ISSN 2521-1455 (Print)

«Art of Medicine»
Art of ISSN 2523-4250 (Online)

OPUT'THAJIBHI JOCILKEHHA

DOI: 10.21802/artm.2025.4.36.6
VIIK (616.896+159.97)-053.2:614.253

BIOETUYHI TPOBJEMM BEJIEHHS TITEN 3 PO3JIAJIAMHA AYTUCTUYHOI'O CIIEKTPA
TA AKICTb )KUTT OIIIKYHIB

JLB. BpaTtkoBa

Ooecovkuil HayioHANbHUL MeOUUHUL YHIgepcumem, Kagedpa nediampii, m. Odeca, Ykpaina
ORCID ID: 0000-0003-3548-559.X, Scopus ID: 57841666900, email: Lubaka85@ukr.net

Pe3rome. 3rigHo 31 ctatucTnaanMu gannMu LleTpy rpomancekoro 3mopos’ss MO3 Vkpainu i Y «lHCcTHTYT
cynoBoi rcuxiatpii MO3 Ykpainm» craHoM Ha 2023 pik B Ykpaini 3apeectpoBano 20 936 miteii, ski MaroTh po3iann
ayructuyHoro cmnektpa (PAC). Komop6imaa PAC comatmuHa maroisoris, Taka fK (YHKIIOHAJIbHI MOPYIICHHS
NUTYHKOBO-KUIIKOBOTO Tpakty (PIIIIKT), mo cnocrepiraetbes y 46—85 % naiteit i3 PAC, Moke TIOCHITIOBATH PiBCHb
0l0CTHYHHMX Ta MEAUKO-COINANBHUX MPOOJEeM, 3 SKUMH CTHKAIOTHCS TaKi JiTH, TOMY MiJUIATa€ IUICCIPIMOBAHOMY
BUBUCHHIO.

[Mokpamienns niarHoctuku PAC y niTeld BiAKpHBa€e HOBI MOXKJIMBOCTI JUIsl 3MIIJHEHHS TPOMaJICBKOTO 370POB’ s,
BOJIHOYAC MMOPYIIYOYH BaXJIMBi O10€TH4HI Ta colliaibHi nuTaHHs. OCHOBHI €THYHI POOIEMH MOXKHA PO3IIIAIaTH Kpi3h
NpU3My YOTHUPHOX 3acaj OlomMeauyHOi eTHKH: OnarofiiHocTi («podu m00po»), He 3aBaall IIKOIU («HE HAIIKOIbY),
COMIANBHOI CIIPaBENINBOCTI Ta aBTOHOMIi 0COOHCTOCTI, IO Tiepexdadae mopary A0 IpaB AATHHHU Ta ii pOAWHU.

Ominka 0i0eTHIHUX 1 MEIUKO-COIialIbHAUX TIpodieM cimelt aiteit 3 PAC mo3Boniia BUSBUTH PIBEHb CIMEHHOTO
HAaBaHTAKCHHS, SKICTh MIATPUMKH, JOCTYI 1O IOCIYT, @ TAKOX OLIHUTH CJIEMEHTH NCHUXOJOTIYHOTO OJaromoiayyys i
COIIaNbHOI iIHTeTpaii.

VY mpomeci mocnimkeHHs OyJI0 BCTAHOBJICHO, IO HAHOUIBIN KPUTHIYHMMHU Oi0CTHIHMMHU TpoOieMamu Oyiu
TPYAHOILI 3 JOCTYIIOM 110 e(heKTUBHOI miarHOCTHKH (89,9 %) Ta mikyBanHs (77,5 %), BUCOKa 9acTOTa HEOAKaHUX SIBHII]
npu Tepamii (73,0 %), meanuna 3anendanicts (53,0 %) ta crurmarusanis (100 %), Mo CUTHATI3Y€E PO HEIOCTATHIO
IHTETPAIlif0 MEAMYHUX, COIIaIbHUX 1 OCBITHIX ocayr miist aiteit i3 PAC Ta ®ITIIKT, a Takox HeTOTPUMAHHS IPUHITUITIB
[UTICHOTO MiX0Ay 10 TUTUHU. Bu3sHaueHo coriaibHi 6ap’epH, Taki sik Tilneporrika, ICHXOJOTiYHA KOPCTOKICTh Y POJIUHI,
JKapChbKHUN MaTepHasi3M, IIKIJIBHUI OYJIHT Ta 30BHILIHI OOMEXEHHS, 110 3HAYHO HOTIPIIYIOTh SKICTh XKUTTS JTEH i3
PAC ta ®ITHIKT iixnix onikyHiB. Oco6Boi yBaru notpedye (heHOMEH «CTUIMH 3 BBIYJIMBOCTI», KOJIM POAMHH 3MYILEH]

CaMOI30JIFOBATUCS Yepe3 COpOM abo OCY/I CYCITIbCTRA, 1110 BKa3y€e Ha BUCOKUI PIBEHB COI[IAIbHOIO HABAHTAXKEHHSI.
KurodoBi cioBa: po3magym ayTHCTUYHOTO CIIEKTpa, OIOSTHYHI NPHHIMWIH, MEIUKO-COIalbHI MPoOIeMHu,
KOMOPOIIHICTh, QYHKITIOHABHI IOPYIICHHS IUTYHKOBO-KHITKOBOTO TPAKTY, MITH, IKiCTh )KUTTS.

Beryn. B ocranHi gecsaTHmTTS  (BiKCyeThCS
3HAYHE MiJBUINCHHS BHSBICHHS PO3JIAIiB ayTHCTUYHOTO
crektpa (PAC) y nmiteii sk y cBiti, Tak i B Ykpaisi [1-5].
Ie#t ¢axkt 0OyMOBICHHU MOKPAIIECHHSIM JIarHOCTHKH,
MOLIMPEHHSIM HABYAJIbHHUX 1 COMIATBHUX MPOrpaM IIOJI0
obizHaHocTi 3 PAC y miteit cepen mikapiB, BHXOBATEIIB Ta
0aTbKiB.

