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Summary

As a developing region, Latin America faces unique cancer control and prevention challenges, which are intensified
when considering rare cancers, including sarcomas. Sarcomas are a group of malignancies that arise in the con-
nective tissues of the body—such as muscle, fat, nerves, blood vessels, and bones—accounting for a diverse range of
tumours that, although rare, require specialized attention. Sarcoma care and research in Latin America require a
comprehensive approach that includes deeper epidemiologic knowledge, diagnostic capacity building, access to
innovative treatments, increased patient advocacy, and strengthening of clinical research capacity. This article will
review current challenges and opportunities for treating patients with sarcoma in Latin America and outline a
pathway toward improvement for regional collaborative groups.

Copyright © 2023 Published by Elsevier Ltd. This is an open access article under the CC BY-NC-ND license (http://
creativecommons.org/licenses/by-nc-nd/4.0/).
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Sarcomas are a heterogeneous group of mesen-
chymal malignancies of the soft tissue and bone, repre-

Introduction
Cancer is a significant public health issue in Latin

America and the Caribbean, with an estimated 1.5
million new cases and 710,000 deaths annually.'
Providing excellence in oncologic care is challenging
in this region of primarily low- and middle-income
countries due to the segmentation of health services,
difficulties in accessibility, and social inequality.’
Although the context is diverse in each of the 33 coun-
tries within the region, obstacles exceedingly eclipse
national borders.? The COVID-19 pandemic has further
contributed to these adversities due to increasing stress
on healthcare systems and the resulting global socio-
economic crisis.’
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sented by more than 80 subtypes, the majority of which
are categorized as rare cancers based on their incidence.*
Rare cancers—defined as those with an incidence of less
than 6 per 100,000 persons per year—can be particularly
challenging to diagnose and treat, therefore depending
heavily on well-structured networks and timely referral to
high-volume centres.”” Consequently, Latin American
patients diagnosed with sarcomas can often face more
significant barriers to optimal medical care and access to
research than those faced by patients with more preva-
lent malignancies.®* In both Europe and the United
States, about 20-25% of all new cancer cases are attrib-
uted to rare cancers.”'® This underscores the importance
of understanding the prevalence of these cancers in Latin
America to better plan for patient care for a significant
proportion of patients diagnosed with malignancies.
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It's pertinent to note that while patient care is often
organized within countries, a regional-level network
plays a critical role in the realm of research. Moreover,
as noted by the “Rare Cancer Agenda 2030: Ten Rec-
ommendations from the EU Joint Action on Rare Can-
cers”, “international distant collaboration is all the more
crucial” in rare cancers.' Therefore, a collective regional
approach can foster collaboration and resource sharing
among nations, which might be especially beneficial for
addressing the unique challenges posed by sarcomas in
our region.®

Sarcoma care and research require a comprehensive
approach that includes diagnostic capacity building, ac-
cess to innovative treatments, patient advocacy and ed-
ucation, and research. Collaborative efforts among
governments, healthcare systems, researchers, and pa-
tient advocates are essential to improving outcomes and
reducing the region’s sarcoma burden. This article will
review current challenges and opportunities for treating
patients with sarcoma in Latin America. Further, we
aim to pave a pathway forward by offering strategic
recommendations for progress, which can assist
collaborative groups as they navigate and address these
challenges. Ultimately, by addressing the challenges and
solutions specific to sarcomas, we can also offer a
framework for managing other rare cancers in Latin
America.

