‘-\::‘!f;f
7N
vniQue

UNDERSTANDING GENES
& CHROMOSOMES

l'eH ANKRD11
n cuHapom KBG
Yy B3POCbIX

rarechromo.org



OT1a bpoLopa npegHasHadveHa ansa nogen ¢ cuHgpomom KBG, a Takke nx cemen, meguumMHCkux paboTHUKOB
W Opyrnx cneumanmcToB, MOMOLLb KOTOPbIX MOXET MOHA400UTLCA BO BPEMS NTEHYEHUSA U peabunmnTaLMoHHbIX
MeponpuaTuii. B Helt npeacTaBneHa nHdpopmaumnsa o npuynHax 3aboneBaHns U 0 ero BNNSHAM Ha XMU3Hb
YyenoBeka BO B3pocnom Bo3pacte. Kpome Toro, B 6GpoLutope NpMBogAaTCca pekoMeHaaunm no MeguLMHCKUM
obcrnenoBaHUAM U Npoueaypam, KOTopble MOryT ObITb NonesHbl Ans nogen ¢ cungpomom KBG. Yactb
AaHHbIX 3aMMCTBOBaHa u3 apyron 6powutopsel Unique, nocesilieHHon reHy ANKRD11 v cungpomy KBG

y aeten. Takke B 3Ty OpoLutopy BKNoveHa MHdopmaumsa u3 onpoca, nposegeHHoro B 2024 roay (aHrn. —
Life beyond childhood: insight into the lived experience of 91 adults with KBG syndrome through an online
patient/caregiver reported co-produced questionnaire), n 3 Apyrux UCTOHYHMKOB, NOAPOOHOE OnucaHmne
KOTOpPbIX NPMBEOEHO B KOHLE BPOLLOpbI.

Yto Takoe cuHgpom KBG?

Bnepsbie cuHapom KBG 6bin onvcaH B 1975 rogy. Ero HasBaHue npeactaenser cobor abbpesunaTtypy,
COCTaBIEHHYIO 13 MHMLIMAMNOB NepBbIX TPEX NauueHToB, Y KOTOPbIX OH Bbln 0bHapyXeH. [Ins 6oMnblnHCTBa
nogen ¢ cuHapomom KBG HabnopatoTca xapakTtepHble (MHoraa cnaboBblpaXeHHbIe) YepThbl NUua, OYeHb
KPYMNHbIE MOCTOSIHHBIE 3yObl, @ TAKXKE Pa3NUYHON CTEMEHU UHTENMNEKTYarnbHble (KOTHUTUBHbIE) HAPYLUEHWS
(TpygHoOCTU B 06y4eHUMn) n ocobeHHOCTM noBeaeHust. NMogobHble 0COBEHHOCTM MOTYT HabngaTbCa He y BCeEX
UM NPOSIBNATLCS B HE3HAYMTENBHOW CTENEHN, NO3TOMY B OTAENbHbLIX cryyasix cuHapoM KBG
OmnarHocTmpyeTcs TOMbKO BO B3POCOM Bo3pacTe. MHoraa y B3pocnbIX fogen cCMHApoM 0bHapyxuBaeTcst
TOMNbKO NOCIe reHeTMYECKoro TECTUPOBaHUS B xoge obcnenoBaHms nx pebeHka c 6onee cepbesHo hopmMoi
cnHgpoma KBG.

Cpeam opyrmx BO3MOXHbIX CUMMTOMOB BbIAENAKOTCS NOTEPS CIyXa, 3a4epKKa ONyLLEHUS SS4eK y MarbvmMKoB,
Cyaoporu, aHoManum pasBuTUsi CKerneTa 1 HEBbICOKUI POCT. B BONbLUMHCTBE M3BECTHLIX Cry4aeB Moau

¢ cuHgpomom KBG — nepBbie B UX CEMbSIX HOCUTENW FrEHETUYECKOTO N3MEHEHNS. BHAYMTENBHO MEHbLLEE
KONMMYECTBO Ntogen HacneaoyeT 3aboneBaHne OT poauTens, Y KOTOporo npusHaku cuHgpoma KBG,

Kak npaBuIio, NposiBNSIOTCA MeHee 3aMeTHO. 3aboneBaHne BCTPeYaEeTCs Kak Y Marb4nKOB, Tak U 'y JEBOYEK,
Nnpwn 3TOM CTENEHb BbIPa*XEHHOCTU CMMMTOMOB MOXXET BapbMpPOBAaTLCS OT NErKoM A0 3HAaYNTENbHON Y
npeacraButenen odomx nosos.

OcHoBHble cumnToMbl cuHgpoma KBG:

JIérkas cteneHb UHTENNEKTYyanbHbIX HApYLLEHUI (TPYOHOCTEN B 00yYEHMM); OQHAKO 3TOT NPU3HakK
BapbUpPYyeTCH OT MOSTHOMO OTCYTCTBUS TPYAHOCTEN B OOY4YEHUN A0 BbIPAXEHHbIX HAPYLUEHWN, a Takxke
HEKOTOPbIX OCOBEHHOCTEN NOBEAEHMS.

KpynHble NOCTOsIHHbIE BEPXHUE 3yObl (MAaKpOAOHTUS BEPXHMX LEHTPanbHbIX Pe3LOB)

XapakTepHble YepTbl nuua: TpeyronbHas hopMa nuua, LWMPOKO pacCTaBreHHbIe rnasa 1 ryctsie 6poBu,
KOTOpbIE MOTYT COEAUHATLCA HaA, NepeHocuLen (CMHOMPK3)

YKopo4eHune nanbLeB Ha pykax (bpaxuaaktunus) u UCKpUBNeHne M1M3nHUa (KNMHO4AKTUNNS)

KakoBbl npnunHbl pa3sutua cuHgpoma KBG?

CvHaopom KBG BbI3BaH nameHeHusamMmu B reHe ANKRD 11, pacnonoxeHHOM Ha 16-4 XxpoMmocome

(B cermeHTe g24.3). BO3MOXHbIMU NpUYMHaMK ABASIOTCSA M3BMEHEHMWE B reHe, HapyLiatoLlee

ero yHKUMOHNPOBaHWE (MaToreHHbIN BapuaHT), Unu ytTpaTa (aeneumsi) Lenoro reHa unm ero 4acrtu.
B knetkax opraHMama 4enoBeka cogepXxuTcsa no Ase Konum 16-n XpomMocoMbl U, COOTBETCTBEHHO,
no ase konum reHa ANKRD11. Btopas konusi reHa octaeTcs 6e3 naMeHeHUN.

Hackonbko pacnpocTtpaHeH cuHgpom KBG?

CwuHopoMm KBG BcTpeyvaetcs peako. Ha momeHT 2025 roga Bo Bcem Mupe n3BecTHo o 6onee yem 500
ceMbsiX, B KOTOPbIX €CTb Ntoaun ¢ aTUM 3aboneBaHmeM. BeposiTHO, He y Bcex niogent ¢ USMEHEHUSIMU B reHe
ANKRD11 cnHgpom KBG odhmumanbHO AnarHoCcTUpOBaH, NOCKOSbKY MHOTME €ro CUMMNTOMbI, B TOM YMcre
3aJepKKa MHTENMNeKTyansLHOro pasBuTus, MoryT ObiTb BblpakeHbl cnabo.

NMo4yemy 3To npounsowwsno?

Bo Bpems 3auatus reHeTnyeckun matepuan pogutenen (QHK), ckonnpoBaHHbIN B SNLEKIETKY

W cnepmarosomns, o6beguHSETCs, U TEM CaMbIM 3anyCKaeTcsl pa3BMTUE HOBOIoO opraHunama. Npouecc
KOMMpOBaHUA reHeTUYECKOro Matepmana He Bcerga npoucxogut 6e3ynpeyHo, No3TOMy MHOrAa B reHoTune
JeTer BO3HUKAIOT CnyyanHble nsMmeHeHus:, kotopbix HeT B AIHK poantenen.



Ecnun takoe cny4yariHoe nameHeHme 3aTpoHeT reH ANKRD11 Ha 16-1 xpomocome, To pebeHok poantcs

¢ cnHapomoM KBG. 3T0 eCTEeCTBEHHbIV NPOLIECC, HE CBA3AHHbIV C MUTAHWEM POAUTENEN, OKPY>KAKOLLEN
cpenon unmn obpasom xnsHu. B 6onbLLIMHCTBE CryvyaeB reHETUYECKNE N3MEHEHNS BO3HUKAIOT Cry4anHo

(de novo), To ecTb OBHapPYXMBaKOTCHA B CEMbE BrnepBble. B oTAenbHbIX cnyyasax BapuaHT reHa, Bbi3blBaloLwmnn
cuHapom KBG, nepepaetcsi pebeHky oT poauTens. BaxHo noHMMaTh, 4TO B 3TOM HET HUYbEN BUHbI —

HW OAVH U3 POAMTENEN HE BUHOBAT HM B U3MEHEHUsIX B cOBCTBEHHON CTpykTYpe OHK, HM B n3MeHeHUsIX

B cTpykType [HK cBoero pebeHka.

MoxeT nm 3To Npou3onTn cHoBa?

Y MHorux nrogen ¢ cungpomom KBG ectb getn. Ecnuv y ogHoro ua pogutenen aAnarHoCTMpoBaH CUHAPOM
KBG, BepoaTHOCTb poxaeHus pebeHka ¢ aTum xe 3abornesaHnem coctaBut 50 % (unm 1 K 2), NoCKonbKy
pebeHOK yHacnenyeT oT poanTens nMbo KONuio reHa ¢ U3MeHEHNEM, NTIMBO HEM3MEHEHHYHO KONWUIo. Takon Tun
HacrnegoBaHWUs Ha3blBaeTCA ayTOCOMHO-AOMUHAHTHBLIM, MOCKOMbKY reHEeTMYeCckoe 3MEeHeHMe 3aTparnsaeT
TONbKO OAHY M3 NapHLIX XpPOMOCOM (O4HY ayTOCOMY) M AN pa3BuUTUs 3aboneBaHnsi 4OCTATOYHO Hann4yns
N3MEHEHUS TOMNbKO B OHOW KOMUK reHa.

HeB03MOXHO TOYHO NpeayragaTtb, Kak cuHapoM KBG oTpasuTtcs Ha pa3sutun, 30OpoBbe 1 NOBeAEHUN
Oyoywero pebeHka. Tem He MeHee, cenyac y nogen ¢ cungpomom KBG, nnaHupyrowmnx pebeHka, ectb
MHOXECTBO BO3MOXHOCTEeN. OBA3aTENbHO NPOKOHCYNBTUPYNTECH C BPAaYOM-TEHETUKOM, KOTOPbI NOMOXET
BaM pacCMOTPETb BCE BO3MOXHbIe BapuaHTbl. Kaxkabiin criyyam nHgmMemuayaneH, NnosToMy gatb pekoMeHgaunm
KOHKPETHOWN CEMbE MOXET TONbKO SKCMEPT.

