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To my mother,

father, sister and my Jooes

Se dividirmos a morte pela vida, obteremos um circulo.
Colum McCann in Apeirogon






Porque o mundo nio sabe que ¢ mundo.

O mundo so6 se torna consciente no momento

em que ¢ observado com assombro. E nesse

instante raro — quando alguém se curva

sobre uma pedra, nao para classifica-la, mas para escuta-la — que a
materia se anima,

como quem sonha com um animal que sonha com um homem que sonha
com uma

rocha, que sonha com o inicio de tudo.

Jos¢ Eduardo Agualusa in Tudo sobre Deus

No6s somos o outro do outro.

José Saramago






O Corpo que ndo ¢

Nem isso, nem Aquilo: sou eu.
Nao sou daqui, nem dali, sou de onde for nao esteja.

Sou eternamente o eu e a outra.

Nao sou poesia, nem prosa, sou um corpo.
O corpo que nao ¢.

Medido a partir do seu proprio umbigo,

nao ¢ do Ocidente,

nem propriamente do Oriente.

Dizem que ¢ do Médio,

Ou do Proximo,

Como se fosse mais aconchegante.

Sou um cruzamento

com mapas a invadirem o meu ser.
Ocupada, mas livre.

As minhas linguas sao um muro.

Acontecem em mim em simultaneo

Tal como os meus sonhos.

Nao estou aqui ainda

¢ ja nao me lembro dali.

Nem a memoria nem o esquecimento,

sou 0 nunca-agora.

Escolhi viver na terra do mais ou menos.
Nem isso, nem Aquilo, um vai andando.
Um bacalhau demolhado, nem cru, nem cozinhado.
Nao ¢ extremamente nem extremamente, €.
E eu sou exatamente e extremamente eu: nem isso, nem Aquilo.

Nao sou aquela arvore, nem a outra, sou o entre bordado.

Sou o toque entre duas peles.

Na linha que nos separa eu habito.
Nem a patria, nem o exilio ¢ aqui.
Nem isso, nem Aquilo: sou eu.
Sou a propria fronteira.

Shad Wadi in Chuva de Jasmin
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Resumo

Introducgao:

A abordagem no servi¢o de urgéncia centra-se numa resposta urgente a uma necessidade de
cuidados agudos, e baseia-se numa atuagdo com necessidade de tomada de decisao rapida e
terapcutica agressiva modificadora da evolu¢ao da doenga. Tal facto pode ser um desafio para
populagdes vulneraveis em cuidados de fim de vida. A medida que a prevaléncia de doentes com
deméncia aumenta em todo o mundo, também as visitas destes doentes ao servigo de urgéncia
aumentam. O compromisso cognitivo e funcional, com capacidade limitada de expressar
necessidades, com imobilidade progressiva e disfagia, sao sintomas comuns e podem estar presentes
no fim de vida dos doentes com deméncia e relacionam-se com necessidades relevantes de cuidados
paliativos. Estes cuidados tém sido recomendados para os doentes com deméncia no fim da vida. A
sua integragdo no servio de urgéncia para esta populagdo, embora desejada, ainda ¢
maioritariamente insuficiente. Os profissionais de satde do servigo de urgéncia estao na linha da
frente a atender estes doentes e a responder as suas necessidades, e a sua atuagao ¢ determinante
nos cuidados prestados. No entanto, dada a escassa evidéncia, ¢ necessaria maior compreensao das
necessidades que os doentes com deméncia em fim de vida apresentam no servigo de urgéncia, assim
como a capacidade de lhes responder. E urgente perceber o que precisa de ser melhorado para ter

uma resposta mais apropriada nos cuidados prestados em fim de vida.

Objectivos:

(1) sistematizar a literatura existente sobre o recurso ao servigo de urgéncia e sua capacidade de
resposta as necessidades de cuidados paliativos dos doentes com deméncia em fim de vida, com foco
principal nas visitas ao servico de urgéncia, oportunidades e barreiras a prestacao de cuidados
paliativos, e determinar o conhecimento atual sobre os cuidados prestados a essa populagdao no

ambiente do servi¢o de urgéncia;

(2) determinar a prevaléncia de necessidades nao atendidas de cuidados paliativos dos doentes com

deméncia que utilizam o servi¢o de urgéncia no fim da vida e os motivos dessas visitas;

(3) avaliar as visitas potencialmente evitaveis ao servi¢o de urgéncia por doentes com deméncia em

fim de vida e a prevaléncia de medidas diagnosticas e terapéuticas potencialmente inapropriadas
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realizadas nos seus ultimos dias de vida no servigo de urgéncia, para ajudar a identificar lacunas nos

cuidados de satde;

(4) explorar a identifica¢ao da situacao de ultimos dias de vida dos doentes com deméncia no servigo
de urgéncia, avaliando também as medidas implementadas de cuidados de fim da vida e identificar

os aspetos da comunicagao entre profissionais de satde, doentes e familiares;

(5) explorar as perspetivas e experiéncias dos profissionais de saude do servigo de urgéncia sobre os
cuidados em fim de vida dos doentes com deméncia no servigo de urgéncia, incluindo como

respondem as necessidades de cuidados paliativos e o que pensam e sentem sobre essa resposta.

Métodos:

Primeiro, realizamos uma revisao da literatura (scoping review). A estratégia de busca baseou-se na
pesquisa de estudos publicados que abordavam as necessidades de cuidados paliativos de doentes
com deméncia que visitavam o servigo de urgéncia. As bases Medline, Web of Science, Scopus, Scielo e
APAPsycInfo foram pesquisadas sistematicamente a partir de 1990, utilizando palavras-chave e
vocabulario controlado que representavam os termos “necessidades de cuidados paliativos”,
“doentes com deméncia” e “servi¢o de urgéncia”. A literatura cinzenta foi considerada e consistiu
na pesquisa no Google Scholar e em resumos de conferéncias sobre saude. A pesquisa manual foi
realizada com base em bibliografias de revisoes anteriores. A pesquisa foi atualizada pela tltima vez
a 19 de fevereiro de 2024. Para serem elegiveis, os estudos tinham de incluir doentes com deméncia
em fim de vida, definidos como aqueles que estavam presumivelmente nos ultimos 12 meses de
vida. Todos os tipos de deméncia foram considerados. A deficiéncia intelectual nao foi considerada.
Seguimos as recomendagdes metodologicas do jJoanna Briggs Institute para scoping reviews e o
Protocolo de Itens Preferenciais para Relatorios de Revisdes Sistematicas e Metanalises ou
Protocolo de scoping reviews. Dois revisores independentes realizaram a triagem preliminar dos
titulos e resumos. Os artigos elegiveis foram identificados e a leitura do texto completo foi realizada
pelos mesmos revisores. Os dados foram entdo recolhidos, compilados e resumidos. Realizamos
uma analise de contetido dos estudos seguindo a abordagem de 7 etapas: 1. Edi¢ao do material, 2.
Leituras livres, 3. Construcao das unidades de analise, 4. Identificacao do nucleo de significados, 5.
Consolidagao de categorias, 6. Discussao de topicos e 7. Validade. A avaliagio critica dos estudos

incluidos foi realizada de acordo com o Gough Weight of Evidence.
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Os restantes estudos e analises desta tese basearam-se na realidade dos cuidados de saide em
Portugal, onde existe uma cobertura universal de cuidados de satide a nivel nacional (incluindo tanto
o continente como as ilhas). Os cuidados paliativos especializados sao organizados em hospitais e
em contextos de cuidados comunitarios. A maioria dos hospitais ptblicos oferece algum tipo de
cuidados paliativos especializados, mais frequentemente sob a forma de uma equipa intrahospitalar
de consultores em cuidados paliativos. Também existem equipas comunitarias especializadas de
cuidados paliativos, mas a cobertura varia a nivel nacional. Os cuidados paliativos basicos sao
assegurados pelos cuidados de saude primarios; ndo existem hospices publicos. A formagao em
cuidados paliativos ndo ¢ obrigatoria para os profissionais de satide, mas tem-se tornado cada vez

mais comum nos curriculos pré e pos-graduados dos diferentes grupos profissionais.

Em segundo lugar, realizamos um estudo retrospetivo unicéntrico, num hospital universitario
portugués com um servi¢o de urgéncia polivalente com atividade 24 horas por dia, 7 dias por
semana, para avaliar a prevaléncia das necessidades nao satisteitas de cuidados paliativos em doentes
com deméncia em fim de vida. Foram considerados os doentes com diagnostico confirmado de
deméncia que faleceram neste hospital entre 1 de janeiro e 31 de dezembro de 2021. As suas visitas
ao servigo de urgéncia nos 12 meses anteriores a morte foram analisadas; mais de quatro visitas
neste periodo foram classificadas como utilizagdo frequente do servigo de urgéncia. A ferramenta
Palliative Care and Rapid Emergency Screening foi utilizada para rastrear as necessidades nao satisfeitas
de cuidados paliativos. Como outcomes secundarios, identificamos e avaliamos a frequéncia e as
principais razoes para as visitas ao servigo de urgéncia no fim da vida e avaliamos a associagao entre
as necessidades nao satisfeitas de cuidados paliativos e a pertenga ao subgrupo de utilizagao frequente

do servigo de urgéncia.

Em terceiro lugar, estudamos as visitas potencialmente evitaveis ao servigo de urgéncia por doentes
com deméncia em fim de vida, atraves de um estudo retrospetivo realizado no referido servigo de
urgéncia portugués. Incluimos doentes com diagnostico confirmado de deméncia que faleceram
entre 1 de janeiro e 31 de dezembro de 2021 neste hospital e que visitaram o servigo de urgéncia
nos 12 meses anteriores a sua morte. A prevaléncia de visitas potencialmente evitaveis ao servigo
de urgéncia por estes doentes foi avaliada atraves da aplicacao dos criterios de Cornillion, bem como,
as suas principais razoes e fatores associados. As necessidades de cuidados paliativos foram avaliadas
através da ferramenta Palliative Care and Rapid Emergency Screening. O teste qui-quadrado foi utilizado
para analisar as possiveis relagbes entre variaveis independentes e as visitas potencialmente evitaveis

ao servigo de urgéncia.
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Em continuidade, estudamos o uso de medidas potencialmente inapropriadas em doentes com
deméncia que recorrem ao servigo de urgéncia nos seus ultimos dias de vida. Para isso, realizamos
um estudo retrospetivo no mesmo hospital portugucs. Foram incluidos todos os pacientes com
deméncia avancada (functional assessment staging tool 26) que faleceram nesse hospital em 2021, ate
72 horas apos recorrerem ao servigo de urgéncia. Foram analisados os registos medicos do servigo
de urgéncia. Foram consideradas medidas potencialmente inapropriadas diagnosticas e terapcuticas.
As medidas de controlo sintomatico foram definidas pela prescri¢ao de opioides, butilescopolamina
ou medicamentos psicotropicos. A analise foi realizada utilizando o teste exato de Fisher para

explorar os fatores associados.

De seguida, realizamos uma revisao qualitativa retrospetiva dos registos medicos do servigo de
urgéncia para explorar as notas clinicas relativas ao doente com deméncia nos ultimos dias de vida
que recorre ao servigo de urgéncia e que faleceu no hospital. Seguiram-se os seis passos propostos
por Braun & Clarke: 1) familiarizagdo com os dados, 2) geragao de codigos iniciais, 3) pesquisa de
temas, 4) revisao de temas, 5) defini¢ao e nomeacdo de temas e 6) elaboragio do relatorio. O estudo
foi realizado no servico de urgéncia portuguc¢s mencionado anteriormente. Os doentes com
diagnostico confirmado de deméncia que faleceram entre 1 de janeiro e 31 de dezembro de 2021
foram elegiveis, desde que tivessem recorrido ao servigo de urgéncia nos seus tltimos 7 dias de
vida. Todos os registos médicos eletronicos do servico de urgéncia foram analisados
cronologicamente, desde a data da morte até aos Gltimos 7 dias de vida. Revimos o registo medico
do doente, elaboramos os resumos descritivos e selecionamos excertos anonimizados relevantes
para o objetivo por um investigador, com verificagao pelos outros autores. A analise tematica
reflexiva foi utilizada para explorar qualitativamente as questdes e eventos-chave em torno dos
cuidados de fim de vida prestados no servigo de urgéncia a pacientes com deméncia. Desenvolvemos
as seguintes perguntas como ponto de partida para a analise: Os médicos conseguem identificar os
ultimos dias de vida? De que forma ¢ que os médicos comunicam a outros profissionais de saude,
pacientes e familiares quanto aos ultimos dias de vida e questoes relacionadas, e registam isso no
processo clinico do doente? Que medidas de cuidados — nos Gltimos dias de vida — sao registadas
pelos medicos? A analise foi realizada manualmente por dois investigadores que reviram os codigos

e os temas de forma colaborativa.

Por fim, exploramos as perspetivas dos profissionais de saude do servi¢o de urgéncia sobre os

cuidados em fim de vida dos doentes com deméncia no servigo de urgéncia. Realizamos um estudo
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qualitativo utilizando entrevistas semiestruturadas com grupos focais (n = 23), um de medicos, um
de enfermeiros e um de auxiliares de satide, todos eles a trabalhar regularmente no referido servigo
de urgéncia. A versao final do guia tematico compreendeu trés topicos principais: 1) doentes com
demeéncia em fim de vida e respetivas necessidades de cuidados paliativos, 2) cuidados atuais para
estes doentes no servigo de urgéncia e 3) oportunidades e barreiras para abordar as necessidades de
cuidados paliativos de doentes com deméncia em fim de vida no servigo de urgéncia. As entrevistas
foram realizadas por duas investigadoras at¢ ao ponto em que nao surgiram novos temas e
decorreram presencialmente apos o recrutamento atraves de uma pessoa de contacto. A analise dos
dados seguiu as Reflexive Thematic Analysis Reporting Guidelines utilizando o NVivo® versao 15,
considerando as seis etapas propostas por Braun & Clarke: 1) familiarizagao com os dados, 2) geragao
de codigos iniciais, 3) pesquisa de temas, 4) revisao de temas, 5) defini¢do ¢ nomeagao de temas e
6) produgao do relatorio. Dois membros da equipa de investigacao reviram independentemente as
transcrigoes ¢ derivaram temas a partir dos dados, detalhando codigos descritivos indutivos ao
marcar frases ou palavras semelhantes das narrativas dos profissionais. O consenso sobre a
codificagao foi desenvolvido com ambas as investigadoras a codificar as mesmas transcri¢oes e a

compara-las durante reunies regulares.

Resultados:

Em relagdo a revisao da literatura, um total de 1441 artigos foram selecionados. Vinte e quatro
estudos foram incluidos. Os dados extraidos confirmaram que doentes com demeéncia no ultimo
ano de vida recorrem frequentemente ao servigo de urgéncia, representando um dos principais
diagnosticos dos doentes que procuram esse servigo. Alem disso, os doentes com deméncia parecem
frequentemente apresentar-se no servigo de urgencia perto do fim da vida, muitas vezes mais de
uma vez no ultimo ano de vida. Oito estudos abordaram diretamente as necessidades de cuidados
paliativos e foram utilizadas varias ferramentas de medigao. Os doentes com deméncia que visitam
o servico de urgéncia no fim da vida apresentam niveis significativos de necessidades de cuidados
paliativos em comparagdo com outras condi¢des oncologicas e nao oncologicas. Algumas das
principais razdes para a admissaio no servico de urgéncia sio as infegdes e os sintomas
neuropsiquiatricos. Embora o acesso a cuidados paliativos comunitarios parega reduzir a utilizagao

do servigo de urgéncia, as evidéncias que sustentam esta afirmacao continuam a ser escassas.
Quanto a avaliacao das necessidades nio atendidas de cuidados paliativos dos doentes com deméncia

que procuram o servigo de urgéncia no fim da vida, os nossos resultados mostraram que estas

necessidades sao altamente prevalentes (78,2%). A dispneia (30,9%) foi a razao predominante para
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as visitas ao servi¢o de urgéncia, seguida pelas alteragées do comportamento (n = 184, 22,6%) e
quedas (n = 78, 9,6%). Em media, os doentes com deméncia visitaram o servigo de urgéncia 2,9
1+ 0,8 vezes nos Ultimos 12 meses de vida, a maioria das visitas (n = 602, 57,8%) ocorreu nos
ultimos trés meses de vida. 29,5% (n = 106) dos doentes foram considerados utilizadores
frequentes do servigo de urgéncia. Nao houve associagao entre o estado P-Cares ¢ o uso frequente

do servigo de urgéncia (p = 0,47).

A avaliagao das visitas potencialmente evitaveis ao servigo de urgéncia por doentes com deméncia
em fim de vida revelou uma prevaléncia de 24,2%. Infegdes (26,2%), alteragdes comportamentais
relacionadas com a deméncia (16,7%) e obstipagao (7,9%) destacam-se como as principais razoes
para estas visitas potencialmente evitaveis. Por outro lado, infeg¢des (39,2%), problemas
respiratorios associados a aspiragdo (n = 86, 10,9%) e traumatismos (n = 84, 10,6%) foram as
principais razGes para visitas potencialmente nao evitaveis. A prevaléncia de necessidades nao
atendidas de cuidados paliativos em doentes com deméncia com visitas potencialmente evitaveis ao
servi¢o de urgéncia (85,3%) nao so6 foi alta, como também significativamente maior do que em
doentes com visitas nao evitaveis (p<0,05). Nao encontramos nenhuma associagao entre a presenga

de comorbidades significativas e visitas potencialmente evitaveis ao servico de urgéncia (p=0,12).

Em relagao ao uso de medidas presumivelmente inapropriadas, diagnosticas ou terapéuticas, em
doentes com deméncia atendidos no servigo de urgéncia nos seus tltimos dias de vida, observamos
uma prevaléncia de 83,5%. Analises de sangue foram a medida diagnostica presumidamente
inapropriada mais utilizada em 77,2% dos doentes, enquanto a hidratagao artificial foi o tratamento
mais frequente em 29,1% dos doentes. A defini¢ao de limites terapeuticos (p <0,05), a adogao de
medidas de controlo sintomatico (p<<0,05) e a identificagdo de mau prognostico (p<0,05)
associaram-se a uma menor probabilidade de medidas diagnosticas e terapcuticas presumivelmente

inapropriadas.

A analise tematica reflexiva do registo medico do servigo de urgéncia dos doentes com deméncia
nos seus ultimos sete dias de vida revelou que mais do que 1 em cada 4 registos medicos de doentes
(n =55, 27,4%) ndo fazia referéncia explicita a identificacdo dos ultimos dias de vida. Os aspetos
mais relevantes identificados apresentaram-se sob trés temas. (I) O diagndstico e o progndstico dos
ultimos dias ou horas de vida. O diagnostico relativo a condigao clinica critica do doente apresentou-

. . . . ] J4 . . .
se genericamente registado. A terminologia utilizada para descrever o prognostico associado foi

diversa. A partilha multidisciplinar da identificacao dos tltimos dias de vida e a sua comunicagao a
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outros membros da equipa de cuidados de satide ndo foram registadas nas notas, enquanto a
comunicagao a familia e aos cuidadores estava geralmente presente, em estreita relagaio com o
prognostico. (II) Objetivos dos cuidados, tomada de decisao e comunicagao sobre os cuidados nos ultimos dias
ou horas de vida. O envolvimento de medicos seniores nessas discussoes foi habitualmente registado,
mas nao o da enfermagem. A comunicagao/discussao especifica com a familia sobre os objetivos
dos cuidados e as decisdes medicas estava ausente em todos os registos medicos. A analise do registo
medico sugere que a comunicagao com a familia se concentrou na comunicagao do prognostico e
promogao da sua presenga neste momento critico do doente. Termos com significado
provavelmente equivalente estavam presentes, como por exemplo, «cuidados paliativosy,
«cuidados de conforto», «tratamento exclusivamente sintomatico», «cuidados de suporte» e
«tratamento conservador». A suspensdo e a retirada de tratamentos de suporte a vida foram as
principais decisdes de tratamento presentes no registo medico. (Ill) Avaliacao do conforto e das
necessidades nos ultimos dias de vida dos doentes. Foram observadas poucas referéncias ao estado de
conforto dos doentes. A avaliagdo das necessidades de cuidados paliativos e o apoio dos cuidados
paliativos para a tomada de decisdes foram registados apenas esporadicamente. A énfase da
necessidade de cuidados paliativos no registo médico centrou-se na necessidade de apoio a

organizagao de cuidados adicionais de fim da vida.

Por fim, a nossa analise reflexiva sobre as perspetivas dos profissionais de satde do servigo de
urgéncia relativamente aos cuidados em fim de vida dos doentes com deméncia no servigo de
urgéncia produziu cinco temas principais. (I) O contexto cultural e o Iugar percebido dos doentes com
deméncia no servico de urgéncia e na sociedade, sendo a sua realidade entendida como amplamente
desconhecida e que os doentes com deméncia em fim de vida ndo tém um lugar no servigo de
urgéncia ou mesmo na sociedade. (II) A pessoa com deméncia, a sua dignidade e necessidades
multidimensionais, os profissionais de saide apresentam grande preocupacio com a dignidade,
concretizando-a atraves das relagdes interpessoais e do tratamento, ao mesmo tempo que
reconhecem o sofrimento como uma realidade multidimensional. (Ill) Cuidados em fim de vida no
servico de urgéncia, em que os profissionais de saude destacam a gestao da incerteza, a defini¢ao dos
objetivos dos cuidados e a resposta a necessidades especificas de cuidados como aspetos centrais dos
cuidados. (IV) Condigoes para responder ds necessidades de cuidados paliativos dos doentes com deméncia em
fim de vida no servico de urgéncia, os profissionais alternam numa perspetiva dupla, reconhecendo
tanto as limitagdes do proprio servigo de urgéncia em salvaguardar a dignidade como as condigoes

que reconhecem como necessarias para a possibilitar. (V) O sofrimento ético e moral dos profissionais de
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satide no cuidado dos doentes com deméncia em fim de vida no servico de urgéncia surge com as restri¢des

institucionais que existem e impedem a prestagao de cuidados adequados.

Discussao:

De acordo com o nosso conhecimento, atualmente nio existem estudos que abordem diretamente
os doentes com deméncia em fim de vida no servigo de urgéncia e a resposta as suas necessidades.
Contudo, confirmamos que, com maior frequéncia, os doentes com deméncia visitam o servigo de
urgéncia nos ultimos meses de vida (57,8% das visitas ocorrem nos altimos trés meses de vida) e,
de acordo com os nossos resultados, com uma elevada prevaléncia de necessidades de cuidados
paliativos nao atendidas. Embora ndo tenhamos encontrado uma associagao clara entre necessidades
nao atendidas de cuidados paliativos e visitas frequentes ao servigo de urgéncia (p = 0,47), a analise
das principais razdes para recorrer ao servigo de urgéncia reafirma os sintomas nao controlados e o
declinio funcional recente como as razbes mais frequentes. Além disso, os doentes com deméncia
em fim de vida que utilizaram recursos potencialmente evitaveis do servico de urgéncia
apresentaram uma prevaléncia de 85,3% de necessidades nao atendidas de cuidados paliativos. No
geral, estes resultados sugerem que avaliar e responder adequadamente as necessidades nao
atendidas de cuidados paliativos pode contribuir para reduzir as visitas evitaveis ao servigo de
urgéncia. Também pode ajudar a prevenir alguns dos danos potenciais decorrentes de medidas
diagnosticas e terapéuticas presumivelmente inapropriadas.

Para além destes achados, a analise das perspetivas dos profissionais de satide do servigo de urgéncia
aponta para algumas das respostas as necessidades paliativas destes doentes ja existentes e outras que
ainda estdo por desenvolver. A limitada identificagao da situa¢ao de ultimas horas a dias de vida no
registo medico do servigo de urgéncia sugere um baixo reconhecimento desta situacao clinica e/ou
reflete a cultura do servigo de urgéncia, onde tudo ¢ feito em ritmo acelerado, o que pode
comprometer a implementagao imediata de medidas adequadas de qualidade de cuidados em fim de
vida. No estudo realizado, os registos medicos sobre a comunica¢ao com a familia centraram-se em
comunicar o prognéstico € promover a sua presencga neste momento critico, raramente em discutir
os objetivos dos cuidados. O registo frequente observado sobre a decisio de nao iniciagao ou
suspensao de tratamentos de suporte de orgao parece util e provavelmente promove uma melhor
comunicagdo entre a equipa do servigo de urgéncia. A avaliagdo das necessidades de cuidados
paliativos raramente ¢ registada, e a ¢énfase nos cuidados paliativos esta quase sempre relacionada
com o apoio na organizagao de cuidados adicionais de fim da vida. Por fim, as perspetivas dos
profissionais de satide do servigo de urgéncia indicam que eles percebem uma consciéncia global

limitada sobre a deméncia, a0 mesmo tempo que reconhecem que os recursos ao servigo de urgéncia
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podem desempenhar um papel fundamental na satisfagao de algumas necessidades dos doentes com
deméncia no seu fim da vida. Eles navegam numa perspetiva dupla, reconhecendo tanto as
limitagoes do servigo de urgéncia em salvaguardar a dignidade quanto as condigoes necessarias para
possibilita-la. Os profissionais refor¢am estar expostos a importantes dilemas ¢ticos e sofrimento
moral indicando como areas prioritarias para intervengao: aumentar o conhecimento sobre a
deméncia, implementar programas de treino clinico estruturado e melhorar o ambiente fisico e os

modelos de atendimento dentro do servigo de urgéncia.

