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Spina bifida € 0aHIeI0 3 HAMMOWMPEHILLIMX BDOAXEHX BaA, HEPBOBOI TRYOKM, Aika NPU3BOAWTb A0 NOPYLIEHH:A MYHKU|i aratbox OpraHis i CMcTem
Ta [0 iHBaNiAHOCTI.

MeTa — nNpoBeCT/ KOMMIEKCHUI aHania ctaHy 300pOB'a AiTelt 3i spina bifida Ta rigpouedanieio B YkpaiHi Ha OCHOBI aHKeTyBaHHs 6aTbkis
Ta iXHIX OiTen, BUBYEHHSA MEONYHOI JOKYMEHTaLji Ta OHNanH-KOHCYNBTYBAHHSA A9 NOMIMWEHHA HadaHHA MyIbTUAUCUMNIIHAPHOI NIOTPUMKN
Oiten uiei rpynu.

Martepianu Ta metopau. 3a iHiujatven [0 «O6’eaHaHHa 6aTbkiB AiTeN 3 pO3LLINMHOW XpebTa i riapouedanieto «Canso ayxy» Ta 3a NATPUMKM
MixHapoaHoi opraHidauii «Child Help» y yepsHi 2022 poky OGyna 3anodatkoBaHa nporpama MynsTMancLMniHapHOI OHNaH-NIATPUMKK AiTei
3i spina bifida B YkpaiHi. Ha nepliomy etani 6ateku aiteit 3i spina bifida 3anoBHioBanu aHkeTy s y4acTi B MPOEKTI, Y AKiii BKagyBav Aemo-
rpadiyHi faHi Ta JaHi npo CTaH 300P0B’s ANTVHW. 3aranoM y NpoekTi B3anv y4acte 149 piteit si spina bifida, ski Hananu iHpopmoBaHy 3roay.
Cepen niter nepeBaxany ajgdarka (63, 1%). Bik nauieHTiB cTaHOBMB Big, 1 Micaus A0 24 pokiB. Ha HacTynHvx etanax npoBOAUAM OHNANH-KOH-
CYNbTYBAHHA 3a y4acTi fikapiB MynsTUAMCUMMNIHAPHOI KOMaRav Ta kepiBHuka [0 «CarBo ayxy».

Pesynbratu. NopylweHHa pyxoBoi GyHkuii cnoctepiranocs y 87,2% najten 3i spina bifida. Jlnwe 32,9% aitein Mormu xoamMt CamoCTiiHO,
14,1% noTpebyBany CTOPOHHLOI AOMNOMOMM ab0o AONOMIKHMX 3ac0biB, 42,3% BMKOPUCTOBYBaNM A7 MEPECyBaHHA Bi30K aB0 KPICNO KOMiC-
He. OpToneanyHa Natonoria cnoctepiranace y 75,2% naujenTis, rigpouedanis — vy 65,8% ajitein. HEMPOreHHWn CevoBMin Mixyp BiAMiHaBCS
y 79,9% naujeHTiB Ha Yac NPOBEeAEHHS aHKeTyBaHHS, iHPeKLi ceqoBuBiaHNX wnsaxis (ICBLL) —y 77,9%. YucTta nepeprByacTa katetepusallis
perynapHo nposoamnaca nue 51,7% nauieHTis. JLoCnioxeHHa nokasano, WO paHHii no4aTok kateTepmnaallii aCoLiloBaBCsA 3 MEHLLIOIO YacTo-
Toto ICBLL. 3akpenu cnocTtepiranncs y 81,9% ajiteir, kanomasaHHs i/abo HeTpuMaHHs kany — y 58,4% piten. OumcTka K1LevHnka nposoamna-
cs49,7% nauienTis i Tinbkn 26,8% — perynapHo. MNMOoLWKOAXEHHS LWKIpK (panu i nponexHi) cnoctepiranice y 12,8% aiten, anepriyki npossm —
y 21,8% nauijeHTiB. Jlnwe 15% njtert 6y iMyHi3oBaHi BIONOBIAHO 00 HAUOHANBHOIO KaneHaaps wennens, ay 70% aitel BakumHaLia He npo-
BOAMNAacs B3arasi. MopylweHHa B Maci Tina cnoctepiranuce y 43% aiten, HanyacTille — HaaMipHa maca Tina/oxvpiHHs (32,2%).

BucHoBKM. [1pOBELEHWIN KOMIMIEKCHWI aHania cTaHy 340pOB’'a AiTeit 3i spina bifida Ta rigpouedanieio B YkpaiHi AaB 3MOry OKPecnntu
HMU3KY NPO6GemM AiTen i3 Lielo naTonorielo, Wo BraMBaOTh HA AKICTb XUTTA Ta NOTPEOYIOTb MyNLTUAMCUMNAIHAPHOIO NiAXO4y A0 NiKyBaHHA
Ta peaoinitauji.

JocnipxeHHa BMKOHAHO BIAMNOBIAHO 40 NPUHUMNIB FenbCiHCHKOT Aeknapadi. [pOoToKoN AOCNIIXEHHS yXBaneHO JTIOKanbHUM eTUYHVM KOMITE-
TOM YCix 3a3Ha4eHVx y poboTi yCTaHOB. Ha npoBeaeHHA OOCNIAXEHb OTPMMAHO IHOOPMOBAHY 3rofly OaTbkis, AITeN.

ABTOPU 3a8BNSHOTb NPO BIACYTHICTb KOHMAIKTY iHTEPECIB.

Kniouosi cnoea: spina bifida, posulinimHa xpebTa, rigpouedanis, Baay HeBPaibHOI TRYOKM, MYyALTUANCUMMIIHAPHWUIA NiAXia, HENPOreHH NI
CEeY0oBUIM MiXyp, YMCTa NepepriByacTa karetepmnaaLisa.
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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, neural tube defects, multidisciplinary approach, neurogenic bladder, clean intermittent catheterization.

Beryn

eeKTH 3aKPUTTS HEPBOBOI TPYOKHU

€ OIHMMU 3 HAUIOUIMPEHIIINX BPOJIKe-

HUX BaJl, IO IPU3BOJATH /10 PO3IIiIN-
HU xpebTa Ta cnMHHOMO3KOBOI Kuim [6,9]. Baxa
PO3BUTKY CIIMHHOTO MO3KY CIIPUYMHSIE TTOPYIIEH-
Hs1 (hyHKITII GaraThOX OPTaHiB i CHUCTEM OpraHi3-
My Ta B OIJIBIIOCTI BWIAJAKIB BTpATy TIpaiie3aar-
HocTi Ta iHBagmigHocTi [9,11,14]. BrupoBamkenns
eeKTUBHUX XiPypPriuHnX METO/[iB KOPEKIIi je-
(hexTy Ta BUKOpUCTAHHS INIYHTIB /I YCYHEHHS
rizpoitedalii 1aam 3MOTy TOJIETTIIATHA HEBPOJIOTiY-
Hi YCKJTQTHEHHS Ta 3HAYHO TTOI0OBKUTH TPUBAJICTH
JKUTTS MarienTis 3i spina bifida y XX cromirri [9].
MyasruanciuiiiHapHa miTPUMKA JITel 3 po3Iili-
JIMHOTO XpeOTa Ta BIPOBAJIKEHHS eleMeHTiB Oe3tre-
PEPBHOTO JIOTJIAY, CIPSIMOBAHUX HA MOJITIIEHHS
(byHKITii HIPOK, CEYOBOTO MiXypa i KUTIIEYHNKA, 10-
MTOMOTJIV He TLIbKU 3HAYHO TIOJIOBKUTHU TPUBAJICTH
JKATTS IAIIEHTIB, ajle 1 HiABUIIUTA MOT0 SKICTb
[11,14,16,18]. Ax Hacaifok, 3HaYHA YacTKa JIOJEH,
SIKi 3apas JKUBYTh 13 PO3IILIMHOIO XpebTa, € 10poc-
JIUMH, TOMY HAJI3BUYAHO Ba)KJIMBUM 3aBIAHHAM
€ HQ/IAaHHS 1M TaKOi caMoi JIOTIOMOT'H, SIKY OTPUMY-
10Th MAIIEHTH B IUTUHCTBI [9].