Y Unique ecTb oTaenbHble OPOLLIOPbI, NOCBSALLEHHbIE MOHOIEHHbLIM 3a6011eBaHMAM U ayTOCOMHO-
OOMMWHaHTHOMY HacnegoBaHu, NAaHMpoBaHMo creaytoulen 6epemeHHoctu (aHrm. — Planning Your Next
Child), npeHaTansHoMy reHeTu4eckoMy obcreoBaHuio U anarHocTuke (aHrm. — Prenatal Genetic

Testing and Diagnosis), koHcynbrauuu ¢ BpadyoM-reHetukom (aHrmn. — A Clinical Genetics Appointment),

a Takke nogaepxkke 6partbeB 1 cectep AeTen C peaknm reHeTudecknm 3abonesaHvem (aHrm. — Supporting
Siblings of Children with a Rare Genetic Condition).

Kak xxuByT B3pocnbie noam ¢ cniapomom KBG?

MposiBnenuna cungpoma KBG MoryT cunbHO pasnuyaTtbes Y pasHbiX nogen. BoamoxHO, Bbl B3pOCbIn
YyeroBek, HeJaBHO y3HaBLUMIA O CBOEM AMarHo3e, 1 noka He 3HaeTe, Kak OH U3MEHMT BaLLy KU3Hb.
nu xe Bbl poanTenb, KOTOPOro GECNOKOUT, Kak CroXuTca cyabba Bawero pebeHka ¢ cuHapoMmom KBG.

B 2024 roay cpeamn B3pocnbix ¢ cnHapoMoM KBG Obin NpoBeaeH OHMamH-0npoc 0 BMSIHUK 3aboneBaHnst

Ha NX NOBCEOHEBHYIO XN3Hb. ccnegoBartenu npoaHanmanpoBanu otBeTsl 91 pecnoHaeHTa. OCHOBHbIE
pes3ynbsTaTthl onpoca npeacTasneHsbl 30eck. [NoapobHble cBeaeHNst NpyBedeHbl B CMCKe NuTepaTypsbl

(cm. cTp. 15). BaXHO NOMHUTb, YTO KaXKablin YernoBek ¢ cmHapomom KBG yHuKaneH, u MHorme ua noslydeHHbIX
BbIBOAOB MOTyT Bac He KacaTbCs. TeM He MeHee, OHM MOryT CTaTb A4S Bac NoONe3HbIM OPUEHTUPOM

npv nnaHupoBaHum ByayLuero. Kpome Toro, npeacraBneHHas nHopmaunsa MOXET OKa3aTbCHa NoNesHomn

AN MeQULMHCKMX crneumanucToB Npu onpeaeneHun Tepanui u peabnnuraumm Ang naumeHToB ¢ pa3HbIMU
HYyXXOaMu.

OpraHusauuna O6bita

YpoBeHb CaMOCTOATENBHOCTU, KOTOPOM MOFYT JOCTUYbL Ntoan ¢ cuHapomom KBG Bo B3pocniom Bo3pacTe,
MOXET BapbMpoBaTbCs B LUMPOKNX npedenax. CteneHb NHTENMNEKTyanbHbIX HapyLLEeHN (TPYAHOCTEN B
00by4eHnm), BbISIBNIEHHbIX B AE€TCKOM BO3pacTe, NPOAOMKaeT OkasbiBaTb BNMSHME Ha YenoBeka 1 BO B3pOCMON
»U13HW. CnocobHOCTb YenoBeka ¢ CMHOPOMOM KBG »u1Tb caMoCTOATENIbHO BO MHOIMOM onpenendeTca Takumm
hakTopamu, Kak TPyAHOCTW B OOyYEeHUN, HANn4Ymne cygopor, a Takke 06bem JOCTYMHOW UM NMOMOLLM

n nogaepxku. Hekotopble B3pocrblie ¢ cuHapoMom KBG npogomkatoT XuTb ¢ poauTensiMm, B TO BpeMS

Kak gpyrve nony4dart npodeCcCnoHarnbHbINn yYXO4 B Cneumann3vpoBaHHbIX YYPEXOEeHNAX C NOCTOSAHHbIM
npoxueaHvem. EcTb 1 Te, KTO co3gaeT co6CTBEHHbIE CEMbY, BEAET JOMALLHEE XO3ANCTBO U paboTaeT.

CornacHo pesynbsratam onpoca 2024 roga, 66 % B3pocnbix ¢ cuHapomom KBG npoXuBaroT CO CBOMMMU
onekyHamu, 12 % — camocTosTensHo, 10 % — B yCNoBMsAX CONPOBOXAAeMOro npoxmeanHus. Ona 7 %
OMPOLLEHHbIX aKTyanbHbl «apyrue» opMbl XU3HEYCTponCTBa. [onst NpoXuBaLmMX C ONEKYHAMU CHKaeTCs
¢ Bo3pacTtom: 16—-24 net — 90 %, 25-34 net — 40 % n 35-44 net — 27 %. OaHHble 06 ycnoBumsax
NPoOXnBaHWsa NpeacTaBneHbl Ha rpadmke Ha cnegyrowen ctpanuue (PucyHok 1).

Kak nokasbiBaeT npaKkTuKa, B NpaBUllibHbIX YCIOBUAX MHOIne B3pocCrble C TPYAHOCTAMU B o6yqu|/||/|
npoaoImKatoT pa3BmMBaTb HaBbIKW, HGO6XO,EI,VIMbIe and CaMOCTOATENBHOW XN3HW. B HEKOTOPbIX Cny4vaax nogn
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¢ cuHapomom KBG cnocobHbI UTb OTAENBHO OT POAUTENEN U B YCIIOBUSIX CONPOBOXAAEMOrO
npoxwueaHusl. OgHako opmart nccnegoBaHust (nonepeyHoe, Unn KPOcc-CEKLMOHHOE, UccrefoBaHue, B
KOTOPOM AaHHble COBUPAIOTCS B OAMH KOHKPETHbI MOMEHT BPEMEHW) HE MO3BOSINI YCTAHOBUTL CPEAHWIA
BO3pacT, B KOTOPOM y4aCTHUKN OBMaAeBanu HaBblkaMy CAaMOCTOATENbHOM XXNU3HM.

pucyHok 1: OpraHuzaums Beita
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Bospacrt (B rogax)

B fomaconekysamu [ B cneymansHOM yupesmgeHnmn CamocToATensHO Opyroe

«Hawa 19-neTHas goyb xmBeT goMa. En nomoraem mbl — 5 (ee mama), nana n cectpay.

«Mbl nromoraem Hawemy 22-neTHeMy CbiHYy foMa. B opraHmsaumm no noggepkke n sawmrte npas nogen
C pasHbIMy (hOpMaMm MHBANMAHOCTM HaM COCTaBUMM A5 HEFO UHAUBMAYANbHBIN NNaH XU3HU.

«Hawa 20-neTHaa JoYb XMBET BMECTE C HAaMU».

«Hawa 20-neTHsi 4oYb yuYMTCs B CNeLmanm3vpoBaHHOM yupexxaeHum ans obyyeHns nocne 16 net c
MOCTOSIHHBIM NpoXnBaHMeM. OHO paccyMTaHO Ha BbICOKOMYHKLMOHANbHbLIX CTYAEHTOB C AMArHOCTUPOBaHHbLIM
paccTPOMCTBOM ayTUCTUYeckoro cnektpa. Korga y Hee KaHuKynbl, OHa XVUBET oMa, C HaMu 1 ABYMS
Mnagwummn 6patesimu. MN3-3a aucnpakcum e 6biBaeT HeNerko BbINOMHATL MPOCTbIe NOBCEAHEBHbIE 3a4a4u,
Hanpumep, MbiTb 1 pacyecbiBaTb BONOCHI, OCTaBaTh TabneTku U3 GrNMCTEPHON YNakoBKW, FOTOBUTb,
OTKpbIBaTb GaHku 1 ToMy nodobHoe. Y Hee He Bceraa nonyyaercs 3aBa3biBaTh LWHYpKU. Kpome Toro, y Hee
€CTb 0COBEHHOCTM BOCMPUSITUSI NPOCTPAHCTBA, M3-3a Yero el ObiBaeT TPYAHO AenaTb YTO-TO Ha BbICOTE,
HanpuMep, 3abupaTbcs MO NECTHULE UK NpbiraTb B 6acCenH».

NMoxon B mara3suH 3a npoayKkramum

MHorue B3pocnble ¢ cuHapoMoM KBG MOryT camMocToATenbHO XO0AUTb B MarasuH 3a npoaykramu.

[na ocBoeHWsA HaBbIKOB, HEOBXOAMMBIX A11S COBEPLUEHUS NMOKYMOK, B3POCHbIM C NErkon Unv ymepeHHon
CTeneHblo 3aAepPXXKN MHTENNeKTyanbHoro passuTuns Yacto Tpebyerca gononHuTensHas nomoulb. KpanHe
Ba)XHO NPeAOCTaBNsiTb B3pOCnbiM ¢ cMHapoMoM KBG gononHuTenbHbIe BO3MOXHOCTY ANs 00ydeHus,
afanTUpPOBaHHbIE K UHAMBUAYarNbHbLIM NOTPEBHOCTSAM, NOCKOMNbKY CMOCOOHOCTL K Pa3BUTUIO 3TMX HABbIKOB
COXpaHSAETCS Ha NPOTSKEHNUN BCEWN XKNU3HMU.



B 2024 roay 52 % onpoLueHHbIX COOBLLUNKN, YTO MOTYT CaMOCTOATENbHO CXOAWUTL B MarasuH 3a npoaykramu,
Toraa kak 37 % — He MoryT. [JaHHble NpeacTaBneHbl Ha rpaduke Hmke (PUCyHOK 2). 3aMeTHO, YTO Aorns
noaen, cnocoBHbIX CaMOCTOSATENBbHO AenaTb NOKYMKK, yBenuimMeanack ¢ Bo3pactom: ¢ 44 % B rpynne 16—
24 net go 70 % B rpynne 25-34 net, 73 % — B rpynne 35-44 net n 100 % — B rpynne 45-54 net.

B onpoce npuHan ydactne TonbKo OAMH YernoBek cTaplle 55 neT, U 3TOT YernoBeK He MOT AenaTb NOKYMKK
camocToATenbHO. ViccnegoBaTtenun OTMETUIM, YTO NOAEN CTapLLEro Bo3pacta Cpean pecrnoHOeHToB Gbino
3HaAUUTENBLHO MeHbLLE (NULb 2 Yenoseka B rpynne 45—-54 neT n oguH Yyenosek B rpynne 55+), noatomy
npvBedeHHas CTaTUCTUKA MOXET HE OTpaXkaTb BEPOSATHLIX NMEPCMNEKTUB Ha ByayLuee Ans Monoabix noaen
¢ cungpomom KBG, nonyumBLUMX gnarHo3 cerogHsi.

PHUCYHOR 2: CAMOCTOATENLHBIA NOXO B MaraiuH 33 NPogYKTAMM
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Boapacr (& rogax)

B He moryT = Moyt LaHHbIe OTCYTCTBYIOT

«OHa He xoguT B MarasvH cama, NOTOMY YTO XXMUBET C ceMbemn».

