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Pe3rome

Bcemyn. Ponb meduunoi cecmpu y HAOGHHI AK KOMIIEKCHOL, MAx i iHOugioyaibHoi 0onomoau nayieHmam 3 opQarHHumu
3aX60PIOGAHHAMU € 0OHIEI 3 KAlo4ogux. [lpayioouu y micnomy KOWMAaKmi 3 JiKapamMu ma nayicHmamu, MeouyHi cecmpu
BUKOHYIOMb 8ANCIUBY (DYHKYIIO iH(opMayitinoi niompumku O nayieHmis ma ix cimet, CHpUuayu KoopouHayii, KOHMpPo ma
3a6e3neuentio besnepepero2o 0021s10y. Bionogiono, meouuni cecmpu noSUHHI 60100IMU NEGHUM CREKMPOM 3HAHb | BMiHb U000
HatlOinbw NOWUpeHUX Op@HaAHHUX 3XE0PIOEAHD.

Memoto 0ocniorcenna 6y10 GUIHAUUMU 3HAHHA MA 6MIHHA MEOUUHUX cecmep w000 NeGHUX OPPAHHUX 3AX8OPIOBAHD.

Mamepianu ma memoou oociioncennsn. I[Iposedeno anonivHe ma 000poOGiNbHE ONUNMYBAHHA MEOUYHUX cecmep Ha 0a3i
0011acHOT Qumsuoi KIHIUHOT TikapHi 6 nepiod 3 keimus 0o mpaews 2023 poky. B onumyeanni é3s1u yuacme 63 meduuni cecmpu
saknady. OnumyeanbHuK 6xkaoyas 27 3anumanb, sSKi Cmocy8aiucs CoyianbHO-0eMoepa@iuHux OaHUX peCnOHOeHMi8 ma OpQanHux
3ax80pr06alb, AKI Hauwacmiule 3yCMpiuarmMscs 8 NPAKMuYi MeOUYHUX cecmep 3aKaady. nepeunnux imyrnooegiyumie (1117),
spina bifida (SB), mykosicyuoo3y ma 106eHiIbHO20 i0IONAMUYHO20 APMPUNTY.

Peszynomamu docaioaxcenns npedocmagierni y eueisdi onucogoi cmamucmuru. I1opieHAHHIA 4acMOmMHUX napamempie
npoeooUNU 30 OONOMO2010 Kpumepiio Xi-keadpam. Biominnocmi misxc napamempamu 66axcaiy CMamucmuiio SHAYYWUMu npu
p<0,05. Cmamucmuynuil aHaniz pe3yibsmamis aHKemy8anHs nposooulu 3a 00nomo2or cmamucmuynozo naxemy STATISTICA
10.0 ma pedakmopa mabauys Microsoft Excel 2003.

TIposedenns 0ocniodicenns ma nyonikayis mamepianié cxeaieno komicieio 3 oioemuku TepHONIILCLKO20 HAYIOHATILHO2O
Meouunoeo yuigepcumemy imeri I. A. l'opoauescokoeo MO3 Vkpainu (npomoxon Ne 73 6io 03.04.2023 p.).

Jlocnioocenns nposedero y medicax HIIP kaghedpu oumsiuux xe0po6 3 oumsiuoio xipypeicio TepHoninbCcbko2o HAYiOHAIbHO20
MeouyHozo yuigepcumemy imeri 1. 4. Topoauescokoeo MO3 Vrpainu « Yoockonanenns memodie diacHocmuki, 1iKy8auHsa ma
peabinimayii HaOLIbUW NOWUPEHUX 3AXE0PIOBAHb OUMAY020 GIKYY», HoMep oepaicpeccmpayii 0122U000039.

Pezynvmamu oocnioxcennsn. Cepeod pecnonoenmie nepesaxcanu ocoou xcinovoi cmami (96,8%) sikom 6id 31 0o 50 poxis
(63,5%), npayienuxu cmayionapy (90,5%); oinvwa wacmuna 3 Axux 6yau 00C8i0YeHUMU NPAYIBHUKAMY I3 cmadicem pooomu
oinvue 20 pokis (52,4%). 3acanom binvuicms pecnonoenmie (71,0%) npasunvHo 6xazanu, AKi 3aX60PHOEAHHI HANEHCAMb 00
PpioKicHux. Biocomox npasuibHux 6ionogioell, ki Cmocygaiucy 3Haub npo op@PanHi 3ax60piogants koaueascs 6io 47,9% wooo
I11J] 00 77,5% wooo SB, modi sax npasuibhi 6i0n0gioi npo eéminusa 6ynu 6 mesxcax 6io 41,3% wooo SB 0o 63,0% wooo I11]].
3acanom meduuni cecmpu npoOEeMOHCMPYEANU KPAUYL 3HAHHS, HIJNC BMIHHS w000 opghannux 3axsopiosarns (p=0,0003). Hatibinbw
npoOremuumu numannamu oyno eionecenusn BIJI/CHIJ] oo I/ (v 31,7%), HesHaHua cmanOapmie KOHMPONIO HetpOSeHHO20
cevogoeo mixypa y oimeti i3 SB (y 49,2%), He6o100inHsA MEMOOUK010 NIOWKIPHO20 86edenHs iMynoenooyninie (87,3%), nposedenns
oyucmku Kuweynuxka y oimetl iz SB (95,2%) ma numannus ingexyitinoco KOHmMponio y nayienmis 3 mykosgicyudosom (66,1%).

Bucnoexu. JJocrniosicenns nokazano Hedocmammuio 00i3HAHICIbG MEOUYHUX cecmep U000 NeGHUX OPPAHHUX 3AX60PI0BAHD.
Hatinuoscui 3nanmus Oyau npooemMoHcmpo8aHi ujoo0o nepsunHux iMyHooegiyumis. BusnaueHo HeoOXiOHICmMb NOKPAUeHHS 3HAHD
ma 6MiHb MEOUUHUX cecmep Wo0o OPPAHHUX 3AXE0PIOSANb, U0 3MOHCE NIOBULUMU AKICIb MeOCeCMPUHCLKO20 0021510V 3d
X8OpUMU HA PIOKICHI 3aXB0PIOBAHHS MA IXHIMU poOuHamu. Po3pobka 3ax00ie niciaouniomMHol oceimu MeOUYHUX cecmep mModxce
donomozmu ROKpawumu ix 00I3HaAHICMb W00 PIOKICHUX 3AX60PIOEAHD.

Knrouogi cnoea: pioxicui saxeoprosanns; meduuni cecmpu; obisnanicms,; nepeunni imynodediyumu; spina bifida;
MYKOBICYUOO03, 106CHINbHULL I0IONAMUYHULL ADTPUM.

