POCCUNCKNN XYPHAN 2022
POAOr  [OETCKO/ MBVARTOTO W 1 GHKOMO M /] Russian Journal of Pediatric Hematology and Oncology TOMNVOL. 9

https://doi.org/10.21682/2311-1267-2022-9-4-75-80

KauecTBO XM3HM MaUyeHTOB C PETUHOBIACTOMON M MeToAbI
MX NOJAEPXKN 1 peabunmtauumn

A.B. KoTtenbHukoBa, A.B. TapaceHko, A.A. poBoii

DAY «HaunoHanbHbIN MegULUHCKUIA UcCnefoBaTeNbCKuii LeH TP «MeXKoTpacneBoil HayuyHo-TexXHUYeCKnin KOMNeKe
«MuKpoxupyprvsi rnasa» umeHun akagemuka C.H. degoposa» MuHsgpasa Poccun; Poceuns, 127486, Mocksa, beckygHukoBckuii 6yn., 59a

KoHTaKTHble flaHHble: AHacTacus BukToposHa KoTenbHukosa nastzue@gmail.com

0630pHas cTaTbs MOCBALLEHA OLEHKe KayecTBa >KU3HW NaLuMeHTOB C peTuHob6nacTomoil (PB), B 4aCTHOCTMW AeTeid, nepeHecLunx
3HYKNeauuo rnasHoro s6n1oka. PacCMOTpeHbl OCHOBHbIE METOAbl KOCMETMYECKOW peaGunnTauum W NcUXonornyeckoi noaaep kku
60/bHbIX PB. MpoBeAeHHbI aHanus nuTepaTypbl N03BONSET YTBEPXKAATb, UTO CTONT YAENIThb BHUMAHNE HE TONbKO (PU3MUECKOMY, HO
1 3MOLMOHaNLHOMY 61arononyynio naumeHToB ¢ PB, npaspabaTbiBaThb Creyuan3npoBaHHbIe peabunnTaLmoHHbIe MeponpUATHs.

KnioueBble cnoBa: peTMHO6/1acTOMa, peabunntaums, AeTu, 3HyKNealuus y AeTeld, peabunutauus geTeii nocne aHykneayum

Lns untuposanusi: KotenbHukoBa A.B., TapaceHko A.B., Aposoiit A.A. KauecTBO XW3HM NaLMeHTOB C PeTMHO61aCcTOMOW 1 METOAbI
NX MOAAEPXKKN U peabunutauun. PocCcuinckunii XxypHan AeTCKo reMaTonorum n oHkonorum. 2022;9(4):75—80.

MHopmauus 06 aBTopax

A.B. KoTenbHukoBa: Bpay-acnupaHT HMWL, «MHTK «Mwukpoxupyprus rnasa» wum. akag. C.H. ®Pepoposa, e-mail: nastzue@gmail.com;
https://orcid.org/0000-0001-7816-5559, SPIN-koa: 1077-4405

A.B. TapaceHko: Bpay-opguHaTop HMMUWL, «MHTK «Mukpoxupyprua rnasa» umMm. akag. C.H. ®Pegoposa, e-mail: alicetaras@gmail.com;
https://orcid.org/0000-0001-7332-3183, SPIN-kop: 3148-9963

AA. FApoBoii: 4.M.H., 3aBeaytoLLnii 0TAenoM opTanbMOoOHKoNornm n paguonorumn HMUL, «t MHTK «Mukpoxupyprus rnasa» uM. akag. C.H. ®egoposa»,
e-mail: yarovoyaa@yandex.ru; https://orcid.org/0000-0003-2219-7054, SPIN-koa: 9401-4489

Bknag asTopos

A.B. KoTenbHukoBa: paspaboTka KOHLENUMU U ausaiiHa ctaTbn, 0630p Ny6AvKauuii no Teme CTaTbW, HanucaHue TeKCTa PyKOMUCK, Hay4yHoe
pefakTUpoBaHue cTaTbmn

A.B. TapaceHko: 0630p ny6nukauuii no Teme cTaTby, NOArOTOBKA CNUCKA NNTePaTypbl, HanMcaHue TekKcTa pyKonucu

A.A. fpoBoii: pa3paboTKa KOHLenuumn n gnsaliHa ctaTbW, Hay4yHoe pefakTMpoBaHue cTaTbn

Quality of life of patients with retinoblastoma and methods of their support and rehabilitation

A.V. Kotelnikova, A.V. Tarasenko, A.A. Yarovoy

National Medical Research Center Academician S.N. Fyodorov Intersectoral Scientific and Technical Complex ‘Eye microsurgery”,
Ministry ofHealth ofRussia; 59a Beskudnikovsky Blvd., Moscow, 127486, Russia

The review article is devoted to evaluation ofthe quality o flife o fpatients with retinoblastoma (RB), inparticular childrenfollowing enucleation
ofthe eyeball. The main methods ofcosmetic rehabilitation and psychological support ofpatients with RB are considered. The analysis ofthe
literature suggests that it is important topay attention not only to the physical condition, but also to the emotional well-being ofpatients with
RB, and to develop specialized rehabilitation measures.

Key words: retinoblastoma, rehabilitation, children, enucleation in children, rehabilitation of children after enucleation

For citation: Kotelnikova A.V., Tarasenko A.V., Yarovoy A.A. Quality of life of patients with retinoblastoma and methods of their
support and rehabilitation. Russian Journal of Pediatric Hematology and Oncology. 2022;9(4):75—80.