Cancer and sarcoma epidemiology in Latin

America
Cancer is a growing concern in Latin America due to the
increasing incidence of various types of malignancies
throughout the region.'>"” Latin America accounts for
approximately 8% of new cancer cases worldwide, and
cancer has already become the primary reason for pre-
mature mortality in nearly 50% of the countries within
Latin America and the Caribbean."” Cancer incidence is
expected to increase in the coming years—rising from
1.5 million new cases in 2020 to over 2.4 million by
2040, as a result of distinct factors, including de-
mographic transition.'” Therefore, significant obstacles
must be faced in developing well-structured cancer
treatment and prevention services for an area where
one-third of the population is impoverished.'*'*
Available GLOBOCAN data indicate that, in line
with the worldwide cancer pattern, the most frequently
identified cancers in both South America and the
Caribbean include prostate (15% of total cancers for
both sexes), breast (14%), colorectal, lung (7%), and
stomach (5%)."'* Meanwhile, lung cancer remains the
primary contributor to cancer-related mortality for both
men and women, accounting for 12% of such
deaths.""? Notably, the incidence of sarcoma is not
registered by GLOBOCAN, except for Kaposi’s sar-
coma, which accounts for 0.2% (n = 34,270) of all new
cancer cases and 0.2% (n = 15,086) of cancer-related

deaths worldwide, and 0.2% (n = 2856) of all new
cancer cases and 0.1% (n = 571) of cancer-related
deaths in Latin America.""

As a developing region, Latin America faces unique
cancer control and prevention challenges, including
limited resources, insufficient infrastructure, and un-
equal access to healthcare services.””' These factors
exacerbate the already complex issue of cancer in the
region, necessitating a comprehensive understanding of
cancer epidemiology to devise effective strategies for
prevention, early detection, and treatment.

However, a significant obstacle in grasping cancer
epidemiology within Latin America is the absence of
extensive, reliable cancer registries.” Most countries in
this region either do not have population-based regis-
tries or possess restricted scope and quality registries.”
High-quality cancer registration extends to a mere 7% of
the population in Latin America, whereas the coverage
reaches 83% in North America and 60% in Europe."*"
This limitation obstructs the precise evaluation of can-
cer occurrence, frequency, and death rates, complicating
the development of tailored approaches for cancer
management. Enhancing the standard of cancer regis-
tries and data compilation is crucial for a more
comprehensive understanding of the cancer burden in
Latin America, which will help allocate resources and
focus on addressing the most urgent requirements.**

Accordingly, the majority of research on sarcoma
epidemiology in Latin America concentrates on distinct
cancer forms and frequently relies on data from one
institution or hospital-based cancer registries. Examples
include research by Dr DelaGarza-Montano examining
the epidemiology of musculoskeletal tumours at Mexico
City’s National Rehabilitation Institute, by Dr Lopes
David evaluating sarcoma burden and pathways in
hospital-based registries in Brazil, by Dr Chavez
describing patients with soft tissue sarcoma treated at
the National Institute of Neoplastic Diseases of Peru,
and by Dr Figueiredo evaluating public databases in
Brazil, among others.**?" The single publication
addressing the incidence of soft tissue sarcomas in the
region based on a Population-based Cancer Registry is
from the City of Sdo Paulo, Brazil, in which it was
estimated to be 3.36/100.000 habitants.!

The well-known database relying on population-
based cancer registries Cancer Incidence in Five Conti-
nents (CI5) does not account specifically for sarcoma
cases, although it does provide data on “bone” and
“connective and soft tissue” tumours based on ICD
classification of topography, with information from 455
population-based cancer registries in 70 countries for
cancers diagnosed from 2013 to 2017.2 The age-
standardized incidence of soft tissue malignancies in
Latin America and the Caribbean ranges between 0.2/
100,000 (females in Jau, Brazil) and 2.9/100,000 (males
in Cali, Colombia). For bone tumours, age-standardized
incidence ranged from 0.1/100,000 (females in
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Guadalupe, French territory in the Caribbean) and 2.1/
100,000 (males in Cali, Colombia).”” Of note, the use of
topography for classification can lead to an underesti-
mation of the incidence of sarcoma, considering that a
significant proportion of patients have visceral primary
tumours, which can be classified under a different ICD
code. For comparison, an analysis from France using
data from a pathology review network demonstrates an
incidence of sarcomas of 7.1/100,000.*

