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Editorial

The continuous challenge of Chagas disease treatment:
bridging evidence-based guidelines, access to
healthcare, and human rights
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The high morbidity and mortality burden of Chagas disease
is unquestionable, both in endemic and non-endemic settings'~.
The globalization of the disease is increasingly recognized
and has thereby broadened the debate on the right to health,
demanding an integrated response between countries!-. Despite
its relevance as a public health problem, great failures persist
in national health systems in providing access to diagnosis and
treatment for affected people®®.

It is estimated that less than 90% of people who need specific
treatment actually have access to it'’. Primary health care not
only plays a central role in the comprehensive care of people
with Chagas disease as well as their families and communities;
but also, in the surveillance and control of the disease'.

There are critical failings of science not only in developing
new effective diagnostic methods, but also, new, safer and more
effective therapeutic options'. In fact, the literature emphasizes
the urgent need for the development of new treatments for
chronic Chagas disease*S. In this context, there are affected
people with no guarantee of the right to health, who sustain
the high burden of the disease and perpetuate the cycle of
poverty in their families®**. The primary care teams should be
articulated with other levels of health care (greater technological
complexity) for reference and counter-referencing of the more
complex cases, keeping the clinical management also at the
local level'*.

The current political-economic scenario in Latin America
has accelerated social inequalities, while at the same time
weakening the role of the State in the development and
regulation of health care actions, including surveillance and
control of neglected diseases, such as Chagas disease'. In
particular, Brazil in the last three years has regressed rapidly in
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its social policies, with a deepening of income concentration,
placing it again on the list of one of the most unequal countries
in the world. This situation has enhanced individual and social
vulnerability that was responsible for old and new determinants
of disease transmission®. At the same time, the weakening of
the health care network in the Unified Health System (SUS)
further limits access to services, generating situations of serious
program vulnerability, with a strong restriction on access to
health, especially in areas of greater endemicity’.

Timely diagnosis and treatment are strategic to prevent
disease progression and the occurrence of functional limitations,
disability, and deficiency'. In addition to the etiological treatment,
the comprehensive care of Chagas disease is very limited,
especially, the chronic forms of the disease™®. The chronic nature
of the disease and the need to prevent disability and to rehabilitate
the affected people create persisting challenges.

The disease-related stigma and the impact on quality of
life enhances the cycle of neglect and poverty'. The different
possible dimensions to care, such as psychological and social
approaches, appear to be forgotten, further limiting access
to health. Chagas disease should not be a definitive limiting
factor to the social life and occupation of the affected persons.
The follow-up of cases by the health team is fundamental for
increased safety in the construction of quality of life.

Faced with the challenges presented, clinical guidelines
should be developed systematically, based on the most
recent scientific evidence, to support the decisions of health
professionals. In addition, the best strategies for comprehensive
care in the specific contexts of the countries must be provided
for the people affected*®. Besides the parasitological treatment,
other aspects of care are fundamental to ensuring quality of life
in people affected and must be evaluated. Hence, the functional
capacity in Chagas disease, the effectiveness of non-surgical
conservative treatment, and the cardiac involvement must be
evaluated'.

However, given the complex and challenging scenarios
required to achieve a balance; what are the real limitations
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between the availability of evidence-based guidelines, and the
perceived and felt health needs amidst the different realities of
the national health systems?

The cycle of neglect is partly accounted for by the weakness
of the scientific evidences on the different perspectives of
Chagas disease. Thus, the development of national guidelines
for care, surveillance, and control of Chagas disease becomes a
challenging task, dependent on the efforts of health professionals,
researchers, and social movements’. The challenge of sustaining
Chagas disease on the agenda of the national governments and
the society has become a daily struggle'. Given this scenario, the
professional capacity for clinical evaluation of Chagas disease
has become a central reference for decision making.

The study titled Therapeutic drug monitoring of benznidazole
and nifurtimox: A systematic review and quality assessment of
published clinical practice guidelines by Oliveira MJ, et al.'?
published in the Journal of the Brazilian Society of Tropical
Medicine highlighted the importance of the need to critically
analyze the national guidelines. The authors assessed the quality
and consistency of recommendations on the pharmacological
management of adults with chronic infection by Trypanosoma
cruzi in the context of South America'’. Five Clinical Practice
Guidelines were selected from: Colombia, Argentina, Chile,
Brazil, and Venezuela'’.