Information about the authors

A.V. Kotelnikova: Postgraduate Student Department of Ocular Oncology and Radiology of the National Medical Research Center Academician
S.N. Fyodorov Intersectoral Scientific and Technical Complex “Eye microsurgery”, Ministry of Health of Russia, e-mail: nastzue@gmail.com;
https://orcid.org/0000-0001-7816-5559, SPIN-code: 1077-4405

A.V. Tarasenko: Resident Department Ocular Oncology and Radiology ofthe National Medical Research Center Academician S.N. Fyodorov Intersectoral
Scientific and Technical Complex “Eye microsurgery”, Ministry ofHealth ofRussia, e-mail: alicetaras@gmail.com; https://orcid.org/0000-0001-7332-3183,
SPIN-code: 3148-9963

A.A. Yarovoy: Dr. of Sci. (Med.), Head of Ocular Oncology and Radiology Department of the National Medical Research Center Academician
S.N. Fyodorov Intersectoral Scientific and Technical Complex ‘Eye microsurgery”, Ministry of Health of Russia, e-mail: yarovoyaa@yandex.ru;
https://orcid.org/0000-0003-2219-7054, SPIN-code: 9401-4489

Authors’ contributions

A.V. Kotelnikova: concept development and article design, review ofpublications on the topic ofthe article, scientific edition ofthe article
A.V. Tarasenko: review ofpublications on the topic ofthe article, preparation ofa list ofreferences, writing the text ofthe article

A.A. Yarovoy: concept development and article design, scientific edition ofthe article

KOH(MKT UHTepecoB. ABTOPbI 3aBN1AIOT 06 0TcyTCTBMM KoH(mkTa uHTepecos. / Conflict ofinterest. The authors declare no conflict ofinterest.
duHaHcupoBaHue. Vccnegosarue nposedeHo 6e3 cnoHcopckol noagepxku. / Funding. The study was performed without externalfunding.

O630opb! fTeparypeb! // Literature reviews


https://doi.org/10.21682/2311-1267-2022-9-4-75-80
mailto:nastzue@gmail.com
mailto:nastzue@gmail.com
https://orcid.org/0000-0001-7816-5559
mailto:alicetaras@gmail.com
https://orcid.org/0000-0001-7332-3183
mailto:yarovoyaa@yandex.ru
https://orcid.org/0000-0003-2219-7054
mailto:nastzue@gmail.com
https://orcid.org/0000-0001-7816-5559
mailto:alicetaras@gmail.com
https://orcid.org/0000-0001-7332-3183
mailto:yarovoyaa@yandex.ru
https://orcid.org/0000-0003-2219-7054

O630opb! NTeparypeb! // Literature reviews

POCCUNCKININ XXYPHAN

POJIOr  [ETCKOA TEVATONIO MM n OHKOMONA // Russian Journal of Pediatric Hematology and Oncology

BeepgeHune

PeTnHo6nactoma (PB) —3n0KayecTBEHHas OMyXosb
ceTyaToin o60n04ky rnasa. 3abonesaemocTb Pb cocTas-
nseT lcnyyaii Ha 14 000—18 000 XKUBbIX HOBOPOXAEHHbIX
BO BCEM MMpE, YTO COOTBETCTBYET npumepHo 9000 HOBbIX
cnyyaeB Kaxgbli rog [1—3]. HecmoTpa Ha To, 4TO 3TO
[l0BO/IbHO peAKas naTonorusa, aTo camas yacras 3nokaye-
CTBEHHas onyxonb rnasa y getein go 3 net [4]. C pa3su-
TMeM MeAMLMHbI B CTPaHax C BbICOKMM YPOBHEM [0X04a
neTanbHOro mcxofa ypaetcs M3bexxarb MPaKTUYecKu
B 100 % cnyuaes [5], npu 3Tom B 99 % HabnO4eHUA yaa-
€TCA COXPaHUTbL XO0TA 6bl O4UH rna3. ATO MO3BONAET y[e-
NATb 60NbLUE BHYMaHUSA HEe TOMIbKO TaKUM OCHOBONoONara-
IoWUM npobnemam, Kak COXpaHeHue rnasa u 3puTenbHbIX
(hYHKLMIA, HO U 3aHUMATbCS BONPOCaMU MO YYULLEHNHO
KayecTBa >XW3HW nauneHToB [4]. Ocoboro BHMMaHUA
B 3TOI CBSI3W 3acnyXuBalT MayueHTbl ¢ PB, nepeHec-
Wme 3HyKneauunto. MoTeps rnasa MOXeT CTaTb CU/IbHBLIM
3MOLMOHA/bHBIM NMOTPACEHUEM KaK ANl HUX caMMX, Tak
M 4NA UX cemeli. 3TV €T, Kak NpaBuno, cTaakuealTes
M C NMCUXONOTUYECKUMU NPOo6eMamMmn, U ¢ TPYLHOCTAMU
B COLMANbHbIX B3aUMOOTHOLLEHNAX U ONpeseneHuns cebs
B 06LecTBe. HeCcMOTPA Ha TO, YTO HanM4Yne OHKoNornye-
CKOro 3aboneBaHus ABNAETCA AEWCTBUTENbHO CUSbHbBIM
3MOLMOHaNbHbIM (haKTOPOM B XXW3HW nauueHToB ¢ PB
N UX CEMEN, B POCCMICKOI NuTepaType He ony6/nKoBaHo
paboT, NOCBALLEHHbIX BAUAHUIO PB Ha nx ncuxonorunye-
CKOe coCcTosiHue. MMoOMUMO 3TOro, He OTPaXKEHbI BOMPOCHI
MCUXONOTUYECKON NOAroTOBKK AeTeli ¢ PB K yganeHuio
rnasau ux NoOAAep>KKV B paHHeM U1 Mo3gHeM nocreonepa-
LIMOHHbBIX Nepuogax.

