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Abstract

Background: Patients’ autonomy (PA) and advance care planning (ACP) are cardinal features within the doctor-patient re-
lationship. Nonetheless, little is known in Mexico about oncologists’ perspectives on these issues. Objectives: To explore the
roles and responsibilities medical oncologists working in Mexico City perceive themselves as having when discussing and
implementing ACP, supporting PA, and the challenges they encounter on these issues in their practice. Methods: Qualitative,
semi-structured, in-depth interviews with 10 oncologists working in Mexico City. A thematic analysis approach was used for
interpreting interviews. Results: Paternalism has an influence in and beyond the medical field in Mexico, and so it may be
better understood as a cultural script. Further, ACP is mainly understood as end-of-life care planning, and the concept of
relational autonomy is almost unknown. Health system fragmentation and a lack of communication skills are identified as
additional obstacles. Conclusion: To narrow the gap between theory and practice, it is important to develop a consensus
over ACP’s definition, aims, and scope. Finally, it is important to understand better how Mexican paternalism, as a cultural
script, reinforces the paternalistic model of care, which limits PA.
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Perspectivas de los oncologos sobre la autonomia de los pacientes dentro de la
planificacion anticipada de la atencion en la Ciudad de México

Resumen

Antecedentes: La autonomia del paciente y la planeacion anticipada del cuidado son fundamentales para la relacion
meédico-paciente. Sin embargo, poco se conoce en México sobre la perspectiva de los oncdlogos en estos temas.
Objetivos: Explorar la perspectiva de oncélogos médicos sobre su papel y responsabilidad en la planeacién anticipada del
cuidado, considerando la autonomia del paciente y los retos que enfrentan en su prdctica clinica. Método: Se realizaron
entrevistas semiestructuradas y en profundidad a 10 oncdlogos médicos que ejercen en Ciudad de México. Para su inter-
pretacion cualitativa se llevé a cabo un analisis temdtico. Resultados: E/ paternalismo en México rebasa el campo médico
y constituye un patrén cultural. Asimismo, la planeacion anticipada del cuidado se entiende fundamentalmente como pla-
neacion del final de la vida y el concepto de autonomia relacional es poco conocido. La falta de habilidades de comunica-
cién y la fragmentacion del sistema de salud se identificaron como obstdculos adicionales. Conclusién: Para cerrar la
brecha existente entre teoria y prdctica, es importante consensar la definicion, objetivos y alcance de la planeacion antici-
pada del cuidado. Finalmente, es necesario profundizar en como el paternalismo, como rasgo cultural, refuerza el paterna-
lismo médico, limitando la autonomia del paciente.

Palabras clave: Planeacidn anticipada del cuidado. Autonomia del paciente. Autonomia relacional. Paternalismo.
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Introduction

Cancer patients endure physical, psychosocial, and
spiritual issues that need to be addressed through open
and honest doctor-patient communication'. Moreover,
the need to individualize patients’ care and the increase
in medical interventions in both number and complexity
are some of the reasons why it is important to under-
stand the best way of discussing and documenting
patients’ care planning®. Thus, the doctor-patient rela-
tionship is as complex as it is fundamental for patients’
experiences with cancer. Two cardinal features of this
relationship are respect for patient autonomy (PA), un-
derstood as the right that autonomous agents have to
make decisions aligned with their values®, and advance
care planning (ACP), the process of documenting pa-
tients’ decisions and preferences along their entire ill-
ness trajectory*®. Further, these decisions are informed
by individuals’ sociocultural backgrounds’®. Conse-
quently, it is important to acknowledge the interconnec-
tions present between these two concepts-PA and
ACP-because how patients and doctors conceptualize
autonomy affects how they approach the discussion
and implementation of ACP®.

The concept of PA has gained popularity and has
increasingly informed health policies; however, it has
also been considered individualistic and narrow®°.
Further, although it is often taken for granted in theory
and policy, it differs from what actually happens in the
clinical field. When institutional values or doctors’ per-
sonal values vary from those of the patient, such au-
tonomy may be restricted'". Furthermore, doctors may
avoid disclosing information to their patients because
they lack the training and support needed to engage in
ACP conversations'?. Despite ACP aiming to respect
patients’ autonomy (PA), enhance their quality of life,
and avoid overtreatment'®, it is not regularly prac-
ticed'“'>. Research shows that ACP poses specific
challenges for oncologists, such as uncertainty over
when to start ACP conversations'®, their fear of dam-
aging their relationship with patients, their drive to save
lives, and the complexity present in prognostication'” ',
Other challenges include the insidious biomedical mod-
el of care, applied even when treatments become fu-
tile'®, misunderstandings of what ACP is?*?!, and the
subjectivity present in assessing the patient’s capacity
for agency®. Altogether, these prevent ACP conversa-
tions from taking place®.