Os nossos resultados devem ser integrados na perspetiva especifica dos profissionais de saude,
atraves dos seus registos e de uma avaliagdo qualitativa utilizando a analise tematica das suas
opinides. Consideramos a sua perspetiva essencial na abordagem dos doentes com deméncia no
servi¢o de urgéncia, mas compreendemos que cla ¢, obviamente, apenas complementar a perspetiva
dos proprios doentes, das suas familias e dos cuidadores. Alem disso, a analise dos registos medicos,
considerando a sua natureza num contexto de urgéncia e o facto de ter sido feita retrospetivamente,
foi particularmente desafiante e pode omitir varios aspetos que sao considerados na pratica clinica,

mas que nao ficam sistematicamente registados.

A integragao destes varios aspetos de analise dos recursos ao servigo de urgéncia e perspetivas dos
profissionais e reflexao sobre os mesmos sugere algumas implicagoes para a pratica clinica, educagao
e politicas de satide. Devem ser consideradas campanhas de literacia a diferentes niveis para
melhorar o conhecimento global sobre a deméncia. Uma melhor coordenagio dos cuidados que
otimize a resposta as necessidades paliativas desta populagao, quando possivel e apropriado, em casa
e na comunidade, e quando necessario e potencialmente benéfico, de uma forma mais harmoniosa,
nas suas visitas ao servigo de urgéncia. Neste mesmo servigo, sera importante ter informagdes
relevantes prontamente disponiveis sobre o estado de satide do doente com deméncia e as suas
principais circunstancias de cuidados, relevantes para facilitar a identificagdo da sua situagao de fim
de vida, as suas preferéncias e decisoes antecipadas. Os profissionais de saude do servigo de urgéncia
provavelmente beneficiardo de ter, pelo menos, alguma formacao em cuidados paliativos e de se
coordenarem com cuidados paliativos especializados para doentes com necessidades mais
complexas. Sao identificadas como particularmente relevantes melhores condi¢bes no proprio
servico de urgéncia, que permitam maior disponibilidade de tempo para cuidar e assegurem um
maior conforto fisico. Destaca-se igualmente a importancia de possibilitar a partilha dos cuidados

com a familia e os cuidadores. Em paralelo, o sofrimento ético e moral reconhecido pelos
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profissionais de saade deve ser explicitamente valorizado, sendo necessaria a organizagao de
respostas estruturadas que lhes proporcionem suporte adequado.

Como areas de estudo futuro prioritarias, destacamos a relevancia da investigagao sobre as melhores
estratégias para acesso rapido a informagao clinica mais relevante do doente com deméncia no
servigo de urgéncia; os melhores modelos para identificar o doente com deméncia em fim de vida
neste contexto; os potenciais beneficios em organizar uma abordagem especifica para este doente
neste ambiente; ¢ a investigagdo sobre os melhores modelos de cuidados paliativos para doentes

com deméncia em fim de vida no servigo de urgéncia.

Conclusdes:

As perspetivas dos profissionais de saude do servigo de urgéncia refletem que ¢ importante reforgar
uma resposta adequada aos doentes com deméncia em fim de vida que recorrem ao servigo de
urgéncia e que estes podem realmente beneficiar dos cuidados tambem neste contexto. Destaca-se
a necessidade de um modelo abrangente para lidar com o doente com deméncia em fim de vida,
desde a identificacao da situacao de fim de vida e das necessidades nio satisfeitas de cuidados

o . . . . . . o .

paliativos até a organizagao dos proprios cuidados, nos quais os cuidados paliativos se afiguram com

um papel central.
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Abstract

Introduction:

The emergency department approach focuses on an urgent response to an acute care need and is
prompt to respond with rapid decision-making and aggressive disease-modifying therapy, which can
be challenging for vulnerable populations in end-of-life care. As the prevalence of patients with
dementia rises worldwide, visits to the emergency department by these patients also increase.
Cognitive and functional impairment, with limited ability to express needs, progressive immobility
and dysphagia are common symptoms that patients with dementia can present at the end-of-life and
relate to relevant palliative care needs. Palliative care has been recommended for patients with
dementia at the end-of-life. Palliative care integration into the emergency department for patients
with dementia at the end-of-life, although desirable, is still insufficient. Emergency department
healthcare professionals are on the front line, treating these patients and responding to their needs.
Their actions are crucial to the care provided. Better understanding on the needs that patients with
dementia at the end-of-life present in the emergency department, on the capacity to respond to
them and what needs to improve in order to have a better response is relevant to improve their

end-of-life care.

Objectives:

(1) to be acquainted with the literature regarding the emergency department use and responsiveness
to palliative care needs of patients with dementia in the end-of-life, focusing primarily on
emergency department visits, opportunities, and barriers to palliative care, and determine current

knowledge about care for this population in the emergency department setting;

(2) to assess the prevalence of unmet palliative care needs among patients with dementia who use

the emergency department at their end-of-life and reasons for those visits;
(3) to evaluate potentially avoidable emergency department visits by patients with dementia at the
end-of-life and the prevalence of potentially inappropriate diagnostic and therapeutic measures

performed in their last days of life in the emergency department, to help identify gaps in healthcare;

(4) to explore the identification of the last days of life of patients with dementia in the emergency

department, assess aspects of end-of-life care currently provided and measures of end-of-life care
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implementation used, and, to identify aspects of communication between healthcare professionals,

patients and families;

(5) to explore the perspectives and experiences of emergency department healthcare professionals
about end-of-life care for patients with dementia in the emergency department, including how they

respond to those palliative care needs and what do they think and feel about that response.

Methods:

First, we conducted a scoping review of the literature. The search strategy was based on a search of
published studies addressing palliative care needs of patients with dementia who visit the emergency
department. Medline, Web of Science, Scopus, Scielo and APAPsycInfo were systematically
searched from 1990, using keywords and controlled vocabulary representing the terms “palliative

» o«

care needs”, “patients with dementia” and “emergency department”. Gray literature was considered
and consisted of searching Google Scholar and abstracts from health conferences. Hand search was
conducted based on bibliographies from previous reviews. The search was last updated on 19
February 2024. To be eligible, studies had to include patients with dementia at the end of life,
defined as been presumably in the last 12 months of life. All types of dementia were considered.
Intellectual disability was not considered. We followed the Joanna Briggs Institute methodology
recommendations for scoping reviews and the Preferred Reporting Items for Systematic Reviews
and Metaanalysis Protocol or Scoping Reviews protocol. Two independent reviewers performed a
preliminary screening of titles and abstracts. Eligible articles were identified, and full-text reading
was performed by the same reviewers. Data was then collected, collated, and summarized. We
conducted a content analysis of the studies following the 7 steps approach: 1. Editing material, 2.
Free-floating readings, 3. Construction of the units of analysis, 4. Identification of core of meanings,

5. Consolidation of categories, 6. Discussion of topics, and 7. Validity. Critical appraisal of the

included studies was assessed according to Gough Weight of Evidence.

The remaining studies and analyses in this thesis are based on the reality of healthcare in Portugal,
where there is a universal healthcare coverage nationwide (including both the mainland and islands).
Specialized palliative care is organized in hospitals and community care settings. Most public
hospitals offer some form of specialized palliative care, more frequently in the form of an internal
palliative care consultant team. Specialized community palliative care teams have also been

developed, but coverage varies nationwide. Basic palliative care is ensured by primary care
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institutions; there are no public hospices. Palliative care training is not mandatory for healthcare

professionals but has become increasingly common in undergraduate curriculums.

Second, we conducted a single-center retrospective study in a large university portuguese hospital
with a 24 hours/7-day polyvalent emergency department to assess the prevalence of unmet
palliative care needs of patients with dementia at the end-of-life, Patients with an established
diagnosis of dementia who died in this hospital between 1 January and 31 December 2021 were
considered. Their emergency department visits in the 12 months before death were analyzed; more
than four visits in this period were classified as frequent emergency department use. The Palliative
Care and Rapid Emergency Screening tool was used to screen for unmet palliative care needs. As
secondary endpoints we identified and assessed the frequency of and main reasons for emergency
department visits at the end-of-life and evaluated the association between unmet palliative care

needs and membership of the frequent emergency department use subgroup.

Thirdly, we studied the use of potentially inappropriate measures in patients with dementia who
attend the emergency department in their final days of life. To do this, we conducted a retrospective
study at the same portuguese hospital. All patients with advanced dementia (functional assessment
tool 26) who died in that hospital in 2021, up to 72 hours after secking emergency care, were
included. Emergency department medical records were analyzed. Potentially diagnostic and
therapeutic measures were considered. Symptomatic control measures were defined by the use of
opioid therapy, butylscopolamine, or psychotropic drugs. The analysis was performed using Fisher's

exact test to explore the associated factors.

Next, we conducted a retrospective qualitative review of the emergency department medical
record to explore the clinical notes regarding the last days of life of patients with dementia who
died in the hospital. The six steps approach proposed by Braun & Clarke were followed: 1)
familiarisation with the data, 2) generating initial codes, 3) searching for themes, 4) reviewing
themes, 5) defining and naming themes and 6) producing the report. The study took place at the
previously mentioned portuguese emergency department. Patients with an established diagnosis of
dementia who died between January 1 and December 31 2021 were eligible if they resourced to
the emergency department in the last 7 days of life. All electronic medical records in the emergency
department were approached chronologically from date of death to the last 7 days of life. We
reviewed patient’s medical record, collected descriptive summaries and selected deidentified

extracts relevant to the aim and objectives by one researcher, with verification by the other authors.
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Reflexive thematic analysis was used to qualitatively explore key issues and events surrounding
emergency department-based end-of-life care for patients with dementia. We inductively engaged
with the following questions as a starting point for the analysis: Do the physicians identify the last
days of life? How do physicians communicate to other healthcare professionals, patients and families
about last days of life and related issues and do they record that in the patient medical record? Which
measures of care— in the last days of life— are recorded by physicians? Analysis was conducted

manually by two researchers who collaboratively reviewed codes and revised the themes.

We then moved on to studying potentially avoidable visits to the emergency department by patients
with dementia at the end of life, through a retrospective study conducted in the aforementioned
portuguese emergency department. We included patients with an established diagnosis of dementia
who died between January 1 and December 31 2021 in this hospital and that visited the emergency
department in the 12 months before their death. Prevalence of potentially emergency department
visits by these patients was assessed by applying Cornillion criteria and also their main reasons and
associated factors. Palliative care needs were assessed by the Palliative Care and Rapid Emergency
Screening tool. The chi-square test was used to analyse the possible relationships between

independent variables and potentially avoidable emergency department visits.

Finally, we explored the perspectives of emergency department healthcare professionals about end-
of-life care for patients with dementia in the emergency department. We conducted a qualitative
study using semi-structured focus groups interviews (n = 23), one of physicians, one of nurses and
one of healthcare assistants, all of whom worked regularly at the aforementioned portuguese
emergency department. The final topic guide version comprised three main topics: 1) patients with
dementia at the end-of-life and respective palliative care needs, 2) current care for these patients in
the emergency department and 3) opportunities and barriers to address the palliative care needs of
patients with dementia at the end-of-life in the emergency department. Interviews were conducted
by two researchers until no new themes emerged and took place in person after recruitment
through a contact person. Data analysis followed the Reflexive Thematic Analysis Reporting
Guidelines utilizing NVivo® version 15, considering the six steps approach proposed by Braun &
Clarke: 1) familiarisation with the data, 2) generating initial codes, 3) searching for themes, 4)
reviewing themes, 5) defining and naming themes and 6) producing the report. Two members of
the research team independently reviewed the transcripts and derived themes from the data,

detailing inductive descriptive codes by marking similar phrases or words from the professional’s
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narratives. Consensus coding was developed with both researchers coding the same transcripts and

comparing them during regular meetings.

Results:

Regarding the scoping review, a total of 1441 articles were screened. Twenty-four studies were
included. The extracted data confirmed that patients with dementia in the last year of life frequently
resort to the emergency department, representing one of the main diagnosis of patients attending
this service. Moreover, patients with dementia often seem to present to the emergency department
near the end-of-life, frequently more than once in their last year of life. Eight studies directly
addressed palliative care needs and a plethora of measurement tools were used. Patients with
dementia who visit the emergency department in the end-of-life have significant rates of palliative
care needs compared to other oncological or non-oncological conditions. Some of the main reasons
of admission to the emergency department are infections and neuropsychiatric symptoms. Although
access to community palliative care seems to reduce emergency department use, evidence to

support this remains scarce.

In relation to the assessment of unmet palliative care needs in patients with dementia that visit the
emergency department at the end-of-life, our results showed that these needs were highly prevalent
(78.2%). Dyspnea (30.9%) was the prevailing reason for visits to the emergency department,
followed by behavioural changes (n=184, 22.6%) and falls (n=78, 9,6%). On average, patients
with dementia visited the emergency department 2.9+— 0.8 times in the last 12 months of life,
with most visits (n = 602, 57.8%) occurring in the last three months of life. 29.5% (n=106) of
patients were considered frequent users of the emergency department. There was no association

between P-Cares status and frequent use of the emergency department (p = 0.47).

The prevalence of potentially avoidable visits to the emergency department by patients with
dementia at the end-of-life was 24.2%. Infection (26.2%), dementia-related behavioural changes
(16.7%) and constipation (7.9%) stand out as the main reasons for these potentially avoidable visits
to the emergency department. On the other hand, infection (39.2%), respiratory problems
associated with aspiration (10.9%) and trauma (10.6%) were the main reasons for potentially
unavoidable visits. The prevalence of unmet palliative care needs in patients with dementia with
avoidable visits to the emergency department (85.3%) was not only high but also significantly higher

than in patients with unavoidable visits to the emergency department (p<0.05). We found no
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association between the presence of significant comorbidity and potentially avoidable emergency

department visits (p=0.12).

Regarding the use of presumably inappropriate diagnostic or therapeutic measures in patients with
dementia assisted in the emergency department in their last days of life, we observed a prevalence
of 83.5%. Blood testing was the most used inappropriate diagnostic measure in 77.2% of patients,
while artificial hydration was the most frequent treatment in 29.1% of patients. Defining
therapeutic limits (p <0.05), adopting symptomatic control measures (p<<0.05) and identifying
poor prognosis (p<<0.05) were associated with a lower probability of diagnostic and therapeutic

inappropriate measures.

Reflexive thematic analysis of emergency department records of patients with dementia in their last
seven days of life revealed that more than 1 in 4 patient medical records (n =55,27,4%) made no
explicit reference to the identification of last days of life. The most relevant issues presented under
three broader themes. (I) Diagnosis and prognosis concerning the last days or hours of life Diagnoses
relating to the patient’s critical condition were generally recorded. The terminology used to
describe the associated prognosis was diverse. Multidisciplinary clinical identification of the last
days of life and its communication to other members of the healthcare team were not recorded in
patients notes, while communication to family and caregivers was generally present, in strait
relation to prognosis. (II) Goals of care, medical decisions and communication about care in the last days or
hours of life. The involvement of senior physicians in these discussions was recorded, but it was not
the case for nurses. Specific communication/discussion about goals of care and medical decisions
with family members was absent for all medical records. Analysis of the medical records suggested
that communication with the family focuses on communicating the prognosis and promoting their

presence at this critical moment. Terms with probable equivalent meaning were present, e.g.,

» « » « » «

“palliative care,” “comfort care,” “exclusively symptomatic treatment,” “supportive care” and
“conservative treatment.” Withhold and withdrawal of life sustaining treatments were the main
treatment decisions present in the medical record. (Ill) Comfort and needs assessment in the last days of
life of patients with dementia in the emergency department. Few references to the patient’s Comfort status
were observed. The assessment of palliative care needs and palliative care support for decision
making were recorded only sporadically. The emphasis on palliative care in the medical record was

mainly related to the support and organization of additional end-of-life care.
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Finally, our reflexive analysis of the perspectives of emergency department healthcare professionals
about end-of-life care for patients with dementia in the emergency department produced five main
themes. The cultural context and perceived place of patients with dementia in the emergency department and
in society, with their reality understood as largely unknown and that patients with dementia at the
end-of-life have no clear place in the emergency department or even in society. The person with
dementia, their dignity, and multidimensional needs: healthcare professionals are very concerned with
dignity, achieving it through interpersonal relationships and treatment, while recognizing suffering
as a multidimensional reality. End-of-life care in the emergency department in which healthcare
professionals highlight uncertainty management, goals of care definition and addressing specific care
needs as central aspects of care. Conditions for supporting the palliative care needs of patients with dementia
at the end of life in the emergency department: professionals navigate a dual perspective, recognizing
both the emergency department’s limitations in safeguarding dignity and the conditions required to
enable it. Ethics and moral distress of healthcare professionals caring for patients with dementia at the end of
life in the emergency department, arises from institutional constraints that exist and present the

provision of appropriate care.

Discussion:

To our knowledge, there are currently no studies that directly address patients with end-of-life
dementia in the emergency department and the response to their needs, although we have
confirmed that more frequently, patients with dementia visit the emergency department in the last
months of their life (57.8% of the visits occurring in the last three months of life) and, according to
our findings, with a high prevalence of unmet palliative care needs (78.2%). Although we did not
find a clear association between unmet palliative care needs and frequent visits to the emergency
department (p = 0.47), analysis of the main reasons for using the emergency department reaffirms
uncontrolled symptoms and recent functional decline as the most frequent reasons. In addition,
patients with end-of-life dementia who used potentially avoidable emergency department resources
had a prevalence of 85.3% of unmet palliative care needs. Overall, these findings suggest that
assessing and responding appropriately to unmet palliative care needs may contribute to reduce
avoidable emergency department visits. It may also help prevent some of the potential harm arising

from presumably inappropriate diagnostic and therapeutic measures.
In addition to these findings, the analysis of the perspectives of emergency department healthcare

professionals’ points to some of the already existing responses to the needs of these patients and

others that are yet to be developed. The lack of identification of the last days of life in the emergency
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medical record suggests a low recognition of this clinical situation and/or reflects the culture of the
emergency department, where everything is done at a fast pace, which can compromise the
immediate implementation of appropriate quality care measures for end-of-life care. For now,
medical records on communication with the family focus on communicating the prognosis and
promoting their presence at this critical time, rather than discussing goals of care. The frequent
recording observed in relation to withhold and withdrawal of life-sustaining treatments seems
useful and probably promotes better communication among the team. The assessment of palliative
care needs is rarely mentioned, and the emphasis on palliative care is almost always related to
support and the organization of additional care at the end of life. Finally, the perspectives of
emergency department healthcare professionals indicate that they perceive limited awareness of
dementia, while recognizing that emergency department resources can play a critical role in
meeting some end-of-life needs. They navigate a dual perspective, recognizing both the limitations
of the emergency department in safeguarding dignity and the conditions necessary to enable it. They
point to being exposed to important ethical considerations and moral distress and as priority areas
for intervention: raising awareness about dementia, implementing structured training programs,

and improving the physical environment and models of care within the emergency department.

Our findings should be viewed from the specific perspective of healthcare professionals, through
their records and a qualitative assessment using thematic analysis of their opinions. We consider
their perspective essential when dealing with patients with dementia in the emergency department,
but we understand that it is, of course, only complementary to the perspective of the patients
themselves, their families, and caregivers. Furthermore, the analysis of medical records,
considering their nature in an emergency context and the fact that it was done retrospectively, was
particularly challenging and may omit several aspects that are considered in clinical practice but are

not systematically recorded.

The integration of these various aspects of analysis of the emergency department visits and
professionals’ perspectives and reflection on them suggest some implications for clinical practice,
education and health policies. Literacy campaigns at different levels should be considered to
overcome the general unawareness about dementia. Better coordination of care that improves the
response to the palliative needs of this population, when possible and appropriate, at home and in
the community, and when necessary and potentially beneficial, in a more harmonious manner, in
their visits to the emergency department. In the emergency department, it will be important to

have relevant information readily available about the patient with dementia health status and key
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care circumstances, relevant to facilitating the identification of end-of-life status, patient
preferences, and advance decisions. Emergency department healthcare professionals are likely to
benefit from having at least some training in palliative care and to have adequate coordination with
specialized palliative care for patients with more complex needs. Better conditions in the
emergency department itself, with more time for care and greater physical comfort, with the
possibility of sharing care with family and caregivers, are identified as relevant. At the same time,
the ethical and moral distress recognized by professionals must be acknowledged, and responses to

support them must be organized.

As priority areas for future studies, we highlight research into the best strategies for rapid access to
the most relevant information in the emergency department; the best models for identifying
patients with end-of-life dementia in this context; the potential benefits of organizing a specific
approach for these patients in this setting; and research into the best models of palliative care for

patients with end-of-life dementia in the emergency department.

Conclusions

The perspectives of emergency department healthcare professionals suggest the need to strengthen
appropriate responses to patients with dementia at the end of life who present to the emergency
department and who may genuinely benefit from care in this setting. These perspectives highlight
the importance of a comprehensive model of care within the emergency department, encompassing
the timely identification of end-of-life status and unmet palliative care needs, as well as the

organization and delivery of care, in which palliative care is likely to play a central role.
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Rationale
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The emergency department approach focuses on an urgent response to an acute care need (1),
critical or not, either for symptomatic care or for prevention or treatment of severe injuries that
can lead to instability or imminent death. Patients with advanced diseases or at the end-of-life
frequently resort to the emergency department (2, 3). The emergency department reality includes
rapid decision-making, aggressive disease-modifying therapy(4), long waiting times, lack of
communication(5), bright lights, and constant noise, all of which can constraint the care provided,
specially to vulnerable populations. Emergency department visits can be distressing for patients,
families and challenging for staff(6-8).

Previous studies suggest that 32 to 35% of patients that present to the emergency department have
palliative care needs(9). Worsening symptoms, new symptoms, limitation of oral intake,
prostration, inability to tolerate medication or inability of the caregiver constitute the main reasons
of emergency department resources(10). Up to 1/3 of oncologic patients resort to emergency
department in the last two weeks of their lives for symptomatic control(11, 12). Emergency
department use at end-of-life is considered a poor quality of life indicator(13). Integration of
palliative care in the emergency department have been demonstrated (14, 15) to promote
improvement of quality of life, lesser costs, and even, improvement of some clinical outcomes,
patients and caregiver satisfaction, and reduce intensive care resource and hospital length of stay (15,
16). Considering emergency department circumstances, its physical conditions and human
resources, the diverse nature of situations that attends, including patients in all stages of their lives,
it can be quite challenging to provide a good care regarding quality of life, which is the main purpose
of palliative care. Moreover, palliative care needs assessment and response can be compromised in
this context since it can require specific professional skills and time, namely in terms of
communication and in the nature of doctor-patient relationship itself(17).

