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APRESENTACAO

Este estudo tem a sua origem na necessidade de compreendermos como vém
ocorrendo o processo de Planejamento Antecipado de Cuidados (PAC) e Diretivas

Antecipadas de Vontade (DAV) no continente ao qual pertencemos, a América Latina.

Na secéo de “Background” e “Rationale” trazemos os dados de literatura que
nos motivaram desenvolver este estudo, tracando os objetivos descritos na secao

“aims’.

Em “Methods” descrevemos a metodologia empregada em seu
desenvolvimento: protocolo e origem do questionario aplicado aos nossos
participantes, os critérios de elegibilidade para selecdo de nossos informantes,
periodo e local em que as entrevistas ocorreram, descricdo do processo de analise
dos dados quantitativos, qualitativos e dos documentos legais, além de aspectos

éticos.

A secao de resultados (“Results”) esta dividida em subsec¢des que abrangem
diferentes areas de conhecimento em PAC/DAV contempladas em nosso

guestionario. Nela estéo inclusas tabelas e figuras.

Na discussao (“Discussion”) selecionamos 0s nNOSSOS principais € mais
inovadores resultados para a pratica de PAC/DAV na América Latina e demais regides
do mundo, triangulando com os dados existentes em literatura. Por fim, a secéo de
conclusao (“Conclusion”) refor¢ca a autenticidade do estudo e suas implicagées na
maneira de compreender e pensar em PAC/DAYV tanto para a pesquisa quanto para a

pratica clinica.

No material suplementar (“Supplementary Material 1”) disponibilizamos as
versdes do nosso questionario em portugués, espanhol e inglés. No Apéndice 1,

temos uma publicagéo resultante do estudo de PAC/DAV no Brasil e neste continente.
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RESUMO

Introducéo/objetivos: ainda ndo é claro como o Planejamento Antecipado de
Cuidados (PAC) e as Diretivas Antecipadas de Vontade (DAV) vém sendo
implementados nos paises de baixa e média renda. Dessa forma, objetivamos

mapear e descrever o atual estado de PAC/DAV na América Latina (AL).

Métodos: este é um estudo transversal do tipo “survey” sobre PAC/DAV na AL,
em que um questionario pré-testado foi aplicado através de entrevistas com
informantes- chave de 18 dos 20 paises da AL. As entrevistas ocorreram de forma
remota (online), e englobavam desde as regulamentacfes das DAV até a pratica

de PAC/DAYV na tomada de decisdo ao final da vida.

Resultados: apenas sete paises possuem alguma regulamentacdo de PAC/DAV
e a maioria delas possui uma abordagem legalista, fortemente influenciada pelo
modelo Norte-americano das DAV. Entretanto, a principal estratégia empregada
pelos pacientes para evitar tratamentos indesejados ao final da vida € através de
conversas com familiares, sendo a estratégia menos comum consultar um
advogado. Em seis paises, os informantes acreditam ser comum pacientes
permitirem mudancas de suas preferéncias prévias em relacdo a tratamentos
futuros pelos seus familiares. O respeito as preferéncias de cuidado ao final da
vida parece estar atrelado as caracteristicas da relacdo médico paciente e ao grau
de integracdo dos cuidados paliativos ao sistema de saude, e pouco relacionado
a existéncia de regulamentacdes. H4 um consenso sobre a inexisténcia de

adequada educacdo em PAC/DAYV para os profissionais de saude.

Concluséo: nossos achados inspiram a repensar em PAC/DAV na AL de uma
perspectiva decolonial, considerando as caracteristicas locais de suas populacgdes,
como a preferéncia por um modelo relacional de autonomia em diversos paises.
Nossos resultados também sugerem que o respeito as preferéncias de cuidados
de pacientes envolva a integracao dos cuidados paliativos ao sistema de saude, a
educacgdo em cuidados paliativos, aléem da promocéo de relagcfes longitudinais e

de confianca entre profissionais de saude, pacientes e familiares.



Financiamento: Fundacdo de Amparo a Pesquisa do Estado de Sao Paulo (FAPESP)
(n° 2022/14878-7)

Palavras-chave: Planejamento Antecipado de Cuidados, Diretivas Antecipadas,

Cuidados Paliativos, Envelhecimento, Estudos Transversais, América Latina



ABSTRACT

Background/aims: It is unclear how low- and middle-income countries have
implemented (or not) Advance Care Planning (ACP) and Advance Directives (AD).

We aimed to map the current state of ACP/AD in Latin America.

Methods: This cross-sectional survey of ACP/AD in LA comprised interviews with key
informants from 18 out of 20 countries. Interviews occurred online with each informant
encompassing various issues ranging from AD regulations to ACP/AD in the context

of clinical decision making at the end of life.

Results: Only seven countries have some form of ACP/AD regulations. Most
normative frameworks tend to adopt a legalistic pattern heavily influenced by the
North American model. Despite that, the leading strategy used
by patients to avoid unwanted treatments at the end of life is through conversations
with their families, whereas the least common strategy was consulting with a lawyer.
In six countries, informants believed it was common for patients to grant their families
with permission to modify their previous choices regarding future treatments.
Respecting patients’ preferences of care at the end of life appears to be tied more to
aspects related to the characteristics of doctor-patient relationship, and the degree of
integration of palliative care into the healthcare system than the existence or content
of AD regulations. There was consensus that none of the countries provide sufficient
education about ACP/AD to healthcare professionals.

