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Abstract

Background: The Physician Orders for Life-Sustaining Treatment (POLST) paradigm is considered one of the
most important strategies to respect patients’ values at the end of life in the United States. The cross-cultural
adaptation of POLST entailed several methodological considerations, which may be informative for interna-
tional researchers who may also consider bringing POLST to their countries as a means to promote care at the
end of life that is consistent with patients’ preferences.

Objective: To report the methods and outcome of the cross-cultural adaptation of the POLST form to Brazil.
Design: Cross-cultural adaptation study.

Setting/Subjects: Twenty physicians and 10 patients at a university hospital participated in the pilot tests.
Results: The cross-cultural adaptation process included choosing which existing POLST form(s) to use as a
source, deciding the intended reading level, which healthcare professionals should be allowed to sign the form,
and consultation with attorneys, bioethicists, and members of the National POLST Paradigm Task Force. Pilot
tests occurred in two stages using different approaches. First, 20 physicians were trained about POLST and
asked for any unclear aspects related to the form. Second, trained investigators completed POLST forms after
engaging in advance care planning conversations with 10 hospitalized patients or patients’ surrogates.
Conclusions: This report provides a basis for future cross-cultural adaptations of POLST to other countries. The
authors hope such new adaptations will broaden the possibilities of research using POLST and also may
promote wider provision of care at the end of life that is consistent with patients’ preferences.

Keywords: advance care planning; advance directives; Brazil; cross-cultural adaptation studies; palliative care;
POLST

POLST has become one of the most important strategies to
honor patients’ 4preferences of care at the end of life in the
HE PHYSICIAN ORDERs for Life-Sustaining Treatment United States.”

Introduction

(POLST) paradigm (www.polst.org) represents a coor-
dinated system to elicit patients’ end-of-life preferences of
care and to translate those values into a set of medical orders
concerning desired goal-directed treatments.'” A central
component of that paradigm is the POLST form, which
communicates the treatment preferences of patients as a
standardized set of medical orders. Over the last decades

In Brazil it is still uncommon for most healthcare profes-
sionals to engage in advance care planning conversations with
patients who suffer from serious chronic illnesses or frailty. In
an unpublished study by researchers from the Barretos Cancer
Hospital (state of Sao Paulo), of the medical records of 1284
oncologic patients, chart review found rare documentation of
advance care planning discussions (personal communication
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from Prof. Bianca S. R. Paiva). Furthermore, in another Bra-
zilian study 74% of a sample of healthcare professionals from
four hospitals in the city of Sdo Paulo were not familiar with
the concept of advance directives, a frequent outcome of ad-
vance care planning.” The lack of advance care planning
characterizes a severe shortcoming of the current Brazilian
healthcare system, which is likely to be present in many other
countries.>® We realized that promoting the implementation
of POLST in Brazil could represent an important step to
change that picture for the better. Therefore, we proposed the
cross-cultural adaptation of the POLST form to Brazil as a first
movement in that direction.

Because the cross-cultural adaptation of the POLST form
entailed several methodological considerations when com-
pared with that of other instruments, we present the current
report aiming to inform international researchers and clini-
cians, who may also consider bringing POLST to their
countries as a means to promote the provision of care at the
end of life that is consistent with patients’ values.

Methods

The methodology was based upon the recommendations of
the International Society of Pharmacoeconomics and Out-
comes Research.” We describe below the steps involved in
the study.

(1) Preparation. During this stage we obtained authori-
zation from the National POLST Paradigm Task
Force.'” Because there are many different versions of
POLST forms in use throughout the United States,
this stage also involved the decision concerning
which form(s) to use as the source for adaptation.

(2) Forward translation. Three independent native-
speaking Brazilians fluent in English performed
three translations of the reference form into Brazi-
lian Portuguese. Two of those translators were
physicians, whereas the third translator was a lay
Brazilian English teacher.

(3) Reconciliation. A committee assessed the forward
translations and arrived at a consensual single
version of the form in Brazilian Portuguese.
Three geriatricians, two palliative care physicians,
two internists, three medical students, and a lay-
person representing patients/families composed
that committee.

(4) Back translation. Two native-speaking Americans
with fluency in Brazilian Portuguese performed two
independent back translations into American En-
glish. Both translators were English teachers living in
Brazil.

(5) Back-translation review. Three researchers and a
member of the National POLST Paradigm Task
Force examined the back translations and revised the
version derived from the reconciliation meeting.

