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Nota Introdutéria

O presente documento insere -se no ambito do 1.° Mestrado em Saude Infantil e
Pediatrica, ministrado na Escola Superior de Enfermagem de Lisboa, realizado ao longo
da Unidade Curricular Estagio, introduzida no segundo semestre. Resulta assim, um
documento o rientador do percurso formativo, em contextos de estagios de cuidados de
saude primérios e em servigos hospitalares, tendo por base o projeto de estadgio em

enfermagem de salde infantil e pediatrica, previamente elaborado.

A esséncia da enfermagem reside no cuidado com o Outro. E através desse
principio que a profissdo expressa o seu vasto conjunto de conhecimentos, técnicas e
atitudes , tornando -a uma ciéncia admiravel. No trabalho e interveng&o com a crianga,
jovem e familia é especialmente importante o cuidar de um modo holistico, tendo em
conta a ideologia de cuidados centrados na familia e cuidados nédo trauméaticos como

pilares essenciais (Hockenberry , 2019).

O cuidado durante experiéncias profundamente transformadoras e dolorosas,
como o fim de vida, o luto e as perdas em geral € um momento em que o enfermeiro
deve seguir uma intervencdo holistica. Nessa transicdo € necessario um trabalho
emocional que envolve intervengdes realizadas pelos enfermei ros, como sendo 0s
profissionais mais préximos desses momentos. Considerando que os profissionais de
saude geralmente enfrentam incertezas ao intervir nessas situagdes, é crucial adotar
abordagens solidas, fundamentad as em teorias, evidéncia e pratica, a fim de aprimorar
os cuidados no luto na area pediatrica ( Kochen et al., 2021). Por esse mesmo motivo,
considerei pertinente o tema JLuto em Pediatr

JUntervencgcbes de enfermagem promoangaeas achal gasgt



1.  Justificacdo da Problemética

Durante os processos de saude-doengca podem desenvolver -se diversos tipos
de perdas. O Iuto dessas perdas € um processo psicolégico com repercussdes
emocionais significativas nas criancas, nos adolescentes, nos familiares e nos
profissionais de saude . Freud (1915), foi um dos autores pioneiros no estudo e
definicdo d a vivéncia da perda, como uma reacdo dolorosa de adaptacdo quando
existe a morte de um ente querido, ou de algo com importancia equivalente (Freud,

1915, citado por Cavalcanti et al., 2013).

O luto representa uma adaptacdo diante de uma perda significativa,
abrangendo um processo dindmico de transformacao a nivel fisico, psicolégico,
comportamenta |, espiritua | e sociocultur al daquele que o vivencia (Pimenta & Capelas,
2019). Caraterizado por um processo que atravessa diversas fases, a sua experiéncia é
moldada pela maneira como a pessoa lida com 0 mesmo , determinando assim o tipo
de luto experi enciado (Moreira & Nery, 2021; Pimenta & Capelas, 2019) . Este processo
pode ser denominado de Iuto nor mal, antecipatério, preparatério ou
prolongado/complicado, este Ultimo, resultando numa incapacidade em restruturar a
vida dos enlutados, culminando num desvio da experiéncia normal do Iuto ,

reconhecido como uma perturbacéo psicologica grave (Pimenta & Capelas, 2019).

Sendo um processo de adaptacdo e mudancga entre um estado estavel antes da
perda, para outro estado de aceitacdo apdés a perda, percebe -se entdo como uma
transi cdo requerida para se conseguir , de algum modo , realizar a reorganizacdo da
pessoa ou familia. Meleis e Trangenstein (2010 ) define m um a transigdo como a mudancga
de uma fase da vida, condicdo ou estado para outra, abrangendo tanto o processo
guanto o resultado de interacbes complexas entre a pessoa e o ambiente. Segundo
Schumacher & Meleis (2010) , a natureza de uma transi¢cao pode ser de desenvolvimento,
situacional, organizacional ou de saude -doenca. O luto pode ser caraterizado como
processo de transi¢cdo situacional ou de saude -doenca, por estar associado a eventos
gue exigem a definicdo ou redefinicdo do repertério de papéis da pessoa ou familia , ou

a eventos que implicam alterac6es para um estado de doenca aguda ou crénica . Apesar



de todas as transi¢Oes realizarem alteracdes na vida dos individuos e executarem
implicagbes im portantes na saude e bem -estar dos mesmos, a transicdo num momento
de luto é especialmente critica, por ser uma situacdo de emocionalidade intensa, que

traz consequén cias fisicas e mentais (Currie et al., 2019; McNeil et al., 2021).

McNeil et al. (2021) reconhece ram que 0s pais de crian¢as, jovens ou neonatos
que faleceram exibem um tamanho sofrimento, que se verifica um aumento de
complica ¢6es de saude a nivel psicoldgico e fisico . Podendo ainda aumentar o risco de
desenvolver um diagndstico do foro psiquiatrico, com consequente hospitalizacdo
(Kreicbergs et al., 2004), ou ainda um aumento da mortalidade e problemas de saude
(Brooten et al., 2018). Para além das perdas fisicas, é relatado a intensa emocionalidade
nos pais que perdem o filho idealizado, ou perdas emocionais e de capacidades nas
criancas em pro cessos de doenca, demonstrando assim, que ndo sédo sO as perdas
fisicas que necessitam de trabalho emocional ( Castrillon 2020; Vieira & Amaral, 2019;

Kearney & Griffin , 2001).

Assim, é evidente a necessidade de intervencéo do enfermeiro como facilitador
dessa transicdo, encontrando -se na posse de competéncias Unicas que permitem
compreender os clientes, realizar diagnosticos apropriados, implementar e programar
as suas intervengdes, tendo em conta uma visdo biopsicossocial no caminho da
maximiza ¢cdo da saude (Meleis, 2010). Deste modo, permite a gestdo emocional
relacionada com processos de luto, com enfoque na crianca e jovem, narelacao familia -
crianga, mas também com enfoque no enfermeiro. E stes profissionais tornam -se
fulcrais nesta abordagem , ja que sdo os primeiros a estar presentes e acompanhar todo

0 processo emocionalmente intenso do luto.

A maioria das intervencdes de enfermagem direcionadas nestas experiéncias,
centram -se no apoio emocional e facilitagcdo do processo de luto, permitindo a criacao
de memorias e ocasibes para recordar, realizando os contactos apds a morte, e a
prestacdo de informacées (Currie et al., 2019; Kochen et al., 2020). E ainda fundamental
o estabelecimento de um ambiente emocionalmente estavel, seguro e afetuo  so. Tal
como Diogo (2023 ) nos refere , um ambiente onde o individuo se sinta bem, seguro e

tran quilo transforma a experiéncia de uma forma positiva e facilita a adaptagéo. Para



isso, devem ser mobilizadas intervencdes como o acolher, cumprimentar e expressar
afeto, tendo em conta uma comunicacdo empética, possibilitando uma relagédo entre
enfermeiro -cliente e a sua familia (Diogo, 2023; Callado, 2020; Kumata et al., 2016). A
relacdo criada tem um importante papel, ja que, tal como a  teoria do cuidado humano
transpessoal de Jean Watson refere, devemos conectarmo -nos com 0 outro numa

relacdo de respeito maximo, na tentativa de alcan c¢armos o healing (Watson, 2021).

Apesar de ser necessario a criacao desta relagdo terapéutica , os profissionais
que assistem estas familias, pela proximidade criada, também eles experienciam o luto,
por e com o seu cliente e familias. Todo o stress ja associado ao seu trabalho, em
situacdes criticas ou morte, aumenta, podendo trazer sérias consequé ncias a nivel de
salde mental. E por isso imperativo que o mesmo realize de igual modo o processo de
luto da sua perda, procedendo ao autocuidado, para que seja possivel nutrir os

cuidados com afeto (Watson, 2021; Wisekal, 2014).

Por forma a proporcionar um  cuidado humano e holistico em situagfes de
emocionalidade in tensa, e em conformidade com as competéncia s do enfermeiro
especialista em saulde infantil e pediatrica , E2.1.3. 3Aplica conheci me
facilitadores da J3dignificacdo da mortej e dc
422/2018, p.19193), o projeto de estagio que pretendo desenvolver encerra a seguinte

problematica de enfermagem

1 Tema: Luto em Pediatria

1 Problema: Emocionalidade intensa associada aos processos de luto

e a necessidades de apoio emocional da crianga e familia

1 Objeto de estudo: Intervencbes de enfermagem promotoras da

gestdo emocional na crianca e familia.

Para concretizar este projeto de estagio, proponho os seguintes objetivos gerais:



1 Desenvolver competéncias de EEESIP na prestacdo de cuidados a
crianga, jovem e sua familia, nos processos de saude e doenca em diferentes

contextos pediatricos .

1 Desenvolver competéncias de gestdo da emocionalidade da crianca

e das familias que experienciam processos de luto.

Em seguida apresenta -se 0s objetivos especificos, as atividades propostas e as

competéncias a desenvolver.



2. Atividades a Desenvolver

Analisar e conhecer a
dindmica, a estrutura e a
organizacao dos contextos
de estagio

Prestar cuidados de
enfermagem no ambito da
promocao da saude a
crianca, jovem e familia.

Promover a gestéo da
emocionalidade associada
a situacdes de perda e de
luto enquanto intervencgéo
de enfermagem

Identificar e refletir sobre
os diagnosticos de
enfermagem no sistema

- Entrevista com os Sr. enfermeiro chefe e enfermeiro orientador;

- Consulta de documentos orientadores do estagio;

- Observacgéao da dinamica, métodos de trabalho e filosofia de cuidados
do servigo.

- Observacéo e participacdo nas consultas de vigilancia de saude
infantil e juvenil;

- Participacdo no cumprimento do PNV;

- Utilizacdo de escalas de avaliacdo do desenvolvimento, e recolha de
dados antropométricos;

- Promocéao da gestéo e alivio da dor, através da utilizacdo de medidas
nao farmacol6gicas de controle da dor;

- Realizacéo de estratégias na transmisséo de cuidados antecipatorios
para a maximizagao do desenvolvimento da crianga e jovem;

- Desenvolvimento de dinamicas relativas ao Dia da Crianca

- Elaboracdo de um dossier temético sobre o luto em pediatria e
discusséo com o enfermeiro orientador

- Consulta do SClinico e elaboracéo de registo reflexivo;
- Realizagdo de um momento de partilha e reflexdo com enfermeiro
orientador

Al; A2; B3.1

E1.1.1;, E1.1.2, E1.1.3
E1.1.5, E1.1.8 E1.2.7
E2.2.3, E3.1.1, E3.1.2
E3.4.2, E3.4.4, E3.4.5,

E1.2.3; E2.1.3

Al.3

E1.1.4
E1.2.8
E3.1.3;



SClinico sobre a perda e
luto e respetivas

intervencdes
Aprofundar - Consulta de evidencia cientifica em bases de dados; E2.4.3;B1.1
conhecimentos sobre - Participacdo num evento cientifico com apresentagéo de um poster;

emocionalidade e
referenciais tedricos de
enfermagem

Consulta de desenvolvimento

Obijetivos especificos Atividades Unidades de competéncia
especificas a desenvolver

Analisar e conhecer a - Entrevista com o0s Sr. enfermeiro chefe e enfermeiro orientador; Al; A2; B3.1

dindmica, a estrutura e a - Consulta de documentos orientadores  do estagio;

organizacao dos contextos - Observacao da dindmica, métodos de trabalho e filosofia de cuidados

de estagio do servigo.

Prestar cuidados de - Observacéo e participacdo em consulta de enfermagem nas diversas E3.3.1,E3.1.2; E2.5.1; E2.5.2;

enfermagem especialidades E2.5.3; E2.5.4; E2.5.5; E2.5.6;

especializados com vista - Avaliacdo do desenvolvimento infantil com recurso a escala E2.3.1; E2.3.2;E1.1.6; E1.1.7,

ao desenvolvimento apropriada ao contexto E1.1.9; E1.1.10

infantil.

Conhecer quais as - Observar a dindmica da equipa de enfermagem e comunicacfes com E1.2.3; E2.1.3

situagOes de luto no pais em luto;

contexto e promover as - Reflexdo com enfermeiro orientador;

respetivas intervencdes de - Realizacdo de um folheto informativo;

enfermagem



Consolidar a - Realizacdo de uma sintese reflexiva E1.2.3; E2.1.3
aprendizagem em consulta
de desenvolvimento

Unidade de cuidados intensivos neonatais

Objetivos especificos Atividades Unidades de competéncia

especificas a desenvolver

Analisar e conhecer - Entrevista com os Sr. enfermeiro chefe e enfermeiro orientador; Al; A2; B3.1

dinamica, estrutura e - Consulta de documentos orientadores do estagio;

organizacao do contexto - Observacgéo da dinAmica, métodos de trabalho e filosofia de cuidados

associado do servicgo.

Prestar cuidados de - Participacao na prestacao de cuidados ao RN centrados na familia e E3.2.1; E3.2.2; E3.2.3; E3.2.4;
enfermagem nos cuidados nao traumaticos; E3.2.5; E3.2.6; E3.2.7; E2.1.1;
especializados ao RN de - Promocéo do desenvolvimento infantil e atuagdo conforme cuidados E2.1.2; E2.1.3

risco neuroprotetores (controlo de estimulos ambientais, como luz e som e

posicionamento adequado);

- Promocéao da vinculagdo com o RN doente, utilizando método
canguru e cuidados em parceria.

- Elaboragéo de uma sintese reflexiva sobre o percurso formativo
neste contexto.



Promover a gestédo da
emocionalidade, associada
a situacdes de perda e de
luto, enquanto intervencao
de enfermagem

Conhecer quais as
situacdes de luto no
contexto e promover as
respetivas intervencdes de
enfermagem

Promover a reflexdo critica
e competéncias
comunicacionais

- Realizacdo de uma sesséo para gestdo da emocionalidade para pais
em processo de luto, enquadrada no
- Realizacéo do diario d o bebé, permitindo expressdo da

emocionalidade intensa dos pais e profissionais, bem como criacdo de
memarias positivas;

- Colaboracéao nas diversas instrucfes de trabalho sobre luto e fim de

vida da unidade;

- Observacgéo da dindmica e organizacéo da equipa de enfermagem E2.1.3
em situacBes de fim de vida;

- Identificacdo dos procedimentos em situacdes de fim de  vida;

- Realizacdo de uma analise de praticas com os grupos de paliativos e

luto.

Apresentacdo de uma comunicagao associada ao 2° encontro de boas D2.2
praticas naESELcomotema 3 Mel hori a da Quali da
Enfermagem na Unidade de Neonatologia: Intervencéo no luto

parental

E2.2.1; E2.1.3;A2.2; D2.3



Analisar e conhecer
dindmica, estrutura e
organizagao do contexto
associado

Prestar cuidados de
enfermagem
especializados a crianga,
jovem e familia nas
diferentes situacdes de
saude-doencga

Conhecer as experiéncias
e estratégias proprias que
os profissionais de
enfermagem realizam em
situacdes de perda e luto
Conhecer quais as
situacdes de luto no
contexto e promover as

- Entrevista com o Sr. enfermeiro chefe e enfermeiro orientador;
- Consulta de documentos orientadores do estagio;

- Observacéao da dinamica, métodos de trabalho e filosofia de
do SUP.

- Colaboracéo na prestacdo de cuidados a crianca e jovem com
necessidades de cuidados nos diferentes setores do SUP (triagem, sala
de tratamento, sala de aerossois, SO e sala de reanimagao);

- Aprofundamento de conhecimentos sobre os problemas de saude

das criangas que recorrem ao SUP, por meio de leitura de literatura
cientifica e discussdo com o Sr. Enfermeiro orientador;

- Promocdao da gestao e alivio da dor, através da prestacao de

cuidados néao traumaticos, utilizando medidas ndo farmacolégicas de
controle da dor;

- Elaboracdo de um jornal de aprendizagem

- Realizacéo de entrevistas exploratorias aos enfermeiros sobre o
contacto com experiéncias de luto e as suas estratégias de gestado
emocional, com elaboragédo de uma sintese reflexiva;

cuidados

- Observacgéo da dindmica e organizacdo da equipa de enfermagem
em situacdes de fim de vida;
-Realizacdo de uma
SUP: comunicacéadao de

formagcadao em ser
mas noticiasi;

Al; A2; B3.1

E3.3.2; E3.4.1; E3.4.4; E3.4.5;
E2.1.1; E2.1.2; E2.1.3; E1.2.1;
E1.2.2; E1.2.4; E1.2.5; E1.2.6;
E1.2.7; E1.2.8

E1.2.3; E2.1.3

E1.2.3; E2.1.3



respetivas intervencdes de - Revisdo do dossier de servigo sobre ébitos, de modo a sistematizar e

enfermagem simplificar procedimentos relativos ao falecimento de criancas/jovens
no SUP;
Desenvolver -Participacdo num workshop Jcui dar E21;E22,;
conhecimentos sobre paliativas e a sua familia em cassa
praticas de enfermagem da ciéncia de enfermagem para o cuidado humano.
para o cuidado emocional

Recursos Materiais: computador e internet, documentos da instituicio. Humanos: equipa multidisciplinar,
equipa de enfermagem, enfermeiros orientador e professora orientadora.

