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KauecTBO }un3HU U cybbeKkTMBHOE
bnarononyuve feteun n yxaxuBaioLmx
3a HUMU poanTesien Ha passIUYHbIX
3Tanax ajsioreHHOM TPaHCNaHTauuu
reMono3TUYECKUX CTBOJIOBbIX KITETOK

H.C. Hukonbckas, A.E. XanH, M.A. EBooknmosa, J1.H. LLlenuxosa, 10.B. CkeopuoBa

@IBY «HaumoHanbHbI MEANLIMHCKUIA NCCIIER0BATENbCKUI LIEHTP AETCKOM remMaTosiornm, OHKOIorm
n uMmyHosormm uM. [imutpus Poravesa» MuH3apasa Poccum, Mocksa

B pnaHHoM paboTe npefcTaBneHbl pedynbTaTbl U3yYeHUs CyObEKTUBHOM OLEHKM NauMeHTaMu n ux
poANTENSAMM BNMSAHWA 3abonesaHnsa geTen n NPOBOAMMOIO UM NleYeHUss METOAOM TpaHCNNaHTaLmm
reMOMo3TUUYECKMX CTBOMOBbLIX KNeTok (TICK) Ha KauecTBO NOBCEMHEBHOM SKMU3HU U OLLYLLIEHWE ee
Bnarononyuuns, a Takke acCOLMNPOBAHHBIX C HUMU UHAMBUAYASIbHbBIX M CEMENHBIX MCUMXOSIOMMYECKUX
chakTopoB. [onyyeHHble faHHble MMeIT 0Cobylo akTyanbHOCTb ANSA pa3paboTKu BONrOCPOYHbIX
KOMIMMEKCHBIX MPOrpaMM MCUXOSIOrMYECKOro COMPOBOKLEHUSA NAaLMEHTOB U UX peabunuTauum
BO BpeMs u nocne nposepnexns TICK. HecMoTps Ha HeyracaloLmii uccnenoBaTenbCKuii MHTEPEC
K TeMe [IMHaMMKN KayeCTBa }KM3HWU NMaLMeHTOB pPa3HOro BO3pacTa U C pasHbiMW fMarHo3amu B
npouecce TICK, cnegyeT 0TMETUTb NPOTMBOPEUMNA B MOSTYUEHHbIX pesynbTaTax, a Takxke aeduuut
paboT C NOHrMTIOAHBIM AM3aiHOM, NpeanonarawwmM obssaTenbHyl0 OLEHKY MUCCrefyeMblX
napaMeTpoB [0 TpaHCcMNMaHTaumn. B ctaTbe npeacTaBneHbl nNepsble pesynbTaTbhl MPOCNEKTUBHOMO
MCCNefoBaHUs KaueCTBa XMU3HK U MoKa3aTenen cybbekTnsHoro bnarononyums nauneHtos 8—18 net
C OHKOreMaToNorMyeckMMmU, UMMYHHBIMU 1 FEMATONOrMYeCKUMMN 3aboneBaHNAMU U X poauTenen
Ha 3Tane NOAroTOBKM K TPaHCMMaHTaLuu, a Takke Ha 3—4-i Hepene m cnycta 3 Mec nocne TICK.
NccnepoBaHve 0406peHO HE3aBUCUMBIM 3TUYECKUM KOMUTETOM U YTBEPXKAEHO PELLUEHNEM YUEHOr O
coseta HMUL A ON vm. OmuTpus Porayesa.

KnioueBble crnoBa: kKauecTso »u3Hu, auctpecc, cybbekTusHoe braronosyumne, BeTH, MOAPOCTKM,
pOANUTENN, TPAHCIIIAHTALMSI FeMOMNOSTUHYECKUX CTBOITOBbIX KITETOK, CEMEViHbIe (haKTOPbI, UHAUBUAYATTbHbIE
gbaxTopel
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Quality of life and subjective well-being of children
and caregivers at different stages of allogeneic hematopoietic stem
cell transplantation

N.S. Nikolskaya, A.E. Khain, M.A. Evdokimova, L.N. Shelikhova, Yu.V. Skvortsova

The Dmitry Rogachev National Medical Research Center of Pediatric Hematology. Oncology and Immunology of Ministry of Healthcare
of the Russian Federation, Moscow

This paper presents the results of our study of the subjective assessment of patients and their parents of the impact of disease
and treatment with hematopoietic stem cell transplantation (HSCT) on the quality of their daily life and feeling of well-being,
as well as of individual and family psychological factors associated with the quality of life and well-being. The data obtained
from this study are particularly relevant for the development of long-term, comprehensive programs of psychological follow-
up and rehabilitation of patients during and after HSCT. Despite a constant research interest in changes in the quality of life of
patients of different ages and diagnoses undergoing HSCT, there are some discrepancies in the reported results and a lack of
longitudinal studies where the parameters of interest are measured before transplantation. Here, were report the initial results
of our prospective study that evaluated the quality of life and measures of subjective well-being of patients aged 8-18 years
with hematological malignancies, immune and blood diseases and their parents during the preparation for transplantation, and
then 3—-4 weeks, and 3 months after HSCT. The study was approved by the Independent Ethics Committee and the Scientific
Council of the Dmitry Rogachev National Medical Research Center of Pediatric Hematology, Oncology and Immunology, Ministry
of Healthcare of the Russian Federation.

