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Anotace

Predkladand disertacni préce, jejimz tématem jsou potieby lidi s demenci a podpora
jejich nezavislého zivota v domacim prostiedi, vznikla v rdmci postgradualniho studijniho
programu Studia dlouhovékosti Fakulty humanitnich studii Univerzity Karlovy, projektu
GACR jehoz je autorka spolufesitelkou a dale projektu AZV, na jehoz feSeni se v ramci
doktorského studia podilela. Vyzkum prezentovany v této praci se zaméfuje na potieby lidi
s demenci zijicich ve vlastnim prostfedi, potfeby jejich neformalnich pecujicich, potieby a

zkuSensti s péci o lidi s demenci pti akutni hospitalizaci.

Text prace je cClenén do Ctyf c¢asti, které vychdzeji ztexth recenzovanych a
publikovanych nebo k publikaci pfipravenych. Prvni tfi ¢asti prezentuji vlastni vyzkumy
zaméfené na zjistovani potieb lidi s demenci a zkuSenosti s péci o né¢ v domécim prostiedi i
v prostfedi nemocnice pii akutni hospitalizaci. Zavére¢na Cast predstavuje moznosti a sluzby

pro podporu jejich nezavislého zivota ve vlastnim prostiedi.
Anotation

The present thesis which focuses on the needs of people with dementia and support of
their independent living in the home environment was written within the framework of the
PhD study in Longevity at the Faculty of Humanities, Charles University, GACR project co-
researcher and AZV participated in during postgradual studies. Presented research focuses on
the needs of home dwelling people with dementia, the needs of their informal carers, the

needs and experiences with providing care of patients with dementia in acute hospital care.

The text of the thesis is divided into four parts, which are based on texts reviewed and
published or prepared for publication. The first three parts present own research aimed at
identifying the needs of people with dementia and experiences with caring of them in their
home environment and in the hospital environment during acute care. The final part presents

the possibilities and services to support their independent life in their own environment.
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Uvod

V populaci 21. stoleti narlstd podil osob ve vysSim veéku. Dochédzi ke starnuti
populace, a to jak snizovanim porodnosti, tak snizovanim Umrtnosti ve vSech vékovych
skupinach. Zména vékové struktury obyvatelstva je davana do souvislosti s ristem Zzivotni
urovné, zlepSenim hygieny a vyzivy a pokrokem moderniho I€kafstvi (Dragomirecka et al.,
2020). S prodluzujici se délkou zivota a n€kterymi negativnimi zménami zivotniho stylu a
chovani roste prevalence chronickych onemocnéni (ADI, 2015) zpisobujicich disabilitu.
Tento trend znamend mimo jiné zvySovani vydajii na zdravotni a socialni sluzby, coz souvisi
s potiebou zabezpecit kvalitni péci pti snizené sobéstacnosti.

Zména funkéni kapacity a zhorSeni sobéstacnosti pfichazejici s vékem nejcastéji
v disledku chronickych onemocnéni Casto vyzaduje i zménu prostiedi, ve kterém clovek
starne. Tuto zménu lze uskuteCnit pomoci piizpisobeni stavajiciho bydlisté (vyuzitim
podptrnych sluzeb a kompenzacnich pomticek), nebo premisténim do Ustavniho prostiedi,
kde mlze byt péce zajisténa. Pii volbé z téchto variant star$i lidé zpravidla upfednostiiuji
setrvani ve stavajicim domové a komunité, protoze maji pocit sounalezitosti, bezpeti a
zachovani integrity a autonomie. Starnuti ve vlastnim prostiedi (ageing in place) podporuje
pocit identity, a to jak prostiednictvim nezavislosti a samostatnosti, tak prostiednictvim
pecujicich vztahti a roli v misté, kde lidé ziji (Wiles et al., 2011). Podpora Zivota ve vlastnim
prostiedi pii sniZzené sobéstacnosti vyzaduje transformaci sluzeb pro seniory a hledani
optimalnich feSeni vCetn¢ podpory neformalni péce (Dragomirecka et al., 2020) a zajisténi
navaznosti a koordinace zdravotnickych i socidlnich sluzeb. Typicky ptiklad, kdy je zapotiebi
jak dobrd néavaznost a spolupriace zdravotnickych a socialnich sluzeb, tak i podpora
neformalnich pecujicich a spoluprdce s dalSimi aktéry a poskytovateli sluzeb, ptfedstavuje

syndrom demence (Holmerova, 2018; Iliffe et al., 2019).



Celosvétové je demence hlavni pfi¢inou zdravotniho postizeni a sniZzovani
sobéstacnosti mezi star§imi dospélymi. V roce 2015 Zilo s demenci 47 miliont lidi na celém
sveéte, coz je zhruba 5 procent svétové populace starSich dospelych. Podle odhadi se toto Cislo
zvy$i na 75 milionti v roce 2030 a na 132 milionti do roku 2050. Nedavné ptehledy odhaduji,
ze na celém svété se demence rozvine u témét 9,9 milionu lidi kazdy rok; toto ¢islo lze
vyjadftit jako jeden novy piipad kazdé tii sekundy (WHO, 2017). Mohlo by se zdat, ze vyskyt
syndromu demence souvisi vyhradné s populacnim starnutim. Soucasné diikazy vsak ukazuji
pokles incidence demence ve vyspélych zemich (Dragomireckd et al., 2020). Témétr 60
procent lidi s demenci v soucasné dobé¢ Zije v zemich s nizkymi a stfednimi piijmy a ocekéava
se, ze v téchto zemich se vyskytne také vétSina (71 procent) novych piipada (WHO, 2017).
Tento trend je davan do souvislosti se zlepSovanim péce o zdravi véetné zdravého zZivotniho
stylu a omezovani rizikového zdravotniho chovani ve vyspélych zemich (Dragomirecka et al.,
2020).

Tato prace se zabyva potfebami lidi s demenci a jejich neformalnich pecujicich
v kontextu podpory zivota lidi s demenci v jejich vlastnim prostfedi vcetné zvladani
nenadalych situaci, jako je akutni hospitalizace. Text je ¢lenén do Ctyf Casti: 1) potieby lidi
s demenci a potifeby neformélnich pecujicich, 3) rizikové situace, potfeby lidi s demenci a
zkuSenosti s pé¢i v kontextu akutni hospitalizace a 4) moznosti podpory lidi s demenci a
jejich neformalnich pecujicich. Soucasti prvnich tii ¢asti jsou vysledky vlastnich vyzkumii,
které¢ jsou v textu predlozeny jako samostatné celky vcetné pfiloh a pouzitych zdroju.
Originalni texty publikace vysledki jsou soucdsti samostatnych ptiloh v zavéru prace.
Ptredlozené studie byly uskuteCnény vramci feSeni projektu ¢. 760219 Uspokojené a
neuspokojené potieby zvlasté vulnerabilnich pacientii vyssiho véku v domaci a lizkové péci,
ktery byl piijat k financovani Grantovou agenturou Univerzity Karlovy. Cilem projektu je

poskytnout uceleny piehled o potfebach zranitelnych starSich pacienti a lidi s demenci



v lizkové 1 domaci zdravotni péci. Kvalitativni vyzkum potieb neformalnich pecujicich o lidi
s demenci je zaroven soucasti projektu AZV MZ NV18-09-00587 Dlouhodoba péce pro
pacienty s demenci, analyza souCasné situace u nas a v Evrop€, moznosti transformace
instituciondlni péce s ohledem na zlepSeni kvality Zivota, kvalitu péce a vyuziti zdroji.
Posledni ¢ast textu zaméfend na moznosti podpory lidi s demenci se zabyva podplirnym
prostiedim a piedstavuje strategii vytvareni komunit ptatelskych k lidem s demenci vcéetné
pilotniho programu Dementia friends prezentované¢ho na mezinarodni konferenci v Sarajevu
v roce 2020. Déle se vénuje konkrétnim piilezitostem a sluzbam podpory lidi s demenci a

jejich neformalnich peéujicich dostupnym v Ceské republice.



1 POTREBY LIDi Z1JICiCH S DEMENCI

Syndrom demence neni soucéasti bézného starnuti, pfesto jeho prevalence vykazuje
souvislost s vékem a v situaci starnuti populace predstavuje jeden z vyznamnych problémi
souCasné¢ho zdravotnického a socialniho systému (Holmerova, 2018). K rozvoji demence
dochdzi v dlsledku progrese riznych onemocnéni, k nejcastéjSim pfi¢indm patii
Alzheimerova choroba, za kterou nasleduji vaskuldrni poruchy a dal$i neurodegenerativni
onemocnéni, jako jsou Parkinsonova nemoc, frontotemporalni demence, demence s Lewyho
télisky a dalsi, pfipadné jiné pfi¢iny jako napiiklad chronickd intoxikace (zejména
navykovymi latkami) ¢i nasledky akutnich intoxikaci ¢i traumat. Syndrom demence je tvofen
ttemi skupinami symptomil zpravidla oznacovanymi pismeny A, B, C. Do skupiny symptomu
oznacenych pismenem A patii ztrata sobéstacnosti v aktivitach denniho zivota (ADL, IADL),
pismeno B oznacuje zmény chovani a psychické symptomy (Behavioral and Psychological

Symptoms in Dementia — BPSD) a pismeno C (Cognition) znaci pokles kognitivnich funkei.

Jednotlivé okruhy symptomu, které tvoifi syndrom demence, se zpravidla rozvijeji
postupné, v zavislosti na onemocnéni, které demenci zplisobuje, a tento proces trva obvykle
nékolik let. Aktualni stav a potieby clovéka sdemenci zaviseji na mnoha faktorech
(Holmerova, 2018). Pro lidi Zzijici s demenci je spolecnd postupnd ztrata schopnosti
naplnovani vlastnich potfeb (Cohen-Manfield et al., 2015). Jak bude v nasledujicim textu dale

rozvedeno, napliovani potieb je zakladnim piedpokladem pro zajisténi péce zaméiené na

Cloveka, tedy piistupu, ktery je shodné ptijiman jako optimalni v péci o lidi s demenci.

1.1 Péce zamérena na Clovéka (Person centred care)

PéCe zaméiena na Cloveka je filozofie péce postavena na potiebach jednotlivce a zavisla
na poznani osoby prostfednictvim mezilidského vztahu (Fazio et al., 2018). V péci o lidi

s demenci tento termin poprvé pouzil Tom Kitwood v roce 1988, aby charakterizoval zadouci
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model péce, ktery se zamétuje na ¢loveka a odlisil tak v t€ dobé (a Casto 1 dosud) obvykly typ
péce, ktery je zaméten spiSe na vykon a provoz dané¢ho oddé€leni nez na potieby lidi, kteti
v ném ziji €1 jsou oSetfovani, ¢imz miZze plisobit mnohdy maligné. Jeho zamérem bylo spojit
myslenky a pfistupy péce zduraznujici komunikaci a vztahy (Brooker, 2003). Dle Kitwooda
(1998) lze demenci nejlépe chépat jako souhru mezi neurologickym postizenim a

psychosocialnimi faktory.

1.1.1 Demence a psychosocialni potieby

Kitwood (1997) klade dlraz na uctu k ¢lovéku, tfebaze zije s demenci, a vnimani a
respektovani jeho potfeb. Misto kategorizace potifeb do hierarchickych modelti nahlizi
potieby jako uzce propojené a vzajemné na sebe pisobici. Jako kliCovou a vSeobjimajici
potiebu lidi s demenci uvadi potiebu lasky. Zakladni potieby, které se poji v ustiedni potrebé
lasky, jsou dle Kitwooda (1997):

e Potieba pohodli (comfort). Clovék pocituje pohodli, kdyz se mize citit ,veskrze
silnym*. To je v ptfipadé demence, kdy se lidé potykaji s pocity selhani vlastnich
schopnosti nebo ztraty dlouhodob¢ zavedeného zptisobu Zivota, obzvlast’ dulezité.

e Potteba pouta, vazby (attachment). Pocit jedine¢né vazby je pfirozenou univerzalni a
instinktivni potfebou, ktera vytvafi jistou bezpecnostni sit’, zejména v prvnich letech
zivota, kdy je svét plny nejistoty. U lidi s demenci pak tato potieba mlize byt stejné
silnd jako v raném détstvi. Zménéna situace s sebou piinasi nové nejistoty a uzkosti,
ptedchozi vazby se mohou ztracet. Lidé s demenci se neustale nachazeji v situacich,
které jsou subjektivné podivné, a to potiebu vazeb aktivuje.

e Potieba zaclenéni (inclusion). Zaclenéni v prvni fadé znamené byt soucasti komunity,
ale spolecensky zivot lidi s demenci miva spiSe tendenci se redukovat. Potfeba
zaclenéni je naplnéna pocitem uznani, kdy se ¢lovék s demenci citi byt akceptovany,
rovnocenny a setkava se s porozumeénim (Kaufmann & Engel, 2014).
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e Potifeba zaméstndni (occupation). Zaméstndni miize znamenat akci, reakci nebo
relaxaci. Je to proces zapojeni se do zivota zplsobem, ktery je pro jedince néjak
vyznamny. Opakem jsou extrémni stavy nudy, anomie a apatie. U lidi Zijicich s
demenci potfeba zaméstnani a smysluplné Cinnosti pietrvava, ale moznosti jejiho
naplnéni jsou omezeny. Cim vice je pecujicim & blizkym znamo o zajmech, vkusu a

e Potteba identity, tedy potieba ,,védét, kdo jsem*. To zahrnuje pocit kontinuity s vlastni
minulosti a ur€ity druh integrity v soufasném zivoté. Identita predstavuje piib&éh

vlastniho Zivota. Clovék s demenci viak o mnoho zdrojii vlastni identity pfichazi.

Hranice mezi uvedenymi potiebami jsou nejasné a naplnéni jedné z této pétice znamena
do urcité miry naplnéni téch ostatnich. PfestoZe jsou tyto potfeby pifitomny u vSech lidi, dle
Kitwooda (1997) jsou u lidi s demenci patrnéj§i, mimo jiné proto, ze Clovek s demenci
nedokéze své potieby pln¢ uspokojit. V implementaci pée zaméiené na ¢lovéka je nezbytné,

aby potteby lidi s demenci byly napliiovany.

1.1.2 Doporuceni pro péci zamérenou na ¢lovéka

Péce zamétena na cCloveéka se orientuje na podporu zbyvajicich schopnosti daného
jednotlivce spise nez na jeho nedostatky a uznavé dulezitost znalosti jeho osobni historie a
preferenci. Podporuje ¢lovéka s demenci ve spolupodileni se na rozhodnutich o péci, kterou
déale ptizptsobuje jeho zivotnimu stylu (Chenoweth et al., 2019). Z nedavného piehledu
literatury o péci o lidi zijici s demenci vyplyvaji konkrétni doporuceni pro péci orientovanou

na ¢lovéka (Fazio et al., 2018):

cey

e Clovek Zijici s demenci je vice nez jeho diagnoéza. Je proto dilezité znat jedine¢nost

kazdého vcetné jeho hodnot, piesvédceni, zajmi a schopnosti, védét, co je, ale i
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v minulosti bylo ¢lovéku milé a co naopak nepiijemné. Na téchto znalostech by méla
byt zalozena kazda interakce s clovékem s demenci.

Je dulezité videt svet z perspektivy Cloveka zijicitho s demenci. Timto zptisobem lze
rozpoznat chovani jako formu komunikace. Efektivni a empaticka komunikace je pak
kli¢ova pro vytvoieni vazby.

Na kazdou zkuSenost a interakci s clovékem s demenci Ize pohlizet jako na ptilezitost
ke smysluplnému zapojeni, které podporuje jeho zajmy a preference.

Vztah s ¢lovékem zijicim s demenci musi byt zalozen na distojnosti, respektu a
podpote individuality. Zasadni soucasti podpirného a vzajemné prospésného vztahu
s Clovékem s demenci je zaméfeni se spiSe na interakci nez na ukoly.

Podporujici komunita umoznuje pohodli a vytvaii pfilezitosti k uspéchu. Je to
komunita, ktera si vazi kazdého clovéka a respektuje individualni rozdily, podporuje
uspéchy a poskytuje prilezitosti pro samostatnost, zapojeni a sdileni zkusenosti.

V neposledni fad¢ je nezbytné pravidelné vyhodnocovéani péce, sdileni zjiSténi a

provadéni zmén v interakcich, programech a postupech podle potieby.

V praxi je model péfe zaméiené na Clovéka vyuzivan stale Castéji, stale vSak existuje

prostor pro zlepSeni. Praice Toma Kitwooda poskytuje ramec pro definovani dobré praxe a

tvoti zaklad pro péc¢i zamétenou na ¢loveéka u lidi s demenci. Jeho zakladnim poselstvim je

uznani, ze vSichni lidé jsou si rovni bez ohledu na jejich kognitivni schopnosti. Péce o lidi

s demenci pak musi vychazet z jedinecnosti a individuality kazdého ¢loveéka bez ohledu na

jeho diagnézu (Mitchell & Agnelli, 2015).

1.2 Deklarace z Glasgow

Na rovny pfistup ke vSem lidem apeluje rovnéz Alzheimer Europe svou Deklaraci

z Glasgow, kterou piedstavila na své vyro¢ni konferenci v roce 2014 (AE, 2014). Deklarace
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podporuje prava, dlstojnost a autonomii lidi zijicich s demenci, tedy prava, kterd jsou
univerzalni, garantovand Evropskou umluvou o lidskych pravech (Council of Europe, 2010) a
mezinarodnimi konvencemi, zejména Mezinarodnim paktem o hospodaiskych, socialnich a
kulturnich pravech (OSN, 1966) a Umluvou OSN o pravech osob se zdravotnim postizenim
(OSN, 2008). Instituce Evropské unie a vlady evropskych zemi by meély vyuzit svych
kompetenci a zajistit, aby prava lidi zijicich s demenci byla prosazovana a respektovana.

cey

Kazdy ¢lovek zijici s demenci ma nasledujici prava:

e Pravo na spravnou diagnozu ve spravny c¢as

e Préavo na dostupnou a kvalitni podporu po stanoveni diagndzy

e Pravo na individualizovanou, koordinovanou a kvalitni péci v pribéhu progrese
onemocnéni zpusobujiciho demenci

e Préavo na rovny pfistup k 1é¢b¢ a terapeutickym intervencim

e Pravo byt ve své komunité¢ respektovan jako dospéla osoba

Deklarace dale vyzyva svétové lidry k prosazovani problematiky demence jako priority
vefejné zdravotni politiky a vytvoteni globalniho akéniho pldnu na feSeni problému spojenych

s demenci.

1.3 Strategie Ceské alzheimerovské spole¢nosti P-PA-IA

V roce 2006 vydala Ceské alzheimerovska spolednost Strategii péte a podpory lidem
postizenym syndromem demence: P-PA-IA, ktera vychazi zmeénicich se potieb v
jednotlivych stadiich demence. Prestoze se tato strategie zabyva proménlivosti potieb lidi
zijicich s demenci v prubéhu progrese tohoto syndromu a doporuc¢enimi vhodnych intervenci
dle jednotlivych stadii demence, klicovy daraz klade na péci orientovanou na kazdého
jednotlivého ¢loveéka s demenci a zajisténi jeho potieb, tedy péci zaméfenou na Clovéka.

Zkratka P-PA-IA oznacuje jednotliva stadia vyvoje demence, ktera jsou spojena s riznymi
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naroky na péci a podporu. Poskytovani jednotlivych typt péce tak musi vyplyvat z potieb lidi

s demenci v jednotlivych fazich onemocnéni (CALS, 2016):

e P oznacuje prvni stadium, které vyzaduje zejména podporu, psychologickou pomoc a
poradenstvi. Po¢inajici a mirnd demence je obdobi relativni sobéstacnosti a aktivity.
Potieby v této fazi onemocnéni zahrnuji predevsim spravnou a vcasnou diagnézu a
postdiagnostickou podporu.

e PA je zkratkou pro programované aktivity, které jsou potfebné zejména ve druhém
stadiu, stiedné pokrocilé a rozvinuté demenci. Toto obdobi provazi omezena
sobéstaCnost, dezorientace, potieba pomoci v jednotlivych dennich aktivitach a
potieba trvalého dohledu. Kvalita zivota lidi v tomto stadiu demence je v mnoha
ohledech dobré ¢i velmi dobra, obvykle se radi zapojuji do smysluplného denniho
programu a profituji z n¢;j.

e IA oznacuje individualni asistenci nutnou ve tfetim stadiu, tedy pii pokrocilé a tézké
demenci. V této fazi onemocnéni lidi sdemenci profituji piedevSim z
individualizované asistence a z aktivit ptizpisobenych jejich individudlnim pottebam.
Utast na programovanych aktivitich pro né jiz neni pfinosna, naopak je piilis
zatézujici a zpusobuje diskomfort. Ve tfetim stadiu syndromu demence dochazi k
vyraznému omezeni verbalni komunikace, coz klade naroky na schopnost okoli
navazat s ¢lovékem s demenci kontakt, komunikovat s nim nonverbalné¢ a umét mu

porozumeét.

K zajisténi prav a potieb lidi s demenci a pro podporu jejich nezavislého Zivota je nezbytné
vnimat situaci individudlné a zarovein komplexné v kontextu piedchozi evidence. Znalost

psychosocialnich potteb lidi s demenci je nepochybné dalezitym piedpokladem pro spravné
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nastaveni optimalni péce a nastaveni adekvatnich psychosocidlnich intervenci!. Konkrétni
doporuceni pro praxi pak davaji rdmec pro spravné zavadéni této péce, které by mélo byt
pribézné aktualizovano na zédklad€ vyhodnocovani a stavajiciho stadia onemocnéni. Naprosto

klicovym je pak nutné samotné hodnoceni individualnich potieb ¢lovéka s demenci.

1.4 Potieby lidi s demenci v domacim prostiedi: scoping review

1.4.1 Abstrakt

Cil: Pocet lidi s demenci se starnutim populace roste, vétSina z téchto lidi zije ve svém
vlastnim prostfedi. Pochopeni potteb lidi s demenci z jejich perspektivy je zdsadni pro
zajisténi optimalni péce a udrzeni kvality zivota této populace. Dostupna literatura je vSak
pomérné fidké a dosud nebyla souhrnné zpracovana. Cilem této studie je poskytnout prehled o

potiebach lidi s demenci zijicich ve vlastnim prosttedi tak, jak je hodnoti oni sami.

Metodologie: Scoping review studii zaméfenych na vnimani potteb lidi s demenci v
domaécim prostiedi publikovanych v letech 2009—2019 vyhledanych pomoci databazi Scopus,
Web of Science, PsycINFO a PubMed. Pfi vyhledani piislusnych ¢lankt byly dodrzeny
pokyny PRISMA. Hledan¢ vyrazy byly navrzeny tak, aby byly zahrnuty jak kvantitativni, tak

kvalitativni studie. Data byla analyzovana tematickou analyzou.

Vysledky: Zavérecny piehled zahrnuje jedenact kvantitativnich a dvé kvalitativni
studie. Na zakladé tematické analyzy bylo identifikovano pét hlavnich témat: environmentalni
potieby, socialni potieby, psychologické potieby, vSeobecna zdravotni a Iékaiskd péce a

potieba bezpeci.

'V dnesni dob& panuje vieobecna shoda a existuji i dostate¢né védecké ditkazy o tom, Ze soudasti dobré péce
o lidi s demenci jsou rizné psychosocialni a nefarmakologické intervence. Nékteré z téchto intervenci jsou
systematizovany do konkrétnich registrovanych metod (Namasté, Bazalni stimulace atp.), ostatni jsou v praxi
vyuzivany intuitivn€. Spolecna pro vSechny tyto pfistupy je péce zameétena na ¢loveka. Jednou z téchto metod je
pfistup zalozeny na principech Montessori — Montessori-based Programming for Dementia (Bartova, 2019).
Principim Montessori pfistupu v péci o lidi s demenci se vénuje samostatna piiloha.
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Zavérecna doporuceni: Piestoze pocet studii zabyvajicich se potiebami lidi s demenci
roste, jen n€kolik z nich zkouma potieby lidi s demenci Zijicich ve vlastnim prostiedi z jejich
perspektivy. Samotni lidé s demenci jsou nepochybné dilezitymi informatory o svych
subjektivnich potfebach a zkuSenostech s péci. Pfi hodnoceni jejich potieb je tedy nutné
zahrnout jak jejich biologické, psychologické, socialni a environmentalni kontexty, tak i jejich

vlastni hodnoceni potieb a podpofit poskytovani pée zametené na Cloveka.

Kli¢ova slova: demence; potieby; zkusenosti

1.4.2 Uvod

cey

Spolu s narstem starnouci populace se zvysuje i pocet osob zijicich s demenci (WHO,
2017). Soucasti onemocnéni jsou poruchy kognice, komunikace a snizena schopnost vhodné
vyuzivat prostiedi k uspokojovani vlastnich potieb (Cohen-Manfield et al., 2015). Vztah mezi
uspokojenymi a neuspokojenymi potfebami a kvalitou zivota je obecné pfijiman (Abreu et al.,
2018). Kvalita Zivota je velmi Siroky pojem a lze k nému pfistupovat z mnoha pohledt. Také
potfeby mohou byt vnimany z riiznych perspektiv, napiiklad jako objektivni a subjektivni
(Scholzel-Dorenbos et al., 2010). Objektivni potieby jsou ty potfeby, které 1ze méfit pomoci
nastrojii, nebo takové potieby, jez pozoruji ostatni. V piipad¢ lidi s demenci se jedna o jejich
neformalni pecujici nebo profesiondly (Roest et al., 2007). Subjektivni potfeby jsou ty, které
lidé pocituji sami (Roest et al., 2007; Miranda-Castillo et al., 2010). Pfedchozi studie
prokézaly, Ze vyssi kvalita Zivota u lidi s demenci souvisi s niz§i mirou nesplnénych potieb
(Kerpershoek et al., 2017; Miranda-Castillo et al., 2010; Mazurek et al., 2017). Pro zajisténi
kvality zivota lidi s demenci je nezbytné zaméfit se na uspokojeni jejich objektivnich i

subjektivnich potieb.

Hodnoceni a uspokojovani potieb se u lidi s demenci jevi jako problematické. Diivodem
jsou specifika, kterd s sebou syndrom demence piindsi, napiiklad v podobé zménéného

vnimani nebo ztizené komunikace. ZkuSenosti lidi s demenci s poskytovanou péc¢i vSak
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pfinaseji smysluplné a uzitecné informace o jejich potfebach (Scerri et al., 2018). Identifikace
individualnich potieb lidi s demenci je zasadni pro zajisténi péce zamétené na ¢lovéka (Roest
et al., 2007; Eichler et al., 2016) a také pro oddaleni nutnosti institucionalizace nebo jeji

odvréaceni (Eichler et al., 2016).

Studii zamétenych na potieby lidi s demenci a jejich uspokojovani ptibyva, vétSina z
nich se ale zabyva lidmi s demenci v rezidencnich zafizenich. Vyzkumy potieb lidi s demenci
zijicich ve vlastnim prosttedi se pak vice soustfedi na osobu pecujiciho, a také potieby
nemocného jsou vnimdny spisSe jejich optikou (Hansen et al., 2017). Ptfestoze neformalni
pecujici hraji dalezitou roli pii identifikaci a feSeni nenaplnénych potieb piijemci péce (Black
subjektivnim blahobytu (Kitwood, 1997; Shiells et al., 2019). Pfedchozi studie poukazuji na
to, ze 1idé s demenci obvykle uvadéji vyrazné niz$i mnozstvi neuspokojenych potieb nez
jejich pecujici (Kerpershoek et al., 2017; Mazurek et al., 2017; Mazurek et al., 2019;
Miranda-Castillo et al., 2013; Roest et al., 2009). I kdyz rozdily mezi perspektivami potvrzuji
dialezitost zkoumani sebehodnoceni potieb lidi s demenci (Mazurek et al., 2017), takto
zamétené studie v souCasnosti spise chybéji (Roest et al., 2007; Hansen et al., 2017; Morrisby
et al., 2018). Cilem tohoto scoping review je proto podat piehled o potfebach lidi s demenci

ey

zijicich ve svém vlastnim prostedi z jejich perspektivy.

1.4.3 Metodologie
Metoda scoping review

S cilem poskytnout piehled o této oblasti a vzhledem k nedostatku souc¢asného vyzkumu
byla jako vhodné pro pfedklddanou studii zvolena metoda scoping review. Scoping review
mapuje povahu a rozsah vyzkumu a ur€uje mezery ve vyzkumu pro sméfovani budouciho
vyzkumu (Colquhoun et al., 2014). Metodika scoping review je popsana jako Sestistupniovy

ramec: identifikace vyzkumné otdzky, hledani relevantnich studii, vybér studii, mapovani dat,
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shromazd’'ovani, sumarizace vysledkii a konzultace se zucastnénymi stranami za ucelem

informovani nebo validace vysledki studie (Arksey a O'Malley, 2005).

Strategie vyhledavani

Pro vyhledavani, které probéhlo v pribchu srpna a zaii 2019, byly pouzity databaze
PubMed, Web of Science, PsycINFO a Scopus. Vyhleddvani bylo omezeno na ¢lanky
publikované v obdobi od ledna 2009 do srpna 2019 v angli¢tiné nebo ¢estiné pomoci terminti:
»demence* a ,,potifeby*. Na zdklad¢ vyhledavani bylo identifikovano celkem 814 studii. 18

dalsich studii bylo identifikovano prostfednictvim jinych zdroji.

Kritéria pro zaiazeni do piehledu

O kritériich pro zafazeni nebo vylouceni bylo rozhodnuto prostfednictvim diskuse
autor (A. B., V. D. & 1. H.) a tato kritéria byla hodnocena vSemi autory v prubéhu celého
procesu. Byly zahrnuty publikace zalozené na kvantitativnich i kvalitativnich studiich. Po
vyfazeni duplikati autofi identifikovali vhodné studie pomoci primdrnich kritérii pro
zatazeni, tedy zkoumani potfeb lidi s demenci. Studie zkoumajici potieby lidi s demenci v
nemocnici nebo zafizenich dlouhodobé péce byly z piehledu vylouceny. Nebyly zahrnuty
studie, které se nesnazily ziskat nazory samotnych lidi s demenci. K zajisténi kvality a
transparentnosti procesu vyhledavani bylo provedeno doporuc¢eni PRISMA (Liberati et al.,

2009) pro systematické hodnoceni (obrazek 1).

1.4.4 Vysledky
Charakteristika zaiazenych studii

ZavereCny piehled zahrnuje 13 studii: kvantitativnich (n = 11) i kvalitativnich (n = 2).
VétSina kvantitativnich studii byla prafezovych (n = 8), méné pak longitudinalnich (n = 3).
Jako ndastroj pro méfeni byl ve vétSiné kvantitativnich studii pouzit dotaznik pro hodnoceni

potieb CANE (Camberwell Assessment of Needs for the Elderly). Ve tfech kvantitativnich
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studiich byl pouzit hodnotici nastroj JHDCNA (Johns Hopkins Dementia Care Needs
Assessment) a nakonec DelpHi-Standard v jedné studii. V kvalitativnich studiich byly pouzity
polostrukturované a narativni rozhovory. Mimo lidi s demenci se vétSiny studii ucastnili také
neformalni pecujici. Jejich odpovedi a vysledky vSak nejsou do prehledu zahrnuty (n = 12).
Vsechny vybrané studie byly zaméfeny na potfeby lidi s demenci Zijicich ve vlastnim

prostiedi. V tabulce 1 uvadime souhrn jednotlivych studii.

Témata

Jasné rozdé€leni potfeb je obtizné (Schmid et al., 2011). V dostupnych studiich
zahrnutych v tomto pfehledu jsou komunikované potieby kategorizovany — bud’
prostiednictvim domén jednotlivych dotaznikid, nebo jejich umisténim do hierarchickych
modeli potieb. Kategorie se vSak piekryvaji a fazeni neni presné. Potieby na sebe vzajemné
reaguji, pokud nesplnéna potieba v jedné oblasti zpisobi nesplnénou potiebu v jiné oblasti

(Kitwood, 1997).

Kazdy ze tif hodnoticich nastroji pouzitych v kvantitativnim vyzkumu piedkladanych
studii obsahuje rizné polozky, ve kterych lidé s demenci uvadéli své potieby. Podle
hodnoceni CANE bylo identifikovano celkem sedm nejcastéji uvadénych potieb: informace,
spole¢nost, denni aktivity, psychické potize, pamét’, zrak / sluch a ndhodné sebeposkozovani.
Pomoci dotazniku JHDCNA bylo identifikovano Sest nejcastéji zminovanych potieb v
nasledujicich oblastech: hodnoceni nebo diagnostika demence, management demence, pravni
otazky a planovani budouci péce, smysluplné / kazdodenni ¢innosti, vSeobecna zdravotni a
Iékarska péce a bezpeci. DelpHi-Standard optimalni péce ukazuje nenaplnéné potieby v
oblastech: socialni poradenstvi a pravni podpora zejména v plné moci / pravnim zastupci;
potieba zvysit fyzické aktivity uvedené v oblasti socialni integrace; farmaceuticka péce; a
oSetrovatelska péce, zejména v piipadé omezeni mobility / rizika padu. V kvalitativnich
studiich 1lidé s demenci identifikovali nenaplnéné potifeby v nésledujicich oblastech:
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diagnostika, postdiagnostickd podpora, podpiirné prosttedi, smysluplné Cinnosti a role a

bezpecny domov a komunita.

K dosazeni cile pfedklddaného scoping review byla zvolena tematickd analyza ke
sjednoceni uvadénych potieb. Pro tematickou analyzu byla pouzita stala komparativni metoda
(Disman, 2002), ktera odhalila celkem pét témat specifikovanych podtématy: environmentalni
potieby (diagnéza a hodnoceni demence, postdiagnostickd podpora), socidlni potieby
(spolecnost, smysluplné Cinnosti a role), psychologické potieby (duSevni stav, kognitivni
funkce a pamét), vSeobecnd zdravotni a lékarskd péce a potieba bezpeci (domaci, osobni a

environmentalni).

Environmentdalni potieby: Specializované sluZby a podpiirné prostiedi

Diagnodza a hodnoceni demence

V¢asna diagndza byla vnimana jako zasadni pro moznost piistupu k vhodnym sluzbam
a lékim. Opozdéna diagnostika byla casto spojovana s promeskanymi piilezitostmi ke
zpomaleni progrese stavu (Goérska et al., 2013). V jedné ze studii zahrnutych do prehledu
témer jedna tietina lidi s demenci nedostala pfedchozi hodnoceni nebo diagnézu demence
(Black et al., 2013). Pii stanoveni diagnozy byla zjisténa fada prekdzek, zejména v disledku
nevhodnych postojl Iékaiti primarni péce. V nékterych ptipadech, zvlasté kdyz byly vzneseny
obavy ve velmi ranych stadiich demence, bylo, dle vypovédi, ucastnikiim studie (Gorska et

al., 2013) doporuceno, aby 1é¢ili své pfiznaky jako zndmky normalniho starnuti.

Jako dal$i mozna pfi¢ina opozdéné diagnozy byla uvadéna nedostate¢na komunikace
mezi zapojenymi sluzbami (primarni pééi a specializovanymi sluzbami). Spatné nastavené
komunika¢ni mechanismy se v zajiStovani 1ékarskych vySetfeni a pfedavani informaci mezi
sluzbami casto spoléhaji na samotné lidi s demenci nebo jejich neformélni pecujici (Gorska et
al., 2013). Mnoho lidi s demenci pak identifikovalo neuspokojené potifeby béhem procesu od
diagnoézy az po prubéznou péci, kdy pocitovali nedostatek empatie ze strany zdravotnickych
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pracovnikl a nejednotnost poskytované péce (naptiklad nedostate¢né doporuceni podpiirnych

sluzeb) (Morrisby et al., 2018).

Postdiagnosticka podpora

Informace a koordinace. Lidé s demenci vysoce ocenuji kontinudlni poskytovéani
informaci, a to jak od lékatfii o svém stavu, od ziskdni diagnozy, povaze onemocnéni a jeho
progndze, tak od dalSich zdravotnickych a dalSich pracovnikli o potiebné Zzivotosprave,
nastaveni dennich rutin az po piehled, jaké sluzby jsou pro né dostupné. Lepsi poskytovani
informaci miize lidem s demenci pomoci piesnéji posoudit své potieby 1 pomoci jim 1épe se
vyrovnat s nemoci, véetné lepSiho vyuzivani sluzeb (Miranda-Castillo et al., 2013). Potfeba
pfistupu k informacim na jednom kli¢ovém misté a koordinace dostupnych sluzeb byla
identifikovana jako pfekazka pro U€inngj$i vyuzivani sluzeb (Gorska et al., 2013). Potiebu
informaci uvadéli lidé s demenci ve skupin€ nejcastéji neuspokojenych potieb celkem ve
ttech studiich (Kerpershoek et al., 2017; Miranda-Castillo et al., 2013; Roest et al., 2009).
Ptimo vypovédéli, ze bud’ nedostali informace viibec, nebo jich bylo malo, ¢i byly nejasné
(tiSténé bez dalsiho vysvétleni) (Roest et al., 2009). Jedna studie (Johnston et al., 2011) uvadi
jako nejcastéjsi (9/11) nesplnénou potfebu nastaveni vhodné péce pro zvladnuti ptiznakil
demence. Informace by mély byt zvlasté pfizptisobeny individudlnim potfebdm a pfdnim a
musi odpovidat stadiu nemoci. Skute¢nost, Ze lidé tuto potiebu silné€ pocit'uji, by méla vyvolat
reakci v souCasném systému zdravotni pée a melo by ji byt vénovano vice pozornosti

(Johnston et al., 2011).

Kontinuita péce. Potieba pfistupu ke kvalitnim sluzbam, které vyhovuji potfebam lidi s
demenci, zahrnuje také silné a trvalé vztahy s poskytovateli sluzeb (Morrisby et al., 2018).
Kontinuita péce, zejména v souvislosti se zapojenim zdravotnikli a pracovnikl socidlni péce,
byla pro poskytovani kvalitni pée povazovana za nezbytnou (Goérska et al., 2013). Clovék s

demenci mize mit potize s rozpozndvanim a zapamatovanim si novych lidi a potiebuje
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dostatek Casu na vytvofeni pozitivniho vztahu. NezajiSténi navaznosti zucastnénych
poskytovatelll sluzeb tak Casto vyvolava negativni reakce, jako je napiiklad tizkost. Zajisténi
kontinuity pak lidem s demenci naopak poskytuje pocit divéry a bezpeéi (Gorska et al.,

2013).

Pristup k nefarmakologickym intervencim. Potieba pfistupu k nefarmakologickym
intervencim (zpravidla psychosocialniho charakteru) pro podporu identity, socidlniho
zapojeni a jako prostiedku ke zmirnéni zmén fyzického a duSevniho zdravi, snizovani aktivity

a z4jmu byla zdlraznéna jako zakladni prvek vysoké kvality péce (Gorska et al., 2013).

Pravni otazky a planovani budouci péce. Oblast pravnich otdzek a planovani budouci
péce zahrnuje urceni osoby, kterd pfevezme obecnou a zdravotnickou zodpovédnost za osobu
s demenci, bude ji podporovat ¢i zastupovat, zajisti zdokumentovani predem vyslovenych
pfani a zajisténi pozlstalosti (Black et al., 2013; Eichler et al., 2016). Planovani téchto
zalezitosti je tfeba feSit s vhodnym ptedstihem, dokud ma c¢lovék s demenci rozhodovaci
schopnosti (Black et al., 2019). Nedostatecné poradenstvi a pravni podpora byly
identifikovany ptedevsim v pfipadé zajisténi plné moci k pravnim ukontim (Eichler et al.,

2016).

Socidlni potieby

Socialni potteby patii mezi nejcastéji zminované potieby ve dvanacti ze tfinacti studii.
Nejcastéji uvadénymi subtématy v této oblasti jsou potieba spolecnosti (Kerpershoek et al.,
2017; Mazurek et al., 2017; Mazurek et al., 2019; Miranda-Castillo et al., 2010; Miranda-
Castillo et al., 2010; Miranda-Castillo et al., 2013; Van der Roest et al., 2009) a potieba
smysluplné denni aktivity (Black et al., 2013; Black et al., 2019; Johnston et al., 2011;
Kerpershoek et al., 2017; Mazurek et al., 2017; Mazurek et al., 2019; Miranda-Castillo et al.,
2010; Miranda-Castillo et al., 2010; Miranda-Castillo et al., 2013; Roest et al., 2009), tedy

jakékoli ¢innosti, ktera umoziuje lidem s demenci zaméstnat se vhodnou spolecenskou,
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stimulacni nebo volnocasovou aktivitou (Miranda-Castillo et al., 2013). Ztrata smysluplnych
aktivit a vztahd, vlastni uziteCnosti pro ostatni, ale také ztrata intimity s partnerem a vznik
potencidlnich konfliktl s ptibuznymi jsou konkrétni situace, které lidé s demenci uvedli mezi
neuspokojenymi potfebami v oblastech dennich aktivit a spolecnosti (Miranda-Castillo et al.,

2013).

Lidé s demenci pocit'uji vedle potieby Ui€astnit se kazdodennich ¢innosti (napf. pomoc v
domacnosti) také potfebu socidlnich roli (napf. aktivni role prarodice), aby si udrzeli pocit
vlastni hodnoty (Eichler et al., 2016). Udrzovani a pokracovani diilezitych roli nebo rozvijeni
roli novych vyzaduje podporu pecovateli a nékdy i podpiirnych sluzeb (Morrisby et al.,
2018). Vice nez polovina lidi s demenci ucastnicich se na jedné z hodnocenych studii uvedla
neuspokojené potieby smysluplnych ¢innosti, které byly popsany jako potieby denni péce,
navstévy center a domaci aktivity (Black et al., 2013). Mezi neuspokojené potieby v dennich
¢innostech patii také potieba pomoci a podpory v aktivitach denniho zivota (ADL. IADL),
nedostatek smysluplnych aktivit nebo denni struktury, fyzicka necinnost nebo socidlni izolace
(Miranda-Castillo et al., 2010). Dilezitou socialni potfebou je také podpiirné a dobie
informované socidlni prostfedi. Potfeba socidlni podpory ma tfi urovné: rodinu, ptatele a Sirsi

socialni sit¢ (Morrisby et al., 2018).