XipypriuHa Kopekiiisi nedeKTy TTPOBOIUTHCS
BIIPOJIOBIK 2 i6 micist Haposskerus [6,14]. TIpo-
Te B MOJAJIBIIIOMY JIOBIYHUM NMPaBUIBHUUN JIOTJIS]]
i peabimitaiist € BaKJIUBUMU CKJIQTOBUMU BUIKI-
BaHH Ta IMOJIIIIEHHS SKOCTI JKUTTS TaKUX J[iTel
[9,11]. Batbku ab0 OMKYHU CTUKAIOTHCST 3 HU3KOTO
npobsieM, 30KpeMa: 3 MOPYIIEHHSIM MOTOPHUKH 3
BUHUKHEHHSM T1ape3iB abo Imapasivis; po3jagaMu
YYTJIUBOCTI, 1110 TPU3BOJIATD JI0 TPABM, OITiKiB i pO-
3BUTKY IIPOJICAKHIB; 3 OPTOIEIUYHOIO TTATOJIOTIEI0 —
BUKPUBJIEHHS KiHIIIBOK i/a60 XpeOTa; pO3BUTKOM
rigporedanii Ta anomamnii Apronbgaa—Kiapi, 11o
4acTo MOTPeOYIOTh XipyprivHOTO BTPYYAHHST; i3 110-
pPYIIeHHSM (DYHKITH CeYOBOTO MiXypa Ta KUIIIeu-
nuka [9,11,16,18]. Came cninasbHe TOpYIIEHHS
(yHKIIIT TA30BUX OPraHiB, 3a JaHUME HAraThOX J10-
CJIiJIZKEeHb, € IPUYUHOIO CMEPTHOCTI Ta IIPOOJIEMOI0,
110 HaiOi/IbIIle BIIMBAE HA SAKICTh JKUTTSI AiTedl 3i

spina bifida [16,18]. 3asexHo Bix Uy HEHPOTEH-
HOTO C€4YOBOI'0 MiXypa, 1110 (hOPMYETHCH, Y TUTUHI
MOKYTh BUHUKATH 4acTi iH(MEKINT CeYOBUBIHUX
MIJISIXIB, PO3BUBATUACS MiXypPOBO-CEUOBIIHUI ped-
JIIOKC 1 TifipoHedpo3 HUPOK, IO MPU3BOJATH [0
XPOHIYHOT XBOPOOU HUPOK i HUPKOBOI HEIOCTAT-
Hocri [6,18]. 3akpemnu, nerpuManus Kaiy i/abo
ceui € iHIINOI0 BaXXJIMBOIO CKJIA/I0BOIO, 110 HE TiJlb-
KU BIJIMBAIOTh HA 4aCTOTY iH(EKIIiH, aje i MalOTh
BKJIMBUH TICUXOJIOTTYHUIN Ta COIiaIbHUIN eheKTH
[6,11,14]. 3okpema, HeTpUEMHUI 3atTaX, MOCTiliHe
NojipasHeHHs MWKipu, moTpeba B mammepcax abo
YPOJIOTIYHUX MPOKJIAJKAX BIJIMBAIOTh Ha a/lanTa-
I[if0 Ta B3a€EMOJII0 B CaJ0YKYy, MIKOJI ab0 iHIIOMY
JIUTSYOMY KOJIEKTUBI.

BaxknmBoto yacTUHOIO KOHCEPBATUBHOI KOPEK-
11ii HEHPOTEHHOTO CEYOBOrO Mixypa Ta Tpodiiak-
TUKWA PO3BUTKY 1H(EKIN € yucra rnepepuByacra
karerepusartist (UI1K) [6,18], mo norpebye Buko-
pUCTaHHS HOBUX KaTeTepiB, IOCTYII /10 SKUX Y Te-
NepilrHix yMOBax TakoK 3HU3UBCSL.

[Ipyunan  po3BUTKY  nedeKTiB  HEPBOBOI
TPpYyOKM € KOMIJIEKCHUMH. BBaskaerbes, MO mpu
IIbOMY MA€ 3HAUEHHS MOPYIIEHHS 3B'SI3Ky MiX
renoMHuMHU (akTopamu Ta ¢akTOpaMu HaBKO-
quinaboro cepeposunia [9]. Ha ceoropni He BuU-
SIBJIEHO JKOJIHOT'O TeHa, SKMU BUKJINKAE 130JIbOBaHI
nedexT HepBOBOI TPyOKKM. MHOXMHHI Bapiaifii
TeHOMHOI TIOCJIIOBHOCTI CIPUSIOTh BUHUKHEHHIO
nux gedextis [20]. YucnenHi pokasu cBiyaTh
npo Te, Mo JedeKTH HepBOBOI TPYOKM BUHMKA-
I0Th Y GLJIBIIOCTI BUNIAAKIB Yepe3 HaOyTi Ta craj-
KOBi posiann (HoJTaTHOTO IUKIY, STKUM IepeBaxK-
HO MOJKHa 3amo0irTi 3a JOMOMOTOI XapuoBUX
nobasok dosieoi kucaoru [20]. Tomy cyrreBoio
CKJIAJIOBOIO TIPOMiIaKTUKN BUHUKHEHHS BPOJKeE-
HUX BaJl 3aKPUTTsI HEPBOBOI TpyOKM € hopTHika-
i HAUMONIMPEHIIUX TMPOAYKTIB XapuyBaHHI
TaKuX, K XJ1i0, MaKapOHH, Kalli Ta iH., (ho1ie€BO0
kucyaoroo [8]. 3okpema, y CIIIA mg nmporpama
Jlajia 3MOTY 3HAYHO 3HU3UTHU PiBEHb MOMIMPEHOCTI
BPOJKEHUX BaJl HEPBOBOI TpyOkm [5]. A/ke, sk
Bizlomo, te mente 80% ycix Bumazkis spina bifida
CIIpUYMHEH] came XapuyoBUM jedinuToM GoieBoi
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KHCJIOTH, OCHOBHUM JIKEPEJIOM $IKOI € 3eJsieHi
auctoBi  oBoui Ta  ¢pyktu. Jochimkenns
HOKas3alu, 110 BiACyTHICTH 000B’sI3K0BOrO 30ara-
JeHHST (HOMEBOIO KUCIOTOIO y 28 €BPOMENChKUX
KpaiHax CHpUYnHSE AedeKTH HEPBOBOI TPYOKH
maitske 'y 1000 BaritHocTeii mopoky [12], Tomy
Bce Oijblle acomialliii i MeAMYHUX TPOBaiiIepiB
BUCTYTAIOTh 3a (popTU(iKaIliio MpoayKTiB Xapuy-
BaHHs, 30KpeMa, bopoirHa B €sporri [13]. Lg mpo-
6JieMa € aKTyasIbHOIO 1 /It YKpainu, sika € JriiepoMm
cepell TIOIMUPEHOCTI JeeKTiB HepBOBOI TPYOKH
B Espori [12]. OcobiMBO BakKJIUBUM IHTaH-
Hs NPOMIIAKTUKKM BaJ HEPBOBOI TPYOKHM € IIij
yac BITHM BHACJIZIOK POCIMCBKOI arpecii, ajike 1m10-
X0/ HACeJeHHsI Ta KYyIiBeJbHA CIIPOMOXKHICTD
3HAYHO 3HU3UJINCS.

