Bocnuranme «riyxoro-mic» pedenka (Parenting the Child who is «DeafPlus»)

OO6cyxnas 3Ty TeMy, 3aMETHM, YTO «IITyXOH-ILTIOC) - HE 00IenpuHATHIH TepMuH. Yacto
UCTIOJIB3YIOTCSl JPYTUE TEPMUHBI, HATPUMEP, «C OCOOBIMU MOTPEOHOCTIIMUY, «C
MHOKECTBEHHBIMH HAPYLICHUAMUY, «CIETIONIYX0N», «CIEIOITIYXOU C TSKEIBIMU
HapyIICHUAMW» U T. 1.

Jli1 IpoCTOTHI MbI OYZIEM Ha3bIBATh «IITYXOW-IUIIOC» TeX IIIYXUX MJIM CIa0O0CIbIIIAIMX AeTeH, ¥
KOTOPBIX €CTh €Ille YTO-HUOYAb U3 CIEAYIOUIETO: JOMOIHUTEIbHbIE MEIUIIUHCKIE OCIIOKHEHUS,
1epeOpasIbHBIN Mapaand, cIenoTa Wik Apyrue HapyleHus 3peHust, cuHapoM [layHa, 3aiepxka
pa3BUTHSL, ayTU3M, IPOOIEMBI C CEHCOPHOW MHTETpAIel U T. 1.

MBI HazieeMcst, 9TO 3TOT pa3ziesl MOMOKET BaM IOHSATh, YTO Y KaKI0ro pebeHKa ecTh CBOs
0COOeHHasi KOMOMHALMS TPYAHOCTEH U CUIIbHBIX CTOPOH. [I0CKONIBKY «TITyXOH-IUTIOC» OTHOCUTCS
K OonbIIOMy HAa0Opy pa3HBIX COCTOSIHUM, MbI HE TIPUBOAMM CCBHUIKH Ha CIIEUAIbHbIE PECYPCHI
JUISL K&KIOTO U3 9TUX COCTOSIHUM, HO 1aJUM HEKOTOPBIE CCBUIKH, ITOJIE3HBIE BCEM, OTHOCSIIIUMCS
K KaTeTOpUU «IVTyXOH-IUIIOCH.

Crenyrouwmii TekcT Hanucan Jlaypoit nu Jxynuyc, MaMoii ITyxoro peGeHKa ¢ TSKeIbIM
1epedpaIbHBIM TapATUIOM:

«J1y1s1 HEKOTOPBIX ceMel HapyIIeHHe CITyXa — BCETO OJMH U3 MHOXKECTBA JHArHO30B.

Ecnu apyrue npobiaempl JOCTaTOYHO CEPhE3HBI, HAPYIICHUE CIIyXa MOXKET Ka3aThCsl HE CTOJh
BRXHBIM. Y Bac MOTYT OBITh HEOTJIOXKHBIC TIPOOJIEMBI CO 3I0POBBEM PeOCHKA, TPYITHOCTH C
KOPMIICHHEM, CYOPOTH, TIPOTPECCUPYIOIINE COCTOSHUS U YTO YTOIHO e1ie. MOXKeT MmoKas3arhCes,
YTO KOMMYHHKAIIMS MEHEE BaXKHa, YeM Bce 3TH Bern. Ho koMMyHUKaius — Takas 0a3oBas,
OCHOBOIIOJIAT A0S YaCTh KU3HHU, YTO OHA HEOOXOIMMA JIJIsl OJIaromoIyqrst TI000TO YEeIIOBEKA,;
OHa MOXKET TIOMOYb BO BCEX YCIIOBHSX, C KOTOPBIMH BBI CTOJIKHETECh. Ha camMoMm Jierne oHa MOXKeT
0Ka3aTbCs KJIHYOM.

