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Health and Human Rights Journal

EDITORIAL
Global Social Medicine for an Equitable and Just

Future

CARLOS PINONES-RIVERA, ANGEL MARTINEZ-HERNAEZ, MICHELLE E. MORSE,
KAVYA NAMBIAR, JOEL FERRALL, AND SETH M. HOLMES

The papers in this special section work together to move toward a global social medicine for the 22nd
century. They envision a global social medicine that confronts and moves beyond the traditionally colonial,
xenophobic, heteronormative, patriarchal, gender-binary-bound, capitalist, and racist histories of the fields
of global health and human rights. They seek to instantiate a global social medicine that centers knowledge
and experiences from the Global South and works toward social justice and health equity at scale. In this
special section, the authors are particularly interested in understanding, challenging, and expanding our
perspectives and enactments of the right to health. Unlike neoliberal perspectives on health that often
limit their explanatory capacity to how individuals behave in the world, the papers here move beyond the
focus on lifestyles and on the phantasmagoria of a sovereign subject with supposedly free agency. Instead,
authors work toward critical consciousness that accounts for structural processes—with their inequities
and disruptions, as well as their effects on individuals—and how this consciousness can open new horizons
for collective transformation and social emancipation in health.

These papers build on a long history of theorizing and critiquing coloniality and racism. The seminal
works of Frantz Fanon (in the Antilles and beyond), W. E. B. Du Bois (in the United States), and Anibal
Quijano (in Latin America), to name only a few in the Antilles and beyond, theorize systemic racism and
its intersections with colonialism.’ These and other thinkers lay the groundwork for critical applications to
diverse fields. In particular, these contributions are the foundation of key critiques of racism, colonialism,
and neocolonialism in science and biomedicine, elucidating how these structural processes impact individ-
ual and collective health.” Such forces condemn some human groups not only to exclusion but to pure and
hard “extinction.” This critical work on colonialism and racism has also shaped the framework of critical
interculturality in health, which recognizes the weight of the coloniality of knowledge from Global North
and Eurocentric perspectives and stresses the need for epistemology from the Global South and from social
movements around the world.* Critical interculturality imagines a science that is critical and emancipatory
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and that serves people and collectives instead of
those in power, such as nation-states and corpo-
rations. It also envisions the potential of a “critical
consciousness of oppression” as a starting ground
for individuals and social groups to transform the
worlds Latin American thinkers have been devel-
oping this framework in relation to Latin American
social medicine and collective health.

These critiques at the intersection of racism,
colonialism, and medicine remain relevant today
in the wake of so many recent tragedies, such as
the deaths of Joane Florvil, Jina Mahsa Amini,
George Floyd, and many others at the hands of the
police and other violent institutions. Simultane-
ously, the continued rise of violent anti-immigrant
xenophobia alongside new expressions of white
supremacy and anti-Black and anti-Indigenous
racismall continue to impact collective health. In re-
sponse, 21st-century reflections and actions against
coloniality and racism are changing, deepening,
and broadening.® Within academic discussions,
authors argue for the importance of decolonizing
global health and advocate for an intercultural turn
in health” Scholarship on capitalism’s relationship
to modern-day medical institutions outlines struc-
tural determinants of health; and the framework of
collective health broadens this analysis by stating
that the movement of capital accumulation sub-
sumes particular modes of living and embodies the
phenotypic, genotypic, and psychological processes
expressed in epidemiological profiles. In addition,
major medical journals related to medicine focus
on the importance of racism on multiple levels.®
These analyses clarify how various historical and
contemporary social and economic structural forc-
es continue to impact the right to health.

In approaching this special section, we ac-
knowledge that certain groups in power, especially
in the Global North, have dominated the literature
on the right to health. In order to counteract the
forces of what Latin American theorists have
termed “scientific ignorance,” we attempt to bring
into dialogue multiple frameworks that can help
us understand the breadth and depth of the right
to health from distinct social, disciplinary, and
geographic locations around the world? The pa-

pers in this special section reflect insights from
the fields of social medicine, collective health,
Latin American critical medical anthropology, the
Indigenous research paradigm, health and human
rights pedagogy, and structural competency. These
contributions reflect ways to think and act from
Africa, South Asia, Latin America, North America,
Western Europe, and Fastern Europe, and are in
conversation with one another as we work toward a
better—perhaps deeper and broader—understand-
ing of the right to health, global health equity, and
social justice.

Taking a rights-based and decolonial
approach is critically important to expand the lit-
erature on the right to health from multiple social
and geographic angles and to gather analyses from
communities and territories with a long history
of struggle against colonialism, racism, and other
systems of inequity, accumulation, and disposses-
sion.” In different ways, the papers included in this
section seek to redefine their relationship with the
communities and collectives with whom they work
and form part. These analyses seek to strengthen
the recognition of other logics—logics that are not
only different from the sources that have nourished
social medicine but also distinct from those that
have nourished scientific knowledge; logics that are
markedly diverse and non-Eurocentric. This allows
for the validation of subalternized, popular, and
Indigenous knowledge, illuminating dimensions of
reality made invisible by scientific ignorance while
pushing toward a more just social medicine.”

Building from Paul Farmer’s legacy

This special section was developed to honor and
build upon the legacy of Paul Farmer, who died
suddenly one year ago (on February 21, 2022).
Farmer’s work had profound impacts worldwide on
those who knew him and those who, even without
knowing him personally, were inspired by his work.

In his writing and actions, Farmer sought
to broaden the horizons of human rights. This is
reflected clearly in his paper “Challenging Or-
thodoxies,” in which he introduced his plans for
Health and Human Rights Journal as incoming edi-
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tor-in-chief.”> In this paper, he invites us to broaden
the right to health toward the economic and social
rights that allow us to work toward global health
equity. Beyond his many publications pushing
toward global health equity, his legacy is seen in
his active “pragmatic solidarity” as the co-founder
of Partners In Health, including his activism and
advocacy.

In this special section, we honor the legacy of
Paul Farmer by following his iconoclastic stance,
working to expand the horizon of the right to
health, changing whose voices are centered, and
broadcasting the experiences and knowledge
too often ignored by hegemonic perspectives. In
these ways, we work to build a social medicine for
the 22nd century that works against racism and
colonialism on all levels, from intrapersonal to in-
terpersonal, epistemic to material, and institutional
to structural. In honoring Farmer’s legacy, we learn
from and acknowledge the myriad scholars and
traditions that shaped his work, from Fanon to
Galtung, liberation theology to decolonial praxis,
Latin American social medicine to critical medical
anthropology thinkers such as Paola Sesia and
global health equity leaders such as Agnes Binag-
waho (both of whom have commentaries in this
special section). The lineages of thought and action
that compelled Farmer are historically deep and
geographically broad.

Broadening the right to health

This special section aims to provide a space for
interaction and dialogue among diverse voices
working for global social and health justice. Its pa-
pers result from practices that struggle to broaden
the predominant meaning of both human rights
and health itself.

The paper by Mireia Campanera, Merce
Gasull, and Mabel Gracia-Arnaiz utilizes the
framework of the social determinants of health to
interrogate the structural aspects of food insecuri-
ty. Through an ethnographic study carried out in
Catalonia, Spain, with primary health care teams,
this paper focuses on the lack of responsiveness of
these professionals to the basic needs of the most

oppressed social groups. Although health and so-
cial policies speak of the need to consider the social
determinants of health—especially after the 2008
economic crisis—primary health care practices
have achieved little concerning these determinants.
The authors argue that scarce resources at the pri-
mary health care level and the lack of training for
professionals to transcend the individualistic view
of health and food insecurity result in the failure to
respond to the social determinants of health. Con-
sidering food from a human rights perspective, this
paper discusses the reduction of food to a matter
of mere individual responsibility while concealing
the political dimensions of a fundamental right on
which health closely depends.

A number of papers carry out this broad-
ening of the horizon of right to health using the
tools provided by the relatively recent framework
of structural competency. Each takes a clinical
problem as a starting point and then shows the
problem’s structural determination. These papers
broaden the right to health by underlining the crit-
ical importance of structural processes.

Margaret Mary Downey and Ariana Thomp-
son-Lastad, for example, establish that “structural
competency and the right to health are complemen-
tary frameworks that should inform each other.” In
the process, they make innovative and compelling
connections between the social determinants of
health approach and what C. Wright Mills concep-
tualized as the “sociological imagination.” Their
work focuses on medical social workers in a mater-
nal and child wellness center, as they conceptualize
individual troubles as part of larger societal issues
produced by imbricated institutional, structural,
and historical forces beyond the control of any one
person.

Along a similar line, Michele Friedner brings
disability justice explicitly into the nexus of the
right to health and the framework of structural
competency. Her paper analyzes the Indian pro-
gram to promote biotechnical assistance to deaf
children (including cochlear implants) living below
the poverty line. She argues that by focusing solely
on the “right to hear” and cochlear implants as a
response to deafness (as opposed to other forms of
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social and medical inclusion), health professionals
ignore the complex work required to maintain
cochlear implant infrastructures, as well as the
advocacy work done by disability activists in India.
She advocates for including disability justice as
a core aspect for structural competency and the
right to health. Her proposal is consistent with and
broadens the United Nations Convention on the
Rights of Persons with Disabilities, which promotes
the right of persons with impairments to live a full
and dignified life.

A similar line of intersection between struc-
tural competency and the rights-based perspective
is proposed by Michelle Munyikwa, Charles Ham-
mond, Leanne Langmaid, and Leah Ratner. They
address the difficulties in the transition from pedi-
atric to adult care for adolescents and young adults
living with medically complex chronic diseases.
The authors’ argument is that a safe, structurally
aware, and interpersonally supported transition
to adult services is a key component of the right to
health for all people, especially for youth dealing
with medical complexity and structural vulner-
ability. Including concrete cases from the United
States and Ghana, the paper offers vivid images of
the transition from pediatric to adult care, illumi-
nating the importance of structural aspects such
as stratification between public and private health
insurance systems. The authors aim to produce a
structurally responsive and equitable transition
medicine that includes empathic attitudes and
material means. The text broadens the horizon for
perspectives on structural competency while offer-
ing a useful model for this health care transition.

Although the work of Marek Szilvasi and
Maja Saitovic-Jovanovic is not explicitly situated in
relation to the structural competency framework,
their perspective is perfectly compatible with the
aspect referred to as “structural humility.* Their
paper analyzes Roma community-led initiatives
using social accountability and legal empowerment
approaches to advocate for equitable fulfillment
of the right to health. The argument is grounded
in the pioneering work of Anuradha Joshi, who
complements social accountability and legal em-
powerment approaches, following the legacy and

broadening the important work on social account-
ability developed in South Africa, Latin America,
Indonesia, and South Asia.s

Szilvasi and Saitovic-Jovanovic explicitly
recognize that the quality, affordability, and in-
clusiveness of health care systems are determined
by what they call, following the work of Jo Phelan
and Bruce Link and of Scott Stonington et al., “fun-
damental determinants of health.™ Szilvasi and
Saitovic-Jovanovic’s paper is instructive regarding
the concrete difficulties that the development of
structural competence can encounter not only in
health teams but also in the very collectives and
communities that fight for their rights, some-
thing that Carlos Pifiones-Rivera and colleagues
have called “collective structural competences.”™
The authors point out the need for further efforts
toward collective, advocacy-focused, and commu-
nity-driven actions that tackle structural factors
determining the right to health. Following Farm-
er, they argue that we must go beyond a right to
health care, integrating all of the aspects of social,
economic, and political life that determine health.

When the points of view of Indigenous peo-
ples are considered, the right to health is broadened
in important ways. This special section includes
two papers that reflect experiences of struggles for
the right to health within Indigenous communities
in South America in relation to understandings
from collective health and critical interculturality
in health. Both show the colonial condition within
neoliberal capitalism, the impact it has on the indi-
vidual and collective health of Indigenous peoples,
and how communities theorize and organize to
confront this oppression.

Adimelia Moscoso, Carlos Pifiones-Rivera,
Rodrigo Arancibia, and Barbara Quenaya analyze
their collaborative work as Indigenous (Aymara)
people and allies in Chile to problematize the very
matrix from which the right to health is defined and
explore the advantages of situating work in an In-
digenous research paradigm.” This epistemological
shift arises from the need to decolonize research,
which at times considers Indigenous peoples to
be only objects of investigation and not produc-
ers of knowledge themselves, who may have their
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own epistemological and even ontological logics.”
Specifically, analyzing the death of an Aymara
wise woman, and the sociolegal strategy used to
confront the lack of cultural appropriateness in
health care, this paper highlights how colonial log-
ics are reproduced in the field of the right to health
care, denying other ways of producing evidence to
demonstrate the violation of health care rights. In
doing so, the authors build from understandings
of collective health to argue that research on the
right to health must confront and counteract the
hegemony of a limited biomedical gaze over the
knowledge of Indigenous peoples.

Along the same line, Marcela Castro and Ana
Maria Alarcén’s paper provides insights into how
the Mapuche people strive to fulfill their Indige-
nous rights to land and health within a profoundly
unequal racial capitalist, colonial, global market sys-
tem. Based on interviews with Mapuche people from
diverse sociocultural roles, the authors explore the
knowledge that Mapuche people from the Araucania
(Chile) have about nature, well-being, and their
relationships with the Chilean state. Through the
voices of Mapuche interviewees, Castro and Alarcén
guide us into critiques of the extractive policy imple-
mented by the Chilean state; the colonial logic that
guides the industrial occupation of their territories
and violates Mapuche ancestral rights; and the enor-
mous changes in their ecosystem and the subsequent
impact on the well-being of their communities. The
authors analyze the contradiction between Mapuche
epistemologies and the capitalist and positivist logic
consecrated in the current Chilean Constitution.
While the latter conceives of ecosystems as un-
limited resources that can be exploited, the former
connects health to the natural ecosystem and pro-
motes nature’s protection through the recognition
of the rights of nature itself. Changes affecting the
ecosystem have generated uncertainty and a lack of
well-being, violating the right to full health. More-
over, many interviewees describe this colonization
and neo-colonization as a severe loss and important
trauma in their people’s history. Throughout, they
express their struggle to recover and validate their
constitutional rights as well as their collective health.

The last two papers broaden right to health
pedagogy and propose important theoretical devel-
opments for doing so, based on extensive work in
global health in Latin America and Africa.

Ortega, Michael
Finnegan, Aarti Bhatt, Alex Olirus Owilli, Brian
Turigye, and Youri Louis are part of EqualHealth,
a transnational group of social medicine educators
and practitioners who work in Uganda, Haiti, and
the United States. In this paper, they reflect on their
collective development of an integrated framework

Luis Westerhaus, Amy

in human rights education, grounded in transfor-
mative pedagogies to foster dialogue between Latin
American social medicine, collective health, and the
framework of structural vulnerability.”® They argue
that transformative pedagogy should guide collab-
orative curricular design and evaluation oriented
toward learner outcomes linked with social change.
They propose pedagogical tools grounded in the
dialogue between those critical and transformative
pedagogies to actualize the human right to health.

Likewise, Fatima Rodriguez-Cuevas, Jime-
na Maza-Colli, Mariana Montafo-Sosa, Martha
De Lourdes Arrieta-Canales, Patricia Aristiza-
bal-Hoyos, Zeus Aranda, and Hugo Flores-Navarro
from Compaiieros En Salud, a Mexican organiza-
tion related to Partners In Health, criticize the
fact that most of the curricula in global health are
developed and delivered in the Global North for
students from high-income countries who in most
cases will not end up working in global health.
Considering this, their organization has created
a human rights-based global health and social
medicine curriculum adapted to the local setting
of their rural region in Mexico. Alongside Farmer’s
standpoint, this curriculum expands the right to
health, advocating for an integrative human rights
approach in which social and economic rights are
given the core relevance they deserve while also
emphasizing civil and political rights. The right to
health cannot be seen as an independent human
right; it is interdependent on other economic and
social rights, such as the rights to work, water, food,
housing, education, and nondiscrimination.

Based on 10 years of experience, Rodri-
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guez-Cuevas et al.’s work underlines the importance
of developing and implementing interdisciplinary
curricula and emphasizes the importance of inte-
gration with communities. In their words:

Comparieros En Salud aspires to establish more
proximity with the communities in order to
understand their perspectives and, in turn, improve
the services and care they receive. Last but not least,
we have learned that the joint construction of a
knowledge paradigm, agreed-upon intervention
criteria, and the promotion of shared values between
the medical team and the community generates the
possibility of communicating through a language
that helps unify the members of each cohort.

Conclusion: Implications for a new global
social medicine

This collection of papers building from the legacy
of Paul Farmer shows us the possibilities that global
social medicine practice and scholarship hold for
the right to health. This globally diverse social
medicine confronts North-South asymmetries
while thinking and working toward racial justice
and against coloniality. This will be a social medi-
cine critical of the nation-state’s role in reproducing
power asymmetries, hierarchies, and exclusions. It
will also be critical of that same nation-state’s in-
ability to protect its citizens’ health in the face of the
power of large corporations and distortions from
neoliberal regimes. It will be a social medicine that
responds to the concrete needs of individuals and
collectives and, therefore, intimately connects with
social movements and community processes. It will
address racial justice in all its dimensions (including
epistemological, institutional, and structural ones).
The social medicine of the future will not be Euro-
centric or Anglocentric; it will build its proposals
and actions on the basis of the different ontologies,
epistemologies, methodologies, and ethics that
are at the heart of social movements, in critical
dialogue with the best anti-hegemonic proposals of
knowledge from around the world—including and
moving far beyond Europe and Anglophone North
America. This social medicine invites us to think in
renewed ways about the right to health, including,

as Farmer teaches us, everything that allows and
produces full health for all.
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Abstract

Food insecurity can be understood as a manifestation of health inequality and thus a deprivation of the
right to health. This paper explores the strategies followed in primary health care centers in Spain to
care for people struggling to regularly access healthy, safe, and sufficient food. Ethnographically based,
our study analyzes, on the one hand, the resources available to primary health care teams to assess
the social determinants of health and, on the other, the importance that professionals give to food in
the diagnosis, treatment, and prevention of diseases related to inequality. Given that our study was
carried out during the recent economic and health crises, the results show the difficulties faced by these
centers in responding to constantly changing social needs. Budget cuts, a lack of specific or structural
actions, and the invisibilization of particular expressions of inequality have proven challenging to the
aim of providing integrated care capable of recognizing the environmental factors that condition patient
health. In the case of food insecurity, our study found that there are no instruments in primary care
centers to identify and therefore address this insecurity. We explore whether this is due mainly to the
growing lack of means or more to the fact that the relationship between material living conditions, food,
and health has been downplayed—and the responsibility of the health system in guaranteeing the right

to food correspondingly diluted.

MIRre1A CAMPANERA, PhD, is a postdoctoral researcher in the Department of Anthropology, Philosophy and Social Work at the University Rovira i
Virgili, Tarragona, Spain.

MERCE GASULL, MsC, is a lecturer in the Department of Nursing at the University Rovira i Virgili, Tarragona, Spain.

MaBEL GRACIA-ARNAIZ, PhD, is a professor in the Department of Anthropology, Philosophy and Social Work at the University Rovira i Virgili,
Tarragona, Spain.

Please address correspondence to Mireia Campanera. Email: mircampa@ucm.es.
Competing interests: None declared.

Copyright © 2023 Campanera, Gasull, and Gracia-Arnaiz. This is an open access article distributed under the terms of the Creative Commons
Attribution Non-Commercial License (http://creativecommons.org/licenses/by-nc/4.0/), which permits unrestricted noncommercial use,
distribution, and reproduction in any medium, provided the original author and source are credited.

JUNE 2023 VOLUME 25 NUMBER 1 Health and Human Rights Journal 9



M. CAMPANERA, M. GASULL, AND M. GRACIA-ARNAIZ / GLOBAL VOICES FOR GLOBAL JUSTICE: EXPANDING RIGHT TO

HEALTH FRAMEWORKS, 9-21

Introduction

Decades ago, the 1978 Declaration of Alma-Ata
focused on the responsibility of governments to
provide health care for the entire population, em-
phasizing the importance of primary health care
and its potential to cover 70% of health needs during
the life cycle.' Years later, the World Health Organi-
zation (WHO) recognized that social, political, and
economic conditions can make it extremely difficult
for people to access health care and, consequently,
for the right to health to be fulfilled.> Recognizing
the impact of structural and intermediate determi-
nants on health, WHO established guidelines on
the social determinants of health that were to guide
states in combating social inequalities.:

Despite health equity having gained prior-
ity within the European political agenda, Spain
confronts specific obstacles to addressing social
inequality in its health care system. The Ministry
of Health developed a roadmap for moving toward
health equity in 2015, but its proposed policies and
interventions to reduce social inequalities have
been repeatedly altered.+ These difficulties have
been exacerbated as a result of the cuts in health
care spending following the economic recession
of 2008 and the impact of COVID-19.5 The hospi-
tal-centered and primary health care policies before
the 2008 meltdown tended not to include goals or
resources aimed at reducing inequality.® There
were few examples of interventions that took in-
equality into account, and even fewer that included
identifying and addressing food insecurity and its
associated comorbidities.” It is well established that
not having regular access to enough safe, healthy,
and culturally appropriate food is related to obesity,
hypertension and hyperlipidemia, diabetes, hypo-
glycemia, chronic kidney disease, and frailty in the
elderly.® Food insecurity is an expression of social
inequality that compromises the physical and emo-
tional health of marginalized people, and therefore
their right to health.®

Despite the fact that food security is funda-
mental to human dignity and the full enjoyment
of human rights—and that Spain is a party to the
International Covenant on Economic, Social and
Cultural Rights, which protects the right to ade-

quate food—recent administrations have not taken
sufficient measures to ensure this right. On the
contrary, the increase in food insecurity in the last
decade, coinciding with the recent economic and
health crises, makes this evident.*

This paper explores the strategies followed
in primary health care centers (PCCs) in Catalo-
nia, Spain, to provide care to people struggling to
regularly access healthy, safe, and sufficient food.
Ethnographically based, the study analyzes, on the
one hand, the resources available to primary health
care teams to assess the social determinants of
health and, on the other, the importance that pro-
fessionals give to food in the diagnosis, treatment,
and prevention of diseases related to inequality.
Recognizing that equity depends in part on the
implementation of public health actions and social
policies, we focus particularly on the type of dietary
prescriptions and recommendations proposed to
patients visiting these centers, examining whether
they are an effective means of addressing the deter-
minants of social inequalities in health.”

Since the study was carried out during the
recent economic and health crises, the results show
the difficulties faced by these centers in respond-
ing to continuously evolving social needs. Budget
cuts, the lack of specific or structural actions, and
the invisibilization of particular expressions of
inequality are proving challenging to the aim of
providing integrated care capable of recognizing
the environmental factors that condition patient
health. In the case of food insecurity, no tools were
found in the PCCs to identify and thus address it.
We explore whether this is due mainly to the grow-
ing lack of resources or more to the fact that the
relationship between material living conditions,
food, and health has been downplayed—and the
responsibility of the health system in guarantee-
ing the right to food correspondingly diluted. The
ultimate purpose of this paper is to suggest concep-
tual and practical changes that could contribute to
making health equity a priority for all.

Materials and methods

This paper presents the results of research carried

JUNE 2023 VOLUME 25 NUMBER 1

Health and Human Rights Journal



M. CAMPANERA, M. GASULL, AND M. GRACIA-ARNAIZ / GLOBAL VOICES FOR GLOBAL JUSTICE: EXPANDING RIGHT TO

out at the primary care level during two periods as
part of different research projects, both focused on
food security. The first studied the precarization of
daily life due to the 2008 recession, and the second
(which is ongoing) explores food insecurity among
the elderly post-COVID-19.2 We have selected
primary health care as our focus because it is an
essential sector that provides basic assets for the
health of individuals and can monitor the extent of
social determinants that are detrimental to a pop-
ulation’s health.

In Spain, the health system is decentralized,
with health management and policies mainly the
responsibility of the different autonomous com-
munities, such as Catalonia and Andalusia. Each
autonomous community is divided into “health
regions” (regiones sanitarias), which are in turn
subdivided into “basic health areas” (dreas bdsicas
de salud). Each health region has multiple teams
of primary health care practitioners who serve in
PCCs that provide basic medical care to all citizens
at the local level.” Catalonia is the Spanish region
where most of our fieldwork took place—specifi-
cally, in the cities of Reus and Tarragona, and the
Barcelona and Ebre areas. We also did research in
the Mdlaga area, within the Andalusia region (see
Table 1). In this work, our informants consisted of
22 professionals from nine PCCs who worked in the
areas of nursing, family practice, and social work.
We selected those centers due to their location in
neighborhoods with high levels of socioeconomic
deprivation.™

Since primary health care staff are one of the
groups closest to citizens when it comes to health
care, these practitioners are key actors in this
research. The practitioner selection process was
conducted using the snowball technique, following
some contacts from the research team at two PCCs
who, in turn, put us in contact with staff working
in other highly deprived areas. One center that
was especially accessible to our research team was
selected for an in-depth study, with nine interviews
and participant observation conducted over seven
months.

Our research techniques consisted of partic-
ipant observation and semi-structured interviews.

HEALTH FRAMEWORKS, 9-21

Given their complementarity, these qualitative
techniques are useful for collecting and analyzing
health practitioners’ narratives and for looking
at subjective and institutional contexts as well as
daily practices in primary health care. The inter-
views allowed us to gain deeper insights into the
perceptions of primary health care practitioners
about social inequalities, the social and health
status of their patients, and their own professional
performance.

All interviews lasted 60-90 minutes and were
conducted in the clinics where the health care and
social workers were active. The same script was
used by eight members of our research team. Staff
from different areas were interviewed given their
relevance and suitability to the study: eight nurses
(general and pediatric), nine family doctors, and
five social workers, all of them women except for
two family doctors. Most professionals had begun
working before 2008. In addition to interviews,
we conducted participant observation in the nine
selected PCCs. At each PCC, the researcher took
center-specific notes and collected information on
the activities of the center and the social context of
the neighborhood. After recording and transcrip-
tion, we coded and processed the interviews using
the ATLAS.ti qualitative data analysis software.
Sixteen codes were selected to identify the main
variables of analysis, contributing to the systematic
development of category organization and thematic
analysis (see Table 2). The most relevant codes were
defined though a consensus meeting among all the
researchers.

Our methodology also gave consideration to
the importance of contrasting and complementing
the practitioners’ discourses with data from health
surveys at the national and regional levels related
to the 2006-2021 period—that is, going back to
before the 2008 economic meltdown and including
the COVID-19 pandemic. These surveys provide
quantitative data on diseases broken down by gen-
der, age, educational level, and social class. At the
same time, we analyzed extensive documentation,
including national and regional strategic health
plans, reports and programs from the health care
sector, and specific documentation for each center,
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as well as specific tools such as social scales.

Results

Patients’ social situation

When assessing the social and economic situation
of patients, nurses and doctors use various meth-
ods. In the medical history of each patient, there
is a section with a social-risk scale that allows
health practitioners to describe those situations
that they consider to be affecting their patient’s
health. This section contains six items on economic
vulnerability, family context, housing conditions,
and dependency status, but none on food security.
Practitioners also have recourse to “Z codes,” a list
of labels that can be used to indicate social prob-
lems such as economic, job, or family insecurity,
or gender violence.® Just two of the interviewees,
who are family doctors, acknowledged using these
codes occasionally, but they also stated that they

TaBLE 1. Interview data

have access to a complete social history of the pa-
tient, compiled by social workers.

The clinical interview is the most common-
ly used means in medical and social settings for
understanding a patient’s context. According to
practitioners, it is possible to gauge a patient’s social
situation by means of direct or indirect questions:
for example, what kind of work they do, whom they
live with, what ailments they suffer from, whether
they struggle to make ends meet, how many meals
they have a day, and what they ate the day before
or earlier that same day. Doctors and nurses alike
pointed out that for patients in a precarious situa-
tion, their health problems are just one more issue
on top of a set of difficulties that they consider to be
of a more serious nature because of their urgency.

While almost half of the practitioners inter-
viewed reported being clearly interested in their
patients’ context and asking questions and listen-
ing to them, this does not necessarily mean that
talking about these issues is a common practice or

No. | Gender Professional role | Years of Primary care City or area Region Fieldwork period
experience center
(at the time of
interview)
1 Female Medical doctor 11 A Reus Catalonia 2018-2019
2 Female Social worker 20 Aand B
3 Female Pediatric nurse 14 C
4 Female Pediatric nurse 40 C
5 Female Nurse 24 D Tarragona
6 Female Social worker 16 D
7 Female Social worker 25 E
8 Female Medical doctor 12 E
9 Female Nurse 16 E
10 Female Medical doctor 20 F
11 Female Medical doctor 12 F
12 Male Medical doctor 17 F
13 Male Medical doctor 6 F
14 Female Medical doctor 13 F
15 Female Medical doctor | 34 F
16 Female Social worker 7 F
17 Female Nurse 9 F
18 Female Pediatric nurse 13 F
19 Female Nurse 20 G Barcelona area
20 Female Medical doctor 9 H Ebre area 2021
21 Female Nurse 7 H
22 Female Social worker 15 J Milaga area Andalusia
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that informs practitioners’ interventions and pre-
scriptions. Most nurses consulted reported feeling
awkward when asking about these issues, not least
because of the embarrassment that some patients
experience when talking about “their hardship”
during their clinical appointment. Patients often
show reluctance to talk about their difficulties
in accessing food and their loss of purchasing
power, as well as their need for social assistance.
Some practitioners try to compensate for the lim-
ited time available to them for individual visits by
working toward a more lasting relationship and
building trust over the long term. This allows them
to learn more about the lives of those patients who
are willing to share their experiences. However,
the professionals interviewed explained that the
COVID-19 pandemic significantly transformed
patient-practitioner contact—which was reduced
to phone calls during lockdown—and made it
more difficult to detect situations of deprivation.
With home visits, often made by nurses in very
unique cases of dependence, it is easier to see if a
person is struggling with their finances. At home,
practitioners can directly observe what resources
for hygiene and personal care are available to the
patient, if they suffer mobility restrictions that keep
them from doing their own shopping, whether they
can cook, whether they live alone, and what they
eat; practitioners can even detect cases of malnu-
trition that might otherwise remain unnoticed. Of
all the professionals interviewed, only one nurse

TaBLE 2. Coding scheme
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considered that the socioeconomic situation of pa-
tients has no impact on their health and that there
is therefore no need to inquire about it.

Embodying uncertainty

Most practitioners said that the economic recession
of 2008 led to a worsening health status among the
most disadvantaged layers of society. Respondents
were asked about the effects of growing uncertain-
ties. “There are social problems that lead to health
issues,” explained a 64-year-old nurse. Mental
health problems were the most cited. They refer to
an increase in despondency, anxiety, and depres-
sion, and also to the way in which unemployment,
job insecurity, and economic instability all damage
health. All professionals interviewed in 2021 point-
ed to an increase in solitude, isolation, fear, and
emotional suffering in their older patients.

Health care professionals also associated
various insecurities with obesity, cardiovascular
risk, diabetes, smoking, and increased alcohol con-
sumption. Although few reported examples of how
social inequalities are reflected in the health of their
patients, it was common for them to relate the emo-
tional alterations that come with job instability to
weight gain: “Anxiety always leads to excess weight,
in the cases we see here. When anxiety subsides,
they start to lose weight; they gain weight partly
because of the medication and partly because they
move less. Anxiety itself makes them increase the
amounts they eat” (P27, Tarragona). Practitioners

Thematic areas Analytical categories

Social and living conditions of patients Social condition

Social inequality

Food aid

Health status and life insecurity

Diseases related to life insecurity

Overweight and obesity

Nutritional issues

Interventions by PCCs Social knowledge tools

Health care intervention

Community intervention

Food intervention

Hurdles to interventions

COVID-19

Changes and continuities in health and food
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cannot easily separate mental health from other
health issues, especially when “suffering people say
that they eat as a way to find relief from anxiety
and get immediate gratification” (P27, Tarragona).
A doctor treating a family that had been hard hit
by the economic meltdown saw a link between the
continuum of employment and emotional setbacks
experienced by family members and their mental
health: work incapacitation and psychic dementia
in the mother, job insecurity and suspected cancer
in the father, and domestic violence by the mother
on her daughter.

One family doctor explained that, in the peak
years of the recession, she received work incapac-
ity applications on a weekly basis. She associated
this fact with worsening working and economic
conditions; indeed, the Catalan Health Survey
reported an increase in incapacity for work during
that period of crisis, particularly among people with
primary education only (complete or incomplete).'

Other health issues related to social inequality
are chronic diseases and malnutrition. While just a
few cases of undernourishment have been detected
in primary health care appointments, obesity and
overweight, as well as diabetes, are often seen as the
result of precarious social situations. Health care
workers explained that undernourishment occurs
in elderly people who live alone, have few resources,
and do not follow the recommended diet, especially
in families who depend on food donations (with a
very high incidence among non-European Union
citizens) and in extended family households whose
only income is a retirement pension. People over 75
are usually tested for undernourishment by health
professionals, often with positive results. These are
people who eat little meat, fish, and dairy products;
many are care-dependent or else cook only with
difficulty and go shopping irregularly. The prac-
titioners we interviewed did not report applying
these tests to people at risk of poverty.

Food practices in medical consultations:
Recommendations, habits, and individual
responsibility

Nursing professionals are the ones who intervene
most in the food sphere, issuing recommendations

based on each patient’s situation. They advise
on food types, amounts, products to avoid or eat
sparingly (e.g., sweetened or ultra-processed foods,
pastries), mealtimes, and number of daily meals.
One of the most commonly used techniques is
the “dish method,” where patients are instructed
that a meal needs to contain 50% vegetables, 25%
carbohydrates, and 25% protein; this also entails
an explanation about the different food groups.
Nurses also suggest physical activity and modi-
fied shopping habits, and they perform checks on
weight. When they detect diabetes, excess weight,
or obesity, they also suggest specific diets. Accord-
ing to one nurse, it is a matter of “sorting out their
diet a bit ... so they know what to eat and what to
say no to, what shouldn’t enter the house and what
shouldn’t be bought” (P12, Tarragona). In general,
they suggest eating five times a day, including five
pieces of fruit and vegetables, and reducing the in-
take of hyper-caloric foods.

All of these are interventions focused on
individual behavior. Many physicians and nurses
pointed out the difficulty of effecting change in
eating habits or of conducting follow-up due to the
short visiting time they are accorded for each pa-
tient. Nurses noted that their advice usually falls on
deaf ears because “people already know what they
should do, but fail to do it” (P12, Tarragona). Those
professionals with patients who try to introduce
healthier eating habits say that barely 30% of their
patients manage to do so. These are usually younger
people or individuals with health problems that can
be aggravated (e.g., diabetes and high blood pres-
sure), and therefore they see the need for a change
in habits. They tend to be people motivated to make
changes, and people with sufficient economic and
emotional resources for such a transformation,
who also find support in their social environment.

About half of the professionals considered
that community intervention is necessary to
change the population’s eating practices, although
they also pointed out that some colleagues refuse
to implement a model that requires leaving their
offices, citing a lack of time and incentives. One
nurse participated in a “Health at School” program
by conducting workshops on healthy eating in
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schools, where similar recommendations adapted
for children were made. Another nurse collaborated
with teachers in the community project Dynamis,
involving 12- to 14-year-old students, their families,
and the school, and promoting extracurricular
physical activity and healthy eating. This program
was endorsed by the Health Department, and a
nurse considered it more effective than the “10-min-
ute talk in consultation room” (Ps, Tarragona). In
most cases, practitioners” assessment of the effects
of these actions mentioned only short-term change;
in other cases, there was no consistent monitoring
or assessment of the program, and therefore its im-
pact is not known.

In cases of patients with a diagnosis of obe-
sity or diabetes, all practitioners acknowledged
having treated people who cannot follow the
recommended diet due to financial difficulty in
accessing a varied and nutritionally adequate diet.
After one doctor prescribed a proper diet to treat
diabetes, her patient replied that he could hardly
follow it because “he only ate what he was given at
the Red Cross” (P1, Tarragona). The organization
provides non-perishable food packages that only
occasionally include fresh fruit, vegetables, meat,
and fish. In cases where food insecurity is detected,
practitioners refer the patient to charities (e.g., Red
Cross, Caritas) or social services. Referral to social
services and monitoring of the patient is done by
the center’s social worker in coordination with
doctors. There is no specific monitoring of food
consumption, though practitioners acknowledged
that their patients receive canned, ultra-processed,
and ready-to-eat food. During the 2020 lockdown,
two PCC professionals, in coordination with the
local council, charities, and social movements,
collaborated in a food security initiative that orga-
nized home deliveries of food to the elderly.

When asked whether they had detected
changes in the types of food consumed by their pa-
tients and the possible causes, professionals pointed
to a high intake of sugary, high-fat, and pre-cooked
products because they are more affordable. They ar-
gued that “today, people cook less and eat badly due
to an excess of certain ingredients or to their qual-
ity” (P6, Reus). They also observed a widespread
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and excessive use of low-nutrient ingredients. In
fact, the Spanish Food Consumption Panel and
the National Health Survey confirm a decline in
fresh fruit, milk, meat, and fish consumption, and
an increase in processed foods.” Both WHO and
Spain’s Strategy for Nutrition, Physical Activity
and the Prevention of Obesity state that the food
industry has played a role in making “unhealthy”
food more accessible, and they call for a reduction
in the fat, sugar, and salt content in food and for the
regulation of the advertising of such food.” Only
two nurses identified the food industry and health
authorities as responsible for this easy access to un-
healthy food. Regarding the food practices of their
patients, one doctor highlighted the importance
that sweet foods (e.g., pastries, cakes, and candies)
have in celebrations and hospitality practices in
certain cultures. Another professional comment-
ed that the appreciation of the corpulent body as
healthy and beautiful among Moroccan women
hinders any medical intervention aimed at reduc-
ing overweight and obesity in this community.

In general, most professionals recognized their
limitations in trying to reduce health inequalities.
One way to tackle them, suggested some nurses,
would be to increase community interventions.
These practitioners noted that patients are often
reluctant to follow medical-nutritional prescrip-
tions because they see them as part of an outdated
and repetitive monologue; the practitioners thus
proposed increasing the actions carried out with
and from the community through a participatory
process that considers the particular needs of the
community. But other practitioners were skeptical
of the effectiveness of community interventions;
they emphasized the individual responsibility of
patients, judging their habits to be not so much a
result of their living conditions but of inappropri-
ate behavior, or unwillingness or lack of interest
in following the rules: “It’s hard for them to diet,
it’s hard for them to exercise, it’s hard for them to
do anything ... Aw! You have to lose weight. Can’t
you see you're too fat?” (P14, Reus). This divergence
in practitioners’ views is then reflected in practi-
tioners’ greater or lesser involvement in community
actions.
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Intervention in community health

Training in community intervention for health
personnel can be an important tool for tackling
social inequality, given that it involves a shift in in-
tervention strategy and in the practitioner-patient
relationship. According to a nurse who works in
social diagnosis, “It’s not about what you think peo-
ple need; what I have learnt from the community is
that it is about being there and letting them express
and finding out what it is they
need the most” (P12, Tarragona). This training pro-
cess can be seen as one of co-learning and adoption
of diagnostic and social intervention tools that can
produce results in the medium term.

One of these centers studied in our research
has a multidisciplinary team that undertakes
various community-based initiatives; one such
initiative was the conducting of a social diagnosis

their demands ...

of the neighborhood in collaboration with primary
health care workers, the city council, the commu-
nity center, and Catalonia’s Public Health Agency.
The center shared the results in a video posted on
YouTube.

Another center has been implementing the
Catalan government’s COMSalut community pro-
gram—which seeks to reduce social inequalities as
they relate to health—since 2017. Every month, the
entire primary health care team is provided with
social resources to be prescribed to their patients, in
the same way as prescription drugs. These resourc-
es include social, recreational, and sports activities
or programs, as well as other services such as ad-
diction care and services for women. Though the
COMSalut project started in 2015, only 16 of the 434
PCCs in Catalonia are involved.

In a third center, the nursing area conducts
workshops on nutrition in secondary schools
within the framework of the Health at School pro-
gram. Its objective is to improve adolescent health
through health promotion actions, such as consulta
oberta (literally “open consultation”) whereby
nursing staff are regularly sent out to schools. One
nurse explained that this action is sometimes seen
as an imposition by some schools, hindering posi-
tive collaboration.

The Catalonia Health Department has im-
plemented other community health programs. A
prominent one was “Health in the Neighborhood,”
created in 2005; however, the actions and programs
that were in place at the time of our research mainly
fall under the AUPA Network, formed by working
groups providing support and training to primary
health care and public health professionals in each
health district. In the Tarragona area, only nine
primary health care teams are part of this network.
It is an initiative that originated from the Inter-
departmental Plan for Public Health, in line with
WHO’s recommendations to promote health in all
areas and policies.”

Discussion

The current Spanish strategic framework and re-
cent Catalan health plans recognize the impact of
the 2008 recession on the living conditions of the
most vulnerable. The latest health plan also points
out the negative consequences of the COVID-19
pandemic.>> While these policies are presented as
being inclusive, the scarce resources available at
PCCs allow for only a limited integration of the
social determinants of health approach, which hin-
ders progress in reducing inequalities.” The severe
cuts in funding during the last decade, the failure to
implement effective specific or structural measures,
and the lack of recognition of the specific effects of
social inequality—such as food insecurity—have
reduced the overall system’s ability to respond to
citizens’ health needs. The social determinants of
health are recognized but not addressed in a sys-
tematic and community-based form, either within
or outside the health sector. This inevitably hinders
the exercise of the rights to health and to food. The
COVID-19 pandemic has worsened this situation
by forcing a sharp shift in the organization of
primary care that focuses on the pandemic while
neglecting other health services.> Moreover, these
services, when provided, are approached from a
merely biomedical stance. Although professionals
have information about the social situation of their
patients, this does not necessarily translate into a
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practice focused on mitigating the consequences of
inequality.

Most of the primary health care profession-
als participating in this research are aware of the
importance of the social determinants of health;
however, their views on the effects of increasing life
uncertainties in health are divergent. The majority
recognize the lack of tools to improve health equity
but believe that it is not in their hands to solve it. A
minority signal the need to design strategies that
would allow them to intervene in the social sphere,
along with other non-health sectors, in order to deal
with health problems. We found that those profes-
sionals who are motivated to carry out community
activities do so more of their own volition than at
the instigation of the health system. They consider
the instruments available to them to address the so-
cial determinants of health to be clearly insufficient.
As is the case in other countries, a lack of time,
training, and incentives are added difficulties for
overburdened professionals after decades of under-
funding, further compounded by budget cuts after
2008, and especially after tackling the COVID-19
pandemic, which interrupted community inter-
vention.”> As WHO has pointed out, many health
professionals have experienced burnout following
the pandemic, resulting in their own physical and
emotional health being compromised.>

However, the lack of training in social de-
terminants of health and a structural competency
approach explains this divergence in understanding
and tackling health inequalities, specifically food
insecurity. As Jonathan Meltz and Helena Han-
sen propose, training in structural competency
requires gaining competences in recognizing the
structures that shape medical interaction and un-
derstanding “socially structured patterns of disease
across population groups and economies in ways
that point to structural agendas for political and
economic change.™ They also recommend con-
sidering how complex cultural structures produce
inequalities and barriers to inclusion. Finally, such
an approach would require practitioners to be
trained in discerning how issues defined clinically
as symptoms, attitudes, or diseases also represent
the implications of social and political structures.*

HEALTH FRAMEWORKS, 9-21

The response from primary health care to
health problems resulting from increasing insecu-
rity in the population’s living conditions has been
vague and feeble. The primary care model in Spain
was and still is a disease-oriented model, rather
than being person and community centered. This is
due to practical and bureaucratic reasons: poor al-
location of resources has always made it impossible
for PCC practitioners to devote time to education,
health promotion, or community health tasks, oth-
er than in pilot programs such as those described
above. Our results reveal that the largest barrier
seems to be the organization of primary care itself,
as well as its coordination with other social and
public services. This is a burden that some experts
say comes directly from the split between health
services and social services during the 1980s.”