Conclusions: Our findings encourage rethinking ACP/AD in LA from a decolonial
perspective, considering characteristics such as the preference for a relational model
of autonomy in several countries. Our data also suggest that honoring patient’s
preferences of care at the end of life entails integrating palliative care into health care
systems, educating healthcare professionals and the population, and fostering
longitudinal trusting relationships between those professionals with patients and their

families.

Funding: S&o Paulo Research Foundation (FAPESP) (grant #: 2022/14878-7)
Keywords: Advance Care Planning, Advance Directives, Palliative Care, Aging,

Cross-sectional studies, Latin America



SUMMARY

APRESENTAGAO 4
AGRADECIMENTOS 5
RESUMO 6
ABSTRACT 8
BACKGROUND 12
RATIONALE 13
AIMS 13
METHODS 13
Study Design 13
Participants 13
Eligibility criteria: 14
Invitations 14
Data Collection 14
Questionnaire: 14
Setting 15
Data Analysis: 15
Quantitative data 15
Qualitative data analysis from transcripts: 16
Analysis of legal/regulatory documents 16
Ethical aspects: 17
Funding 18
RESULTS 18
Key informants’ characteristics and Nomenclatures for ACP/AD: 18
Key informant characteristics 18
Nomenclatures for ACP/AD 18
Table 1. Advanced Directives and Advance Care Planning named by different countries and
states 19
AD regulations 21
Regulatory aspects of ACP/AD practice 22
Specific circumstances where AD come into effect 22
Who can complete an AD 22




Table 2. Legal and practical aspects of AD regulations 23

AD Formularies 28
Organ Donation 28
The process to modify or void an AD 28
Legal Security 29
Training/education of health professionals in ACP/AD 30
Knowledge and perception of the population about ACP/AD 30
Knowledge of the population about ACP/AD 30
Relevance attributed by the population to having control over health care decisions 31
Population's preparation for the end of life 31
About the practice of ACP/AD and the decision-making process at the end of life 32
Characteristics of patients who engage with ACP/AD 32
Contexts where ACP conversations are performed 32

Table 3: Strategies adopted by LA patients to goal-concordant end-of-life care in order of
relevance 33

Figure 1: Characteristics of patients who engage with ACP/AD and contexts where ACP

conversations are performed 34
Figure 2: Contexts where ACP conversations are performed 35
Patients’ reaction when healthcare professionals start ACP conversations 36

Table 4: Informants' degree of agreement regarding the statement: “Patients react positively to

ACP conversations” 36
Healthcare decision-making models 37
Representatives’ leeway 38
ACP/AD in decision making 39
Honoring patients’ values and care preferences at the end of life 40

DISCUSSION 40
CONCLUSION 44
REFERENCES 45

Supplementary Material 1 - Questionnaires (Portuguese, Spanish and English Versions) 53

ROTEIRO PARA ENTREVISTA 53
(Portuguese version of the questionnaire) 53
GUION PARA ENTREVISTA 75
(Spanish version of the questionnaire) 75
QUESTIONNAIRE / INTERVIEW SCRIPT 97

(English version of the questionnaire) 97




Appendix 1 - Bibliographic production during the master's degree 119




12

BACKGROUND

The combination of population ageing and the increase in non-communicable
diseases has contributed to a rising global burden of serious health-related suffering,
underscoring the need for improved access to palliative care (PC).(1) Worldwide, the
years lived without good health have increased from 8.6 years to 10 years between
2000 and 2019.(2) In 2015, 25 million people died experiencing serious health-related
suffering, with 80% of these cases occurring in low- and middle-income countries
(LMICs). (1)

In Latin America (LA), life expectancy at age 65 more than doubled compared
to healthy life expectancy from 1990 to 2019 .(3) The current number of Latinos aged
65 years and older is 56.4 million, and it is expected that this number will grow 156%
by 2050, reaching 20% of the entire population, with an expected life expectancy of
82 years in 2050.(4,5) LA comprises 20 countries, with most of them being middle-
income nations, characterized by limited PC availability compared to high-income
countries. Therefore, the expected increase in PC demand is a cause for concern.(6—
12)

A key tenet of PC to reduce the suffering of patients living with serious illnesses
and their families involves aligning treatments with the values and preferences of care
of patients/families. The absence of such alignment poses the risk of medical
interventions aimed at decreasing suffering inadvertently increasing it.(13) Advance
Care Planning (ACP) was defined by an international Delphi consensus as a process
that supports adults at any age or stage of health in understanding and sharing their
values, life goals, and preferences regarding future medical care.(14) Its importance
is related to the common scenario where patients approach the end of life, become
unable to speak for themselves, and are no longer able of providing informed consent
or participating in shared decision-making. Indeed, ACP is considered an important
component of PC from the time of diagnosis and continuing through the illness

process.(15)
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