Internamento de pediatria (oncologia)

Objetivos especificos Atividades Unidades de competéncia
especificas a desenvolver

Analisar e conhecer - Entrevista com o Sr. enfermeiro chefe e enfermeiro orientador; Al; A2; B3.1
dinamica, estrutura e - Consulta de documentos de protocolos, normas e projetos do
organizacao do contexto Servigo;
associado - Observacéao da dinamica, métodos de trabalho e filosofia de cuidados

do servico.
Prestar cuidados de - Pesquisa bibliografica sobre protocolos de quimioterapia e cirurgias E11;E12;E2.2.1;E2.2.2,;
enfermagem mais frequente em oncologia pediatrica ; E2.2.3;E2.4.1;E24.2;E2.4.3;
especializados a crianca, L L . . - E3.3.1; E3.3.2; E3.3.3;

- Realizacdo da admisséo e readmisséo de uma crianga e familia no

jovem e familia em
internamento e
ambulatério.

Servico;
- Colaboragéo com o Enfermeiro orientador na administragéo de
quimioterapia;



Conhecer as experiéncias
das criancas, familias e
enfermeiros em situacoes
de perda e luto e
promover gestéo da
emocionalidade intensa
Compreender e intervir
nas situacdes de luto no
contexto.

- Prestacao de cuidados centrados na familia e nos cuidados nédo
traumaticos no internamento e hospital de dia;

-Utilizacdao do bringuedo terapéut.i
promo ver alivio da dor e adaptagéo da criangca/Jovem a situacdo de
doenca e internamento hospitalar

- Colabor acéo no projeto da biblioteca da equipa de cuidados
paliativos, com a realizacdo de cartaz e disponibilizagéo de livro sobre
o tema;

- Realizacéo de sessao para a gestdo emocional dos enfermeiros
intitulada 3 cai xa das emoc¢cdesji dosénferneirass
no luto em pediatria, com posterior discussao em grupo;

- Planeamento, execucao e avaliagdo da sesséo;

- Elaboracédo de uma reflexéo es truturada sobre a emocionalidade
vivida pelas criangas com doenca oncoldgica e familia em fim de vida.

- Observacgéo da dindmica e organizacdo da equipa de enfermagem

em situacdes de fim de vida;

- Prestacdo de cuidados a crianga em fim de vida e familia

- Entrevista com perito na temética de luto pediatrico.

E2.1.3

E2.1.3
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1. Justificacéo da atividade

Este documento pretende apresentar os contextos de estagio deste percurso
formativo . Para isso é realizado uma descricdo de cada servi¢o, de acordo com a sua

ordem cronoldgica.

2. Caracterizacdo dos contextos de estagio

Unidade de Cuidados de Saude Personalizados (UCSP)

A Unidade de Cuidados de Saude Personalizados (UCSP), tem como misséo a
prestacao de cuidados de saude personalizados a populacéo residente das freguesias da
sua area geografica. E uma unidade integrante de um Agrupamento de Centros de Satde
(ACES) de Lisboa central, abrangendo uma comunidade com cerca de 46 mil utentes
inscritos, sendo que desses 275 sdo crianga abaixo do 1° ano de vida. A equipa
multidisciplinar distingue -se por 16 enfermeiros, 18 médicos, 7 secretarios clinicos, e 2

assistentes operacionais (SPMS, 2020a).

O espaco fisico da UCSP é dividido com a Unidade de saude familiar (USF), ndo se
denotando um problema, ja que o espaco distribuido é bem identificado para cada
vertente de cuidados. A consulta de enfermagem de salde infantil e pediatrica é
realizada ap6és marcacao, sendo que apenas € marcada consulta de enfermagem,
guando indicado ou em conjunto com a consulta médica. Conforme os acontecimentos
do desenvolvimento desde recém -nascido até a adolescéncia e com orientagdo do PNSIJ,
sdo calendariza das as consult as de saude infantil . De salientar que devido ao nimero de
criangas a necessitar de atualizacdo do plano nacional de vacinacgdo (PNV), a maioria das
administracdes de vacinas nao é realizada na consulta de saude infantil, mas sim, em
marcacoes especificas para a sala de vacinacéo. A esta sala séo destinados 2 enfermeiros
generalistas diariamente, sendo que ao contrério da sala de consulta de saude infantil,
esta sala ndo tem u m ambiente fisico promotor de bem -estar, com brinquedos ou

pinturas nas paredes. De s alientar ainda no espaco fisico, o cantinho da amamentacéao,



gue se encontra na sala de espera, um espaco criado tendo em vista as necessidades das

familias inscritas.

As consultas de saude infantil e juvenil sdo efetuadas pela Unica enfermeira
especialistas em ESIP, por vezes com apoio de uma enfermeira generalista. A EEESIP
acumula também a posicao de referéncia afeta ao NACJR. A intervengcdo da enfermeira
especialista assume uma relevancia primordial nas consultas de saude infantil e juvenil :
ja que, é a mesma que realiza a primeira avaliacdo de desenvolvimento da crianca e do
jovem em todos os aspetos, seja emocional, cognitivo, antropomeétrico, s ocioemociona |

e de habitos e estilos de vida.

Durante as consultas, os registos de enfermagem sdo realizados tanto no boletim
de saude infantil e juvenil , quanto no programa SClinico®. O SClinico® é um sistema
informatico desenvolvido em 2013 pelos Servigos Partilhados do Ministério da Saude
(SPMS) para as instituicbes do Servico Nacional de Saude. Tém como principal objetivo
uniformizar o registo clinico e letrdnico, padronizando assim as informagdes colhidas em
diversas instituicdes de saude. o SClinico Cuidados de Saude Priméarios foi criado com
base no PNSIJ, conseguindo assim um registo adequado do crescimento antropomeétrico,

o desenvolvimento infanti | pela escala de Mary Sheridan modificada, os cuidados
antecipatorios e os encaminhamentos necessarios nomeadamente para o NACJR ou para

o Sistema Nacional de Intervengéo Precoce na Infancia (SPMS , 2020Db).

Consulta de Desenvolvimento de Pediatria

Este contexto foi desenvolvido num hospital distrital na regido de Setubal, com o
proposito de oferecer atendimento ambulatério a todas as criancas, adolescentes e
jovens até completarem 18 anos e 365 dias com patologias neurologicas e do
desenvolvimento. O encaminhamento para este servico pode ser executado pelos
cuidados de saude primarios, pelo servico de urgéncia pediatrica, ou outros servigcos

hospitalares desta area regional.

O centro de desenvolvimento onde sao realizadas estas consultas é fisicamente

distinto do restante complexo hospitalar. Neste espago encontram -se, para além das



salas alicercadas a consulta de enfermagem, diferentes gabinetes médicos, ginasios de
intervencdo por parte da fisioterapia, terapeuta psicomotora ou terapia ocupacional
Existem ainda salas especiais com possibilidade de visualizacdo por janela espelhada,
destinadas a consultas da psicologia ou neuropsicologia. O ambiente em todas as salas
e corredores € a colhedor, com pinturas nas paredes e objetos, proporcionando um
acolhimento afetuoso e tranquilo, que ajude a combater o stress das criangas e familias

(Diogo, 2023).

A equipa multidisciplinar é constituida por 3 enfermeiras, 2 delas EEESIP, sendo
estas responsaveis pelas intervengcbes de enfermagem durante a consulta de
enfermagem e também o apoio a outras consultas de especialidades. Nesta equipa
multidisciplinar encontram -se ainda médicos de diversas especialidades, terapeutas da
fala, terapeutas ocupacionais, psicomotricistas, fisioterapeutas, uma assistente social,

psicélogas e assistentes operacionais.

As consultas séo organizadas conforme especialidades médicas e dias da semana.
Nas segundas-feiras, prioriza -se a colheita de sangue para analises, encaminhando -as
aos laboratorios especificos. As tercas -feiras sdo dedicadas a criangas com patologias
neuro logicas, como epilepsia. As quartas -feiras, ocorrem reunides de equipe. Ja as
quintas e sextas -feiras séo reservadas para consultas de neonatologia, onde cada crianga
e familia sdo encaminhadas para especialidades necessarias, precedidas pela consulta
de enfermagem. Os registos de enfermagem sdo sempre realizados utilizando uma
linguagem apropriada e classificada para a pratica de  enfermagem (CIPE) no programa

SClinico®.
Unidade de Neonatologia

Esta unidade encontra -se alicercada a um hospital central da grande Lisboa.
Dentro da mesma existe a subdivisdo de dois setores, o primeiro a unidade de cuidados
intensivos neonatais e o segundo a unidade de cuidados intermédios neonatais. Este
servigo recebe todos os recém -nascidos e familias que necessitem de apoio perinatal

altamente diferenciado, sendo referéncia para a zona sul e ilhas.



A realizacdo do meu estagio incidiu no espac¢o da unidade de cuidados intensivos
neonatais (UCIN). Uma UCIN é caracterizada pela permanéncia, por vezes prolongada, de
recém -nascidos prematuros ou de termo gravemente doentes, que necessitam de uma
vigilancia apertada, com suporte tecnolégico para a manutencdo das funcdes vitais. O
espaco fisico desta unidade é composto por 13 vagas de incubadora, todas repartidas
por pequenas salas separadas por vidros, para uma melhor vigilancia, privacidade dos
pais e contencdo de infecdes. A unidade de intermédios é constituida por 3 salas
principais, duas destinadas a 6 incubadoras cada uma, e a Ultima destinada a uma fase
pré alta, com 8 bergos. De salientar ainda anexo a estas unidades a sala dos pais, onde

0os mesmos podem realizar refei¢cdes, extrair leite, ou apenas descansar.

A permanéncia dos pais é possivel durante todo o periodo de internamento do
bebé, apesar disso, como as condi¢cdes de alojamento restringem -se a um cadeirdo, a
maioria dos pais ndo pernoita na unidade. A equipa multidisciplinar deste servigo é
constituida p or equipa médica, equipa de enfermagem, assistentes operacionais,
fisioterapeutas, terapeuta da fala, e assistentes administrativos. Os enfermeiros
encontram -se divididos em equipas e dentro de toda a equipa de enfermagem, 22

enfermeiras sao ESIP.

Todos os cuidados sédo pautados pelos principios da Enfermagem de Saulde
Infantil e Pediatrica, que privilegiam a prestacdo de cuidados ndo traumaticos, em
parceria com a familia e centrados nas suas necessidades, apropriando -se o método de
trabalho individual. Em t ermos de registos ainda sao realizados em papel, excetuando o

registo de administracdo de terapéutica que é realizado no programa Glintt®.
Servigo de Urgéncia Pediatrica

Este servico localiza-se num hospital destinado a &rea pediétrica e faz parte de um
grande centro hospitalar da regido de Lisboa. E apenas destinado a prestacdo de
cuidados de saude emergentes e urgentes a criangas e jovens com idade igual ou inferior

a 18 anos.

Em termos de espaco fisico existe a divisdo em duas alas, a &rea médica e a area

cirtrgica, sendo que at riagem para cada uma das alas é realizada na a&rea médica, na



sala de triagem. Dentro desta area destaca -se a sala de espera, gabinetes médicos, sala
de tratamentos, sala de aerosséis/espera para amarelos ou laranja, sala de reanimacao,
sala de observacdo e isolamento, destinado a criangas com patologias respiratéria s
contagiosas, e ainda uma sala de contencao para a pedopsiquiatria.  De outro lado de um
corredor encontra -se a area cirlrgica, para onde sdo encaminhadas as criancas com
situacdes de necessidade cirurgica, ou de especialidades como ortopedia. O espaco fis  ico
€ menor, mas contem 0s mesmos gabinetes médicos e sala de tratamentos . De salientar
a sala de pequena cirurgia ou procedimentos invasivos , onde se realiza intervencdes
como utilizacdo de protéxido de azoto para reducao de fraturas. A equipa multidisciplinar
subdivide -se em cada ala e é formada por equipa médica, equipa de enfermagem,
assistentes operacionais e pessoal administrativo. A equipa de enfermagem que conta
com 45 profissionais, é dividida em 5 equipas para facilitar a divisdo de turnos, sendo que

em cada turno devem constar 6/7 elementos.

O percurso da crianga e do jovem comeca na sala de triagem logo apds sua
inscricdo no balcao de admissfes. A triagem é conduzida pela equipe de enfermagem,
que, apos uma breve identificagéo das principais queixas, sinais e sintomas do paciente,
avalia e classifica a situagdo e seu nivel de gravidade utilizando o Método de Triagem
Canadiano. Posteriormente é entregue a crianga ou pais, uma pulseira de cor consoante

a sua gravidade e realizado o encaminhamento necessario.

Os registos de enfermagem sao realizados em programa préprio criado para o

servico de urgéncia e posteriormente os dados migram paraa  plataforma SClinico ® .
Internamento de Pediatria

O servico onde desenvolvi o estagio de internamento de pediatria, encontra  -se
num hospital da grande Lisboa e d& resposta a clientes com patologia oncolégica. Assim,
o internamento pediatrico da resposta a necessidades inerentes a doenga oncoldgica
pediatr ica e a sua hospitalizacao até completarem 18 anos. Este servico divide -se em
internamento e hospital de dia pediatrico, tendo maioritariamente realizado o meu

estagio no internamento.



No espaco fisico podem encontrar -se maioritariamente quartos individuais , com
apenas dois guartos conjuntos, divididos por sexo, cada um com 6 camas. Existe ainda a
sala de estar/ brincadeira, com diversos brinquedos, livros, contetdo informatico como
jogos multimédia e ainda dentro desse mesmo local, encontram -se salas de aula, para
gue as criangas e jovens continuem os seus estudos. Os espacos referentes aos cuidados
de enfermagem incluem a sala de tratamentos, o gabinete de enfermeira chefe e a sala
de enfermagem, sendo que a esta Ultima encontra -se anexada uma sala para cuidados
especiais, onde sao realizados procedimentos como puncdes lombares ou bidpsia, ou

séo colocadas as criangas e jovens que necessitem de maior vigilancia.

O ambiente neste servico € bastante alusivo a area pediatrica, com diversas
pinturas no espaco, fardas com bonecos, diversidade de materiais didaticos, jogos,
carrinhos, sendo que houve o cuidado de dividir um ambiente para criancas em idade
pré-escolar, escolar e adolescente s. Ai ni ci at i va atddtece pePanknosauma i
vez por semana e privilegia o bem -estar e a brincadeira durante a hospitalizagcdo. O
ambiente e prestacdo de cuidados neste servico foi, de todos, o que mais considerei
adequada a area pediatrica. A comunicagéo e respeito dos enfermeiros por todas as

familias demonstra a preocupacao para as filosofias de cuidados

A equipa multidisciplinar era constituida pela equipa de enfermagem, equipa
médica, assistentes operacionais, técnicos de servico social, educadoras de infancia e
pessoal administrativo. De reforgcar, que existe uma psicéloga atribuida a esta
enfermaria, e todos os dias estdo distribuidos voluntarios da liga portuguesa contra o
cancro, que auxiliam os pais e equipa de enfermagem na disponibilidade para que as
criangcas ndo permanecam sozinhas. Os turnos s&o assegurados conforme as
necessidades, mas de modo ge ral, no turno da manhéd séo escalados 5 enfermeiros,
sendo que 1 deles esté fora da prestacdo de cuidados, no turno da tarde 3 enfermeiros

€ na noite 2 enfermeiros.

Todos os registos de enfermagem realizados no contexto deste estagio foram
efetuados na plataforma SClinico®, onde sado registados: o plano de cuidados, as

prescricdes de enfermagem, vigilancia, monitorizagdo, e intervengdes de enfermagem.
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Introducéo

O presente trabalho, realizado no a&mbito do ensino clinico nos cuidados de
salde primarios, pretende sintetizar e refletir sobre uma entrevista realizada de
modo informal a EEESIRe orientadora de estagio, que exerce fun¢gdes no contexto
identificado. Realizo uma reflexdo, sobre o contacto da equipa de enfermagem com
experiéncias de luto em pediatria, bem como, a ligagdo com  a consulta realizada no
programa SClinico® sobre aidentificacdo de diagnosticos de enfermagem  na perda
e luto. Este trabalho contribui para uma reflexdo sobre a pratica, com vista ao

desenvolvimento de novas aprendizagens e competéncias.

1. Entrevista

Esta entrevista decorreu no primeiro estagio que realizei no ambito do 1 .0
Mestrado em Enfermagem de Saude Infantil e Pediatrica, que decorreu nos meses
de maio e junho , na unidade de cuidados de saulde personalizados . No decorrer
deste estagio, acompanhei e posteriormente conduzi diversas consultas a criangas,
jovens e familias, utilizando as diretrizes do Programa Nacional de Saude Infantil e

Juvenil para a integragéo e aquisicao de novas competéncias de EEESIP.

Uma das atividades que me propus a realizar durante a primeira pratica
clinica foi uma entrevista exploratéria a equipa de enfermagem, relativamente a
experiéncias relacionadas com o luto ou perdas no decorrer da prestacdo de
cuidados, e qual o apoio que prestaram. A par dessa atividade, foi -me possivel
realizar uma pesquisa sobre diagnosticos de enfermagem relacionados com a
tem atica no programa informatico utilizado no servico, t endo percecionado que,
apesar de se encontrarem presentes as intervencdes ou diagnésticos de
enfermagem, ndo se encontram levantadas. Incluo ainda nesta reflexdo uma
perspetiva futura e sugestdo para proximos eventos e vivéncias relacionados com

a tematica do luto.