3BO/IIOLMA METOAOB NleYeHN PeTUHO61ACTOMbI

B 1597 r. HupepnaHacknin aHatom [utep MMaBuyc
BnepBble onucan PB Kak 0nyxosb, «3arnofHeHHYo Cyo-
CTaHUWel, HanoOMWHaoLWed MO3rOBYH TKaHb, CMeLUaH-
HYIO C FYCTOI KPOBbIO 1 MOXOXYHO Ha WwebeHb», aB 1805 T.
aHIINACKNIA XUpypr Yunbam Xei seen TepmuH “fungus
haematodes” —rpnbkoBas macca, nopaxarowas u pas-
pywatoLwas TKaHn. STUM TepMUHOM [0Nroe BpeMs 060-
3Hayasiacb He TO/IbKO rna3Has onyxosb, HO 1 Apyrue mAr-
KOTKaHHble HOBOOGpa3oBaHus. B 1809 r. woTnaHACKuUi
xupypr [Ibxeiimc Yopgpon 06beanHWN paspO3HEHHbIe
(hakTbl 0 PB, yCTaHOBWUN peTUHa/IbHOe NPOUCXOXAEeHUe
OnNyxonu 1 MNpeanoXus MeTof NevyeHns —3HyKeauuno
(yganeHwe rnasHoro s6noka) [6, 7]. C Tex nop nosBns-
NNCb HOBble 3HaHMA 0 6opbbe ¢ PB.

K HacToAwemMy MOMEHTY CYLLECTBYeT HEMA/O MeTo-
[10B, MO3BONAKOLWNX COXPaHUTL rna3 npu Pb: xumnoTtepa-
nuna (BHyTPWBEHHas, BHyTpuapTepuanbHas, MHTpaBuTpe-
anbHad 1 BHyTPUKaMepHas), NyyeBas Tepanus, nasepHas
(hoTOKOarynauusa, Kpuortepanusa u TPaHCNynuansapHas
TepMoTepanus. Ipu 3TOM OpraHoCOXpaHAoLLEee nevyeHmne
rnasa mMoxet ocywectsnatoca B 90 % cnyyaes Ha CTagm-
ax A, B u C MexgyHapogHoii knaccugukayum PB [8].
K coxaneHuio, He3aMeyeHHOCTb CMMNTOMOB OKpPYyXato-
WKMMM N HegocTaTovyHasa ocsefoMsieHHOCTb 0 PB cpegu
MeAULMHCKUX pPaboTHUKOB MOryT ObiTb MpUYMHAMU
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no3aHel AMarHOCTUKMW, YTO B KOHEYHOM CYeTe MpUBO-
OUT K CUTyaummn, Korfa Ans crnaceHus XXusHu pebeHka
CTaHOBUTCS HEO6XO4UMbIM OCYLUECTBUTbL 3HYK/eauuto
[9]. B HacToAwee BpeMs NMpoOBefeHUE MEPBUYHON 3HY-
Kneauuu rokasaHo nauumeHTam c PB 6e3 nepcrnekTus
Ha Hanmuue 3puTeNbHbIX YHKUWUWA, UMEILW MM pacnpo-
CTPaHEHHbIA OMyXO0/EeBbIi MPOLLECC, COOTBETCTBYHOLLNI
rpynne E. BTopuuyHas 3Hykneauus BbINOAHAETCA Mpu
peunansupytoweii PB, He KOHTPOAUPYEMO ApPYrUmMu
MeToAaMu NeYeHUs, UHTPaBUTPEaNbHbIX U Cy6peTUHab-
HbIX 0TCeBax C OTCYTCTBMEM OTBeTa Ha Tepanuio, rnasax
C Henpo3payuHbiMK cpegamu (ruema, remodpransm) [10].
CTOMUT OTMETUTb, YTO A0 KOHUAa XX Beka 3HyK/ea-
UMs ¢ OAHOMOMEHTHOI WMMAaHTauuein 3sHAonpoTesa
He BbINOMAHANACL MW3-32 HEBO3MOXHOCTU [OCTOBEPHO
KOHTPOMPOBAaTb POCT OMyxonn B opbuTte [11]. 31a BO3-
MOXXHOCTb NOSABMMACH NOC/e BHeAPeHWS B LUMPOKYHO Bpa-
4yebHY0 NPaKTUKY MarHMTHO-PE30HAHCHOM ToMOrpadun
[12]. MepBnYHOE 3HAONPOTE3MPOBAHME OPOUTLI Y AeTel,
nepeHecLUMX 3HyKneaymnto no nosogy Pb, ctano npopsbl-
BOM B KOCMETMYECKOI peabunmtaumm Takmx nawmeHToB.
HecMoTps Ha TO, UTO B OTEYECTBEHHOW NNTEpaType OTMe-
Yyanu HeobXoAMMOCTb MNepPBUMYHOIO 3HAONPOTE3MPOBa-
HUst opbuTsl y geTei ¢ P [13], B Poccun aTy onepauuio
CTann NPOBOANTL CPaBHUTENLHO HefdaBHO: ¢ 2015 r. —Ha
6aze PrAY «HMUL «MHTK «MuKpoxvupyprus rnasa»
nv. akag. C.H. ®depoposa» Munsgpasa Poccum n ¢ 2017 1. —
B HNW petckoii oHkonorum n remartonorum ®rey «HMuL,
oHkonorum um. H.H. bnoxmHa» MuH3gpasa Poccun [14].

