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The World Health Organization (WHO) has identified communication as an essential component of sustainable care for
children with cancer worldwide." Nevertheless, nearly all communication research has been conducted in high-income
countries.” In these settings, high-quality pediatric cancer communication can decrease parental distress,>” increase trust

>

” Meanwhile, 8 to 9 of every 10 children diagnosed with cancer live in a low- or
9-11

in the physician, and foster hope.®
middle-income country (LMIC).® Culture and setting affect cancer communication,” ~ and foundational research in
LMIC:s is essential to understand the communication needs and priorities of patients and families. In addition, survival
rates for childhood cancer in LMICs are as low as 20% to 30%,"? and abandonment rates may be as high as 50% to
60%." Misdiagnosis, gaps in care access, and treatment refusal are partially attributable to cancer misconceptions; a lack
of knowledge or awareness regarding cancer care; and cultural barriers, including distrust.'*'> Communication research
in LMICs thus has the potential to affect care quality and outcomes for children with cancer.

To improve pediatric cancer communication around the world, this field needs a shared framework or model that
can facilitate comparative analysis and the adaptation of interventions from one region to another. Communication re-
searchers in high-income countries have previously called for a broad interactional framework that not only includes the
clinician or patient but also encompasses the collective interaction between families and health systems.'® To be globally
applicable, this framework should also include the cultural backgrounds of families and clinicians, including all types of
social support.'’

Here, we introduce a framework for culturally adaptive family-centered pediatric oncology care that highlights and
contextualizes communication (Fig. 1). We adapted this framework from the WHO model for integrated people-centered
health care'® and modified it for pediatric cancer. The WHO framework emphasizes people and communities, rather
than diseases, as the center of health care and encourages patient empowerment. In this model, the person is surrounded
by his or her family, community, health sector, and, eventually, country. Our framework focuses on the cultural context
of the clinical environment within the health system in addition to the cultural context of the patient and family.

Importantly, the center of our framework emphasizes interactions between the health care environment and the pa-
tient, family, and community. This interactional portion of the model has been adapted from the WHO model for health
system responsiveness.19 According to the WHO, responsiveness refers to how well a health system meets the nonhealth
needs of the population it serves. The original model includes 7 domains: dignity, confidentiality, autonomy, prompt at-
tention, social support, basic amenities, and choice of provider. We have adjusted these domains for pediatric cancer and
included an enabling environment, hospital-community integration, and communication. In our model, an enabling en-
vironment includes basic amenities, whereas hospital-community integration encompasses the provision of social needs.
Respect and dignity include confidentiality and are separate from empowerment, which has replaced autonomy for the
pediatric setting. Choice of provider is less relevant to global pediatric oncology, where the workforce is limited, and
has been removed from the framework. Finally, emotional support and attention are contained within communication.
Overall, our framework demonstrates multilevel factors in both the clinical and family environment that affect clinical
interactions, and this model highlights communication as central to these interactions.
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Figure 1. Model for culturally adaptive patient-centered care.

Although communication is fundamental to this
framework, communication can itself be interpreted in
many ways. Models of communication predominantly
take 2 forms: process models and functional models.
Process models focus on specific clinician behaviors that
should be emulated to fulfill communication goals. An
example of a process model for communication is the
SPIKES protocol for delivering bad news.*’ This proto-
col includes 6 concrete steps: 1) setting up the interview,
2) assessing the patient’s perception, 3) obtaining the pa-
tient’s invitation, 4) giving knowledge and information
to the patient, 5) addressing the patient’s emotions with
empathic responses, and 6) strategy and summary. These
steps are designed to be straightforward and easy to follow
and have been demonstrated to be useful and effective in
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high-resource settings. However, they may not be glob-
ally applicable without adaptation. For example, some
families might feel supported by having their emotions
directly addressed,”" whereas other families might pre-
fer clinicians to focus on instrumental care for the child
and find solace in the perceived competence of the med-
ical team.”* Functional models, conversely, maintain the
“equifinality” of communication; this means that multi-
ple unique communication interactions can lead to the
same functional outcome or goal.16 In functional models,
the goal is to interact with the patient in a way that meets
the patient’s unique communication needs. The focus of
a functional model is on the outcomes of communication
interactions rather than the specific processes that one
must follow.
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We argue that a functional model is more appropri-
ate for adapration to different cultural settings in global
health. Equifinality is important within high-income
countries, such as the United States, to ensure that ap-
proaches to communication are adapted to each patient
and family and for each particular situation. This adapt-
ability is even more important when a model for com-
munication is being applied in LMICs. Thus, nested
within our framework for culturally adaptive patient-
centered care is a functional communication model that
our group previously developed for pediatric oncology
(Fig. 2).222% This model was adapted from adult oncol-
ogy,” and we have demonstrated its potential applicabil-
ity in LMICs."7*%%

