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Abstract

Background/aims The extent to which low- and middle-income countries have implemented Advance Care Plan-
ning (ACP) and Advance Directives (AD) remains unclear. We aimed to map the current status of ACP/AD in Latin
America.

Methods This cross-sectional, mixed-methods survey of ACP/AD in LA comprised interviews with 18 key informants
from 18 out of 20 countries, most of whom were appointed by national Palliative Care Associations. Online interviews
were conducted with each informant, covering a range of relevant topics from AD regulations to the use of ACP/AD
in the context of end-of-life clinical decision making. We performed member checking and data triangulation to con-
firm our findings.

Results Only eight (44%) countries have some form of ACP/AD regulations. Most regulatory frameworks tend

to adopt a legalistic pattern heavily influenced by the North American model. Despite that characteristic of AD regula-
tions in LA, the leading strategy used by patients to avoid unwanted treatment at the end of life is through conver-
sations with their families, whereas the least common strategy was consulting with a lawyer. In six (33%) countries,
informants believed it was common for patients to grant their families permission to modify their previous choices
regarding future treatments. The religiosity/spirituality of populations play an important role in the implementation

of ACP in the region. Additionally, 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 charac-
teristics such as the preference for a relational model of autonomy in several countries and the importance of taking
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the religiosity/spirituality of individuals into account during ACP conversations. Our data also suggest that honoring
patients' 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 profes-

sionals, patients, and their families.

Keywords Advance care planning, Advance directives, Palliative care, Aging, Cross-sectional studies, Latin America

Background

The convergence of population aging and the increase in
noncommunicable diseases has contributed to an esca-
lating global burden of serious health-related suffering,
underscoring the need for improved access to palliative
care [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 experienc-
ing serious health-related suffering, with 80% of these
cases occurring in low- and middle-income countries [1].

Between 1990 and 2019, life expectancy at age 65 in
LA increased from 17.1 years to 19.2 whereas gains in
healthy life expectancy were more modest, rising from
12.2 to 13 years [3]. Currently, there are 56.4 million indi-
viduals aged 65 years and in the region, and this number
is expected to grow by 156% by 2050, representing 20% of
the total population, with an expected life expectancy of
82 years by that time [4, 5]. LA comprises 20 countries,
most of which are classified as middle-income nations
and are characterized by limited palliative care availabil-
ity compared to high-income countries [6—12]. Conse-
quently, the expected increase in palliative care demand
is a significant concern.

A key tenet of palliative care to reduce the suffering
of people living with serious illnesses and their families
involves aligning treatments with the values and prefer-
ences of care of patients and their families. When such
alignment is lacking, there is a risk that medical inter-
ventions intended to decrease may instead exacerbate it
[13]. Advance Care Planning (ACP) is considered one of
the most important means to achieve that kind of align-
ment. An international Delphi consensus defined ACP
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 relevance is particularly evident in situations where
patients near the end of life lose the capacity to commu-
nicate, provide informed consent, or engage in shared
decision-making. ACP is thus considered an important
component of palliative care from the time of diagnosis
and continuing throughout the course of illness [15].

Advance directives (AD) were introduced in the 1970s
as legal documents outlining individuals’ preferences
for end-of-life care, and may include the designation of
a proxy decision-maker in case of decisional incapacity

[16]. Since the 1990s, AD have been increasingly under-
stood as part of the broader process of ACP [16, 17].

However, the concepts of ACP and AD were devel-
oped primarily in high-income countries from the global
North, [16] and it remains unclear whether, or how, these
concepts have been implemented in low- and middle-
income countries across various regions of the world.
Latin American countries exhibit diverse cultural, legal,
and socioeconomic characteristics that likely influence
the adoption and implementation of ACP and AD in each
context (Supplementary Material 1, Figure S1, Table S1).

Despite efforts to assess the status of palliative care in
LA through the Latin American Atlas of Palliative Care
[12, 18], to date, there has been no corresponding initia-
tive to map the state of ACP in the region. As the Atlas
played an important role in identifying the strengths,
weaknesses and local needs across Latin American coun-
tries, we believe that mapping the status of ACP in LA
will be instrumental in tailoring interventions to the
region’s specific characteristics. Furthermore, a recent
Delphi study identified ACP/AD as one of the research
priorities in palliative care for LA [19].

Therefore, this study aims to map the current status of
ACP/AD in LA, focusing on regulations, education, public
knowledge and perception, practical implementation, and
their role in clinical decision-making at the end of life.

Methods

Study design

This is a cross-sectional survey of ACP/AD in LA, con-
ducted using a mixed-methods approach. The reporting
adhered to the Consensus-Based Checklist for Reporting
of Survey Studies (CROSS) [20]. The questionnaire was
developed and refined between March and June 2022;
data were collected from July through October 2022, and
data analysis was completed in July 2023. All interviews
were conducted online via the Google Meet platform.
The researchers responsible for conducting the inter-
views were based in Brazil.

Participants

We conducted an internet search to identify all national
palliative care associations across the 20 LA countries,
subsequently emailing them invitations to participate in
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this research. Each association was requested to nomi-
nate a key informant to report on the status of ACP in
their respective countries. In cases where a country
lacked a national palliative care association or the asso-
ciation did not respond, we contacted researchers who
had collaborated with the Atlas of Palliative Care in LA
[12] and members of the Latin American Association
of Palliative Care, asking for referrals to other potential
key informants. In the few instances where these strat-
egies were insufficient, we reached out to researchers
affiliated with major palliative care institutions and those
with publications on ACP and/or palliative care. Similar
recruitment methods were employed by Pastrana et al.

[8].

Eligibility criteria

Participants were eligible if they were either representa-
tives of their country’s national palliative care associa-
tion or recognized palliative care experts with at least
five years of practice and/or research experience. In addi-
tion, they were required to be familiar with, and capable
of reporting on, the status of ACP/AD in their respective
countries.

Invitations

We sent an invitation and the informed consent form by
email to each of the key informants and asked them to
schedule an online interview.

