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Imagine que haja um tratamento para uma pessoa gravemente doente que

melhora a qualidade de vida, reduz os sintomas da depressdo, diminui a
probabilidade de que o paciente precise ser internado e aumenta a sobrevida.

Vocé gostaria que as pessoas que vocé ama recebessem esse tratamento?

Adaptado de: R. Sean Morrison e Mireille Jacobson. Palliative care works, so why is it rarely used? Follow the money.
https://www.statnews.com/2021/03/23/palliative-care-works-so-why-is-it-rarely-used-follow-the-money
Inspirado em Dadalto, 2023
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Melhoria da

qualidade
de vida

Controle da

dor e dos j o N
sintomas E sobre garantir a integragdo de

todas essas pegas para que o ser
humano seja visto, compreendido
e tratado acima de qualquer
Conforto diagnostico com sua esséncia
e bem-estar preservada até seu ultimo dia de
vida.
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Uma sociedade que precisa ser educada

Pelé nao reage mais a Pelé recebe cuidados paliativos
quimioterapia e recebe appqQas ap 6S NAo resp onder mais 3

cuidados paliativos
Internado no Hospital Israelita Albert Einstein, Pelé luta contra cancer, quimiOterapia

mas tratamento com quimioterapia ndo esta funcionando

Escrito por Redagao, 10:09 / 03 de Dezembro de 2022. Atualizado as 14:59 / 03 de Dezembro de 2022
MAIS QUE UM JOGO .
03/12/2022 AS 09H24 - Atualizado Ha 6 meses n u m

NOTICIAS

Pelé o esta sob cuidados paliativos, afirmam filhas do
jogador

Filhas do Rei do Futebol contaram ao Fantastico que o pai esta passando por reavaliagao da quimioterapia. Entenda o estado de saude
de Pelé

Saide By Redacdo Publicado 6 de dezembro de 2022 f v 0O =
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Experiences of patients and caregivers G The A9 2016
. . . Reprints and permissions:
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A qualitative study Sorar

Breffni Hannon'?2, Nadia Swami?, Gary Rodin23:4,
Ashley Pope? and Camilla Zimmermann'234

Abstract

Background: Early palliative care improves quality of life and satisfaction with care and is increasingly endorsed for patients with
advanced cancer. However, little is known about the experience of receiving early palliative care from a patient and caregiver
perspective.

Aim: The aim of this qualitative study was to determine, from a participant perspective, the experience of receiving early palliative
care and elements of that care.

Design: Qualitative grounded theory study using individual interviews.

Setting/participants: The study took place at a comprehensive cancer centre. Patients (n=26) and caregivers (n= 14) from the
intervention arm of a cluster-randomised controlled trial of early palliative care versus standard oncology care participated in
qualitative interviews. Participants were asked to comment on their quality of life, the quality of care provided over the intervention
period and their experiences with the palliative care team.

Results: Participants described feeling supported and guided in their illness experience and in their navigation of the healthcare
system. Specific elements of early palliative care included prompt, pe; lised P holistic support for patients
and caregivers; guidance in decision-making; and preparation for the future. Patients with symptoms particularly valued prompt
attention to their physical concerns, while those without symptoms valued other elements of care. Although three patients were
ambivalent about their current need for palliative care, no distress was reported as a consequence of the intervention.

Conclusion: The elements of care described by participants may be used to develop, support and refine models of early palliative
care for patients with cancer.

Keywords
Palliative care, benefits, patients, caregivers, qualitative, cancer

What is already known about the topic?

1. Rand d lled trials have d that early palliative care is effective in improving quality of life in
patients with advanced cancer.
2. Quantitative measures for quality of life cannot capture all aspects of the individual patient or caregiver experience.
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Quanto mais precocemente os Cuidados
Paliativos forem oferecidos mais abrigo e
protecao serao garantidos.
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O que preciso saber sobre vocé como pessoa para

Imagens: Pixabay

cuidar de vocé da melhor maneira possivel?

Copyright Marcia Melo 2023 (Chochinov et al, , 2015)



O que significa “boa morte”?

PREPARAR-SE PARA MORTE

) COMUNICACAO

DIGNIDADE
AUTONOMIA
IDENTIDADE
RESPEITO

'8 f XIV Congresso Brasileiro de (Balducci, 2012) (Menezes, 2004)
: Farmadacia Hospitalar

1T'38 CONGRUENCIA COM BIOGRAFIA DO
PACIENTE

% GARANTIAS POSSIVEIS

Copyright Marcia Melo 2023



Saber sobre a “boa morte” para saber cuidar

Support Care Cancer
DO 10.1007/500520-016-3483-9

ORIGINAL ARTICLE

A good death from the perspective of palliative cancer patients

Lisa Kastbom'? @ + Anna Milberg*** . Marit Karlsson®"
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Abstract

Purpose Although previous research has indicated some re-
current themes and similarities between what patients from
different cultures regard as a good death, the concept is com-
plex and there is lack of studies from the Nordic countries. The
aim of this study was to explore the perception of a good death
in dying cancer patients in Sweden.