«3a 4YeM-TO HETSKENbIM OHa 1 cama MOXKET CXOAUTb B MarasuH, HO €CIN HY>KHO KyNUTb MHOMO NMPOAYKTOB,
TO OHA HE CMOXET CINOXWUTb 1 AOHECTU TSXKENbIA NakeT 6e3 NOCTOpOoHHeN nomoLum. OHa 6onTcsa NONPOCUTbL
NMOMOLLIM Y NPOAABLIOB U HEPBHUYAET, KOrAa K Hel NoaxoaaT He3HaKoMble Moaun, MO3TOMY 3a NOKYNKamMu OHa
XOAUT C COLUPabOTHMKOM UM poaUTENSMMY.

«C NoKymnkamu Hy>XHa MOMOLLbY.

«OHa moxeT KynnTb HEMHOIO NPOAYKTOB, HO YTO-TO bonee TAXenoe oHa HECTU HE MOXET».



BoxaeHne aBTomoobuns

HekoTopble B3pocnbie ¢ cuHgpoMom KBG moryT BoguTb aBTOMOOMIb. BO3MOXHOCTE BOXOEHUSA, BEPOATHO,
3aBUCKUT OT CTEMNEHN NHTENNEKTYaNnbHON HEQOCTAaTOMHOCTU, HANMUNA 3NUNENTUYECKMX MPUCTYNOB 1 psaa

Opyrux baktopos.

CornacHo onpocy 2024 roga, 78 % y4aCcTHMKOB HE MO BOAMUTb aBTOMOOWIb, 11 % mornu, ewe no 11 %
ONPOLLUEHHLIX AaHHbIE OTCYTCTBOBanNMW. [Jons Tex, KTo cnocobeH BoanTb aBTOMOOWb, yBEnMYMBanach

¢ Bo3pacTtoMm: ¢ 2 % (1 yenosek) B rpynne 16—24 net go 20 % (4 yenoseka) B rpynne 25-34 nert, 36 %

(4 yvenoseka) B rpynne 35—-44 net n 50 % (1 yenoBek) B rpynne 45-54 net. Kak yxe oTmeyanoch paHee,
YYaCTHUKOB B CTapPLUMX BO3PACTHbIX rpynnax Obi/10 3Ha4YMTENbHO MEHbLLE, MO3TOMY BaXKHO YYUTLIBATb, YTO MX
OMbIT, CKOpee BCEro, He OTpaXkaeT Toro, ¢ Yem BONbLUMHCTBO MoroabIx ntogen ¢ cuHgpomom KBIT ctonkHETCA
no Mepe B3pPOCIEeHUS.

pHCyHOK 3: Boxgenne asTomobuna
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Boapacr (B rogax)
B He moryTt B MoryT [laHHLIE OTCYTCTRYIOT

«[loka He BoauT, 19 neT».
«He moxeT BoauUTb».
«He BognT».

«Y Hee anunencus un nepmnoan4veckun crny4aloTca npucTtynbl, NO3TOMY ynpaBrieHne aBToMObUnemM
NPOTUBONOKa3aHO».



OGpa3oBaHue

B3apocnbim ¢ cuHapomom KBG noaxogsT pasnmyHble doopMbl 06yyeHns. Hekotopble gobusatoTest 6onbLumx
yCNexXoB B cneumnanbHbix 06pa3oBaTenbHbIX YYPEXAEHUSX NN NpY agantauumn y4ebHon nporpaMmbl

K ux obpasoBaTenbHbiM NOTpeGHOCTAM. [pyrne NpoxoasT npodeccroHarnibHoe 0ByYeHNe 1 aaxe nonyyarot
BbicLlee o6pa3oBaHune B YyHUBEPCUTETAX.

Onpoc 2024 roga nokasan, 4to 12 % y4acTHMKOB Ha MOMEHT UCCINEAOBaHMS YyYUIUCh B LLKONeE; 25 %
OKOHYMNK LKoY unu kornex; 18 % nonyunnu cpegHee npodeccrmoHansHoe obpasoBaHue; 1 % 3akoHYMK
fakanaspuart u ewe 1 % — marnctpartypy; 2 % He obyyanucb HM B OAHOM 0BGpa3oBaTENbHOM YYPEXKAEHWMN.
Cpenm Tex, k1o 00yyaeTcsa nunm paHee obyvancsa B y4ebHOM 3aBeaeHun, 26 % coobLmnm, 4To um
TpeboBanmch cneumarnbHble YCIOBUSA UM HEKOTOPLIE N3MEHEHUS B y4eOHON nporpamme. ATu pesynbraThl
HarnNsgHoO NOKa3bIBaOT LUMPOKMIA AMana3oH BO3MOXHbIX 00pa3oBaTenbHbIX A4OCTUXKEHUI Noaen

¢ cungpomom KBG 1 nogrBep:kgaroT, 4To cam no cede amarHo3 He JOIMKEH OrpaHnYmMBaTh CTPEMIIEHUS
yernoaeka.

«Hawwen govepu 19 net, oHa yunTcs B Konnemke Ang nogen ¢ ocodbiMm NOTpebHOCTAMM MO cheLmansHOCTU
«KenTepuHr». En nomoratoT, 1 OHa yCMeLIHO 3aHMMaeTcsl B HEOOMbLLON rpynne. Y Hee CEeNeKTUBHbIA MyTU3M,
NO3TOMY OHa MOXET 00LLaTbCA TOMBKO C YNeHaMu CEMbU 1 BrM3KMMU APY3bsSMU U UCTNbITLIBAET TPYOHOCTU

B 06OLLIeHM € NpenogaBaTensamMu Konnegxa v gpyrMMu B3pOCibiMuy.

«Y Hawero cbiHa 6blnn ocobble obpasoBaTenbHble MOTPEOBHOCTU, U OH CMOT OKOHYMTb LLUKOMY, NOMy4nB
aTTecTart o cpegHem obLiem oGpa3oBaHUNY.

«[Jo 17 neT Haw pebeHok yunncsa B obLieobpasoBaTenbHOM WKone. A B Gnivxariee BpeMsa HaYHET yunMTbCA
B cneuunanvM3mpoBaHHOM Komnreaxe [nocrne pelleHns KoMMccum no Bornpocam obpasoBannsa nuuy, ¢ OB3]».

«Hawa go4b yuntca B konnemxe ons ctygeHtos ctapwe 16 net. OHa caana Tpu ak3ameHa GCSE Ha
ypoBeHb 4 1 Tpu — Ha ypoBeHb 3. B o6weobpasoBaTensHOM Konnegke oHa 3aBepwuunna kypc BTEC no
NCMONMHUTENBCKMM NCKYCCTBaM C oueHKon merit (ypoBeHb 2), a Takke HeJaBHO caara aKk3aMeH Mo
npukKNagHon matemaTunke Ha ypoBeHb 4. Cenvac oHa 3aHMMaeTcsl YHKUMOHAaNbHbIM aHIMMACKM N HadeeTcs
B CrefytoLLEeM roay NponTK KypC MO My3blKe — Ha 3aHATUAX e€ ByaeT conpoBoXaaTb NepcoHan Konnemxkay.

Ha npoTsKeHnn BCew LLKONbHOWM XM3HM OHa Boporack 3a nonyveHne HeobxoaMMom NOMOLLM, HO NOAAEPKKa
npuLLIna no3gHo, NOCKONbKY MHOMME TPYOHOCTM AOYKa CKpblBana, a TPEBOrY Hac, poauTenemn, ocTaBanmch
6e3 BHMMaHusA. Ham npuwinock aBaxabl obpallaTscs K 06pasoBaTenibHON KOMUCCUM, YTOObI HaLLen aodepu
nogobpanu y4ebHoe 3aBefeHune, B KoTopom ByayT Bce Heobxogmmble en ycrosus. Mbl Hageemcs,

YTO Tenepb, C NOSABEHMEM AOIMKHON (MK, Kak MUHUMYM, Kyaa bonee achekTuBHOM) NogaepKu,
NoNoXeHne Oen N3MeHUTCS K Ny4dLleMy U COTPYAHMKN Konnemka noMoryT e nogrotToBUTLCA

K TPYLOYCTPONCTBY».

PaboTa

B3pocnble ¢ cuHapomom KBG paboTatoT B cambix pasHbix cdepax. MHOrMM Anst packpbiTUsS CBOEro NOSIHOro
noTeHuuana Ha paboTte MoxeT noTpeboBaTbCa HekoTopas MoandukaLumus ob6s3aHHOCTEN B COOTBETCTBUM

C X CNOCOBHOCTSAMM U MHTEpPEecaMu, a Takke OONONHUTENbHas NomoLb. B BenvukobputaHum cornacHo
3akoHy o paBeHcTBe 2010 roga noam ¢ 3a4epXKKon HTENNEKTyanbHOro pa3BmTus, CMHAPOMOM gedumumTa
BHMMaHUA 1 runepaktusHoctu (COBIM), paccTponcteammn aytuctudeckoro cnektpa (PAC) unm gucnekcnen
MMEIOT MpaBo Ha Tak Ha3blBaeMble pa3yMHble MPUCcnocobneHuns Ha paboyem mecte. [og aTuM BbipaXXeHuem
noapasyMeBalTCs N3MEHEHUS], KOTOpble BHOCUT paboTodaTerb, YToObl YCTPaHUTL UK YMEHbLLNTD
HeraTMBHbIE NOCMNEACTBUS, CBA3aHHbIE C COCTOSHUEM 300POBbSA COTPYAHUKA. Takne Mepbl AOMKHbI ObiTb
WHAVMBUAOYaNbHbLIMW U COOTBETCTBOBATb KOHKPETHLIM MOTPEBHOCTAM YernoBeka — HanpuMmep, y4nTbiBaTb

€ro CEeHCOpHble 0COBEHHOCTMU.

Onpoc 2024 roga nokasan, YTo Kaxabl TPETUN y4acTHUK Obin TpyaoycTpoeH. OHM paboTanu B cambIx
pasHbIX cdepax, BKNoyasa cneaytoLme Kateropmm: rocTMHUYHoe eno v obLecTBeHHoe NuTaHne —

6 4ernoBek, IKOMOrMs n cenbckoe X03ancTBO — 4, PO3HMYHAs TOProBns 1 npogaxun — 4, GeIToBbIE yCryrn —
3, coumanbHble cnyxbbl — 3, npenogaBaHue n obpasoBaHve — 2, agMUHUCTpaTUBHas pabota — 2, yxoq
3a XUBOTHbIMM — 1, TBOPYECTBO 1 Meama — 1, JocTaBka U XpaHeHue ToBapoB — 1, 3apaBooxpaHeHne — 1,
cnopT u gocyr — 1 yenosex.

O6bEM nogaepxkun, Heobxoanmon B3pocsnbiM ¢ cuHgpomom KBIM ans ycnewHom paboThl, CyLeCTBEHHO
Bapbupyetcs. OaHM cnpaBnsoTCs CaMOCTOATENbHO, APYTMM MOTYT NOHAA00UTLCA aganTUPOBaHHLIE YCITOBUS
Tpyaa, TPETbMM — MOCTOAHHOE MHAMBUAYANbHOE CONPOBOXAEHME.
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«Y Hallero cblHa ecTb HacTaBHUK, M OH paboTaeT ¢ HUM 4 Yyaca B Heeno B NPoayKTOBOM MarasmHe.
«Hawa go4yb He paboTaeT».