Data collection
Questionnaire development
We developed a questionnaire composed primarily of
closed-ended questions for this study (Supplementary
material 2, 3 and 4). The questionnaire was designed to
address the four socio-ecological levels proposed by Risk
et al. [21] and the six pillars of ACP proposed by McMa-
han et al. [22]. In the questionnaire items, we employed a
five-point Likert scale ranging from strongly disagree to
strongly agree similarly to Finkelstein et al. [11]. Fourteen
of the 46 closed-ended questions were supplemented by
open-ended questions, prompting participants to justify
their responses. The study questionnaire covered the fol-
lowing areas: (1) characteristics of the key informants, (2)
the terminology of ACP/AD, (3) AD regulations, (4) level
of education of healthcare professionals on ACP/AD, (5)
knowledge and perception of the country’s population on
ACP/AD, (6) ACP/AD in the context of clinical decision-
making at the end of life, (7) barriers, and enablers of
ACP/AD. The present study focuses on the first six ACP/
AD domains (items 1-6).

A first draft of the questionnaire was developed in Bra-
zilian Portuguese by a geriatrician/palliative care special-
ist, and subsequently reviewed by a committee of four

Page 3 of 20

researchers (a palliative care specialist, a geriatrics fel-
low, and a family physician). The resulting version was
pre-tested through online interviews with two Brazilian
palliative care specialists. Following minor reviews, the
questionnaire was translated into Spanish by the first
author in collaboration with a native Spanish-speaking
researcher. The Spanish version of the questionnaire was
further pre-tested through an interview with a Cuban
researcher.

Interview process

We conducted 16 online interviews with 16 key-inform-
ants from various countries using the questionnaire
described above. Two additional key informants, from
Peru and Cuba, opted to respond to our interview ques-
tions in writing rather than participating in an online
session. This resulted in a total of 18 participants and
interviews. All interviews were conducted in Spanish,
except for the one with the Brazilian informant, as Bra-
zil is the only Portuguese-speaking country in the region.
The interviews were conducted by two trained research-
ers who had participated in the development of the ques-
tionnaire. All interviews were recorded to enable the
transcription of open-ended responses. In addition, we
asked participants to provide supporting references —
such as academic studies or legal documents — whenever
possible, to substantiate their statements.

Data analysis

Quantitative data

Descriptive analyses of categorical and ordinal variables
were performed using absolute numbers and propor-
tions. Continuous variables with approximately normal
distribution were reported as means and standard devia-
tion (SD) and, otherwise, as medians and interquartile
range (IQR). Statistical analyses were carried out using
the R software version 4.2.2 (R Foundation for Statistical
Computing).

Qualitative data analysis from transcripts

Open-ended explanations to the 14 closed-ended ques-
tions and responses to follow-up questions were ana-
lyzed using conventional content analysis [23]. Prior to
the analysis, two members of the team, including a native
Spanish-speaking researcher, read the 14 open-ended
responses from each key informant and identified any
instances where further information or clarification were
needed. The researchers then contacted participants to
(1) perform member checking by asking participants to
review their responses and (2) to ask for further clarifi-
cation or additional information, if needed [24]. This
was followed by the first author deriving and defining
codes from the open-ended responses — both original
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and follow-up, and the senior author cross-checking the
derived keywords. This process ensured methodologi-
cal rigor through investigator triangulation [25]. Where
the analysis process resulted in a need for further clari-
fication, the participants were contacted again and their
clarifications added to the analysis; this ensured a greater
reliability of the findings [26]. Given the relatively modest
volume of qualitative data, coding was performed using
Microsoft Excel.

Analysis of legal/regulatory documents

We systematically reviewed all regulatory documents
related to AD or ACP, as well as any additional materi-
als identified by the key informants as relevant to these
concepts in their respective countries. The process used
in these analyses is described in the e-Methods section of
Supplementary Material 1.

Data triangulation

We triangulated the key informants’ responses with the
regulatory documents from each country, as well as with
research papers identified through our literature review
or provided by participants. In the few cases where dis-
crepancies emerged, we contacted the respective key
informants to request further clarification.

Ethical aspects

This study was approved by the Ethics Review Commit-
tee of the Botucatu Medical School, Sdo Paulo State Uni-
versity under #57,903,722.8.0000.5411 on May 5, 2022
(Supplementary Material 3). The research followed the
principles of the Declaration of Helsinki and the Brazilian
National Health Council (resolution 466/2012) [27].

Results

Among the 20 Latin American countries, only Haiti,
Nicaragua, and Cuba lack national palliative care associa-
tions. Of the existing associations, 13 responded to our
invitation and designated a key informant to participate
in the study. Following the procedures described in the
methods section, we recruited 18 key informants from 18
different Latin American countries. The only countries
that we were unable to recruit key informants from were
Nicaragua and Haiti. To provide contextual background
for the interpretation of our findings, Supplementary
Material 1 (Figure SI, Table S1) presents information
on all countries in the region, including geographical
location, population size, income classification, poverty
rate, universal health coverage, number of palliative care
teams and predominant religion.
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Key informants’ characteristics

All 18 key informants were physicians with expertise in
palliative care and active members of recognized pallia-
tive care organizations, including associations, societies,
or institutions. They had a mean (SD) of 15 (8.6) years of
experience in the field, ranging from 7 to 37 years. Most
had experience working in both the public and private
sectors, including academic institutions. The majority
provided palliative care to adults and older adults, while
only two specialized in pediatric palliative care (Table S2
in Supplementary Material 1).

A variety of terms are used to refer to AD and ACP
across the different countries in the region, as detailed
in Table S3 in Supplementary Material 1. In Mexico, for
instance, AD are referred to by 10 different names across
state-level legislation. One such state law refers to AD
as “Premortem Documents’, reflecting a perspective in
which these documents are considered applicable solely
to decisions made at the very end of life.

AD regulations

Only eight Latin American countries have specific AD
regulations: Argentina, Brazil, Chile, Colombia, Costa
Rica, Mexico, Panama, and Uruguay [28-38]. In total, we
analyzed 24 documents comprising laws and other types
of regulations issued by these countries [28—-37, 39-53].