Key words: quality of life, distress, subjective well-being, children, adolescents, parents, hematopoietic stem cell
transplantation, family factors, individual factors
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paHCMMaHTauma reMonoaTUYECKUX CTBOJIOBbIX
knetok (TFCK) asnsetcs ogHuM us Haubonee
OMHaMUYHO Pa3BMBAIOLLMXCS METOLOB NEYeHUs.
PacTylilee 4MiCIO NALMEHTOB, a TaKkKe BKIIOUEHWe B
MYNbTUOMCLMNIMHAPHBIE KOMaHIbl POCCUIACKMX KIMHUK
CrneunanuncToB NCMXocoumnanbHoro nNpoduns nosso-

NS0T NOLONTW K BOMPOCY NPOBEAEHUsI UCCEefoBaHUM
pasnuuHbIx ncmuxonornyeckunx acnektos TICK, a Takxke
penaioT ux Bce bonee BocTpeboBaHHbIMU KaK B TeopeTu-
YECKOM, TaK 1 B MPaAKTUYECKOM MMaHe.

N3yueHne BnusiHus BonesHn u ee OTAANEHHbIX
MOCMEACTBMI Ha KauecTBo mu3HK (K¥K) 1 cybbekTneHoe
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6narononyune CTaHOBUTCA BaskHbIM OPUEHTUPOM Ans
MOCTPOEHMSA KOMMMIEKCHBIX NMPOrpaMM COMPOBOMAEHMSA U
peabunutaumm [1].

MoHATMA KauecTBa XKU3HU U cybbeKkTMBHOro bnaro-
nonyuus

KX nauweHTOB, Mpolwegwunx pasnuuyHbie BuAb
feyeHuns, TPaAMLMOHHO PacCMaTpMBaeTCA KaK MHOMo-
MEpPHbIA KOHLENT U aKTUBHO WUCCllefyeTca nocriefHue
necatuneTus [2, 3]. BblnensioT Takue ero napameTpbl,
Kak husnueckoe, NCMXONOrMyeckoe, IMOLMOHaNbHOE 1
coumanbHoe hyHKUMOHMPOBaHWe YenoBeka. B noHsTum
KX pasnuyaioT 0B6beKTUBHbIN, CBA3AHHBIN C BHELLUHUMM
YCNOBUAMU, U CYDBEKTUBHBIN, CBA3AHHbIA C OLIEHKOM
YerioBEKOM YOOBMETBOPEHHOCTU CBOUX NOTpebHOCTEN,
acnektbl [4]. HecMoTpsa Ha pasHuuy B onpeaenieHusix,
0bLLUMM sIBNSIeTCH yTBEPsKAEHMe, UTO BOCNpUSTUE U CYbb-
EKTUBHasi KOTHUTUBHAs OLLEHKA TOTO BIIUSIHUS, KOTOPOE
BonesHb 1 ee neyeHe 0KasbiBAIOT Ha MOBCEOHEBHYIO
M3Hb, ABMAITCA UHAMBUAYASIbHO-NIMYHOCTHBIMU Napa-
METPaMM U He 3aBUCAT TOJIbKO OT KITMHUYECKUX XapaK-
TEPUCTMK.

[na 6onee MomHOro MOHWMaHMSA B3aMMOCBA3EN
MEeOUUMHCKUX WM MCUXONOrnyecknx akTopoB B
nocfiegHve rofbl U3yvyeHne acCOLMMPOBAHHOIO CO
3gopoBbeM KX Bce yallle JOMOSHAIOT MCCNEeAoBaHWEM
cybbekTnBHOro Bnarononyunsa. OHo xapakTepuayeTcs
3MOLIMOHaMNbHLIM COCTOAHMEM nauueHTa, BanaHcoM
€ro Mo3WTUBHOIO U HeraTBHOrO addheKTOB, a Takxke
KOTHWUTMBHOW OLEHKOW YLOBMETBOPEHHOCTU YENOBEKOM
CcOBCTBEHHOM KM3HbIO, OLLyLLIeHWeM cyacTbs. KX npea-
cTaBnseT cobol oueHky 6n1aronpuUATHOCTM BHELUHMX
ycnosui ana 6narononyyns u MoskeT BbITb OLEHEHO B
TOM uucCne BHelIHUM HabsiopaTteneM, HanpuMep poam-
TerneM nauueHTa ¢ OHKonorudeckuM 3abonesanvem [4].
Torpa Kak cybbekTuBHOe bnarononyuve pasHbix Miopen,
“MeloLLMX BnM3Koe C TOUKM 3peHNst 0O BbEKTUBHOM OLIEHKM
COCTOSIHME 3[0POBbS, MOXET HE COBMafaTb, Tak Kak
0nocpenyTcs pasnuyHbIMK MHAMBMAYASIbHBIMM (haKTO-
pamMu (0MUOAHUAMM, KU3HEHHON Mosuumein u ap.), a
TaksKe 0CODEHHOCTAMM COLMANbHOrO OKPYKEHUS W ero
noanepskku [4-6].