Psychologické potieby: duSevni stav, kognitivni funkce a pamét’

Vyrovnavani se s uzkosti a dalSimi negativnimi pocity, jako jsou hnév, smutek,
osam¢lost, zmatek a obavy (Miranda-Castillo et al., 2013), patfi mezi nejcastéji uvadéné
potieby samotnymi lidmi s demenci ve vice nez poloviné studii zahrnutych do ptredkladané¢ho
piehledu (Mazurek et al., 2017; Mazurek et al., 2019; Miranda-Castillo et al., 2010; Miranda-
Castillo et al., 2010; Miranda-Castillo et al., 2013; Roest et al., 2009). Vyrovnavani se s
problémy s paméti je oblast, kterou lidé s demenci uvadéli jako jednu z nejcastéji vnimanych

neuspokojenych potieb ve dvou studiich (Mazurek et al., 2019; Roest et al., 2009).
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VSeobecna zdravotni a lékaiska péce

Oblast vSeobecné zdravotni a Iékatské péce zahrnuje pozadavky, jako je potieba zubni
péce, odborné lékaiské péce, feSeni inkontinence, zvladani polyfarmakoterapie, vénuje se
potizim se zrakem a sluchem i feSeni problémii malnutrice a dehydratace. Soubé&h
chronickych zdravotnich obtizi ¢asto klade vétsi naroky na uZzivani 1éka a ¢lovék s demenci
mnohdy nema kognitivni kapacitu pro bezpecné zvladnuti takového stavu (Black et al., 2019).
V oblasti farmaceutické 1écby a péce je nejcastéji uvadénou potiebou terapie léky proti
demenci. Takova lécba by vsak mohla byt pfedmétem diskuse predevsim kvili omezenému
ucinku téchto 1€kt (Eichler et al., 2016). Neuspokojené potfeby v oblasti obecné zdravotni
péce byly identifikovany ve tfech studiich (Black et al., 2013; Black et al., 2019; Johnston et
al., 2011). Jedna, vySe jiz zminovana studie pak oznacuje jako nesplnénou potiebu

farmaceutické 1écby (Eichler et al., 2016).

Kompenzace problémii se zrakem a/nebo sluchem byla konkrétné zminéna jako
nesplnéna potieba ve trech studiich (Miranda-Castillo et al., 2010; Miranda-Castillo et al.,
2010; Miranda-Castillo et al., 2013). Senzorické problémy maji velky vliv na schopnost
komunikovat (nejen) pro lidi s demenci. Neuspokojené potieby v této oblasti naznacuji, ze
lepsi lécba a/nebo kompenzace téchto ptiznakii (napiiklad pouzivanim bryli nebo

naslouchadla) by lidem s demenci mohla komunikaci usnadnit (Miranda-Castillo et al., 2013).

Potieba bezpeci

Péce o lidi s demenci v domécim prosttedi s sebou pifinasi vyzvu v podob¢ zajisténi
bezpeci. Bezpecnostni rizika nemusi byt snadno odhalena béhem navstév formalni péce,
mohou ale vést k vyssi potfebé vyuzivani zdravotni péce a nizsi kvalité zivota (Black et al.,
2019). Potiebu bezpecné domacnosti, prostiedi a osobniho bezpeci uvadeéli lidé s demenci
jako neuspokojenou v celkem tfech hodnocenych studiich (Black et al., 2013; Black et al.,

2019; Johnston et al., 2011). Velmi casto byla bezpecnost hodnocena jako nedostate¢na
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zejména v pripad¢ rizika padu a bloudéni (Black et al., 2013). Jako velmi vyznamné byly déle
uvadény potieby pohotovostniho planu pro mimotadné udalosti (naptiklad vypadek proudu),
pomoc se spravnym uzivanim 1éka (Black et al., 2019) nebo zajisténi pohotovostni karty pro

ptipad akutni hospitalizace (Eichler et al., 2016).

Hodnoceni bezpeci a bezpecnosti zahrnuje také bezpecné fizeni, bezpe¢né nakladani se
zbranémi a naradim, ale i ochrana proti podvodim, zneuZzivani, zanedbavani nebo
vykofistovani (Black et al., 2013; Black et al., 2019). Nahodné sebeposkozovani a neumysiné
vytvafeni nebezpecnych situaci bylo uvedeno mezi nejéastéji neuspokojenymi potiebami
celkem ve dvou studiich (Miranda-Castillo et al., 2010; Miranda-Castillo et al., 2010).
Bezpecny domov a komunita byly hodnoceny jako faktory podpiirné pro setrvani ¢lovéka s

demenci v domacim prostiedi (Morrisby et al., 2018).

1.4.5 Diskuse

Tato studie predkladd piehled dosavadniho poznani v oblasti potieb lidi s demenci
zijicich ve vlastnim prostfedi hodnocenych z jejich perspektivy. Populace lidi s demenci je
dosud ve vyzkumu nedostatecné zastoupena, piestoze je pro zajisténi optimalni péce nezbytné
naplnéni jejich individudlnich potfeb. Analyza soufasné¢ho vyzkumu ukazuje, ze lid¢ s

demenci jsou schopni sami vyjadfit a sdélit své potieby. Jejich zkuSenosti by proto mély byt

zohlednény pfi planovani péce zamétené na cloveka.

Potieby a priority v jejich vnimani jsou vicerozmérné a jedine¢né u kazdého
jednotlivce, méni se v prubéhu zivota, podle urovné kognitivnich poruch, funkcnich
schopnosti a lisi se v riznych podtypech a stadiich demence (Black et al., 2013; Schmid et al.,
2011). Posouzeni potieb by mélo zahrnovat ptedchozi Zivotni zkuSenosti, kulturni prostredi,
preference a identitu (Holmerova, 2018). Pfi hodnoceni je proto nutné vzit v uvahu

biologické, psychologické, socidlni a environmentalni kontexty clovéka s demenci tak, aby
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bylo mozné provést jedinecné posouzeni jeho potieb (Schmid et al., 2011) a poskytovat péci

zaméfenou na ¢lovéka.

Environmentalni potfeby zahrnuji Sirokou Skalu oblasti, ve kterych 1lidé s demenci
vyjadiuji své potieby. Prvnim tématem je ziskdni diagnoézy a hodnoceni demence. Nastup
syndromu demence je obvykle postupny a nendpadny a ptiznaky onemocnéni se Casto
povazuji za bézné starnuti. Pocate¢ni ptiznaky demence Casto lidé s demenci, jejich blizci, a
dokonce ani odbornici nedocenuji. Piekryvajici se pfiznaky a polymorbidita ve vys§im véku
diagnosticky proces jesté ztézuji (Holmerova, 2018). Dalsi ptrekazkou v rozpoznavani
demence je, ze lidé s demenci Casto precenuji své schopnosti oproti skutecnému stavu
(Machacova & Holmerova, 2018). Vcasnd diagnoéza je vSak pro vhodnou reakci na potieby
lidi s demenci a jejich zmény v pribéhu onemocnéni zasadni (Iliffe et al., 2017). K
nedostate¢né komunikaci mezi zapojenymi odborniky a/nebo sluzbami dochazi béhem
diagnostického procesu i béhem postdiagnostické podpory. V pribéhu nemoci jsou vsak
pristup k informacim, koordinace a kontinuita péce hodnoceny jako zdsadni, stejn¢ jako jsou
dilezité i nefarmakologické intervence, potieba feSeni pravnich otdzek a planovani budouci
péce. Vhodnym piistupem k uspokojeni téchto potieb je case management (Holmerova,

2018).

Mezi dal$i vyznamna témata, kterd lidé s demenci pii hodnoceni svych potfeb uvadéji,
patii potieby spolecnosti, smysluplnych roli a ¢innosti, zvladani psychické nepohody a
potieba bezpeci. Bez ohledu na kategorizaci sdélovanych potieb lze predpokladat, ze pokud
bude splnéna jedna hlavni potieba, ovlivni to vnimani potifeby jiné. V ur€itém okamziku
mohou splnéné potfeby zahnat pocity strachu, smutku a hnévu a umoznit lidem s demenci
pozitivni zkuSenost (Kitwood, 1997). Kviili komunikacnim obtizim miize ¢loveék s demenci
vyjadfit své potieby prostfednictvim nenormativniho chovani. Dikazy ukazuji souvislost

mezi behavioralnimi a psychologickymi ptiznaky u demence (BPSD) a nesplnénymi

27



potiebami (Algase et al.,, 1996). Naptiklad smysluplné aktivity zaméfené na individudlni
z4jmy a zachované dovednosti ¢lovéka s demenci zvySuji jeho zapojeni, snizuji BPSD a
celkové zlepsuji kvalitu jeho Zzivota (Sheppard, McArthur & Hitzig, 2016). Rlzni lidé s
demenci vyjadiuji své potieby prostfednictvim rtizného chovani, tedy jeden typ chovani mize
sdélovat rizné potieby. Pfed stanovenim péce zaméfené na Clovéka je tedy tfeba pochopit

zéklad tohoto chovani u konkrétniho clovéka (Wang et al., 2015).

Vyznamnym tématem jsou sdélované potieby v oblasti v§eobecné zdravotni a lékaiské
péce, konkrétné pak potieba pomoci se zménami souvisejicimi s progresi onemocnéni nebo
lékovy management. Vyssi vek doziti by mél byt povazovan za jeden z hlavnich uspéchi
soucasné zdravotni péfe. Optimalni fizeni zdravotni péce o lidi s demenci je vSak stéle
vyzvou, kterd vyzaduje zajistit zakladni lidské potfeby nezbytné k naplnéni celého spektra

individuélnich potfeb umoziujicich ¢lovéku s demenci zit co nejdéle ve vlastnim prostiedi.

Dopady studie

Zjisténi uvedend v tomto piehledu poskytuji rdmec zaloZzeny na dikazech, ktery muize
slouzit jako voditko pfi planovani lepsi péce o lidi s demenci zijici ve vlastnim prostiedi.
Poskytuje dikaz, ze lidé s demenci jsou schopni vyjadfit své individudlni potieby. Jejich

perspektiva by proto méla byt zahrnuta do planovani péce zaméetené na cloveka.

Budouci vyzkum

K identifikaci potteb lidi s demenci jsou, krom¢ kvalitativnich metod jako rozhovory a
pozorovani, k dispozici nastroje — kvantitativni dotazniky. Tii z téchto dotazniki (CANE,
JHDCNA a DelpHi-Standard of optimum care) byly vyuzivany ve studiich zahrnutych do
tohoto scoping review. Popsana hodnoceni obsahuji riizné oblasti a polozky a srovnani jejich
vysledkl je témét nemozné. To mize byt diivodem rozdili v mnozstvi a frekvenci, nebo
dokonce existenci riznych potfeb ve studiich identifikovanych. Dalsi vyzkum potieb lidi s

demenci, zejména potieb, které formuluji oni sami, je stale nezbytny. Optimalni néstroj pro
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posuzovani potfeb by mél posoudit potfeby komplexng, byt citlivy ke zméndm, umoznit
ptehodnoceni potfeb a ponechat dalsi prostor pro pisemné komentare, které jdou nad ramec
standardizovanych polozek dotazniki, které se k hodnoceni potteb vyuzivaji (Schmid et al.,

2011).

Limity studie

K vyhledévani zahrnutych studii byly pouzity ¢tyii databaze, proto n¢které studie mohly
byt opomenuty. VSechny zahrnuté studie byly publikovany v angli¢tin€, coz mtize také
znamenat, ze vysledky reprezentuji pievdzné evropskou, anglosaskou nebo tzv. zapadni
perspektivu.
Zavér

Ptedlozeny piehled soucasného v literatufe dostupného poznani ukazuje, ze lidé s
demenci jsou dulezitymi informatory o svych subjektivnich potiebach a zkuSenostech s péci,
a proto by jiz neméli byt ve vyzkumu opomijeni. Studie identifikovala celkem pét hlavnich
témat, ktera poskytuji dikazy o Siroké Skale potfeb a zkuSenosti lidi s demenci. K zajisténi
optimalni péce je nezbytné komplexni posouzeni potieb, které zahrnuje i1 perspektivu lidi s

demenci.
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1.4.7 P¥ilohy

Tabulka 1. Studie zatazené do tematické analyzy

Autor/rok Cil Populace Typ Nastroj Sdélované potieby
/zemé studii vyzkumu hodnoceni
Black etal. | Zjistit prevalencia | Lidé s demenci | Kvantitativni | JHDCNA | Diagnéza a hodnoceni
(2013) korelaci zijici demence
USA nenaplnénych v komunité Préavni otazky a pldnovani
potieb ve vzorku (n=254) a budouci péce
lidi s demenci jejich Smysluplné ¢innosti
zijicich v komunité | neformalni Zdravotni a 1ékatska péce
a jejich pecujici Bezpeci
neformalnich (n=246) - management rizik padu
pecovateli. - bezpe¢nost domacnosti
- management putovani
Black etal. | Urcit procento lidi | 646 lidi Kvantitativni | JHDCNA | Pravni otazky a planovani
(2019) s demenci s s demenci a budouci péce
USA nesplnénymi jejich Smysluplné ¢innosti
potiebami a neformalnich Zdravotni a 1ékaiska péce
vyznamné korelace | pe€ujicich - management
nesplnénych neuropsychiatrickych
potieb. symptomi
Bezpeci
- management rizik padu
- bezpec¢nostni plan
- Iékovy management
Eichler et al. | Popsat nesplnéné 227 lidi s Kvantitativni | DelpHi- Socialni a pravni
(2016) potieby pacient demenci (> 70 Standard poradenstvi
Neémecko primarni péce s let), zijicich ve of Socialni zaclenéni
diagnézou vlastnim optimum Lékovy management
demence a faktory | prostfedi care Mobilita a management
spojené s poctem rizik padu
nesplnénych
potieb.
Gorska et al. | Rozvinout hlubsi 31 Gcastnikd, Kvalitativni | Polostrukt | Ziskani diagn6ézy demence
(2013) porozumeéni prozité | z toho 12 lidi s u-rovane, Post-diagnosticka podpora
Spojené zkuSenosti lidi s demenci (39%) narativni - koordinace
kralovstvi demenci, pokud alo9 rozhovory | - kontinuita
jde o jejich potieby | neformalnich - nefarmakologické
souvisejici se pecujicich intervence
sluzbami.
Johnston et | Hodnoceni potieb 13 lidi s Kvantitativni | JHDCNA | Diagndza a hodnoceni
al. (2011) pro identifikaci demenci demence
USA nesplnénych potieb Zdravotni a 1ékaiska péce
souvisejicich s Smysluplné ¢innosti a
poruchami paméti podpora ADL
v domacim Bezpeci
prostiedi.
Kerpershoek | Popsat oblasti a 451 lidi Kvantitativni | CANE Informace
etal. (2017) | troven potieb lidi s | s demenci a Spole¢nost
Mezindrodni | demenci a jejich jejich Smysluplné ¢innosti
studie neformalnich neformalni
pecujicich, kteti pecujici z osmi
dosud nevyuzivaji | evropskych
formalni péci, a zemi
popsat vztah potieb
a kvality zivota z
rtuznych hledisek.
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Mazurek et | Posoudit potieby 47 osob s Kvantitativni | CANE Spole¢nost
al. (2017) lidi s demenci diagnostikovan Smysluplné ¢innosti
Polsko zijicich v domacim | ou mirnou az DuSevni stav
prostiedi. stfedné tézkou
demenci a 41
neformalnich
pecuyjicich
Mazurek et | Zjistit efektivnost 47 osob s Kvantitativni | CANE Spolecnost
al. (2019) programi diagnostikovan Smysluplné ¢innosti
Polsko setkavani pti ou mirnou az DusSevni stav
napliovani potfeb | stfedné tézkou Pamét’
lidi s demenci. demenci a 42
neformalnich
pecuyjicich
Miranda- Zjistit vztah mezi 152 lidi Kvantitativni | CANE Spolecnost
Castillo et nenaplnénymi s demenci a Smysluplné ¢innosti
al. (2010) potiebami, 128 DuSevni stav
Spojené socialnimi sitémi a | neformalnich Zrak a sluch
kralovstvi kvalitou zivota lidi | pecujicich Netumyslné
s demenci zijiciho sebeposkozovani
v doméacim
prostiedi.
Miranda- Identifikovat 152 lidi Kvantitativni | CANE Smysluplné ¢innosti
Castillo et potieby Lidi s demenci (50 DusSevni stav
al. (2010) s demenci zijicich | z nich zilo Zrak a sluch
Spojené samostatn¢ a samostatn¢) a Neumyslné
kralovstvi porovnat je 128 sebeposkozovani
s potfebami lidi neformalnich
s demencich pecujicich
zijicich s nékym
dal§im.
Miranda- Porovnat pohledy 125 lidi Kvantitativni | CANE Informace
Castillo et na vnimané s demenci Spoleénost
al. (2013) potieby mezi lidmi | zijicich ve Smysluplné ¢innosti
Spojené zijicimi s demenci, | vlastni Dusevni stav
kralovstvi jejich komunité Zrak a sluch
neformalnimi
pecujicimi a
profesionaly.
Morrisby et | Identifikovat 10 Kvalitativni | Polostrukt | Podptirné prostiedi
al. (2018) potieby péce a manzelskych u-rované zajist'ujici pomoc s péci
Australie podpory, jak je part, kdy jeden rozhovory | Adaptace na zménu
uvadéji lidé s z manzell zije denniho rezimu a
demenci a jejich s demenci zivotnich roli
pecujici Zijici
v komunitg.
Roest et al. | Posoudit potfeby Samostatné Kvantitativni | CANE Informace
(2009) lidi s demenci bylo Spole¢nost
Nizozemsko | Zijicich ve vlastni dotazovano Smysluplné ¢innosti
komunité, které 236 lidi zijicich Dusevni stav
uvadéji oni samia | s demencia Pameét
jejich neformalni 322
pecujici; neformalnich
poskytnout vhled pecujicich

do vyuzivani
sluzeb a rozdila
mezi potiebami a
dostupnosti sluzeb.
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Obrazek 1. PRISMA diagram

Studie identifikované pomoci Studie identifikované z dalSich
vyhledavani v databazich zdrojti
n=_814 n=18

l |

Studie po odstranéni duplikatt

n="790
Cteni abstraktu Vytazené studie
n="790 n=733

l

Hodnoceni plného textu | ——» Vytazené ostudie (n=44)
n=57 Diivody:

- zkoumani potieb lidi
s demenci v nemocnicich

l a ztizeni dlouhodobé péce
- zkoumani potieb pouze
z perspektivy
Studie zafazené do neformalnich pecujicich
analyzy - nebylo mozné ziskat
n=13 relevantni data k analyze
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1.5 Potreby lidi s demenci Zijicich ve vlastnim prostiedi — shrnuti

Vétsina lidi preferuje zivot ve vlastnim prostiedi, a to i pfi snizené sobéstacnosti (Wiles
et al., 2011). Podpora lidi s demenci zijicich doma vyzaduje poskytovani kvalitni péce od

pocatku a béhem celé trajektorie onemocnéni.

Optimalnim pfistupem v péci o lidi s demenci je péfe zaméfend na Clovéka (person
centred care). PéCe zamétena na Cloveka je postavena na napliiovani individuélnich potieb a
vnimani jedinecnosti kazdého clovéka bez ohledu na jeho diagnoézu. Jak jiz bylo
v predchozim textu zminéno, tento termin zavedl Tom Kitwood, ktery nahlizi potieby jako
uzce propojené a vzajemné na sebe pusobici, kdy nesplnéna potieba v jedné oblasti do urcité
miry zpusobi neuspokojeni potfeby v oblasti jiné. P&ti zasadnimi potfebami jsou potieba
pohodli, vazby, zalenéni, zaméstnani a potieba identity. Tyto zasadni potfeby se spojuji

v komplexni potteb¢ lasky (Kitwood, 1997).

Jednotliva stadia vyvoje syndromu demence znamenaji rizné naroky na péci a
individualni potteby péce tak musi byt posuzovany i z pohledu aktualniho stadia onemocnéni.
Ceska alzheimerovska spole¢nost ve své strategii péte o lidi s demenci P-PA-IA rozdgluje

potieby péée a podpory dle jednotlivych stadii demence (CALS, 2016).

Sami lid¢ zijici s demenci jsou schopni vyjadfit své vlastni potieby, do hodnoceni jejich
potieb je tak tieba zahrnout i jejich perspektivu (Bartova et al., 2021). Potieby je pak nutné
vnimat v individualnim kontextu a jako komplexni, zahrnujici oblasti zdravotni, socialni,
psychickou 1 naroky na prostiedi, ve kterém c¢lovek s demenci zije. Naplnéni individualnich
potieb je nezbytné pii poskytovani kvalitni pée umoznujici clovéku s demenci zit co nejdéle

ve vlastnim prosttedi.
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2 NEFORMALNI PECUJICI O LIDI S DEMENCI

Syndrom demence neovliviluje pouze zivot nemocného, ale vSechny ty, ktefi o n¢j
pecuji (Jarolimova, JaneCkova & Holmerova in Hoschl et al., 2014). S postupujici demenci
lidé ztraceji schopnost sobéstacnosti, a ndroky na péci se tak prubézné zvysuji. V pokrocilém
stadiu onemocnéni mnoho lidi s demenci vyzaduje péci na plny tvazek. Tuto péci vétSinou
poskytuji jejich rodinni pfislusnici a/nebo pratelé, tedy neformdlni pecujici. V domacim
prostiedi je peCovéano az o 80 procent lidi Zijicich s demenci (Holmerova, 2015). Neformalni
pecujici tak lze chapat jako zdroj sluzeb a péce, ktery v mnohém nahrazuje sluzby

profesionalni (Jarolimova, Janeckova & Holmerova in Hoschl et al., 2014).

Poskytovani neformalni péce nema zadné casové limity a neformalni pecujici zpravidla
péci o svého blizkého s demenci stravi vice ¢asu nez profesionalni pracovnik (Pumprova in
Ondrusova et al., 2019). Neformélni péce zahrnuje ukony od obcasné dopomoci az po
neustalé opatrovani, primérna doba péce je udavana na 810 let. Bez vnéjsi podpory mize
byt péce o blizkého clovéka s demenci provazena velkou zatézi a negativnimi dopady na

neformalni pecujici (Jarolimova in Dragomirecka et al., 2020).

2.1 Pecovatelska zatéz (Caregiver burden)

Péce o Cloveéka s demenci je hodnocena jako vice stresujici a s vyS$i trovni uzkosti a
deprese nez péce o starsi dospélé s jinymi onemocnénimi (Pinquart & Sorensen, 2003; Schulz
& Sherwood, 2008). To je pravdépodobné mimo jiné zplisobeno zvysSenou ¢asovou naro¢nosti
péce v pozdéjsich stadiich onemocnéni. VéEtsina neformalnich pecujicich obétuje své aktivity
a konicky, omezi sviij Cas s prateli a rodinou, je nucena zkratit ¢as v zaméstnani nebo se
zaméstnani vzdat uplné. Neformalni pecujici se tak Casto dostavaji do socidlni izolace a maji

tendenci ztracet smysl Zivota (Lindeza et al., 2020). Nékteti pecujici dale popisuji pocit
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osamélosti, protoze demence brani sdileni jejich pocitii s jejich blizkym, o kterého pecuji
(Clemmensen et al., 2020a).

Pozadavky neformélni péce (nejen o lidi s demenci) mnohdy vedou pecujici az na
hranice jejich fyzické vydrze a kladou vysoké psychické, emocionalni, socialni a ekonomické
naroky. Mohou tak pro pecujici znamenat zdroj velké zatéze (Jarolimova, JaneCkovd &
Holmerova in Hoschl et al., 2014). Komplexni vyjadfeni problémi v uvedenych oblastech je
charakterizovano jako multifaktorialni jev se zcela individudlnim rozmérem a oznacovano
terminem pecovatelskd zatéz (Jarolimova in Dragomirecka et al., 2020). PeCovatelské zatéz se
muze objevit hned pfi jejim zah4jeni a jeji miru pecujici pocituji jako stejnou po celou dobu
péce, nebo se zacne zvySovat pii nastupu problematickych projevii daného onemocnéni jejich
blizkého, o kterého pec€uji (Pumprova in Ondrusova et al., 2019). Pecujici o lidi s demenci
jsou dle dostupnych zjisténi vystaveni vysoké mife zatéze a sami sebe vnimaji jako pietizené
(Jarolimova, Janeckova & Holmerova in Hoschl et al., 2014).

Mira pecovatelské zatéze neformalnich pecujicich o lidi s demenci je vedle délky péce
ovlivnéna stadiem a typem demence. Jako jeden z nejsilnéjSich prediktorti pecovatelské
zatéze je pak uvadeén stres zplisobeny predev§im BPSD vcetné denniho a no¢niho putovani,
emociondlnich vybuchli a nevhodného chovani (Sérensen & Conwell, 2011). V této
souvislosti pak nepiekvapi zjisténi, ze zatimco se u pecujicich o blizké s jinym onemocnénim
pecCovatelska zatéz zvysuje snizenim fyzické zdatnosti ptijemcti péce, ziidkakdy se tak stdva u

pecujicich o lidi s demenci (Pinquart & Sorensen, 2007).

Ptes vSe vyse uvedené lze ale konstatovat, ze péCe o blizkého Clovéka s demenci v jeho
vlastnim prostiedi miize byt v mnohém prospésnd, protoze umoznuje pecujicim mit ze sebe
dobry pocit, ucit se nové dovednosti a posilovat vztahy (Schulz & Sherwood, 2008). Pecovani
muze piinaSet fadu pozitivnich prozitkli, pocit soundlezitosti, spolecného sdileni a lasky

(Jarolimova, Janeckova & Holmerova in Hoschl et al., 2014).
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weer 7

2.2 Potrieby a zkuSenosti neformalnich pecujicich o lidi s demenci Zijici ve

vlastnim prostiedi: kvalitativni studie

2.2.1 Abstrakt

Cil: Pocet lidi s demenci se starnutim populace stoupd, vétSina z nich Zije ve svém
vlastnim prostiedi. Pochopeni potieb a zkuSenosti neformalnich pecujicich je zasadni pro
zajisténi optimalni péce a udrzeni kvality zivota pecujicich 1 jejich blizkych s demenci. Tato
studie zkouma zkuSenosti a potieby neformalnich pecujicich poskytujicich péci o lidi

Design a metoda: Byl zvolen kvalitativni pfistup. Byly provedeny polostrukturované
rozhovory s osmi neformalnimi pecujicimi o lidi s demenci. K analyze shromazdénych tdaji
byla pouzita tematicka analyza.

Vysledky: Tematicka analyza identifikovala ¢tyfi hlavni témata tykajici se potieb a
zkuSenosti pecujicich s poskytovanim péce o jejich blizké s demenci: informace a sluzby,
bezpeci, integrita a osobni Cas.

Zavéreéna doporuceni: Potieby a zkuSenosti neformalnich pecujicich o lidi
s demenci je nutné peclivé zjistovat. Zajisténi vhodné podpory pro neformalni pecujici na
zaklad¢ jejich zkuSenosti s poskytovanim péCe je zdsadni pro minimalizaci pecCovatelské

zatéze a vede k lepsi kvalité zivota pecujicich 1 téch, o které pecuji.

Kli¢ova slova: demence; potieby; zkusenosti

2.2.2 Uvod

Pocet lidi zijicich s demenci se se starnutim populace zvysSuje a vétSina z téchto lidi
dava ptrednost Zivotu ve svém vlastnim prostfedi (Fiange et al., 2019). Lidé s demenci ziji

pievazné ve svych domovech, kde se o n¢€ nejcastéji staraji jejich rodiny a blizci, nejcasteji

partnefi ¢i dospéli potomci (Winblad et al., 2016). Celosvétové hraji rodinni a dalsi
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neformalni pecovatel¢ Ustiedni roli pii poskytovani péfe o lidi s demenci Zijici ve svém
vlastnim prostiedi (Tatangelo et al., 2018).

Syndrom demence je doprovdzen zhorSenim kognitivnich funkci, kontroly emoci a
chovani a ztratou motivace. Clovék s demenci postupné ztraci sob&statnost a potieba péce
nartsta. Péce o ¢lovéka s demenci miize byt velkou zaté€zi a bez nalezité podpory miize mit
pro neformdlni pecujici negativni disledky (Jarolimova in Dragomirecka et al., 2020). Je
proto tifeba identifikovat potieby pecujicich o lidi s demenci a jejich zkuSenosti s
poskytovanim péce. Nedostatecné uspokojovani jejich potfeb miize mit negativni dopad na
kvalitu poskytované péce a snizit i samotnou kvalitu Zivota nejen pecujiciho, ale také jeho

blizkého s demenci, o které¢ho pecuji (Remr in Dragomirecka et al., 2020).

2.2.3 Metodologie

Byl zvolen kvalitativni ptistup (Grove, Burns & Gray, 2013). Pro pfimy popis
zkoumané oblasti je pouzit deskriptivni pfistup. Tento pfistup je zalozen na popisu a
interpretaci zkuSenosti a jedndni lidi nebo skupin lidi v socidlnim a kulturnim kontextu. Data
byla sbirdna pomoci polostrukturovanych rozhovorti a analyzovana pomoci tematické analyzy

(Graneheim & Lundman, 2004).

Udastnici studie
Bylo provedeno celkem osm polostrukturovanych rozhovort s rodinnymi pecujicimi o
¢lovéka s demenci Zijiciho ve vlastnim prosttedi. Ugastniky byli primarni pe¢ujici definovani
jako osoba, ktera piebira primarni odpovédnost za pédi o osobu s demenci. Ugastnici byli
osloveni ve spolupraci s geriatrickou ambulanci a diky spolupraci dvou organizaci
poskytujicich terénni socialni péci na izemi Prahy.
Ugastnici byli ve véku od 25 do 74 let. Primé&rny vék uéastniki byl 54 let. Populace ve

studii obsahovala pecujici voucku (n = 1), dcery (n = 3), syna (n = 1), manzelku (n = 2) a
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manzela (n = 1). Sest Gcastniktl zilo se svym rodinnym pfislusnikem s demenci, dva ucastnici
zili v odd€lenych domécnostech. Osoby s demenci, o které se ucastnici starali, se pohybovaly
v rozmezi od stfedni azZ po pokroc¢ilou demenci. Pfed ziskanim souhlasu byly ucastnikiim

poskytnuty podrobné informace o studii.

Sbér dat

Data byla sbirana pomoci polostrukturovanych rozhovort. Rozhovory probihaly mezi
srpnem 2020 a lednem 2021. Rozhovory trvaly od 25 do 50 minut. Jako voditko pro
rozhovory slouzil seznam otevienych otazek pfipravenych vSemi autory a vychazely
z prehledu literatury, ktery byl autory zpracovan v ramci Sirs$i vyzkumné studie (Bartova et
al., 2021). Otazky pro rozhovor byly navrzeny tak, aby zachytily potfeby a zkuSenosti s péci o
osobu s demenci a prekazky pii feSeni téchto potieb.

Vsem ucastnikiim bylo polozeno celkem pét otazek, z nichz dvé byly déale doplnény
dil¢imi podotazkami: 1) MuzZete, prosim, popsat své zkusenosti s poskytovanim péce o svého
blizkého s demenci? S dopliujicimi podotazkami: a) jaké jsou vaSe zkuSenosti s formalni
péci? A b) jaké jsou vase zkuSenosti s neformalni podporou? 2) Co vnimate jako nejvétsi
zatéz? 3) Co vnimate jako potfebnou podporu? a) Dostupnou nebo b) nedostupnou. 4) Jak
byste zhodnotil/la potteby svého blizkého, o kterého se starate? 5) Dokazete posoudit své

potieby? VSechny rozhovory byly provedeny prvnim autorem (AB).

Analyza dat

Tematicka analyza navazovala na navrh abstrakce, protoze zdlraziiuje popisy a
interpretace na vyssi logické urovni. Mezi ptiklady abstrakce patii tvorba kodu, kategorii a
témat na riznych urovnich (Graneheim & Lundman, 2004). Proces analyzy zahrnoval n¢kolik
krokii, které byly pribézné diskutovany tymem viech autort. Ucastnici obvykle hovofili
Siteji, nez vyzkum predpokladal. Analyza se zamétila pouze na tdaje tykajici se zkusSenosti s
poskytovanim neformalni péce o Clovéka s demenci. Rozhovory byly ¢teny nékolikrat, aby
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bylo mozné dostate¢né porozumét obsahu a vyznamim danych odpovédi. Data byla
analyzovdna pomoci induktivni analyzy obsahu (Graneheim, Lindgren & Lundman, 2017).
Byly oznaceny a kdédovany dilezité vyznamové jednotky, slova, véty nebo cely odstavec,
které byly v souladu s vyzkumnou otazkou (cil této studie). Kody byly seskupeny do deviti
podkategorii podle jejich podobnosti. Nasledn¢ byla formulovana CcCtyfi témata, kteréd
sjednotila obsah v podtématech. Ctyfmi hlavnimi tématy jsou: 1) informace a sluZby, 2)

bezpeci, 3) integrita a 4) osobni Cas.

Eticka komise

Tato studie byla schvélena etickou komisi Gerontologického centra v Praze (Ceska
republika). Pfed provedenim rozhovorii byly podepsiany a shromazdény informované
souhlasy. Rozhovory byly analyzovany anonymné. Zvukové piepsané rozhovory byly

anonymizovany pomoci kodu a byly uloZeny v pocitaci chranéném heslem.

2.2.4 Vysledky

Zadny z neformalnich pelujicich, ktefi se zucastnili studie, nevyjadiil moZnost umistit
svého blizkého v soucasném stadiu demence do pobytového zafizeni. VSichni pecujici vSak
formulovali svou potfebu pomoci se skuteCnou péci v rtiznych oblastech, aby zajistili, Ze
jejich blizky bude moci setrvat ve svém vlastnim prostfedi. Za klicové faktory pfi zvladani
pecovatelské zatéze byl oznacen dostatecny piistup k informacim a sluzbam, zajisténi bezpeci
jejich blizkému s demenci, podpora jejich integrity a dostatek volného Casu pro sebe sama.
Nasledujici ¢ast predstavuje témata a podtémata, ve kterych neformalni pecujici sdélovali své
potieby a zkuSenosti s péci o Clovéka s demenci z vlastni perspektivy. Jejich tvrzeni jsou

podlozena pfimymi citacemi z provedenych rozhovort.
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Informace a sluzby

Z rozhovor s neformdlnimi pecujicimi vyplynuly zna¢né rozdily v povédomi o
specifikach péce o lidi s demenci a dostupnosti podpurnych sluzeb vhodnych pro jejich
blizkého jako podpora samotné péce. Téma informace a sluzby odhalilo konkrétni dilci
témata, ve kterych pecujici podrobnéji komunikovali své zkuSenosti a potieby: 1) dostupnost

potiebnych informaci, 2) ptistup ke sluzbam a 3) finance.

Informace

VSsichni pecujici si uvédomovali diilezitost informaci o syndromu demence a aktualnim
stavu jejich blizkého. Nékteti z nich dale uvadeli, ze by pro né bylo velmi pfinosné, kdyby
tyto informace byly dostupné na jednom kli¢ovém misté: ... jedna broZura nebo web se
souhrnem praktickych informaci. Dva z dotazovanych pecujicich pfipustili, ze potiebné
informace lze dohledat. Vyjadrili vsak touhu po snadnéj$im ptistupu k nim v nasledujicich
formulacich: To vSechno se da najit, ale zbytecné to zabira cas a néco mé ani nenapadne
hledat a takze nejde o to, zZe by neexistovaly, ale o to, ze to musim zdlouhave hledat. Pecujici
si dale uvédomovali, Ze informace musi byt komplexni, ale jako zcela zasadni hodnotili, aby
byly jasné, srozumitelné a snadno pouzitelné podle aktudlnich potieb. Jedna pecujici se citila
zmatend a prehlcend informacemi dostupnymi na internetu a formulovala svou frustraci: Mam
z toho pocit, Ze nedelam dost. Co bych vsechno bych méla zajistit? Nemam dost penéz na to,
abych mu (manzelovi) nakoupila vSechno, co pisou, Ze je pro néj uzitecnée.

Jedna pecujici dale vyjadiila sviij udiv nad tim, Ze odbornik nebyl schopen poskytnout
informace pfimo souvisejici se stavem pacienta: Nechdpu, proc¢ psychiatr nemiize matce

doporucit nejlepsi moznosti kognitivniho tréninku.

Sluzby
Vsichni pecujici vyjadtili potfebu dostupnych sluzeb reagujicich na individudlni potieby

v péci o jejich blizkého s demenci i o né samotné. Konkrétni potieby, které pecujici
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vyjadiovali, se velmi lisily z divodu jejich individudlnich dovednosti. Jeden z pecujicich
muzll vyjadril potfebu pomoci pii péci o domécnost: Myslim, Ze potrebuji nejakou pomoc s
péci o domdcnost. Zjistil jsem, Ze pro mou zenu by bylo lepsi, kdybych varil. Ja to ale neumim,
nikdy jsem se o tyhle véci nestaral. Takze nam kupuji hotova jidla a ohrivam je v mikrovince,
ale to asi neni uplné idealni stravovani. (...) Moje zena vzdycky varila. Ale ted’ to nedokdze
sama. (...) Potreboval bych mozna nékoho, kdo by varil s ni.

Mezi nej€astéjsi potieby posuzované v této oblasti patfila pomoc s ADL a pfistup ke
smysluplnym dennim aktivitdm: Ale jak jsem rekl, prosté urcite potiebuje nekoho, kdo by ji
pomohl ve sprse a také se wjistil, Ze ji. (...) Nebo nékoho, kdo by ji cas od casu vzal na
prochazku. Pti vétsin€ rozhovorl pecujici vyjadrili touhu zajistit svym blizkym vnéjsi
aktivity: Nejvic by mi pomohlo, kdybych nasel nékoho, kdo by s ni (matkou) chodil ven. A
vymyslel pro ni néjaké akce mimo diim.

Pecujici dale zminovali motivaci svych blizkych s demenci jako bariéru pfi nabizeni
jakéhokoli programu. Citili, Ze je obtizné piesvédcit své blizké o vyhodach navrhovanych
¢innosti. Ani pro né nebylo snadné najit vhodnou a smysluplnou ¢innost, kterou by ¢lovék s
demenci vnimal jako smysluplné straveny Cas: Pro me by bylo uzitecné mit néjaké odkazy na
sluzby dostupné v miste bydliste, moznosti vhodnych socialnich kontaktii a prosté néco, co by

davalo smysl.

Finance

Otazku financi otevfeli dva pecujici. Jedna pecujici vyjadfila své potize s placenim
jakychkoli dalsich sluzeb: Penize mi témeér nestaci na najem a na jidlo, nemuzu si pak dovolit
utratit za néjaky luxus nebo cokoli jiného. Dalsi pecujici formulovala potiebu ohodnotit
casovou a emocn¢€ narocnou péci, kterou poskytuje: (...) protoze mné, kdyz jsem s detmi sama,
by opravdu pomohlo mit néjaké penize za péci o mamu. Myslim, Ze si to zaslouzim. Protoze je

opravdu tézke postarat se o ni.
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Bezpeci

Potiebu zajisténi bezpeci pro svého blizkého s demenci formulovali pecujici ve dvou
oblastech: 1) bezpe¢ny domov a 2) porozuméni komunity. Prvni oblast obsahuje zabezpeceni
domaécnosti a upravy domécnosti pro lepsi ptilezitosti k podpote nezavislosti jejich blizkych s
demenci. Nejbéznéjsim hodnocenym nebezpecim bylo vateni: (...) pak si chtéla ohrat mléko
nebo vodu a omylem zapnula troubu, takze skoro vyhorela. (...) Tak uz ma jen mikrovinku,
kde ma presné nakreslené zvyraznovacem, co ma zmacknout, kdyz chce néco ohrat.

Pochopeni komunity je zasadni pro bezpeci zivota lidi s demenci dle nazoru vice nez
poloviny pecujicich, ktefi se ucastnili rozhovorii. Citili nervozitu, kdyz nechavali svého
pribuzného s demenci bez dohledu: Pak vysla po ulici a nevédéla, kde bydli (...) takze bohuzel
uz je doma jako vezen, protoze jsem ji musela vzit klice a je tam zamcend, kdyz nejsem s ni.
Dalsi pecujici zduraznil nebezpeci, kdyz nechal svého blizkého s demenci samostatné
nakladat s financemi: Jednou dala postakovi velmi tucné dysko. Velmi tucné! TakzZe jsem
musel sundat zvonek u dveri (...) protoze kdokoli zazvonil, sla otevrit. Pecujici déle vyjadril
obavu z obchodnikt, ktefi nabizeji nejrtiznéjsi sluzby piimo v domadcnosti jako naptiklad

brouseni nozu.

Integrita

Polovina pecujicich vnimala potfebu zachovat osobni integritu svého blizkého s
demenci. Shoduji se pfi vypravéni situaci, kdy se jejich blizky snazil feSit socidlni situace,
jako by byl zcela zdravy a ptreceinioval své aktualni schopnosti. Jedna pecujici popsala situaci:
Ona (matka) nevédela, Ze tu hru nikdy nehrdla. Nechtéla ale, aby si nekdo myslel, Ze na to
nema. Tak tvrdila, Ze tu hru velmi dobre zna, a jesté vypravéla, jak ji ale nikdy nemohla hrat,
protoze ji za jejich mladych let mohli hravat jenom muZzi.

Oblast integrity byla poté formulovéna do dvou konkrétnich dil¢ich témat: 1) diistojnost

a 2) ptijeti odborné péce.
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Diistojnost

Neformalni pecujici hodnotili zachovani distojnosti svych blizkych jako velmi dilezité.
Jedna z pecujicich hodnotila celkovou situaci velmi emotivné: (...) je to tak smutné. Hanebné,
stari je tak nediistojné. Byla to dokonala Zena, modni, elegantni dama, a ted’ je z ni jen tak
strasna troska. Ach jo, kdyz si vzpomenu na roky, kdy byla jeste v pohode, je to... (ticho).
Dalsi pecujici zminila zajiSténi distojnosti své matky s demenci jako klicové pii poskytovani
péce: Je v mnoha ohledech stile sobéstacnd, citim jako nejvetsi potrebu zachovani jeji
dustojnosti.

Pecujici muz formuloval konkrétni nepiijemnosti v otdzce zajisténi diistojnosti své
manzelky s demenci: Nejvic mi vadi inkontinence behem dne (...) nechce nosit ty kalhoty a
proste si je sviekne. Dale se svéfil, ze jeho Zena ztratila Cich, coz celou situaci jesté
komplikuje: Vypere si kalhotky v ruce, ale kdyz uschnou, stdle to je citit. (...) Takze to po ni
prepiram, ale ona to nesmi vedet. Jako nejvice nepiijemné hodnotil situace, kdy musi svou
manzelku nutit do pouzivani inkontinen¢nich pomtcek: Kdyz jdeme nékam ven, musim ji
prinutit, aby si dala alespon viozku do kalhotek. To uz je pravdépodobné za hranici
dustojnosti (...) nebo nevim, ale prosté musim.