VY pi3HHX KpaiHax piBeHb 3aXBOPIOBAHOCTI Ha
PAC y niteit Moke BapiroBaTH, OJJHAK 3arajibHa CBITOBa
JIMHAMIKa BKa3y€e Ha 3pOCTaHHS KUTBKOCTI 1IaTHOCTOBAaHHUX
punankis PAC.

3a ganumu LlenTtpy gocmimkenns xsopoo CIIA,
nommmperas PAC mopoky 3pocrae: y 2020 pori PAC
BuABIUIN y 1 13 36 miteit BikoM 8 pokiB (4 % XJIOMYHKIB i
1% niBuarok). 3rigao 3 manumu ADDM Network 3a
2000-2018 pp. Jana xBopoba (ikCyeThCsS cepem yCix
pacoBux, eTHIYHMX 1 comiamepHuX Tpym. Cepen miTel
YOTUPUPIYHOTO BIKYy IIONIMPEHHS XBOPOOHM 3pocia Ha
26 % —3 17,0 Ha 1000 y 2018 p. 1o 21,5 y 2020 p. [1-5].

3a mammmu MO3 B Ykpaini y 2009-2013 pp.
3axBoproBanicTs Ha PAC 3pocna na 194 % (3 0,55 no 1,61
Ha 100 tuc. nirteii), a nomupenns —y 2,84 paza (3 17,0 no
48,2 wa 100 Tmc.). 3rigHO 31 CTATUCTHYHUMH JaHUMHU
Ientpy rpomancekoro 3mopoB’st MO3 Vkpaian i J1Y
«IHCTUTYT cynoBoi ncuxiaTpii MO3 Vkpaiam» cTaHOM Ha
2023 pix B Ykpaini 3apeectpoBano 20 936 mitel, sxi
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maioTh PAC. Haiibinpina KijgbKiCTh OiTEH 3 ayTH3MOM
sapeectpoBana y Kuei (3891), Pismencwkiit (1253),
XapkiBebkiit (1246), Kuiscwkiit (1209) i JIbBiBCbKiid
(1117) obnactsix; Haiimenmia — y JlyraHcekiii oGunacti
(101). B Opnecobkiii obnacti cranoM Ha Kinenp 2023 p Ha
o0y niepedOyBaio 490 miTeid.

CrpiMKHH PO3BUTOK Cy4acHOI MEAWYHOI HAYKH B
miomuHi giarHoctuku PAC y  miTeir  posmmproe
MOJKJIMBOCTI 3MIITHEHHSI 3/10pOB’Sl HACENEHHS, aje B TOH
caMuii dYac BHHMKAlOTh HOBI IMTaHHS, 30KpeMa
0i0eTUYHOTO Ta  MEAMKO-COLIAIILHOTO  XapakTepy.
KitouoBi GioeTmyHi mpobieMn MO)KHA TpPOaHANi3yBaTH
Kpi3b MPU3MYy YOTHPHOX (DyHIAMEHTAIbHUX MPUHIIHIIIB
OGioMenuIHOT eTHKH — ONaroiiHICTh («podu A00po»), HE
3aBan IIKOIU («HE HaIIKOJIB ), coLiaibHOT
CIPaBEIMBOCTI Ta aBTOHOMIii ocobmcTOCTi (IoBara o
MIpaB MaIi€HTIB).

V cyuacHi#t kniHiuHili npaktuni CILIA Ta €Bponu
CTBOPEHI MYJIbTUANCIMIUIIHAPHI KOMaH/IN B JIKApHAX Ta
MEIMYHHX IIEHTPAX, SIKi 3aiMaIOThC i ITPUMKOFO iTeH 13
PAC Ta ixHix pommH [6]. o cKIaay TakuxX KOMaH]
BXOJTh MEIiaTpW, JUTA4Yl TCHXIaTpH, IICHUXOJIOTH,
JOTOIEI, COLiaJIbHI MNpAIiBHUKH, IO 3a0e3MedyroTh
KOMIUIEKCHHMH ~ MEAMKO-COolianbHMI 1  OloeTHuHUH
cynpoBia. CiM’d € aKTUBHHM YYaCHHKOM IIpOIeCy, sika
OTpUMYy€E iHPOpPMAIliI0 MPO TpaBa, MOXIIMBI MEIUYHI H
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eTHYHI PU3UKH, KPU30BY MIATPUMKY, HaBUJIBHI cecii s
0aTbKIB 1 KOHCYJIBTALlIT 3 TOBEAIHKOBOT Ta MOBHOI Tepartii,
4acTO 3 BUKOPUCTAHHAM Tenemenuuuau [7]. Lis monens €
epeKTHBHOIO Yy Takux ycraHoBax, sk Nationwide
Children’s Hospital, Marcus Autism Center (CILIA) Ta 3a
craagaptamu ESCAP y €spori [8, 9].

HesBaxkaroun  Ha icCHyBaHHS OKpEMHUX
MDKIUCIHMIDTIHAPHAX MIAXOIIB y CBITOBIf NpakTwHIli, B
YKpaiHCBPKHX YMOBaX BiJICYTHi# cHCTeMaTH30BaHIH aHAI3
a00 HOPMATHUBHO-CTHYHHH 1HCTPYMEHTapid, SKAH Owu
3a0e3meuyBaB SIKICHUH, KOMIIJIEKCHHUH, €THYHO
o0rpyHToBanuii cynposix qutuau 3 PAC ta ponunm 3, 4].