The elegant analysis by Figueiredo and colleagues
highlights the paucity and poor quality of available data
in Brazil.*' In this report, sarcomas with an unspecified
location or identified as invasive but lacking a precise
location constituted 29.7% of the study group. More-
over, tumour grade and clinical staging sub-registrations
were noted, with grade X (undefined) and indeterminate
clinical stage being the most frequently recorded for
these variables, at 91.3% and 79.5% respectively.”’ In
addition, when a location was specified, the prevalent
anatomic site was head and neck (13.6%), which is not
in accordance with prior published data. The authors
note that anatomical location was determined based on
the ICD-10 codes and highlight that the codes for
"Malignant neoplasm of connective and soft tissue of
head, face and neck" (C49.0) and "Malignant neoplasm
of other connective and soft tissue" (C49) are similar.
Considering that the original registry required a 3-digit
ICD-10 code, authors hypothesize that this might have
led to increased notifications under the head-and-neck
anatomical site due to errors in adding an extra 0 dur-
ing the digitalization of official forms.”!

Moreover, these registries often face several limita-
tions, such as non-uniform local databases, restricted
population coverage to specific areas, and the possibility
of double registration for a single case if a patient mi-
grates or receives care from multiple centres.® Conse-
quently, important parameters like incidence and
mortality cannot be accurately estimated based on
limited hospital-based registries.*

To better characterize each disease profile, it is crucial
to establish comprehensive population-based registries
in Latin America."” High-quality cancer registries and
data are essential for mapping rare cancers and under-
standing their clinical pathways. This information can be
used to identify areas for improvement, better direct
efforts, and allocate medical resources more effectively.

Challenges and opportunities for the diagnosis
and management of sarcoma in Latin America
Patients diagnosed with rare cancers can face excep-
tional challenges, such as delayed and inaccurate di-
agnoses, limited access to specialized medical care and
suitable treatments, uncertainty in clinical decision-
making, inadequate resources—including cancer regis-
tries and tissue banks, and the possibility of neglect in
drug development.*”*?
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Consequently, the five-year survival rates for rare
cancers in Europe are lower than those of common
cancers, with 49% and 63% survival rates, respectively.”®
Patients with rare cancers may require treatment at
specialized centres of expertise or networks, where
multidisciplinary teams can concentrate on their unique
tumour type, something less frequent for patients with
common cancers.*”” Accumulating evidence corrobo-
rates the benefit of centralized care specifically in sar-
coma to improve survival outcomes.”***  For
illustration, an elegant analysis by Blay and colleagues
demonstrated a decrease in relapse and mortality risk of
35% for patients with sarcoma undergoing surgery in
sarcoma reference centres.”

Obtaining a tissue diagnosis is crucial for the treat-
ment of sarcoma. However, the likelihood of interpre-
tational errors in regular practice remains high, ranging
from 25 to 40 per cent.”*** The factors that contribute to
diagnostic inaccuracies include specialist subjectivity,
lack of expertise, intra- and inter-observer variability, and
inadequate tumour samples. Therefore, it is important
to expand methodologies to improve diagnostic accuracy
and minimize errors to guide effective treatment op-
tions. This should include ensuring that sufficient
diagnostic samples are obtained and properly handled
and that biorepository tissues are of the highest quality.
For accurate diagnosis and classification of cancers,
specialized sarcoma pathologists at reference sarcoma
centres in Latin America should analyze high-quality
specimens.”® Of note, centralized pathology review has
been shown to decrease the expense of managing pa-
tients with sarcoma.”’

The lack of specific clinical pathways for sarcomas in
Latin America leaves clinicians with no clear approach
to treating those patients, especially in geographically
distant areas. The establishment of sarcoma-specialized
networks could guarantee optimal diagnosis and care,
irrespective of the location, thereby minimizing
healthcare-related personal and social costs.”*** Cur-
rently, multidisciplinary team meetings for sarcoma are
not mandatory, and there are no established rules gov-
erning their implementation in Latin America.

