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I.

Introduction

The EULAC PerMed project aims to engage LAC countries in the International Consortium on
Personalized Medicine (ICPerMed) and in the ERANet ERAPerMed with the aim of supporting the
implementation of the Action Plan of ICPerMed). Building a bridge between the research
communities working on personalised medicine (PM) research in countries in Latin America and
the Caribbean (LAC) and the EU, and their mutual exchange of scientific expertise and best
practices is essential for achieving EULAC PerMed’s main goal.
WP5 entitled “Paving the way to EU-CELAC S&T collaboration in Permed” aims to establish
common methodological approaches for joint research in PM; to foster harmonisation on ELSA in
PM R&I; to promote collaboration in clinical trial methodology and PM cohorts; to promote the
implementation of approaches in PM that are compatible with Equitable Health Care; and to
enable the translation of research results to other world regions. Through a series of three
Technical Workshops, experts on PM research methodologies and ELSA from both EU and LAC
countries will share their expertise with the research communities and identify recommendations
and potential actions for strengthening the bi-regional collaboration on PM.
This report covers the first EULAC PM Technical Workshop entitled “Innovative methodologies for
data use and management in PerMed Research” that took place in Montevideo, Uruguay on
December 12-13, 2019. It will give an overview of the presentations that were made and will
showcase the recommendations that were identified for future collaboration in EU-LAC PerMed
research. The report has been drafted by ECRIN, and edited and reviewed by the dedicated Task
Force for Technical Workshop 1, with contributions from other consortium members.

Technical Workshop – Participants, speakers and EULAC PerMed delegates on the steps of Sofitel
Carrasco
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II.

Background

The organization and coordination of Technical Workshop 1 was jointly led by ECRIN and Fiocruz. A
dedicated Task Force was created to organize the workshop, and included representatives from all
WP5 partners (ECRIN, ISCIII, DLR, FIOCRUZ, It-MoH, CONICYT, INNOVATEC, GORGAS and CSO-MOH).
The involvement of ANII in the organization of the logistical aspects of the workshop, as host of the
series of project events, was key in the success of the event. The main objective of the workshop
was to provide a platform for investigators from LAC and EU countries to share technical insight on
existing and upcoming methodologies. The workshop also aimed to enhance international
collaboration in personalized medicine research between EU and LAC countries by creating
networking opportunities and identifying concrete recommendations and areas for bi-regional
collaboration.
The task force identified the speakers in both regions, that could share the methodologies that they
were applying in their current work. Fourteen speakers from Spain, the Netherlands, Germany, the
UK, Brazil, Argentina, Chile, Uruguay and Guatemala agreed to participate (unfortunately one
cancelled his participation one week prior to the event). The agenda (see Annex IV) was divided
into three large sub-topics that are strongly intertwined:
IIIIII-

integrating data from multiple sources,
patient stratification strategies and,
multimodal data and analyses

The distribution of speakers was the following:
Figure 1 – Speaker distribution by geographical region

Speakers distribution by region

38%
62%
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LAC

The Task Force discussed and drafted the selection criteria for the workshop participants, which
were published on the EULAC PerMed project website (Annex V). Applications from all EU and LAC
countries were welcome and Task Force members disseminated information on the workshop
through their social media accounts or through internal mailing lists. A total of 50 applications were
received and 43 corresponded to the selection criteria and were selected for participation. 25 of
them received a travel grant for attending the workshop. In addition to the selection criteria, the
selection committee considered gender equity in the selection of participants, as well as a balanced
geographical representation.
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Delegates from all EULAC PerMed member organisations attended the workshop as well, making
the total number of registered attendants 72 (unfortunately one participant cancelled her
participation one week prior to the event).
The distribution of attendants was as follows:

Figure 2 – Workshop attendant distribution by profile
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Figure 3 – Attendant distribution by geographical region
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Figure 4 – Attendant distribution by country
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III. Overview of the presentations
The agenda of the workshop can be found in Annex IV.

III.I Opening words
The workshop began with the welcome words of the EULAC PerMed project coordinator, Esther
Rodriguez, who wished all attendants a fruitful day and a half of knowledge exchange. Dr Jacques
Demotes, ECRIN Director and Dr Manoel Barral Netto, investigator at Fiocruz, also addressed words of
welcome and encouraged attendants to network amongst themselves and to reflect throughout the
workshop, on concrete recommendations for strengthening bi-regional collaboration.