(6) Cognitive debriefing/Pilot testing. We merged the
pilot test phase with its review in an iterative process,
so that we revised the form according to the com-
ments of the research subjects of each round of in-
terviews before proceeding to the next.

This phase was approached in two sequential stages. In the
first stage we pilot tested the Brazilian form by means of
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individual training sessions to groups of 10 physicians re-
garding the content of the POLST form and how to engage
with patients in a conversation that enables the completion of
the form. In the second stage, four interviewers who had
undergone a similar training performed individual interviews
with a group of 10 different patients or patients’ surrogates at
the public university hospital where the research was based.

Physicians selected for the first stage of the pilot test were
eligible if they provided care to patients with serious illness in
their daily practice and had not been involved with previous
phases of this study (e.g., as translators or members of the
reconciliation committee). The selection criteria for patients
in the second stage of the pilot test were: (1) age of 21 years or
older, (2) hospitalization at the study hospital, (3) a ““No,
I would not be surprised’” response from one of their physi-
cians to the question ‘“Would you be surprised if the patient
died within one year?,” and (4) decision-making capacity
during the interview according to established standards.'" If
a patient fulfilled the first three criteria but did not have
decision-making capacity, a surrogate was invited to par-
ticipate in the study.

For the first stage, the physicians who were interviewed
were specifically asked regarding items that were not cul-
turally sound or unclear and their doubts concerning the ad-
vance care planning conversation. Because the POLST form
is a medical order form that is completed by a healthcare
professional (i.e., not by the patient), during the second stage
of the pilot test the interviewers were asked about any unclear
aspect of the form or any difficulties arising during the con-
versation with patients or surrogates. Interviewers were in-
structed to confirm that patients had correct understanding of
the process several times during the interview. The re-
searchers captured all comments from participants in the
cognitive debriefing/pilot study by handwritten annotations
over the POLST forms under adaptation and in comple-
mentary sheets as needed.

(7) Presentation of the form to members of the National
POLST Paradigm Task Force, an attorney, and two
bioethicists. The study coordinator had an in-person
meeting with a member of the National POLST
Paradigm Task Force to discuss the status of the
cross-cultural adaptation process. Afterward, the re-
searchers presented the form under adaptation to an
attorney specialized in advance directives and to two
bioethicists in Brazil.

(8) Presentation of the form to the POLST Developing
State Assistance Committee. The researchers pro-
duced another back translation of the form and pre-
sented it to the POLST Developing State Assistance
Committee by means of a web conference.

(9) Proofreading and final report. Researchers checked
the form for minor print errors and produced a de-
tailed report in Brazilian Portuguese concerning each
adaptation decision that was made throughout the
study (available upon request).

We did not examine statistical aspects such as Cronbach’s
o or factor analysis because, given the nature of the POLST
form, they would be inappropriate.'?

We obtained approval from the local ethics committee. All
study subjects provided written informed consent for
participation.
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Results

Considering the length of the POLST form (over 1000
words) and space restrictions of this article, it is not possible
to present in detail every translation and cultural adaptation
choice that was made. Instead, this article provides readers
with the most important decisions that were made to produce
a culturally appropriate POLST form that still complied with
the standards established by the National POLST Paradigm
Task Force.

Following the advice of a member of the National POLST
Paradigm Task Force and the scrutiny of several POLST
forms, we chose to use the 2014 version of the POLST form
from the state of Oregon as our primary source for the for-
ward translation phase. That advice was based on the fact that
there are different POLST forms in use in different states in
the United States and that those forms change over time ac-
cording to feedback received from their users. The re-
searchers chose the Oregon POLST form as the primary
reference because that state had just released its updated form
and because Oregon was the state with the oldest POLST
program in the United States. However, because a significant
portion of the instructions on the back of the Oregon form
were related to the POLST registry specific to that state, the
2014 version of the California POLST form was used as a
reference for that section. The links to the source versions of
the Oregon and California POLST forms, the final version of
the form adapted to Brazil, and the final back translation are
provided in the Supplementary Appendix (Supplementary
Data are available online at www.liebertpub.com/jpm).

Reading level of the form was the next important decision
that we faced. This was an important consideration because in
Brazil there is still a large proportion of the population who is
illiterate or with less than four years of schooling, especially
among older people. The reasoning was that, although pa-
tients are expected to receive copies of their POLST forms,
the form is actually a part of their medical records and is
primarily intended to communicate a set of medical orders to
other healthcare professionals. Hence, the level of language
that is found in medical records was chosen and healthcare
professionals were instructed that it is their duty to conduct
the advance care planning conversations according to the
level of health literacy of the patient.