An appropriate structure for these networks is the
"hub-and-spoke" model (Fig. 1).° In this model, collab-
orating facilities ("spokes") can tap into the expertise of
specialized centres ("hubs"). While "hubs" deliver a
comprehensive range of services, "spokes" provide a
smaller selection but ensure widespread access.® The
"hub-and-spoke" model is highly efficient and effective
in situations where there are a moderate to low number
of cases requiring specialized knowledge and innovative
solutions.® Hubs should concentrate on offering top-tier
expertise, precise clinical, pathological, and biological
evaluations of the illness, and well-informed clinical
decisions made by a dedicated multidisciplinary team.
Furthermore, hubs should encourage research into
novel therapies, create patient registries and tissue
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Fig. 1: "Hub-and-spoke” model. This model efficiently extends specialized healthcare services from central "hubs" to more accessible "spokes,”
optimizing care for conditions that are uncommon and require specialized knowledge.

banks, and direct individuals to available clinical trials.
Spokes, on the other hand, are facilities with substantial
experience in treating various oncology patients,
providing a limited array of services, and are situated as
close to the patient’s residence as possible. In France,
for illustration, the management of sarcoma is orches-
trated through a well-established network system (Net-
Sarc), ensuring that all patients receive the highest
standard of care.” This system is twofold: one network
is dedicated to clinical care, providing direct treatment
and support to patients, while the other focuses on pa-
thology, ensuring accurate diagnoses, and informing
treatment strategies.” For those not treated at reference
centres, their cases are meticulously reviewed at multi-
disciplinary tumour boards.”* Maintaining an ongoing
dialogue and strong connection between the hub and
spokes is crucial for the network’s effectiveness.®
Multidisciplinary evaluations should be an integral
part of every care plan from the outset, not just for
determining the initial therapeutic strategy but also for
subsequent needs when the disease status changes,
such as during recurrence or progression. Nevertheless,
in some instances, patients may need to travel to the
reference center for interventions that the spoke cannot
offer, including certain surgical procedures, advanced
treatments, and participation in clinical trials.*®

The relevance of establishing a sarcoma care network
in Latin America is highlighted in a recent publication
evaluating the clinical pathways of patients with sar-
coma in Brazil.* Patients received care in a total of 312
hospital units, of which only 51% were classified as
High-Complexity Oncology Centers (CACON); addi-
tionally, only 10 hospitals were classified as a high-
volume sarcoma centre, considering a threshold of 70
patients/year per three consecutive years.® Potentially
reflecting difficulties in diagnosis and access to treat-
ment strategies, around 40% of patients waited for
longer than 60 days to start therapy after diagnosis.®
Furthermore, in this analysis, treatment at CACON
was not associated with decreased time from diagnosis

to treatment initiation or with a decreased percentage of
cases classified as sarcoma not otherwise specified
(NOS) (15%-18%).°

Noteworthy, there isn’t a universally accepted defi-
nition of a "sarcoma specialist centre" in Latin America,
and the cut-off utilized in the above-mentioned manu-
script was arbitrary. Defining a high-volume centre is
challenging and shouldn’t be based solely on the annual
count of treated sarcomas. Tumour location and case-
specific level of care must also be considered. In this
sense, recent data from England highlight the impor-
tance of reference centres and tumour boards.*** In one
study, authors analyzed data from 1878 patients with
sarcoma extracted from NHS Digital’s National Cancer
Registration and Analysis Service, focusing on their
treatment centers’ volume and expertise.”” Results
showed that 60% of patients underwent surgery—76%
in specialized sarcoma centres, of which 51% were
operated in high-volume specialist centres.” Survival
was highest in high-volume centres, with a significant
difference noted in the overall survival rates compared
to low-volume centres.”” A second analysis demon-
strated high discordance among retroperitoneal sar-
coma multidisciplinary team meetings in Great Britain.
Notably, based on the specific facility visited, 12 out of
21 patients’ conditions were evaluated as either suitable
or unsuitable for surgery, while another 10 out of 21
faced a crossroads between receiving curative or
palliative-intent treatments.” Therefore, these data un-
derscore the critical necessity for establishing high-
volume centres equipped with multidisciplinary
tumour boards to ensure consistent and optimal patient
care. Furthermore, continuous follow-up on tumour
board recommendations and fostering concordance be-
tween high-volume centres is paramount for achieving
the best possible outcomes for sarcoma patients.

