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Resumo 

 

Introdução: 

A abordagem no serviço de urgência centra-se numa resposta urgente a uma necessidade de 

cuidados agudos, e baseia-se numa atuação com necessidade de tomada de decisão rápida e 

terapêutica agressiva modificadora da evolução da doença. Tal facto pode ser um desafio para 

populações vulneráveis em cuidados de fim de vida. À medida que a prevalência de doentes com 

demência aumenta em todo o mundo, também as visitas destes doentes ao serviço de urgência 

aumentam. O compromisso cognitivo e funcional, com capacidade limitada de expressar 

necessidades, com imobilidade progressiva e disfagia, são sintomas comuns e podem estar presentes 

no fim de vida dos doentes com demência e relacionam-se com necessidades relevantes de cuidados 

paliativos. Estes cuidados têm sido recomendados para os doentes com demência no fim da vida. A 

sua integração no serviço de urgência para esta população, embora desejada, ainda é 

maioritariamente insuficiente.  Os profissionais de saúde do serviço de urgência estão na linha da 

frente a atender estes doentes e a responder às suas necessidades, e a sua atuação é determinante 

nos cuidados prestados. No entanto, dada a escassa evidência, é necessária maior compreensão das 

necessidades que os doentes com demência em fim de vida apresentam no serviço de urgência, assim 

como a capacidade de lhes responder. É 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 serviço de urgência e sua capacidade de 

resposta às necessidades de cuidados paliativos dos doentes com demência em fim de vida, com foco 

principal nas visitas ao serviço de urgência, oportunidades e barreiras à prestação de cuidados 

paliativos, e determinar o conhecimento atual sobre os cuidados prestados a essa população no 

ambiente do serviço de urgência; 

 

(2) determinar a prevalência de necessidades não atendidas de cuidados paliativos dos doentes com 

demência que utilizam o serviço de urgência no fim da vida e os motivos dessas visitas; 

 

(3) avaliar as visitas potencialmente evitáveis ao serviço de urgência por doentes com demência em 

fim de vida e a prevalência de medidas diagnósticas e terapêuticas potencialmente inapropriadas 
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realizadas nos seus últimos dias de vida no serviço de urgência, para ajudar a identificar lacunas nos 

cuidados de saúde; 

 

(4) explorar a identificação da situação de últimos dias de vida dos doentes com demência no serviço 

de urgência, avaliando também as medidas implementadas de cuidados de fim da vida e identificar 

os aspetos da comunicação entre profissionais de saúde, doentes e familiares;   

 

(5) explorar as perspetivas e experiências dos profissionais de saúde do serviço de urgência sobre os 

cuidados em fim de vida dos doentes com demência no serviço de urgência, incluindo como 

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

 

Métodos: 

Primeiro, realizámos uma revisão 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 demência que visitavam o serviço de urgência. As bases Medline, Web of Science, Scopus, Scielo e 

APAPsycInfo foram pesquisadas sistematicamente a partir de 1990, utilizando palavras-chave e 

vocabulário controlado que representavam os termos “necessidades de cuidados paliativos”, 

“doentes com demência” e “serviço de urgência”.  A literatura cinzenta foi considerada e consistiu 

na pesquisa no Google Scholar e em resumos de conferências sobre saúde. A pesquisa manual foi 

realizada com base em bibliografias de revisões anteriores. A pesquisa foi atualizada pela última vez 

a 19 de fevereiro de 2024. Para serem elegíveis, os estudos tinham de incluir doentes com demência 

em fim de vida, definidos como aqueles que estavam presumivelmente nos últimos 12 meses de 

vida. Todos os tipos de demência foram considerados. A deficiência intelectual não foi considerada. 

Seguimos as recomendações metodológicas do Joanna Briggs Institute para scoping reviews e o 

Protocolo de Itens Preferenciais para Relatórios de Revisões Sistemáticas e Metanálises ou 

Protocolo de scoping reviews. Dois revisores independentes realizaram a triagem preliminar dos 

títulos e resumos. Os artigos elegíveis foram identificados e a leitura do texto completo foi realizada 

pelos mesmos revisores. Os dados foram então recolhidos, compilados e resumidos. Realizámos 

uma análise de conteúdo dos estudos seguindo a abordagem de 7 etapas: 1. Edição do material, 2. 

