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Achondroplasia: relations between children and their parents
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T'ocynapcTBeHHOE yupexICHUE HAYKH
Poccuiickuit HayuHblil LeHTp "BoccTanoBuTENbHAS TpaBMATONOrH U opToneaus” uM. akagemuka I'. A. Wnuszaposa, r. Kypran
(reHepanbHBIN TUPEKTOP — 3acIy>KEHHBIH AesTens Hayku PO, uneH-koppecnonnenT PAMH, n.v.H., mpodeccop B.U. 1lleB1oB)

B npouecce peabunurarum 00abHBIX axoHApoIuiasueit no merony I'.A. Mimsaposa o tectam S.A. Bapra u B.B. Cronuna
U3ydalH ICHUXOJIOTUYECKOe COCTOSHHE NeTell W MX poauTeneil. Pe3ynbraTsl IokasaiM, YTO CTPajacT NCHXOJOTHS H Y
poaMTeneit: XapakTepHbIM ObUIO Pa3JpakeHue, 10cana, OHU CUUTAIU pebeHka HeynauHuKoM. CooOleHne 0 BO3MOXHON
peaduIHTAIIMY IPHBOIMIIA K ITOJIOKHTEIEHBIM SMOLMSM U POXKICHUIO HAIeXK]] HAa M3MeHeHHs1. B nporecce peabmnranun
HPOUCXO/IMIIO KIIPHOIMIKEHNE» K PeOCHKY, POXKIANOCH JKENaHHe yIOBICTBOPUTH €r0 pasyMHbIE OTPEOHOCTH, OIPAUTh OT
HETIPUATHOCTEH.

KiroueBble cioBa: axoOHApoILIa3us, peabumTanus o Minuzapoy, NCHX0IOrHs KITHHHYECKAs!.

Psychological status of children with achondroplasia and their parents was studied during rehabilitation of the patients
according to the llizarov techniques, using Y.A. Varga’s u V.V. Stolin’s tests. The results showed, that the parents’ psychology
suffered as well: irritation, annoyance were typical of them, the child was considered a failure by the parents. Information about
possible rehabilitation led to positive emotions and arising hopes because of the changes. In the process of rehabilitation

«approach» to the child was noted, the wish appeared to satisfy his reasonable needs, to shield him from troubles.
Keywords: achondroplasia, rehabilitation according to llizarov, clinical psychology.

braropapss MHOTOYMCIIEHHBIM —IIPaKTHYECKUM
pa3paboTkaM y4eHBIX Hamiero LleHTpa BHeceH cy-
IIIECTBEHHBIM BKJIAJ B COBEPIICHCTBOBAHHE CIIOCO-
60B peabmmuTanuu OOJBHBIX aXOHIPOIUIA3UEH,
yIydlIeHHe KadecTBa HX JKH3HHM. B pesymbraTe
peabINTalMl Yy HUX TOSBHJIACh BO3MOXHOCTH
peuIuTh OBITOBBIE M COLHAIBHBIE BOIIPOCHI, YYUTHCS
B CPEHHUX U BBICIIMX Y4eOHBIX 3aBEJCHUSX, MOJY-
9uTh paboTy 1o BeIOopy [1]. OgHako Takue riy6o-
KH€ MHHOBAIIMOHHbBIE U3MEHEHHUS B )KU3HH U NICUXO-
Jorud OONBHBIX axXOHJAPOIUIa3uedl BCECTOPOHHE
HavaJld M3ydaThCs JUIIb B MOCIeaHee BpeMs [2, 3].
OTH CBelleHHs KpaifHe HEOOXOIUMBI TICHXOJIOTY IS
paboTel ¢ GONBHBIMH B Iporiecce (popMHUPOBAHHA
WX JIAYHOCTH B YCIIOBHSIX peabWnuTanuy, Tak Kak
MHOTHE HaYMHAIOT JieueHue yxe B 6 jet [4]. Cnen-
CTBHEM 3TOr'0 MOTYT OBbITh paHHHE W NPOYHBIE IO-
JIOXKWUTENbHBIE W3MEHEHHUS TICHXOJIOTHYECKUX Xa-
pakTepucTuk [5]. DTUM BBIABISETCA OOHO W3 Ha-
MIPaBJICHUH pa3BUTHA YEJIOBEKa KaK YacTH >KU3HEH-
HOTO MyTH JIUYHOCTH W crenu(uuecKoit cdepsl ee