The health system alone cannot remove health
inequalities, but it must do its part to reduce them.
A comprehensive approach to social inequalities
in health is needed from the perspective of the
social determinants of health. The health system is
just one more determinant, so its contribution to
equity is necessarily limited, if essential.?® Before
the COVID-19 pandemic, the social determinants
of health approach in Catalonia was rare at the first
level of health care, and the social and community
perspective had not been widely assimilated into
primary health care, except for a few pilots. In
Spain more generally, the Ministry of Health’s plan
to reduce inequalities has not been implemented to
any significant extent. No substantial progress has
been made in citizen participation or adequate ser-
vice provision for the most vulnerable groups.” In
this country, the COVID-19 pandemic stopped all
community nutritional health programs for almost
two years. However, other community initiatives
emerged during lockdown to mitigate food access
difficulties>* According to the Food and Agricul-
ture Organization, the number of Spaniards in a
situation of food insecurity rose from 600,000 in
2019 to 700,000 in 20203 Although there are no
official reports on food insecurity in Spain, some
studies indicate that women experience greater
forms of food insecurity, as they have to mobilize
all the resources available in order to minimize
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the impact of precarization on their households>
At the global level, there is little implementation
of the WHO proposal on the social determinants
of health, and a lack of specific actions stemming
from the Declaration of Astana or the human rights
approach.®

One of the limitations reported by primary
health care personnel is their limited capacity to
have an impact on situations of social suffering,
understood as the distress resulting from unemploy-
ment or precarious employment, and difficulties in
accessing decent housing or healthy food, among
other situations. In the case of food insecurity, what
is surprising is that despite its being associated
with poorer health outcomes in routinely managed
conditions such as obesity and chronic diseases,
PCCs do not use specific instruments to identify
it3* Nor do they have any indicators to analyze and
determine individual or household levels of food
insecurity. In fact, food insecurity is not mentioned
as a problem to be solved in any public health plan
in Spain or Catalonia. The Catalan government
designed a food safety plan in order to address the
social determinants of health in 2021 but did not
ensure regular access to adequate food in times of
increasing poverty? In fact, a WHO report pointed
out that food security has been further compro-
mised for marginalized communities worldwide
due to COVID-19, and the new health policy did
not tackle that3¢

This is partly a consequence of using a con-
ceptual framework that reduces food to mere
individual behaviors. As far as food practices are
concerned, health interventions are limited to
providing healthy eating guidelines within a clini-
cal-therapeutic framework. The activities proposed
to patients are still focused on self-control and re-
sponsibility, as if the individuals’ food choices and
practices were not determined partly by their social
and family structures” Food is thus decontextu-
alized from the social environment, stripped of
everything in a way that ultimately hinders regular
access to nutritionally and culturally adequate eat-
ing practices. This reduces practitioners’ proposals
to a set of generic recommendations on healthy

eating and contributes to ignoring food insecurity
both as a health and as a political issue.

Three specific findings from our research stand
out in terms of increasing our understanding of food
insecurity as a manifestation of health inequality
and the way it is addressed in primary care.

First, we observed a difficulty among practi-
tioners, due to a lack of specific or adequate tools,
in detecting food insecurity. Long-term, trusting
doctor-patient conversations and home visits have
significant potential but are neither systematically
nor widely developed. We wonder to what extent
this lack of intervention is due to inadequate means
and resources in the health care centers and to what
extent it stems from a downplaying of the relation-
ship between material living conditions, food, and
health, leading to a dilution of the health system’s
responsibility.

Second, Catalonia’s current and previous
health plans
diet—in other words, lots of vegetables—and this
is the message that nurses transmit* But in cases
where food insecurity is detected—in Spain as in
other countries—the patient is usually referred to
charities or social services, which donate consign-
ments of non-perishable, canned, processed, and
ready-to-eat food.” Ultra-processed products are
very common in the daily diet of people living in
precarious situations, in part because these foods
are often cheaper.* This makes the recommended
healthy diet, based on the variety, quality, and
quantity of certain ingredients, difficult to follow.*
Moreover, with the COVID-19 crisis, the demand
for food aid tripled in Spain in 2020, so the public
sector response to this problem continues to re-
volve around emergency aid, or “discarded food for
hungry people.™

Third, public policies on health, food, and

recommend a “Mediterranean”

social welfare are failing to guarantee the right
to food or to prove effective in enabling the most
impoverished populations to feed themselves
with autonomy and dignity in times of increasing
poverty.# Health, social, and food policies must
embrace coordinated actions to mitigate inequality
and must be designed, systematized, and evaluated
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with the participation of vulnerable social groups,
health professionals, and social agents.** In this
area, the Spanish state has identified shortcomings
that have not been resolved for more than a decade
yet require urgent solutions.® Our research shows
the importance of analyzing food insecurity in
detail at the primary level of health care, given that
it is not only an indicator of inequality in itself but
also at the root of preventable health problems. If
healthy, safe, and sufficient food is not assured, the
right to health is compromised.
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From Apathy to Structural Competency and the Right
to Health: An Institutional Ethnography of a Maternal
and Child Wellness Center
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Abstract

Given the persistence of health inequities in the United States, scholars and health professionals alike
have turned to the social determinants of health (SDH) framework to understand the overlapping factors
that produce and shape these inequities. However, there is scant empirical literature on how frontline
health and social service workers perceive and apply the SDH framework, or related movements such as
the right to health, in their daily practice. Our study seeks to bridge this gap by applying constructs from
the sociological imagination and structural competency (an emerging paradigm in health professions’
education) to understand the perspectives and experiences of social work case managers, community
health workers, legal advocates, and mental health counselors at a maternal and child health center in a
large US city. This frontline workforce displayed strong sociological imagination, elements of structural
competency, and engagement with the principles of the right to health. Workers shared reflections on
the SDH framework in ways that signaled promising opportunities for frontline workers to link with the
global movement for the right to health. We offer a novel approach to understanding the relationships
between frontline worker perspectives on and experiences with the SDH, sociological imagination,

structural competency, and the right to health.
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Introduction

Health inequities are avoidable and unjust differenc-
es in injury, disease, violence, and opportunities to
experience optimal health. The social determinants
of health (SDH) are a framework to understand the
overlapping factors that produce these inequities.
The World Health Organization defines the SDH
as “the conditions in which people are born, grow,
work, live, and age, and the wider set of forces and
systems shaping the conditions of daily life.” Front-
line health and social service workers play a pivotal
role in shaping what the SDH framework becomes
in daily practice. However, most extant scholarship
on SDH has undertheorized the role and experi-
ences of the frontline workers who are tasked with
bringing this framework to life.> Moreover, many of
the SDH framework’s leading proponents have ex-
pressed concern over a narrow or reductive uptake
of their original message around the conditions
shaping health status, citing research and practice
that emphasizes “lifestyle” factors such as exer-
cise or diet at the expense of social and economic
rights? Understanding frontline workers’ percep-
tions of and experiences with the SDH framework
is critical to addressing health inequities. Such
understanding will inform the development of
trainings, programs, policy, and organizing efforts
toward the right to health. Frontline workers have
a crucial role in the broader movement for the right
to health because they witness, experience, and
may be complicit in the embodiment of injustice.
Drawing from an institutional ethnography of
frontline workers in a maternal and child wellness
center in a large US city, the present study examines
frontline workers’ perspectives on the etiology and
origins of the interlocking health and social ineq-
uities within which they and their clients live. We
seek to inform the development of structural com-
petency (an emerging health education paradigm)
and link to movements for a right to health. We first
turn to C. Wright Mills’s concept of “sociological
imagination” to understand workers” perspectives
on the SDH framework and its implementation.*
This paper argues that sociological imagination is
necessary for the development of structural com-
petency and that structural competency and the

right to health are complementary frameworks that
should inform each other.

Finally, we examine how previous scholarship
on social and economic rights and the right to
health might inform frontline worker perspectives
on health inequities. Those who fight against health
inequities may vacillate between apathy, burnout,
sociological imagination, and structural compe-
tency during their engagement with the right to
health. We outline how health as a human right is
an animating vision to guide the shift from apathy
to structural competency. We also discuss how en-
gaging with the framework of human rights offers
workers opportunities for allyship and solidarity in
a global project for the right to health.

Background

Maternal health inequities in the United States

Maternal health inequities are a persistent, devas-
tating public health problem in the United States.
Black and Indigenous people and low-income
people face poorer outcomes across nearly every
metric of pregnancy and postpartum health’ The
United States has the highest maternal mortality
rate among industrialized nations, with 23.8 deaths
per 100,000 live births, most of which are classified
as preventable.® Black and Native American wom-
en are three to four times more likely than white
women to die due to pregnancy-related conditions’
Socioeconomic stratification alone cannot explain
maternal health inequities.® Research shows that
experiencing racism throughout the life course
contributes to a “weathering” impact that produces
physiological harms for women of color.® These in-
equities reflect the persistence of structural racism
and other social and structural conditions that are
often overlooked or obscured in health services.

Sociological imagination

Developed by Mills, sociological imagination is
the capacity to step outside of one’s own routines,
habits, and personal beliefs; understand individ-
ual experiences as part of a larger societal whole;
and distinguish between “troubles” (personal
dilemmas) and broader “issues.” Issues are public
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problems that may be experienced individually but
are contingent on imbricated institutional, struc-
tural, and historical forces beyond the control of
any one person. Mills argues that the absence of
sociological imagination leads to individual and
collective apathy, expressed as a dismissal of the
social nature of crises and injustices. Apathy may
mean pity or regret at the misfortune of others, yet
failure to consider the social and structural causes
of such misfortune. Individuals and whole societies
may become accustomed to inequities even while
agreeing that such inequities are objectionable.

We view Mills’s “apathy” as related to the
concept of “burnout” so prominent in health and
social service research.”” Apathy and burnout are
common challenges in the health professions and
often surface in undervalued, under-resourced
settings that serve populations most impacted by
health inequities.” Expressed in part as a cynicism,
detachment, and loss of commitment to improving
patients’ lives, we understand burnout as potential-
ly correlated with apathy as it emerges in health care
settings. One may of course exist without the other.

FRAMEWORKS, 23-38

Burnout may persist among health care workers
who are deeply invested in recognizing social de-
terminants and detach because of their frustration
when they feel they cannot solve social problems
(i.e., burnout but no apathy). Other health care
workers may be committed to and satisfied with in-
dividual patient care but be indifferent to inequities
(i.e., apathy but no burnout). Recent scholarship
on the sociological imagination suggests that ap-
proaching poor health outcomes as individually
embodied and structurally determined may help
prevent and address burnout among health care
workers. Other research on burnout has identified
the need for institutional and structural change to
support the well-being of health care workers and
their patients alike.”

Perspectives on the social determinants of health
framework

A growing body of empirical literature examines
the perspectives of physicians, nurses, and social
workers on SDH." This work suggests that knowl-
edge of and support for engaging SDH in these

FIGURE 1. The Dahlgren and Whitehead social determinants of health model

production

constitutional
factors

Source: G. Dahlgren and M. Whitehead, “The Dahlgren-Whitehead Model of Health Determinants: 30 Years on and Still Chasing Rainbows,”

Public Health 199 (2021).
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professions is uneven, even for social workers (who
ostensibly receive more training on social inequal-
ity than other health care workers)."* There is little
empirical research on other frontline worker per-
spectives (e.g., case managers, community health
workers, health educators) on SDH. Our analysis
attempts to fill these gaps in the literature.

Structural competency

Despite decades of research on SDH, health care
workers typically receive minimal training on
upstream factors.” Physician-anthropologists Jon-
athan Metzl and Helena Hansen have developed
structural competency as a medical education
framework to train clinicians in understanding
how social structures inequitably shape individual
and community health, and in working to change
these structures (for Metzl and Hansen, examples
include zoning laws, economic systems, schools,
and courts).”® Structural competency includes five
intersecting skill sets: (1) recognizing the structures
that shape clinical interactions, (2) developing an
extra-clinical language of structure, (3) rearticu-
lating “cultural” presentations in structural terms,
(4) observing and imagining structural interven-
tion, and (5) developing structural humility.” As
noted by Joshua Neft et al., structural competency
emphasizes “the structural determinants of the

social determinants of health.™ Thus, poverty (a
well-documented social determinant of health)
is determined by structures such as policies, eco-
nomic systems, and social hierarchies (e.g., racism;
see Figure 2). Since its inception, structural com-
petency has been embraced by other professions,
including nursing, social work, and psychology.”
Structural competency provides a framework
to address health and health care inequities, as well
as health care working conditions, by acting collec-
tively—with colleagues, patients, and clients—to
challenge unjust structures and institutions. Here,
structural competency fills another important gap
in the SDH framework. Though a powerful tool to
describe patterns of inequity, the SDH framework
does not define approaches to systems change or to
combatting the “highly advanced knowledge of the
biological impacts of lived environments alongside
relatively undertheorized analyses of the environ-
ments themselves.”™ A sociological imagination
allows people to imagine systems, broadly speak-
ing. Structural competency is about understanding
inequity and actively working toward structural
change. Structural competency rests on the founda-
tion set by sociological imagination and SDH while
moving health care into proactive, collaborative
strategies at the sociopolitical level and providing
more patient-centered care at the individual level.

F1GURE 2. Structural determinants of the social determinants of health

Policies

Economic
systems

Structures

Social
hierarchies
(e.g. racism)

Structural competency

Health
disparities

Poverty/
inequality

Social determinants of health &
health disparities curricula

Source: J. Neff, S. M. Holmes, K. R. Knight, et al., “Structural Competency: Curriculum for Medical Students, Residents, and Interprofessional
Teams on the Structural Factors That Produce Health Disparities,” MedEdAPORTAL (2020).
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The right to health

The right to health is among the basic social and
economic rights and encompasses both the right
to health and health care for individuals and the
right to public health, broadly defined.” While
other concepts discussed in this paper (sociological
imagination, SDH, and structural competency)
were developed primarily by scholars in the United
States and Western Europe, leading advocates and
scholars of the right to health are based in Africa,
Latin America, and the Caribbean, among other
regions.” Engaging in the right to health movement
situates local work to eliminate health inequities
amidst a broad, visionary, transnational project. It
gives frontline workers something to work for as
part of broader organizing with the right to health
movement. In a US context, it also serves as a cor-
rective to the imperialist nature of some human
rights work, where the United States and Western
Europe claim moral supremacy, police other soci-
eties, and ignore violations of social and economic
rights in our own countries.?® Moreover, the right
to health is a legal term, codified in international
law and United Nations conventions ratified by
most countries. In this paper, we analyze data from
an institutional ethnography using SDH, struc-
tural competency, and right to health frameworks
together in order to illuminate the ways in which
frontline workers enact these frameworks in their
day-to-day practice. We argue that independently,
each framework is necessary but insufficient to un-
derstand and further motivate frontline workers’
engagement with health inequities.

Methods

Institutional ethnography

This study employs institutional ethnography—a
social science research method in which research-
ers embed with participants in their daily lives and
routines.>* Institutional ethnography investigates
contested issues in the sociopolitical world through
the experiences of participants whose lives are
shaped by institutional forces (e.g., health policy,
social welfare programs), such as frontline health
and social service workers. Institutional ethnogra-

FRAMEWORKS, 23-38

phy was developed by sociologist Dorothy Smith
to enhance social research’s capacity to deal with
everyday problems, knowledge, and relationships
that are mediated through institutions. It has
been extensively used in health care settings to
investigate how nurses, social workers, and other
professionalized groups experience everyday life.”
Compared to other ethnographic methods, insti-
tutional ethnography pays particular attention to
the role of text, making it an ideal methodology to
study health and social service settings that rely on
written communication to create, share, and rein-
force authoritative knowledge.

The field site

Family Center is a 30-year-old nonprofit maternal
and child wellness center located in a large city
on the US West Coast. Since its inception, it has
addressed the social determinants of the region’s
maternal and child health inequities. Family Cen-
ter has approximately 100 full-time employees.
More than half of its workers come from a commu-
nity health worker program that recruits staff from
former clients (primarily poor and working-class
Latina and Black women). The current study began
by focusing on the center’s Health Team, which
frequently receives referrals from local biomedical
institutions (e.g., hospitals and clinics) and address-
es what are traditionally understood as biomedical
issues, such as prenatal and postpartum health,
contraceptive use, and breastfeeding initiation, as
well as financial, housing, food, and educational
needs for pregnant and postpartum clients.

Reflexivity

Both authors are facilitators with the Structural
Competency Working Group, a network of health
care workers, patients, and social scientists who
provide workshops and consultation on struc-
tural competency to health care workers and
trainees, policy makers, and health professions
faculty. These roles enhance our ability to interpret
the data in relation to structural competency’s
core concepts. It also may lead us to overly rely
on structural competency as an analytic frame.
Our distinct professional backgrounds and shared

JUNE 2023 VOLUME 25

NUMBER 1

Health and Human Rights Journal 27



M. M. DOWNEY AND A. THOMPSON-LASTAD / GLOBAL VOICES FOR GLOBAL JUSTICE: EXPANDING RIGHT TO HEALTH

FRAMEWORKS, 23-38

personal backgrounds also influenced our anal-
ysis. In the tradition of critical, post-structuralist
ethnographers, we harnessed our social positions
as data.® We are both middle-class white women
with experience working in safety-net health care
institutions. The first author is a former birth and
abortion doula, social worker, and social welfare
scholar, while the second author has given birth to
two children, has worked as a health educator in
the US health care safety net for five years, and is a
medical sociologist.

The first author, as the researcher in the field,
negotiated several relationships with participants
and the research questions. Her identity as a white,
middle-class social worker who moved to the re-
gion during a wave of gentrification perpetuated by
similarly situated professionals may have influenced
the way participants spoke about the economic and
racial inequities they observe and experience. Her
identities may have positioned her as an outsider. On
the other hand, her health and social service-related
training may have positioned her as an insider, facil-
itating access within Family Center.

Data collection

The first author spent nine months (three days per
week) conducting fieldwork at Family Center, pri-
marily with the Health Team. Her activities included
clerical work, escorting clients to appointments,
and preparing tea and leading doula demonstra-
tions for weekly prenatal education classes. She
attended staff meetings and trainings weekly. She
also attended activities outside of the agency, such
as colloquia at the local teaching hospital where
Family Center staff were invited to brainstorm
strategies to address health inequities. Early on in
participant observation, she noted that while text
on the city’s Department of Public Health website
and presentations used the SDH framework to de-
scribe Family Center’s work, no frontline workers
ever used the framework to describe their work. In
the case of the Department of Public Health, the
Dahlgren and Whitehead model was cited to de-
scribe Family Center. Manuscripts in development
from this ethnography report more specifically on
findings from participant observation.

Participant observation assisted the researcher
in identifying relevant participants for semi-struc-
tured interviews, specifically those who worked
most closely with clients on health and health care
needs. There were 21 interviewees in total, includ-
ing social work case managers, health counselors,
health educators, community health workers, and
a member of Family Center’s executive team who
supervised all frontline workers. All quotations are
from semi-structured interviews. Throughout in-
formal interviews during participant observation,
all participants endorsed the relevance of social
determinants in creating health and health care
inequities, which motivated the interview protocol
development. A purposive sampling approach was
utilized. Interviews were conducted in person at a
mutually agreed-on location within Family Center
and averaged 67 minutes in length. Participants
received a USs25 gift card. The semi-structured
interview guide probed for daily routines and prac-
tices concerning client care, collaboration practices,
and explanations for health inequities (e.g., “What
makes it hard for some clients to be healthy?”). Per-
spectives on the SDH framework were elicited at the
close of interviews, when participants were shown
an image of Dahlgren and Whitehead’s model and
asked to describe it. This model was chosen because
the Department of Public Health uses it to describe
Family Center’s work, because it is widely cited in
public health literature generally, and because it
balances breadth and depth with visual clarity.

Analysis

Data analyzed for this paper include field notes,
interview transcripts, and agency documents. The
first author repeatedly read all data to achieve im-
mersion. She then combined a priori codes with
codes derived inductively through a close reading
of the transcripts.” She analyzed texts that were
widely discussed within the center (e.g., annual
reports) as well as those texts generated by authors
or organizations outside of the center (e.g., De-
partment of Housing policies). Next, directed and
conventional content analysis were employed.*®

For directed content analysis, terms from the
Dahlgren and Whitehead model (e.g., “living and
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working conditions: housing”) served as a priori
directed codes and were applied to interview tran-
scripts, agency texts, and field notes. Conventional
content analysis was applied to the same data to
achieve inductive category development whereby
data were read line by line to capture emergent
codes and subcodes (e.g., “origin of health ineq-
uity”). Interview transcripts, agency documents,
and field notes were then coded in Microsoft Word
and subsequently organized into a matrix.® For
subsequent analysis, both authors focused on data
regarding work routines, reflections, and explana-
tions for health inequities, alongside directed codes
drawn from the Dahlgren and Whitehead model.

Results

Below, we describe workers’ perspectives on health
inequities and their reflections on applying the
SDH framework. We outline how workers de-
scribed their intervening in social factors beyond
the individual level. Next, we describe a framework
(Figure 3) to understand these results in terms of a
relationship between possible frontline worker per-
spectives on apathy and burnout, SDH, sociological
imagination, structural competency, and the right
to health. Frontline workers articulate core tenets
of the right to health movement, such as social and
economic rights as necessary conditions for health
equity, in ways that surface the complementary yet
distinct aspects of structural competency and the
right to health.

Figure 3 presents a novel approach to under-
standing the range of frontline worker responses
to their own role vis-a-vis health inequities. Here,
we seek to capture the dynamic, reinforcing, com-
plementary nature of engaging with SDH via the
sociological imagination, structural competency,
and the right to health. We also seek to illustrate,
based on frontline worker perspectives, how apa-
thy and burnout can occur separately or together
and can stall the positive momentum produced
by developing sociological imagination, structural
competency, and the movement for the right to
health. In this approach, structural competency
builds on the momentum of the sociological imag-

ination, providing a guide for collective action and
direct service provision that challenges narratives
of blame, bias, and the individualization of social
problems. The right to health, as a framework and
movement, can motivate and guide engagement
with structural competency, including structural
interventions that are international, politically ori-
ented, and based in global solidarity. Analyzing the
right to health in structural competency trainings
will enhance trainees’ ability to “observe and imag-
ine structural interventions” (Metzl and Hansen’s
fourth structural competency) at a global scale.
For example, codifying the right to health in more
and more international legal contexts could be an
example of a structural intervention with implica-
tions beyond the United States. Understanding and
acting on the right to health and being surrounded
by other people who are motivated by the right
to health may help prevent or mitigate individual
burnout. As noted by participant Sam in her in-
terview, working at Family Center helped her see
(1) social forces as fundamental to individual and
overall health and (2) her own and clients’ struggle
as part of broad social processes rather than the re-
sult of their individual successes or failures. Given
the identified connections between blame (self and
client or patient), burnout, apathy, and health sys-
tems’ lack of engagement with SDH, Sam provides
an example of how working in an environment that
does engage with SDH can buffer against cynicism
(present in both apathy and burnout).

Importantly, these are not fixed perspectives;
structural competency is an ongoing process of
development that should be approached with hu-
mility?® The approach outlined in Figure 3 offers
several important considerations from frontline
workers. First, frontline health care workers apply
multiple lenses to the social world at once; therefore,
frontline health and social services work requires
consistent reflexivity. Second, these complemen-
tary concepts may be beneficial for the well-being
of health care workers and patients/clients in the
clinical encounter while also fostering engagement
with broader social change.

Worker perspectives on SDH
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All workers endorsed the social origins of health
inequities. Workers differed in which aspects of
the SDH framework they found most relevant to
explaining health inequity. In this section, we de-
scribe how responses fall into three levels of SDH
in the Dahlgren and Whitehead model: (1) social
and community networks, (2) living and working
conditions, and (3) general socioeconomic, cul-
tural, and environmental conditions (see Figure
2). Workers also highlighted that these levels often
overlap with or influence one another.

Social and community networks

Five workers endorsed social and community
networks as the most relevant set of SDH. For ex-
ample, Marilyn—a health educator and program
coordinator—noted:

We know that [social and community networks
are] the protective factor ... to have parents who
are supportive in social networks. Theres a limit
to the amount that we are able to change in the
overall social world and community that clients
operate within, but, to the extent that we create new
communities within our clients, there’s some level of
an influence.

Similarly, Gabriella, a Health Team case manager,
stated:

Healthy pregnancy is a lot of things. The first
thing I think of is support and not being alone in
the pregnancy. Its nutrition. It is being housed. It
is having the education to know how to take care
of your body, access to prenatal care. I think the
biggest part of having a healthy pregnancy is not
being completely alone in that experience and being
able to have a supportive community or at least
supportive people.

These comments reflect and reinforce two funda-
mental dynamics observed during fieldwork. First,
workers shift their practice focus and analysis
between levels of SDH before landing on one. This
suggests both helpful mutability in their under-
standings of SDH and opportunities for the agency
to clarify its theory of change or approaches to the
SDH framework. Second, social and community
factors were more central to Family Center’s pub-
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lic-facing image than were other aspects of SDH
endorsed by workers. Annual reports directed
at funders, flyers advertising services directed at
clients, and Family Center’s website all emphasize
the agency’s health and social services as part of
a mission to strengthen families and promote a
positive experience of pregnancy and childbirth.
In a context where overtly addressing the socio-
political aspects of Family Center’s work—such as
the provision of housing and health services for
marginalized people—may be alienating to poli-
ticians, funders, partners, or clients, emphasizing
social and community networks may be a strategy
to ensure maximum public support.

Living and working conditions

Most workers interviewed (12 of 21) endorsed liv-
ing and working conditions as the most important
part of the SDH framework. Four of these defined
housing as the most relevant aspect of this level.
This may be due to the marked lack of affordable,
safe housing in the city in which Family Center
operates. Consider the response of Layla, a Health
Team case manager. She connects housing access to
income, linking this factor to the broader socioeco-
nomic tier of the rainbow model (Figure 1) while
focusing on housing as the most salient factor in
Family Center’s work. She also connects housing,
health, and human rights:

I think that it’s just really hard to stay healthy when
you're not housed. So, I think housing is a human
right, and I think that really, if we want a healthy
society, we need everyone inside. And so being able
to be housed is the biggest barrier. And the barriers
to being housed, a lot of times, is income. Where
we live it is extremely difficult to find market-rate
housing that a client or that any person can afford
who is not making an upper-level salary.

Michael, another health case manager, also brought
up housing. He immediately connected housing
(and another living and working conditions factor,
water and sanitation) to unemployment:

Ifyou’re unemployed, you're not going to have access
necessarily to sanitation and water because you're
not going to have a house over you, a roof over you
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... so0 its almost like the unemployment leads you to
this [points to water and sanitation], and the work
environment leads you to this [points to housing].

Michael’s response is also an example of how
workers understand the interaction of social

determinants.

General socioeconomic, cultural, and
environmental conditions

Three workers and the manager described the
broadest level of the SDH framework—general
socioeconomic, cultural, and environmental con-
ditions—as the most relevant. This level includes a
range of concepts, including economic systems and
distributions of wealth and resources, norms and
values, and governance structures? Thus, some
factors included in this level overlap with defini-
tions of the “structural determinants of the social
determinants of health.” Anne, a health educator,
endorsed socioeconomic conditions as the main
driver of health inequity while also aligning with
structural competency’s “structural determinants
of the social determinants of health” concept.

Well, we look at the government that we have
now, and we know that we are a capitalist society,
that we have a percent of the population tak[ing]
90% of the money, of what we make here, so when
there’s that much of a disparity with income there’s
always going to be people at the lower echelon, and
the middle class is getting shrunk, so you get a few
more richer but a lot more poorer. We could have a
classless system, but we don't.

Andrea, a housing case manager, noted policy as
the most important aspect of the socioeconomic
tier: “I'm just thinking of policy. That’s really going
to make or break a community, I feel like, which
is hard to explain. Just because of the people in
power that have so much of a say for communities
that they know nothing about.” Similarly, Mayra,
the supervisor and manager, described policy as a
specific expression of “general socioeconomic con-
ditions” in action:

We continue to have practices in place or limiting
resources in a way that automatically excludes

certain populations ... I think for the Department
of Housing in particular, it’s very important that
there be more individuals on their staff that reflect
the population that they serve and or have lived
experience with, having experienced homelessness
or housing insecurity. Thats not currently the
case, and so it makes for policy that sometimes
can feel nonsensical to those that are experiencing
homelessness or housing insecurity because the
people who are making the policies don’t necessarily
understand the realities of what it means to actually
go through it.

Other workers described a broad social process of
who is valued and who is not. For example, Sarah, a
health case manager, connected wealth inequity to
social norms as opposed to the presence or absence
of income or access to employment:

It [the socioeconomic tier] is so important because,
well, in the US, maternal mortality is ... fairly high,
and similarly with infant mortality. Being able
to have a healthy pregnancy and a healthy birth
is something that our society doesn’t throw all its
resources at like some other societies, and its so
segregated by wealth.

Here, wealth inequity is understood to be a driver
of healthy pregnancy and birth. Distinct from in-
dividual-level income or employment status, which
other workers described as part of living and work-
ing conditions, wealth segregation is understood
to be a wider issue of socioeconomic, cultural,
and environmental conditions. Notably, Sarah
(who is white) does not mention racism, which is
a main driver of maternal and infant mortality
in the United States. This gap in Sarah’s response
may demonstrate that some frontline workers ap-
ply their analysis of the broader level of the SDH
framework unevenly.

Innovations on the SDH framework

Three respondents proposed, unprompted, changes
to the Dahlgren and Whitehead model, suggesting
that frontline workers have knowledge to contrib-
ute to the development of the SDH framework or
that the SDH framework can be adapted as part
of workforce development. They also prefigured a
key aspect of structural competency—namely, that
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structures persist upstream of the top tier of the
Dahlgren and Whitehead model’s “socioeconomic,
cultural, and environmental conditions.” Jessica, a
case manager, responded to the model in terms of
its limitations. She found the framework useful but,
as presented, too static to capture the complexity of
social forces that she considered relevant to health
inequity:

I think what stands out to me about this is that there
is no active blame, its not calling out the actual
structures. It’s just saying like “housing, health
care, water, and sanitation.” Like “socioeconomic,
cultural, and environmental conditions” are such a
general blameless term as opposed to like oppressive
structures that actively hold people down. What if
those were, like, in this beautiful rainbow? I think a
lot of social determinants models can remove blame
and make it sound like it’s like this, yeah, it’s just
listing things. I like how it moves inward toward
the individuals, but there is no mention of racism
or interpersonal violence or anything like that,
capitalism, white supremacy ... This is a great “101.”

Marilyn, a health educator, shared that she would
add a level between the Dahlgren and Whitehead
living and working conditions tier and its general
socioeconomic tier to describe her clients’ expe-
riences. She invoked core elements of the right to
health by questioning the inevitability of health
inequities and framing clients’ health issues in
terms of social systems of valuation or devaluation
of communities who live in poverty:

I think that a lot of the really big things that our
clients are up against fit in between the outer and
the second to outer category, in the intersection
between how do we view poverty, how do we really
think about that as a society, and how do we think
about people in situations of poverty? How do we
structure our society to take care of people or not?
All of those things, it’s kind of right in between the
systems level and the community philosophy level.

Finally, Eleanora, a community health worker,
suggested a need for a more dynamic visual SDH
framework—one that could capture relationships
between factors. The following quote suggests
similar themes in the work of Jaime Breilh, Nancy
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Krieger, and others who have attempted to advance
a model of SDH that captures the direct impact of
structural forces on people’s lives and survival:»

I think  general  socioeconomic,  culture,
environmental conditions, I would put that much
closer [to the individual]. Because I think those
conditions include racism, and what kind of services
are being given to the people.

Sociological imagination at Family Center

Frontline workers also discussed how the absence
of engaging with the social origins of health ineq-
uities is problematic both practically and ethically.
These observations display engagement with some
of structural competency’s core constructs. Sam, a
housing case manager, stated in an interview, “Of
course health is more than your genetics and your
lifestyle choices, right? I mean, anyone with a lick
of sense understands that, right? It’s just common
sense,” demonstrating how, for her, possessing a
sociological imagination was a practical, com-
mon-sense part of her approach to client services.
Sam went on to reflect, “I probably see things
differently since I've worked here than I did before
that because it does open your eyes to what people
have to struggle with, which I might not have had
that exact same kind of struggle, you know, within
my own life.” By understanding her clients” health as
more than a personal struggle and her professional
role in a broader social context, she demonstrated
the uses of sociological imagination in a workplace
where intervening upon health inequity is the goal.
Her words suggest endorsement of a worldview in
which health inequities are understood as reflective
of and exacerbating social problems. Furthermore,
she is aware of her own place in a social structure
through frontline experience. This also links to struc-
tural competency’s notion of structural humility.
Like Sam, other Family Center workers spoke
of professional apathy and burnout as a barrier to
addressing health inequity, supporting Mills’s as-
sertion that social apathy in the form of blaming
those who are suffering from health inequities for
their plight contributes to social problems. As not-
ed by Eileen, a mental health clinician, “It’s much
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harder to make changes when you have lots and lots
piled up on you. And when you’ve got a society that
is also making you [a pregnant person] at fault.”

Another frontline worker discussed how lack
of sociological imagination emerged in educa-
tion. Ali worked in the Health Team, focusing on
outreach and service initiation for pregnant and
postpartum clients. Ali was also a medical student.
During our interview, in response to a question
about how her medical education impacted her dai-
ly work at Family Center, she threw up her hands
and stated:

In the classroom, the material has historically
been presented without any structural context on,
like, why are people injecting drugs? Why might
somebody experience homelessness? There just,
like, isn’t really any context. It's part of just like, in
many cases, race-based medicine, like give African
American patients this medicine, or like Asian
populations are more likely to be subject to this
disease. Instead of like, well, what an anti-racist care
would look like, “Okay, let’s look at the structural
reasons for why some of these things might be true.
How are people ended up in more marginalized
positions, and how does that affect their health?
What can we do about it? How are we changing it?”

She went on to express frustration at health and
social service providers outside of Family Center
who she saw as content with a “race-based medi-
cine” approach and consciously or unconsciously
relied on racial, ethnic, or class stereotypes to make
decisions. She described Family Center as a coun-
terpoint to her medical education and a broader
culture in which individuals are blamed for their
poor health. Ali portrayed many clinicians she
encountered outside Family Center as lacking a
structural understanding of how populations come
to be disproportionately impacted by poor health.
She also signposted structural competency’s core
concept of rearticulating cultural presentation in
structural terms by questioning the use of “race”
rather than racism to explain health inequities

Similarly, Anne, a health educator, reflected
on the broader culture of health and social services
present outside Family Center:

There are core elements [of health services] that
sometimes get placed on a level of unimportance,
when in fact they should be the primary. So, let’s say
this person comes in, and they could be disregarded
because, oh, they’re drunk. Or theyre really very
poor. Lets see this person here because they look
like they’re dressed better, or something like that
... Some people are there just to put in their eight
hours, they only have four hours to go. Is that how
you're measuring your day, or are you measuring
your day by how you can influence health in your
clients or in the patients?

Here, Anne demonstrates an understanding that
social forces (classism and stigma) shape clinical
interactions, shifting blame from the patientand en-
gaging with a core skill set of structural competency.
Frontline workers like Anne may be well poised to
develop this understanding and engage in structur-
al competency curricula that link poor-quality care
or clinician bias with structural conditions such as
profit-based health care. Anne also demonstrates
alignment with the right to health by endorsing
the concept that economic stratification should not
determine who lives or thrives and who does not.
Overall, frontline workers displayed rejection of ap-
athy and burnout, strong sociological imagination,
and, when presented with the SDH framework,
endorsement of the framework as necessary
knowledge in their work to intervene upon health
inequity. Some frontline workers innovated on the
Dahlgren and Whitehead model, suggesting that
frontline workers have potential contributions to
this public health knowledge framework. They also
displayed components of structural competency as
outlined by Metzl and Hansen. Frontline workers
at Family Center engage with social and economic
injustices as inextricable from health inequities,
signaling their potential allyship with the right to
health movement and the contribution of human
rights as an animating vision to their current work.
Notably, workers did not, unprompted, connect
their efforts to international contexts or struggles,
despite the diasporic (e.g., Latin American, Central
American, Caribbean) sociodemographic profiles
of many of their clients. The international nature
of their clients’ lives, their own work to intervene in
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social determinants that have international origins
and implications, and this lack of international
framing of their own work suggests an opportunity
to research connections (current or potential) that
frontline workers may have to the right to health.

Discussion

This research reveals insights into the relationships
between the sociological imagination, structural
competency, SDH, and the right to health, particu-
larly the relationships between social and economic
rights violations and maternal health inequities.
The perspectives of frontline health and social
service workers inform SDH frameworks at a key
era in SDH research and practice. Scholars and
policymakers in the United States are calling for
action and increased attention to structural racism
following police murders and subsequent political
uprisings, while the global COVID-19 pandemic
has led to increased advocacy for the right to health
as global practice. In our fieldwork, social and
community networks, living and working condi-
tions, and general socioeconomic, cultural, and
environmental conditions emerged as most salient
to the production and organization of health ineq-
uities. Frontline workers also proposed innovations
to the SDH framework, highlighting the need for
knowledge and practice frameworks to capture the
dynamic relations of power, social hierarchy, and
oppression that contribute to health inequities, in
line with contemporary SDH research.

It is our emic assertion that fieldwork
demonstrates that frontline workers cultivate a
sociological imagination regarding health inequi-
ties because they feel that understanding clients’
suffering in terms of social forces and historical
context is a counterweight to apathy and burnout,
which impede client services as well as staff mem-
bers” and clients’ well-being. Workers displayed the
capacity to develop a general sociological imagina-
tion into an analysis of specific social forces such
as racism and poverty that are causes of health in-
equities. Moreover, workers are engaged in several
key elements of structural competency, including
structural humility, developing extra-clinical lan-
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guage, and rearticulating “cultural” presentations
in structural terms. Frontline workers™ thinking
connects to existing frameworks of health as a basic
right alongside social and economic rights as well
as global social movements.

Limitations

The current study has several limitations. By exclud-
ing most managers and clients and focusing solely
on frontline worker perspectives and experiences,
our data are limited to certain Family Center roles.
Including managers and clients could enrich the
analysis of the perspectives on key issues at stake in
this project: apathy, burnout, the SDH framework,
sociological imagination, and the right to health.
Participant observation with frontline workers at
the agency itself inevitably limited our access to
those workers whose duties occurred primarily
outside of the agency, such as Family Center birth
doulas, which may have limited our understanding
of how frontline workers applied their perspec-
tives in distinct but related contexts or settings.
Future work could be comparative, transnational,
or transregional. Additional research could also
explore the perspectives of frontline workers in bio-
medical settings such as hospitals and clinics. For
example, frontline workers in a hospital during the
COVID-19 pandemic might have poorer working
conditions (e.g., overwork, lack of personal pro-
tective equipment) and experience greater apathy
and burnout, less capacity to engage in structural
competency, and less alignment with the right to
health. Conversely, the inequitable outcomes of the
pandemic may create heightened sensitivity to SDH
and more alignment with the right to health move-
ment. Finally, choosing just one visual of SDH (i.e.,
the Dahlgren and Whitehead rainbow model) priv-
ileged this version of portraying SDH over others
(e.g., those of the US Centers for Disease Control
and Prevention or World Health Organization)
and biased results toward endorsing the model pre-
sented. Here, the study methods offer a potential
means of mitigating this limitation. The methods
and principles of institutional ethnography, includ-
ing participant observation, reflexivity, reciprocal
relationships, and attunement to power dynamics
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meant that the first author spent significant time in
the field building relationships (e.g., as fellow com-
muter, fellow social service provider, fellow trainee)
in addition to playing the role of interviewer. While
not erasing social and institutional hierarchies
between researcher and participant, such relation-
ships can facilitate more open and transparent
discussion in interviews than conventional inter-
view methods alone.

Conclusion

These findings indicate that frontline workers are
engaging with many of the key elements and ques-
tions of structural competency, such as recognizing
the structures that shape clinical interactions and
developing an extra-clinical language of structures.
For example, Family Center workers named the
physiological impacts of racism on pregnant people
as socially contingent and spoke of racism itself as
a social and political force. Family Center workers
also connected this with the ability to empathize
with clients and destigmatize the need for social
services. Some workers added innovations and
interpretations to the SDH framework when the
Dahlgren and Whitehead model was presented to
them, indicating that frontline workers have valu-
able insights concerning this popular public health
framework. Examining and understanding their
perceptions and experiences will inform education,
training, and the development of an expanding
SDH workforce. Where much research on SDH and
structural competency has focused on clinicians,
movements for the right to health acknowledge
the importance of laypeople and a range of front-
line workers in achieving health for all. Frontline
workers may see themselves better represented in a
framework that includes the right to health.

The framework offered here represents the
shifts and fluctuations in frontline worker per-
spectives. Addressing health inequities through
collective action and the right to health requires
continual, shared reflection on praxis and ac-
countability to client and patient communities.*®
Cultivatinga sociological imagination isa necessary
but insufficient step toward structural competency

and enfranchising the right to health. By cultivating
the sociological imagination present in health and
social services providers, we may foster empathy
with clients, prevent or mitigate burnout, inform
the implementation of structural competency
curricula and practice, and motivate engagement
with movements for human rights, including the
right to health* The sociological imagination may
be an important precursor for frontline workers to
understand and enact structural competency and
take part in the right to health as a global social
movement. Existing training and curricula on the
social determinants of health would be well served
by approaching the sociological imagination,
structural competency, and the right to health
as adjacent frameworks. By demonstrating that
frontline workers may be poised to put structural
competency into practice and unite with the right
to health movement, research can motivate future
developments of this promising framework. And by
understanding structural competency in relation to
apathy and burnout, sociological imagination, and
the SDH framework, it is possible to develop in-
sights into the perspectives of those with the most
intimate knowledge of service delivery? Moreover,
understanding these concepts can enrich the par-
ticipation of health care workers in the collective
struggle for the right to health by fostering imag-
ination in better futures. Extending beyond health
care systems, this means working toward what
James Baldwin calls the “perpetual achievement
of the impossible.® As Angela Davis reminds us,
“You have to act as if it were possible to radically
transform the world. And you have to do it all the
time.””
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Disability Justice as Part of Structural Competency:
Infra/structures of Deafness, Cochlear Implantation,
and Re/habilitation in India

MICHELE FRIEDNER

Abstract

In 2014, the Indian state revised a key program providing aids and appliances to disabled people to also
include cochlear implants for children living below the poverty line. The program is remarkable in its
targeting of the poorest of the poor to provide them with expensive technology made by multinational
corporations and its development of new surgery and rehabilitation infrastructures throughout India.
Based on interviews and participant observation with key stakeholders, this paper argues that in
focusing only on “a right to hearing” and on cochlear implants as a solution for deafness, health care
practitioners ignore the complex work required to maintain cochlear implant infrastructures, as well
as the advocacy work done by disability activists in India and internationally to transform existing
political, economic, educational, and social structures. Since cochlear implants are the “gold standard”
in intervening on hearing loss and increasing numbers of countries in the Global South have started
state-funded cochlear implant programs, an exploration of India’s program provides an opportunity
to analyze both the importance of infrastructure and the need to combat ableism within structural
competency frameworks. Disability justice is part of structural competency. Ultimately what is at stake
is expanding health practitioners’ ideas of what it means to maximize potential, particularly in the face

of new technological interventions around disability.
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Introduction

In 2014, India’s central government revised a key
program providing goods and services to eligible
disabled people, the Assistance to Disabled Persons
for Purchase/Fitting of Aids and Appliances (ADIP)
scheme. Previously, the program provided a range
of devices, including wheelchairs, crutches, hearing
aids, and modified scooters. In its revision, for the
first time, cochlear implants were included, specif-
ically for children under the age of six and living
below the poverty line. Cochlear implants are con-
sidered among the most successful neuroprosthetics
and are increasingly a gold standard in the treatment
of deafness.' In addition to cochlear implant surgery,
the central government program provides cochle-
ar implant mapping, two years of re/habilitation
therapy, and two years of warranty for the external
processor. On the surface, this program appears to
be an ambitious and cutting-edge program, provid-
ing listening and spoken language to deaf children
through the latest technology. On the surface too,
such a program and intervention maximizes the
independence and agency of deaf children, as gov-
ernment administrators, surgeons, audiologists, and
speech and language therapists stressed to me. Such
stakeholders often told me, “Deaf children have a
right to hear” and “Deaf children must go for cochle-
ar implants; they are the only option for making deaf
children become normal.”