Beryn

OpdanHi 3aXBOpIOBaHHS, 800 XBOPOOU-CUPITKH — 1€
piAKiCHI BpoIKeHi abo HaOyTi 3aXBOPIOBAHHS, JJIS SIKUX
XapaKTepHUH TSIKKHM, XpOHIYHUH MepeOir, 110 3HAYHO
BILTMBAE HA SKICTh 1 TPUBAJICTh KUTTS MAII€EHTIB Ta
4acTO MPU3BOJUTH JI0 1HBaIIHOCTI. XBOpOOH BH3HAYa-
I0Th PIIKICHUMH, SIKIIO TX YacToTa cTaHOBUTH 1 Ha 2000
HaceneHHs [1]. Ha ceoronni Biomo maiixxe 8000 opdan-
HUX 3aXBOPIOBaHb, SIKI MOXYTh BIIJIMBATH HA OPTaHH UM
CUCTEMHU OpraHi3my B OyAb-sIKOMY Billi, 1 B OIJIBIIOCTI
BUIIAJIKIB BOHU YpaXkaloTh 0arato oprasis i cucteM. 3a-
rajpHa 4YacTka op(paHHUX 3aXBOPIOBaHb CTAHOBUTH 017151
6% 1 6113bK0 350 MiNIBIOHIB JTIO/IEH B CBITI CTPAXKAAIOTh

Ha HUX, [0 J]a€ 3MOTY CTBEP/KYBATH, III0 TaHI XBOPOOHU
3yCTpIYaIOThCS B KIIHIYHIN MPAKTHIII HE TaK BXKe U PiIKO
[2-5]. OpdanHi 3aXBOPIOBAHHS YaCTO XapaKTEPU3YIOThCS
TPYHOILAMH B JIIarHOCTHUIII Ta JTIKYyBaHHI, a NallieHTH, 1110
CTPaXXAAIOTh BiJl PIAKICHMX XBOPOO, 3a3BU4ail HOTpedy-
I0Th BHCOKOCIICI[iaJ1i30BaHOT Ta 1HIUBIIyaTbHOT MEIHY-
Hoi toriomor# [1]. B ocTanHi poku Bce O1IbIIE HATAETHCS
yBaru piIKiCHUM 3aXBOPIOBAHHSIM, BPAXOBYFOUHU MOKITH-
BOCTI 1X JIIarHOCTUKH, JIIKYBaHHS Ta OMIKH, sIKi CTPIMKO
PO3BHBAIOTHCHSI.

Po3BuTOK 1EHTPIB Op(haHHUX 3aXBOPIOBAHB € BaXK-
JIUBUM KPOKOM Y 3a0e3MeUeHHI BUCOKOSKICHOT METUYHOT
JIOTIOMOTH TAIliEHTaM 3 PiJIKiCHUMH XBopoOamu. BoHu
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CTCIIANI3YIOTHCS Ha AIarHOCTHIII, JIIKYBaHHI Ta M ATPAMII
TIAII€HTIB 3 PIAKICHUMH XBOPOOaMH Ta X ciMeid.

BpaxoByroun MHOKHHHICTH YPa)KeHHS OpTaHiB i cHc-
TeM, oppaHHI 3aXBOPIOBAHHS MOXYTh 3yCTpIiUaTHCh
B MIPAKTHUIII KOKHOTO MEIMYHOTO MPAI[iBHUKA, TOMY 00i-
3HaHICTh MEAMYHOI CITUTBHOTH IOJ0 PiJKICHUX 3aXBO-
PIOBaHb € Ha/J3BHYAHHO BAJKIMBOIO Ta OJIHIEIO 3 TOJIOB-
HUX npobieM cboronHi [3-6]. [amienTu 3 oppanHIMEU
3aXBOPIOBAHHSMH NOTPEOYIOTH CIeNiaNli30BaHOrO, He-
CTAaHIAPTHOTO I AXOAY 10 JIarHOCTUKHY 1 BeneHHs [1-2].
JloBruii misx no niarHosy, SKAi 3aiiMae poKH y mari-
€HTIB, 4aCTO NMPHU3BOAUTH JIO BTPATH JIOBIPH 710 CUCTEMH
OXOpOHM 37A0poB’s [7-9].

[Ipote, HaBITH OTPUMABIIN JiaTHO3, MAIIEHTH Ta iXHI
POJMHHM YaCTO CTHKAIOTHCS 3 HEJOCTATHHOIO KUIBKICTIO
iH(popMaIii Bil MEAMYHHX MPAIiBHUKIB IPO BCi aCIIEKTH
IXHBOTO cTaHy [4-5]. BoHM 0UiKyFOTB, 1110 iHPOPMAIIiS TTIPO
3aXxBOpIOBaHHs OyJie HajaHa B pi3HKUX (opmarax i Ha pi3-
HUX PIBHSIX MEIMYHOI IOIOMOTH, 1100 3a0€3MeYHTH TOBHE
PO3YMIHHS Ta IPUHHATTS OOTPYHTOBAHUX pillieHb. baTbku
JITeH 3 pIAKICHUMH 3aXBOPIOBAHHSMH 4acTO PO34apoBaHi
OpakoM 3HaHb, SIKi JEMOHCTPYIOTh MEIUYHI MPAI[iBHUKH
[10]. Ianra mpobiema mosnsirae B OTpUMaHHi JA1€BOTO Kypa-
OeJIbHOTO JIIKYBaHHS, a/Ke HaBITh IIarHOCTOBAHI XBOP1 Ma-
I0Th HEBEJIMKI MIAHCH, OCKUIBKH Ha ChOTO/IHI JIUIIE TPOXHU
6inmpie 5% piAKICHUX 3aXBOPIOBaHb MAlOTh PO3POOIIEHI
MOXJIMBOCTI epekTuBHOTO JIikyBaHH [ 11]. [Ipote, panus
JIIarHOCTHKA BaYKJIUBA JUISl YHUKHEHHSI BEIMKOT KITBKOCTI
3aliBUX MaHIMyJsIil 1 HeeeKTHBHUX METOJIIB JIIKYBaHHS,
PO3YMIHHS CBOTO CTaHy i CBOIX MOKJIMBOCTEH 3 OIVIS LY
marieTiB. [liarHOCTHKa MOXKE JTOTIOMOTTH B TUTAHYBaHHI
ciM’1, 0cOOJIMBO Y BUNIAJIKY CIIA/IKOBUX 3aXBOPIOBAHb, JIA€
MOXJIMBICTh TIPOTHO3YBATH 1 I0TIOMArae MarieHTy Ta po-
JIUHI OTPUMATH JOCTYI J0 COIIaIbHOI Ta OCBITHBOI MiJI-
TpuMKH [8, 12].

Ponp MeauIHMX cecTep y cucTeMi JonIsi Ly 3 TarieH-
TaMM MOXKE BIJIPI3HATHCH 3aJI€XKHO Bij kpainu [13], mpore
Jno0pe BioMUi 3B’S130K MIJK pIBHEM OCBITH MejacecTep
1 pe3ynbTaTamMy JiKyBaHHS naiieHTiB [14]. BpaxoByiouwn,
1110 POJIb MEIMYHOI CECTPH Y Ha/IaHHI SIK KOMIUIEKCHOT, TaK
1 IHAMBITyaTBbHOI TOTOMOTH TIalli€eHTaM 3 Op(haHHUMU 3a-
XBOPIOBAHHSIMH € OJIHI€IO 3 KIIFOYOBHX, BOHU MOBUHHI BO-
JIOJITH TICBHUM CIICKTPOM 3HAHb 1 BMiHb OO0 HAHOIIBII
TIOIIMPEHNX Op(haHHNX 3aXBOPIOBAHb.