Overall, different patients’ and doctors’ perspectives
on autonomy lead to diverse stances that may be
viewed as part of a continuum: at one extreme lies a

paternalistic model of care grounded in the doctor’s au-
thority, and at the other, an individualistic model of care
grounded in the patient’s autonomy. Between both ex-
tremes, a shared-decision approach known as relational
autonomy (RA) is gaining attention. This approach aims
to create a space to share sociocultural values and
views, facilitate the patient’s decision-making, and help
them cope with their identity as patients®>?*. Within a
relational approach, both patients’ desires and beliefs, as
well as doctors’ expertise, are acknowledged'. Yet, there
is a lack of consensus on the meaning and scope of RA®.

Mexican medical scholars hold differing views on
where Mexico lies on the paternalistic-individualistic
continuum of care models. Some suggest that the par-
adigm in Mexico is shifting from a paternalistic to an
autonomous model of care®, while others claim that
paternalism is prevalent within the traditionally unbal-
anced doctor-patient power relationship?6-28, This arti-
cle explores Mexican oncologists’ perspectives about
PA within ACP discussions, with particular attention to
the influence of medical and cultural paternalism.

Methods

A purposive sample of twelve oncologists who prac-
tice medical oncology in Mexico City, in two tertiary
public hospitals and two private hospitals, were invited,
and ten accepted to participate (the other 2 did not
respond to the invitation) (Table 1). Participants re-
ceived a plain language form, a consent form, and a
privacy note. They were interviewed as individuals, not as
representatives of any institution or employer. The inclu-
sion criteria were as follows: (a) being a medical oncolo-
gist practicing in Mexico City and (b) treating adult patients
(those aged 18 years or more). The interviews took place
from April 10 to May 24, 2023. Each interview lasted be-
tween 30 and 45 min. An audio recording of the interviews
was made, and notes were taken as necessary. Eight
interviews took place face-to-face, at each participant’s
workplace, and two were conducted through Zoom. | tran-
scribed them verbatim as the only researcher involved in
this project. The interviews were semistructured, with
open-ended questions that gave the participants the op-
portunity to communicate their views and opinions as
comprehensively as possible. The interview guide is pro-
vided in table 2. The consolidated criteria for reporting
qualitative study guidelines were considered.

Thematic analysis using Braun and Clark’s frame-
work?® was used to analyze and interpret the data,
complimented with an abductive perspective to gain the
flexibility needed to engage with findings within the



Table 1. Participants
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Dr. 1 38 Yes Yes

Male
Dr. 2 Male 21
Dr.3 Female 19
Dr. 4 Male 1
Dr. 5 Female 23
Dr. 6 Male 1
Dr.7 Male 1
Dr. 8 Male 6
Dr.9 Female 15
Dr. 10 Female 19

Table 2. Interview template

1 How often does a patient discuss, initiate, or ask you any
issue related to advance care planning? Could you tell me
more about this?

2 What role or responsibility do you have as an oncologist
in supporting and implementing a patient’s advance care
planning?

3 What does the principle of patient autonomy mean to you?
4 What is your opinion on relational autonomy?

5 Can you identify any barriers or obstacles to addressing
the issue of advance care planning with your patients?
If so, can you tell me more about this?

6 Would you like to add anything else?

data as well as consider existing theoretical approach-
es to the phenomena under study®°. The analytical
process required me to be aware of my previous knowl-
edge of the phenomena under study and of my person-
al assumptions and experiences within oncology as a
psychologist who has worked with cancer patients for
30 years. The process began with an immersive read-
ing and coding process. Then, the coding phase result-
ed in clusters of codes. The interpretation and theme
generation required the author to engage actively to
ensure, to the best of her ability, that the study’s aims
would be answered in a consistent and coherent way.
A code book, reflexive journal, and presentation of draft
themes helped to ensure analytical robustness.

After three preliminary drafts, a final thematic map
was developed. The analytical process resulted in the

Direct contact

Yes Yes Direct contact
Yes Yes Snowball
Yes Yes Direct contact
Yes Yes Direct contact
No Yes Snowball
No Yes Snowball
Yes Yes Direct contact
No Yes Snowball
Yes No Direct contact

generation of three themes and eight subthemes
(Fig. 1). Direct quotations from the participants and
relevant literature support each theme.

