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A B S T R A C T

The increasing importance of genomics and its expanding clinical application underscore the
significance of genetic counseling in disseminating this vital information. In many countries,
including regions of Latin America and the Caribbean, there is a shortage of adequately trained
genetics providers thus limiting access to these essential services. Moreover, providers practicing
genetic counseling are scarce and experience a lack of professional support. To address these
challenges, the Latin American Professional Society of Genetic Counseling (SPLAGen, for its
Spanish and Portuguese abbreviation) was established with the objective to increase awareness of
and access to genetic counseling services in the region. Through this commentary, we aim to
provide insights into the formation and organizational structure of SPLAGen, outlining our im-
pactful work, as well as the current and future obstacles we foresee in our endeavor. SPLAGen’s
efforts aim to serve as a critical step toward bridging the gap in genetic counseling services and
promoting better health care outcomes for patients living in Latin America and the Caribbean.
© 2024 The Authors. Published by Elsevier Inc. on behalf of American College of Medical

Genetics and Genomics. This is an open access article under the CC BY-NC-ND license
(http://creativecommons.org/licenses/by-nc-nd/4.0/).
Introduction

Latin America and the Caribbean, home to over 600 million
people, boasts a rich diversity of cultures and languages.1,2

The region has made significant contributions to the field of
medical genetics, enriching global knowledge and under-
standing.3,4 Despite these contributions, the region confronts
notable challenges in providing equitable genetic services.5-8

A critical issue is the shortage of qualified genetics pro-
fessionals, severely restricting access to crucial genetics
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services.5-7 For example, in Mexico, the ratio of genetic
professionals is 1 to 100,000 citizens and in Brazil, it is 1 for
770,000 citizens.2,3 Furthermore, the administration of ser-
vices such as genetic counseling is performed by medical
geneticists or other health care providers who lack special-
ized genetics training, the latter leading to concerns
regarding the quality of care patients receive.5-9 Organiza-
tions such as Red Latinoamericana de Genética Humana
(RELAGH) created in the 1990s have worked to develop
collaborative projects to improve education, research,
en board of directors.
iaz Caro, SPLAGen, 30 E 33rd Ave, Po Box 51166, Eugene, OR 97405.

n College of Medical Genetics and Genomics. This is an open access article
4.0/).

Delta:1_given name
Delta:1_surname
http://creativecommons.org/licenses/by-nc-nd/4.0/
mailto:dd3094@cumc.columbia.edu
http://crossmark.crossref.org/dialog/?doi=10.1016/j.gimo.2024.101870&domain=pdf
https://www.journals.elsevier.com/genetics-in-medicine-open
https://doi.org/10.1016/j.gimo.2024.101870
http://creativecommons.org/licenses/by-nc-nd/4.0/


2 D. Diaz Caro and L. Simone
assistance, and representation of medical genetics in the
region.10 However, no organization in Latin America has yet
focused solely on the topic of genetic counseling.

Genetic counseling is an important aspect of delivering
genetic care to patients. It is a process designed to help in-
dividuals understand and come to terms with the medical,
psychological, and familial implications of genetic contribu-
tions to disease.11,12 To achieve this, genetic counseling uses
specific strategies, such as the reciprocal-engagement model,
to equip professionals with the necessary tools to deliver care
that is centered around the patient’s needs.13 The objectives of
genetic counseling include facilitating patient decision mak-
ing, providing education regarding genetic conditions or
risks, offering psychosocial support, and anticipatory guid-
ance for the patient and their family members.11-13

Regions such as Europe and Asia have established
educational programs to train nonphysician genetic coun-
selors; yet, this remains largely absent in most Latin
America and the Caribbean.14 Although genetic counseling
is not recognized as an independent profession in most of
Latin America, Brazil, and Cuba offer a master’s degree
program in genetic counseling,14,15 whereas Chile has a
certificate program in genetic counseling primarily for
nongenetics physicians and nurses.16 As a result, most ge-
netic counseling services in Latin America are carried out by
medical geneticists or health care professionals with various
degrees of training.

The establishment of the Latin American Professional
Society of Genetic Counseling (SPLAGen) marks a signif-
icant step toward addressing these challenges. By advo-
cating for the recognition of genetic counselors and
promoting greater educational opportunities for health care
professionals, this society aims to drive toward the equitable
global application of genetic services. This initiative repre-
sents a collective effort to overcome the barriers to access
and to enhance the provision of genetic services across the
region, aligning with the goal of fair and equitable health
care for all Latin Americans.

