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Spina bifida € oaHielo 3 HaMOLWMPEHILLIUX BPDOAXEHX Ba, HEPBOBOI TRYOKM, ika NPU3BOAVTL A0 NOPYLIEHH:A GyHKL|i 6aratbox opraHis i cructem
Ta [0 iHBaniaHOoCTI.

MeTa — npoBeCT/ KOMIMIEKCHMI aHani3 CtaHy 300pOB'A AiTelt 3i spina bifida Ta rigpouedanielo B YkpaiHi Ha OCHOBI aHKeTyBaHH:A OaTbkiB
Ta IXHIX OiTer, BUBHEHHA MEAVYHOI JOKYMEHTALi Ta OHNAMH-KOHCYNbTYBAHHA 14 NONINWEHHS HaAaHHA MYNbTUANCUMNIHAPHOT NiATPUMKM
aiten uiel rpynu.

Martepianu Ta metoaum. 3a iHiuiatvey [0 «O6’eaHaHHa GaTbkiB AiTet 3 pO3LLINMHO xpebTa i rigpouedanieto «Canso ayxy» Ta 3a NiaTpPUMKM
MixHapoaHoi opraHisauii «Child Help» y yepsHi 2022 poky 6yna 3ano4atkoBaHa nporpama MyabTMaMCLMANIHApHOT OHNaH-NIATPUMKM AiTel
3i spina bifida B Ykpaini. Ha nepwomy etani 6ateku Aiteit si spina bifida 3anoBHIOBanM aHKeTy s y4acTi B NPOEKT, Y AKiin BKagdyBav AeMO-
rpadivHi oaHi Ta gaHi Npo CTaH 300P0B’s AUTUHK. 3aranom y NPOeKTi B3AnM y4acTb 149 niten si spina bifida, aki Haganw iHbopmoBaHy 3roay.
Cepen gitel nepeBaxanu ajisyatka (63,1%). Bik naujeHTiB cTaHOBMB BiA, 1 Micaus A0 24 pokiB. Ha HacTynHWx eTanax npoBOAUAM OHAANH-KOH-
CYNbTYBAHHS 3a yHacTi nikapiB MynsTUANCUMNNIHAPHOI KOMaHay Ta kepiBHuka [0 «CarBo ayxy».

Pesynbratu. NopyweHHa pyxoBoi dyHkuii cnoctepiranocs y 87,2% najten 3i spina bifida. Jinwe 32,9% aiten mormmn xoomMty CamoCTiiHO,
14,1% noTpebyBany CTOPOHHLOI AONOMOMK abo A0MOMIKHUX 3acobiB, 42,3% BMKOPUCTOBYBaNM AN NepecyBaHHs Bi30K ab0 KPICao Konic-
He. OpToneanyHa naTtonoris cnoctepiranace y 75,2% nauieHTis, rinpouedania — y 65,8% aiten. HenporeHHnin ceqoBuii Mixyp BiaMidaBca
y 79,9% nauieHTiB Ha 4Yac NPOBEOEHHA aHKETyBaHHS, iHQeKLji ceqoBmBigHNx wnsxis (ICBLU) — y 77,9%. YucTa nepepvByacTa kartetepmsauis
perynapHo nposoamnaca nuwe 51,7% nauienTis. JOCniaxXeHHs nokasano, Lo paHHi noYaTok kartetepmraadi aCoLjtoBaBCs 3 MEHLLIOK 4acTo-
Toto ICBLL. 3akpenu cnocTtepiranncs y 81,9% ajiteit, kanomasaHHs i/abo HeTpuMaHHs kany — y 58,4% naiten. QuucTka knieyHnka nposoamna-
cs149,7% nauieHTiB i Tinbkn 26,8% — perynsapHo. MOWKOMKEHH: WKIpW (paHu | nponexHi) cnoctepirannce y 12,8% aiten, aneprivHi npoasm —
y 21,8% naujeHTiB. Jlnwe 15% ajter 6ynu iMyHisoBaHi BiANoBiAHO A0 HaujoHaNbHOro KaneHaaps wenneHs, ay 70% aiter BakumHaLa He Npo-
Boamnacs B3arasi. lopylieHHs B Maci Tina cnoctepiranncs y 43% aiten, HanyacTile — HaamipHa Maca Tina/oxXupiHHsa (32,2%).

BucHoBkM. [1poBEeAEHW KOMMIEKCHW aHania CTaHy 340pOB’'a AiTelt 3i spina bifida Ta rigpouedanieio B YkpaiHi AaB 3MOry OKPeCInTH
HM3Ky NPo6nemM AiTei i3 Lielo NaTonorielo, Wo BrMBaOTb Ha AKICTb XUTTA Ta NOTPEOYIOTb MyALTUAUCUMNAIHAPHOIO NiAXoay A0 NikyBaHHA
Ta peaoinitauji.

JlocnioxeHHsa BMKOHAHO BIANOBIOHO A0 NPUHUMNIB [enbCIHCLKOI aeknapadii. MpoTokon OOCHIMKEHH:A yXBaNeHO JToKanbHUM ETUHHUM KOMITE-
TOM YCix 3a3Ha4eHVx y poboTi ycTaHOB. Ha npoBeaeHHs A0CNiAXEHb OTPUMaHO iHDOPMOBaHyY 3roay 6aTbkis, AiTe.

ABTOPW 3a8BNSHOTb MPO BIACYTHICTb KOHPNIKTY IHTEPECIB.

KniouoBi cnoBa: spina bifida, posuwinuHa xpebTa, rigpouedania, Baay HeBPanbHOI TPYOKN, MYyNETUANCUMMITIIHAPHWUIA MIAXIA, HENPOreHHNIA
CeyoBUM MiXyp, YMCTa NepepmsyacTa karetepmsadis.
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Spina bifida is one of the most common congenital neural tube defects, which leads to dysfunction of many organs and systems and to disability.
Purpose — to conduct a comprehensive analysis of the health status of children with spina bifida and hydrocephalus in Ukraine based
on questionnaires of parents and their children, study of medical documentation and online counseling to improve the multidisciplinary support
to children of this group.

Materials and methods. A program of multidisciplinary online support for children with spina bifida in Ukraine was launched in June
2022 at the initiative of the patient organization «Association of parents of children with spina bifida and hydrocephalus «Lights of Spirit» and
with the support of the international organization «Child Help». At the first stage, parents of children with spina bifida filled out a questionnaire
to participate in the project, where demographic data and data on the child’s health were indicated. A total of 149 children with spina participated
in the project. Girls predominated among the children (63.1%). The age of the patients ranged from 1 month to 24 years. At the next stages,
online counseling was conducted with the participation of doctors of the multidisciplinary team and the head of the «Light of Spirit» NGO.
Results. Impaired motor function was observed in 87.2% of children with spina bifida. Only 32.9% of children could walk independently,
14.1% needed outside help or aids, and 42.3% used a wheelchair or wheelchair to get around. Orthopaedic pathology was observed in 75.2%
of patients, and hydrocephalus in 65.8% of children. A neurogenic bladder was noted in 79.9% of patients at the time of the questionnaire,
and urinary tract infections (UTIs) in 77.9%. Clean intermittent catheterization was regularly performed in only 51.7% of patients. The
study showed that early initiation of catheterisation was associated with a lower incidence of UTls. Constipation was observed in 81.9% of
children, faecal micturition and/or faecal incontinence in 58.4% of children. Bowel cleansing was performed in 49.7% of patients, and only
26.8% regularly. Skin damage (wounds and bedsores) was observed in 12.8% of children, and allergic manifestations in 21.8% of patients.
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Only 15% of children were immunized in accordance with the national vaccination schedule, and 70% of children were not vaccinated at all.
Body weight disorders were observed in 43% of children, most often overweight/obesity (32.2%).