«Hawa goub ele yuntcs. OHa NnpoxoauT NpakTUKy Ha dhepme 1 B 06LLLIECTBEHHOM cadly nog PyKOBOACTBOM
COTPYOHUKOB KOnnemka.

«Hawa goyvb npoBena rog B ponv MOMOAEXHOro NpeacTaBuUTeNst NpY MECTHOM MyHULMMNANbHOM COBETE,
npoasuras ctpaHuly «MecTHoro npegnoxeHus». OHa Takke paboTaeT BONIOHTEPOM B MECTHOM MarasuHe
GnaroTBopuTensHou opraHnsaumm Sue Ryder n pykoBogutenem B rpynne «Pagyray» (otgenenune Girl Guides
Onsa neBovek 4-6 net)».

HDocyr
B3apocnlie ¢ cuHgpomom KBG mMoryT y4acTBoBaTh B CaMbIX Pa3HbIX COLMANbHbIX MEPONPUATUSAX MO CBOUM
uHTepecam. Onpoc nokasan, 4yto 60 % (44 yenoBeka) perynspHO y4acTBYIOT B COLManbHOM XnU3HU. 3 H1X
9 YyenoBek NoceLLanT OpraHM30BaHHbIE MEPOMPUATUS U SKCKYpPCUK, a 9 3aHMMaloTca crnopToMm (1 U3 HUX —
Ha npodeccuoHanbHOM ypoBHe). LLiecTb YenoBek BOBNEYEHLI B TBOPYECTBO: 4 — B My3biKy, 1 —

B TeaTpanbHOe UCKYCCTBO U 1 — B TaHLbl. [1eBATb YeNOBEK NPOBOAAT BPEMS C APY3bsMU, 2 U3 HUX No6AT
XOAMWTb B KMHO U 1 — oCTaBaTbCs B rOCTAX C HOYEBKOW. [1BOE y4aCTHUKOB NIOBAT Urpatb B KOMMNbIOTEPHbIE
urpbl, 3 — NOAAEpPXMBAIOT couManbHble CBA3W, NMPOXUBas 1 paboTas ¢ ApyruMmn nogbMu, u elle 2 — vyepes
penurmosHele rpynnel. [py 3ToM pecnoHAeHTbl OTMETUAM NepUoLMYecKme TPYAHOCTM C yYacTuem

B COLMAnbHOM XN3HU — HEKOTOPbIM U3 HUX BGbiBaeT HEKOMGOPTHO
B OONbLUMX KOMMaHWK, a Takke He HpaBATCHA HenpeackasyemMble
COBbITUSA UMK N3MEHEHMS B NPUBbIYHBIX AENCTBUAX.

«Haw cbiH 3aHMMaeTcsa opraHM3oBaHHbIM gocyroM. OH oboxaeT
cyMTaTh MOHETbI, MOOUT crywaTth My3bIKY, XOOUTb B MOXOAbI
1 N0 MarasvHam».

«Y Haluen govyepu HeT xo60um, HO OHa NPOBOANT BPEMS C HAMMW.
BwmecTe Mbl rynsiem, kataemcsl Ha Beriocunenax, e3qum B Noe3aku.
Kpome cembu, oHa 0bLLaeTcs TONbKO CO CBOMM MapHeMm pas

B HeZerto, U TONbKO eMy OHa JOBEPSIET».

«Hawa go4yb cTpagaeT oT CUIbHOWM TPEBOXHOCTU, KOTOpasi BNUSET
Ha BCe acnekTbl MOBCeOHEBHOM Xn3Hu. En TpebyeTca 3HaumTenbHas nogaepkka oT COnpoOBOXAAIOLLMX
WIN OT Hac, YTOObI MOATOTOBMTHLCS KO BCEMY HOBOMY UITM HE3HAKOMOMY, HO KOrZa el MOMOratoT, OHa MOXET
y4acTBOBaTb B Pa3fMYHbIX MEPOMNPUSATUSIX U 3aHUMATLCS JOCYTOM.

OHa urpaet Ha NMMaHMHO U NMOET B MECTHOM POK-XOpe, 3TO MPUHOCUT el OTPOMHOE YA0BOMbCTBUE, TaK OHa
He 4yBCTBYyeT cebsi ognHoko. My3bika Bceraa Gbina Ans Hee CBOero pofa Tepanuein, n oHa YyBCTBYeT cebs
Hanbonee c4acTnMBOWA, Koraa NoeT UM CrywaeT My3biky. YyBCTBO NPMHAAEXHOCTU K YEMY-TO, FAe oHa
MOXET BHOCUTb CBOW BKnag v ObiTb HapaBHe Co BceMu, Ansi Hee GecueHHo. OHa nocellaeT 3aHaThs
YeyeTKOMN, XOOWUT B MECTHbIN crnopT3an v NtobuT y4acTBoBaTb B coLMarnbHbIX MEPOMPUATUSIX B CBOEM
Konnemxe, HanpuMep, B BUKTOPUHaX (y Hee npekpacHasi naMsaTb Ha dpakTbl, 0COGEHHO 13 06racTn My3bIKK,
MO3TOMY OHa BCEra CYMTAETCS LEHHbIM Y4aCTHUKOM KOMaHabl B to6om kBu3e). OHa XoauT B LIEPKOBD,
NBUT rynsaTb co cBouMM cobakamm 1 NPOBOAMTL BpeMsi Ha chepMe, rae paboTaeT BONIOHTEPOMY.

«JTlobuT rynatb ¢ cobakor u nomoraTb B cagy. OHa XOAMT B MHKITHO3UBHYHO CEKLIMIO KapaTte, CMOTPUT (OUNbMbl,
asuaTckue cepuarbl 1 MOBUT ceMenHble NOXOAbl B PECTOpPaH».

OTHoLweHusa

MHoruve B3pocnble ¢ cuHapoMom KBG cocTosIT B ANUTENbHBLIX OTHOLLUEHUSX Y CTAHOBSITCS! POAMTENSIMMU.

Y Apyrux npv 3Tom He BbINIo POMaHTUYECKNX OTHOLLEHWIA, a8 HEKOTOPbIE U BOBCE HE 3aMHTEPECOBaHbI B 3TOM.
YXenaHne MeTb OTHOLLEHNS U CEMbIO — 3TO MHAMBUAYANbHBIVA BLIGOP KaXA0ro, 1 pasHble foan MoryT Mno-
pa3HOMY K 3TOMY OTHOCUTbCS. BakHO He CTPOUTL NPEANONOXEHWUIA O MbICIIAX M YyBCTBax YenoBeka NuLlb

Ha OCHOBaHMWW €ro UHTENNEKTyanbHOM HeJOCTAaTOMHOCTM, a NPeaoCTaBNATb eMy NOAAEPXKKY B BONpocax
OTHOLLIEHWI 1 MOSIOBOTO BOCTUTaHMS! B COOTBETCTBUM C €70 YPOBHEM NMOHUMAHUS 1 NOTPEGHOCTAMMU.
Hanpumep, Tem, KTO XO4YET 3aBECTU AETEN, BPaY-TeHETMK MOXET NOMOYb ONPEAENUTLCS C NOAXOAALLMMU
PenpoayKTUBHLIMU BapUaHTaMu.



Pesynkrathl onpoca 2024 roga nokasanu, 4to y 11 % pecnoHgeHToB Obinn getu, 13 % Benun NomnoByH XNU3Hb,
a 12 % cocTosinu B AnNUTENbHbIX OTHOLIEHUAX Unn 6binm B 6pake. BonbWWMHCTBO ONpoLUeHHbIX (81 %)
HUKOrAa He COCTOSININ B POMAHTUYECKUX OTHOLLEHUSIX. M3 HUX 34 % Bblpasunu XenaHne MMeTb OTHOLLEHMS,
a ewe 34 % 3aaBuUNK, YTO 3TO UX HE MHTEPECYET.

«Hawwa go4yb McnbITbIBAET TPEBOXHOCTb, LIEHWUT NPMBbIYHbIA PAcnopsaok AHS U UCTIbITbIBAET TPYAHOCTU

B 06LLeHnM. OHa 0oBepseT TONbKO B3POCHbIM 1 Bninsknum apy3bam. Cenyac oHa BCTpPeYaeTcs C MonoabiM
4eroBeKOM, KOTOPOro 3HaET YXXe CeMb NET — OHU YUYUIMCb BMECTE B LUKOIE, a 3aTeM B konnemke. OHu
BUAOSTCS pa3 B Hedento. B konnemxe y Hee oavH-gBa apyray.

«Haluen novepu TpebyeTca NOMOLLb BO B3aMMOAENCTBMM C MIOAbMU U HaBblKaMyi KOMMYHUKALWW: e TPYAHO
3aBOAUTb M NOAAEpPXKMBaTb OTHOLLEHUS. B Konnemke ¢ Heli perynspHoO 3aHMMaeTcs noroneq, YTobbl MoMoYb
pas3BuTb 3TW HaBblkW. Bnarogaps nogaep)xke nepcoHana Konnemka y Hee NocTeneHHo NosABMNATCS APY3bS.

OHa o4YeHb NpuBsA3aHa K PoAUTENAM U NMOCTOSHHO XAET 000peHNs OT HUX; CaMOW eli CITOXHO JOHEeCTU CBOU
NOTPeBHOCTN 10 COTPYAHMKOB, KOTOPbIE €l MOMOraT».

«Hawen govepn TpyaHO pacno3HaBaTh coUMarbHble CUrHarnbl, 3aBOAMTb U COXPaHATb ApY3eN.
En odhmuymnanbHoO He AnarHoCTMpoBanu paccTponcTao ayTuctudeckoro crnektpa (PAC), HO No 3akmoyYeHnto
ncuxonora-negarora OHO, BEPOATHO, Y HEE eCTbY.

C kakumu npobrniemamu co 340pOBbLEM CTasfIKMBarKTCS Noaun
¢ cuigpomom KBG?

CvHopom KBG MOXET CONpoBOXAATLCS PAAOM MNCUXUYECKUX U (PU3NYECKUX OTKITOHEHUI, KOTOPbIE MOTYT
HabnogaTbcs B TOM YMCIE M BO B3POCIIOM Bo3pacTe. HekoTopkle aetu ¢ cuHgpomom KBG nMmetoT ocobbie
noTpebHOCTM 1 NPpobrembl CoO 340POBLEM, KOTOPbIE B Pa3HOW CTENEHM MOTYT NPOSBASATLCS U B AaNbHENLLEM.
Y Opyrux ke He BO3HMKAET HUKaKux Npobnem co 300pOBbEM, CBA3AHHbIX C CUHAPOMOM, HU B AETCTBE,

HK BO B3pocrioM Bo3pacTte. OCcBeLOMIIEHHOCTb O NpobnemMax co 30OPOBbEM, XapaKTEPHbIX AN B3POCIbIX
ntogen ¢ cnHgpomom KBG, No3BonsieT NnoctaBuUTb AMArHO3 Ha paHHen cTagun U HavyaTb CUMNTOMaTUYECKoe
nevyeHuve.