Apo6s explicacdo do meu projeto e caraterizacdo de algumas atividades,



desenvolveu -se uma conversa informal em que coloquei algumas perguntas a

EEESIPprimeiramente relacionado com aexperiéncia de situacbes de perda ou luto

com as questdes: 3 Jpiesenciou alguma situacdo de Iluto naconsul t a?i ;

situacao foi presenciada pela pr 6 p r Foantejentdo informado pela EEESIPque
ndo sendo presenciado pela prépria, ja teria acontecido com outra colega que
também realiza as consultas de saude infantil, uma situacdo delicada relacionada
com a perda de uma crianca (idade néo especificada) e o luto do pai. Este pai, no
momento de grande sofrimento foi ao encontro da enfermeira que ele tinha de
referéncia , e mostrou a fotografia do corpo do seu filho  que faleceu queimado. Esta
situacdo tr gica estd relacionada com o aumento populacional de diferentes
imigrantes na zona de Lisboa central, e o excesso de residentes na mesma casa,
tendo havido ja varios incéndio s relatados no centro de lisboa , por consequéncia
desse excesso populacional. A EEESIP apesar de ndo ter presenciado nenhum a
situacdo de luto referente a um aperda concreta , considerava bastante importante a
discussao sobre esses casos, e a gestdo emocional perante os diferentes tipos de

perdas.

Perante esta situacdo relatada quest
l idou emocional mente com a situacédao?j e
a situag & o €gmo me explicou a EEESIFhouve um choque emocional inicial com
relacdo aimagem da crianca queimada. Posteriormente  ao choque, a colega sentiu -
se intimidada com a reacédo do pai, mas também com grande pesar pelo sofrimento
desta familia. Foi considerado que a barreira linguistica € um entrave na relagao
gue deve ser estabelecida nestes momentos, ja que foi dificil mesmo utilizando o
inglés, conhecer a situagdo e os acontecimentos da morte, para que fossem
realizadas intervencdes direcionadas ao luto. O modo que a enfermeira utilizou
para lidar emocionalmente com a situacdo, foi falar com outros colegas sobre o
assunto, posteriormente aos acontecimentos, por forma a realizar uma gestao
emocional ap6s a vivéncia, que se demonstrou emocionalmente desgastante.
Quanto a segunda questdo realizada, como foi algo ines perado, a intervencao
baseou-se no encaminhamento de toda a familia para o servico de psicologia, para

gue tivessem algum suporte emocional, visto a comunicacdo  ser algo deficita ria.
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2. Reflexao

Uma situacdo de perda acarreta sempre uma emocionalidade intensa para a
familia, como para o enfermeiro que o acompanha (Chen etal., 2019; Vieira& Amaral,
2019; Wisekal, 2014). Apesar de ndo ser comum a hecessidade de apoio sobre o luto
em cuidados de saude primérios, e dessa forma, os profissionais ndo se sentirem
preparados nem informados para prestarem apoio nessas situacdes, é necessario
que os mesmos compreendam a natureza e implementacdo das intervencdes no

luto.

Na area comunitaria e de promocao de saude, o suporte no luto é definido
como essencial para prevenir complicagdes patologicas (Pearce et al., 2021). Nesta
situacdo que foi descrita pela EEESIP,compreendo a necessidade de serem
trabalhadas intervencdes com esta familia, incluindo pai, mde e irméos. Revejo
alguma falta de informacdo e conhecimento sobre como proceder e intervir na perda
e luto. Iniciando por uma comunicacdo empética e de escuta ativa, que por vezes é o
gue procurado, passando por uma identificagdo de fatores de risco para um luto
complicado e posterior encaminhamento, ou mesmo, a disponibilizacdo de informacéo
sobre como sera este processo arduo, podendo assim ser iniciado um apoio emocional

facilitador de um luto normal.

Pearce et al. (2021) reconhece que a pessoa enlutada recorre aos servigos de
cuidados de saude primarios, porque acredita que os profissionais estdo disponiveis
para os ouvir e ajudar nesse sentido. O mesmo autor defende que esses servigos,
deveriam criar mecanismos que propor cionassem a identificacdo de uma morte, para
gue os profissionais de salude conseguissem contactar, prestar condoléncias e apoio

emocional com congruéncia.

Para além de necessidade s de conhecimentos, o mesmo autor indica que por
vezes um conhecimento sobre espiritualidade, cultura e religibes € um elemento que
permite uma melhor intervencédo do que o treino formal sobre luto. Na situacao

descrita existe ainda uma lacuna na falta de apropriagdo cultural por parte da



enfermeira que esteve envolvid a na situacado. A iniciativa de mostrar a fotografia do
filho falecido, pode ser uma forma cultural de prestar homenagem, como por
exemplo no budismo, que apds a morte é realizado um ritual de visita e canticos
sobre o corpo para que haja energias positivas na transi¢cdo para a outra vida (Bauer -
Wu, 2007). Walter (2010) considera importante que o enfermeiro esteja ciente d 0s
seus proprios pressupostos culturais sobre o luto e observe e oi¢a o0 seu cliente, de
modo a aprender sobre a cultura do mesmo. Sendo assim, neste caso, poderia ter-
se procurado mais informacdes sobre a cultura da familia, ou mesmo questionar

como se poderia ajudar, sem julgar os rituais culturais.

Por outro lado, refletindo sobre a gestdo emocional do enfermeiro, é
verificado que foi utilizada uma das estratégias de gestdo emocional referidas por
Diogo (2023), na categoria 3 Re g u ldigposic& emocional para ¢ u i d dorsgu,
modelo de trabalho emocional em enfermagem pediatrica. A autora destaca alguns
fatores que contribuem para facilitar estas situacdes de emocionalidade intensa por
parte do enfermeiro, como a colaboragcdo e o apoio mutuo entre colegas (Diogo,
2023). A partilha deste momento vivido com outra colega , pode ter possibilitado a
regulacdo emocional e um conhecimento mais profundo de si mesma e da
habilidade de lidar com emoc¢fes negativas , promovendo uma adaptabilidade para

situacOes futuras.

Por fim, analisando e refletindo sobre o0s diagndésticos de enfermagem
presentes no programa utilizado na unidade de cuidados de salde personalizados,
percebo que nesta situacao poderiam ser levantados alguns diagnosticos possiveis
tai s comopratessoadt | atomit Av at i ias tQutzoados diagndsticos
possiveis que foram identificados na pesquisa realizada sdo: 3 A v a ¢omhacimento
do prestador decui dados sobre processos de | utoj, qu e
para analisar o conhecimento dos pais sobre processos de luto, pelos quais 0s seus
filhos possam atravessar. O Ultimo diagnéstico 3 Av ad o @ ir podejser mobilizado
apos asintervencdes especificas e individualizadas na direcdo de aceitacdo da perda,

conseguindo assim avaliar se as mesmas estdo adequadas ou ndo para a familia.



3. Conclusao

A presente atividade permitiu -me desenvolver competéncias relativamente a
técnica da entrevista, bem como, ao pensamento critico e reflexivo, com o intuito de
aumentar conhecimentos e competéncias , tornando -me numa enfermeira mais
completa. De acordo com Benner (2001), para alcancar a pericia, € necessario aplicar
conhecimentos tedricos na préatica. JAAlarcdo & Rua (2005) sdo da opinido que a
reflexdo sobre o observado e vivido nos contextos de estagio, possibilita um

conhecimento consolidado.

Em resumo, posso declarar que o0 desenvolvimento desta atividade
proporcionou uma experiéncia de crescimento extremamente enriquecedora para
me formar como futura enfermeira especialista, especialmente no modo como atuar

e intervir como EEESIPo suporte as familias em luto.
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Nota Introdutéria

O mundo estd em transformacdo, passando pelos limites geograficos com
tamanha globalizagdo. A multiculturalidade esta mais presente com a migragdo que se
desenvolve atualmente. Como profissionais de salde que conta ctam com estas
diferentes culturas, os enfermeiros devem promover 0 mesmo respeito e cuidado que a

cultura que somos originarios (Weissmann, 2018).

A cultura constitui o0 conjunto de carateristicas primarias e secundarias de dada
populacédo (Parkes et al., 2003). As caracteristicas como a lingua, histéria ou dieta sédo
importante, mas a mais relevante é a religido e espiritualidade, uma forma de
compromisso que é partilhado pelas mesmas familias d e determinada cultura, inerentes
a um conjunto de obrigacbes morais, e, portanto, intrinsecamente ligadas a crencas

religiosas (Parkes et al., 2003).

A morte e a perda acontecem em todas as culturas, sociedades, etnias ou religides.
Para enfrentar essa experiéncia devastadora emocionalmente, muitos procuram o apoio
nos costumes ou rituais, de forma a conseguirem realizar o coping  durante o luto (Parkes
et al., 2003). Apesar do apoio na sua cultura, cada pessoa sente e tem mecanismos
diferentes para lidar com a perda e morte e, portanto, nao devemos basear -nos na crenga
gue sendo daquela cultura a pessoa ira reagir desse modo. Cada experiéncia do luto é

individual e Unica.

O enfermeiro tem de ser culturalmente sensivel, ndo julgar e realizar uma
avaliacdo da familia e todos envolvidos no processo, para poder intervir de modo a
facilitar a gestdo emocional do momento. A avaliagdo sensivel a cultura dos padrbes de
resposta a m orte em diferentes culturas, pode auxiliar os profissionais de salde a facilitar
0 processo de luto nos pacientes (Walter, 2010). Frequentemente, isso envolve
demonstrar respeito pela heranga cultural das familias e encoraja  -las a decidir como

desejam pres tar homenage m ao falecido.

Assim, de modo a dar resposta a uma necessidade identificada durante o estagio
de cuidados de saude primarios do 1°. Mestrado em enfermagem de saude infantil e
pediatrica, proponho -me neste dossier tematico a pesquisar e analisar documentos que

estejam de acordo com a tematica descrita. Desenvol vi conhecimentos sobre as



diferentes culturas, de modo conseguir realizar um cuidado adequado e individual a cada
familia, durante processos identificados de luto. A pesquisa dos documentos foi realizada
entre 31 de maio de 2023 e 13 de junho de 2023 e sera disponibilizado no local de estagio,

no final da pratica neste mesmo co ntexto.

Este documento esta organizado, apos esta nota introdutéria, com o sumario de
artigos e evidéncia cientifica identificada, realizando a sua apresentacdo com uma
respetiva sintese do conteldo em cada capitulo. Por ultimo, apresento as consideracdes

finais retiradas ap6s a elaboragdo do mesmo.
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1. JCompeténcias Para Cuidar na Vivéncia da Morte do

Paciente i

Este artigo realizado por Nunes & Alminhas (2013) efetua uma reviséo sistematica
da literatura, de modo a refletir sobre a forma como o enfermeiro cuida em momentos
de final de vida, e como comunica e gere o luto familiar. E neste contexto que se destaca
a importancia do enfermeiro em acompanhar a familia ao longo do seu processo de luto,

porque esta viv éncia traduz -se num grande sofrimento emocional.

Os autores referem a competéncia de comunica¢éo como algo primordial durante
0s cuidados nas situagcbes de luto. A consolidagdo da interagdo entre o profissional e o
cliente acontece através da comunicagdo. O enfermeiro, como profissional de saude,
possui conhecimentos tedricos e experiéncia que o tornam altamente capacitado para
atender as necessidades de comunicacdo. Esses aspetos ganham ainda mais importancia
guando falamos sobre a exceléncia no cuidado, pois a natureza da r elagdo entre
enfermeiro e cliente/familia/cuidador demanda um acompanhamento e apoio

direcionados ao grupo familiar, especialmente em situagfes de perda de entes queridos.

Os achados deste artigo referem ainda a influéncia cultural das diferentes
experiéncias de luto, referindo como fundamental na aceitagdo da perda a comunicacéo,
ambientes adequados e cuidados culturalmente apropriados. E evidenciado a
importancia de reconh ecer a necessidade de preservar a fé e as crengas culturais, como
uma responsabilidade do enfermeiro ao prestar cuidados ao cliente, estando incluida a

familia, sempre respeitando o contexto cultural dos mesmos.

E reconhecido que os profissionais de salde tém as suas préoprias concecdes
acerca do que é um luto saudavel, da sua expressdo emocional e do tempo que deve
durar, mas esses pensamentos ndo devem ser tidos em conta quando cuidamos do
outro. Deste modo, ndo deve ser incutido as nossas préprias visées sobre o processo de
luto, pois podemos cometer alguma ofensa contra as suas crencas e assim dificultar um
processo, que por si sé jando é simples. Uma comunicacdo aberta e clara facilita o modo
como os membros d afamilia/cuidador vivem o seu luto e a perda, tendo sempre presente

a unicidade e a multiculturalidade.
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RESUMO: O presente artigo de revisio sistematica da literatura centra-se nas necessidades da fami-
lia/cuidador face & comunicagio da noticia da morte, dando relevancia as competéncias,/atitudes
do enfermeiro na comunicagao dessa noticia e como influenciam no superar da perda e a vivéncia
do luto sauddvel.

Objetivos: Identificar as necessidades sentidas pela familia/cuidador face a noticia da morte e
compreender de que forma a comunicagao pode ser uma estratégia no superar da perda e na viven-
cia de luto sawddvel.

Metodologia: Para a elaboragao desta revisao sistematica foi utilizada a metodologia PI[C]OD e
selecionados 6 artigos de investigagdo, de uma amostra inicial de 79, obtidos da base de dados
CinahL

Resultados: Foram indmeras as necessidades identificadas pelas familias/cuidador face &8 morte,
destacando-se, entre estas, a necessidade de uma abordagem comunicacional cuidada, a ambiva-
lencia de sentimentos e do respeito para com o seu familiar. A forma como se comunica foi consi-
derada importante para a vivénca do processo de luto, j& que, uma comunicacio aberta e clara,
tendo em conta a andlise dos receptores dessa comunicagdo, facilita o modo como os membros da
familia/cuidador vivem o seu luto e a perda.

Conclusdes: As principais conclustes obtidas através da realizagdo desta pesguisa revelam gue a
perda, a sua perspetiva e o processo de lute afectam o sistema familiar, levande a sua reorgani-
zacin e redistribuicio de papéis. E fungio do enfermeiro identificar as necessidades afectadas da
familia para proporcoenar melhor acompanhamento e apoio, de modo a que esta possa superara
parda e viver o luto de forma saudével, respeitando sempre oz seus costumes e crengas religiosas.
0= enfermeiros deveriam desenvolver e aprofundar as suas competéncias comunicacionais (forma-
¢do), de forma a responder as necessidades das familias/cuidador, numa perspetiva de unicidade
e multiculturalidade.

FALAVRAS-CHAVE: atitudes de enfermagem; morte; comunicagae e familia.

ABSTRALT: The present article focuses on the theme needs of the fomily/caregiver regarding the
communication of death, giving relevance to the skills/ottitudes of nurses in reporting this mews and
fiow to overcome the influence of the experience of loss and grief healthy.

Objective: To identify the needs felt by the family /' caregiver in the face of news of death and
understond how commumicolion can be a strategy to overcome loss of life and expenence a healthy
Mourming.

Methodology: To produce this systematic review, was used the methodology PI [C] O and selected 6

research articles from an imiticl sample of 79, obtained from CINAHL databose.



Results: There were many needs identified by family/caregiver in the face of death, especially among
these, the need for o careful communication, the ambivalence of feelings and respect to the deceased
relative. The way we communicate was considered so important to expenience the best as possible
the process of mourning, as a cleor and open communication, taking into account the analysis of the

receivers of such communication, facilitates the way family members/caregivers live their grief and

loss.

Conclusions: The main conclusions obtained from this research show that the loss, their grieving

process perspective affects the family system, leading to its reorgonization and redistribution of
roles. It is function of the nurse to identify the needs of affected families to provide better monitoring
and support, so that it can overcome the loss ond experience grief in a healthy way, respecting their
customs and religious beliefs. Nurses should develop and deepen their communication skills (traiming)
in order to meet the needs of families/caregivers in a perspective of unity and multiculturalism,

KEYWORDS: nursing attitudes; death; communication and family.

Introdugio
A morte representa a tltima etapa do processo de viver
humano. E uma realidade complexa da qual niio podemos
fugir. Perante este cendrio, somos levados a reflectir sobre o
nosso papel enquanto prestadores de cuidados, pois depa-
ramo-nos frequentemente com situagbes de morte, sendo
essencial a nossa intervengio na comunicagio desta noticia,
tendo interiorizado o respeito pela vida, pela pessoa, fami-
lia, enfim, pela saide ¢ bem-estar do outro. Porém, enca-
rar de igual forma a morte com respeito € algo que requer
clevada maruridade profissional ¢ competéncia. Somos
permanentemente confrontados com a procura de conhe-
cimentos cientificos que nos possibilitam renovadas leitu-
ras ¢ interpretacio do mundo envolvente e de nds proprios,
exigindo-nos um desafio constante de atualizagio ¢ desen-
volvimento do saber adquirido, o qual se reflectird no nosso
proprio crescimento pessoal e profissional, sendo concre-
tizdvel na forma de ser ¢ estar na profissio. Considerando
o ser humano, destinatirio dos seus cuidados, nas muilti-
plas dimensées que o constituem, evidencia-se a necessi-
dade de encarar a formagio continua como um modo de
estar, uma constante na sua vida, que lhe possibilite um
meio de desenvolvimento pessoal ¢ profissional, de forma
a dar uma resposta adequada 3s muiltiplas exigéncias que
se lhe colocam diariamente no dmbito da sua competéncia
profissional. Assim, esperamos desenvolver um raciocinio
mais estruturado sobre as competéncias dos enfermeiros na
comunicacio da noticia da morte, que nos permita plancar
¢ implementar intervengdes de enfermagem, no sentido, de
dar resposta com maior qualidade s suas necessidades.
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Enquadramento Tedrico

AlIntervencdo do Enfermeiro na Vivéncia da Morte

Atualmente, as pessoas morrem cada vez mais nos
hospirais, longe daqueles que mais amam, sendo um dos
aspetos que contribui para a complexidade desta experién-
cia. Segundo Walsch & Mcgoldrick (1998)" a nossa socie-
dade carece de suportes culturais para ajudar as familias/
cuidador a integrarem o fato da morte 4 vida que continua.
Como tal, lidar com a morte exige, por parte dos profissio-
nais de saide, aquisigio de competéncias especificas que
orientem a prestacio de cuidados no que diz respeito 2
comunicagdo da noticia de morte. E neste contexto que se
destaca a importincia do enfermeiro acompanhar a fami-
lia/cuidador 20 longo do seu processo de luto, porque esta
vivencia um grande sofrimento emocional, tendo sempre
presente a complexidade das vivéndias da familia/cuidador.

