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Kaxnas kjieTka HALIero Teja cOAepP:KUT CTPYKTYPbl, Ha3bIBaeMble
xpomocomaMu. B 3Tux cTpykrypax, cocrosiux u3 mouaekya JHK,
3amM(pPoBaH «ILUIAH» PA3BUTHS HALLIETO OPpraHusMa. B kieTkax My:K4uH 1
JKeHIIUH COJEPKUTCS Pa3HOe KOJIHYeCTBO X-XPOMOCOM H Y-XpOMOcOM. Y
MY:KYHH, KaK NPaBUJI0, MPUCYTCTBYET 0AHA X U 0HA Y -XpOMoOcoMa, y
JKeHIIUH — JIBe X-XpoMOocoMbl. XpoMocoMbI X U Y Ha3bIBAKOTCS MOJOBBIMU
xpomocoMmaMu. CHHIPOM TPUCOMMH MOJIOBOH XPOMOCOMBI 00yCJI0BJIEH
HAJMYHEM OHOI 10MO0JTHUTEIHLHOM M0JI0BOI XpoMocombl. UHoraa nJist
0003HAYEHNUS KOJIMYECTBA XPOMOCOM, COIEPKANIMXCS B KJIETKAX OPraHu3ma,
YHOTPeOJISIIOT TEPMUH «KKAPHOTHID». JIeBOUKH ¢ TOMOJHUTENbHOH X-
Xpomocomoii umeroT kapuotTun 47,XXX, KOTOpPbI TaKkKe U3BECTEH KaK
cUHApPOM TpucoMuu X-xpomocoMmsl. [IpudausurtessHo ogna gesouxa u3 1000
poxnaercsi ¢ Tpucomueii X-xpomocombl. [1o JaHHBIM NepenucH HaceJeHust
2011 roaa, YUCJIEHHOCTD KEHCKOT0 HaceJieHUsI BeJinkoOpuTaHum cocTaBiisieT
0K0J10 32 MIUIHOHOB 4YeJI0BEeK. JTO 03Ha4YaeT, 4To 0oiee 32 000 neBouek u
sKeHIIUH B BesimkoOpuTanuu cTpaaaioTt Tpucomueii X-xpomocomsl. Bo
MHOTHX CJIYyYasiX He yaeTcsl JMarHOCTHPOBATH OTKJIOHEHUE, TAK KaK
JOMOJHUTEeIbHAsE X-XpOMOCOMAa Yallle BCero He3HAYMTeIbHO BJIUsIeT HA
OPraHU3M: CHMIITOMBI NPOSIBJISIIOTCS €1200 WM He MPOSABJISIIOTCH COBCEM.

Tpucomusi X-XpoMocoMbI MOKeT OBbITH BBISIBJIEHA BO BpeMsl MPOX0:KACHUS
MaTepblo MPeHATAJIbHON JUATHOCTHKHU (AMHHOLEHTE3a WIH GHONCHH BOPCHH
XOpHOHA) WY MOC/Ie POXKIEHHS B pe3yIbTaTe MeIULIUHCKOT0 00c/1e10BaHUs
peGeHKa M MpoBeAeHUs XPOMOCOMHOr0 ananu3a. B ciyuae ooHapy:xeHus
TPUCOMUY MOJIOBOIl XPOMOCOMBI POAUTEISIM HEOOXOIUMO PELIMTh, COOOIIATH
JIM 0 1MarHo3e CBOeil J04epH, U ecJIM 13, TO KaK Jy4lle 3To caenatb. Kak
0Ka32J10Ch, 3TA MPodJieMa aKTyaabHa JJI MHOTHX poauTelieii. Ho oxa3anoch,
YTO 04eHb MAJI0 M3BECTHO O TOM, KAK POAUTE/IH PeIIaloT, CTOMT JIU 3aBOIUTH
00 3TOM pa3roBop ¢ peGeHKOM M KaK MpaBHJIbHee MPenoHecTH HH(popManuio.
Hy:xHo 711 c0001IATH 06 3TOM 0CTAJBLHBIM YIEHAM CEMbH WJIH OKPY:KAIOIIUM,
HanpuMep, yuuTeasam?

B 2012 roay B paMkax HccJIeI0BaTEIBLCKOT0 mpoekTa Oxcdopackoro
YHHUBEPCUTETA COBMECTHO C I'PYIIOi NOAICPKKH CeMei ¢ peIKHMHU
XPOMOCOMHBIMH OTKJIOHEHHSAMH ObLI NpoBeJeH «JleHb n3y4eHuss TPUCOMHUH
X-xpomocombl ¢ Unique». B xone MeponpusiTusi HEKOTOpbIe POIUTETH
NPUHSJIN yyacTHe B cepuul ¢poxkyc-rpynn. Bo Bpemsi rpynnoBbIX 06y kIeHUH
MBI Y3HAJIM, KAK POAMTEIH NPUHUMAJIH PELICHHE 0 TOM, CTOUT JIX



paccka3bIBaTh J04epu 0 TPUCOMHUHU X-XpoMocoMbl. Poaurenu, kotopsble yike
paccka3ajim 0 XpOMOCOMHOM OTKJIOHEHUH CBOeMY pe0eHKY, NoAeTINCh
COBETAMM, KOTOPbIe MOI'YT ObITh 110JIE3HBI TeM, KTO INIAHUPYET PaccKa3aTh
JI04epH, a TAKHKEe OCTAJBHBIM YJeHAM ceMbH 0 quartHo3e. Kpome toro, 0b11a
co31aHa (poxkyc-rpynmna Juisi HoAPOCTKOB M MOJIOABIX JIIoel ¢ Tpucomuei X-
xpomocombl. Ham Takike yaanoch NoJay4uTh HHPpOpPMALUIO OT APYrUX JIHUII,
COIJIACMBIIUXCH OTBETUTH HA HAIIM BONPOCHI MO TeJie(OHY HIIU NPOHTH
aHKeTHPOBaHUE.

be3ycii0BHO, He cylIecTBYET NPABMJIBHOTO MJIM HENPABWIBHOIO 0TBETA HA
Bonpoc: «HykHo 1 paccka3aTh 109epH 0 TPUCOMHUHU X-XPOMOCOMBI, U €CJIN
na, To kak?» Kaxaasi ceMbsi BbIOMpaeT cOOCTBEHHBII MOAXO0/1, M BCE pellleHust
NMPUHUMAKTCS € Y4eTOM JIUYHBIX 00CTOATEILCTB. TeM He MeHee, Mbl CHUTaeM
1eJ1eco00pa3sHbIM YKa3aTh HEKOTOpPbIe (PaKTOPbI, KOTOPbIe HEOOX0IMMO
YUYMTBIBATH NPU NPUHATUM peleHusi. Mbl HajeeMcsl, YTO PUBeIEHHAS 3/1eCh
HH(OPMAIUS OKAKETCS MOJIE3HOM 1JIsl poAUTe e, KOTOpPble COMHEBAIOTCS,
CTOMT JIU c0001IATh pe0eHKY, OCTAIBHBIM YIeHAM CEMbH U OKPY:KAIOIIMM 0
TpUucoMu X-XpOMOCOMBI, 1 KaK 3TO C/1€eJ1aTh.

BaxxHoe 3aMedyaHHe: HEBO3MOKHO OIIHCATh «CPETHECTATHCTHYECKOT0»
pebeHka ¢ TpucomMueil X-XpoMoOCOMBI, TAK KAK KaxKIbIi cIyyail yHHKAJIeH.
Ecan ocoGeHHOCTH pa3BUTHS pe0eHKA He BBI3LIBAIOT 0ECMOKONCTBA Y
poauTeseii, ceMbsl, KaK MPaBUJI0, He 00palaeTcsl B IPYNIbI NOAIEPKKH U He
NPUHUMAET Y4acTHe B HCCIeJOBAHHUAX. JTO 03HAYAET, YTO OOIBIIYIO YACTh
HH(popMannu, KOTOPYI0 MbI IOTy4aeM B (pokyc-rpynmnax, npeaocTaBiIsiOT
CeMbH, B KOTOPbIX PeOeHOK HCIBIThIBAET ONpeaeIeHHbIe TPYIHOCTH B
NOBCeIHEBHOM KN3HU. B Takux ciry4yasix y poaureieii ecTb 00JibIIe
OCHOBAHMIi /1 TOT0, YTOOBI paccKa3aTh peGeHKY 0 TPHCOMHH X-XPOMOCOMBI,
TAK KaK 3TO MOKeT IOMO04Yb 00bSICHUTH J0UePH 0COOCHHOCTH ee Pa3BUTHSI.
MbI Haieemcs1, 4YTO, MIPOYUTAB ITY OPOLIIOPY, POAUTEH MOJIY4aT
npeJcTaBJeHHeE 0 psiie TPYAHOCTeH, BOSHUKAIOLIMX NPH PACKPBLITHH
AMArHO3a, 2 ONBIT APYIHX ceMeii OMoKeT UM NPHHATDL pemieHue. OaHaKo
He00X0IMMO NOMHMTbD, YTO KAK/AbIi ciy4yail TpedyeT HHAMBHAYAJIBHOIO
noaxoaa.

Kax paccka3aTtb ]3060111\"\’ O TpUCOMUHU X-X])()I\l()C()I\IbI



PackpbiTHE TMAarHo3a

boabuMHCTBO poauTe/ien Jo4epeil ¢ CHHAPOMOM
TPUCOMHH X-XPOMOCOMBI PAHO MJIH MO3IHO HAYMHAKOT
3ayMbIBAThCS O TOM, YTOOBI CKA3aTh O IMATHO3€
cBoemy pedeHky. Bo3mMo:kHO, IpsAMO ceiiuac v BbI
aymaete 00 3toMm. Korga Mbl TOJIbKO NPUCTYIHIIH K
padoTte B 3TOi1 00J1aCTH, MBI 00HAPY/KUJIH, YTO MHOTHE
poauTeid 00ecClIOKOeHbI ITUM BonpocoM. K
COKAJIEHUI0, CYlIeCTBYIOLIe NH(OPpMALIMH, KOTOPast
MOrJia Obl MIOMOYb ceMbe NPUHATH pellieHne, 0Ka3aJa0Ch
HEA0CTATOYHO.

B 3TOM pyKoOBOACTBE MBI PACCMOTPHUM CJIeyION[HE
OCHOBHbIE BONPOCHI, HAJl KOTOPHIMHU CTOUT 3aAyMATHCH:

® CTouT Ji TOBOPHUTH O IMArHO3€ CBOeMY peOeHKY?

® Eciau 1a, To Kak M KOrja paccka3atb eMmy 00 3ToM?

® Co001ATh JIK 0 IMATHO3€ OKPY KAKIIUM
(4J1eHaM ceMbHU M YUHTEJAM)?



Crout 1m pacckasbiBaTh pe0eHKy?

Pomuresin 00bIYHO BCTAIOT Nepef BLIOOPOM: CKa3aTh J04ePH 0 TOM, YTO y Hee
o0Hapy»KeH CHHAPOM TPHCOMHMH X-XPOMOCOMBI, WIH OCTABUTH JUATHO3 B
Taiine. C 01HOIi CTOPOHBI, MHOTHE CeMbH YyYBCTBYIOT HEO0XOAUMOCTh
OrpajuTh pedGeHKa 0T JII000ro HeraTHBHOIO BO3/1eiCTBHA, 00IIECTBEHHOI0
OCY7K/ICHHSI W JINIIHET0 CTPecca, BEI3BAHHOT0 TeM, YTO OH 3HAeT 0 CBOeM
XPOMOCOMHOM OTKJIOHeHHH. C IPYroii cTOPOHBI, HEKOTOPBIE POANTEIH
CYHTAIOT, YTO Ba’KHO OCTABATHCSI OTKPBITBIMH U NPEAOCTABJATE PeOCHKY
uH(opMaNHIo, KOTOPast MOKeT ObITh NMOJIe3Ha eMy B OyaylieM, HanpuMep, Bo
BpeMsi 00y4eHHs B LIKOJIe.

3anmmars peGeHKa 0T
HEraTUBHOI'0 BJIUSIHUS H
JIMIIHEro cTpecca

BbITh OTKPBLITBIMHU U
NPeJ0CTABJIATE My
MOJIE3HYI0 M BAJKHYIO
HHpopmanuio

B 2008 roxy MBI IpoBeNN UCCIEIOBAHUE CPEIN POIUTENEH, Y KOTOPBIX €CTh CHIH
WJIH J0Yb C IOTOTHUTEIHHOH MON0BOI XpomMocoMoit. U3 126 cemei,
MIPUHUMABIIMX B HEM Y4acTHe, OKOJIO MOJIOBUHHI (54 ceMbH) pacckaszaiii peOeHKY O
TOM, YTO Y HET'O TPUCOMHUSI ITOJI0BOH XpoMocoMbl. 1o pesynapraTam Gomnee mo3aHero
HCCIIeI0BAHMS, IPOBEJCHHOIO CPEAN MEHBIIIETO KOMUYECTBA CEMEH, MBI
oOHapyXud, 4To u3 45 cemeit 29 pacckaszain CBOUM J0YEpsIM O TPHCOMHU X-
xpomocombl. Cpe/ii OCTalbHBIX CeMeil IeBATh u3 16 He IUIaHUPYIOT COO0INATh
JeTsM O TUarHo3e, OCTANbHbIE IUTAHUPYIOT CAENaTh 3TO, KOraa peOeHOK CTaHeT
crapiue.

3mech MBI cOOpaIH OMBIT 1 KOMMEHTAPUH TEX POAUTEINEH, YbIM JEeTSM OBLT
ITOCTaBJICH AUATHO3 TPUCOMUS X-XpOMOCOMBI. MBI HaZieeMCsl, UTO MPECTaBIICHHAS
3/1eCh HH(POPMAIIHS TIOMOXKET BaM B3BECUTD BCE IUTIOCH I MUHYCHI U TIPHITH K
0CO3HAHHOMY PEIICHUIO B BOIIPOCE O TOM, CTOHT JIH TOBOPHUTH JOYEPH O
JIOTIOJIHUTENBHOM TIOJIOBOM XPOMOCOME.

Kak paccka3aTtb pCGCIII\'y O TpUCOMUUN X-X}’)OMOCOMBI



PebOenok 3HaJ PeGeHOK He 3HAJ
0 HAJTUYHH 0 HAJIUYUH

JOMOJTHHUTEIbHOM JONOJTHHUTEIbHOM
XPOMOCOMBI XPOMOCOMBI
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Hamepensbl koraga-nuldyab
pacckas3arh 104epu

CuuraloT, 4TO 104hb
HE roTOBAa K
pa3roBopy

He Yxe
IVIAHUPYIOT ' paccka3ajiu

pacCKa3bIBaTh Jodepu



CooOpaxeHnust poauresieil 0 TOM,
MoYeMYy He HY’KHO TrOBOPHMThH
pedeHKY O AMarHose

PacxpuTne ANArHo3a MOKET BbI3BaTh l'lpOﬁ.J'leMbl U IIPUHECTHU
00JIbI1IE Bpeaa, 4€M MoJib3bI

I/I3BCCTHO, YTO HAJINYINUEC TPUCOMUU X-XpOMOCOMLI HE BJIMSIET HA CIIOCOOHOCTD
YCJIOBCKa UMETH )IeTeﬁ, a PUCK NIE€pe€aavur 3TOro XpoMOCOMHOI'0 OTKJIIOHCHUS T10
HacCJICACTBY ACTAM MHUHUMAJICH. Bo3zneiictBue TPUCOMUHN X-XpOMOCOMLI Ha
HCI/IXO(bI/BI/I‘IeCKOC pa3BUTUEC pe6eHKa MOXCET OYCHb OTJINYATBCA OT Cliydas K
CJIydaro. HeKOTOpLIe JACBOYKH HC HMCIIBITBIBAIOT ABHBIX pr,HHOCTeﬁ, Apyrue,
HammpoOTUB, CTAJIKUBAIOTCS l'[p06J'IeMaMI/I, KaCaromnmMucCs (1)H3H‘IGCKOFO pa3BuUTHA
WY IIKOJIBHOM YCII€Ba€MOCTH. Ecnu Bama JA0Yb pacTE€T U pa3BUBACTCA HOPMaAJIBbHO,
BO3MOYKHO, BbI PEHIUTE, YTO PACCKa3bIBATH O ANMArHO3€ HE CTOUT.

MHorue poIuTeny CYUTaIoT, YTO PEOCHOK, Y3HAaB O TPUCOMUM, JIUIIb PACCTPOUTCS
U HauyHeT YyBCTBOBATH JABJIECHUE CO CTOPOHBI obmecTBa. OUH U3 poauTenei
TOBOPHT: «Jlnarno3 — 3To ApMbIK. FIMEHHO 3TOro 5 1 60I0CH — 5 HE X041y, YTOObI
00LIEeCTBO BEIIaJIO APJIBIKH Ha MOIO 10Yb.