BuBueHHsa 0il0€THMYHHX Ta MEIUKO-COLIAJIbHUX
npobsiem niteit i3 PAC B Ykpaini norpedye ocoOnmBoi
yBar#, OCKIJIbKM CHCTEMa OXOPOHHU 3J0pPOB’Sl Ta OCBITH
HEJIOCTaTHhO aJaNToOBaHa JI0 CY4YacHHX IOTPEeO TaKHX
niTeit. bpak mocmimkeHs y ik chepi yCKIagHIoe po3po0Ky
HAIIOHANTPHUX  KIIHIYHAX  MAapIIPyTiB, MPOTOKOJIB
HaJaHHS JIOTIOMOTH, a TaKOXX MEXaHI3MIB 3aXHCTy IIpaB
miteir i3 PAC, mo, y CBOIO dYepry, CTBOPIOE PH3UKH
CTHTMaTH3allil, AUCKPUMIHALII Ta HEXTYyBaHHS IXHBOIO
rigHicTIO 1 moTpebamu. Komopb6imaa PAC comaTtmuna
MaToJIOTisA, Taka SK (YHKIIOHANBHI  MOPYIICHHS
INUTyHKOBO-KuMKoBoro  Tpakty  (®IIIIKT), ska
cnoctepiraetbess y 46-85 % nmiteit i3 PAC, moxe
MOCHJIIOBATH PIBCHb OI0OCTUYHUX Ta MEIHUKO-COLIATBHUX
npo0JieM, i TOMy MiJyIsrae HijecnpsIMOBaHOMY BUBUCHHIO

[6, 11-15].

MeTa O0CHiXKeHHsI — BUSABJICHHS Ta aHalli3
0l0eTHYHHX Ta MEIWUKO-COIabHUX TPOOIIeM y HiTel i3
PAC Ta cynmytriMu OIIIIKT.

O0’eKkT i MeTOaH TOCTiMKeHHA. Y TOCIiHKEHH]
Opamu yuacts 125 miteit i3 PAC, BikoMm Bix 2 1o 18 pokis,
13 KITHIYHO MiATBEPIKCHUM MiarHO30M, BCTAHOBIICHIM
BIINOBITHO O [MiarHOCTHYHHUX KpHUTEpiiB  (3rimHO
yHI()IKOBAHOTO KIJIIHIYHOTO MpPOTOKOJIYy Hakazy MO3
VYxpainu Ne341 (2015 p.) Ta TxHi OmiKyHH.

OO00B’13KOBOI0 YMOBOIO y4acTi OyJia HasiBHICTb
nucbMoBoOi  iH(opMoBaHoi 3roau Bix  0aThKiB  abo
3aKOHHOTO TPEJICTABHUKA TUTHHH.

Kpurepisimu BHKJIIOYEHHST Oynu roctpi abo
XPOHIYHI 3aXBOPIOBAHHS IICHTPAJIHHOT HEPBOBOI CUCTEMH,
He noB’s13aHi 3 PAC, cnankoBi Ta TeHETHYHI CHHAPOMH 3
ypaxenasm [IHC, opraHiyHa maTOJOTis IUTYHKOBO-
KHIIKOBOTO TPAaKTy, a TaKOXX BiIMOBa abo0 BiIKIMKAHHS
iH(pOPMOBaHOI 3TOIM HA YYACTh Y JTOCIiIKCHHI.

HocmipkenHss mpoBoamwinocss Ha ©6a3i  KHIIT
«OOKJI» OOP ©Ha ocHOBI HpHHIUIIB | embCiHCHKOL
JIeKIapaii 3 OTpUMaHHAM iH(OPMOBaHO1 3r011 OATHKIB Ta
MaIi€HTIB.

Jlns OliHKK O10€THYHHUX 1 MEIUKO-COIliaJbHUX
mpoOyieM ciMel, 10 BHUXOBYIOTH HiTe€d i3 po3iamaMu

CIMEHHOT0 HaBaHTAXXEHHS, SKICTh IATPUMKH, JOCTYII JI0
MOCIIYT, @ TaKOX OLIHUTH €JEMEHTH IICUXOJIOTIYHOrO
no0po0yTy # comianbHOi iHTerpamii. J{is ykpaiHChKOTo
KOHTEKCTy OKpeMi MNuTaHHsS Oynu MmoaudikoBaHi 3
ypaxyBaHHAM KyJbTYPHUX 1 HPaBOBUX OCOOJIHMBOCTEH.
BpaxoByBammcss nmani aHamHe3sy, Oecim, 00’ €KTHBHOTO
00CTEXEHHS MaIicHTIB Ta  aHaNizy  MEAWYHOI
nokymerrarii 125 nireii i3 PAC.

Y mpoueci gocmimkeHHs copmoBano 2 rpynu: 1
rpyma Bkiogana 89 gireit i3 PAC Ta ®IIIIKT, 2 rpyma —
36 mirteii 3 i3onpoBannM PAC.

Hiarno3 OIIIKT BcTaHOBIIOBABCS BiIMOBITHO
1o Pumcekux kputepiie IV 2016 poky [9]. ®IIIIKT
nepenyBany npusHadeHHIo (apmakoteparii PAC 1 He
Oy TNOB’s3aHI 3 YCKJIAQJAHEHHSMH MEIMKaMEHTO3HOTO
mikyBaHHs. HeOakani sBHINA Teparmii NpoaHani3oBaHi

OKpeMo, CTOCYyBaNucs BXKe NPU3HAYCHUX
ICUX0(apMaKoJIOTIYHUX TIpETapaTiB.
Otpumani  1udpoBi  maHI  OmpabOBaHI

CTaTHCTHYHO 3a JIOTIOMOTOI0 KOMII'IOTEPHOTO IaKeTa
mporpam Microsoft Excel. Cratuctiuna o0poOka naHux
mependavana OLIHKY HOPMAIBHOCTI PO3MONLTY aHHX.
BesmepepBHi Ta KkaTeropianbHi 3MiHHI BH3HAYalUCh 5K
cepenne 3HaueHHs (M), craHmapTHe BigXmieHHs (M),
BinHOCHE 3HaueHHs (%). HopManbHO po3MoiieHi YuCIoBi
3MiHHI TIOPIBHIOBAJIM 13 3aCTOCYBaHHSIM HE3aJIe)KHOTO
BUOIPKOBOT'O t-TECTYy.