AaKTUBHOCTH. [IpH 3TOM HCHONB3YIOTCS BCE OCHOB-
HBIE BUJBI JESITEIBHOCTH MPAKTHYECKOTO IICHXO0JIO-
ra: IICUXOJIOrMYecKasi IMarHOCTHKA U MPOQUIAKTH-
Ka, IMCHXOJOTMYECKOe KOHCYJIBTHPOBAHHE U IPO-
CBeIlleHHe, 3KcrepTu3a (PakTopoB pe3ynbTaTHBHO-
CTH TPOBOAMMOM pabOTHl, a TaKXKe MOHHTOPUHT
Pa3BUTHA JTUIHOCTH [6].

Koneunoli mensro mogo6HOH "mcuxonorusarmu’”
peabuIMTAaIMOHHOTO TpoIiecca SIBISIETCS OCO3HAaHHE
Toro (paxra, 4to JIHOOBIE OCYIECTBISIEMbIE TICUXOJIO-
raMM M BpayaMH Mepbl BO3IEHCTBHS Ha OOJBHBIX
(opranuzanioHHble, MH()OPMAILIOHHBIE, AWIAKTHYE-
CKH€) B CYIIHOCTH SIBIITFOTCS METOIaMH TICHXOJIOTHYe-
CKOTO YIIPaBJIEHWs, TAK KaK OHM B KOHEYHOM HTOTE
MPOCIMPYIOTCS BO "BHYTPEHHUH MHpP'" W TICHXOJIOTH-
YECKYI0 OpraHU3aIfio O0JILHOTO [7].

B 3amauy Hamiero mccieoBaHUS BXOIWIO H3Y-
YEHUE TICUXOJIOTUU POJAUTENEH, UMEIOIUX JETeH,
OOJBHBIX axOHAPOIUIa3HeH, B Mpolecce X peadu-
JUTAIHH.
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PE3VJIbTATBI UCCJIEJOBAHUIA

B nagane MpI X0Tenn OBl IPUBECTH MTUCHMO OJI-
HOW OOJBHOM (C IICUXOJNOTHYECKOW TOYKH 3PECHUS
MACEMO - 3TO BaXKHBIN TeCT, UMEHYEeMBI Kak "ca-
MOOIIeHKA"), B KOTOPOM OHa OIHCHIBACT, KaK pas-
BHBAJIOCHh Y Hee 3a00JIeBaHNE W KaK OTHOCHIINCH K
HEHU pOAUTENH:

"BrIpocia s B HOpMalbHOH NOJHOIIGHHOU ce-
Mbe. Y MEHS €CTh CTapiias cecTpa HOPMAaJIbHOTO
pocrta. Y Hee - MyX U AETH.

B nercrBe g Oputa OOIIMTENBHON IEBOYKOMH. B
CeMbE WM JETCKOM camy KO MHE OTHOCIIIHNCH IIO-
nobpomy. Poxurenn MeHs jkaiend, XOTS W HE ak-
[EHTUPOBAIIM MO€ BHHMaHHE Ha Ooje3HH. B crap-
IIel TPymIe AeTCKOTo cana s MOHsIA, YTO OTIHYa-
I0Ch OT JIPYTUX JeTell MaleHbKIM pocTtoM. Ho To-
T/1a 5TO MEHS eIlle He TPEBOXKUIIO, a IETH OTHOCH-
JIMCh KO MHE XOPOIIO.