Kapen pacckazaina, 410, HECMOTPSI Ha TPUCOMHIO X-XPOMOCOMBI, €€ MJIaJiIas 104b
K»aponaiin pazBuBaercs HapaBHE CO CBOMM cTapiiiM OpatoM Maiikiiom. Kapen
[I0Ka HE TOBOPHJIA CBOEH JIEBSTWIETHEH JoUepH O AUarHO3e, TaK Kak C ee
NCUXO(U3MIECKIM Pa3BUTHEM BCE B MOPSIKE, H IeIa B ILIKOJIC HAYT XOPOILLIO.

MaiikJ y4uJjicsi BceMy 04eHb ObICTPO, Y HAC He BO3HHKAJI0 HUKAKHUX

6 6 npobaem. Kapodiaiin passuBajiach HEeMHOI0 MejieHHee. OHAKO, KOraa
MBI B IOCJIeTHUI Pa3 ObLIN Y KOHCYIbTAHTA MO FeHeTHYECKHUM
BOIIPOCaM, OH CKa3aJ, YTO HALIA /I04b 0YeHb XOPOLIO0 Pa3BHUTA.

A Bcerna xymaro o Kapoaaiin: «Hajaerocs, ona 0yaer B mopsiake». I Tyt
HeJIb3s1 CKa3aTh TOYHO, BCe JIM Oy/eT xopouo, uin HeT. Ceiiuac y Hee Bce
npexpacHo. U ec;iu 6b1 MBI He 3HATH 0 ee TPHCOMUHU, 51 ObI He 3aJaBalach
BornpocoM: «OTamyaeTcs 4 OHA OT APYrux Aetei?» S ObLi1a ObI yBepeHa:
«HeT, oHa coBeplIIEHHO TaKasi ’ke, KAKHM ObL1 ee OpaT B 3TOM Bo3pacTte». U
ecJIi ObI MHe KOrjaa-HHOYAb cKa3adu: «Y Balleii 1ouepu Tpucomus X-
XPOMOCOMBI», 51 Obl, BEpOsITHO, oTBeTUJIa: «HeT, BbI ommbaerech, ¢ Heil Bce B
nopsiake”.

Kaxk paccka3zats peOeHKy 0 TPHCOMHH X-XPOMOCOMBI



0O0ecrnoK0eHHOCTD, UTO 104Yb HAYHET HCMO0JIb30BaTh cBOMH XXX-
CHH/IPOM KaK ONpaBJaHHe

Jlake ecru Bamn peGEHOK UCTIBITBIBAET KaKHUE-TMOO TPYAHOCTH, BBl BCE PaBHO MOJKETE
PELINTB, UTO JIydIlle HE pacCKa3blBaTh €My O XpPOMOCOMHOM OTKJIOHEeHHH. Hexoroprie
poxuTeny U3 Hamel (OKyC-TPYIIIBI BEIPa3win 00ECIOKOSHHOCTD T€M, YTO AETH, Y3HaB O
TPHUCOMHUH, HAYHYT HCIIOIH30BATh THAarHO3 B KAYE€CTBE ONPABIAHHS CBOEMY IUIOXOMY
TIOBE/ICHUIO WM TIePECTaHyT cTapathest. Tak, [Kymus coOupaercst pacckas3arhb cBoeit
JIEBSITWIIETHEH Todepr 30yH O AUarHo3e, HO MBICIB O TOM, 4TO 30yH OyJeT HCIOIb30BaTh
€ro B KauecTBE ONpaBJIaHus, 3acTaBisieT JKyIHIO YCOMHUTECS B CBOEM PEIICHHN:

Ha nannom sTamne st xymaro, 4to Jy4lle paccKa3aTh J0UKe 0 AMarHo3e ceifuac,
6 G Toxa He HauAINCH rOpMOHATbHbIe H3MeHeHusl. Ho st He coBcem yBepena. [la,

O4YCHBb CJIOKHO PEIIUTH — PacCKa3bIBaATh UJIN Het? BE}IB OHA MOKET MPOCTO

MPOaOIKATH KUTh HOPMAJIbHO, HUYEM HE OTJIUYAACH OT CBOUX leySGﬁ. Tem
0oee, st He X041y, YTOOLI OHA ONPaB/bIBAJIA cedsi, roBopsi: «51 He Mory 3TO
caeiaTb, NOTOMY YUTO Yy MEHH TPUCOMMUA X-XpOMOCOMLI». Kaxk u 110001 poauTteib,
fl HE X041y 9TOro, s X041y, 9TO0LI OHA rosopuJja: «HeT, BOOﬁIJ_(e-TO 1 MOr'y, s1 MOTY
nonbITaThesa». U nMenHo MO3TOMY CJI0O’KHO INPUHATH B3BELICHHOE pemeHne”.

HexBaTka mH(poOpManuy UM NOHUMAHUSA

Tpucomuto X-XpoMOCOMbBI MOXKET ObITh CIIOKHO TTOHSTH JJaXKe YEIOBEKY, MMEIOIEMY 3HaHUs
B oOnactu Ouonoruu. HekoTopble pofuTey yMaroT, 4TO HeleJaecoo0pa3Ho coo0IaTh
JIOYEPH O FEHETHYECKOM 3a00/IeBaHHH, €CII OHU HE MOT'YT OTBETHTh Ha €€ BOIPOCHI O
JIMarHo3e ¥ 0OBACHUTb, C YeM PEOEHKY NPEICTOUT CTONKHYThCSA. TOT (haKT, 4To AUarHo3 y
JIETeH MOXET TPOSBIIATHCS 10-Pa3HOMY, TAKKE YCIOXKHSICT MOJI0KECHUE POAUTEIICH.
Coob1ias no4yepu, 4To y Hee TPUCOMUS X-XpOMOCOMBI, HENb3sl CKa3aTh HABEPHSKA, OyayT
JIM Y Hee Mpo0JIeMbl B LIIKOJIE MIIM I0Ma, OJHAKO TaKas HOBOCTb MOXET BbI3BATh Y peOeHKa
YYBCTBO TPEBOXKHOCTU. TakuM 00pa3oM, Bbl KaK POAUTEIb MOXKETE I04YBCTBOBATH HEXBATKY
3HAHUH, KOT/a MBITAETECh 3aTOBOPUTH C PEOEHKOM O AMArHo3e.
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VImomxeH pacckasaia, 4To, BIIEPBbIC y3HAB O JIHarHo3e, ei ObI0 0Y4EeHb CIOMKHO IOHATD
IPEIOCTABIICHHYIO BpayOM-TeHETHKOM HH(popManuio. VIMopkeH permiia cooOuTh CBOCH
nouepu Hatanu o quarHose, oJjHaKO Ta HE COBCEM IIOHSUIA, YTO COOOH Mpe/cTaBiIseT
TpUCOMHS X-XPOMOCOMBI (TaK Kak cama MIMOKeH He /10 KOHIIA TIOHUMAJIa, YTO O3HAYaeT
3TOT IMarHo3):

U ona [Bpau-reHeTHK| NbITATACH 00BSICHUTH HAM BCe KAK MOKHO JIyYllle, HO
© G Mbl Bee paBHO He MOLJIM HOHATD. [la, Bee 3T0 AeficTBUTEILHO ObLIO BblILE

HaLlero NOHUMaHus... OHa Ha4YaJIa TOBOPHTH C HAMM O FeHaX, XpOMOCOMAaX H

BceM TakoM. Mbl HouTH HU4ero He nonuman. Ho, Mmue ka:xercsi, Bpay
crapajach W30 Beex ¢l SI 1azke He 3HAI0, YTO MOIJIO ObI HAM MOMO4b. MBI
YXOMJIM OT BPaya, HO TAK NMPAKTHYECKH HUYEro U He 3HAJIM 00 OTKJIOHeHUH. BbLi1o
OBl HeIJI0X0, ec/iu Obl Obl1a KaKkasg-HUOY/Ab OPOIIIOPa, KOTOPYI0 MbI MOIJIH Obl
3a0paTh J0OMOi U OYUTATL” .

O ToM, MOHSIIA JIX € J04Ub, KOT/la TOH pacckasanu o auarHose: «Her, koHeuHo, HET, HO,
KOT'J]a HaM COOOLIMIIH O IMarHo3e, Mbl M caMu He moHuMaiu. Ho oHa 3Hana, 4To y Hee ecTh
X-XpomMocoma, KOTOpasi 10CTalach €ii 0T MaMbl, X-XpOMOCOMa, KOTOpas A0CTalach €i OT



Tarbl, ¥ eIle OHa, JONOJIHUTENbHAS X-XpoMocoMa. MbI caMU Bce €l11e He /10 KOHIla
Ppa3o0paiuch, 4TO ITO 3HAYMT. TaK YTO, KOHEYHO, HAIllA JIOYb HE MOHsUIA B ITOJTHOW Mepe, 9TO
0O3HA4aeT ee JonojHuTeNbHas X-xpomocoma. Ho oHa Beerna 3Haina o Hel. S xoauna ¢ Hei
Ha Meponpustus Unique, MOCBSIIEHHBIE TPHCOMUH X-XPOMOCOMEBI, MHE OHU OY€Hb
TIOMOTJIH .

OrnbIT I/IMOII)KCH HUHTEPECCH TEM, UTO, HECMOTPS Ha TO YTO €€ NPEACTaBJICHUE O TPHUCOMUU
X'X})OMOCOMBI He ObLIO TOJIHBIM, OHa BCE K€ pelInjiIa COO6H.[I/ITB cBOEH J04Y€pU O JUarHose.
Taxxe I/IMOII)KCH CUHUTACT, YTO INOCCIICHHUS MepOHpHS[TPIﬁ, NOCBAICHHBIX TPUCOMUUN X-
XpPOMOCOMBI, BO MHOI'OM IIOMOI'JIK €€ CEMbE Y3HATh OosbIe 00 3TOM XpPOMOCOMHOM
OTKJIOHCHHUH.

YyBCTBO BHHBI

HpI/I MPUHATHUN PEIICHUSA O PACKPBITUU IHUAarHo3a pe6eHKy MOFyT TAKXEC IMOABUTHCA
COMHCHUs, CBA3aHHBIC C ‘-IyBCTBOM BHUHBI. PO,Z[I/ITeJ'II/I HECOXOTHO IMOJHUMAKOT TaKHEC TAXKCIIbIC,
Ha UX B3IJIA/], TEMBI. KapeH pacckasaia o ‘IyBCTBe BHUHBI, KOTOPOC OHA MCIILITBIBACT U3-3a
TOro, 4ro pomma J04b C TpI/ICOMI/Ieﬁ X-XpOMOCOMBI, XOTA y)lce BO BpeMH 6CpeMCHHOCTH
3HaJia O €€ J1uarHo3e. KapeH OTKa3ajlacb OT IPEPbIBaHUSA 6€p€M€HHOCTI/I, HO OHa HEC UMeJia
HHU Maneﬁmero Hpe}ICTaBJ'[eHI/IH O TOM, KaK TpI/ICOMI/IS[ X-XpOMOCOMBI TIOBJIMACT HA )XU3Hb
Kapomaiin:

Koraa Hy:kHO 0b1J10 IPHHATH pellleHHe [0 npepbIBaHUM OepeMeHHOCTH], y MeHsl
6 ¢ Ob1i10 UyBCTBO, OyaTo 51 Mrpato B bora, paciopsikasich JKU3HBIO CBOEI 101epH,

KOTOPAasi MOIJIa POAMThLCS a0COJIOTHO JI000i. 51 10 cux mop cedst Tak

YyBCTBYIO, IOTOMY 4TO BpeMsi 0T BpeMeHH 3aiyMbIBaloch: «CoBepiunia Jiu s
o 0Ky, pemuB He JeaaTh adopT? [IpuHsa au s npaBuiIbHoe pemenne?» S Bee
emie He 3HAK0, YTO 0:KHIAAET MOIO 104b, Be/lb JKH3Hb MOJKET 0Ka3aThCs 10BOJILHO
CJI0:KHOI. 51 He 3HAl0, cO3/1a/1a JIH A eii JONOJHUTEIbHbIE TPYIHOCTH, IOTOMY YTO
Aajbiie OyaeT Bee CIoKHee U cI0/KHee, a JII0AM BoodIe He 04eHb-TO 100pbI.
IIpunnpMaTh TaKne pelieHusi 04eHb TsKe10, H 1 32Ja10Ch BonpocoM: «OTHsIA JTH
sl BO3MOKHOCTD Yy /I0YepH MJIH, Ha000poT, mogapuia ee?» 5 e 3naio, Kak cMOTpeTb
Ha 9Ty CHTYALHIO cefuac, M s Bee elle HCNBITHIBAK0 YYBCTBO BUHBI™.

U xota MHOrMe apyrue poauTesy, BOCIUTHIBAIOIINE JToYepel ¢ TpucoMuei X-XpOMOCOMBI,
MOT'YT TaK e, Kak 1 KapeH, HCIbITHIBATD YyBCTBO BUHBI, COBEPIICHHO OYEBHIHO, YTO KaK
POIUTENb BbI COBEPIICHHO HE BUHOBATHI, YTO Ballla 104b POAMIACH C TAKUM XPOMOCOMHBIM
OTKJIOHEHHEM. TPHCOMUS TOIOBOH XPOMOCOMBI MOXKET ObITh IMArHOCTHPOBAHA Y JII000Tr0
yenoBeka. OueHb Ba)KHO IOHUMATb, YTO Bbl HU B YeM HE BUHOBATHI, U YyBCTBO BUHBI HE
JIOJDKHO HPEISITCTBOBATH NPHHSATHIO PELICHHUS O PACKPBITUM JUArHo3a Balllel JoYepH.

Kak paccka3aTtb pC6CIII\'y O TpUCOMUUN X-X}’)OMOCOMBI



CooOpaxeHnust poauresieil 0 TOM,
MOYEeMY HYKHO CKa3aTh PeO0EHKY 0
AMATHO3e

0 3T0r0 MbI paccMaTpHBAJIM NPUYUHBI, 10 KOTOPBIM POAUTE]IH MOTYT
pPelUTH He c000IATh CBOeil 1o4epH 0 TpUucoMuM X-xpomocombl. Teneps MbI
PAcCMOTPHMM 3TOT BONPOC ¢ MPOTHUBOMOJ0KHOI TOYKHU 3PEHHA: ¢ TOUKH
3peHus TeX poAnTeJieil, KOTopble COYIH MOJIe3HBIM PaccKa3aTh CBOEMY
pedeHKy 0 quarHose.

OO0bsicHeHHe TPYAHOCTEH

Ecnu Bama J10Yb UCHBITBIBACT TPYAHOCTHU B HIKOJIC, UMCCT NOBECACHYCCKUC
HpO6JIeMLI WM INI0OXO KOHTPOJIUPYET CBOU SMOLUH, TO BO3MOXXHO, el cTouT
paccka3aTb O JUAarHo3€, Tak KakK 3TO JAaCT BallleMy pe6eHKy BO3MOXHOCTD ITOHATD,
TIo4YEMYy MY IIPUXOAUTCH CII0KHEE, YEM APY3bsM. V3HaB 0 JUAarHo3c¢, Balia 1049b
MOXET IMO1YBCTBOBATh 06J'IGF‘IeHI/Ie, IIOTOMY 4TO HOﬁMeT, YTO JTI00BIE CJIO)KHOCTH,
C KOTOpPBIMHU OHA CTAJIKUBACTCSA — HE €€ BUHA. I[eBO‘IKa TIOJTYYUT BO3MOXHOCTb
MIPUHUMATh B3BEIICHHBIE PELICHUSI, OCHOBAHHBIC Ha HEONPOBEPKUMBIX (DaKTax.