YucenbHi 3MiHHI, K1 PO3TIOAUISUIACH
HEHOPMAaJIBHO, IIOpiBHIOBaNM 13 3acrocyBaHHsM U-
kputepito ManHa — ViTHi. {7 MOpiBHAHHSA YaCTOTHHX
MOKa3HUKIB MDK TpyNlaMH pO3paxOoBYBaNN y>-KpPUTEpiH
[Mipcona. [1ns1 po3paxyHky 95 % nosipunx inrepsainis (1)
BIJTHOCHUX BEJHMYHMH 3acCTOCOBYBAaBCS MeTOx BiicoHa.
CrarucTidHa 3HAYYIIICTh MOKA3HHMKIB BH3HAUanacs Ha
piBHi p < 0,05.

Pe3ysbTaTH A0CTi:KeHH i iX 00roBopeHHs. Y
HpolLeci JOCTIPKEHHsT OyJI0 BUSIBICHO 3HAYHY YacTOTY
MOPYIICHb KIFOUYOBHX O10CTUYHHUX MPHUHIHUIIB Yy IiTEH i3
PAC. Haifuacrie BU3Ha4YaIuCh MpoOIeMH, MOB’sA3aHI 3
HOPYILEHHSIM IPUHIHITY «poOu 100po», TaKi sIK 3aTPUMKHU
B [IOCTaHOBLI  JiarHosy, He  IHJMBIigyanizoBaHi
TepaneBTHYHI MiIXoau, a00 TICHXOEMOIifHEe BUCHAKEHHS
cimeit (76 %). [TopyiieHHs NPUHIIUIY «HE HAIIKOABY, /10
SIKMX HaJle)kaTh BUNANKA HeOaxkaHWX edekTiB Tepartii,
BTPYYaHHS 0e3 ypaxyBaHHS IHIWBI Ty aTbHAX
ocoOymBOCTEH JUTHHA abo HEJIOCTATHS
noindopmoBaHicTe 0aTbKiB, Oyiu BusBieHi y 54,4 %.
Taxox y 64,0 % mireit i3 PAC cnoctepiranu nopymeHHs
COIaTbHOT  CIPaBEMIIMBOCTI Yy BUITISAI  OOMEKEHHS
JIOCTYTY JI0 1HKJIFO3UBHOI OCBITH, BiICYTHICTh JIOCTaTHBOI
comianbHOI MIATPUMKH Ta €KOHOMiuHI Oap’epum B
orpuManHi ociyr. HaliBumuii piBens Oyo 3adikcoBaHo

ayructnynoro cmnektpa (PAC), Oymo BukopucraHo Yy Kareropii mopyrmieHHs aBToHOMIi ocobucrocti (80,0 %).
amantoBaHy Bepcito  Autism  Family Experience  Bouwu craBanu cBinkamu abo jKepTBaMM CTHIMaTH3allii,
Questionnaire (AFEQ) (Leadbitter et al., 2017) Ta  OymiHry, MICUXOJIOTIYHOTO ~ THCKY,  JIKapChbKOTO
esemenT Moxayns PedsQL™ Family Impact Module — marepnanizmy um HagMipHOi omiku (Tadu.1).
(Varni et al., 2004), mo O3BOJNSIOTE BUSBUTH PIBCHb

Tao6aunsa 1

BioeTnuni npo6Jemu aireii is PAC

bioeTnuHa npobiaema n % 95 % M1
[MopyiennHs npuHnuny «Pobu g00poy 95 76,0 68,0 — 82,6
[opyrieHns npuHIUny «He HamKoap» 68 54,4 45,5-63,0
[opyiieHHsI IPHHIMITY COLALHOT CIPaBeIMBOCTI 80 64,0 55,2—-72,0
[opyiieHHs! IPHHIIMITY ABTOHOMIT 0COOMCTOCTI 100 80,0 72,2-86,1
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[IpoBenenuii anaiiz BUSBUB HAsBHICTh CYTTEBHX
010eTHYHHX NOPYIIEHb Y MEANYHOMY CYNPOBOJI IiTeil i3
PAC, ocobauBo 3a HasBHOCTI koMop6inHoi DITIIKT. ¥
rpymi 1 cnoocrepiraBcsi BHMIIMH  piBeHb MNOpPYILIEHb
KJIIOYOBUX €THYHHMX HPUHLUIIB: «podu 100po», «He
HAIIKOb», <(@BTOHOMIiSI OCOOMCTOCTI» Ta «COIllajJbHa
CIPaBEUTUBICTEY TOPIBHSIHO 13 TPYIOIO 2.

Haiiumi piBHI mopymeHs Oymu 3adikcoBaHi B
rpymi 1, mo Bka3ye Ha OiMbIIy ypa3nuBICTh Li€l KaTeropii
IiTeH M0 eTUYHUX, COIaJbHUX Ta KIIHIYHUX PH3HKIB.
30kpeMa, TOpPYIIEHHS NPHUHIUIY «podu  JT0oOpo»,
MOB’s3aHi 3 HEBJIOBOJICHHSM 0aTHKIB PIBHEM JiarHOCTHKH
y 78,7 % Ta nikyBanHus y 65,2 % Bunankax y rpymi 1, y
rpymi 2 ui mokasHuku cranoBuiu smie 50,0 % Tta 27,8 %.
OmnikyHH AiTeit rpynu 1 MOBiZOMISUTH PO 3HAYHO HIDKYE
3aJJ0BOJICHHS] CHCTEMOIO OXOPOHH 37I0pPOB’S Ta JOCTYIIOM
JI0 HEOOXiIHOT TeparTii.