KocmeTuueckas peabunutaums

OHyKneauua y naymeHTos ¢ P npmBoguT K notepe
obbeMa M 3afepXKKe pocTa KOCTE /MLEBOTO CKeneta,
4YTO B MOCMeLYIOLLEM MPOSABAAETCS acMMMeTpuein nnua,
a BMeCTe C Heli NCMX0Nornveckumy npobnemMamm pas-
NMYHOro xapaktepa [14]. Kpome Toro, rnasa fiBistoTcs
B&KHbIM KOMMOHEHTOM 3CTETUYECKOro BOCMPUATUSA
avua B uenom. MauneHTbl ¢ pasHoo6pasHbIMK O Tasb-
MO/IOTMYeCKUMM  3a00MeBaHNAMM  4acTo  coobLalT
0 6ecnoKoincTBe MO NOBOAY BHELUHErO BMAA CBOMX N1as3,
M MHOTUM M3 HUX CBONCTBEHHO CHWXEHMWE 3pUTENIbHOro
KOHTaKTa, NoTMpaHue rnas, HeHopManbHOEe NONOXEeHMWe
roN0Bbl, HOLIEHWE TEMHbIX OYKOB, U3beraHune cuUTyawlmi,
npuBeKalLWmnx BHMMaHue K rnasam [15]. Y pogutenei
feTeid, nepeHecwmx PB, nosensetcad He0OXOAMMOCTb
cnocobcTBOBaTb MOJIHOLEHHOW aganTauny pebeHka Kak
K KOCMETMYECKOMY feeKkTy, TaKk U K MOHOKYNSPHOMY
3pEHMIO.

PeweHnem KOCMeTMYeCKOW npobnemsbl sBAsieTCA
3HAONPOTE3NPOBaHME OPOUTLI, KOTOPOE NMPU OTCYTCTBUM
NPOTUBOMOKAa3aHW, BK/KOYalOWMX B ce65 3KCTpabysb-
H6apHbIi POCT OMYXONN U HaNIMYMEe METACcTa30B, BO3MOXHO
BbIMOMHUTL OGHOMOMEHTHO C 3HyKneayueii [16].

3HA0NPOTE3 KOMMNEHCUPYET AePUUUT 06beMa TKaHeiA,
CTUMYNNPYET POCT OpbUTanbHOW MOIOCTM U MO3BONSET
B fa/ibHeliweM 4OOWTbLCS YL0BNETBOPUTENbHON NOABUX-
HOCTM HapyXHOro npoTesa 6narogaps (ukcaumm 3Kc-
TPAOKYNAPHbIX MblwL [17]. Tem He MeHee, ecnu nNpoTes
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Obln1 MMNNAHTMPOBAH B BO3pacTe 4O 2 NeT, BO3MOXHbI
NPOSABMEHNA aHOMTANIbMUYECKOTO CUHAPOMA, KOTOPbIi
MOXET BbIpaXaTbCA B TaKUX MPU3HAaKaX, Kak onyLieHue
BEPXHEro UM HUXKHEro Beka, yrnybneHne op6uTo-nasnb-
nebpanbHOW 60p034bl, 3HOMPTabM WAN COYETaHUe BCEX
BblLLENEePeUNCIEHHbIX NPU3HAKOB. JTO, B CBOKO O4epesp,
MOXeT NnoTpe6oBaTb LOMOMHUTE/bHbBIX PEKOHCTPYKTUB-
HO-MNAacTUYeCKNX onepaumnin B 6yayliem Ans KOppeKunu
3Tux npossneHnii [18].

K coxkaneHuto, B Poccnun mano MmegnuuHCKNUX opraHun-
3aLuil, OCyLecTBAAIOLLIMX NEPBUYHOE 3HA0NPOTE3MPOBa-
HUe opoUTbI, N He TaK MHOTO (habpuK MO M3rOTOB/IEHUIO
Hapy>XHbIX MPOTE30B. JTO YC0XKHAET 1 6e3 TOro TPYAHbIN
MpOLLECC rNa3HOro NpoTe3NpPoBaHnAa 4N AeTeil: UM Heob-
X04MMa Mepuomyeckas CMeHa Hapy>KHbIX MPOTe30B No
mMepe pocta opbuThbl, 4TO 06YCNOBAMBAET AOMOSHUTE b-
HYI0 (PMHAHCOBYHO HArpy3Ky Ha pPOAWTENeN, CBA3AHHYIO
C NnocelleHnem ropogos, rae 6asmpyoTca Heob6xoavMble
ueHTpbl [13]. C 2020 r. B Poccuum petu, nepeHeclume
3HYK/eaumno ogHoro rnasa no nosofy Pb, moryTt npeteH-
[,0BaTb Ha UHBANNAHOCTbL M NOMy4YaTb COOTBETCTBYIOLLME
couuanbHble NbroTel. B HacTosWMiA MOMEHT nogbop
CTaHAapTHOr0 Hapy)XXHOro NPOTe3a MHBAIMAAM, COrNacHo
cTatbe 11.1 ®denepanbHOro 3akoHa oT 24 Hos6psa 1995 r.
Ne 181-®3 «O coumanbHORM 3alnTe MHBaNUAOB B Poc-
cuiickoin depepaunn», MOXET OCYLLECTBAATLCS 3a CYeT
cpencTs (hefepansHoro 6ompkeTa U doHAa coumanbsHOro
CTPaxoBaHWsA, OLHAKO WHAMBUAYaNbHOE MNPOTE3npoBa-
Hue, obecneymBaroLLee NyyLW il KOCMETUYECKUI 3(deKT,
B JaHHOE CTaTbe He MPeayCMOTPEHO.

Mcuxonornyeckas nogfepXKka nNauMeHToB C  PeTu-
HobnacTomoi

Ha nyTv 0T NOCTaHOBKYM AnMarHosa o ucxojda 3abone-
BaHUS poguTenu geTeil ¢ Pb BCTpeyardT MHOFO C/IOXHO-
CTeN 1 NPOXOAAT HECKOJIbKO KpUTUYeCKnx Touek. CHava-
Na —pv Nof03peHUN Ha 3aboneBaHme y Bpaya no MecTy
XWUTENbCTBA, 3aTeM —NpPW NOCTAHOBKE OKOHYATeNbHOrO
OmarHosa B Cneuuanu3vpoBaHHOM LEHTpe, Ha aTane
NeYeHns U BOCCTAHOBNEHWS NOC/E Hero.

