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Pounb rpoMaicbKMX Opra’is3allii Ta cyYcniibersa Y pO3BUTKY CUCTEMHU NAJIIATABHOL i XOCHiCHOT
ponomory. PO3BUTOK BOJIOHTEPCTBA, Bi1arofiiiHULITBA TA COLLILHO-BiANOBiNAaNbLHOrO 6i3Hecy

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.
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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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nccneaoBaHWA, CPAaBHMBAKOLWLETO TPAAMLMOHHDBIN LEePKOBHbIA GOpMaT U LLEPKBU, KOTOPblE FOTOBWUIN XPUCTUAH-
CKMX MeacecTep ANA MOMOLLM NPUXOXKAHAM M3 06LLMHbI, 0BHapPYXKEHO, YTO MPUXOXKAHE TeX LEPKBEW, rae mesa-
cecTpa O6LWMHbI aKTUBHO Y4aCTBOBA/IA B C/YKEeHUU, Bblan bonee cyacTiMBbiMK, 6onee eguHbIMU U APYKHBIMY,
Yalle xotenn 6biTb BMECTe CO CBOEM AyXOBHOM cembel. [peliHaxKep Bectbepr co3aan pecypcHbiii LEHTP Ann
0byyeHuns meacectép B 06,1acTM AyXOBHOM LLEeNOCTHON MOMOLLM.

B 1991r. B CLWA 6bina oduumanbHO yTBEpKAeHa npodeccus XPUCTUAHCKOM MeacecTpbl U Cco3haH
MeXAYHAPOAHbIN LEeHTP uccneaoBaHuin meacectep. MNpodeccma XpUcTMaHCKON meacecTpbl He OrpaHUUINBAETCA
LLEPKOBbIO. 3HAHMA U NPAKTUYECKME HaBbIKM, NONYYEHHbIE BO BpemMsA 0bydYeHuMs, MOryT MCNONb30BaTbCA Meace-
CTPOI1 Ha paboTe B KAMHMKE, Ha 0BLLECTBEHHbBIX MEPONPUATUAX U OMA, a TaKKe B LepKan. B 2012 r. YKpanHckas
accoumauma XpUCTMaHCKUX meacecTep U BONOHTEPOB «bnaro» 6bina npuHATa B MHCTUTYT BecTbepra 1 nonyumna
YneHcTBO B MexayHapoaHOM cOoObLWEecTBe XPUCTUAHCKUX MeacecTep.

Al Xouy aKLEHTMPOBATb BHMMaHME Ha YHUKAZIbHON PO/IN, KOTOPYH XPUCTUAHCKAA MeacecTpa MOXKET UrpaTb
B KOMMIEKCHOM yXOZe€ 3a /1t0AbMM, OCOBEHHO 3a TEMM, KTO HAaXOAMTCA B XOCMMCE UAWN NOAYYAET NANNATUBHYIO
NMOMOLLb AOMA. Al XOUy NPOUNNIOCTPUPOBATL KOHLENUMIO N1aHa yXo4a C MOMOLLbIO XPUCTUAHCKUX MeacecTep
Ha npumepe nayueHma C., 21 rog, y KOTOPOro AMarHOCTUPOBAHA peaKana Gopma paka KUWEYHUKA, YHECLAnA
YKM3Hb ero oTua, NPMMEPHO B TOM ¥Ke BO3pPacTe, B KOTOPOM MOCTaB/ieH AnarHos u nayuedmy C. OH HeaaBHO
KEHWUACA, UMeN ABYX MANeHbKMX JOYEK. Bpema OT BpeMeHU MeHs, KaK 6IM3Koro apyra CeMbU U XPUCTUAHCKYIO
MeZAcecTpy O6LLMHbBI, MPUIAALWANM AN MOMOLLM NO Pa3INYHbIM acnekTamM yxoaa 3a nayueHmom C.