IaMm pacckasbiBaeT, YTO HACTAJ TOT MOMEHT, KOTZa ee 104b AJIeKCaH/Apa Havana
CIIpalIMBaTh, IOYEMY OHA He MpeyCIeBacT B IIKOJIE TaK JKe, Kak U ee Apy3bs. Toraa
IT>m obpaTunack 3a MOMOLIBIO K KOHCYJIBTAHTY I10 TeHETHYECKUM BOIPOCaM,
9TOOBI OH ITOMOT el paccKa3aTh AJIEKCAaHIPE O TPHCOMUH X-XPOMOCOMBL:

Kputnyeckuii MOMEHT HaCTYNnMJI, KOrJa Mosl 104b B Bo3pacte 13-14
“J‘leT cTaJia 3aMe4aThb, YTO OHA He MpeycneBaeT B yuede Tak ke, Kak ee

ceepcTHHKH. Torna Ajslekcanapa HavaJjia 3aJaBaTh BONpPockl. 51 oueHb
7K/1aJ1a COBMECTHYIO BCTPedy ¢ KOHCYJIbTAHTOM H Moeii Jo4epnio. Berpeua
0Ka3aJ1aCh 0YeHb MPOAYKTHBHOI: KOHCYJIBTAHT JaJIa MOel 109epH cBOii
HoMep TeJie)oHA M MHOT0e nposicHiIa. OHa cka3ajia, 4To Mosl 104b MOAKeT
3BOHHTb eii B JII000ii MOMEHT, KOI/1a 3aX04eT Y3HATh 00JIblle 0 AMATHO3e
WJIM €CJTH Y Hee BO3HHKHYT KAKHE-TO BONPOChI™.
Joub [15M He 3ameyana pa3HULY MEXAY HEH U ee APY3bsIMU BIUIOTh A0 CpeIHEN
KoJbl. IMOIK€EH, HAapOTHUB, pacckasaja cBoel nouepu Hatanu o nuarnose oueHb
paHo, TaK Kak OHa Y€ B Ha4aJIbHOW IIIKOJIE CTaia 3amedarts, 4To Haramm orcraer
OT CBEPCTHHUKOB:

S1 nogymasnia, 4yTO eii CTOUT Y3HATh O JMarHo3e, KaK TOJIbKO OHA HavaJia
“cnoe o0y4yeHHe B LIKOJIe, IOTOMY 4TO... Yem panbiie, Tem Jy4diue. a,

JAeTH XOTAT 3HATH, I0YEMY OHHM He YCIIEBAIOT 32 OCTANBHBIMU. Y JeTeil
¢ TPUCOMUEH eCTh TPYJAHOCTH B 00y4eHHH, OHU ecTh M Y HaTtaym, moatomy
1 POCTO MMOHMMAJIA, YTO OHA JOJI’KHA 3HATh, I0YEMY OHA MOMKET
OTCTABATDH OT OJHOKJIACCHUKOB”.
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Omngit IoMm 1 I/IMO}I)KCH IMOKAa3bIBACT, YTO UX JOUCPU MOHHUMAJIN — OHU HE MOI'yT
AOCTHUYb TAKHUX K€ YCIICXOB B y‘{€6€, KaK UX CBECPCTHUKHU. PacckazaB o TpUCOMUN
X-XpOMOCOMLI, POAUTEIIN TOMOIJIM CBOUM JICTAM IOHATH, IIOUCMY OHU
CIIPABJIAIOTCA XYXKE APYrUx. HaTaJ’II/I, J104Yb I/IMOI[)KCH, TOBOpPUT, 4YTO, Y3HAB O
TPpUCOMUHA X'XPOMOCOMH, OHAa HaIllUla 00BICHEHHE BCEM TPYAHOCTAM, KOTOPBIC OHA
HUCIIBIThIBAJIa B IIKOJIC:

Most MaMa paccKa3ajia MHe 0 JHATHO3€, KOr/a st ObliIa MaJeHbKOM, 51
66 pocTo BeIpociIa ¢ 3TuM. JlyMaro, 4T0 B TAKHX CHTYAIMSAX Jy4YIle BCero

ObITH YecTHLIM. B 1KoJI€ 51 Bcera oTcTaBajia, i MHe 3TO He HPaBHJIOCh.,

U ecau GBI 91 He 3HAJIA, YTO Y MEHS TOT CHHAPOM, M HIMEHHO M3-32 HEro 'y
MeHsI €CTh TPYAHOCTH B 00y4eHNH, st ObI 0e3 MPUYMHBI YyBCTBOBAJIA ce0st
crpannoii. Kak ToJIbKo 51 y3HA/Ia, B 4eM /€10, st oaymaia: «Bot, Tenepn Bee
SICHO». A B IIIKOJIE f IPOCTO MOT'Y CKA3aTh: «JTO BCE U3-32 TPHCOMHUY.
Jymaro, Bce MOIJI0 GbITH HHAYE [eciiu ObI 51 He 3HAJIA], Belb TOrAA 51 ObI
YyBCTBOBAJIA ce0sl He B CBOEH TapeJKke KasKIAbIi pa3, KOrAa y MeHsl BO3HHKAJIH
Obl KaKHe-TO TPYAHOCTH. Tak 4To, MHE KasKeTCsl, JIyqIle y3HATh 0 JUarHose,
YTOOBLI IPUHSTEH Ce0s1, 3HATH YTO ThI 3TO Thl. XOPOLIO, KOIJa MOHAMAellh
npuyuny”,

Hpyroii ponurens, Capa, OMUChIBAE€T CBOM COMHEHUS NIPU NPUHATHU PEILIEHUS O
TOM, pacckasaThb Ju cBoelt foyepu Onusuu o nuarHose. HecMmotpst Ha To, uTO
OnuBHSA HE UCIIBITBIBAET OCOOBIX TPYAHOCTEH B mikoine, Capa X04eT paccka3aTb
J04epH O TPUCOMUH X-XPOMOCOMBI, CUUTAs, YTO 3TO IOMOXKET OOBSICHUTD
9MOLMOHANIBHbIE TPoOIeMbl ONUBHYL:

Eii 1eBfITb, M CKOPO HAM B JIIO0OM CJIyuYae NPUAETCSH eif paccKa3aTh, HO Mbl
@G ue cemmM. MbI BOJIHYEMCS, UTO TOJIBKO 3aIyTAeM ee, Belb Halla 104b

MOKET 3anpocTo pacrepsaThesi. Ho s yBepeHa, 4To Mbl NpuOaMKaeMest K

TOMY MOMEHTY, KOr/ia si Oy/ly roToBa eii pacckasarb. He 3Ha10 nouemy, Ho
MHe KaKeTCsl, OHA J0J’KHA 3HATh. B 1IKoJIe y Hee Bee B MOPSIIKE, OHA YUUTCS
HEILIOX0 — M He OTCTAeT 0T CBOMX OHOKJIACCHHKOB, U He onepesxkaer ux. Ona
cTapaTe/ibHO BCe BBINOJIHSIET M JOCTATOYHO X0POoLIo cnpasJsiercs. Ho st mory
CKA3aTh, 4TO €ii TSKEeJI0 IMOUHOHAIBLHO, I0ITOMY 51 X04Y 00bLICHHUTD €ii
BO3MOKHYIO IPHYHHY”.

OTKkas or CEKPETOB

Ecnu BB He 3amedaere y CBoell 104epy KaKUX-TO BHIUMBIX MPoOJIeM, TO (KaK yxKe
YIIOMHHAJIOCHh PaHee) BBl MOXKETE PELINTh, YTO 3TO BecoMast MPHYMHA HH O YeM el
He TOBOpHTh. OJTHAKO BayKHO y4eCTh, YTO Ballla JI04b, BO3MOXHO, OyIeT
OraromapHa, eClii BBl paccKakeTe eif o IuarHose, BeIb OHa, CKOpee BCETro, BCe ke
y3HaeT 00 OTKJIOHEHHH B OyaymieM. B ceMpsx, rie peOeHOK y3HAI O AUarHo3e
TI03K€, B TIOJ[POCTKOBOM BO3PacTe WM TPH JOCTIKEHUH COBEPILICHHONETHS,
BEJIMKA BEPOSITHOCTD OOM/IBI MJTH PA3049apOBAHUSI N3-32 TOTO, UYTO €MY HE CKa3ajH
paHblIIe.

Kax pacckazats peGeHKY 0 TPHCOMUH X -XPOMOCOMBI



Jlous AHHBI, D00U, 00BIICHSET, YTO €CIIM OBl POJMTENN CKPBIBAIM OT HEE JUATHO3 JIO TEX
op, MOKa OHA HE TOB3POCIIEET, OHA ObI OYCHB PACCTPOMIACH:

Ecau o1 y3Haems o quarxose B 30 Jiet, Bo3HUKHeT Bonpoc: «Ilouemy 51 He 3HAJIa
“06 3ToM panbuie?» Koraa Tel y3Haelb, YTO OHU [TBOM POMTE/H]| CKPBIBAJIH, YTO
¢ T000i1 B KAKOM-TO CMbICJ/I€ YTO-TO He TaK, Thl IOHMMAaelllb, YTO BCE 3TO BpeMs
TBOU NP00JIeMbI B IIKO0JIe U APYTHe CJI0KHOCTH ObLIU U3-32 TPHCOMUM. A Bce
NPHYAHBL, 0 KOTOPBIX ThI yMaJI 10 3TOT0, BOBCE M He ObLIH NpHYAHAME”,

PeGexka (y KOTOpOIl TaKxKe JUarHOCTHPOBAHA TPUCOMHUS X-XPOMOCOMBI) TOJIBKO 3aKOHUHIIA
yHuBepcuTeT. OHa pacckasblBaeT, YTO OHA YyBCTBOBAJA, Koraa B 16 jieT y3Hana o6
OTKJIOHEHHH, 1 KaK OHA CIPABJISUIACH C SMOLMSAMH, BbI3BAaHHBIMHU TEM, UTO POAUTEIIH
CKPBIBAJIM OT HEE JIMATHO3, HECMOTPS Ha €€ NPO0OJIEMBI B LIKOJE:

Ha MoMeHT nmocTyn/ieHnsi B YHUBEPCHTET 1 3HAJIA 0 CBOEii TPMCOMHUM BCETO 1Ba
6 G rona. Poxuren pacckasanm MHe TOJIBKO N0C/Te TOr0, KAK s1 04eHb ILI0X0 c/aia
BbINYCKHBbIE 3Kk3aMenbl. Koraa st y3naina, s1 0b1i1a B moke. IlomHio, kak nepsoe
BpeMs sl He pasropapusaJa ¢ poaurteassMu. Ho mo 6onbmomy cuery, koraa Boodue
MOJKeT OBITH MOAXO/sIIee BpeMsl, YTOObI paccKa3aTh CBOeMY peGeHKY, UTO Y Hero
Takoil Auarno3? MHe cpa3y Bce €Ta/10 IOHSITHO, B IIIKOJIE Y MeHs IIOCTOSIHHO ObLJIU
npodieMbl, U 51 JaKe BEPHJIA CBEPCTHUKAM, KOI/Ia OHU HA3bIBAJIM MeHsl IJIyIoi” .

I/ICTOPI/ISI Pebekku mokaspIBaeT , YTO OHa ITOHMUMACT, KaK CJI0XKHO ObLTO ce poauTesIM
PEIIUTHCA Ha 3TOT LIar U pacCKa3aTb eil. HeCMOTpS[ Ha 3TO, Y3HaTh O AMArHo3¢€ I0CjI€ A0JITUX
JIET pr,[[HOCTCﬁ B IIIKOJIE OBLIO JUISL HEE Y KAaCHO CJIOXKHO.
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[penpinynye uccaeoBaHus Ha TeMy OOILECHHS B CEMbE O HACIECTBEHHBIX FEHETHYECKUX
3a00JI€BaHUAX BBISBHIIM, YTO POJMUTEIN YaCTO YYBCTBYIOT 00S3aHHOCTb PAacCKa3aTh peOCHKY
0 JIMarHO3€ U NPEIOCTABUTE EMY JOCTOBEPHYIO MH(OPMALIHIO O €ro 3/10poBbe’. XO0Ts Mbl
OI4EPKUBAIIH, YTO OOJBIIMHCTBO AE€BOYEK CTAIKMBAIOTCS JIUIIb C HE3HAYUTEIIbHBIMU
OCJIE/ICTBUSIMU TPUCOMHHU X-XPOMOCOMBI, O IPOSIBJIEHUH TPHCOMHUHU BO B3POCIOM BO3pacTe
U3BECTHO 04eHb Ma1o. CyllecTBYeT MHOT'O IIPUMEPOB, KOT'Ja Y XEHIIUH ¢ TpUcomuei X-
XPOMOCOMBI POXKAAIUCH I€TH, U OHH OOBIYHO HE MMENHU JONOIHUTENbHOH XPOMOCOMBI.
OnHaKo BpeMsl OT BPEMEHH HOSBIISIOTCS MEANLIMHCKUE OTYETHI O JKESHILMHAX C TPUCOMHUEIT
X-XpOMOCOMBI, y KOTOPBIX HACTYITHIA PAHHSSI MEHOIMay3a. ITO MOXET ObITh CIIydaliHbIM
COBIIAJICHUEM, U I10Ka TOYHO HE SICHO, HAOJII0IaeTCsI JIU TaKasi CUTYalusl y KSHILMH C
TPUCOMHUEHN X-XPOMOCOMBI Yallle, YeM Y OCTANIbHBIX KEHUTHH. MBI HajieeMcs, 4To
JaJbHEHIINe UCCIIeA0BAaHUS IPOSICHAT TOT Borpoc. O/iHa U3 IIPUYMH B HOJIb3Y PACKPBITHS
JIMArHO3a 3aKJII0YAETCs B TOM, YTO, 10 Mepe U3y4eHHs BOIIPOCa, MEUIIMHCKHE
PEKOMEH/IallM OTHOCHTENILHO TPUCOMHH X-XPOMOCOMBI MOT'YT MeHAThCs. Hampumep,
KEHIIMHAM MOXEeT ObITh PEKOMEHI0BAHO HE OTKJIA/IbIBATh CO3JiaHKe ceMbU. Eciy Baia
JI0Yb 3HAET O CBOEM JIMarHo3e, eif Oyner Jierde o0CyK/IaTh ¢ BpauoM BOIPOCHI, KACAOIUECST
TOr0, KaK MPaBWIBHO CIUNIAHUPOBATH OEPEMEHHOCTB.

1 Metcalfe, A., Coad, J., Plumridge, G. M., Gill, P. & Farndon, P. Family communication between
children and their parents about inherited genetic conditions: a meta-synthesis of the research.
European Journal of Human Genetics, 16, 1193-200 (2008).

11



MHorue poIuTeNny COOONIMIIH, YTO TYBCTBOBAIN HEOOXOJIMOCTh CIIOCOOCTBOBATh
CO3JJAHUIO JIOBEPUTEIHHON aTMOC(hEpHl B CEMbE, KOTOpasi MMO3BOJISLIIA UM
TTOIICPKUBATH IPYT APYyra HAWIYYIIAM 00pa3oM, a TAKKE pelaTh JIF00bIe
po0GJIeMBI 110 Mepe nx noctyrmieHust. [locienHuii 10BO/ B TIOIB3y PACKPBITHSA
JUarHO3a, KOTOPBIA MOJYEepPKUBAET AHHA:

Jlymaro, 1eBOYKH MMEIOT NpaBo 3HaTh. Ha ¢opymax Yahoo? Begercs
© 6 HENpPEKPAMAOIASICS TUCKYCCHS O TOM, JOJIKHbI JIH OHU 3HATh, MHe
KA/KeTCsl, YTO 3HATH 0 INATHO3€ — ITO MX HEOTHLEMJIEMOE YeT0BEYeCKOe
TpaBo, 0COOEHHO Nepe/l MPUHITHEM BaKHBIX pellleHu i, HApuMep, o
poxkaeHun pebenka®.

O yem cTouT MOAYMATH

Crout J1n paccka3bIBaTh pe0eHKY

CHMNTOMBI TPHCOMHH X-XPOMOCOMBI MOTYT MPAKTHYECKH HE
MPOSIBISATHCS.

IMosryyenue nHpopManuu 0 AMATHO3€, KOTOPYIO TPYAHO MOHATH

AaxKe B3POCIBIM JIOIAM, MOKET CTATH /Il pefeHKa

00JIbIIMM CTPECCOM.

PackpbITHE JUATrHO32 MOKeT BBI3BATh Y pe0eHKa YyBCTBO TPEBOKHOCTH U
COLIMAJIbHON U30JISIUU.

JunarHo3 MoxKeT CTATh ONPABIAHUEM IIOXOT0 MOBeIeHUs WIH OTCYTCTBHUSA
CTAPaTeJBLHOCTH B IIKOJIE.

Ecau Bama 104b HCHBITHIBACT TPYAHOCTH B ydede HJIM HMeeT
3MOIMOHAJIbHBIE PO0JIeMbl, MOKET ObITh MOJIE3HBIM Y3HATH O
BO3MOKHOIi MpUYHHe.

XpaHHUTB «ceMelHYI0 TaliHy» MOKeT ObITh CJ10KHO, M Ballla 1049 b
PacCTPOUTCs, €CIM B KOHIIe KOHIIOB Y3HAeT, YTO OT Hee CKPbIBAIHU
HH(popMaluIo 0 TUarHose.

EcTh BeposiTHOCTB, YTO 3HAHHE 0 TPHCOMHH X-XPOMOCOMbI PACIIHPHUT
BO3MOKHOCTH Ballleli 109epH, MO3BOJIHUT eif CBA3ATHCS ¢ APYTHMH
JIIOIbMU, HAXOASIIIMMHUCS B TAKOMH ke CHTYallH, IOMOKeT eii MPHHUMATH
000CHOBaHHbIE pellleHHsI B OyAyIleM.

2 I'pynmna nogaepskku poaureneit u popym (http://groups.yahoo.com/group/raregeneticdisorders/)

12 Kaxk paccka3zats peOeHKy 0 TPHCOMHHU X-XPOMOCOMBI


http://groups.yahoo.com/group/raregeneticdisorders/

Koraa u kak paccka3arb peGeHKy

Ecnu BBI permmTe, 9TO paccka3aTh TOYEPH — ITO MPABIIIEHOE PEIICHUE, TIEpe]
BaMH BO3SHHUKHYT CIICAYIOIIHNE BaXXHBIC BOMPockl: «Korma jrydrie pacckazats?» u
«Kak ato myuie cnenath?» B crenyromux pasaenax Bbl HalieTe OTBETHI
ponuTenel Ha 3TU BOIPOCHL.