Conclusions. A comprehensive analysis of the health status of children with spina bifida and hydrocephalus in Ukraine made it possible
to outline a number of problems of children with this pathology, which affect quality of life and require a multidisciplinary approach to treatment

and rehabilitation.

The research was carried out in accordance with the principles of the Helsinki Declaration. The study protocol was approved by the Local Ethics
Committee of all participating institutions. The informed consent of the patient was obtained for conducting the studies.

No conflict of interests was declared by the authors.

Keywords: spina bifida, hydrocephalus, neuraltube defects, multidisciplinary approach, neurogenic bladder, clean intermittent catheterization.

Bceryn

eeKTH 3aKPUTTS HEPBOBOI TPYOKHU

€ OTHUMU 3 HAUTIOTIUPEHIIINX BPOJIKe-

HUX Bajl, 1[0 TPU3BOAATH 0 PO3TIiTH-
HU xpebOTa Ta cnuHHOMO3KOBOI Kuym [6,9]. Bama
PO3BUTKY CIIMHHOTO MO3KY CIPUYNHSE MTOPYIIIEH-
Hs1 (DyHKIIiT GaraThOX OpraHiB i CHCTEM OpraHis-
My Ta B OLIBIIOCTI BMIIAAKIB BTpaTy IIpailes3jar-
HocTi Ta imBamiznocti [9,11,14]. BrpoBamkenns
e(eKTUBHUX XiPYPriuHUX METO/iB KOPEKIlii [e-
(bexTy Ta BUKOpUCTAHHS INIYHTIB [JI YCYHEHHS
riziporiedaii 1aim 3MOry MOJIETIITUTA HEBPOJIOTiU-
Hi YCKJIQJIHEHHS Ta 3HAYHO TIO/IOBKUTH TPUBAJIICTh
JKUTTS TarienTis 3i spina bifida y XX cromiri [9].
MyasruanciuiiiHapHa miTpUuMKa JiTel 3 poslili-
JIMHOIO XpeOTa Ta BIPOBaJIsKEHHS eleMeHTIB Oe3rie-
PEPBHOTO JIOTJISALY, CIIPSIMOBAHUX HA TIOJITITIEHHS
(yHKIIIT HIPOK, CE40BOTO MiXypa i KUIIIEeYHUKA, J10-
ITOMOTJTU He TiJIbKU 3HAUHO TTO/IOBKUTU TPUBAJICTh
JKUTTS IAILEHTIB, ajle W HiABUIMUTUA MOTr0 SKICTb
[11,14,16,18]. Ax nacinok, 3HayHa 9acTKa JIOJeH,
STIKi 3apas JKUBYTh i3 PO3IIINHOIO XpeOdTa, € 10poc-
JIUMU, TOMY HaJI3BUYATHO BRLKJIWBUM 3aB/IAHHSIM
€ HaJIaHHS 1M TaKol caMol JIOTIOMOTH, IKY OTPUMY-
I0Th MAIliEHTH B IUTUHCTBI [9].

Xipypriuna Kopekilis edeKTy TPOBOIUTHCS
BIPOAOBXK 2 mi6 micast Hapomkenns [6,14]. TIpo-
Te B TOJAJIBIIOMY JIOBIUHUIN MPABUJIBHUHN JOTJISI]
i peabimirallis € BasKJIMBUMU CKJIAJOBUMU BUKH-
BaHHS Ta MOJIMNIIEHHS IKOCTI JKUTTS TaKUX JliTei
[9,11]. Batbku abo OMiKYHU CTUKAIOTHCS 3 HU3KOIO
npobJsieM, 30KpeMa: 3 MOPYIIEHHSIM MOTOPUKH 3
BUHUKHEHHAM TapesiB abo mapasivis; posiagaMu
YYTJIUBOCTI, 1110 TPU3BOSTH /10 TPABM, OITiKiB 1 po-
3BUTKY TIPOJIEKHIB; 3 OPTOIEIMYHOIO TTATOJIOTIEI0 —
BUKDUBJICHHS KiHI[IBOK 1/a00 Xpe0Ta; pO3BUTKOM
rizponieparnii Ta anomasii Apnoabaa—Kiapi, 1o
9acTO MOTPEOYIOTH XiPypPrivHOTO BTPYIAHHST; i3 T10-
pyIIeHHsAM (YHKIH Ce90BOTO MiXypa Ta KHUIIed-
Huka [9,11,16,18]. Came criHanbHe MOPYIIEHHS
(YHKIIT Ta30BUX OPraHiB, 3a JaHUMK 6AaraThoX J10-
CJIIJIKEHb, € IPUYMHOI0 CMEPTHOCTI Ta IIP00JIEMOIO,
110 HalbiJbIIe BIUIMBAE HA SAKICTb KUTTS AiTeil 3i

spina bifida [16,18]. 3asexxHo Bix THIy HeliporeH-
HOTO C€Y0BOTO MiXypa, 10 (HOPMYETHCS, Y TUTUHI
MOKYTh BUHUKATH 4acTi iH(MEKIi ce90BUBIIHUX
HIJISIXiB, PO3BUBATUCST MiXyPOBO-CEUOBIIHUN ped-
JIIOKC 1 TizpoHedpo3 HUPOK, MO MPHU3BOASTDL 10
XPOHIYHOI XBOPOOYM HUPOK i HMUPKOBOI HEHXOCTAT-
Hocti [6,18]. 3akpernu, HerpuMaHHsS Kaiy i/ab0
cedi € iHIOI BasKJIMBOIO CKJIAJI0BOIO, [0 HE TiJlb-
KM BIUIMBAIOTh HA 4acTOTy iHQEKIii, ane i MaloTh
BaKJIMBUM TICUXOJIOTIYHUN Ta COIiaTbHUN e(heKTH
[6,11,14]. 3okpema, HelTpUEMHUI 3a11aX, MMOCTiliHE
HojipasHeHHs IIKipu, 1moTpeba B mamiepcax abo
YPOJIOTIUHUX TPOKJIAJKAaX BIIMBAIOTH HA aJlarTa-
I[if0 Ta B3a€EMOJIII0 B CaZ0YKy, IKOJi abo iHIIOMY
JIUTSYOMY KOJIEKTUBI.

BaxknmBoio 4acTHHO KOHCEPBATUBHOI KOPEK-
1ii HEMPOTEHHOTO CEYOBOr0 MiXypa Ta Mmpodimtak-
TUKWA PO3BUTKY 1H(MEKIIN € yucTa nepepuByUacTta
karerepusaitisg (UITK) [6,18], o norpedye BUKO-
pUCTaHHS HOBUX KaTeTepiB, AOCTYII 10 SKUX y Te-
HePIIIHIX yMOBaX TAKOK 3HU3UBCSL.