MayueHm C. NPUHUMAN XMMUOTEPANEBTUYECKMNE CPEACTBA A/1A YMEHbLIEHWNA OMYXOAW, NOAYYan HapKoTUYec-
KMe aHaNbreTUKM aaa KoHTpona 6oan. OaHaxabl BOCKPECHbIM AHEM KOMaHAa MeACecTépP U BONOHTEPOB U3 Ha-
Wwewn accoumaumm «bnaro» npuexanun K nayueHdmy C. LOMOM, 4TOObI NOCAYXUTb eMy U ero cembe. MezcecTpa
NPOKOoHCcyAbTUpOBana nayueHma C. 0 gueTe, 0 CHe, O XOpOoLIeM O6LLEHUM C ero MOA0AOM cembeit. OH Bbln cno-
KoeH, 6e3 60,11 1 aKTMBHO y4acTBOBa B pasrosope. Ho Koraa oavH M3 BONOHTEPOB, NPUHECLLKNIA ¢ cOH6OoM ruTapy,
Hayan neTb NecHW NpocnasneHus, nayueHm C. OXMBUACA, KOTAa OH y4acTBOBA/ B NOKNOHEHWUW U xBane bory.
B TOT AeHb OH 0bWanca co cBoMmu BAN3KMMU M TaKkKe y4acTBOBan B MonuTee. Ha cneaytowmii AeHb nayu-
eHm C. ymep, HO KOMaHAa Hawew accoumaumm «bnaro» 6bin1a paga, YTo OHU CMOTIM UCNO/Ib30BATb MOKNOHEHME,
MY3bIKY U MOAUTBY, UTODObI AaTb CEMbE BO3MOMKHOCTb NMPOBECTM KaKOE-TO 3HAUMMOE BPeEMA BMECTE, NpeXxKae YemM
OH BCTpeTun Uucyca.

OyeHb Ba)KHO, YTODObI B 3TW TAXeNble U TPyAHble BPEMEHa, KOrAa PacTéT 4nmcio cayvyaeB 3aboneBaHWi
3/10KaYecTBEHHbIMW HOBOOBpasoBaHMAMM M COVID-19, Mbl paboTanu BMecTe, YToObl yA0BAETBOPUTL Pa3/IYHbIE,
B TOM YMCNE U AYXOBHblIe (PennrnosHble) NOTPEOHOCTM HaLLMX NAaUMEHTOB. XPUCTUAHCKan MeacecTpa penmrmos-
HOM OBLWMHBI MOXKET BbITb }KM3HEHHO BaXKHOM YaCTbto KOMaHAbI MO YXOA4y.

B HacTosAwee Bpema B YKpanHe gevicteyeT 10 rpynn XpUCTUAHCKMX MeACECTEP W BOJIOHTEPOB, BKAtOYaA 3a-
NMOPOXKCKYO M Knesckyto 0b6nactu, ropos YepKaccbl. 3T KOMaHAbl MEHAIOT MUP K AydLlemy, No oTAeAbHOCTH,
NMOCKONbKY MCMOb3YIOT 06pa3oBaHMe, NOAYYEHHOE Ha HAWWX CEMMHAPAx U TPEHWHrax No MeXAyHapOo4HOM
yyebHolt nporpamme UHcTUTYTa Bectbepra, agantMpoBaHHON ans YKpauHbl. X LEeNoCTHbIN (XONUCTUYECKUIA)
noAaxoA NomoraeT pacCMaTpPMBaTb NaLMEHTA KaK LEeNOCTHYO IMYHOCTb. BMecTe OHM paboTatoT ¢ nauMeHTamu
N UX CEMbAMM, YTOObI NOMOYb MPUHATbL AMArHO3 U NPONTK Yepes NpoLecc ropeaHUA. Mx BOSIOHTEPCTBO NO3BO-
NAEeT nacTopy/CBAWEHHUKY OCMbICIEHHO CNYXKUTb NPUXOXKaHaM. M Ham ¢ BAMM HY}KHO BMeCTe MOMOYb NauneHTy
OTKPbITb CBOE CepALLEe AYXOBHOM YacTM CBOErO CYLLECTBa.

Asmop 3asa8a3em 06 omcymcmeuu KOHAUKMa uHmepecos.

KntoueBble cnoBa: xpucmuaHckue medcecmpsi, Oyxo08HOE CONposoxdeHue, NaaauamusHsie nayueHmel.
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