Ethics

This study has obtained clearance from the Univer-
sity of Glasgow Ethics Committee, application no. CSS
SIS 2022038, and it was considered to have a low risk
for participants. All participants received the consent
form, the plain language form, and the privacy note
attached to the invitation.

Findings and discussion

Theme 1: patients understand and act on
their autonomy differently

Participants asserted that patients rarely initiate an
ACP conversation, and they described how patients
understood and acted on this right differently.

PATIENTS WHO KNOW THEY ARE AUTONOMOUS

Most participants described a small group of patients
who understand their medical condition, ask the oncol-
ogist for the specifics they need, and make their own
decisions when ready.

“I provide them with the information related to
the disease, the different options they have.
They analyze the data and communicate their
decision” (Dr. 1).
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Patients who
know they are
autonomous

1 Patients know and act on
their autonomy differently
Patients who do

not know they are
autonomous

Withholding
information
2 Pervasive traces of paternalism /
\ / \ Paternalism as cultural
script

Oncologists’ perspectives on patient’s autonomy within advance care planning,
In Mexico City.

3 Other obstacles in discussing
and implementing ACP in oncology

Health system
fragmentation

Unfamiliarity with

Lack of training the concept of RA

(communication skills)

/

ACP understood as
EOL care planning

I:l Research question

Theme

Sub-theme

Figure 1. Thematic map.

At the same time, participants described most pa-
tients within this “autonomous” group as still wanting
the oncologist to make the decisions for them. In other
words, the patient knows that they are autonomous, are
well-informed about the treatment choices they have,
and are aware of the possible benefits and hazards.
Yet, they still delegate treatment decisions to the
oncologist.

“Patients fear making a wrong decision, even
if 1 tell them all options are good. They do not
want to be burdened with this responsibility”
(Dr. 8).

While some participants feel comfortable with this
stance, others feel compelled to embark on longer or
different explanations intended to empower patients, so
the patients feel confident enough to make their own
choices.

“I give the patients the information and expla-
nations they need... They are the ones who
should decide; not me, ever” (Dr. 2).

PATIENTS WHO ARE NOT AWARE OF THEIR AUTONOMY

Participants also described patients who do not rec-
ognize themselves as autonomous agents. Further,
some interviewees mentioned that they believe these
patients have never acted with autonomy in their wider
familial and sociocultural contexts. It also seems that

patients’ passive attitude also relates to the belief that
doctors hold the power?".
“They have lived subjugated by their family,
and they do not express any opinion or take
any decisions about the care they want (or not)
to receive” (Dr. 8).
“The truth is that most patients want us (oncol-
ogists) to decide for them” (Dr. 9).

Interviewees reacted differently to the patients’ pas-
sive role. While some showed a sort of conformity,
others disputed the status quo and argued it was part
of their role and responsibility to support patients so
they felt comfortable exercising their autonomy.

“They do not necessarily come to me knowing
they are autonomous agents... We need to...
let them know... they have the right to make
decisions about the care they want to receive”
(Dr. 4).

This dichotomy in perspectives leads us to the next
theme, which describes how oncologists’ sociocultural
contexts and beliefs are in constant interplay with those
of patients, and they impact how they appraise PA.

Theme 2: pervasive traces of paternalism

Most participants’ narratives suggested that in Mex-
ico City, some medical paternalistic traits remain pres-
ent in oncology. Some participants found leaving out
any trace of paternalism to be challenging; some may



not be fully aware of this or do not find it easy to rec-
ognize this trait openly. These findings support the idea
that some internalized presuppositions remain about
overprotective doctors’ roles toward their patients in
Mexico?’.

WITHHOLDING INFORMATION

Some interviewees expressed the need to hold back
information about the fine details of the treatment, often
using the third person plural, saying things such as
“doctors sometimes withhold information from patients,”
although they were clearly referring to their own strug-
gle over deciding how much information they should
disclose to their patients. This evidences the tension
between what medical best practices say about truth
telling and the need some doctors feel to withhold in-
formation they consider may be too difficult. Conceal-
ment of some of the challenging aspects of prognosis
or treatments seems to be rooted in an internalized
mandate to protect the patient. Previous studies have
found that the more paternalistic the doctor is, the less
willing they are to disclose information to the patient?.
At the same time, this may also be another conse-
quence of medicalization and the increasing complexity
that oncologists face in making prognoses and appro-
priate benefit-risk evaluations for treatments, which
might lead to iatrogenic harm'.