MUccnenoBaHue KauecTBa }KU3HU B JE€TCKOW OHKO-
noruu/remaronoruu

Ha koHTpacTte ¢ 6onbwumM 06beMOM UcCnenoBaHuin
KX B3pocnbix nauneHToB Ha pa3nuyHbix aTanax TICK
“CcCnenoBaHus B NeAMaTpuM NO-MPeXHeMy He Tak MHOMo-
uncnenHsl [2, 7]. aHHble pOCCUICKUX WCCIIERoBaHMA
MOKa eAyHUYHbI ¥ NPENCTaBMNEHbI B OCHOBHOM B JOK/1afax
Ha npodunbHbIX KOHdepeHuusx. Mo pesynbTaTtaM psapa
nccnenosanuii KX getert 1 noapocTKOB, MPOLUEALINX
TICK, MoeT CHMKaTbCA Ha BCex dTanax AaHHOro BMAA
feYeHVs B CBSI3W C Harpy3kaMu npedbigyLue Tepanuu, a
TaKKe C 0COBbIMU KNMHWUYECKUMU, OPraHN3aLMOHHbBIMY,

Bonpock! reMaTonorin/OHKONOM M 1 MMMYHONATOMOM MM B NeauaTpum
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coumasnbHbIMK YCIOBUAMM CaMOW TpaHCMnaHTaumu, a
TaK}Ke 3MOLMOHaNbHO-NTMYHOCTHbIX peaKkLmMii Ha 3TOT BUA
neyenusa [8, 9]. TeM He MeHee OTMeuaeTCs NPOTMBOpE-
YMBOCTb B MOMYYEHHbIX AaHHBIX O AMHaMuke KXK naum-
€HTOB, a Takxke AednUMT MPOCMEKTUBHBIX NCCNEA0BaHNI
C NIOHrUTIOOHBIM AM3aMHOM, MPeAnonaraloLmnMM OLEHKY
KX 0o v 3aTeM B pasnnyHbIx TOUKax Noce TpaHCmaH-
Taumu [10]. PesynbTaTbl UCCEQOBaHW OEMOHCTPU-
pyIOT, YTO NauMeHTbl HanpaensTca Ha TICK ¢ yxe
CHUeHHbIM KK, KoTopoe eLle Bonee 3HaUMMO CHUKa-
€TCS HEeMOCPEACTBEHHO Cpa3sy Mocnie TPaHCMnaHTauum
(Ha aKTMBHOM aTane neyeHUst B CMeLMUanM3npoBaHHbIX
oTaenenvsx). B nepuop Mexay 4 Mec 1 1 rogom nocne
TI'CK HabriopaeTca nocTeneHHoe BO3BPaLLEHWe napaMe-
TpoB KX K npenTpaHcniaHTaUMOHHOMY YPOBHIO, OHaKO
AOCTUraeT fil OHO HOPMAaTMBHbIX 3HAYEHWIN, OCTaeTcs
AMCKyCCHOHHbIM [7, 11]. OTMeuaeTcs Takxe pasnuuve B
TOM, Kak oueHmBaloT KK camu naumeHTbl M MX poguTeni.
Camu naumeHTsl, npowepwne TICK, MoryT oueHvBaThb
cBoe KX Ha TOM ke ypOBHe MMM aske Bbllle, YeM Mony-
NAUMOHHAA HOPMa, TOTAa Kak UX poauTenu OLeHMBaloT
ero Huxe [12].

[aHHble 0 B3anmocBszsax napametpoB KK naumeHTos
C PasfMyYHbIMK CoLManbHO-AeMOrpatdnyecKnMm, KIMHU-
YECKMMU, VHAMBWAYaSbHBIMU U CEMENHBIMU XapaKTepu-
CTVMKaMM TaKKe NPOTMBOPEYMBLI U OCTaBNAIT bosbLuoe
none AnfA panbHenwero usyyenus. S. Phipps un coasT.
0TMEYaIoT BO3MOXHYIO CBA3b KXK ¢ coumanbHOo-3KOHOMM-
UECKMM CTaTYCOM U COLManbHON KOMMETEHTHOCTbIO [13,
14]. Opyrve e “ccrenoBaHWs He HaXOOAT accoumMaLmin
Mexay KX 1 Bo3pacToM Ha MOMEHT TpaHCnaHTauuu, a
TaKske MosioM naumenTos [15, 16]. B LuenoM otMevaeTcs,
YTO MapaMeTpbl, CBSA3aHHblE C DOME3HbIO U NEeYEHHEM,
OKa3blBaloT MeHbLUee BnuaHMe Ha KX B cpaBHeHuM ¢
WHOMBMAYANbHLIMU M ceMelHbIMM doakTopamm [10].

UTto kacaetca KX pogutenein Bo BpeMsi neyeHus
pebeHka ¢ nomowbio TICK, To noka3aHa CBSi3b YPOBHS
POAMTENBCKOro AMCTPecca C UX CouManbHO-3KOHOMMUYe-
CKUM CTaTyCOM, HO MpWU 3TOM OTCYTCTBMUE KOPPENsALMM
C KakuMu-nnmbo xapakTepucTukamu 3aboneBaHus unm
feYeHNs NaLMEHTOB, @ TakXKe 1X BO3PaCTOM WK MOJSIOM
[8]. Ha oTmaneHHbIx 3Tanax (MpMMepHO Yepes nonroaa
nocrne TICK) nokasaHo 3HauuMTeNlbHOE yMeHblueHne
BCEX paHee OMarHOCTUPOBaHHbIX MPOSBIEHUI 3MOLMO-
HarbHbIX HapyLUeHit (NocTTpaBMaTMUeCcKoe CTPeccoBoe
PacCTPOICTBO, IeNpeccus 1 Ap.) U TakuM 0Bpa3oM Huse-
nupoBaHwue pasnuumii B KK poputenei BHe 3aBUCUMOCTY
OT TAKECTW QUCTpPEecca BO BPEMS NIEYEHUS METOAOM
TICK [17].

