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Abstract

Neglected tropical diseases (NTDs) cluster among populations living in poverty and
facing overlapping social, environmental, and political vulnerabilities. Brazil has one
of the most significant NTD burdens in the Americas, yet affected populations have
historically had limited influence on national health agendas. In 2016, amid demo-
cratic backsliding and fiscal austerity, civil society, researchers, and affected com-
munities created the Brazilian Social Forum for Combating Infectious and Neglected
Diseases (FSBEDIN) to strengthen political participation. Using documentary analy-
sis of Forum letters (2016—2025), institutional records, and participant observation,
we show how FSBEDIN evolved from a crisis-driven initiative into a recognized actor
in Brazilian health governance. The Forum has linked disease-specific movements,
expanded the presence of affected leaders in health councils and technical commit-
tees, supported leadership training, and helped catalyze the creation of a National
Movement for Neglected Diseases. It also advances an agenda that connects NTD
control to democracy, social justice, and pharmaceutical sovereignty. We argue that
FSBEDIN offers practical lessons for implementing the World Health Assembly res-
olution on social participation and the WHO 2030 NTD roadmap. We propose policy
measures for governments, the WHO, and development partners to institutionalize
meaningful involvement of affected communities as a non-negotiable standard for
NTD programs.
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Author summary

Neglected tropical diseases (NTDs) mainly affect people living in poverty, who
are often discriminated against and far from decision-making spaces. Techni-
cal solutions (drugs, diagnostics, and guidelines) are insufficient if those most
affected remain invisible in policy-making. In Brazil, people living with Chagas
disease, leishmaniasis, leprosy, and other infections, together with community
organizations, researchers, and health professionals, created the Brazilian So-
cial Forum for Combating Infectious and Neglected Diseases (FSBEDIN). Over
the past decade, the Forum has become a space where affected leaders learn,
organize, and negotiate directly with governments and international partners. It
has helped bring NTDs and their social consequences onto national agendas
and supported the creation of a National Movement for Neglected Diseases. This
Policy Platform shows how this experience can guide other countries. We argue
that NTD programs should not be considered successful if affected communities
are absent from decision-making. We outline practical steps for governments,
the WHO, and donors to fund, protect, and measure meaningful participation as
a core component of NTD policy.

Policy summary points

Neglected tropical diseases (NTDs) are a political problem as much as a biomed-
ical one. In Brazil, the high burden of NTD is concentrated in areas where social
rights, including the right to participate in public decision-making, are weakest.

Participation is a core intervention for NTD, not an accessory. Brazil’s experience
shows that organized, well-resourced participation of people affected can reshape
national NTD policies and institutions.

FSBEDIN is a social innovation in NTD governance. Over a decade, the Forum has
linked diverse movements, produced annual political platforms, and expanded the
presence of affected leaders in health councils, interministerial committees, and
technical groups.

Participation must be funded and institutionalized. Leadership schools, travel
support, and communication networks were essential to sustaining the Forum and
enabled the creation of a National Movement for Neglected Diseases in 2024.

Global NTD targets should include explicit standards for social participation. Valida-
tion, certification, and external funding for NTD programs should require evidence
of meaningful participation through participatory and deliberative governance mech-
anisms that involve affected communities throughout the policy cycle.

South-South cooperation can help adapt this model. WHO, regional bodies, and
donors should support networks of NTD social forums in high-burden countries,
linking participation to human rights and pharmaceutical sovereignty agendas.
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NTD, inequity, and democratic deficits

More than one billion people worldwide live with or are at risk of neglected tropical diseases (NTD), which flourish where
poverty, precarious housing, weak infrastructure, and limited access to health services persist [1,2]. In such settings, NTD
are visible expressions of long-standing violations of social and human rights rather than isolated biomedical problems
[3,4].

Brazil exemplifies this contradiction. Despite having a constitutionally guaranteed universal health system (Sistema
Unico de Saude, SUS) and a long-standing legal and institutional architecture of social participation—including health
councils and national health conferences, established by Federal Law No. 8,142/1990 and shaped by social movements—
the country still accounts for a substantial share of NTD cases and deaths in the Americas [1,5,6]. Between 2016 and
2020, nearly 600,000 cases of ten selected NTDs were reported, and approximately 28.9 million people, about 14% of the
population, were considered at risk, with the greatest burden falling on children, rural workers, and residents of historically
marginalized regions in the North and Northeast [5,7].