Mema nocmipkeHHsT — IPOBECTU KOMILIEKC-
HUIl aHa/li3 cTaHy 3/0poB’st miteil 3i spina bifida
Ta rizpoiedanieio B YKpaiHi Ha OCHOBI aHKeTYy-
BaHHS OaTbKiB 1 IXHIX JliTel, BUBYEHHS MeMy-
HOI [OKyMEHTallii Ta OHJIAH-KOHCYJIbTYBaHHS
ITST TIOJITIIIEHHST HA/IaHHS MYJIBTUIUCIIATLIiHAD-
HOT IMITPUMKH JIiTEN Ii€T TPy B yMOBaX BilTHU.

Marepiaju Ta METOIH JOCIiIKEHHS

3a inimiatusu 'O «O0’eqnanns 6aTbKiB aiTeil
3 posuiimHol xpebra i rigponedainicio «CsaiiBo
JyXy» Ta 3a MiATPUMKUA Mi*KHAPOJIHOI OopraHiszartii
«Child Help» y uepsni 2022 poky 3amouaTkoBaHa
rnporpaMa MYJBTHIUCIUIIIIHAPDHOT OHJIAMH TTiJI-
TPUMKHM AiTeii 31 spina bifida B Ykpaiwi.

o mporpamm 3aiyueHi Jikapi MYJIBTUIMC-
[MUTJIIHAPHOT ~ KOMaH/M:  TIe/liaTp-KOOPJAMHATOP,
JIiKap-HEeUPOXipypr, JiKap-ypoJior, JiKap-racTpo-
eHTEepOJIOT, JIIKap-OpToIIe/] 1 likap-peadiriToIor.

IHdopmaliioo po MPOEKT OGATbKU OTPUMAJTIH
Bist TonoBu 'O «CaiiBo nyxy» 4epe3 TONIUPEH-
H B OaThKIiBCHKiil Tpymi, ska Hamiuye 229 po-
auH. Ha mepuiomy etami GaThku jiTeil 3i spina
bifida 3amoBHIOBaIM aHKETY /JIsT y4acTi B MTPOEKTI,
y SKill BKazyBasu geMorpadiuHi faHi Ta aHi 1Ipo
CTaH 3[0pOB’st AUTHHU, 6A3yI0UYNCh HA BUIHMCKAX
JIiKapiB, 1 TOTOYHUI CTaH 3/I0POB’ST INTUHU, & Ta-
KO’ JIaHi 1Ipo OGe3lepepBHUil JOIJISIL: IIPOBEACHHI
YIIK, ii vacToTy, TPUBAJICTD; TPOBEIEHHS TEXHIKN
OUYMCTKY KUTIEYHNKA, i1 4aCTOTY Ta BUKOPUCTAHHS
MEeJIMKaMEHTO3HOTO JIIKYBaHHS: OKCHOYTHHIHY 41
IHIIUX XOJIHOJITUKIB, yPOCENTHUKIB, JIKyBaHHS
pat Toio. B okpemomy posisi 6aThKu BKasyBaJiu,
AKi 3acO0U JIOTJISIy BOHM BUKOPUCTOBYIOTH: THII
KareTepa, po3Mip, CUCTEMU [T OYUCTKHU KUIIIeY-
HUKA, MTieHiuHi 3aco0H, MiATY3KH, YPOJIOTIUHi IIPo-
KJIQJIKK TOIIO Ta IX HeOOXiHICTb.

42

arasom 149 nireii i3 spina bifida B3sum yuacts
y TPOEKTi, 10 cTaHOBUTH 65,1% Bix 3arajb-
HOI KijbKocTi moingopmoBaHux ocib. Yei gitu
a6o ixHi 6aThKK HaJaJIM 3rO/ly Ha Yy4acTh y TIPOEK-
Ti Ta 3alI0BHUJIM aHKeTy. HaliuacTiie 3anoBHioBa-
na ankery mama (142; 95,3%). Cepen mireii, 6yio
94 (63,1%) niBumnku Ta 55 (36,9%) xI0MUUKIiB;
p<0,001. Bix narientiB cranoBuB Big 1 micais
1o 24 pokiB, cepenniit Bik — 10,0+5,5 poky.

BpaxoByitoun Gaxkanusi Ta 3roay OaTbKiB, Ha
JIPYroMy eTarli IPOBONIN OHJIAiH-KOHCYJIBTYBaH-
HS 32 y4acTi KOOpAWHATOPa MYJIbTUAUCIUILIIHAD-
HOol komanu Ta kepiBHUKa ['O «CsitBo myxy». [Tig
4ac KOHCYJIBTAIlli TTPOBOIMIIN KOMILJIEKCHY OIIHKY
CTaHy 3/I0POB’S JWTHUHMU, OI[IHIOBAJIN BaKITMHAJIb-
HUIT aHAMHEe3, a TAKOK BU3HAYAIN MOTPEON JANUTH-
HU B IMOJAJBIIMX OOCTEKEHHSIX i KOHCYJIBTAIliSX
crelianicTiB, HagaBaju HeOoOXiJHI peKOMeHaallil
1010 OE31EePEPBHOTO [OTJISILY, MIEIIEHb i BU3HA-
JaTu HeoOXIiHI 1HANBIyanbHi TOTPeON B KaTeTe-
pax, CUCTeMi OUYUCTKU KUIITEYHNKA, MEJIMKAMEHTO3-
HUX 3acobax Toio. 11 yac oHIaiiH-KOHCYIbTaIliil
MTPOKOHCYJIBTYBAJIH 3arajioM 78 JliTeil.

Ha wmacrynHomy erami 3anexHO Bijg morpebd
JNUTUHW OpraHidyBaju KOHCYJbTAIll 3 iHIIUMU
YJeHaM¥W MYJBTHIUCIATLIIHAPHOT KOMaHAWM —
JIIKapeM-HeUPOXipyproM, JiKapeM-racTpoeHTepo-
JIOTOM, JIiKapeM-OpTOIIe/IOM, JIiKapeM-ypPOJOTOM,
MCUXOJIOTOM, peabiiTosoroM. 3a  MOKJIUBOCTI
Ta 3a MOTPeOH, AiTell CKePOBYBaM HAa KOHCYJIb-
Tarii 0 CIeImiaicTiB 3a MiCIleM MPOXWUBAaHHS Ta
TSI TIPOBEJIEHHST JIOATKOBUX METO/IB 00CTEKEH-
Ho (aHamizy cedi, GIOXiMiYHOTO aHaIi3y KpOBI,
VJILTPa3BYKOBOI /IIaTHOCTUKW HUPOK 1 CEYOBOTO
MiXypa, MarHiTHO-Pe30HAaHCHOI ToMoTpadii roJioB-
HOTO Ta CIIMHHOTO MO3KY, YPOIWHAMIKA TOIIIO).