However, while government administrators,
together with multinational cochlear implant cor-
porations, surgeons, and allied health professionals
such as audiologists and speech and language ther-
apists, to develop implant
infrastructure, they often do not think beyond the
medical and re/habilitative process of producing a
sense of hearing. That is, such stakeholders stress
the importance of “a right to hearing” but not the
ongoing structural and maintenance work required
to maintain hearing. They focus on a one-time sur-
gery and technological fix and ignore that cochlear
implants are not a one-time solution. In addition,
in focusing on cochlear implantation as “the only
option for deafness,” program administrators and
health professionals do not consider Indian Sign
Language (ISL) or other linguistic possibilities as

desire cochlear

options, and they do not reflect on the disabling
role of political, economic, educational, and social
structures. Furthermore, they do not contribute to
or support Indian disability activists’ desires to cre-
ate more accessible worlds and to combat ableism.
Indeed, I learned that surgeons and allied health
professionals rarely told families about ISL and that
if they did, it was only mentioned as a “last resort,”
and often after a child had already experienced
language deprivation.* (And note that professionals
did not speak of language deprivation but rather
auditory deprivation, continuing their focus on
audition).

Cochlear implantation is a human rights issue
in that for implantation to be successful, more than
just a surgery is required; issues of differential ac-
cess, varied motivations, and diverse and perhaps
conflicting ideas of what it means to be a valuable
and capable human being are in play. And as pro-
grams providing cochlear implants to children
emerge in developing contexts and as cochlear
implant companies see developing contexts as the
next frontier of their work, the stakes are high?
Indeed, there is a paradox here: while disability
is increasingly becoming normalized because of
disability advocacy, there is also a simultaneous
growth in so-called normalizing technologies such
as cochlear implants. This paradox raises crucial
questions in relation to structural competency and
how health care practitioners understand the pos-
sibilities and limits of biotechnology in relation to
the broader social, political, and economic context.
Concerns about uneven access, the role of policies
and structures, and the importance of focusing
on the most marginalized people have long been
at the heart of the disability justice movement.* In
this paper, I argue that health and human rights
scholars and practitioners must consider disabil-
ity justice, specifically in relation to questions of
economic access, infrastructure, and ableism, and
that centering disability justice would strengthen a
structural competency framework.

I draw from over 15 years of ethnographic re-
search on deafness in India with ISL-speaking deaf
people and with surgeons, speech and language
pathologists, audiologists, families, government
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administrators, and educators. Focusing specifi-
cally on cochlear implantation between 2016 and
2022, I conducted participant observation and
interviews in a wide range of settings, including
hospital and clinic waiting rooms and consultation
rooms, schools, government offices, family homes,
and international cochlear implant conferences in
Indian cities such as Delhi, Bangalore, Chennai,
Mumbai, and Pune. My argument is that by focus-
ing only on “a right to hearing” and on cochlear
implants as a solution for deafness, health care
practitioners ignore the complex work required
to maintain cochlear implant infrastructures, as
well as other kinds of structural transformations
needed to create more just worlds for all people’
They disregard the structural advocacy work done
by disability activists in India and internationally
to transform existing structures. India signed and
ratified the United Nations Convention on the
Rights of Persons with Disabilities in 2008 and
2009, and this convention goes further than any
other United Nations treaty in stressing the role of
social, political, and economic rights in its attempts
to build a more equitable and accessible world.® As
the convention stresses, it is important to consider
social and economic rights when thinking about
disability and not just abstract ideas of civil and
political rights. I build on work on structural com-
petency frameworks to analyze structure in terms
of both infrastructure and the ideological struc-
tures that devalue disability and non-normative
embodiment. Focusing only on one sense, neglect-
ing maintenance, and failing to see disability rights
as valuable are forms of structural violence.

To be clear, I do not have a normative or pre-
scriptive argument regarding cochlear implants
and recognize that they can be transformative for
people. It is exactly because they can be “life chang-
ing” that there should be enabling structures and
policies surrounding their provision. If the state is
going to provide them, it must also provide chil-
dren with the necessary infrastructure and support
to succeed, in addition to recognizing the complex
role of multinational corporations and the multiple
interests of health professionals. Children who ul-
timately stop using implants because of breakage,

obsolescence, or other reasons are often left worse
off than before and are not given other options
for communicating and engaging the world. My
concern is ensuring that deaf children have access
to language and to societies that allow them to
maximize their potential, broadly defined, and not
defined just as the ability to listen and speak.

What is a cochlear implant? Unlike a hearing
aid, a cochlear implant bypasses many parts of the
acoustic hearing system and electronically stim-
ulates the auditory nerve to produce hearing. A
cochlear implant has two main parts: a surgically
implanted component (the internal part), in which
the most significant element is the electrode array,
and an external processor. The battery-operated
processor is typically worn behind the ear and hasa
cable with a magnet in it that communicates with a
receiver. The receiver transmits sound information
to the electrode array. Each electrode stimulates
a specific frequency range in the cochlea, which
then stimulates auditory nerve fibers associated
with that frequency. Adjusting to implant hearing
takes time and work. Two to three weeks after the
electrode array is inserted, an audiologist activates
the external processor using proprietary software.
The audiologist then adjusts the settings for each
electrode and creates a range of hearing between a
threshold level (the least amount of electrical stim-
ulation possible) and a comfort level (the loudest
sounds that the person can tolerate). This is called
“mapping” the implant. The goal of mapping is to
optimize the implanted person’s access to sound
by adjusting input to the specific electrodes. As the
person becomes accustomed to the implant, the
map needs to be adjusted, and typically the person
will return to the audiologist frequently after the
initial activation and mapping. Most people who
receive implants can expect to have a stable map
established within eight to eighteen months after
activation. In addition, the external processor,
much like a hearing aid, has cables, coils, magnets,
microphone covers, and other breakable essential
components.

Importantly, cochlear implants are manufac-
tured by four multinational corporations: Cochlear
in Australia, Med-El in Austria, Advanced Bionics
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in the United States, and Neurelec in France. Each
company has patented its internal components,
processors, devices such as coils and magnets, and
spare parts. Except for Neurelec, the companies
all have headquarters in India and employ Indian
audiologists and speech and language therapists.
These professionals aid the state in developing
newborn hearing screening and cochlear implant
infrastructures around the country; they also often
conduct training for surgeons and re/habilitation
workers in both government and private institu-
tions, including in locations outside metro areas. In
addition, they create branded re/habilitation mate-
rials to be used by therapists and families alike and
provide help with troubleshooting devices. These
professionals thus support the state, surgeons, re/
habilitation professionals, and implant recipients
and their families; the companies often do the work
of developing infrastructure.

While there are efforts to develop an “indig-
enous Indian implant,” spearheaded by the Indian
Defense Research and Development Organization,
currently Indian children and their families must
negotiate complex dependencies on and with mul-
tinational corporations. This is the case because
families need to maintain the cochlear implant
processors—the processors require cables, coils,
batteries, and microphone covers, among other
things—and they also must upgrade from one pro-
cessor to another if the model that the family has
been given becomes obsolete. Processors become
obsolete at different times in different geographic
locations. In India currently, and in contrast to
countries in the Global North, the main processor
distributed through government programs does
not have noise cancellation or speech-focusing
technology and, as a result, Indian children utiliz-
ing the program are implanted behind wealthier
Indian children who can afford the latest technolo-
gies on the private market, as well as children in the
Global North who receive implants through public
and private insurance programs.® This decision
not to provide the latest technology is particularly
problematic because deaf children work through
degraded signals as it is° And the lack of noise
cancellation or speech focus is especially egregious

in an Indian context in which schools, homes, and
other everyday institutions are noisy. Strikingly,
this processor was never available in the United
States or Europe, and it is marketed and distributed
exclusively in developing contexts, of which India
is one. To be clear, multiple processors are available
on the private market in India, and families with
funds can purchase more expensive and newer
processors. A singular focus on “a right to hearing”
thus obscures political-economic hierarchies.

(Infra)structural competency and the
neglected work of maintenance

According to Jonathan M. Metzl and Helena Hansen
in their landmark work on structural competency,
“structure implies the buildings, energy networks,
water, sewage, food and waste distribution sys-
tems, highways, airline, train and road complexes,
and electronic communications systems that are
concomitantly local and global, and that function
as central arteries in some locales and as sclerotic
corollaries in others.” In this section, I discuss the
work of building cochlear implant infrastructures
and the role of national and multinational actors.
I then foreground the importance of maintaining
such infrastructure.

Much of the work on technology develop-
ment and transfer in the realm of disability in the
Global South focuses on accessibility, affordability,
sustainability, and maintainability. In the interna-
tional disability and development realm, there is a
growing focus on the importance of assistive tech-
nology, which includes “hearing aids, wheelchairs,
spectacles, prostheses and devices that support
memory, among many others.™ The Convention
on the Rights of Persons with Disabilities advocates
for state parties to ensure the provision of assistive
technology for everyday life (article 20) and in re-
habilitation (article 26). It also stresses that assistive
technology can be a leveler in empowering people
with disabilities and that nation-states should
share technical and scientific research related to
the development of such technology (article 32).
However, as John Borg, Stig Larsson, and Per-Olaf
Ostergren point out, despite this emphasis on the

42

JUNE 2023 VOLUME 25 NUMBER 1

Health and Human Rights Journal



M. FRIEDNER / GLOBAL VOICES FOR GLOBAL JUSTICE: EXPANDING RIGHT TO HEALTH FRAMEWORKS, 39-50

importance of assistive technology, “except for
personal mobility, the [Convention on the Rights of
Persons with Disabilities] seems not to give persons
with disabilities the right—or legal support—to
approach their government to demand necessary
assistive technologies at affordable cost, which for
many may be at no or very little cost.” In research
on wheelchairs and other assistive aids in the Glob-
al South, scholars and practitioners have pointed to
the importance of technology that is accessible and
maintainable, and available to be repaired using
locally sourced materials.'* In India, the growing
field of assistive technology focuses primarily on
individualized technological solutions. Incubators
and accelerators funded by the Indian government
and corporations encourage the development of
sustainable assistive technology, an individualized
infrastructure.

The World Health Organization, in collab-
oration with national government agencies and
nongovernmental organizations, has produced
handbooks such as Guidelines on the Provision
of Manual Wheelchairs in Less Resourced Set-
tings (2008) and Preferred Profile for Hearing-Aid
Technology Suitable for Low- and Middle-Income
Countries (2019), which explicitly discuss sustain-
able design and maintenance. The World Health
Organization, however, has not released any such
guidelines for cochlear implants, although in its
2021 World Report on Hearing, it (vaguely) mentions
the importance of sustainable cochlear implant
programs. While a hearing aid is considered as-
sistive technology, a cochlear implant processor
is not. Yet the same issues of affordability, access,
and maintainability exist for the external processor
as for a hearing aid; batteries, coils, cables, micro-
phone covers, and magnets, among other things,
must all be maintained and often replaced.

India’s ADIP scheme is also concerned with
affordability and sustainability, and it has focused
on manufacturing aids and appliances in India.
The scheme began in 1981 with a stated goal to

assist the needy disabled persons in procuring
durable,  sophisticated ~ and  scientifically
manufactured, modern, standard aids and
appliances to promote physical, social, psychological

rehabilitation of persons with disabilities by
reducing the effects of disabilities and at the same
time enhance their economic potential. Assistive
devices are given to [persons with disabilities] with
an aim to improve their independent functioning,
and to arrest the extent of disability and occurrence
of secondary disability.”®

The ADIP scheme’s goal is thus to maximize
individual functioning through the provision of
individual devices and technologies.

In 2014, in response to negative perceptions
and in a desire to technologically scale up under
the ruling Bharatiya Janata Party’s “Make in In-
dia” campaign, the ADIP scheme began including
“modern” and “technologically complicated” de-
vices such as electric tricycles, smart canes, and
digital hearing aids. Also in 2014, following the es-
tablishment of state government cochlear implant
programs in Kerala, Andhra Pradesh, and Tamil
Nadu and in the Indian Armed Forces’ health ser-
vices, cochlear implants were added to the ADIP
portfolio for prelingual deaf children five years of
age and under (exceptions are made for children up
to six years of age) and postlingual children under
the age of twelve who lost their hearing after the age
of four or five. To be eligible, children cannot have
additional disabilities.

To receive a cochlear implant through the
scheme, the child’s family must have monthly in-
come below Rs 15,000 (US$198). Partial inclusion in
the scheme is possible for families with income be-
low Rs 30,000 (US$396) a month. The government
purchases cochlear implants from one of four major
manufacturers through a competitive bidding pro-
cess through which the contract is awarded to the
lowest bidder that meets specification requirements.
The cochlear implant is by far the most expensive
device distributed through the ADIP scheme. The
total package costs Rs 6 lakhs (US$7,934) and cov-
ers implantation, the external processor (which has
a two-year warranty), batteries and replacement
cables and coils, and two years of re/habilitation at
an institute or provider enrolled in the program.
By way of comparison, the second most expensive
device under the scheme is an electric scooter that
costs Rs 36,000 (US$476). According to ADIP
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guidelines, hearing aids for school-going children
can cost up to Rs 12,000 (US$157), while hearing
aids for everyone else are covered up to Rs 10,000
(USs$132), a significantly smaller financial invest-
ment than that for a cochlear implant. The cochlear
implant program is an ambitious flagship program
that is often featured in the popular media in heart-
warming stories about children who can now hear
and speak thanks to the generosity of the state and
the skilled work of surgeons.

To learn how cochlear implants came to be
included in the ADIP scheme, I interviewed a man
I call Alok Sharma, a former joint secretary in
the Ministry of Social Justice and Empowerment.
Sharma is an Indian Administrative Service officer
who is much respected by both the mainstream
disability community and re/habilitation profes-
sionals for his ability to get things done. Sharma
efficiently and energetically told me that the ADIP
scheme was revised when the ministry realized that
new technology was available and that the current
level of funding per beneficiary was very low. The
ministry sought out stakeholder participation,
including input from the All India Institutes of
Medical Sciences, the Ali Yavar Jung National In-
stitute of Speech and Hearing Disorders, cochlear
implant surgeons, cochlear implant distributors,
and the Ministry of Health (there was no partic-
ipation by signing deaf individuals or groups).
Sharma continued: “And based on this stakeholder
participation, we found out that if we do large-scale
cochlear implants within the country, then the
process of implementation of the cochlear implants
will become popular, the cost of cochlear implants
will come down—because it would get government
supported.” He also said that because of “a trans-
parent process using web-based platforms and
application portals,” “large-scale” cochlear implan-
tation is now happening in India. He summarized
his work as follows:

We did three things. One, we brought down the
prices of cochlear implants. We brought into India a
culture of cochlear implants. We brought the culture
of training the children, after the cochlear implants,
with their parents. As well, we brought a culture

of getting the doctors to do the surgery also. There
are a large number of government hospitals which
undertook the surgery. We empaneled the hospitals,
we empaneled the doctors. All that also happened.
So ultimately, it was an all-round process.

As Sharma noted, private and public hospitals all
over India have been empaneled (enrolled) in the
program to perform cochlear implant surgery. Sur-
geons are mentored by more experienced surgeons
who are sponsored by cochlear implant companies,
the hospitals, or the state. Audiologists and speech
and language therapists have also been empaneled.

Every application for an implant through the
ADIP scheme is uploaded onto a central govern-
ment site along with the required paperwork, such
as audiograms, CT scan results, medical reports,
disability certification, Aadhaar number, proof of
income, and birth certificate. After someone is ap-
proved for a cochlear implant, he or she is placed on
a waiting list, which—in the interest of transparen-
cy—is available for public viewing on the ADIP web
portal. As implants are delivered by the contracted
companies, the Ali Yavar Jung National Institute of
Speech and Hearing Disorders slowly and incremen-
tally sends them out to the empaneled surgeons and
facilities. Families then receive notification that they
are to report to a hospital for surgery; the surgery
typically requires an overnight stay.

Approximately three weeks after surgery,
families report to an audiology clinic for activation.
Cochlear implant activation videos are ubiquitous
on YouTube and other social media. In a typical
video, the camera focuses on a small child as the
child’s implant is activated in a clinic. The child
ostensibly hears or senses something, celebratory
tears are shed, and the child is sent back out into
the world—the child, the family, the implant, and
the new sense of hearing. However, this is not all
that happens when a cochlear implant is activated,
or “switched on.” At the time of activation, the fam-
ily is given a large kit in a cardboard box, a duftel
bag or backpack, or a hard-plastic box, depending
on the manufacturer. The kit contains individually
wrapped spare magnets, cables, batteries, battery
chargers, microphone covers, small tools for clean-
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ing the processor, and a thick instruction manual,
among other things.

And this is where infrastructure breaks down:
most of the Indian families I met received no infor-
mation about implant components and the need for
their care and maintenance practices before activa-
tion. While I observed audiologists discussing the
external processor with prospective families during
orientation sessions, I never saw a discussion of
cables, coils, or even batteries. Families typically
did not see these things until activation day. Some
audiologists informed me that their practice was
to activate the implant and then give the kit to the
family. They would then send the family, lugging
the kit, to lunch or tea “to process everything” and
tell them to return to the clinic afterward. At that
point, the audiologists would explain the care and
maintenance processes and go through the objects
in the kit with the family. Although these things
are not included in the cochlear implant activation
videos that circulate online, for the family, receiv-
ing the kit and learning about the different devices,
cables, batteries, and spare parts and their mainte-
nance is a significant part of activation.

On the importance of maintenance and re-
pair, Stephen Graham and Nigel Thrift write, “It
becomes increasingly difficult to define what the
‘thing’ is that is being maintained and repaired. Is
it the thing itself, or the negotiated order that sur-
rounds it, or some ‘larger’ entity?”” As Graham and
Thrift stress, concerns about maintenance are not
just concerns about particular devices, here cochle-
ar implants; rather, they index larger issues within
a structuring order that are political as much as
they are personal.”® Indeed, while the state argues
that cochlear implant maintenance is a personal
expense and responsibility, I see this individualiz-
ing of maintenance work as a political move that
absolves the state of responsibility.

Arguing that scholars and laypersons alike
are overly attentive to innovation and ignore
maintenance, Andrew Russell and Lee Vinsel de-
fine maintenance as “all of the work that goes into
preserving technical and physical orders.™ With
regard to maintenance and repair, scholars have
analyzed the emergence of informal maintenance

and repair workers who creatively tinker with and
fix things—particularly mobile phones and televi-
sions and stereos using recycled and repurposed
parts.?® In contrast to this body of literature on the
important work of maintenance and repair, cochle-
ar implants represent a hard limit to this discourse.
While families and individuals can maintain ex-
ternal processors (albeit only for so long) through
daily cleaning routines, they cannot repair these
devices. “Spare parts” must come from cochlear
implant corporations or licensed suppliers, and
they are prohibitively expensive, with a cable or
battery easily costing a half a month’s salary or
more for a low-wage worker.

Some state programs, notably those in Kerala
and Tamil Nadu, provide lifelong maintenance
support in their schemes, including free replace-
ment parts, but the processes that families must
go through to get replacements and repairs involve
many bureaucratic steps and are often inconsistent.
Government officials and other stakeholders know
that people cannot afford maintenance or repairs,
but it is easier to critique parents than it is to blame
political-economic structures.” Indeed, a govern-
ment audiologist once told me, “This scheme is
exactly for people who cannot afford to maintain
implants,” while many surgeons told me vaguely
“people will find a way to maintain the devices” af-
ter implantation. After implantation and a two-year
period, families are on their own. Stories abound
of children who have become “nonusers,” or gone
“off-ear,” with the blame for their noncompliance
placed squarely on the families for being lazy or
careless, or for not saving up the money needed to
maintain their children’s implants. Indeed, during
my research, surgeons and allied health profession-
als often told me that if families did not pay for
anything, they would not value the devices, which
was contradicted by what I saw in the field: parents
who admonished their children not to play during
school recess in order to avoid their devices break-
ing, parents who would not permit their children to
go out in the rain for fear of water ruining devices,
and parents who begged their children’s teachers
and schools to keep an eye on their child’s proces-
sors. Such parents know that they will be blamed
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for device breakage or, more importantly, that they
will struggle to afford repairs.

This analysis of the ADIP scheme points to
the importance of both maintaining infrastructure
and thinking about infrastructure across different
scales. While the state has focused on developing
a country-level cochlear implant infrastructure,
it has neglected to think about the ways that this
infrastructure is enacted in individual bodies and
relationships and the complex work that families
must do to maintain this infrastructure. “A right
to hearing” might be replaced or at least augmented
by a right to maintenance and repair or a right to
a functioning device that does not cause families
to need to make impossible decisions about wheth-
er to buy food or implant batteries.?? Ultimately,
families must engage with cochlear implant man-
ufacturers themselves, which may have different
motives and goals than the state. It is thus crucial
that concerns about maintenance and repair—and
who is responsible for such acts—become part of
discussions about structural competency.

Ableism and structural competency

A singular focus on the right to hear also reflects
assumptions about what it means to be a valuable
human being. Metzl and Hansen note in their work
on structural competency that “structure connotes
assumptions embedded in language and attitude
that serve as rhetorical social conduits for some
groups of persons, and as barriers to others.™ In
this section, I focus on the need for an analysis of
ableism, or beliefs and practices that devalue and
discriminate against disabled people, as an essen-
tial part of structural competency. I then argue for
the importance of political, economic, educational,
and social work to create more enabling infrastruc-
tures; such work and infrastructures can serve to
combat ableism.

Deaf communities around the world, includ-
ing in India, have had strongly negative reactions
to cochlear implants, and they have been called
unethical and unnecessary. For example, Paddy
Ladd writes that cochlear implantation is an ex-
ample of “neocolonialism” motivated by economic

profit, it imposes scientific technology on and in
deaf people.>* Similarly, Harlan Lane argues that
cochlear implants are a means of controlling, med-
icalizing, and disabling deaf people and that their
use will lead to the “eliminat[ion] of Deaf culture,
language, and people.” Such strong positions have
increasingly become nuanced, with more sign-lan-
guage-speaking deaf people in the Global North
choosing to get implants as teenagers and adults
while also remaining involved in deaf communi-
ties. In contrast, very few of the Indian surgeons,
audiologists, and speech and language therapists
whom I interviewed had any awareness of India’s
deaf communities, dense social networks, or cul-
tural and sporting clubs.

Surgeons, audiologists, and speech and lan-
guage therapists often stressed to me that they
thought it was “very difficult” to be a deaf signing
person in India, that few people knew ISL, and
that there were few schools and employment sites
available for signers. I also attended cochlear im-
plant conferences in India where surgeons and
re/habilitation professionals (dismissively) spoke
of American Sign Language or just an unmarked
“sign language,” thus revealing that they were not
aware of the existence of ISL, let alone state efforts
to institutionalize ISL with and through the Indian
Sign Language Research and Training Center. In
observations of speech and language therapy ses-
sions, I noted that therapists often spoke of “total
communication” or “gesture” instead of ISL; they
also never mentioned the possibility of ISL-based
early intervention or education. In one remarkable
exception, the chief orator at an Indian cochlear
implant conference in 2019 was an experienced
audiologist and speech and language pathologist
who used her platform to stress the importance
of ISL and to point out that both Indian disability
laws and the Convention on the Rights of Persons
with Disabilities mention sign language. She asked
those present to stop ignoring ISLs existence and
to educate themselves about it. The audience lis-
tened politely, and then subsequent presentations
returned to the topics of surgical techniques and
the importance of bilateral implantation.

Performing cochlear implant surgeries and
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working with cochlear implant recipients are
considered prestigious and lucrative professions.>
Cochlear implant surgeons have revered status, as
they are seen as the people who make children hear,
and their expertise is unquestioned.” However, and
unfortunately, they often disparage other paths for
deaf children and do not see the importance of ed-
ucating themselves or families about the effects of
language deprivation and the need to nurture and
support multiple re/habilitative paths involving
senses other than audition and modalities other
than verbally speaking. For example, I interviewed
a Delhi-based surgeon about someone whom he
had implanted when the child was five. The child
was 11 at the time of our interview and was not
listening or speaking; his implant had also broken,
and the family did not have funds to replace it. I
asked the surgeon what he thought should be done
and I wondered if the child should be referred to a
sign language-based school. He told me that he did
not support this idea because the child should learn
to listen and speak. He was unaware of the fami-
ly’s financial struggles and the heavy burden they
were experiencing. Indeed, in this case, the family’s
struggles affected not only the child’s hearing but
the mother’s health. Since they had migrated from
a rural area to Delhi and were living in a dense
neighborhood, the mother had contracted tubercu-
losis and had to then avail herself of government
tuberculosis programs.

Another example of a surgeon who refused
to consider options other than speech: I met a
surgeon who performed surgery on older children
who did not become listeners or spoken language
users; other surgeons, audiologists, and speech
and language therapists had criticized his work.
To restore his reputation, Praswant Bal created an
app for mobile devices that allows deaf children to
learn sounds (not language) by seeing immediate
feedback on their production. Children using the
app look at the screen and practice pronouncing
“ma,” “ta,” “pa,” and other sounds, and the app tells
them if and when they are vocalizing these sounds
properly. The app’s brochure claims that in trials,
“completely deaf and mute persons” have learned to
utter eight sounds in a matter of weeks. Bal’s proj-

» «

ect has been funded by the central government: it
tulfills the state’s desire for innovative and techno-
logical projects that utilize existing infrastructure
and are “make in India.” A state government was
excited about the project and permitted a pilot in
deaf schools in the state, in which the children used
instruction time to practice uttering sounds. This
brings up questions about privileging the produc-
tion of sounds over learning language and subject
content—perhaps in ISL. The surgeon was uninter-
ested in ISL, insisting that it could not be used to
communicate effectively in the world. He was also
unconcerned about a deaf school using instruc-
tional time to teach sounds instead of language or
academic content. He instead focused on feedback
from parents who were ecstatic that their deaf
children were uttering the sounds “Ma” and “Pa.”
This surgeon’s endeavor articulates with points
made in the previous section—the state’s desire to
create technical infrastructures and the valuing of
such infrastructures above all else—and the ways
that these desires often result in obfuscating other
possibilities such as learning ISL and becoming a
signer.

Health care practitioners must analyze their
biases in relation to deafness and disability because
such biases impact the kinds of choices families
might have, as well as the current and future
availability of enabling social and economic in-
frastructures. Disabled people consistently report
their quality of life as being higher than what is
expected or assumed by non-disabled people.?®
Disability studies scholars have often stressed the
importance of a social model of disability in which
social, political, and economic barriers to daily life
and participation are the focus of remediation; cure
comes from social fixes. More recently, scholars
have called for an explicitly political-relational
model of disability that analyzes how disability is
a political category created in relation to norms
and structures’® What would happen, then, if
health care practitioners saw and presented to
parents ISL as a viable and valuable option? Why is
cochlear implantation considered the only option
and path available? Indeed, health professionals
often possess a narrow definition of what it means
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to be “normal,” and this points to the necessity of
political, economic, and social work to create more
enabling infrastructures.?

Disability justice as a key component of
structural competency

Health and human rights scholars have stressed the
need to focus on more than just civil and political
rights; they argue for the importance of social and
economic rights and emphasize that health care
practitioners have a role to play, particularly in how
they understand the role of the state and the impact
of political-economic structures in creating health
care inaccessibility’> Recently, disability justice
scholars and activists have called for recognition of
the ways that disability is an intersectional issue and
of the relationships between disability, race, class,
geographic location, gender, and capital, among
other things. These scholars and activists have
pointed to the importance of nuancing disability
rights frameworks to address the workings of pow-
er and inequality Additionally and importantly, I
argue that they provide a much-needed expansion
of how scholars focusing on health and human
rights have thought about access, infrastructure,
and ability.

In Ten Principles for Disability Justice, Pat-
ty Berne and the Sins Invalid Collective call for
an approach to disability that is anti-capitalist,
sustainable, and rooted in the experiences and
expertise of those most impacted by oppressive
social and economic systems?* While Berne and
Sins Invalid have proposed principles that emerge
from their work in North America, I see deep res-
onances and the need for a structural competency
approach to also engage with questions of disability
justice, especially in relation to infrastructure and
structure more broadly. Their principles point to
the importance of critiquing intellectual property
regimes that make cochlear implant maintenance
and repair so costly, as well as the absence of deaf
people involved in leadership and advisory posi-
tions within cochlear implant and re/habilitation
infrastructures. The movement and the principles

also emphasize the importance of focusing on in-
tersectionality and multiple and often competing
needs.

During the early days of the COVID-19
pandemic, for example, the father of a child who
received a cochlear implant through the Indian
central government program wondered why the
government had not given them food or money
instead of a costly device that the family cannot
afford to maintain. The same father said that he
and his family were just trying to stay alive. Such
statements stress the importance of considering
“the right to hearing” in relation to other rights.

In the case of cochlear implantation, health
care practitioners must consider the complex de-
pendencies that are created as the state implants
young children and as families become dependent
on multinational corporations for maintaining and
repairing their implant processors. While health
care practitioners might work with a family for a
finite time, that family’s relationship with cochlear
implant manufacturers is for a lifetime. The rela-
tionship does not end after surgery or at the time
that a child might attain so-called age-appropriate
listening and speaking skills. This dependence
is all the more fraught because families are often
not aware of other options besides implantation.
Beyond this physical infrastructure, ableism is a
structure of thought that serves to limit possibili-
ties for treatment, care, and ultimately all aspects
of everyday life. Regardless of hearing status, all
children have the right to maximize their potential.
Health practitioners have a role in expanding how
we might measure potential more broadly; poten-
tial does not just start and stop at hearing.
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Abstract

Extended life expectancies and shifting dynamics in chronic disease have changed the landscape of public
health interventions worldwide, with an increasing emphasis on chronic care. As a result, transition
from pediatric to adult care for medically complex adolescents and young adults is a growing area of
intervention. Transition medicine is a nascent field whose current emphasis is on middle- and high-
income countries, and thus far its methods and discourse have reflected those origins. Through several
case-based examples, this paper aims to highlight the possibilities of an analytic approach grounded in
structural competency for transforming transition medicine through a human rights-based framework,
with an emphasis on imagining a more global framework for transition medicine. Our cases highlight
the disparities between patients navigating pediatric to adult-based care, illuminating social stigma,
stratification between public and private insurances, engagement in risk-taking behaviors, family
conflict, and challenges with transition readiness. To reimagine transition medicine so that it is based
on human rights, we must prioritize structural solutions that embrace multisectoral integration and
holistic mental health support rather than oppress and marginalize these critical systemic adaptations.
We aim to reconfigure this scaffolding to center structures that integrate holistic well-being and imagine
alternate realities to healing. Our work contributes to the literature bringing structural competency to
new spaces of clinical practice, contextualizing new frontiers for the exploration of chronic diseases

across diverse clinical contexts worldwide.
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Introduction

As extended life expectancies and shifting dy-
namics in chronic disease change the landscape of
public health interventions worldwide, chronicity
has become a growing area of study. Gains in life
expectancy pose new challenges for ensuring the
health of populations in diverse socioeconomic, po-
litical, and cultural contexts. Of particular interest
to this paper, gains associated with “Western” bio-
medicine have enabled many with pediatric-onset
diseases to live into adulthood. In the United States,
Canada, Australia, and Western Europe, ensuring
the safe transition from pediatric care to adult care
has grown into a burgeoning clinical and research
field organized under the framework of transition
medicine.

Transition medicine is a nascent field that has tra-
ditionally been salient in high-income countries,
with its methods and frameworks reflecting these
origins. To the best of our knowledge, frameworks
and structures around pediatric-to-adult transition
have been shaped by the resources—both cultural
and material—available in places like the United
States, Canada, and the United Kingdom." Though
unique challenges present themselves depending
on the overarching health system (e.g., US indi-
vidualized health insurance versus the National
Health Service in the UK), many common themes
present across these geographically and culturally
diverse situations.* Transition medicine is a di-
verse and vibrant field that has maintained close
attention to the lived experiences of transitioning
young adults and adolescents and centers its work
and study around health care transition (HCT) for
children and youth with special health care needs.?
HCT is the formal model for standard of care uti-
lized by those who practice transition medicine.
This emphasis on HCT has generated frameworks,
such as SMART, which allow for understanding
transitioning youth (from pediatric to adult-based
care) in context and for predicting and maximizing
transition readiness.*

Adolescence is a critical developmental stage
with important milestones, including increased
desire for independence, self-discovery around
sexuality, and emotional regulatory changes, par-

ticularly sadness and depression’ Without secure
support through this transition, those already
marginalized are at increased risk for further mor-
bidity. Important to this work is the recognition
that HCT could benefit from attention to structural
oppression that unequally affects youth with chron-
ic diseases and demonstrates the limits of existing
systems in addressing these patients’ needs. Access
to culturally responsive, situationally appropriate
care is a priority for all youth but is particularly vi-
tal for those with chronic conditions or living with
disability. While social-ecological frameworks
have been integral in framing youth at the center
of competing forces that affect readiness for and
success in transition to adult care, greater attention
to structural inequality would benefit the field as
we imagine an expansion of its principles to diverse
global contexts. An emphasis on structural com-
petency in the design and evaluation of transition
programs, as well as the framing of these resources
as a right to be fought for, is key.® As advances in
modern biomedicine have allowed for extended life
expectancies, there is a need for a human rights-
based approach to ensure the dignity and longevity
of adolescents and young adults with chronic ill-
ness. It is, as we argue, our obligation to actively
dismantle structures upholding and perpetuating
inequity in this already vulnerable population.

The evolution of a rights-based model to
transition

We ground our argument for HCT in an attentive-
ness to the right not only to health, but to the civic,
political, and economic rights that enable youth
to flourish in their communities” This paper, an
outgrowth of interdisciplinary and transnational
collaboration in Ghana and the United States, is
rooted in the conviction that transition support is
an important site of intervention for ensuring the
rights of adolescents and young adults living with
chronic disease worldwide.®

While this paper is not the outcome of a for-
mal qualitative research study;, it is the product of
over a decade of collaborative research between
several authors of this paper. Thus, while this piece
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is not an ethnography, it is deeply ethnographic in-
sofar as it draws on the ethos of deep participatory
exploration, collaboration, and communication.
This collaboration is rooted in a long-standing
working relationship between two of the authors
(LR and CKH) through a variety of projects re-
garding transition-age youth. Their conversations,
built from shared experience working on these
issues in Ghana, formed the impetus to engage this
topic. Another Boston-based collaborator, LL, has
worked with LR in a transition clinic in Boston.
Many of the challenges identified in transition
medicine in the United States emerged from this
working relationship. Recently, Philadelphia-based
author MM began engaging with this team regard-
ing challenges in transition medicine with a global
lens rooted in structural competency, cultural hu-
mility, and anthropological thought and methods.
Drawing on both her anthropological expertise and
the other collaborators’ years of experience, our
team started with a series of open-ended, though
often case-based, discussions taking place over the
course of several months, engaging in a constant
comparative method akin to that which undergirds
grounded theory.”

Early conversations took the shape of brain-
storming about the challenges we face with
transition-age youth in our clinical disciplines
and locations.” Subsequently, we began organizing
these freeform conversations into thematic buck-
ets, refined until we reached collective agreement.”
Our goal was twofold: more practically, we sought
to problem-solve issues we had seen in all three
locations; more globally, we sought to imagine a
future for global transition medicine. Ultimately,
the themes elucidated in this paper emerged from
these conversations among the authors which
highlighted challenges with HCT in our respective
clinical practices. Through these conversations
and experiences, we noted patterns that could be
addressed most holistically by applying a rights-
based approach. To further support the exploration
of this framework, we engaged the transition med-
icine literature to understand if this had ever been
done before; literature referenced was chosen for
its salience to practitioners in transition medicine,

RIGHT TO HEALTH FRAMEWORKS, 51-65

with additional PubMed searches performed for
resources regarding the HCT approach and its
relationship to inequality and marginalization.
Thus, the selection of our rights-based framework
emerged from these collaborative conversations,
our thematic exploration, and consensus after re-
view of the literature, read against our collective
clinical experiences. What emerged is a consensus
view of these authors regarding challenges and
opportunities embedded in existing transition
frameworks.

Frameworks in transition medicine:
Identifying existing challenges

As patients with pediatric-onset disease live in-
creasingly into adulthood, transition medicine has
become a growing field in many resource-rich set-
tings. Optimal transition is not simply the transfer
of providers but rather an integrated, systematic
response to support the transfer of care from a
pediatric to an adult medical home.” Systemic and
structural support is important (e.g., transferring
medical records, finding new sub-specialists), par-
ticularly at this time of developmental transition.
We acknowledge that adolescence has salient repre-
sentations across cultures, where it may be framed
as a unique developmental period of major life
transition, though noting that this period may be
framed differently in different contexts.”* While the
social salience of adolescence varies, institutional
structures related to pediatric versus adult care
mean that this time is a significant period of tran-
sition. Adolescents and young adults with chronic
medical conditions who may have grown up with
their pediatric providers like family members must
move on.

Moreover, in many contexts, this develop-
mental period is marked by increased personal
independence, often guided by adult role models.
Medication and therapeutic adherence is most vul-
nerable during this transition given that adolescents
and young adults can lose sight of self-management
as their caregivers and providers give increasingly
more autonomy.® This can be particularly at risk
when these relationships are also in flux during this
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period.* Many innovators have sought to integrate
skills-based learning to help these patients grow
into their roles to self-navigate, self-advocate, and
self-manage their chronic disease.” This is particu-
larly important for those with multiply marginalized
identities who must also navigate bias.

Though pediatric-to-adult transition medicine
is still new, the commonly accepted methodology
usually includes certain standard elements: (1)
transition policy; (2) patient registries (tracking
and monitoring); (3) readiness assessments; (4)
planning; (5) transfer of care; and (6) transition
completion with post-transition feedback.® Though
these elements can serve as building blocks and
integrate into existing health care infrastructure,
they often center dominant identities. One exam-
ple of these elements is the concept of transition
registries. Rarely, if ever, do transition patient
registries intentionally collect data to measure
patient-facing equity indicators (e.g., self-identified
gender, ethnoracial categories, or socioeconomic
status), structural influences, or identities that may
reflect how that patient interacts with the system
and how the system then interacts or interferes
with their ability to feel safe and cared for. Data
typically collected on registries include name, date
of birth, documentation of current and future pro-
viders, and readiness assessments. Gottransition.
org, which has set the “gold standard” for these
templates, has no mention of collecting ethnoracial
data, gender identity, or socioeconomic or insur-
ance status, undermining the critical importance
that this type of data has on the patient’s and fam-
ily’s ability to have a safe and successful transfer of
care. As noted by Maria Diaz-Gonzalez de Ferris et
al., without intentionally collecting data on types
of insurance, primary language, or other ecological
factors impacting care, certain communities are
disproportionately marginalized.”

Transition-readiness assessments also often
value a notion of self-advocacy within certain
culturally bound developmental milestones that
are framed as universal, failing to account for both
cultural variation in the valorization of these traits
and structural barriers to enacting these ideals
where they are valued. Following Jonathan Metzl

and Helena Hansen, we place greater emphasis
on structural barriers and inequalities and are
hesitant to fall back on cultural frameworks for
understanding differences in transition readiness.>
One question included in the Transition Readiness
Assessment Questionnaire, a commonly used and
validated readiness assessment, asks “Do you get
financial help with school or work?” as an indicator
of transition readiness. We are advocates for de-
tailed social histories, which can provide valuable
information for provider-driven resources.” There-
fore, we recognize the importance and careful
crafting of the Transition Readiness Assessment
Questionnaire as an instrument, but can also imag-
ine a scenario where this is being asked by a white
provider in the United States to a young person of
color who recently lost financial aid due to strug-
gles with substance misuse. Or we might consider
this being asked of a young adult who was not able
to submit applications for assistance because they
were recently incarcerated. We propose that these
questions are important questions to answer not
as a marker of readiness but as a point from which
to strategize around structural barriers needed to
overcome to provide rights-based and equitable
transitions of care. These conversations could be
integral to the process of “warm handoffs,” a rec-
ommended component of transition care in which
providers discuss patients undergoing HCT.

The above examples reflect just a few existing
challenges in transition medicine. Our observations
of patterns in this work underscore the variations
in rights and access to services across the geo-
graphic spaces in which we practice. In the United
States, where many of our collaborators are based,
steep hierarchies exist across racialized, classed,
and gendered lines, making access to care and safe
transition deeply variable.”> In Ghana, based on
our experience, similar but overlapping challenges
exist, framed in colonial perceptions of care equity.
Colonial notions promote the ideal of “Western”
care as the gold standard. Without understanding
the local context, these notions further create ineq-
uities in Ghana. In our work, we have observed the
following patterns that have shaped our impetus to
evolve and restructure how we practice transition
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medicine.

With a failure of empowerment, accountability,
and participatory approaches, transition often flat-
tens differences between patients and their desires
for seeking care. People living at the intersections
of multiple marginalized identities tend to suffer
disproportionately, and transition programs, where
they exist, intentionally allow for provider discre-
tion in handling care to promote a patient-tailored
response.” Though this can be extremely beneficial
to patients’ unique needs, it leaves room for both
implicit and explicit bias in the handling of the
transfer of care. Additionally, diversity in clinical
and healing perspectives is not often allowed for.
Those seeking care with both “traditional” and bio-
medical practitioners of healing are often caught in
the middle. The minimal integration of “tradition-
al” and “Western” medicine often makes patients
choose between the two, specifically in lower- and
middle-income countries like Ghana. By doing this
both within HCT and within the greater context of
medical pluralistic hierarchies, we fail to recognize
that our patients and their families have deep-seat-
ed beliefs in traditional practices.*

Patient “desirability” often shapes transition
practices, and without legality and accountability
embedded in health care structures, further mar-
ginalization is a result. As previous scholarship
has demonstrated, the perception of the “difficult”
patient is not equally applied to all populations.”
This is no less true in transition medicine. In
our collective experience, those with histories of
substance misuse, or behavioral concerns that
manifest themselves in anger or violence, are more
often escorted to adult care.** Meanwhile, those
who are well established with mental support are
often kept in pediatric-based care. In the United
States, patients from non-white backgrounds are
disproportionately described as “difficult” or “an-
gry,” as opposed to a recognition that, for example,
“this family advocates for themselves well.” This
further illustrates that not all advocacy is perceived
the same, and sometimes this perpetuates inequity
when it is transformed into a tailored transition
experience.

The lack of nondiscrimination and equality
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structures promotes the recognition of those with
chronic issues of childhood as a “special group”™—a
recognition that does not get applied equally. In
the United States, where a robust system of ter-
tiary and quaternary care exists, providers often
face challenges with families and patients who
are long convinced of their unique characteristics
and who feel entitled to particular rights. In our
transition clinic in Boston—where, in order to be
referred to the clinic, patients must have at least five
comorbid conditions or significant psychosocial
vulnerability—we often find that those with priv-
ileged identities introduce as “the sickest patient or
most unique patient” we have ever met. Typically,
the patients who self-identify as especially vulnera-
ble are often not those identified by providers as the
most in need. The patients with the most vulnera-
bility (both relative to structural determinants and
chronic disease acuity) are usually more reticent to
advocate for themselves or to self-identify in a way
that suggests that they feel that the system is not
supporting them.

These challenges, in addition to differences in
ability to pay for care, access services, and navigate
systems, permeate our experiences in transition
medicine.

Toward a global transition medicine:
Rights-based frameworks for adolescent
and young adult care

Transforming transition medicine within a global
lens requires an attunement to the unequal land-
scapes in which this field is practiced. Moreover,
thinking about these practices and policies on a
global stage, it is imperative that we also mention
the role of colonialism in centering Eurocentric
understandings of pediatric-to-adult transition
medicine globally. We thus draw on work at the
intersection of structural competency and human
rights to ground our case analyses. Structural
competency and related frameworks, with their
interdisciplinary emphasis on health across socio-
political contexts, offer the ability to ground our
practice of transition medicine in the lived expe-
riences of adolescents and young adults in diverse
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sociopolitical contexts, understanding that the
needs of adolescents and young adults living with
chronic disease vary depending on local communi-
ties, their resources, and their sites of struggle.” In
this sense, successful HCT will not look the same in
the United States as it does in Ghana.