MeToto Hamoi po6oT Oyn0 BU3HAUYNTH 3HAHHS Ta
BMIHHSI MEIMYHUX CECTEp I10/10 NeBHUX op(aHHUX 3a-
XBOPIOBaHb.

MaTepianu i meToam pocnipXeHHA. Jlis omiHKu
3HaHb MEIMYHUX CECTep 1100 Op(aHHUX 3aXBOPIOBAHb
OyJI0 IPOBEICHO ONMUTYBaHHs Ha 0a3i KOMYHaJbHOIO
HeKoMepIHiiHoro nmignpueMcra « TepHominbCchKa
oOyiacHa IUTsSYa KJIIHIYHA JIIKapHs» B MEPioj 3 KBITHS
1o tpaBHs 2023 poky. B onuTyBaHHI B3sJiM y4acTh 63
MeIMYHI cecTpu 3akiany. OnuTyBaHHs OyJI0O aHOHIMHUM
Ta 10OPOBIIBHUM, ITPOBOJUIIOCH HA POOOYOMY Mici
MEAMYHUX cecTep. PecrioHaeHTH OyIiH MOBIIOMIICHI TIPO
I1JIb ONTUTYBAHHSL.

OnwutyBanbHUK OyB chOpMOBaHMI aBTOpaAMH JIOCTi-
JUKCHHS Ta anpoOoBaHUil cepes 3/00yBadiB MepIIoro
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PIBHS OCBITH 3i cremialbHOCTI «MelcecTpHHCTBOY» Ta
MPamIoYUX MeguIHuX cectep. OKpiM TOTO, B peleH-
3yBaHHI ONMUTYBaJIbHUKA B3sUIM y4acTh BUKJIAJa4d MeJl-
CECTPUHCTBA, JIiKap-TeHETHK Ta MeJUYHa cecTpa. Onu-
TYBaJIBHHUK BKJTI0OUaB 27 3anutanb. [lepmi 4 3anutanas
CTOCYBAJINCS COL[IAIbHO-IeMOTpaiyHUX JaHUX PECIIOH-
IEHTIB (BiK, CTaTh, CTAX POOOTH, MiCIIe pOOOTH — CTAIIIO-
Hap 9¥ NOMiKIiHiKa). HacTymHI 3anuTaHHs CTOCYBAJIHNCH
6e3nocepeHbo ophaHHUX 3aXBOPIOBaHb. BpaxoByroun
crnienuQiKy BiJAICHB JIKapHi Ta 3aXBOPIOBAHb, K1 HAH-
yacTime 3yCTPidaloThCs B KIIHIYHIN MPaKTHLI MeIHY-
HOTO 3aKJjany, CIeKTp MUTaHb Oyi10 oOMexxeHui 4 3a-
XBOPIOBAHHSIMU: IIEPBUHHI iMyHOAeDinnTH (6 3aITNTaHb),
spina bifida (5 3anmuTans), MyKkoBicnao3 (5 3anuTaHb) TA
IOBEHIJIBbHUM 11i0onmaTnyHuil apTput (6 3anutanp). OnHe
3aIllUTaHHs CTOCYBAJIOCH 3arajioM PiJKICHMX 3aXBOpIO-
BaHb. [InTaHHS 3 KOXKHOI HO30JI0T19HOI (hopMHU CTOCYBa-
JIUCh HE JINIIE 3HaHb MeANYHUX cecTep (15 3anmuTans), ane
1 TXHIX YMiHb (§ 3aITUTaHB).

Pe3ynpraTin HOCHiIKEHHS MPECTABICH] Y BUTIIALI
OMuUCOBOT CTaTUCTUKU. [TOpIBHSHHS YaCTOTHUX Iapame-
TPiB TIPOBOJMIIM 32 JIOIIOMOTOI0 KPHUTEPIIO Xi-KBajapart.
BiamiHHOCTI MiXK MapaMeTpaM¥ BBa)Kalll CTaTUCTUIHO
sHagywmu npu p<0,05. CTaTUCTHUUHUIN aHAai3 PEe3yIib-
TaTiB aHKETYBaHHS Ta KOHCYJIbTYBAaHHS IPOBOJIMIH 3a
noromoroto craructuaaoro makety STATISTICA 10.0 Ta
penakropa tabsuie Microsoft Excel 2003.

[IpoBenenns gocnijpKeHHs Ta MyOrTiKkalis MarepiatiB
CXBaJICHO KoMici€ro 3 OioeTnkn TepHOMIBCHKOTO HaIio-
HaJIbHOTO MEIMYHOTO yHiBepcuTeTy imeHi 1. 1. [opbaues-
cpkoro (rporokon Ne 73 Bix 03.04.2023 p.).

Hocnimkenns nposeneno y mexax H/IP xadenpu nu-
TSYUX XBOPOO 3 AUTAUYOIO Xipypriero TepHOMiIbChKOTO
HaI[lOHAIBHOTO MeAnYHOTO yHiBepcuTety iM.1.51.T'opoa-
YEBCHKOTO « YIIOCKOHAJICHHS METO/IB IarHOCTHKH, JIKY-
BaHHs Ta peaduTiTallil HaHOLIBIII MOMIMPEHUX 3aXBOPIOBAHD
JUTSYOTO BiKy», HOMep aepkpeectparii 0122U000039.

Pe3ynkTaTn gocnigkeHHA Ta ix o6roBopeHHs

ComianpHO-AeMorpadiuHi XapaKTepUCTUKN 63 pec-
MOHJICHTIB, SIK1 B3SUIM Y4acCTh y JIOCIIPKEHHI TpeJICTaB-
JieHi B Tabmumn 1.

Cepen pecroHIeHTIB TIepeBaKaJli MEUIHI CECTPH Bi-
koM Bif 31 1o 50 pokiB (63,5%) 1 Oijibllla YacTHHA 3 HUX
Oyny TOCBITYCHUMHU IpaIliBHUKAMH 13 CTaxeM poOOTH
6impmre 20 pokiB (52,4%). Takox 3HAYHO MEpEBaKaIU
ocobu xiHouo1 crati (96,8%) Ta MpaIliBHUKHU CTAI[iOHAPY
(90,5%). 3aranom BIKOBHI Ta T€HJICPHUH PO3IIOILT pec-
MOHJICHTIB BiJIMOBIJA€ 3arajbHil KapTUHI METUIHHUX Ce-
CTep B MEAIaTPUYHKX 3aKJIaJlaX OXOPOHH 3/10POB’sL.

