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ABSTRACT

PURPOSE Early integration of pediatric palliative care (PPC) for children with cancer is
critical to improving the quality of life of both the patient and family. Under-
standing physician perceptions of palliative care and perceived barriers to early
integration is necessary to develop PPC in Brazil.

METHODS The Assessing Doctors’ Attitudes on Palliative Treatment survey was modified
for use in Brazil. The survey was open from January 2022 to June 2022 and
distributed to physicians of all specialties from participating institutions who
treat children with cancer. Statistical analysis was complemented by qualitative
analysis of open-ended responses.

RESULTS A total of 272 respondents participated. Most respondents reported access to
PPC experts for consultation (77.2%) and 34.5% indicated previous palliative
care training. Physician knowledge of PPC was generally aligned with WHO
guidance (median alignment, 93.0%; range, 80.5%-98.2%). However, about
half (53.3%) felt comfortable addressing physical needs of patients receiving
PPC, 35.3% addressing emotional needs, 25.8% addressing spiritual needs, and
33.5% addressing grief and bereavement needs. Most respondents (65.4%) felt
palliative care should be involved fromdiagnosis, but only 10.3% stated that this
occurred in their setting. Themost important barriers identified were physician
discomfort (89.0%), limited physician knowledge (88.6%), and lack of home-
based services (83.8%).

CONCLUSION Despite a strong understanding of the role of palliative care, physicians in Brazil
reported low confidence delivering PPC to children with cancer. Additionally,
physicians generally believed that PPC should be integrated earlier in the disease
trajectory of childrenwith cancer. This workwill direct educational and capacity
building initiatives to ensure greater access to high-quality PPC for children
with cancer in Brazil to address patient and family suffering.

INTRODUCTION

Pediatric palliative care (PPC) is a critical component of
childhood cancer care. Children with cancer experience
considerable suffering—physical, psychological, social,
and/or spiritual—that is often inadequately relieved.1,2

Studies demonstrate that children with cancer receiving
palliative care have improved outcomes, including
better symptom management, enhanced quality of life
for patients and families, less intervention-focused
care at the end of life, fewer deaths in the intensive care
unit, and communication between health care profes-
sionals and patients/families.3-9 Accordingly, in 2014, the

World Health Assembly unanimously passed resolution
WHA67.19, declaring palliative care to be an ethical re-
sponsibility of health systems.10,11

However, access to quality palliative care services for chil-
dren remains limited globally, with more than 65% of
countries having no known PPC.12 The greatest need for PPC
lies in low- and middle-income countries (LMICs), where
limited access tomedications, training, national policies that
include PPC, public awareness, and financial resources
represent significant barriers to PPC delivery.13-15 This gap is
of particular concern in childhood cancer care, as 90% of
children with cancer live in LMICs.16,17
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In 1998, the National Cancer Institute of the Ministry of
Health in Brazil introduced an exclusive unit dedicated to
palliative care in Rio de Janeiro, the Hospital do Câncer IV.18,19

The palliative care movement grew further in 2005 through
the establishment of two key entities: the National Policy for
Cancer Care,20 which recognized that palliative care should
be integrated into oncologic care, and the National Academy
of Palliative Care (ANCP),21 which supported the regulari-
zation of palliative care services.22-24However,much of these
efforts have focused on the provision of palliative care in
adults.

The Assessing Doctors’ Attitudes on Palliative Treatment
(ADAPT) survey evaluates physician knowledge and percep-
tions of palliative care integration for children with cancer and
has previously been used in 11 countries in Eastern Europe and
Central Asia,25,26 and 17 Spanish-speaking countries in Central
and SouthAmerica.27,28 The objective of this studywas to assess
physician knowledge and attitudes of palliative care, timing of
palliative care consultation, andbarriers to theearly integration
of palliative care for children with cancer in Brazil to inform
targeted PPC interventions.

METHODS

IRB Approval

The Office of Human Subjects Research Protections and
Institutional Review Board at St Jude Children’s Research
Hospital (Memphis, TN) approved this study as category 2
exempted research including educational tests and survey
procedures. Because of the legal requirements for per-
forming multi-institutional research in Brazil, the National
Research Ethics Commission in Brazil also approved the
study followed by institutional ethical approval at each
participating hospital. Voluntary completion of the survey
was considered consent to participate in the study.