Some studies indicate that patients with palliative care needs are often considered as low priority in
the emergency department(10). They are at risk of delay in assessment, of being neglected and
submitted to tests that do not prioritize quality of life and sometimes even to be under or over
treated. The decision-making process can be quite challenging in this context(17). Furthermore,
palliative care support might not be readily available, physical conditions are usually adverse with
noise, confusion and lack of privacy, contrary to a desired compassionate environment(18).
Healthcare professionals with regular activity in the emergency department frequently attend to
patients with palliative care needs. The vast majority don’t have a palliative care training(19). In
Portugal this is also common, despite the recommendation to include palliative care training in the
overall pre-graduated medical training and in some specific medical specialities(20). This reality can

compromise the possibﬂity to identify palliative care in the emergency department patients and the
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appropriate response to them. Healthcare professionals with regular activity in the emergency
department are also in great risk of emotional distress and even burnout(18).
In the global context, dementia prevalence has significantly increased, side by side to population
aging(21), which is also observed in Portugal(22). Up to more than 50% of patients with dementia
visit the emergency department each year(23) and as the population over 65 years old continues to
grow, estimates suggest that from 57.4 million cases worldwide in 2019 this number will increase
up to 152.8 million cases in 2050(21) and consequently increase emergency department use.
Defining end-of-life in this population is difficult due to the disease’s long and unpredictable
trajectory(24). At the end-of-life, most patients with dementia can present common symptoms
associated with cognitive and functional impairment, including progressive immobility, dysphagia,
and limited ability to express needs(25), with relevant palliative care needs (26, 27). Previous
studies have identified potential benefits of palliative care for patients with dementia such as increase
advance care planning(28), improvement of symptom burden, prevention of under or
overtreatment, and enhance care giver quality of life(29, 30). The official position paper of the
European Association for Palliative Care(31) recommends 11 core domains of palliative care for
patients with dementia as optimal care:

1. Applicability of palliative care

2. Person-centred care, communication and shared decision-making

3. Setting care goals and advance planning

4. Continuity of care

5. Prognostication and timely recognition of dying
Avoiding overly aggressive, burdensome or futile treatment
Optimal treatment of symptoms and providing comfort

Psychosocial and spiritual support

O oo J O

Family care and involvement

10. Education of the health-care team

11. Societal and ethical issues
Palliative care for older patients with dementia aims to improve quality of life, maintain function,
and maximize comfort(31). Person-centred care, with communication and shared decision-making
and advanced care planning are strongly recommended and essential to define goals of care and plan
future interventions(31). Even so, studies confirm that usually these patients have less access to
palliative care compared to cancer patients (32, 33). Thus, it can be expected that emergency

department responsiveness to patients with dementia palliative care needs is probably insufficient.
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On the other hand, each year, more than 50% of patients with dementia visit the emergency
department (23). For the population in general, it is known from previous studies that many
emergency department visits are potentially avoidable (34-36) At the end-of-life, for the vulnerable
population of patients with dementia it may be particularly important to prevent these visits, reduce
the associated harm and also improve care itself with better treatment in other setting, possibly at
lower cost (36). Community-based palliative care is associated with greater satisfaction with care
among patients and families and a reduction of emergency department visits(37, 38). In the
emergency department, palliative care integration debates with important barriers, ranging from
space constrains to human and technical constraints, since few healthcare professionals have
palliative care training and access to direct support from specialized teams is limited(19). Strategies
to promote palliative care integration include healthcare professionals training in palliative care,
regular assessment of palliative care needs and specialized palliative care consultation(16, 19). To
our knowledge, there are no portuguese or international studies specifically about the emergency
department responsiveness to palliative care needs of patients with dementia at the end-of-life.

This thesis intents to deepen knowledge about the current response of the emergency department
in end-of-life care for patients with dementia, from the needs that these patients present, to the
capacity to respond to them and what needs to improve in order to have a better response, from

the perspective of the emergency department healthcare professionals.
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CHAPTER 2

Aim and objectives
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The aim of this work is to explore and improve know]edge on how care can be provided in the

emergency department to better respond to the palliative care needs of patients with dementia at

the end-of-life from the emergency department healthcare professional’s perspective.

For this, we propose to achieve the following objectives:

1.

to conduct a scoping literature review on the emergency department use and
responsiveness to palliative care needs of patients with dementia in the end-of-life, focusing
primarily on emergency department visits, opportunities, and barriers to palliative care,
and determine current knowledge about care for this population in the emergency

department setting;

to assess the prevalence of unmet palliative care needs among patients with dementia who

use the emergency department at their end-of-life and reasons for those visits;

to evaluate potentially avoidable emergency department visits by patients with dementia at
the end-of-life and the prevalence of potentially inappropriate diagnostic and therapeutic
measures performed in their last days of life in the emergency department, to help identify

gaps in healthcare;

to explore the identification of the last days of life of patients with dementia in the
emergency department, assess aspects of end-of-life care currently provided and measures
of end-of-life care implementation used, and, to identify aspects of communication

between healthcare professionals, patients and families;

to explore the perspectives and experiences of emergency department healthcare
professionals about end-of-life care for patients with dementia in the emergency
department, including how they respond to those palliative care needs and what do they

think and feel about that response.
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CHAPTER 3

Emergency department use and responsiveness to the palliative care

needs of patients with dementia at the end of life: A scoping review
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This chapter provides a scoping review of the literature on the emergency department use and
response to palliative care needs of end-of-life patients with dementia. Recognizing the state of
knowledge about these needs provides insights into emergency department use. The circumstances
and needs of patients with dementia are among the important elements to consider in an integrated
analysis of healthcare professionals' perspectives on how emergency department care responds to

the palliative care needs of end-of-life patients with dementia.
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Abstract

Objectives. Mare than 50% of patients with dementia visit the emergency departnsent (ED)
each year. Patients with dementia experience frequently unrelieved symptoms that can benefit
from palliative care. Response to palliative care needs in the ED can be quite challenging and
access to palliative care Is generally scarce. The alm of this scoping review is 1o assess ED use
and responsiveness to pailiarie care needs of patients with dementia in their last year of life.
Methods. A scoping literature review following the Joansa Briggs Institute methodology.
Electronic search of the lerature was undertaken in Medline {PubMed), Web of Science,
Scapus, Sciclo, and APA Psyclnfo, last updated an 19 Febenary 2024,

Results, Twenty-four studies were identified and confirmed that patients with dementia fre-
qmﬂymntolhemmthuodoﬂi&.ﬁvqnmllymnlhnommlhdrhumcf
hkm:nudludmﬂyld&uedpﬂuinmneds ngnlﬁnnlmuofpd-
Tative care needs amang p with & and in compari dagical ar
non-ancological conditions. Infmiomandmropmmuctymptmmndnmmum
of admissivn to the ED. Access to palliative care was confirmed to be low.
Significance of results. This scoping review indicates that patients with dementia frequently
resource 10 the ED in their last year of life with unmet palliative care needs. Although scarce
#ccess to palliative care and the existence of Important barriers in the ED, palliative care inter-
vention in this setting can be seen as an opportunity 1o attend palliative aire needs and referral
to pailiative care services.

Introduction

Emergency departments (EDs) are generally designed to respond to acute and life-threatening
conditions, so visits to the ED by people who are app ing end of life frequently can be
distressing for patients, families and challenging for staff (Antunes 2020; Briggs et al. 2013).
Up to more than 50% of patients with dementia visit the ED each year (Hunt et al. 2018a)
and as the population over 65 years old continues to grow, estimates suggest that from 574
million cases worldwide in 2019 this number will increase up to 152.8 million cases in 2050
(Nichols et al. 2022) and consequently increase ED use. Patients with dementia experience fre-
quently unrelieved pain (Reynolds ¢t al. 2008) and other significant needs (Black et al. 2004;
Hendriks et al. 2014 Kverno et al. 2006; Shega et al. 2006) that can benefit from palliative care
interventions, A 2021 Caochrane review (Walsh et al. 2021) showed that advance care plan-
ning interventions for people with advanced dementia increased the documentation of advance
directives and the number of discusstons regarding goals of care with family deciston-makers
and may Increase concordance with goals of care. Althoagh not with the same grade of evidence,
previous studies bave identified other potential benefits of pallnuw care such as improvement
of symptom burden, prevention of under or over and giver quality of life
(Mitchell e1 al, 2009; van Soest-pooctvliet et al. 201 5), Also, community-based palliative care has
been assoctated with a reduction of ED visits (Godard-Sebillotte et al. 2019; Williamson et al,
2021), resulting in bower health-care costs and greater satisfaction with care among patients and
families.

In general, at the end of life, several studies have shown poor quality of care for patsents with
dementia, including low levels of symptom control (Davies et al. 2014; Martinsson et al. 2018),
The ED reality includes rapid decision-making, aggressive disease-modifying therapy (Lafond
et al. 2016), long waiting times, lack of communication (Smith et al. 2010), bright lights, and
constant noise, all of which can constraint the care provided, specially to vulnerable populations.

1 ety C.
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It a recent systematic review, Williamson ¢ al. {2021) identi-
fied signiticant factors that are associated with ED attendance to
rnti:m; witrth derneritia at the end of life, narn:'l':,-, nurmbier af comear-
biditles, menropsychlatric sympioms, previows hospital transfers,
and rural living, These were positively associated, while higher
socioeconomic stabus, being unmarried and living in a care home
Were n.egitiv:lfmn-:iﬂ:d. amnngn-lh:r factars that veere alza ken-
tified. Although these factors might constitute relevant criteria to
help identify patients at risk of ELY attendance, there is a lack of
knwwledge aboat ED assistance to patients with dementia with pal-
liative care needs at the end of life. This scoping review aimed to
assess EDY use and responsiveness to palliative care needs of these
patienits in their las year of life, focusing mainly on ED pesournge,
the opportunities, amd barriers w palliative care,

Methods

This scoping review follows the Joanna Briggs Instibube method-
alogy recommendations for scoping reviews {Peters 2005) and
the Preferred Reporting Items for Systematic Reviews and Meta-
mnl}*sls. Protocol {PRISMA-PY for Scrq'u.ng Reviews pmdnml
(Tricco et al. 2008), The final protocol ks available from the corre-
spanding author upon request The PRISMA for Scoping Reviews
checklist is attached in Appendix 1.

Selection criteria
Studies addressing palliative care needs of patients with demen-
152 wha attended the ED were considered. To be eligible, studies
had ta include patients with dementin at the end of life. defined as
been presunssbly in the last 12 months of life (Fisher et al. 2015),
All types of dementia were comsidered. Intellectual disability was
not considered. Studies did not need to present a control groap.
Peer-reviewed studies - sither quanql.lntivc. qu.nlita.li:l.'e. o miixed-
methods — were eligible. Editerials, letters to the editor, and case
studies were ineligibile. Only studies written in English, Partuguese,
ar Spanish were included.

Cnly studies authorized by an ethics committee, respecting the
principles of Helsinki Declaration, were considered,

Search strategy

The search sirategy was defined usinﬁ PRISKRA-P (Tricco et al.
H18) which was revised by the research team. Studies were
retrieved from Medline (FubMed), Web af Science, Scopus, Scielo,
and APA PsyeInfo using keywords and controlled vocabulary rep-
.rﬂ:nli.ngﬂm termis “Palliative Care needs,” “Patiends with demen

tha” and “ELY with adjustment te the different databases (Table
13 As an example, detailed search strategy for Medline is avail-
able in Supplementary Table 51. Gray literature was cansidered and
consisted of searching Croogle Scholar and abstracts from health
conferences. Hand search was conducted hased on bihlmgrthen
fram previous neviews, The search was last updated on 1% February

Table L. Search terms used for scoping |Rerabure review

Sara Vieira Silva &t ai.

1024, and firsal search results were exporied o EndNaote, where
duplicates were remowved.

Sereening and doto extraction

Two independent reviewers (5.5, and PC) performed a prelimi-
nary screening of titles and abstracts. Eligible articles were identi-
fied, and full-text reading was performed by the come reviewers
who further excluded articles it they did not meet the indusion
criteria, Dlm;r:pm:l:s were resalved by discussion and consensus,
Acconding to Jeania Briggs Instinute methodology recommen-
dations for scoping reviews, data were collected, collated, and
summuarized (Peters 2015). A data extraction form was developed
by the research team, amilable in .ﬁ.pp:nd:ix 2, and included main
characteristics of the studies {identification of first anthor, date
of pubdication, courtry, abjective, design, population, sample siee,
recruitment, date of data collection, interventions, comparators,
autcomes, and statistical analvsis), the prevalence of patients with
dementia at the end of life who presented palliative care needs, the
reasons for resorting to the ED, the benefits, barriers, and lack of
respansiveness 1o these needs. The 2 independent reviewers per-
formed the data extraction with subsequent joint discussson and
validatson of the collected data by a thind |r|.d¢p¢11d¢r|.1 FevwWeT,

Anaiysis, synthesis, and reporting

A content analysis of the articles was comducted following the 7-
step approach (Faria-Schibtzer et al. 2021): 1. Editing material, 2.
Free-ﬂnntlns_ rﬂ.di.ngs. A Construction of the units of analysis, 4.
Identification of core of meanings, 5. Consclidation of categories,
6. Dhscussion of topics, and 7. Validity. Content is presented in
tables with summarized items and with a complementary narm-
tive format. Critical appraisal of the incduded studies was assessed
according to Gough (2007) Welght of Evidence (WoE) {Gough
2007} a towal that measures overall quality as low, medium, or high.

Results

From 1441 initial records, 78 papers were screened for eligibility
and 24 were included in the full review (Fig. 1}

A averview of the characteristics of the 24 inchuded studies is
provided in Table 2. Only 2 siadies ook place in developing coun-
tries {Amado-Tineo et al. 20202, 2020k}, the mijority ooourred
in Europe 1&an-hrﬂilé—s et al 2020k Antunes et al 2021 De
Martels et al, 2022; Frse et al, 2022 Leniz et al, 2021; Morde et al,
2023 Weeves et al, 202% Sleeman ¢ al, 2008 Willert ¢ al. 2021;
Williamson et al. 2023) or North America [Gla.'pdmn et al. 2011;
Hanson e al, 2019 Hill et al 2022; Flant e al, 2012h; Kirkland et al,
H2a: Kruhblak et al, 2021; Lamantin et al, 2006; Shah et al, 20232),
Cuuantitative methods were used for all of the studies (v = 24, 2
were randomized comtralled trials {Hanson e al. 2009; Shah et al.
122} from the r:m:li.ni.ng. i of the observational were prospec:
five stdies [.ﬁ.Ff.run-.krgﬂh et al 2020 Amnado-Tineo & al, 2020ka;
Kirkland et al 2022a; Kruhlak et al. 2020; Skeeman e al, 2008

Populaticn “Dementa® OF “Alcheimer's Diseass” OF *Bemantis Mult Infsnct™ O8 "Vasoler

ia" OR poral b * 0F “Lewy Bocy

Dementia” OF "K 5 D la” OR "HIV Dementia™ OR *C Jakobs [
Intervestion “Ersrgincy Dy " QR “E: ¥ Cana™ O “Emergency Service™ OR °E
terms ARG

ntia™ O *Cognitive Impaitment™ O *Senile” terms AKD
y s QR “E v Middicing™ OR “Acuts Cani®™

Oubosases “Falliatkae Cane™ OR “Falliatie Medicing™ OF “Terminal cane™ OF “Dying” OR “End of like Care™ OR “Supportive Cane”™ OR “Hospioe cane” 16dms

| nline by C Fram.
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firticles identifisd from:
Ml ing { Pubhdes) (n= 3865

Web of Smence n= G36), Adtides, remeved bafare
SOOPUS [r= d34], Scelo | = 0
(= 13} and APA Payclnfo Duplicate records removed
(=121} i{n = 208)
Total in = 1650)
Arliclas soreaned | Ariclos axclued
{n = 1241) (n = 1363)
Full et artides accessed for i
eligiailily Articles sncluded:
(n=T7a) = mizses Lo armwer e
FRSRANTCH quastian (n =
I =
*  no !nirrn.'!nun abaut
Arficles included in syrihess of palianls wilh damentia
resufis I in = 2E)
n =20} Total in= 58)
" Arficles added by hand saach

Stuies incluced in neview
=24}

Figure 1. RIS Rowedizgram of selection of sowoe of evidende

Straeuli ef al. 2022). Kirklands study (Kirkland et al. 2022a) is a
secondary analysis of the Kruhlak (Krnohlak et al 2021). Most of
th studies were conducted in more than 1 centre [Afonso-Argilés
et al. 2020; Amado-Tineo et al. 2020; Chen et al. 2007; First et al.
222 Hill et al. 2022 Hunt et al. 3018h; Kirkland et al. 2022a;
Kruhlak ¢t al. 2021; Leniz ¢t al. 2021; Reeves et al, 2025; Rosenwax
et al. 2015 Shah e al 2022; Slewman et al, 7018 Williamson et al,
2023; Wong et al 2007). Sample sizes ranged from 7 patients with
dementia { Amado-Tineo et al. 2020 Willertetal. 2021} to 918,341
pnri:rl: Reeves ot all M2

Outeomes and megsures

Identification of puﬂle:ntl; characteristics, Indl.l.di.ng reasan for
admissian, trestment received, and destination were the most fre-
quent outcomes [Amado-Tines el al. 20200; Chen et al. 2017; De
Matteis et al, 2022; Glajchen et al. 2011; Hanson et al. 2014%; Huns
et al. 20008k Kruhlak o1 al 20021; Lamantia et al. 2006: Lendz et al,
2021: Maordt et al. 2023; Reeves e al, 2023 Rosenwax et al. 2015;
Straeuli et al. 2022; Willert et al. 2021; Williamson etal. 2023; Wong
etal 2017), followed by frequency af ED visits { Afonso- Argilés et al.
M2k Anbunes et al 2021 Chen et al. 2007 Farst et al 20022 Hill

] rline by Fraw

(n=4d}

etal 2023; Flant et al. 200 8b: Lamamtia et al 2006; Leniz et al. 2021;
Mordt et al, 2005 Reeves et al. 2025, Sracali et al. 2022 Willlamsan
etal 2023]. Factors assockated with ELY use were sssessed in 5 stod-
=] [Aﬁmw-.ﬂ.qp'ﬁsﬂ al 2000; Hunt et al. 200&h; Resenwax f al.
2015; Sleeman et al. 2018; Williamson et al. 2023].

Palliative care needs of pﬂl:ﬂhs mdlnl_ the EI3, lm:ludlng
patients with dementia, were evalaated in B studies (Anmwdo-Tineo
el al. 2030a, 2020 l.'.i-hjc}nen et al 2001; Kirkland et al 2032a;
Kruhlak et al. 2021; Lendiz et al. 2021; Straewli et al. 2022; Wong
et al X7 uslng_ different tands, namely GSF-PIG] (Straculi ef al.
M2 Wong et al 2007}, Pcares (Kirkland et al, 2022a; Kruhlak
et al 20213, BriefPal I:GJajL'hm'i e al. 2011k NECPAL (Amado-
Tineo et al. 2020a), SPICT-ESTM (Amado-Tineo et al. 2020ha),
and Palliative Care Quality and Outcomes Framewnrk (Leniz et al.
H021). Access to palllative care was evaluated in 7 studles {Amado-
Tineo etal. 2030a; Farst et al. 2022; Kirkland €1 al 3022a; Kruhlak
et al. 2020; Leniz et al. 2021; Rosenwax et al 2015 Willert et al.
Mzl

The 3 clinlcal trials included evaluated the feasibility of BriefPal
as g screening ool (Glajchen etal, 2001), the development of a best
practice madel for patients with dementia (Fiarst et al. 2022, and a
care transition intervention {Shah et al, 2022,
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ED wse and reasons for admission

Dementia represented | of the maos2 frequent non-oncological pri
Ty dlngnmc—.s for ]'urlgrﬂs admbtted to the ED wiih pql'llnl:lrcq.r:
needs (Glajchen et al, 2011; Kruhbak et al, 2021; Nordr et al, 2023
Straeuli et al. 2022). Infections (Chen et al. 2017; De Matteis et al.
212X; Hanson et al. 2009; Hunt et al. 2008b; Lamantia et al. 2001 6;
Williamson ef al 2230, I'nlﬂll'!.' respiratary or urinary, and neu-
ropsychiatric symptonss {De Mabtels et al. 2022; Hanson et al. 201%)
wene the most prevalent reasons for admission.

Emergency use by patients with dementia were consistently
]nsh l{.ﬁfﬂmm-.ﬂ.rgllé: et al. 20034 Arbanes et al. 3021 Chen et al.
2017; Fuiren et al. 2022: Hill et al. 2022; Hunt et al. 201 8k Lamantia
et al. 7016 Leniz et al. 2021; MNordt et al. 2023 Heeves et al
H23%; Rosenwax et al. 2005 Williamson et al. 3023}, mostly at
the end of life (Chen et al. 2017, Hunt et al, 2018k; Leniz ef al.
H021; Rosenwax et al 2015 Willlamson et al. 2023) and often
with mone than 1 visit in the last year of life {(Anunes e al
2021; Mordt et al. 2023%; Rownwax et al. 2015; Williamsen et al.
B123). Analysis of factors assodated with EDF ase suw:bnd. that
belng male (Rosenwnx et al. 2015 Sleeman et al. 2018), younger
{Resemwax et al. 2005), and baving depression [Sleeman et al.
L&), pain (Hunt et al. 2018k, pul}.?harma.cy. falls, 'm.'ishd |,
caregiver burden [Afonso-Argilés et al. 2020}, type of dementia
{Rosemwax ef al, 2005 Willlamsan ¢ al, 2025), and pba.- of res-
idency (Rosenwax et al 2013 Williamson et al. 2023) might be
associsted with increased ED use. In conlrast, access Lo commu-
nity palliative care was associated with redoced use of ED (Straeuli
et al. 2022).

Palligtive care needs and access to pallictive care

Frevalence of pallistive care needs of patients with dementia
assisted at the ED ranged from 006% (Straculi et all 2022) 1o 7.59%
{Glajchen et al. 2011). When camparing 1o patients with ather
comorhidities also assisted at the ED), prevalence of palliative care
needs of patients with dementia was non-infersor to that of can-
cer patlents (Kirkland et al, 2022a). Considering total dementia
patients atbending the ED, palliastive care needs ranged from 18.3%
H;Iajchrn et al. 2 1) to 33.6% (Leniz et al. 2021). Access to pallia-
five care was bw in gen:rnl {Amade-Tines et al. 2020a; Kirkland
et al. 20224 Kruhlak et al. 20210; Leniz et al. 2021; Rosenwax et al.
2015 Willert et al. 20210, only 3 audies presented rates pertain-
ing to patients with dementia, mnging from 60% | Rosenwax et al.
Z015) 1o 42% (Willert et al. 2021), The latter stady considered
patients with dementia assoclabedd with cancer, inferbor to the 76%
af patients wha only had cancer.

Studies inchuded presented 2 WOE D quality score of mediam
1.'1Fnrun-..'lr3,ilés et al. 20300, Amado-Tines et al 2020b; Glajchen
et al 2000: Hurt et al 2008k Kruhlak et al. 2020 Lamantia
et al. 2016 Lenie en al, 20215 Mordr et &l 2023; Hosenwax et al.
2015 Sheernan el al. 2018 Straeuli el al. 202 Willert et al
2021; Williamson et al. 2023) ar high { Afonsa- Argilés e al. 2020
Amado-Tines o al, 20202 Antunes et al, 2021; Chen et all 20617
D¢ Martess ¢ al, 2002; Farst et al. 2022; Hanson et al, 2009 Hill
et al. 2022; Kirkband et al. 2022a; Reeves et al. 302 % Rosenwax et al.
H115; Shah et al. 2022).

Discussian

T oowr I:rsl;m‘l.ev;lgg. ihis is the first review dil\ectlr ad.drmlns ]'ul.'lln-
thve care needs of patients with dementia at the ED af the end of Tife.

1 .
¥ Fraw

Sara Vieira Silva at al.

Our findings reveal that the evidence is scarce, limited o 24 studies.
Patients with dementia in the last vear of life frequently resort to the
ElL, rqm:s.cntins | of the main dinwis anul‘i:n.ls nll‘eﬂdinl_ this
service, Moreover, patients with dementia often seem to present to
the ELY near the end of life, frequently maore than ence in their last
year af life. Only B studies directly addressed palliative care needs
and a Pledhnn. of measurement toals were used, suﬂg;eﬂ:ing; sig_ni:l'-
lcant rates of palliotive core needs among patients with dementia
and in comparison, 1o other encological or non-oncological con-
ditbons. Some of the main reasons of admission 1o the ED are
infections and meuropsychiatric symptoms. Alhough access to
community palllative care seems to reduce ED use, evidence to
support this remains scarce.

Previous studies estimate that 32-35% af patients attending the
LD present unmet palliative care needs (Kirkland et al. 2022h),
presenting a wide range im pnﬂ'.i'l.cn:c. Frawm DA% {Straeeuli o1 al,
022} 1o 7.9% (Glajchen et al 2011), and these needs are proba-
bly mon-inferior o the ones present in cncer patients {Kirkland
etal 20X2a). These resultsare in accordance with stwdies describing
similar kevels of distressing symptoms and palliative care needs in
patients with dementla and patients with cancer and other chronic
diseases, sutside the EL¥ setting (Chaudhry et al, 2003; Eisenmann
et al. 2020; Muoens et al. 2004; Sampson et al. 2018

ED use i wsially comsidersd a bow-quality indicatar of end -nd-
life care, including.patients with dementia, especially in the last
0 days af life (Gozabo et al. 2011; Leniz et al. 2019) In fact, ED
attendance of patients with dememtia has been associated with an
increased risk of delirium, falks, mﬁnitirg and funciional decline,
readmission, and death [Godard-Sehillotte ¢t al, 200%; Travers ot al,
2014 Velicer and Sinsard 2015). Evidence shows that significant
avoidable EIY use oocurs {Lamba et al. 2012; Nufier =t al. 20046].
This is in line with aur :mnpin! review, siv‘en that this pr!]:ul:l:irm
preserted high rates of EDY use ( Afonso- Argilds ot al, 2020; Antunes
et al. J021; Fiese el al, 2022; Hill et al. 2022; Hunt et al 20080
Lamantia «t al. 2006; Leniz et al. 2021; Mordt e al. 2023; Reeves
et al. 2025; Rosenwax et al. 200 5; Williamson et all 2023}, specially
ak thee ene oflife (Hune et al. 200 8k Leniz et al, 2021; Rosenwax et al,
2015 Williamson et al 2023} and frequently more than apoe in the
last year of [le {Antanes et al 2021; Nordt & al. 3021 Rosenwazx
et al. 2015; Williamson t al. 2023).