Quando confrontados com a morte, os profissionais de
satide, 20 sentirem impoténcia ¢ medo face a0 sofrimento
do outro, podem recorrer a mecanismos de defesa, nome-
adamente a fuga, resguardando-se atris de gestos téenicos
ou de um discurso de superioridade intelectual. Importa
compreender a singularidade das vivéncias de cada pessoa,
Pois @ morte representa a tltima etapa do processo de viver
humano. Ser enfermeiro exige mais do que o simples saber
¢ do que saber-fazer deve desenvolver o seu saber-ser, tanto
consigo proprio como com 2 pessoa, uma vez que aquele
que cuida nada pode fazer sem aquele que ¢ cuidado.

O enfermeiro deve possuir “boas competéncias na drea
da comunicacio”, a fim de prestar cuidados mais comple-
tos ¢ humanos. Por conseguinte, como cuidar implica uma



2. 3Grief and Culture: A Check Listi@i

Tony Walter neste artigo realizado em 2010, d4 -nos um instrumento para 0s
enfermeiros averiguarem as necessidades de apoio ao luto, por parte de outras culturas
diferentes da do profissional. Apresenta e explic ita uma lista concisa de perguntas,
projetadas para investigar as praticas culturais e as atitudes em relagcéo ao luto. As
guestdes abordam as responsabilidades que os enlutados sentem em relagéo aos
falecidos e a sociedade, quem deve ser lamentado e o que dev e ser executado com o

corpo do falecido.

Esta necessidade encontrada pelo autor, advém do sentimento explicitado por
alguns imigrantes sobre as suposic¢des culturais realizadas no pais onde se encontram,
mais especificamente do profissional que acompanha o processo de luto.  E considerado
no artigo impraticavel que os profissionais est ejam sempre informados sobre a cultura
de cada cliente que cuidam e, portanto, parece pertinente haver um instrumento que
auxilie os profissionais, a compreender a cultura do Outro para posteriormente
conseguirem inter vir. Para isso Walter (2010) considera importante que o enfermeiro
esteja ciente d os seus proprios pressupostos culturais sobre o luto , observe e oica o seu
cliente, de modo a aprender sobre a cultura do mesmo, ou seja, ser culturalmente

sensivel e consciente.

E proposto a cada profissional realizar um questionario a familia do falecido,
sobre como devem ser realizados os procedimentos ao corpo de acordo com a sua
cultura, ou como sera um comportamento emocionalmente adequado por parte de
guem esta em luto. Examinar esta lista sistematicamente, apoiara os enfermeiros a

iniciar a intervencado no luto de um novo grupo cultural.

Uma consideracdo importante que o autor dispde é a necessidade de
compreendermos que a religido ou etnia nao é tudo, e que cada pessoa pode reagir
diferente, independentemente da sua cultura ou religido por motivos proprios. N&o
obstante, os imigrantes prolongados ou descendentes de imigrantes , podem ter

ponderacdes diferentes de como realizar o luto, dos imigrantes de primeira geragao.
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Il grompes, from familes to endire socicties, have a

cubures @ way of doimg things and a st of norms

ahowt how things ought o be done. One of these
things i gricl. We all bebong io growps that hawve norms for
how we are expected io grieve (Walter, 1999)

Mot of the time, maost people take their culture amd its
nomms for granted. At times of conflict amd changz, however,
peopls can beoome acutely aware of the divergeno: between
nomms. For example, the tcenager may protost against bis
parenis’ valses; @ person migrates o amother coumtry and
anly them bocomes aware bath of his or her cwn valees and of
how much they differ from those of the mew country; a child
dics and a husbamd amd wife realise how very different their
asumptions are about how o handle greef.

Muscth literatre on bereavemnent seems o supposs that
“culture” is something other groups have. Many bospital wards
in Frgland rowtimely provide information to staff abot the
death and mourming, rites of Hindus, ©Musiims, "%est Indians
and people from the many other cultres im the locality,
st rarely about the rites of the Fnglish or of Christiamity
|despite the fact that mamy health care workers are neither
{hristian nor ethnically English). Yet it & equally impostant
for bereavement: practitioners io be aware of their own oculisral
amumptions about grief. This is for two reasom:
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fior immiigrant clients, the problem is mot usmally their cwn
oultural assumptions about grief et those of the bost
ooumiry, including possibly those of the praciitioner
practitioners kave to be aware of and understand their cwn
assumptions before being, able to empower clients, whether
or mot they share the same culiere.

It is impoesible for bereavement practitioners g be well
imformed ahowt the culture of every dient. London’s
population, for cxample, contaims probably aroamd 200 ethmic
cultures, to say nothing of all the yowth and dass swhoalures.
Muoreower, any one culiare, or religion, is much mone complex
andd dymamic tham a simple 2cishest can encompas. What is
mowe imporiant s that the practitioner:

is aware of his or ker own osltural asssmptions ahowt grief
odserves and [tens in onder to leam abost the client™
oulture.

Thie trouble with Gctsheets is that they Gl your mind with
imformation when, to be o skilled listener, yon noed to empty
your mind. When Christine Valentine (200%) mlked to Japancse
people about bereavement, she foamd she had to clear her mind
of all her assamptsons abowt how people m Japan deal with
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gricf in order to really listen to her imterviewees, Even if your
assmpdicms are oorroct abowt the oulture in general, they may
mat be cormect for this particalar mdividml. And, although
traiming, in bereavement care ieaches fstening, skills, it also fills
the mind with models and theories of gricf, and these models
and theories are all westemn.

Culiwral factsheets and bereavement models have value
il heeld very lightly. However, this artick: takes a differemt
approach, offering instead a chocklist of guestions (soe
Table 1). Every calture has io provide answers io some hasic
guestions abowt death and bereavement. What should be
dane with the dead? Who should be moamed? What should
mensmers do with their emotions? How should mourners
behave? The checklist in this artice mchudes these kinds of
guestions. (oimg throsgh the st systematically will help
bercaverment practitioners identify their owm assmptions,
and should be mseful when starting work with a mew caltural
group. | do not recommend wsing the Fist systemmatically i
this way when working with just one individual from amother
culture, although it cam be weeful to bear the questions i mind
The questions can also be uscful m trainimg; mdeed, it is for
training, sewsions that | developed amd bave wsed the list.

Before explaining the dhecklist, | would ke to offer o few brief
bart important chservations abomt osbtere. First, individoals are
shaped by their culiure, et ane not determined by it Indecd,

Table 1: A culural cheddist
Ta What is most valued:

AUk T

1z What to do with the dead:
I=t go af them?
coaninue bonds with them?
tumi hesn o ancesions?

3 Whao should be mowarned:
the: sacresd ched?
Family snce=im=T

L Should moumers be:

ritually echuded from evenydsy e
socially inchuded?
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they may actively resist their culture: the man who wanis o
cry im a cultere where “hig, boys don’t cry” is one example.
Practitioners may nesd to understand both what the
individmal wamts and what their caliure expects; they may
not he the same.

Second, religion s csltural, but religion & not culitere; it
interacts with cubture {Carces-Foley, 5L The fumneral rites
af Presbyterians m Aberdeen differ in mamy wagys from those
of Preshyterians im Mew York; the exprosion of smotion
by gricving Muslims in Fgypi is very different from thai of
grievimg, Musdims in Bali "¥ilan, 1%ER]. Pay attention to
religion, but religion will not tell you everythimg about 2
culiure mormes for greef and mourming.

The same i= tree of ethmicty. Fibmicity may be part of
cuhtmre, bt it i not everything. Irish people whose forebears
migrated to the LS may now be more Americam than Irish in
their culiural assamptions. First, seoomnd and third generation
migramts may have differemt levels of knowledge about what
are deemid o be correct mourming, befaviowrs, and different
views ahowt whether the remains showld be finally located in
the old or the new oomntry.

Finally, few cultures are homogenous. Amomg, the ethmic
Frglish in Fngland, there are class, regional, gemerational and
gender variations in how funcrals and grief should be hamdled.
The checklist is wseful not ocnly for exploring other oslteres,
st alsn for explrmg differences, tensiors and conifice within
amy one culiure, inclisding yowr own.

Amd 50 io the dhecklist.

Tk What obligations are felt:
o e for the dead?
o fulll comenumity resporsibiliies?
o work thiough griel?
b Should the dead be:
Ieft alone?
avoidedd
amiaded?
4 What to do with emotions:

o= them?
axmtan them?

& Does religion or other belief system:
namalize or pathologese low?
e & plaee for siones of mouming?
SRR TS T
eSS MCRETeTsT
marginalise: mousners?
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Socicties wary in the cxtent to which they emphasiss the
imdividual or the group (Hofstede, 19970 The US = at the
imdividualist #nd of the spectnem, in that its cultere places a
high valee on personal autonomy. This does not mean there is
it sense of commumity i othe LS far from it — American wakes
can provide a fooes for the emtire community. Bt it does mean
that Marth Americans tend to see gricf a8 a journey during
whiich the bereaved person detaches from their bomds with

the deceased so they can once agaim become an autonomoss
imdividual capable of forming new relationships. *Closare” is
the goal. Such deas are held im several other westem comnbries.
Moreoer, the distinction between gricf {what individuals fecl)
and mawming, {sacally expedied behaviowr] — a distinction
made by many readers of this joumal — presumes that
imdividual and society may be separated: 2 presmmption mot
o in all socisties.

In callectivist sncieties, the individeal barely exists outside
of the group. Mowming, endails the fulfilment of respomsibilitics
tir orthiers, which comtinee beyond the grave, s respomsibilitics
exist toeward the dead. Dheath transfoems, rather than severs,
the relationship with the deceased, whio may be tramsformed
bry the ritmal actions of moumers mbo an ancestor. A namber
of stisdics of momming, in Japam illostrate this kind of post-
mariem connectedness e, Smith, 1974; Semki, 1998).

50, the question o ask abowt commeciedness versus
amtonomy is this:

Wihat kind of ak predominates in the odhmre, and m the speech
of the: indradual?

o moumers speak of an obligation to care for the dead, an
ohligation about commumity respomsibility, or an obligation to
oneszlf, to knok after one’s own pychological and emotional
mends? Are fumerals spoken of as a rite for rdeasing the soul, as
a way i respect the dead, as a commmunity reguirement, or s
ani essential part of *the gricf process'?

There may he collectivist elements within western
ommmiries. Im the LK, for example, the war dead are onllectively
transfprmed imto naticnal amcestors. Ronds with the dead may
oontimue both in popular asliure {expressed, for example, in
pop songs and gravesbone mscriptions) and in the expericnoe
of many mdividiez] mourners. &An English moumer, located m
a cultwre that foouses on emotional kealth, may nevertheles
b concemed bo “lock afier” the well-being, of her deccased
hambamd {¥alentine, 209}

A&nd m collectivist societies, there are always some
imdiriduals who have more individualistc experienoes. Some
Japamese mourners, fiving im 2 culture foosssd on the obligation
tor care For the desd, may still be concemed about their own
emodional mends. Valentine (209} found that some |apanese
people personalised amd imdividualised their shared ritmals and
traditions in ways that mirrored in reverse the collectivism she
also found ini Frglish people’s responsss to bereawement.
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GRIEF AND CULTURE T

Kelated o the sutomomplconnectodness question are some
athers:

Should ver et go of the dead, or continue fo relate to them, or
tum thesm ni ancestoes?

Amd if they need o be nsmed imto ancestors:

Do mowrmess require aoess o2 graee Fat may be onancthes
coiinent, o even in enemy hands?

A funther question is:

Shiould the dead shaould bz left abone, or scieely avoided, o
acively contaded?

This last question can be contentioms for those in the Jodaic-
Christian tradition, which forbids the use of mediums or
atherwise contacting the dead, mmles [in the Christian
Crthodos and Catholic traditioms] it be through prayer to the
saints or to the once-dead bt mow-resurmected Christ. When
I am teachimg growps of tmmee clergy, this i by far the most
divisive question: some traimess reafifirm the doctrimal position
that amy u=e of medioms & wrong; others affirm a pastoral
necesity to work with people bowever unorthodox thear
practices {cf Walter, 2007).

Conss amd Klass {MH05) describe how amswers to this guestion
in Chima bave changed. In pre-Commumist days, respect for
the amcesiors meamt you could moum only thos senior to
yaou- fathers yos, children no. This family ancestor cult was
ruthlesly sappressed by the Maoist regime, which sapplamted
it with respect for the mation’s sacred dead. Fumeraks were
simple, with family mo more importamt than workmates; only
the fumerals of importamt local or natiomal panty members
|uhamately of Mao himself) were of any sale. Mow, in a mone
capitalist {hina, people are reverting to family ancestors, bt
in a more egalitarian way, sspecially im Hong, Kong, (most
influenced by the west] where there ane widow support groups
amd families hold services for chibdren who bave died. This
complexity and confision of grief narmatives for many modemn
Chimese is staggerning,. Mo one knows the old ritual, and no
ane believes in the old religions anymore, but the pracices
put in place by the Chimes: Communist Party are discredited”
(Cices & Klama, 2005, pZO02 L And if a person then migrates
o Sam Francisco or Melboume, yet amather set of norms s
encoumiered: a confusing, termain for mourners to navigate.
Within western countries, mormms about wh shoakd be
moumed have similarly changed. Im the 1%th century, the
well-tn-do woman was expected to moam the death of her
hizshamd’s father for a bonger period tham the death of her
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own baby. Taylor (1983) has argued that such norms reflect
a patriarchal socicty m which gender and age predominated
over personal feelimg, and that this was overthrown in the
20th century when the idea developed — not without resistance
- that the depth of mowming should reflect the unique
relationship of mowmer to deceased. It s only since the 1980%
that this pew norm has been extended to include stillbirths.
Even today thes norm & not universal in western coumtries,
where moumning for ome specific group - the war dead - & seen
to reflect not the individual moumer’s depth of fecling bat the
mation's sense of debe. And this cultural requirement affects the
individual. In Britain in 2009, some people choose to pay their
respects to deceased soldiers retuming from Afghanistan, even
though they did not know them personally. Mouming is also
widespread for leaders and celiebrities, such as Princess Diana
or Michael Jackson, despite lack of personal acquaintance.
That the authenticity of mousming celebritics is botly debated
indicates disersus over the limits of private grief: moumning a
soldier you didnt know persomally may be fne, but maybe not
a celebrity you didn't know (Walter, 2008}
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Sa, to make the question more concrete:

Who should be moumned — the saged dead who legitemise a
state (or a scfigion); family ancestors (often male, and older) who
legtimate the famiy, sencsty or patiardhry; cedebaties who ae
key 1o many people’s sense ol adenity; or personal ntimates who
legitimane the primacy of emobionad attachment?

Coss and Klass (2005) show how, when one of these answers
has powerful backers, 2 cultural narrative & formed within
which personal grief marratives are expected to 6t. And yet,
as with our first question, what cuslture requires and what the
individual wants or necds may conflict.

Sa, our mext question is

be eaper==exd or contained? And whese and when shoukd they be
copressed, o contaned?

In some western countries, mourners are expected to keep
their emotions under control in most social settings, including
when with their own families, but #t & acceptable to grieve m
private, and this may be extended to mdude the privacy of
the coumselling session. In some socicties, the ament provides
a2 structured vehide for the expresséon of pain, wsually by
women, often only within the context of the funcral. A number
of refigions — for example, Islam - Emit the expression of grief
to just the first few days following the death, for fear that the
attachanents of the living will hinder the soul from proceeding
an its journey, although the extent to which this injunction o
accepted varies between Islamic countries (Wikan, 1988).
Within any one society, morms about emotional expression
are likely to change over time (Simonds & Rothman, 1992)
and to differ betwoeen genders. In addition, different norms
may be embraced by different social dasses or age groaps (for
example, stoical veterams of the Second World War versus more
expressive haby-boomers).

The first question asked about social integration, or lack of it,
betwoeen the living and the dead. There is abso the guestion of
whether or not mourners should remain integrated with the

rest of society.

Should moumess be shusally exduded bom everydoy e?
This was the case with upper-class Victorian fermales, who were
not permitted to attend social events for the specified peniod of
MOUMing.

Or should moumess be socally esduded i an unnitusleed way?



This scems to have oocurred in the UK, for example, as the
traditiomal formal nules of mouming have withered and society
in gemeral seems 1o fimd #t hard to be alosgmide those who have
expericnced a bereavement.

Or should moumess be socmally induded®

Social inchusion seems io be the advice of westem pundits
whw criticese the way bereaved people are cstracised like
lepers. And, of conrse, for poor people throughout the workd,
cantimuing social participation s an absolute necessity:
bercavernent typically leads to miore scomomic prosune o

go out amd cam a living, anddor kook afier the dhildinen and
inodably, m Aids-stricken sub-5aharan Afnical grandchilkdren.