Leituras livres, 3. Construção das unidades de análise, 4. Identificação do núcleo de significados, 5. 

Consolidação de categorias, 6. Discussão de tópicos e 7. Validade. A avaliação crítica dos estudos 

incluídos foi realizada de acordo com o Gough Weight of Evidence. 
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Os restantes estudos e análises desta tese basearam-se na realidade dos cuidados de saúde em 

Portugal, onde existe uma cobertura universal de cuidados de saúde a nível nacional (incluindo tanto 

o continente como as ilhas). Os cuidados paliativos especializados são organizados em hospitais e 

em contextos de cuidados comunitários. A maioria dos hospitais públicos oferece algum tipo de 

cuidados paliativos especializados, mais frequentemente sob a forma de uma equipa intrahospitalar 

de consultores em cuidados paliativos. Também existem equipas comunitárias especializadas de 

cuidados paliativos, mas a cobertura varia a nível nacional. Os cuidados paliativos básicos são 

assegurados pelos cuidados de saúde primários; não existem hospices públicos. A formação em 

cuidados paliativos não é obrigatória para os profissionais de saúde, mas tem-se tornado cada vez 

mais comum nos currículos pré e pós-graduados dos diferentes grupos profissionais. 

 

Em segundo lugar, realizámos um estudo retrospetivo unicêntrico, num hospital universitário 

português com um serviço de urgência polivalente com atividade 24 horas por dia, 7 dias por 

semana, para avaliar a prevalência das necessidades não satisfeitas de cuidados paliativos em doentes 

com demência em fim de vida. Foram considerados os doentes com diagnóstico confirmado de 

demência que faleceram neste hospital entre 1 de janeiro e 31 de dezembro de 2021.  As suas visitas 

ao serviço de urgência nos 12 meses anteriores à morte foram analisadas; mais de quatro visitas 

neste período foram classificadas como utilização frequente do serviço de urgência. A ferramenta 

Palliative Care and Rapid Emergency Screening  foi utilizada para rastrear as necessidades não satisfeitas 

de cuidados paliativos. Como outcomes secundários, identificámos e avaliámos a frequência e as 

principais razões para as visitas ao serviço de urgência no fim da vida e avaliámos a associação entre 

as necessidades não satisfeitas de cuidados paliativos e a pertença ao subgrupo de utilização frequente 

do serviço de urgência. 

 

Em terceiro lugar, estudámos as visitas potencialmente evitáveis ao serviço de urgência por doentes 

com demência em fim de vida, através de um estudo retrospetivo realizado no referido serviço de 

urgência português.  Incluímos doentes com diagnóstico confirmado de demência que faleceram 

entre 1 de janeiro e 31 de dezembro de 2021 neste hospital e que visitaram o serviço de urgência 

nos 12 meses anteriores à sua morte. A prevalência de visitas potencialmente evitáveis ao serviço 

de urgência por estes doentes foi avaliada através da aplicação dos critérios de Cornillion, bem como, 

as suas principais razões 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 possíveis relações entre variáveis independentes e as visitas potencialmente evitáveis 

ao serviço de urgência. 
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Em continuidade, estudámos o uso de medidas potencialmente inapropriadas em doentes com 

demência que recorrem ao serviço de urgência nos seus últimos dias de vida. Para isso, realizámos 

um estudo retrospetivo no mesmo hospital português. Foram incluídos todos os pacientes com 

demência avançada (functional assessment staging tool ≥6) que faleceram nesse hospital em 2021, até 

72 horas após recorrerem ao serviço de urgência. Foram analisados os registos médicos do serviço 

de urgência. Foram consideradas medidas potencialmente inapropriadas diagnósticas e terapêuticas. 