The birth of the Latin American Professional Society
of Genetic Counseling

The idea of a professional society emerged from conversa-
tions among genetic counselors practicing in the United
States with ties to Latin America and their counterparts in
the region. In 2020, during a meeting through the Minority
Genetics Professional Network, the concept to crowdsource
a list of working professionals providing genetic counseling
services in Latin America was born. This initiative high-
lighted the lack of knowledge that US-based genetic coun-
selors had of clinical professionals providing genetic
counseling and genetics services in Latin America. A con-
versation between Laurie Simone, MS, CGC, a genetic
counselor in the United States, and Sonia Margarit, MS,
CGC, a clinical genetic counselor working in Chile,
emphasized the lack of support for genetic counselors in
Latin America. Further conversations with genetic coun-
selors and geneticists from the region provided direction and
the necessary impetus to form a group committed to sup-
porting the field of genetic counseling in Latin America.

Our first step involved assessing interest among those
providing genetic counseling services in Latin America
regarding the formation of a dedicated organization. To ach-
ieve this, we developed an Interest and Needs Assessment
(INA) survey in Spanish and Portuguese. This survey aimed
to gather contact information, determine the perceived ne-
cessity of a professional society, identify the forms of support
needed, collect ideas for the society’s objectives, and gauge
interest in active participation.We received 53 responses from
individuals providing genetic counseling services in Latin
America, including 27 medical geneticists, 11 physicians
from other specialties, 9 genetic counselors, 5 researchers,
and 1 genetic counseling student (SPLAGen internal com-
munications, 2022). This survey revealed a strong desire for
additional professional support, educational opportunities,
and improved access to genetic counseling services. In
response, Laurie Simone, MS, CGC, Daniela Diaz Caro, MS,
CGC, and Amanda de Leon, MS, CGC, devised strategies to
address these needs expressed in the INA survey. We
formulated a plan for developing a professional society based
on the INA survey findings and a shared desire to establish a
robust organizational foundation, ensuring the longevity and
effectiveness of the group’s objectives for future genetic
counselors practicing in Latin America.

Laying the groundwork for future success

The development of a professional society required a sys-
tematic approach: laying the foundation through the estab-
lishment of a name, detailed goals, bylaws, and a financial
support plan. A crucial step in building a platform for future
success was establishing our name: La Sociedad Profesional
Latinoamericana de Asesoramiento Genético in Spanish and
Sociedade Profissional Latino-americana de Aconselha-
mento Genético in Portuguese, or SPLAGen for its Spanish
and Portuguese abbreviation. Our initial goals were formu-
lated from survey responses and aimed to promote aware-
ness of and access to genetics services and genetic
counseling in Latin America.

Leveraging knowledge from other organizations, we
determined the best approach to achieve these goals was
through the development of educational opportunities, pro-
fessional and patient specific advocacy, research, public
policy, and networking. Our bylaws and organizational
structure are decided upon to ensure effective decision
making aligned with SPLAGen’s goals, prioritizing the in-
terests of Latin American genetic counseling providers. For
example, we established that our board of directors must
include regional representatives from South America, Cen-
tral America, the Caribbean, and Mexico. The leadership
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structure includes executive roles (eg, president, secretary,
and treasurer), regional representatives, and committee
chairs. Our committees, which play pivotal roles in driving
our project initiatives, include the Educational Committee,
Research and Ethics Committee, Membership and Market-
ing Committee, and Public Policy and Access Committee.
Projects for each committee are selected based on feedback
from member surveys and guidance from the board of di-
rectors. Furthermore, we actively encourage members to
initiate their own projects, fostering a collaborative envi-
ronment in which support from fellow members is readily
available. The official launch of our organization coincided
with our first board of directors meeting and website
(splagen.org) launch in August 2021.

Within SPLAGen, membership is categorized in 4 distinct
groups: full members who are genetic counselors, full mem-
bers from other professions practicing genetic counseling,
allied professionals, and students interested in our mission.
All members enjoy benefits such as access to educational
resources, committee meetings, networking opportunities,
and professional development. However, leadership roles,
including positions on the board and committee chairs, are
exclusively available to full members. This structure ensures a
diverse yet focused leadership, guiding the organization to-
ward fulfilling its goals and mission.

To secure financial support for our initiatives, we ob-
tained a 501(c)(3) nonprofit status in the United States,
which was granted by the Internal Revenue Service in
November of 2023. Obtaining a 501(c)(3) status is impor-
tant because it exempts us from federal income tax, allows
donors to receive tax deductions for donations, and provides
us access to federal grants. Overall, our nonprofit status
improves our ability to access funding opportunities that
directly support our mission while minimizing organiza-
tional tax liabilities. Our funding model, still in develop-
ment, aims to incorporate member contributions, private
donations, and grants. These financial resources will be
instrumental in bolstering the initiatives of our various
committees under the guidance of our board of directors.