I-‘rcqur.nr Ely TESOITCE SURRESES l'rcqu:m wnmet needs, mcludlng
palliative care neweds, None of the studies incladed in this review
specifically addressed which palliative care needs are moare com-
mamly present. Beasons to resecting to the ED may represent some
af these nesds and in the present review infections {De Matteis
en al. 2022; Hangon et al 2009; Hund of al, 2018h; Lamvantia ot al,
H16; Williamson et al. 2023) and dominsted nearopsychiatric
symptoms (De Mattes et al. 2022; Hanson et al. 201%) Other rea-
sons of resorting to the E[ have also been proposed [Vasquez
et al, 2004), pach as reduced oral intake and inability 1o tolerate
mdication. Willimsen et al, (20210 previously identified several
inadividual, clinical, and environmental factors that can influence
ED attendance by patienbi with dementia at the end of life, indhud-
ing palliative care that was associated with reduced ED use, In our
study, depression (Sleemsan et al 2018), pain (Hunt et al. 20180,
polypharmacy, falls, weight loss, and caregiver burden { Afonso-
.hrg,ilé-.sed al, 25307 were identified as factors that can he associabed
with EDY wse when addressing palliative care needs

This scoping review confirms that pallistive care needs of
patients with dementia attending the ED are frequent and access
o Palliui're care remains scarce { Amado-Tines et al. 2020a; Flrst
ef al. 2022 Kirklard et al, 2022a; Krohlak et al. 2021; Leniz et al,
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2021z Rosenwax et al. 2005 Willerr et al. 20210 Evidence shows
thiat the main barriers contributing to the kiter include time con-
strains, lack of privacy and ather space limitations, staff with low
confidence in palliative care skills, and difficulties in relationship
building, with patients and families. Barriers related 1o lmited
community service provision and to particular aspects of patients
with dementia that complicate palliative care recognition such as
cognitive changes, communication difficulties, and the pathern of
shovw incremental decline have also been identified {fanieson et al,
2016; Jurgens et al. 2012 Lillyman and Broce J016; Mataqi and
Aslanpour 2020 RByan et al. 20002 Verhoef et al. 2020}, Additionalky,
health-care professionals tend fo underestimate the potential role
af palliative care for life-limiting conditions other tham cancer
(Shearer et al. 20014}, and patients with life limiting canditions are
frequently triaged as low priority patients (Hjermstad et al 2003)
at the EI3, and can consume respurces Hke over Investigations and
imappropriate treatrment that fail 1o address thelr needs and geals
ol care (Lawson ¢ al, 2008].

Considering that EI) use by patients with dementia with pallia-
five care needs is Frequmt. some anthaors have Tn'npmcd 1 Assm e
EI uisee s an opportunity to ldentkfy gaps in care, affer timely inter-
ventions, initiste end-of-life discussions, and refer to palliative care
services {Elsayem et al. 2008; George et al 2015; Grudzen et al.
216, 2001 Cruchi et al. 2007, 2014} Lamba et al. (2013} suggest
tralning of emergency staff in palliative care principles encouraging
them as primary providers 1o seek the malti-professional pallia-
tive care service as means to improve aocess to pallistive care. Qur
results are in line with these views (Glajchen et al. 201 1; Hanson
et al. 2014; Shah <1 al. 2022). The BriefPal project (Glajchen et al.
2011} showed Geasibility of successful sereening of palliative care
needs and the value of staff education, reporting patient symptom
reduction and improvement in referral to palliative care services.
Hanson LC et al, {20019 condwcted a trial of best-practios model of
specialty palliative care wriggered by ELY use, and resubis show that
the intervention group presented more elements of palliative care
needs addressed; more frequent assessment and treatmient of phiys-
kcal, newrapsychiatric, and spiritual symptoms; and increased com-
manication and decision-making concerning end-of-life isses,
The Shah et al. (2022) trial reparted thal a care transition inter-
venbion can imyprave transitson of patiends with dementia, specially
of thase with depression, reducing EIY revisits, and increase odds
af abtaining follow-up,

Strengths and limitations

This scoping review complied with an established systematic
method and examined the available evidence on expersence and
needs of a particularly frail subgroup of patients. In the challeng-
ing setting of ELY, Owr search inchaded studies from & diverse range
al countries and hence presents wide- ranging rebevance. However,
there are some limitations. Search was limited regarding number
of databases, and no hand search of key journals was conducted,
besides those based on references from previous reviews, We only
comsidersd English-, Portuguese-, and Spanish-language publica-
tians. The main focus was in studies addressing palliative care
needs directly with specific toals bat stadies with indirect assess-
et af palliative care needs were alse considered. Studies included
in this review presented very diverse methodalogies and frequently
samples were not exclusively af dementia patients, limiting analysis
af the results,

] rline by C Fram

1

Conclusions

Current evidence indicates that patients with dementia frequently
resource b the ED in their lass year of life with unmet pql'llnrl-.rs: care
needs. Scance access to palliative cane seems to pose an even greater
challenge 16 care for these patients in the ED setling. Results fram
palliative care intervention studies [Elsayem et al 2006; Gearge
etal, Ei}l.’a.-GInjch-m etal. 31115 Gradween e al. 2016, 201 1; Hanson
cf al. 201% Lansha 200% Ouchi et al. 2017, 2004; Shah ¢t al 2022)
al the EIY are encouraging and suggest that ED can and prabably
should be seen as an opportunity to attend te palliative care needs
and refer to palliative care services.

Futare research regarding madels of identification of palliative
care needs and development of best practice approach along with
palliative care principles at the ED might shed light in improy-
ing the response to palliative care needs of patients with dementia.
Referral to palllative care services, advance discussion of goals of
care ard reinforeement of commiunity palliative care services seenss
ti b key b guaranbee betber access 1o palliative care.

Sappl ¥ isl, The supph y manerial for thes article can
bé'rﬂul'ld.?l1mp;.'.l'dul.ﬂ'p'||}.]U|Tf5|17m1531mlﬁ2?.
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CHAPTER 4

Unmet Palliative Care Needs Among Patients with Dementia at the End
of Life and Frequent Use of the Emergency Department: One-Year

Retrospective Study in a Central Hospital
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This chapter provides a real-world assessment of the prevalence of unmet palliative care needs
among patients with dementia who use the emergency department at their end-of-life and why they
resort to visiting the emergency department. Greater knowledge and understanding of the palliative
care needs of these patients is essential. These needs can also be seen as potential intervention targets
to improve emergency department care for this vulnerable population and should be integrated into
healthcare professionals’ perspectives on how emergency departments respond to the palliative care

needs of end-of-life patients with dementia
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Abstract

Background: The use of emergency departments (ED) by patients with dementia at the end-of-life (EOL)
presenis various challenges.

bjective: To evaluate the prevalence of uvnmet palliative care {PC) needs among patients with dementia who
use the EDvat their EOL.

Methods: A single-center, retrospective study analyzing ED visits in the last 12 months of life among patients
with dementia who died in 2021 (359 patients, 1042 ELY visits) in Portugal. Unmet PC needs were assessed using
the Pallistive Care and Rapid Emergency Screening tool (P-CaRES),

Resnles: Unmet PC needs wers I|i3]||_l,- pr\rw:ﬂe:.rll ["-H.E"ifl. l'.'l:.':s'm-q:n i_:!-l].‘!'.li'} wias the Imevxi“ng reason for ED

yiails:
frequent ED use was nonsignificant (p={047).
Discussion: The high prevalence of unmet PC needs
responding to these needs.

29 5% of patients were considered frequent ED users. The association between P-CaRES status and

and frequent ED wse highlights the need for better

Keywords: dementiaz end-of-life care; emergency medicine; palliative care needs

Background

he prevalence of Alzheimer’s disease and associabed

types of dementia continues o increase” Concurrently,
emergency depariment {EIN) use by affected patients is prow-
ing. particularly at the end-of-life (E0L)L*" Defining EOL in
this papulation is difficult due te the disease”s long. and unpre-
dictable trajectory_? Most patients present commin symploms
assncizted with cognitive and functional impairment. includ-
ing progressive immohdlity, dysphagia, amd imited abality to
express needs.? Accanlingly, providing adeguate care For this
population in EDs is a growing problem.

In an expert consensus white paper, the optimal aims of
palliutive cure {PC) for older patients with dementia were
detined as improving quality of life, maingaining function,
and maximizing comfort.® Notably, at the EOL, these patients
experience distressing symptoms al a similar mbe o palients
wilh ather chronic ilinesses. ™"

Against this background, we aimexd to evaluate the preva-
lence of unmet PC needs amang patients with dementia who
use thee BV at their EOL amd assess why they resont o visiting
the EIN. Understanding their PC needs may help wlenify
polential inbervention targets to improve ED care for this vul-
nerable populaticn.

"Pallisive Core Serviee, Contro Hospitalar Universitziro de Santo Antéeso, Porio, Portugal,
?Fu'ull]ad\.' de Mebcing da Universidade do Porto, Universidade do Porto, Pario, Porfugal.

“Centro Hospitalar Universitdnio de Sanio Antdnic. Fora, Porugal.

“Instiuin de Ciéncias Beomédcns Abel Salaxar, Universidode do Pona, Porio, Porugal.

“CINTESISRISE, Fonn, Poanugal,

l-'|:||.'|'|.i|I||I|:|'|I ol Pullee Health and Prsary Cane, University of Cambeidge, Cambrsdpe, United Kingdom,

Aciyplixd March 17, JIIS
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Methads
Context

Portugal has universal healih care coverage nationwids
(i luding both the mainland and islands); specialized PC is
organized in hospitals and community care settings.'"1?
Muost public hospitals offer some form of speclalized PC,
mare frequently in the form of an intermal PC consuliant
team. Specialized community PC teams have alse been
developed, bul coverage vanes mationwide. Basic PO is
ensurcd by primary care institwtions; there are no public
hospices. PC training is not mandatory for health care pro-
fessionals but has become increasingly commuon in umler-
gradunte curriculums.

Study design amd papulation

This is a single-center, retrospective study conducred in
a large wniversity hospital (Centro Hospitalar Universi-
tirio de Santo Antdnie in Porto) serving 6300000 inhahi-
tanls with a 24 howrs/T-day polyvalent ED. We enrolled
patients with an established dingnosis of Aleheimer's dis-
eade or related dementias (ICD1T0—FWF 1w FO3) who died
in this hospital between | Janwary and 31 December, 2021
EDr visits im the 12 months before death were analyzed:
mare Lthan Four visits in this period were classified as fre-
quent ED use, ' The study was approved by the Unidnde
Local de Sadde de Santo Antdnio Ethics Commission and
Review Board.

Study varlabies

Dt were obtained through elecmonic medical reconds,
Sociodemographic and clmical characlenstics were collected.
Sex, nge, place of care, major comorbidities (organ insuff-
ceency and malignancy), namber of EDY visis, and reasons for
ED visais were exiracted and assessed.

Outcome measures

The primary endpoint was assessing the prevalence of
unmwel PC necds based on the Pallzative Care and Rapid
Emergency Screening tool {P-CaRESL™ " This is n vali-
dated five-lem instrumsent used in EDs 1o sssess the PC
needs of paticnis with potential EQL conditions, including
dementia, The five items are frequent visits, ancontrolled
symiploms, funclional decline, unceriainly aboul goals of
care andior caregiver distress, aml surprise question,
Patbents are [demified a5 havimg unmet needs if they present
at least ane ECGL condition and twao or mare risk factors. The
sUTPFise question item wis not considered dus 10 the retro-
spective nature of the study, The secondary endpoints
involved identifying the Frequency of ond main reasons for
EL» visits a1 the EOL and evaluating the association between
unmet PC needs and membership of the fregquent ED use

subgroup:
Statistical analysis

Pariens' characteristies were described using sumamary
statistics. For categorical data, frequencies aml percentages
were companed using the chi-square est, All analyses were

VIEIRA SILVA ET AL.

conduscted wsing SPSS v26% ([BM, Armaonk, NY, USA)
p=values of 0 or less wene considered significant.

Rasults

Dharing X2 1. 359 paticnts with dementia died at the hospi-
inl, among whom G8F (n = X44) were female (mean age:
B5.9 + 7.7 yearsh; 93.3% (0 = 335) presented with a Func-
thoneal Assessment Staging Tool'* seore of for more (Table 1),
Maost pathents (6 = 316, BR.0%) recelved care at home,
Feparding major comorbudises, 126 patsents (35.1%) pre-
senled established cardise, respiratory. hepatic, or renal fail-
ure; 29 patiemis {8.1%) presented active malignancy: aml
14 patients { 3.9%) presented both  Table 1),

ED visits

Draring J021, the hospital ked 112275 ED visits in total,
Ot sample presented 1042 ED visis in the 12 months bifore
their deaths (0% ol wia] ED visils; mean: 2.9 3 008 yisals),
Amaong the W42 visils, 57.8% (e = 6I2) ecourred in the last
thres months of life (Tahle 25,

Frevalence of unmet FC needs

Provalence of wamet PC needs inoall ED visits was 78.2%
(= R15p Among e, Y% (0= R06) invelved uncon-
trolled symploms, 75.8% (o = 618) involved patients whis
had recurred twice or more o the EI in the previous six
mienths, 35.6% (r = 453 were dus 0 recent functional
decline, 4.8% (m = 39 related to caregivers being nnable to
mezet lomg-erm needs, aml 125 (0= 100 involved caregivers
whir presented with uncertainry fdastress about goals of care,
Among patieals who were subsequiently hospitalized (o =
B30, 53.3% (n = 435) had unmed needs, while 45.8% (r =
104} did mast.

Tapck |, OveEraLL DEMoGRAPHIC AND CLINICAL
CHARACTERISTICS OF PATIENTS WiTH DEMENTIA [HED
AT CENTRO HosPITALAR UMIVERSITARIO BE SANTO

Asrdean i HIZI1
Touf (W = 258,

Charnelerianie niel
Sex

Female 244 (6541

Male 113 (3240
Age (mean + 50 B5.91+ 7.7 years
FAST

Singe o 24067

Siage =6 333 (93.3)
Previaus place of care

Home: care A5 (RT. T}

Mursing care S010Ly

Cither 4010
Major comisrhidities

Uirgam msufficiency {cardiac. 126035.0)

respiratary., renal and or hepaiic)

Malignancy 2880

Uirgan insufficiency and Malignancy 14439
Frequent nsers of the ED L (295}

EL, emerpesy depariment; FAST, Tunctional s ssemenl Raging
toal: S, standard devistion.
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END OF LIFE DEMENTIA IN THE EMERGENCY DEPARTMENT

Taple 2. ED VESITs, REAsoNS OF BESOURCE AMD FiNal Diadsosis

AN wisis fn = 2]

Visits from parienis with
it PC reedy (n = 815}

Visizs from parients without
et P mewds (0= 2270

EL} visits
an e last 12 mathes of lite 102 {10
an ke st sin momths of Dife TER{TE V%)
in the last theee months of like BO2 {5T.HR)
Mean = S0 of ED visits per paticm FALELIN:
Mindmum of ED visits per pathent 1
Maximum of ELY visils per pabint 14
Reasons of resource
Liyspinea 32230945
Behavioural changes 292175
Fall 92 {R.E%)
Faan SH{5.6%)
Fever 51 {4.9%)
¥lajor aspiration 20 {2.EF)
Urinary complains 25 {2.4%)
Eating related difficulties 194{1.8%)
Diarrhea 22(21%)
Bleading 242, 3%)
Other IR1 (1T A%
Final dingnosis
TInfection ITH{EA] )
Aspiration LEHD {4965}
Trauma BY(R.2%)
Cardiac failure S0 (5.7%)
Dementia 34 {5.2%)
Dhwdration 282 T%)
Conslipralion 25 (24%)
Stroke 23 22%)
Malignancy 14 {1.3%:)
Urinary changes 1.0}
Dither 266 {25.5%)
Inpatient S35

RIS {10005 ) 327 {1009

Bl (T4.55%) LK {65 2%)

S48 (BT 107 {47,150

251 (MDA%) T30 R

154 (22.6%) 36 (15.45)
TH (965 14 {6.2%)
B4 8% 1A%
37 (4.5%) 14 (6.2%)
I8 (345 {4
23 (28%) 2 {05%)
19 (2.3%) 0%

I8 (2.2%) 4{1.8%)
18 (2.2%) £{2.60)
109 (145 ) 62 {27 .35
274 (¥1.6%) 102 {44 9%}
G (1 2.0%) 205
T3 00 14 46.20%)
43 (5.3%) 16 7.0%)
41 (80P 13 (5.7%;)

28 (4% (0%}
212 R 401.8%)
17 (2.1%:) BA(2E%)
13 (1.6%) 1 {EhA)
1 {1.27%) {05}
157 (24.2%%) & (30 4%
435 (53.3%) 104 {45 H%0)

ED, emergency department; 51, standand devistion.

Reasons for ED visits

Dwspoea (n =152, 30.9% ), behavioral changes (m = 154,
22.6%), falls (o = TH, .6%), pain (v =39, 4,8%), and fever
{on = 3T, 4.5%) were the live most frequent reasons for ED
visits among paticnts with unmet PC needs (Takle 1), The
live mosl common final didgnoses wene infection (p = 174,
31.6%), nspiration (n = 9%, 1 2065%), rauma (= 73, 905,
wongestve beart Gatlure do = 43, 3.3%), and behavioral and
psvchalogical demeniia symptams (e =41, 300 Table 2}

Unmet PC needs and frequent ED users

Among all 35% patients considered, 29.5% (r= | ) were
considered frequent ED users (Tabde 1) We found no signifi-
caml associntion between P-CaRES stutus and membership af
the frequent EDY users subgroup (p = 0047, chi-squanad est).

Discussion

Unneet PC mieeds among patbents with dementia an b EOL
presenting to the EDy were highly prevalent, of 78.2%: this is
higher than published studies, whete this figure ranged from
18 3% 1o 33.6%.* This difference may be explained by our
inclusion of patients who later died in hospital, implying

grenter complesity of needs and core. Furthermore, the
P4CaRES assessment toed, which has & high sensivivity (over
D07 bl a specificaty of sround T0%,'F may have conlrbised
1o the high prevalence. Muost ED visits (57.8% ) oocurmed in the
last #) days of life.

Crur results highlight the imporiance of assessing PC needs
in B} and responding adequately. Some anthors have pro-
posed ED use & an opportunity to identify gaps n care, offer
limely inberveniions, imitiate BOL discossions, and provide
referrals b PC services. """ To our knowledge. no previ-
oz studies have specifically addressed which unmet PC
needs are more commean, In our siedy, uncontrelled symp-
toms were by far ihe most frequent unmet PC need (r = 806,
UR.9% ). Besides recurmenl ED visnls, Tunctiomal decling was
alse klemifbed in 55.6% of ED visits (e = 453 Disabled
patients aften nesd the suppont af o third person, which may
not be immediately ovailable, However, the impact of cane-
givers' inability 1o continwe providing cane or ancenaintyidis-
trias abowl goals of cane was quate low in our study, though
this may hive been umler-reconded and even underestimated.

Although we found no amssociation between unmel PC
needs and EDF use frequency, patients with dementio b the
EOL presented frequent visits to the FD.urﬁ:iull}' in thee lasi
three meanihs of life, Recorrent ED visits arg an indicator of
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low care quality,™* since it has been associsted with an
increased risk of delirium. falls, copnitive and functional
decline, readmission. and desth.™ ™ As for the reasons for
ED visits, we confirmed infection” ™ as the mas frequent,
followed by aspiration, wauma, congestive heart failune, and
hehavioral and psychological dementio sympioms. Thus, edu-
cation and prevention of associsted nuritional problems,
falls, and symptam comrol might be fertile areas for imerven-
ticn. Im additien, berter responze and pecess o community PC
wis previously sssocinted with reduced ED use, ™ Help with
managing symglom burden, prevention of under or evennea-
ment, and enhanced caregiver quality of life ane cther of the
identified benefits of PC™'™ Discase-specific approach pro-
grams wargeted 1o other frequent comorbidities. such as hean
failure, might alse address some unmet PC needs,

In the future, it will be important 10 define which ED
appronch works best in terms of systematically idemifying
anmet PC needs and amplifving PC skills among ED profes-
sionals, Development of commumity PC care might anticipass
spme unmet PC nesds among these patients and Facilitass
post-ED dischange care.

Sirengihs and imilalions

Ol usee ol relrospedctive analysis Gcilitaed neal-world assess-
mierd o samie ol the specilic circuemstances concernimng ED wsi
armong palsenls with dementia at the EOL. Matably, dats collec-
tion deperiled on the gquality of available medical reconds, which
were brief {as expecied in the ED) and not always umifioom ar
available. Thas, relevint actios or Comversalions hat were ned
recondisd may have been missed  our analysis.

Conclusion

EDruse by patiends with dementin af the EOL presents vari-
ous challenges. The high prevalence of unmet PC needs and
frequent ED} use, panticularly in the last months of life, high-
lighas the need o develop better responses 1o these needs,
Investing in tmining of ED» heahh core professienals for
adequnte clinicnl identification of PC needs o the BOL,
improving symprom contral strbegies in inpatient and oaipa-
tient sentings, and facilitnting aceess v assisted care might
contribane o solving somse of those challenges.
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This chapter concerns the potential avoidable emergency department visits by patients with
dementia at the end-of-life. The real-world assessment of the prevalence of these visits, its main
causes and associated factors can provide useful knowledge about patients with dementia at the end-
of-life and possible gaps in healthcare services. At the same time, it is important to consider, when
reflecting on the secondary harm caused by potentially avoidable visits, the disproportionate
diagnostic and therapeutic measures carried out in the emergency department for patients with
dementia at the end-of-life. Together this knowledge is relevant to integrate with the perspectives
that healthcare professionals have on how emergency department care responds to the palliative

care needs of end-of-life patients with dementia.
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ABSTRACT

Background

Preventing avoidable visits to the Emergency department (ED) by patients with dementia at
the end of life may reduce harm and improve the quality of care. This study aimed to
determine the prevalence of potentially avoidable ED visits among patients with dementia
at the end of life, identify the main reasons for these visits, and explore factors associated

with their occurrence.

Methods

This retrospective study was conducted in the 24-hour ED of a tertiary university hospital in
northern Portugal. Adult patients with a diagnosis of Alzheimer's disease or related
dementias who died between January 1 and December 31, 2021, and had at least one ED
visit in the 12 months before death were included. Sociodemographie, clinical and ED
related variables were extracted from the patients’ electronic medical record. Potentially
avoidable ED visits were classified by Cornillon et al criteria and palliative care needs were
assessed using the Palliative Care and Rapid Emergency Screening (P-Cares) tool.
Bivariable analyses were performed using chi-square tests, and multivariable logistic
regression was used to identify factors independently associated with potentially avoidable

ED visits.

Results

Among 359 patients with dementia who visited the ED during the last year of life, a total of
1052 ED visits were recorded. Of these, 24.0% (n = 252) were classified as potentially
avoidable, and 35.7% of patients (nh = 128) experienced at least one potentially avoidable
ED visit. The most frequent reasons for potentially avoidable visits were infection (26.2%),

behavioural changes related to dementia (16.7%), and constipation (7.9%). In multivariable

96



47

48

49

50

51

52

53

54

55

56

57

58

59

60

61

62

63

64

65

66

67

logistic regression analysis, the presence of unmet palliative care needs was independently

associated with potentially avoidable ED visits (OR 2.01, 95% C11.34-3.02, p = 0.0017).

Conclusions

Potentially avoidable ED visits among patients with dementia at the end of life were
frequent and independently associated with unmet palliative care needs. Improved
identification and management of palliative care needs may contribute to reducing

avoidable ED use in this population.

KEYWORDS: Avoidable visits, Emergency department, Dementia, End of Life

97



68

69

70

rl

72

73

74

75

76

77

78

79

a0

a

a2

a3

a5

a6

a7

a8

89

S0

91

92

Background

Each year, more than 50% of patients with dementia (PwD) visit the Emergency Department
(ED){1), more frequently than patients without dementia(2) and more often at the end of life
(EOL)(1, 3). ED attendance is distressing for PwD (4) and their caregivers (5) and is
associated with an increased risk of delirium, falls, cognitive and functional decline,
readmissions and death (6-8). Additionally, in our recent study we found a 78.2%
prevalence of unmet palliative care needs among patients with dementia who visit the ED
at the end of life, and, uncontrolled symptoms were by far the most frequent unmet

palliative care need|3).