IIpo6memsl Havamuch B mIKoje B Bo3pacte 10-12
netr. B 3T0 BpeMs s oco3Halia CBOIO (PH3UUECKYIO
HETIOJIHOIIEHHOCTh. YUYWJIach XOpOIIO, C HWHTEpe-
COM, HO MaJICHBKHI POCT M WHBAJIUIHOCTH (BBIpa-
JKCHHAS! AUCTPOTIOPIHS TYIOBHINA U KOHEYHOCTEH)
NPUYAHIA MHE OoybIine cTpamaHus. Pomurenn
yTeIIaj i MEHS TEM, YTO UYeOBEKa yBaXKalOT HE 3a
BBICOKHI pOCT, a 3a JoOpeIe nena. B Takux ycioBu-
SIX COUHCTBEHHBIM >KeJlaHHEeM ObLIO J0Ka3aTh, YTO
WHTCJUICKTYaJIBHO S Takas e, Kak u Bce. 1 Hauama
AaKTUBHO Y4YacTBOBaTh B OOIIECTBEHHOH IKH3HU
KJlacca W MIKOJBI. be3 MeHs He MPOXOoAMiIo HU OJHO
MEpOTIpUATHE: BEITyCKalla CTEHTa3eTy, urpajia B
Oacker0OJ, y4acTBOBaja BO BCEX NPa3THHYHBIX
Beuepax. Ho ¢ romamm (15-18 ner) ommymenue
WHBATUIHOCTH BCE YCHJIMBAIOCh M CTaHOBHIOCH
octpee. bbuTH MOMEHTHI, KOTZIa MHE HE XOTEIOCh
HATH B IIKOITy, TaK KaK XOpOIIeH yueOoil yKe Helb-
35 OBUTO KOMITEHCHPOBATh WHBAIMAHOCTH. MHE He
XOTEJIOCh 00IIAThCS C AETHMH HOPMAJIbHOTO POCTA.
BpemMeHaMu MOSBIBIIOCH OMIYIICHHE HEBEIHOCHMOM
Tocku. Kpome 3TOrO, 4 CTana moHWMarh, 4ero Jd-
IIICHA B )KU3HU: CBEPCTHHIIBI OeTall Ha CBUIAHUS, a
MEHSI BHE IIKOJIbI 03KHMJIAJI0 OJUHOYECTBO - HE OBLIO
HU japy3ed, Hu moapyr. Ilo mepe B3pocieHus s
cTajla OTMEYaTh M M3MECHEHHE KO MHE CO CTOPOHBI
poIUTENel: CIOB Ui YTEUICHUS Y HUX YXKe He Obl-
JI0, TIOTOMY YTO 51 ObLIa B3POCJIOH U BCe MOHUMAJIA,
Jla ¥ 3ByYaId Obl OHU HENpaBono100H0. bomnbiryto
4acTh BPEMEHHU POJUTEIN ObLUTH HEBECEIIMU, Yac-
T0 Mosyaau. OHHM OXKMBIISJIMCH JIMIIB TOTJa, KOTIa
BO3HHUKAJI BOIIPOC O BO3MOKHOM JICUEHHUU.

Henpeccus, Tocka, pa3gpakUTEIBHOCTh CTalld
MOCTOSIHHBIMU CITyTHHIIAMU Hailei xw3Hu. MHOTHa
MHE HE XOTEJOCh KUTh. S MCKana yTelleHne B pe-
JIUTUH, THITANIACHh YCIIOKOUTH ce0s cioBamu "Ha Bce
BOJIs1 0OXbsi". 3aayMbIBanach HaJ TeM, KakK CTaTh
MOJIE3HON JIIoAgAM. YBIIeKkanach Memutanuer. Ho
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KapJMKOBBI POCT BOCIPUHHUMAJICS IIO-TIPEXKHEMY
cIMIIKoM Ooje3HeHHO. M Koraa craio HEeBO3MOXK-
HBIM 3TO TIEPEXHTH, PEIIIIIA ONEPHPOBATHCS - APY-
TOTO BBIXOJa MPOCTO He ObUTO. Bee rombl nedenHus s
YyBCTBOBajJa ceOs 37ech, B KIMHHKE Mnm3aposa,
Kak y ce0g goma. AKTHBHO IOMOTaja OOJNBHBIM,
CTapajach BHUKATh BO BCE UX Jemna’.