The word “‘order’ in the title ‘‘Physician Orders for Life-
Sustaining Treatment” in English was adapted to ‘‘pre-
scricdo” (exact translation of ‘‘prescription’’), because in
Brazilian Portuguese the word “‘ordem’ (exact translation of
“order”’) is rarely used in the medical context and has some
unwanted cultural connotations (e.g., arrogance, power over
and hierarchy), which could be misinterpreted by other
physicians assessing the patient. On the other hand, the word
“prescricdo’ is commonly used and conveys the intended
message that a physician assessed the patient and takes re-
sponsibility for the actions he or she has prescribed.

Another important issue that we faced concerned which
healthcare professionals should be allowed to sign Brazilian
POLST forms. Although in several states of the United
States, physicians, nurse practitioners, and physician assis-
tants are allowed to sign POLST forms, the reconciliation
committee was unanimous that at this moment only physi-
cians should be allowed to sign Brazilian POLST forms. This
decision was based on the fact that in the current Brazilian
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healthcare cultural context, only physicians make ‘“‘do not
resuscitate orders” and that, even among palliative care
teams, advance care planning conversations are considered a
responsibility of physicians. Furthermore, the committee
understood that allowing other healthcare professionals to
sign Brazilian POLST forms would jeopardize the chances of
the Brazilian Federal Medical Council endorsing POLST in
Brazil in the near future.

The pilot test with the first group of 10 physicians included
1 nephrologist, 1 oncologist, 2 intensive care physicians, 2
palliative care specialists, 1 hematologist, 1 gastroenterolo-
gist, and 2 internists. Their mean time since medical school
graduation was 20 years. The following issues raised by these
physicians deserve notice. One physician manifested con-
cerns that principles of POLST could be incompatible with
Brazilian regulations and that it would always be safer from a
legal perspective to perform the most aggressive potentially
life-sustaining interventions. Two physicians were unclear on
the difference between the POLST form and advance direc-
tives. Two physicians stated that the option for “‘limited
treatment’’ in section B of the form should specify clearly if
central intravascular lines were also included under that op-
tion because in the Brazilian medical community, central
lines may be perceived by some as an excessively invasive
intervention. Therefore, section B of the POLST form was
revised to add central lines under ‘‘limited treatment,”” and a
description of two regulations from the Brazilian Federal
Medical Council that provide a basis for the withholding/
withdrawal of treatments at the end of life and for advance
directives was added on the back of the form.

During the presentation of the form to the second group of
10 physicians, there was no further need to change it be-
cause of other cultural issues or lack of clarity, although 3
physicians still felt unsure about the legal permissibility of
withholding/withdrawing life-sustaining treatment, despite
having understood the text concerning those regulations.
That second group included one hematologist, one gastro-
enterologist, one nephrologist, one palliative care clinician,
one intensive care physician, and five internists. Their mean
time since graduation was 15.8 years.

The second stage of the pilot test involved the interview of
seven patients and three surrogates. The mean age of all 10
patients was 73.4 years, and they had an average of 4.7 years
of schooling. Five patients were women. The three repre-
sentatives were patients’ daughters and their ages ranged
from 37 to 55 years. Patients had a median Karnofsky Per-
formance Status of 45% at the time of the interview and had
an average of seven diagnoses. Their main reason for ad-
mission was decompensated heart failure for four patients,
delirium and pneumonia for two patients each, and decom-
pensated chronic obstructive pulmonary disease and bone
metastases for one patient each. None of the four interviewers
reported lack of clarity associated with completing the form
during the interview with patients or surrogates. All patients
and surrogates welcomed the advance care planning conver-
sation and reported that they felt comfortable during the pro-
cess. One patient spontaneously asked the interviewer to inform
her attending physicians regarding her preferences of care.

The in-person meeting with a member of the National
POLST Paradigm Task Force highlighted the importance of
not mingling the concepts of POLST and advance directives.
The POLST form is an advance care planning document,
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where the values of patients with serious illness are translated
through shared decision making into a set of medical orders
concerning cardiopulmonary resuscitation and other medical
interventions. That meeting also directed us to some in-
valuable resources for our project, such as the 2014 POLST
legislative guide."?

The consultation with an attorney specialized in advance
directives called our attention to problems concerning the
translation of the definition of healthcare representative from
the American to the Brazilian context. After further legal ad-
vice, we understood that in Brazil there was no clear law or
regulation defining ‘‘healthcare representative,”” so we decided
to exclude any attempt to define it within the form to decrease
the chances that its content could prompt legal action or delay
its approval. Atthat attorney’s suggestion, we also added a brief
explanation about POLST below the form heading.