Hactynuuii 610K 3anmuTanb CTOCYBaBCs Oe3nocepe-
HBO 3HaHb Ta BMiHb IOJI0 OKPEMHUX OpPaHHHUX 3aXBOPIO-
BaHb. Binnosiai Ha naHy rpyny 3anuTaHb BigqoOpaxeHo
B Ta0mI 2.

3aranom OinpmicTs pecionaeHTiB (71,0%) nmpaBuibHO
BKa3aJH, sIKi 3aXBOPIOBAHHS HAJICKATh 10 PiIKICHUX.
Hatipinme Menu4vHi cecTpu 3a3Ha4ald IEPBHHHI iIMYHO-
nedimutu (IT1I1) Ta spina bifida (SB), maitqacrime — my-
KOBICITHI03.
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Tabnuus 1
CouianbHo-aemorpadiyHi xapakTepucTUKN MegU4YHUX cecTep, siKi B3siNIM y4acTb B ONUTYBaHHi (n=63)
N 3annTaHHs Bianosiai S
n Yo
Axkmn Baw Bik?
* 21-30 13 20,6
* 31-40 16 25,4
1. |+ 41-50 24 38,1
* 51-60 9 14,3
* Ginbwe 60 1 1,6
* MmeHwe 20 0 0
fka Bawa cTaTb?
2. |* XiHoya 61 96,8
¢ yoroBivya 2 3,2
CKinbKkun pokiB B/ NpautoeTe MEANYHOK CECTPOHD?
* MeHLe 5 pokiB 7 11,1
3. |+ 5-9 pokis 6 9,5
* 10-19 pokiB 17 27,0
» Ginbwe 20 pokiB 33 52,4
[e Bn npautoeTe?
4. |+ crauioHap 57 90,5
* MonikMiHika 6 9,5
Tabnuus 2
BignoBiai pecnoHOeHTIB Ha NUTaHHSA NPO 3HaHHS Ta BMiHHA WoAo0 opcaHHMX 3aXBOPHOBaHb
?'ﬁ 3anuTaHHsA ; BI'D'HOBIHI%
1. | Aki 3axBoptoBaHHSA HanexaTb 40 opdaHHUX?
MepBUHHI iMmyHOZediUNTH 39 61,9
XPOHIYHWI racTpoayoneHiT 1 1,6
lOBeHINbLHWI igionaTMyHKM apTpUT 43 68,3
locTpuin rmomepynoHedpuT 2 3,2
Po3winuHa xpe6Ta (spina bifida) 38 60,3
MykoBicungos 59 93,6
MumaHHs wodo nepeuHHuUX iMyHoOegiyumie (epodxxeHi MoMUJsIKU iMyHimemy)
2. |NepBuHHWI imyHogediumT (MIO) — ue
BpOAKEeHe 3aXBOPHOBaHHS 55 87,3
HabyTa xBopoba 8 12,7
3. |Aki o3Haku MoxyTb BkasdysaTtu Ha 107
YacTi pecnipaTopHi BipycHi iHdeKLiT 57 90,5
YacTi nHeBMOHiIi (BinbLe 2-x Ha pik) 55 87,3
Tsaxki aneprivyHi nposasu 8 12,7
ABTOiMYHHi 3axBOpIOBaHHS 24 38,1
Bucokun pusunk oHkonaTonorii 18 28,6
CyLOMHWIA CUHAPOM 1 1,6
4. | Axi 3axBOptoBaHHA Hanexarb go Mi4?
OedekTn yTBOpeHHs aHTUTIN (3okpema, xBopo6a BpyToHa) 53 84,1
BU1/CHI 20 31,7
ATakcif-teneaHriekrasisa (cuHgpowm Jlyi-Bap) 23 36,5
Jlerikos 0 0
CuHpgpom JayHa 0 0
5. |Yu € anga Bac pu3nk 3apasnTUCb NEPBUHHUM iMyHOAEdILMTOM?
Hi 59 93,7
Tak, B oOKpeMnx Bnnagkax 1 1,6
Tak, Npn HegoTPYMaHHi NpaBun IHPEKLINHOTO KOHTPOIIO 2 3,2
Pwu3suk € 3aBxaun 1 1,6
6. |Ywu 3Hariomi BM 3 METOOMKOIO BBEAEHHS iMyHOrNOOYNiHIB?
BHyTpilwHbOBEHHUM BBeAEHHSAM 52 82,5
MigwkipHum BBeAeHHAM 8 12,7
7. |3 skoto MeTo BBOAATL iMyHOrnobyniku aitam 3 MNi4?
[nsi nokpaLleHHs camonodyTTa AUTUHU 0 0
3amicHa Tepanisi, KON BNacHi aHTUTINAa He BUPOONATLCA 60 95,2
Onsa 3axucty BiA iHdeKuin 5 7,9
[nsi 3HWKEHHS pu3mnKy aneprii 0 0
3 MeTolo NPUTrHiYeHHs iIMyHITETY Npy aBTOIMyHHUX npoLuecax 1 1,6
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MpopoBxeHHs Tabnuui 2