As medidas de controlo sintomático foram definidas pela prescrição de opióides, butilescopolamina 

ou medicamentos psicotrópicos. A análise foi realizada utilizando o teste exato de Fisher para 

explorar os fatores associados. 

 

De seguida, realizámos uma revisão qualitativa retrospetiva dos registos médicos do serviço de 

urgência para explorar as notas clínicas relativas ao doente com demência nos últimos dias de vida 

que recorre ao serviço de urgência e que faleceu no hospital. Seguiram-se os seis passos propostos 

por Braun & Clarke: 1) familiarização com os dados, 2) geração de códigos iniciais, 3) pesquisa de 

temas, 4) revisão de temas, 5) definição e nomeação de temas e 6) elaboração do relatório. O estudo 

foi realizado no serviço de urgência português mencionado anteriormente. Os doentes com 

diagnóstico confirmado de demência que faleceram entre 1 de janeiro e 31 de dezembro de 2021 

foram elegíveis, desde que tivessem recorrido ao serviço de urgência nos seus últimos 7 dias de 

vida. Todos os registos médicos eletrónicos do serviço de urgência foram analisados 

cronologicamente, desde a data da morte até aos últimos 7 dias de vida. Revimos o registo médico 

do doente, elaborámos os resumos descritivos e selecionámos excertos anonimizados relevantes 

para o objetivo por um investigador, com verificação pelos outros autores. A análise temática 

reflexiva foi utilizada para explorar qualitativamente as questões e eventos-chave em torno dos 

cuidados de fim de vida prestados no serviço de urgência a pacientes com demência. Desenvolvemos 

as seguintes perguntas como ponto de partida para a análise: Os médicos conseguem identificar os 

últimos dias de vida? De que forma é que os médicos comunicam a outros profissionais de saúde, 

pacientes e familiares quanto aos últimos dias de vida e questões relacionadas, e registam isso no 

processo clínico do doente? Que medidas de cuidados – nos últimos dias de vida – são registadas 

pelos médicos? A análise foi realizada manualmente por dois investigadores que reviram os códigos 

e os temas de forma colaborativa. 

 

Por fim, explorámos as perspetivas dos profissionais de saúde do serviço de urgência sobre os 

cuidados em fim de vida dos doentes com demência no serviço de urgência. Realizámos um estudo 
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qualitativo utilizando entrevistas semiestruturadas com grupos focais (n = 23), um de médicos, um 

de enfermeiros e um de auxiliares de saúde, todos eles a trabalhar regularmente no referido serviço 

de urgência. A versão final do guia temático compreendeu três tópicos principais: 1) doentes com 

demência em fim de vida e respetivas necessidades de cuidados paliativos, 2) cuidados atuais para 

estes doentes no serviço de urgência e 3) oportunidades e barreiras para abordar as necessidades de 

cuidados paliativos de doentes com demência em fim de vida no serviço de urgência. As entrevistas 

foram realizadas por duas investigadoras até ao ponto em que não surgiram novos temas e 

decorreram presencialmente após o recrutamento através de uma pessoa de contacto. A análise dos 

dados seguiu as Reflexive Thematic Analysis Reporting Guidelines utilizando o NVivo® versão 15, 

considerando as seis etapas propostas por Braun & Clarke: 1) familiarização com os dados, 2) geração 

de códigos iniciais, 3) pesquisa de temas, 4) revisão de temas, 5) definição e nomeação de temas e 

6) produção do relatório. Dois membros da equipa de investigação reviram independentemente as 

transcrições e derivaram temas a partir dos dados, detalhando códigos descritivos indutivos ao 

marcar frases ou palavras semelhantes das narrativas dos profissionais. O consenso sobre a 

codificação foi desenvolvido com ambas as investigadoras a codificar as mesmas transcrições e a 

compará-las durante reuniões regulares. 