“Oncological treatments may have detrimental
consequences for the quality of life... Patients
sometimes receive unnecessary treatments”
(Dr. 5).

Participants’ perspectives also offered some clues
about the concerns oncologists have about patients’
capacity to endure bad news or to understand complex
information. While it is important to assess an agent’s
capacity, the dilemma is over how objectively oncolo-
gists evaluate patients’ understandings and percep-
tions'®. There are those who think most patients are not
capable of making decisions as fully autonomous
agents, and there are those who believe most patients
are fully capable after the patient becomes well in-
formed. As one doctor described:

“We sometimes underestimate the patients’
capacity for agency” (Dr. 10).

This supports the argument of how doctors’ own un-
derstanding of what is good sometimes trumps the
patients’ values and preferences'®. Thus, if the patient
is not fully informed before consenting, the consent
cannot be interpreted as fully autonomous, no matter
how good the oncologist’s intentions are.

G. Tarditi. Oncologists’ perspectives on PA in ACP

Further, some participants argued that full disclosure
is important because there are patients who are deter-
mined to try if the possibility of living longer remains,
even if a high risk of enduring adverse effects or dis-
ability is present.

“There are patients who accept treatments that
offer very slim chances of benefits because
hoping is a qualitative, not a quantitative, per-
spective” (Dr. 1).

Finally, some oncologists reported that they withheld
some information from their patients due to a lack of
training and support necessary to engage in these
conversations.

PATERNALISM AS A CULTURAL SCRIPT

Factors such as gender, class, ethnicity, education,
economics, and culture are associated with different
understandings of the individual’s personal agency.
One finding of this study is evidence of how Mexican
paternalism is rooted in social norms that go beyond
the medical field. Paternalism appears to be reinforced
at the microlevel (individual and familial), mesolevel
(communal and institutional), and macrolevel (societal,
political, and systemic) social systems. In Mexican cul-
ture, it is common for people to conform to what soci-
etal norms dictate of them, which traditionally has been
a hierarchal, family-focused, and conservative religious
world view®'.

“There are patients who expect their families
to take the decisions for them. They have nev-
er been autonomous” (Dr. 3).

Paternalism, viewed as a sociocultural Mexican trait,
may explain the difficulties some oncologists experi-
ence in moving away from this paternalistic model of
care. In addition, some oncologists view respecting
autonomous patients’ choices as challenging another
principle, beneficence, which implies the duty to act in
the patient’s best interest®. Thus, when the doctor per-
ceives these two principles in conflict, the ubiquity of
certain paternalistic traces becomes evident. Paternal-
ism in medicine is still present, at least in part, because
there are patients who believe in the exceptional power
of the doctor and because they also value obedience
in their interactions with the doctor?”=2,

“Many patients expect a paternalistic bond with
the oncologist... Discussion about decision-
making is out of their expectations” (Dr. 6).

Nevertheless, the decision-making process is always
informed by the patients’ sociocultural contexts®. Fur-
ther, doctors’ personal sociocultural contexts also
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influence how they approach their patients in the deci-
sion-making process’'.
“There are oncologists who feel totally free to
decide for their patients without being aware of
their paternalistic and arbitrary decisions”
(Dr. 9).

Overall, the study findings show modest changes in
the paradigm, from paternalistic and frequently arbitrary
practices to heightened awareness of the benefits of a
shared-decision model of care and sensitivity to the
spectrum of paternalistic, relational, and autonomist
perspectives. These findings align with those who ar-
gue there is a progressive change from paternalism to
a model of care in which the patient's RA is at the
forefront of the doctor-patient relationship?®.

Theme 3: other obstacles in discussing
and implementing ACP in oncology

WHo is THE DocTOR OF wHOM? HEALTH SYSTEM
FRAGMENTATION

Research has shown that fragmentation in the Mex-
ico health system provokes inefficiencies and care in-
equities. Fragmentation also makes it harder for
vulnerable populations to navigate the system, which
leaves many of them without the care they need®. Pa-
tients are frequently treated by different oncologists
along their iliness trajectory, which makes it difficult for
doctor-patient bonds to form or to ensure continuity of
care. Furthermore, system fragmentation supports on-
cologists’ divestment of responsibility when discussing
ACP with their patients.