In Brazil, AD are regulated not by law but through a
resolution issued by its Federal Medical Council, the
institutional body responsible for overseeing medical
practice in the country [35]. In the six other countries,
regulations take the form of laws. In Colombia, AD are
briefly mentioned in an article of the 2014 federal law
Consuelo Devis Saavedra, which regulates palliative care
services in the country [30] and are more comprehen-
sively addressed in a 2018 guidance document issued
by the Ministry of Health, dedicated exclusively to that
topic.

In Argentina, AD are mentioned very briefly in an arti-
cle of the law on Patients’Rights and their Relationship
with Health Professionals and Institutions [36]. Similarly,
Chilean legislation refers to AD in Article 10 of the reg-
ulation on palliative care and the rights of people with
terminal or serious illnesses [38]. Mexico has a federal
law (Ley General de Salud) [29] that affirms the right to
autonomy in healthcare decision-making. In addition,
each state or federal entity may enact its own AD legis-
lation, including specific formats for registration. Cur-
rently,14 states of the country’s 32 states have enacted 14
different AD laws [39-50, 52, 53].

Regulatory aspects of ACP/AD practice
Except for Brazil, Panama, and the State of Coahuila in
Mexico, existing regulations legally bind physicians to
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comply with the instructions enclosed in AD. In Brazil,
Panama, and Coahuila, the regulations state that physi-
cians must take existing AD into consideration when
making clinical decisions, but are not legally obligated to
follow them [31, 35, 52]. Moreover, the laws in Panama
and Coahuila explicitly state that patients’ AD may be
overridden by physicians if they conflict with good clini-
cal practice.

Only in six Mexican states, notarization is legally
required for AD to be considered valid [40, 41, 44, 46,
48-51]. In most other countries, however, notarization
is not the sole method for validating an AD. Alternative
options include documentation in the medical record
(Brazil, Costa Rica, and eight Mexican states), the use
of standardized government-issued forms — as in Chile,
Colombia, Uruguay and nine Mexican states —, and, in
Panama, a free-text document signed by the patient and
three witnesses. In Costa Rica, there is also the option of
registering an AD directly with the national registry des-
ignated for such documents.

Specific circumstances where AD come into effect

Only in Uruguay and in all Mexican states do AD laws
restrict their applicability exclusively to situations involv-
ing terminal illness [28, 38—46, 48—53]. In Argentina, the
law refers to AD only very briefly and does not specify
the circumstances under which they should take effect.
In the remaining five countries with existing AD regula-
tions, AD are intended to apply in cases where the indi-
vidual has lost the decision-making capacity, regardless
of whether a terminal illness is present.

Who can complete an AD

A distinctive feature of AD regulations in most Mexican
states AD laws and in Colombia is that relatives and des-
ignated proxies of patients are permitted to create and
sign an AD on behalf of terminally ill patients who lack
decision-making capacity. In contrast, in the remaining
five countries, AD are expected to be completed or com-
municated directly by the patients themselves.

AD formularies

Chile, Colombia, Uruguay, and nine Mexican states
have developed their own official AD forms [54—-61].
In Colombia, the form is an official document available
online, accompanied by Ministry of Health guidelines
regarding its content and proper documentation. There
are three specific formats for registering an AD, depend-
ing on whether it is co-signed by a notary, a physician,
or two witnesses. The form consists of a free-text sec-
tion in which individuals may specify procedures that
they do not wish to receive, preferred place of death, care
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preferences related to family, emotional and spiritual
matters, euthanasia (which is legally permitted under
Ministry of Health regulations), organ donation, and des-
ignated representatives.

In Mexico, many of the state-issued forms focus on
identifying procedures that patients do not wish to
receive in the context of terminal illness, naming repre-
sentatives, and indicating preferences regarding organ
donation.

In Uruguay, the form includes one closed-ended ques-
tion about patients’ preferences concerning life-sus-
taining treatments in the context of incurable terminal
illness. The remainder of the form consists of free-text
section for patients to express preferences that should be
considered in future clinical decision-making, along with
a list of designated representatives.

Organ donation

In Mexico, the legislation requires that AD documents
explicitly state whether the individual consents to organ
donation. In Colombia, AD forms include a dedicated
section for expressing organ donation preferences. In
Panama, the law affirms that patients may indicate their
organ donation preferences within AD documents. In the
remaining countries, AD regulations and official docu-
ments do not address organ donation.

The process to modify or void an AD

The process for modifying or voiding an AD varies sub-
stantially among countries. In Colombia, Costa Rica, and
Mexico the modification process follows the same pro-
cedures required for creating an AD. In other words, if
national laws and regulations require patients to visit the
notary or a physician to register an AD, then modifying
or voiding an existing AD also requires repeating those
procedures (Table 1)[31, 34, 39-51, 53].

In Uruguay, AD legislation allows patients to make
changes to a previously issued AD simply by verbally
informing their physicians, who are then required to doc-
ument the changes in the medical record [28]. Interest-
ingly, the informant from El Salvador reported that the
absence of AD-specific legislation makes modifying an
AD relatively easy, as there are no bureaucratic barriers
to accessing or altering AD documentation. However, it
was noted that in El Salvador, access to AD and ACP is
predominantly limited to palliative care services.

In addition, key informants from Venezuela and the
Dominican Republic stated that, due to the lack of spe-
cific regulations, modifying an AD is straightforward and
can be done by verbally expressing the desired changes to
a physician. Curiously, the informant from Brazil argued
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that modifying or voiding an AD in Brazil is easier for
patients receiving care in the private healthcare system
than in the public one, due to differences in access to
physician consultations and palliative care services.

Legal security

All key informants, except those from Panama and the
Dominican Republic, reported that, healthcare pro-
fessionals generally do not feel legally protected when
engaging in ACP conversations or following advance
care plans and AD in their countries. This concern was
present in six of the seven countries with AD regulations
and in 10 of the 11 countries without them, with many
professionals fearing that honoring an AD could expose
them to legal liability.