At the same time, people affected by NTD have often remained politically invisible. Analyses of health-conference
outputs and participatory spaces show that NTD-related conditions are frequently absent or marginal in national delib-
erations, despite their high burden [8]. When they are present, affected people are more often treated as targets of
programs than recognized as political subjects. This invisibility is reinforced by stigma, structural racism, gender inequal-
ities, environmental injustice, and an “expert-driven” model of decision-making that keeps communities at the periphery
[3,4,9—-12]. Across global health, however, the term “participation” encompasses a wide spectrum of arrangements, rang-
ing from tokenistic consultation to deliberative co-governance that redistributes decision-making power; making partici-
pation meaningful, therefore, requires specifying who participates, with what authority, and through which accountability
mechanisms [9—-14].

In 2024, the 77th World Health Assembly formally acknowledged that this model is insufficient and adopted a resolution
on “meaningful, inclusive, transparent and regular” social participation in health [13]. Implementing this resolution in the
NTD field and aligning with the WHO roadmap and the Sustainable Development Goals (particularly SDG 3 and SDG 10)
will require institutional arrangements that redistribute power, not just more consultations [1,13—15].

The Brazilian Social Forum for Combating Infectious and Neglected Diseases (FSBEDIN) emerged in this context as
a social innovation in democratic health governance. Its trajectory offers concrete lessons on how to move from rhetoric
about participation to enforceable standards in NTD policy.

The Brazilian Social Forum: origins and design

FSBEDIN was established in 2016 amid a severe political and economic crisis characterized by an impeachment process,
a long-term ceiling on social spending, and a broader rollback of social rights [16,17]. These developments threatened
SUS financing and widened inequalities in access to care.

The timeline in Fig 1 summarizes the main political and organizational milestones in the Forum’s trajectory, including its
founding in 2016, the consolidation of its Charter of Principles, the virtual meetings held during the COVID-19 pandemic,
the expansion of leadership training activities, the creation of the National Movement for Neglected Diseases in 2024, and
the 10-year milestone reached in 2025.

In this context, researchers, civil society organizations, and social movements convened a workshop in Rio de Janeiro
on the interfaces between social movements and NGOs in the fight against neglected diseases. Participants included
affected leaders and organizations working on Chagas disease, leishmaniases, leprosy, HIV/AIDS, and viral hepatitis,
alongside universities, the Oswaldo Cruz Foundation, international NGOs, and global health initiatives. For the first time in
Brazil, multiple disease-specific movements shared a space explicitly designed to articulate a common political agenda.

Three converging demands emerged from these debates. First, the defense of democracy and social rights as pre-
conditions for tackling NTDs. Second, the defense and adequate financing of SUS, especially primary health care, were
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Fig 1. Timeline of key milestones in the Brazilian Social Forum for Combating Infectious and Neglected Diseases (FSBEDIN), 2016-2025.
Source: Authors’ elaboration based on Forum letters, institutional records, and documentary analysis.

https://doi.org/10.1371/journal.pntd.0014336.9001

understood as central to guaranteeing access to diagnosis, treatment, and rehabilitation. Third, the recognition of affected
people as political subjects with voice and voting power in health governance.

The 1st Brazilian Meeting of Social Movements Fighting Neglected Diseases, held in Maceio6 in 2016 alongside the
Brazilian Society of Tropical Medicine congress, marked the formal creation of FSBEDIN. After preparatory meetings
and early editions, the Forum consolidated a Charter of Principles, formally adopted in 2018, defining its mission as the
defense of human and social rights to health within a democratic space of representation, support, empowerment, and
articulation. Its strategic objectives were to protect the constitutional right to health, unite and expand the Forum, and
increase the visibility of NTD and other infectious diseases [17].

Since then, FSBEDIN has organized annual meetings rotating across Brazilian regions (North, Northeast, Centre-
West, and Southeast), including virtual editions during the COVID-19 pandemic (Table 1). Each meeting concludes
with an open letter that synthesizes diagnoses, political analyses, and proposals directed to governments, international
organizations, and society. Over time, these letters have evolved from a broad defense of SUS to more detailed agen-
das linking NTD to democracy, social protection, environmental justice, science and technology policy, and pharmaceu-
tical sovereignty (Table 2) [5,17].