Korna ponuincs moii celH Jxepemu, oTeps cilyXa oka3aiaach HE IEPBOM BEIIbIO, O KOTOPOU MBI
(ponutenn) y3Hanmu. OH Kpu4all 1eIbIMA HOYaMH B Ooubinyto yacTh aHs! Korma B 4 mecsia ero
OCMOTpEN HEBPOJIOT, OH BBIAAJ IJIMHHBIA CIUCOK HANPABIECHUI, B KOTOPBIA BXOIHWIIN
obcnenosanue 3penust, II1, KT, MPT, ouenku ayauosnora, pu3nyeckoro TepaneBTa,
9proTeparneBTa u Ipyrue. ITo Bce ObLIO ISl MEHS HEMTOHITHO U, KOHEUHO, omenomMimio. O yem
310 Bce? M HUYTO M3 3TOr0 HE MOIVIO TOMOYb B Halllell HEMOCPEACTBEHHOM cuTyanuu. Ham mno-
MPEeKHEMY HAJI0 OBLJIO CIIPABIATHCS C peOCHKOM, KOTOPBIH BCE BpeMs KpU4aJl, HUKOT/Ja HE CIial,
KOTOPOT0 OBLIO TPYIHO KOPMUTH, HY)KHO OBLIIO OCTOPOKHO Oparh U yKiIaapiBaTh. Kak B MOXeTe
JIOTaJIaThCsl, €r0 HapyIIEHUE CIIyXa BOJIHOBAJIO HAC MEHBIIIE BCET0, OHO Ka3aJ0Ch MOYTH
HEBa)KHBIM, KOTJIa MBI ITOTIAJIM B HOBBIH Myralomuii Mup o0cien0BaHuil, OIEHOK, TUarHO30B,
MEIMIIMHCKOTO KapTroHa, Teparni, MOaX0A0B K JIEUEHUI0, PMHAHCOBBIX CIOKHOCTEH, PEIICHHIA.

Ho 3T0 6611 HEeocTaroMi A1eMeHT! BeeM yenoBeyeckuM CymecTBaM HY>KHO OOIIAThCs, U KaK
TOJIBKO MBI MOIIIJIM IO 3TOH 10pore, MUP OTKPBLICS. S Tenepb BUXKY 3TO KaK OAMH U3 KIIIOYeH K
pa3BuTHIO J[)KepeMH, K MOSBICHUIO Y HETO YyBCTBAa COOCTBEHHOM [IEHHOCTH, BOOOIIE
camoouryuieHus. C IoMOIIbI0 CMECH Pa3HbIX METOJOB KOMMYHUKauK /[xepeMu Havas
pa3BUBaTh CIOCOOHOCTH MOHUMATh OKPYXAIOIIUK MUP U OBITh MOHATHIM. OH cTajJ MEHbIIIE
IUIaKaTh, JIy4lle CHaTh, HAYYHJICS BBIOMPATh U BbIpaXKaTh CBOU keiaHusd. OH cTall cuacTiuBee U
3JI0pOBEE.

Koneuno, 3T0 Mos muuHas ucropusi. Moxet ObITh, y Baiero pedeHka 6osee Tshkenoe uiu 0omee
JIETKOE COCTOSTHHE, MJIH BBl HE YBEPEHBI, €CTh JIN Y HEr0/Hee JOMOTHUTEIbHBIC 33/ICPKKH B



pa3BuTHH. B mo0oM ciryuae HEMPOCTO BBIOPATh MPHOPUTETHI M PEILIUTH, YTO HYXKHO JIeJaTh s
MMEHHO Ballero pebeHka u Baiel ceMbu. HekoTopble 13 METOA0B KOMMYHUKAIIUHU, KOTOPbIE
npempiararoT ajd TUIMAYHO Pa3BUBAIOIIUXCA TTTYXUX WU cna60cm>1mamnx ,Z[GTGI\/'I, MOT'YT
0Ka3aThCsl HeUIeaTbHBIMU WJIM HEBO3MOXKHBIMU IS Balllero peOeHKa U3-3a TaKUX €ro
OI‘paHI/I‘IeHI/Iﬁ KakK (bI/ISI/I‘-IeCKI/Ie BO3MOKHOCTH, BBIHOCJIUBOCTb, KOTHUTUBHOC PA3BUTHUC,
HapyllIeHHE 3pEHHs], COCTOSHUE 3710pOBbs. Bam, Kak v BceM JpyruM CeMbsM, IPUIETCS
BBICHSATH, YTO pabOTaeT B BallleM CIydae, IKCIIEPUMEHTHPOBATH C CYIIECTBYIOIIMMHI METOAAMH,
M3MEHATH UX IOJ] Ballero peOeHKa U 00panarbes K IpYruM JIOIAM 3a MOIICPKKON 1
uH(pOpMaIUei, KOTOPBIE TOMOTYT BaM CIIPAaBUTHCS CO BCEM 3TUM M JJOOUTHCS KaK MOKHO
OoJIbIIIEH TAPMOHHUY M yCIIeXa B BaIlle ceMbe.