Every culture entails a belief sysiem or systems, which may or
may not be religioms. Loss may fnd a place at the core of some
belicl systemm, but singgle even to be acknowledged i others.
Lioss is at the heant of Buddhism’s notions of impermanence
and the incvitzhility of suffering,. Christiamity posits a deity
wiw maffers alomgside humanity. Rationalism acospits morality.
But the *secular religion” of happiness, youth amd health that
domimates some seoalar western socictics margmalises old age,
decay, death, bow and =saffering. 5o, the fnal question is:

Does rdigion, or other dominant b systemn, nosmalise or
pathalogise koex and suffening? Does the moume's siony fnd a
place wathin dominant ouftural nemsthees?

Mainstream US cslture promotes happiness, progress and the
future, marginalwing, narmatives of loss: both personal kes amd
the communal hisiorical loes that pervades native Amencn
and ex-slave African American historical cxperience (although
the latter fownd musical expresion in spirituals and the
blums). Likewise, the idea of Awstralia as the “lecky” coumtry
marginalises the far-from-lucky experiences of Aboriginal
Australiams as a collective group, and the personal experienoes
of many individuals Gcing loss. Oither societics beimg, historical
lcess imio maimsiream culture. Portugal, for example, scens
tir fuave been mouming, the emd of its golden age for several
centuries, resulting in a cultere of nostalgia exprosed inits
characierstic fado simging. Sociefies can provide very different
cantexts in which o grieve.

For any ndividual, there i a further guestion abot
religiom.

Does rdigion suppor, oppeess, or marginalise moumies 7

There i= some evidence, for example, that Morth American
chirches oftem provide a sapportive commumity for grieving,
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individuals, but that struggling, Eritish churches often
margimalise the elderly mourmer, who then o a double s
not only of the person who has died bt also of the chandh
amdl even the god in whom they onoe trusted (Coleman, Ivami-
Chalian & Robinson, 20{4]. In the UK, some Jews and Hinds
whio are atherwise secular engage im traditional religious
mourming, ritmal becamse they valoe the stnectured roles and
social smpport provided.

The key to cross-culitural understanding, of gricf is oo ask
questions, and for these queestions to mform the bereavement
practiticner’s lstening amd ohserving. The guestions can
profitably be asked not only of others” culteres, bt also of
your awn caliure and your own personal assamptions. There
may he divergences betweon yoar personal assumiptions about
grief, the asamptions of your cabure, the sssumptions of

yaur client, amd the assamptions of yoar dient’s culture, so
croas-cultural bereavement care necds (o identify any such
divergences. This article offers a first attemnpt at listing; the most
productive questions o ask, or at least (o bear im mind 2 yoa
wark with bereaved people from other calturs. The armwers
may often be more complex than the questions, but they can bhe
gond questions to ask.
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3. 3Cultural Perspectives of Deat h,

O terceiro artigo desde dossier tematico vem trazer uma perspetiva cultural de
diferentes religides, para que os enfermeiros estejam culturalmente conscientes e
realizem uma avaliac@o sensivel de diferentes culturas. Os padrfes de resposta a morte

podem aj udar os profissionais de salde a facilitar o processo de luto.

Algumas das culturas refletidas neste artigo sdo a latino, afro -americano, o
judaismo e o hinduismo. Os latinos normalmente expressam a sua dor chorando
abertamente, o que é considerado uma resposta emocional saudavel e adequada. Mas
espera-se que o homem seja forte e ndo faca o seu luto abertamente. A religido catdlica
€ a mais dominante nesta cultura, mantendo algumas tradicdbes como o  funeral ser
realizado num a igreja. Durante o luto hd uma aproximacdo de pessoas e familiares,

demonstrando com o toque respeito pelo enlutado, e uma forma de demonstrar suporte.

No judaismo atradicao define que o funeral e o enterro do falecido  devem ocorrer
0 mais rapidamente possivel apés a sua morte, de preferéncia antes do pér  -do-sol. Os
cuidados com o corpo do falecido séo entregue s a uma entidade santa, é executada uma
lavagem do corpo e vestido com tradicionais faixas de linho. O corpo é colocado num
caixdo simples todo em madeira, que simboliza a igualdade na morte. Durante o luto a
comunidade religiosa encarrega -se de cuidar da familia, os espelhos séo cobertos para
preve nir vaidade, e os enlutados realizam a sua higiene numa quantidade minima. Por

mais 30 dias seguintes os familiares ndo podem visitar a campa do falecido.

No hinduismo , os ritos funebres sdo conhecidos como antyesti, que se traduz
como "ultimo sacrificio”, e existe a ideia de que o corpo e a alma séo entidades distintas.
Os ritos funerarios hindus visam desamarrar a alma do corpo  , para permitir que ela siga
em frente nesta jornada essencial. Embora os costumes variem entre diferentes seitas e
grupos, a crencga geral € que quando uma pessoa morre, 0 seu corpo definha enquanto a
sua alma passa a reencarnar, jA que os hindus acreditam nas leis do Carma e
reencarn acdo. Do ponto de vista hindu o embalsamamento e autopsia ndo séo
permitidos por acreditarem que ir4 perturbar a alma do falecido. Normalmente é

realizado a cremacao no final dos rituais ao corpo, que consistem em banhar o corpo e
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massajar com 0leos, vestindo no final roupas novas. Posteriormente sdo verificados
outros rituais durante 10 dias, onde existem momento s para oragao intima e meditacdo ,
com objetivo de facilitar a vida da alma que partiu e a viagem para o proximo mundo.
Acredita -se que, durante estes 10 dias, a alma permanece vigiando a casa e apenas no

11° dia ela parte.

Na cultura tradicional africana , a morte é chamada de transicdo, acredita -se ndo
ser o fim, mas sim uma passagem para a vida no além, que é mais importante do que o
presente, independentemente da vida térrea do individuo. Assim  , os falecidos estédo vivos
em um mundo diferente e podem reencarnar num novo corpo. O servico finebre ocorre
geralmente no prazo de 1 semana ap0s a morte e, sdo as Unicas cerimoénias religiosas a

reconhecer a morte.
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ABSTRACT
The cultural makeup of the United
States continues to change rapidly,
and as minority groups continue to
grow, these groups’ beliefs and cus-
toms must be taken into account
when examining death, grief, and
bereavement. This article discusses
the beliefs, customs, and rituals of
Latino, African American, Navajo,
Jewish, and Hindu groups to raise
awareness of the differences health
care professionals may encounter
among their grieving clients.
Discussion of this small sample of
minority groups in the United
States is not intended to cover all of
the degrees of acculturation within
each group. Cultural groups are not
homogeneous, and individual varia-
tion must always be considered in
situations of death, grief, and
bereavement. However, because
the customs, rituals, and beliefs of
the groups to which they belong
affect individuals® experiences of
death, grief, and bereavement,
health care professionals need to
be open to learning about them to
better understand and help.
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Ithough death is a cer-

tainty for members of

all cultures, what peo-
ple experience, believe, or feel
after death wvaries significantly.
The duration, frequency, and
intensity of the grief process
varies based on the manner of
death and individual, family,
and cultural beliefs (Clements
& Weisser, 2003; DeSpelder &

Weisser, in press; DeRanieri,
Clements, & Henry, 2002;
Fillion, Clements, Averill, &
Vigil, 2002). All cultures have
developed methods for adaprive
coping, grief, and mourning.
Subsequently, a lack of sensitiv-
ity to these practices by health
care professionals may interfere
with the necessary grieving
processes.

2001;

Strickland,
Clements, 2003). It has been
suggested that fear of death
leads many people o look for
support in religious rituals and

Vigil &

customs, native healers, and the
family system (Parry & Ryan,
1996).

Grief felt for the loss of a
loved one can occur across all
ages and cultures (Doka, 1996).
However, the role of cultural
heritage in individuals' experi-
ence of grief and mouming is
not well understood and
requires ongoing exploration.
Individuals' acritedes, beliefs,
and practices regarding death
must be described according to
the customs and rituals inherent
in their cultures (Clements,
Reid, & DeRanieri, 2003;
DeSpelder & Strickland, 2001).

No one is spared death. Iris a
life event that may result from a
natural process, an act of vio-
lence or war, or an unexpected
traumatic event (Clements &
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The role of
cultural
heritage in
individuals’
experience
of grief and
mourning is
not well
understood
and
requires
ongoing
exploration.

Culrurally sensitive assess-
ment of different cultures’
response patterns to death can
help health care professionals
facilitare the grieving process in
patients. Often, the botrom line
includes showing respecr for fam-
ilies’ cultural heritage and
encouraging them to decide how
to honor the deceased. Important
culrurally sensitive questions that
should be asked of people who
are coping with the loss of a loved
one include:

® What are the family's cul-
tural traditions and rituals for
coping with dying, the deceased’s
bady, and honoring the deceased!

¢ Whart are the family’s
beliefs about what happens after
death?

¢ Whar does the family feel
to be a normal expression of grief
and acceptance of the loss!

¢ Whar does the family con-
sider to be the roles for each
member in coping with the

dearh?

® Are certain types of death
less acceptable {(e.g., suicide), or
are certain types of death espe-
cially difficult to handle for the
family's culture (e.g., the death
of an infant or child)?

CULTURAL
CONSIDERATIONS

The following examples of
cultural considerations related
to death and grieving were
gleaned from the scholarly liter-
ature, clinical encounters, anec-
dotal reports, and culturally
based clinical interviews. This
small sample of groups provides
the opportunity to explore the
importance of assessing cultural
customs and pracrices. It is not
intended to cover the degrees of
acculturation  within  each
group. It is hoped these
overviews will highlight the sig-
nificance of cultural sensitiviry
and promote health care profes-
sionals’ understanding of the
importance of exploring the
implications for cultural assess-
ment as it relates to death, grief,
and bereavement.

Latino

Although the religious
beliefs and preferences of their
countries of origin determine
the rituals involved in the grief
and bereavement process for
Latino individuals, the rituals
also vary within the Latino cul-
ture, depending on the level of
acculturation into the main-
stream society. First-generation
Latino immigrants tend to be
much more rtradirional than
successive generations. The cus-
toms described in this article are
very traditional.

When working with grieving
Latino families, health care pro-
fessionals must understand the
concept of respeto (i.e., rules
that guide social relationships)
(Shaefer, 1999). In traditional
families, a strict hierarchy exists
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and must be honored. Status
typically is ordered from oldest
to youngest and from men to
women. Health care profession-
als should greer Larino family
members with a handshake and
address them formally, using Mr.
and Mrs. (or if Spanish speak-
ing, Sefor y Sefiora) with the
last name.

Usually, Latino individuals
express their grief by crying
openly, which is considered a
healthy and appropriate emo-
tional response (Parry & Ryan,
1996; Shaefer, 1999). People
who were emortionally closest 1o
the deceased are expected 1o
grieve openly and are offered
the comfort and support of fam-
ily and friends. Although it is
not unusual to hear women
wailing loudly, calling out the
name of the deceased, and faint-
ing, machismo (i.e., male domi-
nance and male role) plays a
significant part in the lack of
emotional response of adule
Larino men. Latino men are
expected to “be strong” for the
family and wsually do not grieve
openly.

Religion and spirituality are
very important for Larino individ-
vals who practice Catholicism,
the dominant religion for this
group (Parry & Ryan, 1996,
Shaefer, 1999). Many Larino fam-
ilies believe in spiritual and psy-
chological continuity between
the living and the dead and usual-
ly continue a relationship with
the deceased through prayer and
visits to the grave.

Formal mouming begins
with an open-casket service,
during which a Rosary is said,
using beads. Group prayers for
the soul of the deceased are
recited for I or 2 evenings prior
to the day of the funeral. This is
also a time for family members
and friends to pay their respects
to the body of the deceased and

offer condolences to the imme-

diate family members. A funeral
mass usually is held ar a church,
followed by a procession to the
burial site. There a graveside
service is recited, and the grave
is blessed before burial with
holy water by a priest or dea-
con.

Latino families are most like-
ly to turn to their extended fam-
ilies, friends, and churches for
practical and emotional sup-
port, but major support comes
from their immediate nuclear
families. Extended family (i.e.,
cousins, aunts, uncles, grand-
parents, godparents) typically
travel grear distances ro attend
the funeral and comfort the
immediate family (Irish,
Lundquist, & Nelsen, 1993).
The church, family, and friends
often contribute toward the
burial and funeral
(Shaefer, 1999).

Wearing black or dark colors
is a common way to display
mourning and is a sign of respect
for the deceased. During the
mourning process, the
deceased’s parents and immedi-

expenses

Latino
[families are
most likely
to fturn to
their
extended
Sfamilies,
[friends, and
churches for
support,
but major
support
comes from
their
immediate
nuclear

Sfamilies.

In general, for Latino indi-
viduals, hugging or touching a
grieving family member's arm or
back would be considered sup-
portive, not offensive or inva-
Human touch demon-
strates respect for grieving
Lartino individuals and is an
important gesture for health
care professionals to include in
their support of the family
(Shaefer, 1999).

sive.

African American

The term African American
often is used as a brushstroke
description for many groups,
subcultures, and countries of
origin for the large community
who have original rties to the
African continent. This section
explores one subculture of this
large group—non-Carholic
African American individuals,
who combine both rraditional
Western Christian practices and
traditional African beliefs sur-
rounding death. For these indi-
viduals, death and moumrning
heralds a time for commemora-
tion of the deceased through

ate family members usually do
not play the radio, warch televi-
sion, or attend social events.
Middle-aged and elderly Latino
adulrs may observe a longer peri-
od of mourning, which lasts
from months to years (Shaefer,
1999).
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observation, ceremony, and the
calling of others to remem-

brance and celebration
(Holloway, 2002).

According to Kagawa-Singer
(1994), Christianity is unique
in its extremely short formalized
period of mouming and public
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acknowledgement of death. The
memorial service and funeral,
which may be one and the same,
usually occur within | week of
the death and are the only reli-
gious ceremonies to acknowl-
edge the death. However,
African heritage and traditions
extend beyond the simple con-
fines of Christianity's view of
death. According to Henry-
Jenkins (1994):

Western culture teaches us
that we live and die, but they
only refer to the physical body.
In waditional African culture,
death 15 certainly not the end
In fact, in African culture, death
s called "transition:” it signals
the end of one existence and the
beginning of another. (p. 1)

In addition, African American
individuals have a number of
distincrive religious and secular

ceremonies and  rraditions
(Holloway, 2002).
When a death occurs,

African American
families, both imme-
diate and extended,
gather in one loca-
tion (usually the
home of the
deceased) to provide
support to the griev-
ing family. The
extended family
(i.e., aunts, uncles,
cousins, grandpar-
ents, godparents)
traditionally  will
travel great dis-
tances to be with the
immediate family.
The family unit is
very important to
the grieving family,
especially as a sign
of being there to
help them through
such a difficult time.

The “church fam-
ily" offers spiritual
support as well. For
Christian  African
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When a
death
occurs,
African
American
Sfamilies,
both
immediate
and
extended,
gather in
one
location...to
provide
support to
the grieving

American individuals, death is
not the end of life. Death is only
the means whereby an individ-
ual's current earthly existence is
exchanged for another. After
death, individuals pass into a
life beyond, which is more
important than the present,
regardless of how prosperous the
individual was. According to
Henry-Jenkins ( 1994):

The

model of

“White"

15 linear. It

Western  or
death
begins with birth, progresses
through life, and ends with
death. The Traditional African
Model sets forth thar birth, life,

and death are o circular and
continuous cycle. (p. 1)

Therefore, for Christian African
American families, the loss of a
loved one is only a temporary
loss. They are reassured that the
deceased will be reunited with
family and friends in the next
realm of life, rypically described
as heaven.

Native American

Native Americans
are not one people or
culture, which is a
common stereorype.
Beliefs, rtraditions,
rituals, and cere-
monies among Native
American groups vary
widely. The culture of
each group reflects
the influences of
assimilation and
acculturation; the
resules of relocation
and educarion at
boarding  schools;
and competing mis-
sionary efforts. Many
Native American
children grew up
without the rradi-
tions of their ances-
tors. In addition,
many Native Amer-
ican people currently
practice several

Christian religions, such as
Catholicism, Presbyterian, and
Jehovah  Witness (Shaefer,
1999).

Personal beliefs, the extenrt
and nature of family supporrt,
and the status of the deceased in
the communiry affect Native
American mourning practices.
Tribes may be martriarchal,
bilinear, or parriarchal, but in
all tribes, the wisdom and expe-
rience of elders are honored and
respected. In each family or
clan, one elder may be designat-
ed as the final decision maker
(Shaefer, 1999).

This section focuses on the
Navajo customs and rituals sur-
rounding death. Navajo is the
second largest Native American
population in the Unirted
States. The tribe is divided into
more than 50 clans, and descent
is traced through the female
line. Traditional Navajo reli-
gion includes worship of the
winds and watercourses and a
number of gods who are
believed to intervene occasion-
ally in human affairs. These
gods frequently are invoked.
Offerings are made to these
gods, and ceremonial dances are
performed in which painted and
masked men represent them.
Songs, chants, prayers, and sand
paintings also form parr of the
intricate religious rituals.

The Navajo people have
strict traditional customs sur-
rounding death. They believe
death is another step in an indi-
vidual's life and thar the rradi-
tional procedures for burial and
mourning must be honored
carefully to ensure the deceased
completes his or her journey to
the next world. Any deviation
from the defined pracrices is
believed to affect the well-being
of the surviving relatives and
the spirit of the deceased. The
deceased’s relatives and friends
have 4 days after the death to
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resolve all aspects of the
deceased, including cleansing
and preparation of the body,
burial, mourning, and disposing
of the deceased'’s belongings by
giving them away to others or
by destroying them (often by
burning).