Prijeti péce

Pecujici vnimali, Ze ochota jejich blizkych s demenci ptfijmout pomoc nékoho jiného je
naprosto zasadni. Tti pecujici uvedli, Ze je nemozné zapojit do péce jakéhokoli nezndmého
profesionédlniho pecujiciho. Jedna z nich to konkrétn¢€ popsala: Socialni pracovnice dostaly
klice, Ze ji (matce) pomohou v koupelné a budou s ni, kdyz nebudu doma (...) postaraji se o
ni, ze si s ni budou cist a daji ji obéd. Ale byla z nich tak strasné nervozni, ze na né byla tak
neprijemnd, ze jsem to vzdala. Dalsi pecujici pouze konstatoval: Nema rada cizi lidi. Byla
takova cely sviij zivot (...) a ted se uzaviela do sebe jesté vic a Zije ve svém vlastnim sveété a

nikoho k sobé prosté nepusti.
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Z jednoho rozhovoru také vyplynulo, Ze neformalni pecujici méla tak vysoké naroky
na péci o svou matku, Ze nechce nechat nikoho jiného, aby se o ni postaral: Ja se néjak
obdavam, ze by se k ni nezachovali pékné. Kdyz ji neznaji a neveédi, jaka byla cely svuj Zivot,

mohli by ji treba ublizit. Nechci, aby byla smutna a aby ji nekdo treba ponizZoval.

Osobni Cas

Vsichni neformalni pecujici, ktetfi se ucastnili rozhovoru, pocitovali velky nedostatek
Casu pro sebe sama. Diuvody téchto pocitii byly zplisobeny zejména: 1) kombinaci péce o
jejich blizkého s demenci s dal§imi povinnostmi a 2) poptavkou po jejich neustalé pritomnosti
ze strany jejich blizkého s demenci. Prvni divod, ktery byl pfitomen, zvlast¢ kdyz byl
pecujici stale v pracovnim procesu a mél jiné rodinné povinnosti nez péci o Cloveéka s
demenci: Moje ,number one ‘ je odpocivat, protoze viastne pracuju od rana do vecera a porad
v plné rychlosti. A Zadné vikendy. To tam prosté neni. (...) A také mam docela narocnou prdci,
je to pro mé psychicky dost narocné. (...) A nékdy musim byt i se svymi detmi. Jsou porad jesteé
dost malé.

Pecujici citili tlak, kdyz jejich blizci neustale vyzadovali jejich spolecnost. Podle jejich
zkuSenosti jejich blizci s demenci hodnotili jejich kratkou nepiitomnost jako stalou osamélost.
Jeden pecujici to formuloval: Ona (manzelka) potiebuje, abych byl porad s ni. Kdyz jdu treba
na nakup, zavold mi desetkrat a pta se, kde jsem. Nechavam ji vSude vzkazy, ale ona to necte.
Nevim, jestli si mysli, Ze ji opustim? Nevim...

Aby méli pecujici volny Cas pro sebe, citili, ze potiebuji pomoc s péci o svého
blizkého b&hem jejich nepiitomnosti. Casto viak nebyli schopni sami aktivné vyhledat
takovou pomoc (vhodné socidlni sluzby), nemohli pozadat o pomoc (rodina nebo ptatelé)
nebo nebyli schopni pfijmout dostupnou ¢i nabidnutou pomoc. To déale odhalilo dil¢i téma

neformalnich zdrojt.
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Neformalni zdroje

ZkusSenosti s neformalni pomoci (rodinou, ptateli) pii péci o blizkého s demenci se v
rozhovorech liSily. Hlavnim divodem téchto variaci byly vztahy v rodiné a osobnost
pecujiciho, zejména schopnost cilené pozadat o pomoc. Sdéleni neformalnich pecujicich Ize
rozdelit do dvou pfistupti: 1) pecujici maji pocit, Ze ostatni clenové rodiny by se méli na péci
vice podilet, ale s zadosti o jejich pomoc maji Spatné zkusenosti, nebo 2) pecujici o pomoc
nikdy své piibuzné nepozadali, protoze uz tak maji pocit, ze jsou ptili§ vytizeni. Prvni piistup
byl patrny, kdyz se neformalni pecujici starali sami o svého rodice a necitili zddnou aktivitu a
podporu v péci od svych sourozenct: Potrebuji, aby mé moje sestry nekdy vystridaly. A to
neprichazi v uvahu, protoze nemaji cas, ale co ja? Mam malé deti. Ve skutecnosti jsou o
dvacet let starsi nez ja. Uz maji dospéle deti, ve skutecnosti miiZou resit jenom samy sebe. Ale
ony se prosté nezajimaji. Reknéme, Ze jedna Zije prilis dost daleko, ale ta druhd je hned za
rohem.

Ve vétsing piipadil viak samotni respondenti o pomoc nepozadali. Casteéné proto, Ze
nechtéli obtézovat své ptibuzné: Nikdy predtim jsem nepozadal o pomoc, neustdale pracuji
(dcery). Ale kdyby to bylo prilis tézké, dcery by mi urcité pomohly. Céastednd proto, e
pozadavek na pfedavani praktickych informaci o skute¢né péci byl pro né vice zatézujici, nez
kdyz péci zajistili sami: My mame vyzkousené, co nam funguje a co ne (hygiena). Nedokdzu si
predstavit, Ze by to delal nékdo jiny. Jedna pecujici se navic citila nejisté, kdyz méla ukazat
svoji potfebu pomoci s péci a obavala se natlaku na umisténi jejtho manzela do pobytového
zafizeni ze strany jeho déti: Nikdy je (déti) nebudu Zadat o pomoc. Vzdycky na mé tlaci, abych
uz vyplnila Zadost o néjaky pecovatelsky diim.

Kromé potieby najit nékoho, kdo je zastoupi v péci, si pe€ujici uvédomovali, Ze je
velmi dilezité sdilet své pocity s rodinou a ptateli. Potrebuju obcas s nekym si promluvit.
Neékomu rict, jak moc mi leze na nervy. Ne vSechny nase déti tomu rozumi, jenom piilka z nich.
Ja ale potrebuju nékomu si na vsechno postézovat. Dalsi pecujici formulovala svou potiebu
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citit se bezpecné&, kdyz mluvila o svém stresu: Potrebuju si obcas zanadavat. Nechci, aby mé
néekdo soudil, vazne to delam nejlip, jak umim. Ale obcas toho mam dost a potrebuju si otevrit

lahev vina s kamarddkou a na vsechno si postezovat.

2.2.5 Diskuse

Vzhledem k ocekavanému nartstu poctu lidi Zijicich s demenci a nedostatku formalni
pracovni sily hraji pii poskytovani péce o lidi s demenci kli¢ovou roli rodina a dalsi
neformalni pecujici (Tatangelo et al., 2018). Proto je nutné se zodpovédné zabyvat a zkoumat
jejich potfeby a zkuSenosti s péci, aby jim bylo mozné poskytnout vhodnou podporu.

V souladu s ptfedchozim vyzkumem pecujici v predlozené studii oznacili kontext
poskytovani informaci za dilezity. Informace jsou uzitené, jsou-li pfizptisobeny potiebam a
pfanim osoby s demenci i jejich pecujicich a pfiméfené stadiu onemocnéni, které demenci
zpusobuje (Bartova et al., 2021; Francis & Hanna, 2020). Neni bez zajimavosti, ze informace
ziskané ze vzajemné podpory od ostatnich neformélnich pecujicich byly hodnoceny jako jesté
prinosnéjsi. Pecujici ocenuji, ze se od ostatnich mohou poucit, jak se vypotadat s vyzvami,
kterym celi pii péci o svého blizkého s demenci (Greenwood et al., 2017). Soucasné studie
bohuzel ukazuji, Ze tato pozitivni zkuSenost neni pfili§ béznd, pficemz vétSina pecujicich
hodnoti, Ze nedostava od sluzeb dostatek informaci (Francis & Hanna, 2020). Zjisténi, ze
potieba pfistupu k informacim neni uspokojena, by méla vyvolat obavy v soucasnych
systémech zdravotni a socidlni péce a vyzaduje adekvatni reakci (Bartova et al., 2021).

Potiebu pristupu ke sluzbam uvadéji pecujici, kromé Cinnosti spojenych s péci o
domacnost a pomoci s ALD, v oblasti nabidky moznosti smysluplného traveni ¢asu pro jejich
blizké s demenci. Dulezitost dostupnosti vhodnych psychosocialnich intervenci zdlraziuje i
pfedchozi vyzkum. Tyto intervence podporuji identitu a socidlni ucast a zmiriuji zmény ve
fyzickém a duSevnim zdravi. Zabranuji tak redukci aktivity a z4jmu, coz je vSeobecné

vnimano jako jeden ze zakladnich prvkil kvalitni péce (Bartova et al., 2021). ZkuSenosti
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pecujicich vSak naznacduji, ze psychosocidlni podpora zaméfend na individualni potieby a
zapojeni do dfive cenénych a prospéSnych aktivit neni vzdy pro lidi s demenci dostupna
(Davies et al., 2017; Gorska et al., 2013).

Ptedlozend studie odhalila dvé oblasti v tsili pecujicich zajistit pro své blizké
s demenci bezpeci. V prvni fad€ vnimaji nutnost zabranit nebezpecnym udalostem v domacim
prostfedi. Jednim z vychodisek fteSeni velké casové narocnosti dohledu a zajiSténi
bezpecného, ale zaroven v co nejvyssi mife nezavislého zivota lidi s demenci ve vlastnim
prosttedi mohou byt nové technologie pro bezpecnost, nezavislost a kontrolu s cilem
potencidlné zkratit Cas potiebny pro dohled a dozor (Carswell et al., 2009). Nedavné poznatky
ukazuji, ze neformalni pecujici oceniuji moznost sledovat svého blizkého s demenci na dalku.
Pro vyuzivani technologii, které (nejen) timto neformalni péci o lidi s demenci podporuji, je
vSak zdsadni pochopeni a pfijeti ucelu jejich vyuziti nejen pecujicimi, ale 1 samotnymi lidmi
s demenci. Kromé¢ toho je rovnéz dilezité zavést technologii na pocatku trajektorie syndromu
demence (Fidnge et al., 2019). Nezbytnou soucasti podpory nezavislého fungovani lidi
s demenci je dale vhodna adaptace jejich prostiedi. To je jeden z dilezitych atributd kvalitni
péce nejen v domacim prostiedi, ale také v pobytovych zafizenich a prostfedi nemocnicni
péce.

Kromé bezpecného fyzického prostiedi hodnotili pecujici v ptedlozené studii jako
nezbytné znalosti a podporu dané komunity. Veiejné povédomi o demenci je tfeba zlepsit
prostiednictvim informacnich aktivit, jako jsou vefejné piednasky a oteviené schizky v
zafizenich klinické péce a informace poskytované prostiednictvim hromadnych sdélovacich
prostiedkt, socidlnich médii a organizaci pacienti (Winblad et al., 2016). Bezpecny domov a
komunitu spolu se znalosti daného okoli, blizkych sluzeb a podpory identifikuji také sami lidé
s demenci jako divody, pro€ chtéji zistat ve svém vlastnim prostedi (Morrisby et al., 2018).

Potieba tcastniki udrzovat integritu svého blizkého s demenci odpovida konceptu
péCe zaméfené na Clovéka, tedy individualizovaného poskytovani péce podle piedchozich

50



zkuSenosti Clovéka — jeho hodnot, kultury a osobnich preferenci (Kintwood, 1997).
Neformalni pecujici bezpochyby hraji dtlezitou roli pii identifikaci a feSeni nenaplnénych
potieb jejich blizkych s demenci (Black et al., 2019). Samotni lidé s demenci jsou vSak také
dilezitymi informatory o svém vlastnim Zivoté a subjektivnim blahobytu (Kitwood, 1997;
Shiells et al., 2019). Jak dokazuji pfedchozi vyzkumy, lidé s demenci jsou schopni sami
vyjadiit a sdé€lit své potieby. Jejich zkuSenosti by proto mély byt zohlednény pii planovani
péce zamétené na Cloveéka spolecné s perspektivou osob, které jim péci poskytuji (Bartova et
al., 2021).

Téma nedostatku osobniho ¢asu neformalnich pecujicich vyplyvajici z provedenych
rozhovorti lze dale specifikovat jako nenaplnénou potiebu volného Casu pro socializaci,
volnocasové aktivity, odpocinek nebo dovolenou. Potieba ¢asu mimo pecovatelskou roli je
casto nesplnéna z divodu nékolika piekazek, v€etné neochoty pecujicich vyuzivat dostupné
pecovatelské sluzby kvili vnimané nedostate¢né kvalité, flexibilit¢ a vhodnosti sluzby nebo z
ditvodu, ze jejich blizci s demenci s formalni péci nesouhlasi. Neochotu pecujicich vyuzivat
jakékoli formalni sluzby dale zvySuje jejich pocit loajality a zavazku viici milované osobé
(Tatangelo et al., 2018).

Poskytovani neformélni péce o osoby s demenci je Casto spojeno s peCovatelskou
z4atézi. Presto je v domécim prostiedi pecovano az o 80 procent lidi s demenci (Holmerova,
2015). Je tomu tak i1 proto, ze velkd Cast neformalnich pecujicich vniméa svou roli jako

smysluplnou (Jarolimova in Dragomirecka et al., 2020).

Silné a slabé stranky studie

Vysledky této studie nelze zobecnit kviili malé velikosti vzorku ucastnikd. Maly vzorek
ucastnikit byl zplsoben neptfedvidatelnou situaci tykajici se pandemie koronaviru a
souvisejicich opatieni. Studie vSak pomohla osvétlit zkuSenosti a potteby neformélnich
pecujicich lidi s demenci tim, ze jim dala pfilezitost podélit se o své zazitky prostiednictvim

polostrukturovanych rozhovora.
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Zavér

Rostouci pocet lidi s demenci zvySuje potiebu lepsi podpory a péfe o neformalni
pecujici, kteti hraji ustfedni roli pfi poskytovani péce lidem s demenci Zijicim ve vlastnim
prostiedi. Na zéklad¢ analyzy polostrukturovanych rozhovori s neformalnimi pecujicimi byla
identifikovana ¢tyfi hlavni témata a déle specifikovana Sesti podtématy. To poskytuje dikazy
o Siroké Skale potieb a zkuSenosti pecujicich. K zajisténi optimalni péce je nutné komplexni

posouzeni potieb jak samotnych lidi s demenci, tak téch, kteti jim poskytuji neformalni péci.
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2.3 Prehled nejéastéji uvadénych potieb neformalnich pecujicich o lidi
s demenci
Je dulezité pochopit potfeby neformdlnich pecujicich z jejich vlastni perspektivy a tyto
informace nasledné vyuzit pro rozvoj intervencnich programti nebo modeli péce tak, aby byly
jejich potteby uspokojeny. Neddvny systematicky piehled potieb neformdlnich pecujicich
identifikuje dv¢ hlavni témata, kterd blize specifikuje konkrétnimi potfebami (Mccabe, You &

Tatangelo, 2016):

e Potfeby spojené s managementem péce, mezi které patii: a) potfeba informaci,
b) pomoc pii zvladani ADL, TADL a BPSD, c) potieba podpory formalni péci
a d) neformalni podpora.

e Osobni pottfeby pecujicich, které zahrnuji: a) péci o vlastni fyzické a psychické zdravi,

b) pottebu fidit vlastni Zivot.

Tato zjisténi koresponduji s védeckymi ditkkazy i s vyse uvedenym vlastnim vyzkumem.
Skala i obsah sd&lovanych potieb a zkusenosti s pééi o blizkou osobu s demenci jsou velmi
rozsahlé. Potieby se prolinaji a v pribéhu péce se proménuji. Nasledujici text se blize vénuje
potiebé informaci, potfebé koordinace péce a sluzeb a osobnim potfebam neformalnich
pecujicich jako tfem vyznamnym témattim, kterd zahrnuji konkrétni potteby sdélované napfiic

spektrem neformalnich pecujicich pii zkouméani této problematiky.

2.3.1 Informace

VétsSina neformdlnich pecujicich nemd ptfedchozi znalosti nebo zkuSenosti s péci o
Cloveéka s demenci. Poskytovani pfistupu k relevantnim a spolehlivym informacim je tak

nezbytné k zajisténi trvalé a kvalitni péCe. Pristup ke spolehlivym informacim je pro lidi
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s demenci a jejich neformalni pecujici zcela zasadni potfeba, jejiz naplnéni mize mit
vyznamny dopad na péci a celkovou kvalitu Zivota (Soong et al., 2020).

Pecujici pottebuji dostatek informaci a podporu po celou dobu péce (Jarolimova,
JaneCkova & Holmerova in Hoschl et al., 2014). Znalost problematiky demence je pe€ujicimi
ocenovana jako podpora orientovani se béhem progrese onemocnéni a nezbytnost pro
porozuméni ménicim se potfebam a chovani jejich blizkého s demenci (Clemmensen et al.,
2020a). Zvlasté potiebné jsou dle pecujicich informace o diagndze a progresi demence, véetné
pfiznakli a problémi se zdravim a chovdnim souvisejicim s danym onemocnénim, a
informace k poskytovani péce, jako jsou strategie zvladani ADL, postupné ztraty kognitivnich
funkci, BPSD, informace o dostupné farmakoterapii a podptrnych sluzbach (Mccabe, You &

Tatangelo, 2016; Soong et al. 2020).

Mohlo by se zdat, Ze potfebné informace o syndromu demence a péci o Cloveka s
demenci jsou snadno dostupné na internetu. Ze zkuSenosti neformalnich pecujicich ale
vyplyva, ze z pocatku péce nevédéli, jaké informace maji hledat (Dragomirecka et al., 2020)
nebo se citili zahlceni jejich velkym mnoZstvim (Mccabe, You & Tatangelo, 2016). Jako
klicova se pak jevi prilezitost k ziskani pozadovanych informaci na jednom misté¢ (Soong et

al. 2020). Tuto potiebu potvrzuji i vlastni zjisténi kvalitativniho vyzkumu.

2.3.2 Koordinace péce a sluzeb

Pfi vyuzivani sluzeb pecujici postradaji predevsim individualizovanou pomoc s jejich
vybérem a koordinaci (Dragomirecka et al., 2020). Podobné jako v piipadé potiebnych
informaci je v nabidce sluzeb mnohdy obtizné se zorientovat, matouci se pak muze zdat
sladéni riznych systému péce, piedev§im zdravotniho a socidlniho. Stejné€ jako lidé s demenci
také neformalni pecujici vnimaji velké nedostatky v komunikacnich mechanismech mezi
ptislusnymi sluzbami, coz komplikuje jejich vhodné vyuzivani (Gorska et al.,, 2013). I
v pfipadé vyuzivani sluzeb je tedy vysoce pfinosna existence jednoho mista, kam je mozné se
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v piipad¢ potieby obratit o pomoc, v tomto ptipadé s koordinaci péce a sluzeb (Holmerova,
2018).

Pii poskytovani formalni podpory pro splnéni potfeb neformalnich pecujicich se
poskytovatelé sluzeb i1 pecujici shoduji na potiebé flexibilnich feseni, kterd odpovidaji jak
pottebdm podpory clovéka s demenci, tak potfebdm pecujiciho. Sami pecujici vSak maji
zkuSenosti s tim, ze formalni sluzby byvaji asto pfili§ strnulé na to, aby mohly vyhovét jejich
riznym potfebam k udrzeni vlastni pohody (Clemmensen et al., 2020a). Uznani role a
individudlnich potieb neformalnich pecujicich, spoluprace s nimi a jejich podpora je soucasti
dilezité strategie péCe zameétené na clovéka (person centred care) uznavané jako klicové
vychodisko poskytovani kvalitni péce o lidi s demenci (Holmerova, 2018). Principtim péce
zaméiené na ¢lovéka se blize vénuje kapitola Potieby lidi Zijicich s demenci.

Jednim ze zptsobt, jehoz efektivitu v souCasné dobé potvrzuje dostatek védeckych
dikazl, jak zajistit podporu lidi s demenci a jejich neformdlnich pecujicich s ohledem na
jejich individudlni potieby, tedy péci zaméfenou na Cloveéka, je pristup case managementu
(Holmerova, 2018). Pfistupu case managementu je vénovana samostatnd kapitola Case

management v péci o lidi s demenci.

2.3.3 Osobni potieby pecujicich

Osobni potieby neformalnich pecujicich o lidi s demenci lze rozdé€lit na oblasti péce o
vlastni zdravi a potfeba Casu pro sebe sama. Péce klade velké naroky na fyzickou i
psychickou odolnost a je spjata semocionalnim vypétim (Jarolimové, Janeckova &
Holmerova in Hoschl et al., 2014). VétSina neformalnich pecujicich si uvédomuje dilezitost
zachovani vlastniho fyzického 1 psychického zdravi prevazné z dlivodu zachovani schopnosti
pokracovat v plnéni své peCovatelské role a obavy z toho, co by se stalo s jejich blizkym,
kdyby nebyli schopni v péc¢i pokracovat (Tatangelo et al., 2018). Na rozdil od snahy zajistit
pomoc svému blizkému si vSak pecujici mnohdy své limity a potize sami neuvédomuji,
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nemaji silu na né¢ vhodné reagovat (Clemmensen et al., 2020a) nebo své potieby povazuji za

irelevantni (Tatangelo et al., 2018).

Potiebu osobniho prostoru a volného ¢asu identifikuji pecujici ve vlastnim vyzkumu i
napfi¢ dal$imi zuvedenych studii. Naplnéni téchto potieb zavisi na koordinaci, piipadné
flexibilit¢ formalnich sluzeb stejné jako na zapojeni ostatnich ¢leni rodiny a ptatel do péce.
Od svého okoli potfebuji neformalni pecujici také emocni podporu a pozitivni povzbuzeni.
Diky témto vazbam mohou zazivat pocity sounalezitosti a bezpeci, zvySeni motivace,
uvolnéni emocni zatéze a stresu (Tatangelo et al., 2018). Zaroven vSak mohou potiebovat
pomoc, aby n€koho takového, s kym se mohou pod¢lit o své pocity, nasli, protoze se mnohdy

citi ptili§ zranitelni o emocionalni podporu sami pozadat (Clemmensen et al., 2020a).

2.4 Case management v péci o lidi s demenci

Rozttisténost a neptehlednost riznych zdravotnich a socidlnich sluzeb, nedostate¢na
komunikace mezi jednotlivymi poskytovateli sluzeb a koordinace sluzeb vSeobecné jsou
faktory, které komplikuji zivot jak lidem s demenci, tak jejich neformalnim pecujicim
(Holmerova, 2018). V takové situaci jsou do role koordinatora (Casto nedobrovoln¢)
postaveni sami neformalni pecujici, coz mize jeSté¢ zvySovat pecovatelskou zatéz. Jednim

z pristupti, jak na potieby péce vhodné reagovat, je pristup case managementu.

Case management je aktivni a klientiim kontinualné dostupna (Holmerova, 2018, s. 41)
podpora jednoho odbornika ¢i tymu, ktery je orientovan v péci o lidi s demenci a jejich blizké
zaloZené na principech péCe zaméiené na Clovéka. Vyuziva soucasnych védeckych poznatkii a
pé¢i pribézné¢ vyhodnocuje. Podporuje co nejdelsi setrvani cloveka s demenci v jeho
aktualnim socialnim prostredi, zlepseni jeho kvality Zivota, kvality Zivota jeho neformalnich
pecujicich a kvality péce (Holmerova, 2018, s. 41). Dosahuje toho dobrou komunikaci

s klienty, Cleny tymu a dalSimi profesionaly, poskytovdnim informaci a dalSich potiebnych
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zalezitosti, a predevsim adekvatnim vyuzivanim dostupnych zdrojiit (Holmerova, 2018, s. 41).
K implementaci case managementu do péce o lidi s demenci je vSak zapotiebi vychdzet ze
stavajicich systémii zdravotnich a socidlnich sluzeb a kulturniho prostiedi (Holmerova, 2018,

s. 200).

2.5 Neformalni péce o lidi s demenci — shrnuti

Syndrom demence vedle zivota nemocného ovliviiuje také jeho rodinu a nejblizsi.
Neformalni pecujici jsou nezbytni pii poskytovani péce lidem s demenci Zijicim ve vlastnim
prostiedi (Tatangelo et al., 2018). Potfeby neformalnich pecujicich a jejich zkuSenosti s péci

je tedy nutné dobte prozkoumat, aby jim bylo mozné poskytnout vhodnou podporu.

Neformalni péce o blizkého s demenci muze byt doprovazena velkou pecovatelskou
zatézi, kterd byva vyssi nez péce o Cloveéka bez demence (Pinquart & Sorensen, 2003; Schulz
& Sherwood, 2008). Mira pecovatelské zatéze je vedle délky péce ovlivnéna stadiem a typem
demence, kdy nejsilnéjSim prediktorem je stres zpuisobeny zménami chovani a psychickymi

symptomy demence.

Potieby neformalnich pecujicich o lidi s demenci l1ze rozdélit na potieby spojené s péci
a osobni potieby (Mccabe, You & Tatangelo, 2016). Potieby spojené s péci zahrnuji
predev§im dostupnost potiebnych informaci a sluzeb, které podporuji diistojnost a
individualni potieby Clovéka s demenci. V této oblasti se vSak pecujici potykaji s Cetnymi
bariérami piedevSim v nepichlednosti dostupnych moznosti a malé flexibilit¢ nabizenych
sluzeb. Nemalou piekazkou je také nedostate¢na komunikace mezi sluzbami vhodnymi pro

lidi s demenci.

Své osobni potifeby neformalni pecujici mnohdy zanedbévaji, piestoze jsou si Casto
védomi, ze péCe o vlastni zdravi a pohodu je nezbytnd pro zachovani ptilezitosti peCovat o

svého blizkého s demenci (Clemmensen et al., 2020a; Tatangelo et al., 2018). Strategie péce
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zaméfené na Cloveka vychazi vedle hodnoceni a plnéni potfeb lidi s demenci také z uznani
role a individudlnich potteb neformalnich pecujicich. Jednim ze zptsobu, jak zajistit podporu
lidi s demenci a jejich neformdlnich pecujicich s ohledem na jejich individudlni potfeby je

piistup case managementu (Holmerova, 2018).
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3 LIDE S DEMENCI PRI AKUTNI HOSPITALIZACI

Ptestoze demence Casto nebyva primarnim divodem pfiijeti do nemocnice, v soucasné
dobé jiz existuje dostatek dilkkazli, ze u lidi s demenci je jak zvySené riziko akutni
hospitalizace z jinych pfi¢in (Motzek et al., 2018), tak zvySené riziko hor$i prognédzy a
horsich vysledkt hospitalizace, pfi¢emz mira potencidlné preventabilnich hospitalizaci je az
1,8krat vyssi nez u zbytku populace (Maust et al., 2019). Vzhledem k moznym neptiznivym
dasledkiim hospitalizace pro pacienty s demenci je rozhodujici v€asnad diagnéza demence, a
tedy 1 zachyceni téchto osob s vysokym rizikem pied tim, nez musi byt hospitalizovany.
Pochopeni potencialnich faktorit vedoucich k hospitalizaci lidi s demenci je dilezité pro
kvalitu zivota, uspory nakladli a rozvoj intervenci k prevenci hospitalizace (Rudolph et al.,

2010).

Mezi nejcastéjsi priciny hospitalizace lidi s demenci patii pady, ischemicka choroba
srdecni, gastrointestinalni onemocnéni, zapal plic a delirium (Rudolph et al., 2010). Pacienti
s demenci jsou oproti starSim dospélym bez demence méné Casto piijimani k hospitalizaci
kvili pohybovym problémim, a naopak castéji kvili infekcim, onemocnénim nervového
systému a BPSD (Tolppanen et al., 2014). Z diivodu zhorSeni schopnosti komunikace jsou
lidé s demenci ohrozeni dehydrataci a malnutrici, které mohou vést ke snizeni vahy, bolestem
hlavy, zvySené deterioraci, infekcim a ke zhorSeni onemocnéni (Hajkova et al., 2016).
Mnohym z identifikovanych stavii 1ze potencialné predchazet jednoduchymi zasahy doma,
piipadné v nemocnici s naslednym propusténim do domadci péce (Rudolph et al., 2010).
Zjisténi dale ukazuji, ze Castéjsi hospitalizace mohou byt dusledkem toho, Ze lidé s demenci

méné vyuzivaji ambulantnich sluzeb (Tolppanen et al., 2014).

VSsichni star$i dospéli jsou vystaveni zvySenému riziku deliria spojeného s hospitalizaci,

iatrogennich komplikaci a riziku akcelerovaného kognitivniho a funkéniho poklesu. Zvysené
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riziko hospitalizace a jejich komplikaci a nésledkt je u lidi s demenci jesté vice znepokojujici
v piipadech, kdy kognitivni nebo funkéni pokles pisobi jako rizikové faktory pro

institucionalizaci (Maust et al., 2019).

3.1 Potieby lidi s demenci a zkuSenosti s pé¢i pri akutni hospitalizaci:

scoping review

3.1.1 Abstrakt

Cil: S rostoucim poctem lidi s demenci v populaci stoupé i pocet lidi s demenci v akutni
nemocni¢ni péci. Nemocnice by si proto mély byt dobie védomy potieb téchto pacientl. Dle
soucasnych zjisténi vSak mnohdy nejsou potieby akutné hospitalizovanych lidi s demenci
uspokojeny. Cilem nasledujiciho scoping review je prozkoumat potieby téchto pacientii a
zaroven zkuSenosti z pohledu vSech ucastnikli nemocni¢ni péce: zdravotnického personalu,
neformalnich pecujicich 1 samotnych lidi s demenci.

Metoda: Scoping review studii publikovanych v letech 2010-2020 vyhledanych
pomoci databazi PubMed, Web of Science, PsycInfo, CINAHL, ProQuest a Scopus.
Vyhledavani probéhlo v souladu s pokyny PRISMA.

Vysledky: Do pichledu bylo zahrnuto 22 kvalitativnich studii, jejichz syntéza vyustila v
pét hlavnich témat a Sestnact podtémat: 1) zapojeni neformalnich pecujicich (zdroj informaci,
emoc¢ni podpora, naruseni bézné péce), 2) zdravotnicky personal (povédomi o demenci,
osobnostni pfedpoklady a osobni postoje, efektivni komunikace, budovéani vztahu),
3) management péce (preddvani informaci, kontinuita péce, piilezitost ke smysluplnym
¢innostem, poskytovani péce), 4) autonomie (identita a zapojeni) a 5) prostiedi (fyzické
prostiedi, atmosféra a bezpecnost).

Zavérecna doporudeni: Prestoze pocet vyzkumnych studii zamétenych na potieby lidi

s demenci a zkuSenosti s péci o tyto pacienty pii akutni hospitalizaci roste, je zapotiebi
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dalsich vyzkumt, zejména v oblasti zvySovani povédomi zdravotnického persondlu o
syndromu demence a zaji$téni optimalniho prostfedi pro poskytovani kvalitni péce.

Kli¢ova slova: demence; zkuSenosti; potieby; akutni péce, nemocnice

3.1.2 Uvod

Zvysujici se prevalence demence vede k néartstu akutnich hospitalizaci lidi s demenci.
Potfeby osob zijicich s demenci pfijatych do akutni nemocnicni péce ale nejsou vzdy
uspokojeny (Clissett et al., 2013b; Dewing & Dijk, 2014; Scerri, Scerri & Innes, 2018). Lidé
zijici s demenci maji krom& potieb zpiisobenych akutnim onemocnénim a viceCetnymi
komorbiditami také dal§i komplexni potteby. Kromé toho musi v nemocni¢nim prostredi celit
mnoha dal§im stresoriim (Burgstaller et al., 2018). Obecné plati, Ze osoby s demenci vyZaduji
béhem pobytu v nemocnici vétsi péci nez ostatni pacienti a ve srovnadni s ostatnimi maji také
zvysené riziko komplikaci. Zdravotnicky personal by si tedy mél byt dobfe védom potieb
téchto pacientll (Hermann, Muck & Nehen, 2014).

Star$i 1idé jsou pfijimani do nemocnice castéji nez lidé mladsich v€kovych skupin
(Smith, 2007) a v této kohorté¢ je velmi Casty vyskyt demence. Alzheimer's Society (2009)
uvadi, Ze az 70 procent akutnich nemocni¢nich lizek je obsazeno starSimi lidmi a pfiblizné 40
procent téchto pacienti mé demenci. Lidé s demenci jsou do nemocnice nej¢astéji piijimani
z diitvodl nesouvisejicich s onemocnénim, které syndrom demence zpisobuje (Zuliani et al.,
2011), coz muze vést k menSimu dirazu na jejich potiebu podpory a péce s demenci
souvisejici (Cowdell, 2010; Dewing & Dijk, 2014). V priméru maji starsi lidé s demenci tfi
nebo vice komorbidit, které v ur¢itém okamziku vyzaduji akutni zdravotni péci. Vysoky pocet
lidi s demenci v celé tfadé nemocni¢nich oddéleni by proto nemél byt pirekvapenim
(Mukaetova-Ladinska, Teodorczuk, & Cerejeira, 2009). Navzdory tomu neni kvalita péce o

tyto pacienty v nemocni¢nim prostfedi zdaleka optimalni (Cowdell, 2010; Dewing & Dijk,

2016). Lidé s demenci jsou obvykle hospitalizovani v dobé zdravotni krize (Jackson et al.,
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2017), coz ptinédsi vazné ohrozeni i jejich emocni pohody (Petty et al., 2018) a zarovei riziko
nepiiznivych zdravotnich disledk, jako jsou vyssi mira podvyzivy, dehydratace, prodlouzeni
hospitalizace nebo potieba nasledné institucionalizace ¢i umrtnost, ktera je u téchto pacienti
vys$si nez u pacientii bez demence (Dewing & Dijk, 2014). Pée zamétend na ¢loveka byla
identifikovana jako optimalni pfistup k péci o lidi s demenci. Zavadéni tohoto piistupu
v prostiedi akutnich nemocnic vSak stale ¢eli mnohym vyzvam (Clissett et al., 2013a).

Kromé potieb souvisejicich s fyzickou péci maji pacienti s demenci také potieby
emocionalni, socidlni a duchovni, coz od zdravotnikli vyzaduje odpovidajici pozornost. Totéz
plati i pro jejich neformalni pecujici (Petry et al., 2019). Drtiva vétSina studii, zkoumajicich
zkuSenosti s akutni hospitalizaci pacienta s demenci, se zaméfuje na potfeby vnimané
zdravotnickym persondlem nebo neformalnimi pecujicimi. Potieby pacientli z jejich vlastni
perspektivy vSak nebyvaji ¢asto zkoumany (Digby, Lee & Williams 2017). Kvili zménénému
porozuméni a komunikaénim obtizim lidi s demenci je pochopeni a uspokojeni jejich potieb
obzvlasté problematické. Vlastni zkuSenosti pacientll s demenci s poskytovanou péci vSak
piesto pfinaseji dilezité a uzite¢né informace a vhled do jejich potieb (Scerri, Scerri & Innes,
2018).

Vniméani potfeb a priorit je vicerozmérné. Méni se v pribchu Zivota a béhem progrese
syndromu demence, 1i8i se podle urovné kognitivniho deficitu a funkénich schopnosti a 1isi se
v riznych podtypech a stadiich demence (Black et al., 2013; Schmid et al., 2011). Kromé¢ toho
existuji rozdily mezi pohledy zdravotnikii, samotnych pacientii a neformalnich pecujicich
(Prato et al., 2018). Rozvoj kvalitni péce pii akutni hospitalizaci pacienta s demenci tak
vyzaduje pochopeni ndzort vSech zucastnénych stran (Moyle et al., 2015). Potteby lidi s
demenci by mély byt vnimany komplexné a mély by zahrnovat perspektivu vSech ucastnikti
akutni nemocni¢ni péce, tj. zdravotnikl, neformalnich pecujicich a samotnych pacientti, aby

byla zajiSténa péce zamétena na Cloveka.
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Tento pfehled se zaméfuje na zkuSenosti a potieby lidi s demenci v akutni nemocni¢ni
péci z pohledu pacientli s demenci, jejich neformalnich pecujicich a zdravotnického

personalu.

3.1.3 Metodologie

Metoda scoping review

Vzhledem k malému poctu dostupnych praci a dosud nedostatecnému zajmu
vyzkumnikli o tuto oblast a s cilem poskytnout co nejlepsi vystup byla pro predkladanou
studii zvolena metoda scoping review. Scoping review mapuje povahu a rozsah vyzkumu a
urcuje mezery ve vyzkumu pro sméfovani budouciho vyzkumu (Colquhoun et al., 2014).
Metodika scoping review je popsdna jako Sestistupniovy ramec: identifikace vyzkumné
otazky, hledani relevantnich studii, vybér studii, mapovani dat, shromazd’ovani, sumarizace
vysledkii a konzultace se zuCastnénymi stranami za ucelem informovani nebo validace

vysledki studie (Arksey & O'Malley, 2005).

Strategie vyhledavani

Pti vyhledavani, které probéhlo v cervnu a cervenci 2020, byly pouzity databdze
PubMed, Web of Science, PsycInfo, CINAHL, ProQuest a Scopus. Vyhleddvani bylo
omezeno na ¢lanky publikované v obdobi od ledna 2010 do ¢ervence 2020 v angli¢tin¢ nebo
ceStin€é pomoci terminil: ,,demence®, ,,potfeby®, ,nemocnice, ,akutni péce* a ,pacient®.
Celkem bylo identifikovano 1398 studii a 24 dalSich studii bylo identifikovano

prostednictvim jinych zdroju.

Kritéria pro zaiazeni do piehledu

O kritériich pro zafazeni nebo vylouceni bylo rozhodnuto na zaklad¢ dalsi diskuse
autor (A. B., V. D. a I. H.) a tato kritéria byla hodnocena vSemi autory v prabc¢hu celého

procesu. Byly zahrnuty publikace zalozené na kvantitativnich i kvalitativnich studiich. Po
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vyfazeni duplikatl autofi identifikovali vhodné studie s vyuzitim primarnich kritérii pro
zafazeni, tj. zkoumani potfeb lidi s demenci a jejich zkuSenosti s akutni nemocni¢ni péci.
Clanky, které zkoumaly potieby lidi s demenci v zafizenich dlouhodobé péce nebo lidi s
demenci, o které¢ je peCovano doma, byly vylouceny. Byly zahrnuty studie zaméfené na
ziskani nazorti samotnych pacientli s demenci, jejich rodin a neformalnich pecujicich i
zdravotnického persondlu. Aby byla zajiSténa kvalita a transparentnost procesu vyhleddvani,
bylo provedeno doporuceni PRISMA (Liberati et al., 2009) pro systematické hodnoceni

(obrazek 1).

3.1.4 Vysledky

Charakteristika zaiazenych studii

Do konecné syntézy bylo zafazeno celkem 22 studii. VSechny studie pouzivaly
kvalitativni metodologii. VétSina  studii  vyuzivala rozhovory (n = 17), vcetné
polostrukturovanych a nestrukturovanych nebo konverzacnich rozhovort a focus groups.
Neékteré studie pouzivaly rozhovory a pozorovani (n = 6) nebo pozorovani (n = 1). Studie byly
zamétfené na perspektivy pacientii s kognitivnim deficitem a demenci (n = 15), pfibuznych a
neformalnich pecujicich (n = 12) a zdravotnického personalu (n = 9). Shrnuti jednotlivych

studii je uvedeno v tabulce 1.

Témata

Z tematické syntézy vyplynulo pét hlavnich témat: 1) neformdalni a rodinni pecujici,
2) profesiondlni pecujici, 3) management péce, 4) autonomie a 5) prostiedi, ve kterém je péce
poskytovana. Tabulka 2 ukazuje dil¢i témata, formulovana dle uvadénych zkuSenosti a potieb

v kazdém z péti analytickych témat.
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Zapojeni neformdlnich pecujicich

Dulezitost zapojeni neformdlnich pecujicich a ¢lent rodiny pacienta s demenci do péce
pfi akutni hospitalizaci byla hodnocena v osmi studiich. PfestoZe zapojeni neformalnich
pecujicich bylo v mnoha piipadech povazovano za piinosné, dliikazy o jasné strategii pro
podporu takového zapojeni chybi. Ze soucasného poznani dale vyplyva, Ze iniciativa k ucasti

na péci je ponechdna na neformalnich pecujicich (Moyle et al., 2010).

Zdroj informaci

Neformalni pecujici a ¢lenové rodiny Casto zastupovali z4jmy svych blizkych s demenci
a hovotili jejich jménem, kdyz se sami pacienti nedokazali srozumitelné vyjadrtit (Prato et al.,
2018). Zdravotnicky personal ocenil pomoc neformélnich pecujicich a povazoval ji za
dilezitou pro obnoveni ptedchozich funk¢nich schopnosti pacienta (Scerri, Innes & Scerri,
2015). Persondl vnimal neformalni pecujici také jako dilezity zdroj informaci o socialni a
lékaiské historii pacienta (Moyle et al., 2015; Scerri, Innes & Scerri, 2015). Informace
poskytované neformalnimi pecujicimi byly hodnoceny jako ptinosné pro udrzeni obvyklych
rutin péce (Kelley, Godfrey & Young, 2019) a urcitého néhledu osobnich zajmu, ale i
nelibosti pacienta s demenci (Prato et al., 2018). Identifikace a vyhovéni individudlnim
potifebam v péci (Kelley, Godfrey & Young, 2019; Moyle et al., 2015) a rozpoznani promén
chovani pacienta bylo identifikovano jako dilezity ukazatel zmén ve zdravi a pohod¢ ¢lovéka
s demenci (Kelley, Godfrey & Young, 2019). Naopak nedostatek znalosti pfedchozich
preferenci a zivotniho pfibéhu mohl mit dle zjisténi negativni dopad na zkuSenost s akutni

hospitalizaci (Prato et al., 2018).