III.II Topic 1: Integrating data from multiple sources
Data Science at work: an overview around personalised medicine
Dr Jorge Samaoya and Dr Preng Biba from the Galileo University in Guatemala gave an introductory
talk on Data Science and its applications within and beyond the field of biomedicine. Drs Samaoya and
Biba, presented the most widely used tools in Data Science and the general decision making process
that is implemented when using large sets of data. They also introduced some of the most widely used
platforms that are used to manage and analyze large volumes of data and discussed the main roles
that can exist in a team that works in Data Science. They then spoke of the applications of Machine
Learning in PM, for patient clustering through supervised and unsupervised methods and for the
management and analysis of large volumes of medical images. Their presentation set the tone for the
workshop, emphasizing the vast field of opportunities that exist for Data Science applications in the
field of PM.

Multimodal patient data integration to foster machine-learning aided personalised medicine
Dr Adriano Barbosa, from Queen Mary University spoke of four of the projects in the field of PM that
he has worked in. First, he spoke of the AETIONOMY project (funded by IMI) that focuses on
“Organizing Knowledge about Neurodegenerative Disease Mechanisms for the Improvement of Drug
Development and Therapy”. The project aims to develop a new aetiology-based taxonomy of
Alzheimer’s disease by collecting and analyzing multimodal data from participants (omics, imaging and
clinical). He then spoke of the eTRIKS project (also funded by IMI) that aimed to create an open,
sustainable research informatics and analytics platform and, explained how they developed standards
to easily integrate and share clinical data via the TransSMART platform. Dr Barbosa then spoke of the
Alzheimer’s Disease Neuroimaging Initiative (ADNI) that uses machine learning to explore multimodal
data to better understand Alzheimers progression. He also shared an ongoing collaboration within the
framework of the CORBEL project (H2020 Grant Agreement n° 654248), where machine learning
methods are being applied to data obtained from a collection of over 700 European biobanks to better
understand cardiovascular disease.
Dr Barbosa explained the existing challenges in defining standards for seamless data integration and
the hurdles that had to be overcome in order to establish data sharing agreements with partners
located in 5 countries. He encouraged participants to launch on international collaborations that can
be very enriching and provide opportunities that single-country studies can’t.
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Integrating cohorts across Europe
Dr Josep Maria Haro, from the Parc Sanitari Saint Joan de Deu in Barcelona spoke of the challenges and
opportunities that exist when pooling and integrating data from multiple cohorts. He spoke of the
International HundredK+ Cohorts Consortium, which aims to create a global platform for translational
research that will link cohorts pooling information of 100k participants or more, and the many
opportunities it can bring. Then, he presented his work within the ATHLOS project (H2020 Grant
Agreement n° 635316) that brings together the data of 20 longitudinal studies on aging. He focused
his talk on the work that has been done to harmonize the data sets, and the specific challenges in data
harmonization. Dr Haro presented the software structure and the logical reasoning model that was
used for the harmonization of data within ATHLOS. He explained that the process must begin by
defining the research question and the data scheme to be analyzed, followed by a mapping the
harmonization potential of data. He explained that after this step, an appropriate harmonization
algorithm must be selected and applied to process the data. A report of the harmonization process is
essential, to be able to assess the quality of the harmonized data. Dr Haro presented the types of
harmonization and the criteria that the harmonization can be based upon. He also presented all the
differences that can exist amongst datasets that can make harmonization challenging, especially in
longitudinal cohorts that cover several years. And he addressed the ethical constraints that may exist
when merging data from different cohorts. He concluded by emphasizing the many advantages that
integrated data can provide, such as the exploitation of existing resources, the increased statistical
power and precision of larger data samples, the opportunity of having a larger number of outliers and
rare cases, the enhanced external validity of sample heterogeneity, the opportunity to test new
hypothesis that could not be tested on smaller samples.