BecrnokoicTBO 1 4yBCTBO HeonpeaeneHHOCTU POAu-
TeNN HAYMHAIOT UCMbITbIBATH A0 NONYUYEHUS OKOHYaTe b-
HOro AMarHo3a, HaxoAfCcb Ha NpMeme y Bpaya Mo MecTy
XUTENbCTBA, KOTOPbIA MOXeT TOMbKO NPesnonoXuTb
Hafmune B rnasy HOBOOOGPa30BaHMA 3/10Ka4eCTBEHHON
npupogbl. Tpesora HapacTaeT nocfie NOCTaHOBKM Aua-
rHo3a B CMeuuannm3MpoBaHHOM LEHTpe, rae GakTopom,
YCUNMBAKOLWMM CTpecC, ABNAETCA OTCYTCTBME OCBEAOM-
NeHHOCTU 0 3a60/1eBaHNM NPU OCO3HAHWM €ro 3/10Kave-
CTBEHHOCTW. JTOT Haya/bHbIiA 3Tan poauTenn OMUCHI-
BalOT KaK OYEHb CNOXHbI U TeMHbIli nepuog. OfgHako
KpaTkoe 06bACHEHME cyTu 3aboneBaHWs W MPOrHO30B
NMOMOraeT CHU3UTb YPOBEHb TPEBOIW: POAMTENN MOHUMA-
IOT, YTO Yallle BCero peyb et o 6opbbe He 3a XU3Hb, a 3a
rnas [9, 19, 20]. Tsaxenee BCero poAuTeNsaM [aeTcs BOC-
npuaTHe MHOPMAaLMM O HEBO3IMOXHOCTU COXpPaHeHus
rnasa, Korga aHykseaumus ocTaeTcs eANHCTBEHHbIM METO-
oM nedyeHus PB. B atom cnyyae poanteny moryT UCnbl-
TbIBaTb NPOTUBOPEUMBbIE YYBCTBA: HEMPUATUE MbICN 06
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yfhaneHuu rnasa u obneryeHue oT TOro, 4TO 3Ta npoue-
[lypa MOXET MPUBECTU K NMONHOMY BbI3L0poB/eHuI0 [19].
CTOMT TakXKe OTMETUTb, YTO 3a4aCTYI0 POAUTENN THKeNee
BOCNPMHUMAIOT HEO6XOAMMOCTb YyAaneHWs rnasa, 4Yem
(hakT BbIBNEHWA 3N10Ka4yeCTBEHHOM onyxonu. CuTya-
LUMA MOXET OC/IOXHATbCA TEM, YTO HEeKOTOpble CeMbMU
OTKa3blBalOTCA MPUHATb 3HYK/Ieauulo Kak feqyebHblin
MeTO[ M3-3a COUManbHOl CTUrMaTm3auum, ownboYyHoro
NpeiCTaBNeHNA O Pe3KOM YXYALIEHUM XWU3HU pebeHka
nocne onepawuum u NPeanoNoXKeHUA, YTO B APYTUX KON~
HMKax CYLUeCTBYIOT anbTepHaTUBHble MeToAbl 6Opb6bI
¢ P6. OgHako OTNOXXeHHOe Havano eveHuns, cBsA3aHHOe
C NOMbITKaMy HakTW Apyrue BapuaHTbl, MOXET NPUBECTU
K pacnpoCTpaHeHMo ONyxXonun 1 BO3MOXHOMY fieTanbHO-
My mncxogy [5].

Ha aTom 3tane poauTensm MOXeT MOMOYb BCTpe-
Yya C NCUXONIOrOM, KOTOPbLIA MpoBefeT 6ecefy C HUMMK
M C pe6eHKOM W APYTUMU CEMbAMM, Y>Ke MPOLLIeALNMA
3TOT MyTb: 3TO BO3MOXHOCTb «3arfsHyTb B OyayLlee»,
YBUAETb MaeHbKYHO HYaCTb UXXKU3HU U NMOHATb, 4TO pebeHoK
CMOXXET XXUTb 1 BECTN cebs COBepLUEHHO HOpMasbHO [19].

[na TOro 4to6bl NOBLICUTb WMH(OPMUPOBAHHOCTb
poauTeneii O MNPeACTOsLLEM JieYeHUM W MPOTHO3e,
R.L. Panton et al. Hawanm cnocob nojaBaTb TaKyto
MH(OPMALMIO C NOMOLLLIO CreLnanbHbIX UANICTPaLMiA,
MoKasblBalLWmMX «cyabby» naymeHToB ¢ Pb rpynn A—E:
CKONbKO KYPCOB M KAKOro Tuna nevyeHme 06bIYHO Tpeby-
eTCcA B KaXAOW M3 rpynmn, Heobxoauma nn 3HykKneayms,
Kak [ONro npofomkaercs HabnogeHne. ABTOpPbl Noj-
YepKUBatoT, YTO BMU3yanusauus 6onee ahPeKTBHA, YEM
YCTHaa UNM NUCbMeHHas peyb, 0CO6EHHO NpU MHPOPMU-
pOBaHUW NIOAEN, HAXOAALLNXCS B COCTOAHMM CTpecca npu
NPUHATAN MESMLMHCKNX peweHnii [20].