[Ipruvan  po3BUTKY  JedeKTiB  HEPBOBOI
TpyOKM € KOMILIEKCHUMH. BBajka€Tbcsi, 110 TIpU
IIbOMY Ma€ 3HAYeHHS TOPYIIEHHS 3B'SI3Ky MiX
renoMHUMHN (akTopamMu Ta (aKTOpaMu HaBKO-
aumHboro cepeposuia [9]. Ha cporopni ne Bu-
SIBJIEHO JKO/THOTO T€Ha, SIKU BUKJIUKAE i30JbOBaHi
nedexkTrt HepBOBOI TPyOKM. MHOKMHHI Bapiatii
TeHOMHOI TIOCJiJIOBHOCTI CIPUSIOTh BUHUKHEHHIO
mmx jedekris [20]. Yucnenni pokasw cBif4aTh
npo Te, 10 AeeKTH HepBOBOI TPYOKM BUHMKA-
I0Th y OLJIBIIOCTI BUMA/KIB yepe3 HabyTi Ta craj-
KOBi posiaan GhoJaTHOTO MUKJY, SKUM TepeBaxK-
HO MOJKHa 3armobirTH 3a JIO0MOMOIO Xap4OBUX
nobaBok ¢osiesoi kucaoru [20]. Tomy cyTTEBOIO
CKJIa/I0BOIO TIPO(IIAKTUKYA BUHUKHEHHST BPOJIJKE-
HUX Bajl 3aKPUTTsI HEPBOBOI TPYOKH € hopTrdika-
Iish  HAWUMOMIMPEHINMX MPOAYKTIB XapyyBaHHS
TaKUX, SK XJI1i0, MakapoHH, Kalili Ta iH., (oJieBoro
kucyotoo [8]. 3okpema, y CIIIA g mporpama
Jlajia 3MOTY 3HAYHO 3HU3UTU PiBEHb MOIUPEHOCTI
BPOKEHUX BaJl HEPBOBOI TpyOku [5]. Amke, gk
Biztomo, He mentire 80% ycix Bumazakis spina bifida
CIIPUYMHEHI caMe XapuoBuUM edinutoM GoieBoi
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KHCJOTH, OCHOBHUM JIKEPEJOM $KOi € 3eJieHi
guctoBi  oBoui Ta  dpykru.  [locrmimkenns
MOKAa3aJIu, M0 BiJCYTHICTH 06OB’sI3KOBOrO 36ara-
4eHHd (POTEBOI0 KUCIOTOIO Y 28 €BPOIENCHKUX
KpaiHax crupuunbse aedeKkTu HepBOBOI TPyOKu
maitke y 1000 BaritHOCcTel mopoky [12], Tomy
Bce Oiybllie acoriamniii i MeIUYHUX IPOBaiiepiB
BUCTYTAIOTh 32 GopTUdiKaIliio MPOAYKTIB Xapuy-
BaHHsI, 30KpeMa, 6opomuraa B €sporri [13]. Ils mipo-
6J1eMa € aKTyaJIbHOIO 1 171t YKpaiHu, sika € JiiepomM
cepel momupeHoctTi aedeKTiB HEePBOBOI TPYOKH
B €spomi [12]. OcobanMBO BaKJUBUM ITHTaH-
HsT TIPO(IMaKTUKK BaJ HEPBOBOI TPYOKU € TIij
yac BITHW BHACJIOK POCIMCBKOI arpecii, ajzke 10-
XOJIM HaceJIeHHS Ta KyIliBeJbHa CIIPOMOXKHICTb
3HAUYHO 3HU3UJIUCS.

Mema nocniKeHHSA — TIPOBECTH KOMILJIEKC-
HUU aHai3 CcTaHy 310poB’st miTell 3i spina bifida
Ta Tigpoiedalniclo B YKpaiHi Ha OCHOBI aHKeETY-
BaHHS OAaTbKiB 1 IXHIX [iTell, BUBYCHHS MeIny-
HOi JIOKyMEeHTaIlii Ta OHJIAliH-KOHCYJIBTYBaHHI
JJIST TIOJIIIIIIeHHST Ha/laHHS MYJIBTUIACIIUATLIIHAP-
HOI HiATPUMKHM JIiTei i€l rpynu B yMOBax BiliHU.

Marepiaau Ta METOIH JOCTIIZKEHHS

3a imimiatusu 'O «O6’ennanng 6aTrbkiB miTel
3 posuiinHo xpebra i rigponedamnicio «CaiiBo
IyXy» Ta 3a MATPUMKUA MiKHAPOJIHOI OpraHisaiiil
«Child Help» y gepsni 2022 poky 3amoyatkoBaHa
rporpaMa MYJIbTUIACIUIIIIHAPDHOT OHJIANH ITi/l-
TpUMKH JiiTeit 3i spina bifida 8 Ykpaiwi.

[/lo mporpamu 3ajydeHi Jikapi MYJbTHHC-
IUIJIIHAPHOI ~ KOMaHAW:  IeiaTp-KOOPAMHATOP,
JiKap-HeWpOXipypr, JiKap-ypoJior, JiKap-TacTpo-
EHTEPOJIOT, JTIKap-OpPTOTIe] 1 JTiKap-peabisiToJIor.

Iudopmartito mMpo MPOEKT GATHKK OTPUMAIN
Bix rosoBu I'O «CgiiBo nyxy» uepes HOIIUPEH-
H B OaThKIiBCBKIN rpymi, sika Hamiuye 229 po-
auH. Ha mepmiomy erami 6atbku iTeid 3i spina
bifida 3amoBHIOBaIM aHKETY /IS y4acTi B IPOEKTI,
y AKiil BKagyBasm fAemorpadivni gani ta gaHi mpo
CTaH 3[0POB’S AUTHHU, GA3ylOUNCh HAa BUIMCKAX
JiKapiB, i MOTOYHWUM CTaH 370POB’ST AUTUHU, a Ta-
KOJK JIaHi 11po Ge3nepepBHUIL [OTJISIL: TPOBEEHHS
UIIK, ii wactoTy, TPUBAIICTh; TPOBEIEHHST TEXHIKT
OYMCTKHU KUTIEYHUKA, 11 9aCTOTY Ta BUKOPUCTAHHS
MEIMKAMEHTO3HOTO JIIKYBaHHS: OKCUOYTUHIHY 41
IHIUX XOJIHOJITHKIB, YPOCENTHUKIB, JIiKyBaHHS
pas Toio. B okpemomy posis 6aThbKu BKa3yBaJu,
sIKi 3ac00U JIOTJISiZly BOHU BUKOPUCTOBYIOTB: THII
Karerepa, po3Mip, CUCTEMU [IJI OYUCTKU KHIIIeY-
HUKa, TirieHiuHi 3acobu, mAry3Ku, yposoridti mpo-
KJIAJIKU TOITIO Ta iX HEOOXITHICTb.

42

3aramom 149 niteii i3 spina bifida B3siim yuacts
y TOpPOEKTi, 1o craHoButh 65,1% Bix 3arasb-
HOI KijgbKoCTi moindopmoBanux ocib. Yci mitn
a6o ixHi 6aThKK HaJAJIM 3rO[Y Ha Y4acTh y IIPOEK-
Ti Ta 3arnoBHWJIM ankery. Haituacriiie 3aroBHIOBa-
sa ankety Mama (142; 95,3%). Cepen miteit, 6ymo
94 (63,1%) miBumnku Ta 55 (36,9%) XJIOMUUKIB;
p<0,001. Bixk marientiB craHoBuUB Big 1 Micsis
1o 24 poxkiB, cepenniii Bik — 10,0+5,5 poky.

BpaxoBytoun GakaHHs Ta 3rofy OaTbKiB, Ha
JIPYTOMY eTalli MpOBONIN OHJIAWH-KOHCYJIbTYBaH-
HS 3a y4acTi KOOpAWHATOPA MYJIBTUINCIIATIIIHAD-
Hol koMan 1 Ta KepiBHuKa ['O «Csiiso myxy». [Tin
Yyac KOHCYJIBTAIlil TPOBOJIUJIN KOMILJIEKCHY OIIHKY
CTaHy 37I0POB’S ITUTHUHMU, OIIHIOBAIN BaKI[MHAJIb-
HUIT aHAMHe3, a TAaKOK BU3HAYAIU MOTPEON JAUTH-
HU B TIOAJBIINX OOCTEKEHHSIX 1 KOHCYJIBTAIiSAX
cremiasicTiB, HajaBaau HeoOXiJAHI peKOMeHallii
110710 6e31epPepPBHOTO IOTJISILY, MIEIIEHb i BU3HA-
yajm HeoOXiAHI IHAMBIAyaJIbHI TOTPEOU B KaTeTe-
pax, CCTeMi OYMCTKU KUTIIeYHUKA, MeTUKaMeHTO3-
HuX 3acobax Tomro. Ilix yac oHmaliH-KOHCY IBTAIIii
MTPOKOHCYJIBTYBAJIN 3arajioM 78 JTiTeid.