Experiences on Data Science in Health
Dr Fabio Porto, from the National Laboratory of Computer Sciences (LNCC) in Petropolis, Brazil, focused
his presentation on his specific research at the Data Extreme Lab (DEXL). He presented the work of the
DEXL in developing analytical tools for a personalised follow-up of high-performance Brazilian athletes
in the developing field of “Sportomics” through the SAHA system. Dr Porto described the
methodologies that they have applied to collect individual athletes’ multimodal data, to integrate it,
in order to then train algorithms to better predict what changes could be made in the athlete’s
nutrition and athletic training to improve their performance. He then spoke of the Data Science Suite
(DSS) that his team is currently developing in order to provide a series of data science services of
applied machine learning, such as diagnostic algorithms through image analysis or the use of machine
learning for the analysis of epidemiological data. Finally, he spoke of the SAVIME (Simulation Data
Analysis & Visualization) system which is an in-silico biomechanistic modelling platform for detailed
systemic simulations. Dr Porto explained the architecture of the SAVIME data model, that allows for
fast data ingestion and output as visual simulation. Through these examples he gave the audience a
glimpse of the ongoing work and the opportunities at the DEXL lab.

Challenges for Secondary use of patient healthcare information in Chile: methods, data quality,
results and future perspectives
Dr Rosa Figueroa works in the coordination of the Civil Engineering program at the University of
Concepcion, and in the quality department at CENS (National Center for Health Information Systems)
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in Chile. Through her presentation she shared the challenges faced by the health sector in Chile
regarding health information systems, and the innovative solutions that have been put in place, such
as the creation of CENS, which will bring together all key stakeholders in the healthcare sector to
optimize information sharing, management and storage. CENS provides technical assistance to
projects in the area of health information systems (HIS), works on interoperability of data systems
across the health sector, carries out monitoring of technological developments for HIS, works on
personnel training and capacity building on health IT and certifies HIS software. Dr Figueroa also shared
her work on text mining in health records and building models for biomedical data. Her team has
applied machine learning to extract free text from records on smoking status to improve diagnosis and
treatment of cardiovascular disease, to better diagnose keratoconus, and to translate text in
prescriptions into pictograms, among other applications. They have also applied deep learning to
process high volumes of pharmacovigilance data. Dr Figueroa’s work at the University and through
CENS, although not entirely focused on personalised medicine, sets important foundations for the
strengthening of the PM approach in Chile through the implementation of standards for data
interoperability (CENS) and the secondary use of health data (University of Concepcion).

III.III Topic 2: Patient stratification strategies
Network Medicine of Infectious and Inflammatory Diseases
Dr Helder Nakaya from the University of Sao Paolo focused his talk on Network Medicine and shared
several applications that his team has been working on. He first presented the use of Network
Medicine to identify networks of genes across disease areas, to help identify opportunities for drug
repurposing. He then shared an application of the “Random Forest” methodology to improve better
mortality prediction in patients infected with yellow fever and prediction of symptoms in patients with
chikungunya, based on the patients’ genetic profile. Dr Nakaya also shared the work that his team has
done on analyzing patient data to identify the degree of molecular perturbation and use it to stratify
patients across different disease areas.
Juvenile idiopathic arthritis has been the focus of many research teams across the globe, and through
the Meta Volcano project, Dr Nakaya’s team was able to carry out a meta-analysis to identify one
genetic marker for the disease. Having pooled the data from several studies, they were able to identify
a gene that proved to be relevant in the susceptibility to the disease in knock-out mice who developed
chronic arthritis. The gene had only been marginally mentioned in individual studies, but was
identifiable when several studies were pooled. Finally, Dr Nakaya shared some of the work that has
been achieved using the SIPOS (sickness positioning system) to improve the identification of hot spots
for infectious diseases such as malaria and TB. This tool, and the subsequent mobile apps can help to
develop precision epidemiology. As Dr Nakaya concluded his talk, he stressed the importance of
keeping an open mind and being open to learning new skills, in order for the field of PM to grow. PM
requires a lot of interdisciplinary work and colleagues from different fields must be willing to learn and
understand the work of others. Physicians must remain open and curious to what bioinformatics can
bring to their practice. Dr Nakaya’s team is actively working on bridging the gap between the disciplines
and making tools that are easy to understand, regardless of one’s technical background.
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Translational Bioinformatics: Genomics data for clinicians and patients
Dr Adrian Turjanski, from the University of Buenos Aires, focused his talk on the importance of
genomics and on the field of translational bioinformatics, which focuses on understanding the
molecular basis of disease, based on the analysis of omics data. He presented “B-Platform”, an inhouse platform that was created by his research team and that is fully adapted to the Argentinian
context. This platform stores and analyzes genomic data, and has a module that is dedicated to
physicians. Dr Turjanski and his team have worked extensively on making the tool accessible and
understandable to physicians so they can integrate genomics into their clinical practice. Dr Turjanksi
shared some of the applications of genomic medicine and of their platform, especially in the field of –
rare diseases. He then briefly presented the Argentinian Precision Medicine Initiative that began in
2017. The initiative began with a focus on metabolic diseases, and developed the standard operating
procedures (SOP) and the framework for hospitals to structure and implement sequencing, biobanking
and analytical genomics services. As the initiative move forward, it is looking to integrate more
hospitals in both the public and private sectors, working in a harmonized fashion, with shared
standards.
During his talk Dr Turjanski highlighted the importance for countries to invest and consolidate their
capacity in genomics, setting the foundations for a more efficient PM approach. Having extensive and
detailed population genomics is essential for more detailed and precise studies on individual genetic
variants. Dr Turjanksi stressed the importance of training more people in bioinformatics and in having
them in key positions throughout the healthcare system. He also explained that researchers need to
communicate more clearly and concisely on the benefits of PM to governments and decision makers
and also to patients, so they can understand the benefits and advantages of the approach.