MumaxHs wodo spina bifida
8. [fAka HanvacrTiwa npuynHa po3swinuHm xpebTa (spina bifida - SB)?
OXUpIHHA Y Mamu 4 6,3
KypiHHS nig yac BariTHOCTI 4 6,3
HOediunT chonaris 59 93,7
Oediumt BiTaminy D 2 3,2
HepoigaHHs nig Yac BariTHOCTI 3 4,8
9. [lMopyLeHHs akmMx yHKUIM HaryacTiwe Gysae y giten i3 SB?
PyxoBoi doyHKuUii 59 93,6
CevyoBuaineHHs 56 88,9
PosymoBoi 2 3,2
BunopoxHeHHs 38 60,3
MopyLueHHs cnyxy 3 3,8
10. |Akui cTaHgapT KOHTPOIO HEMPOreHHOro CEYOBOro Mixypa y aiten i3 SB?
MegukameHTO3Ha KOpekLUisi, BU3HaveHa nikapem 42 66,7
Yucra nepepuByacTa KkateTepu3sauis 32 50,8
MocTinHa kaTteTepusadis katetepom dones 8 12,7
XipypriyHe BTpy4aHHs 12 19,0
TakTuKa CrnocTepexXeHHs 4 6,3
11. B siKOMy NONoXeHHi B1 OyaeTe NpoBOAUTU OUUCTKY KULLEYHWUKA OUTUHI i3 SB?
Jexaun 60 95,2
Cupgsaum 3 4,8
12. [ Ckinbkn BOAM BU BUKOPUCTAETE AN OYNCTKM KULLEYHWKA y AMTUHKU 3 SB, BikoM 4 pokis, sika
BaXuTb 18 kr?
200 mn 12 19,0
400 mn 49 77,8
600 mn 0 0
800 mn 0 0
1000 mn 2 3,2
MumaHHs wodo Mykoegicyudo3y
13. | Aki cuctemun HanMbinbLle cTpaxaatkoTb Y AiTel 3 MyKOBICLUMA030M?
OuxanbHa 60 95,2
CepueBo-cyanHHa 2 3,2
TpaBHa 45 71,4
Hupkosa 3 4,8
HepsoBa 7 11,1
14. |[Oite 3 mykoBicuuao3om OyaeTte po3MillyBaTu:
B 3aranbHux nanarax, ane BaxnvBo LWob 6yB AocTyn o knucHeTepanii 26 41,3
B 3aranbHux nanartax, MoxHa i 6e3 focTyny 0o kucHeTepanii 0 0
B okpemux nanatax 3 iHWUMM SITbMU 3 MYKOBICLIMO030M 17 27,0
B okpemin nanari, no ogHi AUTWHI, 3 OKPEMMM CaHBY3IIOM 22 34,9
15. [Yun MOXHa BUSABMTU MYKOBICLMA03 NPU HAPOOXKEHHI?
Tak, BXe Npu HapOMKEHHI € XapaKTepHi KNiHiYHi 03HaKM 2 3,2
Tak, 3a 4ONOMOror CKPUHIHIY HOBOHaPOMKEHUX 37 58,7
Hi, Tinbkn 3a 4ONOMOrot0 crevjianbHUX METOAIB OCNIIKEHHS NICNS HAPOLKEHHS OUTUHU 24 38,1
16. [Yun MOxHa NpoOBOAUTM LLEENMEHHS AiTSM 3 MyKOBICLMA030M?
Tak, MpoTMNOKasiB No3a 3aroCTPEHHSAM HeMae 1 17,4
Tak, OKpiM >XMBUX BaKLMH 2 3,2
Hi, wenneHHsa npoTMnokasaHi 7 11,1
Tak, nnoc AoaaTkoBa BaKUuMHaLis Big NMHEBMOKOKOBOI iHeKuii Ta wopiyHa 43 68,3
Cce30HHa BaKuuHauifa Big rpuny
17. |Ywm Bynete B f03BONATU Di3NYHY aKTUBHICTb AiTAM 3 MYKOBICLIMO030M?
Hi, Moxe noripwmnTn cTaH 340poB’sa 2 3,2
Jlnwe B okpeMux BunagKax 4 6,4
Tak, mae 6yTn 060B’sAA3KOBO, AIK CKNagoBa NikyBaHHA Ta peabinitTauii 57 90,5
MumaHHs wodo reeHinbHozo idionamu4yHoz2o apmpumy (FOIA)
18. [Aka HanbinbL BiporiaHa NPUYMHA OBEHINBHOTO i4ioNaTUYHOro apTpUTy?
IHpekwiT 19 30,2
TpaBsmu 8 12,7
Hesigoma 36 57,1
leHeTnyHi hakTopun 12 19,0
BpoaoxeHi gedektn 1 1,6
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19. [Ym moxe ByTu ypaKeHHs BHYTPILLHiX opraHis npu FOIA?
Hi, ue 3axBoptoBaHHs cyrnobis 9 14,3
Tak, npy oKkpeMux BapiaHTax 51 80,9
Tak, 3aBxan 3 4.8
20. |Axi ocHoBHi meTogu nikyBaHHs FOIA? (BnOepiTb 1 BignoBigb, fka, Ha Bally OYMKY, €
HanbinbLL MOBHOK)
MeavkameHTO3He niKyBaHHsA + disnyHa peabinitauis 56 88,9
MepnukameHTO3He nikyBaHHS 5 7.9
MegukameHTo3He MicueBe fikyBaHHs + pisnyHa Tepanis 2 3,2
21. |Mpw ogHaKOBUX MOXIMBOCTAX BBEAEHHSA MeTOTpeKcaTy MiALKipHO Ta BHYTPILUHbOM 130BO,
SIKOMY MeToAy HajacTe nepesary?
MipwkipHoMy BBeeHHIO 36 57,1
BHYTPILLHBEOM’ A30BOMY BBELAEHHIO 27 42,9
22. |Ywu € neBHi pn3ukn Npu BBeAEHHI bionoriyHnx npenapartie npu KOIA?
Tak 34 54,0
Hi 3 4,8
Tak, B okpeMux Bunagkax 22 34,9
He 3Hato 4 6,3

*Mpumimka: XupHUM mexkcmom 8udinieHo npasursibHi 8idrnoesioi.

PecnionieHTH MMoKa3aju HEOCTATHIO 00I3HAHICTh
moao KiIiHiYHUX nposieiB I11]], ockiabku HalyacTimie
(v 90,5%) BkazyBaim, 1110 4acTi peciipaTopHi BipyCHi iH-
Gbexiii MoxyTh OyTu 03Hakoro [TI1J]. Tomi sk TsDKKI anep-
TiYHI MPOSIBH Ta PU3MK OHKOIIATOJIOTIT BKa3yBalu 3HAYHO
piamre. Bizgomo, 1110 OKpiM TSHKKHX pELUANBHUX OaKTepi-
aNbHUX 1HQEKUiNH (OTUTH, TAHMOPUTH, THEBMOHIT), IS
BPOPKEHUX OMUJIOK IMYHITETY, SIK Ha ChOTO/IHI IPHHHSITO
Hazusaru [11]] [15], xapakrepHumu € aneprii, aBTOIMyHHI
Ta aBTO3anajlbHi 3aXBOPIOBAHHS 1 PU3MK MaJlirHizamii
[16-17]. HenocTaTHst 00i3HAHICTh MPOJEMOHCTPOBAHA
1010 3aXBOPIOBaHb, sKi Hanexarsk 10 [11]1, 30kpema 110
cTocyeThes arakcii-reneanriexrasii. Jlumre 36,5% pecrion-
JICHTIB BKa3aJIM Ha JJaHe 3aXBOPIOBAHHSI, X04a BOHO 3yCTpi-
YalOThCSI HEPIJIKO B HAIIIH MOMyJIsiiii, XapaKTepH3yeThCs
ypaXXeHHSIM HEpPBOBOI, IMyHHOI, €HJIOKPUHHOI Ta 1HIIMX
cuctem opranizmy [18]. IIpote, HalO1IbIIIE XBUTIOE TOM
¢axr, o 31,7% meanunux cecrep BigHecau BIJI/CHI/ no
TIJ1, Tomi sk 1aHe 3aXBOPIOBAaHHS € HAOYTHM 1 HE BiIHO-
cursest 10 11/, siki 3yMOBJIeHI TeHETHYHUMU JIe(eKTaMH
1 He MOXYTh IepeIaBaTHCh HIIUM 0co0aM 4epe3 KpoB,
CIIMHY 4H iH11 O6ionoriuHi pianau. s npodnema yacto mo-
PYUIY€EThCS MAIIEHTaMH 1 TOTPEOYE MMiABUIIICHHS 00i13HAHO-
cti [9]. 3aranom 6,4% peCcroOHACHTIB BBAKAIOTh, 1110 [11]]
MO)KHA 3apa3uTHCh. BUTbIIICTh MEIUYHUX cecTep olnac-
HOTO 3aKJ1a/1y BOJIOJIIFOTh METOMKOIO BHYTPIIIHLOBEHHOTO
BBEJICHHS IMyHOIJIOOYJTiHIB 1 3HAIOTh HOTO OCHOBHY METY
1 e He3HavHa yactka (12,7%) 3Haiioma 3 miguKipHuM
BBEJICHHSIM JIAaHOTO TIperapary Ta iHIIUMH MOXJIUBOCTSIMH
Tepartii iMyHorI0OyTiHaMH. MeToaMKa miJIIKipHOTO BBe-
JICHHsI IMYHOTJIOOYJTIHIB € HOBOIO Ha TepeHax YKpaiHw,
npote HaOyBae Bce OUTBIIOrO BU3HAHHS CEpe]l MAaIli€HTIB
3aBISIKM 3PYYHOCTI, MEHIIIH KUTBKOCTI 3arajibHUX M00i4-
HUX pEaKIliil, He3aJIS)KHOCTI BiJl MEIMYHOTO 3aKJIay.