KomaHga cneymanuctoB no Pb Koponesckoit JTOH-
LOHCKOM 60MbHMLbI paspaboTana mporpaMmmy, KoTopas
COoYeTaeT NOCTOAHHYIO NOAAEPXKKY, perynspHoe obuieHune
C aKTVBHbIM MOAXOLOM K NpefoTBpaLleHnto npobneM Ha
K/KOYeBbIX 3Tanax fiedeHns Pb, npu atom 0coboe BHU-
MaHuWe yoensioT AeTAM, KOTOpbIM TpebyeTcs aHyKeaLus.
MMockoNbKy MHOTME pOAMTENN B MOMEHT MOCTaHOBKW
AmarHo3a MOryT HaxoguTbCA B COCTOSHWMM LUOKA, WX
CHabatoT NMUCbMEHHON MH(opMayueid 0 3ab6oneBaHNM
M [alT Bpems CaMOCTOATE/IbHO O3HAaKOMUTLCA C Hei
foma. Ha cnegyowmii geHb MefWLMHCKas cecTpa 3BO-
HWT, 4TO6bI OTBETUTb Ha BOMPOCHI U ONpPeAennTb, Kakas
nofjepxka Tpebyerca cembe. Bpauu-cneumanncTol Tak-
XKe Bcerfja rotoBbl MOrOBOPUTL C POAUTENAMM, €CAN 3TO
Heobxogumo. lMocne NpMHATUA peweHus 06 yganeHuu
rnasa KomaHja MNOALepXMBAeT MOCTOAHHbIA KOHTaKT
C POACTBEHHWKaMW, 4TO6bl OHW 4YYBCTBOBa/M MOJSIHYHO
NOLAEPXKKY Ha MPOTSXKEHMM BCero npouecca. Poaute-
NSIM HasHauyaeTCs BCTpeya 3a 4eHb 40 onepauuwu, 4Tobbl
06CyaunThL Mpoueaypy U pasbACHUTbL MM MAaH NevyeHus.
Ha BCTpeuy peKOMeHAYIOT B3ATb 6paTbeB U cectep. MNpu
o6LeHNn C JeTbMW CreuunansHas  «urposas» Megu-
LUMHCKas cecTpa MCNofb3yeT UrpyLIeYyHOro gMHO3aBpa,
Yy KOTOPOro eCTb MarHWTHbIA CbEMHbIN a3, 4TO N03BO-
NAET B MOHATHON feTaMm (opMe 06BACHWUTL NPoUeaypy
M NOAroTOBWTL K Hell. B nocneonepalMoHHOM nepuoje
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HanaXnBaeTCca KOHTAKT C MEAULMHCKAM NepcoHanom no
MECTY XWUTeNbCTBA M B CAyyae He0OXOAMMOCTW MPOBO-
ouTcs ero obyuyeHue ans BefeHWUs Takmx nauneHTtos [9].
Cam no cebe CNOXHbIA NpoLecc agantaymm s pedbeHka
MOXeT YCyrybuTbCa HacMellkamy CO CTOPOHbI ApYrux
[eTeli B LWUKOJIE WM APYFOM AEeTCKOM KOonnekTtuee [21—
24]. UT0ob6bl 3TO NpegoTBpaTMTh, CMeLMann3mpoBaHHbIM
MCMXONOroM NPOBOAUTCS BCTPeYa C yUYUTensaMu M O4HO-
KnaccHukamu. Bce aTu Mepbl 0YeHb NMOMOralT pebeHKy
N ero cemMbe rnepeHecTun aHykneauuto [9].

HeobxogumMo O0TMeTUTb, YTO 3a Py6eXXoM MefuLMH-
CKMEe CecTpbl LUIMPOKO 3aHMMaKOTCA BONPOCaMun NOALEePX-
KU MauMeHTOB KakK Ha MpakTUKe, TaK U TeOpeTUYECKH,
n3yyas creumanbHy0 nuTepaTypy 1 ny6ankys HaydHble
cTatbn [9, 25—27]. VIMEHHO OT MEAULMHCKUX cecTep
poauTeny NOMy4atoT MEPBYID MOMOLb, KOrfa CTanku-
BAlOTCA C HEOOXOAMMOCTbIO YXaXMBaTb 33 KOHBIOHKTU-
Ba/bHON MOMOCTBIO M NPOTE30M, YTO MOXET BbI3blBaTb
Y HAX 3MOLMOHaNbHble TPYAHOCTU: YYBCTBO OAMHOYECTBA
M NoTpebHOCTb B NMOMOWM. Takke B 3TOT HEMpPOCTOWN
nepuog poanTeNin MOryT NOMYYNTb COBETbI OT POAUTENEN,
Y>Ke NpoLUesLwnX aToT NyTh [19].

KayecTBO XW3HN

OueHKa KayecTBa XXM3HU, CBA3AHHOIO CO 3[0POBLEM
(Health-Related Quality-of-Life —HRQOL), B HacTos-
Lee BpeMs SBASETCA CTaHAAPTHOM YacTbio KIIMHUYECKUX
ncnoiTaHnin [28]. Ana oueHkn HRQOL geteit ¢ PB nnm
MepPeHeCLUMX ee MOXHO MCMO0/b30BaTh PasIMYHbIe ONPO-
cHuku, Hanpumep Kidscreen, SF-36 n PedsQL. C wux
MOMOLLbI MOXHO OMpefennTb (Pu3myeckue, 3MoLUO-
Ha/ibHble, NMCUXNYECKNE, COLMabHbIE N MOBEAEHYECKME
KOMMOHEHTbI 6narononyyus.