The Forum also built internal structures for coordination, planning, communication, logistics, and culture, and
strengthened alliances with universities, research institutes, international NGOs, and, more recently, the Ministry of
Health. Participation diversified to include women, Black and Indigenous leaders, people with disabilities, favela resi-
dents, and rural workers [17]. This combination of political pluralism and territorial diversity became a source of legiti-
macy and influence [18].

What has the Forum achieved—and what gaps remain?

Analysis of Forum letters (2016-2025), minutes, and associated documents reveals eight intertwined axes around which
FSBEDIN organizes its political agenda [17]:

Democracy and social justice. Forum letters consistently denounce the erosion of democracy, the spread of
misinformation, and authoritarian projects that undermine social rights. They link the high burden of NTD to broader
patterns of democratic degradation and the commaodification of health, echoing political science analyses of Brazil’s
recent crisis [11,16,18,19].

Right to health and SUS financing. FSBEDIN calls for the repeal of constitutional austerity measures and for pro-
gressive, stable funding for SUS, with emphasis on primary health care and community-based approaches to NTD. These
positions resonate with long-standing debates about the tension between universality and underfunding in SUS [14].
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Table 1. Topics addressed during FSBEDIN meetings, by year and location, 2016-2025.

Year Theme Location
2016 Challenges, advances, and perspectives of social move- Maceié, Alagoas - North-
ments defending life, the Unified Health System (SUS), and | east region
fighting neglected diseases.
2017 Defending the SUS and confronting infectious and Cuiaba, Mato Grosso —
neglected diseases. Central-West region
2018 Infectious and neglected diseases: silenced until when? Recife, Pernambuco -
Northeast region
2019 Access to health and inclusive development Belo Horizonte, Minas
Gerais - Southeast
region
2020 The effects of the pandemic on access to healthcare for Virtual - remote access
neglected tropical diseases (NTD) amid socioeconomic
inequality. The role of leadership and social mobilization
2021 Brazil: yesterday, today, and tomorrow for neglected popula- | Virtual - remote access
tions. Confronting inequality and the social divide
2022 In defense of democracy and rights for neglected Belém, Para - North
populations. region
2023 Tomorrow will be another day: resuming social participation, | Salvador, Bahia - North-
reaffirming the SUS (Unified Health System), and ensuring | east region
equity in public policies.
2024 Advances and challenges in tackling NTD Séo Paulo, Séo Paulo -
Southeast region
2025 Ten Years of the Brazilian Social Forum for Combating Jodo Pessoa, Paraiba -
Infectious Diseases: Advances and Challenges Northeast region

https://doi.org/10.1371/journal.pntd.0014336.t001

Table 2. Positions by thematic axis in FSBEDIN letters (2016—2025).

Thematic axis

Main demands

Letters (year)

Democracy and social Defense of democracy; rule of law; tackling inequalities | All meetings
justice (2016-2025)
Right to health and SUS | Valuing SUS: universality, comprehensiveness, and All meetings

equity

(2016-2025)

SUS financing Repeal of expenditure ceiling/austerity (Constitutional Cuiaba (2017) to
Amendment 95/2016); sustainable financing Jodo Pessoa (2025)
Leadership and training Popular education, leadership training, and All meetings
empowerment (2016-2025)
Invisibility and stigma Combating prejudice; campaigns; symbolic milestones Cuiaba (2017) to
Jodo Pessoa (2025)
Healthcare Care pathways; strengthening PHC; priority groups Recife (2018) to
Jodo Pessoa (2025)
Policies and Integrating health, social assistance, and education, Recife (2018) to
intersectorality tackling hunger Jodo Pessoa (2025)
Science, technology, and | Strategic research; local production; compulsory All meetings

innovation

licensing

(2016-2025)

https://doi.org/10.1371/journal.pntd.0014336.t002

Leadership and training. One of the Forum’s most distinctive contributions is its investment in political education for
people affected. Three national leadership courses (2019, 2021, and 2024) combined technical content on NTD with mod-
ules on human rights, public policy, communication, negotiation, and advocacy. These processes culminated in 2024 in
the formal creation of a National Movement for Neglected Diseases, designed and led by affected people themselves [17].
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Invisibility, stigma, and care. Forum documents denounce stigma, discrimination, and structural racism, and call for
integrated lines of care that connect surveillance, diagnosis, treatment, rehabilitation, and social protection, especially
through primary health care. They demand attention to mental health and disability and insist that NTD care must be
guided by lived experience, not only by epidemiological indicators [3—8,17].