The Sarcoma European Latin American Network
project is a recent initiative that aims to enhance sar-
coma treatment through the creation of networks.*** Its
objective is to improve diagnostic and prognostic
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outcomes for adult sarcoma patients by establishing
networks for pathological diagnoses, multidisciplinary
panels, and international registry-based and interconti-
nental sarcoma biobanks that support clinical and
translational research. The project began in 2019 and
has since achieved numerous milestones.*"** As a direct
consequence of the integration of professionals by
SELNET, local sarcoma groups were established in
Brazil (Grupo Brasileiro de Sarcomas—GBS) and
Argentina (Grupo Argentino de Sarcomas de Partes
Blandas y Oseos—GASPAR), connecting professionals
across these countries and on a continental level, ulti-
mately leading to the formation of the Latin American
Cooperative Oncology Group (LACOG) Sarcoma Group.
Moreover, the first Latin American guidelines for sar-
comas were published, and a consensus criterion for
sarcoma reference centres was discussed.”"** Finally,
transatlantic tumour boards and research programs
have also become a reality, emphasizing the need for
and feasibility of international networks for sarcomas
and other rare cancers. Ensuring the persistence of
these efforts, especially after projects like SELNET
conclude, requires in-depth evaluation.

Clinical trials for sarcoma in Latin America
Developing clinical trials for cancer, particularly inter-
ventional clinical trials for rare cancers—including sar-
comas—is challenging in Latin America.*** The region
faces numerous obstacles that hinder the successful
execution of these trials, including limited infrastruc-
ture, inadequate funding, and a lack of regulatory
harmonization.”** The limited number of clinical trials
conducted in this region reflects these difficulties. In
2022, out of 75,084 cancer treatment trials registered on
clinicaltrials.gov, only 4167 trials (5.5%) were conducted
in Latin American and Caribbean nations.”” Most of
these trials are phases 3—4 (69%), and the vast majority
are industry-sponsored (83%).*

Inadequate funding poses a significant obstacle to
developing clinical trials for cancer in Latin America.
The region suffers from a lack of investment in research
and development, leading to insufficient financial sup-
port for both public and private institutions conducting
clinical trials. In 2020, Latin American countries allo-
cated 0.59% of their GDP to research and development,
with Brazil spending 1.15%, Argentina 0.54%, Mexico
0.30%, Chile 0.33%, Colombia 0.29%, and Peru 0.17%.*
This expenditure is 3—4 times lower than that of high-
income nations - for comparison, Japan, the USA, and
Germany spent 3.27%, 3.47%, and 3.13%, respectively.*
In 2009-2010, a significant percentage of medical on-
cologists in Latin America and the Caribbean, approxi-
mately 6.1%, reported being the primary sponsor of
their research proposals.” One study found that
Mexican physicians had the highest rate of self-support,
with up to 41.2% indicating that they used their own

www.thelancet.com Vol 30 February, 2024

resources to support their projects, while 25% of Peru-
vian and 22% of Colombian doctors reported the same.*
The high cost associated with interventional clinical
trials for rare cancers further exacerbates this problem,
as these trials often require advanced technology,
cutting-edge treatments, and specialized care. Limited
funding often results in fewer trials, hindering research
progress and the development of novel therapies for
sarcomas, and restricting patients’ access to potentially
life-saving medications/technologies.