Cleansing the body is the
first step in preparing the
deceased for the journey. The
body is washed, and then the
face is painted with chei (i.e., a
war paint made of a soft red
rock, crushed and mixed with
sheep fat) and white com o
protect the deceased on the
journey. The deceased is
clothed in his or her best cloth-
ing and blessed with comn
pollen. The deceased's hair is
tied with an eagle feather o
symbolize a return home.

Traditionally, the deceased
was buried in rthe family's
hogan, a sacred home, and then
the hogan was abandoned.
Every Navajo family, even if
they live most of the time in a
newer home, must have a tradi-
tional hogan for ceremonies
and for maintaining spiritual
balance. In the past, in accor-
dance with rraditional prac-
tices, if the deceased owned a
horse, the deceased’s body was
transported to the burial site on
horseback. At the burial site,
the deceased was placed in the
ground inside the hogan with
the saddle and all personal
belongings. The horse then was
killed and buried separately so
the deceased’s spirit could jour-
ney on horseback. All of the
deceased'’s belongings are dis-
posed of by burying them with
the body, giving them away to
others, or burning. These items
are never kept in the home of
the surviving family.

On the morning of the fourth
day, on the eastemn side of the
home, the deceased’s relatives
and friends wash themselves as

a symbol of cleansing them-
selves of the event of the burial.
The cleansing permits the
deceased’s spirit to start the
journey north to his or her next
life. After that time, it is
believed thar any discussion
about the deceased keeps his or
her spirit from continuing the
journey. It also is believed thart
speaking of the deceased, even
years later, could mentally or
physically affect his or her sur-
viving loved ones and their
families.

This presents a challenge for
health  care  professionals
because encouraging Navajo
families and friends of the
deceased to express their grief
could be counterproductive and
misunderstood. Many Navajo
individuals will refer to the
deceased with language that
implies information about him
or her or refers to the individual
who “used to be.”

Judaism

The major groups of Judaism
include Reform, Conservative,
and Orthodox, and also
Reconstructionist and Hasidic.
Although these forms are all
recognizable as Jewish, their
interpretation of Jewish law and
practice often diverge greatly. In
addition, Jewish families, like
all other families, have their
own idiosyncratic relationship
to their religion, and this rela-
tionship may differ from the
beliefs and pracrices most com-
monly associated with the
Jewish group to which they
belong.

Jewish dearh practices can be
understood most easily by divid-
ing them into two categories—
rituals intended for the care of
the moumers and rituals enact-
ed for the care of the deceased's
body (Reimer, 1995). Although
some families may describe
these practices in English, it is
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The Navajo

more common, even for
English-speaking families, to
use Hebrew words to refer to
both the pracrices for the living
and the dead.

According to Jewish law and
tradition, the funeral and bunal
of the deceased should occur as
soon after death as possible,
preferably before sundown on
the day of death. Because Jewish
individuals believe the soul
begins its return to God imme-
diately after death, they believe
the body should be returned to
the earth as soon as possible so
it can complete its return to the
dust from which it was made.

It is important 1o understand
that the body is accorded a high

in Judaism
because it is the holy repository of
the soul and, as such, is a sign of
God's love for His creation

level of respect

(Dosick, 1995). Care of the
deceased’s body is given over 1o
the chevrah kadisha, or holy soci-
ety. The chevrah kadisha perform
a taharah, which is the mradition-
al washing and then dressing of
the body in linen shrouds called
tachrichin. The bady is placed in
a simple all-wood coffin (ie.,
aron) that has no metal pars
(i.e., hinges, screws, or handles).
The aron facilitates the narural
decomposition process and sym-
bolizes that in death all people
are equal, regardless of their
standing in life.



According to Jewish radi-

tion, 3 member of the chevrah
kadisha or a friend of the family
will perform shemirah (i.e.,
watching over the body from
the time of death until burial).
Most funeral homes are willing
to work with the chevrah
kadisha and are familiar with
Jewish customs. The more
orthodox groups use their own
funeral homes. The Jewish
funeral often is simple, conduct-
ed ar the graveside. It is impor-
tant to note that embalming
and cremation are not custom-
ary practices because they are
not part of the natral process
of death and decomposition.
During the time of mourn-
ing, Jewish families are offered a
great deal of care by the reli-
gious community. It is nor cus-
tomary for Jewish individuals o
view the deceased during this
time. Prior to the funeral, the
deceased’s immediate family is
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Jewish
death
practices
can be
understood
most easily
by dividing
them into
two
categories—
rituals
intended
for the care
of the
mourners
and rituals
enacted for
the care of
the

deceased’s

body.

in a state of aninut, a deep and
sensitive period of grief. Each
family member will tear an arti-
cle of clothing that is being
wormn or a black ribbon thar is
affixed to the clothing as a sym-
bol of their grief in an act called
keri'ah. Unlike Christian cus-
rom, sending cut flowers for the
funeral is not part of the Jewish
tradition because their wither-
ing and dying may be a painful
reminder to the family of their
loss. Instead, a donation usually
in the name of the
deceased to a charity of the fam-
ily’s choosing (Kolatch, 1993).
After the funeral, the family
returns home and begins the 7-
day process of sitting shivah. A

is made

small meal is prepared for the
family by members of the reli-
gious community o serve as a
life-affirming action. Shivah is
the time when the mourning
family members contemplate
their loss, while under the care
of the extended religious com-
munity who will see to their
daily During shivah,
mourners often sit on a low
bench or stool as a physical

nCL‘LlS.

enactment of being laid low by
their loss. The mirrors in the
home are covered to prevent
vanity, and mourners perform
only a minimal amount of
grooming and bathing.

After the period of shivah,
another mourning period
begins. This is the period of
shloshim, which continues for
30 days. During this rime,
mourners continue to grieve.
They may return to work bur
will not artend celebrations and
may not visit the grave of the
deceased. In the United Stares,
Jewish families usually do not
place a headstone at the grave
until the first year anniversary
of the death. This coincides
with the end of the traditional
yvear of mourning, which
includes the daily reciration of

the kaddish (i.e., a life-affirming
mouming prayer) by mourners.
It is important to realize thar
people’s relationship to their reli-
gious beliefs often changes at
in the life
cycle. For example, an otherwise
non-obhservant Jewish family may

tmnsmun;ll rimes

gravitate toward a more obser-
vant practice of Judaism when a
death occurs and have a tradi-
tional Jewish funeral and time of
mourning. In contrast, an other-
wise observant Jewish family may
wish to break with tradition and
view the deceased's body.

Hinduism

Hinduism is unique among
the world’s faiths because its
roots do not spring from a single
scripture, founder, or sacred
place. In fact, to define
Hinduism as a religion in the
same Islam,
Christianity, or Judaism is some-

sense as

whar misleading. Hinduism is
more an umbrella term to
describe a ser of philosophies,
cultures, and way of life.
However, within the myriad
forms and means of worship in
the Hindu madition, there is
uniformity in one area—the
approach to death.

Because Hindu individuals
believe in the laws of Karma
and reincarnation, each birth
on the physical plane is consid-
ered to be inextricably linked to
actions undertaken in previous
births. Birth and death are part
of a cycle that Hindu people
seek to transcend through the
accumulation of good Karmas
(i.e., actions), ultimartely lead-
ing to jivanmukzta, or liberation
of the soul.

When a Hindu individual
dies, the body is bathed, mas-
saged in oils, and dressed in new
clothes. Then it is essential the
body be cremated before the
next sunrise. 1 he reason is based
on logic thar a person retains
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both a physical body and an
astral body (i.e., a subtle non-
physical body), which houses the
soul. Death of the physical body
does not mean death of the soul.

From the Hindu perspective,
embalming and autopsy typically
are not performed because they
believe it is painful for the astral
body to have the physical body
cur or disturbed. These processes
are only performed when legally
necessary, such as in homicide or
other sudden traumatic death
{Australasian Police Multi-
cultural Advisory Bureau, 2003).

Immediate cremation is
important to facilitate the soul's
transition from this world to the
next. It is believed thart burying
the body only encourages the
soul 1o remain confused and
“earthbound.”

At the rime of cremation, the
eldest son places flowers around
the body and lights the funeral
pyre. If there are no male chil-
dren, this responsibility falls to
the Brahman (ie., priest) (H.
Mirchandani, personal commu-
nication, April 21, 2003;
Selected Independent Funeral
Homes, 2003). Several rituals are
observed for the next 10 days,
which are considered a time for
intimare prayer and meditation
to facilitate the departed soul's
journey to the next world. An oil
lamp is lit and kepr in the home.
Family members ear only once a
day, and the food should be
cooked at home.

On the 10th day, the
deceased’s immediate family
members journey to a river for a
ritual bath, shaving of the head,
and floating of the oil lamp on
the water on a leaf or flower. It is
believed that for these 10 days,
the soul remains warching over
the house and finally releases its
attachment to the former life on
the 11th day. Only on the 12th
day does the family gather with
friends and community members

to honor and remember the
deceased (Selected Independent
Funeral Homes, 2003).
Although the physical body is
gone, the deceased’s astral body
will remain as close to them as
ever.

SUMMARY

Health care professionals can
glean significant information
from the families with whom
they work by inguiring about
their customs and rituals sur-
rounding death and grief. The
family is the best source of infor-
mation for culturally sensitive
assessment. By asking and listen-
ing to surviving family members,
health care professionals can
obtain information and assess
and integrate that informarion
into a care plan thar is culturally
sensitive and family specific.

Death, grief, and bereave-
ment are very personal experi-
ences. By assessing and facilitat-
ing culturally appropriate griev-
ing practices, health care profes-
stionals can promote integration
of the loss and reinvestment in
life for surviving family members.
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4. JYAfrican Cultural Concept of Death

Care Directivesi

A cultura africana estd também bastante presente em Portugal. Este artigo
realizado por Ekore & Lanre -Abass em 2016, traz-nos uma revisao articulada sobre o
conceito cultural da morte em Africa e seus rituais de luto, retirando consideracdes para

as direti vas de cuidados antecipados.

A crenca africana baseia -se no entendimento de que o curso da vida é ciclico e néo
linear, ou seja, a pessoa ird renascer e reencarnar num corpo diferente. Na Africa, quando
ocorre um falecimento, costuma -se recorrer a adivinhacao para determinar a causa d a
morte. Geralmente, acredita-se que as razfes atribuidas ao falecimento envolvem
elementos espirituais, como feiticaria, desrespeito aos ancestrais ou divindades, ao invés
de motivos médicos ou fisicos. Além disso, na cultura africana, acredita -se que estar no
reino dos mortos concede poderes sobrenaturais aqueles que estéo vivos, tais como a
habilidade de abengoar ou amaldigoar, de conceder ou tirar vidas. A morte em qualquer
grupo, exceto os idosos, é considerada ndo natural e prematura, onde néo foi pos sivel

uma vida prolongada e morte que ocorre naturalmente.

O propésito da vida € alcancar o status de ancestral apds a morte. E essencial que
uma pessoa receba um enterro apropriado, pois a falta disso pode resultar em tornar -se

um espirito, incapaz de viver plenamente apés a morte  que ira atormentar 0s Vivos.

Os africanos ndo reconhecem as diretivas antecipadas de vontade, logo a tomada
de decisdo no periodo de fim de vida é deixada para os membros da familia da pessoa
em questdo. Este povo ndo gosta de enfrentar a realidade da morte e muitas vezes néao
encorajam a contemplacdo da morte, acaba por ser um tabu pensar ou discutir a propria
morte. Sendo assim, nenhum profissional de saude deve impor a realizacdo de uma
diretiva antecipada de vontade, mas no caso de o cliente o pedir, deve ser tido em conta

a cultura e os possiveis questionamentos da familia.
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ABSTRACT

An advance care directive is a persan's oral or written instruchons about his or her future medical care, if he o
shi becomes unable 1o communicate. It may be in written or oral form. Africans ordinarily do not encourage the
confemplation of death or any discussion about their own or their loved ones’ death. According to the African
baliaf system, lifa does not end with death, but continues in anather realm. Becoming an ancestor after death is
a desirable goal of every individual, a feat which cannat be achieved if an individual asks for an unnatural death
by altempling to ulilize advance care directives. Advance cara direclives are considered o be oo individualistic
for communitarian societes such as Africa. Coupled with the communitarian nature of African sociaties are issues
such as lack of awareness of advance directives, fear of death and grief, and the African cultural belief system,
which ane potential barrars o the utilization of advance cara directives in the African sefting. Henoe, the nead
for culture sensitivity which makes it imperative that patient's farmily and lowved anes are carried along as far as
possible, without compromising the autonomy of the patient in question when utilizing advance care direclives.

Key words: Advance care directive, African, Cultural, Family

INTRODUCTIONN

An advance care directive is a person’s oml or wntten
instructions about his or her future medical care, if he
of she becomes unable to communicate. It may be in
written of ofal form. It may also contain the names
of persons o make dedsions on a person’s behalf, on
what kind of treatment would be desirable, in situations
that the person concerned may be incapable of making
such decisions personally. This affords individuoals the
opportunity to exercise their rights regarding their
maodical care in advance.!

Diancy and Davis® asscre that death 5 a “universal,
natural, persistent, inescapable, unavoidable, and
undeniable fact of life” When death occurs, there
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is usually an impact on the family and friends of the
deceased, the magnitude often depends on whether
death was expected or unexpected. Even the dying
person gocs through penods of fear, anger, and grief,
once the inevitability of death becomes apparent.
However, according to the great philosopher Epicurus,
the human soul penishes with the body at death, bringing
iy an end all senzation and conscious existence!™ Thus,
death according to the proponents of Epicunan ethics,

being merely the cessation of sensations, s nothing oo
be afraid of

The processes of unexpected (sudden) death and
expected dearh (dying) are quite different. In the case of
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expected death, thar is dying, the individual goes through
a process of gradual termination before death occurs
whereas in unexpected (sudden) death, this process is
either absent or is relanvely short. In both cases, the loved
omes are left behind to go through the grieving process
albeir differently. Whereas the grieving process begins
before death ococurs in the case of a dying person, the
process begins after death if the death ocourred suddenly
or unexpectedly. In the case of dying, there is anticipaton
that death will ultimately result, hence the loved ones
have fime to prepare both emotionally and cognitively for
death when it eventually oocurs. Coping after death is thus
relatvely easier for the survivors, and the dying person has
time 1o take care of unfinished business such as prepanng
awill. In the case of unexpected (sudden) death, however,
such emotional and cognitive preparation as seen in the
case of a dying person is absent, copang by loved ones 15
difficult, and the deceased person may not have the ime to
take care of unfinished business such as prepanng a will,
if he or she had not preparcd one before B9

In most cases, death is often looked at from both religious
and cultural perspectives in Africa. Religion is said o
help provide meaning and answers to the problems of
uncertainty, powerlessness, and scarcity that death creates ™
Funeral rimals have thus evolved to acknowledge this,
incorporating religious value in the rituals and enabling
bereaved persons to find meaning for an event that for
most poople 15 incxplicable. For example, why should a
S-year-old die instead of a S0-year-old? It does not make

logical sense excepr, pechaps, from a religious perspective.

The Amencan Academy of Family Physicians in one of its
guidchnes emphasizes the need to recogniee and address
cultural issues, among others, on end-of-life care™ This
becomes imperative particulardy when one understands
the fact that culture s the “worldview, values, norms, and
behavaor patterns shared by a group of indriduals, and
profoundly impacts behavior and the family; it shapes
how persons make meanings out of illness, suffering, and
dying"™ It is against this backdrop that this review focuscs
on the social-caltural concepts, beliefs, and practices
concerning death, which are of significant relevance to
Africa in general, and how falure of an attending health
professional to acknowledge and respect these concepts,
beliefs, and practices can result in misunderstanding and
conflict with the family members of the dying patient.” Tt
would also examine hivor these factors are likely to influence
the utilization of advance care directives in this part of
the world, and provide suggestions on how to overcome
these factors or mitigate their influence on the unlizaton
of advance care directives.

ara

THEAFRICAN CULTURAL CONCEPT OF DEATH

According to Evetsermatan, the traditional Afocan belicf
system is also referred o as ancestor worship and is based
on an understanding that the life course is opclical and not
lincar. Based on this system of belicf, those who are dead
are almve in a different world and can reincarnate (and return
to this world) in new births”! Death is considered a rite
of passage for those who die at an acceptable (old) age!™
When death ocours in Afnica, dvination as o the cause
of death is sought from dead ancestors, with death causes
usually attributed oo spinmual clements (witcheraft, offending
one’s ancestors, of (ods) rather than medical or phsical
reasons Pl Furthermore, it ts an African cultural belief that
to b am thee wiorld of the dead confers supernatural powers
over those in the world of the Ining, such as the ability 6o
bless or to curse, and to give life or to take life among others.