CoseTbl 0T poauTeIei: KOr/la paccKka3aTh CBOei 104epHu o

JAUarHose

Pemuth, Kora ydiie paccka3ath peOeHKY, MOXKET ObITh Heslerko. B mumamiem
BO3pacTe ICBOYKAM MOXKET OBITh TPYIHEE MOHSIThH JUATHO3, HO MM JIeTYe ero
npuHATE. B Gosiee crapiieM Bo3pacTte JeBOYKAM MOXKET OBITh JIETUe MOHSThH
CIIOXHYIO HHPOPMAIHIO 00 OTKIOHEHHH, HO OHU MOT'YT PacCTPOUTHCH,
00OHapYKUB, YTO JI0 3TOr0 TMArHO3 OT HUX CKpbiBaiu. Hekoroprie poauTesu
MpeIararoT MoJ0KAaTh, IOKA I0Yb HE HAYHET 3a/1aBaTh BOMPOCHI, YTO, KOHEUHO,
MOKET HUKOT/a U HE POM30MTH.

Hmxe npuBeneHbl HCTOPUM, KOTOPbIE HAM PaccKa3aiyd POIUTEINH, CKa3aBIlue
CBOUM J04€PSIM O TPHCOMHUM X-XPOMOCOMBI, a TAK)K€ MOJPOCTKU U B3POCIIbIE
JKSHIIMHBI ¢ TpUcOMHUeH X-xpoMocoMsbl. [Iutep 1 AHHa pacckas3aiu CBOeH JouepH
D60 0 [uarHo3e Mmocie Toro, Kak y Hee Hagyajcs IepHof IOJI0BOT0 CO3PEBAHUS.
[Tutep 0OBsICHSET, OYEMY OHHM KA, TTOKa DO0M He CTAHET cTapllie, a TAKKE
JIa€T COBETHI IPYTUM POAUTEIISIM:

]
]
(=)
=
—
(]
-~
=
5
-~
=
e
o
<
>}
]
[=H

A AyMar, 4To Jy4vlle BCero paccka3aTtb peﬁemcy 0 JUarHo3¢ B
“HOZ[[)OCTKOBOM BO3pacTe, KOraa oH yke MMeeT KaKue-TO 3HAaHUSA B 00J1aCcTH

reHeTuku. Panbime 3Toro BPEMEHHU rOBOPUTH ¢ HUM 00 OTKJIOHEHHH

0ecCMBICJIEHHO. Hpnmepﬂo B 3TOM BO3pacTe Halla 104b CIIPOCHJIa, BCE JIN
¢ Hell B MOopsAAKE, WJIN YTO-TO HE TaK. I[pyl“l’IM s1 ObI TAKIKE MOCOBETOBAJI
paccka3aThb 104€pu B MOAPOCTKOBOM BO3pacTe. I[O 3TOr0 MOMEHTA pa3jinuus
MeKI1y BallluM peﬁeHKOM U €r0 CBEPCTHUKAMHU elle HE CJIMIIKOM 3aMETHbI, HO
B IMOAPOCTKOBOM BO3pacTe 3TH PA3JIUYUA CTAHOBATCHA 0oJiee O‘ICBI/IIIHLIMH”.

Jpyrue poauTen Taxke MOCYUTAIH, YTO PaccKa3aTh JOYEPU O JHATHO3E MO3KE —
MpaBWIIbHOE U1 HUX pemenne. [IaM pacckaszana cBoer mouepn AnekcaHape, Koraa
ToH ObITO 14 JIeT, HO OHA TaK)Ke OTMETHIIA, YTO JPYTHe JIETH MOTYT OBITh MEHEe
MTOHMMAIOIINMH B TIO[POCTKOBOM BO3pacTe:

51 moroBopuia ¢ Anexkcanapou, koraa ei o110 14 1etT. OHa
66 oTpearnpoBaiia Buojine HOpMaJabHo. CHAYAIA Bee ObLIO0 XOPOIO, HO
MOTOM OHA paccKa3ajia 0 CBOeM IHATHO3e IPY3bSIM, H HEKOTOPbIe U3 HUX
HAYAJIN JPA3HUTH ee M0 ITOMY MOBOIY, HO ceiiyac, KayKeTcs, Bce
HAJIAHIIOCH .
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Tem He MeHee, Ipyrue poAUTENH NOCYUTAIIHN, YTO JIy4lle paccKka3aTh O JUarHo3e
CBOMM JIou€epsM B Oosee paHHeM Bo3pacTe. Kak ynomunanock pasee, lIMomken
pelmiIa pacckasaTh O IUarHose ceoeil jouepn HaTamyu odeHs paHO H3-3a
Hauasmmxcs y Haranu npobiem B mkone. Imomken nobdaBuia:

Omna Bcerna Bce noHumasa. Mpl paccka3aiu eil, Hajiesich, 4TO OHA OyaeT
66 craparbest u30 Beex ciil. Mbl NBITAJUCH O0bSCHUTD, II0UEMY el HY/KHbI

ObLJIM 0co0bIe yCJI0BUsI B 1IKojIe. Ml oHAa mpuHSs/Ia Bce ITO HOPMAJIBbHO,

MOTOMY YTO OHA 3HAJIA, YTO ITO HYKHO eii camoii. JleTu AeiicTBUTEILHO
MOTYT NPUHSATHL U OHATH MHOTo0e™.

VIMomkeH oTMedaeT BayKHYIO IeTajb: IETsSM OoJiee MITa[Iero Bo3pacTa 3a4acTyro Mpole
MIPUHATH CBOH quarHo3. Kpome Toro, eciv BBl MOrOBOPHUTE C A04Yephio B Ooiee paHHEM
BO3pacTe, C KaKAbIM T'OZI0OM BBl CMOXKETE YIITyOJIATh e TIOHNMaHKe AuarHo3a. Hekoropere
POANTENH TIOCUUTAIIH, YTO TOPA3JI0 JIydIlle HauaTh TOBOPHUTH C peOSHKOM O €T0 AUarHo3e ¢
O4YEHB paHHero Bo3pacra. Tak OCO3HaHWE MArHO03a IIPONCXOIUT OCTENIEHHO, M YeM CTaplie
CTaHOBUTCS peOCHOK, TEM TIOJIHEee CTAHOBHUTCS ero oHnMaHue. [keiicoH pacckasai o CBoeM
PEIICHUH TTIOTrOBOPUTH C J0Yephio AMeNnel B JOBOJILHO paHHEM BO3pacTe:

MBI caMH pellIlJIM paccKa3aTh Halllel JodepH o quarnose. last Hac ObLI0
© 6 BaskHO, YTOOLI OHA MOHSLIIA, 0 YeM MbI XOTHM eii cka3aTb. He momuio

TOYHO, CKOJIBKO JIeT eil 0bL10, HO IyMalo, OHA CMOIJ1a Obl HOHATDH M

NPUHSATDL 3Ty HHpOPMALHUIO B J11000M Bo3pacTe. Tak 4To OHa Bceraa 3Haja.
ITo-MoeMy, eii ObL10 JIeT lecTh WU ceMb, KOr/Aa MbI eii cka3auu. Ho rinaBnoe
— OHa Bcerja 3HaJia.

He ymaro, 4T0 eCTh KaK0ii-TO CMbICJ 00bSCHATH YTO-TO MOAPOGHO C
reHeTHYECKOI TOYKH 3PEHHs, TAK KAK MbI He 0c000 B 3TOM pa3dupaemcsi. Mbl
3HAeM BCe 0 IMarHo3e B OOLIMX YepTax, HO TaKasi HHPOPMALMs BAM He
nonanoduTes. PacckasaTh 0 JMarno3e — 310 00bIYHOE /1€]10, C KOTOPHIM BaM
MPOCTO HYKHO CIPaBUTHes. Ja, paccKasaTh AMeTHH GbLI0 HAIIMM JHYHBIM
pemenneM. VI Mbl onpe/ieJieHHO NOCTY UM NPaBHILHO. Eciiu BbI cnpocuTe
MeHsl, CTOUT JIM BaM MOCTYIHTH TAK JKe, TO 51 CKAKY, YTO BbI JOJKHBI CAMH
NPUHATH 3TO pelnenne”.

Hecmotps Ha 10, uTo [[XKEMCOH pemmi paccka3aTh CBOEH JOYEPU O JUATHO3E
JIOBOJIBHO PaHO, HE BJIaBasICh B MIOAPOOHOCTH U B CIIOKHbBIE OOBACHEHHS, B CBOEM
pacckase OH MOAHUMAET €I1Ie OIMH JEHCTBUTENBHO BayKHBIM MOMEHT: pELICHHE
pacckazaTh peOEHKY — 3TO JTMYHOE PEIIEHHE KaXKJO0T0, U BBl KaK POIUTEINb JIydIIe
BCEX 3HAETE, KOT/la HACTYIUT MOAXO/AIIEe BPEMsI, 9TOOBI TOTOBOPHUTH C TOYEPHIO.

CoBeTnl 0T ponuTeﬂeﬁ: KaK pacCKa3aThb J04Y€pPHU 0 TUaArHo3€
ITocne Toro, kKak BBI pelInTe, KOra JydIle IIOrOBOPHUTH C JOYEPhI0, HEOOXOUMO
OIPENENNUTHCS, KAK IMEHHO HadaTh Pa3roBop. Jlaxe eciy Bbl TBEPAO PEIIMIIN
pacckasaTh JOUYepH O €€ TPUCOMHH X-XPOMOCOMBI, MOJKET OBITh OY€Hb TPYIHO
1mogo0paTh MpaBHUIIbHBIE CII0BA. | eHeTHKa — KpaiiHe CIoKHast TeMa, 1 MHOTHE
B3pOCIIBIE JIIOAN CaMU € TPYIOM B HEll pa30uparoTcsi, He TOBOPSI y’Ke O TOM, YTOOBI
YMETb ITPOCTBIM SI3BIKOM OOBSICHUTD €€ PEOCHKY.

Kax pacckazats peGeHKY 0 TPHCOMUH X -XPOMOCOMBI



K TOMY K€, Y pO}lHTeJ’Ieﬁ BCeraa €CTb CTpax, 4To, y3HaB O Z[OHOJ'IHI/ITGJ'II)HOfI
XpoMocome, pe6eHOK MOXCT HA4YaTb 4YyBCTBOBATbH cebs CTpaHHBIM.

Hexotopsie ponuTennu, KOTOPBIE PEIIAIHA TOTOBOPUTH CO CBOMMH JICTHMH O
JUATHO3€ B JIOBOJIBHO paHHEM BO3PACTE, MPOCTO TOBOPHITH MM, UYTO OHH
«OCOOCHHBICY», HE BIABAsCh B MOIPOOHOCTH O T€HAX U XpoMocoMax. Pefiuen
paccka3bIBaeT, Kak OHa PEIIryia MOrOBOPUTH CO CBOCH TOYEPHIO O JHArHO3e, Koraa
Ta TOJBKO Havyayia XOIUTh B IIIKOMY:

MBI cka3aiu eil, 4To oHa ocobeHHAasA. Eif MokeT ObITH TPYIHOBATO B
6 G IKoTe, ¥ 3TO U3-32 TOr0, YTO OHA OCOOEHHAs1. Y Halleii 1ouepu
JOTOJTHUTEIbHAsE X-XPOMOCOMa, M MbI PelIMJIH PaccKa3aTh 0 Hell TAKMM
o0pa3zom. MbI Beceraa Ha3piBasIn ee ocodeHHoli. I1o nmpasae rosopsi, Mbl
NPOCTO He XOTEJIM HHYEro YCIOKHATD”,

JIxelicoH, KOTOpBIN pelIuT He BAaBaThCsl B MOAPOOHOCTH O XpOMOCOMaX, 3a0CTPUB
BHUMAaHHE Ha TOM, KaK TPHCOMUSI X-XPOMOCOMBI BIMSAET Ha €ro 104b AMEIHIO,
TaKoKe 0J0OPUII TAaKOH MOAXOA!

MbI nonbITaMUCh NOAONHTH K AUATHO3Y ¢ MeHbIIIeH cepbe3HOCThI0. MbI
66 Bcerna nuiTaauch myTuTh: «Hy 4T0, AMeust, CeroaHs TPUCOMUS

NMOKa3bIBaeT ceds?». Mbl Takske HA3bIBAJIM HAIIY 104Yb 0COOCHHOIA.

Jymaro, 4To eii He HYKHO 3HATh G0/blIIe, YeM MbI eil cka3aan. Mbl
MPOCTO CKa3aJIu eif: «Y Telds1 ecTh JOMOJHHUTEILHAS KEHCKAsi XpOMOCOMa, H B
Tebe HEMHOTI0 00JIbIIIe OT JeBOYKH, YeM y Apyrux. Tel Moxkelmb ObITH
a0COJIIOTHO KeM YT0JIHO, 3T0 HH4Yero He MeHsieT». Mbl He CTAJIM BAaBATbCS B
NMOAPOOHOCTH, TAK KaK, 1M YeCTHO, MbI JyMaeM, YTO OHA BPs/l 1M CMOIJIa Obl
BOCIIPHHSATH BCIO 3TY MHPOPMAIHMIO JOKHBIM 00pa3om™.
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Capa gymaer o ToM, 4T00bI paccka3aTh CBoeii gouepr OJIMBUM O AUATHO3E
aHAJIOTMYHBIM 00pa30M, MOAHNUMAs TIOBCEIHEBHBIE MPOOIIEMbI, C KOTOPHIMU MOXKET
CTOJIKHYTBCSI €€ JI0Ub, 0COOCHHO B AMOIMOHANBLHOM 1iaHe. CoBer Capbl
OCTAJIbHBIM POJIUTENSM B MOJOOHBIX CHUTYAIUSIX — OCO3HAThH, KOI/Ia
JIEWCTBUTEIILHO HACTYIIMIJI TOT CAMBI MOMEHT JUIsl pa3roBopa:

MbI 1ymanu cka3aTth 104Ke: «B Tede HeMHOro 00JIbIIIE OT IEBOYKH, YeM Y
apyrux. Tak 4To, Koraa Apyrue 4yBCTBYIOT ceOsi HEMHOIO HANPSI:KEHHO,
Thl, CKOpPee BCero, 0yaeib HepBHUYATH cuiibHee. Wiiu, eciin yesioBeka
00MKaeT KAKasA-TO CUTyalHs, TO TeOsA OHA MOKeT 00uaeTh cujibHee. Eciin 0b1
sl COBETOBAJIa KOMY-TO, KAK MOCTYIHTh, sl ObI CKA32J1a, YTO HYKHO IIPOCTO
NPUCTYIIATHCA K cede. 51 qymalo, 4To pelieHne paccKa3aTh peGeHKy —
JIMYHBINA BBIOOP Ka:kioro. U 310 Tak:ke KacaeTcs pelieHUsl paccKa3aTh
OKpy:Kamum”,

14

Oy»3H 3a7aeTcs BONPOCOM, IIPHEMIIEMO JIM TOBOPHUTH TOIBKO 00 3MOIMOHATIBHBIX
mpo6JieMax W He YHOMHHATh O TPYAHOCTSIX B 00YYEHUH, U YECTHO JIH 10
OTHOIIEHHIO K PeOEHKY /1aBaTh €My TaKOe OJHOCTOPOHHEE 00BSICHEHHE:
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Bb1 roBopute pedenky: «¥Y Tedst TpucoMusi X-XpoMOCOMbI», HO He
© 6 ynoMuHaeTe 0 TPYAHOCTAX B 00y4€HHH, IPOCTO TOBOPHUTE 00
IMONMOHAJIBHBIX Mpodiaemax. UTak, Hanpumep, Bbl ropopuTte: «Tede 6yaer
cJI0JKHee 3aBOIMTH Apy3eii», HO IPH 3TOM He ynoMuHaete: «Bor mouemy
Tebe TPYAHO YNTATH». BBI cMoOKeTe MPOCTO YTAUTH NMOJOBHHY UCTOPHH?
CrupaseruBo jiu 310?”.

ITo BO3MOXHOCTH POJUTEIH XOTENH IOJYEPKHYTH N1OJIOKUTEIBHbIE U
OTpHULIATENbHbIE CTOPOHBI TPUCOMUH X-XpoMocoMbl. OfHa U3 MaTepell ckazana
cBOeH ouepu, 4To Onarogaps TPUCOMUHU X-XPOMOCOMBI y Hee «KpacHBbIE
JUIMHHBIE HOTH», KOTOPBIMH OHAa MOXKET TOpAUThCS. PopuTenu cXxonuiauch Bo
MHEHHUH, YTO TPUCOMUSI X-XPOMOCOMBI — U HE XOPOIIO0, U He I10X0. Mx pebeHok
IIPOCTO JIPYTOIl.

O yem cTouT MOAYMATH

Koraa u kak pacckasaTb pe0eHKY 0 JUATHO3e
He cT041bKO0 BaskeH BO3pacT pedeHKa, KaK ero ypoBeHb
MNOHUMAHHUA CUTYyalluH.

MoskHO H30eKaTh BHE3AIHOI0 I0OKA B NOAPOCTKOBOM Bo3pacTe.
B panHeM Bo3pacTe 1eTH He OJHOCTHIO IOHUMAIOT CBOIi IMATHO3,
Y 110 Mepe B3POCJIeHUsI OHU MOTYT Y3HABATh M yCBAHBATh BCe
6os1b1e HHGOPMALUHU 0 HEM.