Emocionalni podpora

Emocionalni zazitek z akutni hospitalizace byl z pohledu pacientd s demenci
rozhodujici (Prato et al., 2018). Neformalni pecujici oznacovali svou roli pfi poskytovani
emoc¢ni podpory jako nezbytnou pomoc pii snizovani psychického utrpeni a poskytovani

67



socialni stimulace zmiriiovanim nudy a osamélosti svého blizkého s demenci (Moyle et al.,
2015). Absence obvyklych rutin a znamych lidi miize u osoby s demenci zpusobit pocit
nejistoty. Udrzovani obvyklych rutin a urovné funkénich schopnosti v prostiedi nemocniéni
péce vSak bylo vnimano jako obtizné. Zapojeni neformélnich pecujicich do péce a jejich
osobni zkuSenosti s pacientem s demenci tak byly vyzdvizeny jako klicové pro poskytovani
péce zaméfené na Clovéka (Kelley, Godfrey & Young, 2019). Podpora blizkych byla
hodnocena jako dulezitd pro duSevni a socidlni pohodu pacienta (Hynninen, Saarnio & Isola
2015). Rovnéz byla uznéna jejich schopnost ptispét k posileni pozitivnich zkusenosti pacientli
s demenci s pobytem v nemocnici (Prato et al., 2018).

Narus$eni béZné péce

Naruseni obvyklych roli a vztahli pii poskytovani akutni péce popisuji pacienti s
demenci 1 jejich neformalni pecujici. Pacienti s demenci poukazovali na pocit stesku po
roding a pratelich, n€kdy je opakované hledali (Kelley, Godfrey & Young, 2019). Bez ohledu
na kvalitu péce poskytované zdravotnickymi pracovniky zaznamenali neformalni pecujici, ze
jim akutni hospitalizace jejich blizkého neposkytla ulevu, ale nevyhnutelné vedla k naruSeni
rutin péce a ke krizi (Jurgens et al., 2012). Neformalni pecujici dale popisuji naruSeni svych
obvyklych pecovatelskych roli a zavedenych rutin (Clissett et al., 2013c; Kelley, Godfrey &
Young, 2019), vetn¢ obtizi ovlivnit péci a pohodu jejich blizkého a udrzet jeho socidlni
vztahy (Kelley, Godfrey & Young, 2019). Popsané naruSeni bylo c¢asteCné zplisobeno
samotnym onemocnénim se zménami v potiebach a chovani pacienta, zejména pokud bylo
pritomno delirium. Jako jeden z konkrétnich divodi zvySenych obav z naruseni v
dlouhodobé¢jsim horizontu neformalni pecujici uvadeli zruseni stavajicich podptrnych sluzeb

mimo nemocnici (Clissett et al., 2013c).
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Zdravotnicky persondl

Povédomi o demenci
Demence je stav jedineCny u kazdého jednotlivce, coz urcuje potiebu zvlastni
pozornosti pii poskytovani péce (Moyle et al., 2015). Je zasadni, aby odbornici méli urcité

znalosti a porozuméni syndromu demence, které¢ jim umozni s lidmi s demenci efektivnéji a

vvvvv

wrwe

védomi, ze tito pacienti maji demenci ¢i kognitivni poruchu (Scerri, Innes & Scerri, 2015).
Neformalni pecujici kritizovali nedostate¢né povédomi zdravotnického persondlu o syndromu
demence a jejich negativni postoje k problémtim, jako je snizend schopnost komunikace
(Jurgens et al., 2012). Spatné pochopeni stavu miize mit za nasledek neposkytnuti vhodné
podpory (Moyle et al., 2015). Nedostatek vhodného porozuméni byl déle identifikovan jako
pfi¢ina negativnich postojii zdravotnikd k rehabilitacnimu potencialu pacientll s demenci
(Bamford et al., 2018). Rozvoj kompetenci zdravotnického persondlu byl naopak vniman jako
zékladni predpoklad pro poskytovani kvalitni péce (Scerri, Innes & Scerri, 2015). Divéra
neformalnich pecujicich v odbornost zdravotnického personalu je vnimana jako dulezitd pro
podporu spoluprace (Moyle et al., 2015). Pfistup zdravotnického personalu ma podstatny
dopad na zkuSenost pacientil s demenci s akutni hospitalizaci a jejich podporu nebo naopak
deprivaci (Prato et al., 2018).

Zdravotnicky personal zpravidla nepovazoval konkrétni klinické znalosti o
diagnézadch onemocnéni zplsobujicich syndrom demence za dilezité, a to navzdory
komplexnim okolnostem poskytovani kvalitni péce o pacienty s demenci (Jensen et al., 2019).
Néktera zjisténi dokonce ukazuji, ze fada zdravotnikli nedokaze rozli§it mezi akutni a

chronickou zmatenosti, tedy mezi deliriem a demenci (Moyle et al., 2010). Zdravotni sestry
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sice konstatovaly, ze ve vztahu k 1écbé ¢loveka s demenci bylo ,,piijemné védét informace®,
ptesto nebyly ochotny vyvinout zZadné dalsi usili nad ramec svych obvyklych rutin (Jensen et
al., 2019).
Osobnostni predpoklady a osobni postoje
Trpélivost zdravotnikd byla identifikovana jako zakladni pfedpoklad k wspé€Snému
dosazeni kvalitni péce, zejména u pacienti s demenci vykazujicich behaviordlni a
psychologické ptiznaky jako naptiklad Gzkost, neklid nebo Casté opakovani (Scerri, Innes &
Scerri, 2015). Kromé trpélivosti patii mezi pozadované a pozitivné hodnocené vlastnosti
zdravotnickych pracovnikl flexibilita, srdecnost, ohleduplnost, kompetence, vstficnost a
spolehlivost (Petry et al., 2019). Zdravotnici citili, Ze pozitivnich zkuSenosti s pacienty s
oc¢ekavano, prijmout iniciativu nebo plnit povinnosti, které nejsou soucasti bézné péce a
popisu prace (Scerri, Innes & Scerri, 2015). Zjisténi jedné studie ukazuje, ze nékteré
zdravotni sestry se domnivaly, ze kvalitni pée o pacienty s demenci muze byt adekvatné
integrovana, zatimco jiné mély za to, ze je to v prostfedi akutni péce prakticky nemozné
(Jensen et al., 2019). Dalsi z hodnocenych studii pak uvadi, Ze mnozi ze zdravotnikli vnimaji
pottebu vzdélavat se, aby mohli poskytovat lepsi péci. Jak vsSak déle ze zjisténi vyplyva,
ackoli zminili, ze si jsou védomi dostupnosti Skoleni zamétenych na pozitivni komunikacni
strategie s lidmi s demenci, tohoto Skoleni se z¢astnil pouze jeden z nich (Prato et al., 2018).
Dle zjisténi jedné ze studii zahrnutych do ptehledu zdravotni sestry identifikovaly
svou frustraci zpusobenou negativnim pfistupem jejich kolegt k péci o pacienty s demenci.
Jako rozhodujici pro takovy pfistup byl uznan deficit znalosti téchto kolegl, ktefi pak
povazovali péci o pacienty s demenci za obtiznou (Jensen et al., 2019). Dle dalSich zjisténi
se starat o pacienta s demenci. Vyjadfili, ze je prace stémito pacienty Casto narocna a
neuspokojiva, protoze ,,se neusazuji, jen se stale potuluji a témét spadnou (...) viibec vas
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nechtéji poslouchat. Zabiraji tolik casu“ (Moyle et al., 2010). Nékteti zdravotnici navic
povazovali praci s lidmi s kognitivnimi poruchami za malo pfinosnou (Clissett et al., 2013b).
Efektivni komunikace
Efektivni komunikace je nezbytna pro rozpoznani vhodné podpory a pomoci k zajisténi
optimalni péce o pacienty s demenci (McCorkell et al., 2017). Aby bylo mozné dosahnout
efektivni komunikace, musel zdravotnicky persondl pfizpisobit sviij obvykly komunikacni
styl (Bamford et al., 2018), projevit trpélivost a laskavost a vhodné reagovat na pacientovu
uzkost. Nedostatek Casu a znalosti o demenci v§ak mnohdy zpiisobil, ze snahy o zmirnéni
uzkosti byly netspésné (Kelley et al., 2019). Vysledky dale ukazaly nedostatek
komunikac¢nich dovednosti zdravotniki k posouzeni potieb pacientii s demenci vetné potieby
feSeni bolesti (Innes et al., 2016). Zdravotnici a personal specializovany na praci s pacienty s
demenci zdliraznili vyznam neverbalni komunikace k usnadnéni rozpoznani bolesti (Bamford
et al., 2018). Spatna komunikace s pacienty a jejich neformalnimi pedujicimi vyvolavala
dojem, ze zdravotnici kladou své vlastni potieby pied potieby pacientd (Clissett et al., 2013b).
Vhodné komunikaéni dovednosti, jako je o¢ni kontakt nebo zpomaleni feci (Prato et
al., 2018), drzeni za ruku nebo dotek na rameno, pazi ¢i koleno, objeti nebo spocinuti hlavy
(Petty et al., 2018), byly zdiraznény jako dilezité pro snizeni emocni tisné¢ a zajisténi
pozitivniho zazitku pro pacienty s demenci. Jako vhodné reakce na emocni tiseii byly ocenény
také mluveni, konverzace a sdileni ptibéhti, naslouchani, empatie, ale i dotazovani se pacienta
s demenci, o co jde nebo pro€ je rozruseny, hledani, co by se mu libilo, nebo ujisténi, ze vse
bude v poradku (Petty et al., 2018). V jedné ze studii zdravotni sestry uvadély, Ze komunikace
s pacienty s demenci spolu se strategiemi sdileni informaci o pacientovi s dal§imi ptislusnymi
zdravotnickymi pracovniky jsou pro komplexni poskytovani zdravotni péce naro¢nou vyzvou
(Jensen et al., 2019). Pouzivani vhodnych komunika¢nich dovednosti, které ukazuji skutecny

zajem a angazovanost s pacientem, bylo zdravotnickym personalem oznacovano jako kvalitné
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vyuzity ¢as namisto pouhého traveni Casu v pfitomnosti pacienta (Scerri, Innes & Scerri,
2015).

Budovani vztahu

Pozorovéani zdravotnikli ptfi péci ukazuje, ze komunikace slidmi s demenci a
poskytovani péce jsou sice zdvorilé, ale spiSe zamétené na tkoly (task oriented), tedy bez
navazani skute¢ného spojeni s pacientem (Prato et al., 2018) nebo zaméfeni na plnéni jeho
psychosocialnich potieb (Moyle et al., 2010). Byla pozorovéna nedostatecnd pozitivni
interakce mezi zdravotniky a pacienty, zejména témi, jejichZ potieby bylo obtizné posoudit
nebo tesit, a obecny nedostatek vhledu do zkuSenosti pacientil, naptiklad pociti nudy, izolace,
strachu nebo potizi s komunikaci (Innes et al., 2016). Ocenéni zdravotnikll ze strany pacient
bylo interpretovano jako jasny signdl spokojenosti s poskytnutou péci. Stejné dilezita byla
zpétna vazba personalu k pacientovi, kterd vyvolala pozitivni interakci (Jensen et al., 2018).
Nékteti zdravotnici sami popsali, Ze je dilezité vé€novat ¢as navazani vztahu, protoze lidé s
demenci by jinak mohli byt podeziravi ohledné jejich zdmért (naptiklad podezieni, Ze jejich
zdmeérem je pielozeni pacienta do dlouhodobé péce), coz mize vést k bagatelizaci jejich obtizi
(Bamford et al., 2018). Budovani vztahu mezi zdravotniky a pacientem s demenci bylo
mozné, kdyz zdravotnici pouzivali vhodné komunikacni strategie nebo stravili néjaky Cas
mimo svij nabity program, aby je Iépe poznali (Scerri, Innes & Scerri, 2015). Nabity rozvrh
zdravotnickych pracovnikl vSak Casto vedl k pé¢i zamétené na ukoly bez priority rozhovoru s

pacientem nebo socialni integrace (Moyle et al., 2010; Hynninen, Saarnio & Isola, 2015).

Posileni komunikace a rozvoj empatick¢ého vztahu s pacienty, ktery se zaméfil na
davéru a pratelstvi, byly povazovany za zdsadni pro to, aby se pacienti citili pozitivné (Prato

et al., 2018).
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Management péce

Informace

Jako dtlezity aspekt pti péci v akutnim nemocni¢nim prostiedi bylo zdiraznéno sdileni
informaci o individudlnich potiebach a preferencich pacienta s demenci (McCorkell et al.,
2017). Aby se minimalizoval dopad hospitalizace, je nutné, aby neformalni a rodinni pecujici
byli informovani, komunikovali se zdravotniky o svém piibuzném s demenci a méli moznost
planovat budouci péci (Clissett et al., 2013c). Rychly a specificky komunikacni styl s
prioritou struéného pfedavani informaci souvisejicich s fyzickym zdravotnim stavem vSak
nepodporuje integraci komplexnich potieb pacienta s chronickymi i akutnimi stavy. Tento
kontext byl identifikovan jako pfekazka dostatecného popisu dalSich dulezitych informaci o
pacientech, které maji zvlastni vyznam pro poskytovani nejleps§i mozné péce pacientim s
demenci (Jensen et al., 2019).

Pacienti s demenci vyjadfili pretrvavajici obavy o svou budoucnost a rozsifené
povédomi o nedostatecné komunikaci zdravotnického persondlu ohledné plantt do budoucna
(Cowdell, 2010). Aktivni komunikaci se sestrami a lékafi béhem 1é¢ebného procesu si prali i
ptibuzni a neformalni pecujici o lidi s demenci (Hynninen, Saarnio & Isola, 2015). Pecujici
hodnotili jako velmi vyznamnou potfebu pribéznych informaci nebo pokynt, které by jim
pomohly zorientovat se v procesech od piijeti po propusténi. Tyto pokyny by dle nazoru
pecujicich mohly objasnit role aktéri zapojenych do péce, faze procesu hospitalizace a
ocekavani v mife jejich zapojeni do kazdé zfazi hospitalizace (Moyle et al.,, 2016).
Zdravotnici vSak uznavaji, Ze pfilezitosti sdé¢lovat informace ptibuznym, které mohly pomoci

pii podpofe pacientli s demenci, byvaji Casto promarnény (Prato et al., 2018).
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Kontinuita péce

Pro lep$i pochopeni chovani a sniZzeni emocni tisn€ pacientl s demenci je zdravotnicky
persondl musi znat (Scerri, Innes & Scerri, 2015; Petty et al., 2018). V dusledku rotace vice
zamestnancl v pribéhu osmihodinové pracovni smény lze u pacientd s demenci vysledovat
fadu reakci, jako je pasivni lhostejnost, smutek, nervozita, strach a piilezitostné epizody
hnévu a nasili (Jensen et al., 2018). Vyhybani se rotaci zdravotnikd poméha lépe poznat
pacienta s demenci a vybudovat smysluplny vztah (Scerri, Innes & Scerri, 2015). Vedle
komunikacnich dovednosti jednotlivych €lend zdravotnického personalu a zptsobu, jakym
rozpoznavali vztahy, které jsou pro daného pacienta dilezité, je to pravé kontinuita péce,
kterd je povazovana za klicovou otdzku v poskytovani kvalitni pée o pacienty s demenci
(Clissett et al., 2013a).

Zdravotni sestry, které prosSly Skolenim v oblasti péce o lidi s demenci, dle zjisténi
povazuji znalost vyznamnych osobnich idajii o pacientovi, véetné jejich povolani, za velmi
dilezité (Prato et al., 2018). Vysoka rotace personalu vsak zplsobuje velké rozdily v Grovni
téchto znalosti a nasledné tirovni zapojeni pacientil s demenci do vhodnych aktivit (Jensen et
al., 2018). Zjisténi zékladnich informaci o daném pacientovi umoziiuje zachazet s nim jako
s jedinecnou osobnosti od zacatku hospitalizace (Prato et al., 2018). V ptipadech ocekavaného
kratkodobého pobytu na oddé€leni vSak dotazované sestry povazovaly za zbytecné ,,vynalozit
veSkeré usili“ na zkoumadni historie pacienta, jeho spoustéci a chovani souvisejicich s
projevem nepohodli, izkosti nebo kognitivnich zmatk, ackoli uznaly, Ze informace o zivotni
historii pacienta byly pfi péci o pacienta s demenci velmi cenné (Jensen et al., 2019).

Smysluplné ¢innosti

Smysluplné ¢innosti povzbuzuji mozek a télo k aktivnimu uzdravovani a pohod¢. Pro
pacienty s demenci byly jednoduché kazdodenni Cinnosti nezbytné pro podporu pocitu
nezavislosti. Zdravotnici by proto méli témto pacientim umoznit délat znamé véci, které je
vzdy bavily a jez povazuji za ucelné (Hung et al., 2017).
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Pacienti s demenci v akutni nemocnic¢ni péci byli na zékladé¢ pozorovani hodnoceni
jako znudéni (Moyle et al., 2016; Jensen et al., 2018; Prato et al., 2018; Scerri, Scerri & Innes,
2018). Zapojeni téchto pacienti do smysluplné ¢innosti bylo vniméano jako uzite¢né pro
uspokojeni jejich psychologickych potteb zdravotniky (Scerri, Innes & Scerri, 2015; Prato et
al., 2018), neformalnimi pecujicimi (Moyle et al., 2016; Prato et al., 2018) i samotnymi
pacienty (Scerri, Scerri a Innes, 2018). Pozorovani navic ukézalo, Ze pacienti byli smutni,
kdyz pocitovali, ze zdravotnici pro né nemaji zadné nabidky smysluplného vyuziti Casu a Ze
se nemohou zapojit do néjaké formy uspokojujici ¢innosti (Jensen et al., 2018). Zdravotni
sestry uznaly, Ze zaméstnani pacienti s demenci smysluplnymi ukoly je uzite¢né pfi
managementu chovani (Shannon, Grealish & Cruickshank, 2018), protoze kdyz se zda, ze
pacient s demenci zafina byt neklidny, ¢asto se zapojenim do smysluplné €innosti zklidni
(Clissett et al., 2013a).

Nekteré z aktivit byly popsany jako spontanni (Scerri, Innes & Scerri, 2015), naptiklad
kdyz pacienti zdvoftile nabidli pomoc personalu pfi €iSténi, tklidu nebo sbéru misek po jidle
(Jensen et al., 2018) nebo skladani ru¢nikti (Scerri, Scerri & Innes, 2018), zatimco ostatni
byly organizovangj$i (Scerri, Innes a Scerri, 2015). Zdravotnici si mnohdy byli velmi dobie
védomi pozadavku pacientii na smysluplné zapojeni, ale neméli zadnou vhodnou aktivitu,
kterou by jim mohli nabidnout (Jensen et al., 2018). Neformalni pecujici by dle zjiSténi
uvitali, aby zdravotnicky personal akutni péce organizoval pro pacienty na odd€leni vhodné
aktivity (Moyle et al., 2016). Angazovanost persondlu v organizovani n¢jaké formy
smysluplné ¢innosti je vSak ve skuteCnosti minimalni a ke spoleCenskému kontaktu mezi jimi
a pacienty dochazi vétSinou pouze pfi plnéni kazdodennich tkont péce. Dle zjisténi se
pacienti s demenci obecné citili spiSe ignorovani a bylo pozorovano velké mnoZzstvi

promarnénych pftilezitosti ke zvySeni jejich zapojeni (Scerri, Scerri & Innes, 2018).
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Poskytovani péce
Priorita péce v akutnim nemocni¢nim prostiedi je silné¢ zamétena na akutni zdravotni
problémy a pacienti s demenci jsou vnimani jako pfipady s nizkou prioritou (Moyle et al.,
2010). Péce souvisejici se zajisténim dalSich aspekti ve vztahu k pacientovi s demenci je
sekundarni k zédkladni péci (Jensen et al., 2019). VSichni neformalni pecujici, ktefi se ti€astnili
jedné ze zahrnutych studii, se setkali s negativni zkuSenosti béhem procesu pfijeti jejich
blizkého s demenci do akutni péce. Tyto zkuSenosti mohou vést k oddalovani hospitalizace,
predevsim kdyz se pecujici obavaji, ze tento proces miize byt Skodlivéjsi nez akutni zdravotni
problém (Jurgens et al., 2012). Management péce vcetné¢ nemocni¢nich politik, flexibilni
postupy (napfiklad flexibilni navstévni doba pro neformélni pecujici a pfibuzné pacientii s
demenci), postupy pieklddani pacientii mezi oddélenimi a predavani péce mezi zdravotniky
byly neformalnimi pecujicimi, ale i samotnym zdravotnickym personalem povazovany za
dulezité faktory pti podpote kvalitni péce o pacienty s demenci (Scerri, Innes & Scerri, 2015).
Pecujici 1 zdravotnici dale uznali, Ze bézné fungovani akutnich oddéleni mulze
zpusobit, Ze pacientim s kognitivnim deficitem a demenci nejsou vénovany potiebny cas a
pozornost (Prato et al., 2018). Pozorovani také ukazalo, Ze potfeby pacientd musely ustupovat
nastavenym rutindm péce na oddéleni, napiiklad dobé podavani jidla (Jensen et al., 2018).
Nékteti zdravotnici méli navic sklon upfednostiiovat potieby jinych pacientd pied potfebami

lidi s demenci (Clissett et al., 2013b).

Pacienti s demenci a jejich neformalni pecujici dle zjisténi uznavaji, ze nedostatecna
nebo neuspokojiva péce je vysledkem nedostatecnych personalnich a/nebo casovych zdroja
nemocnice (Petry et al.,, 2019). Nedostatecna casova dotace k provedeni komplexni péce
nezbytné pro pacienty s demenci pifi akutni hospitalizaci a nedostatek ¢asu vSeobecné¢ vedou
k nezddoucim vysledkim péce (Jensen et al., 2019). I pies toto zjisténi neni neobvyklé, Ze
neformalni pecujici 1 sami pacienti s demenci zdravotniky omlouvaji kvuli jejich velké

pracovni zatézi a Casovym tlakiim, a to i1 pfes to, Ze mnohdy nebyly plnény ani zékladni
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fyziologické potieby, jako je vyziva, hydratace, toaleta a pohodli (Scerri, Scerri & Innes,
2018). Mnozi z pe€ujicich spatiuji jako nepfiméfené mnozstvi €asu stravené nad dokumentaci
a dalSimi administrativnimi tkony. Celkové sice pecujici chapali finan¢ni tlak na zaméstnance
1 nemocnici, ocekavali vSak, ze vedeni nemocnice podpoii persondl pfi zajiStovani potieb

pacientl s kognitivnim deficitem a demenci (Petry et al., 2019).

Autonomie

Pro pacienty s demenci Casto akutni hospitalizace miize znamenat ztratu nezavislosti a
omezeni piilezitosti k provadéni kazdodennich ¢innosti, které ovliviiuji jejich pocit autonomie

(Hung et al., 2017).

Identita

Mnoho zdravotnikll dle jedné ze zahrnutych studii prokazalo skute¢ny a rozsahly vhled
do zkuSenosti pacienta a uznalo, Ze je tfeba s nimi zachéazet jako s individualitami. Pecujici 1
zdravotnici sdileli viru v dilezitost respektovani pacienta s demenci jako osoby, aby bylo
mozné dosdhnout pozitivniho zazitku z hospitalizace (Prato et al., 2018). Pacienti i neformalni
pecujici identifikovali jako pozitivni ty zézitky, kdy s nimi bylo zachazeno s respektem
(Scerri, Scerri & Innes, 2018). Pecujici ocenovali zdravotnicky personal, ktery zachazi s
pacientem jako s osobou, nikoli s l¢katskou diagnézou (Moyle et al., 2016). Zaméstnanci
zminili pfistupy, kterymi se jim podafilo zachovat ,,normalnost* a identitu pacienta (Scerri,
Innes & Scerri, 2015). Mezi podpirné postupy naptiklad patii pouzivani preferovaného
osloveni, ale zahrnuji také povahu vztahu mezi pacientem a zdravotnikem (Clissett et al.,
2013a). Piibuzni ocenili, kdyz zdravotnici projevili o pacienty skuteCny zijem a
komunikovali s nimi osobné&ji (Moyle et al., 2016). Hlavnim faktorem pii zachovani pocitu
identity vSak byla povaha konkrétniho vztahu mezi zdravotnikem a pacientem, ptfedevsSim

pokud méli pacienti pocit, ze je s nimi zachdzeno jako s lidskou bytosti (Clissett et al., 2013a).
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Pecujici mohou podpoftit pocit spojeni svého blizkého se zndmym zivotem osobnimi
predméty, jako jsou fotografie. To poskytlo pacientim s demenci pocit divernosti a identity, a
tedy spojeni s jejich pocitem sebe sama v jinak vysoce neosobnim prostiedi. Osobni predméty
navic dle zjisténi mohou stimulovat k interakcim se zdravotniky (Kelley et al., 2019).

Inkluze

Zdravotnici ¢asteéné dokdzali identifikovat potiebu pacientli s demenci byt zapojeni do
vlastni péce (Scerri, Innes & Scerri, 2015). Zjisténi vSak prokazuji nedostatek podpory tohoto
zapojeni zpisobeny piedevSim obtizemi pfi komunikaci jejich potfeb se zdravotnickym
personalem (Jensen et al., 2018). Nékteré strategie péce dle zjisténi podporovaly v pacientech
s demenci pocit inkluze. Kromé vyuziti ptilezitosti k zapojeni se do vlastni péce sami pacienti
vnimali jako nezbytné zapojeni se do klicovych rozhodnuti o budouci péci (Clissett et al.,
2013a). Pacienti s demenci vSak byli zfidka podporovani v podileni se na rozhodovani,
napiiklad pii objednavani vlastniho jidla nebo pii rozhodovéani o tom, co si obléci (Scerri,
Scerri & Innes, 2018). Zdravotnici také ¢asto predpokladali, Ze tito pacienti nejsou schopni
rozhodovat o vlastni péci, takZze hodnotili pouze nazor jejich neformdlnich pecujicich,

piestoze prani pecujiciho nemusi byt nutné stejné jako ptani pacienta (Hung et al., 2017).

Prostiredi nemocnice
Jednou z nejtypictéjSich pfi¢in emocniho utrpeni lidi s demenci je nemocnicni
prostiedi (Petty et al., 2018). Delsi pobyt ve stresujicim nemocni¢nim prostiedi je dokonce
oznaCovan za moznou bariéru zotaveni. Jako nejpfiznivéjsi se tak ukazuje zkraceni
hospitalizace lidi s demenci na co mozné nejkratsi dobu (Jensen et al., 2019).
Fyzické prostiedi
Orientace v nemocnici je naro¢na nejen pro osoby s kognitivnimi poruchami (Petry et

al., 2019). V prostiedi nemocnice je obtizné se zorientovat, a to ma pochopitelné negativni

dopad na nezavislost pacientli s demenci (Hung et al., 2017). Existuji moZznosti, jako je lepsi
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znaceni nebo standardizace smérovek na vSech oddélenich, které mohou zlepsit infrastrukturu
nemocnice, aby bylo zajisténo podplrné prostiedi pro lidi s demenci (Scerri, Innes & Scerri,
2015; Innes et al., 2016). Nedostatek interakce a stimulujicich nebo orientac¢nich prvka, jako
jsou obrazky, hodiny, televize, radio, osvétleni a kontrastni barvy chodeb a dvefi, omezuji
schopnost pacientli s demenci porozumét nezndmému okoli a samostatné se pohybovat po
oddéleni (Innes et al., 2016; Hung et al., 2017; Kelley et al., 2019). Jako dulezité byly také
identifikovany charakteristiky pacientova pokoje, jako je velikost, teplota, Cistota (Petry et al.,
2019), pritomnost okna a hodin (Prato et al., 2018), pfistup do venkovnich prostor (Innes et
al., 2016; Petry et al., 2019). Sdilené pokoje obecné nebyly u pacientii s demenci oblibené,
protoze pocitovali ztratu soukromi (Digby & Bloomer, 2014). Tuto potiebu lze ale zajistit,
napiiklad uplnym zatazenim zaclon kolem luzek pii provadéni osobni hygieny a dalsi péce
(Innes et al., 2016). Odd¢leni nemocnice poskytuji navs§tévam jen malo prostoru, kde mohou
travit as se svymi piibuznymi mimo jejich pokoj. Tim je zaroven omezena pfilezitost zapojit
je do znamych nebo jinych smysluplnych ¢innosti (Innes et al., 2016). Ptestoze piistup do
zahrady miZze byt obCas problematicky kvili vysokému riziku padu a ncktefi pacienti s
demenci mohou chodit ven pouze s doprovodem, je moznost venkovnich vychazek,
predevsim pii delsi hospitalizaci, povazovédna za velmi dilezitou (Digby & Bloomer, 2014).

Velmi dilezité je také zajisténi ptijemného prostiedi pro pecujici. Ti velmi Casto
uvadéli potiebu piistupu do klidného prostoru zajistujiciho alesponi ¢astecné soukromi, aby
mohli byt jak se svym blizkym s demenci, tak aby si od né mohli na chvili odpocinout
(Digby & Bloomer, 2014). Mnoho neformélnich pecujicich travi béhem hospitalizace svych
blizkych v nemocnici znacny ¢as a popisuji vycerpani zpusobené neustalou piitomnosti a
strachem z nové situace (Hynninen, Saarnio & Isola, 2015). Jejich zdkladni potieby mohou
byt uspokojeny lepSim usporadanim interiéru, drobnym a nendkladnym vybavenim, ptistupem
k zidlim, toaletdm a obcerstveni nebo volnym piistupem do zahrady (Digby & Bloomer,
2014).
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Atmosféra

Pacienti s demenci i neformélni pecujici poukazovali na to, Ze nemocni¢ni prostiedi je
chaotické (Clissett et al., 2013c), velmi hluc¢né neustdlym zvonénim a bzucenim (Cowdell,
2010; Innes et al., 2016; Scerri, Scerri & Innes, 2018) a vyzvanénim telefont na sesternach
(Prato et al., 2018). Nekteti pacienti uvadeéli, ze je zvuky rusi a znepokojuji 1 béhem noci, a
nemohou tak spat (Digbi & Bloomer, 2013; Prato et al., 2018). Mnoho pacientti shledavalo
kazdodenni chod oddéleni nemocnice velmi stresujicim (Cowdell, 2010). Klidné prostredi
pritom stimuluje zotaveni, zatimco neklid a hluk, zptisobené napiiklad jinymi pacienty, jsou
Skodlivé (Hynninen, Saarnio & Isola, 2015). Klidnd atmosféra byla cenéna také v ptipadé
putovani (wandering) lidi s demenci, kdy snizovala jejich agitaci (Shannon, Grealish &
Cruickshank, 2018). Potfeba domadciho, uvolnéného, cistého, bezpecného a pohodiného
prostfedi vyhovujiciho specifickym potiebdm pacienti s demenci byla zdlraznéna jak
zdravotniky, tak neformélnimi pecujicimi (Scerri, Innes & Scerri, 2015). Zdravotnici si dale
vazili udrzeni klidné a tiché celkové atmosféry oddéleni i béhem mimotadnych udalosti.
Uvadeéli, ze udrzovani takové atmosféry je velmi dualezité, protoze jakmile jsou pacienti s
2018).

Bezpecnost

Zajisténi bezpeci je zdravotniky oznacovano jako hlavni problém pii péci o pacienty s
demenci (Moyle et al., 2010). Sami pacienti s demenci také oznacuji potiebu bezpeci za svou
prioritu, coz ¢asto popisuji jako psychologickou potiebu citit se v bezpec¢i nejen fyzicky, ale

také emocionalné (Hung et al., 2017).

Diivodem k obavam zdravotnikii v otdzce zajisténi bezpeCi pacienti s demenci je
predev§im opusténi oddéleni (Scerri, Scerri & Innes, 2018), pady nebo uplny odchod
zbudovy nemocnice (Shannon, Grealish & Cruickshank, 2018). Zdravotnici zaroven

naznacovali tenzi mezi zajiSténim bezpec€i téchto pacientdl ve starSich nemocni¢nich
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budovéch, které nejsou urceny pro lidi s kognitivnimi poruchami, a jejich snahou poskytovat
péci zamétenou na cloveka. Ackoli zdravotnicky personal uznaval, Ze pouZzivani rtiznych
prostiedkit omezeni, at’ uz fyzickych nebo chemickych, k zajisténi bezpeci osob s demenci
muze vést k nepfiznivym nasledkiim pro tyto pacienty, bylo ¢asto pouzivani omezeni nutné,
napiiklad pii velké pracovni zatézi, kviili zcela nevyhovujicimu prostredi oddéleni (Moyle et
al., 2010; Shannon, Grealish & Cruickshank, 2018), ¢astecné ke zmirnéni neklidu, strachu z
padi a jejich nasledkt (Innes et al., 2016). Pouzivani omezeni bylo neformalnimi pecujicimi
povazovano za jeden z faktort, které branily dobré péci o pacienty s demenci narusenim jejich

distojnosti (Hynninen, Saarnio & Isola, 2015).

3.1.5 Diskuse

Predkladand prehledova studie poskytuje dikazy tykajici se potfeb a zkuSenosti lidi s
demenci v prostfedi akutni nemocnic¢ni péce z pohledu vsech ucastnikl péce; zdravotnického
personalu, neformalnich pecujicich a samotnych pacientli s demenci.

Rozsahlé zapojeni rodiny a neformalnich pecujicich je zdsadnim faktorem pro zajisténi
pozitivnich zkuSenosti pacientll s demenci s jejich akutnim pobytem v nemocnici (Prato et al.,
2018). Predlozeny ptehled zduraznuje dilezitost role pecujicich pii zajisStovani kvalitni péce o
své blizké. Neformalni pecujici jsou dilezitym zdrojem informaci, poskytuji emocni podporu
a podporuji pohodu pacientli s demenci. Ackoli se zjisténi vétSinou zaméfuji na potieby
pacientl s demenci, nem¢ly by byt opomijeny odlisné potieby jejich blizkych pecujicich.
Pecujici zatizeni neformalni péci se Casto potykaji s vysokou urovni stresu, zdravotnimi
problémy a dal$imi konflikty zavazkl, jako je prace nebo jiné pecovatelské povinnosti
(Bamford et al., 2018). Kromé toho vzhledem k obdobi, které vedlo k akutni hospitalizaci,
chovani a snizené fyzické funkénosti, jsou neformalni pecujici v okamziku hospitalizace Casto

fyzicky a emocionalné vycerpani (Jurgens et al., 2012). Jak vSak bylo uvedeno, hospitalizace
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nemusi nutné poskytovat tlevu, a to pfedevsim kvuli naruSeni jejich obvyklych roli a rutin
péce. Aby se pecujici mohli vyrovnat s timto problémem, musi ziistat informovani,
komunikovat se zdravotniky o pacientovi, planovat budouci péci a byt soucésti procesu
aktudlni péce (Clissett et al., 2013a; Moyle et al., 2016; Petry et al., 2018). Poskytovatelé
zdravotnich sluzeb proto musi podporovat §ir§i zapojeni neformélnich pecujicich a motivovat
vlastni personal k rozvijeni dalSich komunika¢nich dovednosti, které usnadni interakci s
pacienty s kognitivnimi poruchami a jejich blizkymi (Prato et al., 2018).

Povédomi zaméstnancii o syndromu demence, osobni postoje a komunikacni
dovednosti rezonuji jako zdkladni piedpoklad pro poskytovani optimalni péce o pacienty s
demenci a prekryvaji se s dalSimi tématy uvedenymi v tomto piehledu. I kdyZ je obtizné
vytvofit pozitivni zkuSenost s pé¢i o pacienty s demenci v prostfedi akutnich oddéleni,
zdravotnici, ktefi maji dostatek Casu na rozvoj empatického vztahu, maji znalosti o
problematice demence a praktické zkuSenosti s péc¢i o lidi s demenci, jsou schopni se na
takovou snahu pfi péci zaméftit. Posileni tohoto pozitivniho chovani zdravotnikl je nezbytné k
dosazeni uspokojivé zkuSenosti s poskytovanou péci jak zdravotnického persondlu, tak
pacientti s demenci (Prato et al., 2018; Jensen et al., 2019). Rada zjisténi vSak zdtraziiuje
obecny nedostatek povédomi zdravotnikii o specifikdch péce o lidi s demenci. Pfestoze je
znalost problematiky syndromu demence nezbytnd pro zajiSténi optimalni péce o tyto
pacienty, zdravotnici to ¢asto nepovazuji za dulezité. Nedostatek Casu, neznalost péce o lidi s
demenci a nedostatecné znalosti alternativ, jak reagovat na zmény chovani pacientl
s demenci, jsou Casto spojovany s pouzivanim riznych zptsobt jejich omezeni (De Bellis et
al., 2013). Nedostatek porozuméni a tréninku, negativni postoje k pacientim s demenci a
nedostatecné komunikac¢ni dovednosti mohou také vést k neschopnosti spolehlivé posoudit a
rozlisit stavy zpusobené bolesti nebo jinymi problémy, jako je delirium (McCorkell et al.,

2017).
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Pti péci o pacienty s demenci se zdravotnici nemohou spoléhat na obvyklé néstroje pro
hodnoceni bolesti (McCorkell et al., 2017). Misto toho museji zvazit mozné projevy bolesti,
které mohou byt hodnoceny jako poruchy chovani, jako je letargie a fyzicka agresivita, az po
ocekavangjsi reakce, jako jsou sténani a grimasy (Mehta et al., 2010). K dispozici jsou také
nastroje pro hodnoceni pfitomnosti bolesti a t€innosti 1é¢by bolesti u pacientli s demenci jako
napiiklad PAINAD a MOBID-2 (Warden, Hurley & Volicer, 2003; Husebo, Ostelo & Strand,
2014). Jasnou potiebu lepsiho skoleni a podpory zdravotnikli naznacuje 1 nedostatek fadné¢ho
a adekvatniho posouzeni rizika deliria (Moyle et al., 2010; Scerri et al., 2018). U pacientti v
nemocni¢nim prostfedi mize byt kognitivni porucha disledkem tady ptekryvajicich se pficin:
jiz existujici demence, deliria, deliria nasedajiciho na demenci nebo nespecifikované
kognitivni poruchy zplsobené nediagnostikovanou demenci, nepfiznivych Uc¢inkt 1écby,
Spatné kontrolovaného jiného onemocnéni (napt. cukrovka) nebo jejich kombinaci (Reynish
et al., 2017). U pacientl s demenci je vyssi riziko deliria nez u pacientii bez demence (Travers
et al., 2013; McCorkell et al., 2017). Proto by u vSech starSich pacientii mélo byt pomysleno
na moznost deliria a hodnocena jeho rizika, a to zejména u pacientii s demenci (Hasemann et
al., 2016), bez ohledu na podobnost piiznakli mezi demenci a deliriem, které mohou pii
rozliSovani mezi témito dvéma stavy plsobit obtize (Jensen et al., 2019). Pokud delirium neni
lé¢eno, mohou se u pacientli rozvinout dal$i komplikace, které mohou vést k neptfiznivym
vysledkim péce a zhorSené prognodze, jako jsou prodlouzeni doby hospitalizace,
institucionalizace nebo smrt (Hasemann et al., 2016).

Dalsim tématem vyplyvajicim z predkladaného piehledu je nemocnicni prostiedi s
podtématy fyzické prostiedi, atmosféra a bezpecnost. Z;jisténi odpovidaji a obohacuji klicové
principy zlepSovani nemocni¢niho prostiedi pro lidi s demenci formulované Agenturou pro
klinické inovace (2014). Principy upozoriuji, ze nemocnic¢ni oddéleni maji: 1) byt bezpecna a
podporovat co nejlepsi vyuziti zbyvajicich schopnosti ¢lovéka s demenci. 2) Métitko budovy
ma velky vliv na pocity ¢lovéka s demenci, kterého je tteba podpoftit v pocitu kontroly, nikoli
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ho zastrasit velikosti prostoru nebo pfili§ velkym mnozZstvim interakci a moznosti. 3) Umoznit
lidem vidét a byt vidéni, coz je prospéSné pro minimalizaci dezorientace. 4) Snizovat stres
predchazenim nadmérné stimulace (vizudlni i sluchové). 5) Podporovat uzite¢nou stimulaci a
poskytovat vice podnéti pomoci zraku, sluchu, ¢ichu a hmatu, a tim pomoci kompenzovat
smyslové ztraty. 6) Podporovat pohyb, zapojeni a poskytovani moznosti pro putovani a
pristup do vnégjSich prostor. 7) Umoznit ¢lovéku s demenci, aby si udrzel své schopnosti a
samostatnost prostfednictvim personalizace prostfedi pomoci svych vlastnich znamych
predmétl. 8) Poskytnout rizné prostory, aby lidé s demenci mohli byt sami nebo s ostatnimi,
a prostory, které vybizeji k fad¢ aktivit, naptiklad samostatnému ¢teni, soukromé konverzaci
nebo skupinovym aktivitdm. 9) Poskytnout rodiné a ptatelim pohodlné ptilezitosti k interakci
s pacientem s demenci a udrzovat jejich smysl pro identitu. 10) Podporovat hodnoty a cile
péce, naptiklad poskytovanim pfilezitosti pro zapojeni do bé€znych c¢innosti kazdodenniho
zivota na podporu rehabilitacnich cilti (Fleming, Forbes & Bennett, 2003).

Vse vyse uvedené je také zahrnuto v Parkeho et al. (2016) doporuceni, aby feSeni
fyzického designu akutni péce chrdnilo a maximalizovalo funkéni schopnosti zplisoby
citlivymi k riznym vékovym skupindm. Zjisténi studie vSak poukazuji na nedostatek diikazl
o snahach maximalizovat samostatné fungovani v prostiedi akutni péce, které by mélo: 1)
podporovat ditvéru, samostatnost, nezavislost v ¢innostech kazdodenniho zivota a feSeni
problémti. 2) Podporovat snizovani rizik usnadilovanim bezpecné mobility, sniZovanim stresu
a uzkosti, podporou kognitivnich schopnosti a umoznénim klidného spanku. 3) Usnadnit
roding a blizkym kontakt a péci.

Klicové principy pro zlepSeni nemocni¢niho prosttedi, ptedlozené navrhy a opakované
zpravy o nevhodnosti prostiedi akutni nemocnicni péce o lidi s demenci, které ¢asto zplisobuji
zmény chovani a dalSi nepfiznivé vysledky péce, se dale prekryvaji s dalsimi tématy
uvedenymi v tomto pirehledu a zdiraznuji komplexni interakci mezi fyzickym prostfedim
akutni péce a starSimi lidmi (nejen) s kognitivnimi poruchami a demenci (Parke et al., 2016).
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Dopady studie

Zjisténi predlozena v tomto piehledu poskytuji ramec zalozeny na dilkazech, ktery
muze slouzit jako voditko pfi planovani lepsi péce o lidi s demenci v akutnim nemocni¢nim
prostiedi. Ukdzalo se, ze zamétfeni na zvySovani povédomi zdravotnikli o demenci je pro
poskytovani péce zaméfené na ¢lovéka naprosto zasadni.