One model, the SMART model of transition—
which elaborates 11 domains of transition medicine,
from relationships to beliefs to skills and self-effica-
cy—focuses primarily on the individual or family
unit undergoing HCT. Notably, the model includes
one category, “pre-existing factors,” which are de-
scribed as less amenable to change.”® These include
sociodemographic and cultural factors—“age,
ethnic/racial identity, socio-economic status (SES),
culture of family and community,” and gender and
sexuality—that may impact HCT.» While these
factors are bracketed in this model, we believe that
they are essential to the understanding of how to
build equitable HCT structures worldwide. We thus
instead conceptualize the adolescents and young
adults as existing at the center of multiple overlap-
ping domains (see Figure 1)—their kin networks
and local communities, the institutions (medical
and otherwise) that they navigate in transition,
the health care and educational infrastructure of
their society, the cultural norms and ideologies
that shape their identity, the way they navigate
the world, and the global flows of information and
power that shape the health care they have access
to. As a result, we propose a structurally informed
expansion of the socio-ecological SMART model
informed by our transnational collaborations in
HCT. Our fundamental argument is that a safe,
structurally aware, and interpersonally supportive
transition to adult services is a key component of
the right to health for all people, particularly medi-
cally complex and vulnerable youth.

Pediatric-to-adult transition lends itself well
to a rights-based approach. This has been imagined
through the PANEL framework, which utilizes
five main principles: participation, accountability,
nondiscrimination, empowerment, and legality
Participation refers to equity in participation for
all stakeholders in decision-making. Accountabil-
ity within a rights-based framework ascertains

that “duty bearers” are held accountable to “rights
holders.” It would be fair in this context to define
rights holders as adolescents and young adults
with pediatric-onset disease and duty bearers as
the health system at large. Under the principle of
nondiscrimination and equality, all rights holders
are entitled to equal access to care. There should
be no discrimination of care based on one’s abil-
ity to pay for transportation or communicate in
common or colonial languages, for example. In
terms of empowerment, many such adolescents
and young adults are often part of many tradition-
ally non-dominant communities, with common
identities of neurodiversity or disability. It is crit-
ical that these communities and individuals have
systems-level empowerment so they can adequately
navigate the system and self-advocate for their care
in equity with other individuals and communities
from dominant societal groups. Finally, legality
refers to the need for congruence in legal rights.

From personal to structural: Cases in
transition medicine

The United States: Navigating generational
trauma and systemic bias

Let us consider a 21-year-old second-generation
Haitian American woman, Rose. Rose was born in
Haiti but grew up in Boston and recently graduat-
ed from a four-year university with a bachelor’s in
science. She is currently working at a tech start-up
where she does not have employee-based health in-
surance. She carries a diagnosis of bipolar disorder
and a more recent diagnosis of non-insulin-de-
pendent diabetes. Given her age, Rose is no longer
able to see her pediatrician for care, so she has
gone without care for several years and is unsure
where to go next in light of her insurance gap. She
is working on applying for public insurance to find
a new adult provider, a challenge that forces her to
encounter the lack of availability and accessibility
of services for those with public insurance, espe-
cially at transition age.

Rose’s mother has been somewhat skeptical of
her seeking care, based on several traumatic events
they both experienced while hospitalized upon first
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moving to the United States. Her mother often cries
while telling stories of being stuck with needles and
given medication while in the hospital without the
use of an interpreter. The lack of participation in
her own care has left her with traumatic memories.
She shares that she felt terrified not knowing what
she was given or why. After being given the medica-
tions in the hospital, she often woke up more tired,
confused, and unsure of how to ask for help. She
was never even told exactly what was wrong with
her at the time or how to take care of herself after
being discharged. Partially driven by these experi-
ences, when our patient talks with her mom about
her own feelings of depression, her mother often
first suggests traditional Haitian models of care.

FIGURE 1. Nested model of transition-age youth
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When Rose eventually obtains public insur-
ance, she is automatically assigned to a primary
care provider (PCP). Upon their first meeting, Rose
reports to the new PCP that she thinks her mom
carries similar symptoms of bipolar disorder, which
seem to have worsened after she experienced a near-
death event during an earthquake in Haiti. During
this visit with the PCP, our patient becomes tearful
when asked to follow up for routine age-appropriate
screening. She reports that last year, while hospital-
ized for a flare-up of her bipolar disorder, she was
forced to take new psychiatric medications without
her consent that sedated her for several days. Trau-
matized from that experience and reflecting on her
mother’s experience, she explains to the new PCP

onal training). transpor, tatio,,
N

W
\loCa J/Sfe
-\"\Q/S‘ /)7\9 pe
&@\ L
N
&
&’
S
& &8
S
& >
Y &
S N
N 2
© S
S & S
NS o S
& ~
0 Q) <
kY £ &
e} [}
= 3 &
= 5 2 -
(%] 5 o c
e e ol o
2 Q o al
u o [y
@ S s
— V) (%] =
53 § 5
= 2 & 5
) Z $ o
> 2 Y S K
S 7 Communities 5

Structures

Systems

JUNE 2023 VOLUME 25 NUMBER 1 Health and Human Rights Journal

57



M. MUNYIKWA, C. K. HAMMOND, L. LANGMAID, AND L. RATNER / GLOBAL VOICES FOR GLOBAL JUSTICE: EXPANDING

RIGHT TO HEALTH FRAMEWORKS, 51-65

her mistrust in the system. She indicates her desire
for the PCP to understand the cultural perspective
from which she is coming. The PCP, a white wom-
an, explains that the treatments she wants Rose
to get are different and not sedating, but leaves
the choice ultimately with our patient. The PCP is
quick to cut Rose off and gets easily frustrated with
her resistance. Rose eventually agrees, but becomes
overwhelmed shortly after leaving the office. Un-
sure of what to do, she signs into her patient portal
and reviews the medical encounter written by the
PCP, which states, “Patient has been non-compli-
ant and non-adherent to recommendations.” Rose
is hurt and overwhelmed and decides not to follow
up. Several months later, she has a syncopal episode
at work and gets admitted to a different hospital for
complications from her diabetes. Missing work for
being hospitalized, she gets fired from her job and
after discharge further struggles to follow up for
primary care.

Case from Ghana: Neurodiversity and
transition

Kofi, a 17-year-old Ghanaian boy with tuberous
sclerosis complex (TSC) and epilepsy, presented to
a transition clinic in Kumasi at a large academic
teaching hospital. Kofi was diagnosed with epilepsy
at the age of five and was referred to the pediatric
neurology clinic of a teaching hospital at age 13 after
many years of poor seizure control. He is the last
of four children, with no family history of seizures
or TSC. He started at a mainstream public school
in rural Ghana at age four, where he entered pre-
school. He struggled with kindergarten, which he
repeated twice, and was promoted to grade one
at age seven. In the first grade, Kofi demonstrated
severe difficulties in all aspects of learning due to
complications from his illness; he repeated this
grade twice, and then his parents withdrew him
from school at age nine. Teachers’ reports from
the five years that he was in the mainstream edu-
cational system indicate that he struggled with all
aspects of learning. However, he did not receive any
referral for assessment by either an educational or
a clinical psychologist. He had, however, been seen
by various traditional, religious, and herbal practi-

tioners, with no improvement in seizure control or
intellectual functioning. However, due to colonial
notions of health care, and concern about bias, the
family did not tell the neurologist that they were
seeking care from community healers.

On referral to the pediatric neurology clinic
at age 13, Kofi had overt cutaneous manifestations
of TSC, as well as neurobehavioral challenges. He
has since been seen by a clinical psychologist and
diagnosed as having an intellectual disability. He
has also undergone various tests, including an
electroencephalogram, neuroimaging, an echocar-
diogram, and a renal ultrasound. His medications
have been changed, and his seizures have now
stabilized on two anti-seizure medications: carba-
mazepine, which is covered by the national health
insurance scheme, and clobazam, which the family
must pay for out of pocket. He occasionally has
breakthrough seizures when he runs out of cloba-
zam due to financial constraints. At age 15, Kofi was
seen twice at a newly established pediatric-to-adult
transition clinic and was transitioned to the adult
neurology service but missed his appointment
twice because his mom did not have money for
transportation.

Case reflection

The literature suggests that individualized transi-
tion plans allow for unique attention to readiness as
dictated by developmental milestones* The above
examples highlight subjects whose intersectional
identities have consequential similarities and dif-
ferences across systems and structures globally.
Trauma was experienced in both cases at the per-
sonal, systemic, and structural level. Despite their
geographic disparity, both cases also sit at the in-
tersection of “Western” and traditional medicine,
which ultimately promotes more fragmented than
holistic care. The two cases also illustrate the need
for multisectoral collaboration. In thinking about
our adolescent with TSC, would his case have been
different if the health sector and the education
sector had been able to collaborate? Furthermore,
while not specific to HCT, our case illuminates the
failure of health systems to support chronic care.
These are issues that are particularly integral to
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HCT but pose challenges across many domains of
health. What if there were a direct referral system
or collaboration between traditional and spiritual
healers, on the one hand, and neurology or pedi-
atrics, on the other? In our first case, how would
the patient have benefited from a trauma-informed
approach that embeds mental health care into the
pediatric-to-adult transition process? What would
have been different if Haitian healing practices had
been invited to be discussed during her visits with
her PCP? How could both cases have been different
if the insurance schema in both countries recog-
nized intersectional disparity and supported these
patients specifically at these vulnerable life periods?
Though both patients may have been included on
transition registries and transitioned according
to policy, and providers may have given “warm
handoffs,” it is critical to recognize how without
intentionally integrating anti-racist, anti-colonial,
anti-oppressive care, the health system is built
to increasingly marginalize those already on the
periphery.

Reimagining structurally competent rights-
based and humble care for transition-age
youth

Children born with once rare pediatric-onset
disease are now living into adulthood in striking
numbers. But what does that mean if we have not
created structurally safe health systems for them to
age into? As a collective, we used themes generated
from our conversations to create pillars of what
we would imagine to be a structurally supportive
system and explored those pillars by developmental
period (see Table 1). We then applied the PANEL
framework to these pillars utilizing examples
from the cases discussed above (see Table 2). Our
goal is not to impose Western visions on transi-
tion medicine through human rights practice but
rather to engage in the effort to produce structur-
ally equal transition medicine as one that asks of
us “pragmatic solidarity.” Solidarity is not only a
felt practice (empathy by HCT providers) but also
a material one in which we contribute materially
(where systems and structures are built to protect
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those most at the periphery during this process)
what we can to common cause* These practices
would also be grounded in the understanding that
the needs of patients vary greatly among contexts.
These alternative structures would represent three
pillars, as outlined in Table 1:

1. Recognition of the importance of opt-out cultur-
ally and structurally humble mental health care,
with a focus on healing justice and social capital.
It is well known that adolescents are at increased
risk of mental health morbidity and that those
with ongoing chronic illness are at even higher
risk. Supporting holistic well-being prophylac-
tically by building community and enhancing
sense of belonging can strengthen resiliency
during this developmental period.

2. Multisectoral integration, including non-health-re-
lated sectors, in which practitioners center
individuals’ holistic developmental milestones,
such as school, jobs, and relationships. This struc-
ture also recognizes and names the shame and
strife that is inherent with being chronically ill, in
pain, and feeling “left out” of adulting experiences.

3. Transition readiness with an intersectional lens
that supports championing at the individual and
systemic level to overcome intersectional op-
pression. Validating this health-seeking behavior
looks different in different settings, and therefore
the health system must adapt to meet the patient
where they are.

The PANEL framework highlights areas of further
growth in transition medicine in the domains of
participation, accountability, nondiscrimination
and equity, empowerment, and legality.
Participation. Though not often the case in
clinical medicine, transition medicine relies on
iterative feedback from patients and families in
process metrics. However, to further decolonize
our practice, it is also critical that diverse provid-
ers—including traditional, religious, and spiritual
healers—have input into transition processes. How
can we create systems so patients, providers, and
community members are able to actively partici-
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pate in a way that works for them? How can this
be done from a population perspective? In some
contexts, virtual platforms for patient care have al-
lowed for nimble and flexible care . This enables the
clinic to meet patients and families at their home,
where providers can meet pets or family members
or see their gardens or artwork, for example, all of
which promotes human-centered care. Alternative
learning styles can be honored utilizing different
platforms within virtual features. However, with
globally unequal access to digital technologies,
these approaches can be limiting for patients and
families who lack access to this technology. In
other contexts, other proven interventions such as
community health worker programs and regional
clinics may be more helpful. Patient advisory com-
mittees also serve as a dynamic way to promote care
that is responsive to adolescents and young adults,
built with the understanding that these committees
should demographically represent the communi-

ties that clinics serve’* Additionally, integrative
approaches that accept various models of non-bio-
medical approaches to medicine juxtaposed with
biomedicine are key. These could include patient
co-referrals, collaborations between orthodox and
traditional medical practitioners, and the creation of
a unit for traditional medicine and healers in West-
ernized hospitals and clinics. Incorporating aspects
of traditional healing in the training of health care
practitioners and creating a space for knowledge
sharing have also been proposed® These strate-
gies are not a silver bullet, given the asymmetries
in access to material resources and institutional
recognition, as well as the marginalization of In-
digenous beliefs and practices, that often shape
contemporary health care systems’* Assuming
that many communities practice syncretic healing
practices, how might transition programs—and all
health programs—guarantee the right to pursue
culturally concordant, structurally supported care?

TABLE 1. A model for structurally supportive aging into adult-based care for young people with pediatric-onset disease

Infancy

Childhood

Adolescence

Young adulthood

Mental health care

Interventions focused on
contextually appropriate
support and community
building for caregivers and
for infants with chronic
illness

Community building

that normalizes different
abilities in school-

age children and that
continues parent-, family-,
and guardian-centered
support

Transformative justice
models for adolescents
that include community-
based collective care,
peer interaction,

mobile technology, and
psychosocial support
groups; integrative care
models that incorporate
mental health care into
primary and sub-specialty
care

Avenues for young adults
to share their own lived
experiences with caregivers
of infants with similar
disease patterns (who

are newly diagnosed);
continuation of peer
support and community
engagement; integrative
care models

Multisectoral integration

Clear and effective
pathways for
communication with
multidisciplinary teams
about support for tertiary
and specialty care

Integration of early
childhood education
into care plan; clear and
effective pathways for
educators, mental health
providers, and clinical
providers to collaborate

Discussion of non-Western
healing techniques (in
addition to Western);
inclusion of spiritual,
religious, and community
healers in care plan;
continued collaboration
with educational sector

Incorporation of care team
into work or postgraduate
schedules so that it

centers the livelihoods of
young adults; integration
of policy and advocacy
around issues concerning
drug formulary and health
coverage

Transition readiness with
intersectional lens

Validation and recognition
of historical and
generational trauma
during all touchpoints with
the health system

Utilization and adaptation
of transition-readiness
assessments that have been
co-created with patients
and families with a variety
of marginalized identities,
understanding the nested
contexts that adolescents
and young adults live
within

Co-creation of transition-
readiness goals with the
patient (and caregiver)
centering what they want
future providers to know
about what is important
to them, how they learn
best, how they receive
information best

Invited reflection on the
transition process, with
clear pathways on how to
give feedback to providers;
if possible, support to
other younger patients
from similar disease
streams
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Ultimately, the point is that fostering participation
must be done with intention.

Accountability. How do we create systems in
which providers are accountable to their own bias?
How do we promote self-reflection around the types
of patients who often remain in pediatric-centered
care versus the ones who are encouraged to transi-
tion because of divergent non-dominant identities?
Part of the solution requires the implementation
of enforceable, measurable, and consequential sys-
tems-based policy. Though transition policies are
a commonly accepted methodology, what is often
missed is the importance of accountable structures
to promote equity (and stopgap inequity). Without
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this, these policies promote inequity. In Kumasi,
Ghana, many successful transitions from pediat-
ric to adult care employ the use of joint adult and
pediatric clinics to assess these factors and address
deficiencies that are identified” This allows both
adult and pediatric providers to physically attend
to the patient at the same time, improving care
coordination, rapport, and trust toward the new
providers. It also allows for more meaningful good-
byes to pediatric providers. This is a context-driven
solution, as Ghana’s National Health Insurance
Scheme allows for two providers to collaborate,
whereas in the US system, that would make for a
challenging billing paradigm. We could, however,

TABLE 2. Rights-based framework applied to the three pillars of structurally safe transitions of care

Mental health care | Multisectoral Transition readiness with an | Rights-based methods (examples from
integration intersectional lens cases)

Participation Patients, families, Community- and Dynamic praxis cycle Case 1: Asking Rose to describe what
and communities patient-driven gathering information from | would make her feel most supported in
defining what responses to care youth with a variety of non- | terms of her mental well-being and her
“optimal mental (including traditional, | dominant identities and their | physical health
health care” looks religious, and spiritual | experience with transition
like healers) with regard to Case 2: Including the participation of

how they are integrated traditional healers in the transition
within care teams process

Accountability Metrics for health | Metrics and Metrics to ensure that Documentation in patients’ medical
systems evaluating | enforcement different identities are records explicitly stating structural
the provision of of intersectoral supported and captured vulnerabilities and how they are being
community-driven | collaboration (e.g., % (e.g., multiple ways of addressed, and asking future providers
mental health care | of clinical providers communication for to address each in the same way they

collaborating with non- | neurodiverse individuals, would address “clinical” issues
Western healers, school- | social and financial support)
systems, employers, etc.)

Nondiscrimination | Supporting and “Opt-out” age- Promotion of active In both cases, specifically naming

and equality promoting “last- appropriate mental identification of non- multiply marginalized identities and
mile” mental health | and physical health dominant identities with how they interact with the health
care for the most screening (across tiered support across sectors | system; for example, “Rose self-
vulnerable disciplines) to ensure identifies as Haitian-American, Black

holistic care and female, and it is important to view
her perceptions of health and well-
being from these perspectives”

Empowerment Normalizing and Adolescents and young | Transition-age youth with In case 2, asking caregivers to design
validating mental adults feel empowered | non-dominant identities or articulate the transition process in
health care for this | to ask for and engage whose identities are not being | a way that feels most approachable for
population in a way | in multidisciplinary met by the health system are | them and their family; documentation
that promotes self- | care peri- and post- empowered to mention this to | of that method and use of
advocacy and self- | transition providers accountability structures to promote a
and community- patient- and family- centered response
efficacy

Legality Enforceable, Cross-sectoral policies | Political accountability for In both cases, advocating for policies
measurable laws promoting and allowing | accessibility (e.g., allowing that do not allow abrupt insurance
and policies that for communication and | for multiple modes of or financial transitions at vulnerable
support equal access | collaboration engagement, physical developmental periods (adolescence
to affordable, quality accessibility for hospitals, etc.) | and early adulthood)
mental health care

|
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imagine transforming the formal systems of pay-
ment to enable such care innovations.

Nondiscrimination and equality. Critical to
enforcing this element of a rights-based framework
is intentionality in the type and method of data
collection. How are we creating transition regis-
tries? What data points about systemic bias and
systemic oppression are being collected? When
our patient with TSC in Ghana fails to transition,
how are we capturing the financial burden of his
antiepileptics that allowed him to begin to seize
again? We recommend, in this vein, a registry with
intentional equity indicators, attuned to the poten-
tial disparities in health care and access to care, not
to mention lived experiences of care. It is important
to build on existing structures while also recogniz-
ing the context within which they are practiced.
Pediatric specialists should be encouraged to find
transition-readiness assessments based on con-
text-appropriate developmental readiness, disease
stability, and sociocultural and economic factors.

Empowerment. Building social capital through
community has been shown to support rights-
based practice for healing. Christian Ntizimira
refers to Ubuntu (umuntu ngumuntu ngabantu) as
the African expression of “who we are” as a crit-
ical message for decolonizing end-of-life practice,
through a shared community. Transition medicine
benefits from similar decolonized ideals, where so-
cial capital can be pivotal to promote wellness, and
community can be used as a resource for justice.
We recommend youth-led psychosocial support
groups that build community and help youth con-
nect through shared experience* Chronic disease
can be isolating and stigmatizing in many settings,
and coming together to share experiences can be
empowering and build protective factors in pro-
moting well-being.

Legality. It is critical to discuss the Convention
on the Rights of Persons with Disabilities when
thinking about the legality for structurally safe
care for this population. This convention, signed
by both Ghana and the United States (but which
only Ghana has ratified), centers on the aim to
“promote, protect and ensure the full and equal
enjoyment of all human rights and fundamental

freedoms by all persons with disabilities, and to
promote respect for their inherent dignity.™ Using
this as groundwork, it is imperative that there be
legally binding policies that promote equity in ac-
cess to care. Legal frameworks involving the voices
of clinicians (both Western and non-Western) and
patients must be advocated for before local, region-
al, and national governments. Important points
for advocacy include supported decision-making,
equity in medications on national formularies, and
accessible health services for people with varying
abilities.

Conclusion

Current definitions and accepted best practices of
the health care transition from pediatric to adult
care fail to intentionally recognize the diverse
needs of adolescents and young adults with multi-
ply marginalized identities and the overwhelming
impact of racism and colonialism on HCT. In our
experience, the current standard of care for practic-
ing transition medicine promotes harm. We believe
that the transition process should instead be viewed
through three pillars—supportive peri-transitional
mental health care, multisectoral collaboration, and
transition readiness with an intersectional lens—in
order to guide providers, systems, and structures
toward equitable, safe, and holistic care for these
populations. We hope that this model can promote
the use of an actionable rights-based methodology
in the field of transition medicine to facilitate more
just and equitable HCT.

Acknowledgments

We wish to acknowledge our teams in the United
States and Ghana. Specifically, we are grateful to
Ahmet Uluer, director of the BRIDGES Adult Tran-
sition Program, for supporting us in prioritizing
an equity-based approach to transition; Kessewea
Gyan, Bernard Nkum, and Gustav Nettey for their
dedication to the development of a rights-based
transition process for youth in Ghana; and Angela
Osei-Bonsu and Sheila Owusu for their dedication
to mental health support groups for our neuro-di-

62

JUNE 2023 VOLUME 25 NUMBER 1

Health and Human Rights Journal



M. MUNYIKWA, C. K. HAMMOND, L. LANGMAID, AND L. RATNER / GLOBAL VOICES FOR GLOBAL JUSTICE: EXPANDING

verse and chronically ill adolescents and young
adults in Ghana, and for teaching us so much about
prioritizing overall well-being in transitions of care.

References

1. P. White, A. Schmidt, J. Schorr, et al., “Six Core El-
ements of Health Care TransitionTM 3.0” (2020); CAPHC
National Transitions Community of Practice, “A Guideline
for Transition from Paediatric to Adult Health Care for Youth
with Special Health Care Needs: A National Approach”
(Canadian Association of Paediatric Health Centres, 2016);
M. Kaufman, J. Pinzon, Canadian Paediatric Society, and
Adolescent Health Committee, “Transition to Adult Care
for Youth with Special Health Care Needs,” Paediatrics and
Child Health 12/9 (2007); Care Quality Commission, “From
the Pond into the Sea: Children’s Transition to Adult Health
Services” (2014).

2. N.P.Narla, L. Ratner, F. V. Bastos, et al., “Paediatric to
Adult Healthcare Transition in Resource-Limited Settings:
A Narrative Review,” BM] Paediatrics Open 5/1 (2021).

3. L. Li, M. Bird, N. Carter, et al., “Experiences of Youth
with Medical Complexity and Their Families during the
Transition to Adulthood: A Meta-Ethnography,” Journal of
Transition Medicine 2/1 (2020); ]. S. Porter, A. D. Lopez, K. M.
Wesley, et al., “Using Qualitative Perspectives of Adolescents
with Sickle Cell Disease and Caregivers to Develop Health-
care Transition Programming,” Clinical Practice in Pediatric
Psychology 5/4 (2017); P. H. White, W. C. Cooley, Transitions
Clinical Report Authoring Group, et al., “Supporting the
Health Care Transition from Adolescence to Adulthood in
the Medical Home,” Pediatrics 142/5 (2018).

4. L. A. Schwartz, L. K. Tuchman, W. L. Hobbie, and
J. P. Ginsberg, “A Social-Ecological Model of Readiness
for Transition to Adult-Oriented Care for Adolescents and
Young Adults with Chronic Health Conditions,” Child:
Care, Health and Development 37/6 (2011); L. F. Zhang, J. S.
Ho, and S. E. Kennedy, “A Systematic Review of the Psycho-
metric Properties of Transition Readiness Assessment Tools
in Adolescents with Chronic Disease,” BMC Pediatrics 14/1
(2014).

5. Centers for Disease Control and Prevention, “Child
Development: Adolescence (15-17 Years Old)” (2019), https://
www.cdc.gov/ncbddd/childdevelopment/positiveparenting/
adolescence2.html.

6. J. M. Metzl and H. Hansen, “Structural Competency:
Theorizing a New Medical Engagement with Stigma and
Inequality,” Social Science and Medicine 103 (2014).

7. P. Farmer, “Challenging Orthodoxies: The Road
ahead for Health and Human Rights,” Health and Human
Rights Journal 10/1 (2008).

8. Narla et al. (see note 2).

9. C. McGranahan, “Ethnography beyond Method: The

RIGHT TO HEALTH FRAMEWORKS, 51-65

Importance of an Ethnographic Sensibility,” Sites: A Journal
of Social Anthropology and Cultural Studies 15/1 (2018).

10. K. Charmaz, Constructing Grounded Theory (Lon-
don: Sage Publications, 2006).

1. H. Burgess, K. Jongbloed, A. Vorobyova, et al., “The
‘Sticky Notes” Method: Adapting Interpretive Description
Methodology for Team-Based Qualitative Analysis in Com-
munity-Based Participatory Research,” Qualitative Health
Research 31/7 (2021).

12. B. A. Israel (ed), Methods in Community-Based Par-
ticipatory Research for Health, 1st edition (San Francisco:
Jossey-Bass, 2005).

13. M. A. McManus, L. R. Pollack, W. C. Cooley, et al.,
“Current Status of Transition Preparation among Youth
with Special Needs in the United States,” Pediatrics 131/6
(2013).

14. R. A. Sanders, “Adolescent Psychosocial, Social, and
Cognitive Development,” Pediatrics in Review 34/8 (2013);
R. F. Hill and J. Dennis Fortenberry, “Adolescence as a
Culture-Bound Syndrome,” Social Science and Medicine 35/1
(1992); N. Lesko, “Denaturalizing Adolescence: The Politics
of Contemporary Representations,” Youth and Society 28/2
(1996); J. E. Korbin and E. P. Anderson-Fye, “Adolescence
Matters: Practice- and Policy-Relevant Research and En-
gagement in Psychological Anthropology,” Ethos 39/4 (2011);
A. Schlegel and B. L. Hewlett, “Contributions of Anthro-
pology to the Study of Adolescence,” Journal of Research on
Adolescence 21/1 (2011).

15. D. Taddeo, M. Egedy, and J.-Y. Frappier, “Adherence
to Treatment in Adolescents,” Paediatrics and Child Health
13/1 (2008); D. A. Murphy, C. M. Wilson, S. J. Durako, et al.,
“Antiretroviral Medication Adherence among the REACH
HIV-Infected Adolescent Cohort in the USA,” AIDS Care
13/1 (2001); E. Shemesh, B. L. Shneider, J. K. Savitzky, et
al, “Medication Adherence in Pediatric and Adolescent
Liver Transplant Recipients,” Pediatrics 113/4 (2004); 1. M.
Friedman, I. F. Litt, D. R. King, et al., “Compliance with An-
ticonvulsant Therapy by Epileptic Youth: Relationships to
Psychosocial Aspects of Adolescent Development,” Journal
of Adolescent Health Care 7/1 (1986).

16. C.S.Kelly, C. A. Berg, M. A. Ramsey, et al., “Relation-
ships and the Development of Transition Readiness Skills
into Early Emerging Adulthood for Individuals with Type 1
Diabetes,” Children’s Health Care 47/3 (2018).

17. J.S.Hessand D. M. Straub, “Brief Report: Preliminary
Findings from a Pilot Health Care Transition Education
Intervention for Adolescents and Young Adults with Spe-
cial Health Care Needs,” Journal of Pediatric Psychology
36/2 (2011); M. E. Diaz-Gonzalez de Ferris, M. de L. Diaz-
Gonzalez de Martinez, A. M. Diaz-Gonzélez de Velazquez,
et al., “An Interdisciplinary Approach to Optimize the Care
of Transitioning Adolescents and Young Adults with CKD,”
Blood Purification 50/4-5 (2021).

18. White et al. (2020, see note 1).

JUNE 2023 VOLUME 25

NUMBER 1

Health and Human Rights Journal 63



M. MUNYIKWA, C. K. HAMMOND, L. LANGMAID, AND L. RATNER / GLOBAL VOICES FOR GLOBAL JUSTICE: EXPANDING

RIGHT TO HEALTH FRAMEWORKS, 51-65

19. Diaz-Gonzalez de Ferris et al. (see note 17).

20. Metzl and Hansen (see note 6).

21. H. L. Behforouz, P. K. Drain, and J. J. Rhatigan,
“Rethinking the Social History,” New England Journal of
Medicine 371/14 (2014); A. Premkumar, K. Raad, and M.
H. Haidar, “Rethinking the Social History in the Era of
Biolegitimacy: Global Health and Medical Education in the
Care of Palestinian and Syrian Refugees in Beirut, Leba-
non,” Anthropology and Medicine (2016); P. Bourgois, S. M.
Holmes, K. Sue, and J. Quesada, “Structural Vulnerability:
Operationalizing the Concept to Address Health Disparities
in Clinical Care,” Academic Medicine 92/3 (2017); Ameri-
can Academy of Family Physicians, “Social Determinants
of Health: A Guide to Social Needs Screening” (2019); R.
D. Onie, R. Lavizzo-Mourey, T. H. Lee, et al., “Integrating
Social Needs into Health Care: A Twenty-Year Case Study
of Adaptation and Diffusion,” Health Affairs 37/2 (2018); B.
J. Oldfield, M. Casey, A. DeCew, et al., “Screening for Social
Determinants of Health among Children: Patients’ Prefer-
ences for Receiving Information to Meet Social Needs and a
Comparison of Screening Instruments,” Population Health
Management 24/1 (2021); M. W. Kreuter, T. Thompson, A.
McQueen, and R. Garg, “Addressing Social Needs in Health
Care Settings: Evidence, Challenges, and Opportunities for
Public Health,” Annual Review of Public Health 42/1 (2021).

22. K. E. Rea, G. K. Cushman, T. Santee, and L. Mee,
“Biopsychosocial Factors related to Transition among
Adolescents and Young Adults with Sickle Cell Disease: A
Systematic Review,” Critical Reviews in Oncology/Hema-
tology 167 (2021); K. Varshney, R. Iriowen, K. Morrell, et al.,
“Disparities and Outcomes of Patients Living with Down
Syndrome Undergoing Healthcare Transitions from Pediat-
ric to Adult Care: A Scoping Review,” American Journal of
Medical Genetics Part A online ahead of print (2022).

23. H. Marani, J. Fujioka, S. Tabatabavakili, and N. Bol-
legala, “Systematic Narrative Review of Pediatric-to-Adult
Care Transition Models for Youth with Pediatric-Onset
Chronic Conditions,” Children and Youth Services Review
118 (2020).

24. L Coulter, “Integration and Paradigm Clash: The
Practical Difficulties of Integrative Medicine,” Mainstream-
ing Complementary and Alternative Medicine (New York:
Routledge, 2003).

25. D. Steinmetz and H. Tabenkin, “The ‘Difficult Patient’
as Perceived by Family Physicians,” Family Practice 18/5
(2001); R. C. Lorenzetti, C. H. M. Jacques, C. Donovan, et al.,
“Managing Difficult Encounters: Understanding Physician,
Patient, and Situational Factors,” American Family Physician
87/6 (2013); A. Fiester, “The ‘Difficult’ Patient Reconceived:
An Expanded Moral Mandate for Clinical Ethics,” Ameri-
can Journal of Bioethics 12/5 (2012).

26. L. El-Hage, L. Ratner, S. Sridhar, et al., “Lessons
Learned from the Pediatric Overflow Planning Contingency
Response Network: A Transdisciplinary Virtual Collabora-

tion Addressing Health System Fragmentation and Disparity
during the COVID-19 Pandemic,” Journal of Hospital Med-
icine 16/9 (2021).

27. J. T. Braslow and P. Bourgois, “Teaching Social
Medicine as Collaborative Ethnographic Research and
Advocacy on Homelessness and Serious Mental Illness,” in
H. Hansen and J. M. Metzl (eds), Structural Competency in
Mental Health and Medicine (Cham: Springer International
Publishing, 2019); S. Stonington and D. Coffa, “Structural
Tatrogenesis—A 43-Year-Old Man with ‘Opioid Misuse,”
New England Journal of Medicine 380/8 (2019); S. D. Ston-
ington, S. M. Holmes, H. Hansen, et al., “Case Studies in
Social Medicine—Attending to Structural Forces in Clinical
Practice,” New England Journal of Medicine 379/20 (2018); S.
M. Holmes, H. Hansen, A. Jenks, et al., “Misdiagnosis, Mis-
treatment, and Harm—When Medical Care Ignores Social
Forces,” New England Journal of Medicine 382/12 (2020).

28. Schwartz et al. (see note 4).

29. Ibid., p. 886.

30. Scottish Human Rights Commission, “A Human
Rights Based Approach: An Introduction,” https://www.
scottishhumanrights.com/media/1409/shrc_hrba_leaflet.
pdf.

31. A. M. Kelly, B. Kratz, M. Bielski, and P. M. Rine-
hart, “Implementing Transitions for Youth With Complex
Chronic Conditions Using the Medical Home Model,”
Pediatrics 110/Suppl 3 (2002); Institute of Medicine, The
Future of Disability in America (Washington, DC: National
Academies Press, 2007); A. Forbes, A. While, R. Ullman, et
al., A Multi-method Review to Identify Components of Prac-
tice Which May Promote Continuity in the Transition from
Child to Adult Care for Young People with Chronic Illness
or Disability (National Coordinating Centre for the Service
Delivery and Organisation, 2001).

32. K. Muyskens, “Avoiding Cultural Imperialism in the
Human Right to Health,” Asian Bioethics Review (2021); P.
Farmer and N. Gastineau, “Rethinking Health and Human
Rights: Time for a Paradigm Shift,” Journal of Law, Medicine
and Ethics 30/4 (2002), p. 657.

33. L. Langmaid, L. Ratner, C. Huysman, et al., “Sup-
porting the Medically Fragile: Individualized Approach to
Empowering Young Adults with Chronic Disease during
the COVID-19 Pandemic,” Journal of Adolescent Health 67/3
(2020).

34. C. L. Betz, M. L. Lobo, W. M. Nehring, and K. Bui,
“Voices Not Heard: A Systematic Review of Adolescents’ and
Emerging Adults’ Perspectives of Health Care Transition,”
Nursing Outlook 61/5 (2013).

35. A. Kwame, “Integrating Traditional Medicine and
Healing into the Ghanaian Mainstream Health System:
Voices from Within,” Qualitative Health Research 31/10
(2021).

36. C. Pifiones-Rivera, M. Mansilla, and R. Arancibia,
“El imaginario de la horizontalidad como instrumento de

64

JUNE 2023 VOLUME 25 NUMBER 1

Health and Human Rights Journal



M. MUNYIKWA, C. K. HAMMOND, L. LANGMAID, AND L. RATNER / GLOBAL VOICES FOR GLOBAL JUSTICE: EXPANDING
RIGHT TO HEALTH FRAMEWORKS, 51-65

subordinacién: La politica de salud pueblos indigenas en el
multiculturalismo neoliberal chileno,” Satide e Sociedade 26
(2017); C. Pinones-Rivera, N. Liberona, and B. Montecino,
“La subordinacion ideologica del saber médico andino en la
salud intercultural chilena,” Polis 18/54 (2019).

37. L. Gyan, L. Ratner, C. Dickens, et al., “Adulthood,
Now What? A Pilot Transition Program in Kumasi, Ghana”
(2022).

38. S. A. Owusu, L. Ratner, Y. Woyome, et al., “Using So-
cial Capital to Heal: Task Shifting Mental Health to Support
Collective Care in Kumasi, Ghana” (2022); R. Sokol and E.
Fisher, “Peer Support for the Hardly Reached: A Systematic
Review,” American Journal of Public Health 106/7 (2016).

39. European Network of National Human Rights Insti-
tutions CRPD Working Group and Mental Health Europe,
“Implementing Supported Decision-Making: Developments
across Europe and the Role of National Human Rights
Institutions” (Saint Gilles: European Network of National
Human Rights Institutions, 2020).

JUNE 2023 VOLUME 25

NUMBER 1

Health and Human Rights Journal

65






HHR

Health and Human Rights Journal

Social Accountability and Legal Empowerment
Initiatives: Improving the Health of Underserved

Roma Communities in Eastern Europe

MAREK SZILVASI AND MAJA SAITOVIC-JOVANOVIC

Abstract

Improving the protection of the right to health of ethnic Roma people is one of the most pressing public
health challenges in contemporary Europe, as their life expectancy and health status remain significantly
lower than their non-Roma counterparts.' This paper analyzes Roma-led accountability initiatives that
embrace social accountability and legal empowerment approaches to advocate for equitable fulfillment
of the right to health. While these initiatives have led to the elimination of some harmful health
practices (such as illegal cash bribes and violent and abusive treatment by medical professionals) and to
improvements in health care, and some Roma communities have become driving forces for local and
national health system reforms for advancing the fulfillment of health rights, the health inequalities
affecting Roma communities remain significant. This issue also remains largely overlooked by European
health research and policy experts, who are mostly reluctant to incorporate analyses of ethnicity and
racialization into their research on health inequalities in Europe. The COVID-19 pandemic has further

exacerbated these health inequalities.
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Introduction

The quality, affordability, and inclusiveness of
health care systems is determined by social practice,
and structural factors such as environmental pol-
lution and climate change, political and economic
policy, access to public infrastructure, childhood
development and education, poverty, and housing
are fundamental determinants of health.> Systemic
racism and discrimination mean that these factors
impact particular communities inequitably, and
thus they influence health, disease, and medical
practice? They make people less protected and
more exposed to malpractice. The recent COVID-19
pandemic reinforced the impact of racism and dis-
crimination on health.*

Numbering around 12 million, Roma people
are the largest ethnic minority in Europe. They
are also the most disadvantaged ethnic minority
in the region as a result of antigypsyisms Anti-
gypsyism remains among the most conventional,
unapologetic, and blatant forms of racism and
ethnic discrimination in Europe.® Despite political
commitments made by European governments
and the European Union (EU), progress has been
limited in reducing the avoidable and unnecessary
health inequities and discrimination in health
care endured by Roma people. They continue to
be disproportionately burdened by chronic and
preventable diseases, excluded from prevention
programs, underserved by health systems, and
they often die young’ Their life expectancy and
health status remain significantly lower than their
non-Roma counterparts in all European countries.®
Their health insurance coverage has steadily wors-
ened, as has their subjective experience of exclusion
from or unequal access to health care?

The scarce evidence on the effectiveness of in-
terventions aimed at closing the gap between Roma
people and majority populations in health outcomes
is due to the reluctance of many European govern-
ments to collect ethnically disaggregated health
data.© These states defy the recommendations of
the United Nations and the European Commission
and fail to follow up on smaller-scale studies by
universities and civil society.” Indeed, despite the
often alarming results of these studies, the health

status of Roma people remains mostly ignored by
European policy makers and public health profes-
sionals.” The relative lack of data compounds other
factors determining health status, such as continu-
ous political instability in some EU member states;
austerity measures in health care, housing, and edu-
cation; and ethnic prejudice and racism on the part
of medical professionals. According to the World
Health Organization, accountability, participation,
and equality and nondiscrimination are three main
principles of the human right to health.” This right
also includes access to credible, locally generated
evidence on issues with health service delivery.

In this paper, we focus on the decade-long
mostly Roma-led initiatives to confront inequali-
ties in health care provision in Romania, Bulgaria,
and North Macedonia. These initiatives have led
to Roma civil society’s increasing voice and rep-
resentation in decisions concerning the quality
and availability of health care services; the afford-
ability and accessibility of health insurance; the
availability of health education and prevention
programs focused on childhood vaccinations,
sexual health, and reproductive health; and living
environments and public infrastructure. These
initiatives have been driven by a conviction that
building local capacities to collect and analyze ev-
idence on the implementation (or lack thereof) of
health policies and services in Roma communities
will not only limit some harmful practices but also
equip these communities with skills to further ad-
vocate for their right to health. The initiatives have
been clustered around two main conceptual and
methodological approaches: social accountability
and legal empowerment.

Conceptualizing social accountability and
legal empowerment

Social accountability is an evolving umbrella con-
cept to promote civic engagement in order to hold
governments accountable to their policy commit-
ments. It employs a combination of tools, such as
community monitoring and oversight of public
and private sector performance, user-centered
public information systems, public complaint and
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grievance redress mechanisms, and citizen par-
ticipation in resource allocation decision-making,
such as participatory budgeting.*# It covers strate-
gies developed in the last two decades to pressure
institutions and their governing structures and to
demand fairer, more effective, and more responsive
public services.”

Some of the key elements of social account-
ability are as follows:

« mobilizing and empowering people to make
demands related to community priorities rather
than to individual grievances;

« advocating and interacting with the state through
“public space” and public deliberation;

« focusing on public goods and systemic prob-
lems, including resource distribution, failures
in ensuring rights, and limited participation in
policymaking;

« triggering formal sanction mechanisms and the
imposition of political and reputational costs on
responsible public authorities; and

« working fully with other strategies, such as poli-
cy advocacy, public planning, and cross-cutting
alliances.®

Social accountability requires that people focus
on and prioritize specific policies or programs, be
trained in data collection, and be supported by
experts to request and receive relevant policy doc-
uments. It also requires that public authorities be
incentivized (by possibilities of formal sanctions
or reputational costs) and formally committed
to respond to the members of society. Social ac-
countability approaches are often accompanied by
approaches to increase the legal capacities of vul-
nerable communities to seek legal redress.

Legal empowerment is rooted in a human
rights-based approach to development, which
recognizes that poverty results from disem-
powerment, vulnerability, exclusion, lack of
information, and discrimination.” It seeks to
cultivate the agency and power of affected com-
munities, provide practical and concrete solutions
to legal problems, and employ paralegals and
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other non-lawyer professionals to support and ed-
ucate lawyers about problems faced by vulnerable
communities.”® Some researchers conceptualize
legal empowerment as “the transfer of power from
the usual gatekeepers of the law—Ilawyers, judg-
es, police, and state officials—to ordinary people
who make the law meaningful on a local level
and enhance the agency of disadvantaged popu-
lations.™ The concept includes a variety of tools:
legal awareness-raising, legal service provision,
mediation services and dispute resolution, law re-
form initiatives, and litigation. These tools aim to
increase legal literacy and provide individual legal
capacity to understand and use the law without
creating an over-dependency on lawyers.>

Community paralegals are often grassroots
advocates who use their knowledge of the law
to seek concrete solutions to local instances of
injustice. Equipped with legal and administra-
tive knowledge, community paralegals—in some
instances supported by lawyers—can facilitate
access to government agencies and mobilize their
communities to attend to the human rights issues
around them.>

Some of the key elements of legal empower-
ment are as follows:

« empowering members of affected communities
vis-a-vis their legal rights invoking existing legal
regulations;

« focusing on rights violations and the structures
that perpetuate them (the starting point is usual-
ly the individual, though systemic problems may
be addressed);

« providing legal expertise and capacity to mobi-
lize the community;

« enabling direct redress of grievances and poten-
tially triggering changes in law and policy; and

o working with other strategies, such as policy
advocacy and community organizing.”

The main advantages of legal empowerment ap-
proaches are that they enable people to understand
and apply laws and administrative rules and pro-
cedures related to their social welfare, housing,
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education, and health rights, and they can lead to
legal precedents that formalize and solidify policy
change or that sanction an inefficient or discrimi-
natory practice of service provision.

Social accountability and legal empowerment
are also effective approaches for aligning the prior-
ities of civil society organizations with the needs of
their communities. However, the adoption of these
approaches can be challenging, as it requires signif-
icant investments of human and financial resources
over the long term. These approaches also presup-
pose that structurally vulnerable communities,
while pressured by multiple deprivations, prioritize
and strategically focus on a limited number of
issues. Another challenge is bridging the local-na-
tional gap and translating local efforts into effective
and transformative policy change. Although some
studies have found that social accountability and
legal empowerment can positively influence gov-
ernments and other institutions, the most cited
impact remains local.**

The public institutions most often targeted
with social accountability and legal empowerment
initiatives are those responsible for overseeing
service provision in education, health care, infra-
structure, and public works, including access to
food and water.” Health-related social account-
ability and legal empowerment approaches often
focus on monitoring health service delivery (e.g.,
informal payments requested by doctors, number
of births at health facilities rather than at home,
child health visits, immunizations, and commu-
nity nurses) over time. The most developed body
of work on social accountability approaches in
health comes from Sub-Saharan Africa (specif-
ically South Africa), Latin America, Indonesia,
and South Asia. In structurally vulnerable com-
munities—from Dalit communities in India to
Indigenous communities in Guatemala—social
accountability has served as a powerful vehicle
to inform communities about their health rights
and stimulate their involvement in advocacy to
improve health services in their localities.>® The
impetus to mobilize and organize has stemmed
from realizing that although the law mandates
the provision of certain public health services,

these services are not provided for these commu-
nities, or they are being provided in substandard
or unevenly distributed ways. The goal of social
accountability in vulnerable communities is to
increase health care access by systematically
recording malpractice and the lack of equitable
access, as well as by organizing to demand com-
pensation and improvement.