BbI MokeTe UCII0JIB30BATDH CHEUATBHYI0O KHUTY B KADTHHKAX,

4T00bI 00BSICHUTH PeOeHKY, M0YeMY OH «0COOeHHbII.

PeGeHoK cMOKeT JIydllle MOHATH BCe, YTO BbI PACCKAXKeTe.

ITOT BAPHAHT MO3BOJISIET POAUTEISIM OTI0KHTH PelieHue 0
pa3roBope Npo JUarHo3, 0COOEHHO ec/IM pe0eHOK He HCMBITHIBAEeT
0cO0BIX TPY/IHOCTEIA.

Bbl MoxkeTe ucnosib30BaTh «KpaTKuii CipaBOYHUK MO TPUCOMHUHU
X-XpoMOCOMBI», KOTOPBIii CO3/1aH AJIsl TOT0, YTOObI 00BSICHUTH
TPUCOMUIO X-XPOMOCOMBI I€BOUKAM 0oJiee CTApLIero BO3pacTa.

M5l co3manu GpoLIopy, KOTopasi MOXKET IOMOYb BaM paccKa3aTh JOYEPH O
TpucoMun X-XpoMocoMbl. B Oporrtope comepkaTcs HICTOPHU POAUTEINEH, KOTOpBIE
IIOMOTaJIA HaM B ITPOBENECHUH UCCIEAOBAaHUM.

Hcnouab3oBanue WIIOCTPUPOBAHHOM KHHKKH «To, 4To nenaer

MEeHs 0CO0eHHOI»
Kamxka ¢ kapruakamu «To, 9To enmaer MeHsl 0cOOCHHOWY MpeHa3HaueHa s
JieTeil TOMKOIBHOTO M MIIa/IIIEro MIKOJIBHOT0 Bo3pacta. UToObI OlEHUTh YpOBEHb

Kaxk paccka3zats peOeHKy 0 TPHCOMHHU X-XPOMOCOMBI



MIOHUMAaHUs JE€TbMU 3TON KHIDKKH, MBI IPOBEIH NPEIBAPUTEILHOE UCCIIEJOBAHUE U
BBISICHWJIM, YTO OOJIBITMHCTBO JIETEH, YU SI3BIKOBBIE HABBIKK COOTBETCTBYIOT
HaBbIKaM LIECTUIIETHEr0 peOeHKa, CIIOCOOHBI IOHATh €€ OCHOBHOE COJIEPIKAHUE.
MHorue 1eBOYKH C TPHCOMHUEH X-XpOMOCOMBI 00J1a/Ial0T HEJJOCTATOYHO
c(hOpMHUPOBAHHBIMH S3BIKOBBIMH M COLIMATbHBIMHI HaBBIKAMH, TIO3TOMY OHH CMOTYT
HOHATH OCHOBHBIE U HAIIICAHHOT'O B O0Jee cTaplieM Bo3pacTe.

OZ[HaKO, HCXO/Jd U3 paCCKa30B HEKOTOPLIX pOI[PITeJIeﬁ, MBI CHUTACM BO3MOKHBIM
HCIIOIb30BaHMUE 3TON KHIDKKH C JIETHbMHU MJIAJIIIETO BO3pacTa, JaxXe €CJI OHU
CITOCOOHBI MTOHATDH TOJIBKO YaCTh €€ COACpIKaHUA.

B Hel MBI He TBITATUCH TOAPOOHO 0OBSICHUTD, YTO TAKOE XPOMOCOMBI HIJTH
reHeTHka. J{ake caMble ypoIeHHbIC ONPECTICHHS ITHX MMOHIATHI MOTYT OBITh
CJIMIIIKOM CIIOKHBIMU JJIs JIeTel Myajaiero Bo3pacra. M Bce xe Haia 1einp —
cleaTh 3TY KHIXKKY TAaKOH, YTOOBI C €€ TOMOIIBI0 OBLIO JIETKO OOBACHUTH JACTIM
pasyinuus MEKAY JIFOABMH, & TAKXKE JIOHECTH JI0 I€BOYEK, UTO TPUCOMUS X-
XPOMOCOMBI — 3TO JIMIIb OJTHA U3 OCOOEHHOCTEH, KOTOpasi OTIUYAET MX OT APYIUX.
MBI Takke XOTHM MOKa3aTh, YTO Y KaXkJI0ro peOeHKa AUarHo3 MOXKET MPOSIBISTHCS
NI0-Pa3HOMY, AK€ HECMOTPSI Ha TO, YTO HEKOTOPHIE I€BOYKHU UCIIBITBIBAIOT CXOKUE
TPYAHOCTH.

IToMHMO OCHOBHOTO TEKCTa MBI Pa3MECTHIIM B IIBETHBIX paMKax «Bompocs! mis
00CYXICHU», KOTOPBIE MOTYT ITOJCKa3aTh POAUTENAM, YTO HIMEHHO O0CYIHUTH C
Jouepblo. TakuMm 00pa3oM, MBI HaJieeMcsl, YTO KaXIblil CMOXKET MOJIb30BAThCA
HAaIlIeH WUTIOCTPUPOBAHHOMN KHIDKKOM B COOTBETCTBUH CO CBOMMHU COOCTBEHHBIMU
MOTPEOHOCTSIMH.

«KpaTknii cnpaBoYHUK M0 TPUCOMHH X-XPOMOCOMBI»

Hamra nnroctpupoBaHHash KHHKKA MOXKET IIOMOYb JJEBOYKAM ITOIYy4UTh 001Iee
IIPE/ICTABICHUE O TPUCOMHHU X-XPOMOCOMBI, OTHAKO OHA JAeT JIMIIb HEMOJIHOE
00BACHEHUE ITOTO ANATHO3a. B OTKPBITOM JOCTYIIE CYIIECTBYET TAK)KE HECKOJIBKO
JPYTUX MPEKPacHBIX HCTOYHHUKOB, TAIONINX OoJee MOMHYI0 HHPOPMAIHIO O
TEHETHUKE U O PUPOAE TPUCOMHUU X-XpOMOCOMBI. «KpaTkuii cripaBOYHMK 11O
TPUCOMHUH X-XPOMOCOMBD) OTIIMYHO ITOIXOAUT ISl OOBSICHEHUS TPHCOMUHU X-
XPOMOCOMBI TOZIPOCTKaM. BpoIopy Ha aHTTIMHCKOM A3BIKE MOXHO CKadaTh MO
ceeuike: http://www.triple-x.dk/Erskineng.pdf.
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I'oBopuTH Jiv OpaTHAM U CecTpaMm,
U KaK Jiy4iie 3T0 ¢AeJ1aTh

IIpuHATH pelieHne, PACCKa3bIBATH JIM 0 IMATHO3e OPaThsSIM M CeCTpaM, TAK:Ke
MOKeT ObITh HeJierko. Ha pemenue o Tom, paccka3bIBaTh JIM 0 JUATHO3€
J04YepH OCTAJIBHBIM JeTAM, B KAXK/I0il ceMbe MOTYT BJIMATH Pa3Hble (paKTOphI
H 00CTOSATEJIbCTBA.

B niepBy1o ouepeib BaM HEOOXOAUMO PEIIUTh, KOMY BBI PACCKaXKETe O JUAarHO3e
MEPBBIM: JI0YEPH C TPUCOMHUEN HITH €€ OpaThsiM U cecTpaM. JIaHHOE pelleHre BO
MHOrOM OYJIET 3aBHUCETh OT BO3pACTa BAIMX JETEH U Pa3HUIIBI B BO3PACTE MEXKLY
HumH. Eclii B ceMbe €CTh cTapiivii peOCHOK (JIeTH), 0COOCHHO €CIT pa3HHUIIA B
BO3pPACTE MEX/Y JIETbMHU JOCTATOYHO OOJIBINAS, TO JIyUIIHM BapUAHTOM,
BO3MOKHO, Oy/IeT CHauYaIa pacckasarh O AUarHose crapineMy. Menanu moBeaana o
CBOEM JKENTAHUHU TIOHATh, KaK el JIydllle MOCTYITHTh: MOA0KIATh, TOKa €¢ MJIa IIast
n04ub Po3u mojpacTeT, U pacckasaTh el 0 JUarHo3e, WK jKe CHavasla OTBETHTh Ha
BOIPOCHI CTapIIIeH J0YepH, O TOM, TIOYEMy MJIIaJIIIIast CECTPa Pa3BUBAETCS
MeJUIeHHEee, YeM JOJIKHA:

Y Hac ecTb COMHEHUS TOJBKO B OAHOM: MbI He 3HaeM, CTOUT JIH
6 G pacckaspiBaTh Hauleil crapuieii nouepu Keiit, koropoii mouru 14, o
JAuarHose ee cecTpsl. Eciim Mbl He ckakeM eif, Kak OHAa oTpearupyer
norom? Cnpocur, mouemMy Mbl eii Bce He paccka3aiau? A ecjii Mbl Bce-
TaKH peluM eii paccka3arth, 6yaeT a1u KelT BoiHOBaThes 0 cBoeil Muaaiei
cectpe?

MBI xoTHM paccka3ath eil. KeT — BaKHbIN 4JIeH Halleil ceMbH, II03TOMY MbI
XO0THM, 4T00bI OHa 3Ha1a. Ho MHe ka:keTcsl, 4TO OHA Oy/AeT CHJILHO
Nepe:KMBaTh, Belb Mbl CAMH OY€Hb CHJIbHO BoTHYeMcs 3a Po3u. Eciu y Hameii
maagmeii nouepu nposisutesi C/IBI' (cunapom aepuumnTa BHUMAHUS WIH
TUNEePAKTHBHOCTH) WM IpyIrHe cepbe3Hble MPodaeMbl, Mbl CMOKEM
00bsacHUTH KeiiT: «Y TBoeii cecTpbl TpUCOMHUS, TAK YTO, MOXKATYyiicTa, moOiMHI
ee». Eciin ke y Po3n H4ero He nposiBUTCSA, s AYMal0, MbI paccKazkeM UM
00enM B OIHO U TO Ke BpeMsl.

Hama crapmas 104b yacTo 0ecrioKOMTCs1, M ecyin y Po3u nosiBATCs: Kakue-To
npo6semsl, To KeiiT HauHeT 3an1aBaTh Bonpochl: «Ilouemy ona nmpomoskaer
Tak cedst Bectu? Uto ¢ Heil He Tak? [louemy ona orcraer? Ilouemy ona Tak
pasroBapuBaet? Ilouemy oHa Tak 6eraetr?». A Mmbl 0b1 oTBeTHIN: «[loTOMY
YTO y TBOEi cecTpbl TPpUCOMMS». MHe KaxKeTCs, YTO TaKkoe 00bsicHeHHe OyaeT
HMeTh CMBICJI VISl BAIIUX CTAPIIMX JAeTeil M MOMOKeT UM BCe NMOHSTh.

Ho moka 4T0 MBI KOJ€0JeMCcsl i MPOCTO KIeM, Belb PAa3HUIA B BO3pacTe
me:xny Keiit u Posu — 12 ser. U 310 6osibiasi pazauna. Jlonyctum, Mbl He
Oynem pacckasbiBaTh Po3u 0 1Marsose, noka ei He MCIIOJIHUTCA 1ecTb, KeilT

Kaxk paccka3zats peOeHKy 0 TPHCOMHHU X-XPOMOCOMBI



K TOMY BpeMeHH OyaeT y:ke 18 jet. B TakoMm ciydae Hama cTapuasi 104b
MOKeT BO3MYTHTBCSI H CKa3aTh: «A Mo4YeMy BbI He paccKa3ajan MHe paHbiie?
S1 6b1 MOTJIa MOMOYEL cecTpe GOPOTHES ¢ ITOM MpodiemMoii™.

Junemma, miepe KOTOpoi crouT MennaHu, TaeT HaM MOHATh, YTO CTapIIe JCTH B
CEMbE MOTYT 3aMETHTh, UTO UX MIIAJIIAs CECTPa OTCTACT OT CBEPCTHHUKOB B IIKOJIE
WM K€ UMEET APYrue MOBEACHYCCKIE WIH 3MOIIMOHATBHEIC Po0JieMbl. BrioiHe
€CTECTBEHHO, YTO Y CTApIIUX JCTCH MOTYT BOSHUKHYTH BOIPOCKI IT0 3TOMY MTOBOY.
[Tomo6HBIE BOIPOCEH — 3TO OTIMYHAS BO3MOXKHOCTh HAYaTh PAa3rOBOP C ICTHMH U
OOBSICHUTH MM, KaK JIONIOJTHUTENIFHAS XPOMOCOMA BIIMSCT Ha TIOBEICHUE UX CECTPHI.
[IpuHUMas perieHue, pacCKa3bIBaTh JIA CTAPIIUM JIETSIM O TOM, UTO Y MX MITaJIei
CeCTpPbI TPUCOMHUSI X-XPOMOCOMBI, CTOUT TaKKe IOAYyMaTh, Kak ce0s Oyner
YyBCTBOBATH Ballla JI0Ub, KOT/Ia Y3HAET, YTO €€ OpaThs U CECTPhI Y3HAIM O AUArHO3e
paHbliie, YeM OHa. MBI y)Ke OTMEUad, KaK OCTPO MOT'YT OTPEaripoBaTh JCTH, €CITU
Y3HAIOT, YTO POIMTEIIH CKPBIBAIX OT HUX MH(OPMAIIHIO O JrarHo3e. Peakmus
MOXET OKa3aThCs elle 0osee O0Ne3HEHHOI, eCIM BCKPOETCsI TOT (DaKT, YTo UX
cTapime OpaThsi U CECTPBI Y3HAIIU BCE JI0 HUX.

OpnHako, He pacckasbiBas OpaThsM M cecTpaM pedeHKa O TaHHOW npobieme, BbI
pHCKyeTe TeM, YTO OHH HEIIPAaBWIBHO MOMMYT MOBEJICHUE CBOEH CECTPHI U
MOyMAIoT, YTO OHAa BeJeT ce0sl Tak, 4ToObl 00paTUTh Ha ceOs BHUMaHue. Pa3sroBop
0 JIMarHo3e Ballled Milamieit 104epy Co CTapIIUMHU AETbMHU 1aCT UM BO3MOKHOCTh
IIOMOYb U nojzepxats ee. K Tomy ke, OHH CMOT'YT IPaBHIIBHO MOHSTh U IIPUHSTH
IUIOXO€ MOBEIEHUE CBOEH cecTphl. Jeccuka Moenuiach, Kak OHa pacckasaia
cBoei crapiueil gqoyepu JkoaHHe 0 1uartHose ee miaaieii cectpsl JIopeH.
Pa3roBop ¢ ouepbio ObLT O4EHb ONIE3EH, B Teneph [KoaHHa ropa3io Jyqiie
noHuMaer nosezneHue JIopen.
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J:koaHHa Ha gecATsh JeT crapuie JlopeH. lymaro, cHavyasna J[’koaHHa
© 6 HEMHOro peBHOBAJA K CBOEil MJajieii cecTpe, Beab Mbl yesiaun Jopen

0osiblle BHUMaHMs. MHe KajKkeTcsl, YTO Hallla cTapiiasi J04b AyMaJia, YTo

Jlopen npocto kanpuznuyaeT. Ho kak Tonbko /’koaHHa cTaja cTapuie, HX
OTHOLIeHMs ¢ JIopeH yIy4IINIuCh, OHA CTAJIa ropa3o 6obile eif IoMoraTh.
Onun pa3 /l:koaHHa ycJblliajia oT Bpaya-neauatpa: «/Iymaio, y nee [y Jlopen]
PaccTpoiicTBO AayTHCTHYECKOTO CIIEKTPA, M MO3TOMY OHA HCNIBIThIBAET
nopo0HbIe MpodaemMbn». JLis1 JlKoaHHBI YCJABIIIAHHOE CTAI0 CBOET0 poaa
o3apeHHeM, ¢ TeX IOP OHA cTaJjia oJiee TeprneJHBOIi 10 OTHOLIEHHIO K CBOei
muaamei cectpe. O”a crasna 0oJibiie nomorats Jlopen.

Onu ctanu oamke. Panbire J[;KoaHHe HUKOIIa He HPABUJI0CH, 4T JlopeH
3aX0/IUT B ee KOMHATY, a ceifyac OHU Bce BpeMsl CHAAT B ee KOMHaTe BMecTe. 51
He 3Hal0, ToYeMYy OTHolIeHHe /[’KoaHHBbI TaK MOMeHs10ch. Bo3Mo:kHO, 3TO H3-
3a TOr0, YTO OHA B3POCJIeeT, MM K¢ OHA MIPOCTO HAYAJIA 0CO3HABATH, YTO
HHOI'JA ee MJIA/IIIAS CeCTPA He BCe IOHMMAeT, H i HY:KHA ITOMOLIb 1
nojiep:xkka. MHorma Mpl 3aHuMaemcst 4eM-To, # /[’KoaHHA TOBOPUT MHe:
«Mam, oHa onsITh ce0s1 Tak BeeT». A s1 roBopio B orBeT: «Ho Beab oHa He
MOHHUMAET ITOr0, TeGe HY/KHO i 00bACHUTDL” .
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Cityuait JI>KeCCHKH JJEMOHCTPHPYET, YTO OPaThs U CECTPBI MOTYT HMETh TOpa3io
OoJee GIIU3KKE OTHOIICHUS APYT C APYTOM, YEM C POIUTEISIMHU. TakuM 00pa3om,
pacckasaB CTapIiM JIETSIM O THATHO3€ UX CECTPBI, BBl TOMOXKETE UM O0PECTH 3Ty
CBsI3b JIPYT ¢ ApyroM. bornee Toro, Bamreit Miaamen qoaepu OyAeT ¢ Kem
TIOTOBOPHTH O ee npobieme. JInbOM Taxke MmoBenana o ToM, Kakyko IMoIb3y
MPUHECTIO PEIlIeHHe PaccKa3aTh ee ChiHy Uei3y 0 TOM, 4TO y ero cecTpbl Apuu
TPUCOMUST X-XPOMOCOMBIL.