OkpiM  TOTO, TPOBOAWJIW  TPYTOBI  OH-
JlaitH-BebiHapy 3 (hi3WYHUM TepareBTOM, eprore-
pareBToOM i MCUX0JI0TOM. 3a TOTPeOr MTPOBOININ
W IHIMBiyaJIbHI KOHCYJIBTAITT 3 IUMU (haxiBISIMHU.

CrarucTuyHuii aHai3 pe3yabsTaTiB aHKeTyBaH-
HS Ta KOHCYJBTYBAaHHSI IIPOBOJMJINA 32 JIOIIOMO-
roio cratuctnyHoro nakety «STATISTICA 10.0»
i pemakropa Tabsmie «Microsoft Excel 2003».
PospaxoByBasu cepe/iHe 3HaUE€HHS Ta CTaHapTHE
Bisxusienas (SD). /Iy mopiBHAHHS cepe/iHiX Be-
JMYUH 3acTocoByBasn kputepiii CrtpiogenTa (t).
[TopiBHSIHHSI YAaCTOTHUX IapaMeTpPiB MPOBOAUIN
3a JIOTIOMOTOI0 KPUTEPito Xi-KBazpaT. BigminHOCTI
MiXK IIapaMeTpamMy BBa)KaJW CTaTUCTUYHO 3HAUY-
mumu 3a p<0,05.

[ocnizkeHHd BUKOHYBAaJIW — BIAIMOBIHO 11O
npuniumiB lenabcincbkol aexmapartii. [IpoToxon

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



Yntamrte Hac Ha cawuTi: http://medexpert.com.ua

OPUTTHAABHI AOCAIAKEHHSI

Yepriris

Kponnannq:«uﬁ °
. i 3
® JoHelbk
3anopixoxa
)

5

Monrasa g
3

® Xapkis

T

")

Puc. 1. Po3nogin naujeHTiB, AKi B3ANM y4acTb Y NPOEKTi No o6nacTax YkpaiHn

nocipkeHast O6yB yxBasenuil JIOKaTbHUM eTHY-
HUM KOMITETOM yCiX 3a3Ha4eHUX y POOOTI yCTaHOB.
Ha npoBesennst nociriizkenb oTpuMana iHGopMo-
BaHa 3rojia 6aTbKiB, AiTel.

PesyibraT 0CHiAKEHHS Ta iX 00rOBOPEHHS

Cepen poaun 149 pirteit, sAKi B3sJM y49acTh
y TpoeKTi, 127 poauH 3aJUTIaINCSA TPOKUBATH
B Ykpaini, cepen sixkux 11 Oy BHYTPINTHBO Tie-
pemilleHnMu, a 22 poJiHU TiepeiXaiu 3a KOPJIOH,
Haitbimpmie — g0 Ilombmii (7 pommu). Okpemi
HaiieHTd 3 poauHaMu nepebyBaau B ITauii,
Yexii, Ieeiinapii, Bosrapii, Cep6ii, HimeuunHi,
JInTsi, besbrii.

[TamieHTH TpPEACTABISIA TIPAKTUYHO BCi 00-
JacTi Ykpaiau, kpiMm YepHiBelbKoi Ta 3armopisbKoi
obusacteii (puc. 1).

Hopmanbhna maca Ttina Bigmivaiacss B Oijib-
mrocTi giteit — y 85 (57%), HajpMipHa Maca Tijia —
y 46 (30,9%), oxupinns — y 2 (1,3%), HemoctaTHs
maca Tia — y 15 (10,1%) nartienTis.

Haituacrime (128 xireit, abo 85,9%) crocrepi-
rajocst MEHIHTOMI€EsIoTesie, pijillie — MeHiHToIlese
(16 oci6, abo 10,7%), piako — Heiipopaximmsuc
(2 puruan, abo 1,3%) Ta JginmoMeHiHroMiemopaIK-
kysorese (3 gutuan, abo 2,0%), (puc. 2a).

Y nepeBakHOI Oi/1bIIOCTI AiTel posiiiinHa OyJia
B IIOIIEPEKOBO-KPI;KOBOMY BijiIisi XxpeOTa, Imprudo-
My IIOTIEPEKOBUI Biji xpebra OYB 3ajydyeHUM
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y 107 (71,8%) mireii, kpuskoBuii — y 58 (38,9%),
kynpukoBuit — y 15 (10,1%), rpyanmii —
y 13 (8,7%) marienris (puc. 20).

Jlume B 19 (12,8%) miteii 3i spina bifida re 6y:o
rnape3y HUKHIX KIiHI[IBOK, Y PeNITH JiTell Mmopy-
HIeHHsT PYXO0BOi (PYHKIIIi criocTepirajucs Bif Jer-
KOTO /10 TJIHOOKOTO CTYTIEHS, TIPHUYOMY HaituacTiiie
(50 ocib; 33,6%) maB Mmicue ranOOKUI HapaJiid.
[Tape3 BepxHix KiHIIBOK BigmiuaBcst y 33 (22,1%)
narienTiB.  3aranom 49 (32,9%) niteit morsm
xonutu camocrtiiino, 21 (14,1%) — 3a cTOPOHHBOI
normoMors  ab0  BUKOPUCTOBYIOUM OPTE3HM, MHU-
i ab6o xoxyuku, 14 (9,4%) miteil caMoCTiiiHO
He TepecyBajucsd BiJIOBIHO /0 BiKy (IlepeBaxK-
HO TI€ JIiTH TIEPIIOTO POKY KUTTs), 63 (42,3%) mu-
TUHU BUKOPUCTOBYBAJIM [IJII TI€pecyBaHHS Bi-
30K abo kpicyio Kouicue, 2 (1,3%) miteit mocTiitHo
JIeSKAU B JIDKKY.

3aramom 112 (75,2%) 06aTbkiB BKasyBaau Ha
HagBHICTb y JUTUHU OPTONEAMYHOI TATOJIOTI],
cepen sikoi y 74 (66,1%) crocrepiramucst Bupa-
xKeHi gedopmaltii xpebra y BUIJISIAI CKOJIO3Y,
Kidozy, nmopnody, y 41 (36,6%) mutuam — ne-
dbopmarii cyrmobis ta crom. Y 15 (10,1%) mitei
BiIMIYaICS IEPEJTOMU, YaCTO — 110 2—3 TTePETIOMU.
Y 37 (24,8%) niteit NMpOBOAMJINCH ONEPATUBHI
BTPYYaHH4 JIJI KOPEKITii OPTONENTHO]I MaToJIOoTii.

Yei it OyJiu ipoornepoBaHi 3 MPUBOLY CITUHHO-
MO3KOBOI KWJIM B PAHHBOMY JIUTSYOMY Billi, YaCTi-
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Puc. 2. Po3nogin nauieHTiB 3a popmMamim 3axXxBOPIOBaHHS (a) i 3a piBHEM ypaxeHHs xpebTa (6)

e B TepIni JHI IicJs HapoKeHHs. bibIIicTh
JUTEN Y TIOJIaJIBIIIOMY TIEPeHeCH 11ie 110 2—3 orepa-
TUBHI BTPYYaHHs, Y JIeIKUX [iTell KUIbKICTb Olle-
paTUBHUX BTpydYanb 10 12—16 poxiB cTaHOBUIA
Bix 5 mo 10. Y Gimbimocti (80 mireit, abo 53,7%)
BJK€ Ha MOMEHT 3allOBHEHHS aHKeTH CIOCTepi-
raBcsd CcUHAPOM ikcallii CIUHHOTO  MO3KY,
a B TPETUHU JliTeil MPOBOININCH ONIePATUBHI BTPY-
YaHHs 3 MPUBOJY 3HATTS TATOJIOTIUHOI (ikcartii
CITUHHOTO MO3KY.

lixponedanis mana miciie y 98 (65,8%) ma-
IiEHTIB, OITBIIOCTI 3 HUX TIPOBEIEHO JIIKBOPO-TITYH-
Tytoui oneparii. ¥ 17 (11,4%) miteii Bigmivanuce
eliJIeNITUYHI IPOSIBU.