Instrument Development

The ADAPT survey was originally developed on the basis of
the WHO guidance and a literature review of studies eval-
uating physician perceptions of palliative care.29-32 The
survey was translated into Portuguese and assessed by a
team of bilingual experts (A.F.O.d.L., D.A.G.A., P.L., and E.B.)
to ensure appropriate syntax and comprehension. The
survey then underwent iterative rounds of review to improve
content validity and cultural sensitivity and was back-
translated to English to confirm construct consistency.
Next, five Portuguese-speaking physician representatives of
the target specialties piloted the survey, with adjustments
made on the basis of feedback. The final survey contained 66
questions, with 62 close-ended items using a 5-point Likert
scale (strongly agree to strongly disagree) or a multiple-
choice format with four open-ended questions (Data
Supplement).

Instrument Distribution Strategy

The ADAPT survey was distributed electronically via the
Qualtrics platform33 in Portuguese to physicians who treat
children with cancer in Brazil. An institution leader was
identified at each participating hospital who identified
colleagues appropriate for the study and distributed the
survey via email. Surveys were completed anonymously, and
participationwas optional at all centers. The surveywas open
from January 2022 to June 2022.

Statistical Analysis

Demographic data were reported via descriptive statistics.
For analysis of multiple-choice questions, the 5-point
Likert scale was also collapsed into three categories (of-
ten/always, sometimes, and never/rarely). To calculate
physician alignment with WHO guidance, 15 statements

CONTEXT

Key Objective
What are Brazilian physicians’ knowledge and attitudes toward palliative care for children with cancer and the perceived
barriers to early integration of care?

Knowledge Generated
Although physicians in Brazil who care for children with cancer had a general understanding of what is palliative care, they
were uncomfortable in delivering palliative care services, especially in addressing the emotional, spiritual, and grief and
bereavement needs of patients and their families. Additionally, there was a discrepancy between what was perceived as
ideal timing of palliative care involvement and what was occurring in practice because of perceived barriers including
physician knowledge and discomfort, along with lack of home-based services, among others.

Relevance
These findings will guide educational and capacity building initiatives to build skills delivering palliative care with the goal of
improving the quality of life for all children with cancer in Brazil.
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were categorized as in alignment or not in alignment with
WHO guidance for PPC (Data Supplement). Each item was
marked correct if the respondent indicated moderate or
strong alignment with the correct response. Each par-
ticipant received an overall score for percent alignment on
the basis of the number of correct responses of 15
maximum.

Qualitative Analysis

Free-text responses for open-ended questions were
translated from Portuguese to English using Google
Translate (A.G.) and approved by Portuguese native
speakers (P.L., A.d.O.J., and E.B.). The qualitative codebook
developed in previous ADAPT studies was used (Data
Supplement). Codes were changed or added through it-
erative review of the free-text responses and memo-
writing. Each free-text response served as the unit of
analysis for coding. Thematic content analysis focused on
components of palliative care, timing to palliative care
consultation, and barriers to palliative care involvement in
patient care. The qualitative data were managed using
MAXQDA 2022 (VERBI Software, Berlin, Germany).34

RESULTS

Sample Demographics

A total of 272 respondents from 14 Brazilian hospitals
participated with a median institutional response rate of
53.4% (range, 19.8%-87.0%; Data Supplement). These
institutions represented eight different states in Brazil,
which make up over 50% of the population of Brazil (Data
Supplement). Most respondents were age 35 years or older
(66.9%), female (79.8%), and almost half practiced pe-
diatric hematology and/or oncology (46.0%) (Table 1).
Other common specialties included general pediatricians
(16.5%) and pediatric intensivists (19.5%). The respon-
dents were fairly distributed between general hospitals
(33.1%), children’s hospitals (33.1%), and dedicated
cancer hospitals (33.8%). The majority (77.2%) reported
access to a PPC consultation in their practice. Approxi-
mately one third of respondents (34.5%) indicated pre-
vious training in palliative care. Of those, the most
common type of training was a rotation in medical school
or postgraduate training (41.2%) or a certificate course
(29.9%). Although three participants stated that they had
done a residency or fellowship in palliative care, only two
respondents identified as a PPC specialist (0.6%) (Data
Supplement).