Hwxe npeacraeneH o630p KntoyeBbIX NPobriemM co 300pOBLEM, O KOTOPbIX COOBLLAT cCamu B3pOCIble

¢ cungpomom KBG. YacTb gaHHbIX Takke 3aumcTBoBaHa M3 onpoca 2024 roga. BakHO NOMHUTB,

YTO HEKOTOpbIe U3 3TUX NPOBEM 3aTPOHYNM N1LLL HEOOMNbLLOE KONMMYECTBO JoAel, No3ToOMy MHdopMaLus,
npegcraBneHHas 3gecb, akTyanbHa He A4S BCeX.

Mcuxunyeckoe 340poBbLEe N noBeaeHue

Y HeKoTOpbIX B3pOchbix ¢ cuHapoMoM KBG He HabnogaeTcs HUKakux npobnem ¢ NCMxXmyYeckMmM 300pOBLEM
1 nosegeHneM. BmecTte ¢ TeM 0TMeYaeTcsa BbICOKasd YacTtoTa TPEBOXHbIX paccTponcTs, PAC n COBI.

Y HeKOTOpbIX, HO HE Y BCEX B3POCIIbIX, OTMEYAIOT 3aA€PXKKY MHTENNEKTyanbHoro pa3suTns. CteneHb
HapyLLEeHU BapbUPyeTCs OT Nerkon Ao TsKenon. Yacto BCTpeyaeTcs NoBeAeHWe, HanpasneHHOe Ha NOMCK
unun nsderaHmne CEHCOPHbIX OwyLleHnA. Kak n3BecTHO, OHO CBA3aHO C OCOOEHHOCTSAMU Pa3BUTUS HEPBHOM
cuctemsbl, Takumm kak PAC n COBI.

CornacHo onpocy 2024 roga, 19 % OnpoLUEHHbIX CTankuBanuck ¢ agenpeccuen, 12 % — ¢ HaBa34MBbIMY
MbICIISIMW, NAEAMU UMK oLyLeHnaMy (obceccrsiMn), KOTOpbIe BbIHYXXAanu Ux coBepLuaTh onpederneHHble
aevicteus; 35 % y4acTHUKOB oMnpoca coodLwunm o criy4asix arpeccun, HarnpasneHHon Ha cebs

unn okpyxarowmx; 15 % 3asiBunv o kKOMnynbcMBHOM nepeegaruu, 11 % — o CHWXKEHHOM anneTuTe.

YToObl OKa3biBaTb 3¢pheKTMBHYIO MOMOLLb YEMNOBEKY, UCMbIThbIBAKOLWEMY NPOobremMbl C NCUXUYECKUM
300POBLEM (HaNpUMep, TPEBOXHOCTBLIO UMM PACCTPOMNCTBOM MOBEAEHMS), BaXKHO BbISIBUTL BCe (hakTopbl,
KoTopble K HUM npuBoaAT. OnpeaeneHne aTux akTopoB AOMMKHO ObiTb LIENOCTHBLIM U Y4MTbIBATb
Buonornyeckoe, NCUXMYECKOE COCTOSIHNE YENOBEKA, a Takke ero coumanbHoe tnarononyyue. NMomollb
OOMKHa NPeaoCTaBNSATLCS MEXANCLMNIIMHAPHON KOMaHAOoN, Kyaa BXoaaT Bpayu, MedcecTpbl, NCUXosory,
aproTepanesThbl, fioroneabl U Apyrne cneumanucTbl. Takon noaxom COOTBETCTBYET pekoMeHAaUMsM
HaumoHanbHOro MHCTUTYTa 30paBOOXpPaHEHMS N COBEPLLIEHCTBOBAHNS MEQULMHCKOM NMOMOLLM

B BennkobpuTtaHum, KoTopbIi NoadepXMBaeT Nnoaxon no3MTUBHOIO NOBEAEHYECKOrO COMPOBOXKAEHUS

npu paboTe ¢ NoabMKN C 3a4ePXKKON NHTENNEKTYanbHOro pasBuTus.

«Hawwa fo4Yb McnbIThIBAET TPEBOXHOCTL U MOBLILLEHHYO YYBCTBUTENBHOCTb K CTPECCY, MO3TOMY
ANs Hee BaXKHbl NOPSAOK, KOHTPOMb M NPUBLIYHLIN YKad xu3Hu. CMeHa niaHoB U CUibHasi yCTanocTb
MOTyT CMPOBOLMPOBATL NPUCTYN TPEBOTUY.



«Y Hallero cblHa TPEeBOXHOCTb, Aenpeccnda n CMHOpPOM ,D,e(bI/ILI,VITa BHUMaHUNA».

«Halwa govb ncnbiTbiBaeT TPEBOXHOCTL, KOTOpPAs BIMSIET Ha €€ XM3Hb KaxKabI AeHb. Korga TpeBora
YCUNNBAETCS, Y HEE MEHSETCS NoBeAeHME U NPOSBASIOTCS ayTUCTUYECKUE YepThl. Y Hee criyyaroTcs
NCTEPWKK; B NPUCTYMNE SSPOCTU OHa MOXET YAapuTb, AepraTb 3a BOSOCHI, rpy6o pyratbesi, WBbIPATb BELLM

N KpryaTb. OTO NPOUCXOANT, Korga ee NoTpedHOCTN He YOOBNETBOPSIOTCS, UM KOrda OHa YyBCTBYET, YTO BCE
BbILLUMO U3-MOA4 KOHTPONS, @ 0ObACHUTL 3TO CrioBaMu He MOXET. YTOObI Nny4Lle NOHATE OKPYXXatoLwun Mnp

1 06pecTn Hag HUM KOHTPOMb, OHa MHOTOKPAaTHO 3aaeT OHMU 1 Te Xe BOMpoChl. YacTo KaxeTcs, YTo OHa
HaxXoOUTCs1 B COCTOSIHUW MOBbLILLEHHOMO BO30YXXAEHUS, U el TPebyeTcst MHOIO YTELLEHUS U NMOALAEPXKKN.
[MepemeHbl galoTca er ¢ TPYAOoM; BCe, YTO BbIXOOUT 3@ paMKu NPUBbLIYHOMO pacnopsiika Unu npoucxXoauT
HEeOXWAaHHO, BbI3blBAET HanpsixeHne. Ytobbl CNpaBUTbLCA C HOBLIMU AENCTBUSIMU U COBLITUAMMU,

e Heobxoaumo NOAroToBUTLCA 3apaHee. OHa OYeHb YyBCTBUTENbHA K CEHCOPHBIM Pa3apakUTENsiM,
0CODEHHO K 3anaxaM, BKycam, FpPOMKUM 3BYKaM U OXXUBMEHHOW 0BCTaHOBKe. Y Hee AnarHoCTUpPOBaHbl ayTn3Mm,
COBI, gucnpakcums n TpeBOXHOCTb. OHa MOXET UCMNbITbIBaTb NOAABNEHHOE HACTPOEHUE 13-3a YyBCTBA,

YTO OHa OTNINMYaEeTCs OT APYIrMX, HU3KOWM CaMOOLEHKM, OOMHOYECTBA N HEYBEPEHHOCTU B cebe. OHa npuHuMaeT
npenapartbl 4115 KOHTpons TpeBoXHOCTU n CBI. TpeBOXHOCTb yCUnMBaeTCs U3-3a anNuencum — Oo4b
BounTca cnaTtb NO HoYaM, 3Has, YTO MOXET Cry4nTbCca NpUCTyn. [Noaaepkka NCUXMYECKOro 300POBbS
OCTaBrsna xenatb fnydwero, ocobeHHo Npu nepexone Bo B3pochble cryxbbl. PaHblue eri nomorana cnyxba
OXpaHbl NCUXMYECKOrO 340POBbA AETEN 1 NOAPOCTKOB, HO MOCIE Nepexoaa BO B3POCIYH CUCTEMY
(conpoBoxaasLuerocs 18-mecavHbIM OXMAaHMEM) OHA NPaKTUYECKN He nory4arna nomoLLm B nepmnoa, Korga
Hy)kganacb B Hel 6onblue Bcero. HeBponorunyeckas crnyxba Takke KpaiHe neperpykeHa, cemnyac

Hac npurnaLlaT Ha NpMeMbl ropasao pexe, Yem B AETCKOM otaeneHnn. OHKU perynsipHO NepeHocsTcs

UIN 1 BOBCE OTMEHSOTCSY.

«Halua govb 06bIMHO OYeHb KN3HEepPaaoCTHas, Korga BCe CKnaablBaeTcs TaK, Kak OHa XOYET, HO eCrnu YTo-
TO MEHSIETCA UMW UOET He TaK, OHa MOXET Pe3KO CTaTb NoAaBneHHON, 1 el TpebyeTca Bpemsi, YToObI
YCMOKOUTBLCS.

HeBponornyeckue oTknoHeHuUs

M3BecTHO, 4TO Npn cnHapome KBG BO3MOXHbI anunenTudeckme npuctynbl. OHWM CriyvaloTcs Kak y AeTen,
Tak n 'y B3pocnbix. CornacHo onpocy 2024 roga, No4TN y TPETU YHACTHUKOB XOTS Obl pa3 B XXMU3HU
Habnoganmcb cygopoXHble NpuUcTynbl. Cpean Tex, KTo cTankmeancs ¢ npucTynamMu, NPUMEpPHO Y NOMOBUHBbI
B 3penomM BO3pacTe OHU HaXOAsTCA Nof KOHTporiem briarogaps MeavkameHTO3HOW Tepanvu UM KeTOreHHon
avete, y bonee 4eTBEPTM YHaCTHUKOB NPUCTYMNbl YCTOMYMBBI K NIEYEHUIO, @ YyTb MEeHee YeTBepTH GornbLue
He Hy>XOatoTcs B Npueme nekapcTts. bbino oTMeYeHo, YTO HU OAMH U3 21-r0 y4acTHMKA, Y KOTOPbIX

B HacToslLLiee BpeMsi HAON4arTCa NPUCTYMbI, HE XUBET camocToATenbHO. Y 31 % y4acTHUKOB CriyyarTcs
TUKN — BHe3arnHble MOBTOPSOLLNECH ABMKEHNUS UK 3BYKU, HE NOAOAOLLMECS KOHTPOTH.

«HeBponornyeckmnx oTKITOHEHUIN HETY.

«Y Hawen goyepu anunencus ¢ 8 net, NPUCTyMbl CryvatoTcs Y Hee NPUMEpPHO YEThIpE pasa B rog. Y Heé
cumnToMaTU4YecKas anumencust C reHepanm3oBaHHbIMY TOHUYECKUMMN NPUCTYNAMN U CITIOXKHBIMU
napuunasnbHbIMY NPUCTyNnamm, MCXOOALWLMMN N3 BUCOYHOWM gonu. o gaHHeim MPT, y Hee HabntogaeTtca
HenorHasa nHBepcusa rmnnokamnos. Ha B3I pernctpupytoTcsi cnankoBble paspsigbl B NPaBon BUCOYHON
obnacTtun, aktusmpyowmecs npu rmnepseHTUnaumn. OHa nonyyYaetT MeAMKaMeHTO3HOE NieveHne».

«Y Hee ObIBatoT kpaTKoBpeMeHHble abcaHcbl (10—20 cekyHp), He TpelbytoLme NekapCTBEHHON Tepanmmy.