Who is there? The new paradigm of molecular signatures
Dr Elmer Fernandez, from the Bioscience Data Mining Group at the Catholic University of Cordoba in
Argentina, spoke of the use of MIXTURE, to study cell-type proportions in transcriptome bulk data from
tumor samples, to better characterize tumors and develop targeted therapeutic approaches. Dr
Fernandez provided an overview of molecular profiling, specifically in tumor characterization. Having
identified the unique signatures of each cell type, MIXTURE can sift through large volumes of data and
identify the proportion of different cell types within a tumor sample, providing valuable information
of the immune profile of the tumor. MIXTURE is an open machine learning based software that was
developed by Dr Fernandez’ team. As they apply their method to different tumor samples, they have
begun to identify similar “immunome” profiles of tumors from different tissues and different
immunome profiles from tumors with the same tissue origin. Some stratification has been possible on
immunome profiles of different cancers, and cross-analysis has been performed to study links to
survival rates and responsiveness to treatments. Dr Fernandez stressed the interest of expanding
collaboration for the growth and consolidation of PM.

Quality and reproducibility of data at preclinical level for the development of Personalised
Medicine, a multiomic perspective
Anton Ussi, from the European Research Infrastructure for Translational Medicine, EATRIS, focused on
the importance of quality of data. All data applications can only be as useful and efficient, as the quality
of the data that is being entered and exploited. Mr Ussi, began by stressing the importance of knowing
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the limitations and sources of variability of any data technology before its implementation, beginning
with the tools used to collect the data. For PM, it is essential to correctly identify the biomarkers that
will lead to robust and reproducible solutions that will be indeed personalised, precise, predictive and
participatory. In the biomarker development pipeline, all stages are key in the quality control of the
data, from the quality of the pre-analytical methods and the data that is initially collected through the
omics platforms, to the data that is analyzed and presented to regulatory authorities. Traceability,
transferability, repeatability, replicability, interoperability, and generalizability are just some of the
aspects that need to be carefully supervised.
Mr Ussi highlighted the importance of multidisciplinary teams that have complementary expertise, and
cross-cutting collaboration to ensure that quality is guaranteed through every stage of the discovery
and validation process. He also spoke of the importance of giving recognition to confirmation and
validation studies, that are not producing novel results, but are highly important for ensuring
reproducible and reliable science. As he concluded his talk, he spoke of the importance of providing
researchers with preliminary proof-of-concept or preparatory funding. This funding could allow them
to invest the necessary resources to correctly design studies that will be sufficiently robust, before
funding full-fledged studies.