B uenom pgetam ¢ Pb n ux poautensam BO MHOMUX
CTpaHax npucyLye 605ee HA3KOEe Ka4ecTBO XXU3HU, YEM KX
3[J0pOBbIM CBEPCTHMKaM. HeratmBHbIM (hakTOpOM SiBASA-
eTCcA MNO34HAS CTagusa 3aboneBaHUs, MO3UTUBHbBIMKM —
Ma4Wmnin  Bo3pacT B MOMEHT MOCTaHOBKM AuarHosa
1 BbICOKas OCTPOTa 3peHMs NapHOro rnasa. [Mo3MTuBHOe
BAVAHME MNAfLLIEr0 BO3pacTa MOXET 3aK/yaTbCs B TOM,
YTO MaJieHbKUe AeTW MOryT He MMeTb BOCMOMWHAaHMWI
0 3abofieBaHMM U CTpecce, CBA3AHHOM C JIEYEHUEM,
N, TaKUM 06pas3oM, Nyylle aganTMpoBaTbCa B 06LLECTBE
Mo cpaBHEHUIO € 6osiee cTapwMMK naymeHTamm [21, 24,
27]. B 06LLeM KauyecTBE XXU3HMW Y MaLNEeHTOB C 04HO- Ux
[BYCTOPOHHMM MOP&XXEHMEM pasHuULbl He OTMeYaeTcs,
OfHAaK0 nauueHTaM C [BYCTOPOHHeil PB CBOICTBEHHbI
60ee HM3KME NoKasaTeNn MNCUXON0TMUYECKOT0 340P0BbA
[29].

BonbHble PB geTu yalle nponyckawT LWKOoMy 13-3a
601€3HM 1 MoceLeHNa 60NbHULL, HTO MOXET BANUATbL HA UX
YCMNeBaeMOCTb U CMOCOBHOCTb KOHKYPMPOBATb C ApYTrMU
LeTbMMW. 3a4acTyl0 CU/IbHO CTpagaeT (hM3nMYecKMini KoOM-
MOHEHT KayecTBa XXWU3HWU: MayMeHTbl MOFYT UCMbITbIBATb
npo6aembl ¢ X0A4b00i, 6erom v NOAHATAEM TSHXKECTEW, UM
TpebyeTcs 60/bLUe NOMOLLM B yXx0fe 3a coboii. etn ¢ Pb
yawle >xanyrTca Ha 601K, NoJaBneHHOE HAacTPOeHMe,
rpycTb, CTpax W HU3KMWIA YpPOBEHb 3Heprum. OHM MoOryT
NCMbITbIBaTb 3MOLMOHAbHbIE U MCMXON0TUYECKME MPO-
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61eMbl M3-3a KOCMETUYECKOT0 fe(heKTa, HU3KOr 0 3peHns,
HaCMeLLEeK CO CTOPOHbI CBEPCTHMKOB W HEXeNaHus npu-
HUMAaTb UX B CBOM Urpsbl [21, 22, 25, 30—32].

CTOMT OTMETUTb, YTO B HEKOTOPbIX Pa3BUTbIX CTPaHax
KayecTBO XXN3HW NaLMeHTOoB C Pb MOXeT He 0T/In4aThes,
a no Apyrum napameTpam nokasblBaTb ¥ NydLIne pesynb-
TaTbl, YeM Y 340POBbIX AeTeli: UM CBOMCTBeHHA 60/bLUas
CaMOCTOATE/IbHOCTb, XOpOLUee HACTPOeHWe U aydylive
OTHOLLEHUA B ceMbe [28].

PoauTenn npu aTOM Takxe BbICOKO OLLeHMBAIOT Kaye-
CTBO XXW3HW CBOUX AeTei, XOTA B Le/IOM UM CBOMCTBEHHO
€ro 3aHWXaTb, YTO MOXET ObITb CBA3AHO C MEPeOL,eHKO
3MOLMOHAbHOIO CTpecca U HeJ00LEHKOM CNOCOBHOCTM
pebeHka K agantaumn [22, 25]. Camn poauTenn Toxe
MCNbITbIBAKOT CHVXXEHME KauecTBa XXMU3HW, 60nee HU3KNii
YPOBEHb 3HEPT UMW N XXU3HEHHOI cunbl [24, 27].

MHorwue B3pocsble N0aun, nepeHeciie Pb B getctse,
BCE elLle CuMTatoT ce6s orpaHMUYeHHbIMU B pa3HblX chepax
XU3HU: B LLKOME, Kapbepe, MOBUABHOCTM W CNOPTeE, YX0-
[ie 3a coboii 1 OTHOWEHMNAX. OTMEYEeHHbIe OrpaHNYeHus
B OCHOBHOM CBAi3aHbl C yXyALIEeHNeM 3PEHUS U OXKULaHW-
€M HeraTuBHOI peakLMn Ha BHELIHWUIA BUA U3-3a FNa3Ho-
ro npotesa. OKONO YeTBEPTU PECNOHAEHTOB B OAHOM W3
nccnegoBaHnii pacckasanum, 4To PB noBnausna Ha BblGop
npoeccuun, u 4YeTBepTb PECNOHAEHTOB WCMbITbiBaNa
OrpaHu4YeHuns Ha paboTe M3-3a HU3KOIO 3peHus. Takxe
YeTBEPTL B3POC/bIX, NepeHecwnx Pb, noxanosanacb Ha
TPYAHOCTW B MHULMMPOBAHWUW W NOALEPXAaHUUN BNN3KNX
OTHOLWEHWI K3-32 HEYBEPEHHOCTU B cebe mnm crpaxa
ObITb OTBEPrHYTbIMM M3-3a KOCMETMYECKOro AedekTa.
ELle o4HMM BaXXHbIM (haKTOPOM OblfI0 BAUAHWUE Hacnes-
CTBEHHOIi Pb HaXenaHue umeTb geTeid: 12 % Bcex nepe-
Hecwunx PB mayMeHTOB peLlnin He 3aBO4MTh JeTel n3-3a
pucka pa3suTus 3abonesaHus y notomcrsa [33]. MHorue
B3POC/ible MMEKT KAuyecTBO XXWU3HW, PaBHOE OCTalbHOA
nonynauun, HO UCMbITbIBAKOT 60/bLUE NPOBAEM C NCUXK-
YeCKMM 340POBbEM, BbI3BAHHbIX OLLYLLEHWEM OTAINYNA OT
LOpYyrux n Tpaenei B getctee [23]. CornacHo gpyrum gaH-
HbIM, TEM He MeHee nepeHecwme Pb nogn 6onee Gpursmn-
YeCKM aKTUBHbI, MeHbLUEe NOABEPXKEHbI BAUAHWNIO 3MOLLMN-
OHa/IbHbIX NP06aeM 1 PU3NYECKO 60/ Ha BbIMONHEHNE
NoBCeAHEBHbIX 0653aHHOCTeR [34].