Heifiporennuii ceuoBuil Mixyp crocrepiraBcs
y 119 (79,9%) narientiB Ha yac MpoBe/eHHS aH-
keryBanus. Jlume B 33 (22,1%) naiientis 10 Mo-
MEHTY aHKeTyBaHHS He OyJIO 3a[0KyMEHTOBAHUX
BUTIQJIKIB  1H(MEKIH  CevyoBUBIHUX  TLIAXIiB
(ICBIII) (puc. 3a), y 35 (23,5%) BoHu 3ycrpivanu-
cs1 myske yacto. Cepen nartientis 106 (71,1%) mitei
3aCTOCOBYBAJIM YPOCENTUKU Ha MOCTIHHIN OCHOBI
abo 3a norpebu (puc. 3r), a 20 (13,4%) miteit —
OKCUOYTHHIH.

BuBuennsa MmeimyHo1 IOKyMeHTallii Ta IpoBe/ie-
He KOHCYJIBTYBaHHS Yy 78 /liTeii moka3asio, mo B 26 J1i-
teit (33,3%) criocTepirasocsi XpoHidHe 3aXBOPIO-
BaHHS HUPOK, 30KpeMa, XPOHIUHUH TTieToHedpHT,
y 16 (20,5%) — ypereporiaponedpos, y 5 (6,4%) mi-
Tell — HUPKOBa HepocTaTHiCTh. Y 2 (2,6%) mna-
I[IEHTIB ITPOBE/IEHO OTIEPATUBHI BTPYYaHHS — arleH-
JmKoTcTocToMiTo (orepaitito MiTpoganosa).
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aranom 77 (51,7%) pecrionienTiB BiAIOBI-
gn, mo mpooadaTh UIIK ma moctiliniii ocHOBI,
me 12 (8,1%) Bkasanu, 10 MPOBOAATH ii TEpio-
auaHo, 3a morpebu, i 60 (40,2%) sasHaunin,
110 30BciM He poBoasaTh YITK (puc. 36). ITouaTok
KateTepu3allii puIajaB Ha Pi3HI BIKOBI Tepio-
mu — Bix 3 micaniB o 20 pokis. Cepenniil BiK,
3 sikoro npoBoauThest YITK, cranoBus 4,5+4,1 po-
Ky. Bci Oarbku BiMivaaw 3HUKEHHSI 4YacTOTH
[CBIII Bix mouatky nposezsernst YIIK. ITpuyomy B
JiTeit, barbky AKX Bigmivasm mayxe vacti ICBIII,
MOYaTOK KaTeTepusallii MpuIia/iaB y cepe/lHboMY Ha
3,9 poky (64,6+53,2 Mics1ist), TOI SIK IiTH, YacTOTa
ICBIII y saxux cranoBuia 1—2 pa3u Ha pik, po3rio-
gaqu YIIK y 3,5 poky (42,0+43,1 micsipt). OTike,
npu gayxke dyactux ICBII tepmin nouatky YITK
OyB BipOriAHO GiJbIIMM, HiXK y IPyII AiTel 3 pij-
kM indexigmu (p<0,05). Hacrora karerepusa-
il cranoBuia Big 1-2 pasis 10 6—8 pasis Ha 100y.
3araJyioM Jiiiie B TPETUHH BiJl 3aTaJIbHOI KiJIBKOCTi
pecrionzienTiB UITK mpoBoaumacst mo 3 ToauHU
a6o yvacrimre (puc. 3B).

3akpenu croctepiranmuch y 122 (81,9%) ni-
Teil, KajoMasaHHS 1i/ab0 HeTpUMaHHS Kaly —
y 87 (58,4%) niteit. OuncTKa KUIIeYHUKA IIPOBO/IN-
nacst 74 (49,7%) nattientam, i urre 40 (26,8%) mi-
TSIM — BiZIIOBI/THO 10 peKoMeHaatiit MikHapomaHo1
demeparii «Spina bifida i rizporedamist> (1oxHs
abo yepes senb). [T'sarepo (3,3%) 6aTbKiB BKasyBa-
Ji Ha c(popMOBaHY KOJIOCTOMY.

3arasiom 143 (96,0%) narieHT BUKOPUCTOBY-
I0Th Pi3Hi TiTi€HIuHI 3ac00M OIS 3a AUTHHOIO,
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Puc. 3. Yacrtota iHdekLUili CeHoBMBIOHMX LLINAXIB (@), NPOBEAEHHS YMCTOI NepepmBYacToi kateTepumaaldii (6), ii yacToTa (B) i 3acTocyBaHHS ypocenTukis (r)

y oiten 3i spina bifida

Haityacrime kiracuuni miarysku — 106 (71,1%),
niarysku-rpycuku — 73 (49,0%), yposoriuni mpo-
kimagku — 40 (26,8%), ririeniuni nmpoxkmagkum —
17 (11,4%), ririeniuni nemomku — 44 (29,5%) na-
IIEHTU.

[[oxerHMit OryIsSL MKipU TUTUHA, TPODITAKTH-
Ky paH i mpoJieskHiB mpoBoasath 98 (67,6%) GaTh-
KiB, SIKI IaJIV BiAITIOBi/Ib HA 1€ 3alMTAHHS aHKETH.
Y 19 (12,8%) niteit criocTepiraloThCsl paHu i 1po-
JIEXKHI, ToMY € oTpeba B TiIPOKOJIOIAHUX [LIaCTH-
pax Jijist TIiKyBaHHS PaH.

Ha cxubHicTb 110 aneprii BkazyBasm 32 (21,8%)
pecrionieHTiB cepe 147 ocib, siki ganm BiAOBiAb
Ha 1e 3anuTannd. Y 3 (2%) miteil crocrepiraiach
asepris na martekc, y 14 (9,5%) — na mequkamen-
TO3HI 3acobu (Haifuacrime Ha aHTHOIOTHKW),
1o 6 (4,1%) miteit Mmaau aseprioo Ha 3aco0u MO0Y-
TOBOI XiMii 1 Ha TIPOAYKTU XapuyBaHHS Ta 110 TPOE
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(2%) — Ha ajiepreHu MMy, yKycu KoMax Ta mepcThb
TBapWH.

Ilin yac KOHCYJBTYBaHHS 3BepTajud yBary
Ha HAgBHICTD MIETJIEHb Y AUTUHU BIiJMTOBITHO 10
HamionaspHoro Kanenmapsa. Cepex 78 NpPOKOH-
cyJbroBanux fiteit y 54 (69,2%) He OyJio 1ierienb
30BciM, y 12 (15,4%) Oy okpeMmi merienHst abo
posnouanacs BakimHaiid. [llernieni BianosigHo 10
kasengaps e 12 (15,4%) niteit (puc. 4).