Alignment With WHO Guidance

Physicians demonstrated strong alignment with WHO
guidance for PPC (≥90% correct for 11 of 15 statements,
Table 2), with a median alignment of 93.0% (range,
80.5%-98.2%).

Palliative Care in Practice

Over half of respondents (53.3%) reported they felt con-
fident assessing and treating the physical needs of pedi-
atric patients with serious incurable illness. Physicians
felt less confident assessing and treating emotional
(35.3%) and spiritual needs (25.8%), as well as the grief
and bereavement needs (33.5%) of families. Of respon-
dents, 28.3% reported feeling burdened by their inability
to control the suffering of patients at the end of life
(Table 3).

Most physicians (81.6%) agreed or strongly agreed with the
statement that quality of life was often overlooked in the face
of cancer-directed treatment. Additionally, 61.9% of re-
spondents stated that in their setting, physicians continue to
recommend cancer-directed treatment for children with
incurable oncologic disease even when that treatment was
unlikely to prolong a child’s life.

Timing of Palliative Care Integration

Approximately half (52.9%) of participants believed that
palliative care involvement occurred too late in the treat-
ment of children with cancer in their setting. Additionally,
only 65.4% reported palliative care consultation was avail-
able when needed. When asked about the actual timing of
initial palliative care consultation, physicians reported this
often occurred when no curative options were available
(69.9%; Fig 1). Other common times for initial consultation
includedwhen patients had a high symptomburden (55.2%),
at disease recurrence or progression (54.0%), and at the end
of life (50.7%). By contrast, when asked about the ideal
timing of initial palliative care consultation,most physicians
indicated that it should occur at diagnosis (65.4%) or for
high-risk patients (54.4%).

Barriers to Palliative Care Integration

Of 12 perceived barriers to early integration of palliative care
mentioned in the survey, nine were indicated as being
somewhat or extremely important by at least 50% of re-
spondents (Table 4). The most frequent perceived barriers
included physician discomfort (89.0%), limited physician
knowledge (88.6%), lack of home-based services (83.8%),
limited access to palliative care (80.5%), and family resis-
tance (79.4%).

Free-text responseselaboratehighlightedphysicianknowledge/
attitudes was a major barrier impeding early integration of
palliative care, because of lack of knowledge of the team
about the real meaning of palliation (Data Supplement).
Delays in palliative care referral were attributed in part to
resistance of the oncology team or obstinate oncologists
who, as one participant described, “believe [they] know how
to manage symptoms well.” Palliative care integration for
children with cancer presented a unique dilemma for
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physicians, in part because of the team’s hope, because it is a
pediatric patient, that the patient will be cured of the disease.

Although less common, provision of palliative care was also
felt by the respondents to be limited because of the
knowledge and attitudes of family members and the wider
society. Possible explanations for the perceived resistance of
familymembers ranged from extreme religiosity or religious
fanaticism in the family to intellectual limitation of family
members. In a broader context, some physicians spoke of
how the term palliative care “carries a very bad stigma in
[their] society,” grounded in a general “lack of under-
standing about the scope and objectives of palliative care.”

Some free-text responses addressed a lack of access to
palliative care specialists or services as a perceived barrier to
early integration of palliative care in the qualitative re-
sponses. Physicians described the “lack of [a] structured

palliative care service” and “small, specialized team(s) in
palliative care,” possibly explained an “insufficient number
of qualified personnel for this role.” Accordingly, delivery of
PPC often fell on nonpalliative care specialists, in particular
oncologists, who had to balance oncologic and palliative care
duties: “The palliative care professional is also a pediatric
oncologist.”