OniHroroun 010 THIHHH TPUHITHII «HE HAIIKOIB,
BCTAQHOBJICHO, 10 YacTOTa HeOakaHUX SBUII MiJx dYac
Tepamii Oyna Bumoro y rpymi | i craHoBuma 73,0 % i
36,1% y rpymi 2, mo CBIJUMTH NPO BHUIIMHA PiBEHb
KIIHIYHOI BpPa3NMMBOCTI Ta MOTCHIHHI PHU3UKU IIPH
3acTocyBaHHI (papMakoTepamii came y IiTed i3
KOMOpOIJHUMH CTaHaMH. bioeTHyHOIO mpodIeMoI0 €
TaKOXX HEJOCTATHIHN PiBEHBb MOIHPOPMOBAHOI 3r0IU 3 OOKY
0aThKIB y KOHTEKCTI MPOTHO30BAHUX TMOOIYHUX e(EKTiB,
BIZICYTHICTh €(EKTUBHOTO MOHITOPHHTY MOOIYHOI ii
Npenaparis, a TAKOXK PU3UK MEIMYHOT 3aHe10AHOCTI uepes
CTpax mepe] MOBTOPHUMH peakuisMu abo 3MiHy Teparii
0e3 HaJIe)KHOT amanTariii.

OTpuMaHi AaHI MiATBEPIXKYIOTh, IO TEPBHUHHI
OIIIIKT y 6inmpmocti miteil GopMyBaiiics A0 TMOYATKY
(dapmakoreparmii, oo HO3BONSE PO3MHATH IX  SIK
KOMOPOITHAN CTaH, a HE SK JIKapChKe YCKIIAJHCHHS.

«Art of Medicine»

Haromicts HeOaxaHi SIBUIIIA (apmaxoTepartii
OLIIHIOBAJIMCS] OKPEMO SIK BTOPHHHI €()eKTH JIIKyBaHHS.

VY yactunu gireit i3 PAC BusiBIEeHO mopyuieHHs
010eTUYHOTO MPUHLMUITY coLianbHOI crnpaBeanuBocTi. Lli
MOPYIICHHSI TPOSBISUIMCS Y JIBOX OCHOBHHX cdepax:
COLIATbHO-eKOHOMIYHI TPYAHOILI Ta 30BHIITHI 6ap’epu.

3oBHIHI Oap’epm — oawH i3 (axTOpiB, IO
o0MeXxXye y4dacTh ITUTHHU B CYCHUTBHOMY JKHTTi, OynH
3actikcoBani y 87,6 % mireit 1-1 rpymn ta y 66,7 % mitei
2-i rpymu. ComiagbHO-eKOHOMIYHI TpoOieMu Oynm
3apeecTpoBani y aiteit 1 1 2 rpyn y 61,8 % Tta 41,7 %
BiJITIOBITHO.

[IpuBepratoTs 0coONMBY yBary IOpYLIEHHS
ABTOHOMIi ~ OCOOMCTOCTi,  30Kpema  TMOB’s3aHi 3
TICHXOJIOTT4HOIO KopcTokicTio (87,6 % y rpymi 1 nporu
33,3 % y rpymi 2), cturmarusaiiero (100 % ta 94,4 %
BIJIMIOBITHO), IIKiTEHUM OymiHroM (89,9 % mpotu 83,3 %)
Ta JIIKapCchKUM maTtepHamizMoM (88,8 % mpotu 66,7 %).
[Moka3Huku MeandHO! 3aHeNOaHOCTI OyiaM 3HAYHO
Bumumu y rpym 1 (53,0 %, 95 % [l: 42,4-63,2 %)
MOPIBHSHO 3 rpymoro 2 (22,2 %, 95 % [1: 8,6-35,8 %).

VY cdepi «mopymieHHS aBTOHOMII OCOOHCTOCTI»
BCTaHOBJICHO OioeTHyHI mpoOieMu, 30KpeMa IOB’s3aHi 3
NICHXOJIOTTYHOIO JkopcTokicTio (87,6 % y rpymi 1 nporu
33,3 % vy rpym 2). Bu3sHauaBcs BHCOKHIA pPIiBCHb
cturmaru3aitii, 3okpema 100 % y rpymi 1 ta 94,4 % y
rpymi 2, mxinsHui OyniHr —y 89,9 % 1 83,3 % BinnosizHO
Ta Jikapcbkuil marepHanizm y 88,8 % mpotu 66,7 %.
MennuHa 3aHe10aHicTh dikcyBanacs 'y 52,8 % BUNAAKIB y
rpymi 1 ta 22,2 % — y rpymi 2. Kpim Toro, y rpymi 1
YacTime BUABISIIACS Tinepomika 3 00Ky omikyHis (93,2 %
npotu 80,6 %) Ta MPOSBH ICHXOJIOTIYHOT )KOPCTOKOCTI y
poaui (87,6 % nportu 33,3 %) (Tabm. 2).