Interestingly, the informant from the Dominican
Republic explained that the reason why they believed
that professionals in their country do not feel legally inse-
cure when conducting ACP conversations was precisely
because of the absence of laws and regulations on the
matter. In their view, the lack of those legal frameworks
leads healthcare professionals to believe that they are not
violating any rules by engaging in ACP (see Quote 1 in
Table S4, Supplementary Material 1).

In addition, with regards to the perception of legal
security when honoring patients’ preferences of care
documented in an AD, our data suggest that healthcare
professional generally feel legally protected in only in five
countries: Colombia, Chile, Ecuador, Panama, and Uru-
guay. Interestingly, in three of these countries — Chile,
Ecuador and Uruguay — the main justification provided
by informants for this sense of legal security was not the
existence of any specific AD regulation — indeed, Ecua-
dor does not have any — but rather the broader legal rec-
ognition of patients’ right to autonomy (see Quote 2 in
Table S4, Supplementary Material 1).

According to the key informants, the feeling of legal
insecurity by healthcare professionals in countries with
existing AD laws is primarily attributed to insufficient
training not only in ACP but also in palliative care and
communication skills, as well as the lack of awareness
regarding AD regulations (see Quote 3 in Table S4, Sup-
plementary Material 1).

Training/education of health professionals in ACP/AD

All 18 key informants reported that health professionals
receive insufficient training in ACP/AD. They empha-
sized that ACP is generally not included in undergraduate
medical curricula and is typically limited to postgraduate
or specialized palliative care training. Most participants
struggled to identify specific ACP models incorporated
into professional education in their respective countries.
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Only informants from Brazil, Costa Rica, Cuba,
Ecuador, Mexico, and Venezuela reported the use of
ACP communication models in healthcare educa-
tion. Informants from Brazil, Ecuador, and Mexico
mentioned the SPIKES[62] protocol as a general com-
munication model taught in their countries, while
acknowledging that it was not specifically designed
for ACP conversations. Additionally, informants from
Costa Rica, Mexico, and Venezuela reported the use
of the Assertive Communication Model, the Go wish
cards [63], and the Grupo de Espiritualidad de la
SECPAL (Spanish Palliative Care Society Spiritual-
ity Group) questionnaire [64], respectively, either as
tools employed in ACP communication training or as
adaptable resources for that purpose. The informant
from Cuba cited several theoretical models and frame-
works — namely, the Health Belief Model, [65, 66] the
PRECEDE Model[67, 68]and the Stages of Change
Model[69] — which have been adapted to guide ACP
education initiatives.

Knowledge and perception of the population about ACP/
AD

Public awareness of ACP/AD

Only the informants from Uruguay, Peru, and Costa Rica
reported that a significant portion of the population had
already heard about ACP/AD. However, even in these
countries — and consistently across all 15 other countries
represented — informants emphasized that most people
remain unaware of the aims of ACP/AD.

Relevance attributed by the population to having control
over health care decisions

Informants from 11 countries — Bolivia, Chile, Colom-
bia, Costa Rica, Cuba, El Salvador, Honduras, Mexico,
Panama, the Dominican Republic, and Venezuela —
indicated that the general population values having
some control over decisions related to their health
care. In contrast, in Guatemala, a large portion of the
population adheres to traditional Maya cultural prac-
tices, which often place decision-making authority in
the hands of the eldest male family member, known as
the “vardn”. This individual is typically responsible for
making important decisions, including those related to
the illness of relatives. In such contexts, ACP discus-
sions typically occur exclusively between the “vardn”
and the healthcare professional, rather than involving
the patient directly (see Quote 5 in Table S4, Supple-
mentary Material 1).

Interestingly, in Guatemala religious leaders are com-
monly consulted by families regarding medical deci-
sions and influence their choices regarding end-of-life
care. In Ecuador, most patients also prefer to delegate
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healthcare decisions to their relatives. Informants from
Argentina and Paraguay reported that the doctor-
patient relationship in their countries is predominantly
paternalistic, and patients often prefer delegating
their decisions to their doctors. In contrast, in Cuba,
patients value having control over healthcare decisions,
a perspective attributed to the country’s high level of
health literacy (see Quote 4 in Table S4, Supplementary
Material 1).0On the other hand, in Peru, limited health
literacy was cited as a key factor contributing to the
population’s lack of awareness regarding their right
to autonomy (see Quote 6 in Table S4, Supplementary
Material 1). Finally, the Brazilian informant argued
that the topic of having control over healthcare deci-
sions “is largely absent from the public’s imagination”:

Population’s preparation for the end of life

Despite a significant number of Latin American popula-
tions expressing the importance of having some degree
of control over their healthcare decisions, patients rarely
engage in end-of-life preparation through conversa-
tions about their care preferences with healthcare pro-
fessionals and family members. Costa Rica stands out
as the only country in the region where such conversa-
tions appear to be common, a phenomenon attributed
to the long-standing integration of palliative care into its
national healthcare system (see Quote 7 in Table S4, Sup-
plementary Material 1).

Death was described as a “taboo"by informants from
Argentina, Cuba, Ecuador, Paraguay, Uruguay, and
Venezuela (see Quote 8 in Table S4, Supplementary
Material 1). Fear of death was also cited as a reason
for the lack of end-of-life preparation by informants
from Bolivia, Colombia, and Venezuela based on
their responses to open-ended questions (see Quote 9
in Table S4, Supplementary Material 1). The inform-
ant from Honduras reported that while most people
are aware of their end-of-life care preferences, they
lack access to health professionals with whom they
can discuss and explore these issues (see Quote 10 in
Table S4, Supplementary Material 1). In Brazil, it was
reported that the majority of the population does not
envision the possibility of preparing for the end of life
by sharing their care preferences. The informant from
Guatemala attributed the population’s lack of prepa-
ration to deeply rooted religious beliefs. According to
these beliefs, the timing and circumstances of death
are determined solely by God. As a result, preparing
for the end of life is perceived as almost inconceivable,
since it is viewed as entirely within divine control (see
Quote 11 in Table S4, Supplementary Material 1).
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About the practice of ACP/AD and the decision-making
process at the end of life

In eight Latin American countries — Bolivia, Cuba, the
Dominican Republic, Ecuador, Guatemala, Honduras,
Paraguay, and Venezuela — AD documents are reported
as almost non-existent. Regarding the practice of ACP,
the key informant from Paraguay noted that such conver-
sations are exceedingly rare in that country.