[Toxxanycra, UCTIONIB3YHTE ATOT pa3Aes Kak pecypc, TOMOTAOUIMA B 3TOM Mpolecce. KonedHo,
BBI HaiiieTe ¥ CBOU COOCTBEHHBIEC PECYPCHL...JPYT, TEPAIEBT, JOKTOP, YUUTEIb, CBALICHHHUK,
MecTHasi oubnuoTeka, cocea, J0OpbIi cTapshlii ['yrin — Mao 1 Ha 4TO Bbl MOYKETE HaTKHYTHCS B
IMMOUCKE HEAOCTAOIINUX KYCKOB I'OJIOBOJIOMKH. A MoxeTr GBITB, BbI CTAHCTC SKCIICPTOM B Barei
YHUKaJIBbHON 0071aCTH (KaK ObIBACT CO MHOTMMH POJUTEIISIMH) U CaMU OyZIeTe pecypcoMm st
Apyrux. MBI BCe — DKCIIEPTHI 10 HALIUM AETIM U ceMbsM. Ho nake skcrepram Hy»KHBI
YUUTENs], COBETUMKH, KOJUIETH, IIOCTOSHHOE O0YUYEeHHE U TOJIEPIKKa.

C4acTauBoro myTemecTus!
Jlaypa nu Jlxynuycy»
Kak ynomsinyna Jlaypa, oHa HaurHajga KOMMYHUKALIUIO CO CBOUM CBIHOM «C TIOMOIIBIO CMECH

PAa3HBIX MECTOAOB KOMMYHUKAIIUN)). I[)KepeMI/I, CKOpPEC BCCTO, UCIIOJIL30BAJI TO, UYTO HA3bIBACTCHA
«HAMCPCHHBIC OTBETED). K suM OTHOCATCS, CPpCaAn MPOUUX, CICAYIOIIHC:

1. W3menenue B ahdexTe, HACTPOSHUHU, BRIPAKCHUH JTUTIA

2. H3MmeHeHue BOKaIU3aIlUU

3. H3MeHeHue nmarTepHa 3ByKOB M JIBMYKEHHI

4. H3meHeHue naTTepHA JbIXaHUSA

5. llepeBon B3mIsia Ha B3pOCIOTO WIH HA MPEAMET, KOTJIa HAUWHAETCS WIH NIPEPBIBAECTCS
KAaKO€-TO JEHUCTBUE

6. Ilouck B3I AOM IpeAMETa WIIA B3POCIIOTO, KO 3TOT IPEIMET MPEABSIBISIETCS

7. JlBUrarenabpHas MOIBITKA IIPEKPATUTh WU IIPOJOJDKUTH ACUCTBUE

8. JlBmkeHme KOHEUHOCTHU

Jletr ¢ MOOBIMU CITOCOOHOCTSIMH HCIIOJIB3YIOT TAKKE OTBETHI, HE3aBUCHMO OT TOTO, €CTh JIH Y
HUX (OpMaTIBHBIN C1IOCO0 KOMMYHHMKAaUU. OHAKO I «ITYyXHX-TUTIOC)» AETEH O4eHb BayKHO,
YTOOBI B3POCIIbIC TOHUMAJIH, YTO UX «HaMEPEHHBIC OTBETHI - TO KOMMYHUKaIWs. JleTsam u
B3POCIBIM MPUAETCS MPUIIOKUTH COBMECTHBIEC YCUIIHSL, YTOOBI CTANIO SICHO, YTO 3TH OTBETHI
o3HavarT. Harmpumep, B3pocioMy Haio OyneT MOHSTh, 03HAYAET JIU H3MECHEHHUE B MTOBEJCHUN
pebeHka, YTo eMy HEeYTO HPaBUTCS WM, HA000OPOT, HE HPABUTCA. DTO MOTPeOyeT TePIEeHUs OT
HUX 00oux. B3pocibiit fomkeH OyneT ObITh TEPIIETUBBIM C peOSHKOM, a pEOCHOK Oy/IeT YUUThCS
OBITH TEPIIEIUBBIM CO B3POCIIBIM.