Many ED visits are potentially avoidable (9-11). Considering the care for PwD at the end of
life, it is important to prevent their avoidable visits to the ED, not only to reduce the harm
associated with it but also to improve care itself, with better treatment elsewhere,
eventually at lower costs, as already suggested by Hsia and Niedzwiecki (11) for patients in
general. There is no standard definition for “avoidable visits”, and often, terms such as
“inappropriate”, “non-urgent” or “unnecessary” ED visits, are used interchangeably and/or
as equivalents (12-14). In this study we use a restrictive definition suggested by Cornillon et
al (15), based on the need for specialized medical/clinical evaluation or for complex

diagnostic approaches. Specific criteria for potentially avoidable ED visits are defined in the

methods section.

A more in-depth understanding of potentially avoidable ED visits by PwD at the end of life
might provide useful knowledge about these patients’ needs and eventually help identify
gaps in healthcare services. Based on previous literature on ED use among PwD and on the
potential role of unmet palliative care needs at the end of life, we hypothesized that
potentially avoidable ED visits would be associated with unmet palliative care needs and

with clinical conditions that could potentially be managed outside the hospital setting. We
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also expected that potentially avoidable visits would be characterized by less complex
diagnostic or therapeutic interventions. This study aimed to determine the prevalence of
potentially avoidable ED visits among PwD at the end of life, identify the main reasons for
these visits, and explore patient characteristics associated with potentially avoidable ED

use.

Methods

Contextualization

Portugal presents national universal healthcare coverage similar to that of the United
Kingdom National Health System. Emergency care is provided at the level of primary care,
basic emergency services and, at the hospital level, medical-surgical EDs and polyvalent
EDs. There is a national telephone referral system for emergency care, but referral before
resorting to the ED is not mandatory (16). Only hospital-based EDs provide a 24h/7d
response. Specialized Palliative Care (PC), at the public hospital level, more frequently
includes an internal consultant PC team, while some hospitals also have external
consultation and only some have specific inpatient PC units. There are no public hospices.
Primary care ensures important basic PC care. Community specialized PC teams have been
developed but still without global coverage of the territory. Many areas do not have home-
based PC available. No preparation or training is mandatory for carers, particularly informal
ones. PC training is also not mandatory, but it has become increasingly common in health

courses (16, 17).

Design and population

This is a retrospective study performed at the ED of Centro Hospitalar Universitario de Santo

Anténio/Unidade Local de Salide de Santo Antdnio, a university hospital. It is a 24h/7day
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polyvalent ED serving a population of 650000 inhabitants in northern of Portugal (Porto).
This tertiary hospital has an internal consultant PC team that also provides limited access
to external consultation. We included adult patients with an established diagnosis of
Alzheimer's disease or other related dementias (ICD10 — FOO* to FO3) who died betwesen
January 1 and December 31 2021 in this hospital and that visited the ED in the 12 months

before their death.

The study was approved by the Unidade Local de Salde de Santo Antdnio Ethics

Commission and Review Board [reference number 2023.094(083-DEFI/075-CE]}].

Data source and collected variables

Selected variables were collected from the patients’ medical records, including
sociodemographic variables (sex, age and place of care), major comorbidities, number of
ED visits, reasons for ED visits and the presence of PC unmet needs. Dementia staging was
classified by the Fast assessment staging tool (FAST) (18), that considers 7 stages of
cognitive decline (ranging from stage 1 to 7f), where higher FAST score indicates a more
advanced stage of cognitive decline. Stage 6 or higher corresponds to states of severe
functional impairment up to total dependence (18). We have published these data in a
recent study and we include them in this present study for context(3). ED length of stay and
destination were also collected, as well as potentially avoidable ED visits that were
assessed by Cornillon et al (15) criteria defined as visits without explicit medical
intervention or with basic investigations such as X-rays, electrocardiograms or simple
biological analysis, whereas nonavoidable ED visits were considered when there was an
explicit intervention by a specialist doctor and the need to resort to complex means of
investigation or procedures. PC needs were assessed by the Palliative Care and Rapid
Emergency Screening tool (P-cares) (19, 20). This is a 5-item validated instrument (1-

Frequent visits, 2- Uncontrolled symptoms, 3 - Functional decline, 4 — Uncertainty about
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goals of care and/for Caregiver distress and 5 — Surprise guestion) used to assess PC needs
in the ED of patients with potential end of life conditions, including dementia. Patients are
identified as having unmet needs if they present with at least one end of life condition and
two of more risk factors. Surprise question was not considered due to the retrospective

nature of the study.

Statistical analysis

A descriptive analysis was performed to establish the main population characteristics.
Reference data were summarized as numerical data {mean, standard deviation and range)
for guantitative variables and as frequencies for qualitative variables. The chi-square and t-
student tests were used to analyse the possible relationships between independent
variables and potentially avoidable ED visits. These independent variables were based on
previous studies(11, 12) and on hypotheses considered to be plausible to the research
team, such as comorbidities and place of care. A multivariable logistic regression analysis
was performed to identify factors independently associated with potentially avoidable ED
visits. Variables included in the model were sex, presence of caregiver, comorbidity,
palliative care needs (P-Cares), and ED length of stay (=12h). Odds ratios (OR) with 95%
confidence intervals (Cl) were calculated. All analyses were conducted using SPSS v26®

(IBM, Armonk, NY, USA). P-value of 0.05 or less was considered significant.

Results

Patient-level characteristics

During 2021, 359 patients with dementia died at Centro Hospitalar Universitario de Santo
Antonio and had visited the Emergency Department (ED) during the last 12 months of life.

Among these patients, 57.1% (n=205) were female and the mean age was 85.9 = 7.7 years.
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Most patients presented with advanced dementia (FAST =26, n=335, 93.3%) and were

primarily cared for at home (n=323, 90.0%).

Owerall, 35.7% of patients (n=128) experienced at least one potentially avoidable ED visitin

the last year of life (Table 1).

Table 1. General characteristics of patients with dementia that died at the hospital in

2021 and visited the ED in their last 12 months of life

PwD (total n=359)

Age 85.9+-7.7years
Sex Female n=205 (57,1%)
FAST <6 n=24 (6.7%)
==§ n=335 (93.3%)
Place of care Home n=323 (90.0%)
Care home n=36 (10.0%)
Comorbidity Organ insuficiency n=126 (35.1%)
Malignancy n=29 (8.1%)
Organ insuficiency and Malignancy n=14(3.9%)
Patients with avoidable visits Yes n=128 (35.7%)
in the last 12 months of life No n=231 (64.3%)

PwD Patients with dementia, ED Emergency department, FAST Functional assessment staging tool

Visit-level analysis

In total, these 358 patients accounted for 1052 ED visits during the last 12 months of life. Of
these visits, 24.0% (n=252) were classified as potentially avoidable according to Cornillon
et al. criteria, while 76.0% (n=800) were considered non-avoidable (Table 2). Almost all
patients with potentially avoidable ED visits (n=125, 97,7%) visited the ED more than once

in the last year of their lives (Table 2). The prevalence of unmet PC needs in total ED visits
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was 79.6% (n=837), 84.9% (n=214) when considering only potentially avoidable visits (Table

2).

Table 2. Potentially avoidabl

P

and non-ave

ED visits

ED VISITS of PwD [rotal n=1052)

Potentially avoid able visits

n=252 (24.0%)

Potentially non-avoidable visits

=800 {76.0%)

Age 84.5+-7.8 yeara B854 +- 6.0 years
Sex Female n=147 {58.3%) Female n=d406 [50.1%)
FAST <f n=d4 (1.&%) <6 n=37 [4.6%)
== n=248 [98.4%) ==8 n=763 (85.4%)
Place of Home n=213 (84.5%) Home n=549 (81.1%)
care Care home n=3% (15.5%) Care home n=151 (18.9%}
Comorbidity None n=122 (48 4%) Mome n=413(51.6%)
Organ insuficiancy n=111 {44.0%} Organ insuficiancy n=300{37.5%]
Malignancy n=15(6.0%) Malignancy n=50{7,5%)
Organ insuficiency and Malignancy n=4{1.6%) Organ inauficiancy and Malignancy n=27 [3.4%)
Unmet PC fes n=214 (84.9%) Yes n=623 (77.9%)
needs No n=38 (15.1%) Mo n=177 (22.1%)
ED langth of <12h n=160 (63.5%) <12h n=275 |34.4%]}
stay ==12h n=82 (36,5%]) ==12h =525 (65.6%)
Patients 125 (97.7%) 110 47.6%)
with 1or=
ED visits
Days Mean+-SD 133.8+-7.2days | Mean+SD 60.3 days+5.2 days
betwean ED Median 100 days Median 25 days
wvisit and
death
Destination Discharged n=238 (94.4%) Discharged n=497 (62.1%)
Hospital admiasion n=14 {5.6%) Hoapital admission n=303 (37.9%)

Standard Daviation

ED Emergency department, PwD Patients with dementia, FAST Functional assessment staging tool, PC Pallistive care, 50

The most frequent reasons for potentially avoidable ED visits were infection (26.2%),

behavioural changes related to dementia (16.7%), and constipation (7.9%). In contrast, the

most frequent reasons for non-avoidable visits were infection (38.8%), respiratory problems

associated with aspiration (10.8%), and trauma (10.5%) (Table 3).
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Table 3. Reasons for Emergency Department visits by avoidable status among patients

with dementia at the end of life (n=1052 visits)

Reasons Potentially avoidable Potentially non-avoidable
visits (n=252) visits (n=800)

Infection 66 (26.2%) 310 (38.8%)
Behavioural changes 42 (16.7%) -
Constipation 20 (7.9%) -
Respiratory aspiration 14 (5.6%) 86 (10.8%)
Trauma - 84 (10.5%)

Acute heart failure - 33 (4.1%)
Dehydration - 23(2.9%)

Despite the potentially avoidable nature of the ED wvisit, the length of stay in the ED was

longer than 12hin 36.5% (n=92) of these patients but was still generally shorter than thatin

patients with potentially nonavoidable admissions (63.5% vs 34.4%). Additionally, 14 (5,6%)

potentially aveidable visits resulted in further hospital admission, all in patients with PC

needs (Table 2). Time between the ED visit and death was shorter in the group of patients

with potentially non-avoidable visits (69.3+-5.2 days vs 133.8+-7.2 days) (Table 2).

Comparison between avoidable ED visits status, patients’ characteristics and other

factors

There was no association between age, sex, place of care or the presence of a significant

comorbidity and potentially avoidable ED visits (p=0.05) (Table 4).
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Table 4. Comparison of PwD with potentially avoidable and PwD with potentially non

avoidable ED visits

Variable Patientz with potentially | Patients with potentially non | p-value
avoidable visits (n=128) avoidable visits ( n=231)
Age (mean+-SD) 85.4+-7.5 86.2+-7.7 | 0.92
Female 77 (60.2%) 167 (72.3%) | 0.38
Place of care
Home 110 (85.9%) 213(92.2%) | 0.1
Comorbidity 0.16
Without 63 (49.2%) 127 (55.0%)
With 65 (50.8%) 104 (45.0%)
Organ insufficiency 52 74
Malignancy mn 18
Both 2 12

S0 Standard deviation

In multivariable logistic regression analysis, the presence of unmet PC needs was

independently associated with potentially avoidable ED visits (OR 2.01, 95% CI 1.34-3.02,

p=0.001) (table 4). ED visits lasting more than 12 hours were significantly less likely to be

classified as avoidable (OR 0.33, 95% CI 0.24-0.44, p<0.001) (Table 5). No significant

associations were found for sex or comorbidities (Table 5).
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Table 5. Multivariable logistic regression results

Variable Odds ratio (OR) 95% CI p-value
Sex 1.1 0.82-1.50 0.50
Caregiver present 1.34 0.98-1.84 0.065
PC needs (P-cares positive) 2.01 1.34-3.02 0.001
ED stay >12h 0.33 0.24-0.44 <0.001
Comorbidity 0.98 0.80-1.20 0.85

ED Emergency department, PC Palliativa care

Discussion

Despite not having found association between unmet PC needs and ED use frequency in
our previous study(3), in the present study, the prevalence of unmet PC needs in PwD with
potentially avoidable ED visits was not only high but the presence of unmet PC needs was
independently associated with potentially avoidable ED visits. These current findings
reinforce the importance of assessing PC needs in both outpatients and EDs and
responding appropriately to them, not only to ensure support but also because they may
contribute to reducing avoidable ED visits. Appropriate daily assessment of symptoms,
timely responses to clinical changes, and prompt access to primary care may help improve
the management of these situations (21). This can be particularly important since we also
found that 5,6% of the potentially avoidable visits resulted in further hospital admission, all
in patients with PC needs. Different strategies such as advance care planning, access to
specialist medical advice and a mobile emergency response have been suggested to help

prevent potentially inappropriate ED visits(21-23).

With a 24.0% prevalence of potentially avoidable visits to the ED by PwD at the end of life

reported in this study, infection, behavioural changes related to dementia, and constipation
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were the most frequent reasons for potentially avoidable ED visits. Understanding the
causes of avoidable ED use may help improve healthcare organization and prevent
unnecessary hospitalvisits. According to its definition, the prevalence of avoidable ED visits
reported in previous studies ranged from as low as 4.8% (9) to as high as 50% (10). Our study
revealed that almost one out of four visits to the ED were potentially avaidable. This finding
is particularly relevant because we used restrictive criteria to define avoidable ED visits,
based on the need for specialized clinical assessment or complex clinical resources, and
not based on simple triage scores, self-report, physician reports or discharge diagnoses
(11). Patients were predominantly female, elderly and cared at home, such as the general
population with dementia seen in the ED. The scarcity of available home-based PC and
qualified carers may contribute to this. Home care can also be provided by primary health
care services for these patients. There are no official data, but it is common practice that its
availability is lower than demand. Private healthcare services response, both at home and
in emergency services, is also not officially known. Given the universal nature of the public
Portuguese healthcare system, we expect that private response represents only a small part
of care reguested and provided. Patients in care homes were previously associated with
frequent visits to the ED, hospital admissions and readmissions (2, 21) and it has been
suggested to be related to the presence of comorbidities, complex care needs (2),
uncertainty about services available to care homes and a lack of anticipatory care planning
(24). Some of these factors are also related to avoidable ED visits (25, 26). In our study we
found no association between PwD in care homes and avoidable visits to the ED (15,5% vs
18,9%). Infections are well known to be the most frequent reason for ED visits for patients
with dementia (27), which was also found in this study, and it 's occurrence is similar in
patients without and with avoidable ED visits. The diagnostic approach and, more
frequently, the necessary means of treating infections can range from simple to more

complex means, which explains why they were responsible for avoidable and non-
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avoidable visits to the ER. On the other hand, behavioural changes related to dementia and
constipation were more frequent in the subgroup of patients with avoidable visits, which
may represent needs that are not currently met by outpatient treatment. In fact, these were
two of the most frequent reasons for PwD to visit the ED at the end of life with unmet PC
neads that we found in our previous study(3). Together, these findings suggest that
improved identification and management of PC needs may represent an important

apportunity to reduce potentially avoidable ED visits among PwD at the end of life

Strengths and limitations

This study has several strengths. To our knowledge, it is among the first real-world studies
to evaluate the prevalence and reasons for potentially avoidable ED visits among PwD at
the end of life. The study included a relatively large number of ED visits and used routinely
collected clinical data from a tertiary hospital serving a large population. Additionally, the
use of previously published criteria to classify potentially avoidable ED visits and the
systematic assessment of PC needs using the P-Cares screening tool allowed a structured

evaluation of the relationship between avoidable ED use and unmet PC needs.

However, several limitations should also be considered. First, the study was conducted in
a single tertiary hospital, which may limit the generalizability of the findings to other
healthecare settings with different PC resources or emergency care organization. Second,
the retrospective design relies on information recorded in electronic medical records and
may therefore be affected by incomplete or inconsistently documented data. Third,
although we used previously published criteria to classify ED visits as potentially avoidable,
there is no universally accepted definition of avoidable ED visits, and some degree of
interpretation is inevitable. Fourth, the study period (2021) coincided with the COVID-19

pandemic, which may have influenced healthcare-seeking behaviour and access to
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community services, potentially affecting patterns of ED use. Finally, some potentially
relevant contextual factors, such as caregiver support, advance care planning, or access to

community-based PC services, could not be evaluated in this retrospective dataset.

Conclusions

In this study, potentially avoidable ED visits among PwD at the end of life were frequent and
independently associated with the presence of unmet PC needs. These findings highlight
the importance of early identification and appropriate management of PC needs, both in
community settings and in the ED, as a potential strategy to reduce avoidable ED use in this

population.

List of abbreviations

ED Emergency department

FAST Fast assessment staging tool

PC Palliative care

PwD Patients with dementia

P-cares Palliative Care and Rapid Emergency Screening tool
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Introdugio

A deméncia avancada & uma doenga termiral caracterizada pel detericragio cognitiva e funcional grave, com
complicagies que motivam o recurso frequente ao servigo de wpéncia (3L}, Este ambiente, de alta pressio e
decisies ripidas, rem sempre ¢ adequado para atender s necessidades destes doentes, A identificagio precoce
do doente em fase terminal e a respetiva tomada de decisio podem ser desafiadoras, resultando em priticas
médicas agressivas e de obstinagdo, come a realzagio de exames Invasivas e terapéuticas desproporcionals, nio
considerando a altermativa de uma abordagem focada no canforte e dignidade,

Objetivo
Avaliar 3 prevalénci da obstinagia diagndstica & terapiutica em doentes com deméncia avancada ne SU & explorar
fatores associados

Material e Métodos

Estudo longitudinal retrospective, realizade num SU palivalente de um hospital tercidrio universitino,

Foram incluidas doentes com demiéncia avangada (FAST 26), falecidos nesse hospital ern 2021, até 72h aphs
tererm recarride ao 5L, Avaliacio da obstinagia disgnestica e terapiutica, definida pela realizacio de meics
complementares de diggndstico € intervengdes coma: colocagio de dispostivos, administragio de fluidoterapia,
antibeoterapla & autros, atravds da andlise do reglsto clince, Medidas de contralo sintarmdtice foram definidas

pela use de teraputica apidgide, butikscopalaming ow psicefarmacos, Foi realizada analise brvariavel com teste de
Fisher para explorar fatores assodados como comorbilidades, identificagio de mau prognéstico, definicio de limite
terapéutico e estratéga de controlo sintomdtica, O valor de p considerado estatsticamente significative fo <0,05,
Foi utilizade software R,

Resultados

Foram inguidas 79 deentes comn idade média de 86,5 anos {minima 6%, maxima 107 anos), predominia do sexo
fernining, 53.2% (n=42) e 32.9% (n=37) com doenca oncoldpica ow imsuficiéncia de drgio, Verificou-se obstinagio
diagndstica e terapéutica em B3.53% (n=66) dos doentes, A colheita de estudo analitico fol o melo complementar
de dizgndstica mais utilizads, em 77.1% dos doentes (r=61), enquanta que a fluidaterapia fai a terapéutica mais
frequente, em 29,1% dos doentes (n=23), scguida da antibioterapia, em 24% dos doentes (n=19),

Em £3,3% (n=50) doentes foi registade mau progndstics e em 684% (n=54) foi decidida a cedem para ndic
reanimar, Observou-se que o estabelecimento de limite terapéutica (p <0,05), 2 adogio de medidas de controlo
sintomitico (p<0,05] e a identificacio de mau prognéstica (p<0,05) estio assocados a menor probabilidade de
abstinagio diagnéstica e terapéutica, Mis loi encontrada relaghe entre presenca de comarbilidades & abstinagia
dimgndstica e terapéutica,

Condusdes

A prevaléncia de obstinagio diagnadstica e terapéutica foi elevada nos doentes com deménca avangada que
recorreram ao U nos sews dltimes dias de wida, A ldentificagio precoce de situagbes de mau progndstico e o
estabelecimenta de limite terapdutico, parecem relicionar-e & poder cantrituir para menor probabidade de
ocorréncia de obstinagio diagnastica e terapéutica,
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CHAPTER 6

Reflexive thematic analysis of emergency department medical records of

dementia patients regarding the identification of last days of life
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This chapter addresses aspects of the medical record related to end-of-life care for patients with
dementia in the emergency department. Medical records were considered regarding the
identification of the last days of life of these patients, communication with other healthcare
professionals, patients, and family members, and end-of-life care implementation measures. The
analysis of the clinical notes in the medical record are relevant to integrate what is commonly valued
in the medical record and the perspective that healthcare professionals have on how emergency

department care responds to the palliative care needs of end-of-life patients with dementia.
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Abstract

Objectives. End-of-life care in the Envergency Department {ED) can be a challenge. Defining
goals of care In dementia patients may be more complex. The quality of ED medical records
Is redevant for better care in the last bours or days of life. In this article, we explore the
Idmuﬁmmnollmdmofhkwlﬂmmmmo«ho‘dmmmnm
Methods. Retrospective qualitative review of ED medical records of patients with d 52 in
ﬂlehv?&poﬂlkuhgrdeﬂnmkndyﬁ.mmdymmnumh«my
teetiary hospital, with a 24 he7 days polyvalent ED. AR 2021 ED medical recards of dementla
patients wha presented 10 the ED within the last 7 days of their lives were included.

Results. More than | in 4 patient’s medical records (n = 55, 27.4%) made no explicit reference
to the identification of last days of life and only 2 medical records contained this specific desig-
nation, Most relevant Issues presented under three broader themes: (1) diagnasis and prognesis
concerning the last days or hours of life; (11} goals of care, medical decisions and communica-
tion about care in the last days or hours of life; and (1) comtort and needs assessment in the
last days of life of patients with dementia in the ED,

Skgnificance of results. There &5 lmited identtfication of the last days or hours of life in ED
medical records and clinical notes are of poor-guality regarding communication and shared
decision making.

Introduction

The sature of the Emergency Department (ED) s to respond to very diverse acute and life-
threatening conditions. Its response frequently includes rapid decision making and aggressive
disease moditying ¢ (Lafond et al 2016). Patients with dementia often present to the ED,
specially near the end-of-life {Vielra Silva et al. 2025). Appropriate end-of-life care in dementia
has been proposed (van der Steen et al. 2004), It is recommended that care be person-centred,
with communication and shared decision-making. It is essential 1o define goals of care and plan
future interventions, to avoid overly aggressive, costly or non-proportional treatments, to pro-
vide optimal sy and comfort, with family care and involvement, Providing
quality end-of- life care in the ED Is likely to be a challcngt Ahlmugh carly preparation of
Advance Care Planning is r led, most patients with & don't engage in these dis-
cussions early on{Dy lly et al. 2009; Karnicl-Miller et al. 2012; Yates et al. 2021). Cognitive
Impairment i gruur lexity in defining goals of care (van der Steen et al, 2014),
And. in fact, mast pathents wlth sdvanr:td dementia have significant imitations in their decision-
v ability. As re d, prioritizing of explicit global care goals helps guide care and
its appropri Advance Care Planning should start soon, when the patient can
still be actively involved and patient pref s, values, needs and beliefs can be elicited. This
plan should be regularly updated (Anantapong and Davies 2021) and the diminished capac-
ity for a specific decision should not be assumed 10 compromise the person’s ability in other
decisions{ Hegde and Ellajosyula 2016). In advanced dementia and when death approaches, the
patient’s best | may be safeguarded with the primary goal of maximization of comfort and
shared decision-making should invalve the surrogate ot family declsion-makers, (van der Steen
etal 2014).
Failure to properly record patient preferences and decisions may Jead to medical care
incoagruence, with patient’s wishes, as well as stress for patsents and surrogate decision makers

g
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{Detering et al 2000; Houben et al. 2014). Frevious interventions
to improve advance care planning documentation led to a signifi-
cant increase in accessible electronic medical records (Kamtar et al.
2021; Turley etal, 2016). However, Medical records (MR} in the ED
are often ol poor quality regarding patiem preferences and deci-
sioms, which is a setting where professionals may have a greater
need for access to this type information (Mashoaf et al. 2015,
H23; Sulmasy et al. 19246), Advanced care planning, as a continu-
aus process of patient preferences, can belp define the therapewtic
plan and increase congroence with the patient's wishes{Brinkman-
S1n'pp=|:nl1urg_:l al 20004), Medical records in the ED can benefit
fram this information bt are not limited to I, They correspand
to the medical motes, which can also inclode medical proposals
al benelit o the patient, mullidisciplinary and amily discussion
and decision-making in addition to documentation of clinical and
comifar immeMiErlnkm:mﬁMppelen‘burg et al, 2014 Marck
et al. 2014; Yash Pal et 4l 2007), The ME in the ED is nod lim-
ited 1o the aspects considered in the advance care planning. when
thix is available, but considers other aspects that may alse be rel-
evant to the ql.u]ll::,- of end-od-life care in this context. Therefore,
good quality MR notes in the EL¥ is important not only for
patient care, but also 1o the efficiency and effectiveness of health-
care prodessionals and services{Marck et al. 2014; Yash Pal et al.
LT

The present stady alms to explore the quality of clinkal notes
regarding bevel of idemtification of the last days of life of patients
with dementia in the ED MHR. More specifically, our objectives
are to identify uspoﬂsol'cmmuﬂ:iwliun b ather healthcars pro-
fesshonals, patients and families, and measares of end-of-life care
implementation.