Science, technology, innovation, and sovereignty. FSBEDIN links NTD control to a broader agenda of pharma-
ceutical and technological sovereignty. It advocates public production of medicines, diagnostics, and vaccines; supports
Productive Development Partnerships; and defends measures such as compulsory licensing when intellectual property
regimes obstruct access [20—-25]. This aligns with analyses of imbalances between disease burden, research funding, and
technology development for NTD [20-23].

Beyond discourse, the Forum has contributed to concrete institutional changes (Fig 2): increased presence of NTD
leaders in local, state and national health councils; participation in the organization of Brazil’s first Free National Con-
ference on NTD (2023); involvement in implementation research initiatives developed in partnership with research insti-
tutions and national and local governments, such as IntegraChagas Brasil and CUIDA Chagas; representation in the
Interministerial Committee for the Elimination of Tuberculosis and other Socially Determined Diseases (CIEDDS), created
in 2023 [26]; the approval of Law No. 14,977/2024, which assigns public pharmaceutical laboratories a strategic role in
the production of active ingredients for socially determined diseases; and recognition as a civil-society counterpart in the
interministerial program Brasil Saudavel - Unir para Cuidar, which coordinates 13 ministries around socially determined
diseases, including NTD [25].

The diagram in Fig 2 illustrates how FSBEDIN connects affected communities, social movements, researchers, civil-
society organizations, and public institutions through leadership training, annual forums, open letters, advocacy, and
coalition-building. These processes contribute to greater visibility of affected populations, stronger participation in gover-
nance spaces, implementation research partnerships, and broader policy influence in neglected tropical disease agendas.

—\ ) ) )
POLICY AND
ACTORS CORE PROCESSES IMMEDIATE OUTPUTS GOVERNANCE EFFECTS
e People affected by e Annual forums and regional e Stronger national articulation e Expanded participation in
neglected tropical diseases meetings across movements decision-making spaces
e Community leaders e Open letters and collective e Greater visibility of affected e Greaterinfluence on NTD
e Social movements political agendas populations agendas and public debate
e Civil-society organizations f—pp-1¢ Leadership training and political j=——jp{e Recognition of affected leaders P1e Support for people-centered and
e Researchers and universities education as political subjects rights-based approaches
e Public institutions and health e Communication and visibility e Representation in health councils e Stronger links between
authorities strategies and committees participation, care, and
e Coalition-building across e Production of policy demands surveillance
diseases and termitories and recommendations e Increased policy relevance of
e Dialogue with research and e Links with implementation leadership and community
implementation initiatives research and advocacy agendas experience
\. J \ J \ J \ J

| CROSS-CUTTING PRINCIPLES ‘

[ Democracy ] [ Social Justice ] [ Right to Health ] [Anti-StigmaAction] [Intersectoral Action] [Ptéarmac_e ifical
overeignty

. J

Fig 2. FSBEDIN as a platform for participation, leadership, and policy influence in the field of neglected tropical diseases in Brazil. Source:
Authors’ elaboration based on Forum letters, institutional records, and documentary analysis.

https://doi.org/10.1371/journal.pntd.0014336.9002
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Important gaps remain. Participation remains uneven across states and municipalities; many local programs lack
structured mechanisms to involve affected communities in planning, budgeting, or evaluation. Funding for social partic-
ipation and community organizations is precarious, often dependent on short-term projects and personal sacrifice. NTD
agendas also remain low-profile in broader development and climate debates, despite clear intersections with labor condi-
and global NTD policies have historically treated participation as desirable yet optional and often symbolic.

Reflexivity and limitations. Several authors have long-standing engagement with NTD policy and have participated in
FSBEDIN-related processes as collaborators, researchers, or institutional partners. To mitigate potential bias, we trian-
gulated multiple sources, including letters, minutes, and institutional records, and employed a transparent documentary
analysis approach. However, this Policy Platform was produced within conventional academic authorship rules and does
not fully resolve the tension between academic representation and the broader protagonism of affected communities. It
is not an ethnography and does not claim to represent all local experiences across Brazil; further research should assess
participation processes and outcomes in specific policy arenas.