“It is not possible to make bonds; you have
many patients, they see different doctors, and
there is no time” (Dr. 7).

Furthermore, for ACP to be successful, it needs to
be viewed as a process that ideally begins with diag-
noses and lasts for the whole illness trajectory, poten-
tially evolving over time®6,

“ACP requires us to make pauses to talk and
plan. The patients may wish for something...
and then things change, and their wishes might
also change” (Dr. 6).

THE LACK OF TRAINING IN DOCTOR-PATIENT
COMMUNICATION

Participants asserted that neither their medical
school nor their medical residency prepared them to
engage in ACP conversations.

“We need... better skills to communicate sen-
sitive information” (Dr. 3).

Some participants shared that they have created their
own communicative style through experience, inspired
by mentors and colleagues. Some of them described
their own active efforts to improve their communication
skills through self-learning activities.

“I learned communication strategies abroad. In
Mexico, we do it badly” (Dr. 2).

This persistent gap of capacity in Mexico is worri-
some, as this lack of skills threatens the wellbeing of
all the actors involved — doctors, patients, families, and
all members of the health team, and it has been exten-
sively documented in the medical literature'>°.

ACP uNDERSTOOD AS END-OF-LIFE (EOL) cARE
PLANNING

Interestingly, most participants understand ACP nar-
rowly as EOL care planning. When asked about how
oncologists understand PA within the context of ACP,
their responses focused on issues related to the late
stages of the cancer trajectory. In particular, they re-
ferred to the challenges they find in facilitating the pa-
tient’s transition to palliative care. Further, some
interviewees interpreted advance directives (ADs) as
synonymous with ACP.

“I think this is not exactly part of the oncologists’
role... cancer patients, especially those with a
metastatic condition, are referred to a psychol-
ogist... to help them complete their ADs” (Dr. 2).

This last excerpt is an example of the existing con-
fusion over ADs and ACP in Mexico®. While ADs focus
primarily on EOL issues, ACP aims to discuss and align
medical interventions with patients’ preferences and
values during the whole cancer trajectory®'6'°, Thus,
during the interviews, | paraphrased the question spe-
cifically using the phrase “advance care planning”.
Some participants, however, kept the focus on the chal-
lenges they encountered in navigating the patient’s
transition to palliative care.

“The transition to palliative care is felt by the pa-
tient as abandonment, and | do not find out what
happened with that particular patient” (Dr. 3).

Misconceptions about the aims and scope of ACP
may also be fueled by the complexity that some oncol-
ogists experience in EOL conversations, and their fear
of leaving patients feeling hopeless'®:

“I think we have been evading these conversa-
tions by transferring the patients to the pallia-
tive care team” (Dr. 10).



UNFAMILIARITY WITH THE CONCEPT OF RA

Despite increasing interest within the medical liter-
ature in understanding ACP as a relational process,
in Mexico, it seems that the term RA is almost un-
known. Unfamiliarity is partly a consequence of the
lack of consensus over the meaning and scope of
RA8,25_

“Leaving all decisions to patients is unfair.
These are to be shared. Some call it guided
paternalism or shared paternalism” (Dr. 4).

Despite their unfamiliarity with RA, most participants
actively promoted the inclusion of key actors from the
patient’s social world in this decision model.

“I like to explore... if they want to involve their
family” (Dr. 4).

Conclusion

This study shows how oncologists’ beliefs about PA
in ACP are in constant interplay with other cultural
scripts, including those of their patients. Thus, doctors’
and patients’ understandings of autonomy result in
different stances in communication and decision-mak-
ing. Oncologists reported that many patients remain
passive actors and that some oncologists still make
care decisions for them. Further, this study shows that
paternalism in Mexico exists beyond the medical field
and is rooted in wider sociocultural norms. These new
insights may inform future steps within this field. This
study’s main limitations are that it relies on the partic-
ipants’ answers, and all of them practice in Mexico
City. Thus, any transferability needs to be translated
into local contexts. The study provides the necessary
details for assessing its applicability in other contexts.
My own biases cannot be totally disregarded, although
| made all possible efforts to ensure my approach was
reflexive. Further, to narrow the existing gap between
theory and practice, it is important to reach a consen-
sus on the definition, aims, and scope of patients’ RA
in ACP. In addition, it is important to know better how
Mexican paternalism as a cultural script limits PA and
prevents patients and doctors from moving toward a
shared-decision or RA approach within the field of
oncology.
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