CoH

BeposTHO, 0 ToM, Kak cuhapom KBG BnMseT Ha COH, M3BECTHO HE TaK MHOIO, MO3TOMY 3TOT BOMPOC MOXET
cTaTb npeaMmeToM byayuimx uccnegosaHuii. Onpoc 2024 roga nokasar, YTo NPMMEpPHO y YeTBepTu
YHaCTHUKOB (26 %) 6binv npobremMbl CO CHOM, HEraTUBHO CKa3aBLUMECHA HA UX KAYeCTBE >KM3HW BO B3POCIIOM
Bo3pacTe. C gpyrov CTopoHsl, ¥ 24 % He ObIno BbISBIEHO HUKAKUX HapyLleHu cHa. Y 28 % pecnoHaeHToB
BO3HUKanNu TPYAHOCTU € 3acbinaHueM, NoYT NONOBMHA M3 HUX MCMONb30Bara MenaTtoHnH unu gpyrue
cpencTBa Ans 3acbinaHus. AHaNorM4Ho, y 26 % onpoLLEHHbIX BO3HMKANKN YacTble NpobyxaeHus, ay 21 %
OoTMeYanachb NOBbILLEHHAs NOTPeOHOCTL BO CHe. BHe3anHoe 3ackinaHne gHem xapakTepHo ansa 9 %
y4dacTtHukoB. Kpome Toro, y 5 % pecnoHAeHTOB BO CHe Habnioganock anHoa, a 'y 4 % — cMHApOM
BecnokorHbIX Hor. BeisiBNeHne 1 neyeHve HapyLleHWi cHa OOMKHO BbiTb YaCTbHO KOMMMEKCHOro nraHa
Tepanuu, Tem 6onee 4YTo 3TU NPOBNEMbI, BEPOATHO, BIUSIIOT HA HEKOTOPbIE NMCUXOMNOrMdeckme

W noBefeHYeckme TPYAHOCTU, KOTopble Takke Bbi3BaHbl cuHapoMoM KBG.
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«W3-3a cuHgpoma KBG oHa cumnbHO ycTaeT. Y Hee NpocTo He ocTaeTtcs cun. Bo cHe oHa pasroBapuBaeT
W VHOrda BCKPUKMBAET. DTO BMMSIET HA KAYECTBO CHay.

«WM3-3a TpeBOXHOCTM el ObiBAaET CNOXHO paccnabutbcs n ycHyTb. Kpome Toro, ee 6eCnokoaT NpucTynbl,
KOTOpble MOTYT CIy4UTbCA HOYbD. OHa NpUHMMAaET MenaToHMH. 3TO JaeT XOpoLUmi ahekT».

«XOpOLLO CMUT».

nVILI.I,eBapVITeﬂbHaﬂ cucrtema

MosiBnsieTcst Bce 6onblue OaHHbIX, CBUOETENBCTBYIOLLMX O TOM, YTO Y B3pOCHbIX C cuHapomom KBG moryT
BO3HUKaTb NpobremMebl C NuLeBapuTenbHOM cucteMon. Camble pacnpoCTPaHEHHbIE U3 HUX — 3TO 3anopbl
1 racTpoasodparearnbHbiin pedrtokc. BaxHo, 4tobbl ntogm ¢ cungpomom KBG 1 nx ceMbun nony4danu
WMHpOPMaLMIO O TOM, Kak CpPaBnsTbCS C 3TMMMU COCTOSIHUSIMU, U 3HAMW, F4e MOXHO MOMYy4YnTb NMOMOLLb,
ecnu oHa noHagobuTtcs. B onpoce 2024 roga 29 % y4acTHUMKOB coobLmnm o 3anopax, a 21 % —

o pecpnitokce. B xoae onpoca Takke 6bIno BbiSIBEHO, YTO YacToTa abaoMuHansHom murpexmn (8%) u
CYHAPOMA LUKNN4Yeckon pBoThl (7%) okasanacs Bbile oxuagaemon. O6 aTom yxe coobLianock B 6onee
paHHKX nccnegoBaHnsx. OgHako He0OXoAMMO AanbHelLee U3ydeHe B3aumMocBssun cuHapoma KBG

C 3aboneBaHUsMN NULLLEBAPUTENBHON CUCTEMBI.

«OHa MOXET CbeCTb COBCEM HEMHOTO, MHAYe ee Ha4YMHAEeT TOLLHUTb. I'I03Tomy OHa CUITbHO OTCTaeT
B q.)M3I/I‘-IeCKOM pPa3BuUTUN N 3HAYNTESNbHO HNXE CBOMX CBEPCTHUKOB».

«Halw cbiH HEBBICOKOIO pOCTa, Y HEro 3anopbl U pedorntoKey.

«OHa cTpagaeT OT XPOHUYECKOro 3anopa, y Hee CroXHble OTHOLWEHMS ¢ eqor. OHa O4YeHb YyBCTBUTENbHA

N HE MEePEHOCUT NPOAYKTbI C PE3KNUM BKYCOM WS 3anaxoMm, Hanpumep, anenbCuHbl, YeCHOK U TOMY NOogoGHOeE.
Y Hee M30bITOYHbIV BEC, U, HECMOTPS Ha BCE CTapaHns NpaBUIbHO NUTATbCHA U 3aHUMAaTbCS COPTOM,

€l TSKeNo nogaepKmeaTth 300POBbI BEC. B TPEBOXXHOM COCTOSIHMM OHA MOXET «3aefdaTtby» CTpecc 1 nHorga
npsayet eay. Ewe en 6oiBaeT cnoxHo BblbMpatb 6rtoga N3 MeHto, OHa paspbiBaeTcs MEXAY TeM,

YTO €N HPaBUTCS, U TEM, YTO NMOSE3HOY.

«lMogobHbIx Npobrem HeT, HO BbiBalOT AHW, KOrga OHa CUAUT B TyarneTe OCTaTOYHO 4OSroy.

3aboneBaHus cepaua (cepaevyHo-cocyaucTbie 3aboneBaHus)

Ha cerogHsawHuii geHb 3aboneBaHns cepgua Obiny BbiSIBNEHbI Y HEOOMbLLLOrO Yucna nogen

¢ cuHapomoMm KBG. Takune HapyLieHumst MoryT OblTb BPOXAEHHBIMW UK NPOSIBUTLCSA B 6onee no3gHeMm
BO3pacTe. N3BeCTHbI €OUHNYHbBIE CryYaun paclumMpeHns (aunartauum) aopTbl (KPOBEHOCHOIO cocyaa, nayLiero
OT cepaua) n npobnemel ¢ knanaHamu cepgua. BonbLLMHCTBO 3TUX HapyLUEeHWI BbISIBNSAIOT B 4ETCKOM
BO3pacTe; TeM He MeHee, 3Ta obnacTb CYMTaeTCa HegOCTaTOMHO N3YYEHHOMW, MO3TOMY NOAAM

¢ cuHapomoMm KBG cneayeTt perynsapHo npoxoautb Takue obcnenoBaHus, Kak anektpokapguorpadms (KT,
perncTpaums arnekTpruyYeckon akTMBHOCTM cepAaua) u axokapanorpadgus (Y3U cepgua).

«PaHee nouke npoBoaunu obcrnegoBaHve cepala, HO cervac HUJero He 6ecrnokouT.
«Kanob HeT».

«lMopobHbIx Npobrnem HeT».

KocTtu (3aboneBaHnsi KOCTHO-MbILLEYHOU CUCTEMbI)

CuHpgpom KBG BbI3biBaeT Npobrembl C MO3BOHOYHUKOM. MIckpuBneHne nNo3BOHOYHNKA MOXET ObiTb
ONarHOCTMPOBAHO Kak Npu POXAEHWM, Tak U pasBUTbLCSA No3gHee. PasnmyatoT TpyM OCHOBHLIX TUNa: GOKoBOE
NCKpUBNEHMe (CKOnmMo3), n3bbITOYHOE OKPYrNeHNe BEPXHEro OTAeNa CrnvHbl (KMd0o3) U YCUIeHHbIN npornd
nosicHMyHoro otaena (nopao3). lNo aaHHbIM onpoca 2024 roga y B3pocrbIix ¢ cuHapomom KBG Takke
Habntoganucb Npobnemel ¢ TazobeapeHHbIM cyctaBoM (15 %), apTpuT (8 %), octeonopos (5 %), a Takke
nedopmaunmsa cton (8 %), koTopas uHorga TpeboBana XMpypruiyeckoro BmellatenscTaa. 1o MHeHuto
uccriegosarenen, nogam ¢ cuHgpomom KBG BaXHO NpMHMMAThL Mepbl MO YKPENIEHUIO KOCTEN,
noaaepXXaHu hrManyeckon akTMBHOCTM, a Takke NpoxoauTb nonHoe obecnenoBaHne u neveHne
Oone3HeHHbIX CYCTaBOB.

«Y Hee criabble kocTh. OHa POHSIET NPEAMETHI Y HE MOXET UX yOepXKaTby.

«OpgHa Hora Ha aBa pa3mMepa MeHblle, 4em apyrad. Y obenx cTon — BbICOKUI NOOHLEMY.
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«En anarHoctmposarnu gucripakCcuio, y Hee I'Ip06ﬂeMbI C KOOpD,I/IHaLI,I/IeVI, M3-3a 4Yero oHa 4acCto nagaer.
Y Hee ManeHbKne fagoHn n cTonbl; NpuUxXoanTCcA HOCUTb opToneanvyeckne CTernbKy. Kpowle TOro, OHa
MarneHbKoro pocTta. Kaknx-to ocobbix r|p06ne|v| C KOCTAMU Unn cyctaBaMn Mbl HE 3amMedarnu,

HO W MeguumHckoe obcnegoBaHne He npoxoaunnm».

Mpo6nembl co cryxomM u 3apeHuem

M3BecTHO, YTO cMHapom KBG conpoBoxaaeTcs HapyLleHsMmM criyxa. 3TO HapyLLUeHMe MOXET ObITb CBSA3aHO
C OCOBEHHOCTSAMN CTPOEHNS YXa M MHOTOKPATHBLIMUN YLLIHLIMU MHAEKUMAMM U MOXKET TpeboBaTb
MCnonb30BaHMA CryxoBbix annapaToB. B onpoce 2024 roga 35 % y4acTHMKOB COOBLUUIM, YTO CHUXKEHUNE
crnyxa ckasblBaeTCs Ha KayeCTBEe UX >KU3HM BO B3pOCcnom Bo3pacTe. Kpome Toro, 36 % OnpoLLEHHbIX yKasanu
Ha Npobrnembl CO 3peHNEM, Bbl3BaHHbIE CaMbIMU Pa3HbIMN NPUYUHAMM.

HapyLueHus cnyxa 1 3peHust MoryT B 3Ha4YMTENbHOWM Mepe BNUATb Ha NOBCEOHEBHYI0 U3Hb, CocobCTBOBaThL
YXYALUEHVIO HACTPOEHNS U MOBbILLATL YPOBEHb TPEBOXHOCTU. [TOMUMO BCEro NPoYero, OHM MOryT Bbi3BaTb
onpeneneHHbI TUMN NoBeAeHNs, HanpuMep, NOUCK UN n3beraHne CEHCOPHbIX OLLYLLIEHWIN, 0COGEHHO

y noaei ¢ 3afepXXKoii MHTeNneKTyansHoro passutus. MIMeHHo NoaToMy B3pocrbiM ¢ cuHapomoM KBG
Heob6XxoaMMO perynsipHO NPOBOAWTL MPOBEPKY CryXa U 3peHust.