Policy implications: from experience to standards

Drawing on FSBEDIN’s trajectory and on theoretical and empirical literature on participation, social movements, and NTD,
we propose five sets of policy measures for governments, the WHO, and development partners.

Embed affected communities in formal decision-making

* Reserve voting seats for representatives of people affected by NTD in national committees, health councils, and inter-
ministerial bodies that address socially determined diseases.

« Agree on transparent and plural selection processes led by civil-society platforms, rather than appointments decided
solely by governments.

» Guarantee stipends, travel, and accessibility support (including childcare and disability-related support) so participation
does not depend on personal resources.

This shifts participation from consultation to co-governance, consistent with democratic theories that emphasize shared

decision-making and “deep democracy” in health [9-11,14].

Create sustainable funding lines for social participation

 Establish national and subnational budget lines dedicated to community-based organizations, leadership schools, and
communication initiatives on NTD.

» Encourage donors and philanthropies to allocate a minimum proportion of NTD investments to civil society and
community-led activities, including core support.

* Include affected organizations as direct recipients of funds, not only as implementing partners under technical projects.
Without stable funding, forums such as FSBEDIN rely on intermittent grants and unpaid labor, limiting their reach and

increasing burnout among leaders [17].

Make meaningful participation a criterion for NTD program success

* Incorporate indicators on participation of affected communities into WHO NTD monitoring frameworks and national
scorecards.
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» Require participatory and deliberative forums involving affected communities as part of verification and validation pro-
cesses for NTD elimination or control, alongside epidemiological and entomological indicators.

» Co-develop participatory evaluation tools with social movements, allowing communities to assess programs using their
own priorities as well as official targets.

This aligns NTD policy with SDG commitments to inclusive institutions and accountability [11,14,15].

Co-produce information and communication

» Support community-led media, local bulletins, and digital platforms that share accessible information on NTD, rights,
and services in multiple languages and formats.

* Integrate community-generated data on barriers to diagnosis, treatment interruptions, stock-outs, or discrimination into
official surveillance and planning.

 Partner with schools, universities, and public broadcasters to combat stigma and promote a rights-based narrative of
NTD, emphasizing affected people as leaders rather than victims.

FSBEDIN’s experience shows that communication is not just dissemination; it is a tool for building collective identity
and political capability [17].

Foster South-South cooperation among NTD social forums

» Encourage WHO regional offices, regional NTD networks, and donors to support exchanges between Brazilian move-
ments and counterparts in other high-burden countries.

» Create regional forums of people affected by NTD linked to existing technical and policy platforms.

» Use multilateral forums and global spaces (such as G20, BRICS, and UN high-level meetings) to highlight organized
civil society as part of broader debates on health, climate justice, and pharmaceutical sovereignty [20—24,26].

Such cooperation can help adapt the Brazilian model to different political systems while recognizing that no model is
exportable without local reinvention. [12].

Adopting and adapting the policy measures proposed here, embedding affected communities in governance, funding
participation, making it an explicit criterion for program success, co-producing information, and fostering South—South
cooperation, would be a concrete step toward aligning NTD agendas with human-rights principles and the World Health
Assembly resolution on social participation [3,4,13,14].

Conclusion: participation as a nonnegotiable standard for NTD policy

Over the past decade, FSBEDIN has moved from a crisis-driven experiment to a recognized actor in national health
governance [17]. By creating a stable platform where affected people organize, learn, and negotiate, FSBEDIN has
helped transform NTD from a silent expression of neglect into a field of explicit political dispute over rights, resources, and
knowledge.

The core message for global NTD policy is straightforward but demanding: no country will meet the 2030 NTD targets
or the SDG promise to “leave no one behind” if people affected remain excluded from decision-making processes [1,3,15].
Technical interventions cannot compensate for democratic deficits.

We therefore argue that meaningful participation of affected communities should be treated as a nonnegotiable stan-
dard for NTD programs, alongside safety, efficacy, and cost-effectiveness of interventions.
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Brazil's experience shows that when people affected have organized platforms, resources, and institutional access,
they do not merely “give testimony”; they change the terms of the debate. Recognizing and resourcing this political role is
essential if NTD policy is to be worthy of its name.
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