Characteristics of patients who engage with ACP/AD

A key finding reported by informants from most coun-
tries is that ACP conversations tend to occur predomi-
nantly among individuals with higher levels of education
(Fig. 1.B.) and those belonging to middle- or high-income
groups (Fig. 1.A.).

Furthermore, informants from 16 countries indicated
that ACP discussions are more commonly held with
patients diagnosed with specific illnesses, with cancer
being the most frequently cited condition — mentioned
by informants in all 16 countries (Fig. 2.A).

Contexts in which ACP conversations occur
According to our informants, the leading strategy
employed by patients to avoid receiving unwanted treat-
ments at the end of life involves engaging in conversa-
tions with their families. The second most commonly
reported approach consists of joint conversations involv-
ing both family members and a healthcare professional
(Table 2). Informants also indicated that ACP conversa-
tions are most frequently performed by physicians and
psychologists (Fig. 2.B.), in the presence of both patients
and their relatives (Fig. 1.C.). Cancer overwhelmingly
emerged as the clinical condition in which ACP conversa-
tions most frequently take place (Fig. 2.A.). Moreover, the
prevailing perception among most informants was that
ACP conversations tend to occur predominantly during
the advanced and terminal stages of illness (Fig. 1.D.).
Informants from Guatemala and Paraguay reported
that, in decisions related to end-of-life care, individuals in
these countries often seek guidance from religious lead-
ers. These leaders were described as having a substantial
influence on patients’ healthcare decisions — at times
even surpassing the influence of healthcare professionals
(see Quote 12 in Table S4, Supplementary Material 1).

Patients’ reactions when healthcare professionals initiate
ACP conversations. Informants from nine countries —
Argentina, Brazil, Chile, Colombia, El Salvador, Domini-
can Republic, Honduras, and Uruguay — reported that,
in general, patients respond positively when healthcare
professionals initiate ACP conversations (Table 3). In sev-
eral of these countries, informants emphasized that when
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A Income level of patients who usually engage with ACP/AD

Middle High

9 -

Number of countries

34
24
m B
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Any Low
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B Educational level of patients who usually engage with ACP/AD

7+
6+
5+
4 +
3+
14+
oL
Any Low

Moderate High

Number of countries

C People with whom ACP/AD conversations are usually held

15 1
124

94

6 +

] .

ol |

Number of counries

Patients Relatives  Patients and Others'
alone alone relatives
together

D Stages of disease when ACP/AD conversations are usually held

14 -

12 1

10 +

8+

6l

ol

z- _
oL NN - .

Diagnosis Initial Moderate Advanced Terminal

Number of countries

Fig. 1 Characteristics of patients who engage with Advance Care Planning/Advance Directives and contexts in which Advance Care Planning
conversations are usually performed, Legend: 'The informant from Paraguay reported that conversations take place with people who are close
to the patient, not necessarily blood relatives. Informants could choose more than one answer option. ACP: Advance Care Planning; AD: Advance

Directives

such discussions are led by professionals with adequate
training in palliative care, patients tend to react positively,
as these conversations are seen as opportunities for them
to share their values and express their concerns related
to their illness. Informants highlighted that patients’
receptiveness to ACP conversations is largely influenced
by the healthcare professionals’ degree of proficiency in
conducting these discussions (see Quote 13 in Table S4,
Supplementary Material 1). Notably, there was also a con-
sensus among informants from all countries regarding the
importance of incorporating patients’ religious/spiritual
perspectives during ACP discussions.

Conversely, informants from Cuba, Ecuador, Guate-
mala, and Peru shared the perception that patients in
their countries often respond negatively to healthcare
professionals’ attempts to initiate ACP conversations.
This reluctance was attributed primarily to cultural fac-
tors, such as the population’s fear of death and the hope
for a miracle (see Quotes 14 and 15 in Table S4, Supple-
mentary Material 1).

Healthcare decision-making models
Regarding the general healthcare decision-making pro-
cesses [70], informants from 10 countries (Argentina,
Bolivia, Cuba, Ecuador, El Salvador, Mexico, Panama,
Paraguay, Peru, and The Dominican Republic) identi-
fied paternalism as the most prevalent decision-making
model in their respective contexts. In contrast, inform-
ants from Colombia and Guatemala reported that the
informationist/consumerist decision-making model pre-
dominates. In this model, healthcare professionals pri-
marily serve as providers of information so that patients
and/or families make informed decisions independently.
In Guatemala, however, a culturally specific dynamic was
noted: the “varén’, the eldest male in the family, often has
the final say in medical decisions, overriding both medi-
cal recommendations and patients’ own preferences. In
Peru and Brazil, informants indicated that both the pater-
nalistic and informationist/consumerist models coexist
and are commonly observed in clinical practice.
Informants from Chile, Costa Rica, Honduras, Panama
and Uruguay reported that the predominant health-
care decision-making model in their countries is the
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A Disease context where ACP conversations are usually performed

Cancer

Chronic Obstructive
Pulmonary Disease

Heart Failure

Dementias

Stroke —

Neurodegenerative i
(others than dementia)

Sepsis

Chronic Renal Disease

No specific disease

S
<+
S+
N -
0 =+
-+
-+
<+

10 12 14 16

Number of countries

B Professionals who usually engage with ACP/AD conversations

Physicians
Psychologists
Social Workers
Nurses
Notaries
Lawyers

Others*

+ + + + + + + + 1
0 2 4 6 8 10 12 14 16 18

Number of countries
Fig. 2 Contexts where Advance Care Planning conversations are usually performed. Legend: 'The informants from Guatemala and Paraguay
reported that, when making decisions related to their care at the end of life, people from those countries often seek the advice of religious leaders.
Informants could choose more than one answer option. ACP: Advance Care Planning; AD: Advance Directives

mutualistic shared decision-making model. In Venezuela  or their families, who contribute their knowledge of val-
both the paternalistic and mutualistic shared decision- ues and preferences, and healthcare professionals, who
making models were described as coexisting and equally  offer clinical expertise regarding diagnoses and treatment
prevalent. The mutualistic shared decision-making model  options [70]. Together, these parties strive to reach con-
is characterized by collaboration between patients and/  sensual decisions.
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Table 2 Strategies adopted by Latin American patients to receive goal-concordant end-of-life care, in order of relevance attributed by
the key informants