MenuyHi cecTpH 1Mokaszaiu 00pi 3HaHHS 11010 OCHO-
BHOT IPUYMHM PO3IIUTHHE XpeOTa. 30kpema 93,7% pec-
MOHJICHTIB JIajli TIPABUWIIbHY BiJIOBIIb 100 Ae(ilUTy
(onaris, siki Ha CLOTO/IHI BU3HAHI SIK OJTHA 3 OCHOBHHX ITPH-
g SB [19]. Bucokwuii BiZICOTOK MpaBUIIbHUX BiAMOBIACH
OyB I110/I0 TOPYIICHHSI PyXOBOi Ta CCUOBUITHLHOT (DYHKITII

y aireit i3 SB. Ha po3nanu BUNOpo)KHEHb BKa3asa MeHIIa
yacTka Bignosinaudis (60,3%). [Ipore, auie nosoBuHa
MEJIMYHUX CECTEp 3HAIOTh, 10 CTAHAAPTOM KOHTPOJIIO
i 6e3repepBHOTO NOMISALY [PU HEHPOTEHHOMY CEYOBOMY
MiXypi € uncra nepepusyacra karerepusanis (UI1K), ska
MPOBOJUTHCSI OHOPA30BUM KareTepoMm Hemarona Binmo-
BIZIHOTO PO3MIpy B cepeHbOMY KoHi 3 roaunu [20-21].
Hesnauna yactka pecrionieHTiB (4,8%) 3HauH, 1110 0YHUCTKA
KUIIEYHHKA IITsIM 13 SB mpoBomuThes cuisiuu, mo 3abes-
neuye QizionoriyHe MonoKeHHs npu aedekamii [22-23].
binburicts Menuunux cectep (77,8%) 3Mory npaBUIBHO
pO3paxyBaTH KUIbKICTh PIMHU JJIS1 OYUCTKU KHIICUYHHKA.
MeH111a KUTbKICTh BOAN MOXKe OyTH Hee()eKTUBHOIO, a Be-
JIMKa KUTbKICTh MOXKE ITPU3BECTH JI0 TSDKKUX HACHIJKIB.

PecnionnenTtu Oyinu nobpe 00i3HAHI MO0 CUCTEM,
K1 ypakaloThCs P MYKOBICIIH1031 Ta poii (izuuHol
AKTHBHOCTI B JIIKyBaHHI Ta peabiyiTalii AaHOI KOrOpTH
xBopux. Tpoxu Oinbiue nonoBuHM (58,7%) 3Ha1H, 110 My-
KOBICI[103 MOKHA BUSIBUTH 32 JJOIIOMOT'0OI0 HEOHATAJb-
HOT'0 CKpHUHIHTY [24]. 3a10BiIbHI 3HAHHS OyJu npoje-
MOHCTPOBaHI 10710 BaKIMHALT AiTeil 3 MyKOBICIIUI030M.
[IpoTe, HemocTaTHI 3HAHHSI BUSIBJICHI 11010 1H(EKIIIiTHOTO
KOHTPOJIFO JJIsl JAaHUX MAIi€HTIB, aJKe s OlIbIIOCTI
MEJIMYHHUX CECTEep BAXJIMBHUM OYJI0 3a0e3MeUeHHs marfi-
€HTIB KMCHEM 0e3 ypaxyBaHHs MOXKJIMBOCTEH Mepexpec-
HOTro iH(iKyBaHHs y BiJUIIICHHSX, JIe IepeOyBalOTh JITH
3 MYKOBICITH030M [25].

MenanuHi cecTpy nokasanu 100pi 3HaHHsI MOJ10 KIIiHI4-
HUX TIPOSIBIB Ta METOJIIB JIIKYBaHHS I0BEHIJIBHOTO 11ioma-
THUYHOTO apTpUTY. BUIbIIICTh HaZaMK MepeBary MmiamKip-
HOMY BBEJICHHIO METOTPEKCATy, [0 € ONTHMAaJIbHIIINM
criocoOom BBezieHHs npenapary [26]. Ha Binkpute 3anu-
TaHHS 1[0/I0 PU3UKIB BBE/ICHHs 010JOTTYHMX TIpenapariB
HalfyacTille pecloHACHTH BKa3yBajH allepriuHi peakiii
(92,1%), Tpomb6oTHuHI ycknaanenns (36,5%), BUpa3KoBy
xBOpoOy (44,4%), TOKCUUHE ypaskeHHs nediHku (85,7%),
npurHiyeHHs imyHirerty (85,7%) i onkonaronorito (33,3%).

Ha HacTynHOMYy eTarii My OpiBHIOBAJIM BiIMOBI I Me-
JMYHHUX CECTep, sIKi CTOCYBAJIMCS 3HAHb Ta BMiHb 3 KOX-
HOTO 3aXBOPIOBaHHS Ta 3arajiom (Tadi. 3).
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Ta6bnuusa 3
3HaHHSA | BMiHHA MeQM4YHUX cecTep LWoAo NeBHUX opdaHHUX 3aXBOPIOBaHb
N OpdaHHe 3HaHHA BMiHHS 3aranom
3aXBOPHOBaHHS n % n % P n %
1. (g 302/630 47,9 119/189 63,0 0,0003 421/819 51,4
2. | Spina bifida 244/315 77,5 52/126 41,3 <0,0001 296/441 67,1*
3. | Mykosicungos 185/252 73,4 79/126 62,7 0,0324 264/378 69,8"
4. [HOIA 143/189 75,7 58/126 46,0 <0,0001 201/315 63,8"
Bcboro: 874/1386 63,1 308/567 54,1 0,0003 1182/1953 60,5

lMpumimka: *p<0,0001 npu nopieHsAHHI 3a2anom 3HaHb i 8mMiHb I 3 iHWUMU OpghaHHUMU 3ax80PHOBAHHAMU