 

Resultados: 

Em relação à revisão da literatura, um total de 1441 artigos foram selecionados. Vinte e quatro 

estudos foram incluídos. Os dados extraídos confirmaram que doentes com demência no último 

ano de vida recorrem frequentemente ao serviço de urgência, representando um dos principais 

diagnósticos dos doentes que procuram esse serviço. Além disso, os doentes com demência parecem 

frequentemente apresentar-se no serviço de urgência perto do fim da vida, muitas vezes mais de 

uma vez no último ano de vida. Oito estudos abordaram diretamente as necessidades de cuidados 

paliativos e foram utilizadas várias ferramentas de medição. Os doentes com demência que visitam 

o serviço de urgência no fim da vida apresentam níveis significativos de necessidades de cuidados 

paliativos em comparação com outras condições oncológicas e não oncológicas. Algumas das 

principais razões para a admissão no serviço de urgência são as infeções e os sintomas 

neuropsiquiátricos. Embora o acesso a cuidados paliativos comunitários pareça reduzir a utilização 

do serviço de urgência, as evidências que sustentam esta afirmação continuam a ser escassas. 

 

Quanto à avaliação das necessidades não atendidas de cuidados paliativos dos doentes com demência 

que procuram o serviço de urgência no fim da vida, os nossos resultados mostraram que estas 

necessidades são altamente prevalentes (78,2%). A dispneia (30,9%) foi a razão predominante para 
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as visitas ao serviço de urgência, seguida pelas alterações do comportamento (n = 184, 22,6%) e 

quedas (n = 78, 9,6%). Em média, os doentes com demência visitaram o serviço de urgência 2,9 

± 0,8 vezes nos últimos 12 meses de vida, a maioria das visitas (n = 602, 57,8%) ocorreu nos 

últimos três meses de vida. 29,5% (n = 106) dos doentes foram considerados utilizadores 

frequentes do serviço de urgência. Não houve associação entre o estado P-Cares e o uso frequente 

do serviço de urgência (p = 0,47). 

 

A avaliação das visitas potencialmente evitáveis ao serviço de urgência por doentes com demência 

em fim de vida revelou uma prevalência de 24,2%. Infeções (26,2%), alterações comportamentais 

relacionadas com a demência (16,7%) e obstipação (7,9%) destacam-se como as principais razões 

para estas visitas potencialmente evitáveis. Por outro lado, infeções (39,2%), problemas 

respiratórios associados à aspiração (n = 86, 10,9%) e traumatismos (n = 84, 10,6%) foram as 

principais razões para visitas potencialmente não evitáveis.  A prevalência de necessidades não 

atendidas de cuidados paliativos em doentes com demência com visitas potencialmente evitáveis ao 

serviço de urgência (85,3%) não só foi alta, como também significativamente maior do que em 

doentes com visitas não evitáveis (p<0,05). Não encontrámos nenhuma associação entre a presença 

de comorbidades significativas e visitas potencialmente evitáveis ao serviço de urgência (p=0,12). 

 

Em relação ao uso de medidas presumivelmente inapropriadas, diagnósticas ou terapêuticas, em 

doentes com demência atendidos no serviço de urgência nos seus últimos dias de vida, observámos 

uma prevalência de 83,5%.  Análises de sangue foram a medida diagnóstica presumidamente 

inapropriada mais utilizada em 77,2% dos doentes, enquanto a hidratação artificial foi o tratamento 

mais frequente em 29,1% dos doentes. A definição de limites terapêuticos (p <0,05), a adoção de 

medidas de controlo sintomático (p<0,05) e a identificação de mau prognóstico (p<0,05) 

associaram-se a uma menor probabilidade de medidas diagnósticas e terapêuticas presumivelmente 

inapropriadas. 