Even those who had access to palliative care services faced
substantial institutional and systemic barriers. Institu-
tional barriers were characterized by the high demand for
palliative care services within most institutions, often
leading to extremely overworked palliative care team[s].
Physicians also underlined a deficit in multidisciplinary
collaboration: lack of multidisciplinary work among pe-
diatric professionals, oncologists, and professionals re-
sponsible for palliative care. On a systems level, physicians
alsomentioned lack of teaching about PC in undergraduate

TABLE 1. Demographic Characteristics of Respondents to the Assessing Doctors’ Attitudes on Palliative Treatment Survey in Brazil

Characteristic Respondents, No. (%) (N 5 272)

Age, years

<35 90 (33.1)

≥35 182 (66.9)

Sex

Female 217 (79.8)

Male 55 (20.2)

Primary medical specialty

General pediatrics 45 (16.5)

Pediatric hematology-oncology 125 (46.0)

Pediatric intensive care 53 (19.5)

Pediatric palliative care 2 (0.7)

Othera 47 (17.3)

Primary institution

General hospital 90 (33.1)

Children’s hospital 90 (33.1)

Cancer hospital 92 (33.8)

Experience as a physician, years

0-10 112 (41.2)

≥11 160 (58.8)

Trained in palliative care

Yes 97 (35.7)

No 175 (64.3)

Access to palliative care consultation

Yes 210 (77.2)

No 62 (22.8)

Patients who died during care in previous year, no.

0 18 (6.6)

1-5 127 (46.7)

≥6 127 (46.7)

aOther specialties included pediatric anesthesiology, pediatric surgery, adult palliative care, general internal medicine and/or family medicine, adult
hematology-oncology, adult anesthesiology, adult surgery, adult intensive care, pediatric infectious disease, pediatric subspecialty, surgical
subspecialty, and other subspecialty.
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and medical residency and a need for public policies to
promote the health of critically ill patients.

Palliative Care Education

Most respondents (97.7%) demonstrated interest in more
education on how to provide palliative care to their patients.
Nearly all (99.0%) agreed that greater emphasis on palliative
care education for doctors and other health care profes-
sionals is an important step in improving PPC access. Some
participants further expressed how they wish educational
initiatives to be implemented, including through distance
learning and with a weekly workload accessible to doctors
who work throughout the week.”

DISCUSSION

The WHO has called on all Member States to strengthen
palliative care as a component of comprehensive care
throughout the life course. However, global palliative care

services remain inadequate to meet the palliative care needs
of pediatric patients with cancer, especially in LMICs. In this
study, we found that physicians in Brazil had high alignment
to WHO guidance on PPC but were generally uncomfortable
addressing the PPC needs of their patients. Additionally,
most physicians believed that palliative care for pediatric
patients with cancer should be integrated earlier than cur-
rently occurred in their practice. This study provides insight
into physician perspectives on and identifies barriers to early
integration of PPC for children with cancer in Brazil. These
findings can be used to build capacity and education to
address the discomfort in providing care to children and
overcome the barriers identified. It is important to note that
thesefindings were specific to children with cancer, and that
further research is needed to understand perspectives and
perceived barriers for children with nononcologic diagnoses.

Knowledge of the role of PPC among physicians caring for
childrenwith cancer in Brazil was robust. The overall median
WHO alignment of 93.0% was higher than that seen in the
rest of Latin America (83.0%).27 This high knowledgemay be
attributed to the steady progression of palliative care de-
velopment in Brazil. Although many of our participants
had no formal palliative care training, PPC access and
availability in Brazil is relatively high compared with other
countries,25-28 and PPC is considered a component of stan-
dard oncologic care. These findings suggest that national
policies can advance palliative care knowledge among the
medical community.

Despite a strong understanding of palliative care principles,
limited physician knowledge and physician discomfort in
raising the topic of palliative care were perceived as sig-
nificant barriers to palliative care integration. Thesefindings
may be due to respondents’ lack of confidence in delivering
PPC services and not their knowledge of palliative care
principles. Physicians in Brazil and Latin America were more
confident in addressing the physical needs of patients, in
comparison with providing emotional, spiritual, and/or grief
and bereavement care to patients and family members,
suggesting that symptom management is likely prioritized
in training over other components, consistent with other
Brazilian studies of physician knowledge.35,36 Further efforts
are needed for educating, training, and practical experience
for physicians caring for children with cancer in Brazil on
how to address the emotional, spiritual, and grief and be-
reavement needs of patients and families beyond physical
symptom management.

Another perceived barrier identified by the respondents was
family resistance to palliative care involvement. However,
thismay reflect the feelings of the physician themselves that
are transferred to the familymore than feelings of the family.
There is some evidence in the United States that shows that
families are open to PPC involvement from diagnosis with
proper introduction to the role of palliative care.37 More
research is essential to understand parent and family per-
ceptions of PPC in LMICs.