Methods Interviews were conducted with 66 adult patients
with cancer in the palliative phase who were recruited from
home care and hospital care. Interviews were analysed using
qualitative content analysis.

Results Participants viewed death as a process. A good death
was associated with living with the prospect of imminent
death, preparing for death and dying comfortably, c.g., dying
quickly, with independence, with minimised suffering and
with social relations intact. Some were comforted by their
belief that death is predetermined. Others felt uncasy as they

Hospital, Norrképing, Sweden
‘enter in the County of
®  Department of Clinical and Experimental Medicine, Linkdping
University, Linkdping, Sweden

7 LAH Linkiping, Linképing University Hospital, Linkdping, Sweden

Published online: 12 November 2016
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considered death an end to existence. Past experiences of the
death of others influenced participants’ views of a good death.
Conclusions Healthcare staff caring for palliative patients
should consider asking them to describe what they consider
a good death in order to identify goals for care. Exploring
patients’ personal experience of death and dying can help
address their fears as death approaches.

Keywords Palliative care - Qualitative research - Good
death - Attitude to death - End-of-life care - Quality of death

Background

Death fascinates us and most of us hope for a good death. Yet
what is a good death? Previous studies of what constitutes a
good death have shown that the concept is complex, and thata
good death cannot casily be defined in general terms [1-16].
There may be major differences between the views of what
patients and healthcare staff perceive as a good death [1, 2].
However, there are some recurrent themes in terms of what
would be considered a good death from the perspective of
patients suffering from terminal discases. These include pain
and symptom management [2-11]; preparation for death [1,
3-7, 9-12]; moment of death [1, 4, 5, 7, 8], such as sensc of
readiness, having experienced a meaningful life, state of one’s
choice and avoiding inappropriate prolongation of dying; fecl-

ing a sense of completion [1, 3, 4, 6, 7,9, 11]; decisions about
treatment preferences [1, 4-7, 9-11], such as having these
preferences in writing and naming someone to make decisions
in the event of own inability; the importance of family [1, 3,
5-11] and being treated as a “whole person” [4-7, 9-11].
Morcover, several studies have shown that, in comparing
the attributes of a good death in different societies, there are
many similarities between cultures which seem very far apart.

** Pesquisa com 66 pacientes oncolégicos na Suécia sobre percepcdo
de “boa morte”.

** “Boa morte” associada a: Preparacdo para morte, estar livre de
sofrimento, manutencao da autonomia e independéncia durante o
processo de morrer e relagcdes sociais preservadas.

"...Uma boa morte para mim é, talvez primeiro evitar dor, porque
quando vocé esta com dor, dor forte, que eu entendo ser a
realidade de muitos de nos, entdo provavelmente vocé também
ndo consegue sentir paz interna ou calma, suponho...”
(Paciente oncologica, 80 anos)

Acessar a percep¢ao de “boa
morte”possibilita um melhor
planejamento de cuidados.

(Kastbom et al, 2016)
Copyright Marcia Melo 2023



. Farmdcia Hospitalar 0 que importa no fin al?

Farewell to the Arctic Pesquisa realizada por ONG americana (Kaiser Family Foundation)

The X The Trump tax plan e The Economist nos EUA, Japao, Italia e Brasil (veiculado no Brasil
Economlst Tech offices: sofas and surveillance 2017)

Who is Emmanuel Macron?

Para os brasileiros o que é extremamente importante quando\
estao pensando sobre a hora da morte:

1 — Estar em paz espiritualmente (40%)
2 — Estar confortavel e sem dor (32%)
3 —Ter alguém querido ao lado (30%)
“ 4 — Viver o maximo possivel (20%)
: — Familia na fi ' 249
HOW ||fe ends 5 — Fami |a.nao ser sobrgcarreg?da |n.ance|rarT,1ente (24%)
=yt 6 — Garantir gue os desejos serdo realizados pos-morte (24%)
Death is inevitable. e .~ ,
A bad death is not 7 — Familia nao ser sobrecarregada com as decisoes sobre saude
(24%)

https://www.segurancadopaciente.com.br/seguranca-e-gestao/prolongar-

vida-e-mais-importante-do-que-morrer-sem-dor-e-sofrimento.