 

A análise temática reflexiva do registo médico do serviço de urgência dos doentes com demência 

nos seus últimos sete dias de vida revelou que mais do que 1 em cada 4 registos médicos de doentes 

(n = 55, 27,4%) não fazia referência explícita à identificação dos últimos dias de vida. Os aspetos 

mais relevantes identificados apresentaram-se sob três temas.  (I) O diagnóstico e o prognóstico dos 

últimos dias ou horas de vida. O diagnóstico relativo à condição clínica crítica do doente apresentou-

se genericamente registado.  A terminologia utilizada para descrever o prognóstico associado foi 

diversa. A partilha multidisciplinar da identificação dos últimos dias de vida e a sua comunicação a 
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outros membros da equipa de cuidados de saúde não foram registadas nas notas, enquanto a 

comunicação à família e aos cuidadores estava geralmente presente, em estreita relação com o 

prognóstico. (II) Objetivos dos cuidados, tomada de decisão e comunicação sobre os cuidados nos últimos dias 

ou horas de vida. O envolvimento de médicos seniores nessas discussões foi habitualmente registado, 

mas não o da enfermagem. A comunicação/discussão específica com a família sobre os objetivos 

dos cuidados e as decisões médicas estava ausente em todos os registos médicos. A análise do registo 

médico sugere que a comunicação com a família se concentrou na comunicação do prognóstico e 

promoção da sua presença neste momento crítico do doente. Termos com significado 

provavelmente equivalente estavam presentes, como por exemplo, «cuidados paliativos», 

«cuidados de conforto», «tratamento exclusivamente sintomático», «cuidados de suporte» e 

«tratamento conservador». A suspensão e a retirada de tratamentos de suporte à vida foram as 

principais decisões de tratamento presentes no registo médico. (III) Avaliação do conforto e das 

necessidades nos últimos dias de vida dos doentes. Foram observadas poucas referências ao estado de 

conforto dos doentes. A avaliação das necessidades de cuidados paliativos e o apoio dos cuidados 

paliativos para a tomada de decisões foram registados apenas esporadicamente. A ênfase da 

necessidade de cuidados paliativos no registo médico centrou-se na necessidade de apoio à 

organização de cuidados adicionais de fim da vida. 

 

Por fim, a nossa análise reflexiva sobre as perspetivas dos profissionais de saúde do serviço de 

urgência relativamente aos cuidados em fim de vida dos doentes com demência no serviço de 

urgência produziu cinco temas principais. (I) O contexto cultural e o lugar percebido dos doentes com 

demência no serviço de urgência e na sociedade, sendo a sua realidade entendida como amplamente 

desconhecida e que os doentes com demência em fim de vida não têm um lugar no serviço de 

urgência ou mesmo na sociedade. (II) A pessoa com demência, a sua dignidade e necessidades 

multidimensionais, os profissionais de saúde apresentam grande preocupação com a dignidade, 

concretizando-a através das relações interpessoais e do tratamento, ao mesmo tempo que 

reconhecem o sofrimento como uma realidade multidimensional. (III) Cuidados em fim de vida no 

serviço de urgência, em que os profissionais de saúde destacam a gestão da incerteza, a definição dos 

objetivos dos cuidados e a resposta a necessidades específicas de cuidados como aspetos centrais dos 

cuidados. (IV) Condições para responder às necessidades de cuidados paliativos dos doentes com demência em 

fim de vida no serviço de urgência, os profissionais alternam numa perspetiva dupla, reconhecendo 

tanto as limitações do próprio serviço de urgência em salvaguardar a dignidade como as condições 

que reconhecem como necessárias para a possibilitar. (V) O sofrimento ético e moral dos profissionais de 
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saúde no cuidado dos doentes com demência em fim de vida no serviço de urgência surge com as restrições 

institucionais que existem e impedem a prestação de cuidados adequados. 

 

Discussão: 

De acordo com o nosso conhecimento, atualmente não existem estudos que abordem diretamente 

os doentes com demência em fim de vida no serviço de urgência e a resposta às suas necessidades. 

