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O6i3HaHiCTb 3aKOHHUX NPeACTaBHUKIB NALLIEHTIB i3 AUTAYMM
uepebpanbHUM napaniyem nNpo e-iHCTPYMEHTH LWoA0
KOHTPO/I10 Ta MOHITOPUHTY AOCTYNHOCTI 1iKapCbKUX 3ac06iB

b0 «Acouiauyia nariamuenoi ma xocnicrhoi donomoeu», m. Kuie, Ykpaina
2HauionanvHuti yHisepcumem oxopoHu 300pos’s Ykpainu imeni I1. JI. llynuxa, m. Kuie
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Y %oBTHi 2020 poKy BEO «AcoujiaLis naniaTMBHOI Ta xocnicHOi gonomoru» chinbHo 3 Kadeapoto opraHisay,i
Ta eKOHOMiKM dapmaLii HalioHaibHOro yHiBEpCUTETY OXOPOHM 340p0B A YKpaiHu imeHi M. /1. LLynuka nposena
[OCNIAXKEeHHA Woao obi3HaHOCTI 6aTbKIB | PIAHUX TAXKKOXBOPUX AiTEN 3 AUTAYMM UepebpasbHMM napaniyem
(ALM) npo e-iHCTPYMEHTN KOHTPOIO Ta MOHITOPUHTY AOCTYNHOCTI HaNeXHUX iM NikapcbKux 3acobis.

JocnigeHHA npoBeaeHO WAAXOM ONUTYBAHHA 3aKOHHUX NpeAcTaBHMKIB nauieHTis 3 AL, a TakoX agmiHi-
CTpauii 06’egHaHb rpomMagaAH, AKi Ha niactasi cBoro CTaTyTy 34iMCHIOIOTb AiA/bHICTb WOAO 3aXMCTy NpaB Ta iH-
TepeciB nauieHTiB 3 ALM y KuiscbKili, XapKiBCbKin, 3anopisbkin, [HinponeTpoBcbKili, CyMcbKiin, YepHiriBCbKil,
HuUTOoMMPCBKiN obnactax Ta m. Kuesi. ONUTyBaHHA NpoBeAeHO MeToAO0M aHKeTyBaHHA (iHTeps’to). Ycboro onu-
TaHo 180 pecnoHaeHTiB. AHKeTa (ONUTYBasibHUK) MiCTU/Ia MUTAHHA NPO BUKOPUCTaHHA PeCcnoHAeHTamMUu TaKo-
ro e-pecypcy, Ak «E-liky». Pecypc ctBopeHo KomaHgoto bnarogiliHoro ¢oHay «lMauieHTn YKpaiHM» 3a CNpUAHHA
MirkHapogHoro ®oHay «BigpoakeHHA» Ta B napTHepcTBi 3 Mporpamoto po3suTKy OOH ans nauieHTiB YKpaiHu.
CanT https://eliky.in.ua/ € Takum e-pecypcom, Ha AKOMY KOMKHMI MaLEHT MOXKEe NepeBipuUTN HAABHICTb /liKap-
CbKMX 3acobiB y CBOIl NiKapHi.

LocnigxeHHa BUABUAO, WO abcontoTHa Binbwictb 6aTbKiB i pigHMX TAxKoxBopux aiten 3 ALIMN HeobisHaHI
3 BKa3aHMM e-pecypcom i He BUKOPUCTOBYIOTb MOro A/18 NepeBipKyM HAABHOCTI NikapCbKux 3acobis. PiBeHb He-
ob6i3HaHocCTi 6aTbKiB y M. KMEBI Ta iHWMX perioHax y LinoMy ofHaKoBWIA cTaHOBUTbL 6aM3bKo 95%. BignosiaHo
[0 BiANoBiAel pecnoHAeHTIB, MeAMYHNA MepCcoHan y 3aKnaax OXoOpPoHM 340poB’a (obnacHi AnTadi nikapHi) Cym-
CbKoi, YepHiriBcbKoi, KniBcbKoi, -MuTommpcbKoi ob1actei He HagaloTb AOKNAAHOT KOHCYAbTaTUBHOI iHbopmau;i
npo AOoCTynHi 6e3onnaTHi NikK 3 rpynn BoTynoToKcMHY TMNy A Ta iHwWwi. Lli Ta iHWi NikK 3aKynoByOTbCA B paMKax
AepyKaBHUX brogxKeTHUX nporpam «itn YKpaiHu», 30Kpema, Yyepes MixkHapoaHi opraHisauii (Mporpamy po3su-
TKy OOH). Maiike BCi pecnoHAeHTV 3a3HauMAK, LLO B Liil CMTyaLii HeobXigHO NPOBOAMTU NPOCBITHULLLKY POBOTY,
AKY MOKYTb 34iMCHIOBATU, 30KpPEMA, FTPOMaACLKI 06’ eaHAHHS.