The discussion with two bioethicists did not disclose any
bioethical flaws or lead to any change in the form. However,
it was important because it reinforced the importance of
presenting the concept of POLST to the Federal Medical
Council in Brazil before attempting to start a pilot POLST
program.

Discussion

The process of cross-cultural adaptation of the POLST
form involved a few methodological considerations before
and during its implementation because of some particularities
of that form when compared with other instruments. For in-
stance, because there is not a single POLST form, we had to
choose which source form to use. Additionally, the POLST
form is neither a questionnaire nor an instrument designed
primarily for epidemiological research, but essentially a stan-
dardized medical order document intended for pragmatic
purposes related to the care of patients. The form is not given
to patients for them to fill in their preferences of care, but
rather healthcare professionals complete it based on one or
more advance care planning conversations with patients.
Because of those features we decided to implement two
different strategies for pilot testing the form, which involved
both the training of physicians about POLST and patient
engagement in advance care planning conversations so that
researchers could check for confusing aspects and incon-
sistencies concerning the form. Moreover, the adaptation of
the form required considerations such as its agreement with
local laws and regulations and the knowledge/misconcep-
tions of healthcare professionals as to those regulations.

The debate concerning advance directives began in the
United States more than 50 years ago.'* Over the last few
decades several countries have initiated discussions and en-
acted regulations concerning advance directives.'>™'” Those
regulations attempt to address the common question of how
to respect the autonomy of patients in situations where they
have lost their capacity to consent to or refuse medical
treatments. As countries move forward with such discussions
and policies, some of them may determine that written ad-
vance directives might not be sufficient to ensure that pa-
tients’ values and preferences of care are respected at the end
of their lives. As a matter of fact that was the conclusion of
several researchers regarding the effectiveness of advance
directives in the United States.'®?* POLST was created with
the intent to increase the awareness of the patient’s advance
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care planning wishes and the chances that these preferences
are honored at the end of their lives. A recent systematic
review concluded that, despite several gaps in the research
about POLST, there is strong evidence that medical orders
documented in POLST forms influence the kinds of treat-
ments provided to patients at the close of life.* Therefore,
POLST has the potential to become an important asset for the
promotion of advance care planning conversations and to
facilitate the respect of patients’ preferences regarding
medical treatments at the end of life in a variety of countries
that are already interested in those matters.

As guidance for future adaptations of POLST to other
countries, we would recommend the following principles: (1)
to go beyond simple translations and perform formal multi-
step cross-cultural adaption processes; (2) to engage in
partnership with the National POLST Paradigm Task Force
early on; (3) to fully understand the differences between
POLST and advance directives, including the kind of regu-
latory support needed in each context; (4) to use language
compatible with that of medical records; (5) not to treat the
POLST form as if it were a questionnaire administered to
patients; (6) to use multistep pilot tests involving healthcare
professionals, patients, and surrogates; and (7) to consider
any applicable, venue-specific regulations regarding health-
care representatives/surrogates.

There are several potential limitations of this study. Al-
though all translators who worked in this study were native
speakers of the target language and fluent in the reference
language, none of them were certified professional translators.
It was not possible for the bioethics specialists and the attorney
that we consulted to participate in the reconciliation committee
convened for the assessment of the three forward translations. It
was also not practical to convene multiple meetings of that
committee to adjudicate every change of the form under ad-
aptation during the later stages of the project. We did not per-
form another pilot test with the final version of the form as we
had done after the review of the first back translations. How-
ever, our methods and report were in harmony with accepted
guidelines.”**~%° Finally, our study was restricted to one center
in Brazil. However, despite the country’s large geographical
dimensions, all of its regions share the same language, and
cross-cultural adaptations of other instruments conducted in
one region are usually considered appropriate for the whole
country.”’° The following are strengths of the study: (1) in-
cluding a layperson in the reconciliation committee; (2) re-
viewing the feedback from the pilot tests in an iterative process;
and (3) engaging in conversations with members of the Na-
tional POLST Paradigm Task Force throughout the cross-
cultural adaptation process.

In summary, this report provides a basis for future cross-
cultural adaptations of the POLST paradigm to other coun-
tries. The authors hope such new adaptations will broaden the
possibilities of research using POLST and also may promote
wider provision of care at the end of life that is consistent with
patients’ preferences.
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