Contudo, confirmámos que, com maior frequência, os doentes com demência visitam o serviço de 

urgência nos últimos meses de vida (57,8% das visitas ocorrem nos últimos três meses de vida) e, 

de acordo com os nossos resultados, com uma elevada prevalência de necessidades de cuidados 

paliativos não atendidas. Embora não tenhamos encontrado uma associação clara entre necessidades 

não atendidas de cuidados paliativos e visitas frequentes ao serviço de urgência (p = 0,47), a análise 

das principais razões para recorrer ao serviço de urgência reafirma os sintomas não controlados e o 

declínio funcional recente como as razões mais frequentes. Além disso, os doentes com demência 

em fim de vida que utilizaram recursos potencialmente evitáveis do serviço de urgência 

apresentaram uma prevalência de 85,3% de necessidades não atendidas de cuidados paliativos. No 

geral, estes resultados sugerem que avaliar e responder adequadamente às necessidades não 

atendidas de cuidados paliativos pode contribuir para reduzir as visitas evitáveis ao serviço de 

urgência. Também pode ajudar a prevenir alguns dos danos potenciais decorrentes de medidas 

diagnósticas e terapêuticas presumivelmente inapropriadas. 

Para além destes achados, a análise das perspetivas dos profissionais de saúde do serviço de urgência 

aponta para algumas das respostas às necessidades paliativas destes doentes já existentes e outras que 

ainda estão por desenvolver. A limitada identificação da situação de últimas horas a dias de vida no 

registo médico do serviço de urgência sugere um baixo reconhecimento desta situação clínica e/ou 

reflete a cultura do serviço de urgência, onde tudo é feito em ritmo acelerado, o que pode 

comprometer a implementação imediata de medidas adequadas de qualidade de cuidados em fim de 

vida. No estudo realizado, os registos médicos sobre a comunicação com a família centraram-se em 

comunicar o prognóstico e promover a sua presença neste momento crítico, raramente em discutir 

os objetivos dos cuidados. O registo frequente observado sobre a decisão de não iniciação ou 

suspensão de tratamentos de suporte de órgão parece útil e provavelmente promove uma melhor 

comunicação entre a equipa do serviço de urgência. A avaliação das necessidades de cuidados 

paliativos raramente é registada, e a ênfase nos cuidados paliativos está quase sempre relacionada 

com o apoio na organização de cuidados adicionais de fim da vida. Por fim, as perspetivas dos 

profissionais de saúde do serviço de urgência indicam que eles percebem uma consciência global 

limitada sobre a demência, ao mesmo tempo que reconhecem que os recursos ao serviço de urgência 



 

29 

 

podem desempenhar um papel fundamental na satisfação de algumas necessidades dos doentes com 

demência no seu fim da vida. Eles navegam numa perspetiva dupla, reconhecendo tanto as 

limitações do serviço de urgência em salvaguardar a dignidade quanto as condições necessárias para 

possibilitá-la. Os profissionais reforçam estar expostos a importantes dilemas éticos e sofrimento 

moral indicando como áreas prioritárias para intervenção: aumentar o conhecimento sobre a 

demência, implementar programas de treino clínico estruturado e melhorar o ambiente físico e os 

modelos de atendimento dentro do serviço de urgência. 

 

Os nossos resultados devem ser integrados na perspetiva específica dos profissionais de saúde, 

através dos seus registos e de uma avaliação qualitativa utilizando a análise temática das suas 

opiniões. Consideramos a sua perspetiva essencial na abordagem dos doentes com demência no 

serviço de urgência, mas compreendemos que ela é, obviamente, apenas complementar à perspetiva 

dos próprios doentes, das suas famílias e dos cuidadores. Além disso, a análise dos registos médicos, 

considerando a sua natureza num contexto de urgência e o facto de ter sido feita retrospetivamente, 

foi particularmente desafiante e pode omitir vários aspetos que são considerados na prática clínica, 

mas que não ficam sistematicamente registados. 

 

A integração destes vários aspetos de análise dos recursos ao serviço de urgência e perspetivas dos 

profissionais e reflexão sobre os mesmos sugere algumas implicações para a prática clínica, educação 

e políticas de saúde. Devem ser consideradas campanhas de literacia a diferentes níveis para 

melhorar o conhecimento global sobre a demência. Uma melhor coordenação dos cuidados que 

otimize a resposta às necessidades paliativas desta população, quando possível e apropriado, em casa 

e na comunidade, e quando necessário e potencialmente benéfico, de uma forma mais harmoniosa, 

nas suas visitas ao serviço de urgência. Neste mesmo serviço, será importante ter informações 