Taéauus 2

ISSN 2521-1455 (Print)
ISSN 2523-4250 (Online)

IlopiBHsIHHSA 0i0eTHYHHMX NPODJIEM Y IOCTIIZKYBAHUX IPynax
BioeTHyHMIA PUHIHIT ICp.1 (NTp.1 (%)95 % JU (Tp.D[Tp.2 (MITp.2 ()95 % AL (Ip.2)[
[TopyuieHHs: IpUHIHITY «poOu 106po»
Ipo6nemu JliarnocTuku™® 70 78,7 69,0 - 85,9 18 50,0
Ipobnemu Tepamii* 58 65,2 54,8 -74,3 10 278
[Mopy1ieHHs] MPUHIMIY «HE HAIIKO/bY
HeGaxani siBumia teparii* | 65 | 730 | 630-812 | 13 [ 361 |
[MopyuieHHsT NPHUHIMITY COLIAIBHOI CIIPABEUIMBOCTI

345-655 8,7
15,8-44,0 12,9

225-524 | 133

CoriayibHO-eKOHOMIYHI npobemu™| 55 61,8 51,4-71,2 15 417 27,1-57.8 34
3oBHinHi 0ap’epu* 78 87,6 79,2-93,0 24 66,7 50,3-79,8 6,2
[Topy1ieHHs: TPUHITUITY aBTOHOMi1 0COOMCTOCTI
Di3uyHa JKOPCTOKICTh 3 34 1,2-94 1 2,8 05-142 0,0
Tcuxonorigaa JKopcTokicTs* 78 87,6 79,2-93,0 12 33,3 20,2 - 49,7 34,8
CturMartusariist 89 100,0 | 95,9-100,0 34 94,4 81,9-98,5 2,1
IkijpHUH OyiHT 80 89,9 81,9-94,6 30 83,3 68,1-92,1 0,5
JlikapchKuil MaTepHATIZM 79 88,8 80,5 -93,8 24 66,7 50,3-79,8 7,2
Meanuna 3anen6anicTs * 47 52,8 425-62,8 8 22,2 11,7 - 38,1 8,5
Timepormika 83 93,3 86,1 - 96,9 29 80,6 65,0 - 90,2 3,2

Hpumimka. * - p < 0,05

OTpumaHi JaHi y3rOKYIOTECS 3 TI00ATBHIMU
TEHJCHIIISIMY, 3a3HaueHUMHU y poborax Leadbitter et al.
(2017), Nicholas et al. (2021), a Tako)X peKOMEHAALISAX
WHO (2021) mo0 HeoOXiAHOCTI 3aXHCTY MPaB AUTUHH 3
PAC y menumunoMmy i cormiagbHOMY cepenosumi. e
HiKPECIIOE  aKTyalbHICTh (OPMYBaHHS CHCTEMHOTO
€TUYHOTO CYNpOBOJLY B YKpalHCBKill nexiaTpuuHii
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MIPAKTHIl, 0COOIMBO B YMOBAX 3pOCTAr040] MOIIMPEHOCTI
PAC.

PesynbraT Hamoro AOCHIKEHHS CBiq4aTh, M0
O6arpku giteii i3 PAC, o0coOnMBO 3a HAasIBHOCTI
KOMOpPOITHUX CTaHiB, YaCTillIe BUSBISLIA HE33aJOBOJICHHS
SIKICTIO JTIarHOCTUKY Ta JIKyBaHHs. Taka cuTyallist Moxe
OyTH 3yMOBJCHAa HE JIMIIC KIIHIYHOIO CKJIJHICTIO
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BEJICHHS IUX TAIli€HTIB, ajJe¢ W HEJOCTATHICTIO
MIDKIUCIHMIUTIHAPHOT B3aeMomii, OpakoM e(eKTUBHOI
KOMYHIKalii 3 poJWHaMHM, 3aTpUMKaMH Yy HaJaHHI
JIOTIOMOTH Ta HEJOCTAaTHHOIO MOIH(GOPMOBAHICTIO IIOJO
cnenu(iku  CympoBOAy JAiTeH 13  KOMIUICKCHUMH
notpedbamu [16, 17]. Ilomi6Hi mpobmemu omwmcani i B
MDKHapPOAHUX JOCITIHKCHHAX, A€ CiM’1 4aCTO CTHKAIOTHCS
3 TPYJHOIIAMH JOCTYIy IO SIKICHHX IOCIYT, HU3BKHM
3ady4eHHAM [0 TPOIECy NPUHHATTA pIlIeHb, a TaKOX
spumieM «diagnostic overshadowingy», komu koMopOigHi
CTaHM 3AJIMIIAIOTHCS HemoollineHuMH [18, 19]. Bussneni
0loeTMYHI acmeKTH BKa3ylOTh Ha TOTpeOy Meperisiay
MOJNITHK 1 MPAaKTHK MEIUYHOTO cynpoBody aited i3 PAC
Ta CTBOPEHHS CHELiali30BaHUX MapLIPYyTiB JONOMOTH
[20-25].

Y mponeci gociifpkeHHs OyJ0 BCTaHOBJIEHO
3HAYHO BHIIy 4YacTOTy HeOaXaHMUX SBUII I dYac
MeanKaMeHTo3Hoi Tepamii y mite#t i3 PAC Ta OIIIIKT
TOPIBHAHO 3 AiTEMHU 3 i301p0BaHNM PAC. BusHaueHo, mo
HeOaXkaHi SIBUIIA oB’ s13aHi HE JIUIIE 3
(hapMaKOJIOTIYHIMU BIACTUBOCTSIMH TIPETapariB, aie u i3
HEIOCTAaTHIM MOHITOPHHI'OM, HETIOBHUM iH(POPMYBaHHIM
0aThKiB PO MOXJIHBI MOOIYHI €EeKTH Ta CTPaxoOM POIUH
nepeJ| MPOJOBKEHHAM Tepartii micis nepiioi HeraTHBHOT
peaxiiii.