Our functional communication model contains
8 core functions of pediatric cancer communication:
building relationships, exchanging information, enabling
family self-management, providing validation, managing
uncertainty, responding to emotions, supporting hope,
and making decisions. Six of these functions (building
relationships, exchanging information, enabling family
self-management, managing uncertainty, responding to
emotions, and making decisions) have been linked to
cancer outcomes in the United States,'® a country with
a diverse population including multiple cultures and
languages. These same functions have been highlighted

Building

to varying degrees in communication literature from
LMICs."” The 2 novel functions in pediatric oncology,
supporting hope and providing validation, were identi-
fied as themes in recent communication research from
Guatemala, a middle-income country.26’27 Given these
early data, we believe that this model can be applied to
global pediatric communication research.

APPLYING A FUNCTIONAL
COMMUNICATION MODEL IN LMICs

To explore the applicability of this functional communi-
cation model in LMICs, we describe examples of how it
can be adapted to the unique cultural aspects of commu-
nication in 4 LMICs: India (V.R.), Guatemala (A.C.-S.),
El Salvador (C.E.S.), and Uganda (J.B.K.).

In India, decision-making is affected by a pa-
tient and family’s ability to make informed, voluntary
choices about the patient’s health care, which varies
according to the clinical and cultural context. An im-
portant part of autonomy is being able to decide when
to defer decisional authority to others.”® At a nongov-
ernmental hospital in Chennai, a common plea from
caregivers is, “You are the doctor; you know what is best
for my child, so you decide and treat.” Many parents
are poor, are overwhelmed by their child’s illness, and
have no prior understanding of cancer. They entrust
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Figure 2. Functional model for pediatric cancer communication.
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all decision-making regarding their child’s treatment
to the medical staff because they believe that they do
not have the knowledge or capacity to make decisions.
Additionally, the involvement of pediatric patients in
decision-making is highly variable around the world.
Many parents in LMICs, including India, do not want
their children to be told about their cancer diagnosis.

At the pediatric cancer center in Guatemala City,
decision-making is similarly clinician-driven. Rather
than prioritizing autonomy and parental authority by
outlining the risks and benefits of various choices, inter-
disciplinary clinicians encourage families to participate in
recommended therapy by promoting honesty during di-
agnostic communication, and they often involve extended
family members to engender trust. Although children
and adolescents in Guatemala are not directly involved
in decision-making, they are informed about their disease
and have a separate space for education and diagnostic
communication, with child life specialists providing this
support.

Pediatric cancer communication in El Salvador, like
that in Guatemala, is conducted by an interdisciplinary
team consisting of a physician, a psychologist, a social
worker, and sometimes a nurse educator. The psycho-
social team in El Salvador takes on the role of a patient
navigator and meets with the families to check for un-
derstanding, answer questions, and address doubts. This
relieves some of the burden from busy physicians and
gives parents, who may not be able to access or approach
their physician, a safe space to express their concerns. In
El Salvador, as in India and Guatemala, physicians rep-
resent knowledge and authority. Many of the patients
are poor and uneducated. Clinical teams thus focus on
communicating that the child is sick and needs lifesaving
treatment. Children in El Salvador are usually informed
about their care; however, there are times—particularly
near the end of life—when a family prefers to withhold
information from the child, and the clinical team respects
this decision.