Budouci vyzkum

Analyza studii zahrnutych v tomto ptehledu ukazuje, ze zkuSenosti s poskytovanou
akutni péci o lidi s demenci se 1i§i hlavné ve vztahu ke kompetencim zdravotnického
persondlu a prostiedi, ve kterém je péce poskytovana. Dalsi vyzkum zaméfeny na zvySovani
povédomi zdravotnickych pracovniki o demenci a zajisténi optimalniho nemocni¢niho
prostiedi je stale velmi nezbytny.

Omezeni

K vyhledavani studii bylo pouzito Sest databazi, proto n€které clanky mohou v piehledu
chybét. VSechny zahrnuté studie byly publikovany v anglitin€, coz mize znamenat, Ze
vysledky vice reprezentuji evropskou nebo zapadni perspektivu.

Zavér

Rostouci pocet lidi s demenci zvySuje potiebu lepsi podpory a péce i v podminkach
akutni hospitalizace. Pfehledova studie identifikovala celkem pét hlavnich témat poskytovani
péce o lidi s demenci. To podava dikazy o Siroké Skale potieb a zkuSenosti s akutni
nemocni¢ni péci o pacienty s demenci. K zajiSténi optimalni péce je nezbytné komplexni
posouzeni potieb, kde je zahrnuto vnimani pacientll s demenci, neformalnich pecujicich a

zdravotnickych pracovnik.
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3.1.7 Prilohy

Tabulka 1. Studie zatazené do tematické analyzy

Autor/rok Cil Populace studii | Typ Design a Sdélované potieby
/zemé vyzkumu metody
Bamford et | Prozkoumat 112 zdravotnikti | Kvalitativni | Rozhovory, | Zdravotnicky personal
al. (2018) dulezitost poskytujicich focusni - povédomi o demenci
kompenzace péci nebo skupiny a - efektivni komunikace
Velka kognitivnich instrukce pozorovani. | - budovéni vztahu
Britanie poruch pfipracis | celkem 85
lidmi s demenci. pacientim.
Clissett et Prozkoumat 34 pacient Kvalitativni | Pozorovéni, | Management péce
al. (2013) zpusob, jakym s demenci a rozhovory. - kontinuita péce
soucasné pristupy | jejich pecujici. - smysluplné ¢innosti
Velka k péci v akutnim Autonomie
Britanie prostiedi posiluji - identita
osobnost u - inkluze
starSich dospélych
s demenci.
Clissett et Prozkoumat 35 neformalnich | Kvalitativni | Pozorovani, | Zdravotnicky personal
al. (2013) reakce pecujicich o rozhovory. - osobnostni
zdravotnickych akutné predpoklady a osobni
Velka pracovnikl na hospitalizované postoje
Britanie ptijeti lidi s lidi s demenci. - efektivni komunikace
demenci do akutni Management péce
hospitalizace. - poskytovani péce
Clissett et Prozkoumat 35 neformalnich | Kvalitativni | Polostruktu- | Zapojeni neformalnich
al. (2013) zkuSenosti pecujicich o rované pecujicich
neformalnich akutné rozhovory. - naruSeni bézné péce
Velka pecujicich o lidi s | hospitalizované Management péce
Britanie demenci béhem lidi s demenci. - informace
akutni Prostiedi nemocnice
hospitalizace. - atmosféra
Cowdell Prozkoumat 11 pacienti Kvalitativni | Pozorovéni, | Management péce
(2010) zkusenosti s demenci a 58 rozhovory. - informace
pacientil a zdravotnich Prostiedi nemocnice
Velka osettujiciho sester. - atmosféra
Britanie personalu ve
vztahu k péci o
lidi s demenci pfi
akutni
hospitalizaci.
Digby and Zjistit nazory 7 pacientl Kvalitativni | Polostruktu- | Prostfedi nemocnice
Bloomer pacientt s s demenci a rované
(2014) demenci a jejich 4 neformalni rozhovory.
neformalnich pecujici.
Austrélie pecujicich na
nemocnicni
prostiedi.
Hung et al. Tato studie 5 pacientd Kvalitativni | Akcni Prostiedi nemocnice
(2017) zkouma s demenci. vyzkum, - fyzické prostiedi
perspektivy pribeézné - bezpeci
Velka pacientt s rozhovory, Autonomie
Britanie demenci ohledné nahravani - inkluze
nemocni¢niho videa a Management péce
prostiedi. pozorovani - smysluplné ¢innosti
ucastnika.
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Hynninen, Popsat 1écbu 7 lidi s demenci | Kvalitativni | Rozhovory. | Zapojeni neformalnich
Saarnio & starSich lidi s a5 jejich pecujicich
Isola (2015) | demenci na neformalnich - emocionalni podpora
chirurgickych pecujicich. Zdravotnicky personal
Finsko oddélenich z - budovani vztahu
pohledu pacientti Management péce
a jejich blizkych - informace
pribuznych. Prostfedi nemocnice
- fyzické prostiedi
- atmosféra
- bezpeci
Innes et al. Zjistit zkuSenosti, | 16 pacientl Kvalitativni | Pozorovani, | Zdravotnicky personal
(2015) postoje a znalosti | s demenci a 69 rozhovory. - efektivni komunikace
zdravotnikd a zdravotnikd. - budovani vztahu
Velka pozorované Prostiedi nemocnice
Britanie, zkuSenosti lidi - fyzické prostiedi
Malta s demenci - atmosféra
V nemocnici. - bezpeci
Jensen et al. | Pozorované 3 pacienti Kvalitativni | Pozorovani. | Zdravotnicky personal
(2018) zku$enosti s demenci. - budovani vztahu
pacient Management péce
Dénsko s demenci pfi - kontinuita péce
akutni - poskytovana péce
hospitalizaci. - smysluplné ¢innosti
Autonomie
- inkluze
Jensen et al. | ZkuSenosti 8 zdravotnich Kvalitativni | Rozhovory. | Zdravotnicky personal
(2019) zdravotnich sester | sester. - povédomi o demenci
s péci o pacienty - osobnostni
Dansko s demenci. predpoklady a osobni
postoje
- efektivni komunikace
Management péce
- informace
- kontinuita
- poskytovani péce
Prostfedi nemocnice
Jurgens et Zjistit zkuSenosti | 34 pacientl Kuwvalitativni | Rozhovory. | Zapojeni neformalnich
al. (2012) s poskytovanim s demenci a 35 pecujicich
péce. neformalnich - naruseni bézné péce
Velka pecujicich. Zdravotnicky personal
Britanie - povédomi o demenci
Management péce
- poskytovani péce
Kelley etal. | Prozkoumat, jak 12 pacientt Kvalitativni | Pozorovani, | Zapojeni neformalnich
(2019) zapojeni rodiny s demenci a 16 rozhovory. pecujicich
ovliviiuje neformalnich - zdroj informaci
Velka zkusenosti s pecujicich. - emocionalni podpora
Britanie nemocnicni péci o - naruseni bézné péce
lidi zijici s Zdravotnicky personal
demenci. - efektivni komunikace
- budovani vztahu
Autonomie
- identita
Prostiedi nemocnice
- fyzické prostiedi
McCorkell Zvysit povédomi | 20 pacientl Kvalitativni | Akeni Zdravotnicky personal
etal. (2017) | o potiebach s demenci. vyzkum. - efektivni komunikace
pacientt s Management péce
Irsko demenci v akutni - informace

pécCi v nemocnici.
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Moyle et al. | Prozkoumat 13 Kuwvalitativni | Polostruktu- | Zapojeni neformalnich
(2010) management péce | zdravotnickych rované pecujicich
o0 pacienty pracovniku. rozhovory Zdravotnicky personal
Australie s demenci v - povédomi o demenci
akutnim - osobnostni
nemocnicnim predpoklady a osobni
prostiedi. postoje
- budovani vztahu
Management péce
- poskytovani péce
Prostfedi nemocnice
- bezpeci
Moyle et al. | Prozkoumat tilohu | 30 neformélnich | Kvalitativni | Rozhovory. | Zapojeni neformalnich
(2016) a potieby pecujicich. pecujicich
neformalnich - zdroj informaci
Australie pecujicich o - emocionalni podpora
¢loveka s demenci Zdravotnicky personal
v akutni - povédomi o demenci
nemocnicni péci. Management péce
- informace
- smysluplné ¢innosti
Autonomie
- identita
Petry et al. Ziskat dikladné 18 rodin, z toho | Kvalitativni | Polostruktu- | Zdravotnicky personal
(2019) porozuméni 7 pacientd rované - osobnostni
Svycarsko zkusSenostem s s demenci a 20 rozhovory, predpoklady a osobni
procesy akutni rodinnych narativni postoje
péce a potfebam prislusnika. rozhovory. Management péce
lidi s demenci a - poskytovani péce
jejich rodinnych Prostiedi nemocnice
prislusniki. - fyzické prostiedi
Petty et al. Nastinit, jak si 47 zdravotnikti. | Kvalitativni | Rozhovory. | Zdravotnicky personal
(2018) zameéstnanci - efektivni komunikace
nemocnice mohou Management péce
Velka v rameci rutinni - kontinuita
Britanie praxe vSimnout Prostiedi nemocnice
emocnich potizi
pacientd s
demenci,
porozumét jim a
reagovat na né.
Prato et al. Prozkoumat 6 pacientl Kvalitativni | Pripadové Zapojeni neformalnich
(2018) zkuSenosti lidi s s demenci, 8 studie. pecujicich
demenci a jejich neformalnich - zdroj informaci
Velka neformalnich pecujicich a 59 - emocionalni podpora
Britanie pecujicich béhem | zdravotnikd. Zdravotnicky personal
akutni - povédomi o demenci
hospitalizace. - osobnostni
predpoklady a osobni
postoje

- efektivni komunikace
- budovani vztahu
Management péce

- informace

- kontinuita

- poskytovani péce

- smysluplné ¢innosti
Autonomie

- identita

Prostiedi nemocnice
- bezpeci
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Scerri et al. | Prozkoumat 33 zdravotnikti | Kvalitativni | Rozhovory. | Zapojeni neformalnich
(2015) kvalitu alo pecujicich
poskytovani péce | neformalnich - zdroj informaci
Malta o lidi s demenci pecujicich o Zdravotnicky personal
v nemocni¢nim pacienty - povédomi o demenci
prostiedi. s demenci. - osobnostni
predpoklady a osobni
postoje
- efektivni komunikace
- budovani vztahu
Management péce
- kontinuita
- poskytovani péce
- smysluplné ¢innosti
Autonomie
- identita
- inkluze
Prostiedi nemocnice
- fyzické prostiedi
- atmosféra
Scerri et al. | Kategorizovat 13 pacientli Kvalitativni | Polostruktu- | Management péce
(2018) vnimané a s demenci. rované - smysluplné ¢innosti
pozorované rozhovory. Autonomie
Malta potieby osob s - identita
demenci piijatych - inkluze
na akutni 1ékatské Prostfedi nemocnice
oddéleni a - atmosféra
zkoumat, zda jsou - bezpeci
tyto potieby
napliiovany nebo
byly splnény.
Shannon et | Prozkoumat 21 zdravotnich Kvalitativni | Pfipadova Management péce
al. (2018) poskytovani péce | sester. studie. - smysluplné ¢innosti
o lidi s demenci Prostfedi nemocnice
Austrélie vV nemocnici. - atmosféra
- bezpeci

Tabulka 2. Témata dle tematické syntézy

Témata

Podtémata

r

Zapojeni neformalnich
pecujicich

Zdroj informaci, emocionalni podpora, naruseni bézné péce

Zdravotnicky personal Povédomi o demenci, osobnostni pfedpoklady a osobni postoje,

efektivni komunikace, budovani vztahu

Management péce Informace, kontinuita, smysluplné ¢innosti, poskytovani péce

Autonomie Identita, inkluze

Prosttedi nemocnice Fyzické prosttedi, atmosféra, bezpeci
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Obrazek 1. PRISMA diagram
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- data nebyla ziskavana
v prostiedi akutni
nemocni¢ni péce




3.2 Akutni hospitalizace lidi s demenci — shrnuti

Prosttedi akutni lizkové péce je velmi narocné a stresujici jak pro lidi s demenci, tak
pro jejich neformalni pecujici. Je proto diilezité aktivné fesit otazky zdravotni péce diive, nez
dojde ke krizi a stav ¢lovéka s demenci si vyzada hospitalizaci (Rudolph et al., 2010).

Nemocnicni prostiedi je uvadéno jako jedna z nejtypictéjSich pti¢in emocniho stradani a
stresové zatéze pacientl s demenci. DelSi pobyt v nemocnici je pak oznacovan za moznou

bariéru zotaveni. V pifipad¢ akutni hospitalizace je pfinosné zkratit dobu pobytu v nemocnici

pokud mozno na minimum (Petty et al., 2018; Jensen et al., 2019).

Pro komplexni posouzeni potieb lidi s demenci a zkuSenosti béhem akutni hospitalizace
je nezbytné zahrnout perspektivy vSech aktérii, ktefi se na tomto procesu podileji;
zdravotnického personalu, neformélnich a rodinnych pecujicich 1 samotného pacienta

s demenci.

Jako optimalni v pfipad¢€ pacientii s demenci je hodnocena péce, kterd reaguje na
individualni potieby dané¢ho pacienta na zakladé zhodnoceni jeho soucasného stavu, ale také

priorit, hodnot a potieb pied hospitalizaci, tedy péCe zaméfena na Cloveéka.

Rodinni piislusnici a neformalni pecujici jsou pro nastaveni optimalni péce o pacienta
s demenci velmi dalezitym zdrojem informaci pro zdravotnicky personal a zaroven zdrojem
emocionalni podpory pro svého blizkého. Povédomi zaméstnancli o demenci, jejich osobni
postoje a komunikacni dovednosti identifikuje soucasné poznani jako dalsi ze zékladnich
predpokladii pro poskytovani optiméalni péfe o pacienty sdemenci. Jako nejvice
problematickou soucast péfe o pacienty s demenci oznacuji zdravotnici a nemocnicni
zaméstnanci na vSech urovnich otazku bezpecnosti. I sami lidé s demenci hodnoti potiebu
bezpeci jako svou prioritu, kdy se nejedna jen o pocit fyzického bezpeci, ale i1 potfebu citit se

v bezpeci po strance emociondlni.
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4 MOZNOSTI PODPORY LIDI SDEMENCI A JEJICH
NEFORMALNICH PECUJICICH

4.1 Preventivni aktivity

Demenci nelze 1éCit a jedinym zpiisobem, jak proti ni bojovat, je prevence. V soucasné
dobé¢ jiz existuje dostatek ditkazli o ptisobeni rizikovych faktort i o tom, ze zdravy zivotni styl
mize riziko rozvoje demence snizovat. Ceska alzheimerovska spoleénost (CALS, 2015)

upozoriiuje na konkrétni rizika a zptisoby prevence:

e Koureni, vysoky krevni tlak, vysoky cholesterol, cukrovka ¢i obezita zvysuji riziko

infarktu, mozkové mrtvice a zvySuji také riziko rozvoje demence.
e Fyzicka aktivita, cviceni a zdravy a vyrovnany jidelni¢ek snizuji riziko demence.

e Aktivita pro mozek podporuje tvorbu novych mozkovych bunék a posiluje nervova

spojeni a tim pomdhé bojovat proti Alzheimerové nemoci i jinym typtim demenci.

e Spolecenské aktivity jsou pro zdravy mozek velkym ptinosem, protoze stimuluji

mozkové rezervy a pomahaji tak snizovat riziko demence a depresi.

K takovym aktivitam patii programy a kurzy pro seniory organizované knihovnami,
mistnimi organizacemi a neziskovym sektorem. Nabidka téchto programi je velmi Siroka,
pochopiteln¢ s ohledem na lokalitu, a jsou pofaddany pravidelné¢ 1 ndrazové. Jednd se o
programy kulturni, spoleCenské, sportovni ¢i osvétova setkdni nad nejriiznéjSimi tématy
(Bartova in OndruSova et al., 2019). Vyznam téchto aktivit spo¢iva vedle poskytovani
prilezitosti k socialnimu kontaktu a aktivizaci také v moznosti ziskdvani potiebnych informaci
vcetné zvySovani povédomi o problematice demence, které poméha boftit zabrany a urychluje
vyhledani odborné pomoci (Holmerova, Horecky & Hanus, 2016). Vyznamnou roli v oblasti

aktivizace a stimulace mozkové ¢innosti ma také celozivotni uceni, které je definovano jako
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kontinualni proces ziskavani a rozvoje védomosti, intelektovych schopnosti a praktickych
dovednosti v pribc¢hu celého zivota (MPSV, 2014). K nejrozsifenéjSim moZnostem
vzdelavani seniorti patii univerzity tfetiho véku a seniorské akademie. Velky vyznam maji

také samostatné a individudlni aktivity a podpora vlastniho aktivniho zapojeni seniora.

4.2 Komunita pratelska klidem Zijicim s demenci (dementia friendly

community)

ey

Lidé zijici s demenci musi Casto Celit stigmatizaci a diskriminaci, které prameni
pfevazné z nedostatecného porozuméni a malé miry informovanosti a povédomi o tomto
syndromu. Snaha o vytvareni komunit pfatelskych k lidem s demenci nema ve svété¢ dlouhou
historii. Nejdéle, vice nez deset let, je toto usili mapovano v Japonsku a ve Skotsku a
v soucasné dobé ma silnou zékladnu také v Australii, Kanadé¢, Némecku a Belgii, ve Velké

Britdnii a na izemi Spojenych statlh americkych (Turner & Morken, 2016).

Rozvoj iniciativ podporujicich pratelské podminky pro lidi s demenci (dementia
friendly) je ptirozenou spolecenskou reakci na soucasny demograficky vyvoj. Je mozné
vnimat, Ze tyto aktivity se rozvijeji ve spolecnosti, kde jsou jiz hojné zastoupeny strategie
pratelské ke starSim dospélym (age friendly). Nelze vsak fici, ze to, co je pratelské a podpirné
pro starSi dospé€lé, automaticky také podporuje lidi s demenci. Ve skutecnosti ani jeden
z téchto konceptl se plné neptekryva s druhym. Prostiedi pratelské ke star§im mize opomijet
nékteré¢ konkrétni potieby lidi zijicich s demenci, stejné¢ jako prostfedi podporujici tyto
potfeby nemusi nutn¢ zahrnovat Sirsi spektrum potieb starSich dospé€lych jako celku (Turner
& Morken, 2016). Oba koncepty shodn¢ usiluji o vytvofeni prostiedi, které rozpoznava starsi
dospélé veetné lidi s demenci jako cenné Cleny komunity a umoziuje jim zlstat aktivni a

nezavisli tak dlouho, jak je to mozné.

Komunitu ptatelskou k lidem s demenci (dementia friendly community) lze definovat

jako misto nebo kulturu, kde jsou lidé s demenci a jejich pecujici posilovani, podporovani a
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zaClefiovani do spolecnosti, jsou chapana jejich prava a uznavan jejich plny potencial (ADI,
2015). Snahou takovych komunit je vytvofit prostfedi, které podporuje osoby s kognitivnimi
poruchami a v ranych stadiich demence Zivot ve vlastnim prostiedi. Je v§ak nezbytné mit na
paméti také inkluzi lidi s vy$§imi potfebami v pozdéjsich stadiich onemocnéni. Pocit vlastni
hodnoty a zaclenéni prokazateln€ pisobi pozitivné na kvalitu Zivota lidi s timto onemocnénim
(Local Government Association, 2012). Koncept vytvareni pratelského a podplrného
prostiedi pro lidi s demenci méni zplsob premysleni o Zivoté s timto onemocnénim. To
znamena zasadni posun od zaméfeni na uspokojovani fyzickych a zdravotnich potieb lidi s
demenci k celkové podpofe zaméfené na naplitovani jejich individudlnich potieb, aby dosahli
nejlepsi mozné kvality zZivota (ADI, 2015), coz napliuje filozofii pée zaméiené na Cloveka,
klicového ptistupu v poskytovani kvalitni péce o lidi Zijici s demenci.
Prostfedi a komunita podporujici lidi s demenci mé dva hlavni cile:
e Snizit stigmatizaci lidi zijicich s demenci, podporovat vétsi porozuméni tomuto
onemocnéni a smysluplné angazovanosti.

e Posilovat lidi s demenci uznanim jejich prav a schopnosti, aby se citili respektovani v

rozsahu, v jakém jsou schopni a opravnéni rozhodovat o svém zivoté (ADI, 2015).

4.2.1 Dementia friends

Jednim z faktor podpory uzndni lidi Zijicich s demenci jako cennych ¢lent komunity je
priprava spolecenského klimatu na jejich zaclenéni do spolecnosti a podpora jejich prav.
Iniciativy podporujici ptatelské podminky pro lidi s demenci tohoto cile dosahuji mimo jiné
mezinarodnim programem Dementia friends, ktery zprostfedkovava jednoduché a dostupné
informace, a pomahd tak zvySovat povédomi spolecnosti o tomto onemocnéni. V soucasné
dobé se Ceska republika zapojuje do projektu Global Dementia Friends Network, ktery otevie
dalsi moznosti sdilet praxi a obohacovat znalosti o cenné zkuSenosti ze zahranici.

Implementace programu Dementia friends je variabilni dle kulturniho zdzemi kazdé zapojené
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zemé 1 dalSich konkrétnich specifik pfijemct programu, vSechny tyto programy vsSak sdileji
nasledujici cile:
e ZvySovat povédomi o demenci

e Celit stigmatizaci lidi s demenci

e Pomoci Gcastniklim programu porozumeét, jak demence ovliviiuje nemocného

cey

e Podporovat ucastniky v jejich konkrétnich aktivitich v pomoci lidem zijicim

s demenci

Podporovat zménu chovani celospolecensky

Prezentace zakladnich znalosti o problematice demence zpravidla probihd formou
osobnich setkani nebo on-line Skoleni (volenych stale Castéji). Konkrétni obsah a napli jsou
vzdy pfizptisobeny danym pfijemcim programu a reaguji na pozadavky téchto skupin

(naptiklad policisté, slozky IZS) s cilem co nejvyssi vyuzitelnosti pro praxi.

V Ceské republice se v roce 2020 uskuteénil pilotni program Dementia friends formou
on-line setkani se studenty stfednich Skol. Vysledky byly prezentovany na mezinarodni
konferenci Dementia Care and Policies in Extended Danube Region v Sarajevu a spolu

s abstraktem piispévku jsou soucasti samostatné ptilohy.

4.3 Prostredi

cey

Pobyt ve znamém prostiedi se sprdvnou podporou muze lidem Zijicim s demenci
pomoci vést déle aktivni a nezavisly zivot. Zustat zit doma a ve své komunité navzdory
zménam, které pfichazeji s demenci a progreduji s rozvojem onemocnéni, ¢asto vyzaduje

upravu prostiedi.

Je dulezité, aby lidé s demenci zlstali co nejaktivnéjsi — fyzicky, psychicky i socialné.

Dle zjisténi ale az 35 procent lidi s demenci chodi ven jen jednou tydné¢ nebo méné a 10
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procent jednou meési¢né nebo méné (Designing Buildings Ltd., 2021). Pfistup k mistnim
sluzbam a obchodiim spolu s dostupnosti zelené, v bezpecné a pohodlné pési vzdalenosti,
ptispivaji k tomu, Ze lidé s demenci ziistdvaji zapojeni a aktivni, coz vede k lepsi nalad¢,
paméti a komunikaci a zlepSuje koncentraci (Designing Buildings Ltd., 2021). Pobyt venku
navic poskytuje ptilezitosti k fyzickému cviceni, pomaha udrzovat normalni spankové vzorce
a denni rytmy a pomdhd pifi vyrovnavani se se stresem. Stile také piribyva dikazli o
pozitivnich dopadech pobytu v piirodé¢ (Leavell et al., 2019), a to pochopitelné i pro lidi zijici
s demenci. Rlizné ¢innosti poskytované na zelenych prostranstvich jsou vysoce cenény mimo
jiné kvuli pfilezitostem pro smysluplné zapojeni a posileni identity. Programy v pfirodé¢
nabizeji vybér zndmych zdjmovych aktivit i pfilezitosti pro mezilidské vztahy a plsobi

komplexné na rizné aspekty zivota lidi s demenci (Mmako, Courtney-Pratt & Marsh, 2020).

Jednou z hlavnich pfi¢in akutni hospitalizace lidi s demenci jsou pady. Padim lze, vedle
ucinnych strategii, jako jsou naptiklad cviceni, trénink rovnovahy, redukce vysoce rizikovych
1€k, kompenzace problému se zrakem, predchézet zvySenim bezpecnosti prostiedi, ve kterém
se Clovek sdemenci pohybuje. Vedle bezpecného venkovniho prostoru k tomu
neodmyslitelné patii prava domécnosti, ve které ¢lovek s demenci zije. Tyto zmény mohou
clovéku s demenci pomoci ziistat v bezpeci, fyzicky aktivni, mentdlné stimulovany a v

kontaktu s pfateli a rodinou.

Svét kolem clovéka s demenci je pro n¢j samotného stile méné pochopitelny.
Dezorientace a zmatek jsou nepiijemné pocity, které lidé s demenci zazivaji 1 ve svém
vlastnim, diive dobfe zndmém prostiedi (Hajkova et al., 2016). Pti Gpravé prostiedi pro
Cloveéka s demenci je tieba co nejvice porozumét tomu, jak ¢lovek s demenci vnima okolni
prostiedi ve své soucasné situaci, co mu pusobi potize a co mu naopak poméha (Prokopova,

2017). Pirucka pro pecujici Ceské alzheimerovské spolednosti Jak upravit domov clovéka
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s demenci Prokopova (2017) uvadi obecnd pravidla pro Upravy umoziujici ¢lovéku s demenci

bezpecné si zachovat co nejvetsi miru nezavislosti po co nejdelsi dobu:

Orientace ve vlastnim prostiedi je velmi dulezitd. Je vhodné eliminovat ruSivé
elementy a umistit pouzivané predméty tak, aby jejich misto a funkce byly co nejvice
ziejmé. Pro lidi s demenci je snazSi zacCit pouzivat pfedméty, které vidi, nez ty, jez

museji hledat.

Barvy, kontrast a materialy pii spravném pouzivani mohou napomoci lepsi orientaci,
zvyraznit dilezité prvky nebo mista, a piispét tak k jejich rychlejSimu nalezeni. Velké
mnozstvi barev a rtznorodost jejich tonu naopak miize v celém prostiedi zplsobit

zmatek, je proto dulezité udrzet prostfedi ¢lovéka s demenci piehledné a Gtulné.

Osvétleni ovliviiuje orientaci a tisudek o okolnim prostfedi. Vhodné je v domacnosti
zvysit mnozstvi denniho 1 umélého osvétleni a tim zamezit pfipadnym potizim a
zaroven Cloveéku s demenci umoznit zapojeni se do ¢innosti, které nejsou bez dobrého
osvétleni mozné. Denni svétlo navic ptisobi na pfirozené fungovani denniho a no¢niho
rytmu a pomdha odstranit nocni bdéni, které je velmi narocné jak pro clovéka

s demenci, tak pro pecujici.

Bezpecnost okolniho prostiedi je pro ¢lovéka s demenci jednou z nejdiilezitéjSich véci.
Lidé s demenci se mohou chovat nevyzpytatelné, pouzivat véci jinak nebo je nechavat
na nevhodnych mistech. Zaroven ale nemusi byt schopni spravné vyhodnotit miru
rizika. ZvySeni bezpecnosti vlastniho prostfedi miize potencidlni nebezpe€i zmirnit

nebo odstranit a podpofit samostatnost ¢lovéka s demenci v co nejvyssi mozné mifte.

Je dilezité si uvédomit, ze ¢loveék s demenci proziva velmi narocné a citlivé obdobi

svého zivota. Pfi Gpravé prostiedi, ve kterém Zije, je proto nezbytné dbat kromé bezpecnosti

na jeho distojnost. Pravé pocit distojnosti je demenci Casto ohroZovén, a je proto dilezité
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snazit se distojnost vco nejvy$§i mozné mife uchovat alespon ve vlastnim prostiedi

(Prokopova, 2017).

4.4 Socidlni sluzby a podpora pro lidi s demenci Zijici ve vlastnim
prostiedi a jejich neformalni petujici v Ceské republice
Pravo lidi s demenci na podporu nezavislého zivota a zapojeni se do spole¢nosti
formuluje napiiklad Umluva OSN o pravech osob se zdravotnim postizenim (2008), ktera
vyzaduje zajisténi moznosti zvolit si, kde a s kym bude ¢lovék s demenci Zit, umoZznéni jejich
pristupu ke sluzbam nezbytnym pro nezéavisly zplisob zivota a zac¢lenéni do spole¢nosti véetné

moznosti vyuzivat komunitni sluzby.

4.4.1 Poradenstvi

Zékon o socialnich sluzbach definuje zakladni a odborné socidlni poradenstvi. Zakladni
socidlni poradenstvi je soucasti vSech socialnich sluzeb a je poskytovano bezplatné. Toto
poradenstvi ma poskytovat potiebné informace piispivajici k feSeni nepiiznivé socialni
situace vcéetné napiiklad informaci o pfispévku na péc¢i a moznostech vybéru jiného druhu
socialni sluzby, vhodnégjsi s ohledem na individualni potteby. V ramci zakladniho socialniho
poradenstvi maji byt poskytnuty také informace o moznostech podpory neformalnich
pecujicich o lidi s demenci (Holmerova, Horecky & Hanus, 2016).

Odborné socialni poradenstvi poskytuje potfebné informace a podporu se zaméefenim na
specifické potieby vcetné pomoci pii vyfizovani béznych zalezitosti a pifi obnoveni nebo
udrzeni kontaktu s pfirozenym socidlnim prostiedim clovéka. Dulezitou soucasti odborného
socialniho poradenstvi pro lidi s demenci a jejich neformélni pecujici je podpora pii feSeni
pravnich otazek. UZ v poc¢atku onemocnéni je potfeba myslet na to, jak do budoucna chrénit
zajmy ¢i majetek Cloveka s demenci. Dle obCanského zédkoniku Ize vyuzit instituty ochrany:

pfedbézné prohlaSeni, ndpomoc pii rozhodovani, zastoupeni ¢lenem domécnosti nebo jako
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posledni moznost omezeni svépravnosti (Holmerova, Janeckovd & Niklova, 2019). Pravni
poradenstvi je potfeba formulovana ve vlastnim piehledu (kapitola 1.5) i1 vysledcich
kvalitativniho vyzkumu zaméfeného na potfeby neformalnich pecujicich o lidi s demenci
(Dragomirecka et al., 2020).

Vyznamnou roli v podpofe a ziskdvani potfebnych informaci maji také edukacni
programy pro neformdlni pecujici. Prestoze nécktefi pecujici povazuji za piinosnéjsi
individualni poradenstvi a cilené informace, vzdélavaci kurzy jsou shodné oznafovany za
uzitecné. Pochopitelné¢ pro vyuzivani takové podpory jsou urCujici dostupné a spravné
nacasované informace o jeji existenci. Nékteré¢ studie ale upozornuji, ze takova podpora neni

v dobé potieby casto k dispozici (Clemmensen et al., 2020b).

4.4.2 Terénni sluzby

Terénni sluzby jsou poskytovany v pfirozeném prostiedi a v ptipad¢ lidi s demenci se
jedné predevsim o sluzby osobni asistence, peovatelskou sluzbu, terénni odlehcovaci sluzby
a tisnovou péci. Osobni asistence i peCovatelské sluzby lze vyuzit pii Cinnostech, které
vyzaduji pomoc jiné osoby z dGvodu snizené sobéstacnosti. Osobni asistence miize byt
poskytovana béhem celého dne bez ¢asového omezeni s vysokou mirou podpory, zpravidla
jednim asistentem, ¢imz muze byt vnimana jako vice individualni. Oproti tomu peCovatelské
sluzby lze vyuzivat jen v dopfedu uréeném casovém intervalu, poskytuje nizkou ¢i stfedni
miru podpory pracovniky, kteti mivaji zpravidla vice klienti.

Z pohledu neformalnich pecujicich obé tyto sluzby umoziuji nebo ulehcuji péci. Osobni
asistence dopliiuje sluzby poskytované v pracovni dobé, umoziuje pecujicimu oddech a
zachovani zivotniho stylu a pomoc v pfipadé nemoci. Kapacita sluzeb osobni asistence je
vSak vnimana jako zcela nedostatecna. Pecovatelskd sluzba je hodnocena jako pfinosna svou
regionalni dostupnosti, ale limitovana nedostatecnou flexibilitou (Dragomirecka et al., 2020).
Pro hledani optimalnich moZznosti zajisténi péce o lidi s demenci v jejich vlastnim prostiedi je
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nezbytna transformace terénnich socialnich sluzeb tak, aby lépe reagovaly na individualni
potieby jak lidi s demenci, tak jejich neformdlnich pecujicich. Nedostatkem v poskytovani
terénnich sluzeb je také koordinace sluzeb zdravotnich (doméci péce) a socidlnich, coz
mnohdy znamendé velké naroky na osobu pecujiciho a vede ke zvySovani peCovatelské zatéze
(viz kapitola 2). Scilem umoznit pecujicim nezbytny odpocinek jsou poskytovany také
terénni odlehcovaci (respitni) sluzby. Organizace poskytujici odleh¢ovaci péci, at’ uz terénni,
ambulantni ¢i pobytovou, jsou z pravidla specializovand na ur¢ity druh onemocnéni, postizeni
nebo miry sobéstacnosti (CALS, 2015). DilleZitou sou¢asti podpory terénnimi sluzbami miize
byt tisiova péce, kterd poskytuje nebo zprostredkuje neodkladnou pomoc pfti krizové situaci,

a to ve spolupraci se slozkami Integrovaného zachranného systému.

4.4.3 Stacionare

Dal8imi ze sluzeb vhodnych pro lidi zijici s demenci jsou ambulantni sluzby, konkrétné
centra dennich sluzeb a denni ¢i tydenni staciondie. V naplni sluzby se denni centra a denni
stacionafe v mnohém prolinaji, rozdil je pfedevSim ve frekvenci poskytovani a podminkach
vyuzivani sluzby. Centra dennich sluzeb muze ¢loveék s demenci vyuzivat dle svych potieb,
nabizené programy voli podle chuti a svych dovednosti. Denni stacionafe na rozdil od center
dennich sluzeb poskytuji sluzby v pfedem nasmlouvaném rozsahu a Case. I v ptipad¢ dennich
stacionari vSak musi zaleZet na potfebach a pranich cloveéka s demenci a jeho zdravotnim

stavu.

Neformdlnimi pecujicimi je tato sluzba oceflovana ptedevSim z divodu umoznéni
ptilezitosti pracovat nebo zvladat naroky péce, vnimaji ji také jako prevenci socialni izolace
jak pro svého blizkého, tak pro sebe sama. Pfinosem je také moznost poskytnuti potiebné
aktivizace ¢lovéku s demenci. Limitem sluzby je nedostatecnd kapacita a absence navaznych

sluzeb. Pro pecujici mize byt prekdzkou nutnost zajisténi vlastni dopravy nebo omezeni

rrrrr
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4.4.4 Odlehcovaci pobyty

Odlehcovaci pobyty slouzi lidem s demenci jako pirechodny pobyt v dobé, kdy jejich
neformalni pecujici potfebuje v péci zastoupit, a to napiiklad z divodu nemoci nebo potieby
odpocinku ¢i vyftizeni dalSich zalezitosti. OdlehCovaci sluzba nabizi docasné prevzeti
veskerych pecovatelskych povinnosti a to vzdy na omezenou krat$i dobu (CALS, 2015). Také
v piipad¢ odlehcovacich pobytl pecujici shledavali bariéru v kapacité zatizeni, kdy sluzba
neni k dispozici akutn¢ v pfipad¢ potieby. Nedostatecna kapacita dale vede k obavam, ze
jejich blizkému s demenci nebude poskytnuta dostate¢na péce, coz mize vést ke zhorSeni
celkového stavu. Nastava tak paradox, kdy se odpocinek od péfe muze stat pro pecujici

stresujicim (Dragomirecka et al., 2020).

4.4.5 Podpiirné skupiny pro neformalni pecujici

Cilem podplrnych skupin je poskytnout neformalnim pecujicim o lidi s demenci
psychosocialni, emocionélni a informa¢ni podporu. Podplrné skupiny umoziuji pecujicim
sdilet vlastni pocity a zazitky a poskytuji prostor poslechnout si ostatni, kteti maji podobné
zkuSenosti, a tim si uvédomit, Ze v tom nejsou sami. Princip vzajemného sdileni a spoluprace,
které odpovidaji potfebam a jsou pro Cleny prospésné, piinasi ndhled na vlastni zkuSenosti
s péci (Janeckova, 2016). Poskytovani podpory a vymeéna relevantnich informaci snizuji
pecovatelskou zatéz (Jarolimova, Janeckova & Holmerova in Hoschl et al., 2014). Vyménu
informaci a zkuSenosti, emo¢ni podporu a pfilezitost k ziskani nadhledu a zméné postoje
neformalni pecujici ocenuji jako pfinosné. Limitem svépomocnych skupin miize byt malé

mistni ¢i Casova dostupnost ¢i psychické zabrany (Dragomirecka et al., 2020).

Ceska alzheimerovka spole&nost poskytuje podpiirnou skupinu také pro lidi v poéinajici
fazi demence Toulky paméti a dusi. Tato skupina poskytuje lidem s demenci psychosocialni

podporu a pomoc pii vyrovnani se s piiznaky i disledky nemoci (CALS, 2015).
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Z.aveér

Disertacni prace je zaméfena na moznosti podpory nezavislého Zivota lidi s demenci a
byla zpracovéana v rdmci postgradudlniho studijniho programu Studia dlouhovékosti Fakulty
humanitnich studii Univerzity Karlovy, projektu GACR jehoZ je autorka spolufesitelkou a
déale projektu AZV, na jehoz feSeni se v ramci doktorského studia podilela. Text prace je
¢lenén do Ctyt casti, které vychdzeji z publikovanych nebo k publikaci ptipravenych texti.
Prvni tfi ¢asti prezentuji vlastni vyzkumy zaméfené na zjiStovani potieb lidi s demenci a

zkuSenosti s péci o n€ v domacim prostiedi 1 v prostfedi nemocnice pii akutni hospitalizaci.

Vychodiskem disertacni prace je ptehledova studie (scoping review) jejimz cilem bylo
zjistit, co je doposud znamo o potiebach lidi s demenci Zijicich ve vlastnim prostfedi. Cilem
této prehledové studie bylo zjistit, zda a do jaké miry jsou lidé s demenci dilezitymi
informatory o svych potifebach a co je o této problematice dosud znamo ve svétle dostupné
literatury (tedy literatury publikované v angli¢ting i1 CeStin€). Zaroven tato analyza poskytla
vhled do potteb lidi s demenci a rdmec pro dals$i zaméteni mého vyzkumu této oblasti. Druha
faze praci se zaméfila na potfeby a zkuSenosti s péci o lidi s demenci z pohledu jejich
neformdlnich  pecujicich. =~ Byl proveden  kvalitativni  vyzkum  individudlnimi
polostrukturovanymi rozhovory s neformalnimi pecujicimi o lidi s demenci v jejich vlastnim
prostiedi. Treti fazi vyzkumu byla ptehledova studie potieb lidi s demenci a zkuSenosti s péci
pii akutni hospitalizaci, tentokrat z pohledu samotnych pacientli, neformalnich pecujicich i
zdravotnickych pracovnikti. Posledni ¢ast disertacni prace popisuje moznosti podpory lidi

s demenci zijicich ve vlastnim prosttedi, v€etné podpory téch, ktefi o né€ pecuji.

Vysledky vySe uvedenych studii potvrzuji, Zze péfe o lidi s demenci musi byt
planovéna a realizovana tak, aby vychazela z individuélnich potieb ¢loveéka s demenci, ale

také z potteb neformélnich pecujicich, a tim se maximalizovala pfilezitost setrvani ve
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vlastnim prostfedi. Pro dosazeni tohoto cile je nezbytné transformovat terénni sluzby,
poskytovat dostatek ptehlednych informaci jak o syndromu demence, tak i o moznostech
podpory a sluzbach, a v neposledni fad¢ sluzby koordinovat tak, aby byla zaji§téna jejich

navaznost a vhodnost dle aktualniho stadia progrese syndromu demence.
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Priloha A1 — Informovany souhlas — Individualni rozhovory

Souhlas s vyuzitim ziskanych informaci z individualniho rozhovoru
Nositel projektu: Univerzita Karlova, Fakulta humanitnich studii, Studia dlouhovékosti,
U Kfrize 8, Praha 5, 158 00

Nazev projektu: Uspokojené a neuspokojené potieby zvlaste zranitelnych (vulnerabilnich)
pacientli vyssiho véku v domaci a lazkové péci

Trvani projektu: 2019-2021

Cil sbéru dat: cilem sbéru dat je ziskat informace o vlastnim vnimani potieb pacientii vy$siho
véku v domdci zdravotni péc¢i a v akutni lGzkové péci vcetné pohledu na tyto potieby ze
strany profesionélnich pecujicich, zejména vSeobecnych sester.

Archivace a zpiistupnéni dat: Neanonymizované informace z rozhovorti jsou pfistupné pouze
resitelim projektu.

Anonymizované informace zrozhovori budou archivovany pro ucely dalSich analyz.
Anonymizace znamend odstranéni osobnich udajii, aby nebyla umoZznéna identifikace
konkrétnich osob a organizaci. Data budou archivovdana na Fakult¢ humanitnich studii,
v oddéleni doktorskych studii (Studia dlouhovekosti) a budou piistupné feSitelim projektu
Mgr. Alzbété Bartové, Mgr. Hané Blahové, Mgr. Vladimife Dostalové a doc. MUDr. Ivé
Holmerové, Ph.D. Data nebudou nikde zvefejnéna, budou zpracovavana jako anonymizovana
a budou dodrZeny zasady etického pfistupu, ochrany osobnosti i prav vSech dotéenych osob.