MATEPUAIbI U METO[1bl UCCJIELOBAHUA

MauuneHTsI
Wccneposanue nposopmtcs B IBY «HMULL IFON
uM. IMnTpus Porauesa» MuHsgpasa Poccum u siBnsieTcs
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yacTbio Bonee 06bEMHOr0 UCCNEROBaHMS NALMEHTOB
M yXasMBaIOLLMX 3@ HUMU POLUTENEW Ha PasfMyUHbIX
3Tanax annoreHHoi TpaHcnnaHTauuu. Mccneposanne
0000pEHO He3aBMCUMbIM 3TUYECKUM KOMUTETOM W
YTBEPKIOEHO pelueHneM yyeHoro coseta HMUL [M0U
uM. [muTpusi Porauesa. 3a nepwuog ¢ 2020 no 2024 r.
B UccrefoBaHue Bownu 47 nauneHtos (31 Manbumk u
16 pesouek) B Bo3pacTe oT 8 no 18 net (cpepHwit
BospacT 12,7 roga, CTaHAapTHOe OTKIMoHeHWe 2,58 rona)
C OHKoreMmaTonoruyecknmu 3abonesaHusmu (remo-
BracTosbl), annacTtudeckoin aHemuen (AA), nepsuu-
HbIMM uMMyHopedouumtamu (ML), a TaksKke Ux poanTenm
(cpemnuit Bo3pacT 40 fneT, cTaHLApPTHOE OTKIIOHEHWe
6,14 ropa) (pucyHru 1, 2).

MeTonb!

Bribop MeTonuMK onpepenancs UensaMu u 3agayamm
nccrnepnoBaHns. KoMnnekc MeTogoB AN NauMeHToB
W poauTenewn BkMw4Yan B cebd TeCToBble METOOMKM
N3yyeHus:

PucyHok 1

1) auctpecca (Ouctpecc-tepmometp (OT), Moaudou-
kauus HMULL OFOW um. OMutpus Poravesa);

2) KX (PedsQL SF-15-1; PedsQL — Moaynb no TICK;
PedsQL — Moaynb «Brninaxue Ha ceMbio»);

3) cybbekTuBHoro bnarononyuus (LLikana ynoenert-
BOPEHHOCTU Ku3Hbio (LLIYAXK); LLikana no3uTUBHbIX 1
HeraTuBHbIX nepeskuBaHuit 3. OuHepa (SPANE); LUkana
cybbekTmeHOro cuacTbs C. Jlio6omupcku (CC)).

[u3aiiH uccnepoBaHus

HacTosiLee nccnenoBaHne ABNSETCS BHYTPULEH-
TPOBbIM, HabnofaTeNbHbIM KOrOPTHBIM, MPOCMEKTUBHBIM,
HepaHAoMU3upoBaHHbIM. OCHOBHOW Lefblo ABMNseTCA
nsyueHve KXX, ero B3anmMocBssisein ¢ ypoBHeM CyObEKTUB-
Horo Bnarononyyns U gucTpecca y AeTein, NoapOCTKOB U
MONOAbIX B3POCIIbIX, 8 TAKXKE UX POAUTENEN B npoLecce
nposeneHust 1 nocne annorexnHon Tl CK. Mccneposanne
MPOBOAMIIOCH B 3 TOUKaX:

1) -1 Hep oT TI'CK Ha 3Tane KOHOMLMOHUPOBAHMA
(T1);

XapaKTepVICTMKa NnaunMeHTOoB, BKIOYEHHbIX B UCCllefoBaHne

Figure 1
Characteristics of the patients enrolled in the study

HSCT — hematopoietic stem cell transplantation; PID — primary immunodeficiency; AA — aplastic anemia
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XapaKTepucTKa poauTerien, BKIIOYEHHbIX B UCCIIea0BaHWe

Figure 2
Characteristics of the parents enrolled in the study
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2) +3 Hep oT TI'CK Ha akTBHOM 3Tarne nevenus (T2);

3) +12 Hepn oT TI'CK Ha oToaneHHoM 3Tarne fieveHus
(T3).

B rabrmue 1 npencraBneHa cxeMa UCCrenoBaHus.

CTaTUCTMUECKUIN aHanus

Insa cTtatucTMyeckon 0bpaboTKmM HaHHbIX UCMOSb-
30BafiM nporpamMMHoe obecneuenne XLSTAT v2020.4.1.
MpuMeHANM HenapaMeTpUyecKMe CTaTUCTUYECKUe
KpUTEepUK, NOCKOIbKY He Bbino 0BHapysKeHo HopManb-
HOrO pacnpepeneHus M3MepseMblX napaMeTpoB
BbIDOPKM.