Another significant challenge in Latin America is the
limited healthcare infrastructure, which often restricts
access to essential resources and specialized care.”
Many countries in the region lack the necessary facil-
ities, equipment, and trained personnel to conduct
complex clinical trials. The reduced quantity of re-
searchers pursuing academic careers in the field of
science in Latin American nations is also a contributing
factor.” Data from the Organization for Economic Co-
operation and Development from 2021 shows that Eu-
ropean Union Countries have 9.4 researchers per 1000
employees.” In contrast, Argentina has 3.1 and Chile
1.3. This is particularly problematic for rare cancers,
which often demand highly specialized expertise, re-
sources, and care integration. This often limited infra-
structure and personnel impacts the quality of the trials
and potentially reduces the number of participants.

The lack of regulatory harmonization across Latin
American countries is another obstacle to the develop-
ment of clinical trials for cancer.* Each country has its
own regulatory framework and requirements, which can
create substantial challenges when conducting multi-
country clinical trials. These inconsistencies can lead
to delays in trial approvals, increased costs, and potential
inconsistencies in implementing clinical trial protocols.
One analysis evaluating the time to set up a global phase
IIT oncology trial demonstrated a considerably longer
time for research approval in South America (median:
236 days) compared to Europe (52 days), North America
(26 days), and the Asia—Pacific region (62 days).* This is
especially problematic for sarcomas—and rare cancers
in general—as multi-country collaborations are often
necessary to achieve the required sample size.

The limited availability of patient registries and
comprehensive epidemiological data in Latin America
further complicates the development of clinical trials for
sarcomas. Accurate and accessible data is essential to
identify patient populations and design appropriate trial
protocols. Without these resources, it is difficult to
identify a target group or tailor therapies and in-
terventions. This is particularly problematic in rare
cancers—including sarcomas—as it limits the capability
of predicting enrollment and limits the capability of
conducting prospective clinical trials in the region.

In the last decades, international collaborative groups
have focused on expanding worldwide clinical trial op-
tions for rare cancers. Launched in 2011, the
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International Rare Cancers Initiative (IRCI) represents a
collaborative effort among the National Institute for
Health Research Cancer Research Network, Cancer
Research UK, the National Cancer Institute, and the
European Organization for Research and Treatment of
Cancer.” This initiative aims to expedite the creation of
international clinical trials for patients with rare cancers,
thus accelerating the development of novel treatments
for these individuals.

Despite these international partnerships, in accor-
dance with the low percentage of oncology trials that are
overall available in Latin America, trial options for pa-
tients with sarcoma are low in the region. A survey of
interventional studies, regardless of status, performed
on April 2nd, 2023 on clinicaltrials.gov, demonstrated
that only 29 of a total of 1941 trials were available in
South America, and only 6 in Mexico (Fig. 2a).
Considering only trials that are recruiting or active, 8 out
of 632 are available in South America, and 4 in Mexico
(Fig. 2b). Addressing these challenges is crucial to
improving the quality of cancer care and advancing the
development of new therapies for patients with sarcoma
in Latin America.

Recommendations for progress

Addressing the complex challenges posed by sarcoma
requires a collaborative approach that extends beyond
the scope of a single collaborative group. While orga-
nizations like LACOG can play a pivotal role in
improving sarcoma care in our region—conducting
clinical trials and convening dedicated specialists—a
broader, more inclusive strategy is needed. As we delve
into this multifaceted landscape, we call for the collec-
tive participation of various stakeholders across the re-
gion, each contributing with their unique capacities to a
comprehensive, shared response. Our recommenda-
tions for progress are rooted in this principle of collab-
oration and are summarized below (Fig. 3).