«En yctaHoBUnu WyHTHI (TUMNaHoOCTOMUYECKMe TPyOKK), Tak Kak OCTpoTa cnyxa coctaensna Tonbko 20 %.
Kpome Toro, y Hee npobnembl co 3peHnem. OHa HOCUT O4KK C 4 neT».

«HapeBaeT o4ku Ans YTeHUs».

«Y Hee yMepeHHasa CTeneHb TYroyxoCTu, MO3TOMY OHa MOJib3yeTCA CIyXOBbIM annapaTtom (HaCKOJ'IbKO Mbl
NnoHMMaeM, CHXeHne criyxa 06yCJ'IOBJ'|eH0 BpO)KJ:I,eHHOVI aHomanuen CITyXOBbIX KOCTOl-IeK). ELle oHa HocuT
OYKN».

«Y Hawero pebeHka BpOXOeHHOEe HapyLLUEHME Crnyxa — Tskenas OBYCTOPOHHSS TYroyxocTb. CTOUT Ha yveTe
Kak crnaboBunasaLWwmmn n3-3a HuUCTarma.

CtomaTonorn4yeckue 3aboneBaHus

OuyeHb vacTo noam ¢ cuHagpomom KBG cTankmatoTcs ¢ npobnemamm ¢ 3ybamu. B yncne onncaHHbIX —
nedopmaunmsa 3y6oB, HapyLLeHnst 3yGHon amanu, 3abonesaHnsa HEDGa, Kapmec, CBEPXKOMMMEKTHbIE 3y0bl,
KpoLLeHue 3yboB, NX OTCYTCTBUE, a TaKKe Crydan HeBbINaAeHUst MOMNOYHbIX 3yOoB. [ns npegoTBpaLleHums
OCIMOXHEHU HEODOXOAMMbI BbICOKOE Ka4eCTBO OKa3aHWsl CTOMaTONOMMYEeCKUX YCIyr 1 perynsipHble OCMOTpbI
y ctomatonora. Kpome Toro, B3pocnble naumeHTbl ¢ 0Co6bIMM NOTPEBHOCTAMU MOTYT HYXXAaTbCsl B MOMOLLM
CTOMAaTOrOroB B YCMOBUSIX CTaUMOHapa v Ne4yeHnmn ¢ npumMmeHeHneM obLLero Hapkosa.

«En gBaxkabl npoBOAUIN NeYeHne KOpHEBBLIX KaHanoB. Y Hee KpyrHble nepeaHue pesLbl, 1 BoobLLe 3yobl
pacTyT CKy4eHHO. /13-3a o4eHb KOPOTKNX KOpHEeN BpeKkeTbl yCTaHOBUTb HEMb3S».

«KpynHble 3y0Obl, kak 1 NpegnonaraeTcs No AuarHosy».

«MakpoaeHTus [KpynHble 3yObi], BbipaXXeHHast CKy4eHHOCTb HUKHUX U BEPXHUX 3y6oB. Cenvac govka
HabntogaeTca B LEeHTpe cneunanm3mpoBaHHOM CTOMATONOrMYECKON NMOMOLLM MO MECTY XUTENbCTBAY.
«Kanob Het».

Y Unique ecTb oTaenbHble OpOLLIOpbl HA TEMY PACNPOCTPaAHEHHbIX CTOMATOIOMMYECKNX Npodnem (aHrm. —
Teeth: Common Concemns).
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Ha kakue mepbl nogaepXXkun MoryT paccuuTbiBaTb B3pOCIibie C CUHAPOMOM
KBG?

Kaxabii B3pocnbin ¢ cuHapomom KBG, 6e3 COMHeHUs, yHUKaneH.
Heobxoanmasi MegmuuHcKasi NOMOLLb U Mepbl NOAAEPXKKN AOMKHbI
nogdupaTbcs CTPOro MHAMBUAYANbHO C YYETOM NIUYHbIX NOTpebHoCcTEN

n npegnoyTeHmin. Komy-1o M3 naumMeHToB He NOoTpebyeTcs HUKakas NoMoLLb
BoobLLe, a koMy-TO OyaeT HeoBXoaNM KOMMITEKCHLIN NOAX04, BKIHOYaOLNIA
paboTy MHOronpodubHOM KOMaHAbl CNeLnanucToB U eXeOHEBHYI0 NOAOEPXKKY.

Tem He MeHee, Mbl 3HAEM, YTO HEKOTOpPLIE TPYAHOCTU BCTPEYAKOTCH Y B3POCIbIX
¢ KBlr-cungpomom vaule. PaHHee BhisiBrieHne npobrnem 1 okasaHue
CBOEBPEMEHHOM NMOMOLLIM NO3BOSAT KaXKOOMY YEMNOBEKY YIy4YLINTbL KA4eCTBO
XWU3HW N B NOMTHOW Mepe packpbITb CBOW NoTeHuman. Ha cnegyrowen ctpaHuue
npeacTaerieHa UNmncTpauns, cosgaHHas nccrnegoBaTensamMm no UToram
nposeaeHHoro onpoca 2024 roga. B Hen nepeyncneHbl pekomeHgaumm

no opraHM3aumm MeaNLMHCKON MOMOLLIM B3pOChbiM ¢ cnHapomom KBG,
KoTopble ByayT NonesHbl Kak caMyvM nauueHTam, Tak U cneumnanncTam

npv NIaHUPOBaHWUM NeYeHns 1 peabunutauumn.

«En Hy)xHa nomoLb 1 nogaepkka Bo Bcex genax. En tpebyetcs HanomuHaTtb
06 y4ebe B komnnemke 1 noMoraTtb CreamTb 3a BELLaMy — OHa camMa He MOXET
onpegennTb, YACTasa N ogexaa unu rpsisHas. HyxkHo nogckasblBaTh, Korga
nopa npuHATb Ay, 1 NOMOraTb BO BPEMS NOE300K — OHa HE MOXET NPOYeCTb
Tabno c pacnMcaHvem».

«OH yyBCTBYET cebst oanHoko. EMy Obl 04eHb XOTernochk Yalle o6LLaTbcsa ¢ NioabMu, YTobbl HANTU ApY3ei.
[Baxabl B HEAEMO OH NOCELLAeT 3aHATUS B LLEHTPEe AHEBHOW 3aHATOCTU, a oauH AeHb — paboTaet. CnycTa
3 roga oxxmaaHus ero NPUHSNN B MHTEpHAT A1t BpeMeHHOoro npebbiBaHus (28 gHer B rog)».

«PerynapHble npoBepkn cepgua, criyxa u 3peHus. CneunanmanpoBaHHas cToMaTornormyeckas nomMoLLp.
MomoLLb B pa3BuUTUM CaMOCTOATENBHOCTU U MOBUMBHOCTU. 3ab0Ta 0 MCMXONOrMYeckom brnaronony4ymm.
lMoBceaHeBHasi pyTUHA MOXET NMPUBOAMUTDL K OLLYLLIEHNIO OgMHoYecTBa. Y Hee maro apy3en. OHa Bceueno
HaJeeTcs Ha poguTenen, 4To Te BO3bMYT ee Kyaa-Hmbyab ¢ cobon. OHa NpOBOAUT MHOMO BPEMEHU OfHa.
Ecnu uyBcTBYET cebs B 6e30MacHOCTH, rPOMKO pa3roBapMBaeT cama ¢ co6oi. B 0CHOBHOM 3TO NpoucxoauT
noma. OuveHb npuBa3aHa K pacnopsaaKy AHs: BCTAET U NMOXUTCA cnaTb B OOHO M TO e BpeMs, NpUH1MaeT
MULLY U FOTOBUT HanuMTK1 CTPOro MO pacnucaHuio».

«Y Hac NoYTM HeT NoaaepPXKKM CO CTOPOHbI POACTBEHHUKOB, @ B LLUKOSbHbIE KaHMKY bl HAM HEAOCTYMHbI HU
BPEMEHHOE 3aMelLeHre, HN Kakne-nnbo apyrie BapuaHTbl MOMOLLM, YTO CYLLECTBEHHO cKa3blBaeTCs Ha BCeW
Haluel cembe. Ham npuiunock GykBanbHO 40GUBATLCA NPOBEAEHUS MEANKO-COLMAnbHOW 9KCNepTU3bl

1 NnofaBaTb 3asBIEHUSI Ha NbroTbl: Ha BbINMNaTbl MO UHBANMAHOCTU, NOMyYeHMe eXxeMecsa4Horo nocobus

1 paspeLleHns MapkoBaTbCs HAa MecTax Af1sl UHBanuaoB. Tenepb y Hallei 4o4epu Bee 3To ecTb. Hanuune
COGCTBEHHbIX IEHET MO3BOSSET el YyBCTBOBaTb cebsl 6ornee He3aBUCMMOY.
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PekomeHpaumum no MeaMUMHCKOMY HabnogeHUI0 B3POCHbIX
¢ cuHgpomom KBG

OKa3zaHue
NCUXONOTUYECKOW NOMOLLM

KoHtpone
YNyylweHne KOHTPONA / 3a NCUXMYECKUM
Haa NpucTynamum m 340pOBbEM

ExxeronHan '? .,, KoHTponb

nposepka 1=/ HapylweHua
cnyxa ) cHa

Mposepka : Ixo-Kr
3peHus )
AucnaHcepHoe
HabnwogeHne

3anop

| y CTOMaToN0ra

Ykpennenue

racrpo3asodareanvHan 30p08bA
pednioKcHan 6onesHb KOCTe#n

Cronuos

CnoBo ceMbsIM

«Ha npoTskeHun BCen X13HW JoYepy Mbl ¢ 60nbLUMM TpyAoM JobrBanmMcb HE0BX0aNMbIX MepP MOMOLLM

1 nogaepxku. Bpaum paccmatpuanu kaxabi AnarHo3 N3onmpoBaHHO, BMECTO TOro YToObl yBMAETH
LIEMNOCTHYI0 KapTUHY — CITOXXHOE CoYeTaHne npobnem, x B3aMMOAENCTBME U UX BUSIHUE HA HaLly A0Yb.
[unarHo3 KBG 6bin nocTaBneH nuilb B NO3gHEM NOAPOCTKOBOM Bo3pacTte. byab OH M3BECTEH paHbLue, Apyrue
COnyTCTBytOLLME NPOONEMbI BbISIBUNM Obl erye, 1 Hagnexaluas nomoLlb Obina 6bl okaszaHa ropasgo
paHbLUe».

«Kak pogutens 8 BUXy, YTO CUTyaums C AOCTYMHOCTbIO U MHOPMUPOBAHHOCTBLIO O NHOASIX C 0COOBIMM
noTpebHOCTSIMU B Lienom ynyywmnacek. OgHako 60MnbLINMHCTBO BED-CANTOB 3aHUMAtOTCS NNLLL COOPOM
OaHHbIX. MHe xoTenock 6bl, YTOOLI BAPUAHTOB OYHONM NOAAEPXKKM Obino BonbLue. Haw CbiH No-nNpexHemy
YyBCTBYET cebsi OAMHOKO M MeYTaeT nonacTb Ha oy «J1toboBb B cnekTpe» (aHrmn. — Love on the Spectrum)
oT Netflix».