B ncuxonorun cyulecTsyeT KOHLeMNuus nocTrpasma-
TUYECKOro pocTa, KOTOpPbI onpeaensieTcs Kak nosioXxu-
TeNlbHOE MNCUXONOrMYecKoe W3MeHeHWe, BO3HMKaloLlee
B OTBET Ha TAXeNoe XU3HeHHoe cobbiTue. MocTTpaBma-
TUYECKUIA pOCT 4acTo HabNoAaeTCs y NepeHecLlmx 310-
Ka4yeCcTBEHHOe 3abosieBaHMe MOLeA M CONPOBOXAAETCS
MO3UTUBHBIMU U3MEHEHUSAMUN B HECKONbKNX Chepax Kun3-
HW: coumanbHble CBA3KM (OTHOLLEHWNSA B CEMbE U C 4pY3b-
AMW), NNYHbIe pecypcbl (MO3UTMBHbLIA B3rNag Ha Mup,
BbICOKasA LLEHHOCTb XXWU3HW, XXU3HEHHbIE CU/Tbl) U HaBbIKK
npeofoneHuns TpygHocteit [35]. 3TUM hEHOMEHOM MOX-
HO 006BACHUTBL Nyulliee KayeCTBO XMWU3HW deTeli 1 B3pocC-
NbIX, NepeHeclwnx PB, B HEKOTOPbIX CTpaHax.

B03MOXHOI MPUUYUHOK MPOTUBOPEUMBLIX pPe3y/bTa-
TOB B pPa3HbIX CTPaHax MOXET ObITb 60/1ee BbICOKMI YpPO-
BeHb MeJULMHbI B PasBUTbIX CTPaHax, a cefoBaTenbHo,
CBOEBPEMEHHAA AMarHOCTNKA U BO3MOXHOCTb M36eXaTb
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pagukanbHOro neuveHus. Hanuuue cneumanbHbIX Mpo-
rpamm peabunutauuu, BKAKYAKLWKNX NCUXONOTNYECKYHO
NOLAEPXKKY CeMEN WM NOATrOTOBKY OKPYXEHMUSs, Takxke
obnervaet npouecc agantauun [31].

OXunpgaemo, KauyecTBO XMW3HW NaLWEHTOB, MepeHec-
WMX 3HYK/eauMo No TOW WAW WHOW NpUYMHE, Takke
OKasblBaeTCH HWKe, YeM B NONYNALUU, U CONPSKEHO
c 605iee BbICOKMM YPOBHEM CTpecca u Tpesorn [36—38].
Ha KayecTBO >XXWM3HW OKa3blBalOT BAUSAHWE MOS, BO3PACT
MOCTaHOBKM [AMAarHo3a, YAOBMETBOPEHHOCTb MPOTE30M
M NOPaXEHHOCTb OHOro nnu oboux rnas. bonee Bbico-
Kune nokasatenu npucywin Manbyukam; [eTsam, Aua-
FHOCTMPOBaHHbIM B 60Nee paHHeM BO3pacTe; B CAy4asax
OA4HOCTOPOHHEr0 MnpoLecca W LeTAM, YA0BIeTBOPEHHbIM
NPOTe30M. Y [OBNETBOPEHHOCTb FNasHbIMKU MNpOTE3aMy,
B CBOK OYepefb, yylle y AeTeil, XUBYLWNX C 060Mmu
n c paboTalLUMn POSUTENAMU N B CEMbAX C BbICOKUM
foxonom [39].
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3akntoueHne

XKu3Hb pebeHka, CTpafaroLero WM NepeHecLUero
PB 1 3HyKfeauuio, a TakXe ero Cemby CYLLECTBEHHO
MEHSIETCA, U Yalle BCEro He B /yULIYHO CTOPOHY. [eTam
NPUXOANTCA NPUCNOCabNnBaTbCA K MOHOKYISPHOMY UK
CHVKEHHOMY 3peHWI0, KOCMEeTUYECKOMY fedeKTy, B Cy-
Yyae Hanuumsa npote3a 06y4yaTbCs yxomy 3a HUM. Takume
[eTn MOTyT UCMbITbIBaTb TPYAHOCTW B 06YYEHUN U B3au-
MOZENCTBMM CO CBEPCTHMKAMM, OrpaHUYEHNs B Bbibope
npoteccun n cTpax nepes cosfaHnem cemby B GyayLLlem.
Tem He MeHee Npu CBOEBPEMEHHOM LMArHOCTUKE U Neve-
HUK, a TaKXXE JO/MKHON MCUXONOTMYECKON 1 PU3nYecKoi
peabunuTauumM nNauMeHTbl MOrYT MMETb Takoe Xe, a no
HEKOTOPbLIM NapameTpam U lyyllee KauyecTBO XU3HU, YeM
MX CBEPCTHUKMN. VIMEHHO NMO3TOMY CTOWUT YAensTb BHUMA-
HUE He TO/IbKO (PU3NYECKOMY, HO 1 IMOLMOHAabHOMY bBna-
rononyynto Takmx nawueHToB, U paspabaTbiBaTb cneuua-
NN3UPOBaHHbIE PeabunnTaLnoHHbIe MEPONPUATUS.
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