Ml paccka3ajiu CbIHY 0 AUarHo3e Apum, korjaa ei 0b11 rog. OH Havan
6 6 cpamuBaTh, I0YEMY CECTPEHKA OTJIMYAETCS OT APYIHX JAeTel, Beab Ha
(one cBepcTHUKOB OHA Ka3ajiach MeHee pa3BuToil. Kak Ham kaxercs,
KOI'/Ia BCeMY 3TOMY HANLI0Ch 00bsICHEHHE, ChIHY CTAJIO Jerye.
OO0bsICHUB, UTO IMATHO3 HAJIO [IeP:KATH B TaliHe, Mbl ObLIM YBepPEeHbI — ChIH
TOYHO He CTAHET HUKOMY PacCKa3bIBATh, Bellb OH OUeHb JIIOOUT Apuio. CbIH
MUPHUTCS €O MHOTMM, YTO OHA BLITBOpPsieT. Eciiu paHblie ero cCHIbHO
paccTpouiio ObI IMJI0X0€ MOBeIeHue MJIa/IIeH cecTPbl, TO TeNepb, KasKeTCs, OH
YUYUTBLIBAET 00CTOSITE/ILCTBA™ .

Opnako Ha npumepe JInOOu MOXKHO BBISIBUTH APYTYIO CTOPOHY PaCKPBITHS
JIMarH03a — HEeO0OXOAMMOCTb ObITh OCMOTPHUTENILHBIM ITPU 00CYXKIEHHUH C
JIpyruMu. XOTsI HEKOTOPBIE POUTENN MOT'YT HE TPUaBaTh 3HAYCHHUS TOMY, KTO
3HAET O TPUCOMHHU X-XPOMOCOMBI UX JIOYEpPH, MHOTHE CEMbH NPEAOYUTAIOT HE
JOMyCKaTh IHPOKOr0 PACIPOCTPaHEHUsI 3TOH HH(OPMALMH, YTOOI HE IT0BEPraTh
CBOETO peOeHKa BO3MOXKHOMY OcyxIeHuI0. Ho He cTOMT 3a0bIBaTh: €CIIH BbI
pacckasbIBaeTe O JUarHo3e APYruM JIETSIM B CEMbE, UM IPHUICTCS JepKaTh JaHHYIO
nH(popManuio B TaiiHe. CEKPETHOCTh MOXKET CTaTh TSHKEIBIM OpeMeHeM A1 ACTeH.
OHH 0TMeYaeT, YTO pelIaoyM (pakToOpoM NPH NPUHATUH PEIISHUS O TOM,
TOBOPUTH JIM CBIHY O IMAarHO3€ €ro CeCTPhl, CTajla KpelKast AyIIeBHas CBI3b MEXKILY
JeTbMU:

“MLI He 3HAaeM, YTO TBOPHTCS B I'0JOBe J04€epH, M ecJu Obl ChIH 000 BeeM
3HAJI, BO3MOKHO, OH JIy4Ile Obl MoHHMAJ ee”.

Ecmu y Bameit mouepu ¢ Tpucomueii X-XpoMOCOMBI €CTh MIIaIINe OpaThs 1
CECTpPBI, MOXKHO PaccKa3aTh O JUArHO3E BCEM AETSIM B OJHO U TO )K€ BpeMsl. B aTom
ClIydae OHH CMOT'YT BMECTE Y3HATbh, UTO IPEICTABISIET COOOM 3TO OTKIIOHEHHE, a
poIHTENH CMOTYT H30€KaTh po0IeM, CBI3aHHBIX C CHTYaIlel, Koria OpaThs U
CECTPBI Y3HAIOT O JUArHO3€ PaHBIIE CAaMOro pebeHKa ¢ TPHCOMHUEH X-XPOMOCOMBI.
C npyroit CTOpOHBL, €CITH BB HE XOTHTE, YTOOBI KTO-IH00, KPOME UIICHOB BaIIei
CEeMbH, 3HaJ O ANArHO3€, TO PACCKA3hIBATH O HEM MAJICHBKUM JIETSIM HE CTOHT, TaK
KaK UM CIIOXXHO XpaHHTh CEKpeThl. be3ycioBHO, BCe 3aBHCHT OT BO3pacTa peOeHKa
1 €r0 CIOCOOHOCTH OIIEHUBATH CUTYANHIO. JIPKEHCOH IOEIIIICS MOTOKUTENbHBIM
OITBITOM, CBSI3aHHBIM C TIPHHITHEM DPEIICHHS] COOOLINTH Mita el gouepu ['peiic o
JIMarHo3e ee crapuield cecTpbl AMeNnuu:

Kak paccka3aTb pC6CIII\'y O TpuCOMUUN X-X]’)OMOCOMBI



AMeJusl Ha IBa ¢ OJIOBMHOI roja crapuie. M, kak MHe IOMHUTCS, MbI
paccka3anu I'peiic npuMepHo B TO :Ke BpeMs, 4TO 1 AMesinu. Tak uto
I'peiic Bcerna 3Hajia o quarsose cectpbl. I'peiic — o4eHb cMbILLICHAS
JIeBOYKA, U OHA BCerja MOHUMAeT, B 4eM Jiej10. Camo co00ii, 3HAHUE JUATHO3A
Amesinn nomoraet I'peiic, Beab el HepeAKO NPUXOAUTCS CI0KHO € CECTPON.
Ho ona Bcerna cnpaBisiercs. OHa 3HaeT, B 4YeM NPUYHMHA IJIOXOI0 MOBeAeHUs
CecTpbl.
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Ecau 0b1 oHA He 3HAJIA, TO IPUHHUMAJIA ObI Bce HA CBOM cueT. B 061mem-To, Ham
0b1 BceM ObLIIO KY/1a CJI0JKHee, ec/ii Obl Mbl He 3HaIU. KoneuHno, HaM BceM
NPUXOANIOCH TAKEI0, KOTJa TPHUCOMMSA NMPOSABJIsIa cedsl, HO ec/iM ObI He ObLIO
HHUKAaKOro 00bsiCHeHHS MPONCXOASIIEero, ObLI0 ObI Ky/Aa ciaokHee... JIro0oi 0b1
B TAKOW CHTyally NPHUHSAJ IUI0X0€ MoBe/ieHne pedeHka 0JIn3Ko K cepany. Mbl
paccka3anu I'peiic 1 AMesiuu 0 JUarHo3e B 0JHO U TO ’Ke BpeMsl, Korjaa
cTapieii 1o49epH OLLIO OYTH ceMb”.

IMpumep JlxeiicoHa MoKa3bIBaeT €Ie OHY HOJIOKHUTEIbHYIO CTOPOHY PACKPBITHS AMArHO3a
POIHBIM OpaThsiM U ceCTpaM — IIOHUMaHHe, TOYeMy UX CeCTpa BeeT ce0si HUMEHHO TaK.
BpaTbs 1 cecTpbl 4acTO CCOPATCS, TIOITOMY OHU MOT'YT CTOJIKHYTBCS C IIFIOXUM IOBEJCHHEM
1 5MOLMOHAIBHBIMH BCIUIECKAMU CECTpPBI C TpucoMuei X-xpomocomsl. Eciut pacckasats
JIETSIM O JIMarHo3€, OHM Y3HAIOT IIPUYMHBI TAKOT'O IOBEJICHHS CECTPBI X CMOT'YT OTHECTHUCH K
Hell ¢ GONBIIMM NOHUMaHUEM. 3Has O IMarHo3e, OHH CMOT'YT JIYYIIe CHPABIATHCA C
CHUTYaI[UsIMHU, BbI3BAHHBIMHU TIOBEJICHHEM CECTPBI.

B03MOKHO, BBI peIlIMTE HE TOBOPUTH O IMArHO3€ JOUEPH JPYTHM JIETSIM B CEMbE, €CITH 104b
¢ TpucoMuer X-XpOMOCOMBI HE HCIIBIThIBAET 0COObIX TpynHOCcTel. Capa 00bsCHSIET cCBOE
pelIeHne 1 ISTTUTCS CBOSH TOUKOH 3pEHNUsI KaK POAUTEIIb, B CEMbE KOTOPOrO IOMUMO JJOYEPH
¢ TpucoMuel X-XpoMOCOMBI €CTb €1lIe OJIMH PEOCHOK C HAapyLICHUSIMHU B pa3BUTUH. Tarke
OHa IPHUBOJUT TPUYUHBI, TOOYJUBILHE €€ HE TOBOPHTH IPYIHM JETAM O TPUCOMHUU X-
XPOMOCOMBI ee touepr OnuBuu:
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Mosi cuTyanusi HEMHOTO OTJIHYAeTCsl, IOTOMY 4TO Y HAC B ceMbe Tpoe
© 6 coiHoBeii, KoTopbie Muaguie QUBAN. Y MeHs eCTh MPeICTABJIEHHE 0

TOM, CKOJIBKO MAJTbYMKH CMOT'YT NOHATh. W 51 1yMalo, MbI He CTaHeM

TOBOPHUTH O JHATHO3€¢ CHIHOBBSIM €CPa3y, KaK TOJIbKO PaccKaskeM 0 HeM
OumnBun. IToToMm, ec;1u B MOAPOCTKOBOM BO3pacTe MOSIBATCS NPo0JieMbl, Mbl,
BO3MOKHO, pellINM UM paccka3aTb. Ha caMoMm Jese, y MeHsI HeT HUKAKHUX
3aroTOBJIEHHBIX BAPHAHTOB /IS 3TOr0 ciay4das. 51 1ymalo, HaM Jiy4dile MpocTo
NMOA0KIATH. Y M0OEro CbIHA CHHAPOM /e MIIMTAa BHUMAHMS U
runepakTuBHocTH (CIBI), Tak 4TO eMy NMPUXOAUTCS AOCTATOYHO CJIOKHO U
0e3 nepe:xuBaHMii 3a crapunyio cectpy. OAHaKO ec/iM Y J0YKHU MOSIBATCS
CJI0KHOCTH, 51 OBbI X0TeJ1a, YTOObI MJaIIue OpaThsl NPUTJISALIBAIM 32 Held,
KOIJA CTAHYT mocrapiuie. Tak 4To, IOCMOTPHM, YTO OyaeT Aaabime”.

Capa obOpaimaer BHIMaHHE Ha Ba)KHBIII MOMEHT: HUKAKOM MOJIB3BI OT PACKPBITHS
JUATHO3a PYTUM JIETSIM B CEMbE MOXET He OBITh, €CIIH J0Yb C TPUCOMHUEH X-
XPOMOCOMBI HE UCTIBITHIBACT MPOOIIEM TIoMa U B MIKOJIE. B TakoMm cirydae MoxeT
OBITH ITOJIE3HO TOJOKIaTh. HO eciti BBI paccka)xere Iouepr O AUArHose, OyapTe
TOTOBEI, YTO €€ OpaThs U CECTPHI CIIPOCAT, TIOYEMY BBl HE COOOIIMIA UM PaHBIIIE.
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O 4yem CTOMT MOAYMATH

T'oBOpUTH JiM OpaThsIM MJIU ceCcTPaM

Bpates u cecTpbl MOTYT CTATh MOAAEPKKOM AJIs1 Balel Jo4epH ¢
TpucoMHueii X-XpoMOCOMBI H IOMOYb €fi B pellIeHNH MPosJieM.
Bammm getsiM OyzeT Jierdye NOHATH M NPHHSTH IJI0X0€ NOBeAeHUE
cecTpsl.

Bpates u cecTpbl MOTYT €TATh A0NOJTHUTEIBHBIM HCTOYHUKOM
MOJIEPKKH IS peOeHKa.

JlepkaTh THATHO3 CECTPHI B CEKPETE MOKET 0KA3aThCSl TAKEJIHIM
OpeMeHeM /ISl pedeHKa.

Jo4b ¢ TpucOMHEEl X-XPOMOCOMBI MOKET PACCTPOUTHCS, €CITH
Y3HAET, YTO OCTAJbHbIE YWIEHBI CEMbH 3HAJIH 0 CKPHIBAEMOM OT Hee
JAHATHO3€.

Pa3zuuna B Bo3pacte MeKAy 1eTbMH MOKET CTATh ONpeAeIaI0IUM
(paxkTOpoM MpU NPUHATHM PeLIEHUS O TOM, KOMY M3 HUX
paccka3aTb nepBoMy.

Pemienne paccka3ath BceM JeTsIM OQHOBPEMEHHO JaCT UM
BO3MOKHOCTh BMecCTe MOCTEeNeHHO Pa30upaThCesi B HOBOM
uHpopManumn.

l'[oz(yMaﬁTe, KaK Bbl XOTUTE MOCTYIIUTH: MOAO0KAATH, IOKA T€TH
HAYHYT 3a1aBaTh BOIIPOCHI, UJIH K€ HaWTH nmoaxoasilyro
BO3MOKHOCTH M IIEPBBIMHU HAYATH Pa3roBop.

22 Kaxk paccka3zats pebeHKY 0 TPUCOMUH X-XPOMOCOMBI



Paccka3bIBaTh JiM 0 1UArHO3€E B
IIKO0JIe

[IpunsTHE pelieHNs 0 TOM, PacCKa3bIBATH JIM 0 AMArHO3e Balleii 104epu B
1IK0JIe, MOKeT CTAaTh 0YEeHb BAYKHBIM IIArOM, 0COOEHHO €CJIU y pefeHKa ecTh
TPYAHOCTH B 00yYeHHMH, M eMy Heo0X0ANMA MOAJAEPKKA B IIKOJIe.

BONBITUHCTBO poauTENEH, BXOMAMUX B (POKYC-TPYIIIBI, PELIHIA COOOIIUTE IIIKOJIE
0 JIMarHO3€, TaK KaK OCO3HAJH, UTO OTIOMHUATENbHAS TTOIepKKa TIPUHECET
peOEHKY TOJBKO MOIb3y. POAMTENN MPEANOYNTANIN HE PACCKA3hIBATh O THATHO3E B
HIKOJIE, €CITM BU/IEIH, YTO UX JI0Yb XOPOIIIO CIPABISETCS ¢ Y4eOOH, U CUNUTANH, YTO
OCJIE PACKPBITHS AUATHO3a He OyIeT HUKaKUX U3MEHEHHUH B JIYUIIYIO CTOPOHY.

Poliven nogenunack, moueMy OoHa Moka He pacckasalia o JUarHo3e CBoei 1o4epu
CaBaHHEI B IIIKOJIE:

51 He paccka3zana 0 IMarHo3e B MIKOJ€e TOJBKO OTOMY, YTO IyMalo, 4YTO
“Moeﬁ JAo4YepH He HY:KHA JONOJHUTEIbHAsA oMollb. 1 nenaro Bce

BO3MO’KHOE, YTOObI IOMOYB €ii, M IOKA YTO OHA HEIlJIOXO0 CIPaBJseTCs ¢
yue6oii. /loub MHOI0 Ha cedst GepeT M X04eT XOPOIO YYUTHLCS, HO HHOTa Y Hee
He Bce MOoJIy4YaeTcsi, M TOI/Ia Y Hee MOSIBJISIIOTCSI MbICJIH Hanogooue: «51 He
MOrYy 3T0 cieJaTh». Oco0eHHO YacTo TaKoe CIy4YaeTcs ¢ MaTeMaTHKOIA.
Kazanoch 061, TYyT nosiisiercs npodiaema. Ho 1oub oueHs crapaercs. Bee
00s13aTe/IbHO MOTYYHTCSI, €CJIH MocTapaThes. MbI cTAIM 3aHUMATHCS
AonoTHATeNbHO. Ceiiyac ecTh MHOTO Pa3HbIX KHUT, IHTepHeT, porpaMmsl,
MOMOramIye u3y4aTb MaTeMaTHKY B UTPoBoii popme. U y moeii 10ukH Bee
Hayajo nojaydarbesi. KoHeuHo, OHa Bee elle B XBOCTe 110 yCIIeBaeMOCTH B
KJIacce, HO OHA YUHTCS M MI0KA YTO CIIpaBJsieTcs”.
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TpyaHocTH B 00y4EeHUH WM SMOIMOHANBHBIE TPOOJIEMbI, C KOTOPBIMU
CTaJIKMBAETCsl peOSHOK, MOT'YT CTaTh JOMOIHUTEIbHON MOTHBALIUEH JIJIsI
PacKphITHs AuarHo3a B mkoie. OQHAKO Y pOIUTENe MOTyT BOSHUKHYTh
COMHEHUSI, BEJIb €CTh BEPOSATHOCTh, YTO PEOCHOK CTOJKHETCS C OOLIECTBEHHBIM
OCY)KJCHHEM U CHIDKEHHEM IDIAHKH OXKUIAEMBIX OT HETrO Pe3yIbTaTOB O0yUCHHS.
[IpakTrka MoKa3pIBAET, YTO POAUTEISM IIPUXOAUIOCH CTATKUBATHCS C PA3HBIMU
CUTyaIlMsIMU. B OHMX CITydasx peakius COTPYAHUKOB IIKOJ Ha COOOIICHHBIA UM
UarHO3 OBLIA MOJIOKHUTENBHOM, B IPYIHX — OTpHUIaTeNbHON. IMOmKeH
paccka3bIBaE€T O CBOEM HE CAMOM Y/IaUHOM OIIBITE:

Huoraa s 3a1yMbIBalOCh, €CJIU ObI 5l He paccKa3ajia 0 JHarHose A04epu B
“uucone, MOCBATHJIU ObI YUUTEJIs1 00/1bIIIe BpeMeHU ee 00pa30BaHUI0?