Accomplished and ongoing projects

In the early stages of SPLAGen, we have concentrated on
several key projects to establish a robust foundation for the
field of genetic counseling in Latin America. Our initial
endeavor, led by the Public Policy and Access Committee in
2021, involved creating a directory of Latin American ge-
neticists and genetic counselors, including those in the
United States who offer services in Spanish and Portuguese.
This grant-funded initiative involved hiring software de-
velopers to help build an interactive directory map, enabling
users to search for providers by language, location, and
specialty. Concurrently, our Marketing and Communica-
tions Committee established an international internship
program targeted at students from Latin America or of Latin
American descent interested in the field of genetic coun-
seling. Under the guidance of genetic counselors, our interns
are taught how to communicate genetic concepts to the
general public and are provided with mentorship support
when they apply to genetic counseling programs. In 2023,
SPLAGen’s Educational Committee launched virtual
educational webinars for continuing professional develop-
ment. These webinars aimed to enhance awareness of ge-
netic counseling, covering topics from various specialties,
condition-specific content, and current research. All educa-
tional webinar recordings are publicly accessible through
our YouTube channel.17 The Research Committee has
played a pivotal role in guiding student research projects,
providing academic support, and fostering international
research collaborations. Finally, our board of directors has
been instrumental in shaping organizational goals, mission
statements, and securing our nonprofit status.
Current and foreseeable obstacles for the
implementation of the genetic counseling
profession in Latin America

The obstacles we have encountered thus far provide insight
into potential future barriers to the establishment and recog-
nition of the genetic counseling profession in Latin America.
A study completed in collaboration with SPLAGen identified
several key issues in implementing genetic counseling in the
region.18 One major challenge is the limited awareness that
health care providers have regarding the distinct role of ge-
netic counselors, whether as independent professionals or as
part of a specialized skill set in healthcare.7,18 This lack of
knowledge about the unique roles of genetic counselors,
compared with other healthcare professionals, such as ge-
neticists, hinders the recognition and integration of their
valuable skill set within the healthcare system.

Additionally, a significant gap exists in the literature
regarding the practice of genetic counseling in Latin America.
More studies are needed that address the psychosocial and
cultural nuances involved in delivering genetic counseling to
diverse patient populations across various medical specialties
in the region. Comprehensive and region-specific research is
essential to effectively understand and adapt genetic coun-
seling to the unique contexts of Latin America.

The shortage of trained and experienced genetic coun-
selors in Latin America reinforces these barriers by
impeding progress in raising awareness, advancing research,
and delivering patient care. To date, we are aware of 5
providers in the region who have completed a master’s level
training program in genetic counseling, with 3 of them also
possessing a medical degree in genetics (SPLAGen, internal
communication, 2022). To address this shortage, the
development of educational infrastructure is essential.
Graduate programs are needed to train genetic counselors
within the region for local practice. Currently, because these
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programs are in their nascent stage,14 many professionals
are left to seek educational opportunities abroad. Studying
abroad comes with a significant financial burden and En-
glish language requirements that can make obtaining a
master’s degree in genetic counseling inaccessible for many
aspiring genetic counselors in Latin America.19,20

To support the growth of genetic counseling in Latin
America, SPLAGen is committed to establishing strong
support mechanisms, including research and educational
opportunities. We recognize and value the dedication of
those who volunteer their time to contribute to this field.

This support serves not only as a backbone for our sus-
tained success but also a catalyst for the future evolution of
the profession in this vibrant region. By emphasizing a
unified vision of Latin America, rather than viewing it as
individual countries, we hope to harness our collective
strength. Future collaborations with already established or-
ganizations will be needed to ensure continued progress,
while engaging with stakeholders in the region. We also
plan to maintain ongoing awareness and engagement
through our regular committee meetings and outreach op-
erations. This approach not only empowers us to serve our
patients more effectively but also aligns our efforts toward a
shared, impactful goal. Together, we can transform chal-
lenges into opportunities and ensure that the field of genetic
counseling thrives, benefitting both professionals and pa-
tients across Latin America.

Conclusion

The journey of SPLAGen, from an idea born in conversa-
tions among genetic counselors to an impactful organization
shaping the future of genetic counseling in Latin America, is
a testament to collective vision and dedication. We have
successfully laid a strong foundation, addressing the urgent
need for increased awareness, education, and professional
support within the field in the languages of the people. Our
commitment to overcoming barriers, such as the scarcity of
trained professionals, recognition of genetic counselors, lack
of research, and access to genetic counseling services in
Latin America, continues to drive our pursuits. As we forge
ahead, our focus remains on enhancing education, promot-
ing public policy, fostering research, and growing
networking opportunities to empower current and future
genetic counselors in the region. Embracing a unified vision
for the region, SPLAGen stands at the forefront of a bur-
geoning opportunity for the globalization of genetic coun-
seling and is poised to ensure that genetic counseling
effectively serves the diverse populations of Latin America.
Data Availability

The data that support the findings are available from the
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