Ha wmactymHOMy ertami 3aeKHO Bifx 1motpebd
JUTUHU OpraHisyBaju KOHCYJbTAlllli 3 1HIIUMU
YjleHaMUd  MYJbTUAUCIUIIIHAPDHOT KOMaHAM —
JliKapeM-HelpoxXipyprom, JikapeM-racTpoeHTepo-
JIOTOM, JIIKapeM-OPTOIIe/IOM, JIiKapeM-yPOJIOTOM,
[ICUXOJIOTOM, peabimiTosoroM. 3a MOKJIUBOCTI
Ta 3a TOTPeOH, MiTell CKEPOBYBAIM HAa KOHCYJIb-
Tallil /10 CreliajgicTiB 3a MiclleM MPOKUBAaHHSI Ta
JUIST TIPOBEJIEHHST I0JIATKOBUX METO/IB 0OCTeKeH-
Ho (aHamidy ceui, GiOXiMIYHOTO aHaIi3y KpPOBi,
VJIBTPAa3BYKOBOI [IIarHOCTUKU HUPOK 1 CEYOBOTO
MiXypa, MarHiTHO-Pe30HAHCHOI ToMoTpadii royoB-
HOTO Ta CIIMHHOTO MO3KY, YPOJWHAMIKHU TOIIO).

OxpiM  TOro, TPOBOAWUJIM  TPYMHOBI  OH-
JaitH-Bebinapu 3 (Gi3MYHUM TepareBTOM, eprore-
pareBToOM i MCUX0JI0TOM. 3a TOTPeOr MTPOBOANIIN
1 iHAWBIyaabHI KOHCYJIBTAI] 3 UMY (PaxXiBISIMMA.

Craructuynunii anasis pesyibTaTiB aHKeTyBaH-
HA Ta KOHCYJIBTYBaHHSI IPOBOJWJIN 3a JIOIIOMO-
rofo craructTuaHoro nakery «STATISTICA 10.0»
i pemakropa Tabuuib <«Microsoft Excel 2003».
PospaxoByBasm cepeHe 3HaAUE€HHS Ta CTaHIApTHE
Bisxusenns (SD). [l MOpiBHAHHS cepe/lHiX Be-
JUUH 3acTocoByBasim kputepiii Crbrosenta (t).
[TopiBHAHHS YACTOTHUX IapaMeTpiB IMPOBOIUJIN
3a JI0IIOMOrOI0 KpUTEpito Xi-kBajpat. BiamMinHOCTI
MiX TTapaMeTpamMyu BBaKaJW CTAaTUCTUYHO 3HAUY-
mmu 3a p<0,05.

JlocmijskeHHsT  BUKOHYBaJIW  BIJIOBIHO IO
npunnumiB leabcincbkoi pekmapaitii. IIporokon

ISSN 2663-7553 Modern pediatrics. Ukraine 2(130)/2023



Yntamte Hac Ha caunTi: http://medexpert.com.ua

OPUTTHAABHI AOCAIAKEHHSI

Yepriris

® Xapkis

i

Montasa g

- |

[ ®
3

JloHeusk

°
3anopisa

Puc. 1. Po3nopin nawjeHTiB, siki B3s1M y4acTb Y NPOEKTI No o6nacTsx YkpaiHu

nocaipkeHHst 6yB yxBasieHuit JIOKaJTbHUM eThd-
HUM KOMITETOM yCiX 3a3Ha4€HUX y POOOTi yCTaHOB.
Ha npoBenennst nocuiizkenb oTpuMana iHhopMo-
BaHa 3rojia 6aTbKIB, AiTeil.

Pe3yibrat A0CHIZKEHHS Ta iX 00rOBOPEHHS

Cepen poamn 149 giteit, sIKi B3sJd ydacTh
y Tpo€KTi, 127 POAWH 3aJuIanucd TPOKUBATU
B Ykpaini, cepen skux 11 Oy BHYTPILIHBO Iie-
peMmileHnMH, a 22 POIUHU Tepeixaan 3a KOPIOH,
Haiibinpime — go Iompmii (7 pomua). Oxpemi
HamieHTH 3 poauHamMu mepeOyBamu B Itasii,
Yexii, HIseiinapii, Bomrapii, Cep6ii, HimeuunHi,
JIutsi, benbrii.

[TamieHTH NPEeACTABIsIA IIPAKTUYHO BCi 006-
Jlacti Yrpainu, kpim YepHiBellbKoi Ta 3amopi3bKoi
obmacreii (puc. 1).

HopmanbHa wmaca Tia Bigmivamacs B Oijib-
mocti giteit — y 85 (57%), HajamipHa mMaca Tija —
y 46 (30,9%), oskupinns — y 2 (1,3%), HemocTaTHs
maca Tia —y 15 (10,1%) narienTis.

Haituacrime (128 xireii, abo 85,9%) crocrepi-
rajocsi MEHIHTOMI€EToTIesie, Pijiliie — MEeHIiHToIese
(16 oci6, abo 10,7%), pigko — Heipopaxilmauc
(2 nutunHu, abo 1,3%) Ta JimomMeHiHroMieTOpaIm-
kyJomese (3 gutunu, abo 2,0%), (puc. 2a).

¥ nepeBakHOI OLIBIIOCTI AiTel po3iiiinHa Oyia
B ITOTIEPEKOBO-KPUKOBOMY Bi/Iiyii xpeOra, mpudo-
My TIOTePeKOBHI Bitiai xpebra OYB 3aaydeHnM

ISSN 2663-7553 Cyuacua nexiatpisa. Ykpaina 2(130)/2023

y 107 (71,8%) niteii, kpuxosuit — y 58 (38,9%),
kynpukoBuii — y 15 (10,1%), rpyanuii —
y 13 (8,7%) namuientis (puc. 26).

Jlume B 19 (12,8%) aireii 3i spina bifida we 6y1o
napesy HUKHIX KIiHI[IBOK, y peUITH JAiTeil mopy-
IeHHd PYX0BOI (DYHKIIII criocTepiraanucs BiJl Jier-
KOTO JI0 TJIMOOKOTO CTYTIEHS, TIPHYOMY HaityacTiiie
(50 ocib; 33,6%) maB Mmicile TIMOOKHUIT Tapasiy.
[Tapes BepxHix KiHIIBOK BiamiuaBcs y 33 (22,1%)
narientiB. 3aranom 49 (32,9%) niteit morsu
xoautu camocrtiitno, 21 (14,1%) — 3a cTOPOHHBOT
goroMoru  abo BUKOPUCTOBYIOUM OPTE3H, MHU-
i abo xoxyuku, 14 (9,4%) miteii camocriitHo
He TIepecyBaJiucsd BiJIMOBIIHO /10 BiKy (TlepeBask-
HO TIe J[iTU TEPIIOTO POKY KUTTs), 63 (42,3%) nu-
TUHU BUKOPUCTOBYBAJIW JIJIs TI€PECYBaHHS Bi-
30K abo kpicio kogicue, 2 (1,3%) miteit ocTiitHo
JIEKAJIU B JIIKKY.

3arasom 112 (75,2%) GarbkiB BKasyBaiu Ha
HasABHICTb Y JUTUHU OPTOTIEAWYHOI TaTOJOTII,
cepen sikoi y 74 (66,1%) criocrepiraiucst Bupa-
KeHi medopmartii xpebra y BUTJISAIL CKOJIO3Y,
kidosy, sopnosdy, y 41 (36,6%) mutunu — ne-
dopmartii cyrimo6is Ta crom. Y 15 (10,1%) mireit
BiIMiYa/IMCsI IEPEJIOMH, YaCTO — 110 2—3 MepPeIoMHU.
Y 37 (24,8%) niteit mpoBoAMJINCH ONEPATUBHI
BTPYYaHHS [IJI1 KOPEKIIil OPTOIEIMYHO]T 1aTOJIOTII.