Oliveira MJ, et al. suggested that there was no association
between the methods used to develop the Clinical Practice
Guidelines and the recommendations that were made'. The
literature search in this study was restricted to articles published
from January 2010 to March 2016'°. In Brazil, a new Consensus
on Chagas disease was published in December 2016; bringing
in a more structured and evidence-based guideline'*. Other
countries, such as Bolivia, Colombia, and Argentina are in the
process of developing new adjusted national guidelines for
Chagas disease™®.

In addition to the initial non-availability of evidence-based
guidelines, there was also a lack of minimum standardization
between and within the different countries, which created
even greater obstacles for an integrated global response®!°.
The authors emphasized that the assessment of the quality and
consistency of the guidelines on the therapeutic drug monitoring
of Chagas disease in adults with chronic phase resulted in
documents of varying quality and also showed that none of
the Clinical Practice Guidelines supported its evidence-based
recommendations'®. Significant differences were found on the
pharmacological management, duration of treatment, standards
of clinical controls, and the role of laboratory tests'®. These
differences can impact the access to health care contributing to
worse health outcomes®!°.

Some national strategies have been developed in endemic
countries as a solution to unmet demands in improving access
to Chagas disease diagnosis and treatment'. In Bolivia, critical
issues involve further scaling-up of diagnosis and treatment,
and its sustainability in a scenario of limited local resources’.
In Argentina, the development of an integrated strategy to
decentralize diagnosis and treatment has been defined as a
crucial issue in the national health systems. This must include
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a better inter-program coordination, enhancing existing
monitoring and communication tools, and the mobilization of
health care teams, especially in primary healthcare settings®.

The primary health care team must emphasize that, the main
benefits of good clinical, labor, psychological, functional, and
social management correspond especially to the etiological cure
and prevention in the evolution of chronic heart disease and its
consequences (social vulnerabilities, high cost of treatment,
and death)'34,

In this analysis of Chagas disease guidelines, the domains
of scope or purpose, stakeholder involvement, and clarity of
presentation were better rated, while the domains of applicability
and editorial independence received poor ratings'®.

One of the objectives of the clinical treatment for 7. cruzi
infection must be to eliminate the parasites in the human hosts
with specific drug treatment, to avoid the clinical syndrome
that results from the irreversible lesions associated with the
disease, and to give support to affected individuals and their
families'**. In addition, psychological and social effects must
also be addressed'.

The morbidity and mortality burden of Chagas disease can
be prevented or minimized by a combination of actions, at the
level of individuals, families, communities, health and political
systems'. For the next 30 to 40 years, Chagas disease will still
require the attention of governments, even if its transmission
could be eliminated now, because of the burden of those with
existing infections'.

The adoption of the Sustainable Development Goals — SDGs
[Objetivos de Desenvolvimento Sustentavel (ODS)], which
included neglected tropical diseases (NTDs) as priority target
for integrated global action, took place in September 2015
with endorsement by the 193 member-countries of the United
Nations (UN)!!. This inclusion represented a unique opportunity
to strengthen the agenda for the control of these diseases
representing a significant public health problem throughout
the world. Brazil as a signatory to the SDGs, has reinforced its
historical responsibility, including its leadership in this process,
by prioritizing health surveillance actions'.

In conclusion, clinical guidelines must be scientifically
precise, with high responsibility to the people affected, the
science and society. It must be predictable; providing specific
details, defensible; showing high transparency about how
they are developed and how consensus was reached, and
applicable in a range of real world settings. Human and health
rights should not be neglected when composing and reviewing
clinical guidelines. The control of Chagas disease, as well as
other NTDs, include a broader perspective of human and social
development initiatives, with an inclusive perspective, thereby
phasing out structural poverty in the endemic countries'.

Besides the necessity of linking the best available evidences and
recommendations, we also emphasized the importance of ensuring
the legitimate participation of representatives of people affected
by the neglected diseases throughout the development process.

Expanding the social participation of people affected
by Chagas disease is an important strategy for overcoming
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stigma, depression and fear of death, as well as strengthening
empowerment, self-esteem, and self-care. The participation of
the family in the plan of care for people affected by Chagas
disease is fundamental.
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