PE3YJIbTATbI UCCITIELOBAHUA

He obHapy)eHO CTaTUCTUYECKM [OCTOBEPHbIX
pasnMuuin No KakMM-nnbo nccnemyembiM NCUxonornye-
CKMM MapaMeTpaM MauueHTOB M PoauTEnen B 3aBUCK-
MocTu oT Bupa TI CK.

MoWCK 3HAUMMBIX PasnNUuMin Mexay naumMeHTamm C
pasHbIMW OMarHo3amu Mokasars, YTo Npu OHKOreMaro-
norunyeckux 3abonesaHusx no cpasHeHunio ¢ AA petu
3HaumMMo Bornblue CTpafjaloT 0T HapylleHun dousnve-
CKOWl aKTUBHOCTM Kak napameTpa KX Ha T1 (H = 8,332;
p < 0,01) # uMetoT focToBepHO Bonee HU3KME MOKasa-
Tenu yAoB/IETBOPEHHOCTU $KM3HbIO Ha T3 (H = 4,235;
p < 0,05).

BospacT neteit He KoppenupyeT c napame-
Tpamu KX camux naumenToB. OpgHako Ha T1 popuTenu
Bonee Mnagmx geTen No CPaBHEHWIO C POAUTEMAMM
MOAPOCTKOB AEMOHCTPUPYIOT 3HauMMo bonee HU3Koe
KX cornacHo mopynio «BnusHue Ha ceMbio» no napa-
MeTpy «KorHutusHasa peartenbHocTb» (U = 304;
p < 0,05).

KX nauneHToB Ha T1 cormacHo X OLEHKE CHUXEHO
no wkanam «dusnyeckas akTUBHOCTbL>», «LLIkona» u
«HacTpoeHue», OHa TeCHee OCTaslbHbIX KOppenupyeT
C ypoBHeM ux gucTpecca (r = -0,619; p < 0,01). B 10

Tabnuua 1
Cxema nccnenoBaHuaA no 3 BPEeMEeHHbIM TOYKaM

Table 1
Study design at 3 time points

T1 (-1 Hep ot TI'CK)
T1 (1 week before HSCT)

BPEMS KaK POAMTENM 0TMeYaloT HanborbLuee CHUKeHNe
no Wwkane «®usnyeckas akTUBHOCTb>, OLIEHMBAs 3TOT
rnoka3saTesb 3HauMMOo HUsKe ocTanbHbIX (W =7; p < 0,05)
(rabnumua 2).

Ha T2 no cpaBHeHuio ¢ T3 cTaTUCTUYECKM JOCTO-
BepHO KXK MauneHTOB HUKe Mo CreaytoLwLmnMM napaMeTpam:
«0BLwuit bann», «Yctanocte» u «Mutanue» (W = 49,
W =49 u W = 36 cooteTtcTBeHHO; p < 0,05). Mpu aTOM
COrnacHo PoauTeNbCKOW OLeHKe feTu Ha T2 3HauuMMmo
yaLLe 1cnbITbIBaIOT BOSIb M CTankuBaloTcs ¢ npobnemamm
C MblWwneHreM nomMmumo yctanoctm (W =7, W =5,5u
W = 2 cootsetcTBeHHO; p < 0,05). Yto kacaetcs
MUTaHWsA, TO CTOUT OTMETUTb, YTO POAMTENM B LIEJIOM
OLIEHWBAIOT 3TOT NapaMeTp HUKe MaLMeHTOB MO Cpef-
HeMy Banny no wkane B oboux cnyyasix, OLHaKO He
BMOAT 3HAUMMbIX YNyudlleHui K T3 B OTNMUME OT CaMuX
nauneHToB. A BOT no mapameTpy «bonb» pogutenu
CKIIOHHbI MepeoLeHnBaTh cTpagaHus pebeHka Ha T2,
n HaobopoT HepooueHVBaTb Ha T3 MO CPaBHEHUIO C
MHeHVeM caMux feten (tabrmua 2).

Takke Ha T2 peBOYKM UMelOT AOCTOBEpPHO Bonee
HM3KKWe nokasaTenu KX no obwiemy banny, yemM Manb-
umkm (U = 159,5; p < 0,05). Mpwu 3TOM poamTenu aesoyeK
CTaTUCTWUYECKM YaLLe OTMEYAIOT YCTaNoCTb Kak BEAYLLYIO
wanoby, cHusawowyio KX naumentos (U = 138,5;
p <0,05).

CTouUT TakKe OTMETUTb KOPPENALMOHHYIO CBS3b
yCTanocT B rpynne nauneHToB Ha T2 ¢ BO3pPacToM uX
poputenen (r = -0,388; p < 0,05): ueM Monoxe poau-
Tes, TeEM MeHbLLYIO YCTaniocTb 0TMEYaloT AETH, OBHaKO
3TO He CBSI3aHO C BO3PaCcTOM CaMuX OeTel.