relevantes prontamente disponíveis sobre o estado de saúde do doente com demência e as suas 

principais circunstâncias de cuidados, relevantes para facilitar a identificação da sua situação de fim 

de vida, as suas preferências e decisões antecipadas. Os profissionais de saúde do serviço de urgência 

provavelmente beneficiarão de ter, pelo menos, alguma formação em cuidados paliativos e de se 

coordenarem com cuidados paliativos especializados para doentes com necessidades mais 

complexas. São identificadas como particularmente relevantes melhores condições no próprio 

serviço de urgência, que permitam maior disponibilidade de tempo para cuidar e assegurem um 

maior conforto físico. Destaca-se igualmente a importância de possibilitar a partilha dos cuidados 

com a família e os cuidadores. Em paralelo, o sofrimento ético e moral reconhecido pelos 
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profissionais de saúde deve ser explicitamente valorizado, sendo necessária a organização de 

respostas estruturadas que lhes proporcionem suporte adequado. 

Como áreas de estudo futuro prioritárias, destacamos a relevância da investigação sobre as melhores 

estratégias para acesso rápido à informação clínica mais relevante do doente com demência no 

serviço de urgência; os melhores modelos para identificar o doente com demência em fim de vida 

neste contexto; os potenciais benefícios em organizar uma abordagem específica para este doente 

neste ambiente; e a investigação sobre os melhores modelos de cuidados paliativos para doentes 

com demência em fim de vida no serviço de urgência. 

 

Conclusões: 

As perspetivas dos profissionais de saúde do serviço de urgência refletem que é importante reforçar 

uma resposta adequada aos doentes com demência em fim de vida que recorrem ao serviço de 

urgência e que estes podem realmente beneficiar dos cuidados também neste contexto. Destaca-se 

a necessidade de um modelo abrangente para lidar com o doente com demência em fim de vida, 

desde a identificação da situação de fim de vida e das necessidades não satisfeitas de cuidados 

paliativos até à organização dos próprios 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 

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 ≥6) who died in that hospital in 2021, up to 72 hours after seeking 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. (III) 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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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 possibility 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 

6. Avoiding overly aggressive, burdensome or futile treatment 

7. Optimal treatment of symptoms and providing comfort 

8. Psychosocial and spiritual support 

9. 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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The aim of this work is to explore and improve knowledge 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; 

 

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 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. 
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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 

 

 

 

OPEN ACCESS 

https://www.cambridge.org/core/product/identifier/S147895152400

1627/type/journal_article 
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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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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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CHAPTER 5 

Potentially avoidable visits to the emergency department by patients with 

dementia at the end of life – a longitudinal retrospective study 

 

OPEN ACCESS 

Submited to BMC Palliative Care 26.06.2025 (current status: second 

round of review, resubmitted at 16.05.2026) 

https://doi.org/10.21203/rs.3.rs-8184276/v1 (Researchgate 1st 

submitted version)  

 

AND 

 

Prevalence of inappropriate diagnostic and therapeutic measures in 

patients with advanced dementia in the last days of life in the emergency 

department – a retrospective study in a tertiary hospital 

https://cnmi.spmi.pt/wp-content/uploads/2016/05/LIVRO-DE-

RESUMOS_31CNMI_2025_V08.pdf (page 1135) 
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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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CHAPTER 6 

Reflexive thematic analysis of emergency department medical records of 

dementia patients regarding the identification of last days of life 

 

OPEN ACCESS 

https://www.cambridge.org/core/journals/palliative-and-supportive-

care/article/reflexive-thematic-analysis-of-emergency-department-

medical-records-of-dementia-patients-regarding-the-identification-of-

last-days-of-life/AFD4EBCF97498E38ADCFA09685350C6C 
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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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CHAPTER 7 

End-of-life care for patients with dementia in the emergency department 

– Reflexive Thematic Analysis of the perspective of healthcare 

professionals 

 

CLOSED ACCESS 
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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. 
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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 

either 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,” 

“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 disease 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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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 

I 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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