Methods
Study design

We conducted a retrospective gualttative review of ED MR to
explore dinical notes regarding the last days of life of patients with
dementia who died in the hospital. The six steps approach pro-
posed by Braun & Clarke {Braun and Clarke 20065 were followed:
familiarisation with the data, generating initial codes, searching
for themes, mi:wing themes, drﬁmng and niming themes and
producing the repart,

Ethics approwal [reference number 2023.004(063- DEFIDTS-
CE} was provided by Unidade Local de Saide de Santo Anténio
Ethics Commassion and Review Board.

Setting

Olar study was conducted at @ university terbiary hospatal in Pario,
Partugal, which serves a population of 650000 inhabitants with a
palyvalent envergency service, 24 howrs a day, 7 davs a week,

Partici
Fatierita with an established diagnosis of Alzheimers disease or
ather related dementias ([CDLG - FO* 10 F03) who died between
lamuary | and December 31, 2021 were :Iiﬁibk Patients whi
resaarced to the EL2 in the kst 7 days of Hfe were Included, A total of
5% denmentia patients died in hospital during this period. OF these,
201 patients presented bo the ED in their last 7 days of life. We used
descriptive statistical measures to explore quantitative clinical and
service use details,

l rline by Frawm

Sara Vieira Silva at af.

Data generation

Al edectronic MR in the ED were approached chronodogically from
date of death ta the last 7 days of life, We reviewsd pﬂwﬂt?s R,
including the entiee period of hospicalization in the ED and the
records af the dilferent doclors, from differemt spedialties, who
fodlowed the patient during that period. Descriptive summaries
and de-idengified extracts relevant to the alm and ||l.1_|=|:r|u=: were
collected and extracted by one author (V55), with verification by
authars TC and AR (VES researcher; TC dinical and academic pro-
fessor af emergency and intensive care and AB academic researcher
af palliative carel. Cruotes were extracted wrbatin, translated into
English and are presented In italics,

Doto analysis

Reflexive thematic analysls was used to qualitatively explore key
issunes and events surrounding ED-based end-of-lilie care for people
with dementia (Braun and Clarke 2006, 2024). This method chogy,
:nn.iide'ring_ aur cinical and research experience, allowed us to
hetter explore the sabjectivity of the recards, In line with exist-
g liveranare, we indactively engaged with the following questions
as a starting point for the analysis: Do the physicians identify
the last days of life? How do physicians communicate to other
healthcare professionals, patients and famdlies shour last days of
life and related kssues and doe they record that in the patient MR?
Which measures of care - in the last days of life - are recorded by
phwsicians?

Analysis was conducted manually by twe researchers (VS5
and MP) who collaboratively reviewed codes and revised the
themes, detailing inductive descriptive codes by marking similar
phrases or wards fram the professionals” narmatives. Consensas
coding was developed with both researchers coding the same tran-
scripis amd comiparing them doring repular meetings, Manuoal
couling was chosen to facilitate familiarizing ourselves with details
that automabed tools may overlook. Themes were then gemer-
ated by their shared mmnlng. arcund a central comcepd, whiile
subthemes were consldered as essential facets of these themes,
Differences in coding and development of themes were fur-
ther analysed with the wider research team until consensus was
reached.

We adhere ta the Reflexive Thematic Analysis Reporting
Cuidelines [ Brawn and Clarke 7024,

Results.

Mlare tham 1 in 4 patient’s MR n = 55, 27.4%) had no explicit ref-
erence to the identification of the last days of life. Only 2 medical
records contained this specific desiﬂnarinn. specifically “termiral”
and “erd of life.”

Daring 2021, 359 patients with dementia who resourced 1o the
ED, dsed i hmpiba]. Of these, 201 patiemts | 56,0%) were admited
to the ED in the last 7 days of life. The median age was 86,0 +
&,1 year and the majority nfparlcn.lahmfcmalr [58.7%.n = 114]
{see Table 1), 940% (n = 189) with moderately severe/severe
demenitia (Functional Assessment Staging Tood = 6l Almost half
(49,8%, n = 100) presented at least one comarbidity, 79 {59,3%)
had argan Insofficlency. 16 (8.0%) malkgrancy and 4 (20%) had
both, Muosk patients (n = 138} lisd two oe more ED visit in the final
12 months of life, mean of 3,1 visits in that period. Most (n = 129)
af the patients” last ED visits nocarmed 3 to d days before their death,
meean of 3.7 days.
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Patative and Supportive Coe

Goals of care, medical
decisions and

Diagnosis and prognosis
concerning the last days or

hours of life life

Figure §, Themes ard wb-themes mhich emerged from reflecve thematic anakpus,

Tabde 1. Codes, Themes and Subihemes

Beferences
CODES fne=| Thames: Zubthemes
Endoodlife 125 Diagnosis Aspolis
Tremisul sigustion el sencnming
Last days or hows of ife pragrasis Dlagnzais and
ity cofearng  Ternenolegy
Bhvanced dismase the last
Critical staze days or Prognosks and
B prognenis howrs of lily  “SMMmuACItion
imeminent taifure: of Prognose
Surrngate and fasily
cammunication
158 Garads ol Discussion
Comorbidities e, Goals of Care
Performance status mdical and Deckion
Sanier discasion/Othir detisiom making
Suyrrogabe and Family arad com-
dioussion musication  Fac0m ol
Bespanse bo breabment pEcut care ditinion
Do not resuscRate inthe st making
dhcision dingi or
Disgnose withhakd howrs aflife e
Traatment withdraw T
Treatrment withhald Ancinisna -
Comfort e
withbald and
Corsanative can ah
Cosfar moarunes m Caniidert Cmlar
Speciplized palixtiee care o needy Avymamang
Signs of physical HESEEETRT
Anearmlait it Ui it Walerral 1o a
days of life spmcinlized
Paliative
Cang ladm
Hey themes

Thie MR reveal, in part, how physicians approach patients with
dementia in the last days of life in the ED. Most relevant issues are
presented under three main themes | Fig. L More details on coding
are presented In Tahle 1,

1 rinekyc

communication about care
in the last days or hours of

Comfort and needs
assesiment in the Last days

of life

agnasis omd grogross comcerning the last days or hours of
life

Aspects concevning diagrasis ond derminology  [demtification of
the clinical situation covered elements related to the acute clinical
presentation (spmptoms and signs) and the presence of advanced
disease criberia. Mention to respiratory and circulatory symptoms
and signs were prepanderant,

“respiratery and cardlsvascslar severe dhesfunciions” (ME, 26]

aaall "wwith Chieymie-Srokes reipieatery iarmerm, intenporsing poriods of -
ava with prrigds of apoea™ (R 1910,

“Termimal cochecis, Rigd position chamcteriatic of ndvawcad dementia”
(MR 108)

Drespite a high Functional Assessment Staging Tool score this was
rarely explicitly mentionsd, Specific criteria of advanced demen-
tia were only rarely indicated, while “terminal henrt failure” (MR
146) and “termming! r'clm]'l;&flum' [MR 4] represented some of the
Identified criteria of other ssociated advanced comorbidities.

Diagnosia concerning the critical state of the patient and s as-
sociate terminalogy were diverse, Terms like “terminal™ and “end
of life” were found in the majority of ME, while the specific des.
ignation of last days ar hours of life were only twice mentioned as
“rereminal patient, probalile i the Last howrs of life™ (MR 200) and
“paitient in an apomizing sare” (MR 30},

Frognesis and communication of pregnosis Prognostic registry
disclosed the expected clinical deterloration and high risk of prox-
imity e death, Most MR referred only Sprogrosis” inegrated in
the context of signs af clinical deterioration, reinforced by shart
expressions as “had 157 (MR 69, MR 93, MR 118, ME 168,
MR 190, “had evolutior™ (ME 45, MR 113), reserved progrosis”
(M7, MR 30, ME 42, ME 94, MR 113, ME 124, MBE 133, MR
135, ME 139, ME 150, MR 168, MR 172, MR 181, ME 186, MR 192,
MR 193), "probabie fatal citcome” (MR 53, MR 71, MR 93). Longer
expresshons were present, for exanyple “very sesereed pragiecls, with
w Migh visk of anfivorable evalition and shori-term cardiac arrest”
(MIE 166).

LExplicit prognosis communication to other members of the
healthcare team was absent while communication to family and
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caregivers was usually present, in strait relation to prognosis, This
communication addressed thuse who were cantacted

“the p.uf.nm!.'s climical situaiton aad reserved pmgrmﬁi.s were dis-
cussed with e fanly present (sor and grandson) who urdersiond”
MR 165);

or attempted to be contacted “m attenmpt was made fo comtact
e dnr.ghrcr 23 tdcrm'wnc &) irr;unn feer q,l'rhu:' p.uri:-urk corritan,
without suceess™ (MR 158);

aned often mentioned the digree of understanding by Family
memiber of the gravity of the clinical situation perceived by the clin-
ician I communicated @ very reserved proguosis fo the fewily, whe
wrnderstond” (MR 1135

anad that Family wisits were facilitated T will contact the davgfier,
explarn the crutions prognosis and plam o vist for this moraing” (MR
ad).

Goals of care, medicol decisions and communication obout
care i the fost days ar hoars of life

Discyussion of gorls of care gnd diecision moking References
abioit goals af care were diverse, None directly mentioned the
patients” underlying values or priorities, Implicit information was
presenk:

“buichprosml skird, fusctisna stutus and dicisian o e [t Aospitafization
aiready dirousied with famiby e conndprea™ (MR 154);
“aker dYeeusbng dherapentic objectiver with dhe patient’s dasghter exclurve

P IDamlic Irsrmienl was aecicled ™ { MR 401

There was n0 information about previous advanced care planning,
Dieciston making was frequently referred te as “team discussed,” in
redation o discussion af goals of care and treatment decisions,

“We dleciifed as a leswr o priovitine the bet ssppartive cre” (MR 158)
Maore specifically, peer andior mulidisciplinary discusions oflen
iz hded internal medicine senicr phymetins, Wfer dfsrusien with o e
pipskohan, given dhe mutiple adwinced orpank drsfimonions, we decided to
susgerl NIV (R 1250
amd intereive cane colles pres "Thacsasian etk o callsapee from i bedenme
Care Unir, sgreeing thar, groew the comorfiidiler of the patient wif bigh
Jussctisnal fragility; rhere i s bowpic ou imiaisive support* (MR BE)

The inclusion of Mursing professionals in these discussions was
never r.ﬂ|1||n:|1.

Lrifferent designations concerning poals of care af the last days
ar hours of life were present, namedy: “palliative cee” comferr
care,” “exchesively symptomatic treatment,” “mupportive care” and
less frequent “conservative treatment” (MR 33, MR 34, MR 65,
ME 74} These desigrations were frequently applied to decision-
msaking. aften followed by a lacdk of improvement with the tren-
ment of potentially reversible causes. The attitudes they were
associated with were essentially those of withdrawal or withhold-
ing. Deslgnations were presented as equivalent terms and focused
exclusively on spmptom control,

Factors af decisian making Old age, global health stataz and per-
Tormance measures were considered, “Givers thar i 5 o patien
with bow fumctivnal reserve and a kigh degree of dependence, it wis
dvcided to priovitize comfart core” (MR 2000

as well ax podential benefit of the dimscal infervention. like dagnostic best-
g, invasive measures and tresiments, “the benerir of being invanve, dofng
v sests and eadicatiog witk autilvolics is wery debions” (MR 541

Also, reversibility or lack of clinical response to treatment of the
case of climical dstenaration was Eroq_u:nll}' mentiamsd, “Thene

1 I [
¥ O Fraw

Sara Vieira Silva =t ai.

wid Ao improvensenal in the pemeral condition Jof the patiend], with
the meeasures instituted. Exclusively symptomatic rentment was
decided” {MR 7).

Spacific life sustaining treatment declsions - Withiold and with-
drow Life sustaining measures were nt regarding treatment
Himitation, “ro indication for ercalating care” (MR 10, MR 39, MR
111, WK 1200 and the benefic of withhobding or withdrawing spe-
cilic measures, Diagnosis imvestigation, clinical procedures, inva-
sive life suppoart, resuscitation and use of some d:ugs WETE S{HTE
of the mentioned measares. Most MR inchuded S nod reswescitare
(ONEY" and “ne fadication foe mon-instsive vemtilation” (MR 107,
MR 110, MR 155, MR 181}, “ne indicition jor thrombolysés™ (MR
93], “mo indication for starting aplihiotice” (MR 67), “haemadialyzis
dizcantinrarion” (MR 73] or “nom-fmasive wertilarior m.spcmunn"
(MR 86, ME 125),

Coamfart and meeds essecimant in the log! days of life

Comfart assessment

Comfort assessnsent was shortly recorded as the patient’s state,
described as Tomfortaie” (MR I, MR 15, MR 23, MR 48, MR 54,
MR 56, ME 71, ME 75, MRE 108, MBE L0, ME 121, MR 177, MR
191), “ralne™ (MR 56, MR 75, MR 95), with “ro sigrs of discongfors”
(MR 927, MR 105), ‘demies pain, dyipaoea or respivastory discongfort”
(M 23) o, when with eompromised combort, as “groans and local-
izes pair” (ME 27), "very complivining. uncomfortaine gromns” (MR
i), PAINAD 8 = severe pm’ﬂ" (MR 53] and 'j'rﬁdypncl'c wirh sign;qf
sufferimg” (MR 53], These descriptions were recorded sporadically
by doctors at different times during the visit to the ED. References
to comifort assessmient Tarely came up during the Grst observa-
than, would sormetimes come up before the application of symptam
comiral measures amd never systematically after their application,

Beferrol to o specialized palifotive core team Refermal 1o a
specialized palliative care team was found oocasionally, Reasons
recorded included the assessment of palliative care needs, support
for decision making and, muost frequently, support for care man-
agement, 'ud.mjrmd'_lﬁ'rr mgwdzi.ug care Bngdimr with ¢he Pal'l'éariw-
care deaw” (MR 7o, MR 116}, Notes on the need for palliarive
care occurred during the initial assessment in the ED, or after an
untavaurable evolution andfor multidisciplinary discussion. The
autcome of the referral for PC was not specified in the MBs and no
patient wis assessed by o speclalized team in the ED, or no notes
were Lk if that occurred,

Discwssion
Key findings

Wost af the 'puti:nl': ME {n = 146, T2éa%) had no explicit redf-
erence to the kentification of the last days of life. This suggests
either low recognitbon of this clinlcal simation, which might com-
promise proimpl implementation of adequate quality care measares
for end-od-life, or, reflects ED cubture where :v:lTlhi:ng s fast
pnmd... induding; clinical notes tAlci:nF, c-.v.]:ecinll:.' rega.rdhg end-
af-life care, which calls for a more descriptive. and hence, longer

fexl.

Dipgnesis and prognasis conoerming Hae dost deys or fowrs af
life

Diagnases relating to the patients critical condition were gener-
ally recorded, which probably indicated the doctor’s concern to
div s, The terminology used to describe the associated prognosis
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were diverse, Terms such as “termimal™ and “end of life” were fre-
quently mentioned and seem to be used somehow as equivalents
to the situation of the last days or hours of life, This inconsistency
af terms ks not desirable, An active attitade to diagnose and do so
correctly is recommended (Des-Manghana et al. 2021). The use
af validated instruments for this purpese can be an added value
fCardoma- Morrell and Flillman 201 5; Walter et al. 2001).

In additien, the frequent use of verbal communication in the
comtext of EL, a8 demaonstrated by Currie e al (Currie et al. 2003),
may contribute to and partly explain the imited recording of this
situation. Prognastic registry disdosed the expected clinical deteri-
aratbon. Contrary to recommendations (van der Steen et al, 2004),
mltidisciplinary clinical identification of the last days of Life and
ils communication 1o other members of the healtheare team were
not registered in the patients’ notes. However, communication
B fnr.nﬂ:.' aned ur{-gll.rers. was usually present, in stralt relathon o
POogInEis,

Gools of care, mediced decisions amd ommerniation ebout
core it the fosd days or hoors of Mg

Rather than the discussbon of geals of care with the patient and
the family, the analysis of the MR suggests that family communica-
tian focuses an communicating the prognosis and pramoding their
presence at this critical moment. which are only two of the impar-
gant measgres in end-of-Hfe care (van der Steen et al, 2014} Paticns
information, including demographic, clinical amd social data, was
previowsly dentified as the most needed information in the ED
¢ Ayatollahi et al. 2013; Reddy and Spence 2008] and this is normally
abtained by asking patients andor thelr relatives (McEnight et al,
T0MH ; Reddy and Spence 20080, Furthermore, even if there i infior-
mation recarded in the MR regarding ACP and patient's decisions,
often those notes can be averlonked by pther professionals, which
may reflect the realities of data fragmentation in EDs and hospi-
nal wards, Infarmation and registration breakdowns can increase
the risk of communication Filures with potential adverse effects
on patients{ Hertzum 2014).

A even whien there has been some advanced discussion ahout
patients’ decisions, it nurms out that MR of the advanced or end-of-
lite stapes of dementia can be averlooked by other professiomals,
which may reflect the fragmentation of data sharing in emergency
departments and hospital wards.

Al dnvalvement of sentor phiysicians in these discsssions was
recorded, however, that was not the case for nurses, a8 recon-
mended in the [ferture (van der Steen et al. 2004).

ﬂ'pe-:iﬁn: communication/discussion aboud gnlls of care and
medical declsbons with family members was absent in all MR, This
is notewarthy because, nod enly, moest af the patients didn't present
with an advanced care plan, bat also, because the recommended
madel of shared-decision making implies active and ongoing dis-
cusshon with surrogate and famlily deckslon makers about goals of
care [MeGlinchey etall 2023 van der Steen et al. T014). In fact, it is
a pracess that should always be reviewed when there is a significant
change in health status [MoGlinchey et al. 2023; van der Steen ot al.
214}k MR are II'I:¢'I:.' 1o b of better quall.l]r If imctudi ngl nformatin
about preferences of end of life care (Sulmasy et al. 1996) since this
can facilitate betber access 1o the patient’s perspective, greater con-
gruence in care and reduce the burden an the u.rep'\'rr:t] Fnuben
ctal, 2014],

Our findings suggest that decision making notes reflect the
ghobal bealth status and performance of the patient as well as
the potential benefit of the clinical intervention. The reversibil
ity or lack of dinical response to treatment were alen considersd,

rline by Fran

“Hyese criteria ane in line with the reconumended focus being on the
patient’s best interest achieved with a primary goal of maximization
of camfort [van der Steen et al. 3014} Communication abouat PC
and end-of-life care that can provide comfort care would reassare
and combort families, prevemt their misunderstanding and guilty
feeling of "giving up” on the patients.

Terms with probable equivalent meaning were present, :.3
“pafftative care” m-n_ri:r: cre,” Sexcluslvaly symptonsaric in .
“pupportive oare” and eonserwativg treatmemt” This is selevant

because specilic features of the EDY care, such as task complexity,
high speed healthcare delivery, frequent transfer of care between
providers, multiple Interruptions, high turnover of patients, and
sanetimes dealing with unknown or comiphex cases, makes this
Lypi ol care prone to errors (Fattahi et al. 2023 ) Incorrect use of
medical terms might increase this risk of mistakes. Use of standard
I::rrmn.nlng:,r can improve d.arlt:.l oof record and eventually comtinu-
ity of care, Also considering in the ED a specific set of essential
outcomes for the best care of the dying person, as recently pro-
posed by iLIVE(#ambranoetal. 3025}, could improve care throagh
standardization of clindcal aspects of care, er.prmllnp; patient, fam-
ity and healthcare professional’s experiences, This internatianal
Delphi study and consensus meeting composed a 14-item core
outcome set: i address pain, bo address anxiety, to address respira-
tory symphams, by ensure that family and friends have unrestricted
access b the patient, to address the fear of death, o give the pos-
sibdlity 1o say poodbye, o recognize and disouss the dving phase,
tir recluce suffering, to ensure dignity and respect. to ensure acoess
b compebent health prufrjuonals and to their continuous suppart,
e provide compassionate cane, to make the patient and the fam-
ily feel beard and understood, 1o respect the patients autoneay,
preferences and wishes and to provide quality of death and dying.

Withhald and withdrawal of life sustaining treatments were

the maln treatment declsions present in the MR, Recording these
decisions seems useful and probably promotes better leam com-
munication and care since access 1o high quality data at the ED can
be extremely impartant to improve quality and prompiness aof care
Chyatallahi et al, 2003; Hakimzada et al, 2008),

Comfart and needs assessment in the lost days of life

Few referenoes 1o the patients state of comfort were noted,
Palliative care needs assessment and palliative care suppart for
decision making were also only sporadically recorded. Emphasis on
palliative care in the MR were almast always related to help support
and organize further end-of-life care, and sot so much in facilitat-
ing decision making or anticipating suffering, as propesed in the
literature {MeGlinchey et al. 202%; van der Steen et al. 20014). In
fact. support for decision-making should focus an how the patient
can be supported 1o make their own decisions and, if this is mot
possible, support families in their role as proxy decisson-makers
{Scholten and Gather 2008).

Srudy stréndgli ond lmitelions

Thee maim slrcﬂgth is that this is & real-world study based on ED
MR I inclodes climical poetes related o the identification of last
days ar hours of life, goals of care definition, communication and
caring at the end-of-life of patients with dementia in the ED.

A limidtateon ks that this is a single-centre study, but the biggest
limnitation is that the analysis is restricted to information pecorded
in the MR which reflects formally documented interactions and
discussivns. There is o possibility of knowing what else, if any
thlng, was ever discussed and with wham, The ME does not Ful'l:.I
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represent actual practice. The Llimited time and facilitning condi-
tions of registration in the ED) can prevent the proper recording
af clinkcal assessmient, discussion and d.e.;isim-ma'kimg., as well as
the application of pallintive measures. This does not exchude that
all the steps were not carried owl, nor does recarding them con-
firm thiat they were, Future research into the quality of care coubd
invalve complementing the analysis of the quality of the records
with ather indicators, both clinical and of the satisfaction of those
involved, wsing qualitative research methods, such as interviews
and focus growps. Ultimately it wouald be desirable bo develop a sys-
tematic tool with commaon nomenclature to be wsed widely, and
even Internationally, with proper translation and validation,

Final considerations

Tor cur knowledge, this is the first qualitative stedy on end-of-life
care provided in the ED o patients with dementia in the kst days of
life. Caring for patients with dementia at the end-of-life in the ED
is .:Iu.'llenglng W iedrn Silva ot al H)125), F'mrrq:und udrqu:le clim-
ical idemtification of the last days or hours of life is mandatory to
provide the best care during this period (MeGlinchey et al, 2023}
MR shoald reflect this in the ED. Owur analysis of the MR of the
dying patients with dementia in the EDemerged with limited iden-
tification of this clinlcal situation and poor registration of aspects
af communication and shared decisbon making. Just because this
type al note taking is nod prioritised, does not mean that cenver-
satsons and discussions do not take place with all whis should be
invalved in patient care. Family invalvernent and multidisciplinary
team discussions ane considerad key measunes and are in line with
the patient’s best interest, especially when there is significant cogni-
tive impairment {van der Steen etal. 2114 ). The dynamic nature of
the ED care might benefit from more complete and accurate doc-
usnentation of the care processes (Liaw et al. 2002). Additionally,
appropriate use of medical terms and accurate record of goals of
care and treatment might benefit end-of-life care. Consideration
may be given to using a specific set of essential outcomes to better
care for the dying persen in the EL,

Further studies focusing on understanding which specific
themes concerning best care in the last days or hours of life of
patierits with dementia, and how those should be recorded in the
ED MR should be of great use to add 1o the evidence,

Competing interests.  All amhors have no Ineresis o disclose.
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CHAPTER 7

End-of-life care for patients with dementia in the emergency department
— Reflexive Thematic Analysis of the perspective of healthcare

professionals
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This chapter describes a qualitative study using semi-structured focus groups and reflexive thematic
analysis aiming to explore what are the perspectives and experiences of emergency department
healthcare professionals about end-of-life care for patients with dementia in the emergency
department. Five main themes were produced 1) the cultural context and perceived place of
patients with dementia in the emergency department and in society; 2) the person with dementia—
their dignity and multidimensional needs; 3) end-of-life care in the emergency department -
managing uncertainty, setting goals, and meeting specific care needs; 4) conditions for supporting
the palliative care needs of patients with dementia at the end-of-life in the emergency department;
and 5) ethics and moral distress of health professionals in caring for patients with dementia at the
end-of-life in the emergency department. These perspectives help clarify on how emergency
department care responds to the palliative care needs of end-of-life patients with dementia.
Healthcare professionals indicate that they perceive limited awareness of dementia in the emergency
department, but still recognize that the emergency department's response is essential to meeting
some of the needs of patients with dementia at the end-of-life. They simultaneously find it difficult
to recognize the limitations of the emergency department in safeguarding dignity and point out the
conditions necessary to enable it, emphasizing the ethical and moral suffering they face when

institutional constraints prevent the provision of adequate care.