[nsa Bcex 3 Touek obHapyk1BaeTCs 3HauUMMas noso-
MUTENMbHAsA KOPPeNALMOHHasA CBA3b YPOBHA AMCTpecca
NaLMEHTOB C HeraTUBHLIMK 3MOLIMAMM 1 OTpULIATENbHAs —
¢ KX, 1. e. yeMm BblLLe gucTpecc naumneHToB, TeM BonbLue
HeraTUBHbIX MEpPeXMBaHuii 1 TeM HUxke KXK 1 HaoboporT.
lMpv aTOM oucTpecc geTent Ha T2 CTaTUCTUYECKU JOCTO-
BEPHO CBfI3aH C OTCYTCTBUEM Y HUX CYOBEKTUBHOIO

T2 (+3 Hen ot TICK)
T2 (3 weeks after HSCT)

T3 (+12 Hep ot TICK)
T3 (12 weeks after HSCT)

nCMXOMeTPM‘-IECKME WHCTPYMEHTbI

Psychometric assessment tools Mauventol Poputenu Maumentol Poputenu Mauuentl  Poputenu
Patients Parents Patients Parents Patients Parents
IncTpecc aT
Distress DT + + + * + +
PedsQL SF-15 + + = = = =
PedsQL — mopynb no TFCK _ _
KR PedsQL HSCT * * * *
Quality of life
PedsQL — mopynb «BnusiHne Ha ceMbio> _ " _ " _ "
PedsQL Family Impact Module
SPANE + + + + + +
CybbekTnBHOE
Bnarononyune Hhns + + - - + +
A SWLS
Subjective well-
being cC — —
SHs + + + +

Notes. DT — the Distress Thermometer, SWLS — Satisfaction with Life Scale; SHS — Subjective Happiness Scale by S. Lyubomirsky, SPANE — Scale of Positive And Negative Experience

by E. Diener.
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Tabnuua 2
KX no wkane PedsQL gna T1, T2 1 T3 no oueHKaM nauneHTOB 1 POAUTENEN M ero B3auMoCBA3b C AMCTPECCOM
Table 2
The quality of life assessed by the patients and their parents using by the PedsQL at T1, T2, and T3 and its relationship with
distress
C M M T2 (TFCK) M T3 (TFCK) M M
T1 (SF-15) e M T2 (HSCT) My M T3 (HSCT) M M
06wwmn bann* 06wwmm bann* 06wwmn bann*
Total score* 68,1 62,4 Total score* 68,51 6331 Total score* 7461 7061
Ddusnuyeckas aKTMBHOCTb* Bonb* Bonb*
Physical Functioning* 61 44.5 Pain and Hurt* 613 46,71 Pain and Hurt* 67.5 7381
YcTtanocTb*
HacTpoenne* YcTtanocTb*
Emot\onalpFunctioning” 58,8 57 Fatigue and Sleep* 57.11 451 Fatswgegeaepgnd 731 68,51
06L|.|.eHV|e 87.2 78.1 TowHoTa 63.1 53.5 TowHoTa 71.9 68,1
Social Functioning ’ ’ Nausea ’ ’ Nausea ’ ’
LLIkona BecnokovicTBo* BecnokoiicTo*
School Functioning 63,7 57.9 Worry** 70,9 72 Worry* 712 702
cuxocoumanbHbIv cTaTyc* . *
Psychosocial Health Summary 68,9 636 fluranue” 563 51 furamme™ 741 455
Score*
Melwnexvne Mblwnexve
Thinking 82 791 Thinking 89.4 8371
ObLexne 78 82 ObLieHne* 775 70

”pMMelIaHMe. /V’nau — CcpefHee 3HavyeHne, OUeHKa nauneHTos, M on cpenHee 3Ha4dyeHue, OUeHKa poaMTeneﬁ,’ * — B3auMOCBAI3b C AUCTPECCOM NauneHTa, p < 0,01;

Communication

Communication*

** — B3auMOCBA3bL C AMCTPeccoM naumnenTa, p < 0,05; | 1 — 3Ha4umble pasnmams.
Note. M — mean value, the patients’ assessment; M, — mean value, the parents’ assessment, * — relationship with patient distress, p < 0.01; ** - relationship with patient distress,
p <0.05 - significant difference.

uyecTBa Bnarononyuusi Ha T1 (r = =0,479; p < 0,05).
OwyLeHne cyacTbsa U cybbekTnBHOro bnarononyums Ha
T3 npaAMo cBsA3aHo ¢ ero HanuuneM Ha T1 (r = 0,806;
p < 0,05) v oTp1LaTensHO KOppPenupyeT ¢ AUCTPECCOM
Ha T3 (r=-0,774; p < 0,01).

HeraTuBHble NepexuBaHMA JOCTOBEPHO CHUKA-
loTcs OT aTana K atany (p < 0,01), HanBonee BbiCcOKMe
3Ha4yeHUs1 No 3TOMy NapaMeTpy obHapyeHbl y naum-
eHToB Ha T1. YTo KacaeTcA aMOLMOHABHOIro AMCTpecca,
TO HabnogaeTcA CXoxas AMHaMUKa, OQHaKO OHa He
LOCTUraeT CTaTUCTUYECKM 3HAUMMOW pPasHULIbI.

Ha T1 n T3 HabniopaeTcsa BbICOKas B3aMMOCBA3b
[eTCKOro v poautenbckoro auctpecca (r = 0,655 u
r = 0,744 cooteeTcTBeHHO; p < 0,01), ogHako Ha T2
TaKOW CBA3M HeT.