[MepBunni  ®IIIIKT y amireit i3 PAC
(dhopmyBasics 10 ovyatky apMakoreparii, 110 J03BOJISIE
po3risiiaTH iX SK KOMOPOIAHHMNA CTaH, a He SK JiKapchKe
yeknagaenns [13, 25, 26]. Hatomicts HebGakani sBHIIA
(hapmakoTepamii OIIHIOBANIKCSA OKpPEeMO SK BTOPHHHI
edextu nikyBaHHA. OTpUMaHi pe3yIbTaTH Y3TOMKYIOThCS
31 CBITOBHUMH oTrismamMu Oesmekn mncuxodapmakoTeparmii
npu PAC, 3rigHO 3 SIKUMH apHITIPa30i Ta PUCICPHIOH
MOXYTh BHUKJINKaTH TacTPOIHTECTHHAIbHI CHUMIITOMH,
CEHCOPHI MOpYIICHHS i MeTaboiYHI 3MiHU, IO TOTPedye
peryJspHOro KiiHi4HOro Hariany [26]. MixnapoaHi
eKCIIePTH PEKOMEHJYIOTh JOTPHUMYBATHCS IPOTOKOJY
«Start Low — Go Slow» 13 IOCTYIOBUM THTPYBaHHSIM 103
Ta 000B’SI3KOBUM MOHITOPUHIOM CTaHy AWUTUHH [27], 110
Ma€ TIOEJHYBATHUCS 3 HAJCHKHOK MOIHGOPMOBAHOO
3ro7I010 0aThKiB Ta ETUYHUM OOTOBOPEHHSM pU3HKiB [28].
Peanizariss npuHIMITy «HE HAIIKOIBY» MAa€ BKJIIOYATH HE
numre OesnedHe NO3yBaHHsS NperapariB, a i Mpo3opy
KOMYHIKAIlilo,  IHIUBIAyaJi30BaHUA  TepaneBTHYHUHA
MiAX1 Ta CBOEYACHUH KOHTPOIb TOOIYHUX e(EeKTIB, 110 €

0COONMMBO BaXJIMBHM IS JOiTeH 13 KOMOPOiTHUMH
OIIIIIKT [29].
ITopymenns NIPUHLAITY comianbHO1

crpaBenauBocTi mmoAo aited i3 PAC dacto MaioTh
CHUCTEeMHHI xapakTep. BoHU MOB’s3aHi 3 HEIOCTYIHICTIO
MOCJIYT, OCBITHBOIO cerperariieo, 30BHIIIHIMHA
00ME)XEHHSIMH Ta HECTAYCIO CIIeIiali30BaHOil MiATPUMKH.
MixHapogHi JaHI TIATBEPIKYIOTh, MmO  (i3UYHI,
(binaHCOBI Ta opraHizaniiiHi 6ap’epy iCTOTHO 0OMEXYIOTh
ydacTb JAWTHHH Yy couianmbHoMy Okutti  [30], a
HEIOCTATHICTh 1HKIFO3UBHHUX HPAKTUK IPU3IBOIUTH [0
comianbHO1 130msmii [31]. [loemHaHHS OTPUMAHUX HAMH
JAHUX Ta JaHUX JITepaTypu CBIAYUTH PO HEOOXiIHICTH
pO3pOOKM amanTUBHUX JAEPKAaBHUX CTpaTerii, Io
BpaxoBYBaTUMYTh 0coOymBi moTpebu miteit i3 PAC i
OIIIIKT, a Takox 3ab6e3MeqyBaTAMYTh PiBHICTD JOCTYILY
JIO COIaIbHUX 1 MeauuHuX cepsicis [11-14, 32].

Bucoka yactoTa nmopyieHs MpUHITAITY aBTOHOMIT
0COOHUCTOCTI (mcuxosoriunoi ’KOPCTOKOCTI,

cTUrMaTH3anii, OyJIiHry Ta JIIKapChbKOrO MaTepHATI3MY)

BIJINIOBIJIa€ TaHUM MDKHAPOJHUX JDKEPEI, SKi BKA3YIOTh

Ha 3Ha4yHy MNOMMpeHIicTh BikTHMi3awii mireit i3 PAC Ta

0OMeXKeHHsI TXHBOTO TpaBa HA CaMOBHM3HAYeHHs [26, 27].

HocmijpkeHHst B raimy3i  IHKJIIO3UBHOI  OCBITH

MIKPECTIOITh TOTpedy y pPiBHONPABHOMY IOCTYIHI IO

pecypciB, KBaliikoBaHO! MIATPUMKH Ta PEriOHAIBHOL

piBHOCTI MOXXITHBOCTEH [28].

HeoOximnicTh MYJBTHIACIHIDTIHAPHOT O
CYIPOBOJY y3TO/UKY€ETHCS 3 MIXHAPOIHHM KOHCEHCYCOM
IIOI0 BEJICHHSA T'aCTPOIHTECTHHAIBHUX MOPYIIEHb IPU
PAC [12]. Came TOMY HaIie JOCITIHKEHHS MiITBEPKYE
HEOOXiqHICTh (OpMyBaHHS WUTICHOI CHCTEMH, sKa
00’eTHae KITIHIYHY, OCBITHIO Ta COI[IAJIbHY CKJIaIOBi IS
3a0e3ne4eHHs €TUYHOTO, IPO30POTO Ta
MiATpUMYBaJILHOTO cynpoBony aited i3 PAC ta GIIIIKT.

BucHoskmn.

1. BcraHOBJEHO 3HAYHY MOIIHUPEHICTh OI0CTHYHUX TPO-
01eM y cUcTeMi MeIUIHOTO CynpoBoay Aiteit i3 PAC,
0COOIHBO 32 HASIBHOCTI CYITyTHIX KOMOPOITHUX CTaHIB
(®IIIKT), mo He mOB’s13aHi 3 TepaneBTHYHIMH iHTe-
pBenuisimu ipu PAC. V 1 rpymi xiTeit gacrime ¢ikcy-
BaINCS MOPYIICHHS TAaKUX CTUYHHUX INPHUHIMIIB, 5K
OnarodiiiHicTh, HE 3aBJaHHS IIKOIH, aBTOHOMIS 0CO-
OMCTOCTI Ta CIIPaBEATUBOCTI.