[Tin yac KOHCYJIBTYBaHHS 3BepTaIu yBary
Ha BHUKOPUCTAaHHS MOKJIMBOCTEN MPOMIIaKTUKN
BaJl HEPBOBOI TPYOKHM, 30KpeMa, Ha 3aCTOCYBaHHS
(orieBOi KMCJIOTH Ha eTalli MIaHyBaHHS BaTiTHOCTI
Ta mig yac BaritHocTi. Cepen 78 maTepiB ziTeid 3i
spina bifida, sxi B3si yd4acTh y KOHCYJIBTYBaH-
ui, sume 26 (33,3%) BxuBamu (HOJTEBY KUCTOTY
JI0 BariTHOCTI abo 3 TepIIoro MicsIldg BariTHOCTI,
6isbIicTd (42 ocobu, abo 53,9%) B3araJi He 3acTo-
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D LLlenneHi 4aCTKOBO/pO3MoYanit kKateTepusawiio

. [MOBHICTIO BiACYTHI LLENNEHHSA

Puc. 4. BakumHauisa aiten 3i spina bifida (%)

COBYBaJIM TIpernapaTu (OJIEBOT KUCIOTHU IIiJ[ 4ac
BaritHocTi (puc. 5).

Otixe, TpoBeIeHNIT aHAT3 /IaB 3MOTY KOMTITIEKC-
HO OIIHUTHU CTaH 3[0POB’st jaiTeil 3i spina bifida
Ta BUILIATH TPOOIeMH, K1 Haitbi/IbIlne BIINBAIOTH
Ha SIKICTh JKUTTSI.

Cepen miteii 3i spina bifida Biporizto nepesasa-
JIN JIiBYATKA, 1110 CIIBIAJIA€ 3 JAHUMU JIiTepaTypu
[6,9]. [lonenaBna mpuurHa BUTIIOTO PU3UKY Jledek-
TiB HEpBOBOI TPYOKM B 0Ci6 JKiHOUOI cTaTi 3auia-
Jiacs HeBizioMo10. OcTanHi 0Ci/KEHHS TOKA3aJIH,
110 Brpara Oijika pS3, KKl € CYyIPecopoM MyXJIuH
i peryJoe 1ol KJITHH, CIpUYrHSIE abeppaHTHY
iHakTUBaIli0 X-XPOMOCOMH Ta cTielniuHi 1JIs XKi-
HOYOI cTarTi gedexT HepBoBOI TPYOKM [7].

3arajoM HaMU BW/ILJIEHO HalbibIn CyTTEBI
npobsiemu 3i 310poB’siM y miteii 3i spina bifida
Ta IXHIO 4acTOTy cepejl JIiTell yKPaiHChKOI TOTy-
JIAILET, 10 1oTPedyIOTh MYJIBTHANCIUILIIHAPHOTO
TTi/IXO/Ty JIJIS BeJleHH 11i€l KoropTu Jiitelt (puc. 6).
[Topymennst pyxoBoi (hyHKIIIT Ma€ BAaroMuii BILJTUB
Ha 3/I0POB’ Ta AKICTh KUTTSI JiTel. Y TPETUHU T1a-
IIEHTIB criocTepiraBes TAMOOKUIA TapaJiiy, i juie
TpeTuHa JAiTell MOTJia XOJ[UTU CaAaMOCTIITHO, TTOHA/T
40% BUKOPUCTOBYBaJM Bi30K ab0 KPiC/I0-Bi30K.
Y 75% mnaltienTiB Bimivaaucs OpTONeAnYHi MPo-
6sieMu, sIKi 9acTo TOTpeOyBasud MOBTOPHUX OIe-
pPaTUBHUX BTPy4YaHb. BakJMBiCTh OPTONEIUIHOTO
i (pizioTepareBTUIHOTO JIOTJISLY B POTPAMi MYJIb-
TUAMCHIUILIIHAPHOT TIATPUMKHU  TiIKPECTIOETHCI
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D 3acToCcoBYBaANM 40 BAriTHOCTI
41 3 NepLIOro MiCsLs BariTHOCTI
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Puc. 5. 3acTtocyBaHHs npenapartiB dONEBOi KACNOTU MaTtepsiMu aiten
3i spina bifida (n=78) no i/abo nig 4ac BaritHOCTi (%)

i B inmmx gociaipkennsx [9]. dedbopmariiii Ta KoH-
TPaKTypPH CTONY BILUIUBAIOTh HA MOKJIUBICTD CTOSI-
TH, TIEpPeCcyBaTUCS 3 1HBAJIIHOTO Bi3Ka i HA HHOTO,
XOJIUTH, 1110 PA30M 31 CKOJIIO30M 1 KOHTPAKTypamMu
KIHIIIBOK BHMaraioTb KOMILJIEKCHOI isioTeparrii
Ta XipypriuHoro BTPy4YaHHS /Jis TOJITIICHHS CH-
JIHHS i TOJIOJKeHHsT. BaskmBoto € pobJieMa octeo-
TOpPO3y B TaKUX JIITOK YHACJI/IOK BiZICYTHOCTI Ha-
BaHTAKEHb Ha TPYOUACTi KICTKM KiHIIBOK, Heditm-
Ty BiTaMiny D i KasibIito, 1110 4aCcTO MPU3BOJIUTH JI0
ITOBTOPHUX TepesioMiB [3].

liaponedaitis, sika € OfHIEIO 3 OCHOBHUX TIPU-
YUH 1HBAJIiJHOCTI Ta CMepTi JiTel i J0pocamux
i3 posmiiimHoio xpebra [9], cnocrepiranacs
y 65,8% obcrexeHuX iTell Y HABEIEHOMY JIOCJIi-
JUkeHHi. BeHTpukysioneputoHeasbHe HIYHTYBaH-
H, SIKe TPAAUIIIHO BUKOPUCTOBYETHCS /IS JIKY-
BaHHs Tigporedartii, Mmoxke matu Bigx 30% mo 40%
nesay yepe3 1 pik [1,15] 3i 3HAYHUM PUBUKOM
YCKJIa/IHeHb 1 cMepTi. EHmOCKOIiYHA BEHTPUKY-
JIOCTOMiS cTajia aTbTePHATUBOIO NIYHTYBAHHIO /IS
JIeTKUX TAIiEHTIB. Y TOEHAHHI 3 €HJOCKOTITYHOTO
KOAryJIAII€I0 CYAMHHOTO CIJIETEeHHS, i/ Yac sIKOol
IPOBOAMTLCS  €JNEeKTPOXipypriuHa abusiisg cy-
JIMHHOTO CIJIETCHHS, EHOCKOTIYHA BEHTPUKY-
JIOCTOMis IPU3BOJIUTD /10 HE3AIeKHOCTI B/ IIIyHTa
B noHan 70% TMallie€nTiB y MPOCIEKTUBHOMY J10-
cmipkenHi 3a ydactio 115 yranmifichkux HeMOB-
st 3i spina bifida [19]. Kom6inoBana nporeaypa
€ BapiaHTOM JIJIsSI HEMOBJIAT 13 PO3ILIIMHOIO XpelTa,
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aJie il KOpUCTh JJIST [IiTelt cTapimoro Biky abo 1opoc-
aux cymHiBHa [9]. Aucdynkiis BenTpukysonepu-
TOHEAJIbHOTO ITYHTA MOJKe TIPU3BOAUTH JI0 TiABU-
IEHHST BHYTPIIHHOYEPEITHOTO THCKY Ta MOTpedye
peBi3ii nyHTa.