Strategy and Ranking

1 st znd 3rd 4th 5th 6th
Talk with
. Talk Talk with Complete
Countries healthcare Talk
with healthcare an
] ] professionals witha Other’
their  professional . Advance
and their lawyer
families [3 Directive
families
Argentina Sk 1st 2 S Al
Bolivia 1t 2nd
Brazil 1st
Chile 1st 3rd 2nd 4th
Colombia 1st 2nd 4th 3rd
Costa Rica 2nd 1st 3rd
Cuba 2nd 3 1st
Ecuador 1st 2nd
El Salvador 3rd qst 2nd 4th
Guatemala 1st 4th 2nd 6th hih 3rd
Honduras 1st
Mexico 1st 2nd 3rd
Panama 1st 3rd 2nd 4th 5th
Paraguay i el
Peru 1st
The Dominican
1st 2nd 3rd
Republic
Uruguay 1st
Venezuela qst 2nd

"This group included: Religious leaders (mentioned by the key informant from Guatemala and
Paraguay), and Social Workers (mentioned by the key informant from Colombia). Key informants could
choose multiple strategy options and were asked to list them in order of relevance.

Notably, the informant from Costa Rica attributed Venezuela associated the prominence of this model with
the predominance of the shared decision-making model the traditionally close doctor-patient relationships char-
in that country to the integration of palliative care into  acteristic of that country (see Quote 16 in Table S4, Sup-
their healthcare system. In contrast, the informant from  plementary Material 1).
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Table 3 Informantsdegree of agreement regarding the
statement: “Patients react positively to Advance Care Planning
conversations”

Likert scale of agreement N=172 Countries

Cuba
Ecuador, Guatemala, Peru

Strongly disagree 1
Disagree 3

Bolivia, Costa Rica, México,
Panama

Neither agree nor disagree 4

Agree 8 Argentina, Brazil, Chile, Colombia,
El Salvador, Dominican Repubilic,

Uruguay

?The informant from Paraguay preferred not to answer the question, by stating
the lack of ACP/AD discussions in the country

Assessment of the extent of leeway granted by patients

to their representatives

Informants from seven countries (Argentina, Chile, Costa
Rica, El Salvador, Panama, the Dominican Republic, and
Venezuela) reported that, during ACP conversations,
healthcare professionals usually ask patients how much
decision-making leeway they wish to grant to their family
members/designated representatives, including the pos-
sibility of allowing them to modify their previously stated
preferences. In these countries, ACP conversations take
place through various means. Informants from Argentina
and El Salvador noted that this practice is largely due to
the fact that such discussions are almost exclusively led by
palliative care specialists, for whom identifying representa-
tives and assessing the degree of decision-making freedom
granted to them is a routine component of ACP. Inform-
ants from Venezuela and the Dominican Republic empha-
sized that families are often deeply involved in the care of
seriously ill patients. The close relationships established
among patients, their families and healthcare profession-
als were seen as facilitating the process of determining the
extent of leeway granted to family members (see Quotes 17
and 18 in Table S4, Supplementary Material 1).

In contrast, informants from eight countries (Bolivia,
Brazil, Colombia, Ecuador, Guatemala, Mexico, Peru,
and Uruguay) reported that it is uncommon for health-
care professionals to inquire about the extent of leeway
patients are willing to grant to their representatives dur-
ing ACP conversations. According to informants from
Bolivia, Brazil, Ecuador, El Salvador, Mexico, Peru, and
Uruguay, when ACP conversations do occur, they often
lack this level of depth due to insufficient training of
healthcare professionals in that area. Importantly, the
informant from Colombia noted that one reason that
this topic is not addressed in ACP conversations is that
national regulations on AD already impose significant
restrictions on representatives’ ability to alter the content
of an AD. Additionally, the informant from Guatemala

Page 14 of 20

reported that culture norms strongly favor delegating
decision-making authority to the ‘vardnm, the eldest male
of the family, which often leads healthcare professionals
to assume that patients support this practice (see Quote
19 in Table S4, Supplementary Material 1).

There was substantial heterogeneity among informants’
perspectives regarding how frequently patients permit
their families to modify previously stated preferences
concerning future treatments. Key informants from five
countries (Bolivia, Cuba, Ecuador, Dominican Repub-
lic, and Venezuela) described this practice is common,
whereas informants from eight countries (Argentina,
Brazil, Colombia, El Salvador, Honduras, Mexico, Pan-
ama, Peru, and Uruguay) believed that such occurrences
are infrequent.

ACP/AD in decision making

With the exception of Costa Rica — whose informant
believed it was not possible to provide reliable estimates
— informants from all other countries reported that it is
uncommon for medical records to include a designated
field for documenting AD and/or ACP discussions. They
also noted that AD documents are rarely available at the
time they are needed to guide clinical decision-making.
Despite this, informants from 13 countries (Argentina,
Chile, Colombia, Costa Rica, Ecuador, El Salvador, Gua-
temala, Honduras, Mexico, Panama, the Dominican
Republic, Uruguay, and Venezuela) believed that, when
AD documents are available, they are useful in guid-
ing medical decisions aligned with patients’ goals and
preferences.

In contrast, the informant from Brazil argued that AD
are often ineffective in guiding care within healthcare
institutions due to a lack of adequately trained profes-
sionals to manage end-of-life care. Additionally, since
informants from Bolivia, Cuba, Paraguay, and Peru
reported that AD are virtually non-existent in their coun-
tries, the question regarding their utility was deemed not
applicable in those settings.