2. Haiibinpi KpUTHYHUMH OI0ETHYHHMU TIPOOIIeMaMH Yy
niteit i3 PAC ta ®IIIKT Oynu TpyaHOII 3 JOCTYIIOM
no edextuBHOi aiarHocTuku (89,9 %) Ta JiKyBaHHS
(77,5 %), BrcOKa yacTOTa HeOaKaHUX SIBHII] ITPU TEepa-
mii (73,0 %), menuuna 3anendanicts (53,0 %) ta crur-
matuzanist (100 %). Lli ¢akTopu Bka3zyoTh Ha Helo-
CTAaTHIO IHTETpaIlifo MEINYHUX, COIIaIbHAX Ta OCBIT-
Hix mocyr s aiteit i3 PAC ta ®ITHIKT, a Takox He-
JOTPUMaHHs TPHHIUINB MUTICHOTO MiAXOAY A0 ITH-
THHU.

3. CouianbHi 6ap’epu, rineporika, ICUXOJIOTUHA )KOPC-
TOKICTh Y POJIMHI, TIKAPCHKUI NaTepHaIi3M, IIKIIbHUH
OyJIiHT Ta 30BHIIIHI 0OMEXEHHS 3HAYHO IOTIPIIYIOTh
aKicTb )KUTTA aiteit i3 PAC ta ®ITIIKT rta ixuix omi-
KyHiB. Oco0ynBOi yBaru notpedye (peHOMEH «CTUTMHU
3 BBIWIMBOCTI», KOJM POAMHH 3MYILEHI CaMOi30JII0Ba-
THCS 4epe3 cOpoM a00 OCy/1 CYCIUIbCTBA, [0 BKa3ye Ha
BHCOKHI piBeHb COLIAIbHOTO HaBaHTa)KCHHSI.

4. BpaxoByrOuUd BHABICHI OiOCTHYHI Ta COLialbHi
0ap’epu, HEOOXITHO CTBOPIOBATH YHi(piKOBaHI MapII-
pyTtu cympoBony niteit i3 PAC, mo nepenbagatuMyTh
PaHHIi CKPUHIHT KOMOPOIIHUX CTaHiB, MIXIACIIHUILII-
HapHy B3a€MOJIII0 Ta CTaHJAPTH30BAHUI MOHITOPUHT
Oe3meku Teparii.

KonguikT inTepeciB: BincyTHiii.
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Abstract. As of 2023, according to the Public
Health Center of the Ministry of Health of Ukraine and the
Institute of Forensic Psychiatry, 20,936 children with au-
tism spectrum disorder (ASD) were officially registered in
Ukraine. The comorbidity of ASD with somatic pathology,
particularly functional gastrointestinal disorders (FGIDs),
which occur in 46-85 % of children with ASD, substan-
tially increases the level of bioethical and medical—-social
challenges faced by affected families and thus requires
comprehensive scientific analysis.

The aim of this study was to identify and evaluate
the bioethical and medical-social problems of families
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raising children with ASD, including those with comorbid
FGIDs, and to assess their influence on the quality of life
and social adaptation of both children and caregivers. The
study involved 125 children aged 2-18 years diagnosed
with ASD according to the national clinical protocol
(MOH of Ukraine, Order No. 341, 2015). Standardized di-
agnostic instruments were used, including the Autism
Family Experience Questionnaire (AFEQ), PedsQL™
Family Impact Module, and a specially designed semi-
structured interview assessing access to care, parental sat-
isfaction, and ethical dimensions of medical assistance.

The results demonstrated that violations of funda-
mental bioethical principles were widespread. Breaches of
beneficence (“do good”) - manifested as delayed diagno-
sis. insufficient multidisciplinary coordination. and limited
therapeutic options were found in 76.0 % of cases.
Breaches of non-maleficence (“do no harm”) reflected by
adverse drug reactions. polypharmacy. and unbalanced
pharmacological correction were observed in 54.4 %. The
principle of social justice was compromised in 64.0 % of
cases due to unequal access to inclusive education. special-
ized care. and financial constraints. Violations of personal
autonomy. including medical paternalism. insufficient
communication. or exclusion of parents from decision-
making were noted in 80.0 % of families.

Among children with comorbid FGIDs ethical
and social issues were considerably more pronounced
compared to children with isolated ASD: difficulties in
timely diagnosis (89.9 %), problems with therapy (77.5 %)
and adverse drug reactions (73.0 %). Medical neglect was
present in 53.0 % of cases and stigmatization affected
nearly all participants (100 %). Social barriers such as pa-
rental overprotection, rigid family dynamics, school bully-
ing and environmental limitations significantly reduced
the quality of life of both children and caregivers. Of par-
ticular concern was the phenomenon of “courtesy stigma”.
in which families self-isolate due to shame. social misun-
derstanding. or community judgment, reflecting a pro-
found psychosocial burden and emotional exhaustion.

The findings confirm that systemic deficiencies in
healthcare, social, and educational integration lead to the
violation of all four key principles of biomedical ethics in
managing ASD. The situation calls for the development of
an interdisciplinary model that integrates medical, psycho-
logical, and social care, ensures informed parental partici-
pation, and promotes equal access to evidence-based inter-
ventions. Establishing a unified ethical framework, ex-
panding inclusive programs, and improving professional
education in pediatric neurodevelopmental ethics are es-
sential steps toward enhancing the overall quality of life of
children with ASD and their caregivers.

Keywords: autism spectrum disorder (ASD), bi-
oethical principles, medical-social issues, comorbidity,
functional gastrointestinal disorders (FGIDs), children,
quality of life.
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