Promote patient awareness campaigns
Patient awareness campaigns are key as part of a strat-
egy to share information with the general population
about signs and symptoms which could lead to a diag-
nosis of sarcoma. Ultimately, this could make in-
dividuals seek timely medical attention that can translate
into earlier diagnosis. Moreover, the drive to enhance
sarcoma care and research must highlight the view-
points of patients. Therefore, patient involvement in
setting the agenda for clinical studies and service de-
livery is of utmost importance.™ Recent data from the
Netherlands corroborate this need, demonstrating that
patients diagnosed with rare cancers, for example, were
more willing to travel as long as necessary to receive
specialized care than common cancer patients.”

In addition, such campaigns are tools to create a
supportive environment for patients with a diagnosis of

sarcoma, encouraging a sense of community and soli-
darity. Patient awareness campaigns can also empower
individuals to be in charge of their health and participate
actively in their treatment journey. Encouraging self-
advocacy and informed decision-making can result in
better adherence to treatment plans and improved
communication between patients and healthcare pro-
viders. Previous data has highlighted the importance of
social media platforms for achieving patient engage-
ment.”*"" For illustration, utilizing hashtags in cam-
paigns on platforms such as X (formerly Twitter) can
serve as a potent method to raise awareness of inter-
disciplinary and enable knowledge-sharing on a regional
scale.”

Revise current clinical pathways

To optimize the care of patients with sarcoma in Latin
America, it is essential to revise the current clinical
pathways, which, as mentioned above, are not currently
well-characterized.® This evaluation is key for stake-
holders to identify areas that require additional re-
sources and training, thus optimizing resource
allocation. Ultimately, this can contribute to improved
patient outcomes by creating a more robust oncology
infrastructure for the care of individuals with a diag-
nosis of sarcoma in our region.

One simple step to evaluate current treatment path-
ways is to elaborate a comprehensive questionnaire to
explore various aspects of sarcoma care in hospitals
within a particular collaborative group. This question-
naire should discuss local multidisciplinary team coor-
dination and available treatment options, among other
information, and may serve as a valuable tool in evalu-
ating and improving sarcoma care, fostering advance-
ments in the field, and facilitating impactful changes in
healthcare practices.

Establishment of a Reference Center Network
Creating a reference centre network for the care of
sarcoma patients in Latin America is a vital step in
enhancing the standard of care for this population.”*
This network can facilitate the sharing of knowledge,
resources, and best practices by connecting leading in-
stitutions and experts in the field. Formal recognition of
sarcoma reference centres in Latin America is funda-
mental to establishing this network and thus optimizing
care and resources. The NETSARC network established
in France has demonstrated the transformational role of
centralized care in the outcomes of patients with
sarcoma.’*

Collection of epidemiological and retrospective
clinical data

In addition to assessing current clinical pathways,
improved resource allocation can also be achieved as a
result of a deeper understanding of the occurrence,
prevalence, and overall impact of sarcomas in Latin
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Fig. 2: Number of oncology trials for sarcoma available in Latin America. A search conducted on April 2nd, 2023, on clinicaltrials.gov for
interventional sarcoma studies showed that out of 1941 trials, only 29 are accessible in South America and 6 in Mexico (a). When considering
only the actively recruiting or ongoing trials, 8 out of a total of 632 are in South America and 4 in Mexico (b).

America. This knowledge can be obtained through high-
quality real-world data compilation and the establish-
ment of rare cancer registries.

In addition, retrospective clinical data can gather
valuable insights into the effectiveness of different
treatment approaches in real-world scenarios. This is of
particular importance given the under-representation of
Latin American patients in the pivotal clinical trials that
led to the approval of several medications that are
currently part of the standard of care for sarcomas.

www.thelancet.com Vol 30 February, 2024

Moreover, data collected from well-established, high-
volume centres can be particularly valuable in managing
ultra-rare subtypes of sarcomas.”***

Establishment of molecular tumour boards for
sarcoma in Latin America

The implementation of molecular tumour boards dedi-
cated to sarcoma can greatly elevate the quality of care
offered to patients in Latin America.” These tumour
boards have the potential to bring together a
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Fig. 3: LACOG Sarcoma group proposed recommendations for progress. Tackling sarcoma effectively demands a unified, region-wide effort
that surpasses the capacity of individual groups. A comprehensive strategy involving diverse regional stakeholders is essential for a coordinated

response to the disease.