Jlue 3Hanus npo [11/] noctynanucst BMiHHSIM pec-
nonaeHTiB (p=0,0003), 31 BCix pemTi ophaHHUX 3aXBO-
pIOBaHb, sIKi OyJIM BKIJIFOUEHI B aHKETY, MEIMYHI CECTPU
JIEMOHCTPYBAaJIM BIpOTiTHO Kpallll 3HAHHS, HI)K BMIHHSI.
[IpoTe, xoua METOIMKOIO BHY TPIIIHLOBEHHOI' O BBE/ICHHS
IMYHOTJIOOYJIIHIB BOJIOAIFOTH O1JIBIIICTh MEIHUYHHUX CC-
CTep, OCKUIBKY JaHUW Ipenapar BBOAUTHCSI HE JHUIIE
nitsm 3 111, ane # npu iHIIKUX CTaHaX, METOIUKOKO ITiJI-
HIKIPHOTO BBE/ICHHS IMyHOIJI00YJIiHIB, SIKa HA JJAHUH Yac
BUKOPHCTOBYETHCS JIUILE JUIs [Tl 3 iMyHoaediuTaMmu
3 IOPYILIEHHSIMH aHTHT1JIOY TBOPEHHSI, BOJIO/II€ HE3HAYHA
YacTKa PECIOH/ICHTIB. 3arajioM, MeJUYHI CECTPH Jau
OlJIBIIIC TPABUITBHHUX BIJIOBIICH HA 3alIUTAHHS, SIK1 CTO-
CYIOThCSI 3HaHb 110110 Op(haHHUX 3aXBOPIOBAHb, HIJK IIO/I0
ix BMiHb. HaiiciaOui 3HaHHS Oyiu MpOJeMOHCTPOBaHI
oo ITIJ]. lo Bpo/keHNX MOMUIIOK IMYHITETY Ha ChO-
rO/iHI HasexaTh Oinbie 480 3axBoproBaHsb [15], 11t IKUX
XapaKTepHa Pi3HOMaHITHA KJIiHIKA 1 METOIH JIIKYBaHHS.
OueBu1HO, BapiaOeNIbHICTD KJIIHIYHUX TPOSIBIB 1 CTYIICHS
TSDKKOCTI, BEJIMKA KIJIbKICTh HO30JOTTYHUX (POPM 3yMO-
BUJIM HYDKY1 3HaHHS 1omo TTI/T.

Hocaimxenns, nposeneHe B [losbiii, cTrocyBaocs
BU3HAYCHHsI 0013HAHOCTI 1010 PIAKICHUX 3aXBOPIOBAHB
y MpaloYuX MEIUYHUX cecTep Ta y 3/100yBaviB Oaka-
JIABPCHKOT'O PIBHS 31 CreiaibHOCTI « MeICeCTPUHCTBO
[5]. BibiIicTh MUTaHb AHKETH BiPI3HAIUCH BiJl HALIOTO
OIUTYBaHHSI, XO4a OJIHE 3 HUX TAKOXK CTOCYBAJIOCh Iepe-
JIIKY 3aXBOPIOBaHb, K1 HAJICHKATH 10 PIAKICHUX. BigcoTok
NPaBUJILHUX BIATOBI/ICi KOJMBABCS y CTYJCHTIB Bij 3,5
10 59,3%, y npaiorouux meacectep — Bin 8,4 10 67,1%.
Hamumu pecrionzenTamu Oysiu 37e01J1bIIOTO JOCBII-
YeHI MEIUYHI CeCTPHU 00JIaCHOT JTiKapHi, 1€ 30CEePEIKEHO
HaJlaHHSI MEAMYHOI JOMOMOT'H XBOPHUM i3 PiIKICHUMH
3aXBOPIOBAHHSAMHU. 3 1HIIOTO OOKY, Halli 3alUTAHHS
B OCHOBHOMY CTOCYBAJIMCS MATOJIOrIT, sika HaifyacTime
3yCTpPIYa€EThCS B HAIIIM KiIiHIII. 3arajbHUi BUCHOBOK
000X JOCIIKeHb BKa3y€e Ha HEJAOCTATHIO 00I3HAHICTH
MEJUYHHUX CECTep IO0A0 PIAKICHUX 3aXBOPIOBAHb.

Hamri monepeaHi 10CiiIKeHHS 11010 0013HAHOCTI
CTYJICHTIB, JIIKapiB-IHTEPHIB Ta JIiKapiB 3arajibHOI MpaK-
THKH, JIiIKapiB-Me[iaTpiB Ta JiKapiB-CleLialiCTiB 010
0013HaHOCTI PO NMEPBUHHI IMyHOIEDIUTH TAKOXK TTOKa-
3aJId HEJIOCTATHI 3HAHHS Cepell PECIOHIeHTIB [6, 27-28].

Menu4Hi cecTpH BIAIrpalOTh BaXJIUBY POJIb Yy IICHU-
XOJIOTTUHIM NiATPUMILI MaLI€HTIB Ta IXHIX ciMeil. BoHun
MOXYTh HaJlaBaTH €MOLIIHY MIATPUMKY, MOSICHIOBATH
namieHTaMm Ta iXHIM OJM3bKUM XapaKTePUCTHKH XBO-
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poOu, gonomMaraT CIpaBIISITUCS 31 CTPECOM Ta HEBIIe-
BHeHicTIO [29-30]. MeauyHi ceCcTpH BUCTYAOTh Y PO
MOCEPEIHHUKIB MK MAI[iEHTAMH, IXHIMH CiM’SIMH Ta iH-
IIUMHU YJICHAMH MEIMYHOTO KOJCKTHRY, CIIPUSIOYH KO-
opauHaIii Ta 3a0e3MeYeHHI0 0E3IEPEPBHOTO OIS Y
[1, 31-33]. Okpim TOro, MEAUYHI CECTPH MMOBUHHI BH-
KOHYBATH OCBITHIO pOJIb Y LIEHTpax ophaHHUX 3aXBO-
plOBaHb, — HaJlaBaTH iH(pOpPMALlil0 NalieHTaM Ta IXHIM
CIM’SIM TIpO XBOPOOY, METO/IH JIIKyBaHHsI, IPEBEHTHUBHI
3aX0JM Ta PEKOMEHAail o0 MOJIMIIEHHS SIKOCTI
xuTTs [34-35]. [Ipauroroun y TICHOMY KOHTaKTI 3 JliKa-
pSIMU Ta IHIIMMHU CHeliadicTaMy, BOHU CHPHUSIOTH BHU-
KOHAHHIO IJIaHy JIKyBaHHs, 3a0€3Me4y0Th HEOOX1IH]
MPOIIEeyPH, MOHITOPYIOTh CTaH MAI[IEHTIB Ta HAJAIOTh
M HeoOXigHy momomory [36].