Informovany souhlas
Dne jsem poskytl/a vyzkumny rozhovor vramci projektu
,Uspokojené a neuspokojené potteby zvlasté zranitelnych (vulnerabilnich) pacienti vyssiho
véku v domaci a lizkové péci“. Na analyze dat zjiSténych z rozhovorii se podileji fesitelé
projektu: Mgr. Alzbéta Bartova, Mgr. Hana Bldhova, Mgr. Vladimira Dostalovd a doc.
MUDr. Iva Holmerova, Ph.D.
Souhlasim se zpracovanim, archivaci a dalsi analyzou rozhovoru, ktery jsem poskytl za
téchto podminek:
e zaznam rozhovoru bude uchovan jen v anonymizované podob¢ bez souvislosti s mym
jménem a kontaktem na moji osobu, a bez uvedeni adresy mého bydlisté, pouze
s uvedenim kraje, ve kterém ziji.

V pfipadé, Ze Gryvky z tohoto rozhovoru budou soucasti publikaci nebo vetfejnych
prezentaci vysledkl vyzkumu:
e smi byt uvedeny jen v anonymizované podobé bez mého jména a souvislosti s moji
osobou.

Po skonceni projektu Uspokojené a neuspokojené potieby zvlasté zranitelnych
(vulnerabilnich) pacienti vyS$iho véku v domdaci a lizkové péci, smi byt anonymizovany
rozhovor:

Q zpracovavan jen vyzkumniky jmenovanymi v tomto souhlasu pouze pro ucel tohoto
projektu.

Jméno respondenta: Jméno vyzkumnika:

Podpis respondenta: Podpis vyzkumnika:



Priloha A2 — Vyjadieni etické komise

Eticka komise Gerontologického centra v Praze 8

se seznamila s navrhem vyzkumného projektu

GAUK pod registraénim cislem 760219

5 NAZEVem

.Uspokojené a neuspokojené potieby zvliité vulnerabilnich pacienti

vyiZiho véku v domici a lizkové pééi”

wSaturated and unsaturated needs of vulnerable older patients in the health

care inhospital and home care”

Jednd se o projekt, zamé&feny na vulnerabilni pacienti vy3iiho weku, jehoz cilem je roziifit
poznani &0 problematiky. Budou provedeny review dostupné literatury a 3etfeni potich
zvlagiE vulnerabilnich lidi vy55iho vk ve zdravotni péci.

Projekt sestdva z wysledki literdmniho Setien] a z vlasmiho vyzkumu s naslednym névrhem
ndstroje hodnoceni potfeb 2414818 vulnerabilnich lidi vyiSiho véku ve zdravotni pééi,
doporufeni dobré praxe a obsahu vedélivacibho programu pro zdravotnické pracovniky.

Eticka komise byla informovina o ¢ili této studie, o postupech a o tom, co se od z02astnénych
osob oéekiva, studie jako takova ma vizkumny - kvalitativni charakter, Bude vytvofen ndvrh
mistroje (struktura dotazovani & Skala) pro Zetfeni potfeb zvlasté vulnerabilnich pacienti ve
vvEsim viéku,

Po prostudovini ndvehu a zdméru viie uvedeného projekt, po seznameni se s jeho cili a
metodami komise konstatuje, e viie uvedeny projekt neodporuje etickym normém, je zeela

humdanni, miZe zvyiit dlouhodobou udritelnost a pfispét tak ke zlepfeni zdravotniho stavu a
kvality #ivota vuknerabilnich pacient ve vyiiim viku.

Proti vide uvedenému projekiu etickd komise nemdb nﬁm)(ek
/ P AN

pledsedkyné etické komise Gerontolosické centrum

v Praze dne 2. 11. 2018 S‘Ef_‘["l‘gi&* ﬂt?ur;-{rshﬁ 9

PhDr. Eva Jarolimova, Ph.D.
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Principy Montessori pristupu

SOUHRN

V reakci na celosvétovy po-
pulaéni trend rdstu poctu lidi
Zijicich s demenci praxe vyu-
Zivé fadu psychosocidlnich in-
tervenci. Mezi takové pfistupy
péce o0 osoby s demenci patfi
metoda Montessori, plivodné

tovani smysluplnych aktivit,
které se zaméruji na individu-
alni zdjmy a zachované schop-
nosti osob s demenci. Clanek
popisuje strukturu a vyuzivani
metody Montessori v péci o lidi
s demenci a zabyva se jejim
hodnocenim.

v péci o osoby s demenci

SUMMARY

Selected tools for assessing
geriatric frailty.

Increasing number of persons
living with dementiabrings to
practice a number of psycho-
social interventions. Among
those approaches belongs the

with dementia. This method
is based on providing mean-
ingful activities that focus on
the individual’s interests and
the abilities of people with de-
mentia. The article describes
the structure and use of the
Montessori method in care of
people with dementia and its

uréend k vychové a vzdélavani  KLICOVA SLOVA
déti, kterd byla dr. Cameronem

Campem aplikovdna s cilem  Montessori - demence
podporit rlzné oblasti zivota

téchto lidi. Zakladem je posky-

Spolu s nartistem starnouci populace se zvySuje i pocet
osob s diagnézou demence. Dnes trpi demenci 50 miliont
lidi na svété a toto ¢islo dale stoupa vysokou rychlosti.
Piedpoklada se, Ze v roce 2050 pocet lidi s demenci vzroste
na 152 miliont (1). V Ceské republice se jedna v soulasné
dobé 0160 tisiclidi Zijicich s demenci a také zde bude jejich
pocet vyrazné naristat v pribéhu pfistich let. Symptomy
demence zahrnuji poruchy kognitivnich funkci, poruchy
aktivit denniho Zivota a zmény chovani (2). V soucasnosti
nemame k dispozici 1€k, ktery by pribéh onemocnéni zpii-
sobujicich demenci vyrazné zpomalil, oddalil ¢i zastavil.
V oblasti farmakoterapie jsou vyuzivany léky ovliviujici
nékteré symptomy demence (kognitivni funkce, depresi-
vitu, zmény chovani). Jejich pasobeni je ale do jisté miry
limitované, efekt neni ¢asto dostateny (kognitiva), nebo
pacienty ohrozuji zavaznymi nezadoucimi efekty (napfi-
klad psychofarmaka). Proto se zvazuji rizné alternativni
piistupy, které v§ak museji vychazet z dostatku védeckych
ditkaztl. Jedna se o intervence nefarmakologické, zpravidla
psychosocidlniho charakteru. V soucasné dobé jiz existuje
dostatek védeckych diikazl potvrzujicich i¢innost a efek-
tivnost nékterych psychosocialnich intervenci (napiiklad
kognitivni stimulace, intervence zaméfené na pecujici).
Mnohé postupy se vSak v praxi vyuZivaji spiSe intuitivné,
na zakladé podobnosti s jinymi té¢innymi metodami (Casto
zjinych oblasti, neZ je pée o pacienty s demenci). Nékteré
z komplexnich pfistupd k lidem Zijicim s demenci maji
vyznam spiSe didakticky a v praxi shrnuji obecné znamé
a potvrzené pristupy dobré praxe, u jinych tomu tak neni
a zahrnuji i pfistupy, o kterych lze mit pochybnosti (¢i pro
né neni dostatek diikazii). Proto povazujeme za dilezité,
abychom si v péci o lidi zijici s demenci vytvofili uréity
prehled o uzivanych metodach.

GERIATRIE A GERONTOLOGIE 2019, 8,¢.3

Montessori method, original-  evaluation.

ly designed for education of

children, which Dr. Cameron ~KEYWORDS

Camp applied to support the

different areas of life of people  Montessori - dementia

Geria Gero 2019; 8 (3): 130-133

Poskytovani smysluplnych aktivit, které se zaméruji na
individudlni zdjmy a zachované schopnosti jedince Zijictho
s demenci, mtiZe byt jednim z mechanismd pro lepsi zapojeni
téchto osob, sniZovani citlivych nalad a chovani a celkového
zlepSeni kvality Zivota (3). Jednim z piistupl, ktery miZze
podporovat socidlni interakci osob s demenci, jsou aktivity
zalozené na metodé Montessori (5, 6).

VYUZITi METODY MONTESSORI

U OSOB S DEMENCI

Montessori systém vzdélavani vyvinula na pocatku 20. stoleti
italska lékafka a pedagozka Marie Montessori. Tato metoda
vychovy a vzdélavani déti se soustfedi na poskytovani piilezi-
tosti prozkoumavat a rozvijet troven svych schopnosti podle
vlastnich potieb a zdjmi (4). Pocatky vyuzivini Montessori
metody v péci o osoby s demenci popsal Cameron J. Camp
na zakladé vlastniho dlouholetého vyzkumu (ktery byl pu-
blikovan pocatkem 20. stoleti) a vyvoje metody zaloZené na
pristupu Montessori - Montessori-based Programming for
Dementia (dale jen ,,MBPD*) (5).

Zakladem MBPD je programovani vhodnych a zajimavych
¢innosti pro lidi s demenci s vyuzitim jejich zachovalych
dovednosti a schopnosti (6), a to v prostiedi, které ptisobi
podpirné (4). Aktivity zaloZené na metodé Montessori
vyuzivaji mnozstvi principii a technik, které se v ramci
aplikace této metody v riznych oblastech zejména pe-
dagogické prace ukazaly jako uzitecné. Jde pfedev§im
o strukturovani ¢innosti (napfiklad ¢lenéni ikold), dale
o fizené opakovani a také o moznosti samostatné opravy,
postupovani od jednoduchych tkold ke komplexnéjsim
a od konkrétnich k abstraktnim ¢i abstraktnéjs$im (3, 5).
Tento typ strukturovani ¢innosti se v priibéhu let v praxi



osvédCuje i v péci o osoby s demenci, a to zfejmé i proto,
ze vyuziva implicitni, tedy nevédomé paméti, ktera je pii
kognitivnim poskozeni obvykle vice zachovana nez pamét
deklarativni (3). MiZe se ale jednat o mnoho dalSich prvki,
které pfi této péci hraji dlleZitou roli a zatim nejsou zcela
rozpoznany ¢i definovany. Pravdépodobné dileZitou roli
hraje i samotnd osoba, ktera se na implementaci metody
podili, prostfedi, ve kterém se péce odehrdva a mnoho
dal$ich faktorti. Obdobné je to i s vysledky péce.

PiestoZe aktivity pro osoby s demenci zaloZzené na Montessori
pristupu ziskavaji na své popularité, neexistuje jednotny
manual pro jejich poskytovani (3). Obvykle ale struktura
MBPD zahrnuje:

nabizeni smysluplné aktivity zaloZené na zdjmu a zbyva-
jicich dovednostech jednotlivce (coZ je technika obdobna
iu jinych pfistupt v péci o lidi s demenci a je i soucasti
jejich spolecného jmenovatele ,,person centred care);
pouzivani béZznych a zndmych pfedmét a materidli
(tento princip opét respektuje jednu ze zasad péce o lidi
s demenci, respektive v§eobecnou znalost faktu, Ze pou-
zivani ,,znamého“ je vhodné a pro pacienty piijemné);
zahdjeni ¢innosti individualnim pozvanim k tcasti na
dané aktivité;

navod, jak ¢innost dokoncit pomoci rozdéleni aktivity do
dil¢ich kroki;

uzavieni aktivity dotazem, zda ma jedinec zdjem o jeji
opakovani v jiném Case (3, 4, 6).

Hlavnim cilem je podpora aktivniho zapojeni. MBPD aktivi-
ty mohou byt strukturovany tak, aby byly pouZity v indivi-
dualni situaci, v malé skupiné nebo ve velkych skupinovych
situacich (5). Pfikladem individualnich ¢innosti je tfidéni
obrazki do kategorii nebo aktivity na podporu jemné moto-
riky, jako je skladani. Skupinové aktivity obvykle zahrnuji
pamétové kvizy nebo ,Cteni s otdzkami“ (zjednodu$ena
skupinova diskuse zalozend na povidce) (7).

Jednim z kliovych principti Montessori je podpiirné pro-
stfedi. V péci o lidi s demenci ma vhodné prostiedi, ve
kterém se tito jedinci pohybuji, potencidl kompenzovat
ztratu pameéti. Na zdkladé porozuméni danému jednotlivci,
jeho historii a jeho individualnim schopnostem je mozné
prizplisobit prostfedi tak, aby podporovalo orientaci (napft.
smérovky, pamétové schranky, rodinné fotografie, visacky
se jménem) a samostatnost v béZnych dennich ¢innostech
(napf. oblékani, stravovani). Podplrné prostiedi ma také
za cil stimulovat smysly a nabizet moznosti riznych ¢in-
nosti, které v clovéku probudi zajem. Zapojeni se do téchto
¢innosti zamez{ pocitim nepotfebnosti (3-8).

Prostfedi pro lidi Zijici s demenci musi respektovat jejich
specifické potieby, a to takovym zplsobem, ktery je v pé-
¢i o lidi s demenci relativné dobfe popsan a publikovan.
Pro jednotlivé principy prostfedi vhodného pro péci o lidi
s demenci existuje jak dostatek védeckych dlikazi, tak
i praktické pfirucky vychdzejici ze zkuSenosti z praxe. Za
prvek Montessori tedy miiZeme povazovat zdiiraznéni ade-
kvatniho prostfedi a jeho vyznam v péci, ale prostfedi jako
takové, musi byt pro lidi s demenci jiné nez pro jiné skupiny
Klientl (napiiklad déti).

Jednim z deklarovanych principi MBPD je zajistit osobam
s demenci prilezitost udrzet si svou identitu po celou dobu
Zivota. Soustfedi se na zapojeni téchto osob v prostfedi, kte-
1é je prizplisobeno zménam kognitivnich funkci a podporuje
vlastni nezavislost a sebetictu (4). Tomuto cili jsou vhodné
prizplisobovany i volené aktivity a jejich dostupnost, na-
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priklad ukladanim pomicek do skiinék na kolech. Tak lze
jednotlivé aktivity pfivést aZz k ufastnikim programu, ktefi
mezi nimi mohou samostatné zvolit (8). Jedna se o uzite¢né
postupy, které jsou v této metodé systematizovany, ale
to neznamena, Ze nejsou vyuzivany i jinde v ramci bézné
dobré praxe.

HODNOCENI MBPD

Vzhledem k rostoucimu zdjmu o implementaci MBPD v pé-
¢i o osoby s demenci, vznika nutnost porozumét vyhodam
¢innosti zaloZzenych na principech Montessori pfistupu.
Dané problematice byly v nedavné dobé vénovany dvé
studie, Sheppard (3) a Hitzig (7).

Sheppard se systematicky zaméfuje na kvalitu vyzku-
mu pfinosi Montessori aktivit pro osoby s demenci.
Studie zahrnuje celkem 14 recenzovanych ¢lankd zkouma-
jicich dopad aktivit zaloZzenych na principu Montessori
na lidi s demenci. Zabyva se tfemi hlavnimi kategorie-
mi: a) kognice, b) stravovani, c) ndlada/chovani (affect)
a zapojeni.

Sheppard uvadi dvé studie (2001 a 2003) zabyvajici se zkou-
manim dopadu aktivit Montessori na kognitivni funkce
lidi s Alzheimerovou nemoci. Pro oba vyzkumy byly pouzité
aktivity rozdéleny do kategorii: a) smyslové - naptiklad
tfidéni podle barvy nebo velikosti; b) denni ¢innosti -
nalévani, sklddani, c) jazyk a matematika - vystfihovani
Cisel nebo pismen a tvorba slov. Pro méfeni byly v obou
vyzkumech pouZity standardizované psychometrické testy
hodnotici fe¢, pozornost a pamét. Podle vysledki mohou
mit aktivity zaloZzené na Montessori principu vliv na zlep-
Seni zdkladnich mentdlnich schopnosti, jako je pozornost
a pamét. Pozitivni ovlivnéni vyssi irovné kognitivnich
schopnosti, jako je prostorové uvazovani, nebylo proka-
zano (3).

Studie z let 2010 a 2011 ukazaly, Ze trénink aktivit
Montessori, jako je nabirdni a nalévani, mlZe zmirnit
potiZe s asistenci pti jidle a podpofit nezavislé stravovani.
Vliv na nutri¢ni stav nebyl prokazan. Je zapotfebi dal-
§ich vyzkuma ke zji§téni, jaka mira intervence zaloZené
na principech pfistupu Montessori je nutna k ovlivnéni
schopnosti stravovani a jak dlouho, a pokud viibec, budou
pfinosy po skonceni intervence zachovany (3). Podle této
studie existuji silné dlikazy o vyhodach ¢innosti zaloZe-
nych na principech Montessori pro kategorii stravovani,
ale pouze slabé diikazy o pfinosech pro kognici. Dikazy
o pfinosech v kategorii nalady/chovani a zapojeni jsou
rozporuplné. Dlouhodobé vyhody ¢innosti zaloZenych
na Montessori pfistupu pro osoby s demenci je tfeba dale
provéfit budoucim vyzkumem.

Hitzig (7) na zakladé vyhodnoceni 23 ¢lanki a dvou kapitol
v knize pfezkoumava jednotlivé pfistupy k MBPD s cilem
definovat optimdlni zptisoby implementace téchto progra-
mi napfic riznymi nastavenimi. Zjisténi z tvodniho pie-
hledu literatury identifikuje konkrétni typy tkold a aktivit
pouzivanych v MBPD, které vSak byly implementovany
raznymi osobami: a) persondlem; b) mezigenerané, kdy
osoby s demenci spolupracuji s détmi; c) samotnymi rezi-
denty, kdy jsou osoby s mirnou kognitivni poruchou $ko-
leny k poskytovani MBPD osobam s pokrocilej$i demenci;
d) vyuzivanim vySkolenych dobrovolnikd a/nebo rodinnych
piislusnikd; a v riaznych prostfedich (napi. v domech
dlouhodobé péce, v dennich centrech atd.). Cilem piehledu
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proto bylo: a) charakterizovat pfistupy pouzivané k po-
skytovani MBPD; b) definovat pfekaZky a vyzvy v oblasti
provadéni riznych pristupti k MBPD; c) identifikovat
strategie pro zajisténi ispésné realizace MBPD.
Hitzig uvadi celkem pét intervencnich studii zaméfenych
na vysledky implementace MBPD §kolenymi pracovniky,
které byly provedeny bud v individudlnim, nebo skupino-
vém nastaveni. Skoleni personélu v principech Montessori
metody bylo popsdano nekonzistentné (workshopy, stan-
dardizovany protokol nebo bliZe neuvedeny typ §koleni).
Dvé z uvedenych studii zaznamendvaji pozitivni reakci
personalu na tento program, dal$i uvadi, Ze zaméstnanci
povaZovali aktivity za snadno realizovatelné, stejné nebo
leps$i nez jejich oblibena pravidelna ¢innost.
Vysledky ti¢astniki programu dle metody Montessori fizené-
ho persondlem byly pozitivni. Bylo zjiSténo zlepSeni kogni-
ce, zlepSeni stravovaciho a spankového vzorce i schopnosti
provadét kazdodenni ¢innosti. Naopak dochazelo ke sniZeni
frekvence bloudéni a redukci uzivani 1éka (véetné antipsy-
chotik, anxiolytik a antidepresiv). Po implementaci MBDP
pracovnici zatizeni uvedli vy$si spokojenost s praci a snizeni
pracovniho stresu spojeného s vySe uviddénym zlepSenim
stavu obyvatel (7).
Jako dalsi ptistup k MBPD identifikuje Hitzig mezigenerac-
ni spolupraci a uvadi 4 studie (1997-2007) a jeden prehled
(2011). Pro tento pfistup je zcela klicové zajistit, aby se osoba
s demenci necitila infantilizovana, stejné jako aby nabizené
aktivity byly smysluplné jak pro déti, tak pro lidi s demenci.
Celkové pak vybrané studie ukazuji, Ze déti vnimaly acast
na aktivitach se seniory jako pozitivni, lidem s demenci tato
spoluprace prinasela radost.
Pro pfistup, kdy jsou osoby s mirnou kognitivni poruchou
§koleny k poskytovani MBPD osobam s pokrocilejsi demenci,
uvadi Hitzig celkem 4 studie (2004-2014). Viechny uvedené
studie se shoduji na tom, Ze tento pfistup maZe vyzadovat
dokonalejsi materidly a postupy pro realizaci programu
s cilem sniZit potfebu pomoci personalu.
Pouze dvé studie (2002 a 2014) zkoumaji podle Hitziga usku-
tecniovani MBPD dobrovolniky nebo rodinnymi pfislusniky.
V obou ptipadech absolvovali rodinni pfislusnici / dobrovol-
nici §koleni, aby se seznamili s principy MBPD a naucili se
ruzné aktivity, které mohou osobé s demenci nabidnout.
Rodinni ptislu$nici uvedli, Ze po zapojeni se do programu po-
cituji sniZeni zatéZe. Projevili také zajem v MBPD pokracovat
i po skonceni studie. Pistup orientovany na dobrovolniky
zdlirazriuje vyznam vzdélavani a odborné pripravy s cilem
predejit jejich zklamani a frustraci z netspé$nych interakci
s osobou s demenci.
PfestoZe se oba zmitiované pfehledy, Sheppard a Hitzig, za-
byvaji poskytovanim aktivit pro lidi s demenci zaloZenych na
metodé Montessori z jiného hlediska, oba zdtiraziiuji potfebu
mapovani pfekdzek implementace MBPD podle osoby, ktera
program poskytuje (pracovnici zatizeni, rodinni pfislu$nici,
dobrovolnici, dalsi osoby s demenci). Shodné pak poukazuji
na potfebu doplnéni materidld i vhodnych pomfcek pro
samotnou realizaci programu. Typ dostupného §koleni neni
jednotny, a je tak tfeba dale pracovat na zavedeni i¢inného
vzdélavaciho protokolu pro rtizné pracovniky.
Stale existuje fada vyzev, které je tfeba vzit v ivahu pro
optimalni zavadéni MBPD:
« pfijeti standardizovanych pfistupti ke §koleni;
« identifikaci praktickych a tcinnych zptsobid zapojeni
zaméstnanci, rodiny a dalich dobrovolniki;
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e realizaci zmén s cilem vytvorit podptirné prostiedi pro
osoby s demenci i pecujici;

« schopnost zajistit dostatecné zdroje pro realizaci MBPD
(8kolici materialy, pomticky, finance atd.);

« zvySeni porozuméni ze strany poskytovateld sluzeb (ve-
douciho persondlu) (7).

ZAHRANICNIi ZKUSENOST AUTORKY

Navstéva Terracina Senior Living, Naples, FL, USA. Memory

care center fizené organizaci Goodman Group, kterd navrhuje

a provozuje pobytova zafizeni pro seniory (The Goodman

Group Senior Living and Healthcare Properties).

Ve spolupraci s Center for Applied Research in Dementia

vytvorila The Goodman Group vzdélavaci program pro pracov-

niky pobytovych zafizeni s cilem vytvofit prostfedi a podmin-

ky, které podporuji kvalitu Zivota a umoznuji rezidentim

izaméstnanctm dosdhnout optimélni irovné pohody.

Pomoci Montessori pfistupu je podporovano zapojeni osob

s demenci pfedevsim:

¢ snahou poznat daného jedince,

« zachdzenim s lidmi s respektem, rovnosti a dlistojné,

¢ podporovanim smyslu pro komunitu, angaZovanost a Gcel,

e porozuménim rizné mife zapojeni,

« spolupraci s rodinami a blizkymi daného jednice,

e rozvijenim smyslu pro komunitu a moznosti volby a za-
pojeni rezidentli a

« rozvijenim a nabizenim pfileZitosti pro zapojeni do den-

nich aktivit, které jsou v souladu s principem Montessori.

Na zakladé vyse uvedenych principii je klientim zafizeni

zajisténa moznost jejich zapojeni (engagement) do dennich

¢innosti s ohledem na jejich vlastni schopnosti.

ZAVER

V dne$ni dobé panuje vSeobecna shoda a existuji i dostatecné
védecké dlikazy o tom, Ze soucasti dobré péce olidi s demenci
jsou rtzné psychosocidlni a nefarmakologické intervence.
Nékteré z téchto intervenci jsou systematizovany do kon-
krétnich registrovanych metod (Namasté, Bazalni stimulace
atp.), ostatni jsou v praxi vyuzivany intuitivné. Spole¢nd pro
vSechny tyto pfistupy je péce orientovana na clovéka tedy
,person centred care“.

Jednou z téchto metod jsou MBPD, tedy aktivity pro osoby
s demenci zaloZené na pristupu Montessori. Nepochybné
se jedna o uZzite¢né postupy, které jsou v této metodé syste-
matizovany, ale to neznamend, Ze nejsou vyuzivany i jinde
v ramci bézné dobré praxe. Z vysSe uvedeného popisu MBPD
vyplyva, Ze prakticky Zadna z uvedenych aktivit ¢i zdsad se
nevymyka z oblasti zdsad dobré péce o lidi s demenci, jak jsou
vSeobecné znamy, ani je nikterak vjznamneé nepiekracuje.
Vytvati spise urcity (respektive jeden z urcitych) relativné
dobfe srozumitelnych a logickych ramcii pro dobrou péci.
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The needs of people with dementia:

persons with dementia as important
Informants of one’s individual needs

AlZbéta Bértové', Hana Blshovd', Vladimfira Dostilov4!, Iva Holmerov4'
! Charles University, Faculty of Humanities, Prague, Czech Republic

Background

Based on the available evidence it is
possible to conclude that meeting
individual needs increases the quality
of care and subsequently quality of
life. Thus, fulfilling individual needs

g Objective )
To present the results of a scoping review of available studies on:
1. Self-reported needs of people with dementia living at home and receiving home niuirsing care
\_ 2. Self-reported needs of vulnerable older people in home care who have not been diagnosed with dementia )
N N

Methods

A scoping review was carried out using PubMed, PsycInfo, Web of Science, CINAHL,
ProQuest Central and Scopus. Studies used were published in the last ten years in cither

English or Czech.

1. Scoping review

» Search terms “Dementia” and
“Needs”

2. Scoping review

» Search terms “Elderly”, “ Frail
elderly”, “Home care”, Home

leads to:
» Easier communication between
PwD and their carer
» Increasing patients’ confidence in
the health care system
» Improving care outcomes
_J
e A

Results

Based on a thematic analysis, three main
areas in which PwD and vulnerable older
persons report their needs were identified:

» Health status
» Psychological status
» Environmental support

health care”, “Home health
nursing”, “Needs”
» Exclusion criteria

> Exclusion criteria:
« PwD living in nursing
homes or in hospital care

* Needs of PwD from the * Hlosglegd i o
perspective of carer nursing homes or long-term
f:
» 12 qualitative and quantitative care acﬂl.tles .
articles were included ina * People with diagnoses of
thematic analysis dementia
> 23 articles were included in the
inductive thematic analysis

- J
e 3

conclusion

The needs of PwD and vulnerable older persons can be categorised, but all needs
usually overlap. An unmet need in one area makes it impossible to meet other needs in

Next steps

knwds met.

Qualitative research with PwD and vulnerable elderly receiving
healthcare in the hospital and at home in the Czech Republic
will be: conducted in order to elicit their view on meeting having

° Sociél needs. an opposing area. PwD) and vulnerable older persons are important informants about
* Physical environment one’s individual needs. It is necessary to consider these needs in planning and providing
o Care support quality care in order to ensure individually catered care.

- PP O\

r
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Abstrakt ustni prezentace.

Dementia friends pilot in the Czech republic

Name: Alzbéta Bartova, Vladimira Dostalova, Iva Holmerova
Organization: Charles Univerzity, Faculty of Humanities
Country: Czech Republic

Email address: alzbeta.bartova@gmail.com

Background

Nowadays, fifty million people worldwide are living with dementia and this number is
expected to increase to 82 million by 2030 and 152 million by 2050. Insufficient awareness of
dementia often causes stigmatization and discrimination, or also denying the human rights of
the people with this disease. Understanding this reality there are many actions created to
encourage a supportive environment for people with dementia and their carers. Dementia
friendly communities aspire to preserve: 1) The safety and well-being of those living with
dementia; 2) Empower all members of the community to encourage celebration of the
capabilities of people with dementia and view them as valuable and vital members
(Alzheimer’s Disease International 2015).

Dementia friends is one of the activities supporting dementia friendly communities
define as: a place or culture in which people with dementia and their carers are empowered,
supported and included in society, understand their rights and recognise their full potential, is
a specific program aimed to eliminate stigma associated with dementia, raise public
awareness of this disease, and translate this understanding into small supporting social
actions.

The presentation introduces Dementia friends pilot program in the Czech republic
including the evaluation and concrete actions suggested by the target group of the sessions.

Methods and results

High school students were chosen as the target group for the Dementia friends pilot
program in the Czech Republic. The meeting took place as part of an online course and was
attended by 54 students. At the beginning of the meeting, each student completed a basic
questionnaire investigating their previous experiences with dementia. During a one-hour
session, students learned the basics about the disease, including five key facts about dementia

(Alzheimer's Society 2015): 1) Dementia is not a natural part of ageing; 2) Dementia is




caused by diseases of the brain; 3) It's not just about losing your memory; 4) It's possible to
live well with dementia; 5) There's more to a person than the dementia.

After each lesson, students have the opportunity to reflect on ways of applying their
knowledge through: changes in attitudes and interactions, raising awareness, volunteering,
supporting people with dementia in the community. Every student who attends a session has
the opportunity to become a member of Dementia friends. Then they propose a concrete
action to contribute to the development of a Dementia friendly community.

Conclusion

Providing Dementia friendly session increases students' awareness and ensures that the
five key facts about dementia are communicated. At the end of each session, students have the
opportunity to give their own opinions and propose concrete action. Even a smaller increase
in awareness would greatly contribute to the goal of dementia-friendly communities.

Key words

Dementia, community, dementia friends, awareness, action
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Prezentace — online.

Dementia friedds pilot in
the Czech republic

O VLADIMIR ALOVA, HANA BLAHO

v

v

v

v

v

PhD Longevity Studies

Faculty of Humanities, Charles University in Prague
Postgraduate interdisciplinary programme

» social sciences, sociology, social and cultural antfiropology, and the complex of non-medical health
sciences (public health)

Responds to demographic changes and related social challenges and prepares highly qualified
experts for scientific, academic and expert activities and fransfer of knowledge info practice

Based on the theory of productive aging - Robert Butler

Based on the experience of the Centre of Longevity and Long-term Care (CELLO)

Czech Alzheimer's Society

» The Czech Alzheimer's Society, 0.p.s., (CALS) is a non-profit organization with intention to help
people with dementia and those who care for them

» CALS implements a number of projects and provides a range of services
» Socialservices- respite care, consulfations
» .Days of memory"
» Developmentof contact points
» Saferetum

» Gerontological and organizational supervision

vV

vV

Alzheimer's society UK

Global Dementia Friends Movement

The basic idea of the project s to support the rights of people with dementia

61 programsin 51 countries raising awareness and challenging stigma of dementia around the
worid

Dementia friendly inifiatives achieve this aim by’providing simple and accessible information
All Dementia Friends programs share the following aims:
» Raise awareness of dementia

» Chalenge stigma about dementia

» Help parficipar how a person and spread positive message
» Encourage behaviour change and action

> Count the number of people who participate

Plan for pilot Dementia friends
activities in the Czech republic

» City police (Prague)
» Volunteer Firefighters

» High School Students




Questionnaire before the session

» Google docs form sent 3 days before the session 1o 96 High school Students
» 71 respondents

Do you have someone around you

who lives with dementia?2

» 50 responses—NO
» 9 responses - YES

> 12responses- | used fo have, we do not md&j Gnymore

/=Y

@

on

® mbia)jsem, ale 2 nemim (u2 se
nestykime, nenl Cas, t 0soba e
oustrovai, )

In what three words would you

describe dementia?

| think | can meet a person with
dementia who will need my help

» Only 64 students answer this question

» Mostinteresting:

mer
impairment
> Mostly the answers were googled

25
LN
20
15
10
i .
0

Strongly agree Agree Undedidec Disagree Strongly
disagree

| know how to behave in a company

of person with dementia

| will feel danger in the company of
person with dementia

20
I3
15
10
5 l l
o
Stronglyagree  Agree Undecdec  Disagree strongly
disagree

25
20 1>
15
10
B
-
Stronglyagree  Agree Undecidec  Disagree Strongly
disagree




It's good to learn something about

dementia and about people living
with dementia

Questionnaire after the session

60
50 -
40 =
30
20
10
° | - —
Stronglyagree  Agree Undecidec  Disagree Strongly
disagree

» Google docs form sent right after the session, 32 respondents

» Write a specific event or aciivity (there can Big rore than one) that you could contribute fo the
fulfilment of one of the goals of the Dementia fiiends program

» Students wanted o create the grandparents day
Join the meetings with people with dementia and create ,.fun” activitie for them
Short educational videos, social network promoting and othet PR activifies

Implementing the fopic of dementiain curicula of Eementary and High schools

vvYyvoy

Events where the organizators would bring various games (not very demanding) and tasty food. People
who have a person with dementia in the family, or among friends, would come with them to this event
and spend a pleasant fime...

v

To become a voluteer

Questionnaire after the session

Lessons for the next time..

» Would you like fo become a part of the Dementia friends programin the Czech Republic?

4 ®ano
®ne

v

We started planing the program for different target group, students seem to be good program
recipients

» We agreed that the personalsession/p afion would be p (for the reasons eg.)
» Googled answers
» Itisimportatnt to have the connection with students and be ready to react on their questions and keep
their attention on time
>

We are ready to confinue with the sessions after the school year starts..




A Scoping Review

Piiloha B4 — Self-Reported Needs of People with Dementia Living at Home: A Scoping
Review, 2021.

Self-Reported Needs of People with
Dementia Living at Home

AlZbéta Bartova, Iva Holmerovi, Vladimira Dostilova, Hana Blahova

and Michal Steffl

2.1 Introduction

Demographic changes are associated with an increased
number of people with dementia.! Cognitive commu-
nication disorders and reduced ability to use the envir-
ofiment to meet one’s own needs are part of the
dementia syndrome.” The relationship between meet-
ing one’s needs and quality of life is generally
accepted.? Quality of life is a very broad concept with
different dimensions which can be approached from
many perspectives. Also, needs can be approached
from different perspectives: for example, objective
and subjective.* Objective needs can be measured by
relevant tools or reported by family or professional
carers,” whereas subjective needs are based on individ-
ual feelings and self-perception.5” Previous studies
have shown that a higher quality of life 1s related to
a lower number of unmet needs.®8? To ensure an
adequate quality of life for a person with dementia, it
is necessary to focus on meeting their objective as well
as subjective needs.

Understanding and meeting the needs of people
with dementia are particularly problematic because of
dementia symptoms, for example, changed compre-
hension and difficulties in communication. However,
the care experiences of people with dementia bring
meaningful and useful mnformation about their
needs.? Identifying the individual needs of a person
with dementia is essential to ensure person-centred
care®!! and to avoid or delay institutionalisation.'!

There i1s an increasing amount of research that
focuses on meeting the needs of people with dementia.
However, most of this research is carried out in resi-
dential establishments. Available research on the needs
of people with dementia living in their home environ-
ment focuses mostly on the carers’ perspective, and
some studies focus directly on carers’ needs.’?
Although family carers play an important role in

10

identifying and addressing the unmet needs of care
recipients,’® people with dementia are important
mformants about their own life and subjective well-
being. 1415 Previous studies have pointed out that
people with dementia typically report a significantly
lower number of unmet needs than their carers. 7 %1617
Even though differences between perspectives
confiom the importance of examining the self-
reported needs of people with dementia’ there is
a lack of studies evaluating the subjective needs of
people with dementia.>'?18 The aim of this scoping
review therefore 1s to provide an overview of the self-
reported needs of home-dwelling people with
dementia.

2.2 Method
2.2.1 Scoping Review Methodology

In order to provide an overview of this area and because
of the lack of current research, a scoping review was
selected as the appropnate methodology for this study.
A scoping review maps the nature and extent of
research and determines gaps in research activity to
direct future research.’” The scoping review method-
ology is described as a six-stage framework: (1) identi-
fying the research question, (2) searching for relevant
studies, (3) selecting studies, (4) charting the data, (5)
collating, summarising and reporting the results and
(6) consulting with stakeholders to inform or validate
study findings?? Recommendations to clarify and
enhance each stage®! were used for the purposes of
this review.

2.2.2 Search Strategy

The databases PubMed, Web of Science, PsycINFO
and Scopus were used in the search, which took place
during August and September 2019. The search was


http://books.google.com/books?hl=en&lr=&id=Q1ctEAAAQBAJ&oi=fnd&pg=PA10&dq=info:P3LVOwvxV3QJ:scholar.google.com&ots=vbr0pusEZm&sig=jLH56GDVG0QNJ8OUVBjHR0RsxY8
http://books.google.com/books?hl=en&lr=&id=Q1ctEAAAQBAJ&oi=fnd&pg=PA10&dq=info:P3LVOwvxV3QJ:scholar.google.com&ots=vbr0pusEZm&sig=jLH56GDVG0QNJ8OUVBjHR0RsxY8
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mitially narrowed to include articles published
between January 2009 and August 2019 in English or
Czech using search terms ‘dementia’ and ‘needs’,
which resulted in a total of 814 articles, and 18 articles
were identified through other sources.

2.2.3 Inclusion and Exclusion Criteria

The inclusion and exclusion criteria were decided
upon through discussion by authors AB, VI and TH
and were reviewed by all authors throughout the pro-
cess. Articles of both quantitative and qualitative study
designs were included. After discarding duplicates, the
authors identifled appropriate studies using the pri-
mary inclusion criteria, that is, exploring the needs of
people with dementia. Atticles that examined the
needs of people with dementia in a hospital or along-
term care facility were excluded from the review.
Studies not secking to obtain views of people with
dementia themselves were not included. To ensure
the quality and transparency of the screening process,
the Preferred Reporting Items for Systematic Reviews
and Meta-Analyses (PRISMA) recommendation for
systematic evaluation was carried out (Figure 2.1).

2.3 Results
2.3.1 Study Characteristics

The final review includes 13 studies both quantitative
(11 = 11) and qualitative (n = 2). Most of the quantitative
studies were cross-sectional (#1 = 8); fewer were longitu-
dinal (n = 3). As a measurement tool, the Camberwell
Assessment of Needs for the Elderly (CANE) was
used in most quantitative studies (H = 7), then the
Johns Hopkins Dementia Care Needs Assessment
(JHDCNA) was used in three quantitative studies, and
finally, the DelpHi Standard was used in one study.
Semi-structured and narrative interviews were used in
qualitative studies. In addition to people with dementia,
family caregivers (whose responses and results are not
included in the survey) participated in most studies (1 =
12). All selected studies focused on people with
dementia living in the community. Table 2.1 provides
a summary of the individual studies.

2.3.2 Domains of Reported Needs

Clear division of needs is difficult.?? In the available
studies included in this scoping review, the

Figure 2.1 Search flowchart in

accordance with PRISMA guidelines
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Table 2.1 Summary of Articles Used in Thematic Analysis

Author (Year)/
Country

Black et al. (2013)/USA

Black et al. (2019)/USA

Eichler et al. (2016)/
Germany

Gérska etal. (2013)/UK

Johnston etal. (2011)/
USA

Kerpershoek et al.
(2017)/INT

Mazurek et al. (2017)/
Poland

Mazurek et al. (2019)/
Poland

Miranda-Castillo et al.
{2010/ UK

Miranda-Castillo et al.
(2010)/UK

Miranda-Castillo et al.
(2013)/UK

Morrisby et al. (2018)/
Australia

van der Roest et al.
(2009)/Netherlands

Aim

To determine the prevalence
and correlates of unmet needs
in a sample of community-
residing people with
dementia and their family
caregivers

Determine the percentage of
people with dementia having
unmet needs and significant
correlates of unmet needs in
people with dementia

To describe the number and
types of unmet needs of
German primary care patients
screened positive for
dementia and factors
associated with the number of
unmet needs

This study aimed to develop
a deeper understanding of the
lived experience of people
with dementia regarding their
service-related needs

Determine whether a telephone
screening method could
identify individuals in the
community in need of care for
dementia; develop
a multidimensional needs
assessment tool for identifying
the unmet needs related to
memory disorders in the
home setting

To describe the domains and
level of needs in a group of
people with dementia and
their family carers who do not
yet use formal care and to
describe the relationship of
needs and quality of life from
different perspectives

Assess the needs of people with
dementia living at home

Investigate whether the Meeting
Centres Support Programme
{MCSP) is effective in meeting
the needs of older people with
dementia

Identify the relationship
between unmet needs, social
networks and quality of life of
people with dementia living at
home

Identify the needs of people with
dementia living alone and to
compare the needs of people
with dementia living alone
versus those living with others

Compare perspectives on
perceived needs among
community-residing people
with dementia, their family
caregivers and professionals

To identify care and support
needs, as reported by people
with dementia and their
spousal carers living in the
community in metropolitan
westem Australia

Assess the needs of community-
dwelling people with
dementia as reported by
themselves and by their family
carers; provide insight into the
service use and gaps between
needs and the availability of
services

Study Population

Community-residing
persons with
dementia (n = 254)
and their family
caregivers (n = 246)

Community-living
people with
dementia and their
family caregivers (n=
646)

227 persons with
dementia (270 years,
living at home}) of the
intervention group
who had screened
positive for dementia

31 participants:
12 persons with
dementia (39%) and
19 unpaid carers
(61%)

13 persons with
dementia and carers

451 community-
dwelling people with
dementia and their
carers participated
from eight European
countries

47 people diagnosed
with mild to
moderate dementia
and 41 family carers

47 people diagnosed
with mild to
moderate dementia
and 42 family carers

152 community-
dwelling people with
dementia and 128
carers

Of 152 people with
dementia, one-third
of the people with
dementia (n= 50)
were living alone and
128 carers

125 community-
dwelling people with
dementia and carers

10 dyads of spousal
carers and people
with dementia

236 community-
dwelling people with
dementia and 322
family carers
interviewed
separately

Research
Type

Quantitative

Quantitative

Quantitative

Qualitative

Quantitative

Quantitative

Quantitative

Quantitative

Quantitative

Quantitative

Quantitative

Qualitative

Quantitative

Assessments/
Tools

JHDCNA

JHDCNA

DelpHi Standard of
Optimum Care

Semi-structured,
narrative
interviews

JHDCNA

CANE

CANE

CANE

CANE

CANE

CANE

Semi-structured
interviews

CANE

Reported Needs

Safety:

Fall risk management

Home safety evaluation

‘Wander risk management
General health and medical care
Meaningful activities
Legal issues and advance care planning
Evaluation and diagnosis of dementia

Home/personal safety
Need for emergency planning
Fall risk management
Medication use
General healthcare
Daily activities
Neuropsychiatric symptoms
management
Legal issues and advance care planning

Social counselling and legal support
mainly in power of attorney/legal
representative

Social integration/physical activities

Pharmaceutical treatment and care

Mobility limitation/risk of fall

Diagnostic services
Post-diagnostic support
Coordination

Continuity

Non-pharmacological intervention

Need for a dementia workup

General medical care

Environmental safety

Assistance with activities of daily living
impairments

Access to meaningful activities

Company
Information
Daytime activities

Psychological distress
Company
Daytime activities

Daytime activities
Psychological distress
Company

Memory

Daytime activities
Company
Psychological distress
Eyesight/hearing
Accidental self-harm
Daytime activities
Company
Psychological distress
Eyesight/hearing
Accidental self-harm

Psychological distress
Daytime activities
Company
Information
Eyesight/hearing

Environmental enablers to support care
Adaptation of daily life roles

Memory

Information
Company
Psychological distress
Daytime activities
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communicated needs are categorised either through
domains of mdividual questionnaires or by placing
them 1n hierarchical needs models. However, the cat-
egones overlap, and the sortng 1s not exact. Needs
mteract with each other when an unmet need in one
area causes an unmet need in another area 14

Each of the three assessments used in quantitative
research contains different domains and numbers of
items. Therefore, differences in unmet needs are
reported in terms of using different assessments as well
as needs reported in qualitative studies. A total of seven
most frequently reported needs were identified accord-
mg to the CANE assessment: mformation, company,
daytime activities, psychological distress, memory, eye-
sight/hearing and accidental self harm. Six most com-
monly mentioned needs were identifled using the
JHDCNA m the following areas: dementia evaluation
or diagnosis, dementia workup, legal issues and advance
care planning, meaningful /daily activities, general health
and medical care and safety home and personal. DelpHi
Standard of Optimum Care shows unmet needs in the
following domains: social counselling and legal support
mainly in power of attorney/legal representative, the
need to increase physical activities listed in domain of
social integration, pharmaceutical treatment and care
and nursing treatment and care, especially in case of
mobility limitation /risk of fall. In qualitative studies,
people with dementia identified their unmet needs in
the following areas: diagnosis, post-diagnostic care,
environmental support, meaningful activities and roles
and safe home and community.