Y HaBeleHOMY JIOCJIJIKEHHI HeWpOreHHU
ceyoBUil Mixyp cnocrepiraBes 'y 79,9% nmiteii
Ha yac aHKeTyBaHHs (perra Jiteil Oy/m nepeBaxk-
HO IePIINX 2 POKIB JKUTTS) 1 JIUIIE B IT'SITOI YaCcTH-
Hu giteit He 6yo xkoxuoi ICBIII (puc. 6). Binbie
HiXK 2/3 TIAIIEATIB 3aCTOCOBYBATN YPOCETITUKN TI0-
CTiiiHO a0 TIepioNYHO 3a ToKazaHHssMu. Ha mpo-
Beaentst YITK BkasyBaim Tpoxu Oiiblie MOJIOBH-
HU OaTHKIB JIiTeil i3 PO3IIiINHOI0 XpedTa, IIPOoTe il
Yyac KOHCYJIBTYBaHHS 3'sICOBAHO, 10 JIUIIE B TPETU-
aur YITK mpoBoauThCs TPaBUIIBHO 1 PETYJISIPHO.

Verpoorten i Buyse [18] 3aznavaiots, o YITK
€ JIIKyBaHHSIM TIEPIIOTO BUOOPY /st aJleKBaTHO-
ro (6e3 samumkis, 6e3 iHdexiii) i Oe3me4HOrO
CTIOPO’KHEHHST CEYOBOTO Mixypa (10 cedoBuUIry-
CKaHHS TiJI BUCOKUM THCKOM), i I[iIHHUM 1HCTPY-
MEHTOM JIJIS1 IOCATHEHHSI YTPUMAHHS cedl B JiTel
3 HeliporeHHUM cevyoBUM MixypoM. [IIupoka pizHo-
MaHITHICTb MaTepiaiB i METOIUK, IO BUKOPHUCTO-
Bytorbes s UIIK, e BrsimBae Ha e eKTUBHICTD
i 06e3revHiCTh, JOKM 3aCTOCOBYIOTHCSI OCHOBHI
IIPUHIMIIN: HaJIe;KHe HaBYaHHS, YUCTe Ta aTpaBs-
MaTHYHe 3aCTOCYBaHHS KaTeTepiB i JOCATHEHHS
J06POI IPUXUIBHOCTI ALIEHTIB Ha JJOBrOTPUBAJIiii
ocHOBI. [ledki aBTOpM Ha/AIOTH llepeBary paHHbO-
my BBesieHHI0 UIIK y Bcix HemoBiAT i3 Heiipo-
TEHHUM CEYOBUM MiXYpPOM, BPaxXOBYIOUH, IO /IO
3 pokis UITK 6ye HeoOXiHA BCIM 17Is1 TOCSTHEHHST
YTPUMaHHS ceui, a TaKOXX BPaXOBYIOUU TPYIHOIIIL
nouatky YIIK y nutauomy Binti [10]. Tomy Huska
KEepiBHUIITB HAIMOJETINBO PEKOMEHIYIOTh PO3TIO-
YMHATH [POAKTUBHE HEWPOYPOJIOTiYHE JIIKyBaH-
Hs SIKOMOTa paHilile, B ifleai — BiJl HAPOKEHHS
[10]. ¥ Takomy pasi He TiJIbKK BAAETHCS JOCATHYTH
KPaIoro KOMILJIAEHCY, ajie i 3MEHITUTH MoTpedy
B XipypriuHMX BTPYYaHHSIX Ha CEYOBOMY MixXypi
B JIOBIOTPUBAJIIH TIEPCIIEKTUBI.

Y HaBezieHOMY JIOCJI/KeHHI BCi 6aThKu 3ayBa-
skyBasin 3HMKeHHs vyactotn [CBIII Bix mouaTky
nposenienHda YITK. Okpim Toro, BcTaHOBJIEHO, TIIO
YUM paHiliie po3novanacs KaTeTepusallist, TUM pifl-
me crioctepirasmcs [CBII y mopanpiomy.

[Topymenns ¢yHKIi KANeYHWKAa € HACJTiI-
KOM TIOPYIIEHHd iHHepBallii B JiTell 3 PO3IIijin-
HOIO XxpebTa. 30KpeMa, 3aKperu CHOCTePirajucst
B noHaz 80% miteii, i jnire MeHIe TTOJOBUHU 3
HUX TPOBOIUIN OUUCTKY KUIEYHUKA, 13 HUX Ti/Thb-
KH 4BepTh — pery/sspHo. Sawin i Thompson [16]
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3a3HavyaTh, 10 CTBOPEHHS e(EeKTUBHOI IIPo-
rpamu gedekallii € OfHI€I0 3 TOJOBHUX MPOOIEM,
3 SIKOIO CTUKAEThCsE 6araTo ciMell, y IKMX € JUTHHA
3i spina bifida. Kourunentiist kamy moJtimirye 3a10-
BOJIEHICTD 1 IKICTh JKUTTH SIK JIiTel, TaK 1 TUX, XTO
norisigae 3a Humu [2]. KepyBaHHS KUIIEYHIKOM
y miteii 3i spina bifida yckimagHioeTbest o6MeskeHu-
MU KOHTPOJIbOBAHUMU JIOCJII/PKEHHSIMU Ta PI3HOIO
IIPAKTUKOIO B PI3HUX YCTaHOBaX i creriiajicrax.
[Misi ycnimHOT nporpamMu yIpaBJaiHHS KUIIEYHU-
KOM y JiTell i3 PO3IIIIMHOK XpedTa MOISTaioTh Yy
nepen6avyBaHNX BUIIOPOKHEHHSIX, COIQJIbHOMY
CTPUMYBaHHI Ta OCTAaTOYHIN He3ajekHOCTI [2].
Bapiantu JsikyBaHHS BapiloloThCs Biji KOHCepBa-
TUBHUX BTPyYaHb, TAKUX K JIETU Ta MepopajibHi
IIPOHOCHI 3aco0U, sIKi 3MIHIOIOTH KOHCHCTEHI[0
Ta TPAH3UT BUIOPOKHEHHS, 70 TPaHCAHATbHUX
3polleHb 1 aHTEeTPAJIHUX KJIi3M, SIKi IMOJIETTIYIOTh
CIIOPOKHEHHS IPSAMOI Ta CUTMOIOAIOHOT KHUIIKK
Ta 3a6e311e4y0Th OLIbIINIT CTYIIIHD He3aJeKHOCTI.
JIikyBaHHS TIOBUHHO 3abe31euyBaT ONTUMAJIbHY
COITiaTbHY 1HTETPAIliio 3 OTHOJII TKAMMU.

CXWIbHICTh 70 ajeprii, ocoOJIMBO Ha JIaTEKC,
MOTIIKO/KEHHST TIKIPU BHACJIZOK THUCKY i TOPY-
IIEHHST 9y TJUBOCTI, TIPOJIEXKHI, TPOOIEMU 3 Xapyuy-
BaHHSM, Ha/[MipHA Maca Tijia TAaKOK BIJINBAIOTH Ha
SKICT JKUTTS MalieHTiB 3i spina bifida Ta na nep-
CIIEKTHBY He3aJIesKHOCTI TakuX miTeit [9] (puc. 6).