TakuM YMHOM, BPAaXOBYIOUH BaKJIMBY POJIb MEAUY-
HOT CEeCTPHU Y HaJaHHI MEIUYHOI TOTIOMOTH TaIliEHTaM
3 ophaHHUMH 3aXBOPIOBAHHSIMHM, CYYacCHI TCHICHIIT
PO3BHUTKY MEJIUIMHH, € HarallbHa MOTPeda MOKPALUTH
3HAHHS MEICECTEp MO0 PIAKICHUX 3aXBOPrOBaHb [37].
[IpoBeneHHs KoH(DepeHIIiil, BeOiHAPIB, ClEMialbHUX
KYPCIB MICISIAUIIIIOMHOT OCBITH [UJISI MCIMYHHUX CECTEP
npo ophaHHI 3aXBOPIOBaHHS, PO3PO0OKa MPAKTUUYHUX
PEKOMEH/Ialliii JI03BOJIUTh NOKPAIIUTH iX 00I3HAHICTH Ta
Ha/IaHHS MEJMYHOI JOTIOMOT'H Talli€eHTaM 3 PiAKICHUMH
3aXBOprOBaHHAMH [4, 38].

OOMEKEHHSM JAHOTO JAOCIIKCHHS € BKIKOUYCHHS
B aHKETY 3alMTaHb, Kl B OCHOBHOMY CTOCYIOThCS YOTH-
PBHOX PIAKICHUX XBOPOO Ta YMOBHH PO3MO/IiJ 3aIIUTAHb
JUIs. BU3HAYCHHS 3HaHb 1 BMiHb pecnioHaeHTiB. [Ipore,
BIAIOBiAl HA JaHi 3aNUTaHHS JaJIM MOKIUBICT CKJIACTH
3arajibHy KapTUHY 00i3HAHOCTI PECIIOHICHTIB MO0 PiJ-
KICHUX 3aXBOPIOBAaHb Ta BUSIBUTH HaHOLIbII MPOOJIEMHI
MUTaHHS, K1 TOTPEOYIOTh YJOCKOHAJICHHSI SIK 3HAHb, TaK
1 BMIHb MEIUUYHUX CECTEP.

BucHoBku

JlocCITiKeHHS TT0Ka3aJ10 HeJIOCTaTHIO 00i13HAHICTh Me-
JIUYHUX CECTep MO0 NeBHUX OphaHHUX 3aXBOPIOBAHb.
Haiiamxdi 3HaHHSA OyIH IPOIEMOHCTPOBAHI MO0 TIep-
BUHHHX iMyHONeinuTiB. Bu3sHaueHO HEOOXiMHICT TOKpa-
LIEHHSI 3HAHb T4 BMiHb METHYHUX CECTEP MI0/10 OphaHHIX
3aXBOPIOBAHb, 110 3MOXKE MTOKPAIUTH SIKICTh ME/ICECTPHH-
CBKOTO JIOTJISITY 332 XBOPUMH Ha PiJKICHI 3aXBOPIOBAHHS
Ta IXHIMH poauHaMu. Po3poOka 3aXo/IiB MiCIsSAUTUIOMHOT
OCBITH MEJMYHUX CECTEP MOXKE JIOMMOMOI'TH IiIBUIIUTH iX
00i3HAHICTh MIONO PiAKICHUX 3aXBOPIOBAHB.
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MepcnekTMBM noganbLUNX JocnigXeHb KoHdonikT iHTepeciB: BigcyTHIN.
[Mopanpiii gociiKeHHs 103BOJISITh CPOpMyBaTH Hali-
Kpalii METOIH 1 TPAKTUKHU IS TOKPAIIICHHS 3HAHb 1 BMiHb

o Oxepena diHaHCYyBaHHA: camodiHaHCyBaHHS.
MEIUYHUX CECTEP MI0JA0 PIAKICHUX 3aXBOPIOBAHDb.
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KNOWLEDGE AND SKILLS OF NURSES REGARDING ORPHAN DISEASES
O.R. Boyarchuk', I. M. Antoniuk?

I. Horbachevsky Ternopil National Medical University (Ternopil, Ukraine)'
Ternopil Regional Children’s Clinical Hospital (Ternopil, Ukraine)’

Summary.

Introduction. The role of the nurse in providing comprehensive and individualized care to patients with rare diseases is one of
the key roles. Nurses work closely with physicians and patients and play an educational role for patients and their families, facilitating
coordination, monitoring and continuity of care. Therefore, nurses should have a certain range of knowledge and skills regarding the
most common rare diseases.

The aim of research was to determine the knowledge and skills of nurses regarding some specific rare diseases.

Material and methods. An anonymous and voluntary survey of nurses was conducted at the regional children’s clinical hospital
from April to May 2023. A total of 63 nurses from the hospital participated in the survey. The questionnaire consisted of 27 questions
related to the sociodemographic data of the respondents and rare diseases. The most common rare diseases encountered in the practice
of nurses at the hospital were primary immunodeficiencies (PID), spina bifida (SB), cystic fibrosis, and juvenile idiopathic arthritis.

The research results are presented in the form of descriptive statistics. Comparisons of frequency parameters were made using the
Chi-square test. Differences between parameters were considered statistically significant at p<0.05. Statistical analysis of the survey
results was performed using the statistical package STATISTICA 10.0 and Microsoft Excel 2003 spreadsheet editor.

The research and the publication of the materials were approved by the Bioethics Committee of the I. Horbachevsky Ternopil Na-
tional Medical University (protocol Ne 73 dated 03.04.2023).

The study was conducted within the framework of the research project of the Department of Children’s Diseases with Pediatric
Surgery of the 1. Horbachevsky Ternopil National Medical University “Improvement of methods of diagnostics, treatment and rehabil-
itation of the most common children’s diseases”, registration number 0122U000039.

Results. The majority of respondents were female (96.8%), between the ages of 31 and 50 (63.5%), and employed in the hospital
setting (90.5%). Most were experienced workers with more than 20 years of experience (52.4%). Overall, the majority of respondents
(71.0%) correctly identified which diseases are rare. The percentage of correct answers regarding knowledge of rare diseases ranged
from 47.9% for PID to 77.5% for SB, while correct answers regarding skills ranged from 41.3% for SB to 63.0% for PID. Overall,
nurses demonstrated better knowledge than skills regarding rare diseases (p=0.0003). The most problematic issues were that HIV/
AIDS was classified as PID (31.7%), lack of knowledge about standards of neurogenic bladder control in children with SB (49.2%),
unfamiliarity with the technique of subcutaneous immunoglobulin administration (87.3%), and bowel cleansing procedures in children
with SB (95.2%), as well as infection control in patients with cystic fibrosis (66.1%).

Conclusion. The study revealed a lack of awareness among nurses regarding certain rare diseases. The lowest level of knowledge
was found for primary immunodeficiencies. There is a need to improve nurses’ knowledge and skills regarding rare diseases, which
can improve the quality of care for rare disease patients and their families. The development of educational interventions for nurses can
help to increase their awareness of rare diseases.

Key words: Rare diseases; Nurses; Awareness; Primary immunodeficiencies; Spina bifida; Cystic fibrosis; Juvenile idiopathic
arthritis.
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