AHKeTyBaHHA agMiHicTpayii 06’eaHaHb rpoMaasaH 8 pecnoHAeHTiB), AKi Ha nigcTasi cBoro CTaTyTy 34iCHIOTb
OiANbHICTb WOAO 3aXMCTy NpaB Ta iHTepecis naujieHTiB 3 ALLM y Ha3BaHux obnacTtax, 3acBigunno, wo binbwictb
i3 HUX 6 PecnoHAEHTIB) TaKOXK He BUKOpUCTOBYIOTb «E-liky» y cBOIW gisnbHOCTI.

BO «AcoujiaLis naniaTMBHOI Ta XOCMiCHOI AOMNOMOIM» NJIAHYE NPOCBITHULbKY POBOTY B LibOMY Hanpsimi. MeToto
TaKoi AisNbHOCTI Mae ByTK nNigBULLEHHA NOTeHWiany Ta couianbHa Mobinisauia rpomaasH. (pomaacbki opraHisa-
Lii, BoJIOHTEPM abo NPOCTO aKTUBHI CBiZOMI rPOMagAHN MOXKYTb | MatoTb 6paT yyacTb y popmyBaHHI NONITUKK
OEPrKaByM Woa0 ocib, AKi MatoTb TAXKKI 3axBoptoBaHHA. Ti/IbKM B3aEMOZiOUM Ta 00’€QHYIOUM 3YCUINSA, MOXKHA
HafaTu npodeciiHy KOHCYNBTaTUBHY AOMNOMOTY Ta HaAATU AKICHY papmaLeBTUUYHY OMiKy.

JocnigrKeHHA BUKOHAHO BiANOBIAHO A0 NpUHUMNIB MenbCiHCbKOT AeKknapalii. NpoToKkon AocnigKeHHA yxBa-
NleHo JIoKasibHUM eTUYHMM KOMITeTOM 3a3HayeHoi B poboTi ycTaHoBM. Ha npoBeaeHHA gocnigkeHb OTPUMaHO
iHpopMoOBaHy 3roZy NawieHTIB.

Asmopu 3a587580Mb PO 8i0CymMHicmb KOHGnikmy iHmepecis.

Knto4oBi cnoBsa: yepebpansHuli napanivy, npasa nayieHmis, MOHimopuHa 0XopoHU 300p08 1.
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Awareness of legal representatives of patients with cerebral palsy about e-tools for control and monitoring
the availability of medicines
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In October 2020, the Association of palliative and hospice care together with the Department of Organization and Economics of Phar-
macy of Shupyk National medical academy of postgraduate education have conducted a survey on awareness of parents and relatives of
seriously ill children with cerebral palsy (CP) about online tools for control and monitoring availability of drugs. The study found that the
vast majority of parents and relatives of seriously ill children with cerebral palsy are unaware of this resource and do not use it to check
the availability of drugs. The level of ignorance of parents in Kyiv and other regions is generally the same (around 95%). The survey of the
administration of NGOs 8 respondents), which on the basis of their Statute provide activities to protect the rights and interests of children
with CP in these areas, have shown that most of them 6 respondents) also do not use e-tools in their activities.

The Association of palliative and hospice care is planning educational work in this direction. The purpose of such activities should be
capacity building and social mobilization of citizens.

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 the participating institution. The informed consent of the patient was obtained for conducting the studies.

No conflict of interests was declared by the authors.