III.IV Topic 3: Multimodal data management and analyses
Disentangling the genetics of complex phenotypes by integrating multiple data sources in metaanalysis of genome-wide association studies
Dr Mary Furlan Feitosa, from the Washington University School of Medicine spoke of genome-wide
association studies (GWAS) and their importance for the identification of potential pathological genetic
variants. Dr Furlan introduced GWAS and the different genotyping arrays that can be used, and
presented several examples of the bias that can be introduced when genetic variants are not analyzed
against the correct genetic background of the individual. In order to determine if a specific variant is
due to ancestry and if there is indeed any linkage to a specific phenotype (pathological or other), the
pool of genomic information on the individual’s ancestry must be as complete as possible.
As Dr Furlan stated, “global genomic diversity from large multi-ancestry data, contributes to gene
discovery and Personalised Medicine”. She stressed the importance of raising the number of
contributions from LAC countries to the global GWAS databases, in order to have a better
understanding of the genetic background and diversity of the LAC population, and to carry out more
precise studies on genetic variants with the most appropriate background. Dr Furlan then shared an
example of multi-ancestry studies of gene-lifestyle interactions, where data from several existing
cohorts was pooled and analyzed, to identify loci that could have a link to lifestyle factors and risk of
high blood pressure and hypertension. Dr Furlan shared the challenges of integrating and harmonizing
the data from the different cohorts and then carrying out the GWAS analysis on the generalized
dataset. The results showed that there was a significant difference for certain loci between participants
of European and African ancestry. As Dr Furlan concluded, she stressed that global genomic diversity
from large multi-ancestry data is vital for gene discovery, for the future of PM and for the decreasing
ancestry-ethnicity disparities in health systems.
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PerMed Uruguay: Preliminary research experiences and development plans associated with
CIDASH
Dr Horacio Botti, from the University of the Republic of Uruguay, represented an interdisciplinary
group of Uruguayan investigators. CIDASH (acronym in Spanish) stands for Interdisciplinary Initiative
for the Development of Data and Information Science Applied to Human Health. Dr Botti presented
the ambition of CIDASH and explained that they are currently functioning with a first round of funding
that will allow them to consolidate as a research group. The group wishes to map and describe PM
initiatives across the globe, to then develop their own, building on previous success stories and
applying collective learning. As CIDASH is multidisciplinary, it aims to focus on several aspects of PM,
such as regulation and bioethics, health data and information sciences, the creation of the national
electronic health record system, genomic and precision medicine and the challenges of data sciences
in LAC countries. The group is actively looking for international collaborations and wishes to launch in
2021 the Uruguayan Precision Health Network. Dr Botti also shared his research on the ubiquitinproteasome system, that has allowed a much deeper understanding of the model through the
application of machine learning on single person data dynamic data. Dr Botti concluded by expressing
his deep interest in a strengthened EU-LAC collaboration for the development of CIDASH.

Medical Image Analysis for Personalised Medicine
Dr Stefan Klein of the Erasmus Medical Center in Rotterdam, spoke of the use of Machine Learning to
analyze large volumes of medical images. Artificial Intelligence (AI) applications in medical imaging can
contribute to better monitoring of therapy response, prediction of patient prognosis, diagnosis of
diseases such as dementia, improving surgery outcomes, better identifying tumor phenotypes, and
more. Dr Klein first shared examples of his work in Radiogenomics, where non-invasive imaging is used
to predict genetic mutation status of tumors in low-grade glioma. He presented the details of the data
sets that were used to train and validate diagnostic algorithms, resulting in higher sensitivity and
specificity than current diagnostic practices. He explained that these tools can be of great added value
in clinical practice, especially for tumors located in tissues where biopsies pose a high risk. They can
also be of high use in initial screening of patients, to swiftly distinguish high and low risk patients for
cancers such as prostate cancer, or to rapidly distinguish patients with the presence of lipomas or
liposarcomas. Dr Klein presented their work on the WORC (Workflow for Optimized Radiology
Classification), a platform for processing imaging data and training algorithms and cautioned about the
importance of the quality and the amount of data that is used when training algorithms. He also spoke
of the specific challenge that arises when medical imaging is performed with different protocols and
using different equipment. Dr Klein concluded by highlighting the opportunities of machine learning
as for non-invasive diagnosis and treatment follow-up, and stressed the importance of developing
capacity and tools that will allow for better data management, data cleanup and swifter workflows.