Omuowenue pooumerneii k demsam. B onpocHu-
ke SI.A. Bapra u B.B. Crommnaa 61 Bompoc, marte
IKaJ, OTPAKAIONIUX TE WM MHBIC acCTEKTHl POMH-
TEIBCKOTO OTHOIIEHHUS. 3a KaXKIbIi OTBET THma "ma"
UCTIBITYeMBIH morydan 1 6air, a 3a KaKIbIil OTBET
tumna ""er" — 0. Beicokue 0auiel CBUIETEILCTBOBA-
T O 3HAYUTENBHOH pAa3BUTOCTH POIUTEIBCKHX
OTHOIIECHHUH C JEThMH, a HU3KHE — O TOM, YTO OHH
CPaBHHTEIBHO ClIa0bIe.

[ToyueHHBIC HAMH PE3yJAbTATHI MIPEACTABICHBI
B Tabmmme. Jlo omepaunu mudpa 8 B mkane "mpu-
HTHE-OTBEpKEeHHE" TOBOpWJIA O TOM, YTO B3pOC-
JIBIA MCIIBITBIBAJ K peOCHKY OTPHUIIATENIBHBIC YyBCT-
Ba: pazJpakeHue, ocary, CUUTaI pedeHKa Heyaad-
HHUKOM, HE BEpWI B ero Oymyiiee, HU3KO OLEHHBAII
ero crmocoOHocTH. [IpuMeHHTENPHO K OTpONEmo-
TPaBMaTOJOTHIECKUM OOJBHBIM HanOoJbIIee 3HA-
YeHHE MMeNla MMEHHO 3Ta INKana, OTpakaBIlas
o01ee SMOIMOHAIFHO-OTPHLATENEHOE OTHOLICHHUE
K pebeHky. BospacraBmee 3atem umcno 0OamioB
03Ha4aj0, YTO MEHSJIOCh OTHOLIEHHE K PEOEHKY B
TIOJIOKUTENIBHYIO CTOPOHY, M TIOSIBIISUIACh Ha/IEXa
Ha CYIIECTBEHHOE YITy4IlICHHUE.

Hudppa 5 mo mxame "koomeparwsi” SBISUIACH
MPU3HAKOM TOTO, YTO B3POCJIBIN JI0 Havasa JeYEeHUs
HE NPOSBIAI HMHTEpeca K TOMY, YTO BOJHOBAJIO
pebenka. Ha nuctpakunu u 0cOOEHHO Ha (PUKCAITUH
MPONCXOIVIIN TIOJIOKUTEIIbHbIE U3MEHEHUSL.

Yucno 0amioB 4 0 omepanuu Mo IKajie "CuM-
0mo3" yKa3pIBANIO HAa HAJIWYHE ONpEACICHHOW IICH-
XOJIOTHUECKOH ITUCTaHIMH MEXAY POIAMTEISIMH M
pebGeHkoM. 3aTeM YuciIo OAIIOB yBENNYUBAIIOCH JI0
5. B aTOM mposiBisutach TeHICHIMS K CONMMKEHHIO C
peGeHKOM, CTpEMIICHHE YJIOBJIETBOPUTH €0 pazyM-
HBIE TOTPEOHOCTH M OTPAANTH OT HENPUSATHOCTEH.

Iudpa 4 mo mkayne "KOHTposb" yKa3biBasla Ha
AaBTOPUTApPHOE OTHOLIEHHE K pebeHky. Poaurenu
TpeOOBaJII OT HEro MOCIYIIaHWs W HaBSI3BIBAIN
cBoto Bomo. Ha nucrpakimu n ¢ukcanmu oTHoue-
HHE K peOCHKY yJIydIIanoch.