Konnu CruBeHc, Mama ITyXoi A€BOYKH C cUHApoMoM JlayHa, IUIIeT:

«Korna st paznpakaiocs, nbITasch 00IIATHCS ¢ MOEH JI0YKOH, sl CTApaloCh MOCTAaBUTH ce0sl Ha ee
MECTO U IOHMMAIO0, YTO OHA, BEPOSTHO, TAK K€ pasapaxkeHa... OqHa U3 Belen, KOTOpBIE 5 CO
BpPEMEHEM IIOH:NIA, - Tecc He epeiieT K HOBOM YacTH pa3sroBOpa, ITOKA HE MOJIIYYUT OT MEHS
HOATBEPKICHUS ee Mpeblayliero coolmenus. Hampumep, eciin oHa HCIONB3YeT 3HaK, KOTOPOTo



sl HE 3HAI0, OHA HE MEePEUJIET K CIEAYIOIIEMY 3HaKy, [TOKa 51 He TOBTOPIO €€ 3HaK U HE KUBHY
rosnoBoil. [lenas Tak, s mOATBEPKIAL0, UTO €€ «CJI0Ba/5KECTOBBIEC 3HAKH OCMBICIICHHBI M Ba)KHBI,
JIaXKe €CJIM s ceiiuac He MOHMMAL0, YTO OHA MHE TOBOPUT. S mymaro, MPUMEPHO TaK 5K€ B3POCIIbIE
TOBOPAT APYT APYTY «ITOHUMAIO», TaXKE €CIIM HE MOHUMAIOT. JTO MMOMOTaeT MOJAePKUBATh
pa3roBOp M OTHOLICHUS.»

JInnna n xex Kemnep, poauteny «mryXoro-Iuirocy Majabuuka AJIeKca, MUIIYT:

«B ToM, 4TOOBI OBITH POAUTENSAMHU TIIYXOTr0 peOeHKa C MHOKECTBEHHBIMU HAPYIICHUSMH, €CTh U
CBOM TPYIHOCTH, U CBOM BO3HArPXKICHUs. AJIEKC CaMbIi MIJIBIN, JOOPOIYIIHBIN peOCHOK,
KaKOT'0 TOJIBKO MOXXHO ce6e NpeaACTaBUTD. U st0 IIpU TOM, 4YTO Yy HCTO HEC CJIBIIIUT OAHO YXO,
CIIyXOBasi HeMpornarus B APyroM, HapyleHUe 3peHHs], KOTHUTUBHOE OTCTaBaHUe, ayTH3M,
HEOOCTAaTOYHOCTH HMMyHHOfI CHUCTEMBI, U Ka)KI[I:II\/'I ACHBb CMY NPUXOJUTCA ACIATh Pa3’KUXKAKOIIUC
KpPOBB YKOJIbI, TOTOMY UTO 0€3 HUX €r0 KPOBb 110 HEM3BECTHOM MPUYKUHE 00pa3yeT CTyCTKH.

MBI ucnosnbp3yeM ¢ AJIEKCOM 5KECTOBBIN SI3bIK, TOBOPUM C HUM, paHblile ucnoiab3oBaiu PECS
(cucTeMa KOMMYHUKAIIMH TP IIOMOIIY OOMeHa KapTUHKaMu ). Mbl GoMOapaupyemM ero
KOMMYHHUKAaIME co Bcex HampaBieHud. OH TakKe MOJIb3YeTCsl TOBOPSIIIUM YCTPONUCTBOM IO/
Ha3zBaHueM Dynamyte. Y Hero npekpacHo nomydaercsa. OH TakKe KOMIIbIOTEPHBIN ac, B UeM €CTh
u cBou MUHYCHI. (MHOTIa OH CIUIIKOM XOPOULIO Bia/ieeT KOMIBIOTEPOM, HAlIPUMEpP, YMEET
000#TH Mapob, YTOOKI BIE€3Th B HEro0. Ham mpHnuiocs KynuTh eMy CBOM KOMIIBIOTEP, YTOOBI C
HAaIIIeTo He mpornajaia HHPOpMaIus. )

VYV Anekca naxe pa3BUiIOCh HEIIOXO€ YYBCTBO FOMOPA, U BpEMEHAMU OH 030pHUYaeT. MbI Bcerna
paabl 5TO BUACThb, TIOTOMY YTO OYCHb JOJIT'O Anexc GBIJI CJIMIIKOM IMOCIYIIHBIM. FOBOpHT, qTo y
DIYyXUX JCTeH HEe pa3BUBACTCS YyBCTBO IOMOpA U BooOpakeHue. B cimyuae Ajekca 3To He Tak —
y HEro ecTh u TO, U ipyroe. MoxeT ObITh, MEHBIIIE, YEM Y €r0 POBECHUKOB, HO €CTb.