To achieve the aim of the scoping review, a thematic
analysis was chosen to unify reported needs. For the-
matic analyses, the constant comparative method has
been used,?? which revealed a total of five themes speci-
fied by subthemes: environmental needs (dementia
evaluation or diagnosis, post-diagnostic suppott), social
needs (company, meaningful activities and roles), psy-
chological needs (psychological distress, memory), bio-
logical /physical needs (general physical health) and need

of safety (home, personal and environmental).

2.3.3 Environmental Needs: Expert
Services and Environmental Enabling
Factors

2331 Dementia Evaluation or Diagnosis

Timely diagnosis was seen as an essential factor to
access optimal services and drugs. Delayed diagnosis

14

has often been associated with lost opportunities to
better manage the condition.®* In one study, almost
one-third of the people with dementia did not get
poor dementia evaluation or diagnosis.>® Numerous
identified in
a diagnosis, mainly due to mapproprate attitudes of

obstacles have been obtamning
pumary care physicians. In some cases, especially
when concems were raised in the very early stages of
dementia, it was reported that study participants®
were advised to treat their symptoms as signs of nor-
mal ageing. Lack of communication between the ser-
vices involved (primary care and specialised services)
was cited as another possible cause of a delayed diag-
nosis. Insufficient coordination of the services forces
people with dementia or their carers to secure medical
examinations and transfer of information between
services.?* Many people with dementia identified
unmet needs m the post-diagnostic phase: durnng
the process from diagnosis to ongoing care. They
experienced a lack of empathy from healthcare pro-
fessionals and inconsistency of care provided (eg,

lack of referral to suppott setvices).'®

2.33.2 Post-Diagnostic Support

Information and Coordination. People with dementia
highly appreciate the

and information about their condition from diag-

continuous communication
nosis to referral to other available services. Better
provision of information can help people with
dementia to more accurately consider their needs;
it also helps them to cope better with disease and to
better use available services.)” The need for access
to information at one single place and coordination
of available services have been identified as import-
ant for effective case management?* The need for
nformation was reported by people with dementia
as one of the most frequent unmet needs in a total
of three studies.”87 The people ditectly reported
that they either did not receive information at all or
the receved information was scarce or unclear (e.g.,
only punted without further explanation).!” One
study even stated that the area dementia workup
was the most frequent (9/11) unmet need
Information should be specifically adapted to indi-
vidual needs and wishes and must be appropriate
to the stage of the disease. The fact that people
with dementia are experiencing the need for access
to information should in the
current healthcare more
attention.?

raise concerns

system and requires
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Continuity. Optimal care and access to quality services
that meet the individual needs of people with demen-
tia often result in strong and lasting relationships with
service providers.!¥ Continuity of care and especially
approptiate involvement of health and welfare profes-
sionals were considered necessary for the provision of
quality care?* People with dementia may have diffi-
culties in recognising and remembering new people;
they need enough time to develop a positive relation-
ship. Discontinuity of services and frequent changes
of service providers may cause mcreased anxiety for
a person with dementia. While ensunng contmuity of
care services for people with dementia, service pro-
viders must also support their sense of confidentiality
and security.?*

Access to Non-Phamacological Interventions/Psychosocial
Interventions. The need for accessibility and availabil-
ity of non-pharmacological interventions is also
important. These interventions support identity and
social participation and mitigate changes in physical
and mental health. Prevention of reduced activity and
interest has been highlighted as an essential element

of high-quality care.?*

Legal Issues and Advance Care Planning. The area of legal
issues and advance care planning includes different
items: choosing a person who will ensure the general
and medical power of attomey for a person with
dementia, documenting the last wishes and oversee-
ing the estate.!l?® Timely planning of these issues
needs to be addressed well in advance while a person
with dementia has decision-making capacity.!?
Social counselling and legal support were reported
mainly in the arca of power of attorney/legal

representative.!

2.3.4 Social Needs

Social needs are among the most frequently mentioned
needs in 12 of 13 studies. The most frequently men-
tioned themes in this domain are company®?1¢27 and
meaningful daytime activities,® 1316172527 which are
any activities that enable a person with dementia to
engage in appropriate social, stimulating or leisure
activities.'” Losing meaningful activities and relation-
ships, being useful for others or intimacy with
a partner and the potential conflicts with relatives
were speciflc situations that persons with dementia
have listed under the item daytime activities and
company.!” Social integration,!! everyday activities
{e.g., household) and social roles (e.g., active

grandparent role) are needed to maintain feelings of
selfsworth. Maintaining and continuing important
roles or developing new roles requires the support of
carers and sometimes also support services.!® More
than half of people with dementia reported unmet
needs for meaningful activities that were described
as day-care needs, visiting centres and home
activities 2 Unmet needs in daytime activities also
include the need for help and support in the activities
of daily living (ADLs), lack of meaningful activity or
daily structure and physical inactivity or social
isolation.® A supportive and knowledgeable social
environment is also an important social need. The
need for social support has three levels: famuly, fnends
and wider social networks.18

2.3.5 Psychological Needs: Mental State,

Cognitive Functions and Memory

Coping and support in coping with the psycho-
logical distress and negative feelings such as anger,
sadness, loneliness, confusion and fear!’ are the
most  frequently communicated self-reported
needs of people with dementia lving at home;
they have been detected m more than half of
studies.6771727 Coping with memory problems is
an area reported by people with dementia as one
of the most commonly perceived unmet needs in

two studies.’-16

2.3.6 Biological/Physical Needs: General
Physical Health

General physical health mcludes requirements such as
the need for dental care, specialist medical care,
incontinence management and coping with polyphar-
macotherapy, eyesight and hearing problems com-
pensation or support in solving malnutrition and

dehydration problems.

Commutation of Chronic Health Problems. Poly-morhidity
often results m polypharmacy, and a person with
dementia often has no cognitive capacity to manage
such a condition.’ In the domain of pharmaceutical
treatment and care,!! the most reported need is
treatment with anti-dementia drugs, which could
also be a topic of discussion because of the limmited
cffect of these drugs.!’ Unmet needs in general health
and medical care were identified in three
studies.!*?>2¢ One study highlichted pharmaceutical
treatment as an unmet need.!! Eyesight/hearing

15
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problems management and compensation were spe-
cifically mentioned as an unmet need in three
studies.®161727 Sensory problems have a great influ-
enice on the ability to communicate (not only) for
people with dementia. The unmet needs in eyesight/
hearing indicate that a better treatment and/or com-
pensation of these symptoms may enable better
communication.1?

2.3.7 Need for Safety

The care of home-dwelling people with dementia
presents a great challenge, especially in ensurng
safety. Safety 1ssues may not be easily detected during
formal care visits but may lead to a higher need for
healthcare and a lower quality of life.!® The need for
safety,” specifically home and personal safety,’® or
environmental safety,’ was reported as an important
domain in three studies.!??526 The most common
need reported in this domam was avoiding the nsk
of falls,1325 wandering management,? and help with
drug use.'d Many people with dementia reported the
need for a plan for dealing with emergencies (e.g.,
power outages)!? or an emergency card for hospital-
isation (which is a card identifying that the person has
dementia and who their carers are and provides carer
details). ™ The area of safety also includes safe driving,
safe management of weapons and domestic tools®
and prevention of abuse, neglect, or exploitation and
fraud.’® Accidental self-harm and creating dangerous
situations unintentionally were histed as high m two
studies.®7 Safety in the home and community and
factors such as familiarity with surroundings, proxim-
ity of social support, safety and access to services were
identified as reasons for wanting to remain living in
their respective communities.’®

2.4 Discussion

This scoping review provides a survey of self-
reported mneeds
This

represented in research, even though meeting the

of home-dwelling people with

dementia. population has been under-
individual needs of people with dementia 1s neces-
sary for ensuring optimal care. The analysis of art-
icles shows that people with dementia are able to
express and communicate their needs themselves.
Therefore, their experiences should be taken into
account in person-centred care planning,

Needs and priorities in their perception are multi-

dimensional and unique in each individual, and they

16

change throughout life, vary according to the level of
cognitive impairment and functional abilities and dif-
fer in the vanious subtypes and stages of dementia. 2225
Needs assessment should mclude previous life
experiences, cultural backgrounds, preferences and
identity.?® Therefore, when assessing self-reported
needs, it is necessary to include the biological, psycho-
logical, social and environmental contexts of a person
with dementia so that a unique assessment of that
person’s needs can be made to provide person-
centred care %

Environmental needs mclude a wide range of
themes and specific topics in which people with
dementia express their needs. The first theme is diag-
nosis and dementia evaluation. The onset of dementia
syndrome is usually gradual and inconspicuous, and
symptoms of the disease are often considered as regu-
lar aging. Initial symptoms of dementia are often
unrecognised by people with dementia, their families
and even health or social care professionals.
Overlapping symptoms and poly-morbidity in older
age make the diagnostic process even more difficult.?
Another barrier to recognising dementia is that
people with dementia often overestimate their abil-
ities despite the actual state.?” However, timely diag-
nosis 15 crucial for an appropriate assessment of the
needs of a person with dementia and any changes that
occur as the disease progresses.?® Lack of communi-
cation between involved professionals and/or services
occurs during the diagnostic process as well as during
post-chagnostic support, which was another fre-
quently occurring theme conveyed. Throughout the
disease, access to information and coordmation and
continuity of care are identically identified as crucial.
Furthermore, the access to mnon-pharmacological
mterventions and the need for dealing wath legal
issues and adwance care planning were reported. An
appropriate approach to meet these needs is case
management. 8

Other significant themes people with dementia
reported include the need for company and meaning-
ful roles and activities, as well as coping with psycho-
logical distress and the need for safety. Regardless of
the need for division into themes, it can be assumed
that if one main need is met, it will affect the percep-
tion of other needs. At some point, the fulfilled needs
can drive away feelings of fear, sadness and anger and
allow for a positive experience.!* Because of commu-
nication difficulties, people with dementia may
express their needs through non-normative
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behaviours. Evidence shows the link between behav-
ioural and psychological symptoms in dementia
(BPSD) and unmet needs,?! for example, meaningful
activities that focus on the individual interests and
preserved skills of a person with dementia that
increase that person’s involvement, reduce BPSD
and improve overall quality of life.* People with
dementia express their needs through different behav-
iours, whereas a single type of behaviour can also
convey different needs. The undetlying needs associ-
ated with these behaviours thus must be under-
stood before carrying out a person-centred care
ntervention.®

Biological needs are reported by people with
dementia as a need for general and special medical
care. One specific topic was the need for help with
post-dementia changes, such as the ability to cope
with drug management. The ageing of the popula-
tion should be viewed as one of the main achieve-
ments of current healthcare. However, optimal
management of healthcare for people with dementia
is still a challenge that needs to be addressed in order
to provide the basic human needs necessary to meet
the full spectrum of mdividual needs and enable
a person with dementia to live at home for as long
as possible.

2.5 Implications

The findings presented in this scoping review provide
an evidence-based framework that can serve as a guide
m plannmg better care of people with dementia living
at home. This review provides evidence that people
with dementia are able to express their needs.
Therefore, their perspective should be mcluded in
planning person-centred care together with a proxy
account and observation.

2.6 Future Research

Several measurement tools have been used in quan-
titative studies to identify the needs of people with
dementia; three of them were included i this scop-
ing review (CANE, JHDCNA and the DelpHi
Standard of Optumum Care).
described contained different domains and num-

Each assessment

bers of items, and companng their results 1s almost
impossible. This might be the reason for differences
in numbers and frequency or even the existence of
different needs reported in various studies. In add-
ition, other findings and differences have been shown

in qualitative research. Further research on the needs
of people with dementia, especially needs that those
with dementia can formulate themselves, 1s still very
necessary. An optimal needs-assessment mnstrument
should assess needs comprehensively, be sensitive to
change, allow re-evaluation of needs and leave add-
itional space for wntten comments that go beyond
the standardised needs items.?

2.7 Limitations

Four databases were used to search for articles, there-
fore, some articles may have been missed. The fact
that most of the articles are in English can also mean
that the results are more representative of a European
or Western perspective.

2.8 Conclusion

The increasing numbers of people living with demen-
tia need better support and care that can lead to
a better quality of life. This review has shown that
people with dementia themselves are important
informants about their subjective needs and care
experience, and therefore, they should not be neg-
lected in research anymore. A total of five main
themes were identified across the articles used in this
scoping review. This provides evidence of a wide
range of needs people with dementia experience in
biological, psychological, social and environmental
areas and the area of safety. To ensure optimal care,
a comprehensive needs assessment in which the per-
ceptions of people living with dementia are included
is essential.
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Abstract

Background Research into care for older patients in the hospital environment has become an increasingly valuable source of
information, as it gives feedback on the quality of hospital care provided. The aim of this study is to provide a comprehensive
overview of the self-reported needs of older people in hospital care.

Methods The scoping review was conducted by searching the following databases: Medline, Web of Science, ProQuest
Central, Scopus, Cinahl, PsycINFO and Summon.

Results The search identified articles focusing on older people in hospital care. The majority of these articles address the
system and quality of care for seniors at a somewhat general and theoretical level. Met and unmet needs were assessed by
a variety of test methods focusing mainly on medical issues (e.g., Mini-Nutritional Assessment, ADLs—activities of daily
living, Abbey Pain Scale) and mostly from the perspective of hospital staff, carers and relatives. Only 15 articles used
assessments based on information and opinions obtained from the seniors themseAbstract_Paralves (self-reported needs).
A thematic analysis revealed seven main themes: conduct and care in emergency departments, dignity, nutritional care,
satisfaction of patients’ needs, pain, caring with respect, decision-making and spiritual needs.

Conclusion/discussion The results of this scoping review suggest that more attention should be focused on information
acquired from the patients themselves, as it is only the patient, however, old or frail, who can offer an accurate perspective
on met or unmet needs and the quality of care provided.

Keywords Needs - Hospital - Acute care - Senior

Introduction
Hospital care and older patients

Statistical data confirm that the number of frail patients
in need of acute hospital care has been rising [1]. It has
been demonstrated that these people face enormous physi-
cal and mental stress, which increases the risk of further
health problems. With older patients, it is very important
to be aware of the need for a differentiated and individual
approach. This is also why acute health care providers must
be ready to promptly identify older patients’ immediate
needs and respond accordingly [1].

Although the number of older and frail patients has con-
tinued to rise, it is evident that in many respects, hospital
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! Department of Longevity Studies, Faculty of Humanities,

Charles University, Prague, Czech Republic
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care fails to accommodate their needs. This may also impact
clinical outcomes such as morbidity and mortality, which
are poorer in this group compared with other patients; this
may not necessarily be due to their age. Professionals and
laypersons alike have repeatedly pointed out that the exist-
ing system of health care for seniors is suboptimal, and that
hospital care should be adjusted for seniors. All of the afore-
mentioned arguments demonstrate the necessity of improv-
ing the quality of health care in hospitals. The objective is
not just well-organized and interconnected care, but care that
is also directed towards meeting patients’ needs [1].

Hospitalization and older people: a review

Research into care for older patients in the hospital environ-
ment has become an increasingly valuable source of infor-
mation, as it gives feedback on the quality of hospital care
provided. The authors of published works on this topic agree
that acute hospital care must be adapted as soon as possi-
ble to ensure it is better suited to the requirements of older
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people, especially those with frailty and dementia [2]. This
topic is also related to a higher incidence of comorbidity in
older patients and the increasing frequency of their hospi-
talization. Due to this last factor, the entire healthcare system
is overstretched, especially concerning acute care. Geriatric
expertise should be required when treating these patients [3].
Some of the studies based on information acquired from sen-
iors in hospital care refer to their somewhat limited oppor-
tunities for decision-making. Patients describe the current
healthcare system as an institution of power that does not
allow them to express their preferences. This is quite disturb-
ing, as participation in decision-making is related to a higher
level of patient satisfaction and better care outcomes [4].

From the publications available, there is no question that
care for older people is quite a frequent topic. However, most
articles focus on the issue of frailty in the context of specific
diseases. Among the most frequently mentioned diseases are
cardiovascular diseases, surgical and orthopedic interven-
tions, cancer, blood diseases, respiratory diseases, metabolic
diseases and infectious diseases, often viewed from the per-
spective of potential risks and complications (surgery and
anesthesia risks, side effects of medication, falls, decubitus
ulcers, incontinence, sleep disorders, etc.). There is also
some focus on ethical issues such as dignity and decision-
making, and on preventative measures (vaccination). Only
some studies focus on multicomponent geriatric syndromes
and complex interventions, also including hydration, nutri-
tion and rehabilitation.

There have been many studies and reviews concerning
older people in hospital. However, their main source of
information is hospital staff or data from hospital databases
and patients’ documentation. Our search, therefore, con-
centrated on articles that answered the research question—
“Which needs of seniors in hospital care are met and which
are not?”. Using this question, a number of articles and
studies examining the needs of older people in hospital care
were identified, but these needs are evaluated more from the
perspective of professionals and family members than of the
older people themselves. However, it must be stressed that
patients’ opinions and their experience of hospital care are
the best source of information and reflect real practice. This
study, therefore, focuses on research into older people’s self-
reported needs and their experience of hospital care: in other
words, an assessment from their point of view.

Methods

In view of the defined research question and the surpris-
ing lack of studies in this field, a list of references was pre-
pared in line with PRISMA-P (Preferred Reporting Items
for Systematic review and Meta-Analysis Protocols) [5]. The
research question was defined using the PICO model [6], i.e.,

@ Springer

studies concerning the needs of seniors in hospital care were
identified. The following databases were searched: Medline,
Web of Science, ProQuest Central, Scopus, Cinahl, Psy-
cINFO and Summon. As the Summon search engine allows
all accessible information sources in the National Medical
Library to be searched, the final step was to compare the
results from the other databases with the results produced
by Summon. In this way, another five articles covering
our research field were added. The search was conducted
between May and August 2019. Figure 1 shows the search
results, starting with a total of 837 articles identified, and the
number of articles ultimately selected.

Inclusion and exclusion criteria, limitations

The search focused on studies published during the last ten
years, using the key words “needs”, “unmet needs”, “older
people”, “senior”, “elderly people” (aged 65 or 65+), “acute
health care”, “hospital care”, “quality of life”, “geriatric”
and their combinations, with Boolean operators. Table 1
shows the exact search string used for each database. Only
English-language articles that were relevant to the research
question and had been reviewed in professional journals
were included. Initially duplicates were discarded, together
with other studies on the basis of their titles and abstracts.
The remaining articles were subjected to a full-text analysis.
The selection was narrowed to publications concerning the
needs of seniors, the most frequent risks, the quality and
safety of care in the context of related ethical issues (the
decision-making process, dignity). The final selection was
made by recognizing that the people best able to provide
information on the present situation concerning the needs
of frail older patients in hospital are the patients themselves.
Table 2 lists the search criteria. Studies concerning patients
receiving palliative care were discarded, as this care is nar-
rowly specific and long term, as were articles whose titles
and abstracts clearly indicated that they were unrelated to
the topic in question.

Although seven databases were searched, it was obvi-
ous that some of the publications, including some impor-
tant information from gray literature, could be omitted. The
search was limited to articles written in English only, mean-
ing that the results may only represent certain countries.

Data analysis

On the basis of the research question, the chosen key words
and the search criteria defined, 785 studies were identified
after excluding any duplicates. Next their relevance was
evaluated. The first phase was to evaluate their titles and
abstracts for their relevance to the research question. Elimi-
nation criteria were used in this phase. The second phase
was to evaluate the full text of the articles by means of a
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Fig. 1 Flowchart

Articles identified Articles identified
through database search through other sources
n =837

1

U

Articles after duplicates
removed
n="785

[

U

Titles screened Articles excluded
n =650 n=2392

=
~

Abstract screened H:> Full-text articles
n=258 excluded
M n=199
Articles included in the [I::> Articles including
scoping review patients’opinions
n=>58 n=15
Table 1 Exact search strings
Database Search terms Records
identi-
fied

ProQuest Central ab((needs)OR (unmet needs) AND ab((older people) OR (senior citizens) OR (elderly people)) AND 83
ti((hospital care) OR (senior in hospital))

Medline (needs of seniors[Title/Abstract]) OR aged|Title/Abstract]) AND hospital care[Title/Abstract]) OR in hos- 231
pital [Title/Abstract]) AND disability[Title]) OR illness[Title]) NOT palliative care[ Title/Abstract]

Web of Science TS=(needs OR unmet needs) AND TS=(older people OR senior OR elderly people) AND TS=(hospital 186
care OR acute health) AND TI=(quality of life)

CINAHL AB ( (wishes or needs) AND AB ((older adults or elderly or geriatric or geriatrics or aging or senior or 32
seniors or older people or aged 65+) AND AB (hospital care or acute care)

Scopus (TITLE (“senior”) AND TITLE (“needs” OR “unmet needs” OR "wish") AND TITLE ( in hospital 124
OR hospital care))

Summon ((TitleCombined:(needs)) OR (TitleCombined:(unmet needs))) AND ((TitleCombined:(senior)) OR 50
(TitleCombined:(older people))) AND (TitleCombined:(hospital care)

PsycInfo TI (needs or support or requirement or care) AND TI(older adults or elderly or geriatric or geriatrics or 131
aging or senior or seniors or older people or aged 65 or 65+ AND TI (hospital care or acute care or inpa-
tient care)

Total number of records 837
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Table 2 Inclusion and exclusion criteria

Inclusion and exclusion criteria

Inclusion criteria

Exclusion criteria

Publications from 2009 to 2019
English language
Reviewed articles

” o« 2 <

Keywords: “needs”, “unmet needs”, “older people”, “senior”, “elderly

» <

Duplicate articles

Theoretical analysis and assessment: integrative review, systematic
review, scoping review

Palliative care

people” (aged 65 or 65+), “acute health care”, “hospital care”, “quality of Views of relatives, carers and representatives

life”, “geriatric”

Conference reports, editorials, books and dissertations

thematic analysis. The articles were subsequently divided
into quantitative and qualitative studies on the basis of the
method and approach used. The final selection, therefore,
contains articles where the issue of needs is assessed by
the patients themselves. The publications selected are listed
and summarized in Table 3, with the following informa-
tion: author, year and country of publishing; research aim;
research type; study participants; study design and methods;
themes covered by the research.

Results

A total of 15 articles were analyzed. The final number of
articles evaluated from the patient’s point of view (n=15)
included both qualitative (n=12) and quantitative (n=2)
research, or a combination of the two (n=1). Interviews
were the most frequent method (n=9), combined in one case
with observation. Other methods were focus groups (n=3)
and questionnaires (n=3). One study assessing patients who
were unable to communicate used a combination of testing
methods by critically comparing the quality of care actually
provided to the standards set for care. The most frequent
aims (areas) were to examine patients’ needs (n="7), dig-
nity (n=4), nutrition (n= 1), pain (n=1), respect—conduct,
listening, patience, the need to help (n=1), satisfaction—
assurance, loneliness, limitations (n=1), and conduct in
emergency departments (n=1). Seven main themes emerged
from the thematic analysis: conduct and care in emer-
gency departments, dignity, nutritional care, satisfaction of
patients’ needs, pain, caring with respect, decision-making
and spiritual needs (Table 4).

Themes

Care in emergency departments

Seniors described the emergency department environment as
a chaotic, noisy and crowded place where it was difficult to
move around and orient themselves. There was no appropri-

ate furniture or facilities specially adapted for older people,
who encountered barriers to movement, discomfort and a

@ Springer

lack of privacy. Seniors generally expressed dissatisfaction
in all aspects of their physical, emotional and social needs.
The main disruptions concerned their needs for sleep, food
and hydration, as well as hygiene and patient mobility. In
respondents’ opinion, hospital staff were extremely busy and
were unable to provide proper care for patients. Sick peo-
ple received insufficient information, resulting in fear and a
sense of insecurity. Patients stressed the need for understand-
ing, patience and better communication. From their point of
view, it was difficult to distinguish staff members’ ranking
and responsibilities. In the same study, health professionals
also voiced this opinion, and they emphasized the need for
education and special training in caring for senior patients.
Pain management was rated positively [7].

Dignity

Both medical staff and patients agree that the concept of
dignity is difficult to define, but they are in agreement on its
importance. Seniors think there is insufficient privacy and
dignity in hospital. The negative aspects they list are loss of
control over themselves, helplessness, humiliation, isolation
and a sense of being ignored. They feel their treatment lacks
compassion and empathy. At the same time, however, they
report that their dignity was respected during care. Medical
staff understand the importance of dignity in care but lack
appropriate education and practical training. The research
confirms that care for older people is predominantly focused
on routine work and discharging one’s duties, while the per-
sonal aspect is often neglected [8, 9].

Nutritional care

In general, patients were satisfied with hospital food. Some
negative aspects included food that was unappetizing or
poorly presented and the omitting of food due to medical
examinations, although patients mostly confirmed that they
received food afterwards. An important comment is that
patients noticed a shortage of staff during mealtimes, which
presented problems for patients who needed assistance with
eating. There was universal lack of food culture and work
organization. The need for personal assistance during meals
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was stressed, as was the need for improvements in the entire
catering area to help prevent malnutrition in older people
[10].

Basic needs of the patient

For patients, the most important aspects of their hospital
stay are good health, a sense of ease, and the satisfying of
their basic needs [11]. Negative aspects in this area include
minimal efforts by hospital staff to recognize their problems,
poor communication and a lack of information. Seniors
stressed the need for more patience, complaining that staff
did not make sufficient time for them. Nutrition management
was evaluated quite positively. Sick people often felt con-
fined, lonely and disrespected, and they lacked any mental
support. Care was seen as deficient in matters of decision-
making, sleep, daily activities and social support [12].

Another area that was negatively rated concerned
patients” bowel movements, where disorders are relatively
common in higher age groups. It must be stressed that this
is distinctly detrimental to patients’ sense of well-being.
Researchers emphasize the importance of routine monitor-
ing here, with the optimal resolution of any problems [13].

One of the studies also indicated that visits (and better
visiting conditions) were an important element for patients
and their sense of well-being [14].

impact on patient care

1. The importance of dignity and its
2. Staff conduct

3. Principles of dignity

Themes

transcribed verbatim and sub-
jected to thematic analysis

Study design/methods

Pain

care professionals

In many cases, pain management was inadequate, especially
if patients had communication problems. Patients who are
able to communicate verbally usually receive appropriate
treatment for pain. The results showed that it is necessary
to raise awareness of the difficulties concerning pain assess-
ment and treatment for older people who cannot commu-
nicate their problems verbally. Pain was documented and
assessed, but most records (93%) only included a general
description, and assessments were unsystematic. A negative
aspect is that 62% of respondents did not receive analgesia
before painful interventions or mobilization. Only in 33%
of cases was pain reassessed following the application of
analgesics [15].

13 patients aged 65+ and 38 health- Interview data; interviews were

Research type Study participants

Qualitative

Respect and decision-making

To report the findings from
interviews conducted as part of
a wider study on interventions
to support dignified care for
older people in acute hospital
care. Patients and staff priorities
regarding dignity

Aim

A readiness to help even without the patient requesting assis-
tance was an important priority for respondents. The study
confirms that respect provides a positive emotional back-
drop for communication between staff and patients. Patients
expressed worry, fear or even panic about the future. They
thought staff should perceive such reactions and help dispel
these notions. They stressed the need for information and
a sensitive, individual approach. In research on this topic

Tauber-Gilmore et al. [8]

Table 3 (continued)
Author/Year/Country
(2017)

UK

@ Springer
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Table 4 Specific experiences and needs by theme

Analytical theme

Experiences subthemes

Needs subthemes

Needs in emergency care

Dignity

Nutritional care

Patients’ needs

Pain Pain management in patients with reduced
ability to communicate

Respect in care and the decision-making pro-
cess during hospitalization

Spiritual needs in the context of satisfaction

with care needs

Needs assessment and environment

Perception of dignity as viewed by patients,
families and healthcare professionals

Quality of catering and nutritional care

Focus on selected areas

Respect for faith and identification of spiritual

Approach to patients
Expectations
Communication
Food and drink

Perception of dignity
Understanding

Experience

Conduct and communication
Organizational culture

Food quality

Serving food

Tastiness and quality of food
Admission process
Decision-making

Quality of care and satisfaction with treatment
Mental support

Pain

Communication

Nutrition and hydration
Sleep

Skin care

Self-care and self-concept
Constipation

Perception of risks

Quality of life

Pain assessment

Pain management measures
Medical staff activities
Documentation
Communication

Communication and the opportunity to partici- Conduct
pate in the decision-making process

Decision-making

Listening

Patience

Need to help

Overall satisfaction with separate areas of
care—loneliness, insecurity

the patient was often considered a passive recipient of care,
someone who is incapable or unable to make decisions.
There are several reasons for this. Sudden hospitalization,
combined with surgery, pain and certain drugs, obviously
does not aid decision-making abilities. Older people in
general found the hospital environment chaotic and rigid,
with staff who were not interested in showing respect. It was
emphasized that apart from their professional knowledge and
skills, staff members’ personal qualities, their values and
attitude to patients, are of great importance, and these char-
acteristics are crucial for understanding and responding to
older patients’ needs [16-18].

According to Macmillan [19], older people often felt
they were not ready for discharge because they had not been
involved in planning their discharge, or had received insuf-
ficient information, and they also experienced difficulties in
accessing essential services and support.

@ Springer

Care for spiritual needs

Patients consider the satisfaction of their spiritual needs to
be an important aspect of care. It contributes to their general
well-being and affects their assessment of other aspects of
hospital care. However, patients’ spiritual needs are often
ignored. Medical staff respect their patients’ beliefs and
spiritual needs, but lack the skills required to satisfy these
needs [11, 20].

Discussion

This scoping review has focused on the needs of older
patients in hospital care. The results and conclusions of the
reviewed studies have revealed the necessity of amending
care for seniors and improving training and education for
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medical staff, and some studies have also suggested appro-
priate strategies and made recommendations on adapting
the hospital environment to ensure it is better suited to the
needs of older patients.

Conclusions of many authors are similar to results of
this scoping review. For instance, Heckman, Molnar and
Lee [3] believe the system of healthcare for this group of
patients requires immediate transformation, and they pro-
pose that geriatric medicine should play an important role
in this respect. Here, the authors stress that a debate must
be opened immediately with all stakeholders, especially
health ministries, geriatricians and old people’s associa-
tions. They also call for a change in health professionals’
training, and they highlight the need to ensure that there
are sufficient qualified geriatricians [3].

Edvardsson and Nay [2] also point out that the acute
hospital care environment does not satisfy the require-
ments for care for older people and significantly increases
the risk of complications. It is not the authors’ intention
to criticize health professionals in acute care departments,
but to try to improve this care and change the hospital
environment [2].

The results of this scoping review have demonstrated
that older people are willing and able to express their
needs and wishes when receiving hospital care. However,
as Ekdahl, Andersson and Friedrichsen report, [4] insuf-
ficient account is taken of patients’ opinions and wishes.
The conclusions of their study indicate that patients’
voices are not heard, and moreover, that they do not
receive sufficient information in a form they can under-
stand [4].

Based on the information available, it is clear that there
have been a number of studies addressing the needs of
patients in hospital care. However, the majority of them are
based on general information and theoretical foundations,
and only rarely they present patients’ opinions and feelings.
An opportunity for patients to express their needs and expec-
tations is a fundamental part of care, regardless of patients’
age and vulnerability.

There is quite evidently a gap in the literature, as self-
reported needs have been relatively neglected as a topic.

Implications

The findings of this scoping review can contribute to
improving care for patients in hospitals. It is clear from the
results that patients’ opinions and experiences are a valuable
source of information, and they should provide motivation
and guidance in efforts to optimize the care of them. This
should be taken into considerations about the future care
for patients and the research on needs of older patients in
hospitals.

Conclusion

This review has examined the needs that older patients per-
ceive as the most important. It has pointed to seven themes
that give foundation to the magnitude of patients’ needs, but
it has also indicated areas that receive insufficient attention.
Neglected needs include for instance basic physiological
requirements such as the need for hygiene or defecation.
Little attention is paid to meaningful daily activity or patient
participation, nor to the possibility of involving patients in
care, nor to self-realization or spiritual needs.

More research is needed to fill in the missing infor-
mation and above all to provide up-to-date evidence con-
cerning the quality of care for patients requiring acute
care. Future research could at the same time contribute to
improvements in national strategies and better health care
for frail older people. It would be interesting to compare
the opinions and experiences of patients, their carers and
relatives. Qualitative research would seem to be the opti-
mal way of acquiring additional information.
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Abstract

Background Most people in a state of illness or reduced self-sufficiency wish to remain in their home environment. Their
physiological needs, and their psychological, social, and environmental needs, must be fully met when providing care in
their home environment. The aim of this study is to provide an overview of the self-perceived needs of older people living
with illness or reduced self-sufficiency and receiving professional home care.

Methods A scoping review of articles published between 2009 and 2018 was conducted by searching six databases and
Google Scholar. Induective thematic analysis was used to analyze data from the articles retrieved.

Results 15 articles were included in the analysis. Inductive thematic analysis identified six themes: coping with illness;
autonomy; relationship with professionals; quality, safe and secure care; role in society; environment.
Conclusion/discussion Older home care patients living with chronic illness and reduced self-sufficiency are able to express
their needs and wishes. Care must, therefore, be planned in line with recipients’ needs and wishes, which requires a holistic

approach.

Keywords Wishes - Needs - Care provision - Home care

Introduction

According to a prognosis by the World Health Organization
(WHOQ), 20% of the world’s population will be over 60 years
of age by 2050 [1] compared with 12% in 2015. People aged
635 and over are expected to live another 19 years, 10 of
which will be spent with illness or disability [2]. Advancing
age is associated with an increase in geriatric syndromes
such as frailty, instability and falls, incontinence, and
dementia [3].

Despite illness and disability, most people want to live in
their home environment [3]. To meet this wish both health-
care and social care are provided in their homes, in line
with WHO recommendations [1]. Care and services need to
be interconnected and coordinated [4] and tailored to their
needs [1] to facilitate autonomy and allow them to remain
independent for as long as possible [5].

Human needs, as well as those related to health, can
be characterized from different points of view (scientific,

Vladimira Dostilova
vladka dostalova @seznam.cz

Department of Longevity Studies, Faculty of Humanities,
Charles University, Prague, Czech Republic

Published online: 21 February 2020

psychological, social, economic, etc.) [6-9]. According to
Abraham Maslow, human behavior is usually motivated
by the desire to satisfy needs in the following categories:
physiological, safety, love and belonging, esteem, and self-
actualization. These needs are individual and vary accord-
ing to age, gender, social status, health status, culture, life
experience, etc.[10]. Some researchers investigating the
needs of the elderly divide their needs into four categories:
environmental, physical, psychological, and social [11, 12].
Although Maslow’s theory has been criticized [8], nursing
theories tend to draw on his ideas [7].

Of the studies examining the needs of older people liv-
ing with chronic illness or reduced self-sufficiency, some
examine the topic from the perspective of professionals and
family members rather than the older persons themselves.
Some studies also focus primarily on caregiving-related
needs [13-19]. A number of studies also investigate the
needs of older people living in nursing homes or long-term
care facilities rather than in their home environment [20-26].

The present study seeks to provide an overview of the
self-perceived needs of older people living with illness or
reduced self-sufficiency and receiving professional home
care.

@ Springer
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Methods
Scoping review methodology

A scoping review based on a systematic search, selection,
and synthesis of existing knowledge [27] has been chosen as
the appropriate methodology to address the research ques-
tion. Arksey and O’Malley [28] describe the scoping review
methodology as a five-step process involving identifying the
research question, identifying relevant studies, study selec-
tion, charting the data, and collecting, summarizing and
reporting the results. This methodology is recommended by
Levac et al. [29] and has been used as a guide for this review.

Search strategy
Identifying relevant studies

The research team and the librarian developed a detailed
overview of suitable search terms. Combinations of key-
words relevant to the needs of older people receiving home
care were used to search the databases, including: ‘frail
elderly’, ‘aged’, ‘elderly’, ‘older’, *geriatric’, “home health
nursing’, *home health care’, ‘home care’, ‘need’, ‘needs’
and ‘needs assessment’. Six databases (CINAHL, Web of
Science, ProQuest Central, PubMed, Scopus and PsycInfo)
and Google Scholar were searched to obtain as many rel-
evant studies as possible. Table 1 lists the exact search
string used for each database. The bibliographies for the
studies included in the review were also searched. This
process ensured that as many resources were identified as
possible. The search was completed when it was no longer

Table 1 Exact search strings

possible to find other relevant studies, resulting in 826
articles found through databases and 26 articles identified
through other sources.

Inclusion and exclusion criteria

The inclusion and exclusion criteria were discussed and
selected by the authors V. D. and I. H., and they were
reviewed by all authors throughout the process. Articles
featured in the review include those using both qualita-
tive and quantitative data to examine the needs of frail
older people living in their own homes, sheltered houses
or communities and receiving home care that were pub-
lished in peer-reviewed journals between 2009 and 2018 in
either English or Czech. Articles that examined the needs
of people diagnosed with dementia, whether hospitalized
or living in nursing homes or other long-term care facili-
ties, were excluded from the review. To ensure the quality
and transparency of the screening process, the PRISMA
recommendation for systematic evaluation was applied
[30], see Fig. 1.

Critical appraisal

The mixed methods appraisal tool (MMAT) for systematic
mixed studies review [31] was applied independently by
the authors V. D., A. B. and L. H. to appraise the quality of
the qualitative, quantitative, and mixed studies included
in the review. No studies were excluded from the review
following this appraisal.

Database Search terms Records
identi-
fied

ProQuest Central ab((frail elderly) OR (aged) OR (elderly)) AND ab((home health nursing) OR (home care) OR (home 98

health care)) AND ti((need) OR (needs))

Web of Science TS =(frail elderly OR aged OR elderly) AND TS =(home health nursing OR home care OR home health 165

care) AND TI=(need OR needs)

CINAHL AB ( (frail elderly) OR (aged) OR (elderly)y AND AB ( (home health nursing) OR (home care) OR (home 41

health care)) AND TI ( (need) OR (needs))
PubMed (((((((((frail elderly[Title/Abstract]) OR aged[Title/Abstract]) AND home health care[Title/Abstract]) AND 234
need[Title]) OR needs[Title]) NOT nursing homes[Title/Abstract]) NOT long term care[Title/Abstract])
NOT cancer[Title/Abstract]) NOT palliative care[Title/Abstract] NOT dementia [Title/Abstract]

Scopus ( ABS ( “frailelderly” OR aged OR elderly) AND ABS ( “home health nursing” OR “home care” OR 44
“home health care™) AND TITLE ( need OR needs))

PsycInfo TI ( elderly oraged or older or elder or geriatric) AND TI(needs) OR TI (needs assessment) AND TI 244

(home care) OR TI (home health care) OR TI (home health nursing) OR TI (home healthcare) NOT TI
(nursing home) NOT TI (nursing facility) NOT TI (palliative care)

Total number of records

826

@ Springer
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Fig. 1 Search flowchart in
accordance with PRISMA

guidelines database searching

Records identified through

Additional records identified
through other sources
{n =26}

(n =826}

|

Records after duplicates remaved

Data analysis

An inductive thematic analysis strategy consisting of three
successive parts was used to analyze the data from the
results section of the articles. Significant terms were first
inductively assigned codes according to their meaning and
content and sorted into related categories. Categories devel-
oped by an open coding process were then grouped again
according to related topics [32]. The coding process was
carried out by the author V. D. Based on the grouping of
assigned terms, 18 related sub-themes were created and were
subsequently assessed by the author I. H. In the final phase,
the sub-themes were grouped according to their context
by mutual agreement between the authors V. D. and . H.,
resulting in six new themes (Table 2).

Results

A total of 15 articles were analyzed. The most frequently
declared aim in these articles was to explore participants’
“experience” (n=4), “needs” (r=2), “meaning of home
care (n=12)", “independent decisions” (n=1), “decision-
making” (n=1), “well-being” (n=1), “sources of strength”
(n=1), “subjective perspectives” (r=1), “quality of life”
(r=1), and “relationship” (n=1). Of these 15 studies, 12
used a qualitative design, 2 used a quantitative design and

(n=717)
A
Records screened > Records excluded
(n=717) (n=615)

I

Full-text articles assessed
for eligibility
{n=102)

Full-text articles excluded,
with reasons
(n=287}

l

Studies included in
scoping review
(n=15}

1 study used mixed methods. The most common method of
collecting qualitative research data was interviews (n=12),
including in-depth interviews and semi-structured inter-
views. The questionnaires used in quantitative studies were
a questionnaire distributed by mail that focused on respond-
ents’ health, well-being and home care (n=1), and a struc-
tured questionnaire with closed and open-ended questions
(n=1) (Table 2).