Uucno 5 mo mkane "OTHOLIEHHWE K Heynadyam
pebenka" B rpade "mo neueHms" o3HaUana, 4TO
pOIUTENH CUUTAIM €ro HeygauHukoM. MHTepecsl,
YBIICUEHHUS, MBICIIA U YyBCTBAa peOEHKa Kazaluch
B3pOCIOMY YEJIOBEKY HECEPbE3HBIMH. Y BEIHUCHHE
yucsa O0aJUIOB HA AUCTPAKLIUM M (UKCAIMU YKa3bl-
BaJ0 Ha M3MEHEHHE CUTyallud B MOJOXHUTEIBHYIO
CTOPOHY.
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Tabmuma.
VI3MeHeHHe OTHOILCHHS poIUTeNeil K peOCHKY, CTpaarolieMy axOHIpoILIa3uel, B mpouecce JedeHus no Mimsaposy (M+m)
Otrowenue ponureneit | Hopma | Jlo onepauuu | Jucrtpakuus | duxcanus I[Tocne cHATUA anmapara (roJbl)

K JIETAM (n=22) (n=25) (n=25) (n=25) 1 (n=22) 2 (n=18) 3 (n=16)
[IpunsiTue-oTBEpIKEHUE 20+1,0 |8+0,5 P<0,001 |12+0,6 P<0,001{16+1,0 P<0,05 |18+0,9 P<0,05 | 20+1,2 P>0,1 |15+1,3 P<0,001
Koonepanus 7+0,1 |5%0,2 P<0,001 | 6+0,3 P<0,05 |8+0,2 P<0,05 | 70,3 P>0,1 |6+0,2 P<0,05 | 6+0,2 P<0,05
CumOuno3 6+0,2 |4+0,1 P<0,001 | 5+0,2 P<0,05 |5+0,3 P<0,05 |5+0,2 P<0,05 |5+0,2 P<0,05 | 5+0,2 P<0,05
Kontpois 6+0,1 40,2 P<0,05 6+0,3 P>0,1 6+0,1 P>0,1 |5+0,3 P<0,05 |5+0,2 P<0,05 | 5+0,2 P<0,05
Oruowerne 7402 | 50,1 P<0,01 | 6+0,3 P<0,05 |6+0,2 P<0,05 |6+0,1 P<0,05 |6+0,3 P<0,05 | 6+0,2 P<0,05
K Hey/lauaM peOeHKa
ITpumevanue: "HopMa" - 4UCIO GAIIIOB, MOIYICHHBIX IPH ONPOCE POAUTENCH, NMEBIIHX 30POBEIX JACTEH.

OBCYXJEHUE PE3YJIbTATOB
Pe3ynbrarel npoBeEHHBIX MCCIEN0BAHUN MOKA3bI- CpEINHEro0  IMEpPCOHalNa  BBICTYNAIM  CPEICTBOM:

BaJIM, YTO B peaOMIMTAIMOHHOM IIPOLECCE YYacTBYIOT
HE TOJIBKO JIETH, HO ¥ uX poauren. [cuxonorus y Hux
CTpajiaeT OJIHOHAIPABICHHO, TAK KaK TSDKEJIbIE JIyIIeB-
HbIe NepeKUBAHKS B CBSA3M ¢ 0O0JIE3HBIO peOeHKa H3Me-
HSIIOT TICUXOJIOTHIO U 9TO, B CBOIO OYEpE/b, HEBOJIHHO
OTATOILIAET CTPa/IaHUsI B3POCIIEIOIIETO YeII0BEKa.

C 1CHXOJIOrHYecKON TOUKH 3pEHHS] OTHOLIEHHE PO-
JMTeNIel K JIeTSIM - CUCTeMa pa3HOOOPAa3HBIX YyBCTB U
nocTynkoB. OHa BKITFOYaeT B Ce0s1 SMOIMOHATILHBINA U
MOBEJICHUECKUI KOMIIOHEHTBI. 1103TOMy BO3MOXKHOCTB
peadbwmTaly poXkIaia Kak y JeTed, Tak U y pOojuTe-
JIei TIOJIOXKUTEIIbHBIE SMOLIMH 1 HAJIGHK/IBL.