Targeting malpractice and the absence and
poor quality of health services for Roma
people in Europe

Coercive treatment and other violations of patients’
rights to consensual treatment and confidentiality
can break people’s trust in health care systems. It
has been pointed out that racialized groups expe-
rience this medical malpractice and abuse more
frequently.” Moreover, with limited awareness
about health care provisions and social benefits,
these communities remain sidelined from many
aspects of public life, including access to quality
health care services.

Since 2010, in partnership with Roma civ-
il society, the Open Society Foundations has
supported citizen-based accountability and legal
empowerment initiatives designed to advance
health and human rights, challenge discrimina-
tion, and improve access to quality health care
services for Roma people in Eastern Europe. The
initial interventions initially focused on legal em-
powerment. However, it was soon acknowledged
that legal empowerment, in which a majority of
cases deal with individual situations, needed to be
complemented with community-level accountabili-
ty-focused organizing.*® The combined approach of
social accountability and legal empowerment was
thus piloted for the first time in the case of Europe-
an Roma people.?

In 2011, the first convening on social account-
ability in Roma health was organized. At the event,
social accountability experts from India trained
Roma activists from the Western Balkans, Roma-
nia, and Bulgaria. Additionally, a pool of activists
attended trainings delivered by experts from the
Public Service Accountability Monitor Initiative of
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Rhodes University in South Africa and the Univer-
sity of Washington. In 2013, a regional network of
Roma civil society and expert partners was estab-
lished to support peer learning?° That same year, a
new strategic focus on narrative change that aimed
to challenge stereotypes about Roma people by
health care professionals was implemented.* These
new relationships and networks contributed to
developing an international body of knowledge on
social accountability and community monitoring,
such as the Community of Practitioners on Ac-
countability and Social Action in Health, to which
Roma civil society organizations and experts have
actively contributed.

These initiatives supported Roma civil society
organizations in determining their approaches
and adjusting them to their local contexts in the
emerging Roma health field. While organizations
in North Macedonia chose to focus collectively
on specific issues such as immunization, those in
Bulgaria and Romania chose to focus on a range of
issues based on the prioritization of each commu-
nity. Among these issues were illegal and informal
cash bribes requested by medical professionals,
access to the package of free medical services guar-
anteed by the law, access to pre- and postnatal care,
and immunization coverage.

These social accountability and legal em-
powerment initiatives developed differently in
different national contexts. In North Macedonia,
the Association for Emancipation, Solidarity and
Equality of Women (ESE) provided technical
and methodological support for grassroots Roma
organizations, including KHAM, National Roma
Centrum, Initiative for Development and Inclusion
of Communities, Romano Chachipe, Sonce, Asso-
ciation of Citizens and Educators for the Protection
of the Rights of Women and Children, Association
for Legal Education and Transparency, and Health
Education and Research Association (HERA)3
In Romania, it took longer for this approach to
gain traction, largely because the Open Society
Foundations initiative’s inflexible conceptual and
methodological design had ineffectively harvested
local inputs. This approach eventually antagonized
some of the more established Roma civil society
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organizations. Moreover, after Romania joined the
EU in 2007, some Roma organizations began imple-
menting large, administratively intense, EU-funded
social service delivery projects and thus comple-
mented state services. Finally, a dozen grassroots
Roma organizations collaborating with Open Soci-
ety Foundations were not confident that they could
develop in-house expertise in conducting surveys
and monitoring local health care policies and bud-
gets without technical support. The Institute for
Public Policy, a national watchdog organization,
eventually stepped in to provide technical assis-
tance, but this collaboration was short-lived as the
organization went through a leadership transition
and shifted its focus to the implementation of EU
projects. As a result of largely top-down approach-
es and insufficient investment in building trust by
donors, some Roma grassroots organizations did
not fully embrace the hybrid approach of social
accountability and legal empowerment, even af-
ter receiving training and technical support, and
returned to social service delivery. Some organiza-
tions focused on addressing immediate individual
needs through legal aid assistance, while others en-
gaged in collective action based on existing health
policy. The organizations piloting these approaches
in Romania were O Del Amenca and APIS, which
were Roma led, and Resource Center for Public
Participation, Foundation for People Development,
and Together for Them, which were non-Roma led.
Despite the objective to support and develop Roma
leadership, the abovementioned challenges, togeth-
er with rigid, top-down methodologies applied by
donors, resulted in a mixed composition of part-
ners while some established Roma organizations
withdrew their participation. In Bulgaria, several
Roma civil society organizations with advocates in
communities across the country (e.g., Largo Asso-
ciation, Center Amalipe for Interethnic Dialogue
and Tolerance, World Without Borders, Thirst
for Life, and the Diverse and Equal Association)
adopted the hybrid social accountability and legal
empowerment approach. Amalipe then offered
technical support for grassroots initiatives such as
the World Without Borders operating in the Stara
Zagora region and the Largo Association based in
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the Roma neighborhood of Iztok in Kystendil. These
partner organizations have since become well-rec-
ognized advocates for advancing health in their
regions. Each organization has conducted regular
community monitoring and evidence collection on
health and social status and has used these data to
evaluate policy implementation.

One of the most important cross-national out-
comes of these initiatives has been the development
of a more intense, and in some instances positive,
relationship between affected Roma communities
and local health authorities, which has resulted in
the elimination of harmful practices and improved
delivery of routine health services. Furthermore,
authorities have begun to share information with
Roma communities more transparently, which has
led to a decrease in freedom of information requests
regarding their health status and health interven-
tions. Finally, the initiatives’ focus on relationships
based on mutual recognition, evidence-based
consultation, and community outreach has re-
sulted in some public authorities adopting social
accountability or legal empowerment approaches
as a formal mechanism for monitoring the impact
of their health policies. Below, we explore the main
lessons learned from these initiatives.

Increasing accessibility and eliminating
malpractice

The combined approach has been effective in
challenging discriminatory and harmful practices,
such as informal payments, violent and abusive
treatment by medical professionals, and child preg-
nancy and early marriage. Community organizers
and civil society organizations have documented
and reported many cases of disrespect, abuse, and
systemic lack of communication on the part of
general practitioners, dentists, gynecologists, and
other specialized medical staff when treating Roma
patients. In some instances, organizers and civil
society organizations have also pursued strategic
litigation®® The most common forms of malprac-
tice identified include illegal payments imposed
on Roma patients by medical professionals, un-
available dental care and other specialized services,
and misinformation and coercive requirements for

accessing health insurance, all of which limit their
access to health services’*

In North Macedonia, KHAM in Delchevo
has developed a constructive relationship with
the gynecologist in their area, persuading her to
increase the number of patients on her roster in-
stead of charging illegal payments. Similarly, the
Roma Women Association in Shuto Orizari and
HERA have logged instances of requested illegal
cash bribes, pressuring doctors to stop asking for
these payments, while at the same time educating
and accompanying local Romani women to ensure
that they are not charged. Informal payments have
been reduced significantly over time as a result of
these efforts. Notwithstanding these examples of
progress, and despite each country declaring uni-
versal health care coverage, large numbers of Roma
people lack health insurance due to administrative
hurdles and payment requirements® In North
Macedonia, KHAM successfully challenged a state
practice of disqualifying from health insurance
Roma people who unknowingly did not submit in-
formation about their income, which had resulted
in criminal charges against Roma and other mar-
ginalized groups.

Another example of community-led action to
establish missing specialized services is the provi-
sion of a dental cabinet for rural, majority-Roma
communities in an area where there had been no
dental services for several decades. Amalipe has
gradually expanded the initiative by providing
technical assistance to other civil society organi-
zations and informal groups in 12 communities
in all six regions of Bulgaria. It has also been
leading advocacy efforts to introduce community
monitoring as one of the formal monitoring and
evaluation mechanisms for the National Roma
Integration Strategies.

Furthermore, the majority-Roma community
of Crnik in North Macedonia successfully mobi-
lized to make services available from the general
practitioner (GP) in their community. They orga-
nized to enact their right based on a regulation
that stipulates that a municipality of their size
should have a GP available in the community at
least three days per week. With the support of
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KHAM, which provided health education and
helped local activists analyze the legislation and
collect relevant documents, they submitted a pe-
tition to local authorities, resulting in a decision
to approve a visiting GP service. Similarly, the
Initiative for Development and Inclusion of Com-
munities, Romani Chachipe, HERA, and ESE
successfully lobbied the government to establish
a gynecological clinic in the Roma neighborhood
of Shuto Orizari in Skopje* However, the new
gynecologist began imposing informal payments,
so the community mobilized again, and the graft
payment practice was abolished.”

In our decade-plus experience exploring the
best models of mobilization of Roma communities
around health rights, we have discovered that in
order to bring about structural change, there also
needs to be a collective focus on accountability.
Without such a component, mobilization efforts
risk resulting in a continuum of random unsustain-
able administrative fixes. There is a need for strong
community ownership in defining and rectifying
harmful and discriminatory health policies.

Transparency and evidence-driven action

Doctors, nurses, and pharmacists routinely fail to
provide adequate explanation to Roma patients
about their medical conditions, and as a result,
many patients with chronic diseases are unaware
of their need for regular checkups. The work of
Roma community paralegals and health mediators
has resulted in improvements in health education
among Roma communities, as well as in cultural
competence among medical professionals.®

The advantage of the combined approach is
that paralegals are recruited from communities to
which lawyers might have limited access. Evidence
from Romania and North Macedonia demonstrates
that the availability of paralegal services in Roma
communities substantially increases their ability
to pursue legal claims related to health rights?
The paralegal sessions have been widely attended
by community members, including both Roma
and non-Roma people, who face challenges in the
recognition of their rights as patients. This legal
mobilization effort has become a source of integra-
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tion and solidarity, especially in countries where
public health systems are weakening or collapsing.

The focus on community-based accountability
has enabled Roma communities to review how pub-
lic health authorities implement formally declared
commitments in their communities while at the
same time placing the communities in construc-
tive and evidence-based dialogue with authorities,
often mediated by civil society organizations.
When discrepancies between commitments and
implementation have been identified, communities
engage in evidence-based advocacy with relevant
public authorities directly responsible for policy.

In Romania, Roma-led initiatives have suc-
ceeded in collecting relevant evidence on health
inequalities endured by Roma people, which has
been used in local negotiations with health pro-
viders and to contribute to national and European
policy.* For example, during a measles outbreak
in 2018, there were 64 deaths reported, including
58 children. All cases were from regions with large
Roma communities that were insufficiently immu-
nized. The Together for Them association, based in
Cluj, mobilized the local Roma community living
near a garbage dump on the outskirts of Baia Mare
to demand their right to immunization. As a direct
outcome of the association’s work, immunization
coverage, which had previously been below 50%,
rose to over 60% in one year and continued rising
thereafter.

In Bulgaria, through door-to-door outreach,
Roma civil society organizations have mobilized
communities to identify and monitor health-related
problems, tracking and documenting progress or
lack thereof. They also support informal communi-
ty-based groups in engaging in advocacy with local
health care stakeholders. They have developed a
system of citizen report cards (participatory surveys
to grade public services), community score cards
(compiling information on community experiences
with public services based on focus group discus-
sions), and social audits (community assessments
of public records and on-site assessments of the uti-
lization of public resources). Such monitoring has
assisted Roma advocates in making evidence-based
arguments to demonstrate system-level failures and
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in engaging with those in power to enact measures
to address these failures. Among the most common
issues that have been raised are graft payments,
health insurance inaccessibility that limits access
to health services, and lack of dental care and other
specialized services. Organizations have addressed
some of these issues directly, such as by identify-
ing an eye care provider to offer consultations and
provide glasses at reduced prices, while other issues
have required more systematic engagement in terms
of community awareness and advocacy.

The work of the Largo Association in the
Roma neighborhood of Iztok in Kyustendil, Bul-
garia, has also been acknowledged by national and
international actors. Its community moderators
have conducted regular community health status
monitoring as a result of an annual action plan
developed in partnership with the regional health
inspectorate. Most of the association’s outreach
work has addressed sexually transmitted infec-
tions, immunization, and maternal health, as well
as the implementation of a public ordinance that
allows free gynecological examinations for preg-
nant women from socially excluded communities.
These priorities emerged as outcomes of frequent
community consultations and monitoring. For ex-
ample, when the Largo Association uncovered the
practice of Romani women being rejected from the
free prenatal care appointment for uninsured wom-
en that is mandated by law, it worked together with
the regional health care inspectorate to provide
guidance to medical practitioners and enforce this
right. It has also developed a productive relation-
ship with the local hospital, resulting in increased
satisfaction among Roma patients.**

In North Macedonia, ESE has developed a
close working relationship with health authorities
that enables channeling evidence collected by local
Roma organizations, and their recommendations,
directly to the North Macedonian government.

The evidence collected through community
monitoring, budget monitoring, and social au-
dits has fed into different policy monitoring and
evaluation reports, including the review of the
implementation of the national Roma inclusion
strategies of the European Commission.# Conse-

quently and quite uniquely, some EU documents
and some national documents include data collect-
ed and interpreted directly by marginalized Roma
communities in Bulgaria, Romania, and North
Macedonia.*

Policy advocacy and adoption of approaches by
public institutions

Roma-led initiatives have led to some cases of the
institutionalization of community-led accountabil-
ity efforts while preserving some degree of their
watchdog capacities and professional independence.

In North Macedonia, several civil society
groups set a common priority of monitoring the
implementation of the National Program for Active
Care of Mothers and Children and the National
Prevention of Cervical Cancer Program. By doc-
umenting patterns of issues in terms of access to
health services among Roma women and children
in different parts of the country, the organizations
were able to demonstrate that these are not isolat-
ed issues and to advocate for systemic health care
reforms to eliminate the inequities experienced by
Roma communities. The organizations identified
key barriers faced by Roma people in accessing
benefits and services provided by national pro-
grams and served as bridges between communities
and health care professionals. One of the main
outcomes of their work is that these national pro-
grams have introduced specific commitments to
conduct educational sessions for vulnerable groups,
including Roma women, with an associated budget
allocation. The organizations have also managed
to push for health budget increases for vulnera-
ble communities. Moreover, with the support of
HERA’s informal group of Romani women from
the Skopje neighborhood of Shuto Orizari, the Na-
tional Roma Centrum in Kumanovo has focused
its social accountability work on the sexual and
reproductive health and rights of Romani women
in North Macedonia. One of the outcomes of this
work has been the inclusion of free contracep-
tion for women from marginalized groups in the
Sexual and Reproductive Health Action Plan for
2010-2020.%

In North Macedonia and Romania, a law is
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under consideration to enable municipal funding
for community paralegals.*® Further, in 2018, the
Ministry of Health and National Employment
Agency of North Macedonia adopted social ac-
countability approaches developed by civil society
organizations to monitor the implementation of
its health and employment programs. And the
Open Government Partnership has trained its
employees to partner with civil society in con-
ducting social audits.¥

In Bulgaria, some of the 12 community cen-
ters established by Amalipe have been receiving
financial support from local municipalities since
2011. While this development has provided for
more sustainability beyond private-donor project
funding, it may have also affected their ability to
hold local authorities fully accountable.

Obstacles to scaling up local-level interven-
tions to national-level policy advocacy and the
disconnect between the data gathered through
community monitoring at the local level and the
national policy advocacy priorities identified by
civil society organizations remain the main chal-
lenges in the implementation of the combined
approach to improving the health status of Roma
communities. Many organizations have focused
on meeting people’s immediate needs through
legal aid and individual trade-offs with local au-
thorities, while refraining from striving for more
systematic change. In this context, they have tacti-
cally opted for “liberal empowerment” that focuses
on individual growth and the rational action of
social actors based on individual interests, and
have underexplored “liberating empowerment” as
a process where those denied the ability to make
strategic life choices acquire such an ability in
terms of resources and agency for collective action
and structural change.*® This trend became evident
when the COVID-19 pandemic hit Roma commu-
nities in 2020.

Community-led accountability during the
COVID-19 pandemic

The impact and devastation of COVID-19 on Roma
communities was twofold: the virus itself and the
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repressive, discriminatory, and double-standard
emergency measures of the governments that ig-
nored United Nations recommendations.* At the
beginning of the pandemic, United Nations experts
warned governments that their measures must
not be used as a basis to target particular groups,
function as a cover for repressive action, or be used
to silence human rights defenders, and that state
responses must be proportionate, necessary, and
nondiscriminatory>® However, many Roma com-
munities found themselves collectively quarantined
by the army and police, with limited access to food,
primary health care, and essential medicine. Elderly
Romani people suffering from chronic diseases and
pregnant women were the most severely affected.
The supply of water and disinfectants provided at
the entry points to the communities was often tem-
porary and then discontinued after the emergency
quarantine was lifted. Roma children were largely
failed by education systems during the transition
to online learning, as they were not equipped for
distance learning (due to, among other things, a
lack of access to internet, computers, and physical
spaces for learning)>

Most and organiz-
ers promptly refocused their efforts to focus on the
COVID-19 pandemic and reshaped part of their
operations to humanitarian aid (e.g., in North
Macedonia, where organizations implemented

local organizations

Red Cross services in Roma communities). During
the early stages of the pandemic, they focused on
ensuring that Roma communities had access to
essential public health measures, such as disin-
fectants, testing, medicines, and vaccines, and
that Roma outreach workers (health mediators,
community nurses, and health emergency support
staff) had access to adequate personal protective
equipment. It became increasingly clear that in the
context of their work, the largest challenges were
misinformation campaigns and vaccine skepticism
among Roma communities.

The latter became an overwhelming factor for
community organizers and organizations practic-
ing social accountability and legal empowerment
approaches, as the high level of mistrust in medi-
cal interventions among Roma people—who have
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historically been subjected to unethical medical ex-
perimentation—grew ever stronger in the context
of repressive and double-standard approaches from
governments and public health experts.s

Even if there is anecdotal evidence that the
communities supported by organizers responded
better to misinformation campaigns and demon-
strated higher vaccine uptake, organizers often
withdrew from high-profile campaigning due to
threats and personal assaults. On the whole, the
COVID-19 pandemic deepened mistrust in medical
interventions and rolled back some of the previous
achievements of Roma-led initiatives in the areas of
social accountability and legal empowerment.

Conclusion

Social accountability and legal empowerment ini-
tiatives aim at better aligning health care system
priorities with human rights and right to health
frameworks. These initiatives build on and high-
light the work that Roma communities have been
doing regarding their right to health and channel
the support of non-Roma experts (including law-
yers, scholars, human rights workers, and health
professionals). They also challenge structural
discrimination, racism, and “antigypsyism” in
health care establishments, as well as incidents of
malpractice and abuse in health care facilities. By
promoting Roma participation and direct input in
health-related decision-making and monitoring
of health programs, these initiatives also help dis-
mantle power dynamics that lead to the exclusion
of Roma people. These initiatives also increase the
legitimacy of professional Roma civil society or-
ganizations because they bring them closer to and
make them more accountable to their communities.

However, it is also important to recognize that
the application of rigid methodologies and top-
down approaches in different national and local
contexts has sometimes resulted in weakened trust,
the imperfect harvesting of local inputs, and the
withdrawal of key Roma civil society organizations.

Many Roma people live in poor and segregat-
ed neighborhoods. Spatial segregation and social
exclusion are often accompanied by substandard

living conditions, including poor sanitation, a lack
of public utilities, and environmental hazards (such
as toxic industrial waste, garbage dumps, floods,
and the intermingling of waste and drinking
water), all of which adversely affect their health. Be-
yond addressing discrimination in access to quality
health care, many Roma civil society organizations
and activists are working on the issues of housing,
employment, and education. In fact, they were do-
ing this before they started working on health, and
thus, from the inception of these initiatives, they
recognized the important role of social determi-
nants of health.

The most transformative outcome of this
decade-long effort is that European health care
systems have effectively become less hostile toward
Roma people. The assistance of paralegals from
the Roma community has lessened the open and
outright abuse of Roma patients in health care
settings. These paralegals have also been successful
in reducing administrative barriers and providing
access to personal documents, thereby fostering
individuals’ access to health care.

Most of the initiatives have developed specific
thematic foci on improving the reproductive health
of Romani women, the immunization of Romani
children, and individuals’ access to personal iden-
tity and health insurance documents. Perspectives
related to gender and youth have thus been central
to the overall framework of these initiatives. Al-
though we can argue that reproductive health and
children’s health are the most developed areas when
it comes to legal mobilization around Roma health,
there are mixed results, with no clear trend predict-
ing broader structural change in these areas.’*

While these community-organizing initiatives
are well endorsed and adapted to local and national
contexts, more effort needs to be made to develop
collective advocacy-focused and community-driven
actions that tackle structural rather than individ-
ual factors affecting Roma people’s right to health.
Roma people continue to be described as “hard-to-
reach communities” by public health and medical
professionals, and they are often portrayed as being
responsible for their unequal access to health care
services. Although segregation in health care facil-
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ities has been legally challenged, it continues to be
practiced across Eastern Europe.

Scaling up local and community-level initia-
tives to national policymaking and the disconnect
between the evidence from community monitoring
at the local level and the setting up of national-level
advocacy priorities are the main remaining chal-
lenges. The focus on administrative procedures
and local health care practices has been effective
but has not brought about transformative change
in the broader legal and policy systems. Although
most organizations have developed solid skills in
documenting and organizing legal cases exposing
medical and bureaucratic malpractice in health
care, they have yet to find a way to use this evi-
dence to develop impactful strategic litigation and
advocacy plans. In reality, grassroots organizations
and community organizers have found it difficult
to utilize the evidence for developing purposeful
legal and policy change efforts. Moreover, focusing
on meeting immediate needs through legal aid
and individual trade-offs with local authorities,
while refraining from striving for more systematic
change, has had consequences in their communi-
ties in terms of keeping communities in a passive
recipient position, while civil society organizations
take on the role of service providers.

Furthermore, while community paralegals
have greatly assisted individual Romani patients
and been effective in helping Roma people make
use of the health care system, human rights lawyers
and the Roma movement more broadly have yet
to capitalize on these local successes. Most of the
lawsuits submitted to courts make use of criminal
and not civil (antidiscrimination) laws. Most of the
paralegals and health organizers prioritize medi-
ation approaches. We argue that this is the right
approach and that human rights lawyers and pro-
fessional civil society organizations are structurally
better positioned to engage in confrontations with
the state. The paralegal work has relatively small
transformative potential if strategic litigation and
policy advocacy are not sufficiently employed to
take up their communal work and confront the
state. It is also because of the above challenges that
“limited consensus remains on the effectiveness of
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legal empowerment interventions in optimizing
health outcomes.™

We also recognize that limited access to quali-
ty health care services does not fully explain the gap
in Roma health outcomes. The poor health status
of Roma communities is significantly determined
by social and environmental inequities, their living
environment, and the political and socioeconom-
ic context in which they live. Racism and ethnic
discrimination would continue to determine the
health outcomes of Roma people even if national
health care systems were efficient. Advocates must
therefore engage in efforts that go beyond the right
to health and integrate all of the aspects of social,
economic, and political life that determine the
health of Romani people.
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Abstract

This paper reflects on the right to health care from the Indigenous research paradigm. We analyze the
case of an Aymara wise warmi (woman) who died after the Chilean health care system failed to provide
culturally appropriate care. In the wake of her death, our cooperative launched an interdisciplinary
and collaborative research project in an effort to file an administrative complaint against the family
health center that treated her. We explore the events surrounding her treatment and death, as well as
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Introduction

They came and took her against her will using deceitful tactics. They said
they would just remove some liquid and bring her back, but my mother
never returned. They took her away. My mother was much happier being
treated by a qulliri, someone with a great deal of knowledge developed

by our ancestors. They heal people with herbs and other things.!

Stories like this one are part of the social memories
and shared histories of Indigenous communities
worldwide and are important for studies on the pro-
vision of culturally inappropriate health attention.
This paper explores violations of the right to health
care (considered part of the right to health) involv-
ing Indigenous peoples. We focus on the case of an
Aymara wise warmi (woman), her family, and their
community in the Tarapaca region of Chile. Dona
Francisca died after the health care system failed
to provide culturally appropriate care. Our analysis
is based on an interdisciplinary and collaborative
research project conducted by our cooperative after
her death. We ofter scientific and legal evidence that
served as the basis of an administrative complaint
filed against the family health center responsible
for her care, the purpose of which was to prevent
further harmful actions by that specific facility and
the state.”

The family’s testimony and the documents
required to file the administrative complaint
inspired two related questions regarding the Indig-
enous perspective. First, which knowledge system
should we use to develop the evidence that allows
us to identify rights violations against Indigenous
peoples? Second, does the right to health care as
enshrined in law include all of the dimensions ap-
propriate for our Indigenous communities?

Reflections on the violation of human rights in
health care tend to ignore both of these questions.
The traditional approach requires Eurocentric sci-
entific evidence concerning rights formulated in
accordance with a Eurocentric matrix.* As Linda
Tuhiwai has argued, there is

(1) a legal framework inherited ... which includes
views about what constitutes admissible evidence
and valid research; (2) a “textual” orientation,
which will privilege the written text (seen as expert

and research-based) over oral testimonies (a
concession to Indigenous ‘elders”); (3) views about
science, which will allow for the efficient selection
and arrangement of “facts”; (4) “rules of practice”
such as “values” and “morals,” which all parties to
the process are assumed to know and to have given
their “consent” to abide by, for example, notions
of ‘goodwill” and “truth telling”; (5) ideas about
subjectivity and objectivity which have already
determined the constitution of the tribunal and its
“neutral” legal framework, but which will continue
to frame the way the case is heard; (6) ideas about
time and space, views related to history, what
constitutes the appropriate length of a hearing,
“shape” of a claim, size of the panel; (7) views
about human nature, individual accountability
and culpability; (8) the selection of speakers and
experts, who speaks for whom, whose knowledge is
presumed to be the “best fit” in relation to a set of
proven “facts”; and (9) the politics ... and the way
those politics are managed by politicians and other
agencies such as the media.

Despite the fact that the right to culturally ap-
propriate care is clearly established in General
Comment 14 of the United Nations Committee
on Economic, Social and Cultural Rights, legal
and epistemological systems are overwhelmingly
Eurocentric.® There are at least three key aspects of
this reality that deserve further attention. First, the
two primary references that can be used to address
the problem of the right to health care from a legal
perspective (biomedical law and the right to health
care for Indigenous peoples) fall under the umbrella
of a legal monism that assumes that the state is the
only entity that produces and applies legal stan-
dards” However, Indigenous peoples have their
own systems of representation, values, and princi-
ples for regulating social organization that do not
align with European approaches, and these must be
considered legal systems in their own right (articles
5, 34, and 40 of the United Nations Declaration on
the Rights of Indigenous Peoples). In the area of the
right to health, this opens up the possibility of ex-
ploring the right to health care from an Indigenous
perspective and of using an intercultural approach
to the law.

Second, from an Indigenous perspective, pro-
ducing evidence may require making assumptions
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that are not shared by modern Eurocentric science.
Science is based on naturalist assumptions; that is,
it assumes the existence of an area of reality (na-
ture) that is governed by its own laws (the laws of
nature) and is separate from the domains in which
intentionality, human action, agency, or historicity
operate as a sphere of human decisions.®* However,
for the Aymara people, there is reciprocity between
human and non-human entities (e.g., the mallkus,
or sacred mountains) that departs from and sur-
passes naturalism.® Eurocentric science has been
used to persecute, destroy, and colonize other
forms of knowledge.”® This leads us to ask how we
can legitimize evidence that does not share the
naturalistic assumptions of modern Eurocentric
science. This is a problem of epistemic (and onto-
logical) pluralism.”

Third, in the health care field, Indigenous
peoples do not engage in medical monism. Rather,
they articulate medical knowledge through praxis
(especially biomedical and Indigenous medical
knowledge). Should we restrict the analysis of the
violation of rights to the evidence presented from
a biomedical perspective? Do other forms of medi-
cal knowledge have the right to produce their own
evidence, even if it does not coincide with the bio-
medical point of view? Through these questions, we
show the problems that arise when using a homoge-
nizing approach to medical pluralism.”

It was due to this complexity that we adopted
the Indigenous research paradigm, which emerged
in the 1970s and has since contributed to redefining
research with and from Indigenous peoples. We
use the term “Indigenous research paradigm” in
the singular because this is how it is established in
the literature.® Furthermore, it is important to note
that this convention does not annul the diversity
of Indigenous views; rather, it emphasizes shared
aspects that go beyond and prevail over the colonial
nature of scientific research. It is also clear to us that
these views are specific to each Indigenous peoples
and that differences exist between communities.

This complex approach is based on the need
to decolonize research. The Indigenous research
paradigm seeks to open up a space for including
Indigenous people as producers of knowledge. This
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stands in contrast to other research paradigms in
which Indigenous peoples are seen only as objects.

Like any paradigm, it makes explicit the
ontological, epistemological, and methodological
assumptions implicit in conducting research.' The
Indigenous research paradigm is unique in that it
recognizes the participation of Indigenous peoples
and considers their ontologies, methodologies,
values, and sociocultural, economic, and political
practices, most of which are symbolically or mate-
rially violated within the colonial logic of research.

This paradigm is the only one that allows us to
work systematically from an ontological, epistemo-
logical, methodological, and axiological pluralistic
perspective.

Specifically, it allows us to do the following:

1. Develop knowledge about Indigenous peoples
that recognizes the connection between knowl-
edge production and coloniality.

2. Recognize Indigenous peoples not only as objects
of research but also as producers of knowledge.

3. Validate the intrinsic value of our own (Indige-
nous) knowledge, even when it does not fit into
the scientific and naturalistic standpoint.

4. Adapt methodology to community practices, to
their ethical standards and, at the same time, to
the demands of academia.

5. Avoid separating knowledge production and the
Indigenous political struggle.

6. De-center the focus on the individual and ex-
pand research to consider family, community,
and territorial domains.®

Although there is a considerable amount of litera-
ture on health and Indigenous peoples, including
studies on the right to health care as one of the fun-
damental aspects of the right to health, very little
research has been conducted on the right to health
care from the perspective of this paradigm.”

We have adopted the decolonization of meth-
odologies perspective, which is very much a part
of the Indigenous research paradigm.” In this
paper, we develop the methodological proposal ad-
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vanced by Adimelia Moscoso, which incorporates
Aymara methodological practices.® Moscoso is a
member of the Cancosa and Chalvire Indigenous
communities. Over the course of her career, she
has sought out research approaches that reduce the
reproduction of colonial power and adapt to com-
munities’ characteristics and needs. In her master’s
degree thesis, she defined the categories required
to do so: care through attachment, recognition of
the Aymara approach to time and space, lurjipan
ufiasifia (observation), the use of oral archives, the
use of broad thematic guidelines in the territory
(in situ) of the Aymara, oral informed consent and
reciprocity, responsibility, and respect for commu-
nities and individuals. She has determined that
these safeguards are necessary for generating trust,
security, and respect.”

We, the authors of this paper, are members
of the Cooperativa Apacheta (Apacheta Coopera-
tive), an entity focused on the rights of Indigenous
peoples. The cooperative includes both Indigenous
and non-Indigenous individuals. Our analyses
reflect an interdisciplinary approach that draws
on expertise developed in the fields of medical
anthropology, sociology, psychology, Indigenous
rights, and the right to health. Most importantly,
they reflect our scientifically informed Indigenous
perspective, which has been forged through inter-
cultural dialogue involving members of Aymara
communities in the Tarapaca region and non-In-
digenous stakeholders who have been supporting
Aymara struggles for more than a decade.* As a re-
sult, each time we identify the analysis as emerging
from our Indigenous perspective, the reader must
recall that we are presenting analyses rooted mainly
in local Aymara culture. While those analyses may
be informed by the various scientific disciplines
in which we have been trained, that training also
allows us to identify aspects that are fundamental
to the analysis that we are conducting but that the
scientific approach leaves out.

We note that most of the analyses that we
conduct from our Indigenous perspective reflect
the reality of Indigenous elders living in rural com-
munities in the Tarapacd region. This reality differs
from that of the Aymara who belong to other age

groups or who live in other localities (especially
urban spaces), and the forms they have adopted in
terms of Indigenous cultural practices.

The paper is structured as follows: We begin
by presenting the main aspects of Dofa Francisca’s
case. We then analyze them from the perspective of
the Indigenous research paradigm. This means that
we include arguments grounded in scientific dis-
ciplines, as well as arguments that arise from our
own Indigenous perspective. Finally, we outline the
main conclusions that can be reached based on this
case to elucidate critical aspects of the Indigenous
research paradigm in the analysis of the right to
health of Indigenous peoples.

The case of Dofa Francisca

Dona Francisca came from a family of farmers and
artisans that is part of the Willg'e community. Its
members follow a centuries-old tradition based on
Andean medical knowledge. The medicine prac-
ticed by the people of this community is not a form
of “alternative” medicine; rather, it is their primary
form of health care, and they prefer it over biomed-
icine due to the undesired side effects of the latter.
Dona Francisca was recognized as a wise woman,
as she was one of the few people alive familiar with
her culture’s knowledge. In this respect, she took on
the responsibility of conveying this knowledge to
the new generations. This is one of the main objec-
tives of the Children of Willge Aymara Indigenous
Association, of which she was a founding member.

Dona Francisca eventually sought care at the
family health center in the village of Pica, a state-
run clinic based on a biomedical approach. Her
chief complaints were type 2 diabetes (for which she
received insulin), high blood pressure, and stage 5
chronic kidney failure (which was under control).
However, in July 2019, she stopped going to the
center because her medications began to produce
side effects. The doctors told her she needed to use
a catheter, but Francisca refused to consent to that
approach. Francisca also told her family that she
did not want to undergo dialysis.

Dofia Francisca was also being treated in
accordance with Andean medical knowledge with
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the help of her partner, Francisco, a traditional yat-
iri (Andean shaman) and qulliri (bone-setter and
herbalist) from the village of Caquena in Putre. Ac-
cording to her family and Francisco, the treatment
was based on plants such as pingo pingo, quinoa
bark, marancela, parsley, and celery. Francisca also
received care at home, which helped her on various
occasions when she was seriously ill.

On Friday, August 28,2020, an ambulance ar-
rived at Francisca’s home. No one had called for it.
It is still not clear why it was sent. Maybe a neighbor
was worried; maybe the health center took the ini-
tiative. Whatever the case, the ambulance crew took
Francisca with them, telling her that she was only
to undergo tests at the health center, which was un-
true. She and her partner voiced their opposition,
but they took her with the excuse that they needed
to extract liquid from her lungs and would bring
her back home promptly. They said they would call
her sons to update them. They administered a PCR
test for COVID-19 and proceeded to take her to the
city of Iquique (more than 117 kilometers away).
All of this was done without consulting with or
informing her family. Francisco told his partner’s
son what was happening. With the help of an ac-
quaintance who worked in the hospital in Iquique,
the son found out that his mother was in a special
ward for people suspected of having COVID-19.
The doctor on duty told him that his mother was
stable and that they had decided to keep her in the
ward until Monday.

On Monday, August 31, the PCR test results
became available and indicated that Francisca had
COVID-19. The entire family was ordered to quar-
antine in their home, even though her son regularly
took PCR tests for work. The son asked to take an-
other PCR but was forcefully told that he could not.
The family was told they would be fined if they did
not comply with the quarantine. Their inability to
be with and support Francisca had a significant
emotional impact on the family.

The next day, Tuesday, September 1, arrange-
ments were made to bring Francisca home so that
she could continue to quarantine there. She was
released from the hospital on Wednesday, Septem-
ber 2. However, she was in an awful physical and
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mental condition; she could not recognize anyone
or even speak. No one in the house slept that night
because of her pain and discomfort.

On Thursday, September 3, a doctor was called
to examine Francisca and decided that she would
have to return to the hospital in Iquique. She was
taken back to the facility that same day. The family
received a call from the hospital that evening in-
forming them that she was seriously ill and was not
likely to survive. The family was told that Francisca
had passed away the next day at approximately 2 a.m.

Because her son and her partner were in quar-
antine, one of Francisca’s sisters had to manage the
matters related to her death. The sister asked the
funeral home to drive the hearse past her house
so that Francisca’s son and her partner could say
some semblance of a goodbye. However, the health
officials and the police refused to allow this. As a
result, the family had to wait for their quarantine
to end and for the cemeteries to reopen to say
their farewells, which did not occur until the end
of October. The family is still dismayed by what
happened so abruptly to Francisca, as they feel it
was not her time. Some of them are receiving psy-
chological support because of the circumstances
surrounding her death, which have made it very
difficult for them to mourn.

All of this was included in a complaint alleging
that Francisca’s rights had been violated because
the facility failed to provide culturally appropriate
care, ask for informed consent, and respect patient
and family decisions. Such rights are guaranteed
by Chilean Law 20584 on Patients’ Rights and
Duties, which also outlines a procedure for filing
complaints so facilities can remedy irregularities.
The aforementioned regulation also allows for an
appeal to be filed with the Health Superintendency
if the response to the claim is unsatisfactory or the
irregularities reported are not addressed.

Once the complaint was filed, the family
health center issued a written response concluding
“that there was no lack of service as alleged by the
claimant, nor a violation of the patient’s rights,
mainly because the medical care provided was
within our powers as a primary care provider.”

This response was deemed unsatisfactory
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by the family, who took the case to the Health
Superintendency, where it is currently pending.
The following analysis addresses Dofia Francisca’s
experience and elements of the written response
provided by the family health center. Both ele-
ments are part of the same alleged lack of cultural
appropriateness.

The violation of the right to health from
the perspective of the Indigenous research
paradigm

The events described above constitute clear viola-
tions of the right to health. Certain elements would
constitute a violation of any person’s rights. The
most prominent are the provision of incomplete
information, insisting on performing procedures
without the patient’s consent, and the exposure to
risks associated with the care received when a pre-
cise diagnosis has not been provided. Furthermore,
other interventions specifically violated the right
to health care of Indigenous peoples, including the
obligation to protect free and equal access to health
care promotion, protection, and recovery, as well
as an adequate response to the other factors that
influence health, as enshrined in international law
(including Convention 169 of the International La-
bour Organization; the United Nations Declaration
on the Rights of Indigenous Peoples; the Ameri-
can Convention on Human Rights; the Universal
Declaration of Human Rights; and the Interna-
tional Covenant on Economic, Social and Cultural
Rights).>> We examine this in greater detail in the
paragraphs that follow.

Failure to provide culturally appropriate health
care

The health system recognized the absence of cul-
turally appropriate care but tried to hold Francisca
responsible for this deficiency. The institutional
written argument was that “when the patient’s med-
ical file was reviewed ... it was impossible to find
any request of culturally appropriate attention.”™
This deficit is a clear violation of international stan-
dards on the right to health of Indigenous peoples.
As noted in an interpretative guide to Convention

169 of the International Labour Organization,
“Right to basic health care is a fundamental right to
life and States have an obligation to provide proper
health services to all citizens.”™*

According to Chilean regulations—Indige-
nous Peoples Health Policy, General Norm 16 on
“interculturality in health services”—culturally
appropriate attention does not depend on a request
made by the patient. It is actually the health care
provider’s responsibility. Comprehensive services
with an intercultural approach must be made avail-
able to guarantee access to health care. As stated in
the policy, “The model of care with an intercultural
approach must incorporate cultural appropriateness
of services, understood as the adaptation of services
to the characteristics of the culture.™ This means
that it is not enough to develop such programs. As
noted by Jorge Contesse, there must also be “training
for health care operators in conducting case-by-case
analyses of ethnic affiliation and the possible impli-
cations that said circumstance would have for the
provision of an examination and treatment.” This
is even more critical in cases in which providers are
aware that the patient identifies as a member of an
Indigenous community, as in this case.

Furthermore, health care personnel cannot
assume that the patient knows how to request
culturally appropriate health care. It is thus es-
sential to identify cultural affiliations and take
special measures regarding members of Indigenous
communities. The application of the principle of
equality and nondiscrimination in access to hu-
man rights does not mean that the same treatment
should be given to all people.?® On the contrary,
much attention has been paid to taking special
steps to eliminate any determinants that lead to
discrimination.

From our Indigenous perspective, this kind
of adaptation to the health system is the minimum
needed considering the history of colonial and state
violence against Indigenous communities and their
medical knowledge.

Lack of familiarity with the articulation of
medical knowledge

One of the arguments in the state’s written response
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to the complaintis that culturally appropriate health
care was not only not requested but unnecessary.
The response states, “In fact, she has been visiting
our family health center for various treatments and
benefits for years.”?* Regarding this point, we must
first clarify that an Indigenous person seeking care
at a biomedical health care center, even over a pro-
longed period, does not exempt the center from its
duty to provide culturally appropriate health care.
On the contrary, it is precisely the fact that native
peoples use biomedical treatment and Indigenous
medical practices simultaneously that makes such
a provision imperative. Medical anthropology
has studied this for more than 50 years in terms
of medical pluralism, stressing that in the case of
Indigenous peoples, there is often an articulation
between different forms of medical knowledge and
not the exclusive use of one or the other?° The same
point has been raised in the Tarapacd region of
Chile>

Which aspects can facilitate or hinder such
articulation from our Indigenous point of view?
First, if an ailment occurs within the family do-
main and is handled by an Indigenous health care
provider, it is unlikely that the ailing person will
visit a biomedical health center. Biomedical care is
imperative only in certain situations—for example,
when it is deemed that a person is close to death
and that such attention can prolong their existence
in the earthly domain (Aka Pacha).

Second, the reluctance among Aymara elders
to rely on care provided by the family center is often
due to the proposed interventions being considered
invasive, from a perspective in which the body
must be kept “closed” to protect a person’s health;
thus, any interventions that “open up the body” are
rejected.’

Third, such reluctance is related to the side ef-
fects of conventional medicines. For the Indigenous
communities of the Tarapaca region, it is believed
that patented medications may benefit one part of
the body but harm another. This is based on a rela-
tional understanding of the human body. Members
of these communities believe that treatment based
on medicinal plants always benefits the entire
organism and has no side effects* In this regard,
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protocols for providing treatments with cultural
appropriateness do not exist within the Chilean
biomedical system. From our Indigenous perspec-
tive, special consideration is necessary, especially
in the case of the elderly, as they are accustomed
to treatments based on medicinal herbs and under-
stand that their bodies have less resistance to the
ingestion of chemical elements.

Fourth, the willingness to seek treatment will
depend significantly on recibimiento (reception),
the way trust and familiarity are forged. “Reception”
allows people to express how they are experiencing
the ailment emotionally, physically, and spiritually.
If there is no respectful approach, especially with a
jachamama (grandmother), there is unlikely to be
a willingness to reveal their actual ailments. These
ailments may be related to their failure to deliver on
promises made to protective entities such as Alak
Pacha, Mangha Pacha, and the saints. The intercul-
tural facilitator, a state employee belonging to an
Indigenous people whose role is to articulate the
needs of users of Indigenous origin with the health
care network, should play a vital role in this context
because they must understand the patient’s lan-
guage and worldview. They must also pay attention
to the history of persecution and subordination of
the patient’s forms of knowledge. This is critical be-
cause even today, health care teams hold prejudices,
disparage patients’ beliefs, and punish patients who
ascribe to other world views3*

From our Indigenous point of view, the criti-
cism of Dofia Francisca’s decision to visit the family
health center “only intermittently” (as the written
response describes) is grounded in medical mo-
nism. By insistently denying the contribution made
by Indigenous medical knowledge to the treatment
of Francisca’s ailments, the health center interprets
the alternating between both forms of medical
knowledge as an interruption of treatment (inter-
mittency). In other words, a situation of medical
pluralism is negatively perceived from a monistic
medical perspective.