Themes

Based on the thematic analysis, six themes mentioned by the
respondents in the articles reviewed were identified in the
studies: (1) “coping with illness”, (2) “autonomy”, (3) “rela-
tionship with professionals”, (4) “quality, safe, and secure
care”, (5) “role in society”, and (6) “environment”. When-
ever possible, citations from the articles reviewed were used
for data analysis rather than the authors’ own interpretation
of the data.

Coping with illness

The need to cope with illness was a frequent theme among
respondents, who understood that illness or reduced self-suf-
ficiency meant they would have to overcome various obsta-
cles and restrictions to remain in their own environment.

@ Springer
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Physical restrictions due to impaired health were one of
the reported obstacles that respondents faced. A number
of respondents in various studies were experiencing pain,
reduced mobility, loss of physical capability, visual and
hearing impairment [33-37], increasing fatigue, and loss of
strength [35]. To overcome these limitations, respondents
were aware of the need for both professional and informal
care and support from family members or friends [34-41],
mainly concerning personal care, assistance, observation
and support, and household activities [35, 36]. When talk-
ing about professional care, respondents most frequently
expressed a need for assistance with personal hygiene,
household activities, food preparation, and medication man-
agement [37, 39].

Autonomy

Privacy and freedom Providing professional home care in
older persons’ own environment was described as a restric-
tion, a loss of privacy [38, 42, 43] or a loss of autonomy
[35]. Even though some respondents understood that the
possibility of remaining in their own environment allowed
them to retain some autonomy, they saw home care provi-
sion as a curtailing of autonomy, as their home had become
a ‘working place for professional carers’ [36]. It was very
important for respondents to know the schedule and plan for
their care in advance. If respondents were unfamiliar with
this, it was perceived as a restriction of their freedom [36,
42, 43]. Home care respondents wanted professional carers
to behave as guests in their home and respect their privacy
[38]. Inadequate respect for intimacy during care provision
was also described as a loss of privacy [42].

Independence Although respondents were living in a state
of illness or reduced self-sufficiency, and were aware of
their dependence on the help of both professional and infor-
mal carers, they wished to remain as independent as pos-
sible [40, 44]. Loss of independence was associated with
poor health and limitations, and was described as a negative
aspect of ageing [36].

Maintaining antonomy and independence was often
characterized as maintaining quality of life [41]. Although
maintaining independence was associated with how willing
others were to assist with care, and respondents perceived
help and care from family members or friends as an oppor-
tunity to maintain their independence, they struggled with
a sense of placing a burden on family members [36, 43].
Respondents reported satisfaction when their independence
was actively promoted in activities that they were able to
perform, and when they received positive feedback from
carers [39].

@ Springer

Decision-making and participation Respondents’ chief
priority was that they be involved in the decision-making
process so they could influence care planning and choose
among caring actions [36, 38, 42-46]. When planning care,
respondents considered it important for their wishes and
needs to be heard [36, 43, 44, 46] and for care to be provided
in a respectful way [36, 43, 46]. The opportunity to partici-
pate in care provision was described as “having control over
the situation” [43], or as equal cooperation between nurse
and patient [38]. Nevertheless, for some respondents it was
difficult to express their needs and wishes, despite being
able to participate in care provision [33, 42]. Some of them
viewed expressing their needs and wishes as complaining
[33]. In some cases, respondents reported their inability to
adequately express their needs and wishes due to profes-
sional carers having insufficient time [38].

Daily activities Respondents wished to live the lives they
were used to [45]. It was important for them to maintain
the activities comprising their daily routines, repeated at the
same time every day, they created the rhythm of the day
[34, 35, 45, 46]. Such routines included personal hygiene
[46], eating at the same time every day [35, 46], watching
a particular television program, and daily telephone calls to
friends and neighbors [35]. Respondents’ everyday activi-
ties also included leisure activities such as reading books,
playing bridge, solving crossword puzzles and Sudoku or
having tea or coffee with their loved ones [34, 40], as well
as household activities [35, 40].

Relationship with professionals

Establishing a mutual relationship with professional car-
egivers was seen by respondents as essential [36, 38, 42]
and was actively sought by professional caregivers and
respondents alike [46]. Sometimes establishing a mutual
relationship proved more difficult, especially when many
different caregivers were providing care [42]. Some older
persons described the relationship with their professional
caregivers as professional and friendly [47]. The benefit of
their relationship with them was the opportunity for con-
versation and sharing personal experiences [35, 43], doing
things together and having fun [46]. After some time of car-
ing, some respondents considered caregivers their friends
[42], or as part of the family [38], and the relationship with
professional caregivers reduced respondents’ loneliness
[42]. The opportunity to establish a relationship with them
was seen as an indication of good care. Negative attitudes
among professional caregivers when communicating with
older people was perceived as a barrier to establishing a
relationship [46].
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Quiality, safe, and secure care

The provision of formal care in a professional way was
important for respondents [46]. Respondents perceived care
provided by qualified and experienced staff, with sufficient
practical and social skills, to be professional care [33, 36,
38, 44, 46] and described it as ‘good care’ [46]. The provi-
sion of appropriate and continuous care with adequate time
allocated was also considered a sign of quality care [38,
46]. Practical skills were assessed according to whether
caregivers worked carefully, conscientiously and systemati-
cally, and were able to explain to the respondents the inter-
ventions they would undertake [38, 46]. Caregivers’ social
competence, their communication skills and sense of humor,
were appreciated [46]. Respondents also expected sufficient
empathy and respect from carers [38], as well as help with
maintaining respondents’ daily routines, such as the timing
of personal hygiene and meals [46]. Care was considered
poor when carers showed insufficient interest in older peo-
ple: neglecting their needs, not completing their work, using
their working hours for personal matters, as well as when
there was the frequent rotating of different carers [46]. In
some cases, respondents expressed dissatisfaction if they felt
they were a burden to caregivers. They described this experi-
ence as caregivers’ lack of interest in them, their lack of time
for work, and a lack of communication [38].

Role in society

Loneliness was one of the main problems reported by older
people [37, 39]. In the context of ageing, worsening health
and reduced self-sufficiency, respondents were aware of how
their social role was changing, and they felt they could no
longer participate in social life as before [33], or they stated
that their participation in society was limited [36].

The opportunity to lead an active social life to help pre-
vent social isolation was crucial for some respondents [41].
Respondents considered it important to maintain the inter-
action between them and their social environment through
their involvement with community groups or social activities
outside the home [39], contact with family, friends and pro-
fessional carers [40], or going out and taking part in leisure
activities [41]. However, respondents did not always con-
sider engaging in social life important, in which case they
were passive on this issue [33].

Environment

Remaining in their own environment was important for
respondents, as it allowed them to better cope with declin-
ing health. The familiar objects in their homes reminded
respondents of their life in the past, while also keeping them
in the present [38, 46], meaning they were older persons in a

positive sense (“elderly human™) [38]. An unfamiliar envi-
ronment where they were not surrounded by familiar objects
caused feelings of stress and anxiety in respondents [46].

Discussion

This scoping review focuses on the needs of older people
living with illness or reduced self-sufficiency in their own
homes, sheltered houses or communities and receiving home
care.

The findings of the present review demonstrate that older
people are able to express their needs and wishes when
receiving home care. In some articles, respondents also
described what interventions or strategies they or their car-
ers chose to meet their needs. However, the identification of
interventions and strategies was not the aim of this review,
and, therefore, this was not analyzed.

As mentioned in the introduction to this review, health-
related needs can be viewed from a variety of perspectives.
However, authors have also described various concepts of
needs. Bradshaw [48] delineates four types of needs: nor-
mative needs are based on standards established according
to the experience of experts and professionals, and they are
related to the level of service provided. Felt need is recog-
nized as a subjective feeling when people are able to define
their needs or explain what they want. An expressed need
is defined according to whether people use health services
and to what extent, while comparative need is an objective
comparative assessment of the relationship between the
availability of healthcare services and the health status of
individuals or various groups of the population. According
to Stevens and Gabbay [49], health-related needs consist of
three interrelated aspects: a feeling of need, an expression of
this need, and an effective intervention to satisfy the need. In
Haaster et al. [50], Toupin et al. divide needs in the health-
care system into three levels: (1) the problems patients are
facing,(2) the interventions required alleviating or contain-
ing these problems; (3) the services needed to ensure these
interventions.

Asadi-Lari et al. [6] point out that there is no consensus in
the literature on the definition of needs, and the existing defi-
nitions should be redefined to reflect clinical reality, as there
is still a gap between patient needs and the services offered.

To minimize this gap and meet not only the needs of
patients but also of their carers, it is essential to assess their
needs comprehensively. Most frequently, needs are identi-
fied using a variety of questionnaires designed to anticipate
potential basic needs. In their systematic research, Figue-
iredo et al. [51] identify 19 multidimensional instruments
used to assess the needs of older people living in their home
environment. These instruments assess needs in five dimen-
sions: (1) physical, (2) psychological, (3) social support and

@ Springer
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independence, (4) self-rated health behaviors, and (5) con-
textual environment.

As mentioned above, it is important to assess the needs of
care recipients and their informal carers alike. Informal car-
ers usually identify their needs concerning care recipients’
physical care [13, 14, 19], health information and social
support [19], while care recipients state their needs con-
cerning autonomy, personal care, daily and social activities,
and quality of care [52-57]. This is in line with the results
of the present review. More specifically, it is important for
older people to overcome any limitations resulting from
their physical decline, to maintain their autonomy in terms
of their independence, their daily routines and their ability
to make decisions about their own care, to establish good
relationships with caregivers, to have quality and safe care
provided by trained staff, to participate in society and to live
in their own environment.

Assessing needs helps healthcare and social care services
to provide individual tailored care [11, 58, 59], which pro-
motes the health and well-being of care recipients and their
informal caregivers [58, 59]. In other words, satisfying their
needs improves their quality of life [60-62].

Implications

The findings presented in this study provide an evidence-
based framework that can serve as a guide for person-cen-
tered care planning. It is important to take into account the
needs and wishes of clder adults and tailor care to their needs
and wishes. Furthermore, whenever possible patients should
be involved in their own care and be allowed to participate
in care planning. It is also appropriate to promote patients’
independence and support them in their daily routines.

Limitations

Only articles in Czech and English were included in the
review, representing a limitation for holistic validity and
transferability to different cultural environments. Grey lit-
erature was not included in the review.

Conclusion

The present study has set out an overview of the needs of
particularly vulnerable and frail older people using home
care services. Based on inductive thematic analysis, six key
topics were identified to provide an overview of respondents’
needs across the articles included in the scoping review.
With regard to the extent of the needs identified, these were
not only physical but also psychosocial and environmental.
Interestingly there was no emphasis on religious or spiritual
needs; further research would, therefore, be appropriate.

@ Springer

Additional research, especially qualitative research, will be
required to gain a deeper understanding of the needs of frail
older people receiving home care.
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Abstract

Introduction: In the context of an ageing population, problems in care for frail older patients and their specific requirements have
increasingly been highlighted. In the COVID-18 pandemic hospitals play even more important role and provide continuum of
care also to older persons. Therefore it is even more important to ensure comprehensive care for older patients, including
satisfying all of their needs. Objective: This study’s objective is to investigate older adult’'s experiences and opinions of how their
needs are satisfied in hospital care in the time of COVID-19 pandemic. Method: A qualitative research method was chosen. Data
was collected by means of semi-structured interviews. Results: A total of 12 interviews with patients aged over 80 were
evaluated. Ananalysis was performed and four principal aspects of care for older people were identified: quality of care; satisfying
patients’ needs; personality of the carers; autonomy and dignity.

Keywords: older adult, hospitalisation, patients’ needs, hospital care

CERECTARE
Articole originale

Nevoile pacientilor si satisfactia lor cu ingrijirea spitaliceasca asa cum au fost vazute si
experimentate de pacienti in timpul pandemiei COVID-19

Rezumat

Introducere: In contextul imbatranirii populatiei, problemele in ingrijirea pacientilor varstnici fragili si cerintele lor specifice au
fost evidentiate din ce in ce mai mult. in pandemia COVID-19, spitalele covid joaca un rol si mai important si ofera continuitate
n ingrijire si persoanelor Tn varsta. Prin urmare, este si mai important s& se asigure o Tngrijire cuprinzatoare pentru pacientii
varstnici, inclusiv satisfacerea tuturor nevoilor acestora. Objectiv: Obiectivul acestui studiu este de a investiga experientele si
opiniile adultilor in varstd despre modul Tn care nevoile lor sunt satisfcute in ingrijirea spitaliceasca n timpul pandemiei
COVID-19. Metodd: A fost aleasd o metoda de cercetare calitativd. Datele au fost colectate prin intermediul interviurilor semi-
structurate. Rezulfate: Au fost evaluate un total de 12 interviuri cu pacienti cu véarsta peste 80 de ani. A fost efectuata o analiza

pacientilor; personalitatea ingrijitorilor; autonomie si demnitate.

Cuvinte cheie: adulti in varsta, spitalizare, nevoile pacientilor, ingrijire in spital
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Introduction

The COVID-19 pandemic caused extreme burden on
hospital care. Due to the demands on technical equipment,
especially the provision of oxygen therapy, hospitals have
been providing care in the entire spectrum from resuscitation,
intensive and acute care to aftercare, rehabilitation and
palliative care. In hospitals, the palliative care has received
more recognition, and during the pandemic the palliative care
teams and departments in hospitals have been set up.

The ageing population and geriatric care

The ageing population is a global problem in the majority of
countries, and one of the defining characteristics of
contemporary society. Several aspects are known to play a key
role in this (improvements in the standard of living, advances
in medicine, etc.). For the world as a whole, the humber of
people aged over 80 is rising by 4.0% annually on average (1,
2).

Statistics show that the proportion of older persons is
increasing also in the Czech Republic. In 2016 life expectancy
was 76.1 years for men and 82.1 years for women, and these
figures continue to rise (3). In the context of this data, problems
in care and treatment for older patients and their specific
requirements have increasingly been highlighted. These
problems include frequent polymorbidity, changes in all organ
systems, differences in the symptoms of sickness, the
presence of geriatric syndromes, multimorbidity and
polypragmasia (4). One of the significant geriatric syndromes
is frailty, where there is a reduction in the organism’s fitness,
resilience and adaptability as functional changes (mental,
mobility-related and nutritional) accumulate (5, 6). These
changes are particularly apparent with persons aged 75-80
years, when multimorbidity tends to be the rule rather than the
exception (7). It is also true that the ageing of the population
has led to an increase in the number of older adult requiring
medical care, whether in general practitioners’ surgeries or in
various medical facilities (8). A knowledge of geriatric medicine
and an interdisciplinary approach to these patients appears to
be essential. In care for older persons, it is important that there
is an attempt to optimise their functional condition despite their
frequently diminished intrinsic capacity if the highest possible
quality of life is to be achieved (2, 9).

Care for older people in the hospital setting and the
quality of care

Itis clear that older people are admitted to medical facilities’
acute inpatient wards with increasing frequency. For older
people, the duration of hospitalisation is markedly longer than
for younger patients: while the average duration of
hospitalisation is 1.8 days for persons aged 50-54, for persons
aged over 85 this figure is approximately 7 days (10). These
data are subsequently changing with the COVID-19 pandemic,
as it is becoming apparent that hospitalisation of older persons
with COVID-19 are even longer. Moreover, there is ample
evidence that older patients in hospital care are more exposed
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to a variety of risks and stressors, including considerable
physical and psychological stress, the fact that they have been
taken out of their social environment, negative incidents such
as falls, postoperative complications, negative reactions to
pain and drugs, loss of mobility and functional decline. Also
typical are cognitive and behavioural disorders that tend to
result in deliium, with agitation, anxiety, confusion,
hallucihations and/or aggression (11, 12).

There are also increasing numbers of patients who need
palliative care and also e.g. patients with dementia, placing
high demands on nursing and requiring an individual approach
(13). However, this is frequently beyond hospitals' realistic
capacities. Health professionals lack the training and practical
skills to care for such patients (5) despite many improvements
especially in the palliative care provision in last years. Other
authors have pointed to unsatisfactory care for older adults
with dementia, remarking that health professionals’ traditional
training is inadequate and needs to be adapted to the specific
requirements of care for such patients. Authors also stress that
despite health professionals’ efforts to provide quality care,
there tend to be additional limitations and factors such as the
organisation of their work and the hospital setting (14). From
the perspective of patients and their families, all of this is
magnified by poor outcomes of treatment and care during
hospitalisation, previous poor experiences, mortality and the
institutionalisation of patients (5). From the above, and from
the other publications available, it is clear that care for older
people in hospitals is not optimal, and in many ways patients’
needs and autonomy are not respected (15).

In view of these factors, and in the context of good practice
in long-term and geriatric care for these patients, there is an
emphasis on improving the quality of care. Care should be
integrated, planned and directed towards the patient's
individual needs. Kindness, sustained support for the family
and relatives, the establishing of positive cooperation, and
communication are all important. Furthermore, many authors
stress that patients with limited self-sufficiency are more
vulnerable and their autonomy is more in jeopardy. What is
important is a holistic approach and an attempt to improve or
at least maintain their quality of life (16).

The present study follows on from earlier research and
publications, specifically scoping reviews of Czech (17) and
foreign literature (18) revealing that care for older people and
an awareness of how their needs are satisfied in hospital are
based more on a theoretical perspective, or on general
considerations about the quality of care. However, when
evaluating the quality of care, patients’ opinions and
experiences are the best source of information and offer a true
picture of real practice. They are the starting point for desirable
improvements in practice.

This study's objective is to investigate older people’s

experiences and opinions of the satisfying of their needs in
hospital care.
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Research methods

A qualitative research method was chosen. It is based on
an interpretative paradigm where the focus is on
understanding the significance of human behaviour and
experiences with the aim of obtaining a detailed account of the
views of the individuals surveyed (19). This approach
encompasses collecting and analysing data, and evaluating
and highlighting important aspects and the problems examined
in the respondents’ authentic environment.

The relationship between researcher and respondent is
important for analysing and decoding the information and
presenting the results of how people perceive and experience
their situation in the real environment (20). Data was collected
by means of semi-structured interviews. Strauss and Corbin’s
recommendations were followed to ensure the accuracy and
reliability of the study’s results (19).

A total of 12 semi-structured interviews were conducted with
patients in post-acute wards at three hospitals (in Prague, the
Liberec Region and the Karlovy Vary Region). The inclusion
criteria were that respondents should be over 80 years of age,
that both sexes were represented, and that respondents had
retained the ability to communicate. The patients’ mobility was
not taken into account. None of the respondents had been
found to have dementia. A precondition for including the
probands was that they had been hospitalised for at least two
weeks.

The respondents were selected in collaboration with social
workers, and account was taken of how willing respondents
were to cooperate. In all of the medical facilities, privacy was
ensured during the interviews, including for immobile patients.
All patients were dependent on assistance from the staff and
the provision of basic nursing and medical care, and without
assistance they only had limited movement.

Interviews were conducted between February and July
2020 (during the first wave of the COVID-19 pandemic). The
individual interviews lasted 15-30 minutes depending on
patients’ health status. Before starting an interview it was
important to create an atmosphere of mutual trust and positive
interaction.

The questions were open questions that were drafted and
communicated in collaboration with the research team.
Initially, all respondents were asked a key question: Can you
describe your experiences, opinions and feelings about the
medical care you are currently receiving in hospital? In order
to participants would better understand the context of the
interview (the issue under examination), additional questions
were asked to prompt them, such as: What do you think is
important in caring for you? Can you describe how the staff
help you in daily care? In what ways are the staff interested in
what you need? All interviews were anonymised. Audio
recordings were made, and the interviews were subsequently
transcribed verbatim.
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Data analysis

Data analysis consists of the systematic organising of the
data (text) acquired in the form of open coding, with the aim of
decoding the text analysed to reveal its themes, regularities
and contexts. In open coding the researcher repeatedly reads
a text (the individual words, sentences and lines) and breaks it
down into units with assighed codes. The units are then
reordered under individual categories and subsequently
interpreted (20). The process of the analysis and its individual
steps were regularly consulted within the research team. A
qualitative content analysis was chosen, following Graneheim,
Lindgren and Lundman's methodology (21). During the
analysis there was an emphasis on the following questions:
“‘What is evident here? What are people irying o tell me, or
what is going on? What is the significance of these sforfes?”

The first phase of the analysis was inductive, looking for
similarities and differences in the data obtained, and
subsequently understanding them, moving from the concrete
and specific to abstract and general themes (categories). The
individual interviews were then coded and grouped under
lexical units — the main categories. These were the basis for
creating the subcategories. The entire process was repeatedly
reviewed and amended as necessary. The next phase was
deductive, moving from the theory to the data, or from the
general to the more concrete. A total of four categories with
several subcategories were defined, as presented in table 1.

Table 1. Categories and subcategories

Categories Subcategories

. Organisation of care
Quality of care Setting
Mohility and self-
sufficiency
Personal hygiene
Food and hydration
Pain

Privacy

Loneliness

Satisfying patients’ needs

Nurse
Personality of the carers Doctor
Cooperation and
communication
Decision-making

Autonomy

Ethical considerations

This study was approved by the ethics committee of the
Gerontology Centre in Prague on 2 November 2018. All
participants in the research signed informed consent forms.
The audio recordings and transcriptions of the interviews were
anonymized, and have been stored with password-protected
access.
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Research results

The hospitalisation of frail older patients cannot always be
avoided. The reason is usually an acute worsening in their
health status, with a need for diagnosis, treatment and care
that cannot be provided in the home setting. Such a patient
remains isolated and more or less dependent on the care of
others. This matter has become even more accentuated now
with the COVID-18 pandemic. A need for mutual trust,
cooperation and respect for the patient is even more important.
. Based on the research analysis, these people’'s experiences
and needs have been divided into four main cafegories:
perceptions of the quality of medical and nursing care;
satisfying patients’ needs; personality of the carers; autonomy
and dignity.

1. Perceptions of the quality of medical and nursing
care

The results of the survey generally show that the patients
viewed medical care and nursing in inpatient facilities as mostly
satisfactory. The research participants expressed this for
instance as follows: “For me, the care here is good. | can’t say
there’s anything I'd mind. I've got basic care. So I'm about 50%
satisfied, it's alf right...” Or. “...'m satisfied, I've got care, on
the whole | can tell them what | want...” One of them
commented; “/t's above average here, and generally better
than elsewhere...” Another participant said: “I'm in the best
hands here, my experience has been good.”

Organisation of care and the setting

It was also evident from the survey that the perception of
the quality of care was greatly influenced by the hospital
setting, the size and furnishings of the rooms, the overall
organisation of care, repeated hospitalisation and any leisure
activities. Patients who had repeatedly been hospitalised in the
same facility expressed much greater satisfaction than other
clients. For example one of the patients said: ‘/'ve been here
several times before, | know most of the staff by name... They
all welcomed me back, and | know this place well. Everything
here is fop quality.” The hospital setting was evaluated as
follows: “ff’s pretty full here, and the rooms are small...” or
‘When there are visits there’s no room at all, and you can hear
everything, there’'s no privacy...” One of the patients
commented on the organisation of care: “It's frregular, several
people come running in and then there’s a quick visit and then
we don’t see anyone again for a long time. If we ring the bell,
they do what we want.” Another patient said: “... they run in,
quickly pull the sheet down and then back up again, and they
don't ask us any questions....” One of the patients expressed
dissatisfaction about the light always being on in her room:
“Why is the light always on, even at night? If | ask, one of the
nurses wil turn it off and then someone switches it back on
again. It costs money and it hurts my eyes, and it's always
bothering me.”

Several respondents reported that the nurses were very

busy and in consequence would sometimes forget what a
patient had asked for. This was expressed as follows: “...you

ISSN 2601 — 4874 / ISSN-L 2601 - 4874

have to ask them, and make sure they do it. They've got a lot
on, and obviously they forget, probably because they've got a
fof of work, and some things they don't remember...”

One of the medical facilities was exceptional in having a
regular programme for all patients, and patients were involved
in various activities regardless of their mobility. These included
art projects, culture (reading and playing the piano) and baking.
All of these activities were organised by a social worker in
collaboration with the hospital’s volunteer centre. Some of the
more active patients also contributed; for instance one of the
clients had formerly travelled a great deal, and she talked
about what she’d experienced on her travels. The patients
remarked: “...we've always got something to do, we've got a
programme, and it's like family here, I'm not lonely and we get
to meet one another...”

2. Satisfying patients’ needs

Mobility and self-sufficiency

Patients realise that the scope of their needs depends
principally on their level of mobility and self-sufficiency. The
majority of patients reported that they had felt most helpless
when they were first hospitalised and had been in much worse
health. Their fears were magnified by the fact that they were
unfamiliar with the setting and the staff. Respondents agreed
that the worst thing was helplessness and depending on
others. They expressed this as follows: “Assistance from the
staff is important I'lf be glad when they won't have to wait on
me hand and foot, | need movement and physiotherapy, I'm
looking forward to being on crutches, I'll learn to walk so f can
go home, I'm looking forward fo that...” Ancther patient said:
“In my care it's important that everything’s coordinated,
depending on how self-sufficient you are, what's important for
me now is movement and physiotherapy.”

Personal hygiene

The survey revealed that personal hygiene was more
important for women than for men. The men were less
demanding in this respect, generally only needing a basic
wash. For the women, their habits and appearance — how they
did their hair, and the creams they used — played a key role.
During the interviews, when discussing various needs hygiene
was the one that was mentioned most often. One of the female
patients said: “What's most important for me, and what makes
me happy, is when they give me a proper bath.” Another
woman commented: “My heef was a bit sore, so [ could only lie
in bed, it was painful and one of nurses did a beautiful job
rubbing cream on me after I'd had a bath, one of them will
always remember to do it and another doesn't take it seriously
even if | ask her.”

Food and hydration

From patients’ responses it generally emerged that food
was hot all that important during hospitalisation, especially for
men. The priority for most patients was their health status and
the possibility of going home as soon as possible, but even so
their opinions on the catering were very critical. One of the
female patients commented: “The food's good, ’'m used fo
everything, but | don't like the sauces. There’s plenty to drink
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and they're always telling us to drink something. Ladislav is
always giving us something to drink, he’s wonderful in that
way...” Another woman said: “I'm confused, I'm supposed to
have a nuiritional drink and sometimes | get it and sometimes
! don't. I asked the nurses why not, and then they brought it
without saying anything, they've probably got so much work
they forget.” Another female patient was also critical: “What
you can say you want, but if doesn’t happen, is food. They ask
you what you want but they only ever offer special diets, which
you don't want to eat, and it’s always mince with some kind of
sauce.” The male patients also commented on the food: “/t
doesn’t bother me, it's the same in all hospitals, well eat
properly when we're home again. ! like eating, but here I'll eat
everything and the way | look at it is that I'm in hospital and the
food isn’t all that important.”

Pain

Pain is usually monitored regularly and is not neglected.
This was expressed in this way: “The nurses always ask you
about pain, and again when there’s a visit, and whenever | say
something’s hurting, | get medicine. Something does hurt now
and then, but that's normal at our age, and they make sure |
don't suffer. | can tell them if something’s hurting me.”

Privacy

The patient's privacy is of fundamental importance, but this
is very often overlooked in hospital. One of the greatest
problems is when a patient needs the toilet, especially if the
patient cannot get out of bed and is reliant on assistance.
Privacy is not only violated by medical workers, but also by how
visitors behave and how considerate they are. One of the
patients remarked: “When there are visitors in the rooms, they
don’t know how to behave, yesterday the woman in the nexi
room had fo go to the toflet and the people were siill there...”
In general the survey revealed that visits were important for
patients, who looked forward to them, but they could be
exhausting and often there was no privacy for visits.

Loneliness

Some patients felt lonely, and they worried about their
families, saying: “'m on my own here and | feel lonely, there’s
no one here with me. | miss my dog and I'm looking forward to
seeing him again. I'm worried about my husband, he's lost
without me and he can’t do anything for himself. I'm looking
forward to going home, | don’t ifke being in hospital.”

3. Personality of the carers

From what the patients said it emerged that nurses were the
most important people in their care, because nurses spend
much more time with patients than doctors. The patients were
less critical about the personality of the doctors, who they see
more as experts to whom they can turn and who have the
authority to make decisions. The patients described the most
important characteristics for nurses as follows: “...she should
be kind, helpful, sweet-natured, supportive and interested in
people, and she should always have a kind word.” The
patients’ evaluations varied, and it seems that essentially this
depended on which nurse happened to be on duty. “The
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nurses and their attitude are the most important, because they
spend more time with us than the doctor. They're helpful, it’s
all right sometimes they're inferested and sometimes they're
not | can tell them what | want but sometimes it takes a while.
! prefer to agree with them and | don’t complain, because they
might be mean fo me. Some of the nurses are really kind and
some aren't, it depends who’s on duty. No one asks me what [
need, | by to be independent.” Nurses' approach to caring for
patients varied: “Some are happy to help me and some aren’t.
There’s a little nurse here with black hair, she’s livelier and she
does everything | ask, and then there’s another one who
doesn'’t take me seriously and is surprised if 've got some kind
of problem.” Another respondent said: “Some of the nurses try,
they straighten my pillow or blanket.” Another comment about
nurses was: “The nurses ask me what | want not alf of them,
they aren’t all angels, but mostly they're nice. There’s one here
who really shouldn’t be doing this job.” One of the patients
talked about an argument with a nurse, and was afraid there
would be further unpleasantness: “ spilt some water on the
bedside table, | couldn’t help it, and the nurse wasn’t happy
about that and told me to clean it up myself so | wiped it with
a tissue, seeing how she didn't like it, so she wouldn’t be angry.
She isn't a good nurse, but f can't telf her that...”

Evaluations of doctors were expressed as follows: “They
come here every day or if your condition gets worse, they ask
about everything and tell the nurses what to do. The doctors
are excellent. Especially the senior consultant she’s
wonderful, she even talks to my family about when | can go
back home. The doctors ask questions and they're altentive.”

It is interesting that none of the respondents talked about
any shortcomings in nurses’ professionalism, skills and
experience. When asked how they rated the nurses as
professionals, the respondents answered: “The nurses know
what they're doing, they're good at their work, only with some
of them it's a shame they aren't nicer to us.”

4. Autonomy and dignity

The need for trust, cooperation, communication and respect
for the patient was often mentioned. The respondents
described autonomy and dignity primarily as a willingness to
cooperate and communicate, respect for the patient, and the
opportunity to be included in decision making. However, it
emerged from what the patients said that it is the doctor who
ultimately decides. Patients were also concerned with what
their families would think; their families were worried about
them and helped them.

Cooperation and communication

Cooperation between the patient and the staff was mostly
rated positively. For instance; “/ can tell them what | want or
what | need. | iry to do things myself, but they’li help me if |
need something and can’t manage it myself. | talk to al of them
and they're inferested, we talk about everything, | can ask them
what { like and theyll reply. If there’s time we'll talk about
everything.” It was clear from the survey that none of the
respondents wanted to provoke conflicts, and they would make
compromises if necessary. Only one of the more assertive
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patients added: “/ telf them what | think, whether it's nice or not,
that's the way { am, and | stick up for myseif...”

Decision-making

Here the patients generally said that the health
professionals, the doctors and nurses, knew best, and it was
best to trust their opinions and advice. They expressed this as
follows: “I trust what the doctor says. What's important is what
the doctor thinks, and you can’t do much about that. | can say
what | like, but the doctors know best they understand
everything.”

Discussion

The objective of this study was to examine older people’s
experiences, needs and opinions of the quality of care in the
hospital setting. The interviews revealed that patients were
generally satisfied with the standard of care, and their
experiences were largely positive. However, the survey also
highlighted a number of areas that patients considered
important, and aspects that they thought were negative and in
need of improvement It was evident that in many respects the
quality of care is influenced by the organisation of work and the
hospital setting, as well as nurses having insufficient time for
their work, and established care routines that do not
adequately reflect patients’ needs. Several authors have also
emphasised this, mentioning that it is important that staff are
able to respond to the complexity of a patient’s circumstances,
comorbidity and degree of disability. It is important to adapt
care to ensure it is coordinated teamwork based on the
patient's heeds. Staff skills, the volume of work and the time
required to care for such patients must all be dovetailed (15).

There are many factors that influence the satisfying of
patients’ needs, and their requirements are entirely individual.
An assessment of the patient's self-sufficiency is important.
The manner in which needs are satisfied, and to what extent,
is influenced by the patient's sickness and overall health
status, but also by the patient’'s personality, the hospital setting,
interpersonal relationships and the individual staff members
and their professionalism (22). In this research study, the
satisfaction of the patient's needs was particularly influenced
by their age and abilities in terms of self-sufficiency and
functioning. Respondents considered the greatest limitation to
be the fact that they were incapable of movement and self-
care. Older people defined their most important needs as
personal hygiene, food and hydration, pain management and
privacy. The survey revealed that what is most important for
older people is that their basic needs are met. It is evident
when satisfying needs that what is fundamental is the
individual's ability to cope with tasks related to their basic
needs, i.e. their degree of self-sufficiency. Representatives
from non-governmental organisations caring for older people
in the Czech Republic point out that in the hierarchical structure
of older people’s needs, their basic needs are the first to be
satisfied in order that their other needs are also satisfied (23).
In addition, it is possible that older people are from a
generation where people are embarrassed to talk about their
needs and express their wishes. The necessity of primarily
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satisfying basic needs is based on Maslow's theory of
motivation (24). The greatest emphasis was on personal
hygiene and going to the toilet Some respondents also
expressed feelings of loneliness. These findings have been
highlighted by other authors, who stress that elderly patients
need greater care and assistance with performing their daily
activities. An awareness of the patient's functional condition
and the level of care required are key (25).

In care for older people the priority is the need for
comprehensive geriatric care focusing on frailty and other
factors in their care, especially physical and psychological
factors. It is important to develop a coordinated and integrated
care plan, and to regularly update it. Authors point to the need
to revise care for older people, where geriatricians should play
the primary role [26]. According to Cicha and Dorkova (27)
geriatric care should be based on managing geriatric
syndromes, which are common among elderly patients and
include frailty, dementia, instability, immobility, incontinence,
iatrogenicity, etc.

The perception of the quality of hospital care is significantly
influenced by the personality of the nurses. The patients in this
study repeatedly referred to this, and they also commented that
not all nurses were kind and helpful. Some respondents
described inappropriate behaviour by nurses. They confirmed
thatthe nurses’ personality and conduct are the most important
aspects of their care. In the context of caring for older and frail
patients, the nurse is defined as follows: “The nurse knows the
current need for nursing care and its results, and knows how
to make a qualified estimate of the need for future nursing care,
and define it, within a particular nursing timeframe (generally a
matter of weeks for post-acute care and months for long-term
care)” (16). Holmerova et al (28) point to the need to amend
the spectrum and qualifications of health professionals, as
geriatrics is still only a marginal part of their training. Many
authors stress the need for familiarity with geriatrics, long-term
care and social care (26, 29, 30). The studies available also
reveal that the level of knowledge of geriatrics, and nurses’
training, affect the overall quality of care (31). However, the
results of the current survey were that patients did not mention
any need for the standard of nurses’ training. This may be due
to the cultural context of care in the Czech Republic, where
nurses are viewed not as professionals in their own right but
as assistants to the doctors. Such stereotypes are probably a
consequence of the historical context of the training system for
nurses and their status in the Czech Republic.

Positive cooperation and communication with patients and
their families is the foundation of successful care. Research
studies likewise point to the need to promote dignity and
autonomy, which are most in jeopardy among frail elderly
patients, especially in hospitals where there is more emphasis
on rapid and effective treatment than on the approach to
patients. Patients themselves refer to shortcomings in this
respect (32). It is stressed that besides quality nursing care,
fundamental ethical principles must also be respected, above
all respect for dignity, autonomy and the right to make
decisions. Older people also have to be protected from age
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discrimination or ageism (27). This study’s findings generally
indicate good cooperation and communication between
patients and health professionals, and none of the respondents
expressed any feelings of discrimination or being unable to
express themselves as necessary and communicate their
wishes and needs. Regarding the opportunity to make
decisions, it is evident that patients prefer the doctor to decide,
and they have no misgivings about their doctors' care and
knowledge.

Strengths and weaknesses of the research project

This qualitative research project was conducted in line with
the methodology and rules for empirical research (20, 21). The
individual steps were discussed within the team and planned
in advance, focusing on the credibility and reliability of the
results and the need to retain authenticity. The sample number
of respondents was affected by the epidemiological situation
for COVID-19. Although these results cannot be generalised,
they can serve as an important source of information and a
starting point for any attempt to improve the true situation, and
not merely in the hospitals where the survey was conducted.

Conclusion

Old age is characterised by many specific factors, and care
for older people is currently becoming the centre of attention,
and not only for the professionals who care for these patients.
Comorbidities, geriatric syndromes, declining functional
capacities and increasing problems in the social area mean
that older persons are hospitalised more frequently, but it is
clear that the standard of care is insufficient and fails to take
account of frail older patients’ needs. This study has
highlighted older patients' needs and experience in hospital.
An analysis was performed and four principal aspects of care
for older people were identified: quality of care; satisfying
patients’ needs; personality of the carers;, autonomy and
dignity. It is evident from the research project that what is most
important for older people is self-sufficiency and the satisfying
of their basic needs. In the context of their care they
emphasised the personality of the nurses, especially kind
words and support. In the quality of care for older persons,
there is a need for geriatrically informed medicine and a
comprehensive geriatric evaluation of the patient.

Despite the small number of research participants, itis clear
that this is one of the few studies conducted in the Czech
Republic to research older people’s opinions. However, this
may serve as a stimulus to improve care for older people.
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Objective Background

To provide a comprehensive overview of the self-reported needs of older people with Based on evidence meeting the individual needs increasing the quality of care and
dementia living at home. subsequently quality of life of PwD. Thus, fulfilling individual needs leads to:

« Easier communication between PwD and their carer

« Increasing patients’ confidence in the health care system

« Improving care outcomes

A scoping review was carried out using PubMed, Psycinfo and Web of Science. Based on an inductive thematic analysis, five areas of PwD needs were identified:
- Studies published between 2009 - 2018 in English or Czech «  Social needs (company, daytime activities, meaningful activities and one’s
« Search terms“Dementia”and “Needs” role in society)
« Exclusion criteria: « Coping with psychological distress
+ PwD living in nursing homes + Coping with general health issues
+ Needs of PwD from the perspective of carer «  Expert services (information, diagnostic, post-diagnostic support)
12 qualitative and quantitative articles were included in a thematic analysis. «  Safety
a Author/Year/Country | Aim Tools. Unmet needs
Conclusion — T ; seonre
n ~falrisk a8%)
The needs of the PwD are mostly categorized by using quantitative \ tesiding PwD and their e ;Z::,f:;:",:ﬁ: wlrcmanagement
research assessment tools such as CANE, JHDCNA or other informal caregivers. coordination intervention trial. | Assessment. - home safety evaluation (44.5%)
hierarchy models used in qualitative research; even the - wander riskmanagement (33.9%)
categorization of this review. However, all needs usually overlap. An
" e : 3 General health and medica care (626%)
unmet need in one area makes it impossible to meet other needs in
an opposing area. Meaningful activities (53.1%)
PwD are important informants about individual needs. It is Legal issues and advance care planning (48.0%)
necessary to consider these needs in planning and providing
M .+ P Evaluation and diagnosis of dementia (31.5%)
quality care in order to ensure individually catered care.
= Company (15%)
INT andlevelof needsina group | countries 451 community- | prospective coort study CANE. QOL was measured
o thh a
dementiaand theirinformal | dementia and their arers | formal a
carerswhodonotyetuse | partcipated. DE.UK.IE,SE,NOR,PTand IT. | with the CarerQol. The Daytime actvites (5%)
N ext St e p S formal care and (2) to describe
the relationship of needs and one year, and data were and QOL was analysed ith
quality of life from different
ds, quality of e (QOL) and
Qualitative research with PWD receiving healthcare in the PR e e
hospital and at home in the Czech Republic will be conducted in
icif ir vie i i people 47 .9%)
order to elicit their view on meeting having needs met. e ; using the CANE Other scaes
and 41 informal carers, D used were: the MMSE,the GDS | Company (20.8%)
and their carers were and the QOL-AD.
interviewed separately. Daytime activites (25.5%)
Miranda-Castillo fy Allthe | CANE, MMSE, Qol-AD Daytime activities (77 /50.7%)
About GAUK e e ey .
networks and quality of life of carried out at their homes. Company (60/39.5%)
PWD lving at hore. Whenever possible, PWD and o
The Grant Agency of Charles University (GAUK) supports students' e 1o T R D
scientific and research work, especially at doctoral level. Eyesight/hearing (33 /220%)
For more information: https://cuni.cz/ukeng-33.html Accidental seff-harm (23/15.1%)
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Abstrakt Gstni prezentace.

Perception of professional carers on quality of care of home dwelling people

Vladimira Dostalova', Alzbeta Bartova?, Hana Blahova® & Iva Holmerova?

Keywords: dementia, home care, quality

Background: The number of people with dementia and the demand for long-term care
provided in person’s home environment is increasing. The aim of such care is to enable the
person to stay at home as long as possible and to prevent hospitalization or other institutional
care. When providing care in the home environment it is necessary to focus on patient’s
needs and experiences. The aim of this presentation is to provide our findings on quality of
care of home dwelling people from the perception of professional carers. This study was
funded by the Grant Agency of Charles University, project n. 760219 (Met and unmet needs
of vulnerable older patients receiving healthcare at home and in hospital).

Methodology: A total of 3 focus groups with home health care nurses and 9 face to face
semi-structures interviews with social care workers were conducted. An exploratory-
descriptive qualitative approach was chosen. During data collection, the researchers focused
on the areas of "what" and "why". Data were analysed in the means of content analysis. To
ensure the trustworthiness of this study, the recommendation of Graneheim, Lindgren and
Lundman (2017) was followed.

Results: According to content analysis three main areas were identified. 1) Needs
assessment method; 2) Settings for a care plane; 3) Communication with other carers
including professionals. The starting point for ensuring all three areas is 1) to targeted
education of (not only) caring professionals and 2) following the principles of case

management.

Discussion: Professional caregivers are aware of the need to provide patients in home care of
the best possible quality. These caregivers consider as important to identify the needs of their
patients and to tailor care to those needs. The key is therefore undoubtedly the setting of
individualized and person-centred care. High-quality communication between caring

professionals and mutual information sharing is essential.
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