B xonme mBrkeHMs MO pasiMYHBIM 3Tanam (ypoB-
HAM) peaOIMTAOHHOTO TIPOIecca  OKas3bIBAIOTCS
"BoCTpeOOBaHHBIMU'" Pa3IIM4HbIE ITYHOCTHBIE PECYPCHI,
CBA3AHHBIC C HCUACHTUYHBIMU IICHUXOJIOI'MYCCKUMU
Ka4yecTBaMy, M OKasbIBaroTcsi B "(okyce BHUMaHM'"
MPOrpaMMBbI  TICUXOJIOTUYECKOTO  COTIPOBOKIIEHUST [ 7]
peOeHka, HauMHas ¢ 6 JieT. 3aMedast, uTo UX peOeHOK B
Tnporiecce JiedeHus "pacTeT Ha Tiazax ", 4yTo y Hero
TOSIBJISIETCSI TIPOTOPLIMOHAIIBHOCTD YacTel Tesa, Poau-
TENM OKa3bIBAIM peOEHKY OOJIbINe BHUMAHKS, UYTO OUeHb
BaKHO i1 ero peabrmraimu. [lomnepxkka poauTesc
BCEJIsIa YBEPEHHOCTh U JKeJIaHHe IPOJIOIDKATh, B YacT-
HOCTH, yueOy W MOCTYNUTh B CpelHee MPOQecCHOHANb-
HOE 3aBE/ICHHE WM B3, a 3aTeM padoTaTh.

CucremMa TICHXO/MarHOCTHYECKOTO OOeCcIeyeHns
peabHITUTAIMOHHOTO TIpoliecca, YCHIUsS Bpadell u

a) aKTUBM3AIMKM OOJIFHOTO B KauyecTBEe CyObeKTa Ha-
6J'I}O[[CHI/I$I, TIPUBUTHUSA HABBIKOB CaMOO6CJ'Iy)KI/IBaHI/DI u
YBEPCHHOI'O  ABWKEHUA TI0 JKU3HCHHOMY  IIyTH;
0) ocymiecTBiIeHUsT MOHUTOpUHTa  S(deKTHBHOCTH
OCYILECTBIISIEMOH ~ NMPOrPaMMBbl  [ICUXOJIOTHYECKOTO
CONpPOBOXKIEHUS OOJNBHOTO Ha JTanax JIeUeHHs;
B) OLICHKH 3TOM MPOrpaMMBI.

Harmmave Takoro "conpoBokaeHus co CTOPOHBI TICHXO-
JIOra ¥ IepcoHaa ObUI0 OYeHb BKHO /17151 OOJBHBIX.

B kayecTBe HEOOXOAMMBIX M JIOCTATOUHBIX KpHTE-
pueB 3(hdEeKTUBHOCTH pe3ysbTaTa IICHXOJIOrHYECKOro
COTPOBOXKIICHHS! JINYHOCTH (OOJTBHBIX) OBLIH: YCIICIIHAs
y4eba B ILIKOJIE, a 3aTeM B CPEAHUX IPOHECCHOHATBHBIX
3aBEeICHISIX U By3aX; YCTPOIMCTBO Ha paboTy M CO3/aHKe
cembl. Baxna Oblia peanbHas JIMHAMUKA TICHXOJMHA-
MUYECKUX, JIMYHOCTHBIX U COTUAJIBHBIX XapaKTECPHUCTHUK
TICUXOJIOTHYECKON OPTaHU3aIK OOJIbHBIX.

Jl1st olleHKM peanu3anyM Lesieil HacTOSIIEro HMc-
CJICIOBAHUA OCHOBHBIM KOMIIOHCHTOM CIIY)XKWJI KOM-
IUIEKC TICHXOJIOTMYECKHX MapaMeTpOB, KOTOPBI BXO-
it B TecT S.A. Bapra u B.B. CtonuHa u onuchIBaeT
MEXAHU3MBbI PETYIIANN ACATCIIbHOCTU OOJIBHBIX aXOH-
JIpOILIAa3UEN U UX JUHAMUKY.

TakuMm 06pazom, B mpoliecce peadumuTaum 00b-
HBIX aXOHJpPOIUIA3Wel MCHXOJOr JO/DKeH paboTaTh
OJTHOBPEMEHHO C PEOCHKOM M POJMTEIISIMH, YTO CYIIle-
CTBEHHBIM 00pa30M CIOCOOCTBYET MX BCECTOPOHHEH
peabunuTaiyy.
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