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ABSTRACT

Patient associations are civil society organizations that play a key role in
supporting individuals undergoing long-term health treatments, particularly
in developing countries. Most of them are also actively involved in defending
patients' rights through initiatives that aim to develop and implement
public policies focused on supporting care. Patient associations have
grown increasingly professionalized, driven by serious issues regarding
healthcare access and outcomes, especially in critical areas like oncology.
In this article, we explore the evolving role of patient associations in the
formulation of national health policies based on advocacy actions promoted
by the Brazilian Federation of Philanthropic Institutions for the Support
of Breast Health (FEMAMA), a civil society organization with over 19 years
of experience and the biggest network of patient associations in the
country, with more than 70 associates. FEMAMA is aligned with national
medical societies and international guidelines, such as the World Health
Organization's Global Breast Cancer Initiative and the Union for International
Cancer Control, which aims to reduce the global burden of breast cancer
through collaboration and strengthened health systems. Civil society
mobilizations promoted by FEMAMA over the years have contributed to
the implementation of structural public health policies, both for public
and private health systems in Brazil. Initially focused on breast cancer, some
of these achievements were later expanded to oncology as a whole,
particularly benefiting patients relying on the public health system, which
is the only healthcare access option for 71.5% of Brazilians. Over the years,
patient associations have significantly influenced advances in oncology
and general health public policy. However, advocacy is a continuous work,
with goals that evolve alongside clinical, systemic, and socio-political

developments.
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Introduction

Patient associations are civil society organizations
(CSOs) that play a fundamental role in supporting
individuals undergoing long-term health treatments,
particularly in developing countries, such as Brazil'.
Most of them are also actively involved in defending
patients' rights through initiatives that aim to develop
and implement public policies focused on supporting
care?. Brazilian patient associations emerged from
civil society demands in the 1990s, the same period
when the Unified Health System, a free, public
healthcare system, was implemented in the country®.
Since then, the role and impact of the patient
associations have grown increasingly professionalized,
driven by serious issues regarding healthcare access
and outcomes, especially in critical areas like
oncology”.

Cancer patient associations are key players in
promoting equitable treatment by advocating for
transformative policy changes, incorporating patient
perspectives into public policy development,
encouraging stakeholder collaboration, supporting
evidence-based health policies, and shaping
sustainable, inclusive healthcare systems'. These
organizations achieve such goals through political
education, patient empowerment for advocacy,
and the creation of aligned advocacy networks
focused on monitoring public health indicators?.

In this article, we explore the evolving role of patient
associations in the formulation of health policies in
Brazil based on advocacy actions promoted by the
Brazilian Federation of Philanthropic Institutions for
the Support of Breast Health (FEMAMA), a civil
society organization with over 19 years of experience
and the biggest network of patient associations in
Brazil, with more than 70 oncology-focused

associates®.

FEMAMA is aligned with national medical societies
and international guidelines, such as the World
Health Organization's Global Breast Cancer Initiative
(GBCI/WHO), which aims to reduce the global
burden of breast cancer through collaboration and

strengthened health systems®. It is also a member
of the Union for International Cancer Control (UICCY,
which, in collaboration with WHO?, provides courses
and materials to support the implementation of
GBCl and the development of breast cancer control

policies and programs.

The GBCI is based on three pillars: (1) health
promotion and early detection, (2) timely diagnosis,
and (3) comprehensive treatment and supportive
care. The goal is to reduce breast cancer mortality
by 2.5% per year by 2040, saving 2.5 million lives.
Major advocacy goals include: over 60% of invasive
cancers diagnosed at stages | or ll; cancer diagnosis
within 60 days of the first clinical evaluation; and
more than 80% of breast cancer patients receiving
multimodal treatment without abandonment®.

Advocacy

Patient associations can significantly contribute to
the development of structural public health policies.
Civil society mobilizations promoted by FEMAMA
over the years have contributed to the implementation
of national laws and regulations, both for public and
private health systems in Brazil. Initially focused on
breast cancer, some of these achievements were
later expanded to oncology as a whole, particularly
benefiting patients relying on the public health
system, which is the only healthcare access option
for 71.5% of Brazilians’.

FEMAMA's advocacy was key to securing the first
national law on the prevention, detection, treatment,
and follow-up of breast and cervical cancers within
the public health system (Federal Law 11664/2008);
the 30-day deadline for diagnostic tests and the
60-day deadline to start treatment after diagnosis
(Federal Law 12732/2012)""; and mandatory cancer
reporting both in the public and the private healthcare
system (Federal Law 13685/2018)"2.

Patient associations led by FEMAMA also conduct
a range of initiatives in partnership with other CSOs
and political leaders, such as public hearings,
national events, forums, conferences, awareness

campaigns, and the empowerment of patients as
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advocacy spokespersons®. For example, in 2017,
the organization mobilized nationally for the inclusion
of the drugs trastuzumab and pertuzumab in the
public health system for the treatment of metastatic
HER2+ breast cancer, showing how well-informed
and organized patients can transform public health

policies®.

More recently, FEMAMA, alongside other civil
society representatives, influenced the creation of
the National Policy for Cancer Prevention and Control
(PNPCC) and the National Navigation Program for
People Diagnosed with Cancer (Federal Law
14758/2023), which represent major milestones in
Brazilian health legislation™. The PNPCC is key for
incorporating intersectoral actions to address
cancer determinants through joint government and
civil society efforts'. Regarding patient navigation,
FEMAMA was a pioneer in educating associations
about the topic and advancing discussions on its
regulation in Brazil®.