multidisciplinary team of experts specialized in surgical
oncology, medical oncology, radiation oncology, pathol-
ogy, and genomics. The molecular tumour board’s
interdisciplinary approach allows for a comprehensive
assessment of the patient’s condition and facilitates the
selection of the most suitable and effective treatment
options available. The MASTER trial results suggest the
benefit of comprehensive genomic and transcriptomic
profiling of rare cancers and subsequent discussion in
molecular tumour boards for efficient diagnosis and
personalized treatments.” In addition, data from the
Tata Memorial Hospital, a tertiary cancer centre in In-
dia, highlight the feasibility of molecular tumour boards
in low- and middle-income countries.””

Increase clinical trial availability

Increasing the availability of clinical trials for sarcoma
patients in Latin America is crucial for advancing pa-
tient treatment options, and enabling access to prom-
ising novel therapies. Inclusion in clinical trials allows
patients to benefit from innovative treatments while
contributing to the global understanding of sarcoma and
developing new therapeutic strategies. To enhance
clinical trial availability, it is essential to strengthen
collaborations between research institutions, healthcare
providers, pharmaceutical companies and funding
agencies. Optimization of the regulatory process is also
fundamental to attracting protocols to the region.*

Participate in discussions regarding drug approvals
and policies for rare diseases

Participation of researchers and patient advocates in
discussions regarding drug approvals and policies for

rare diseases, such as sarcoma, is vital for ensuring that
patients in Latin America have access to the latest and
most effective treatments. Flexibilization of trial design
and criteria for new technologies approvals should be
individualized for each context, not in the model of
common cancers, as a one-size-fits-all. The involvement
of regional researchers and patient representatives in
these discussions can help raise awareness of the unmet
needs of sarcoma patients in Latin America and advo-
cate for the prioritization of rare disease research and
drug development. Collaborative efforts can also help to
streamline regulatory processes and foster partnerships
between public and private entities, ensuring that
promising new therapies become available to patients in
a timely and accessible manner.

Additionally, active participation in policy discus-
sions can contribute to developing compassionate use
programs, expanded access initiatives, and orphan drug
incentives that can ultimately improve the lives of pa-
tients diagnosed with sarcoma across the region.

Conclusion

In conclusion, the LACOG Sarcoma Group recognizes
the limited availability of clinical trials and the signifi-
cant challenges faced by patients with sarcoma in Latin
America. Patients face critical obstacles such as delayed
diagnosis, inadequate access to specialized care, and
socioeconomic disparities. To address these issues, we
propose an ambitious set of recommendations for progress
that emphasizes strengthening regional collaboration,
expanding clinical trial opportunities, and fostering the
development of multidisciplinary sarcoma care teams.
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Search strategy and selection criteria

An exploration was conducted into "sarcoma in Latin
America" and "rare cancer in Latin America" through a
review of PubMed, using search terms that included “rare
cancer" and "rare tumours", while also considering "clinical

research”, "clinical practice guidelines”, "patients", and
"patient advocacy groups", focusing on publications from
January 1, 1990 to October 14, 2023. Additionally, websites
of recognized research consortia, national sarcoma groups,
expert centre networks (such as the French National Cancer
Institute and the Scandinavian Sarcoma Group), and
networks devoted to rare cancers were examined, including
patient advocacy groups active in the rare tumour domain.
The review was restricted to documents and web pages
that were, at minimum, partly published in English. Authors
RCP, BBLD, and VPC performed the initial search and wrote
the first draft of the manuscript, which was later reviewed
by all co-authors, who included additional references and
specific sections based on their professional experience and
expertise. The final list of references was selected based on
their innovativeness and pertinence to the overarching
theme of this manuscript.
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