NcTOUYHUKN

MHdbopmauma B aTon GpoLutope oOCHoBaHa Ha Apyrnx matepmanax Unique, nocBsLEHHbIX cnHapomy KBG,
JaHHbIX onpoca B3pochbix ¢ cuHapomom KBG 2024 roga (npenpuHT JOCTYNEH OHManH), onybnnkoBaHHom
MeaMLMHCKON nuTepaType, a Takke Ha onbiTe YneHoB opraHunsaunn Unique. K 2025 rogy B rpynne Unique
cocTosano 93 cembu, CTONKHYBLUMXCA € cuHapoMoM KBG, 10 % M3 HUX — 3TO CeMbM, B KOTOPbLIX CUHAPOM
OWarHoCcTMpoBaH y B3pOCNOro Yyenoseka. AHHOTaLUN NN OPUTrMHanbl CTaTen MOXHO HalWTU B UHTEPHETE

B 6a3e AaHHbIX MeaUUMHCKMX U Buonornyecknx nybnukaumn PubMed no nepeomy Ha3BaHHOMY aBTOpY M faTe
ny6nukaumm (www.pubmed.ncbi.nlm.nih.gov). BonbLWMHCTBO cTaTen MOXHO HaNTKN Ha cante Unique.

Cnucok nutepartypbl

[ ] Bayat A (2024) Natural history of adults with KBG syndrome: A physician-reported experience.
Genetic in Medicine, 26(8):101170. PMID: 38838797.

u Digilio MC (2022) Congenital heart defects in molecularly confirmed KBG syndrome patients.

Am J Med Genet A;188(4):1149-1159. PMID: 34971082.

u Douzgou S (2022) The natural history of adults with Rubinstein-Taybi syndrome: a families reported
experience. Eur J Hum Genet; 30(7):841-847. PMID: 35388185.

[ | Herrmann J (1975) The KBG syndrome- a syndrome of short stature, characteristic facies, mental
retardation, macrodontia and skeletal anomalies. Birth Defects Orig Artic Ser.11(5):7-18. PMID: 1218237.
u National Institute for Health and Care Excellence (2015). Challenging behaviour and learning

disabilities: prevention and interventions for people with learning disabilities whose behaviour challenges.
NICE Guidelines [NG11]. URL: www.nice.org.uk/quidance/ng11

u Nicolini F (2009) Aortic valve regurgitation in a patient affected by KBG syndrome. J Heart Valve
Dis;18(1):122—124. PMID: 19301564.

| Loberti L (2022) Natural history of KBG syndrome in a large European cohort. Hum Mol Genet.
31(24):4131-4142. PMID: 35861666.

u Guo L (2022) eP182: KBG syndrome: Prospective videoconferencing and use of Al-driven facial
phenotyping. Genetics in Medicine; 24(3): S112-S113. PMID: 35970914.

u Low KJ, Walker M (2024) Life beyond childhood: insight into the lived experience of 91 adults
with KBG syndrome through an online patient/caregiver reported co-produced questionnaire.

[ | Low K (2016) Clinical and genetic aspects of KBG syndrome. Am J Med Genet A;170(11):2835-2846.
PMID: PMID: 27667800.

[ ] Simnaci A, (2011) Mutations in ANKRD11 cause KBG syndrome, characterized by intellectual
disability, skeletal malformations, and macrodontia. Am J Hum Genet. 89(2):289-294. PMID: 21782149.
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Boipaxkaem npusHatenbHOCTb gokTopy AnnaHy baaty (otgeneHue negmnatpum [JaTckoro LeHTpa anunencum,
OunananyHa, JaHns; oTaeneHne pernoHanbHbIX MeAULUMHCKUX UccnegoBaHmn YHmBepcuTeTta KOxxHon [aHuu,
OpeHce, [laHnga) 3a ero Bknag B uccregoBaHue 1 3a ooopmrieHne cxembl «PekomeHgaumm

no MeguuMHCKOMY HabnoaeHno B3pochbIX ¢ cuHapomom KBGy.
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Be6-cauTbl U rpynnbl Nnoaaepxku

KBG UK private FB group: 'pynna B Facebook* ansa niogen ¢ cuHapomom KBG, nx cemen, onekyHos,
Bpaden u uccnegosartenen n3 Bennkobputanuu: hitps://www.facebook.com/groups/1580076562129125

KBG Foundation — HekoMmmep4eckasi opraHnsaumnsa nogaepxkm nogen ¢ cuHigpomom KBG B CLUA:
http://www.kbgfoundation.org

https://www.facebook.com/groups/kbgsyndromefamilygroup

https://www.facebook.com/KBGFdn

KBG Syndrome Association (KBGSA) — opraHunsauus no 3awmTe npae nauneHtoB 13 CLUA, uenb kotopon
— ynyylleHne Ka4ecTBa Xn3Hu nogen ¢ cungpomom KBG:

http://www.kbgsyndrome.org

http://www.facebook.com/KBGSyndrome

National deaf children’s society (NDCS) — opranusauus, ctpemsiliasacsa cosgatb Mmp 6e3 6apbepoB
Onsa rmyxux geten n monogplx nogen: www.ndcs.org.uk

National Autistic society — opraHusauus, okasbiBaroLLast NOMOLLb NMIOAAM C ayTU3MOM U UX CEMbSAM MO BCEM
BennkobputaHumn: www.autism.org.uk

Dyspraxia foundation — opraHusauus, okasbiBaroLas NOMOLLb NHOAAM C AUCNPAKCUEN U UX CEMbSIM:
www.dyspraxiauk.com/dyspraxia-foundation

Kids SENDIASS — opraHusauusl, npegoctaenstowas decnnatHyo n 6ecnpucTpacTtHyo MHopMaumo
1 MOMOLLb CEMbSIM, B KOTOPbIX €CTb AETU 1 MONOoAbIEe MU C OrpaHUYEHHBIMU BO3MOXHOCTAMM UM 0COBLIMK
obpa3soBartenbHbIMK NOTpebHocTAMK: www.Kids.org.uk/sendiass-home

Epilepsy Action — GpuTaHckas GnaroTBoputenbHas opraHnsaLms, 4eaTeNnbHOCTb KOTOPOWN HanpasneHa
Ha NMOBbILLEHNE KadyecTBa XXU3HU Ntogen ¢ anunencmuen: www.epilepsy.org.uk

Young Minds — GpuTaHckasa 6naroTBopuTenbHasi opraHmM3aunsi, MUCCUsi KOTOPOW — NOAAEPKKA MONOAbIX
nogen ¢ MeHTanbHbIMKU Npobnemamm: www.youngminds.org.uk

CALM — 6naroTBopuTenbHasa opraHmM3aums npotue cyuuuaos: www.thecalmzone.net

*CouuanbHasi ceTb Facebook npuHagnexut komnaHum Meta, [eaTenbHOCTb KOTOPOW 3anpeLleHa Ha TeppuTopumn
Poccuiickon ®egepaunn
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Cnyx6a nHdopmaumMoOHHON NoaAepPXKKU

\.‘ l ’ fj pynna nogaepXkn cemen ¢ peakumMm XpPOMOCOMHbBIMU N3MEHEHNAMMU

Appec: The Stables, Station Road West, Oxted, Surrey, RH8 9EE, UK
= t:\o' ”' Tenedon: +44(0)1883 723356
) .’ info@rarechromo.org | www.rarechromo.org
-
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UNDERSTANDING GEMNES
& CHROMOSOMES

MpucoepuHanTech K cooblecTBy Unique, 4TOOGbI NONY4YUTb AONONHUTENBbHYIO MH(hOopMaLuIo,
NMOMOLLb U KOHTaKTHbIE AaHHble ceMel C MOXOXUMU UCTOPUAMMU:
www.rarechromo.org/join-us/

Unique — 310 GnaroTBopuTeNnbHasa opraHM3auns, He nornyyaroLas rocyaapCTBEHHOro OUHAHCUPOBaHUS.
durHaHcoBas NoaaepKka OCYLLECTBNAETCH UCKMIOUUTENBHO 3a CHET 4O0OPOBONbHLIX NOXEPTBOBAHUN

1 rpaHToB. Bbl MOXeTe caenaTb NoXepTBOBaHWE Ha HaweM ouLmanbHOM canTe:
www.rarechromo.org/donate/

Moxanyncta, noMorMTe HaMm NOMoYb Bam!

MHdopmaums B 31O GpoLutope He 3aMeHsIET MPOdECCUOHANbHYI0 MEANLIMHCKYH KOHCYNbTauuto. Mo Bcem
BOMpocam, KacalLLMMCs 300pOBbsi, AUArHOCTUKN reHeTMYeCcKMX 3aboneBaHnii U KOHTPONSA UX TeYeHUs,
Heobxoaumo obpallatbes K cneumanucty. CeBegeHns 0 reHeTUYECKUX U3MEHEHUSX O4eHb BbICTPO
0BHOBMAKTCS, M HECMOTPS Ha TO, YTO NpeAcTaBneHHas B 6poLuope MHpopMauusa Ha MOMEHT nybnvkauum
aBnsieTcs Hanbornee akTyanbHOW, B fanbHeNLWeM HeKoTopble hakTbl MOryT YTOYHATHCS.

Bpowtopa nogrotosneHa gokropoM Monpon Yokep (MBChB, BSc, RCPsych), no4eTHbIM Hay4YHbIM
coTpyaHukoM bpuctonbckoro yHuepcuteTa (Benukobputanus) n opradmsaumen Unique (CA),
oTpepakTupoBaHa goktopom KapeH [Ix. JIoy, NOYETHbIM KOHCYNLTAHTOM MO KIMHUYECKOW reHeTuKe,
cTuneHamaTtom goktopckmnx uccnegosaHnin NIHR bBpuctonbckon MeauumMHCKORN LKOMbI

(PHS, Benukobputanus). Bepcua 1 (CA)

MepeBof BbINOMHEH B paMkax MexayHapoaHoro cTygeH4Yeckoro BosioHTepckoro npoekta Unique. Kypatop
nepesogyeckoro npoekta — Hatanes BuktopoBHa HevaeBa, goueHT kadegpsl nepesoga PITTY vm. A. .
lepueHa, Mpe3ngeHT Accounauum npenogasatenen nepesoga, CankT-lNetepbypr, Poccns. MegmumHckyto
penakumio ocyllectsuna Nongk Mapraputa EBreHbeBHa, Bpay-reHeTuK, K.M.H., MEAULIMHCKUA NepeBoaYmK,
BboctoH, CLLUA. Russian translation 2026 (EV/AP)

Copyright © Unique 2025

Ipynna nogaepxku cemen ¢ peakumm Homep B peecTpe GnarotBoputensHbIX
XPOMOCOMHbIMWN U3MEHEHNSAMMN opraHusauun 1110661
OpraHusauus 3aperncTpupoBaHa B peecTpe PernctpaunoHHbin Homep 5460413

KomnaHum AHrnnm n Yanbsca
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