In Uganda, most families similarly defer to the cli-
nician and specifically the physician to make the best
decision for their child. Clinicians are careful about the
amount of information that they provide upfront because
they are concerned about scaring parents and abandon-
ment rates are high. As in many other LMICs, communi-
cation in Uganda is often provided by an interdisciplinary
team. Nurses, rather than psychosocial providers, provide
most of the counseling and are available to clarify infor-
mation discussed by the physician. Children in Uganda
are almost never involved in communication; however,
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extended family members, particularly on the paternal
side, may be included.

Specific traditional beliefs can also affect decision-
making and preferences for information exchange.
Parents in limited-resource settings, including India,
Guatemala, El Salvador, and Uganda, rely on relatives,
friends, and social media for information and may be
tempted by magical cures offered by alternative provid-
ers. In Uganda specifically, the church plays a major
role, with many families opting for prayers over che-
motherapy and hoping for a miracle. Many families
in LMICs not only believe in alternative therapies but
are overwhelmed by financial constraints imposed by
treatments, job loss, and family separations. The inter-
action of these factors, rooted in their beliefs, makes
it more attractive for families to turn toward resources
in their local community, which often include alter-
native providers or religion. Tackling misinformation
and belief in alternative medicine requires engagement
with caregivers’ friends, relatives, and community. In
Guatemala, oncologists partner with psychologists,
who take a biopsychosocial-spiritual approach in which
they spend time learning about a family’s cultural and
socioeconomic context, including traditional beliefs.
Although some pieces of information exchange may be
most important for families with low health literacy, it
is our experience that other aspects of communication,
such as belief in alternative medicine and the impact of
community, relatives, and social media, transcend social
and economic barriers.

LOOKING FORWARD
These insights are important as we consider how our
functional communication model might be adapted
and applied globally and why process models devel-
oped in high-income countries might be insufficient.
For example, Western models of autonomy and shared
decision-making are unlikely to apply to cultures that
prioritize relational autonomy® and family-centric
decision-making. Involving children during upfront
cancer communication contrary to their family’s wishes
could contribute to mistrust. Other communication pro-
cess priorities established in high-resource settings, such
as protecting time and space for important conversations,
might be unrealistic and thus unhelpful for clinicians in
LMIC settings.

Supporting communication around the world re-
quires a communication framework that is highly adapt-
able to local circumstances and cultures. We propose that
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a functional model of communication is best suited for
this adaptation. It is essential that future research seeks to
further understand how this functional communication
model manifests in different cultural contexts. Otherwise,
incorrect assumptions may lead to culturally insensitive
care and interventions that are at best ineffective and
at worst may harm the clinical relationship and worsen
childhood cancer outcomes. Future work should focus on
establishing and validating this functional model for pedi-
atric cancer communication in LMICs. This research may
involve testing the model in various settings by adapting
quantitative tools previously used to establish and validate
the model in high-income countries. Additionally, qual-
itative interviews with clinicians, families, and patients
can explore how communication functions manifest in
different cultural settings and which, if any, domains are
missing. This approach would allow global communica-
tion researchers to compare findings, share discoveries,
and build on a common conceptual framework.

Once established, each function can be paired with
specific process models developed to guide clinicians as they
meet the needs of families at an individual, institutional, or
regional level. Process models will allow clinicians to opera-
tionalize each broad communication domain and translate
the functional model into specific actions used to deliver
high-quality communication. Process models must be tai-
lored to the culture in which the care is being delivered, and
thus they are best developed by researchers and clinicians
within the country where they will be used. Our functional
framework can be used to guide future research focused on
creating and validating such process models. The broad ap-
plication of an adaptable functional framework, paired with
the development of process models for each community
or country, will expedite communication research and im-
plementation of interventions and allow us to move more
quickly from theory to practical improvements in pediatric
cancer care for children everywhere.
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