BwmecTo TOro, 4To0n1 NOBTOPATH: «OHA HUKOIAA ITOMY He HAYYUTCS», TAK
YTO eCJI OHA ra3eTy MoKeT MPOYNTATh, TO U 10cTaTOYHO. [IpHUMAas Takoe
pellieHHe, s TyMaJia, 4YTO0 COTPYAHHKHU IIKOJIbI MOMOTYT HaM. Buanmo, Ham
HY?KHO ObL10 MO0KAATh, Be/lb MbI He X0TeJIH, YTO0bI K Heil TAK OTHOCHJIMCD,
«ax, degHsIKKA». MBI TyMaJId TOJBKO 0 CAMOM Xy/IIIeM, YTO MOKET
NMPON30iiTH ¢ HAIlIEH 1049ePhI0, H He BOCMOJIB30BAJNCH BO3MOKHOCTHIO
NOHSATD, MOBJIHUNET JIM €€ IHATHO3 HA MPoLecc 00yueHHsl B IKoJe”.
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v KapeH ObLIa COBCPHICHHO IMPOTUBOITIOJIOKHASA CUTYyallus. B JOIIKOJIbBHOM
YUpCKACHUU, Kyaa XoAWjiIa €€ 104b, pa60THI/IKI/I OKa3aJIMCh OUYCHb OT3bIBUMBBIMU U
OBLIN FOTOBEI pa6OTaTI) C UHAUBUAYyaJIbHBIMU HOTpe6HOCT$IMI/I c€c pe6eHKa:

Korpna s pacckasana o Hamleil CHTyanMy, BOCIIMTATEJIBHUIA CKA3aJ1a MHe:
“«ByneT HHTEPECHO C Heil mopadoTaTh, y HAC y:Ke ObL1 pedeHoK ¢

cunapomoM MaptuHa — Ben1, HO MBI BIIiepBbIe CTATKHBAaeMCS C
TpucoMueii X-XpoMOCOMBI, TaK 4TO 1 OyAy NOCTOSHHO COO0IIATh BaM, KaK
WAYT Aenay Bamieil nouepm». OHa Takike ckazana: «Eciau BbI X0THUTe, TO Balia
J04Yb MOKeT CHAYaJ1a MPUXOANTHL TPH pa3a B Hexea10. Co BpeMeHeM, KOrja
OHA OyJeT roToBa, OHA CMOKET NMPUXOAUTH CI0a U NAThL pa3. Mian moxkere
cpa3y Ha4yaTh ¢ NATHAHEBKH, a €CJIM Balla 104Ka KOI/Aa-TO He 3aX04eT
NPUXOANTH, IPOCTO MO3BOHUTE HaM». COTPYIHHKH BCeraa Morjiu
NMOACTPOUTHLCSA MO/ 00CTOATEIbCTBA, U 3TO paayeT. Mosi 109b caMa MoULIa
Tyaa. U ee COBEPIIEHHO He HANYTaJa KOMHATA, TOJHASK APYTUX AeTei”.

Baxno YYUTBIBATH TOT q)aKT, YTO pa3HbIC HIKOJBI MOI'YT OTPE€AarupoBaTh Ha Bally
CUTYaIMIO Mo-pa3HoMy. IlonbITaliTecs NpeaCcTaBUTh, KaK B IIKOJIE BOCTIPUMYT
HOBOCTb, KOTOPYIO BBl COOMpaeTech UM coo0muTh. Hanpumep, eciu B Baiei
IIKOJIC yJaTcCsa ApYrue AC€TH C UHBAJIMAHOCTBIO, TO BEJIMKU IIAHCBI, YTO BaM
MPEIOCTABSIT HEOOXOIUMYIO MOJJIEPKKY, & OCTAJIbHBIC YUaIIHUecs IIKOJbI y)Ke
OyIyT UMeTh NpeACTaBIeHHEe 00 HHIMBUAYAIBHBIX MOTPEOHOCTIX HEKOTOPBIX
nereit. Kapen pacckasana, 4To 1mkosa, Tie y9uTcs ee CTapiinii cbiH Maiikii,
OTJINYHO MOAXOMUT JUIsl ieTel ¢ ocoObMu noTpedHocTsIMU. Korna ee miagmas
JI04Yb JOCTUI'HET IIKOJIBHOTO BO3PACTa, OHA CMOXKET C YBEPEHHOCTBIO COOOLIHUTD
COTPYJHHMKAM ILIKOJIbI, YTO y AEBOYKH TPUCOMHUS X-XPOMOCOMBI:
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Ham o4eHb MoBe3J10 CO HIKOJ0Ii, B KOTOPOii yuuTcsa Maiikia. 31ech ecTh
BCe caMoe HeoOxoauMoe 1JIsl 00yueHus 0cOOeHHBIX eTeil. B 3T0ii mKose
ydarcs AeTH ¢ HepeOpaJbHbIM NApAIH4OM, JeTH C AayTU3MOM, II03TOMY,
Kxoraa Kaponaiin noiiger B mkosy, Tam yxe 6y1yT HMeThb sICHOE
Npe/CTABJIIEHHE 0 TOM, KAKHe pa3Hble ObIBAIOT JeTH” .

Ecnu Batn pebeHOK Hyx1aeTcsi B 0cO00M MOIAepIKKe Ha TIepruoj 00yUeHUs B
IIKOJIE, OYeHb BA)KHO IIOMHHUTb, 4TO HEOOXOIUMYIO IOMOIIb HE BCEra TaK IIPOCTO
MOJIY4YHTh, MHOT/IA 33 Hee MPUXOAUTCS G0poThes. Tak, KOraa CTaio O4eBUIHO, YTO
no4b JxeiiH orcraet B yuebe OT CBOMX CBEPCTHHKOB, MaTh COOOMIMIA PabOTHHKAM
IIKOJIBI, YTO Y €€ JOYePH TPUCOMHES X-XPOMOCOMBI B HAIC)KE MOIYIHUThH
COOTBETCTBYIOLIYIO MOAnepxKy. OnHako oxxuaanust J[)KeiH He OrnpaBIarch:

51 He roBopuia o AuarHo3e 00U COTPYAHMUKAM HIKOJIbI, TOKA He CTAJIO
“O‘ICBI/ILIHO, YTO MOSI 109b HEe MOKET YYUTHCS TAK 7Ke XOPOIIIo, KaK ee

cBepcTtHHKH. Ho mociie Toro, kak s Bce paccka3ajia, IoMOIb HAM TaK U He
npeIoKuIn. Y 001 Obl1a mioxast ycrneBaeMocTh, HO IIPH 3TOM OHa He
J0CTABJSAIA HUKAKUX HEMPHUATHOCTEH, TAK YTO MOSI I04Yb He MOJTy4Ynia
HHMKAKOI 10II0JIHUTEJIbHOM MO//IeP:KKH CO CTOPOHBI IKOJbL. 1 6opoJiacs,
NbITAIACH KAK-TO MOBJIHATH HA CUTYaI[HI0, I03TOMY COTPYAHHKH IIKOIbI
CYMTAIOT MeHsl KOHQJIMKTHBIM poauTeieM. Moeii 104epH TsKe10 00IIATHCS B
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KOMMAHMUSX U 3aBOAUTH APY3€ii, C ITUM COTPYAHNKH IIKOJIbI HEMHOI'O e
MOMOIJIM, HO K KOHILYy CpeJHeil KoJIbl J00H cTajia Bce 00Jibllle OTCTABATH B
yuebe. B uTore oHa nmioxo ciajna 3k3aMeHbI U ee He IepeBe/Id B CTapiime
KkJaccbl. Tenepb oHA He CMOKET MPOJOJIKUTH YYUTHCS CO CBOMMH APY3bSIMHU,
W eii IPUAETCH MOMEHATh POrpamMmy o0ydenus™.

B Takoii cuTyanuu HaXomMUTCs He TONBKO JI)KeiH, HO U MHOTHE IpYTHEe POAUTEINH,
YbHU JICTH UCTBITHIBAIOT MIOO0HBIE TPYAHOCTH B Iikojie. HecMoTpst Ha TO, 4TO
COTPYIHUKH IIKOJIBI MOI'YT 3HATh O JIMarHo3¢ peOeHKa, OHHM JAJICKO HE BCeraa
OKa3bIBAIOT HEOOXOMUMYIO BaM TIOJICPKKY. BEepOSATHOCTD TOT0, YTO COTPYAHUKU
HIKOJIBI UMEIOT TIPEJICTABIICHHE O TPUCOMHH X-XPOMOCOMBI, UpE3BbIYaiHO MaJa,
JIa)e €CITH OHH JOCTATOYHO OCBEIOMIICHBI O IPYTHX OTKIOHEHHUSIX, U 9TO OYCHb
BOJIHYET MHOTHX pojuTeseil. Eciau Bbl HAMEpeHbI COOOIIHUTD COTPYIHUKAM IIKOJIbI
0 ZIMarHo3e pedeHKa, NpUHECHTE ¢ cO00W MaTepualbl (HanpuMep, Opoiropy
Unique «CHHAPOM TPUCOMHH X-XPOMOCOMBD»), KOTOPbIE TOMOT'YT BaM OOBSICHUTh
muarno3® . Jlxkeccrka pacckasaia o TOM, KaK OTPearupoBall yUUTENb €€ 104epH
JlopeH, Korza y3Hal, 4T0 y ICBOYKH TPUCOMHS X-XPOMOCOMBI:
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Korja Mbl NpUIILIH B HIKOJIY, MBI Cpa3y paccka3ajiu 0 ToM, 4To y Jlopen
CHHJIPOM TPUCOMHHU X-XPOMOCOMbI. YUHTE/Ib OTBETHJI, YTO HUKOI/IA He
CJIBIIIAJ 0 TAKOM 3a00JeBaHuM. Toraa oH pacneyaTasa Ky4dy CTPaHHI C
pa3Hoii nundgopmanmeil u, Kazajaoch Obl, Bee JT0JKHO ObLJIO0 MPOSICHUTHLCS, HO HA
JieJie... OHM YUTAIOT TOJLKO MEePBYI0 cTpaHuIy. Mbl 100uMBaeMcst HeO0X0AMM O
NOJIEPKKH OT IIKOJbI HA NMPOTSKEHHH MOCIeJHUX NATH Jer”,

CoOTpyAHMKH ILIKOJIBI MOTYT IOHSTH BCIO CEPbE3HOCTH Ballleil CUTYyally, KOraa
yCIIBIIIAT Ha3BaHHUE IuarHo3a. OIHaKo OAHO JIHMIIb Ha3BaHHUE OTKJIOHEHUS He
OOBACHSET TOro, KaKk MIMEHHO LIKOJIa MOXKET TIOMOYb BamieMy peOeHKy. Jlaxe ecinu
YUUTENs NOAPOOHO U3ydat MH(GOPMALUIO 00 OTKIIOHEHHH, 3TO HE IACT UM TMOJHOTO
MOHUMAHHS TOTO, Kak 00y4aTh pedeHKa. DTO CBSI3aHO C T€M, 4TO TPeOOBaHHS K
OpraHu3aniy 00pa3oBaTENFHOrO IPOLEcca MOTYT OYEHb CHIIBHO pa3jinyaThCs B
3aBUCUMOCTH OT MHIMBHUIYaJbHBIX 0COOEHHOCTEH Kaxaoro pedenka. Cam 1o cebe
JIMarHo3 He NMpeNocTaBIsieT noapooHoi nadopManuu. HazBanne auarnosa Moxer
JIMLIB TIOMOYB OLIEHUTH 00pa30BaTeNbHBIE MOTPEOHOCTH U CIIOCOOHOCTHU BALIEro
peOeHKa, B TOM YHCIIE ONPENeINTh, Ha YTO CIeAyeT 00paTUTh 0co00e BHIMAHUE.
He crout nonarate, 4T0 Ha OCHOBaHUH OZHOTO TOJBKO AMArHO3a IIKOJTA CMOXKET
OIPeNIeNUTh, KaKie BHABI HOIIEPKKU OHA JOJDKHA IPEAOCTaBUTh BaLIeMy
pebenky. Heo6XoMMOo MoTyduTh peKOMEHIALNN CIICUAJIHCTOB, B YaCTHOCTH,
neJ[arora-fcruxoJora Wiy Joroneaa. OTo MO3BOJIUT COTPYIHUKAM LIKOJIBI OHSATH,
KaKue 13 y)Ke 3HAKOMBIX UM TIpo0JieM ecTh y Bamlero pedeHka. Jletu ¢ tpucomueit
X-XpOMOCOMBI TIONaJal0T B IPYIIY PHCKa 110 OTKJIOHEHHSAM B pa3BUTHH. Yaie
BCEr0 Y TAKHX JETei HaOMIONAar0TCs 3a/IepiKKa pedeBOro Pa3BUTHS U IIPOOIEMBI C
COIMAJIBHBIM B3aMMOJICHCTBHEM, OJJHAKO HEOOXOAUMO OTACIEHO ONPENelsTh
CHJIBHBIC U clTa0ble CTOPOHBI PeOCHKA B KaXJIOM KOHKPETHOM CiTydae.
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I[)KGCCI/IKa pacckasaia, 9To IMOCJI€ TOro, Kak €€ 104€pHr IMOCTaBUIIN IUAarHo3
((paCCTpOﬁCTBO AYTUCTHYIECKOr'O CIICKTpa», €€ NIaHC Ha MOJIyYCHNE
HOHOHHHTCHBHOﬁ TTOAACPKKHA OT IIKOJIbI YBEITUIUIICA.
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Eii Hy’kHa 10onOTHUTEeIbHAS NMOA/IEP/KKA, MbI ObLJIM Ha IIpHeMe y
“nezmana, M OH MOATBEPAUII, YTO Y MO JoUepH pacCTPOiCcTBO
ayTuctuyeckoro cnexkrpa. Ceifyac MbI HajieeMcsl OJIYYUTh CIPaBKY [0
HEe00XOAMMOCTH CHEeIUAIBHBIX YCJIOBHIA 1151 MoJy4eHus: odpa3oBanmusi]. Ee
onpeeJ MU B TPYNITY A JeTel ¢ KOMMYHUKATUBHBIMH HAPYIICHUSIMH.
Kakasi-To ’keHIIMHA NPUXOANJIA B IIKOJIY M IIPOBOANIA BpeMs ¢ Moei 104KOii,
OHA 3aMHMCBHIBAJIA BCE, YTO MPOMCXOMANIO HA 3AHATHAX .

Tem ne MCHCEC, HEOOJIbIION IIporpecc yxe eCThb. H)KGCCI/IKa noacianiack, 4To,
6J1ar011ap>1 NpEeANPpUHIATBIM ME€paM, B IIKOJIC TCNEPh €CThb COTPYAHUK, K KOTOPOMY
€€ 10Yb MOXET 06paTI/ITI>Cﬂ B ClIy4ae HCOGXOZH/IMOCTI/II

Panbine 51 nepe:xuBajia M NOCTOSIHHO MOBTOPsJIA eii: «Ecym 4To-To
“c.nymnca, MPOCTO NMOCTAPAIicA HAWTH B3POCJIOro H 00paTHCh 3a
nomoibio». U Teneps mkos1a ycTponiia, YTo y HUX Bblie1eH
CHENUAIBLHBII Y€JI0BEK, K KOTOPOMY OHA CMOKET 00paTHThes” .

3 http://www.rarechromo.co.uk/html/DisorderGuides.asp CMOTpHTe TaKkKe: MOJIE3HbIE CCHUIKH B KOHLIE OPOLIFOPBI

O yem cToUT MOAYMATH

Ixoaa

Ecan y Bameii 1ouepu He BOSHUKAeT 0COOBIX TPYAHOCTEH B yuede, TO
MH(OPMHPOBAHUE IIKOJIBI 0 ee JHATHO3€e MOKeT HABPeIUTh: Y YUuTeJIei
MOSIBSITCS 3aHMKEHHBIE 0KUIAHUS OT Ballero pedeHka.