Yei gitr 6y mpooriepoBaHi 3 IPUBOLY CIIMHHO-
MO3KOBOI KWJIM B PAHHBOMY JIUTSYOMY Billi, 4acCTi-
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Puc. 2. Po3noain nauieHTiB 3a popmamim 3axXBOPIOBaHHS (a) i 3a piBHEM ypaxeHHs xpebTa (6)

me B TIepIri JiHi IMicast HapoJsKeHHs. DBisbirictn
JiTell y Mo aIbIIoMy IIepeHecIn 1ie 1o 2—3 onepa-
TUBHI BTPYYaHHS, Y JIEIKUX JIiTel KiJIBKICTh Olle-
paTuBHUX BTpy4yaHb o 12—16 pokiB craHoBmJIA
Bix 5 mo 10. ¥V Ginbmocti (80 miteit, abo 53,7%)
B’Ke HAa MOMEHT 3allOBHEHHS aHKEeTH CIOCTepi-
raBcss  CUHAPOM (pikcaiii CIUHHOTO  MO3KY,
a B TPETUHU JIiTEH TTPOBOIUJINCH OTIEPATUBHI BTPY-
YaHHS 3 MPUBOJLY 3HATTS MATOJOTIYHOI (ikcartii
CIIUHHOTO MO3KY.

Tiaponedanis mana micie y 98 (65,8%) ma-
IIEHTIB, OITTBIITOCTI 3 HUX TIPOBEIEHO JIIKBOPO-TITyH-
tytoui oneparttii. ¥ 17 (11,4%) miteii Biagmivaauch
emiJIeNITUYHI TPOSIBU.

Hefiporennuii ceuoBuii Mixyp crocrepiraBcs
y 119 (79,9%) natienriB Ha 4ac nMpoBe/ieHHS aH-
keryBanus. Jlumre B 33 (22,1%) narientis 1o mMo-
MEHTY aHKEeTYBaHHs He OyJI0 3a[0KyMEHTOBAHUX
BUTIAZKIB  iHQEKIil  CeYoBUBIIHUX  ILJIAXIiB
(ICBII) (puc. 3a),y 35 (23,5%) BoHM 3ycTpivyaiu-
cs nysxe yacto. Cepen nartienti 106 (71,1%) niteit
3aCTOCOBYBAJIM YPOCENTUKU Ha IMOCTiiHII OCHOBI
a6o 3a norpebu (puc. 3r), a 20 (13,4%) mireit —
OKCHOYTHHIH.

BuBuenHd MennuHOI IOKYMEHTAallil Ta ImpoBe/ie-
He KOHCYJIBTYBaHHA Y 78 J1iTeli moKas3aJo, 1o B 26 i-
teit (33,3%) crocrepirasiocsi XpoHiuHe 3aXBOPIO-
BaHHS HUPOK, 30KpeMa, XPOHIUHUN TiesoHedpuT,
y 16 (20,5%) — ypereporiaponedpos, y 5 (6,4%) mi-
Tell — HHUPKOBa HexocTaTHicTh. Y 2 (2,6%) ma-
I[IEHTIB MPOBE/ICHO ONIEPATUBHI BTPYUYAHHST — alleH-
nurormcrocToMito (omnepartito Mitpodanosa).
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3araiom 77 (51,7%) pecroHIeHTIB BiIIOBI-
jm, mo npoBoxsaTh UIIK Ha mocTiitHill OCHOBI,
me 12 (8,1%) Bkasanu, 1m0 TPOBOJATH ii mepio-
auHo, 3a morpebu, i 60 (40,2%) sasHaumin,
110 308ciM He npoBoastTh YITK (puc. 36). [TouaTok
KaTeTepu3allii NMpuIaaB Ha Pi3Hi BIKOBI T1epio-
o — Big 3 micamiB g0 20 pokiB. Cepenniil BiK,
3 sikoro npoBoauThest YIIK, cranoBus 4,5+4,1 po-
Ky. Bci Garbku BigMmivaiy SHUKEHHSI 4YacTOTH
ICBUI Bix movarky mposenenns YIIK. [Ipuaomy B
miTeit, 6GaTbK¥ SKUX Bigmidaau ayxe gacti ICBII,
ITOYaTOK KaTeTepu3allil MpuIiaiaB y cepelHbOMY Ha
5,5 poky (64,6+53,2 Micsitist), TO SIK [iTH, 4acTOTa
[CBIII y gxkux ctanoBuia 1—2 pasu Ha pik, po3Iio-
gamm YIIK y 3,5 poxy (42,0+43,1 micsir). Otike,
npu ayxe vactux ICBIII Tepmin mouarky YUIIK
OyB BipOTiHO OLIBIINM, HiK y Tpymi AiTeil 3 pi-
kumu indexiismu (p<0,05). Yacrora karerepusa-
1ii craHoBuIa Bix 1-2 pasis 10 6—8 pasis Ha 100y.
3arajioM Jiuiie B TPETUHM BiJl 3aTaJIbHOI KiJIBKOCTI
pecrionzienTiB YIIK mpoBomunacs mo 3 roamHu
abo ygacrirre (puc. 3B).

3akpenu crocrepiranuck 'y 122 (81,9%) ni-
Teil, KaJoMasaHHs i/ab0 HeTPpUMaHHS Kalxy —
y 87 (58,4%) niteit. O4mcTKa KUIIEYHUKA TPOBOIM-
nacst 74 (49,7%) namienrawm, i smrnre 40 (26,8%) mi-
TAM — BiZIIOBIZIHO /10 pekoMeHaiiil MixkHapoaHoi
denepartii «Spina bifida i rigpomedamis» (moxHs
abo gepes sienb). [I'srepo (3,3%) 6aTbKiB BKaszyBa-
s Ha c(hOPMOBAHY KOJIOCTOMY.

3arasmom 143 (96,0%) narieHTn BUKOPUCTOBY-
I0Th Pi3HI ririeHiuni 3acobu JOrJISLY 3a AUTUHOIO,
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Puc. 3. YactoTa iHbEKLI CeHOBMBIOHMX LLNAXIB (a), NPOBEAEHHS YNCTOI NepepmBYacToi kateTepmaadii (6), ii yactoTa (B) i 3aCTOCyBaHHS ypOCENTUKIB ()

y oitei 3i spina bifida

Haiiyactime kiaacuuni miarysku — 106 (71,1%),
niarysku-rpycuku — 73 (49,0%), yposoriuni mpo-
kimagku — 40 (26,8%), ririeHiuHi TPOKIagK —
17 (11,4%), ririenivyni nesmoniku — 44 (29,5%) na-
iEHTH.

[[lomennntit orysa/ MIKipy AUTUHUA, TPODITaKTH-
Ky paH i 1mpoJexHis nposogsarh 98 (67,6%) GaTb-
KiB, gKi JIJaJM BiIIIOBiJIb HA Ile 3allUTaHHS aHKETH.
Y 19 (12,8%) miteii criocTepiraloThcsi paHu i mpo-
JIESKHI, TOMY € TIoTpeba B TiZIPOKOJIOIHUX TIIACTH-
pax /st JIIKyBaHHS paH.

Ha cxunbnicts g0 aneprii Bkagysasin 32 (21,8%)
pecrionenTiB cepes 147 ocib, ski gaau BiAIIOBiAb
Ha 11e 3anuTanasa. Y 3 (2%) piteii criocrepirazach
asepris Ha jarekc, y 14 (9,5%) — Ha MeauKameH-
TO3HI 3acobm (Haituacriiie Ha aHTUOIOTHUKM),
1o 6 (4,1%) miteit masu anepriio Ha 3acobu moby-
TOBOI XiMii 1 Ha MPOAYKTH XapuyBaHHs Ta 110 TPOE
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(2%) — Ha ajepreHu My, yKycu KOMax Ta epcTh
TBAPUH.