Fonte:

Copyright Marcia Melo 2023



DESEJARIA TER TIDO A CORAGEM DE VIVER UMA VIDA VERDADEIRA PARA
MIM MESMA, NAO A VIDA QUE OS OUTROS ESPERAVAM DE MIM;

DESEJARIA NAO TER TRABALHADO TANTO;

DESEJARIA TER TIDO A CORAGEM DE EXPRESSAR MEUS SENTIMENTQOS;

Devia ter complicado menos
Trabalhado menos

DESEJARIA TER FICADO EM CONTATO COM MEUS AMIGOS, Ter visto o sol se p6r

Devia ter me importado menos
Com problemas pequenos

DESEJARIA TER ME PERMITIDO SER MAIS FELIZ; fermorrido de amer

(Epitdfio — Titds)

!"”‘ ”'.k XIV Congresso Brasileiro de
).}y Farmacia Hospitalar Copyright Marcia Melo 2023 (Wa re 2012)
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O que importa para voceé?
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Perspectivas futuras e reais

Expectativa de vida atual do
brasileiro é de 77 anos.

Estudos evidenciam o aumento
da prevaléncia de doencas
cronicas nao transmissiveis

(DCNT) com a idade.

Em 2030, o nimero de idosos

superara o de criangas e Em 2050, os idosos
adolescentes de 0 a 14 anos em representarao cerca de 30% da
aproximadamente 2,28 milhdes. populagao brasileira

(BRASIL, 2021) (IBGE, 2022) Francisco et al, 2022)

Copyright Marcia Melo 2023



Desafio

CORREIO0 BRAZILIENSE

PESQUISA

Brasil e o terceiro
pior pais para
morrer, aponta
estudo

Na pesquisa, foram avaliados acesso
universal a saude, disponibilidade de
anestésicos para alivio da dor e estrutura dos
ambientes de tratamento

Por Karolini Bandeira*™
22/02/2022 19:40 - Atualizado em 22/02/2022 21:11
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Cuidados Paliativos no Brasil

REGIOES: ESTADOS:
SUDESTE: 105 (55%) 12 S3o Paulo
SUL: 33(17,2%) 22 Minas Gerais
CENTRO-OESTE: 20 (10,4%) 32 Parana
NORDESTE: 26 (13,7%) 42 Rio Grande
NORTE: 7 (3,7%) 52 Rio de
Ampliar a oferta de

servi¢os de Cuidados
Paliativos.

Implementar a Politica
Nacional de Cuidados

Paliativos

96 (50%) sao publicos
69 (36%) pertencem a iniciativa privada
26 (14%) oferecem tanto atendimento e
Paliativos pelo SUS quanto de forma particu

Copyright Marcia Melo 2023 ANCP, 2019



Planejamento de cuidados ndo é apenas sobre como se deseja morrer, mas

principalmente os pardmetros que se quer viver.

.4 XIV Congresso Brasileiro de
yJ Farmadcia Hospitalar (Nicholson, 2023)
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Imagem: https://cnbmg.org.br/ibdfam-revista-cientifica-do-ibdfam-trata-do-tema-diretivas-antecipadas-de-vontade/

Diretivas Antecipadas de Vontade

(DAV) ou Testamentos Vitais
(Resolugdo 1995/2012 do CFM)

XIV Congresso Brasileiro de
Farmdcia Hospitalar

Dignity

Therapy

FINAL WORDS
for FINAL DAYS

Harvey Max Chochinoy

Copyright Marcia Melo 2023

MINHAS
VONTADES

0 que importa no final

Imagens: Pixabay/SBGG/ArquivoPessoal
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Dangando com o tempo e
g f Uma jornada em

busca do sentido e do
sagrado de cada dia

Esteve em
condigdes de Pode ter Acesso a
manter controle dignidade e Controle da dor e informagédo e
sobre o que privacidade em demais sintomas cuidados
ocorria até os Seu processo especializados
ultimos instantes

Sabia que a morte
estava chegando
e compreendia o
que devia ser
esperado

Controle sobre

Cuidados quem estava com
Paliativos ela nos

momentos finais

Suporte social,
emocional e
espiritual
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diretivas o partir
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Estava livre para

(Kastbom et al, 2016)



Falar sobre a morte e ter consciéncia de sua finitude

Deatt, Cate

Talking about death won't kill you.
V540 ba worre KRAE
www.deathcafe.com WWW. esperantum.com.br
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Outras fontes de aprendizado
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Cuidados Palialives néo é sobre morrer, é
sobre como viver aléla,

S Wecthelle Sonves

Gralidio!

@marcia_melo_osantos
@esperantum.saude
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