129



130



JOURNAL OF PALLIATIVE MEDICIMNE
Valume 00, Number 00, 2026

bary Ann Liebart, A Part of Sage

i@ The Authoris)

DOl 1011 77/1096621826 1441207

End-of-Life Care for Patients with Dementia in the Emergency
Department—Reflexive Thematic Analysis of the Perspective
of Health Care Professionals

Sara Vieira Silva, MD,"* Manuela Bertao, MD,' Carla Teixeira, PhD,* ® and Barbara Antunes, PhD®

Abstract

Background: Patients with dementia at the end-of-life frequently visit the emergency department. These visits
can be distressing for patients and families and challenging for staff.

Aim: To explore the perspectives of emergency department health care professionals about end-of-life care for
patients with dementia in the emergency department.

Design: Qualitative study using semi-structured focus groups interviews (n = 23). Interviews took place in-person
after recruitment via a contact person and were transcribed verbatim. Reflexive thematic analysis was used.
Setting/Participants: Physicians, nurses, and health care assistants who regularly work at the emergency
department of a tertiary hospital.

Results: Participants’ views on end-of-life care for patients with dementia in the emergency department produced five
main themes: (1) the cultural context and perceived place of patients with dementia in the emergency department and in
society; (2) the person with dementia—their dignity and multidimensional needs: (3) end-of-life care in the emergency
department—managing uncertainty, setting goals, and meeting specific care needs; (4) conditions for supporting the
palliative care needs of patients with dementia at the end of life in the emergency department; and (5) ethics and moral
distress of health professionals in caring for patients with dementia at the end of life in the emergency department.
Conclusions: Health care professionals identify strengthening dementia awareness, implementing structured
training programs, and improving the physical environment and care models within emergency departments as
key priorities for practice.

Keywords: dementia; end-of-life care: emergency department: health care professionals

Key Message emergency department can be distressing for patients and
families and challenging for staff.>* Care in this setting,
frequently includes rapid decision-making, aggressive
disease-modifying therapy.* long waiting times, lack of com-
munication,” bright lights, and constant noise, all which con-
strain the care provided, specially to vulnerable populations.
Specifically, patients with dementia present an increased risk
of delirium, falls, cognitive and functional decline, readmis-
sion, and death in emergency department visits.** This sug-
gests that the emergency department may not be the best
place to properly care for these patients and attend to their

Emergency department health care professionals identified
key priorities for improving end-of-life care for patients with
dementia. These include raising awareness of dementia
among hoth the public and health care staff, providing struc-
tured training, and improving the emergency department
environment and care models.

Introduction

O ver 55 million people worldwide live with dementia at
present’ and by 2050, this number is expected to reach
139 million.! Attendance of end-of-life patients in the

specific needs. However, the literature shows that visits to this
setting by patients with dementia are high®* ' and tends to

increase at the end-of-life.'*'*!%!% Furthermore, patients
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with dementia at the end-of-life have a high prevalence of pal-
liative care needs during emergency department visits,”"
with uncontrolled symptoms and recent functional decline
being some of the most frequently identified needs.*' While
the presence of comorbidities, neuropsychiatric symptoms,
previous hospital transfers, and rural living are factors associ-
ated to ED visits of patients with dementia at the end-of-
life,** infections and neuropsychiatric symptoms are the most
frequent reasons of ED admissions.? Still, despite the compli-
cations mentioned, some authors point out that ED can be
considered as an opportunity to identify gaps in care of
patients with dementia at the end-of-life. > % In this setting,
access to palliative care seems to be scarce, and the barriers
are identified at different levels,” including among professio-
nals themselves.™ Nevertheless, intervention studies in ED
have shown positive results, ™ *?*** but it remains to be
established which methodologies for integrating CP can work
best. Overall, the needs of these patients can generate high
expectations in patients and families regarding ED care and
its professionals. It is unclear whether the response to these
needs is already secured or can be provided in the context of
the ED. The present study aimed to explore the perspectives
and experiences of emergency department health care profes-
sionals about end-of-life care for patients with dementia in the
emergency department.

Methodology
Design

We drew on an interpretivist/constructivist paradigm™ to
explore what the perspectives on and experiences of health
care professionals with end-of-life care for patients with
dementia in the emergency department, while recognizing the
importance of researcher experience and background in such
interpretations. We conducted semi-structured focus groups
interviews and followed the six-step approach proposed by
Braun & Clarke. ™ We present this article in accordance
with the RTARG checklist*® (see Supplementary Appendix
SAlL).

Setting

We proceed to an exploratory study focused on a single
center at a university tertiary hospital in Porto, Portugal,
which serves a population of 650,000 inhabitants with a
polyvalent emergency department, 24 hours a day, 7 days a
week. Care is provided by a medical team organized in rotat-
ing units—most physicians work in the emergency depart-
ment once a week. and nurses, and health care assistants’
teams work on a daily basis.

Participants

Inclusion criteria were working in the medical area of the
emergency department for at least once/week, providing fre-
quent care for patients with dementia (more than one patient
with dementia in each emergency shift) and having more than
two years of work experience in the emergency department.
The characteristics identified for sampling included profes-
sion and experience and, to the extent possible, age and gen-
der, resulting in a predetermined sample size of 6-10
participants per group. To recruit participants from each one
of the three professional groups, one staff member (a

VIEIRA SILVA ET AL.

physician, a nurse, and a health care assistant in leading or
management positions) was a “contact person,” informing
colleagues about the study and identifying possible candi-
dates. Eligible professionals who showed interest in partici-
pating were contacted by the principal researcher (S.V.5.).

Data collection

We conducted semi-structured interviews following a topic
guide developed by the principal researcher (8.V.5.), a speci-
alized physician in internal medicine with expertise in pallia-
tive care and emergency care. It was then discussed with the
other members of the research team and reviewed by another
experienced qualitative researcher (JR) at the Unidade Local
de Satide Entre Douro ¢ Vouga. Regarding the research ques-
tion, the final topic guide version comprised three main
topics:

1. patients with dementia at the end of life and respec-
tive palliative care needs,
il. current care for these patients in the emergency
department,
iii. opportunities and barriers to address the palliative
care needs of patients with dementia at the end of life
in the emergency department.

Two researchers (5.V.5., JR) piloted the topic guide in two
interviews, leading to slight amendments (see Supplementary
Appendix SA2). The same two researchers conducted the
three focus groups at the point to which no new themes
emerged. Interviews were undertaken at the participants’
workplace between June and July 2024 and lasted between 60
and 90 min. Additionally, each interviewee was asked to com-
plete an anonymized and standardized form to collect socio-
demographic and professional data.

Focus groups were digitally volce recorded, transcribed
verbatim, and anonymized, with field notes taken.

Data analysis

Data analysis followed the Reflexive Thematic Analysis
Reporting Guidelines,™® utilizing NVive® version 15, toqual-
itatively explore the perspectives of health care professionals.
Considering our clinical and research experience, this allowed
us to better explore the complex perspective of health care
professionals, from their knowledge to their experiences.

Two members of the research team (S.V_5. and M.B.) inde-
pendently reviewed the transcripts and derived themes from
the data. Consensus coding was developed with both
researchers coding the same transcripts and comparing them
during regular meetings. Themes were then generated by their
shared meaning around a central concept. During the whole
analysis process, we gathered feedback from the other mem-
bers of the research team, and differences in coding and devel-
opment of themes were further analyzed until consensus was
reached.

Ethical issues and approvals

All participants provided written informed consent. The
study received approval from the Unidade Local de Sadide de
Santo Antdnio Ethics Commission and Review Board [refer-
ence number 2023094 (083-DEFL/075-CE)).
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Results

We conducted three focus groups: one with physicians
(1= 8). one with nurses (i = &), and one with health care assis-
tants {n =T}, for a total of 23 emergency department professio-
nals. The majority were female (n = 18, 78.3%) with a mean
age of 37.0 years. They presented a mean of 9.8 years of emer-
gency department work experience, and the majority had no
training in palliative care (n = 13, 56.5%) (Table 1). Although
all professionals had significant emergency department work
experience and acknowledged frequently working with
patients with advanced dementia in the emergency depart-
ment, none of the assistants had any palliative care training,
unlike all the physicians, who had, mostly, basic training, as
did 25% of nurses. Five main themes emerged: (1} Cultural
context—place of the person with dementia in society and in
the emergency department: (2) The person with dementia; (3)
Care of the person with dementia at the end of life in the emer-
gency department; (4). Conditions to support the palliative
care needs of the person with dementia at the end of life in the
emergency department; and (5). Moral distress in the care of
the person with dementia at the end-of-life in the emergency
department. The themes. subthemes, and categories derived
are presented in the Supplementary Appendix SA3. Ilustrative
references to thernes and subthemes are presented in Table 2.

Theme 1: Cultural Context—Place of the Person with
Dementia in Society and in the Emergency Department

The prevailing perspective of health care professionals is
that society in general, and the emergency department in par-
ticular, are largely unaware of the reality of patients with
dementia. The natural history of dementia, the needs of these
patients, and care demands are generally unknown.

“This often comes as a surprise o the family. In other words,
it"s the first ime they ve heard that dementio can be a termi-
nal illness™ (P1)

Caregiving experiences, whether by family or professio-
nals, shape caregivers’ knowledge and capacity. Health care
assistants note that the (mis)treatment of patients with demen-
tia at the end-of-life in the emergency department reflects
broader societal attitudes, including assumptions of impaired
relational capacity and loss of identity.

“Well, because dementia is considered: “Oh, he has demen-
tia. . .put him aside.” It's true: “He doesn’t know what he's
suying, he's put o the side a bit.” “We waste tme with some-
one who doesn’t know where they are, don’t know what they
want?” It's true, it's a reality we live in woday in the emer-
gency department.” (H1)

3

Most respondents noted that the fast pace of life limits care-
giving and drives patients with dementia to the emergency
department, with hospital, remaining the dominant perceived
place of death.

“It"s a cultural issue, nobody has tme. | lately we have never
seen so many patients with dementia as end-of-life social

cases that stay in the ED7 (N1)

Respondents viewed the emergency department as unsuit-
able for end-of-life care of patients with dementia due to its
curative focus, linking this to risks of overtreatment and dis-
placement from the community, while nurses stressed that
care 15 overly hospital-centered and patients with dementia
are routinely deprioritized.

“I think these patients don't get the priority they deserve
because “they're at the end of their lives and destined o die,
so let’s treat others that are for investment™.” (N1}

Physicians noted that dementia is often not recognized as
terminal, affecting end-of-life care. Respondents from all
groups reported that cognitive changes and memory limita-
tions may protect the patient from the suffering they experi-
ence. On the contrary, severe psychomotor agitation often
leads to the almost normalized use of physical restraints.

“Unfortunately, society still can’t Tully grasp the need o
restrain someone.” (H2)

These perspectives reflect a broader unawareness, and at
times invisibility, of patients with dementia in the emergency
department, reinforcing the sense of non-belonging and the
belief that the emergency department is ill-suited to their care,
potentially causing more harm than good. Community-based
care 15 considered the most appropriate form of assistance for
these patients.

“I think it will never be the right place for these patients”.
N2)

Surprisingly, all professional groups acknowledged that
the emergency department offers opportunities to identify
advanced disease and palliative needs, facilitate communica-
tion with families and caregivers, and establish goals of care
for patients with dementia.

“But {in the emergency department) you have the opporiunity
i identify a patient and their symptoms.” {P2)

Finally, not only is the emergency department often the
patient’s gateway into the health care system, but all profes-
sional categories recognize that the emergency department is
a place for direct care. especially for comfort during the man-
agement of physical symptoms and to address some of the
caregivers’ needs.

TasLE 1. Socio-DEMoGRAPHIC OVERVIEW OF THE INTERVIEWEES

Physicians Nurses Healthcare assistants

Characteristics fn=_§) m=8) m=7)
Female (%) 5(62.5) 7 (87.5) 6 (85.7)
Age, mean (range) 39.5(33-48) 326 (32-42) 340 (25-44)
ED work experience in yvears, mean (range) 14.1 (9-22) 9.5 (4-200 5.1 (4-1
Training in Palliative care (%) B (100) 2(25.00 L]

Basic level 6 (80 2100y

Advanced level 2(20)
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TaeLk 2. [LLosTRATIVE REFERENCES OF THEMES aND SUBTHEMES

Themes and siwbihemes

MMusrrarive references

Cultwral context—place of the person with dementia in
society and in the emergency depariment

The person with dementia, their essence amd needs
Digmiry and identity

Multidimensional suffering and needs

Care of the person with dementia at the end-of-life in the
emergency department
Dealing with uncertainty and defining goalks of care

Prowiding erd-of-lifie cane

Conditions to suppoit the palliative care needs of the person
with dementia at the end-of-1ife in the emergency
departmient

Moral distress among health cane profiessionals caring for
the person with dementia at the end-of-life

CThis efren covrees s @ surpatse fe e fomdly I orher word,

ir's e fiesr tiee they ve beard thear desentio can be g
terminal ilness”

“F Hiedak de will rever Be the fghr place for these parenis”

Y Thee meisrrearment ) verbal, somettmes 05 nod fust verbal,

ir's prhvsieal, Belng naked, wearlng thoze rransprarent robes
on wonten, whe are sometimes nins and have thelr breasis
exposed becasse they 're seni-Transparent. Haose
tramspecrent green robes_. s defunmeanization.
Diefumandzation exiers o o dn eoergeney roosis "

“even I ey are pol aware of what is happeatng, tey hear,

respond, 1ee.

T wender iy bs really the end--life epleode, because

they are very stolar.. and we all par the dabel of torally
dependent... we are always looking for (reversible
certenes L. And § ik we all Turve this angilsh s olils
really the Jase telp and sleoidd T rake core of this as end-a-
life care... orum?™"

“Tir these patients we have o plve doulle the airention,

donble e calm and doidde the parience”

“Hawing the faorly there aied eovbng somicane wihe could..

and thar's where T ihing we falled @ Tov._ger re the person,
saving a word, wderiianding i the partent and the family
reed anvifung, Commanioation.”

“Bur what worrdes ws ell, T ofelak, and §er leasr alwava bave

theis werry, {5 whether Do seally making the right claice?
There are Hores wien D soee Ui the most correct person
bre vl workd, It there's always thar mouenr wien §
wamder ( shis s really the lasr epasode, and i P dedng
everyiilng right and seving 05 over here.”

“ewrergency depariment) f's the enrry pednr (o the
Teealtheare system ). ” (HI)

“Yes. (In the emergency department we provide) Comiort,
hydration and hygiene. Body care.” (H4A)

“Yes, symptom controd, despite everyvthing. . .5 may not be in
the mast effective time, bat we evemually get there, We con
trol the agilation; we contral the pain. . we mamage 1o involve
the Famaly™ (NI}

Theme 2: The Person with Dementia, Their Essence
and Neads

Dignity and identity

I boith prses ansd health cane agsistamts” growps, the perspec-
twve on dignity is based on each person's ahility to relate o
others. For patients with dementia at the end-of-life, who fre-
quently experience communication and relationship limitations,
their dignity is embsodicd in the human presence and cane, by
the health case profiessionals and family—by not being alome.

“Because [as family members complain] “wy father died
adwne, my mather died alone, [eanldn s be wirk er”. That™s
inhumane.” (H2)

These two professional groups demonstrate ambivalence

regarding their wnderstanding of dignity in patients with
demientia, specifically, whether living can be considered the

same as existing. They attribute dignity as external to the per-
son amd not as intensic W the patients with dementia at the
end of lifie.

“They {patients with dementia) can’t commumicate, they mr
lomger recognize themeelves, they often don’t even speak to
their family members, and from then on, they can also
beceme mewe dependent on self-care in daily life. And we
el up wandering what are the benefits™ (M2)

Phiysicians seem to mncorporate the idea of dignity as stem-
mibing fromn how patients with dementia are treated—the lan-
puage used, how their body is cared for. They suggest that
dehumanization is the amtithesis of digniry and that the dignity
of life of paticnts with dementia a1 the end of life depends on
their ability to relate o others, w0 oommmunicate and of self-cane,

“{The mistreatment} verbal, scmetfinmes 11's mot just verhal,
it's physical. Being naked, wearing those transparent robes
on wimmen, who are semetinees muns amnl have their breasts
expased because they ne semi-lransparent, those transparest
green mabes. . Is dehumamization. Debumanization exists a
kit imemergency raems” {F3)

Muftidimensional suffering and needs

All three groups identify suffering of patients with demen-
tia at the end of life as multidimensional. Ata physical level.
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cating-related problems stand out due to their frequency and
complexity of approach.

"Eeting v always evervone s biggesi profdem.” (P1)

Aspiration, weight loss, and pressure wleers are high-
lighted, and all groups recognize the total dependency of these
patkents. Health care assistants focus on behavioral issues,
nurses and physicians on fragile inerpersonal relationships,
while all value family invelvement—assistants for managing
agitation and feeding; nurses for supposting the patieni-
family relationship; and physicians for addressing complex
family communication and representing the voice of the
patients with dementia.

“I often ask family members if they ve ever talked about
what they want® And the answer is always a surprise. ‘Mo,
but why would anyone ever sk (Fd)

Recognition of spiritaal needs appears wo be almost exclu-
sively centered on the impomance of religion and its disregard
in the emergency deparmment, particularly among physicians.

“The adiver isswee Bas io do with religion, becawse [ think we
are alvo there bo facilitate religious support, e we offer end
up ignoriag ir.~ (P35}

The health care assistanis emphasize the importance of
continuing 1o see the patient a8 a person and acknowledging
gratitude. Murses stress the importance of adapiing the meas-
wres instituted o the condition of advanced discase—aquality
af life as the priesity.

“even if they are mot aware of what is happening, they hear,
respond, see. 7 (H4)

“Muost of the time., they "re affectionale because we b them
around and they put their hands on oar waist, grab car arms. [
think it"s 2 way of showing grattude.” (H7)

Theme 3: Care of the Person with Dementia
at the End-of-Life in the Emergency Department

Dealing with uncerfainty and defining goais of care
Physicians explicitly acknowledge uncermainty, linking it to
prognosis and decision-making. Emergency depariment con-
straints—time pressure, limdted patient communication, scarce
information, and lack of advance care planning—exacerbate
this. while family expectations o “do everything”™ increase
pressure, often leading o defensive decisions to do more.”

“I womder if this is really the emd-of-life episode. becanse
they are very similar. .. and we all put the label of teaally
dependent. . we are always looking for (reversible causes).
Amdl 1 think we all have thas anguish “1s this really the last trip
and shoubd 1 take care of this as end-of-life care. . . or not 7™
P2}

Murses believe that uncemainty is amplified by the lack of
clear decisions from physicians. They emphasize the need to
define goals of care to adapt and avoid disprogonionate care.

“Sometimes complelely unpecessary procedures are per
formed. Blood cultures, for example. It's a stuggle.
{Physicians need 10) Decide once and for all whether i invest
awr nat. . because if net, Il stick a catheter in, and, and. . ™
(N3

They suggest the implementation of identification proto-
cols, some even decision-making protocols. However, they

5

do ot propose a method of person-centered care and shared
decision-making. For health care assistants, uncerainty is
directly related 1o the inerpretation of the behavior of patients
with demientia_

Prowviding end-of-iife care

All growps agree that patients with end-of-life dementia
have profound communication limitations, total dependence.
positioning needs, and frequent feeding difficulties. At the
same time. they consider that recognition of these needs is
lowy and that responses from the ED are inadequaie; they
emphasize the impontance of sufficient professional time and
availahility b meet these needs.

“Tar these patienis we have to give double the atlention. dou
ble the calm amd double the patience™ (H4)

Physicians emphasize that o effectively manage these
patients, they must be profcient in identifying the often-
challenging cnd-of-life sitwation. This group, along with
nurses, highlights the importance of having a maore dedicated
area of the emergency depamment for caring for patients with
dementiz—cealm environment, privacy, and rained professio-
nals are key features.

“Area dedicafed to optimizieg e care provided o pofienis
with termingl dementia. Ard the dedicated team assigned o
thix ared should Bave minimem traimng for this.” (P4)

Murses siress that it is beneficial 1 review unnecessary
therapeutic proposals. especially invasive procedures, and
that adequate ireatment of agitation must be ensured, mini-
mizing siations of physical constgain.

“There must be a review of treatments and there must be o

unpmecessary and invasive mursing procedures.” (M4)

All professional groups recognize that paticnts with
dementia an the end of life in the emergency depanment bene-
fit from family suppont. Health care assistanis add thar hurman
contact from professionals is as imporant a8 comfort and
biody care.

Theme 4: Conditions to Support the Palliative MNeeds
of the Person with Dementia at the End-of-Life
in the Emergency Department

Professionals simultancously present the perspective that
patients with dementia at the end of life in the emergency
depanment cannot see their dignity respected, and the condi-
tbons that the emergency depaniment should have to safegeard
their dignity.

“Dving in the emergency depariment is oot dignified. . but

there are sitnations that are not avoidable amd that we cannol

offer mare. . " (P3)

Whether for decision-making or communicating amd car-
ing, exwra time 15 considered essential. Greater awareness
ameng families and beter conditions w allow family pres-
ence, and especially greater knowledge among emergency
depariment professionals about these patients and their needs.
i highlighted.

“Having the family there and having someone who
could. . and that’s where [ think we failed a lod. . .go b the
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persom, saying o ward, undersianding if the patient and the
family need anything. Communication.™ (N1}

More competent professionals are needed, with appropeiaie
attitudes and communication skills.

“In-hespatal palliative care teams will likely have o consider
the need far increased emergency room response.” (P11

Finally. a greater response from community care, before or
after the use of the emergency depariment. is highlighted by
phiysicians and nurses.

“And maybe if this home support in the community work
ad. .. because | knew that in some places it exists. .. maybe
those patients woaldn't need to go to the emergency room as
much. Mayhe they wouldn't end up here.” (N4)

Theme 5: Moral Distress Among Emergency
Department Health Care Professionals Caring
for the Person with Dementia at the End-of-Life

The need for ethical consideration and the moral distress of
profiessionals thar arises “when one knows the righe thing o
do, but institutional constraints make it nearly impossible o
pursue the right course of action,™ emerged across practi-
cally all topics covered i all focus groups. Because the
human experience cannot—and should not—be separated
from the professional role, sockery™s understanding of end-of-
life and death, and the suffering it evokes in those who accom-
pany it appears to be a key, cooss-cuiting factor contributing
i professionals” moral distress.

“[think it's a lot, not just because of the work, but because of
fear of getting involved or because of . all of us who face
death "M

The awarcness that it 15 impossible to respond to every sii-
wation with the same quality, combined with the understand-
ing that empathy fluctuates, reinforces concerns that paticnts
with dementia may not always be teated with full dignity.
The arising process of dehumanization is seen as inevitable,
even defensive, by some, while others say it must necessanly
b countered.

“Dehumamization exists—ihere’s the igmoring, the looking
ahead, we go down the hallway and don’t want 1o see what's
gring om hecause theres a patient there screaming. - Ahsolulely,
hut whal I mean is thal somelimes we have 1o realize that there's
a man there pulling on the IV line. . . it's up &0 us o imtervene™
{F2}

More spocifically, decision-making is the most challenging
aspect listed by the group of physicians. Managing uncemainty,
fear of harm, limited altermatives, and the need o monitor pro-
gress, compounded by the cmergeney department”s Llimited
response tme, ane the main cawses of disiress identified.

“But what warries us all, I think, and I at least always have
this worry, is whether I'm really making the night chaice?
There are times when I'm sure I'm the most carrect person in
the waorld, but there's always that moment when 1 wonder &f
this 15 really the last episode, and if I'm doing evervihing right
and saying it's over here.” (P3)

Health care assistants report disiress when using physical
restraints despite protective intentions, frusiration at feeling
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undervalued by other professionals, and the ongoing paycho-
logical burden of working under such conditions.

“It breaks my beart o have 1o resirain them.” (H5]

“Because there's a certain lack of credibility among nurses
amd assistants, because [ speak for myself; I'm not there just
to help pateents urinabe. . we're the ones who have 1o call the
murses becanse that person isn't well ar. 7 (H35)

Ko where s the paveledogical supgoer forne " (HG)

Discussion

This exploratory analysis of the emergency professionals”
perspectives on dementia end-of-life care revealed five key
themes. The way society views dementia suggests that people
liwing with it are often mizsunderstood and do not clearly it
inbe places like emergency departments or even wider society;
this emerged in one theme named "Cultural context—place of
the person with dementia in society and in the emergency
depariment.” Dignity is understood through interpersonal
relationships and weatment, while suffering is recognized as
miultidimensional. End-of-life care in the emergency depart-
ment poses challenges in managing uncertainty, defining
ooals, and addressing specific care needs. Professionals navi-
gate a dual perspective, recognizing both the emergency
depantment's limitations in safeguarding dignity and the con-
ditiens pequired o enable it Across all groups, ethical consid-
crations  and moral distress emerge  when  institutional
constrainis hinder provision of appropriate care.?