ITin yac KOHCYJBTYBaHHS 3BEPTAIM yBary
Ha HAgBHICTb IEIJIeHb Y AUTUHU BiAOBIHO /10
HarionasbHoro kanenzgaps. Cepex 78 HpOKOH-
cyJIbTOBaHuX iTell y 54 (69,2%) e OyJi0 mienaeHb
30BciM, y 12 (15,4%) Oy okpemi 1erieHHs abo
posnouasacs BakiuHaiis. [llemeni BianosigHo 10
kanenapst quire 12 (15,4%) miteit (puc. 4).

ITin wac KoHCYJIBTYBaHHS 3BEPTAJA yBary
Ha BUKOPHUCTAHHSI MOJKJHUBOCTEN MPOMIiJIaKTUKI
BaJl HEPBOBOI TPYOKH, 30KpeMa, Ha 3aCTOCYBAHHS
osieBoi KNCIOTH HA eTalll IJIaHyBaHHS BariTHOCTI
ta 1 yac BaritHocTi. Cepen 78 maTepiB JiTeii 3i
spina bifida, siki B3st yyacTh y KOHCYJIBTyBaH-
Hi, smme 26 (33,3%) BxuBamu HosieBy KUCIOTY
110 BaritHOCTI abo 3 IIEePIIOro MicsIsl BariTHOCTI,
OlabiicTb (42 ocobu, abo 53,9%) B3araJi He 3acTo-
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- [MOBHICTIO BiACYTHI LLEMNNEeHHS

Puc. 4. BakumHauis gitein 3i spina bifida (%)

COBYBaJIN TIpemapaT (oi€eBOi KUCIOTU ITiJ[ 4ac
BaritTHocTi (puc. 5).

OTxe, TpoBeIeHUH aHAJIi3 /1aB 3MOTY KOMILIEKC-
HO OIIIHUTHU CTaH 3[0POB’s jiTeil 3i spina bifida
Ta BUALIATH TPOOGJIeMH, sIKi Hallbi/IbIlle BIIMBAIOTh
Ha SKICTb KUTTSI.

Cepen agiteii 3i spina bifida BiporigHo mepesaska-
JIV JIIBYATKA, 110 CIIBIAIAE 3 JAHUMU JIiTEpaTypu
[6,9]. /loHenaBHA TpUYMHA BUIIIOTO PU3UKY Jledek-
TiB HEPBOBOI TPYOKM B 0Ci0 jKiHOYOI cTaTi 3ajMia-
Jacs HeBigomoro. OcTaHHI JOCTIIKEeHHS TIOKa3aIH,
1o BTpara 6ijKa p53, AKUI € CYyIpecopoM My XJIIMH
i peryJioe ToiJ KIITHH, CIIPUYNHSIE abeppaHTHY
IHAKTUBAIIiI0 X-XPOMOCOMHU Ta crienudiuHi AJIs 5Ki-
HOYOI cTaTTi edekTr HepBOBOi TPYOKH [7].

3arajioM HaMU BUJIJIEHO HaiOIbIT CyTTEBI
npobsemu 3i 310poB’sIM y miteit 3i spina bifida
Ta iXHIO YacTOTy Cepej MiTel YKPaiHChKOI TOITy-
JIATI, 10 TOTPeOYITh MYJIBTHINCIUIIIHAPHOTO
MiJIXO/TY /I BeJIeHHS 1€l KoropTu Jiteit (puc. 6).
[Topytennst pyxoBoi (hyHKIIII Ma€ BaroMuil BILJIUB
Ha 3/I0POB’S Ta AKICTh JKUTTS JiTeN. Y TPETUHU Ta-
I[IEHTIB criocTepiraBest TIMOOKMI apasiiy, i Jiuiie
TpeTWHa AiTell MOTJIa XOMUTU CaMOCTITHO, TIOHAJ]
40% BUKOPUCTOBYBAJN Bi30K ab0O KPiC/I0-Bi30K.
Y 75% malitienTiB BigMivaIrcs OPTONEINYHI MTPO-
6JieMu, SIKi 9acTo MoTpedyBaiii MOBTOPHUX OIle-
paTUBHUX BTpPyuYaHb. BaxauBicTb opToneAn4YHOro
i (pizioTepareBTUYHOTO JIOTJISIY B MPOTPaMi MYJIb-
TUIUCIUIIIHAPHOT TATPUMKHU  TKPECTIOETHCS
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Puc. 5. 3actocyBaHHa npenapartiB QOJEBOI KUCNOTM MatepsMu AjiTtew
3i spina bifida (n=78) no i/abo nig Yac BaritHocTi (%)

i B inmmx gocaimpkennsx [9]. edbopmartii Ta KoH-
TPaKTypPH CTOIU BILINBAIOTh HA MOXKJIMBICTD CTOS-
TH, TIepecyBaTuCs 3 IHBAJIITHOTO Bi3Ka i Ha HHOTO,
XOJIUTH, 1II0 PA30M 3i CKOJIIO30M 1 KOHTPaKTypaMu
KIHI[IBOK BUMAaraioTh KOMILIEKCHOI (idioTeparril
Ta XiPypriuHOro BTPYYaHHS JIJISI TOJIIIIEHHS Ch-
JIHHS 1 ToJT0KeHHs1. BaskmmBoio € mpobiiema octeo-
MOpPO3Y B TaKWX JITOK YHACJiJIOK BiJICyTHOCTI Ha-
BaHTaKeHb Ha TPYOUACTi KICTKM KiHI[IBOK, Aediim-
Ty BiTaminy D i Kasbliito, 1110 4aCcTO NPU3BOJUTD JI0
MOBTOPHUX TTepesioMiB [ 3].

liapouedarnis, gKa € OAHIEIO 3 OCHOBHUX TIPH-
YMH iHBAJIIHOCTI Ta CMEPTi iTell i mopocinx
i3 posmiymHolo xpebra [9], cmocrepiranacs
y 65,8% obcrexeHux iTell y HaBeJEeHOMY IO0CJIi-
JUKeHHi. BeHTpukysonmeputoHeasbHe TTYHTYBaH-
Hs, IKe TPAJAUIIIHHO BUKOPUCTOBYETHCS JIJIST JIKY-
BaHHs Tigpoiedanrii, moxke matu Big 30% mo 40%
HeBmay yepe3 1 pik [1,15] 3i 3HaYHUM PUBHKOM
YCKJIQJIHeHb 1 cMepTi. EHJOCKOIYHA BEHTPUKY-
JIOCTOMIS CcTajia albTePHATUBOIO MIYHTYBAHHIO /I
JIeTKUX TaIlieHTIB. Y TOEHAHHI 3 €HJI0CKOITYHOI0
KOAryJIAI€0 CyAMHHOTO CIJIETeHHS, il 9ac SKO1
MPOBOAMTHCS  €EKTPOXipypriuHa abuisiist  cy-
JIMHHOTO CILJIETEHHS, €H/IOCKOIIiYHA BEHTPUKY-
JIOCTOMIsI IPU3BOAUTD JI0 HE3ATEKHOCTI BiJl ITyHTA
B nonas 70% maIieHTiB y MPOCIEKTUBHOMY JI0-
cipKkenHi 3a ydactio 115 yranmificbkux HeMOB-
gt 3i spina bifida [19]. KombinoBana mporieaypa
€ BapiaHTOM J1JIsl HEMOBJISAT 13 PO3ILIINHOI0 XpeoTa,
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aJte i KOPUCTb JIJIs IiTelt cTapIioro Biky abo 1opoc-
Jgmnx cymHiBHa [9]. /lucdyHKIlig BeHTpUKYIOTIEpH-
TOHEAJIBHOTO IITYHTA MO’Ke TIPU3BOAUTH [0 TTi/IBU-
IIEHHsT BHYTPIITHBOYEPEITHOTO TUCKY Ta moTpebye
peBi3il myHra.