Korna Anexc 6bU1 MiTajIIe, Mbl ¢ HUM MPOLIN Y€pe3 MHOXKECTBO TOCIIUTAIN3ALNHN, I0KA Bpauyl
HE pa300paIuch ¢ ero MUMMYHHOM CHCTEMOM U CBEPTHIBAEMOCTHIO KpOBU. B OonbpHUIIAX OoJIbIIIe
BCEro 0ECUIIo TO, YTO TIEPCOHAN JAeTan ¢ AJIEKCOM BCSKUE BEIIHM, HUYETO eMy He OOBSICHSS U HaM
HE JTaBasi BO3MOXXHOCTH OOBSICHUTD — OHU MPOCTO MPEIOIaraliv, 4TO OH HIYEeTo HE MOHMET.

Ho ceiiuac Anekcy 14, 1 Bce y HEro HEII0Xo, X0Td TaKk MHOToe poTuB Hero. OH BecHuT Bcero 50
¢byHTOB (11 Haxe 3TH 50 GyHTOB OBUIO OUEHB TPYIHO HAOPaTh). DTO YACTh €r0 CHHIPOMA.

Ectb cTonbko Beriel, mpo KOTOpbIE TOKTOpa TOBOPUIIHM, YTO OH HUKOT/a He OyJIeT UX JieNaTh, a OH
JIeaeT, YTO Mbl HHOT/IAa BOCXUIIAEMCS U TTOPakaeMcsi, Kak MHOTOTO OH 100wIcs (1 Oymer
noOuBaTkCs nanblie). EMy HHOTIA CTOUT Takoro Tpyza cenarh Kakylo-TO MeJIOo4Yb, YTO HaM
CTAHOBHTCS CTBHIIHO, YTO BCE MBI IPHHUMAEM MHOTHE BEIIM KaK caMo cO00¥ pa3yMeroIIHecs.

Anekc Hayuus1 Hac JII0OBHM 06€3 BCAKUX YCIOBHI. MBI HaydMJIMCh Y HEro TepreHuto. M3-3a Hero
MBI BCTPCTUIIN CTOJIBKO MMPEKPACHBIX HIOI[eﬁ 1 UCIIBITAJIU CTOJIBKO 3aM€UYaTCIbHbBIX
NepeKUBaHUM, KOTOPBIX HHa4e He Obu10 Obl. MBI BeUHO GiiarofapHsl, 4TO OH €CTh B HaIIEH
KU3ZHU.»

B 3a60Te 0 3710pOBBE «TITYXOTO-IIJTIOCY PEOCHKA MOXKET OBITh MOJIE3€H MOIX0J] «METUIITHCKOTO
ZoMay. DTOT MOAXO]] CBA3aH C MJIECH, 4TO BCe, KTO YyUacTBYET B 3a00Te O BamieM peOeHKe,
JIOJDKHBI OBITH BKJIFOYEHBI B «MEAMIIMHCKUIN I0M», 00€CTIeUYMBAIOIIUI TOCTYIHYIO, TIOCTOSHHYIO,
BCECTOPOHHIOIO, CEMEHHO-IIEHTPUPOBAHHYIO, CKOOPIMHUPOBAHHYIO, COUYBCTBYIOIIYIO U
KYIBTYpHO-3((eKkTuBHYI0 moMoIb. Mudopmanms 00 3Toil naee 1ocTynHa Ha
www.medicalhomeinfo.org



http://www.medicalhomeinfo.org/

MosxeT ObITh, Balll JIeHalluii Bpad 3HAaKOM C 3TUM IOJXOJIOM; MOXKET ObITh, BaIlla HH(opMaus
OK)KETCS JJIs1 HEro HOBOCTHIO. B TF000M ciydae UMEHHO BbI, BEPOSTHO, OyJIeTEe «TJIaBHBIM
KOOPJIMHATOPOM» MTOMOIIIM BaiieMy peOeHKy. byabpTe CunbHbBI, HIIUTE MOAEPKKY IPYTUX U
MOMHUTE, YTO Bbl HE OIMHOKH.