Eleven key informants (from Brazil, Chile, Costa
Rica, Cuba, Ecuador, El Salvador, Honduras, Mexico,
Panama, the Dominican Republic, and Venezuela)
reported that patients’ representatives are typically
present when decisions regarding life-sustaining treat-
ments must be made. In contrast, informants from
only seven countries (Colombia, Cuba, Ecuador, El
Salvador, Mexico, the Dominican Republic, and Ven-
ezuela) stated that the physicians who had previously
conducted ACP conversations with patients and their
families are usually available when such decisions are
required.

Importantly, informants from all countries, except Hon-
duras and Peru, reported that prior ACP conversations,
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even in the absence of a formal AD document, often facil-
itate end-of-life decision-making in their respective coun-
tries. Furthermore, all informants, with the exception of
the one from Brazil, expressed the belief that promoting
ACP/AD could enhance the quality of shared decision-
making in their respective countries.

Honoring patients’ values and care preferences at the end

of life

Only eight informants — representing Argentina,
Chile, Colombia, Costa Rica, Cuba, Panama, the
Dominican Republic, and Venezuela — reported that
healthcare professionals generally honor patients’
values and care preferences at the end of life. Among
these, Costa Rica stood out as the only country where
the informant strongly agreed with this statement,
attributing it to the high degree of integration of pal-
liative care within the national healthcare system.
Informants from Cuba, the Dominican Republic, and
Venezuela emphasized that the primary factor con-
tributing to the respect for patients’ end-of-life care
preferences is the quality of the longitudinal doctor-
patient relationship in those countries (see Quote 20 in
Table S4, Supplementary Material 1).

Conversely, informants from four countries (Brazil,
Ecuador, Honduras, and Peru) believed that patients’
values and care preferences are generally not respected
at the end of life. In Ecuador, Honduras, and Peru, this
was attributed to the predominance of the paternalistic
culture in medical decision-making. In both Brazil and
Ecuador, the lack of palliative care professionals, services,
and supportive policies was cited as the major contrib-
uting factor (see Quote 21 in Table S4, Supplementary
Material 1).

Discussion
The concept of ACP/AD emerged in the United States in
the second half of the twentieth century and has evolved
considerably over time [16, 22, 71, 72]. In this study, we
offer a Latin American perspective on how these con-
cepts have been implemented across 18 out of 20 coun-
tries in the region. Our findings are valuable for offering
a cross-cultural angle and providing information about
the diversity of experiences regarding ACP/AD. This
perspective not only enriches the global understand-
ing of these practices but also broadens the possibilities
for their conceptualization and application, both within
and outside of LA. Below, we outline our most important
findings and discuss their implications.

Remarkably, Costa Rica was the only country in which
the key informant reported that most of the population
prepares for the end of life by sharing their preferences
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of care with both healthcare professionals and family
members. It was also the only country where the inform-
ant strongly agreed that the patients’ values and care
preferences were commonly respected at the end of life.
This phenomenon was attributed to the longstanding
integration of palliative care into the national health-
care system [18], which serves as a powerful reminder
that ACP does not occur in a vacuum. For ACP to be
most effective, it must be embedded within a social and
healthcare context that ensures broad access to palliative
care [72-75].

These findings also suggest that integrating palliative
care into the healthcare system may foster a cultural
change regarding how local populations relate to the end
of life — a hypothesis that aligns with previous reports on
the history of palliative care in Costa Rica [17]. This per-
spective raises the possibility that death-related taboos
in LA [76—79] may stem not solely from cultural beliefs,
but also from historical patterns in healthcare delivery —
suggesting that such views may be amenable to change
through targeted interventions in healthcare practices.

Another relevant finding was that the primary strategy
employed by patients to avoid receiving certain treat-
ments at the end of life was engaging in conversations
with their families. The second most common approach
involved discussions with both family members and a
healthcare professional. In contrast, consulting a lawyer
was the least frequently reported strategy, while complet-
ing an AD ranked fourth. These findings point to a pre-
vailing preference for a relational model of autonomy and
decision-making — one that is centered around famil-
ial relationships, [74, 80] and stands in stark contrast to
the predominantly legalistic and individualistic frame-
works observed in countries such as the United States
[16, 17, 81, 82]. That interpretation is further supported
by reports from other Latin American countries [10, 74,
83-89] as well as by our findings indicating that, in some
regions (i.e., Colombia and Mexico), AD documents may
be completed by family members.

Notably, the relational model of autonomy described
above has recently been advocated by several interna-
tional bioethics scholars as a necessary paradigm shift
in response to the limitations of the traditional informed
consent model, which is grounded in an individualistic
concept of autonomy [90-93]. In this context, the exist-
ing relational orientation that characterizes the cultural
fabric of most Latin American countries, may offer val-
uable opportunities and insights for the development
of decolonial approaches to ACP and shared decision-
making at the end of life. Indeed, the decolonial move-
ment recognizes that conventional healthcare systems
have often been shaped by colonial legacies, leading to
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persistent health disparities, and seeks to promote more
equitable and culturally sensitive models of care [94].

Our findings also reveal that, despite the prevalent
preference for a relational model of autonomy, local reg-
ulations concerning AD in most countries with norma-
tive frameworks tend to follow a legalistic approach. This
approach is largely influenced by the North American
model, as evidenced by requirements for AD notariza-
tion. Moreover, informants from six of the seven coun-
tries with relevant regulations reported that healthcare
professionals often feel legally vulnerable when engaging
in ACP/AD, primarily due to fears of potential litigation.
This suggests that legal frameworks alone, particularly
in settings where there is insufficient education for both
healthcare professionals and the general public regarding
palliative care, are often inadequate to support the imple-
mentation of these practices [71, 83, 95, 96].