TABLE 2. AlignmentWithWHOGuidelines on Palliative Care Integration

Statement
% Alignment
(N 5 272)

Involvement of palliative care during cancer therapy
gives greater attention to quality of life and
symptom management (eg, pain, constipation,
dyspnea, and fatigue)

98.2

Involving palliative care suggests that the oncologist
has failed in the mission to cure the patient

97.8

Early integration of pediatric palliative care with cancer
care would improve interdisciplinary
communication

97.1

Palliative care can be integrated with disease-directed
therapy

96.0

Palliative care is incompatible with curative care 95.2

Children with cancer who receive palliative care die
earlier than those who do not

94.5

Early integration of palliative care for all children
diagnosed with cancer would decrease patient
suffering

93.0

Palliative care is appropriate at any stage of treatment
in a child with high-risk cancer

93.0

Involvement of palliative care undermines the role of
the pediatric oncologist as the physician in charge
of patient care

93.0

Involving the palliative care team early has negative
effects on the relationship between the oncologist
and the patient and family

91.2

Children with advanced and incurable cancer often
suffer at the end of life

91.2

Palliative care for children with cancer can be delivered
by health care workers of all disciplines, not only by
palliative care specialists

86.0

Palliative care is synonymous with end-of-life care 84.9

Early consultation with palliative care causes
increased parental burden and anxiety

82.0

It is difficult to know when a patient with cancer would
most benefit from meeting the palliative care team

80.5
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TABLE 3. Physician Confidence in Delivering Palliative Care Services

Question Respondents, No. (%) (N5 272)

I feel confident assessing and treating the physical needs of pediatric patients with serious incurable illness

Never or rarely 38 (14.0)

Sometimes 89 (32.7)

Often or always 145 (53.3)

I feel confident assessing and treating the emotional needs of pediatric patients with serious incurable illness and their
families

Never or rarely 76 (27.9)

Sometimes 100 (36.8)

Often or always 96 (35.3)

I feel confident taking care of the spiritual needs of pediatric patients with serious incurable illness and their families

Never or rarely 101 (37.1)

Sometimes 101 (37.1)

Often or always 70 (25.8)

I feel confident providing grief and bereavement care to the families of children who die

Never or rarely 79 (29.0)

Sometimes 102 (37.5)

Often or always 91 (33.5)

I have felt burdened by my inability to control the suffering of children at the end of life

Never or rarely 79 (29.0)

Sometimes 116 (42.6)

Often or always 77 (28.3)
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FIG 1. Ideal versus actual timing of initial palliative care consultation. Results of 272 physician
respondents to the multiple-choice questions asking when an initial palliative care consultation for
a child with cancer typically occurs in their practice setting and when they believe is the ideal time it
should occur. Participants were able to choose all options that were applicable. The figure shows
the percentage of participants who indicated each option. Statistical significance is demonstrated
with either a single * for P values of <.05 and ** for values of <.001.
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Barriers to PPC delivery in Brazil identified in this study
should be addressed through targeted educational and
training aimed at behavior change, such as improving
provider communication with patients and families.38 All
didactic components of PPC education should be paired with
practical skills-based training targeting institution-/re-
gion-specific gaps in comfort. Palliative care principles
should be embedded from the beginning of medical edu-
cation to assure exposure regardless of specialist training. At
the undergraduate medical student level, only 44 of 315
Brazilian medical schools offer courses in palliative care37

with over half of medical schools’ course coordinators
reporting insufficient or nonexistent priority given to edu-
cation in palliative care.39

In addition, PPC training courses should be accessible
and feasible for health care workers who are currently in
practice, including physicians, nurses, social workers, and
psychologists, to leverage the skills and resources of mul-
tidisciplinary professionals. The Education in Palliative and
End-of-Life Care (EPEC)-Pediatrics program consists of a
24-module course delivered via virtual and in-person ses-
sions. Postier et al40 found that 71.0% of participants saw
clinical improvements in the care of children with serious
illnesses at their own institutions from participation in
EPEC-Pediatrics. The successful implementation of EPEC-
Pediatrics is an example of how an educational intervention
can increase knowledge as well as proficiency in practical
applications of palliative care. This curriculum can be re-
gionally adapted to target specific gaps in PPC delivery
identified through research studies such as ADAPT, as has
been done in other regions.41

Consistent with previous studies,42 findings in both Brazil
and other Spanish-speaking countries in Latin America
show that despite access to a PPC expert for consultation,
current palliative care services are inadequate to care for all
the patients in need of PPC. A recent analysis of palliative
care in Latin America found similar results; despite growth of
the number of services and acquired expertise, the number of

services is not enough to cover needs.43 Therefore, dedicated
clinical training opportunities should focus on the practical
elements of care to increase capacity and strengthen services
to cover the palliative care needs for children with cancer
within Brazil.