PoouTtenbckuii gucTpecc B CBOIO OYepedb CBSA3aH
¢ mmarHosoM Ha T1 (r = -0,318; p < 0,05), ypoBeHb
OMCTpecca poauTenen aeTen ¢ OHKOremMaTonornyecknmMm
3aboneBaHuAMY Boile. Ha T2 oH BbICOKO KOpPenvpyeT ¢
UMCIIOM [ieTe B CeMbe: YeM Bonee MHOrofeTHble poau-
TEnu, TeM BbllLE YPOBEHb MX AMcCTpecca u HaobopoT
(r =0,538; p < 0,05). Ha Bcex 3 aTanax BbICOKUA poam-
TENbCKWUM auCTpecc cBasaH ¢ H13kuM KK no napame-
Tpam «B3aumopencTaue ¢ ceMbei» 1 «B3anmopenctemne
C couuarnbHbIM OKpyskeHnem» (p < 0,01).

Hanunune paboTbl y popoutenen obycnosnusaeT
CTaTUCTUYECKUN [OCTOBEPHYIO Pa3HULY B MEPEXKMBAHUM
MMK 3MOLMOHANbHOro onbiTa Ha T1: y popuTenen bes
paboTbl BbiLLEe Noka3aTesib banaHca NoO3UTUBHBIX U Hera-
TveHbIX amoumit (U = 61,5; p < 0,05), cybbeKkTMBHOE
owtyuieHune cuactbs (U = 46; p < 0,05) n Huxe becno-
KOICTBO M3 Mopyna «BnuaHne Ha cembio» (U = 68,5;
p <0,05).

OBCYXOEHUE PE3YJIbTATOB UCCITENIOBAHUA

PesynbTaTbl Hallero uccliefoBaHWs CBUAETENb-
CTBYIOT O TOM, YTO CaMbIM CITOKHbIM C NMCUXONOrMYECKOM
TOYKM 3PEHMS NEPUOLOM ABMSAETCA 3Tan KOHAULMO-
HupoBaHua npu TFCK. Ha stom 3Ttane obHapyskeHo
CTaTUCTMYECKM 3HauMMoe npeobnagaHue HeraTUBHbIX
NepexvBaHWin y NauMEeHTOB MO CPaBHEHWIO C ABYMS
nocrenyloLMMK, a Takke TeHAeHuMs K bonee Bbico-
KOMY YPOBHIO McTpecca. Takue pesynbTaTbl Cornacy-
I0TCS C AAHHBIMW APYrUX UCCIIef0BaHUA TPaeKTopum
3MouMOoHanbHoro pearumpoBanusi Ha TICK, koTopbie
MOATBEPNKOAIOT BbICOKMIA YPOBEHb MCUXO3MOLMOHASb-
HOrO HampssKeHWs1 B Hayarne JIeYeHns ¢ MoCnenyoLmM
€ro MocTeneHHbIM CHUKeHneM [17-19].

[puyeM oTcyTCTBME AMCTpPecca Ha +3-i Hepene u
panee Ha +12-i1 Heflene OT TpaHCMMaHTaLuKM CBA3aHO
C HanuuMeM OLLYLIEHNA CYacTb U CYObEKTMBHOMO
Bnarononyumsi Ha sTane nogrotoBku kK TI'CK. Becnep 3a
S. Phipps u coasrt. [20] Halum faHHble rOBOPST O TOM,
UTO KOHLENUWS YCTOMUMBOCTU K cTpeccy (pesarnbaHca) B
CPaBHEHUM C KOHLLEMNLUMEN NOCTTPABMaTUYECKOro CTpec-
COBOr0 PacCTPOWCTBa KaskeTcs Bonee noaxondLlen ons
MOHWMaHWSi 3MOLMOHANbHOr0 OMNbITa NaLMeHTOB, nepe-
Hecwumx TICK. A ogHWMM 13 KNOYEeBbIX MAPaMETPOB TaKoM
YCTOMUMBOCTU MOXHO cuMTaTb CybbekTnBHOe bnarono-
nyuue.

3TOT BbIBOA B OYEPEHON pa3 NMofyYepKMBaEeT posb
CBOEBPEMEHHOW MCUXONIOrMYECKOW NOArOTOBKM MaLuu-
EHTOB M WX poAMTener K TakKOMy CIOXHOMY BUAY
neueHusi, kak TICK, cBa3aHHOMY C u3onsuuen u
B0MbLUMM KONMYECTBOM MPaBUIT M OFPaHWUYEHNH, a TaKxke
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BbICOKOW JOMEN HENPEACKa3yeMOCTU UHAMBUAYaNbHOM
peakumu Ha nposoauMyio Tepanuio [21].

Hanunuve BbICOKOW B3aMMOCBSA3M MeXAY LETCKUM
W POAUTENbCKUM AUCTPECCOM Ha BCeX 3Tanax Kpome
3Tana aKTUMBHOIO MEYEHNSI MOXHO OBBACHWUTL BbICOKOM
B3aVMHOMN NPOHULAEMOCTbI0 adddIEKTUBHBIX MEPEMM-
BaHWIA BHYTPW AETCKO-POAUTENbCKOW CUCTEMbI BHE
3aBUCMMOCTM OT Bo3pacTa pebeHka. Cpasy nocne
TICK aMouwnoHanbHoe cocTosiHne pebeHka, npenno-
NOKUTENbHO, CUIBbHO 3aBUCUT OT ero (PM3nYecKoro
CaMOYyBCTBMS, HEXEM HEeMOCPEACTBEHHO CBS3aHO C
3MOLIMOHaMbHBIM COCTOSIHNEM poanTens. Takve pesynb-
TaTbl MOATBEPKAAIOT aKTyanbHOCTb CEMENHOI0 MOAX0AA
B OpraHu3aumm NcuxonorMyeckoro CONpoBOKAEHUS Ha
atane nogrotoBku K TICK 1 nocne Hee ons cemew He
TONbKO C [ETbMW MIafLLero Bo3pacTa, HO U C MOAPOCT-
KaMu.