This monism is in and of itself a violation
of rights, given that Chile’s health care policy on
Indigenous people states that “the recognition
that no medical system can satisfy all health care
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needs on its own suggests that the official model
should not be viewed as the only desirable and valid
approach.”

The imposition of biomedical interventions
without the patient’s consent

An additional element of the lack of cultural ap-
propriateness was the failure to secure free and
informed consent to the proposed biomedical
treatment. The complaint established that Francis-
ca was misled about the medical procedures, where
she would be taken, and how long she would be
away from home. This information was provided
without the assistance of an intercultural facilitator,
although Chilean regulations require such services
to be provided.

According to these regulations, “Intercultural
facilitators should be the link between the health
team and the indigenous communities. They must
be people who belong to an indigenous community
and be endorsed by it.” Among their functions, the
regulations note, are to “guide, inform and support
the patient and their family members when they
require outpatient and inpatient health care [and]
... support the patient and the health team in resolv-
ing situations where the cultural aspect is relevant
to health recovery.”*

In Francisca’s case, the entire informed
consent procedure was flawed because it entailed
coercion.”” This coercion occurred when she was at
home with her partner, and the ambulance came
to take her away. Considering that she was refusing
the medical care, the medical personnel needed a
written and signed document proving that refusal.
However, Dofa Francisca was afraid of signing any
document in light of other occasions in which such
a signature brought adverse consequences to her
and her community. She also observed that the staff
was especially insistent on having her sign, which
further entrenched her distrust of the situation.
Later, we will discuss historical-structural reasons
for her refusal to sign.

The critical point here is that when the com-
plaint points out that Dofia Francisca was taken
against her will, the health center’s response asserts
that the lack of a signed document refusing the

treatment proves a tacit expression of willingness
on her part. This assertion misinterprets the facts
because the lack of such a signed document reflects
her refusal to sign and is not a “tacit expression of
willingness” on her part.

From our Indigenous perspective, we are fully
aware of the negative impacts that the signing of
documents has had on our people3® This historical
reality underpins Francisca’s mistrust and should
lead us to consider that it is legitimate for a per-
son’s consent to be expressed orally and in their
mother tongue. Historically, the Aymara people
have used the spoken word to transmit, commu-
nicate, dialogue, and legitimize their present and
past experiences. From the Indigenous perspective,
oral expression has as much or more value than the
written word because it has an axiological mean-
ing: it brings the value of the word into play>®

Such a refusal should have led to the search for
all possible alternatives to provide culturally appro-
priate information. The staft’s failure to do so calls
into question the procedure of consent. How can
someone validly give their consent to something if
they do not fully understand what it is they agree
to? The violation of this point is critical, even from
the point of view of hegemonic law. As Valentina
Fajreldin puts it, “as this relationship [doctor-pa-
tient] also involves an asymmetry of power, the
international debate has focused on the model of
autonomy, which as a general principle posits the
defense of individual freedoms, such as the right
of patients to make decisions about their bodies
concerning medical treatment that is often techno-
cratic and dehumanized.™

From our Indigenous perspective, a critique
can be formulated regarding the naturalization
of protocol-based interventions, which are under-
stood from a universal perspective that assumes
they are good for everyone and thus unquestion-
able. However, the claim of universality is a form of
cultural monism, embedded in biomedicine, which
contradicts the Indigenous approach to health care.
Interventions can be harmful, yet from the biomed-
ical perspective, they are rarely considered as such
because they have been conceived with the explicit
purpose of being beneficial. It is thus fundamental
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to consider the Indigenous perspective in order to
identify any harm not perceived from a biomedical
perspective.

More importantly, contextual conditions that
allow the expression of willingness without con-
straints or coercion should be safeguarded. From
our Indigenous point of view, this supposes a con-
text of respect, responsibility, and reciprocity. As
Linda Tuhiwai Smith points out, consent is relative,
as there is no specific period for the generation of
said trust with the jachamamas (grandmothers)
and jachatatas (grandfathers). It can take minutes,
months, or even years, as this is granted depend-
ing on the credibility of the person requesting it.#
Furthermore, any trust granted is assumed to be re-
ciprocal, taking place within a negotiation context,
and is not a static decision. Therefore, the quality
of the interaction is much more important than
the signing of a document. Signing a document
thus becomes more of a barrier than an avenue
to dialogue and understanding, which is why in-
corporating oral informed consent in research has
been highlighted.+

The exclusion of the qulliri

The state’s written response to the complaint had
a double impact on the family. In addition to the
harm they suffered, there was now a direct attempt
to delegitimize the character and medical knowl-
edge of one of its members, Francisco. Even if he
was not present during the sequence of actions we
have described, the intercultural facilitator of the
family health center engaged in this delegitima-
tion using the following argument in the written
response: “One becomes a qulliri or yatiri through
the recognition granted by the local Indigenous
community. Francisco is not recognized as such in
Pica.™

On the contrary, his local community recog-
nized Francisco as a qulliri and yatiri, as established
in the minutes of Meeting 16 (March 2, 2021) of
the Children of Willg’e Aymara Indigenous Asso-
ciation.* Furthermore, according to an interview
conducted by our cooperative with Francisco on
June 12, 2021, he has performed this role for 60
years and has done so consistently during the 30
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years he has lived in Pica.

It is thus clear that any denial of this status
represents an act of symbolic violence in the con-
text of intercultural health. Symbolic violence is
“a form of violence exercised without physical
coercion through the different symbolic forms
that make up people’s minds and give meaning to
action.™ Given that, from the Indigenous point
of view, medical knowledge is connected to other
areas of life, delegitimizing their health knowledge
also calls into question their knowledge regarding
other cultural and social dimensions, such as cere-
monies, rituals, music, singing, weaving, and their
native language.*¢

Within our Indigenous perspective, this dele-
gitimization is clearly related to communities’ oral
histories. This kind of action has constituted the
foundation for historical processes of genocide that
began with European colonization (extirpation of
idolatries) and then transformed into assimilation
processes. The most worrying aspect is that such
delegitimization is enacted by an agent of the state,
which monopolizes legitimation and delegitima-
tion in Western society. Thus, this represents a
moral affront and one more act of “epistemicide”
(the killing of knowledge systems).*

This delegitimation contradicts the spirit of
Chile’s Indigenous Peoples Health Policy, which,
at least nominally, recognizes Indigenous medical
knowledge:

there is an urgent need to accept that native peoples
have different concepts of health and disease and
that there are traditional specialists for diseases
that the official health system will never know how
to cure, as it lacks the codes to understand their
etiology, and therefore their rehabilitation, much
less their prevention.*

For this reason, Administrative General Norm
16, concerning interculturality in health services,
establishes that “the Ministry of Health, health
services, and other health sector bodies will ensure
their actions guarantee the respect, recognition,
and protection of the health systems of indigenous
groups and their traditional agents recognized
within their communities.
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The state enjoys symbolic power that is rein-
forced by a legal structure. Therefore, the fact that
a state agent engages in this type of disqualifica-
tion represents a form of unacceptable symbolic
violence. From our Indigenous perspective, it also
contravenes community values in that a person
belonging to the community must respect their
elders. This respect is based on recognizing the
accumulated knowledge and contribution to the
community’s care and development. It is import-
ant to note that Francisco’s contribution as a yatiri
involves human and non-human members of his
community and territory.

The delegitimization of Andean medical
knowledge

Moreover, it is equally unacceptable for the inter-
cultural facilitator to serve as the spokesperson for
a point of view that calls into question the effec-
tiveness of Andean medical knowledge. The state’s
response to the complaint indicates that the inter-
cultural facilitator

pointed out that, unfortunately, indigenous
medicine did not evolve due to the impact of
colonization, technology, globalization, etc. The
person in question acknowledged that indigenous
medicine, particularly that of the Aymara, is good.
However, such knowledge is limited to preventive
or palliative treatment, but there is no possibility
that a person with chronic ailments such as those
suffered by Francisca could have been stabilized or
treated only with natural medicine.*

In this regard, it is necessary to clarify that from
the point of view of medical anthropology, there is
no basis for suggesting that Indigenous medicine
has not evolved. Critical medical anthropology has
defined medical knowledge as a process of transfor-
mation in a permanent state of flux that adjusts to
the health needs of communities and territories
Moreover, considering that medical knowledge
is not isolated, the scientific literature on medical
pluralism has consistently described the multiple
transformations that have occurred in the medical
knowledge of native peoples, mainly due to the
connection with biomedical knowledge, which has
often consisted of the incorporation of different

preventive, diagnostic, or therapeutic elements.
Furthermore, recent research on this issue shows
that the processes of cross-border mobility connect
the transformation of Andean medical knowledge
in northern Chile to changes happening in neigh-
boring countries (Bolivia and Peru).* The passage
of alaw on traditional ancestral medicine in Bolivia
in 2013 has reinvigorated that process.

Viewed from our Indigenous perspective, it
is important to note that the defense of cultural
integrity does not necessarily mean maintaining
forms of existence that are tied to the past. One
of the inherent characteristics of a cosmovision is
the establishment of certain principles that link life
to different planes, some of the most important of
which are the symbolic, social, cultural, political,
spiritual, and territorial. However, these principles
are not restricted to the past; there is a reciprocal
transformation of the cosmovision based on reality
and of reality based on the cosmovision.

Moreover, contemporary discussion in the
field of medical anthropology on the effectiveness
of Indigenous medical knowledge highlights that
its complexity requires an approach that goes be-
yond traditional Eurocentric scientific knowledge.s
The facilitator’s value judgment only reproduces
the prejudices present within the ideology of
which subordinates Indigenous
medical knowledge in assuming that it is palliative
(non-curative), ineffective, or iatrogenic. In the

biomedicine,

international literature, such judgments have been
exposed as part of the “hidden values” that operate
as “tenacious assumptions of biomedicine,” one
of which is the assumption of the inefficiency of
non-scientific knowledge’* Medical anthropology
literature has documented and analyzed this in
detail, including the specific case of the Tarapaca
region of Chile® Consequently, the question of
whether “a person with chronic ailments such as
those suffered by Francisca could have been sta-
bilized or treated only with natural medicine” is
a matter that involves seeking out and presenting
evidence. Further, there is no evidence of this as-
sertion in the written response.

Given all of this, the judgments issued by
the intercultural facilitator seemed to reflect his
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“internal colonialism.™® Scholarship in the social
sciences has found the role that some Indigenous
people play within the structure of the neoliberal
multicultural state to be problematic. Scholars have
denounced the figure of the “authorized Indian”
(Indio permitido): “that person who assumes an
ornamental role in the new state” and who, in the
political sphere, “speaks in modern terms, trans-
lating their practices into a politically acceptable
discourse and leaving the unacceptable outside of
the public domain, without necessarily abandoning
them.”™ From our Indigenous perspective, this also
constitutes an attack on the culture from within,
which in the Andean axiology implies a lack of loy-
alty, a betrayal of the community, and an affront to
a person’s own cultural identity.

Lastly, using the authority conferred on the
intercultural facilitator to discredit Andean med-
ical knowledge is arbitrary, as the facilitator does
not receive any form of legitimacy from the an-
thropological sciences, biomedical knowledge, or
community recognition. As a result, the official’s
judgment subverts the roles assigned within Chil-
ean institutional and intercultural health care.

The deterioration of the relationship between
biomedical and Indigenous knowledge

We have identified a need to move away from analy-
sis at the individual level and focus on the territory,
the community, and the family. This approach is
very much part of our Indigenous perspective.
Events like those analyzed in this paper cause harm
not only to an individual’s health but also to the
collective health of the Aymara people, as they rep-
resent the reproduction of biomedical dominance
over Indigenous medical knowledge. Indigenous
medical knowledge is identified by academics and
political bodies (see the Historical Truth and the
New Deal with Indigenous Peoples Commission)
as one of the pillars of cultural identity?® If this type
of rights violation is repeated, medical knowledge
with territorial specificity cultivated and protected
by people like Francisco is made to disappear. In-
deed, the refusal of the health service to recognize
the knowledge of people like him is part of the sym-
bolic violence that forms the basis of the difficulties
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of passing this knowledge on to new generations.
Thus, collective and transgenerational harm is
caused that should be avoided from an intercultur-
al point of view.

Conclusion

States must be more willing to develop efficient
structures and public policies that guarantee re-
spect for the human rights of Indigenous peoples.
Political officials must take responsibility for pro-
moting these rights beyond the formalities that
have been used for so many years to prevent them
from being exercised. Despite abundant national
and international regulations on the subject, the
right to cultural appropriateness in health care has
not permeated the institutional and cultural struc-
ture of the health system in Chile, and minimal
progress has been made.

According to the Indigenous research par-
adigm, intercultural health is yet another sphere
in which the coloniality of knowledge and power
continues to operate. The need to sustain an In-
digenous paradigm is based on the fact that many
of the aspects identified as problematic are neither
perceptible nor acquire the character of validated
evidence.

The problem of evidence comes to the fore
in the domains of scientific knowledge and in the
law, specifically regarding the right to health. First,
knowledge validation procedures are culturally
determined. Second, the Indigenous perspective
must be fully included in interpreting what con-
stitutes a violation of rights. Fully included means
including ontology, epistemology, methodology,
and axiology in order to refrain from reproducing
certain tenacious biomedical assumptions. We
have offered various examples throughout this
paper: the idea that the only truth is the naturalist
one, that non-biomedical knowledge is inferior,
that biomedical knowledge guarantees universal
well-being, that the ideal approach to health care
is medical monism, that Indigenous knowledge is
opposed to its scientific counterpart, and that the
only valid reference for assessing the right to health
care is the Eurocentric model of law.
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Throughout this paper, we have argued that the
right to health care can benefit from the Indigenous
research paradigm. Moreover, the contributions of
this paradigm are not limited to the approach to In-
digenous issues; they can be extended to all aspects
in which a stakeholder’s point of view becomes
relevant in ontological, epistemological, method-
ological, and axiological terms.
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Abstract

The Araucania region of Chile is characterized by a significant rural Indigenous population—the
Mapuche people—who preserve their cultural beliefs about the world around them. This region is also
distinguished by the conflict between the Mapuche people and the Chilean government. The Chilean state
has supported the development of extractive projects such as industrial plantations, hydroelectric plants,
and aquaculture, using nature to generate profits. This has collided with the Mapuche’s inextricable
relationship with nature and territory, which they value as a spiritual and historical space. Our qualitative
study, conducted between 2016 and 2019 in three Araucania territories with large Mapuche populations,
sought to explore Mapuche perceptions of nature, their right to health, Indigenous rights generally, and
Indigenous communities’ relationship with the state. The results show an overall perception among
Mapuche communities of an extractive mentality at the heart of the Chilean state, regardless of the
administration in power, as well as a belief that the industrial occupation of their territories represents
a process of colonialism and the transgression of ancestral rights. This extractivist approach by the
state has caused Mapuche communities to witness enormous changes to their ecosystem, with negative

impacts on their well-being.
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Introduction

In 1948, the World Health Organization, an organ
of the United Nations, declared health a fundamen-
tal human right. Subsequent international treaties,
declarations, conventions, and general norms
have incorporated specific health guarantees
for Indigenous and tribal peoples. Among them
is Convention 169 of the International Labour
Organization, which recognizes the Indigenous
therapeutic practices of prevention and healing,
along with the collective and territorial rights of
Indigenous peoples, and demands that states adopt
special measures for the protection and develop-
ment of such practices.*In 2009, Chile ratified this
convention and, in doing so, legally recognized
the existence of nine Indigenous peoples and their
particular notion of territory and cosmovision.
This acknowledgment was strengthened by the
international agreement known as the Indigenous
Peoples’ Health Initiative, which emphasizes the
need to adopt a holistic approach to Indigenous
health treatment, including the need to adopt an
integral and intercultural health perspective.

These international agreements concerning
Indigenous peoples and health are further com-
plemented by the United Nations Declaration on
the Rights of Indigenous Peoples.* This declaration
protects Indigenous peoples’ rights to conserve and
strengthen their institutions; to physical and mental
integrity; not to be subjected to forced assimilation;
not to be displaced from their native lands or terri-
tories; to preserve their spiritual relationship with
the ecosystem; to protect their traditional medi-
cines and health practices; and to live in a healthy
environment. The declaration further notes that
states should recognize Indigenous ecosystems and
provide resources for the reparation, restitution,
and legal protection of Indigenous territories.

The Economic Commission for Latin America
and the Caribbean stipulates that states must guar-
antee the self-determination of Indigenous peoples
over their ancestral lands, territories, and natural
resources because they represent the fundamental
bases for Indigenous well-being.

In 1993, Chile passed Law 19253, which estab-
lishes norms for protecting and developing the life

of native peoples residing in the country. The pur-
pose of this law is to protect the cultural and health
patrimony of Indigenous peoples. Furthermore, the
law regulates the participation of Indigenous peo-
ples in decisions regarding development projects
that stand to affect them. In 2008, the government
created the Historic Truth and New Deal Commis-
sion and rolled out new policies on the relationship
between the state and Indigenous peoples.® In this
context, an Indigenous health policy was created,
along with certain regulations to implement it. The
regulations concern the rights and duties of health
users and establish that in territories whose popula-
tions consist of more than 20% Indigenous people,
the Chilean state must guarantee intercultural ini-
tiatives.” As a result, the health rights of Indigenous
people became associated with the concepts of the
ecosystem and territory. Different authors have
studied this issue, analyzing development, identity,
health, and territory as rights of Indigenous peo-
ples.® Despite this progress in public policies, there
are still critical structural gaps in recognizing the
relationship between the natural environment and
Indigenous peoples” well-being and healing.?

In Chile, conflicts have arisen concerning the
Mapuche people, the country’s largest Indigenous
group, particularly their claims to autonomy over
their historical territories, which are currently
being exploited by private and transnational com-
panies for commercial purposes.*

Despite progress in regulations at the national
level, the Chilean state exerts minimal oversight
over the extractive activities of timber companies,
and it does not recognize the inextricable rela-
tionship between Indigenous people, territory,
and health.” The Mapuche, whose claims to ter-
ritorial rights have been criminalized, have also
experienced judicial persecution for struggling
against extractive capitalism.” Consequently, the
concern for ensuring the population’s health from a
perspective of law and interculturality has become
subsumed into issues of territorial conflict.

For the Mapuche, territory has philosophical
and cultural significance and represents more than
a piece of land. It embodies a symbolic category
that articulates the history of their ancestors,
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nature, health, and reproduction and is therefore
considered sacred.? Likewise, health is understood
as the relationship between human beings, nature,
and ancestors.

Chile’s extractive approach to nature, inherent
to positivist thinking, collides with the cosmovision
of the Mapuche and has been a source of constant
conflict between the state and this Indigenous
group. A vast area of the once pristine Mapuche
territory has been exploited by the forestry (pulp
and paper) industry. Although some Mapuche
communities have benefited from forestry in terms
of employment and income, most are against the
advance of forestry.”

Regardless of the Chilean state’s efforts to
incorporate international standards concerning
ancestral peoples, such attempts have been insuf-
ficient and limited.® The positivist logic, which
underpins the current Chilean Constitution, con-
ceives of ecosystems as unlimited resources that can
be exploited, while reducing the concept of health
to an individual right associated with curative bio-
medical benefits.” These principles contradict the
Mapuche epistemology that links health to the nat-
ural ecosystem and promotes nature’s protection
and recognition as a subject of rights, which is thus
opposed to the capitalist concept of commodities.*

Few empirical studies on Indigenous popula-
tions in Chile have involved a combined analysis on
culture, ancestral territorial rights, and collective
well-being.” We analyze these changes and gaps in
relation to health and rights from the framework
of Collective Health in Latin America with special
attention to Indigenous knowledge and experience
in Chile.?® This paper presents qualitative research
on the perceptions of Mapuche people living in the
Araucania region about their ecosystem, health,
and relationship with the Chilean state. It provides
insights into how the Mapuche live and feel regard-
ing the fulfillment of their Indigenous rights to
land and health.

Methodology

We undertook a descriptive and qualitative study
from 2016 to 2019 in La Araucania, Chile, located
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686 kilometers south of Santiago, the country’s
capital. This region is inhabited by the largest
Indigenous community in Chile—the Mapuche—
who make up 9.9% of the national population.” In
La Araucania, 32.8% of the population belongs to
the Mapuche people; and of these, 70% live in rural
areas.”

These rural Mapuche inhabitants live in small
family communities far from urban areas; they
are principally farmers who raise livestock and
cultivate vegetables, and in some areas, they rely
on handiwork as a means of subsistence. Many of
these rural communities are surrounded by timber
companies that have established forest monocul-
tures and a network of roads designed for industrial
plantations. Given the current unrest in these ter-
ritories, most companies employ armed security
guards to protect their extractive activities.

Thirty adults who self-identified as Mapuche,
belonging to three ecological-cultural zones in the
Araucania region, participated in our study. The
ecological-cultural zones are described as the coast
(lafkenche), center or intermediate depression (wen-
teche), and mountain range (pewenche).”

The participants consisted of 21 men and 9
women, with an average age of 39 years and an av-
erage of seven years of formal education; 28 people
were married with children, and 25 respondents
participated in land rights organizations.

We coordinated data collection with Mapuche
cultural advisors (local Indigenous people), who
facilitated our work with participants and accom-
panied us in the data collection process.

Data was collected through focus groups and
interviews conducted in the communities. We ob-
tained participants’ informed consent prior to data
collection. This study was authorized by the Sci-
entific Ethics Committee of the Araucania Health
Service and Universidad de La Frontera.

The interviews and focus group conversations
were transcribed and entered into a database in the
Atlas.ti 10 program. We then segmented the stories
into units of meaning; coded the text to compress
information; grouped codes of similar meanings;
designed a descriptive network or map to observe
relationships among meanings; performed a nar-
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rative interpretation of findings; and developed
results and findings congruent with the discourses.

The reliability and rigor of our research process
was ensured through data collection triangulation
(i.e., groups and individuals) and the participation
of various analysts in the process of determining
results.

Results

Three themes emerged that reflect the Mapuche
population’s perception of the relationship be-
tween the ecosystem and their health rights. First,
extractive policies have been encouraged and
supported by the Chilean state. These policies are
considered structural factors not modifiable in
the short term. Second, ecosystemic changes have
generated uncertainty and a lack of well-being in
the population. These changes are perceived as a
violation of the right to health. Third, state policies
and regulations are considered forms of colonial-
ism that violate Indigenous ancestral rights.

Extractive policies promoted by the Chilean
state are independent of the administration in
power

Interviewees consider that there is a lack of vision
from the Chilean state concerning the importance
of the Mapuche people in the country’s history and
development. Although various policies and laws
regarding Indigenous peoples and institutions have
been created to address global issues of Indigenous
development, they are focused on compensating
families for historical and recent economic dam-
age. Several comments from participants illustrate
this idea:

The state believes it is doing a favor to the Mapuche
people by helping them, but no, it is our right. We
always had the same problem, the importance of
our community as a people is unknown, and our
history, organization, language, education, and
medicine are ignored. (interviewee 2)

In schools, students are taught that the Mapuche
people are part of history; the Mapuche people are
seen as having disappeared. That is not appreciating

that they are a living population, a nation, not
isolated people in each community. (interviewee 10)

The policy has always been to corner us. They
occupy our ancestral territory and hand it over
to the companies that take everything, the native
forest and the water, rendering everything useless.
(interviewee 1)

In this context, the state has embraced a repeated
policy of ignorance, which has become a structural
factor threatening the life and developmental possi-
bilities of the Mapuche people. For example:

There have been advances, but always because
the Mapuche fight for their rights and continue
fighting. There is CONADI [National Corporation
for Indigenous Development], laws, and regulations
that Chileans make for us, that have lived here
before the arrival of the Spaniards. (interviewee 7)

They blame the Mapuche, and militarized our
territories. This will not easily change until other
laws reign ... our laws. The truth is that our
existence as a Mapuche people-nation is ignored,
and that ignorance is installed within Chilean
society. (interviewee 10)

Changes affecting the ecosystem have generated
uncertainty and a lack of well-being, which
constitutes a violation of the right to health

As stated in the introduction, the Mapuche cos-
movision and people are inextricably bound to the
territory and nature. For them, nature is not only
a physical environment but also a spiritual space
of interconnection where Mapuche beings coexist
with their ancestors. This relationship of reciproci-
ty, while hierarchical, is supported through mutual
respect that generates a balance between being and
nature. This balance is expressed in the concept of
well-being (health) for humans and non-humans,
present and past. Consequently, every element that
disturbs nature affects all beings that make up this
system.

All the people interviewed mentioned the pres-
ence of significant changes in nature that have affected
the health and well-being of the Mapuche people.
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These changes are the result not only of human set-
tlement but also of the interventions of monoculture
forestry plantations and water extraction companies.
Some excerpts exemplify this idea:

Ifyou enter a place and you ravage the spirituality of
the space, there will be a shock, a disturbance from
that encounter, and it will disrupt your spirituality.
This disruption is the origin of the imbalance. As
your spirituality and body are one, it will have
repercussions, it will affect you, and you will see it
later reflected in the body. (interviewee 1)

The business enterprises come to take everything
away from you, and you are left with nothing; they
leave you hopeless, and for sure, that emotional
part of you will trigger an illness. Your mind,
your thoughts at night, being unable to sleep or
eat because your mind cannot organize itself. If
everything is taken away from you, you cannot
properly nourish yourself and sleep well. In other
words, it affects my body because I am a whole, do
you understand? (interviewee 12)

All Mapuche people come with a role in the
community: to take care of our surroundings, to
protect and take care of the land, to take care of
nature, to be watchful of what is happening with
the water sources, what is happening with the herbs,
with the trees, the medicinal resources. It is a whole;
to live, we have a whole set of elements. We cannot
isolate ourselves and say: I can live alone without
these elements. If these elements are missing, you
have lost your life and who you are and are no
longer human. You are already a machine, you are
mechanized in the system. (interviewee 17)

A community leader told us:

Everything is related to us, not only the issue of
health but also the issue of roads, the issue of
bridges, the issue of education, and different issues
with the communities. All areas of development,
especially in fundamental rights, health, education,
and roads, mean having good accessibility to the
city, right? Those are the rights of the communities.
(interviewee 5)

Another said:

The companies take everything away: that makes us
sick, it does not allow us to prosper, it is like taking
away the community’s right to exist. (interviewee 10)
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Some people stated that even Mapuche medicine and
its agents had been affected by changes in nature:

It is harder to go to look for remedies [medicinal
herbs], the menoco [places with vegetation and
water] are getting farther and farther away from
where we used to live, because they have been
depleted, and so our machi [traditional healers]
suffer ... they are becoming lost. Even to take plants
from the mountain, we have to ask permission from
the Chilean institutions. Can you see? We were the
owners of that mountain. (interviewee 2)

Nature has also changed over time, the air that
surrounds us, it is not like before, before there
were all the natives, there was the rivet, there were
waterfalls, the mariines [swamps], the river carried
much water to the sea, everything was abundant.
Now, it no longer exists. So, the air is different; it is
not like before. Before, when you spoke, it echoed;
now you speak, you speak again, and there is no
echo. (interviewee 2)

There is a perception of colonialism and a
transgression of Mapuche ancestral rights

The Mapuche people share a spiritual and cultur-
al history related to the creation of the universe,
people, and nature. As a nation, they are a civili-
zation previous to the Spanish conquest, but one
brought down by war and occupation and then
forced to abandon their ancestral territories, thus
transforming their political, economic, and social
organization.

Many interviewees described this colonization
and neocolonization as a severe loss and a trauma
in their people’s history. However, at the same time,
they expressed their spirit of struggle to recover
and validate their constitutional rights:

Colonialism is an issue if one follows history, starting
with the defeat of the Mapuche people by the Chilean
army when the fundamental rights of the Mapuche
people were not respected. When the Chilean army in
1879 to 1880 came and overran the Mapuche people
with weapons, they annihilated and won the war;
they burned their houses, took their animals, and
impoverished them in such a way. Then a problem
started because they killed their families, and they
cornered them. (interviewee 15)
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Another participant pointed out that the Mapuche
people’s right to have their own organization has
been transgressed. In their words:

How we are led, directed, and structured as a
people or nation is different from the other customs.
Today the longko [Mapuche political authority] is
compared to the president of a community or an
organization. The westerners brought those customs
and implanted them here among us, and took what
was ours. They made us vote in the community to
elect someone, but the longko is not someone elected
by the community. The longko is a spiritual being,
whose gift and lineage is to serve as an authority.
(interviewee 17)

They already brought you the school, the church, the
post, everything. The state today places rules on you
and forces you; obligations to fulfill and duties to do.
Furthermore, you have very little right in the face of
that. The rights for us Mapuche are very, very few.
So, you have practically no rights, but you have many
duties to fulfill toward the state. (interviewee 8)

For many interviewees, the Mapuche people are
tied to territory, and this territory no longer has
space to develop. Thus, alternatives must be sought
for a new form of articulation between Chilean and
Mapuche societies:

I am a farmer, but nowadays that is ending because
there is no more space. Perhaps our grandparents
had a decent amount of land, but then more and
more people were born, the same land was divided
so that everyone had enough, and the pie shrunk.
Then you can no longer raise animals; you have no
pasture or fodder for your animals or crops. You
can’t even grow crops. So, you must commit yourself
to small vegetable gardens, small things, or cleaning
the streets as I do now. (interviewee 14)

The respondent also mentioned that it has been a
great tragedy for the Mapuche people, generating
significant pain and desolation, but that in the
course of time the ideas of vindication of their con-
dition as a people are still in force:

It is not a bad thing that the Chileans are next to us,
but how do we balance this, how do we not run over
each other, how do we not hit each other? That is the

problem; that is the way it is. So, we must keep on
recovering and fighting for our people. (interviewee
14)

Another interviewee suggested some solutions:

The state must educate itself too. Resources and
education must be sought for the implementation
of new projects and new systems. We must search
for a new world of true development, not pollution
because it is the cheapest thing to do. For them, it is
cheaper to destroy the forests, rivers, or streams that
feed the rivers. However, the effects in the future
will be catastrophic for the planet, not only for the
Mapuche. (interviewee 2)

To summarize, the three themes discussed above
interlink with one another, forming a remarkable
unity of meaning that implies the presence of a
people defeated by war, reduced, and colonized.
However, their power lies in the right to be consid-
ered a society prior to discovery and colonization
that, despite the ethnocidal processes, continues to
be a people with a history, an identity, and a pro-
jection. Thus, “struggle” is the metaphor that has
accompanied the history of the Mapuche people to
this day.

Conclusion

Three themes repeatedly emerged from the analysis
of the interviews, connecting the perception of the
existing situation of the Mapuche people with pro-
cesses of colonization and the transgression of their
fundamental rights, particularly in terms of poli-
tics and health. These themes relate to the focus of
Collective Health in Latin America on all aspects of
social, political, and economic rights that allow the
right to health and to the focus of Latin American
interculturality in the health field to highlight the
knowledge and priorities of Indigenous people. The
first theme involves a perceived sense of plundering
and extractivism of ancestral or pristine territories
as a state policy has been present for centuries. Sec-
ond, far-reaching changes in the ecosystem have
generated transformations in the Mapuche way of
life and their relationship with the environment.
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The third theme is the Chilean state’s colonialist
approach, which does not assume the presence of
this Indigenous nation in its territory.

Several issues determine the complexity of the
interaction between the Mapuche people and the
Chilean state with regard to their right to health.
The Mapuche paradigm of health and well-being—
whose principles differ radically from those of
westernized Chilean society—is at the core of this
interaction. The Mapuche people have a holistic
and integral conception of the synergic coexistence
between humans and nature, both of which have a
spirituality and identity.>

During the Spanish conquest in Chile, land
was interpreted as an asset to be expropriated, capa-
ble of exploitation for the empire’s benefit or for the
benefit of individuals who assisted these aggressive
strategies. It came to be valued only as a material
asset or simply as a commodity to be traded on the
international market. The persons inhabiting these
territories were not regarded as people; therefore,
they were killed or enslaved without rights.>

This historical legacy of the exploitation of nat-
ural resources has endured, with different facades,
up to the present day. Powerful economic interests
continue to value Chilean territory (including that
of the Mapuche), which is still depicted as pristine
and abundant in natural resources, as a source
of economic profit. Consequently, the Mapuche
cosmovision of health, well-being, and territory
collides with an economy-based and extractivist
perspective of space, to the extent that Indigenous
people are punished, suffer diseases, endure dam-
age to their spiritual well-being, or are left in a state
of poverty.

The results of our study suggest the presence
of a profound extractive paradigm regardless of the
administration in power, which indicates that this
is a phenomenon rooted in the very essence of Chil-
ean policies. Through our interviews with members
of the Mapuche community, we can perceive the
absence of their participation in the realms of pol-
icy. The Mapuche people demand recognition and
respect as historical subjects because they are the
natural owners of the territory in dispute.

In this context, we can see a historical policy
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of extermination of the Mapuche cultural identity,
especially because the state is not protecting the
rights of the country’s Indigenous population,
as it is obliged to do under international human
rights law. The changes generated by the state to
Indigenous ecosystems have had a transcendental
repercussion on the life of the Mapuche people,
especially their health.

The current constitutional process underway
in Chile is of utmost importance for the country’s
Indigenous peoples, as it holds the promise of re-
spect for plurinationality, interculturality, and the
rights of nature. Nevertheless, the adoption of such
a constitutional framework is still far from real-
ity. The Mapuche people are participating in this
constitutional process in order to promote a better
understanding of their Indigenous rights.

Finally, to conceive health as a cultural right of
Indigenous people implies an ethical and moral duty
on the part of the Chilean state, and all strategies to
accomplish this goal must be through participatory
processes involving Mapuche authorities.®
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Introduction

Health workers concerned about the human right
to health have reason to be wary as they observe the
world around them. Despite a pandemic-triggered
global economy slowdown, human consumption
continues to generate dangerous levels of green-
house gasses, pushing carbon dioxide levels to their
highest in three million years.' During the first two
years of the COVID-19 pandemic, profit-driven
economic systems crowned a new billionaire every
30 hours while pushing one million people toward
extreme poverty every 33 hours. Forty of these
new billionaires are pharmaceutical executives.?
Colonial imprints, white supremacy, and racial
capitalism contours and textures both public and
private care systems in ways that create patterns
of advantage for white-identified and wealthy
individuals and disadvantage for (largely poorer)
black- and brown-identified individuals in their
encounters with COVID-19.2 The consequences of
these upstream forces are health inequities expe-
rienced as biological pathology. By upstream, we
refer to the social, political, and economic contexts
that structure society and are “manufacturers
of illness,” such as profit-making institutions.*
Generative mechanisms in society that positively
influence well-being are also examples of upstream
social forces, such as equitable transportation,
healthy rivers and wetlands, and community prac-
tices imbued with an ethos of care.

The recalcitrant persistence of health ineq-
uities experienced across both local and global
contexts has intensified interest in frameworks
that claim to diagnose the root causes of these
inequities accurately. Prominent among these in-
terdisciplinary fields are social medicine, collective
health, and structural competency, all of which
also offer a complementary set of prescriptions to
remedy inequitable outcomes’ Some argue that
the intensified interest at this moment is simply a
cyclical rediscovery of historically well-described
relationships between oppressive social conditions
that structure risk for illness.® Others believe that
the intensified interest and energy, pressured by
the emergency context of climate catastrophe,
ongoing racial injustice, and a global pandemic,

signal something different. They hold the hope that
disruptive and generative social change will move
the global community toward actual fulfillment of
article 25 of the Universal Declaration of Human
Rights, which states that “everyone has the right
to a standard of living adequate for the health and
well-being of himself and of his family.”

Social medicine, collective health, and struc-
tural competency share core commonalities in
their assertion that health is a human right generat-
ed not in the biological domain but in the upstream
determination of health. This is often akin to the
contemporary reference within human rights
literature to civil, political, social, cultural, and eco-
nomic rights. All three of these fields focus on the
(re)production of health and systems of care, as well
as the political economies that aid or obstruct the
realization of public health as a social good. They
are each interdisciplinary fields linked with social
change projects with broad agendas encompassing
the social response to societal ills. All three grew
out of academic contexts, and their adherents pub-
lish on and organize thematic conferences focused
on health justice.

Despite their shared ideological interest in
health justice and remedying health inequities,
practitioners and scholars in the fields of social med-
icine, collective health, and structural competency
engage in minimal dialogue. Possible reasons for
the lack of dialogue include their origins in differ-
ent geographic, linguistic, and historical contexts,
territorialism, academic advancement linked to the
generation of novel concepts and language, and the
belief that new conceptualizations expanding be-
yond existing theories and actions are required to
eliminate health inequities. Whatever the reason,
the lack of exchange and engagement diminishes
the possibilities of relationship-building, theoret-
ical expansion, imaginative problem-solving, and
the collective building of power needed for social
change toward health justice. In short, we believe
that the lack of dialogue isolates and minimizes the
potential for all three to substantively contribute to
the movement seeking to ensure health as a human
right for all.

In this paper, our goal is to ignite inten-
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tional dialogue among these three fields by (1)
juxtaposing their definitions, geographic and his-
torical journeys, and key frameworks and themes,
(2) proposing that transformative pedagogy offers
one strategy to foster dialogue, and (3) providing
concrete examples of what such pedagogy might
look like. We illustrate these points by drawing on
our collective experience as a transnational group
of social medicine educators and practitioners.

Contemporary summaries of social
medicine, collective health, and structural
competency

We first turn to an examination of the three fields—
social medicine, collective health, and structural
competency—that highlights the history, central
tenets, and theoretical influences of each.

Social medicine

Social medicine is an interdisciplinary field that
is over a century old. In the early to mid-19th
century, European countries faced many social
challenges, including increasingly low wages for
the working class, poor working conditions, and
a lack of housing and sanitation facilities. These
population outcomes alarmed a group of reformist
French physicians and hygienists to investigate the
relationships between health problems and social
conditions.® They quickly realized the pervasive
influence of social factors on health and disease.
German pioneers of the field promoted health care
reform after the revolution in March 1848. They
proposed three basic principles regarding the aca-
demic and practical aspects of social medicine: (1)
the health of the population is a matter of direct
social concern; (2) social and economic conditions
have an important effect on health, disease, and the
practice of medicine, and these relations must be
subjected to scientific investigation; and (3) steps
must be taken to promote health and to combat
disease, and the measures involved in such action
must be social as well as medical?

Social medicine was introduced to Latin
America and the United States in the 20th century
(though it has historically had limited uptake in the

latter setting owing in significant part to a persistent
political aversion to “socialist” forces in the medical
industrial complex).” This marked a “golden age” of
social medicine during troubled times throughout
the Latin American region, where local institutions
of authority were coopted by transnational interests
at the expense the common people. Leaders thus
emerged from Chile, Brazil, Cuba, Ecuador, and
Argentina to advance theories on the social roots
of illness and action-oriented initiatives.” This
field has also taken inspiration from intersecting
fields of liberation theology, empowerment prac-
tices in popular education, political revolutions
in Cuba and Nicaragua, and a repressed peaceful
transition to a socialist paradigm in Chile. Social
medicine contrasts with public health “in its defi-
nitions of populations and social institutions, its
dialectic vision of ‘health-illness’, and its stance on
causal inference,” offering analyses that go beyond
identifying relatively static mono- or multi-facto-
rial accounts of decontextualized risk factors for
health-illness and offering “a more complex ap-
proach to causality, in which social and historical

”12 Social

conditions receive more explicit emphasis.
medicine traditions have advanced shared ideals
of democracy, egalitarianism, and capacity- and
community-building—all ideals grounded within
a tradition of praxis (reflection and action upon the
world in order to transform it).* A strength iden-
tified within social medicine is the emphasis on
the linkage of theory and practice, as leaders have
emphasized theory that “both informs and takes
inspiration from efforts toward social change.™*
More recently, at the Social Medicine Con-
sortium conference in 2016 in Minneapolis, United
States, a global group of educators and practitioners
defined social medicine through consensus as
a practice that integrates (1) understanding and
applying the social determinants of health, social
epidemiology, and social science approaches to pa-
tient care; (2) an advocacy and equity agenda that
treats health as a human right; (3) an approach that
is both interdisciplinary and multisectoral across
the health system; (4) a deep understanding of local
and global contexts which ensures that the local
context informs and leads the global movement;
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and (5) voice and vote of patient, families, and
communities.® Some scholars at the intersection
of Latin American social medicine and collective
health have proposed a more active language focus
on the social determination of health as a focus on
the dynamic nature of how health-illness is (re)
produced.’

Collective health

Collective health emerged in Brazil in the 1970s
as an interdisciplinary field focused mainly on
epidemiology, social sciences in health, and health
policy, planning, and management. While largely
centered in Brazil at its inception, collective health
has grown in importance throughout Latin Amer-
ica, with particularly strong threads emerging in
Argentina, Uruguay, and Ecuador in the 1990s. The
field was born out of the medical education reform
project of preventive medicine and the broader, re-
cursive historical movement of social medicine. It
has been connected to grassroots struggles for de-
mocracy and health reform movements. Collective
health views health and disease as a social process
and “investigates the production and distribution
of diseases in society as processes of social produc-
tion and reproduction.” It attempts to understand
the forms with which society identifies its health
needs and problems, looks for an explanation, and
then organizes itself to face them.”

A strength identified within collective health
hasbeen the proposal to organize in both horizontal
and vertical directions. The horizontal organiza-
tion of collective health refers to a social movement
oriented toward the professional health-allied
community, as well as lay people across society
advocating for health as a human right. Vertical
organization refers to the intentional development
of subject-matter experts in the field such that spe-
cialized knowledge can be brought to bear on more
complex problems.® Thus, collective health has
strength in its inherent value of “democratizing”
the arena of health as an expanded human right to
all stakeholders. It commits to a collective praxis
of the social determination of health in a way that
is inclusive to experts and common citizenry alike,
in horizontal and vertical levels. This is in contrast

to social medicine, which has been described as
having a “key aim ... to work against vertical ap-
proaches that have historically dominated global
health interventions.”

Structural competency

Structural competency is also a relatively new
curricular framework for training health profes-
sionals (with predominant historical roots in the
United States) to recognize and respond to disease
and its unequal distribution, which comes about
as the outcome of harmful social structures such
as policies, institutions, and systems. Structural
competency explicitly engages with the root causes
and the “structural violence” naturalized and (re)
produced within the status quo. Structural com-
petency was initially developed as a framework to
reform medical education paradigms in ostensibly
domestic Global North settings with no apparent
specific focus on global health.>> However, it is
increasingly being put forth as one response to “de-
colonize” global health and meaningfully engage
with structural drivers of global health inequity.”

Structural competency offers strengths in its
proposed framework of sub-competencies for glob-
al health education (a relatively recent development
with structural competency, as its gaze was histori-
cally focused on local medical education endeavors)
developed by scholars from the Global North and
Global South who have developed and taught
curricula related to global health, social medicine,
and structural inequality. These sub-competencies
include being able to

(1) describe the role of social structures in producing
and maintaining health inequities globally, (2)
identify the ways that structural inequalities are
naturalized within the field of global health, (3)
discuss the impact of structure on the practice of
global health, (4) recognize structural interventions
for addressing global health inequities, and (5)
apply the concept of structural humility in the
context of global health.**

One key strength within structural competency is
that practitioners have demonstrated a remarkable
ability to build cross-institutional and -organi-
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zational relationships via their development and
delivery of structural competency training to
diverse audiences of health care professionals.®
We highlight the inclusion of sub-competency 5
of structural humility—“a self-reflective approach
to addressing the structural determinants of
health that requires partnering with individuals
and communities to inform understandings of
structural violence and to explore how best to re-
spond to it.”>* We feel that it relates closely to our
pedagogical localization of the “personal” within
our 3Ps educational model described in further
detail below. Despite scholars proposing concrete
sub-competencies within this field, there remain
identified needs to “further refine and operational-
ize the competencies proposed here into curricula,
to develop relevant pedagogy, and to evaluate its
effects on trainee knowledge, skills, and real-world
impact.”™

Table 1 summarizes each of the three fields.
This work is not a comprehensive review of the
fields but rather an examination of how they have
contributed to the broader social movement of
health and human rights. Significant overlap and
interconnection exists between these fields.
social medicine,
health, and structural competency are interrelated,

In summary, collective
interdisciplinary, evolving fields that have recur-
sively grappled with health inequities in their
unique histories against increasingly globalized
oppressive phenomena impacting historically mar-
ginalized and dispossessed communities. There lies
an opportunity within global health equity as a so-
cial change project to develop a common language
and integrated framework for analysis within these
fields toward more concrete and collaborative
curricular design and evaluation oriented toward
transformative learner outcomes linked with social
change. Collective health has proposed a “democ-
ratized” arena of horizontal and vertical levels of
knowledge and practice such that health can be
more broadly conceptualized as an expanded hu-
man right and such that change can be facilitated
by more specialized agents according to the com-
plexity of situations. Structural competency has
proposed structural humility such that structural

interventions might be more readily adapted and
accepted to diverse localized contexts according
to social, cultural, and political differences. Social
medicine has proposed a linkage between theory
and practice (praxis) such that theory both informs
and takes inspiration from collective social change
efforts.