Y HaBe/eHOMY JIOCJIJPKEHHI HEWPOTeHHUN
cevoBuii Mixyp crocrepiraBcs 'y 79,9% nmiteit
Ha 4yac aHKeTyBaHHs (pelrra aiteil Oy/iu nmepeBax-
HO TepINX 2 POKIB JKUTTS) 1 JIUIIE B IT'SATOT YaCTH-
Hu giteii ve 6ysio sxoxauoi ICBIII (puc. 6). Binbuie
HIX 2/3 TIAIIEHTIB 3aCTOCOBYBAJIN YPOCETITUKHU T10-
CcTiitHO abo TepioanYHO 3a ToKasanHsMu. Ha mpo-
Beserss YITK BrasyBaim Tpoxu OiJiblie MOJOBH-
HU 6aTHKIB JIiTel i3 posiinHo0 XpedTa, IpoTe Mijl
Yyac KOHCYJIBTYBaHHS 3'ICOBAHO, 1110 JIUIIE B TPETHU-
nn YITK mpoBonThCS TPaBUJIBHO i PETYJISIPHO.

Verpoorten i Buyse [18] 3a3navators, o YITK
€ JIIKyBaHHSIM TIEPIIOTO BUOOPY /7T alleKBAaTHO-
ro (6e3 zamumkis, 6e3 iHdexiiii) i O6e3meYHOTO
CIIOPOKHEHHSA Ce4OoBOTO Mixypa (/10 ce4yoBUITY-
CKaHHS Tiji BUICOKIM THCKOM), i T[IHHUM 1HCTPY-
MEHTOM JIJIs1 JIOCATHEHHSI yTPUMAHHS cevi B JliTel
3 HeliporeHHUM cedyoBuUM Mixypom. [IIupoka pisHo-
MaHITHICTb MaTepia/iB i METOJUK, 1[0 BUKOPHUCTO-
Bytorbest st U1K, He BrsinBae Ha eheKTUBHICTD
i 0Ge3leYHicTh, JOKU 3aCTOCOBYIOTHCS OCHOBHI
MPUHITATINA: HaJTeKHe HaBYaHHS, YUCTe Ta aTpaB-
MaTUYHE 3aCTOCYBAaHHS KaTeTepiB 1 MOCSTHEHH:
J0OPOI IIPUXUIIBHOCTI MMAIIEHTIB HA JOBrOTPUBAJIII
ocHOBI. [ledki aBTOpM HA/AIOTH TTepEBAry PaHHbO-
My BBezieHHI0O UIIK y Bcix HEMOBJAT i3 HeHpPO-
TeHHUM CEYOBUM MiXYpPOM, BPaXOBYIOUH, IO /10
3 pokis UITK Oyze HeoOXiaHa BCIM I JOCATHEHHS
YTPUMAaHHS Cedi, a TAaKOK BPaXOBYIOUW TPYIHOIII
nouatky YIIK y mutauomy Biti [10]. Tomy HM3KA
KepiBHUITB HAIOJIETJIMBO PEKOMEH/YIOTh PO3II0-
YUHATU TPOAKTUBHE HEHPOypOoJIOoTiuHe JIiKyBaH-
Hd SIKOMOTa paHiliie, B ifleasi — BiJ HAPO/KEHHSI
[10]. ¥ takomy pasi He TiJIbKU BAAETHCS JOCATHYTH
KpAIoro KOMILIAEHCY, ajle i 3MEHITUTH TTOTPedy
B XIPypriuHMX BTPYYAHHSIX HA CEYOBOMY MixXypi
B JIOBTOTPUBAJIiii MePCIEKTUBI.

Y HaBesieHOMY JIOCTI/KEeHHI BCi 6aThKU 3ayBa-
xKyBamm 3umkenns yactotu [CBII Bix mouarky
nposenents YITK. Okpim Toro, BcTaHOBJIEHO, TIIO
YUM paHile po3novaacs KaTeTepruaallist, TUM Pijl-
e crioctepiranucs [CBII y nopanpiiomy.

[Mopymiennst ¢yHKINI KUIIEYHUKA € HaCIHi-
KOM TIOpYIIEHHS 1HHepBallii B JiTell 3 PO3MIiJIN-
HOIO xpebTa. 30Kpema, 3aKpenu CHOCTEPITanncs
B noHajx 80% pxitel, 1 jmile MeHIIe IIOJOBUHU 3
HUX TIPOBO/IMJIA OUYUCTKY KUTIEYHUKA, i3 HUX TiJTb-
KM 4BepTh — perysipHo. Sawin i Thompson [16]

ISSN 2663-7553 Cyuacua nexiatpisa. Ykpaina 2(130)/2023

3a3HAYaAlOTh, MIO CTBOPEHHS e(eKTUBHOI MPo-
rpamu Jedekailii € OHI€I0 3 TOJOBHUX TPOBJIEM,
3 SIKO0 CTUKAETHCSI Oarato ciMell, y SIKUX € TUTHHA
3i spina bifida. Kontusenitist kasy moutimimnye 3a10-
BOJIEHICTD 1 SIKICTb JKUTTS SIK JiTeH, TaK 1 TUX, XTO
norignae 3a aumu [2]. KepyBauHs KuIedUHUKOM
y miteit 3i spina bifida yckmagHoeTbest oOMexeHN-
MU KOHTPOJBOBAHUMU JIOCTIKEHHSIMA Ta PI3HOIO
MIPAaKTUKOIO B PI3HUX YCTAaHOBAX 1 cIleliagicTax.
[Misi ycmimHOT TTporpamMu yIpaBJiHHS KUIIEUHU-
KOM Y JIiTell i3 pO3uiIMHOI0 XpedTa TMOJISraloTh y
nepegdauyBaHUX BUIIOPOKHEHHSIX, COIIaTbHOMY
CTPUMYBaHHI Ta OCTAaTOYHIN He3aJekHOCTI [2].
BapianTu JsikyBaHHsI BapilolOThCsl BiJl KOHCEPBa-
TUBHWX BTPy4YaHb, TAKUX SK JIIETU Ta MEPOPAIbHI
IPOHOCHI 3ac00M, AKi 3MIHIOIOTH KOHCHCTEHIIIIO
Ta TPAH3UT BUIOPOKHEHHS, J0 TPaHCAHAJbHUX
3pOIIEeHDb i aHTerPaJHUX KJIi3M, SKi MOJIETIIYIOTh
CIIOPOKHEHHS IPSIMOI Ta CUTMOINOIOHOI KKK
Ta 3a6€31eYyI0Th OiIBIIIT CTYMiHD He3aIeKHOCTI.
JlikyBaHHSI TIOBUHHO 3a0e31e4yBaTi ONTUMAJIbHY
COTliaJIbHY THTETPAIlI0 3 OTHOJITKAMH.

CxuibHiCTh 10 aseprii, ocob6JMBO Ha JIaTeKC,
MOITKO/PKEHHS IIKiPpU BHACJIIOK TUCKY 1 TMOpPY-
IIEHHST 9y TJMBOCTI, TIPOJIEKHI, TPOOIEMIE 3 Xapuy-
BaHHSM, HQ/IMIpHA Maca Tijla TaKOXK BIJIMBAIOTH HA
SKICTb JKUTTS TIallieHTiB 3i spina bifida ta na mep-
CIIEKTUBY He3aJIesKHOCTI Takux aitet [9] (puc. 6).