Moreover, during October Pink 2024, FEMAMA
led an advocacy campaign for the publication of
the Breast Cancer Clinical Protocol and Therapeutic
Guidelines (PCDT) within the public health system,
the “PCDT Pink""™. The document provides
standardized diagnostic and therapeutic guidelines
for breast cancer based on scientific evidence,
ensuring safety and effectiveness in clinical
management'®. The campaign reached millions of
shares on social media, and the protocol was
officially published in December of the same year'.
Following its publication, funding regulation and
treatment availability became mandatory.

The FEMAMA network of associations also fosters
patient participation in public health consultations.
In 2021, it launched the campaign “Pay More
Attention #SheNeedslt” advocating for the inclusion
of cyclin-dependent kinase inhibitors (CDK4/6i) in
the Brazilian health system, first in the private and
later in the public health system'. The advocacy
reversed an initial negative recommendation by
the National Commission for the Incorporation of
Health Technologies (CONITEC), leading to approval

of CDK4/6i as treatment for metastatic HR+/HER2-
breast cancer (Ordinance SCTIE/MS 73/2021)"8.

Furthermore, alongside medical societies', FEMAMA
achieved another major win in Public Consultation
N°. 144 by the National Supplementary Health
Agency, held from 12/10/2024 to 01/24/2025%. The
goal was to establish a quality seal for oncology in
the supplementary health system that included
annual screening mammograms for women aged
40 to 74, replacing the previously proposed biennial
screening for women aged 50 to 69'. Over 63,000
contributions were submitted, one of the largest
mobilizations in the agency’s history, resulting in a

major advocacy achievement®.

Discussion

Despite important progress, breast cancer control
in Brazil remains a major challenge. Incidence has
steadily increased over the past decades, with
around 74,000 new cases annually?'. Breast cancer
ranks first in cancer-related mortality among Brazilian
women, causing 19,000 deaths per vyear?.
Mammography coverage is below 30% for women
in the target age group®. Diagnosis at stages Il
and IV occurs in 40% of cases?. Additionally, 43.9%
of women are diagnosed before age 50, and 16.3%
before age 40%. Moreover, 15% of patients experience
treatment delays of 30 to 60 days, increasing mortality
by 6% to 8%, while 35% face delays exceeding 60
days, raising mortality by 12% to 16%*'.

Scientific advances in oncology diagnosis and
treatment are constant, but they are not automatically
made available in the Brazilian public health system.
Technology incorporation is handled by CONITEC
through evidence review and public consultation,
but many high-cost treatments and procedures
remain inaccessible due to financial barriers. While
legal frameworks are critical for implementing
health access policies in Brazil, they have not yet
significantly improved the breast cancer landscape
in alignment with GBCI goals. More needs to be
done in terms of screening, diagnosis, treatment,
and control in underserved settings.
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There are various opportunities to build upon
advocacy achievements aligned with GBCI goals
and indicators. One key strategy includes building
relationships behind the scenes of national policy
making to understand and align the interests of
different stakeholders around patient-centered
action. Another promising area, without losing the
focus on data and evidence-based advocacy?, is to
incorporate patient testimonials into campaigns,
finding a balance between presenting scientific
evidence and evoking emotional engagement to
mobilize civil society. Brazilians have a strong
culture of solidarity, which can be further harnessed

for health advocacy engagement.

Currently, health advocacy associations face
challenges transitioning initiatives across different
administrations and political contexts, especially in
developing countries like Brazil. Many approved laws
and commitments achieved through advocacy do
not always translate into tangible action and results.
This is a real challenge, though not insurmountable.
Recognizing this factor is vital to understanding
advocacy as a continuous effort, with progress and
achievements requiring constant documentation,
monitoring, and revision.

One of the major challenges for patient associations
conducting advocacy in Brazil is limited financial
resources” and, often, a lack of specific training®.
Institutions often compete for scarce advocacy
funding and rely heavily on volunteers and patients
who, while motivated and willing, may lack formal
training in advocacy. More than half of the CSOs
that joined FEMAMA had little training in advocacy
initially, as they were support groups for cancer
patients, which was crucial for the further development
of empathetic advocacy actions. Ongoing training
is essential to align the organization's advocacy
purposes. In recent years, these organizations have
become increasingly professionalized to meet
higher demands from funders regarding results and
performance indicators.

What differentiates FEMAMA's advocacy from that

of other institutions and serves as a potential

institutional model is its nationwide, network-based
social mobilization strategy. Femama works by
educating, training and listening to local CSOs, which
operate in cities and states, so that they can share
their knowledge with the community and local
managers to raise awareness among legislators and
executive committees to support patients' interests.
The goal is to keep cancer on the political agenda
of governments at all three levels (national, state and
municipal). Moreover, all its actions are evidence-
based, carried out with strategic partners, and
grounded in patients’ lived experiences, voices,
and demands, who are given space to lead advocacy
efforts themselves.

Conclusion

Over the past decades, patient associations like
those within FEMAMA have been central to advocacy
efforts in support of the right to health in Brazil.
These organizations play an active role in uniting
stakeholders to identify and overcome challenges,
always based on evidence, international best
practices, and with space for patients' perspectives
to support the design of structural public health
policies. Over the years, patient advocacy has
significantly influenced advances in oncology and
general health public policy in Brazil. However, this
is a continuous work, with goals that evolve alongside
clinical, systemic, and socio-political developments.
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