While the emergencey department is often seen as unsuitable
for paticnts with dementia at end-of-life, professionals
ackiowledge thar these patients frequent]y presem with signif-
icant needs. This perspective is aligned with the reality that the
hospital is the main place of death in many developed coun-
tries™ and emergency depaniment visits by paticots with
dementia at the end of life have increased "' %1% Raicing
awareness and fostering environments that promote positive
behaviors woward patients with dermentia have been identificd
as important srategics. ™ Furthermore, the transfer of end-of-
life care for patkents with dementia to community seiiings, as
sugzested by respondents, is already recommended for this
popalation. ™ Regardless, the emergency depanment can play
a fundamental role in determining the goals of care of patients
with dementia, in discussing prognosis and initisting palliative
care 42 g]] of which are central aspects of end-of-life care.

The wnderstanding of dignified weatment for patients with
dementia in the emergency departneent appears  diverse,
encompassing both intrinsic and exirinsic aspects. Lindwall
et al** reviewed perspectives on dignity in clinical peactice and
emphasized its recognition theough respect, acknowledgment.
and suppontive community contexis. Inthe emergency depart-
mient. health care professionals perceive the needs of paticnis
with dementia as multidimensional, with feeding and eating
difficultics posing challenges, consistent with findings by
Sharma et al** linking dementia severity to caregiver distress
during mealiimes. The family emerges as a key pariner inend-
of-lifie care for patients with dementia in the emergency depant-
mient, requiring special attention in communication. This is
consistent with previeus evidence™ that insufficient support
for Farmilies may compromise the quality of end-of-life care.

Interestingly. uncenainty was acknowledged by all groups
of health cane professionals and as a multidimensional reality
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in end-of-life care for patients with dementia i the emer-
geney departiment. Uncertainty was assumed in the extablish-
ment of prognosis by physicians, in how o cane aeoording 1o
goals of care by purses, and the understanding of what
paticnts feel and think by health care assistants, This perspec-
tve seems quite in line with the concept of 1ol urcernminny
previously descrabed by Etkind e o, namely, the multidimen-
sional experience of unpredictability in serious illisess.
cncompassing disease, health eare, relational, and existential
domains® Uncertainty has been associated with increased
resource ulilization and bigher rates of burpowt® Proper
identification of the often-challenging end-of-life simation
and a madel of person-centered care and shared decision-
making are recommended 3T Addresaing beter end-of-life
conditions i the emergency depariment was also empha-
spzeed. Proposals include education and commiunication rain-
ing a previously secommended *¥ improving  physical
conditions, with an emphasis on prvacy, silence, and a calin
civwironmenl, and inproving corganizational aspecis a8 access
1o information, developing specific protocol for identifying
andlor reatmient of patients with dementia an the end of life,
pevchological support, and prios and early referral 1o pallia-
tve care. Complementary and ivtegrative palliative care
approaches in the emergency department have yielded posi-
tive results, ™ although with uncertainties about the best mod-
els. Finally, the securring reference throughout the interviews
1o the mvoral distress of professionals deservies our attention
aied is known™55 1 benefit from an approach 1o SUppon pro-
fessionals i the different levels ar which this suffering anses.
Strategies o improve person-centered care and shared
decision-making are expected to help support health care
paofessionals,

Strengths and limitations

The group of professionals imerviewed shane extensive
experience working in the emergency depantment and has
diverse traiming in palliatve care, which mirrors many emer-
gency depanments. The researchers. with experience i both
these contexts, Facilitated reflection and subjectivity analvsis
of their perspectives. There are also limitatons, namely the
Fact that this is an analysis of a single center, possiblely -
cnced by the local coliural context entber in terms of the
patiem population and the aititudes and practices of the health
care professionals. In addition, the recnitment methodology
in which the contact person may have suggesied cerain iier-
locutors based on prios knowledge of some of thewr perspec-
tives, and also there is a known sk of professional aisd social
bizs on the part of professionals who may tend 1o present a
false positive image. Finally, respondents used their owndef-
nitioas about patiems with dementia and end-of-lifie.

Coneluslon

The perspectives of emergency departiment professionals
reflect a broader context of Limited awareness of dementia and
a perception that patients with dementia do not fully belong in
the emergency department. Nevertheless, ensergency depart-
ment resources ang essential and can provide important oppor-
tamaties 1o addiess some end-of-life peeds of these patients.
[respite structural amd organi zational constraints, it is essen-
tal 1o enswre an appropriate place for patients with dementia

7

in the emergency depanment at the end of life. Priosines for
practice mclode raising awareness of densentia i society
theough greater general knowledge abour patients with this
dliszase but also greater recognition by health care profissio-
nals of their needs at diffesent stages, including ar the end of
lafie. At the same tie, consideration should be given o unple-
meiting structured training programs for health care profes-
siomals and improving the physical environment and care
miodels in emergency seevices. Applyving the Plariion Role™
“doing unto patients as they would want done wnto them-
selwves” can guide more person-centered sesponses. Closer
coordination with families, cormmunity services, and pallia-
tve care leams is also critical 1o ensure contimuity and quality
af care. Finally, systematic supgport imechanisims are needed to
address and mitigate the moral distress experienced by emer-
gency depantment professiomals in providing emd-of-life care
for patients with dementia. 'We believe that these perspec-
tives, although limited to the opirions of different professio-
nal groups within a single ED, point wo possible interventions
o impeove the quality of care provided 1o patients with
dementia at the end-of-life. These resulis haghlight a potential
appertunity for imtervention in this particelar ED while also
supporting the rationale for futuee multicenter investigaiions.,
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CHAPTER 8
Discussion: main findings, limitations, implications for practice,

education, policy and future research. Conclusions.
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This thesis addresses the palliative care needs that patients with end-of-life dementia present in the
emergency department, the capacity of the emergency department and its professionals to respond
to these needs, and what healthcare professionals consider necessary to improve in order to provide
better end-of-life care. This section discusses the main findings of the overall work conducted,
rather than each study (as this has been done in each individual paper), its limitations, explores the
implications of our findings for practice, education and policy and ends with considerations for

future research.

Discussion

The aim of this work was to assess the responsiveness of the emergency department to the palliative
care needs of end-of-life patients with dementia, focusing on the perspective of emergency
department healthcare professionals. For this, we proposed to achieve the following objectives:

1. to conduct a scoping literature review on the emergency department, use and responsiveness to
palliative care needs of patients with dementia in the end-of-life, focusing primarily on emergency
department visits, opportunities, and barriers to palliative care;

2. to assess the prevalence of unmet palliative care needs and reasons for visits to the emergency
department by patients with dementia at the end-of-life;

3. to assess potentially avoidable visits to the emergency department by patients with dementia at
the end-of-life and the prevalence of potentially inappropriate diagnostic and therapeutic measures
performed in their last days of life in the emergency department, to help identify gaps in end-of-
life care;

4. to evaluate aspects of care provided to patients with end-of-life dementia in the emergency
department, specifically the identification of their last days of life, measures for implementing end-
of-life care, and aspects of communication between healthcare professionals, patients, and family
members;

5. to explore the perspectives and experiences of emergency department healthcare professionals
about end-of-life care for patients with dementia in the emergency department, including how they

respond to those palliative care needs and what do they think and feel about that response.

Main findings

To date, we have not identified any published studies that specifically address emergency care for
patients with end-of-life dementia and their palliative care needs. In our scoping review(1) we only
identified 8 studies(2-9) that include patients with end-of-life dementia and directly but only in

general assessed palliative care needs, with a plethora of measurement tools used, suggesting
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significant rates of palliative care needs among patients with dementia and in comparison, to other
oncological or non-oncological conditions. Even though emergency department visits are usually
considered a low-quality indicator of end-of life care(10, 11), our main findings reinforce that
patients with end-of-life dementia often visit the emergency department and represent one of the
main diagnosis of patients attending this service. More frequently, patients with dementia visit the
emergency department in the last months of their life (57.8% of the visits occurring in the last three
months of life) and, according to our findings, with a high prevalence of unmet palliative care needs
(78.2%). This was higher than published studies, from 18.3%(11) to 33.6%(4). No previous
studies have specifically addressed which unmet palliative care needs are more common. In our
research, uncontrolled symptoms stand out as the most frequent unmet palliative care need of
patients with end-of-life dementia who visit the emergency department, followed by recent
functional decline, in addition to frequent visits to the emergency department itself. Although we
did not find a clear association between the presence of unmet palliative care needs and frequent
visits to the emergency department (p = 0.47), the main reasons for using the emergency setting,
dyspnea, dementia-related behavioural changes, and falls, reaffirm uncontrolled symptoms and
recent functional decline as the most frequent reasons for using the emergency department, while
also revealing themselves as likely relevant unmet palliative care needs. Also, our analysis on the
potentially avoidable emergency department visits of patients with dementia at the end-of-life
revealed 85.3% of prevalence of unmet palliative care needs, significantly greater than patients with
nonavoidable emergency department visits. Overall, these findings suggest that assessing and
responding appropriately to unmet palliative care needs, such as constipation or dementia- related
behavioural changes, may contribute to reduce avoidable emergency department visits. Strategies
as advance care planning, access to specialist medical advice and a mobile emergency response have
been suggested to help prevent potentially inappropriate emergency department visits (21-23).
Furthermore, based on our analysis on the presumably inappropriate use of diagnostic and
therapeutic measures in patients with dementia at the end-of-life that visit the emergency
department, we can expect additional harm secondary to these measures. The 83.5% prevalence
of presumably diagnostic and therapeutic inappropriate measures is impressive, while early
identification of poor prognosis and defining therapeutic limits seem to contribute to a lower
probability of these inappropriate measures. Together this knowledge is relevant to integrate with
the perspectives that healthcare professionals have on how emergency department care responds
and can respond to the palliative care needs of end-of-life patients with dementia.

Based on our reflexive thematic analysis of the emergency department medical records of patients

with dementia in the last days of life, the scarcity of direct references to the identification of the
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last days of life suggests either low recognition of this clinical situation and/or, reflects emergency
department culture where everything is fast paced, including clinical notes taking, especially
regarding end of-life care, which calls for a more descriptive, and hence, longer text. Either one
might compromise prompt implementation of adequate quality care measures for end-of-life(12)
in the emergency department. The records reflect the medical concern with diagnosis of the
patient’s critical condition, poor prognosis and communicating of this to the family and caregivers.
In fact, rather than the discussion of goals of care with the patient and the family, the analysis of the
medical record suggests that family communication focuses on communicating the prognosis and
promoting their presence at this critical moment. This is noteworthy because, not only, most of
the patients didn’t present with an advanced care plan, but also, because the recommended
model(13) of shared-decision making implies active and ongoing discussion with surrogate and
family decision makers about goals of care. Withhold and withdrawal of life sustaining treatments
were the main treatment decisions present in the medical record. Recording these decisions seems
useful and probably promotes better team communication. Few references to the patient’s state of
comfort were noted. Palliative care needs assessment and palliative care support for decision
making were also only sporadically recorded. Emphasis on palliative care in the medical record
were almost always related to help support and organize further end-of-life care, and not so much
in facilitating decision making or anticipating suffering. Ultimately the terminology used to describe
cither the associated prognosis or palliative care were diverse. Terms such as “terminal” and “end
of life” were frequently mentioned and seem to be used somehow as equivalents to the situation of
the last days or hours of life which was also verified with “palliative care,” “comfort care,”

» o«

“exclusively symptomatic treatment,” “supportive care” and “conservative treatment”. This
inconsistency of terms is not desirable. Use of standard terminology can improve clarity of
record(14) and eventually continuity of care.

Finaly, the perspectives of emergency department healthcare professionals indicate that they
perceive limited awareness of dementia, particularly in the emergency department, but also more
broadly in society. They question whether these patients fully belong in this setting but recognize
that the emergency department’s resources can play an essential role in meeting some end-of-life
needs. In addition, healthcare professionals identify families as essential partners in end-of-life care
for patients with dementia in the emergency department, emphasizing the need for special attention
to communication. Furthermore, emergency department healthcare professionals navigate a dual
perspective, recognizing both the limitations of the emergency department in safeguarding dignity

and the conditions required to enable it. Throughout the process, they point out that ethical

considerations and moral distress(15) arise when institutional constraints prevent the provision of
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appropriate care. As key priorities for practice, emergency department healthcare professionals
indicate raising awareness of dementia, implementing structured training programmes, and

improving the physical environment and care models within the emergency department.

Limitations

In addition to considering the limitations of each study in the respective chapters, it is important to
consider the main limitations that may have affected the research. First, it is important to bear in
mind that research aimed at the responsiveness of the emergency department to palliative care needs
of patients with dementia at the end-of-life, and it included studies that indirectly assessed these
patients. We choose to base this analysis on the perspective of emergency department healthcare
professionals, both retrospectively, through their records, and through a qualitative assessment via
thematic analysis of their opinions. We consider the perspective of healthcare professionals essential
in the approach to patients with dementia in the emergency department, but we understand that it
is naturally complementary to the perspective of the patients themselves, their families, and
caregivers. Secondly, the assessment of palliative care needs of patients with dementia at the end-
of-life, reasons for emergency department visits, and diagnostic and therapeutic approaches was
based on a retrospective analysis of the medical records. The nature of the registry in medical
records in the emergency department is particularly challenging, usually combining records from
different professionals in a short space of time, with little time for the actual writing-up process.
These records are naturally concise and, we must admit, may omit several aspects that are
considered in clinical practice but are not systematically recorded. However, this methodology
sought to reflect what is recorded and performed in the emergency department in the care provided
to patients with end-of-life dementia. Thirdly, the analysis focused on the records of a single
emergency department and the professionals who work in that same emergency department. As a
polyvalent emergency department operating 24 hours a day, every day of the year, it attends to
countless end-of-life patients with dementia daily. The complementarity between the registry in
the emergency department medical records and the perspective of the professionals from the same
department seemed relevant to us, giving prominence and substance to the data originating from a

single center.
Implications for practice, education, policy

The recognition of the frequent use of the emergency department by patients with dementia at the

end-of-life, with significant palliative care needs, highlights the relevance to respond to these needs.
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Emergency department healthcare professionals themselves point to areas of intervention that
should be considered priorities.

Firstly, the widespread unawareness in society in general and in the healthcare context specifically
about the patient with dementia is something that needs to be addressed and changed. Literacy
campaigns at different levels should be considered. In society in general, campaigns should raise
awareness about people with this disecase and demystify it. For patients and their caregivers,
campaigns also should focus on their empowerment. And finally, for healthcare professionals it will
be important to increase skills in recognizing patients with dementia, their needs, and the necessary
responses. On the other hand, it is essential to improve the organization of healthcare for this
population and respond to their palliative care needs, when possible and appropriate, at home and
in the community. This must be coordinated with a more harmonious and better articulated access
and response from emergency services when these patients can truly benefit from them. In this
way, we can expect health gains through effectively improving the response to the palliative care
needs of patients with dementia at the end-of-life and protecting them from the potential harm that
avoidable emergency visits and the verified use of inappropriate diagnostic and therapeutic means
represent for them.

Finally, recognizing the opportunity and responsibility that emergency department represent now
and will likely continue to represent in the future, for patients with dementia at the end-of-life, the
approach and care provided in these services would benefit from improvements in this same
context. Thus, in the emergency department, it is important to have readily available relevant
information about the patient's health status and main care circumstances, relevant to facilitating
the identification of the end-of-life condition, the patient's preferences and advance decisions, their
care proxy, if identified, or who best represents them(16). To correctly integrate this information,
assess needs, and respond to them, emergency service healthcare professionals probably should be
trained in providing palliative care, at least at a basic level, so that they can identify needs and
respond promptly(17). At this level, it will be also important to have adequate coordination with
specialized palliative care for patients with more complex needs(18). Shared decision-making
model, widely proposed and advocated in end-of-life care(13, 19), should also be reinforced in
emergency services. Aspects of quality communication with patients, family and caregivers, and
among the team are essential tools for better decision-making and for providing care and support.
The clinical record should, in a structured manner and with more careful use of medical terms,
reveal the main aspects of identifying the clinical situation, assessing needs, decision-making, and
the provision and organization of care. To improve conditions of the emergency department itself,

more time for care and better conditions for physical comfort, with the possibility of sharing care
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with family and caregivers, are identified as relevant. Very few studies addressed direct intervention
of palliative care in end-of-life care in the emergency department(18, 20), but it may be beneficial
to integrate all these aspects of palliative care into an articulated and specific approach model for
end-of-life care for patients with dementia in this context.

Last but not the least, given the need to care for patients with dementia at the end-of-life in a high-
pressure environment such as the emergency department, the ethical and moral distress recognized

by professionals must be acknowledged, and responses to support them must be organized.

Future research

In line with the expected growth in the prevalence of dementia, alongside the increase in the
population aged over 65 years old(21), and the importance of the emergency department in
responding to the palliative care needs of this population, we identify areas of study and research
that would benefit from further development. Advance care planning has been recommended(13),
but the best strategies for development, implementation, adjustment, and access to information in
the emergency department lack models for their proper establishment. Strategies that facilitate the
identification of patients with end-of-life dementia in the context of the emergency department and
the potential benefits of organizing a specific approach for these patients in this setting have not yet
been defined and deserve to be studied in terms of their benefits and possible models. Perhaps the
development of specific guidelines for the identification and management of these patients in the
emergency department could benefit from a discussion with experts using the Delphi methodology,
complemented by a multicenter study on possible approaches. Research on the best models of
palliative care(22), such as palliative care consultation or integrated palliative care-emergency care
(18, 23), in the context of the emergency department should be developed, particularly through
intervention studies. Strategies should be studied that provide greater support for the ethical and
moral suffering of emergency department healthcare professionals who care for patients with
dementia at the end-of -life, both in terms of prevention and follow-up. Finally, all these lines of
research and care development to respond to the palliative needs of patients with dementia at the
end-of-life in the emergency department should include studies that incorporate the perspective of

the patients themselves and their caregivers.

Conclusions

The perspectives of emergency department healthcare professionals reflect that the emergency
department resources are essential and can provide important opportunities to address some

palliative care needs of patients with dementia at the end-of-life. More specifically, they indicate
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that it is important to strengthen an adequate response to patients with dementia at the end-of-life
who use the emergency service and who can truly benefit from care in this context. They favour
prioritizing care that is focused on the right place and the right care. This implies aspects of improving
care for this population upstream and downstream of the emergency department and in the
emergency department itself. At the emergency department, a comprehensive model for dealing
with patients with dementia at the end-of-life stands out, from identification to the organization of
care - from oxymoron to standard of care of the patient with dementia at the end-of-life in the
emergency department. In this approach, palliative care is central, and it is essential to develop its

better integration in this context for patients with dementia at the end-of-life.
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CHAPTER 9

Personal reflection
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After completing this thesis, I hope to have contributed to greater clarity on the fundamental
question that guided it: how can care be provided in the emergency department to better respond to the
palliative care needs of patients with dementia at the end of life? The concern at the root of this issue
accompanies me as a person and as a physician who seeks to support these patients in this context
and who feels the responsibility to do so well.

My clinical experience as a physician who works weekly in the emergency department since the last
17 years is inseparable from the research produced and presented in this thesis. One could consider
this a conflict of interest, I hope not. I believe and I have attempted to overcome this with a
retrospective analysis model, without direct intervention, but directly to what emergency
department healthcare professionals think about this question. The methodology applied sought to
adopt a form of analysis based on the researcher's experience, not as a prejudice, but as an
enrichment. And I believe I have experienced this enrichment in two ways. Firstly, through a
relevant means of helping to clarify and, eventually, intervene in the concrete improvement of the
quality of end-of-life care provided to people with dementia in the emergency department—
through the perspective of its professionals. They are irreplaceable actors in this scenario, with
assumed responsibility and with an unparalleled ability to recognize needs and the true essence of
these patients’ care. Our research confirms that these patients frequently visit the emergency
department and with very significant palliative care needs. Their place in this setting must be
reclaimed. Healthcare professionals recognize this and are in favour of taking advantage of the
opportunity to meet their needs in the emergency department. In fact, the main entrance to the
emergency department, one of the main points of access to medical care, should be open to these
patients and prepared to provide them with appropriate care. I emphasize the importance that
healthcare professionals recognize the need to improve conditions that favour the provision of care
that respects the dignity of these patients, recognizing their special vulnerability. I also highlight the
need that professionals themselves feel for support for their moral and ethical suffering, inherent in
providing care in such challenging circumstances, but also often aggravated by shortcomings in the
context of the emergency service. Palliative care emerges as the necessary response to be organized
in the emergency department. Identification of the end-of-life situation, palliative care needs,
communication, shared decision-making, impeccable symptom control, and support for the patient
and family are the recognized elements. Effective models for approaching and implementing
palliative care in the emergency department for patients with end-of-life dementia are yet to be
defined. However, training in palliative care, even if basic, for most healthcare professionals
working in emergency departments, as is already recognized as necessary in other contexts, is

probably one of the priorities.
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Secondly, in addition to the knowledge that I hope this research has contributed, the transformation
[ have experienced, both professionally and personally, is undeniable. The opportunity to reflect
daily on the issues in this thesis and my daily clinical practice have influenced each other. My own
awareness of the reality of these patients, which I realized was so limited in general, has grown. The
identification of these patients, the recognition of their vulnerability and their needs, and the search
for better ways to respond to them, I think, has also grown. Dignity as a starting point, which must
be recognized as inherent to these patients, but also as a point of arrival, as a goal that must be
respected. This is what I fundamentally understand to be the main objective of the response that
must be sought. Palliative care, I believe, is the way forward.

Finally, having the opportunity to gather perspectives, reflect, and share clinical practice with
healthcare professionals has increased the responsibility I feel in wanting to find a better response

to patients' needs, but also for professionals, a response that better supports and fulfils them.
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a Prospect of Transplantation? Prospective Study from a Portuguese University Hospital and
Transplantation Center. GE Portuguese journal of gastroenterology, 30(3), 204-212.
https://doi.org/10.1159/000522172

Vieira Silva S, Santos M, Alves ], Freire E. Better Care in the End of Life Project. RPMI
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2024 Reviewer fo BMC Palliative care
What helps or hinders effective end-of-life care in adult intensive care units in Middle Eastern

countries? A systematic review, March 2024
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Paliativos. October 2024, Aveiro
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Investigacao da APCP, Viana do Castelo, November 2023

Best Poster Award: Abordagem da Insuficiéncia Cardiaca Avangada: a experi¢ncia de uma
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Medicina Paliativa da Sociedade Portuguesa de Medicina Interna, September 2017, Porto

Approaches managing dyspnea in chronic respiratory disease and heart failure — the clinical experience
of an intra-hospital palliative care team. IX Congresso Nacional/8° Congresso IPO Porto

Cuidados Paliativos, October 2018, Porto
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End-of-Life Dilemmas — Bem Cuidar no Fim de Vida Project: the experience of a university hospital.

30° Congresso Nacional de Medicina Interna, May 2024, Vilamoura
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Como Ajudar Quem estd Morrendo? course, Associagado Humana Vida e Humana Palavra, Ana

Claudia Quintana Arantes, 2020 (e-learning)
Strategies of Effective pain management course, Pri-Med Institute, April 2020 (e-learning)

Chronic Complex Illness End-Of-Life Care course, End Of Life Essentials, April 2020 (e-learning)

173



Emergency Department End-Of-Life Care course, End Of Life Essentials, April 2020 (e-learning)
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Prevalence (y( palliative care needs qf patients with advanced dementia who resort to the emergency
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Pain Assessment in Patients with Dementia in the Medical Department. Barbosa AC, Vieira Silva S,
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Functional limitation in patients with advanced liver disease—a palliative need that should not be
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Bem Cuidar no Fim deVida project - proposal for patients in their final hours or days of life Vieira
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Pain in an Intra-hospital Palliative Care Support Team: assessment, recording, and outcomes. Alves, J;
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IP, May 2018, Leiria
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J; Rente, J; Mirra, J; Santos, M; Barbedo, I; Vieira Silva, S; Bertio, M; Freire, E. III

Jornadas do NEMPAL — Integragao dos CP no trajeto da doenga, February 2020, Porto
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26° Congresso Nacional de Medicina Interna, August 2020, Braga

Farental grief — case study. Alves, ]; Mirra, ]; Santos, M ; Vieira Silva, S; Freire, E. 8% Jornadas
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