Collaborative research between Europe and Latin America in precision medicine for Chagas disease
and gallbladder cancer
Dr Justo Lorenzo Bermejo, from the University of Heidelberg delivered his presentation via web, as he
was in Cochabamba, Bolivia at the time of the workshop, working on one of his collaborative projects.
Dr Lorenzo spoke of two of his ongoing projects between EU and LAC countries, one focusing on Chagas
disease, and one on gallbladder cancer. The first one, aims to personalise Chagas disease diagnosis and
treatment by better understanding epigenetic predisposition to treatment toxicity, in order to
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optimize treatment decisions. It is now ongoing in Germany, Italy, Bolivia and Chile. The second
project, aims to better understand the genetic distribution and predisposition to gallbladder cancer in
EU and LAC populations. It is ongoing in Chile, Bolivia, Peru, Argentina, Germany, France, Norway and
the UK. The project will collect data on metabolomics, genome-wide genotypes, epigenome-wide
methylation profiles, sncRNA profiles and gut barrier function from historic and prospective cohorts in
these countries. After harmonization, data will be pooled to better understand disease prognosis in
the different subpopulations of the EU and LAC participating countries. Dr Lorenzo shared some of the
current challenges that the research teams are facing in terms of data harmonization, and the solutions
that the teams are implementing such as a shared data collection tool for the prospective cohorts, with
harmonized questionnaires and a single CRF. Dr Lorenzo shared an ongoing PhD opportunity for LAC
students, and shared advice on launching EU-LAC collaboration. He stressed the interest of the genetic
diversity of the LAC region as a plus for PM research and the intellectual and personal enrichment that
comes from interregional collaboration.
Networking event
In the evening of December 12th, a networking event took place at the emblematic Sofitel Carrasco
Hotel. It was an opportunity for all participants to get to know each other more in depth, and to
exchange ideas and experiences from their own research.

IV. Summary of discussions and recommendations
The last session of the workshop was dedicated to a general discussion amongst participants, speakers
and EULAC PerMed delegates, on the outlooks of EU-LAC collaboration on PM. Through the discussion,
some major challenges and areas of opportunity were identified.
The importance of having countries invest in PM research was underlined. The advantages and
opportunities that PM research represents for health systems, economies and citizens need to be
presented in universally accessible terms to the general population and to the decision makers at the
national authorities. More studies on the cost-effectiveness of PM approaches and tools should be
performed at a regional level, to show concise evidence that PM can contribute to stable and
sustainable health systems, and to showcase the advantages from a Public Health perspective. The
suitability of PM for diverse healthcare systems must also be evidenced. Studies that explore the costeffectiveness of PM approaches and their impact on existing social inequalities should also be carried
out. Collaboration with EU research teams can provide insight to LAC countries that are developing
their national strategies, so they can address these issues at a policy level, exploring EU evidence and
promoting LAC research to produce necessary evidence. LAC experience can also build on prior EU
experience on the integration of PM research results into health systems. The opportunities of
collaborative research were highlighted, as collaborative research implies sharing the costs of
performing this research, bringing down the individual financial load, while producing evidence that is
useful for all participating countries.
Other opportunities to exploit EU’s lessons learned are in the field of funding schemes for PM research
projects. The work of the ERA-PerMed is exemplary in what co-funding can achieve for collaborative
projects. The ICPerMed’s action plan can also serve as a reference for countries that are defining
roadmaps for PM programs and initiatives. One specific suggestion that was presented for countries
that are currently developing their PM approach, was to begin by focusing efforts on specific disease
areas that are a national priority. Applying a PM approach that could address these diseases, can help
to tackle important national challenges, while introducing novel methodologies.
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Although the discussion was focused on EU-LAC collaboration, the importance of strengthening LACLAC collaboration was also underlined by several participants and speakers. The development of
shared tools and infrastructure can lower costs and benefit several countries. The modalities of
multinational collaboration in the EU can serve as a model or reference to structure regional
collaboration in LAC.
Training events that group together students and experts from different fields (including social,
economic and behavioral sciences) from the EU and LAC region, are a great opportunity to share skills,
to network and to establish new collaborations. These events can help to consolidate a skilled regional
PM workforce, that is implicitly trained to work in interdisciplinary teams. These training events can
also serve as fora to discuss and explore funding opportunities that can support multinational projects.
Although physical gatherings are very valuable, the possibility of offering courses via web must not be
underestimated, as this can significantly reduce costs and can help reach a wider audience. Some of
the specific areas that participants suggested training events could focus on are: Data Sciences in PM
and good practices in PM research.
Several participants addressed the importance of associating Industry to academic gatherings and
workshops such as this one. Industry can be interested in data that was generated in the academia and
can have significant funding potential and opportunities for fellowships and training. Maintaining an
open dialogue with the Industry, both in LAC and EU, can contribute to diversified funding
opportunities and to richer collaborations, as Industry can also contribute with insight and expertise.
The importance of gathering policy makers and researchers was also discussed. This first week of
EULAC Permed events in Montevideo, was a first opportunity to gather the different stakeholders in
PM in the LAC region. It was recommended that in future events within and beyond the project, a
session(s) will be dedicated to sharing research results with policy makers. This session could be fully
focused on this purpose and could allow researchers to share key messages on PM research, while
allowing policy makers to resolve questions, helping to strengthen the bridge between research and
policy.
The discussion also covered key areas for EU-LAC collaboration, and priorities for consolidating PerMed
research in LAC. The work performed by EULAC PerMed WP2 on identifying, not only key stakeholders,
but also areas of ongoing PerMed research in LAC and of EU-LAC collaboration was championed, as it
will be of great utility moving forward. It will provide the foundations for future EULAC PerMed
activities, focusing on strengthening ongoing collaborations, but also helping identify areas of interest
for joint collaboration, such as: shared experiences on HTA assessment for PerMed technologies,
developing methodologies for assessing impact of PerMed approaches and building the bridge from
evidence to policy. The discussion also underlined the interest of sharing best practices on modelling
methodologies across both regions to increase reproducibility. Participants stated that the Technical
Workshop had given them the opportunity to learn about research teams that they had not previously
been aware of. In terms of areas where efforts could be focused in LAC, capacity building via training
and investments in technical infrastructure and equipment were identified as two key areas that would
facilitate further research, which would in turn bolster production of evidence.