Transformative pedagogy and building
critical consciousness

Given the cross-disciplinary commitment to social
change shared by social medicine, collective health,
and structural competency, educating practitioners
across all three traditions requires pedagogy that
catalyzes learner transformation. Jack Mezirow
and Edward Taylor define transformative learning
as “learning that transforms problematic frames of
reference to make them more inclusive, discrimi-
nating, reflective, open, and emotionally able to
change.” They contend that transformative learning
requires a combination of individual experience,
critical reflection, dialogue, holistic orientation,
awareness of context, and authentic relationships.
Ultimately, transformative learning, “require[s]
that the learner make an informed and reflective
decision to act or not.”® In other words, success in
transformative learning is based not on cognitive
measures but rather on learner action or inaction
in the world. The central evaluative question fol-
lowing a transformative learning experience then
becomes not what knowledge has been gained but
rather: Are the learners now acting and engaging
differently with themselves and the world around
them?

Transformative learning experiences create
the conditions for the emergence of critical con-
sciousness. Drawing on the work of Paulo Freire,
we understand critical consciousness to involve
problematizing the reality of the world in its causal
and circumstantial correlations; awakening to the
totality of the world and one’s place in it; recogniz-
ing the self as an active subject in the world working
with other subjects to transform the world; and ex-
panding one’s sense of possibility and imagination
through a gritty relationship with the world. Freire
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posited that critical consciousness arises through
an iterative process of de-coding in which “the
consciousness ... rebuilds its power of reflection in
the ‘entering into’ of present understanding which
progresses towards a new understanding.™ Critical
consciousness, though, is not just a heightened state
of awareness about the sources of the world’s ills.
Rather, it is the coupling of that heightened state of
awareness with an awakened sense of one’s agency
to transform those ills.

that cultivates

critical consciousness requires deconstructing

Transformative learning
traditional “banking” models of education that
treat learners as passive receptacles for information
dumping and conceptualize the body and mind as

separate agents.”® Traditional human rights and
global health education models often align with
Western banking models of education that exist “as
an arena of domestication, where abstract knowl-
edge and its constructions are decontextualized,
disembodied, and objectified.” Domesticating
educational processes intensify both social con-
textual and bodily estrangement, which can “cause
false dichotomies that alienate students from their
material world—the only true realm from which
liberatory education can be forged.™

If we genuinely seek human rights education
with liberatory potential, critical attention and
labor must be put toward human rights education
that counters domesticating forces. Education

TaBLE 1. Comparative overview of social medicine, collective health, and structural competency

Social medicine

Collective health

Structural competency

Definition

Social medicine is an approach

to health that recognizes the
centrality of the social and structural
determination of health, integrates
social theory to understand social
forces that marginalize and harm
communities, and builds collective
power to challenge oppression

and support the struggle for social
justice.*

Collective health attempts to
understand the forms with which
society identifies its health needs
and problems, searches for an
explanation, and organizes itself
to face them. It focuses on the
production of practices of health
promotion and disease prevention.

It is a “scientific field in which
knowledge about the object ‘health’
is produced and where distinct
disciplines that see the object from
many angles work” ... “they view the
field as a sphere of practices, in which
‘actions are performed in different
organizations and institutions by
diverse agents (specialized or not)
inside and outside the space that has
been conventionally recognized as
the ‘health sector”+

“Structural competency is the trained
ability to discern how a host of issues
defined clinically as symptoms,
attitudes, or diseases (e.g., depression,
hypertension, obesity, smoking,
medication ‘non-compliance;
trauma, psychosis) also represent

the downstream implications of a
number of upstream decisions about
such matters as health care and

food delivery systems, zoning laws,
urban and rural infrastructures,
medicalization, or even about

the very definitions of illness and
health”$

Historical origins and
geographic extension

The term “social medicine” was
coined by French physician Jules
Guerin in 1848. Rudolf Virchow, a
German pathologist who examined
illness-generating social conditions
in the mid-1800s, is regarded as

a founder of the field. Their ideas
spread to Latin America in the early
1900s and eventually spread to Africa
and Asia in the mid-1900s. Social
medicine has also informed social
movements to varying extents in East
and South Asia, Africa, and Western
Europe, often as a consequence

of and response to (post)colonial
imperialism and transnational
corporate hegemony.

The field of collective health
emerged in Brazil in the context of
an authoritarian regime in the 1970s
and is informed by antecedent fields
of social and preventive medicine.
Widely influenced by Freirean
pedagogies of critical consciousness-
building and praxis, it is invested

in the democratization of health
care, of the state, and of society
more broadly. The field spread
throughout Latin America in the
1990s and is commonly referred to
interchangeably with Latin American
social medicine.

Structural competency was first
proposed in 2014 as a curricular
framework for medical education. Its
curricula have been deployed mainly
within US medical schools and have
yet to spread to other regions or
continents.

JUNE 2023

VOLUME 25

NUMBER 1

Health and Human Rights Journal




L. M. ORTEGA, M. J. WESTERHAUS, A. FINNEGAN, A. BHATT, A. O. OWILLI, B. TURIGYE, AND Y. E. LOUIS / GLOBAL VOICES
FOR GLOBAL JUSTICE: EXPANDING RIGHT TO HEALTH FRAMEWORKS, 105-117

rooted in dialogue is central for accomplishing
this. As noted by Denis Goulet in his introduction
to Freire’s Education: The Practice of Freedom,
“The mark of a successful educator is not skill in
persuasion—which is but an insidious form of pro-
paganda—but the ability to dialogue with educatees
in a mode of reciprocity.™ In our experience, dia-
logue must, however, expand beyond its traditional

TABLE 1. continued

conceptualization as two cognitive beings engaged
in an exchange of information. Generating critical
consciousness requires us to envision dialogue as a
dynamic process that involves the circulation of in-
formation, sensation, and emotion between minds,
bodies, hearts, and place/land. We must welcome
the invitation toward a revolutionary praxis of the
body in which we recognize how the body plays

Social medicine

Collective health

Structural competency

Representative
organizations and
collectives

Social Medicine Consortium
EqualHealth

Global Social Medicine

Montefiore Primary Care and Social
Medicine Program

Harvard Medical School Department
of Global Health and Social Medicine
ALAMES: Latin American Social
Medicine Organization

ABRASCO: Brazilian Association of
Collective Health

CEBES: Brazilian Center for Health
Studies

Brazilian Congress of Collective
Health

Virtual platform
Structuralcompentency.org has
served to diffuse and integrate
structural competency throughout
US medical training programs

Guiding frameworks
and themes

Examines the impact of oppressive
social forces (e.g., racialized
capitalism, heteropatriarchy,
imperialism, and colonialism) on
health

Utilizes models of community
organizing to build power

Seeks to forge global solidarity and
liberation

Offers a paradigm of the social
determination of health as an active,
ongoing, dynamic process within a
collective, holistic social totality
Principally focused on collectively
organized action to confront,
understand, and modify social
processes so that they protect and
improve—rather than harm and
degrade—human and natural life

Identifies five core competencies:
1) recognizing the structures that
shape clinical interactions

2) developing an extra-clinical
language of structure

3) rearticulating “cultural”
formulations in structural terms
4) observing and imagining
structural interventions

5) developing structural humility

Key observations

Social medicine is an adjacent
discipline to sociology. It has
developed into a rich, diverse field
rather than a homogenous tradition.
Theory has often remained linked
to action through praxis. Social
medicine groups have linked their
policy research with organizing
efforts aiming to change power
relationships.

Practitioners have prioritized
“grassroots” or “bottom-up”
approaches to enacting change, as
well as lateral translation of successful
approaches developed in one place
and adapted for use in another.
Contrasts with public health in
offering a more dynamic portrayal
of health-illness dialectic, as well as
explaining differential effects of social
and cultural contexts situated across
diverse geographic and historical
settings.

Interdisciplinary field with major
contributions from epidemiology,
social sciences in health, and health
policy, planning, and management.
Proponent experts have proposed
an integration of collective health
within the broader field of health on
the horizontal and vertical levels in
an effort to democratize practices of
health.

Works horizontally through advocacy
of health as a human right in
professional and lay contexts.
Experts who produce more
sophisticated knowledge intervene
in more complex situations in a
“vertical” fashion.

Developed by scholars in Global
North and South who have also
taught social medicine.

Adapted for clinical practice as a
critique of clinical competence and
cultural humility as decontextualized
explanations that risk naturalizing
structural inequalities.

Offers pedagogical proximity to

the current structure of modern
medical education (though mainly in
Global North settings at this time),
which utilizes a competency-based
framework for evaluation.

* Many definitions of social medicine have been offered over time. This definition is a summary version of the five-point Social Medicine
Consortium definition described above and is our working definition.
1 A. Osmo and L. Schraiber, “The Field of Collective Health: Definitions and Debates on Its Constitution,” Satide e Sociedade 24/Suppl 1 (2015).
1 J. Metzl and H. Hansen, “Structural Competency: Theorizing a New Medical Engagement with Stigma and Inequality;” Social Science and

Medicine 103 (2014).
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a significant role in making sense of the material
conditions and social relations of power that shape
human and non-human life and land.

A model of social medicine education

EqualHealth has centered transformative pedagogy
since its origins. As a collective of health workers
and educators from both Global North and Global
South contexts, a handful of us first came togeth-
er in 2010 in Northern Uganda, dissatisfied with
traditional educational content and the missed
opportunities for relationality among peers in our
global health endeavors. For more than 10 years,
we, the authors, have taught social medicine in
three different institutional and sociopolitical con-
texts—Sub-Saharan Africa, particularly Uganda
and Rwanda; Haiti; and the United States. Over
this time spent implementing and reforming the
social medicine courses, the learners’ reach stretch-
es across four continents of Africa, Asia, North
America, and Europe. It is, in fact, the transna-
tional nature of our relationships and work that
brought us into encounter with these three fields,
whose roots and histories lie in diverse geographic
contexts. Today, EqualHealth is a nonprofit organi-
zation that centers building critical consciousness
and collective action globally in pursuit of health
equity, with intentional anchors in Uganda and
Haiti. We, the authors of this paper, from Uganda,
Haiti and the United States, among other colleagues,
have taken up leadership roles within EqualHealth.
Our programs include social medicine courses in
Uganda, Haiti, and the United States, as well as the
Campaign Against Racism, a global action-focused
collective with 21 member-based chapters from
nine countries seeking to dismantle racialized cap-
italism in health care.

Our social medicine courses are the central
mechanism for our transformative pedagogy work.
These courses seek to engage students in the praxis
of health equity, the social and structural determi-
nation of health, the principles and practice of global
health in local settings, and leading change. They
are topically organized to foster an examination
of oppressive social forces and liberating practices.

Oppressive social forces (e.g., heteropatriarchy,
racism, racialized capitalism, settler colonialism,
and imperialism) are historicized and politicized
to debunk the standard perception that they are
naturally occurring, essentialized phenomena of
the world.

Our original courses consisted of three- to
four- week immersion programs in Uganda and
Haiti, with learners from the Global North and the
Global South living and studying together for the
immersive period. In recent years, due to the global
COVID-19 pandemic and heightened concern over
the climate impact of global travel, we have adapted
our curricular structure and content to offer three
simultaneous social medicine courses in the United
States, Uganda, and Haiti. Within these courses, we
create space for intentional transnational dialogue
across the parallel cohorts, seeking to foster condi-
tions to build solidarity and mutual understanding
of the differential effects of globalized social forces.
Across all three sites, we explore what creating con-
ditions for healing, health, and safety means in our
lived communities through exposure to communi-
ty organizing, mutual aid and community-based
care, embodied healing practices, the arts, and
storytelling. This content provides rich opportu-
nities to develop the organizing, relational, and
creative skills that are foundational for advancing
health equity in partnership with communities.
Detailed descriptions of the course content have
been published elsewhere .

EqualHealth grounds its learning model in
the 3Ps—praxis, personal, and partnership—as
a means of fostering transformative outcomes
for learners, teachers, and practitioners alike. We
aim to destabilize traditional hierarchies of power
found in global health communities by invoking
practices of mutuality and reciprocity, where all
participants can engage one another as peers. This
learning model aims to build critical consciousness,
described above. In practice, place-based and em-
bodied learning has inspired students to identify,
analyze, and strategize to resist repressive policies,
albeit functioning within an authoritarian system.

The notion of praxis is inspired by Freire, in
which pedagogues are co-creating the conditions
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for a constant interplay between reflection and
action (alongside learners and other stakeholders).*
Educators are present not to deposit knowledge
into students’ minds but rather to co-create knowl-
edge alongside participants. Everyone involved in
education, then, is a learner, and learning activities
are not just listening to expert speakers, watching
films, or reading texts; learning also includes both
meaningful dialogue and opportunities to act in
the world. The courses intentionally center con-
nections with local community members as well
as those from outside the traditional health disci-
plines to birth creativity, inspire imagination, build
relationships, and foster connections essential to
engaging social forces that determine health.

Attention to the personal is based on the
notion that critical self-awareness enhances our
abilities to examine and act upon harmful social
structures. It is a foundational component of a “rev-
olutionary praxis of the body,” as it explicitly invites
learners to utilize their senses and their personal
subjective experiences of oppression and advantage
to reflect upon the (re)production of social forces.
Rather than merely reflecting on words in a text or
theories that explicate the interlocking systems of
oppression, we invite learners to share their lived
experiences and center them in their analysis and
in relationship-building with others in the learning
space. The course thus integrates critical reflection
upon personal and collective experiences operating
within interlocking systems of oppression, such as
racism, classism, ableism, and heteropatriarchy.
Of note, pedagogy, even when critical, can and
does reproduce harm if extreme care is not taken
to attend to “power-over” dynamics that unfold in
classrooms composed of learners from the Global
South and Global North 3¢ As facilitators, attentive-
ness to the unintentional reproduction of patterns
of harm is critical for creating safe learning spaces
that potentiate the emergence of new forms of re-
lationship based on mutuality, care, dialogue, and
trust.

Finally, the value of partnership is foundation-
al. Our understanding is that authentic partnerships
across differences must be thoughtfully co-created
and nourished in order to advance equity and ap-

proximate social justice. Too often, classrooms and
educational processes replicate power dynamics al-
ready apparent in society, as those advantaged with
social privilege and power “outside of the classroom
walls” are given more opportunity to amplify their
ideas and theories and make consequential de-
cisions—praxis—than those from marginalized
communities. In the context of global human rights
education, a significant dichotomy is often amplified
between those from the Global North and those
from the Global South; and between those perceived
as donors versus those perceived as recipients of as-
sistance. Thus, our pedagogical approach is one that
continually seeks opportunities for learners to build
authentic relationships with one another—relation-
ships that may, with time, evolve into generative
partnerships. In the transnational reflection space,
learners are invited to share what they witness local-
ly, and then dialogue with a cadre of global learners
about differences and similarities across the geo-
graphic spaces.

Discussion: A vision for dialogue through
transformative pedagogy

While many potential spheres exist to spark inter-
disciplinary conversation between social medicine,
collective health, and structural competency, we,
given our position as educators grounded in criti-
cal pedagogy, envision one possible path through
transformative pedagogy. As discussed above,
transformative pedagogy creates a dynamic space
that allows for ideas to intersect in a generative
manner. When doing so with care, we believe that
learners, faculty, and ideas all emerge changed and
in deeper relationship. We believe that the same
could occur for these three disciplines by inten-
tionally bringing them into a space together and
around the proverbial table for conversation.
Fostering such dialogue will require deliberate
adaptation of pedagogical tools currently used in
our learning environments. Based on our humbling
past experiences, we urge educators to deliberately
anticipate and continually monitor for unintention-
al harm that arises among learning communities
with diverse identities. This is especially true when
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adapting or trialing new pedagogies, such as those
suggested below. In Table 2, we identify key ped-
agogies currently used in EqualHealth’s curricula
and potential adaptations that aim to foster inter-
disciplinary dialogue.

health,
structural competency are interrelated, interdis-

Social medicine, collective and
ciplinary, and evolving fields that have recursively
grappled with health inequities in their unique his-

tories against increasingly globalized oppressive

phenomena impacting historically marginalized
and dispossessed communities. There lies an op-
portunity within global health equity as a social
change project to develop a common language and
integrated framework for analysis within our fields
toward more concrete and collaborative learner
outcomes in order to better realize the human right
to health. Particularly, we highlight a complemen-
tary strength from each of these fields. Among
other fields of study dedicated to advancing the

TABLE 2. Pedagogic strategies to foster dialogue

Pedagogy Description Example of current use Potential adaptation

Disciplinary definition | Social medicine is defined and A series of images and stories Images and stories related to health

and social theory key social theories (unintended connected to social medicine are are shared, and learners are asked

introduction* consequences of purposive action, shared. A descriptive introduction to | to place each example in a bucket
social construction of reality, the social theories is also provided. corresponding to the field that most
biopower, social suffering, racial Learners then take an observational | closely connects. Learners are asked
capitalism, coloniality, Black radical | walk in small groups through a to write their own definition of
feminism, intersectionality) are clinical context and identify examples | social medicine, collective health,
introduced and learners identify that illustrate the theories. They and structural competency. Learners
examples seen in their local contexts. | are also asked to develop their own are asked to consider which theories
This is accomplished in didacticand | definition of social medicine. feel most important for each of the
participatory fashion. disciplines.

Theater of the Augosto Boal’s image theater is used | Using their co-learners as Learners sculpt key ideas from each

oppressedt to promote non-cognitive exploration | clay, learners sculpt “charity,” of the fields: “praxis” from social
of key concepts in social medicine. “development,” and “social justice.” medicine; “structural humility”
Forum theater is used to rehearse from structural competency; and
intervening on and disrupting Learners observe a scene depicting “vertical and horizontal dimensions
oppression. harm occurring when an individual | of collective health” from collective

facing housing insecurity interacts health. Learners are then invited to
with the health system. As “spect- put the three concepts into dialogue
actors,” learners intervene to attempt | based on the theatrical embodied
disruption of the oppression. experience.

Solidarity visits Community leaders guide learners Learners in Uganda visit Fort Patiko, | Facilitators intermittently pause
through spaces with historical a site in Northern Uganda connected | during the visit and invite students
connection to social forces that create | to slave trading and European to consider whether and why
conditions for health or disease. colonialism. information conveyed would

Students in Haiti visit the rural be considered valuable to social
community of Boucan Carré, a medicine, structural competency, and
remote place where people live collective health.

without potable water, enough food,

and health care access. Students

experience the health impact of

structural forces. The goal is to

dismantle the roots of social suffering

and diseases by raising empathy and

curiosity.

Walk the talk Learners participate in a facilitator- Learners in Uganda walk through Learners move out of the classroom
guided visit to know the people and | communities surrounding their space and walk the journey of the
the environment where they live, clinical environments. A facilitator patients, community health workers,
learn, and practice. prompts learners to pay careful and and other health care providers.

critical attention to surrounding Learners are asked to reflect on how
landmarks, housing, environment, the conditions in which people are
social services, and economic born, live, and grow influence access
activities in the area. to services and the health outcomes.
|
14
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agenda of health and human rights, social medi-
cine, collective health, and structural competency
are uniquely positioned to provide foundational
frameworks, content, and methods of global health
equity analysis and action. Social medicine’s prax-
is—theory and action—both informs and takes
inspiration from collective social change efforts.
Collective health has proposed a “democratized”
practice arena composed of horizontal and vertical
levels of knowledge and practice contextualized
within an active process of social determination.
Structural competency has proposed structural
humility such that structural interventions can be
adapted to diverse contexts across various ecologi-

TABLE 2. continued

cal levels, from micro to macro scales.

As critical and transformative pedagogy-ori-
ented educators and advocates, we identify these
three strengths as logical extensions to an equita-
ble human rights education—one that focuses on
a social change framework prioritizing personal
empowerment, fostering and enhancing leadership,
and development of alliances and coalitions.” Ex-
perts in human rights education have proposed that
programming take on an interactive pedagogical
approach and have proposed idealized typologies
for such programming3*

The three identified strengths from social
medicine, collective health, and structural com-

Pedagogy Description

Example of current use

Potential adaptation

Narrative medicine and
health

Narrative medicine uses slowed,
reflective attentiveness to literature,
images, and sounds (the arts) to
create conditions that deepen our
ability as clinicians to share and
receive stories. These practices
promote connection, affiliation,
justice, and healing.

Students in Haiti visit the University
Hospital of Mirebalais. Students in
Uganda visit Lacor Hospital. In their
visit, students engage in dialogue with
patients to cultivate their narrative
competence to understand stories
and identify the root causes of disease
beyond biology.

Literature, films, and visual art are
curated with the intentional aim

of opening up conversation on the
boundaries and convergence between
these fields. For example, after
reading a short poem that explores

a spirit of collectivity, learners are
invited to write in response to the
prompt, “What might you imagine
collective health to involve?”

Privilege and assets
walk$

Learners line up horizontally and are
asked a set of prompts focused on
how social and cultural systems that
produce privilege and oppression
have personally affected their lives.
They are instructed to step backward
or forward accordingly.

Question example: “If one or both of
your parents completed a university
degree, take one step forward”
Following prompts connected to
privilege, a second set of prompts
are read that focus on assets and
strengths.

After considerable trust has been
built in a class, learners engage in this
activity, followed by a small group
discussion that explores how social
and structural forces connect to
individual experiences of oppression.
We also explore the limitations of the
concept of privilege.

Structural competency could aid
in contextualizing conceptions of
interlocking systems of oppression
in structural terms rather than
cultural terms (it could also aid

in interrogating how structural
inequalities are naturalized in
global health settings), and it could
also promote an understanding

of individual/community assets
promotion in terms of “structural
interventions.”

Embodied or somatic
learning**

Practices from the trauma-healing
tradition of somatic experiencing
are incorporated in order to

expand learner curiosity about and
connection to their bodies as sources
of wisdom. Developing such skills
generates capacity for sustained

engagement with health justice work.

Learners in the United States join an
Indigenous leader for a four-hour visit
to sacred Dakota sites in Minnesota
that teach the history of white
settlement and Indigenous genocide
and resilience. Both prior to and
during the visit, learners are invited to
pay attention to and process how their
bodies experience the stories shared.

A trained somatic experiencing
practitioner guides three individuals
who respectively most closely identify
with social medicine, structural
competency, and collective health
through a somatic session that
explores how they experience their
work in their bodies and their sources
of burnout and resilience.

* A. Kleinman, “Four Social Theories for Global Health,” Lancet 375/9725 (2010).

t C. Robinson, Black Marxism (Chapel Hill: University of North Carolina Press, 2021).

i F. Fanon, “Medicine and Colonialism,” in A Dying Colonialism (New York: Grove Press, 1965).

§ D. Porter, “How Did Social Medicine Evolve, and Where Is It Heading?,” PLoS Medicine 3/10 (2006).
** B. Hooks, “Understanding Patriarchy;” in The Will to Change: Men, Masculinity, and Love (New York: Atria Books, 2004).
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petency together have the potential to spur us to
advance the agenda of health and human rights in
a more cohesive framework that centers reflexivity,
inclusivity, and relational solidarity across diverse
historical and geographic contexts. If we are to ad-
vance a model of praxis geared toward social justice
in global health, then an equity-oriented education
and advocacy approach that is rooted in structur-
al humility serves that end. More recently, Felisa
Tibbitts has proposed a revised model of human
rights education that points to the importance of
integrating a reflective and critical stance? This
model emphasizes attention to one’s own value
system, power structures in the immediate and
more distant environments, and the human rights
framework. In line with Tibbitts, we contend that
creating standards and values that uphold health
and human rights requires a genuine and honest di-
alogue that engages, challenges, and questions the
learners’ worldviews. Tibbitts identifies critical ped-
agogy as a philosophical “mother” to human rights
education that can help “reflect upon, critique, and
improve our efforts” in navigating tensions within
human rights education as an endeavor mired by
controversializing claims such as honoring indige-
neity, examining conceptions of universality, and
working with hierarchical structures of bureaucra-
cy across private and public spheres. We propose
that the lens of transformative pedagogies might
be one such productive forum from which to pro-
mote further dialogue and offer suggestions. Our
educational model rooted within social medicine
and within our own principles of the 3Ps—praxis,
personal, and partnership—has enabled us to rec-
ognize and understand the commonalities across
and strengths of each of the three fields: social med-
icine, collective health, and structural competency.
Our proposal for dialogue is not synonymous with
a call to collapse or subsume these diverse fields into
a standardized or universal framework, but rather
to promote generative discussion at the intersection
of their unique historical settings and their shared
vision of promoting global health equity through
interdisciplinary collaboration.

Limitations of this proposed dialogue as
envisioned might include a relatively distanced in-

terface with epistemologically different frameworks
aligned with more “biotechnical” or “technocratic”
formulations of global health structures, such as
health systems strengthening, health systems ad-
ministration and finance, global health security,
and global health policy and research. Future di-
rections of the proposed dialogue might interrogate
how we can promote more coherent ethics across
these different fields and local-global settings, as
well as how we can design, translate, and evaluate
social and structural interventions from education-
al settings to research and practice settings.

Conclusion

Calls from the field of global health to “decolonize”
have been met with a suggestion to promote “di-
alogical reflexivity” with the aim of decentering
Western epistemologies and further learning from
Indigenous practices and worldviews of seeing the
“whole person (physical, emotional, spiritual, and
intellectual) in relationship with other individuals,
communities, nations, and the world, guided by
values of respect, reciprocity, relevance and respon-
sibility” (note: this proposal for reflexivity diverges
from its usual place within qualitative research and
is brought closer to individual positionality).°
“Dialogical reflexivity,” similar in overarching
principles to our model of the 3Ps, has been framed
as comprising elements of “self-understanding,
dialogue with peers, and insights-to-action. We
join with colleagues in calling for the building of
a culture of dialogical reflexivity within the global
health community. We thus offer our educational
model of the 3Ps, as well as examples of collabora-
tive transformative pedagogies, as a way of raising
critical consciousness around oppressive forces.
Promoting global health justice requires that we
employ tools that aim to deconstruct forces that
threaten human dignity with the goal of ensuring
health as a human right for all.
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population through a lens of health as a human right. Although other structurally competent global

health curricula have been implemented worldwide, primarily in the Global North, the Compafieros En

Salud model is unique in that it combines (1) the facilitation of theoretical lectures based on the Social

Medicine Consortium’s definition of social medicine, (2) global health case discussion and context-

reflective experiential simulations, and (3) exposure to patients who suffer the burden of structural

injustice. In this paper, we describe the motivations behind the training model, its holistic approach,

and the impact of this initiative after a decade of implementation.

Background

Global health institutions and researchers are
mostly based in high-income countries, whereas
most global health interventions take place in low-
and middle-income countries.! Consistent with
this, global health curricula are often developed
and delivered by Global North institutions and fac-
ulty, with 95% of masters of global health programs
located in high-income countries, and are mostly
available to high-income country candidates who
can afford the high fees of these programs and have
more facilities to physically access classes.* This
dynamic often results in global health programs
that lack the insights of practitioners working in
the world’s most underserved and marginalized
settings in which global health practice takes
place’ In addition, many students in global health
programs from high-income countries will not end
up facing the global health challenges addressed in
their studies in their future practice.

To counter the disconnect between under-
served settings and global health curricula and
between global health students and their future
practice settings, there is a need for global health
education initiatives to emerge from the Global
South for practitioners in the Global South. Instead
of considering the Global South as a whole, it is im-
portant to develop context-specific curricula that
consider the social determinants of health. This
can help make global health education more fruit-
ful and eliminate colonial remnants in the global
health field, shifting power to local ownership.

On top of this, building global health edu-
cation initiatives that move away from the public
health and human rights orthodoxies prevalent in
most US institutions presents a great opportunity
to adopt an integrative human rights approach in
which civil and political rights, as well as social
and economic rights, are given the relevance they
deserve.* In order to achieve “the right to the enjoy-
ment of the highest attainable standard of physical
and mental health,” first articulated in the 1946
Constitution of the World Health Organization,
more is needed than just health facilities, even if
they provide health care services that are of good
quality and medically and culturally acceptable.
These facilities must be physically and financially
accessible to the population in an equitable manner
and combined with public health interventions
for the prevention and control of diseases. And
importantly, the population must participate in
health-related decision-making. To achieve this, the
right to health should not be seen as an independent
human right but as a right that is interdependent
with other economic and social rights, such as the
rights to work, water, food, housing, education, and
nondiscrimination.’

Pioneering this approach, Compaifieros En
Salud (CES)—the sister organization of Partners In
Health in Mexico, a nongovernmental organization
that receives funds from individuals, corporate do-
nors, and private foundations to provide care to the
rural populations of Chiapas—decided to develop a
human rights-based global health and social med-
icine curriculum (GHSMC) adapted to the local
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setting of the rural region in 2011. The program is
complementary to the work that the organization
initiated to support rural outpatient clinics in the
Fraylesca and Sierra Mariscal regions of the state
in defending health care as a human right, with
the premise that quality care must be accessible
to all and consider structural factors. Specifically,
the curriculum aims to improve the structural
competency of pasantes, medical students in their
mandatory “social service year.” In Mexico, as in
other countries in Latin America, graduates from
medical and nursing school are required to provide
one year of “social services” to the government
in order to obtain their licenses. This program
started in 1936 and has been the main government
strategy for staffing clinics in rural places. These
professionals are called pasantes, as they “pass by”
a community for a one-year period. In the case of
medical pasantes, there has been a long debate over
whether they are doctors or medical students (as
they are technically considered now). Either way,
they are often the only providers in rural commu-
nities, with little supervision and a lack of ongoing
training. Although structural competency is a
necessary skill for any health professional, it is espe-
cially relevant for those working with underserved
and marginalized populations to better understand
the social determinants of patients” health” Struc-
tural competency has been defined as the ability of
health care workers to acknowledge the influence
or effects of social, political, and economic struc-
tures in people getting sick, as well as being able to
respond to them.®* According to Michael Harvey et
al,, structurally competent global health education
includes the following elements:

(1) ... the role of social structures in producing and
maintaining health inequities globally, (2) ... the
ways that structural inequalities are naturalized
within the field of global health, (3) ... the impact
of structures on the practice of global health, (4) ...
structural interventions for addressing global health
inequities, and (5) ... the concept of structural
humility in the context of global health.’

Chiapas is one of the most deprived states in Mex-
ico in terms of structural and intermediary social
determinants of health.® At the structural level,

FRAMEWORKS, 119-131

the average degree of education is only 7.8 years
(versus 9.7 years at the national level), and 84.2%
of the working population lacks access to social
security, as most work as farmers in the informal
sector.” Aligned to this, according to the National
Institute of Statistics, in 2020, 35.3% of the Chiapas
population did not have any form of health in-
surance or social security.* This population has
historically been covered by the health services
provided directly by the Ministry of Health, which
contributed 383% of total health expenditure in
Mexico in 2020.% In terms of intermediary social
determinants of health, 49.1% of the population
lives in houses without chimneys and uses fire-
wood or charcoal for cooking, and only 47.8% of
the population is food secure. All of this is reflected
in the state’s high multidimensional poverty rate of
75.5%."

These structural factors and precarious living
conditions of the population are behind most of the
top 10 causes of morbidity in the state: acute respira-
tory infections, perinatal complications, intestinal
infections, urinary tract infections, gastritis, intes-
tinal amebiasis, salmonellosis, otitis, periodontal
diseases, and candidiasis. There is also a high
burden of noncommunicable diseases, including
mental health disorders, although due to the lack
of training of health professionals to identify these
conditions and of accurate electronic medical re-
cords, these diseases are largely under-diagnosed.™
Moreover, the lack of timely access to quality care
is related to a high burden of preventable deaths
from these conditions and also from complications
during pregnancy, childbirth, and postpartum.”
Although the current Mexican public health model
covers the entire population outside the formal
labor market for all health needs at no cost, this
is not the case in practice. Chiapas has the lowest
number of health specialists in the country. Also,
many outpatient clinics in the rural areas of Mexi-
co, where 51% of the population of Chiapas resides,
have access only to a pasante completing his or her
social service year or are simply neglected.” This
forces users to travel long distances to seek care,
which they often cannot afford or which sometimes
takes too long if emergency care is needed, as only
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22% of the state’s roads are paved.*®

As mentioned above, the challenging living
conditions of the Chiapas rural population make
understanding structural competency key for
health care providers in the region. However, there
are scarce educational curriculain Mexico that train
health personnel in becoming structurally compe-
tent.” Hence, Compaiieros En Salud has decided to
address this issue through the GHSMC, a curric-
ulum that combines knowledge acquisition, case
discussion, and exposure to patients in an iterative
process that aims to prepare competent and sen-
sitized professionals.® Unlike other global health
programs worldwide, this one was created—and is
delivered and taught—by professionals working in
the same rural underserved settings in their own
practices, thus ensuring that the program responds
to the needs of local health professionals and pa-
tients while also considering the global factors that
underlie local health inequities and understanding
the right to health as interdependent with other so-
cial and economic rights. In this paper, we discuss
the Compaiieros En Salud approach, its learnings
to date, and impact of this initiative after a decade
of implementation.

Origins of the curriculum

Chiapas’s current burden of disease and socioeco-
nomic indicators require personnel with capacities
beyond providing mere clinical care. However, in
Mexico, the training of health professionals re-
mains largely clinically focused, centering on the
diagnosis of diseases and pharmacological and in-
terventional treatments and generally overlooking
how health problems may derive from determi-
nants and social structures that harm marginalized
populations.”

As mentioned earlier, completing the “social
service year” is a requirement for obtaining a medi-
cal or nursing degree in Mexico.* This requirement
entails being sent to a rural area to provide care and
often means being responsible for an entire com-
munity. Such a responsibility carries the risk that
the skills required to respond to the demands of the
population and the system exceed those learned

during one’s medical education. Clinical staff often
remember this year as a difficult period without
support. Compaiieros En Salud seeks to transform
the traditional social service year model by comple-
menting this year with a diploma in global health
and social medicine in order to allow practitioners
to provide culturally competent and dignified
clinical care that embraces a human rights-based
global health and social medicine approach.

There are multiple reasons why structural
competencies are considered fundamental in the
curriculum: (1) because the understanding of struc-
tural and social determinants is directly linked to
treatment success (for example, in the early days of
Partners In Health’s work in Haiti, the organization
realized that malnourished tuberculosis patients
would not improve with medicines alone but also
needed food); (2) because the reality of the com-
munities served clearly expresses the origin of their
health conditions; and (3) because these conditions
frequently subject providers to situations of frus-
tration that prevent them from making informed
decisions, both for the population and for them-
selves. For Compaieros En Salud, it is equally as
important to have well-trained personnel who can
offer quality services as it is to have personnel with
skills that allow them to respond to the challenges
that the immediate reality requires.

When it was originally created, the GHSMC
was geared toward medical providers. However,
the curriculum has since extended to nursing,
obstetric-nursing, and midwifery providers. This
extension has involved restructuring the previous
curriculum and incorporating interprofessional
training, which has enriched learning and col-
laboration among the professions. Moreover, as
mentioned above, the curriculum is taught by
instructors who were former pasantes. This allows
instructors to share real-life examples of how the-
oretical concepts, context, and practice intersect,
which maximizes the educational experience.

Early curriculum structure

When it was first rolled out, the GHSMC includ-
ed two main modules: (1) the social medicine and
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global health module and (2) a clinical module
that responded to the local burden of disease that
included an introduction to locally developed clin-
ical algorithms that not only were evidence-based
but also included an adaptation of the clinical de-
cision-making points according to the availability
of resources, including medications and logistical
barriers.”

The first module included a three- to four-
hour lecture that introduced global health and
social medicine terms and offered a practical por-
tion where pasantes engaged in case discussions,
debates, experiential simulations, and reflective
sharing. Proximity to the social problems from
the field boosted a better introduction of the the-
oretical terms being learned. This module later
incorporated the five points of social medicine as
defined by the Social Medicine Consortium, a con-
sortium that includes universities, organizations,
and health and non-health professionals aiming to
reach health equity:

1. Understanding and applying the social determi-
nants of health, social epidemiology, and social
science approaches to patient care,

2. Anadvocacy and equity agenda that treats health
as a human right,

3. An approach that is both interdisciplinary and
multi-sectoral across the health system,

4. A deep understanding of local and global con-
texts ensuring that the local context informs and
leads the global movement, and vice versa,

5. Voice and vote of patient, families, and commu-
nities.>

This definition served as the basis of the lecture
topics presented to pasantes until 2020, when the
need to restructure the curriculum arose due to the
interdisciplinary professionalization of pasantes,
the growing need to preserve the clinical topics that
were most relevant to the context, and the need to
improving pasantes’ skills to better communicate
with the people they serve and with their colleagues.

FRAMEWORKS, 119-131

Current curriculum structure

To restructure the curriculum, in 2020, the course
was evaluated qualitatively to determine the extent
to which it was aligned with the local burden of
diseases and the extent to which its topics pro-
moted the development of structural competency.
This process was carried out in seven stages: cur-
riculum needs diagnosis, definition of modules and
themes, integration of modules and themes, profile
of speakers, didactics, evaluations, and follow-up
strategy. Throughout the restructuring period, the
perspectives of pasantes, the administrative team,
and the field implementation team were consid-
ered. These individuals’ recommendations were
solicited in relation to the perceived needs of their
communities—an approach that, though not ideal,
was still valuable as a starting point.

The restructuring was focused on the selec-
tion of topics, didactics, health care strategies,
clinical follow-up, and responses to health services.
Theoretical, conceptual and didactic aspects were
considered to offer a comprehensive adjustment to
the curriculum.

Finally, the curriculum was restructured
to include four modules offered simultaneously,
each with theoretical and practical components.
The objective was to ensure the standardization
of the clinical quality offered by pasantes, with a
human rights-based global health approach and
institutional values. The four modules are (1) in-
troduction to global health and social medicine;
(2) interventions focused on the prevention, treat-
ment, and control of diseases, including sexual and
reproductive health topics, ultrasound skills, and
mental health topics; (3) management and values
for the care of marginalized populations; and (4)
tools for resilience and well-being (Figure 1). Before
pasantes begin providing care in the community
clinics, they are offered a 32-hour theoretical intro-
duction that includes aspects of Companeros En
Salud’s context (values, protocols, and functions)
and information on the organization’s alliances. Of
particular interest are its alliances with the govern-
ment, which allow pasantes to identify the regional
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and local response capacity.

The theoretical component consists of two
monthly sessions of eight hours each day, which
include content from the aforementioned modules.
Among the topics of structural competence, the
following stand out: relationship of global dynam-
ics between countries and their impact on patients
and on their local context, social approach to health
and disease, social determinants of health, the hu-
man right to health, and the evolution of access to
medicines.”> Moreover, in-person simulations such
as the “poverty simulator” emulate the complex
structural barriers in which people are embedded.
The GHSMC also includes 480 practical hours in
the field through community supervision and ad-
aptation to the social context, which is expanded on
later in this paper.

One of the key elements of the Companeros
En Salud curriculum is its emphasis on the daily
practice of concepts from the four modules. For in-
stance, for module 1, the practical training involves
home visits, which allow students to understand
the context in which people live, the challenges they
face, and their family dynamics, and foster a closer
bond between patients and providers. This module
also encourages pasantes to follow up with patients
who have been referred to specialized care in the
capital city, which gives pasantes a better sense of
what it means for a patient to miss a workday, make
family arrangements, and navigate the health sys-
tem in order to show up to a consultation in the city.
For module 2, on-site clinical supervision promotes
competency-based learning by allowing pasantes to
model clinical skills such as ultrasound techniques
and mental health consultations alongside a super-
visor. For module 3, the use of interpersonal skills
for communicating with the clinical team and with
patients’ families offers pasantes the opportunity to
engage in horizontal conversations among nurses,
physicians, and community health workers and to
learn how to allocate workloads or organize roles
when attending to a patient’s emergency. For mod-
ule 4, intrapersonal skills are taught for situations
in which pasantes witness structural violence af-
fecting their patients, which oftentimes may cause
pasantes to experience feelings of helplessness,

requiring them to strengthen their resiliency skills
and structural competency for emotional process-
ing. This process is often supported by pasantes’
supervisors in a genuine way, since they have expe-
rienced similar situations before.

Furthermore, the structural competencies are
transversal in the modules; the proposed didactics
include discussion spaces that allow pasantes to
integrate knowledge from their own experiences
and those of their peers. In addition to familiarity
with concepts of structural competency, being an
effective health care practitioner in culturally and
ethnically diverse Mexico requires complementary
skills such as cultural humility, clinical competen-
cy, active listening, and leadership. The GHSMC
aims to develop these capacities as well and, by
doing so, reduce barriers to accessing quality care.

Finally, as part of the curriculum’s evaluation
of students, both qualitative and quantitative crite-
ria are considered. The former are meant to assess
the attitudes and soft skills expressed by trainees
during care and teamwork. The latter are meant
to assess students’ theoretical knowledge through
written exams. Additionally, by the end of their
service year, pasantes are invited to give a presenta-
tion that depicts their experiences, reflections, and
learnings.

Complementary field supervision

The GHSMC learning process is complemented by
field supervision in which pasantes are supported
on site by a clinician who formerly worked as a
pasante. This allows students to have a smoother
immersion into the rural community and under-
standing of the social factors impacting them, as
the supervisors have a thorough perspective of both
the local burden of disease and the social issues af-
fecting the community.

Generally, this supervision is performed by
an obstetric-nurse or a medical supervisor who
oversees all of the care delivery interventions
and assures the quality of the delivery through
feedback. The supervisors make improvements by
observing and modeling during consultations with
the pasantes, through systematic case discussion
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for collaborative clinical decision-making, and by
offering evidence-based treatments that reconcile
with the traditional-medicine remedies and that
are appropriate to the patient’s particular reality.
For example, supervisors teach obstetric-nursing
students about childbirth care in the vertical
position (squatting, sitting, or standing) and the
use of the rebozo to facilitate labor, a “traditional
midwifery practice of Aztec origin, which consists
of using a scarf to perform different techniques in
order to mobilize the pelvis and relax the muscles
to favor the positioning of the fetus.” Obstet-
ric-nursing pasantes also learn about the use of
medicinal plants during pregnancy and labor and
visit midwives in the region to exchange knowledge
and ideas.

“Accompaniment” has been part of Part-
ners In Health’s operative framework since the
organization began working in Haiti and Peru.
Currently, Compaiieros En Salud has endeavored
to incorporate the accompaniment model into
many processes, such as accompanying patients to
visit community health workers, accompanying the
Ministry of Health in its efforts to strengthen the
health system, and through the supportive supervi-
sion model. According to Paul Farmer, co-founder
of Partners In Health, accompaniment is defined as
follows:

To accompany someone is to go somewhere
with him or her, to break bread together, to be
present on a journey with a beginning and an
end. There’s an element of mystery, of openness,
of trust, in accompaniment. The companion,
the accompagnateur, says: “T'll go with you and
support you on your journey wherever it leads;
I'll share your fate for a while. And by a while, I
don’t mean a little while.” Accompaniment is about
sticking with a task until its deemed completed,
not by the accompagnateur but by the person being
accompanied.”
Pasantes receive oversight at the community rural
clinics and at birthing centers, where their super-
visors help them adapt to a new context, help them
learn about the structural forces that make people
get sick, and provide advice and manage expec-
tations to allow pasantes to develop a structural
competency lens of their own.

On-site supportive supervision for medical and
nurse pasantes

At the community level, Compaiieros En Salud pro-
vides comprehensive primary care for people living
in or around any of the 10 communities with clin-
ics that the organization supports along with the
Ministry of Health. This care is provided through
clinical teams that consist of a medical pasante, a
nurse pasante, a graduated nurse, a health auxilia-
ry, and community health workers. Each member
of the team brings different skills to the table and
provides distinct services so the clinics can deliver
quality care to their users. A big part of the provi-
sion of quality services is an emphasis on training.