AccounnpoBaHHOE CO 340POBbEM U DU3NYECKUM
camouyBCcTBMEM KX naumeHTOB MO OUEHKaM CaMux
LeTen 1 UX popuTenen 0XnMLaeMo OCTOBEPHO BbIlLe Ha
Bonee otaaneHHoM atane TICK (+12 Hen), Toraa Kak
Ha aTane KoHAMUMOHMpPOBaHusa (—1-7 Hemens) v cpa3sy
nocne TICK (+3-a Hepens) yposeHb KK nonyuuncs
MPMMEPHO OAMHaKOBbLIM Mo obLiemy 6anny. Pe3dynbratsl
noaTeep:kpaloT, uto KK geBoyek gocToBepHo Huske KK
MarbuYMKOB Ha 3Tane akTUBHOrO NieyeHns metogoM TICK
[22, 23]. KpoMe Toro, HaMu 0BHapYKEHO pacxoskaeHue
B oueHKke KK caMUMKM naumeHTaMmm U Ux poanTensaMu B
CTOPOHY NEPEOLIEHKN B3POCTbIMU THAXKECTU COCTOSAHUS
peTeit cpa3sy nocne TICK, uto cormacyeTcsi ¢ BaHHbIMK
Apyrvx uccnegposanuii [12, 24]. OgHako ons Gonee otaa-
NEHHOr 0 Nepuopa Hamu obHapyeHa NPOTUBOMOMOXKHASA
TEHOEHUMA poauTenei — HepooueHMBaTb CTEMeHb
cHukeHuna KXK peten.

B HacTosAwem uccnenoBaHumn obHapyKeHo, uTo
MaumMeHTbl C OHKOreMaTonornyeckumm 3abonesaHnaMm
“MeloT pocToBepHo Bonee HM3Koe KXK no cpaBHeHMIO C
naumeHTamu ¢ AA no napameTtpy «®Pusmyeckas akTus-
HOCTb», YTO [JOMOJSIHAET paHee Nosy4YeHHble AaHHble 06
oTcyTcTBMM cBsian KXK ¢ anarHosom [10].

BoiABneHo, yto oTcyTCcTBME paboTbl CBA3AHO C
gocToBepHo bonee BrmaronoflyyHbiM MCUXO3IMOLMO-
HaslbHbIM COCTOSIHMEM popuTens. [1oCKosbKy BbIBOpPKY
COCTaBUIN MPEUMYLLECTBEHHO MaTepu, Takue pesynb-
TaTbl ¢ BOMbLUIOY fONe BEPOATHOCTU MOXHO 06BACHUTD
TeM, UTO OHM OOMOSHUTENBHO K 3ab0TaM v nepesmBa-
HUAM 3a 300poBbe pebeHka He TAroTATCA npobnemamm
dhvHaHCOBOro obecneyeHns sK13HN CEMbU, HE UCTbITbI-
BalOT TPEBOIM B CBA3M C ASIMTESIbHBIM MPOMYCKOM paboTbl
no 60nbHUYHOMY M yrpo3oi notepu pabotsl. [nctpecc
poouTenen KoppenupyeTt c Hanuuuem npobnem B
CEMEMNHbIX OTHOLLIEHMSX U COLMANbHOM B3aUMOAENCTBUN,
a TaksKe CBAi3aH C AMarHo30M JeTel, 4To He Bbino obHa-
PYMEHO B PYrMX uccrnenosaHmax [8].

3AKITIOYEHUE

B nccnepnosaHuM onucaHbl pakTopbl, KOTOpbIe
cBA3aHbl ¢ bonee 61aronoflyyHbIM 3MOLMOHASbHBIM
coctosiHneM B npouecce TICK kak y naumeHToB, Tak K
y ux pogutenei. [poaHanuanpoBaH BKIaa MeouULMHCKUX
M ncuxonornyeckux acnektos B KX n ncmxoamoumo-
HasbHYyl0 COCTaBMAIOLLYIO OnbiTa cemMen Bo Bpems TICK,
onvcaHa AMHaMMUKa 1 TEHLEHUMM VX M3SMEHEHWI OT 3Tana
K aTany. [lonyyYeHHble pe3ynbTaTbl MO3BOMIAIT [OMOM-
HUTb NPeAcTaBneHns 06 MHOMBMAYANbHbIX U CEMEMHbIX
MCUXOSI0rMYeCKmnX hakTopax U YTOUHUTL 3adaum NCUXo-
NOrMYEeCcKOro CONpPOBOMKAEHNA Ha Bcex 3 aTanax TICK.

UCTOYHUK ®PUHAHCUPOBAHUSA
He yka3saH.

KOH®JIUKT MHTEPECOB
ABTOpbI CTaTbW MOLTBEPAUNM OTCYTCTBUE KOHDNMKTA WHTEPECOB, O
KOTOPOM HeobxoanMo CoobLLUTb.
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