After death, an indivadual lives in a spirit world, receiving
a new body which 1= identical to the earthly body, bue
with the capacity to move about as an ancestor. Becoming

an ancestor after death 15 thus a desicable goal of every
individual and it is believed that this cannot be achieved
if an individual did not live a meaningful life, or had his
or her life cut short say through an accident or by an
unnatural death.™ An African individual would, therefore,
prefer a slow and lingenng deach thar comes namrally, as
they would not only be able to tdy up many issues such
as making peace and saying farewell to relatives, but also
they would also be admitted in the spirit world ™" Death in
any group apart from the very old is considered unnatural
and premature.™

With the belief thar the goal of Life is to become an ancestor

after death, a person is given a proper bural after death as
failure to do this may result in the indwidual becoming a
wandenng ghost, unable o Ive properly after death, and
constituting a danger to those who are stll alive"'! Lending
credence to the African concept of death, Dancy and Davis
assert that death indicates the physical separation of the
indmidual from other humans. Funeral rites and ceremonics
serve to draw attention to this permanent separation, and
particular attention 15 paid to the funcral ates o avodd
undue offense to the dead

SOCIH-CULTURAL ISSUES IN DEATH AMNDY MY ING
IMN AFRICA

Dieath rimuals and the mourning practices of Africans are
vaned because of the existence of so many religious and
cultural practices African societies are communalistic

Indian Jowmnal of Paliative Care [ Oct-Dec 2016 / Vol 22 1 Issue 4



Ekore and Lanre-Abass: African concept of dealh and advance care directives

and do not adknowledge advance care directives which
according to many Africans encourage “atomistic
individualism ™™ Atomistc indwvidualism refers to the idea
that the isolated individual is the only fundamental realiey
and that the individual is the natural atom in arthcial soceal
cnmpnﬁitc."i'

In Africa, individuals are brought up from childhood
with a sense of belonging and relatedness with others.
Indriduals, thus, have a sense of obligation to a larger
sct of other individuals. This 15 one of the reasons why
African rradition does not recogniee the males that advance
care directives play in end-of-life decision-making for
an i:m:nmp‘:tn-nt paticnt. Instead, decsion-making at the
end-of-life perod is left oo the members of the family of
the person concerned,™ an act which introduces unhealthy
disagrecment as events unfold.

Afnicans do not like facing the reality of death and often do
not encourage the contemplation of death, be it their own
death or the death of their loved ones " It is somewhat
a taboo to think of or discuss one’s death. Hence, people
do not write their living wills or set aside money for theirs
funeral while sull alive, contrary to the practice in the
western world. Death is also considered an enemy of Life
and Africans believe life should be preserved by all means
even if the case 15 a hopeless one. The average Afncan
iz not likely to discontnue life-susmining rreatment once
it has commenced, and also do nor favor any artficial
termination of life!™

The above-painted picture is contrary to how
African-Americans experience death and dying. Sullivan!'
described some principles of African philosophy that
provide relevant background as to how (Afncan-Amenican)
families understand and experience death and dving. Firse
is the principle of dual unity. According to this principle,
polarities are opposites. For example, day and night, dead
and Irving are viewed as having reciprocal and unifving
functions, rather than dichotomows ones. Dual vty means
that although death represents the soul leaving the body, i
15 siill inherently selated to life, as opposed o representing
the opposite of life. The second prnciple asserts thar
spirit and martter cannot be separated. By implicaton, i
means that the body and mind cannot be separated. The
third principle explains that the famaly 15 also a key to
understanding Afnican culture. Africans include a larger
circle of indrdduals in their family membership compared
with families of European omgin. Hence, departed relatives
remain in the family circle as the ving dead. The lving dead
remain “alve™ in the memaories of indwviduals in their family

Indian Joumal of Palliatve Care / Oct-Dec 2046 / Vol 227 Issue 4

membership compared with families of European origin.
It is this last ponciple that explains the connectedness and
sense of responsibility of an indvaduoal to his famaly or
community. In this sense, what happens to the individual
happens to the entire group, and whatever happens o
the whole group happens to the indiidual. According to
Mhiti, the individual can only say, “1 am, because we are;
and since we are, therefore 1 am.™ 14

In the African culture, therefore, the elderly or aged
may give verbal instructions to their children concerming
their care at the end of their lives. Such instructions may
include avoiding prolonged hospital seay, allowing them
o die on their own beds and in their childeen’s arms at
home, how to conduct the bural ceremony, where they
arc to be bured. Cuoltural and spintual belicfs tend to
make individuals, espeaally the middle-aged ones, avoid
making end-of-life decisions while still alive and young,
In addition, the practice of paternalistic medicine and
its attendant effects on individuals after encountering
physicians make such individuals even morne resolute not
to discuss pertinent personal issues with their doctors.
This is becanse a paternalistic approach by the physician
portrays a lack of empathy among others and this
invariably diminishes any iota of trust the patient might
have had for the physician.

An important point for consideraton for medical pracrice
is that for the family physician who wsually treats patents
in the context of the family, how feasible 15 it o adape
advance care diroctives in practice, since it 15 considened
toy individualistic? How will the family physician marry
the wishes of his patient, who is an autonomous being,
with those of the patient family members who are also
considered very important in the management of the
patient?

Advance care directives have been crticized as being
too indmdualistic for communitanian societies sauch as
Africa™ The African culture of communal living, lack
of awareness of advance care directives, fear of death
and gocf, physician lack of imtiative, and the Afrncan
belief system are potential barners o the unlizaton of
advance care directives in the Afnican setting. As a way
of encouraging the making and utilization of advance
care directives, there 15 a need for both physicians and
other health-care providers to be culture-sensitive. This
will give room for inter-cultural conversations and the
opportunity to listen to, understand, and benefit from
the viewpaoints of persons from caltures different from
ours."l Other recommendations include discussing
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the topic whenever the opportunity arises for this will
facilitate a structured discussion, raising the awareness
of people on the utlization of advance care directives by
providing relevant information, completng a statement
and providing copies to the individual, the proxy any
other relevant party perodically reviewing the statement,
and most importantly, implementing the plan at the
appropaate time." However, all these recommendations
will be effective only if people realize the important roles
that advance care directives play in resolving the conflice
beroween the physician and family members of a dying
paticnt.

CONCLUSION

Considenng all the issues discussed above, it would be
offensive to other family members if one of them decides
to write an advance care directive without considenng the
opimon of other family members. Tt is, thus, very important
for the family physician and other physicians o be
culture-sensitive and this extends to managing end-of-hfe
1=sucs within the context of the family and their culture,
thereby carrying other members of a patients family along
while at the same time encouraging an individual to utilize
an advance care directive.

The attending physician should ensure thar the
patient’s family and loved ones are carried along as far
as possible,]"’! without compromising the autonomy
of the patient in guestion, while at the same time
acknowledging and respecting the communal nature of
existence of African families. If some Africans write
wills to take care of issues, especially abour inheritance
after their death, why would they not consider preparing
advance care directives to take care of issues at their

end-of-life perind?
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5. 3Spiritual Perspectives -@fAide:APr act i
Review of the Major World Religions and Application to Palliative
Car ej

Neste artigo realizado em 2007, Bauer-Wu, Barrett e Yeager Nell realizam uma
revisdo sobre diferentes religides e quais as suas crencas e rituais na morte e no fim de
vida, de modo a cuidarem de modo holistico atendendo as necessidades fisicas,

emocionais, sociais e espirituais.

Os achados deste artigo incidem na exploracéo de rituais na religido do Budismo,
Islamismo, Cristianismo, Hinduismo e Judaismo, para melhorar os cuidados paliativos.
Para atender as necessidades espirituais Unicas de pacientes e familias com diversas
orige ns religiosas e culturais, é essencial que os profissionais das equipas de cuidados
paliativos demonstrem sensibilidade e compreensdo em relagdo a varias tradicbes

religiosas.

Tendo em conta os achados dos artigos anteriormente referidos , irei apenas dar
énfase a alguns dos rituais ainda nao descrito, como o budismo, islamismo e cristianismo.
Os budistas acreditam em uma vida ap6s a morte, em que os humanos se manifestam
inUmeras vezes e de varias formas. O objetivo final é alcancar o nirvana, ou seja, o
renascimento. A morte geralmente ocorre em casa, onde o moribundo é cercado por
familiares, amigos e mo nges que recitam sutras e cantam para facilitar estado de espirito
pacifico. Nas praticas desta religido o corpo é lavado por membros masculinos da familia ,
em seguida, é enrolado em roupas e o0s polegares e dedos dos pés sdo amarrados
utilizando cabelos de um membro da familia. O corpo nunca é deixado sozinho apés a
morte e, geralmente ap6s quatro dias é cremado. Desde o momento da morte até a
cremacdo, fami liares e amigos prestam homenagens e visitam o corpo. Durante a
cremacao e nos dias subsequentes, 0s monges continuam a cantar para promover boas

energias na transicao de vida , afamilia e os amigos entéo, oferecem comida aos monges

para criar boa vontade, ajudando o espirito da pessoa morta.

Os Islamitas seguem os ensinamentos de Deus por meio do profeta Maomé. E
considerado um dever espiritual para os membros da familia cuidar de seus parentes

doentes e moribundos, tal cuidado é muitas vezes visto como uma oportunidade



abencoada também para amigos proximos . A proximidade dos entes queridos é muito

importante para o processo de morrer.

Quanto ao cristianismo acredita-se que a alma do falecido segue vida ap6s a
morte, para o céu ou inferno, depois sendo julgado por Cristo. A probabilidade de ir para
o Céu é maior nos individuos que acreditam em Cristo como salvador, que vivem uma
vida saudavel e altruista, faz em peniténcia e renuncia m aos pecados. Uma 'boa' morte
cristd envolve estar preparado espiritualmente, ter determinacdo nas relacdes

interpessoais e reconciliar os pecados.
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Abstract

Falliative care professionals promote well-being and ease suffering at the end-of-life through holistic care that addresses
physical, emotional, social and spiritual needs. The ways that individuals cope with serious illness and prepare for death
are often done so within a religious context. Therefore, it is essential that palliative care practitioners are sensitive to and
have an appreciation of different religious perspectives and rituals to meet the unique needs of their patients and families.
This paper provides a brief overview of the five major world religions - Buddhism, Christianity, Hinduism, Islam and
Judaism - with particular emphasis of the respective perspectives on suffering, death and afterlife. Despite wide variation

in these traditions, an understanding of common rituals surrounding death, funerals and bereavement can improve cane

for patients, families and communities facing the end-of-life.

Key Words: End-of-life, palliative care, religion, spirituality

Introduction

Serious illness and imminent mortality often inspire
people to pursue existential meanings and come to
spiritual terms with their lives.!") For such people, the
end-of-life is a time of re-examining or re-affirming
personal faith with the goal of achieving a peaceful
death. For these reasons, participation in religious
rituals can be an important priority for terminally ill
patients and their families, and spiritual well-being
may become the primary goal for the palliative care
provider.

Spiritual  well-being  influences  psychological
functioning, such as anxiety and depression, in
individuals with life-threatening  diagnoses.'*
Specifically, patients with serious disease are more likely
to experience significant psychological distress if they

do not have a high sense of spiritual well-being, !
While lack of belief in an afterlife has been associated
with end-of-life despair (desire for death, hopelessness
and suicidal ideation), spiritual well-being has been
shown to have a more powerful effect on psychological
functioning than beliefs about afterlife. "

Palliative care practitioners are obliged to promote
a sense of well-being and to ease suffering in
their patients in order to foster a ‘good death’.”
Optimal palliative care is holistic, encompassing
physical, emotional, social and spiritual needs of
dying patients and their families." Palliative care
professionals need to be sensitive to and have an
appreciation of various religious traditions in order
to meet the unique spiritual needs of patients and
families having a variety of religious and cultural
backgrounds. Having an appreciation of this diversity
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will help inform a more culturally sensitive palliative
care practice such that providers will not impose
their own convictions; rather, they will challenge
their own assumptions and personal values of how
to achieve a ‘good death’ as well as healthy grief for
loved ones.

This paper provides a brief introduction to some
of the ways that the five major religions face major
end-ofl-life issues, with the understanding that these
traditions are subject to a large degree of regional
and Individual variation. This latter point is critical;
every major religion has denominations and there are
subtle discrepancies in particular beliefs and practices.
Additionally, there are many less common traditions
that cannot be explored in this article, but this is not
meant to de-value the significance of these other
spiritual practices. Rather, we hope that this paper
will serve as an initial introduction and an impetus
for palliative care professionals to further examine
the different spiritual perspectives and practices that
Influence the care they provide. We want to underscore
that understanding different faiths and rituals will
help the palliative care provider to be sensitive and
proactive in addressing the spiritual needs of their
patients and in guiding families to ensure a ‘good
death’ and healthy bereavement to follow.

Buddhism

Fundamental principles of Buddhism align with
Issues addressed in palliative care. The notion of
suffering is at the heart of the Four Noble Truths, and
Buddha's teachings (sutras) encourage contemplation
of suffering and death. For example, Upajfhatthana
Suira, also known as the ‘Five Remembrances’,
underscores the impermanence of life: T am subject
to aging, T am subject to illness, I am subject to
death, T will separate from loved ones and I am
the owner of my actions."® Buddhists believe in an
afterlife whereby humans manifest numerous times
and in various forms. The ultimate goal is to become
fully enlightened and reach nfrvana: freedom from
the cycle of suffering and rebirth. Many Buddhists
commonly practice death contemplations. '

While perimortem rituals can vary between countries
and schools of Buddhism, widely held perspectives

and practices prevail. A person’s condition at the
time of death is very important; essentially, if one
experiences great angst while dying, an unpleasant
rebirth could result!'! Taking medications that may
alter one’s state of mind, such as narcotics, is generally
discouraged as lucid awareness allows for virtuous
thoughts, which impacts one's life transition and
rebirth."" Death usually takes place at home where
the dying person is surrounded by family, friends
and monks who recite sufras and chant to facilitate a
peaceful state of mind.

In Burmese practices, the body is taken by male
family members and washed. It is then wrapped in
clothes and the thumbs and toes are tied together
by a family member’s hair. A coin is place inside the
mouth and at the head and a vase with a flower s
placed beside the body™'" Tibetan Buddhists believe
that as soon as a person dies, he/she goes into a
state of trance. In the days and weeks following, an
Intermediate state consisting of three phases (Bardas)
is experienced, which is dream-like state between
death and rebirth. o

The body is never left alone after death and generally
remains for up to 4 days, after which it is cremated.
From the time of death to cremation, family and friends
pay respects and visit the body During cremation
and on subsequent days, monks continue to chant to
promote good energies in the life transition. Family
and friends then give food and candles to the monks
to create goodwill, which helps the lingering spirit of
the dead person.!'!!

Christianity

The teachings of Jesus Christ presented in the New
Testament reflect that death is a consequence of sin
and Is a temporary separation of body and soul.
Furthermore, death of sin is birth to eternal life and the
dead will be raised and judged at the second coming
of Christ.""! The palliative care professional ought
to be aware that Christian patients may view their
[lness and death as punishment and may experience
associated feelings of guile. "™

Christians believe that the soul of the deceased goes
on to the afterlife, ultimately to Heaven or Hell after
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being judged by Christ. The likelihood of going to
Heaven is greater if one believes in Christ as Savior,
lives a wholesome and unselfish life and gives penance
and is renounced of sins. Death anxiety may be evident
since no one knows, for sure, whether he/she will go
to Heaven. A 'good’ Christian death involves being
spiritually prepared, having resolve in interpersonal
relationships (forgiveness) and reconciling sins

It is important that the dying receive their last rite
by a priest or a minister, which involves any or all
of the following: (1) "Anocinting of the sick™ - The
dying person is prayed over and the body is anointed
with holy oils; (2) Reconciliation - The dying person
confesses his’her sins and the priest absolves the
person of any guilt; and (3) Holy Communion - The
dying person receives a holy wafer representing the
body and blood of Christ. The ritual concludes with
a prayer. The last rite is intended to give the dying
person spiritual aid and comfort and to fortify the
soul, enabling one to bring Christ into the centre of
the experience and to meet death with tranquility'*"!

A wake service takes place in the immediate days after
death to allow loved ones to pay their last respects;
the coffin is usually open, at least partially A funeral
service occurs in a church and is often followed by a
graveside religious service. Most Christians are buried
in a coffin, although cremation s acceptable as long
as the ashes are interred. Mourning practices include
prayer to God and to the loved one who has died (since
some Christians believe that the dead person can hear
and answer prayers). Lighting candles in memory
of loved ones who have died Is a common practice
in many Christian traditions, which symbolises the
ignition of eternal light and love of Christ.

Hinduism

Hinduism comprises a wide variety of religious
traditions that have diffused throughout India and
the world. Yet despite this variation, certain major
themes are commonly shared by most Hindu
religious traditions such as the primacy of the Vedas,
notions of cause and effect (karma), a cyclical model
of death and rebirth (sanmsira) and spiritual liberation
(moksha) 50 Likewise, there are common themes

surrounding the dving process that may be relevant
for effective palliative care delivery.

For instance, Hindu patients and [amily members
may be reticent to seek pain relief and other physical
symptoms if they consider suffering as a form of
austerity (fapasya), an opportunity to achieve spiritual
liberation by burning away the karma accumulated
over multiple lifetimes.|"*# Under such conditions,
the needs of the body and soul may be at odds with
one another. However, people often recognise that
they cannot remember the actions of previous lives
and therefore cannot determine whether there is
a karmic need for further sulfering. Under these
conditions, it may be the sacred duty (dharma) of the
physician to heal the pain, just as it is the collective
duty of the family to insure that their relative dies an
auspicious death - which often precludes dying under
traumatic circumstances. """

In addition to the absence of trauma, Hindu notions
of an auspicious death often entail that the person
leaves the world having lived a long and prosperous
life with many children and a significant period of
time near the end for spiritual development.™! In
many instances when these ideals cannot be achieved,
adherence to rituals can play an even more important
role. Patients may listen to prayers or recite their
manira up until the moment of death or travel to
a place of religious pilgrimage #2% Families may
arrange for a particularly auspicious cremation rite
{ anteyeshti samskara), ensure that the celebratory feast
{bhofan) Is well-attended 12 days later or that the
ashes are disposed of in a sacred geographic area.'!
Although these latter rites occur post-mortem,
advanced awareness and preparation may reassure a
spiritually oriented patient or help the family with
anticipatory grieving.