Furthermore, our findings suggest that in countries
where healthcare professionals typically establish close
and longitudinal relationships with patients and their
families, care preferences are commonly respected at
the end of life — even in the absence of formal regula-
tions regarding AD, as reported in Cuba, Venezuela,
and the Dominican Republic. These findings challenge
the assumption that AD regulations are essential to
ensuring respect for patients’'wishes at the end of life
[96-102]. This interpretation expands the understand-
ing derived from previous studies conducted in the
United States, which argued that AD regulations were
often “lost in translation” and, in practice, frequently act
as barriers rather than facilitators to honoring patients’
preferences [95].

Our results also suggest that, despite the existence of
similarities between countries, there are also several
areas of diversity among them, underscoring the limita-
tions of ‘one-size-fits-all’ approaches. For instance, there
was substantial variability in informants’ perceptions
regarding the relevance attributed by their countries’
populations to exercising control over their healthcare
decisions, as well as in the extent to which patients’ val-
ues and care preferences are honored at the end of life.
Additional areas of divergence included how populations
typically respond to ACP conversations. This finding was
also supported by the Latin American literature, which
documents both positive [89, 103, 104] and negative [75,
105-107] responses from patients.

This heterogeneity may stem from the fact that health-
care decisions are not solely technical or rational; they are
shaped by social, emotional, and religious factors [106,
108-110]. While many studies evaluate patients’reactions
based on a single ACP conversation, in practice, ACP is a
dynamic and ongoing process grounded on the develop-
ment a trusting relationship [83, 108]. Such relationships
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enable a more comprehensive understanding of patients’
and their families’ lived experiences, psychological
dimensions, spirituality, and religiosity, all of which play
a critical role in shaping their perceptions of illness and
prognosis. The literature underscores the importance
of acknowledging these dimensions [105, 108—110] and
suggests that their integration is essential for effective
shared decision-making at the end of life [105, 109, 110]

Incorporating religious and spiritual dimensions into
ACP conversations appears to be particularly important,
as highlighted by both our findings and the existing lit-
erature. This includes a high prevalence and significance
of spirituality and religiosity among Latin American pop-
ulations, [75, 108, 111, 112] the central role of spiritual-
ity in perceptions of a good death, [113, 114] and their
association with positive coping strategies and improved
quality of life during illness [108, 115].

To the best of our knowledge, only four prior studies
[10, 116-118] reviewed the status of ACP/AD in LA.
However, those studies focused predominantly on the
regulatory aspects of AD and did not explore the broader
ACP process in depth as undertaken in the present study.
Notably, the most recent of those studies [116, 117]
shared our interpretation that the existing AD regula-
tions in the region are often not translated into clinical
practice. In their review about end-of-life care in LA,
Soto-Perez-de-Celis et al. [10] briefly addressed the cul-
tural aspects related to ACP and concurred with our
findings of a population’s preference for relational mod-
els of ACP. In contrast, another study [118], advocated
for the adoption of a legalistic model based on the US
framework as the ideal approach for the region with-
out accounting for the contextual and cultural specifici-
ties of Latin American countries. Conversely, the fourth
study [117] criticized the current AD regulations in LA
as having an excessive legalistic focus and argued in favor
of new regulations centered on the ACP process itself,
emphasizing the inclusion of family members in these
conversations and decision-making tasks, as the litera-
ture on palliative care suggests. [11, 12].

Our study has limitations. As in previous cross-national
surveys on palliative care, [11, 12] time and resource con-
straints prevented us from collecting data directly from
people living with serious illnesses, their families, or car-
ers. Additionally, we relied on a single expert informant
per country rather than multiple sources. As a result, our
findings primarily reflect the perspectives of individual
experts, which may not fully capture the full range of
experiences and viewpoints within each nation. There-
fore, our findings should be regarded as exploratory and
warrant confirmation through future research. Nonethe-
less, it is important to note that, while previous surveys
relied on online questionnaires completed by two or
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more informants, we obtained detailed reports through
direct interviews with leading experts in palliative care
appointed by national palliative care associations. Fur-
thermore, we were able to triangulate the information
provided by experts with legal documents and the exist-
ing literature, thereby enhancing the credibility of our
findings.

Recognizing the limitations of our study also high-
lights important opportunities for future research. For
instance, investigating the perspectives of individuals
living with serious illnesses, as well as their families and
carers, on ACP and AD in LA, through qualitative, quan-
titative, or mixed-methods studies, would be particularly
valuable. Additionally, we see potential for Delphi studies
on ACP and AD across Latin American countries, which
may foster the development of consensus statements that
incorporate a broader range of experts’perspectives from
each nation.

In addition, our findings carry relevant implications
for both policy and research. First, they offer a decolonial
perspective [119, 120] by proposing alternative under-
standings of autonomy, which emphasize the importance
of integrating family members, religiosity, and spirituality
into ACP discussions. They also demonstrate that exist-
ing concepts of ACP have been shaped by knowledge
systems rooted in the United States and Europe, which
are not fully representative of the lived realities of Latin
American populations. Our results invite healthcare
professionals and researchers from other regions of the
world — especially those with less political and economic
power — to critically reassess ACP/AD within their own
contexts, taking into account their cultural and contex-
tual specificities [120]. Second, our findings provide pre-
liminary evidence that social inequalities may have been
shaping who has access to ACP/AD in LA underscoring
the urgent need to address these inequities to improve
end-of-life care across the region.

Conclusion

Our study offers an overview of the status of ACP/AD in
18 out of 20 Latin American countries. Its results encour-
age rethinking ACP/AD in the region from a decolonial
lens, considering regional characteristics such as the com-
mon preference for a relational model of autonomy, and
the importance of incorporating religiosity/spirituality into
ACP conversations. Moreover, our findings suggest that
honoring patient’s end-of-life care preferences extends far
beyond the mere implementation of ACP or enacting AD
legislation. It demands the systematic integration of pal-
liative care into healthcare systems, ongoing education for
both healthcare professionals and the broader community,
and the cultivation of longitudinal trust-based relationships
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among care teams, patients, and their families. Finally, our
study lays the groundwork for future collaboration among
Latin American researchers on a range of relevant topics in
this field, including cross-cultural studies exploring public
perceptions of ACP, co-development of culturally sensitive
interventions, and evaluation of innovative public policies.
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