Such training is achieved by the continuous
visits of clinical supervisors, registered nurses, and
physicians with experience providing health ser-
vices in rural areas, who spend a week every month
in the communities in order to provide accom-
paniment, clinical mentorship, and management
support to the clinical teams.

In some cases, supervisors also accompany
pasantes during home visits to deliver medical
care to where patients live. As mentioned earlier,
this offers pasantes the opportunity to understand
patients’ living conditions, their daily dynamics,
and the social challenges they face. The supervisor
role promotes understanding of the social medicine
concepts that are studied in the theoretical lectures,
emphasizing “proximity” to people’s context as
a necessary element to convert the curriculum’s
learnings into experiential practices, which ulti-
mately leads to providing better health care.

Clinical supervisors also reinforce the topics
from modules 1-3 by either intentionally talking
about subjects reviewed that particular month or
by seizing teaching opportunities when clinically
or socially complicated cases arrive at the clinics.
Having someone with more experience to guide the
clinical teams through such occasions represents a
valuable opportunity for meaningful learning and
professional growth. “Bedside teaching” is essential
for all health professionals, as it allows for real-time
feedback and for the practice of clinical skills in a
controlled environment. Therefore, it is essential to
have both the theoretical sessions in the monthly
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training and the sessions of supportive supervision
that help cement the acquired knowledge.

Supportive supervision for obstetric-nursing
pasantes and midwifery pasantes

After a few years of working only with physicians,
Companeros En Salud expanded its operation to
support a birthing center at the local hospital, Angel
Albino Corzo Hospital. This program was launched
in collaboration with the National School of Obstet-
ric Nursing and started receiving obstetric-nursing
pasantes in 2016. The birthing center is one of the
few places in Mexico where low-risk childbirth
care is provided autonomously and independently
by obstetric-nurses under the midwifery model. It
is a place where midwifery and obstetric-nursing
pasantes are trained in respectful, women-centered
care. For instance, women’s preferences around
birth delivery position and family accompaniment
are prioritized, in contrast to the unjust status quo
of most birthing experiences in Mexico, where birth
delivery is centered not on the woman’s needs but
on the needs of health personnel. Here, pasantes
learn to guarantee the fulfillment of women’s sexu-
al and reproductive rights. As direct care providers,
the pasantes provide consultations, counseling on
sexual and reproductive health issues, delivery care,
postpartum care, and immediate newborn care.?®
During the supervision, nursing pasantes are
able to put into practice what they learn through the
GHSMC since they are accompanied at all times by
five obstetric-nurse supervisors and a professional
midwife who graduated from the program in a
previous cohort. For example, in the course they
review the term “social construction of reality,”
which shows that worldviews are built on ideas and
practices determined by society, recognizing how
people’s behavior may be determined by their sub-
jective construction of reality.® By recognizing that
the woman, the traditional midwife, and they, as
pasantes, have a different but equally valid perspec-
tive of a particular situation, they learn to establish
a respectful, collaborative, and harmonious plan for
all parties. This stands in contrast to the usual prac-
tice whereby providers impose their perspectives
without listening to the patient’s concerns or ideas.
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Supervisors help nursing pasantes understand
their patients’ context through clinical assessments
that inquire about where patients live in order to
know the distance they need to travel to reach
the services, what their support network is like,
and what particular concerns might help adapt
management to their context. Moreover, nursing
pasantes are encouraged to incorporate local words
into their language to facilitate more effective
communication.

Pasantes spend 10 months working at the
birthing center. In order for them to understand
firsthand the context of the vast majority of women
who seek care there, they live for one month in a
small rural community where medical pasantes
are based, strengthening the care and counseling
provided to pregnant women or women of repro-
ductive age in that locality. During this time, they
also make home visits to accompany women in
coordination with the primary care clinic.

Pasantes also spend one month at the sec-
ond-level referral hospital where women who
cannot be attended at the birthing center are trans-
ferred to. This large hospital’s care is not centered
on women’s preferences. The pasantes’ objectives at
this site are to share the midwifery model of care
and advocate for the rights of users.

Discussion

Since the 1970s, Latin American academics’ dis-
cussions have challenged the mainstream ideas
emanating from renowned universities in the Glob-
al North on social medicine?® For instance, by the
1970s, Argentinian physician César Garcia had al-
ready started implementing community medicine,
which would later evolve into social medicine 3 And
from the 1980s onward, global health associations
such as the Latin American Social Medicine Asso-
ciation and the Latin American Alliance for Global
Health were created in order to disseminate social
medicine work and combat the neoliberal health
vision, among other things; further, global health
modules were included in university curricula in
Chile, Brazil, and Peru3*

In Mexico, Companeros En Salud’s GHSMC
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is one of the few global health or social medicine
programs in existence. What makes Compaiieros
En Salud’s approach unique is that it includes prox-
imity to vulnerable populations and their social
determinants of health.® It offers direct experiences
of care and relies on the teaching-learning process,
which is loaded with daily experiences that the pas-
antes observe, actively participate in, and reflect on
under the guidance of mentors. It stands out for its
affordability, as it has no cost for enrolled students;
its appropriateness, as it is designed by and for
health practitioners in rural Chiapas; its focus on
practice rather than research, policy, or diploma-
cy; its holistic approach, as it combines theoretical
lectures, case solving, and field practice with su-
pervision under an enabling environment; and
its alignment with the human rights framework,
considering health as an integral human right that
includes the components of availability, accessi-
bility, acceptability, and quality. At its core is the
concept of human dignity, why every human being
deserves the highest level of medical care available,
and why anything less than that is essentially un-
ethical, particularly in a society that systemically
assigns lower standards of care to the poor.
Therefore, the Companeros En Salud cur-
riculum not only teaches pasantes how to treat
and follow up with patients but also provides the
theoretical and practical tools to do so holistically.
The approach would not be successful if pasantes

were solely placed in remote clinics with thorough
instruction and supportive supervision but without
medicine or equipment to solve the health demands
in front of them. Indeed, being the only provider in
a remote village without access to medicine is one
of the main reasons why pasantes in Mexico expe-
rience frustration during their social service year.
Although ensuring supplies is not a formal part of
the curriculum, it provides the environment that
allows the instruction component to become a re-
ality. All of these aspects of Compaiieros En Salud’s
educational model contrast with the traditional
Mexican model, as summarized in Table 1.

The most outstanding outcome of this educa-
tional approach is that it can be transformational.
Most of the current and past clinical management,
nursing, obstetric-nursing, midwifery, and medical
positions at Compaieros En Salud—including the
organization’s current director—have been oc-
cupied by former pasantes. Ex-pasantes have also
occupied positions such as director of Angel Albino
Corzo Hospital, home to the birthing center and the
COVID-19 ward operated by Comparieros En Salud.
This challenges the logic that the “best” pasantes
will inevitably run away from rural communities
and are interested only in prestigious hospitals in
large cities. It shows that people respond to being
able to see and create change around them and that
instruction can be inspirational.

Many ex-pasantes have pursued higher educa-

TaBLE 1. Comparison between the Compaieros En Salud educational model and the traditional model

Comparieros En Salud training curriculum

Normal training for pasantes

Classroom teaching

Monthly, regular, adapted to the real burden of disease;
includes case presentations, role-plays and discussions
of real-life situations

Irregular, sometimes only at the beginning, based on
Ministry of Health programs and how to fill statistical
and administrative forms that are reported to the
Ministry

on solid relations between Comparieros En Salud and
communities

Bedside teaching Weeklong, every month, includes clinic patients and Absent
home visits
Community engagement Continuous, with an accompaniment model based Usually only when the new pasante arrives at the

community

Supervision and mentorship

Monthly, regular, based on problem solving

Irregular, usually only for administrative matters

Structural enablers

Guaranteed tools and medications

Frequent stockouts and lack of equipment
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tion in global health and public health in renowned
universities around the globe and have then come
back to work at Companeros En Salud. Others have
pursued residency programs and worked in global
health in Mexico and abroad, while others have
continued to support the organization’s activities,
such as its surgical campaigns. And yet others
have started their own projects in their respective
institutions. As of 2019, there were 114 graduates of
the Compaiieros En Salud program. By the time of
their graduation, 60% had applied to work at Com-
paferos En Salud, 48% had worked or were working
at Companieros En Salud, 49% were working in a
field related to global health, 33% had completed
or were doing a medical residency, and 16% had
completed or were pursuing a postgraduate degree
related to humanitarian work.

Most importantly, these graduates continue to
serve the poor and pursue a relentless battle against
injustice in health delivery and outcomes. In the
words of ex-pasante Miguel Hernandez:

In the time I have spent at Partners In Health,
I have begun to make the effort to listen before I
speak. It is in the deepest silence that the voices of
those we thought were silent begin to be heard. All
that is needed is the will to pay attention to them
and the courage to give them all that we can give.

Lessons learned

Providing a comprehensive curriculum designed to
promote structural competency is not enough on
its own. Theoretical knowledge without practical
opportunities and support systems will always be
insufficient to bring about real changes in care de-
livery. Accompanying the clinical teams has been
crucial for applying the knowledge acquired in
the classroom to daily practice. Adequate support
systems and field supervision have been key to the
success of this curriculum.

For professionals caring for rural and margin-
alized populations, structural competency in global
health and social medicine should be integral to
their training. We believe that the integration of
such topics and the development of related skills
should be an essential component of every program
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that instructs physicians and nurses. It is vital that
such training be recognized and embraced by
leading teaching institutions so it has the neces-
sary validity and recognition in academic settings,
which will allow this subject to grow and permeate
all of the structures of care delivery. Well-grounded
alliances with universities to obtain certificates and
continuing medical education credits would help
encourage health professionals to pursue further
education in these areas.

The most important challenge has been to de-
sign an interdisciplinary curriculum that provides
clinical knowledge specific to the needs of each
cohort while also encouraging multidisciplinary
collaborative work in the clinical environment.
We have observed that in order to foster a collab-
orative teaching environment, we must actively
promote nursing, obstetric nursing, and midwife-
ry leadership in clinical teams, thereby breaking
down traditional hierarchies in the medical field.
Moreover, a remaining question is how to build a
training curriculum and supervisory support that
adapt to pasantes’ diverse needs and intra-and in-
terpersonal skills.

In the future, Compaiieros En Salud aspires to
establish more proximity with the communities in
order to understand their perspectives and, in turn,
improve the services and care they receive. Last
but not least, we have learned that the joint con-
struction of a knowledge paradigm, agreed-upon
intervention criteria, and the promotion of shared
values between the medical team and the commu-
nity generates the possibility of communicating
through a language that helps unify the members
of each cohort.

Conclusion

The impact of an education format that combines
theory, practice, and the resources to link both
falls into three domains. First, the social medicine
approach is good for patients because it leads to
better outcomes. Students are more aware of so-
cial barriers that influence patient behaviors such
as missing an appointment or discontinuing a
treatment course. They are able to understand the
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contexts and lived experiences of the patients, their
working and housing conditions, their family and
social dynamics, and so forth. This improves their
diagnostic capabilities and provides them with
tools to improve patients’ treatment completion,
such as home visits.

Second, the model enables pasantes to do their
job more effectively while reducing frustration
originating from being alone and under-resourced
in the face of difficult circumstances. It also creates
spaces to promote community building with pa-
tients, colleagues, and supervisors.

Lastly, it is also good for organizations and
society as a whole, as a comprehensive program
such as this one can improve the retention of staff
in rural areas, which is a problem even in high-in-
come countries.

Compaiieros En Salud is training multidisci-
plinary teams with the ability to understand and
observe how health is not merely a biomedical issue
buta complex social one that is specifically related to
living conditions in the economic, environmental,
cultural, and political spheres. This model expands
the perspectives of students about what is possible
regarding care provision in remote settings, which,
in turn, helps these students become advocates to
make health care a human rights reality.
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COMMENTARY
The Right to Health: Looking beyond Health Facilities

AGNES BINAGWAHO AND KEDEST MATHEWOS

In 1946, the Constitution of the World Health Organization first articulated the right to health, stating that
“the enjoyment of the highest attainable standard of health is one of the fundamental rights of every human
being.” This right was further enshrined as a human right in 1966 in article 12 of the International Cove-
nant on Economic, Social and Cultural Rights, which communicates four core components—availability,
accessibility, acceptability, and quality.* Furthermore, defining health as a human right insinuated the need
for legal accountability, equality and nondiscrimination, and participation.

Even prior to the COVID-19 pandemic, states’ commitment to the enjoyment of the highest attainable
standard of health for all was unmet—at best, acknowledged—across the globe. The COVID-19 pandemic
did two things. First, it undermined efforts to improve health outcomes and bridge gaps in health care
delivery? The interruption of health services, the rise in unemployment, and the increase in gender-based
violence, to name a few indirect impacts, affected the most vulnerable.* Note, however, that this is not a
novel realization—health crises have consistently affected the most vulnerable and have put accountability
for the right to health on the back burner.

Second, and potentially one of the few silver linings of the pandemic, is the extent to which it has
shone light on the necessity of enforcing the right to health and the fragility of human society in its absence.
Failure to protect individuals’ right to health has prolonged the pandemic and resulted in economic, social,
and political chaos that has further thwarted efforts to achieve the former. The authors in this special
section successfully highlight various ways in which stakeholders across the spectrum can work toward the
enjoyment of the highest attainable standard of health. In this commentary, we draw from their expertise
and our reflections on the right to health to discuss some strategies toward the fulfillment of this human
right.

The achievement of the right to health requires patient accompaniment. Heidi Behforouz, ex-director
of the Prevention and Access to Care and Treatment project at Partners In Health, describes accompani-
ment as follows: “Accompaniment in one sense is an easy term. You walk with the patient—not behind
or in front of the patient—lending solidarity, a shoulder, a sounding board, a word of counsel or caution.
Empowering not enabling. Accompaniment was also highlighted by Paul Farmer, with whom we col-
laborated closely, and to whom this special section is dedicated. It extends beyond the delivery of quality,
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equitable health care services in health facilities
and the physical accompaniment of patients to
health facilities. The social, economic, and political
conditions that enable individuals to access health
services and maintain a healthy life must be put in
place to facilitate the achievement of the highest
attainable standard of health.

We can take the example of maternal and
child health care to illustrate what expert patient
accompaniment looks like. On the clinical side,
this means holistic care provision to mothers and
infants—quality antenatal care services, respect-
ful facility-based delivery, timely postnatal care,
and follow-up of the child, including the critical
childhood vaccinations. Missing any step of the
process will jeopardize the health of the mother
or the child. But true accompaniment of patients
goes beyond providing quality clinical services to
addressing the social determinants of health. For
instance, is the mother able to travel to the health
clinic for all her antenatal care visits? Can the fam-
ily afford the services for both the mother and the
child? Do the mother and child have access to food
and, more importantly, to a balanced diet?

Availing clinical services at health facilities is
futile if patients cannot reach them or if patients
are unable to keep themselves healthy due to lack
of food. This is why accompaniment is critical; you
address all the challenges that stand in the way of
people achieving their maximum health potential.
At the national level, the approach to health should
shift from siloed clinical delivery to holistic main-
tenance of individual and population health. At the
health-facility level, clinicians and managers need
to be trained to identify these socioeconomic fac-
tors that prevent good health and connect patients
to well-equipped resources that can address their
concerns, as the framework of structural com-
petency that is further developed in this special
section emphasizes.

Training health professionals to practice
medicine and lead health systems through such
an equity lens requires the integration of social
medicine into medical and global health curricula.
Social medicine trains professionals to look beyond
the bedside to understand and address social,

economic, and political factors beyond the health
care system that cause ill health or hinder access
to health care services.® Students should not only
learn about how the social determinants of health
such as income can detrimentally impact health
outcomes but also be able to think about all aspects
of socioeconomic, cultural, and political well-being
(the processes of social determination, as Jaime
Breilh has argued), of which income is only one in-
dicator” Moreover, health professionals should also
be equipped with the know-how to address these
factors at all levels (intrapersonal, interpersonal,
clinic, community, research, and policy).® This
requires a mutlidisciplinary and inter-professional
approach to medical and global health education,
where one discipline or profession draws from oth-
ers to collectively advance toward the fulfillment of
the right to health.

This pedagogical approach must be ac-
companied by leadership,
communication training that will allow health care
professionals to organize toward the attainment of
the highest standard of health. At the same time,
health professionals must be trained in structural
humility: in not making assumptions about pa-
tients’ lives, encouraging instead the ethical stance
of collaboration with patients and communities

management, and

in developing understanding of and responses to
structural vulnerability® Fresh graduates from
medical schools sent to hospitals in remote, rural re-
gions will often be expected to address governance,
financial, and supply challenges in order to create
a favorable environment for clinical care delivery.
These are obstacles that hinder the achievement of
the right to health; hence, health professionals must
be equipped with these skills.

Critical to pushing these aforementioned
strategies forward is community participation.
Patient accompaniment is possible if the health
system builds a trusted relationship with the com-
munity, allowing the community to openly discuss
health challenges and the government to prescribe
solutions that are acceptable.® Accountability to
community demands and a commitment to the
right to health build community trust in the pub-
lic health system, which feeds back into improved
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health outcomes, which, in turn, contributes to
trust. Given that every nation-state has ratified
at least one international human rights treaty
recognizing the right to health, accountability
mechanisms that break down this human right into
clear actionable programs and policies and outlines
consequences for non-adherence must be set up.
This lack of specificity and clear consequences is a
major reason for our stymied progress toward the
attainment of the right to health—a right articulat-
ed in the World Health Organization’s Constitution
nearly eight decades ago.
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Global Voices for Global (Epistemic) Justice: Bringing
to the Forefront Latin American Theoretical and
Activist Contributions to the Pursuit of the Right to
Health

PAOLA M. SESIA

The invitation by the Health and Human Rights Journal guest editors to provide a commentary for this spe-
cial section comes just as we approach the first anniversary of Paul Farmer’s untimely passing. As the date
nears, I am inevitably reminded of, and deeply inspired by, Farmer’s contributions and uncompromising
commitment to global health equity, social justice, economic and social rights, and a rights-based approach
in his clinical practice, intellectual work, and health activism.' In Farmer, such a commitment became
particularly resolute in relation to the poor, the dispossessed, and the outcasts, wherever they may live: Si-
berian prisons; urban slums of Lima, Boston, or Port-au Prince; or poverty-stricken rural villages in Haiti,
Peru, Malawi, Rwanda, Lesotho, Guatemala, or Mexico. Just as important among Farmer’s legacies—and
one that strikes a particularly sensitive chord with me, as a critical medical anthropologist myself—is the
pursuit by this exceptional scholar of an activist, politically engaged, and nonetheless rigorous and reflexive
medical anthropology.

The papers that make up this special section of Health and Human Rights Journal draw on some of
these legacies and on other like-minded theoretical, practice-oriented, and activist frameworks, namely
social medicine, collective health, and structural competency in medical, community, and public health
training and service provision. The guest editors have envisioned the possibility of an enriching, cross-fer-
tilizing dialogue between these three approaches and have encouraged a debate around their potentialities,
without ever losing sight of the final goal: the fulfillment of the right to health for all. I surmise that the
contributing editors clearly saw the potential of all three frameworks to expose and to dissect the impact of
structural social inequalities on health and well-being, while also concretely promoting the right to health
in actual practice.

The papers in this section take up the challenge to use one or more of these frames of reference to
consider the right to health; they do so in different ways and to varying degrees, approaching them from
different epistemic angles and applying them to diverse health problems in a wide range of socio-geograph-
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ical settings, including the United States, Chile,
India, Uganda, Haiti, Spain, Mexico, Ghana, and
Roma communities in Bulgaria, North Macedonia,
and Romania. Most of the papers refer to the right
to health or, more commonly, the difficulties or fail-
ure to fulfill it; some have engaged explicitly with
the structural competency framework in service
provision or in medical training, and others make
explicit reference to the social medicine paradigm
in their community and advocacy work involving
the training of health professionals or the delivery
of medical services. Two of the papers link to and
draw from collective health and make contributions
based on this framework in relation to the health,
knowledge, and priorities of Indigenous people.

In my view, it is important to stress that two of
these frameworks—social medicine and collective
health—stand out as strong theoretical contri-
butions from Latin America, a continent that has
offered a particularly fertile ground for the devel-
opment of original and innovative critical thinking
in health and social sciences, as well as the promo-
tion of the right to health as a basic human right
in international law. I venture that the contribution
from Latin America to the formulation and adop-
tion of the right to health is probably unknown to
most, for which reason I will dedicate a few lines in
this commentary to that story as well.

It is with Farmer that I begin this commen-
tary. My words are centered on the contributions
of Latin American praxis-oriented critical thought
in pursuit of health equity, social justice, and the
fulfillment of the right to health as a basic human
right—contributions that Farmer recognized in his
own particular ways but that, by and large, tend to
be ignored in hegemonic Anglophone global health
production. This last point I find crucial, and I will
pick it up again later.

As we all know, Farmer was stationed as a
professor in the heart of privileged academia: the
distinguished Harvard University, where much
knowledge—including in social sciences, public
health, clinical medicine, political economy, and
critical theory at large—is created and from where
much radiates to the rest of the world with the
unmistakable imprint, distinction, and oftentimes

nonchalant obliviousness of its entitled origins. Far
from being a pompous, convoluted, and conceited
intellectual from the top of the top of hegemonic
academia, Farmer was quite the opposite: people
who knew him personally remark on his unpreten-
tiousness, human and intellectual generosity, and
deep-felt empathy with his fellow human beings
and with the ever-expanding plights of deprived
humanity.

We can also directly witness Farmer’s writing,
with his characteristic clarity of thought; his genuine
expression of moral indignation at social injustices,
human suffering, the unequal burden of prevent-
able deaths, and “structural violence” experienced
by the global poor; and his passionate defense of
the underserved, marginalized, oppressed, ex-
ploited, excluded, and dispossessed individuals or
social collectives from the Global South.> T would
argue that his generosity, intellectual honesty, and
humbleness also manifested themselves through an
explicit recognition of the eclectic and pragmatic
traditions of thought from which he drew inspi-
ration, where some Latin American intellectual
currents stood out. In many ways, inspired by these
currents, Farmer proposed a broadening of our un-
derstanding of, and acting upon, health and human
rights?

Thus, Farmer openly declared how progres-
sive Catholic liberation theology (especially with
the figures of Archbishop Oscar Romero from El
Salvador and Friar Gustavo Gutiérrez from Peru)
and its focus on the poor, as well as Paulo Freire’s
pedagogy of the oppressed from Brazil, had a ma-
jor impact on his ways of thinking and acting as
a physician, medical anthropologist, and health
activist, particularly his criticism of colonialism,
capitalist exploitation, and neoliberal policies in
global health and their adverse effects on the poor
and dispossessed.*

To these, a third, perhaps less explicitly de-
clared, vein came to make an impact on Farmer:
a humanitarian strand of Latin American Marx-
ist-influenced praxis where the development of
critical thought has been inextricably accompanied
and reinforced by a commitment to the transfor-
mation of unequal and unjust health conditions
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and their underlying social causes. Undoubtedly,
this progressive action-in-the-world-oriented prax-
is is present in both liberation theology and Freire’s
popular education.

Liberation theology and popular education
also share a peculiar utopian drive in their un-
compromising social engagement to transform
unequal and oppressive conditions for the poor.
I believe these features made both currents par-
ticularly attractive to someone like Farmer, who
openly declared his aversion to detached, sterile,
and speculative intellectual work that is too far
removed from the daily struggle to make ends meet
for most of the people of our living planet.’ Farmer
believed that knowledge is and should be produced
first and foremost for social change in order to
overcome injustice, inequality, and other prevailing
social ills. It seems to me that his conviction was
not solely the product of a rational mentalist intel-
lectual exercise: it was senti-pensante (felt-thought),
as Colombian sociologist Orlando Fals-Borda (the
father of participatory action research) would say,
and it was rooted in passion and moral outrage.

Here, it is worth highlighting some par-
allels with these other Latin American critical
currents of thought. In a similar way to Farmer’s,
Marxist-oriented praxis is a central tenet of Latin
American critical epidemiology, social medicine,
and collective health” From the start, these three
interrelated—at times, interchangeable—theoret-
ical orientations have vehemently opposed what
Farmer called “the public health orthodoxy” and
have worked strongly for the right to health for all;
and they have done so for decades, in many cases
prior to Farmer.®

These theories have produced important
studies on a wide variety of health and disease
problems from a political economy perspective,
revealing the complexities and entanglements of
what Jaime Breilh calls the “social determination of
health.” Influenced by Gramscian ideas around (1)
the necessity to unite theory and action to mutually
inform and reinforce each other, (2) the sociopolit-
ical role of organic intellectuals, and (3) their direct
engagement in conscious practice, proponents of
these currents of thought have long posited that the
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“generation and transmission of knowledge” are
powerful “tool[s] for change.™ I find it important
to highlight these parallels and reflect on these
theoretical orientations whose exponents have con-
comitantly promoted progressive health policies,
social justice, and the universal right to health and
health care. In Latin America, critical epidemi-
ology, social medicine, and collective health (the
preferential term for social medicine used in Brazil)
have multiple identities, and their orientations are
far from being monolithic. What is clear is that, all
together and at the same time, they are thriving
schools of critical thought, distinctive research
fields and methodologies, and transformative so-
cial and political movements.

It is worth remembering that paradigmatic
theories, especially those linked to transformative
action, do not emerge in a vacuum; they may well
flourish in very adverse circumstances, against
dominant paradigms, and as counter-hegemonic
projects. These frameworks are, in fact, the histor-
ical products of particularly challenging contexts:
as we know, Latin America and the Caribbean are
two of the most unequal regions in the world; nor
should we forget that Farmer himself forged his
thinking and life activism in Haiti, the poorest
country of our entire Western hemisphere.

These inequalities are the tangible inheritance
of a harsh history of colonialism, unfettered capital
accumulation and predatory capitalism, centuries
of pillage and devastation of nature across entire
regions, the dispossession of Indigenous territo-
ries, the genocide of millions of Native and Black
people, the brutal implementation of forced labor
and African slavery in the plantation economies,
and, after independence, the yoke of British and US
imperialism. More recently, these inequalities have
developed from the establishment of authoritarian
regimes or outright bloody military dictatorships;
the exercise of political violence and the massive
or selective annihilation of the opponents to po-
litical or, increasingly, economic megaprojects; the
predominant patriarchal machismo with its own
culture of death; the ruthless implementation of
structural adjustment programs and neoliberal
doctrines; and the extreme concentration of power
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and wealth among national economic elites. And
most recently, inequalities are being worsened by
the ongoing “war” on drugs and organized crime,
with hundreds of thousands of people killed or
disappeared. It may be worth (re)reading Eduardo
Galeano’s Open Veins of Latin America for a pow-
erful, clearly articulated, historically informed,
and morally outraged account of what the region
has experienced from the conquest to the late 20th
century."

As schools of thought and research fields,
critical epidemiology, social medicine, and col-
lective health emerged or re-emerged in the 1970s
in opposition to prevailing functionalist and pos-
itivist paradigms in hegemonic public health and
preventive medicine at the time.”> The conventional
paradigms were ill-equipped to, and not particu-
larly inclined to, understand the complexities and
dynamics of social inequalities and health. Eric
Carter and Marcelo Sanchez Delgado, for their part,
maintain that the history of social medicine as a
movement of ideas is not linear, coherent, or unidi-
rectional; it does not respond to just one theoretical
paradigm; and it distinguishes itself for being ideo-
logically pluralistic and diverse, where—beyond
contrasting postures within structural, historicist,
or culturalist Marxian traditions—poststructural-
ist social theory, including Foucauldian and other
ideas, have found fertile ground.”

Accepting the richness of this diversity, social
medicine and collective health have developed
critical intellectual traditions, particularly in Ar-
gentina, Brazil, Chile, Colombia, Cuba, Ecuador,
and Mexico, at least since the 1970s but in some
cases as early as the 1930s. They have done so by
promoting lively debates and building and con-
solidating collective associations and continental
networks for the exchange of ideas, scholars,
publications, and students. They have dedicated
their reflections to the complex, dialectical, pro-
cessual, and historically construed relationships
between two aspects: on the one hand, health, the
unequal burden of disease and mortality, social
suffering, poorly financed care systems, and the
expansion of medicalization to different spheres of
human life, and, on the other, class structure and

inequalities, gender and ethnic subordination and
discrimination, capitalism and colonialism, the
extreme concentration of wealth and widespread
poverty, racism, political violence, environmental
destruction, dispossession, social deprivation, and
the dissimilar formations and roles in health pol-
icies by nations-states and their state apparatuses,
including the establishment of official medical
institutions and public health care systems and the
open or veiled support for the commodification
and privatization of medical services.

One of the central theoretical propositions
that critical epidemiology and Latin American
social medicine have developed is the concept of
“the social determination of health,” an import-
ant analytical tool advanced by Breilh, a leading
and prolific critical social thinker, physician, and
epidemiologist from Ecuador.® Although not all
agree with its epistemological premises, theoretical
arguments, or possibilities of implementation, this
conceptual approach has made an impact among
many social medicine practitioners, academics, and
schools in Spanish- and Portuguese-speaking cir-
cles of knowledge production and critical thought.”
Breilh has been developing this concept since the
late 1970s in order to stress the historical, material,
ideological, dynamic, multicausal, and contextual
nature of the “health, disease and care processes,”
a seminal concept coined by Eduardo Menéndez to
which I return later.” Only very recently have some
Anglophone practitioners, movements, and writers
begun to explore, acknowledge, and utilize this
concept.

The conceptualization of the “social deter-
mination of health” predates by several decades
and presents important epistemic and ideological
differences from the later and much more widely
known formulation of “the social determinants of
health” advanced by a commission appointed by
the World Health Organization (WHO) in 2005."
WHO has been criticized for translating complex
and dynamic social realities into discrete and iso-
lated categories, organized in static hierarchies that
do not allow full understanding of the underlying
articulations and actual structural processes be-
hind health and social inequalities.”
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Some of the papers included in this col-
lection refer precisely to this WHO notion, and
Farmer himself referred to the social determi-
nants of health as a welcome corrective to narrow
biological theories of disease causation. As most
other scholars from Anglophone academia or other
non-Latin American latitudes, they are probably
not familiar with the underlying debate, nor with
the existence of this more precise, rigorous, pro-
cessual, practice-oriented, and counter-hegemonic
epistemic formulation. Only very recently is the
social determination of health being brought to the
English-speaking academy in a few major medical
journals.?

One last major theoretical contribution to the
contextual and dynamic understanding of health,
health care, and medical pluralism in Latin America
that deserves mention is the fruitful conceptualiza-
tion of the “health/disease-illness/care process,”
“self-care,” and “the hegemonic biomedical model”
developed by Eduardo Menéndez, an influential
medical anthropologist in the Spanish-speaking
world who came from Argentina to Mexico to
escape the military dictatorship.”” Menéndez’s con-
tributions include a rigorous critique of public
health policies, theoretical and methodological ori-
entations, and limitations; his critique has been
strongly inspired by Gramsci’s historicist perspec-
tive and cultural hegemony theory.

Without losing sight of methodological and
theoretical rigor in their analytical production,
Latin American proponents of social medicine and
collective health have actively participated in trans-
formative social movements and political struggles,
and many suffered the adverse consequences of their
progressive political affiliations and their opposi-
tion to the military dictatorships of the 1960-1980s
in the Southern Cone. Since the late 1970s, they have
contributed to many important areas, including the
development of progressive health and social poli-
cies in their respective national arenas; the struggle
against structural adjustment and defunding of
public health care systems; active opposition to the
privatization and commodification of the provision
of health services; the support of unions, worker,
and grassroots organizations in their demands for
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better work, living, and environmental conditions;
gender implications in the health/disease/care
process; and the denunciation of malnutrition,
infectious diseases, preventable child and maternal
mortality, toxic waste and environmental pollu-
tion, and their differential impact on health status
among disadvantaged social collectives. They have
also promoted social accountability and commu-
nity participation in health policies; the defense
of social security funds; the inclusion of social sci-
ences and critical thinking in medical and public
health curricula; the formation of social medicine
networks, associations, publications, and support
groups across Latin America; mental health support
to victims of torture and political repression; and
the establishment of universal and free health care
for all.>> In particular, the establishment of health
reform and the Unified Health System in Brazil
at the end of the 1980s was to a great extent the
result of the active participation of the sanitarista
movement in the strong democratization drive that
followed the end of the dictatorship; the Unified
Health System has become a tangible contribution
to the fulfillment of the right to health in this South
American nation.”

Because the right to health constitutes an im-
portant unifying thread across the papers included
in this special issue, I also want to mention the
contribution of Latin American nations to the de-
velopment of the right to health. Outside the circles
of legal experts and historians of human rights, this
is probably an unknown story to most people. Paolo
Carozza and others have argued convincingly that
the formulation of the right to health in interna-
tional law drew heavily from a distinctive Latin
American philosophy of human dignity, social jus-
tice, and the protection of perceived disadvantaged
social collectives (such as mothers, children, and
the elderly) that was influenced by a mix of socialist
emancipatory thought, Catholic social doctrines of
the late 1800s and early 1900s, and a new trend of
20th-century social liberalism.>* This philosophy
permeates most constitutions of Latin America, be-
ginning with the 1917 Constitution of Mexico that
was drafted after the Revolution and was an inspi-
ration for other constitutions in the continent.”
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Likewise, the integration of the right to health
in the United Nations Universal Declaration of Hu-
man Rights of 1948 (and its subsequent inclusion
in the International Covenant on Economic, Social
and Cultural Rights, approved by the United Na-
tions in 1966 during the Cold War) was also made
possible by a series of favorable circumstances at the
end of World War II in which Latin American na-
tions played a key role. In 1945, 50 nations convened
in San Francisco for the founding of the United
Nations: 21 were from Latin America, the most
sizeable regional representation of all.>® Historians
and legal scholars recall that the delegations from
Chile, Panama, Cuba, Mexico, and the Dominican
Republic were particularly vocal and worked in
unison to champion the inclusion of economic and
social rights—including the right to health—in the
Universal Declaration of Human Rights, sharing
a special concern for ethnic discrimination after
the horrors of the Holocaust. In the end, it seems
that it was the widespread knowledge of the atroc-
ities committed by Nazi Germany and the urgent
need for global peace (with the Cold War already
looming) that finally overcame the reluctance of
the United States, Great Britain, and France, who
initially wanted to restrict the declaration to civil
and political rights, primarily because their own
constitutions did not include social and economic
rights, which sounded too socialist in nature.”

This commentary on the multiple theoretical
and programmatic contributions of Latin Ameri-
can scholars, activists, practitioners, policy makers,
and even diplomats in furthering the right to health
amounts to a deliberate and small subversive act in
that it works against epistemic injustice in knowl-
edge production and circulation.”® Like the guest
editors of this special section, I am convinced
that these frameworks that originated in Latin
American critical theory show tremendous vitality,
theoretical strengths, pertinent methodologies,
and analytical and transformative potential. They
have produced in the past and continue to produce
today significant, valuable, relevant, innovative,
and vigorous evidence-based knowledge that better
frames and reflects upon processes in which dom-
ination and subordination, economic exploitation

and capital accumulation, dispossession and depri-
vation, patriarchy, and social discrimination and
even extermination are historically enacted and
reproduced along class, ethnic, gender, racial, age,
national, cultural, and environmental lines. They
also highlight how these multiple processes pro-
duce differential adverse effects on the health and
well-being of specific individuals and collectives.
In other words, I argue that these frameworks offer
powerful epistemic tools to dissect, understand, and
then potentially transform the dynamics around
the functioning and unfolding of what Farmer
called “structural violence,” always contextualized
in specific locations and times.

As a result, these frameworks deserve to be
known to the large public health, critical social
sciences, and human rights intellectual and activist
communities around the globe. But the hard real-
ity is that they are not. The generation of critical
thought, policy achievements, or other transfor-
mative interventions in health from Latin America
or from the Global South in general are immersed
in an unwritten but very effective continuation
of colonial relations in the political economy of
knowledge production and distribution of our con-
temporary information era.

Latin American social medicine and collec-
tive health scholarship and its contributions to the
generation of knowledge have been systematically
obscured, largely ignored, and possibly even plainly
erased in mainstream Anglophone global health
literature and social health critical thought from
the Global North. Examples abound. A first exam-
ple is the widespread narrative among historians
and public health specialists and practitioners in
the Global North that centers almost exclusively on
Rudolph Virchow from Prussia/Germany (and to a
lesser extent Jules Guerin from France, or Edwin
Chadwick from England) as the founding father
of social medicine at a global scale, from which all
subsequent developments in the discipline alleged-
ly derived.

This is a historiographical metanarrative that
arranges the spread of seminal socio-scientific ideas
from Europe to the rest of the world in a neat, co-
herent, and linear continuity across continents and
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times that cannot withstand an inquisitive gaze
attentive to historical and contextual contingen-
cies. When all is said and done, it is profoundly
Euro(ethno)centric and has become hegemonic in
the literature; even Farmer, who traveled and came
to know and appreciate intellectuals and activ-
ists from Latin America, usually referred only to
Virchow as his motivating figure in his social med-
icine-inspired work trajectory® Seemingly, this
hegemonic metanarrative allows very little space
for accounts that highlight vital and robust Latin
American contributions to the field of social med-
icine. This special section of Health and Human
Rights Journal is therefore an important—while of
course initial, partial, and imperfect—attempt to
counteract epistemic injustice based on colonial,
ethno-nationalist, and racial capitalist relations.
Asecondexampleisprovidedbycertaininstan-
tiations of the structural competency framework
itself. In their seminal piece from 2014, Jonathan
Metzl and Helena Hansen introduce this concept as
if it were innovative and original to advocate for the
need to teach structural competencies in clinical
practice and to transform medical education in the
United States. Succinctly, this proposal advocates
for teaching critical thought to health personnel as
a tool to change clinical interactions and the prac-
tice of medicine, to improve the understanding on
the part of medical personnel of underlying social
causes of ill health, and to envision possibilities of
transformation of those social and health causes.
I find that this proposal features striking similar-
ities to previous recommendations made by Latin
American social medicine scholars and activists
since at least the 1960s-1970s with the implementa-
tion of some seminal teaching programs for health
professionals in Mexico and Brazil. These teaching
programs were actively and financially supported
by individuals such as Argentine physician and
sociologist Juan César Garcia, who worked at the
Pan American Health Organization from 1966 to
1984 The Mexico teaching program continues
today and has trained several generations of health
professionals in the “structural competencies” that
the social medicine framework provides. Metzl and
Hansen’s article makes no mention of this preceding
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experience; likely, the authors had never heard of
it, although it was reported in several publications
in Spanish and English.* The point I want to make
is that while this social medicine experience from
Latin America is mostly unknown and rarely cited
in mainstream Anglophone academic journals, the
structural competency framework proposed by
Metzl and Hansen enjoys recognition, and their ar-
ticle is cited globally. This special section of Health
and Human Rights Journal is a rare example of
acknowledgment of the contributions from Latin
American social medicine and collective health
by scholars involved in structural competency and
other frameworks in the Anglophone world.>

A third and final example is the erasure of
Breilh’s “social determination of health” concept
from mainstream Anglophone public health, crit-
ical health and social sciences, and epidemiology
journals. In an all-too-often repeated history in
Anglo academic-scientific production and circu-
lation, the alternative formulation of “the social
determinants of health” was published much later
in English and disseminated globally in highly rated
and often-cited journals and in working documents
from key multilateral agencies. It quickly became
hegemonic in global health, with no mention of
Breilh’s concept, although Breilh himself argues
that many of the experts in the WHO commission
who came up with the “social determinants of
health” idea were familiar with his work and knew
of its relevance* If this is true, this double process
of expropriating concepts without acknowledging
their intellectual origins and presenting reformu-
lations of them as original ideas amounts to an act
of intellectual extractivism, made possible by pre-
vailing colonial relations in knowledge production
and circulation between “core” and “peripheral”
academia.” Breilh’s recent book-length publication
in English and his forthcoming article in Global
Public Health, as well as commentaries on his work
in English, may just begin to help counteract this
trend 3¢

The systematic exclusion of contributions from
Latin American as well as other non-English-speak-
ing “peripheral” schools of critical thought from
the hegemonic circles of knowledge production and
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circulation in the Global North has been exposed by
several scholars throughout the years” In relation
to this problem, I turn to my last comment. The ex-
clusion cannot be explained entirely or solely based
on the existence of language barriers, since there
have been some concerted efforts to publish and
make available to audiences of the English-speaking
world literature from the social medicine, collec-
tive health, and critical epidemiology frameworks,
originally published in Spanish or Portuguese, and
to reconstruct in English publications the historical
genealogy and contributions of this field of critical
thought. To make my point, it suffices to scan some
of the sources referenced in this essay, several of
which have been published in English—and some
even in leading public health journals.

Colleagues and I have made similar argu-
ments with regard to critical medical anthropology
produced in Latin America—arguments that can
be easily applied to the field of social medicine and
collective health. We reflected on some of the expla-
nations forwarded by important critical thinkers
who are sensitive to this issue, explanations that I
recall here:

Waitzkin et al. (2001: 315) suggest that this lack of
impact [of Latin American academic production on
health and social sciences] “reflects an erroneous
assumption” that the “intellectual and scientific
productivity of the ‘third world’ manifest a less
rigorous and relevant approach to the important
questions of our age” Narotzky (2002) points
out that hegemonic Anglo-American academia
has  systematically  ignored  anthropological
production published in Spanish, including by
those who work from similar political economy
perspectives. Martinez Herndez (2008) ... argues
that there are multiple ironies to this obliteration.
This includes Anglo-American anthropologies’
and Critical Medical Anthropology’s claim to
ownership of political economy and neo-Marxist
theoretical approaches that originated in Latin
American critical thought (such as dependency
or under-development theories) or in southern
Europe (Gramscis theory of hegemony), while
they ignore social science production that builds
upon these traditions in Portuguese, Spanish or
Italian. Other progressive theories such as collective
health and social medicine have been marginalized
and colonized, while the epistemic hierarchy of

scientific knowledge production and the hegemony
of the anglophone academic systems of ranking and
qualification remain unchallenged (Santos 2014).%*

In reference to medical anthropology, Mar-
tinez-Herndez conjectures that the invisibility
in hegemonic Anglophone academia of critical
thought generated in peripheral regions such as
Latin America is the result of a peculiar form of
ethnocentric intellectual domination (I would call
it “intellectual colonialism”) that posits that all
knowledge produced and circulated in languages
other than English or external to self-established
Anglo intellectual frontiers is inconsequential and
therefore does not deserve any attention* He also
ventures that Anglo and Anglo-influenced aca-
demic scholarship is immersed in an accelerating
process of commodification that requires continu-
ous theoretical innovations to increase what I would
call its exchangeable value in the global market of
knowledge production and consumption. Menén-
dez makes a similar point on the need to innovate
theoretically when he discusses the constant inven-
tions and obliterations of concepts in the history of
social and medical anthropology, including in Latin
America.* I clarify that commodification is not just
an economic process; it also and primarily involves
cultural capital attached to varying degrees of aca-
demic prestige. In the end, these two concomitant
processes identified by Martinez-Herndez go a long
way in explaining why Latin American social med-
icine and collective health are largely unknown or
ignored in hegemonic Anglo public health and so-
cial science literature (includingliterature produced
from a critical emancipatory perspective), while the
structural competency framework, generated much
more recently in US academia, is beginning to en-
joy wide global audiences.

I will not go further in this critique regarding
the political economy of knowledge production,
circulation, and consumption because it would go
beyond the scope of this commentary. I want to
clarify that I have no intention of marking a clear-
cut categorical distinction between critical thought
produced in the Global South versus critical thought
produced in the hegemonic academy of the Global
North. In the real world, these processes are much
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more complex, confused, multidirectional, and
contradictory. Nor am I interested in construct-
ing a counter-hegemonic grand metanarrative
apologetic of Latin American critical thought in
health and social sciences. What I propose is the
inclusion of a serious and transformative discus-
sion on epistemic justice in our debates around the
cross-fertilization of critical thought paradigms in
global health and social sciences. And, in the best
tradition of Marxist-inspired praxis and following
the legacy of Paul Farmer, I am looking forward to
actively and collectively subverting the hegemonic
rules of a commodified and colonial science. In this
endeavor, we should always keep in mind that the
ultimate objective is to construe and use knowledge
in order to make the world a better place, foster hu-
man solidarity, struggle for social justice, achieve
well-being, and make the right to health true for
all. Only collectively can we strive in that direction.
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