Ecau Bama 1o4b Hy»KIaeTcsi B JONOTHHTEIHHOI MOLIEeP:KKe BO BpeMs
y4eOHOro mpouecca, TOria Mo:keT ObITh MOJI€3HO COOOIIMTH IIKO0JIE O
AMArHo3e, YT00bI c)OPMHUPOBATH Y COTPYAHHKOB {oJiee cepbe3Hoe
OTHOILIEHHE K NMOTPeOHOCTSIM Ballero pedeHka. BaskHo NOMHUTD, YTO
HeJOCTATOYHO TOJbKO paccKa3aTh IKOJIe 0 AMarHo3e 1o4epu. BosmoxHo,
NpHuaeTcsl NPHIOKUTDH G0JIbIIE YCHIH, YTOOBI HOTYYUTH HEOOX0AHMYI0

A5 pedeHKa MOATEePKKY.

LI K0/1bI, KOTOPbIE HNMEIOT HEOOXOAMMBIE YCI0BHS /I 00y4eHus AeTel ¢
0COObIMH OTPEOHOCTAIMH, ¢ 0OJILIIMM IIOHUMAHHEM OTHECYTCSH K Ballei
CHUTYallUH U OYAyT rOTOBBI PadoTaTh ¢ HHAMBUAYAIBLHBIMHU
00pa3oBaTeIbHBIMHM MOTPEOHOCTSIMHU BaIlIero pedeHKa.

Pacneuaraiite Heo0X0AUMY0 HHGOPMAIUIO 0 TPHCOMHHU X-XPOMOCOMBI H
OyabTe TOTOBBI MOAPOOHEE paccKa3aTh 0 Hell COTPYAHUKAM IIKOJbI.
O0cynure, Kakue TPYAHOCTH B 00y4eHUH UCIBITHIBAET MMEHHO Ballia
JA04b, U MONPOCUTE NMPOBECTH NPOGeCCHOHANBHYIO IKCIIEPTH3Y
HHAMBHUIYATbHBIX 00pa30BaTeIbHBIX MOTPEOHOCTEH Ballero pedbeHKa.
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I'oBOpPUTH JIM POAHBIM M APY3bSIM

Paccka3aB o Amarxose Bauiero peGeHKa poAHBIM M IPY3bSIM, BBl H BaIlu
O0nm3KkHe o0pereTe B UX JMIe KpaliHe HEOOXOIUMYIO ceiiyac MOAJePKKY —
XO0T$1 Y BAC MOI'YT OBITh M JIpyrue coo0pakeHusi: MOKeT ObITh, BbI HEe XOTHTE
JKAJ10CTH WJIH NMPEAB3ATOr0 OTHOLIECHUSI K CBOEH 109epH.

MHorue poauTein 00€eCITOKOEHBI TEM, YTO Yy WICHOB CEMbU 1 )Ipy36171 TIIOABATCA
HpeZ[Y6e)KZ[eHI/IH 0 UX J04YCpH C1Ie A0 TOro, KaKk OHU IMMO3HAKOMATCA C HeH i
y6eI[,HTCH B TOM, 4YTO I104Yb }IeﬁCTBHTeJ’ILHO HCIIBITBIBACT HEKOTOPBIC TPYAHOCTH.
Oy3H J10 CHX ITIOp HE pacCKasajl 0 AMarHo3e€ J04Cpy HU 4JICHaM CEMbH, HU IPY3bIM,
MOTOMY 4YTO OH HC XO4Y€T, 4TOOLI OHH AyMaly, 4TO €ro J0Yb ApI/Iﬂ HHUYECTrO HC
JOCTUTHET U3-3a TPUCOMUU X-XpOMOCOMLII

B pa3roBopax MbI HUKOI/Ia He YIIOMUHAJIM AUATHO3. 3HAIOT TOJBbKO caMble
66 0au3KHe, M MBI IPOCTO XOTHM MOCMOTPETh, YTO GyaeT Jainuie. boch,

€CJIM OCTAJbHbIE Y3HAIOT, OHH CPa3y HAYHYT /AeJ1aTh BHIBOAbI. YUNTHIBasI

BCE, YTO HAM PaccKa3bIBAIN... JIIOIN He 0:KHUAATH ObI OT Hee MHOTOT0, €CJTH
ObI MBI CKa3aJIM, YTO y Hee Takoi [1uarHo3. Tak 4To 3TOT BapuaHT oTnajaer.
MbI He xoTe/1u 0bl, YTO0bI IPyTHe YWIeHbI CeMbH BOCIPMHMMAJIN Hally 104b
KaK Heleecnoco0Hyo. Mbl XOTHM, YTOOLI OHHM CHAYAJIA y3HAIU ee”.
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Jxynus He ckasana OYTH HUKOMY M3 Apy3el O IuarHose pedeHka, IIoToMYy YTo
OHa HE X0YeT, YTOOBI Ha €€ 104b HABELINBAJIH APIBIKUA M TOBOPHIIH, YTO €¢
IUI0XO0€ TIOBEAEHHUE — 3TO CIEACTBUE TPHCOMHHU X-XPOMOCOMBIL:

51 He roBOpUJIa 0 IMATHO3€ J0YePH MOYTH HUKOMY U3 CBOUX Apy3eil. 3HaeT
66 TO.1bK0 0/1HA MOIPYTa, Y KOTOPO# ChIH YYUTCS B APYroii mxose. 51 mory

00CYAMTH K0e-4TO0 TOJIbKO ¢ Heii, 00/Ib1Ie 1 HHIKOMY He ToBOpu.Jia. buiBaer,

pacckakellb KOMYy-HHOY/Ib 0 AMATHO3€ U HajleelIbCsl, YTO JIOAH XOPOLIO
3TO BOCHIPHUMYT, 2 KaK TOJbKO 104b HAYMHAET KANPU3HUYATDH UJIHU IUIOXO ceds
BECTH, BCE TYT 7Ke BCIOMUHAIOT 0 IHarHo3e 1 ropopst: «Oii, cMoTpH, oHa cedst
TaK BeJIET, IOTOMY 4TO Y Hee TPHCOMHEsD». [IHATHO3 CTAHOBUTCS APIBIKOM” .

Taxkoro e MHEHHS IPUJICPKUBAIOTCS M IPYTHUE POANUTENH, B TOM dncie /Ikeccuka,
KOTOpast HE XOUeT, YTOOBI €€ I0Yb CUUTAIH «APYroid» U OMpaBIbIBAIHN €€ II0X0e
TIOBE/ICHHUE TNarHO30M:

51 ropopua o AMAarHo3e JNIIbL HEKOTOPBIM APY3bsIM, IOTOMY YTO He

66 xorenna capimuarh: «Huuero cTpamnoro, 4ro oHa ce6s TaK BeIET, y
pebeHka ke TpucoMusi X-XxpoMocoMbI». Jla, y Hee TaKOii TUATHO3, HO 51
X049y, 4T00bI K Heli OTHOCHJINCH TAK K€, KAK K 0CTAJbLHLIM” .

HeocBenomieHHOCTS JIOAEH O AMArHO3€ MOXKET ChITPAaTh BaM Ha pyKy. Paiuen
MOSACHSIET, YTO B TAKOM CIIy4ae JIFOH, KOTOpPbIE HE CIBIIIAIN O TPHCOMHU X-
XpOMOCOMBI, OyyT 3HATh TOJIBKO TO, YTO BBl CAMH MM CKayKeTe:
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Jymaro, Xopo111o0, 4TO OKpY:Kal0I{ie B OCHOBHOM He 3HAIOT HU4Yero 00 3ToM
66 uarno3e. Eciin oHM HUYEro He 3HAKOT, Y HAX HET Mpexy0eskIeH il

Hexotopsle, y3HaB 0 AMaruose Moei qouepu, yausJjsiioresi: «C Heil mpaBaa

4T0-10 He Tak? Hukoraa 0b1 He mogyman». U 3To NPUATHO CabIaTh”.

HNmomkeH paccka3bIBaeT, YTO IOYTH HU C KEM HE TOBOPHMIIA O TMATHO3E, TaK KaK HEe
XOTeJia, YTOOBI ¢ JKaJelu. DTO OBbLT IOJITr0XKIaHHBINH peOCHOK, M OHA HE XOTela,
YTOOBI JKAJIOCT JIFOJICH OMpavmia e¢ CYacThe:

IIpuunHa, M0 KOTOPOIi 1 HHKOMY cpa3y He TOBOpPHJIA O AMArHo3e,
¢ GaroucTuyHa. S He xoTesa cabplNUAaTh 0T Jwaeii: «benqnas UMomxeH, Tak
J0JITO He MOIJIa 3249aTh pe0eHKa, a OH POJMJICS C OTKJIOHeHHeM». MbI He
pacckasajiu Jake Moeii cBekpoBHu. Eciin BbI 1ymaerte, 4T0 JH0AH
HOPMAJIBHO OTHeCYTCsl K HH(hopManum o 1MarHose, WJIM ecJ B 3TOM OyzaeT
KaKas-To MoJIb3a JJIs pedeHKa, HAPHMeP B IIKO0JIe, TOIAA MOKHO PaccKa3aTh
okpysxkaroumuM. Ho MbI 104TH HHKOMY He paccKa3bIBATH”.

HekoTtopble poauTenu Npu3HaIUCh, YTO COOOLIMIN O JUATHO3€ TONBKO N30paHHBIM
mrofsiM. OHM BBIOMpaAH TeX, KOMY CTOMT pacckas3ath, o npuHImmy: «lIpuHecer u
9TO HOJB3Yy MoeMy peOeHKy?». J[9Bua n MenaHu MOLIIM MIMEHHO [0 3TOMY IMYTH.
J13Buj OSACHUII, IOYEMY OHH DI PAacCcKa3aTh HEKOTOPHIM WICHAM CeMbU U
IPYy3bsIM:

MBI paccka3zajiu 0 IMarHose gajexko He Bcem. Hanmpumep, MbI He
66 roBopuiu ponuTessiv MeJanu, Tak 4To OHH He 3HaI0T. Hekoropble u3

HAIIKX ApYy3ei 3HAI0T, a HEKOTOpble — HeT. /lyMalo, BbIOHpas KoMy

paccka3aTb, Mbl OPHEHTHPOBAJIUCH HA JIMYHbIE KadyecTBa JroAeil. Mbl
TOBOPHJIN TeM, KTO TOUHO Hac noiiMeT. OTHA U3 NMOAPYT ’KeHbI — MeJicecTpa,
M03TOMY MbI paccka3aiu eil. OHa NOHMMaeT 0CO0CHHOCTH OTKJIOHEHUS, e 3TO
HHTEPeCHO ¢ MeAMINHCKON TOUKH 3peHusi. OTHAa U3 caMbIX OJIM3KHUX MOAPYT
Moeii ;KeHbI He 3HaeT 0 IMarHo3e Hamei goyepu. Het kakoii-11n60 oco0oi
MPUYHHBI, IPOCTO, €CJIM MbI €l paccKaxeM, TO ITO HHKOMY He IPHHeceT
M0Jib3bl. Tak 4TO MBI TIIATEIbHO BHIOUPAJIM TeX, KOMY CTOUT PacCKa3bIBaTh,
M HAII BHIGOP OCHOBBIBAJICH HA JIMYHBIX KAYeCTBAX Jojei”.

J10BOJIBHO MHOTHE BBIOpAITH TOT )K€ IyTh, 4TO U [I9BUI — pacKpbIBaTh AUArHO3
TOJBKO TE€M, KTO OKaXXET MoJIepKKY. OHAKO HEKOTOPBIE POJUTENHN CUATAIOT, YTO
MIPaBIIIBHOE PEIIeHHE — OBITh O0Jiee OTKPBITBIMU C OKpYyKatomumu. Kapen
TIOSICHIJIA CBOIO TOUKY 3PEHHSL:

Y Hac coBceM Apyrasi cutyanus. 5 He Mory He paccka3aTh OCTAJBHBIM.
6651 He 3Hal0, B YeM NPUYHHA, 51 HE NHITAIOCH ONPABAATH CBOIO 104b,
NOTOMY YTO OHA HOPMAJIbHO ceds1 BeaeT. S naxe He 3HaK0... OT
Pa3roBOpPOB € CeMbeil HET TOJIKY, 2 MHE HY’KHO ¢ KeM-TO 00CyIUTh
JAUATHO3 J04YepPH, TAK YTO BCEe MOM OTU3KHE APY3bsl 3HAIOT 00 ITOM.
IMpuxoauTrcs NpocBewiaTh APYrux Jojei, 4To0bl OHM NepecTaIN JeJaTh
HeNpaBUIbHbIE BLIBOALI™.
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Pemenne KapeH OBITh OTKPBITOM HE TOJIBKO 0OECTIEUNIIO €€ TIOAEPIKKON Ipy3ei,
HO ¥ TIO3BOJIMJIO €1 TO3HAKOMHTB OCTAJIBHBIX C OCOOEHHOCTSIMHU TPUCOMHH X-
XPOMOCOMBI U TIPEAOTBPATUTD TOSIBIICHHE TPEIYOEKICHNH O ee I0UYepH.

O 4yem CTOMT MOAYMATH

Poanbie u apy3bs

PO}]H])Ie N APY3bidA MOI'YT OKa3aThb BaM HCOUCHUMYI0 MOAAECPIKKY, H,
pPeIIMBHIMCH MOACJIUTHCHA ¢ HUMH, BbI oﬁpeTeTe TE€X, KTO IIOMOKET
BaM IIp€0o10J1€Th JI00bIE TPYAHOCTH.

Bb1 MozkeTe Y4€CTh PUCK CTUTMATU3AIIMH U OCY/KICHUS. OI[HaKO
Ha{0 OTME€TUTDb, YTO MHOI'HM€ JIOAU HUYET0 HE 3HAKOT 0 TPUCOMHUH X-
XpOMOCOMBI U 6yZIyT 3HATb TOJbKO TO, YTO PaCCKak€T€¢ UM Bbl.

PoaHble u 1py3bsl 3a1a10T BONpockl 0 Bameii 1oyepu? Takoe MoxeT
NPOU30¥TH, €CJIM Ballla 109b HCIIBITHIBACT 3aMeTHbIE TPYAHOCTH HJIH
HMeeT 3a[ep:KKH B pa3BuTHU. X HHTEpec MOKHO HCII0Jb30BATh KAK
BO3MOKHOCTb pPaccKa3aTh MM 0 TPHCOMHUH X-XPOMOCOMBI.
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MoxHo paccka3aTtb 0 TPYAHOCTHAX, ¢ KOTOPBIMH CTAIKUBAECTCH Ballla
JI04b, HJIH 0oJiee AeTAJIbHO OCBETUThH T€HETU1€ECKYIO CTOPOHY
BoIIpoca.

Ecan POAHBIC U IPY3bs CIPAIIMBAIOT BAC 0 101€pPH, 3TO MOKHO
HCII0Jb30BATh KaK MOBOJ pacCKa3aTb UM 0 TPMCOMHUH X-
XPOMOCOMBI.
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Beipaxxaem uckpenHror Gnaromapaocts [pucke Mummmuce, Cape Yuns u rpynne Unique 3a coneiicTBue
B opranu3anuH «J{xeit o0yaenus ¢ Uniquey, Kapen Menbxsm 3a moMoIs B IpoBeAEHAN (OKYC-TPYII 1
BCEM POOUTEIIAM, YACIUBIIUM CBOC JINYHOC BPEMA, YTOOBI paccka3aTtb O CBOEM OIIBITC — 0e3 HUX
CO3JTaHKE 3TOW OPOIIFOPHI He OBLITO ObI BO3SMOXKHBIM. Taroke BeIpakaeM OiaromapHocTh Jkeccruke
Miropunr, J1e66u [up3 u Anane Ywuicin 3a mpeaocTaBIeHHbIC PEKOMEHIANH U TIOMOIIb, OKa3aHHYIO
IIpu pa3paboTKe JaHHOH OpOIIIOPEL.

B paspaborke Oporurops! npussiu yuactue: Huxku I'parton, Joporu bumon u I'aita Ckepud
(Oxcopackuit yHUBEPCUTET).

JlaHHBIH IpOEKT OB co3aaH Npy (MHAHCOBOH moaepkke PoHma, 0HAKO MPEACTaBICHHEIE B OporIope
MHEHHSI IPHHA]JICKATh €€ aBTOPaM M MOTYT OTJIHYaThest oT mo3uimu Ponma. Www.nuffieldfoundation.org

[epeBox BEIIOIHEH B paMKax BOJIOHTEPCKOro nepeBoaueckoro npoekra Unique kadeapsr mepeBoa
PI'TIY mm. A..I'epuiena, Cankr-IlerepOypr, Poccus. MemunmHCcKyro peaknuro BeImonHmIa ExkateprHa
AunexceeBHa [lomepaHneBa, Bpad-reHETHK, K.0.H. IO CIENHNAaIbHOCTH MOJIEKYISIpHAs TeHETHKA, HaYIHBIN
KOHCYIIBTAHT, Jabopatopus I'eHernko, Mocksa, Poccusi.
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