Y mwiil crarti BHepile IIpoaHaIi3yBaJUd CTaH
iMyHizarii aiTeit 3 posuiimHO© XpebTa i BCTaHO-
Buin, mo Jjunie 15,4% pxiteil € memnnennumMu Bij-
MOBIZTHO /10 HAI[IOHAJBHOTO KaJleHJapsd, a Mailxe
70% miTeii B3arajii He MAIOTh JKOJIHOTO TIETITIEHHS.
[Ipuuomy i yac KOHCYJIBTYBAaHHS HaMarajaucs
BUSBUTH NTPUYUHU BiJICYyTHOCTI TIETJIEHb, 1 TITbKU
B OKPEMUX BHUIA/IKaX BOHU Oy OOTPYHTOBAHUMHU.

[le nmuTanHs moTpebye MOAATBIIOTO PETETHHOTO
aHaJsi3y 31 BCTAHOBJEHHSAM TPUYUH, TTPOBEICHHSAM
BEJIMKOI I[iJIbOBOI IPOCBITHUIIBKOI poOOTH cepej
JiKapiB i GaTbKiB, K 3a3HAYEHO B IHIIUX AOCJIi-
JUKeHHSX [4].

[TpoBenene Hamu JIOCHI/DKEHHST € JIMLIE Iep-
UM KPOKOM [IJisi BU3HAYEeHHsT TPoOJeM i CTBO-
PEHHSI TOBHOI[IHHOTO PEECTPY TAIlIEHTIB 31 Spina
bifida B VYkpaiui, HaganHsa MyJIbTHIUCIUAILIIHAD-
HOI TATPUMKH MITAM Ta IXHIM CiM'sIM BiJITOBIif-
HO JI0 HaWKpalmuxX MPaKTUK i peKoMeHjaIlii, 3a-
CHOBaHMX Ha KOHceHcyci Acomiarii Spina Bifida
Ta 11 sikapiB-napTHepiB [17]. Peectp narientis 3i
spina bifida 6yB crBopenuii y CIITA y 2008 p. Ha
6asi Llentpy 3 kourposio 3a xsopobamu (CDC),
BPaxXOBYIOYM BiIMIHHOCTI B KaJIpoBOMY 3abe3Ie-
YeHHI, HaJ[aHHI MOCJYT 1 JIOTJIsA/II 34 MallieHTaMu
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>

!
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MowKomKeHHA
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12,8%

BigxuneHHa
Mmacu Tina

43%

Puc. 6. YacToTa HalibinbLu cyTTEBMX NPo6BNeM 3i 3M0POB’AM y AiTelt 3i spina bifida

[9], 1o 3abe3meurio OCHOBY /JISI CHCTEMATHIHO-
ro MAXOMy /10 MiJIBUIIEHHS SIKOCTI MEUYHOI J10-
MMOMOTH, 110 HAJIAEThCS B KIIHIKAX, SKi OMIKYIOTb-
cst mitbmu 3i spina bifida mo Bciit kpaini (https://
www.cdc.gov/ncbddd/spinabifida/nsbprregistry.
html). Okpim nemorpadivnux paHux, y peectpi
BKa3yIOTbCd TIPOBe/leHI BTpydaHHs (orepaiiii,
HEXIPYpriuHi Mpoueaypu, METOAN JIIKYyBaHHST KU-
NIEYHWKA Ta CEY0BOTO MiXypa) Ta HacJIi/IKu (KOHTH-
HEHIIi ST KUIIIeYHUKATaCeY0BOTOMiXyPa, PyXJIUBICTh,
pobJIeMu 3i MIKiPOIo TOIIO).

Bucuosku

[IpoBenennii KOMILJIEKCHUI aHai3 CTaHy 3710-
poB’ss miteii 3i spina bifida ta rizporedamnicio B
Ykpaini Ha OCHOBI aHKeTyBaHHs OAaTbKiB i IXHIX
JliTell, BUBYEHHS MEIUYHOI JOKYMEHTaIlii Ta OH-
JIAWH-KOHCYJIBTYBaHHS /1aB 3MOTY OKPECJIUTH HU3-
Ky 1mpobJieM jiTeil i3 i€ MaToIoTiEr, 0COOTIMBO
B TIePioJ] BiliHU, IKi BIJIMBAIOTH HA SIKICTh iXHBOTO
JKUTTS Ta MOTPEOYIOTh MYJIBTHAUCIUILIIHAPHOTO
migxoay /o JiKyBaHHS Ta peabimitaiii. Brposa-
JUKEHHST TPOCTUX METOJWK YTPABIIHHS CEYOBUM
MIXyPOM i KUIITIEYHUKOM J[OTIOMATa€ 3amobirTt po3-
BuTKy pernansiB ICBIII, momko/keHHI0O HUPOK 1
CEYOBOr0O MiXypa, a TaKoK 3a0e3ledye COIiaJbHy
IHTerpalfiio AUTUHU Ta 3MOKe MiIBUIIATU SKICTD
sxutTsa. CtBopenns HarionanbHOTO peectpy mo-
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3BOJIMTH Kpallle 3pO3yMiTH TOTpedu iTeil i3 pos-
IIIJIMHOIO XpeOTa Ta BIPOBA/KyBaTH Kpalili CBITOBI
MIPAKTUKH.

IlepcriekTHBY NOIANIBIINX TOCII/IKEHDb

AmnaJtiz ctany 3/10poB’s iiTel 1acThb 3Mory cop-
MYyBaTHU TOJAJBINI KPOKHA 3 METOIO BITPOBA/IKEHHS
KpalliX CBITOBUX MPaKTUK B YKpaiHi, CTBOPEHHS
IEHTPIB MYJBTUIUCITUTIIIIHAPHOI OMIKY JIJIsT JIiTel
3i spina bifida, pospoburn 3axoxu st BupileH-
HS HEeBIAKJIQIHUX MUTaHb 10O IOJIIIIIEHHS Ha-
JAaHHSA TOTIOMOTH, e(eKTUBHOTO KOHCYJIBTYBAaHHS
Ta IMiIBUINIEHHS PiBHSI 3aXUCTY JiTell Bijl KepoBa-
HUX iHDEKITIN.

Busnauennst piBHs 3abe3redeHHs1 (HOJIEBOIO
KHCJIOTOIO 3KIHOK PENpOyKTUBHOTO BiKy B YKpaiHi,
peTesibHe BUBYEHHS 106aBOK (DOIEBOI KUCJIOTH Ta
MPOTOKOJIIB 30aradenns ixi; cepiiine TecTyBaHHs
JUIST TOCSATHEHHS 1iJIbOBUX PiBHIB (hOJIIEBOI KUCIIO-
TU MOXKYTb IONOMOTTH BU3HAUYUTH TTPOGITaKTUIHI
3aX0/M, aJanToBaHi 0 1moTped YKpainu, 3 METO0
3arobiraHHst PO3BUTKY BaJl HEPBOBOI TPYOKH.

BastunicTs. ABTOPY BUCJIOBJIIOIOTH TTO/ISIKY BCIiM
marieHTaM Ta ixHiM 6aThbKaM 3a y4acTh y TPOEK-
Ti Ta aHKeTyBaHHI, a Tako)k MixkHapoaHiit Gya-
roxiituiit opranizaiii «Child-Help International»
(Bembrist), The International Federation for Spina
Bifida and Hydrocephalus, Fundacja Spina Polska,
Ukraine Project Edegem, Micii Irops Birenka,
Polonijne Stowarzyszenie. Kulturalno—Os$wiatowe
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