Additional clinical opportunities such as residencies, fel-
lowships, and externships dedicated to PPC should be
made available to increase the palliative care workforce.
Pastrana et al44 found both the proportion ofmedical schools
with palliative care at the undergraduate level and the
number of accredited physicians working in palliative care to
be significantly associated with the number of palliative care
services per million inhabitants in Latin America. A 2021
study45 identified 15 palliative medicine subspecialty pro-
grams in Brazil—the most of any country in Latin America.
However, only one of these subspecialty programs is specific
to pediatrics.

Alongside dedicating funds for palliative care specialists,
institutions should prioritize formation of designated
multidisciplinary palliative care teams including nursing,
social work, child-life, and spiritual care experts.46

According to the ANCP in Brazil, <10% of Brazilian hospi-
tals have a multidisciplinary palliative care team.47,48 Thus,
progress in PPC relies on initiatives that train PPC profes-
sionals beyond physicians to support team-based PPC ser-
vices. This expansion of PPC services should be accompanied
by advocacy at the institutional and national levels to ensure
the structural and financial sustainability of palliative care
programs.49,50

This study has several limitations. Most participants are
from specialized hospitals located in urban regions, espe-
cially in southern Brazil. We used an electronic, institution-
specific distribution strategy, which may have excluded
more remote, poorly resourced, or community-based cen-
ters. Thus, this study likely represents a best case scenario of
palliative care knowledge and availability in the country.
However, because pediatric oncology care is primarily

TABLE 4. Barriers to the Early Integration of Palliative Care

Barrier Respondents Indicating Somewhat or Extreme Importance, % (N 5 272)

Physician discomfort in raising the topic of palliative care with families 89.0

Limited physician knowledge on the role of palliative care 88.6

Lack of home-based services 83.8

Limited access to palliative care specialists or services 80.5

Family resistance to involvement of palliative care 79.4

Physician desire to maintain hope 74.3

Uncertainty about patient prognosis 61.8

Cultural differences between patients/families and physicians 56.6

Time constraints of pediatric oncologists during consultation 56.3

Cost of palliative care consultation and treatment 42.3

Limited access to opioids 33.8

Differences in languages between patients/families and physicians 28.7
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concentrated in these hospitals/regions, we believe that this
study is representative of PPC for children with cancer in the
country. The target population of this surveywere physicians
who care for children with cancer as they are often the
gatekeepers for consultation of other subspecialty services.
However, nurses, psychologists, and social workers repre-
sent prominent figures in provision of care for children with
cancer, and further research is necessary to investigate the
perceptions of the entire multidisciplinary palliative care
team. The perspectives of patients and their caregivers are
also important viewpoints missing from this analysis.

To our knowledge, the ADAPT study is the largest to
evaluate perceptions of PPC integration among physicians
who care for children with cancer in Brazil. Across all
specialties, Brazilian physicians had a robust under-
standing of palliative care concepts. However, physicians

showed low confidence in delivering palliative care ser-
vices, especially in addressing the emotional, spiritual,
and grief and bereavement needs of patients and their
families. In addition, physicians believed that palliative
care should be integrated earlier in the care of children
with cancer than typically occurred in their setting. Po-
tential barriers that may impede earlier integration of PPC
included limited physician knowledge, physician dis-
comfort in raising the topic of palliative care with families,
lack of home-based services, limited access to palliative
care specialists or services, and perceived family resis-
tance. Future interventions should include educational
opportunities for physicians of all specialties to build
skills delivering palliative care, more opportunities for
PPC specialization, and establishing multidisciplinary
palliative care teams, with the goal of improving the
quality of life for all children with cancer in Brazil.
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