Keywords: cerebral palsy, patients’ rights, health care monitoring.
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MexayHapoaHoe ABMKEHUE XPUCTUAHCKUX meacecTep
B KauecTBe npumepa AYXOBHOTO CONPOBOXKAEHUA
NaNNaTUBHDLIX NALLUEHTOB

Ykpaunckas accoyuayus xpucmuanckux medcecmep u 6010Hmépog «baaeo», e. Kues, Ykpauna
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LlenocTHbIM (XONUCTUUYECKUI) B3rNAL Ha YeNOBeKa MMeeT BarKHOE 3HayeHue, Koraa mMbl B3aMMOAENCTBYEM
C NanAMaTMBHLIMM NaUueHTaMn. Bpaun yaensot BHUMaHMe nedeHnio 6oamn n 6opbbe ¢ pusnyeckumm cMmnTo-
MamM, AMETONOr AYMaeT O NPaBU/bHbIX COYETAHUAX NPO/YKTOB, KOTOPbIe AaAYT SHEPTUI0 U NUTaTe/IbHble Be-
LLLeCTBA, CBALLEHHOCNYKUTENN AYMAIOT O AYXOBHbIX acneKTax, a XpUcTMaHcKana meacecTpa bbina obyyeHa npu-
HATb BCIO BblllieyKa3saHHY0 MHbopmauuio u cdopmyanmpoBaTb NaaH yxoaa, KOTOPbIi BKAOYan 6bl BCE 3T0. ITOT
noaxoA BKkAtoYaeT B cebs HepopmanbHoe obyyeHne, ymeHune caylwaTb, 06paboTKy Bcel MHbopmaumm, a 3atem
CnocobHOCTb cobpaTb BCE 3TO BOEAMHO A/1A CO34aHMUS 3HAYMMOTO NaHa AeNCTBUIN, B KOTOPbIA MOMET ObiTb
BOB/IEYEH HE TO/IbKO NaLMEHT, HO U ero cembsl, U 6N3KUe ApYy3bs.

YneHbl YKpanHCKOM accoumaumm XpUcTMaHCKMX Meacectep M BONOHTEPOB «bnaro» oby4yaloTcs LeNoCcTHOMY
noaxoAy K nauMeHTy no y4ebHoi nporpamme, paspaboTtaHHoM npenogaBatenamu MHctuTyTa Bectbepra 8 CLUA.
NHcTuTyT BecTbepra Ha3BaH B 4ecTb ero ocHoBaTtena MpelHaxepa Bectbepra, KOTOpbI 6bla NtOTEPAHCKMM Nac-
TOPOM U MeANLIMHCKUM KaneanaHoM, U KOTOPbI 0CO3HA/1, YTO MeACecTpa UrpaeT BaXKHYIo PO/ib B MeAULNHCKOM
KomaHae 60/bHULbI. MeacecTpa — 3T0 Ye0BEK, KOTOPbIN 6oblie BCero BpeMeHu NPoBOAUT C NALUEHTOM U MO-
KeT 006aBUTb LeHHYI0 MHGOPMALINIO B KOMMIEKCHbIV NOAXOA, K YXOAy 3a NaLMeHTOM. ITO BK/AOYaET He TO/b-
KO dU3MYECKMe acneKTbl CUMMNTOMOB NaLMEHTa, HO TaKXe MCUXO0/IorMYeckue, colmasibHble, SMOLMOHaAbHbIE
W IyXOBHble acnekTbl. 3To — becleHHan MHGopmaLMaA, NOCKO/IbKY MeAULMHCKaA KOMaHa MCKana cnocobbl yayu-
LWTb YXOZ4, 33 TAXENbIMU NaLMEHTaMMU, 0COBEHHO 3a TEMM, KTO CTPaAaeT HemsneuumbiMmm 3abonesaHnaAMM, Ha-
npUMep, Pakom, CTapyeckMm mapasmom 1 ap.

B 1986 r. lpenHaep Bectbepr npuwén K BbiBOAY, YTO ecn Obl TakMe meacecTpbl OblIn B KaXKAOW LLePKBY,
TO LEepPKOBHOE coobuiecTBo bbisio H6bl Honee cHacTANBbIM, eANHbIM U 340p0BbIM. KOHEYHO, nocne HebonbLLoro
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