Y wmifi crarTi BHepiie MnpoaHani3yBaJu CTaH
iMmyHizamii giteil 3 po3iisMHo xpedTa i BCTaHO-
BuiM, 1o Jjuate 15,4% npitell € mielieHuMu Biji-
MTOBITHO /10 HaIiOHAJBHOTO KaJieHJaps, a Mailke
70% miTeii B3arasi He MalOTh JKOIHOTO IIEIJIEHHS.
[Ipuyomy miz yac KOHCYJIBTYBaHHS Hamarajaucs
BUABUTU MPUYUHU BiJICYTHOCTI TIETJIEHb, 1 TIIBKU
B OKPEMUX BUIAIKaX BOHU Oy OOIPYHTOBAHVMHU.

Ile muranHs moTpeOye MOMAIBIIOTO PETENTHHOTO
aHaJi3y 31 BCTAHOBJIEHHSM TIPUYUH, TPOBEIEHHIM
BEJIMKOI I[iJIbOBOI IIPOCBITHUIIBKOI poOOTH cepej
JiKapiB i 6aThKiB, SIK 3a3HAYEHO B iHIIUX JOCJIi-
TUKEHHSIX [4].

[IpoBenieHe HaMu JIOCJIJIPKEHHS € JIMIIe Iep-
UM KPOKOM JIJIsi BU3HAYeHHs 1pobJsieM i CTBO-
PEHHS TIOBHOIIIHHOTO PEECTPYy TAIIEHTIB 31 spina
bifida B Ykpaiui, HamanHs MyJIBTHAMCIUILTIHAD-
HOI MiTPUMKHN JIITIM Ta iXHIM CiM’'dM BiITOBiJI-
HO /0 HalKpalux MPaKTUK 1 peKkoMeHzallill, 3a-
CHOBaHWX Ha KOHceHcyci Acomiarii Spina Bifida
Ta 1i jikapiB-niaptHepiB [17]. Peectp naiienTiB 3i
spina bifida 6yB crBopenwuii y CIITA y 2008 p. Ha
6a3i Ilenrpy 3 koHTpos0 3a xBopobamu (CDC),
BPaxOBYIOYM BiIMIiHHOCTI B KaApoBOMY 3abesIie-
YeHHi, HaJlaHHI TOCTYT 1 AOTJAAL 32 TalliEHTaMu
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HeliporeHHuiA
ceyoBHiA Mixyp
79,9%

OptoneauuHi
NOpYLIEeHHA

75%

MopyweHHa
pyxoBoi pyHKUIT
87,2%

aAitv i3
spina
bifida

AwnchyHKuina
KMLLIEYHMKA
81,9%
Anepria, y Tomy
yMcni Ha naTteKc

21,8%

MowKoKeHHA
wKipu (paHu,
nponexHi)

12,8%

BiaxuneHHsa
Mmacu tina

43%

Puc. 6. YactoTa HaibinbLu cyTTEBUX NPO6GeM 3i 300POB’AM Y AiTeli 3i spina bifida

[9], mo 3a6e3meunsIo OCHOBY ISl CUCTEMATHYHO-
TO MiIXOMY M0 MiABUIIEHHS SKOCTI MEIUYHOI J10-
TIOMOTH, 110 HAZAETHCS B KJIHIKAX, IKi OMIKYIOTh-
cs1 mitbMmu 3i spina bifida mo Bciit kpaini (https://
www.cdc.gov/ncbddd/spinabifida/nsbprregistry.
html). Okpim memorpadiyHux gaHUX, y peecTpi
BKa3ylOTbCd TIPOBejleHi BTpydaHHs (orepaiiii,
HeXipypriuti mpoueaypu, MeTO[U JIiKyBaHHSI KU-
IMeYHrKa Ta CE40BOTO MiXypa) Ta HacJIi iK1 (KOHTH-
HEHITISIKUIIEYHUKATACeY0BOTOMIXYPa, PYyXJIUBICTh,
pobJIeMu 3i MIKipoto TOMIO).

BucHoBku

[IpoBeneHnii KOMILJIEKCHUI aHasli3 CTaHy 3710-
poB’st miteit 3i spina bifida ta rizporedarieo B
YkpaiHi Ha OCHOBiI aHKeTyBaHHsI OAaTbKiB 1 iXHIX
JliTel, BUBYEHHS ME/MYHOI JIOKyMEHTallii Ta OH-
JIAiH-KOHCYJIBTYBaHHS /1aB 3MOTY OKPECJUTH HU3-
Ky 1pobJieM JiTell i3 1i€0 MaToJI0rie, 0coOIUBO
B TIepiol BiliHU, AKi BIJIUBAIOTH HA AKICTh IXHBOTO
JKUTTST Ta MOTPEOYIOTh MYJBTHAUCIUTLIIHAPHOTO
migxomy /0 JiiKyBaHHsS Ta peabimirtamii. Brposa-
JUKEHHSI TIPOCTUX METO/MK YIPABJIIHHS CEYOBUM
MiXyPOM i KHIIIEYHUKOM JIOTIOMAra€ 3armobirTi po3-
BuTKy peruanBis [CBII, momkomkeHHI0O HUPOK i
CEYOBOTO MiXypa, a TaKOK 3a0e3Ieuye COIlanibHy
IHTeTpalfito IUTUHUA Ta 3MOKE IIJBUIUTHU SIKICTb
sxutTs. CtBopenns HartioHanbHOTO peectpy f0-
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3BOJIUTH Kpallle 3pO3yMiTH 1moTpebu aiTeil i3 pos-
IITMHO0 XpeOTa Ta BIPOBAKyBaTH KPaIlli CBiTOBI
MPaKTUKU.

IlepcniekTHBY MOANBIINX TOCIi/IKEHDb

AmnaJti3 ctany 3/10poB’d iiTel 1acth 3Mory cop-
MYBaTHU TOJAJbBII KPOKUA 3 METOIO BITPOBA/IKEHHS
KpallluX CBITOBUX IPAKTUK B YKpaiHi, CTBOPEHHS
IEHTPIB MYJIBTUANCIIUILIIHAPHOI OMIKU /IS JIiTel
31 spina bifida, pospoburu 3axoxu i BUpileH-
HS HEBIJIKJIQHUX NUTaHb I[0/I0 HOJIIIIEHHs Ha-
JIlaHHST JIOTIOMOTH, e(eKTUBHOTO KOHCYJIBTYBAaHHS
Ta MiJ[BUNIECHHS PiBHSA 3aXUCTY JiTel BiJl KepoBa-
HUX iHEKITI.

Busnauennst piBHs 3a0e3medeHHss (HOIIE€BOIO
KHCJIOTOIO JKIHOK PENPOIyKTUBHOTO BiKY B YKpaiHi,
peresibHe BUBYEHHS 100aBOK (hOIIEBOI KUCIOTHU Ta
IPOTOKOJIIB 36arayeHHs ixKi; cepiiiHe TecTyBaHHS
JUIST TOCATHEHHS TiJTbOBUX PiBHIB (hOJIIEBOI KUCIIO-
TH MOKYTb TOTIOMOTTH BUSHAYUTH TTPODITaKTUIHI
3aX0JI¥, aJalTOBaHi 10 MOTped YKpaiHu, 3 METOO
3anobiraHms PO3BUTKY BaJl HEPBOBOI TPYOKH.

BastyHicTh. ABTOPU BUCJIOBJTIOIOTH TTOJISIKY BCiM
HaiieHTaM Ta iXHiM 06aThbKaM 3a y4acTh y IIPOEK-
Ti Ta aHKeTyBaHHi, a Takok MiXHaposHiil 6Ja-
roiitniii opranizaitii «Child-Help International»
(Bemprist), The International Federation for Spina
Bifida and Hydrocephalus, Fundacja Spina Polska,
Ukraine Project Edegem, Micii Irops Bitenka,
Polonijne Stowarzyszenie. Kulturalno—Os$wiatowe
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