The teachings of Islam represent a unitary monotheistic
religious tradition that has been revealed by God
through the prophet Muhammed. Yet on the surface
of this underlying unity, there may be local differences
in the ways that certain Muslim communities interpret
these teachings. The term ‘vernacular Islam’ has been
used to describe these local interpretations, which are
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often assoclated with complex ethical dilemmas. /=1
Human suffering presents one such dilemma. On
the one hand, the Quran states that suffering allows
the believer to atone for previous sins, thus lnking
submission to suffering with submission to God.""
On the other hand. it ako considers the relief of
another’s suffering to be a highly virtuous act and
states that God has not created any illness without
creating a cure, ™!

In the medical Hterature, Muslim physiclans
have advocated the use of narcotic analgesics for
the management of severe pain In terminally ill
patients.***! But this prescription comes with two
important caveats. First, Islamic law (Sharia) does not
allow the physician to use narcotics for the purpose
of hastening death: deliberate euthanasia is strictly
forbidden. Second, pain and symptom management
may have to be balanced against the patient’s ability
to participate in prayers and other religious rituals in
the final moments of life. These latter activities are
believed as an important means to ensure the soul's
passage to a better afterlife until the time of the
resurrection. ="

The palliative care provider should recognise that
the dying process is often a communal affair in
Muslim communities. It Is considered a spiritual
duty for family members to care for their sick and
dying relatives and such care is often seen as a blessed
opporiunity for close friends as well.* When the
patient is conscious, imminent dying provides final
moments for refllection and forgiveness. Family
and friends may also assist the patient in religious
observances or pray for the soul of the patient when
he/she Is unconscious. It s also important to note
that the family may continue to provide these kinds
of spiritual care for the patient just after physical
death, for it is believed that the soul does not depart
the body until burial. ™™ For all these reasons, the
proximity of loved ones is very important for the
dying process.

Judaism

When caring for a dying Jewish person and their
family, an appreciation of biblical history and a

summary of the rich tradition of Judalsm provide
valuable direction. The Book of Job focuses on
questions related to human suffering™ and the
concept of afterlife Is fundamental to Judaism and
includes the coming of the Messiah ™' During this
time, the world will be brought to perfection and
universal peace. Tranquility, lawfulness and goodness
will prevall. However, specific details on the afterdife
are not emphasised in Jewish teaching.

Traditional Judaism delineates a highly ritualised
procedure for the time following death, although liberal
Jews have modified these customs considerabhy.™-*
When death is imminent, Jews recite specific prayers.
During the last minutes of life, no one should leave the
area unless they are overcome by emotion or become
ill. It is a matter of respect to watch over a person as
he passes from this world to the next. After death,
Jewish law and custom specify a series of acts that have
two aims: showing honor to the dead and helping the
living. After death is ascertained, the eyes and mouth
should be closed and a sheet placed over the face.
Customs Include: placing the body face up with its
feet towards the door, placing lit candles at the head of
the body, pouring out all standing water and covering
up all mirrors in the home. Soon after the death, the
rabbi is called and he notifies the Chevra Kaddish
{Holy Society). The Chevra Kaddish refers to a group
of individuals within the community who prepare the
body for burial in striet accordance of Jewish law by
reciting prayers, washing and dressing the body. Also,
from the moment of death until burial, the deceased
may not be left alone. Therefore, the family must
arrange for a person called a shomer (watcher) to be at
his side at all times. ==

Jewish funerals should take place as soon as possible,
ideally within 24 hours after death. The service is
either at a funeral home or at the graveside. Open
casket practices as well as lowers and music are not
permitted and cremation is frowned upon

The first 7 days after the burial involves Shivah, an
important period of mourning for Jews. Shivah takes
place in the home of the deceased and is a gathering of
family and friends, where memories of the deceased
are shared and a prayer service Is conducted. 13234 Jews
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Table 1: Cuestions about religious practices for the palliative care practitioner to consider

Is ther use of narcotics confraindicated based on a pathent's falth?
What religious rifuals are important for the patient and their family members to fulfill in the days and weeks before

death?

Who neads 1o be present at time of death? |s it acceptable to have a healthcare professional present?

What rituals need o be done during death and the post-montem period?

Howy long s the acceptable period of fime between death and body disposal?

What are the customs related to preparation of the body for disposal? s it appropriate for a healthcare professional 1o
be involved? Is it important that someone of the same gender wash and prepare the body?

What are customary funerary practices?

What are typlcal mouwrning practices for bereaved loved ones?

are instructed to grieve for a limited time and not
excessively. Jewlsh teachings set limits for every stage
of grief: 3 days for crying: 7 days for lamenting: and
30 days for not cutting hair or wearing laundered
clothes. Specific instructions are given until the 1-
year anniversary of the death. =34

Discussion

Important to all of the major religions are beliefs
and customs related to human suffering, the death
experience and an afterlife. Besides the social aspects
that religious affiliations provide, many people follow
faith traditions for the purpose of making sense
of life, death and life after death. All of the major
religions strive for a peaceful experience at the end-ol-
life. Furthermore, these traditions tend to discourage
deliberate attempts to hasten the death process. For
this reason, the sacred texts of Buddhism, Hinduism,
Islam and Christianity all clearly reject euthanasia
although each allows efforts to relieve suffering at the
end-ol-life."**™*! Along these lines, praying for and
being with the dying person at the time of death s
highly valued across these major religious traditions
as a means to relieve suffering and facilitate the
transition into the afterlife. While the family rituals
during and after dying are often well-defined by
textual traditions, they vary according to particular
circumstances. Finally it Is important to note that
death is a social experience and involvement of
loved ones in the dying process Is common across
cultural traditions. For this reason, the palliative care
professional should plan for the care of family and
community along with that of the patient.

All persons, regardless of faith, want to have a peaceful
experience when they die. Palliative care professionals

are obligated to promote a ‘good death’, dignity and
with minimal suffering.”™ Table 1 Includes a list of
questions to prompt palliative care providers in the
care of dying persons, especially those from different
faith traditions. Being sensitive to differences will allow
for more thorough assessments and proactive planning
that will ensure peaceful death, congruent with patient,

family and community beliefs.
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6. 3When the Spirit Leaves: Childhood

Bereavement in Usl| amij

Tendo em vista a compreensédo, por parte do profissional, de como € vivido a
morte de uma crianca pelos pais e irmados no seio de familias muculmanas, foi
desenvolvido este artigo por Hedayat (2007), examinando os rituais islamicos sobre morte

e luto.

O autor reflete que mesmo tendo a melhor intengcdo, nem sempre as atitudes
perante o luto pelo profissional estdo adequadas a cultura ou religido da familia. Na
religido islamica, os filhos sdo um presente de Deus, as meninas sdo uma alegria ainda
mais espe cial. Os pais sdo mais do gque tutores ou cuidadores legais, espera -se que tratem
os seus filhos com gentileza e justica e, quando acontece a morte da crianca, sentem um

profundo insucesso em proteger o seu filho.

Na religido islamica a vida € uma jornada pelo mundo e a morte é outra jornada
pelo mundo espiritual. A doenca e a morte podem ser muito angustiantes para os pais
muculmanos. Os muculmanos u tilizam a suplica e a oragdo, para procurar intervencdes
naturais e sobrenaturais para doencas. Podem utilizar  talismds com um pingente azul
semelhante a um olho ou pergaminhos , na cama da crianca doente para induzir a cura.
Em sociedade s medievais existem algumas escrituras que promovem o0 apoio e consolo
perante a morte de um filho. Alguns dos temas descritos nessas escrituras sao, a virtude
da paciéncia, a intercessdo e a substituicdo. A primeira considera a morte um teste de
paciéncia para os pais, sendo uma virtude continuar a louvar Deus neste momento
tragico, o segundo tema remete para a capacidade de uma crianga morta interceder pelos
seus pais, este sentimento € muitas vezes transmitido aos pais  para aliviar a sua angustia .
No ultimo tema, a substitui¢éo, refere -se a crenga que Deus leva a crianga para o céu cedo
para que a mesma, como ndo tem pecados, entra r diretamente no reino sagrado onde

intercedera pelos seus pais, um ato de misericérdia para com o0s pais.

Os pais devem poder segurar o corpo de seus filhos falecidos, se assim o
desejarem chorar por el es e reconhecer que foi um presente de Deus que agora Deus

recuperou. Deve dar -se tempo e oportunidade, para a familia lamentar e expressar



tristeza no hospital. Apés a declaragdo da morte, os cinco atos a seguir devem ser
realizados, idealmente dentro de 24 horas ap6s a morte: lavagem, unc¢do, mortalha,

oracao e enterro do cadaver.
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When the Spirit Leaves: Childhood Death, Grieving,
and Bereavement in Islam
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ABSTRACT

The death of a child has a profound and often long-lasting impact on families. The parent's
relationship and their ability to bond with and take care of surviving children may be af-
fected. It is important for healthcare workers to understand the dynamics associated with be-
reavement, especially when the family comes from a non-Western culture. Islam is one of the
three most populous religions along with Christianity and Hinduism and the fastest grow-
ing religion in the United States but remains largely misunderstood. This paper seeks to ex-
plain what Islam is, who is a Muslim, where they live, and what they believe and practice. It
also explains how Islamic beliefs contextualize the meaning of life and death for Muslims
and how they are exhorted to grieve upon a child's death. Reading this paper will enable
those who care for Muslim families to better attend to the social and emotional needs of Mus-

lim parents and siblings after such a tragic event.

INTRODUCTION

We have decreed Death to be yvour common
lot . . . (56:60)"

VERY YEAR in the United States approximately

50,000 children die.® One half die in infancy,
the remaining in childhood or as teenagers. The
five most frequent causes of death in 2004 were
accidental trauma (20%), congenital anomalies
(10%), prematurity (8%), homicide (5%), and neo-
plasms (4%), accounting for nearly half of all pe-
diatric deaths. The vast majority of pediatric
deaths occur in hospitals, including, in addition
to those named above, oncology-related illnesses,
sepsis, and acute respiratory distress syndrome.
A plurality of these deaths occurs in an intensive
care unit, namely 40% of infants and approxi-
mately 25% of children ®

Little objective study of Muslim attitudes to-
ward death has been done in Western languages,
and even fewer regarding the death of infants.
One study of Arab women whose children died
in Swedish neonatal intensive care units (NICUs)
demonstrated how “standard” acts of consolation
such as pictures and footprints or viewing the de-
ceased child actually offended the grieving moth-
ers and caused distress* Eastern cultures, re-
gardless of the religious tradition, tend to allow
for more emotionality.® A higher degree of reli-
giosity may lead to less anxiety during periods of
grief among Muslims as in other faith commu-
nities.” On the other hand, sudden or explained
death may lead to a high degree of posttraumatic
stress disorder and grief” This paper examines
Islamic proscriptions on death, bereavement,
and mourning rituals. A case study based on the
Prophet Mohammad's reaction to the death of
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CHILDHOOD DEATH, GRIEVING, AND BEREAVEMENT IN ISLAM

his infant son is presented to illustrate Islamic
mourning rituals.

EPIDEMIOLOGY OF DEATH
AMONG MUSLIM CHILDREN

Developing nations tend to have higher child-
hood mortality rates than industrialized nations ®
Muslim children die of various causes depending
on the country in which they live. Childhood
maortality rate and exposure to the death of a prior
child varies as well. Violent deaths are frequent
in war-stricken areas such as Palestine® and
Iraq.' In countries such as Somalia, with little or
no health care infrastructure, respiratory and di-
arrheal deaths predominate.!! Some countries
have little violent or illness-related deaths as a re-
sult of advanced health care systems but high
traffic-related deaths for children, such as the
United Arab Emirates.!? Therefore, there is no
uniform experience with childhood deaths
among immigrant Muslims.

Black children in the United States have dou-
ble the mortality of white children. They are also
twice as likely to die a violent death resulting
from gang-related violence.' It is estimated that
approximately one third of all Muslims in the
United States are black, mainly inner city
dwellers. At present, no figures are available to
differentiate between the mortality rate of black
Muslim and black Christian children in the
United States, or between Muslim and non-Mus-
lim immigrants. However, most immigrant
groups have lower incidents of violent death in
children under 14 compared to native children.
This finding has been attributed to more tradi-
tional parenting models and emphasis on family
values among immigrants.'#

ISLAM

Islam is a monotheistic religion established
in 610 aD by the Prophet Muhammad. Islam is
an Abrahamic faith, like Judaism and Christian-
ity, through Abraham’s first son, Ishmael, the
forefather of the Prophet Muhammad. The tenets
and practices of Islam are simple and easy to
follow, contributing to its spread across a wide
geographic area (Table 1). There is no “typical”
Muslim: 40% are Asian from India, Pakistan,
Afghanistan, Indonesia, Malaysia, China, and the
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Philippines, etc.; 30% are from sub-Saharan
Africa; 20% are from the Middle East (including
non-Arab Iran and Turkey); 3% are native to Eu-
rope; and 1% are native to the Americas (the lat-
ter two include converts and immigrants).'* Put
another way, there are more Muslims in China
than there are in Saudi Arabia, and more in Nige-
ria than in Iraq, Syria, Jordan and Lebanon com-
bined.

In the United States, Islam is the fastest grow-
ing religion. There are 5 million Muslims in the
United States and currently represent the second
largest religious group after Christians. Thus,
more people in the United States are Muslim than
Baptist or Jewish.!> The typical convert tends to
be an urban African American male, although,
among Caucasians and Latinos, more women
convert than men, and they tend to be college ed-
ucated.!® The racial /ethnic identity among Mus-
lims living in America is as follows: 30% black,
27% Caucasian, 33% Southeast Asian.

Mo papacy exists in Islam. There are scholars,
acknowledged as experts in matters of law and
ethics, whose opinions may be sought for con-
tentious or contemporary issues, like the ones
presented below. Scholars have divergent opin-
ions on new issues and it is important to approach
each Muslim patient or family as unique person
and not a stone tablet with an indelible set of be-
liefs. Furthermore, each person’s adherence to Is-
lamic vs. cultural or personal beliefs will vary.
This paper attempts to present commonly held
beliefs among the two major Islamic sects, Shia
and Sunni.

CHILDREN IN ISLAM

In Islam, children are a gift from God and de-
seribed as the “joy of our eyes” (25:74). Children
are to be respected in Islam as individuals with
inherent rights (Table 2), applying equally to boys
and girls. In fact, girls are a special joy in Islam.
The Prophet Muhammad said, “What good off-
spring are girls!"'” He also urged parents to take
special care of girls, providing them with “a
proper upbringing, good education, and ade-
quate material resources and recreational oppor-
tunities.” ¥

The role of parents is highly regarded in Islam
too. Parents are more than legal guardians or
caretakers. They are expected to treat their chil-
dren gently, fairly, and well. When a child falls
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Beliefs Practices
Oneness of God Daily prayers
Prophets and angels Yearly fasting
Holy Scripture Yearly 20 tithe on savings
Resurrection and judgment Pilgrimage once in a lifetime
Divine justice

ill, parents feel a great sense of responsibility and
failure to protect their child and ensure their
health.

DEATH IN ISLAM

Wherever you are, death will find you out,

even if you are in towers built up strong and
high! (4:78)

Physical aspect of death

Both quality and sacredness of life are weighed
in matters of life and death. Quality of life refers
to the ability to live without meaningless suffer-
ing, as suffering has a redemptive aspect to it in
Islam. Sanctity of life refers to the belief that all
life is sacred because it originates with God and
returns to God. When these two values conflict,
the sanctity of life outweighs quality of life issues.

Muslims traditionally defined death as when
the body grew cold after cessation of cardiac ac-
tvity, although this was based on empirical ob-
servation and not prophetic command. In light of
contemporary medical technology, most jurists
recognize the clinical diagnosis of brain death as
an acceptable reason for care to be deescalated '
However, the Muslim laity still has difficulty
with this concept and it is important for such a
discussion to be broached with the help of com-
munity leaders, an observant Muslim physician,
and /or local cleries.*”

Social aspects of death

Most traditional societies and religions, from
Buddhism?®' to Orthodox Judaism®™ maintain a
primacy on sanctity of life over quantity or qual-
ity. Many Muslims patients have an internalized
understanding of these principles similar to those
of traditional cultures and faiths and may be ap-
prehensive about discussions regarding deesca-

lation of care for a sick child or adult. Attending
to an ill person and /or the funeral procession is
highly recommended in Islam, and burial of the
dead is a communal responsibility regardless of
whether the person is a stranger or a local mem-
ber of the community. Often, large groups of vis-
itors will pay their respects to the deceased. Some
cultures expect visible and dramatic signs of grief
to demonstrate love and respect for the deceased.
Some of these acts are practiced by Muslims but
are not Islamically proscribed (see below).

Religious aspects of death

In Islam, life is a journey through the world,
and death another journey through a spiritual
world. The earth is described as a resting place
for the purpose of worshipping God and doing
good deeds (2:20-21). Boys are considered adults
after the age of 15, girls from 9 years of age in
matters of religious obligations, therefore, adult
aspects of death are discussed in this paper. Adult
Muslims (discussed below) should make a will
and testament in front of withesses (5:106). Tde-
ally this would include advanced directives re-
garding organ donation, disposal of the body af-
ter death, and payment of debts. A parent may
determine if their child’s organs may be donated.

In the dying moments, a Muslim recites or lis-
tens to the recitation of certain key verses from
the Muslim scriptures, the Quran. The Quran can

Tame 2. RicHTs oF CHiLoeey 1 Ispas

Positive rights Megative rights
Food Mo hard labor
Shelter Mo physical abuse
Medical care Mo mental abuse
Education Mo sexual abuse

Religious instruction
Lowve and affection
Dignified name
Gond spouse

Mo forced marriage







































































