Closing remarks
During the closing remarks, Esther Rodriguez, the project coordinator, encouraged all participants to
keep in touch and informed that the EULAC PerMed project would reach out to those who consented
to stay in touch with updates on upcoming project activities.
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Dr Barral Netto also encouraged participants to maintain contact and brainstorm on collaboration
opportunities that can help populate national and region-wide registries that can be shared and will
set the foundations for more precise research on PerMed. He also stressed the importance of sharing
standards, to ensure interoperability among registries, and exhorted participants to build training
opportunities and share best practices through cross-cutting fields that underpin PerMed research and
implementation.

V. Next steps
After the workshop, a short anonymous survey was distributed to all participants. Twenty-one
attendants to the workshop, responded to the survey. Figures 6 to 10 and Table 1 summarize the
results (survey questions in Annex VI).

Figure 6 – Distribution of satisfaction survey responders

Distribution of survey responders
9%

17%

74%
EULAC Delegates

Participants

Speakers

Figure 7 – Meeting expectations of workshop attendants

Did this workshop meet your
expectations?
5%

95%
Yes

No
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Figure 8 – Utility of the workshop

How useful was the workshop for
your current research?
10%

33%

57%

Very useful

Useful

Partially useful

Not useful at all

Figure 9 – Workshop logistics and organization

Please rate the organization and
logistics of the event
19%

81%

Excellent

Good

Fair

Poor
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Figure 10 – Distribution of the program

Was the program well balanced, with
sufficient time for discussions and
presentations?
19%

81%
Yes

No

Table 1 – Technical Workshop Satisfaction Survey Results








21 people responded
The main benefits from having participated in the workshop that were cited by
respondents were: establishing new contacts and networking, discovering new
methodologies that could be applicable to their ongoing research, increased awareness of
ongoing PerMed research in LAC
Responders highlighted that the breaks, discussions and networking event and the
proximity to the speakers because of the size of the event were a plus
Suggested areas of improvement were: allocate more time to discussions and include
breakout sessions for focused discussions, to have a broader participation of students and
include an opportunity for poster presentations, to invite policy makers and industry
representatives, to extend the workshop to 2 full days
The topics of interest for future workshops were: economic evaluation of PerMed; handson training on metagenomics; biobanking and PerMed; ELSI, open data and data
anonymization; computational biology and infectious diseases; applications for data
management; integrating data from mobile devices; applications of PerMed in mental
health, oncology and nutrition; technical approaches for investigating biomarkers; case
studies of successful PerMed approaches; clinical trials in PerMed; data harmonization
methodologies

These results will allow the EULAC PerMed consortium to improve the quality of the events it will
organize in the coming years and to focus on the topics that are of most interest to participants. This
first Technical Workshop was successful in achieving its main objective as it provided a platform where
investigators from both the EU and LAC, where able to present their work and share the specific
methodologies that they currently apply in their research. The workshop also provided an opportunity
for bi-regional networking.
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Videos and slides of the presentations of the speakers who consented to sharing their presentations
will be made available through a dedicated YouTube channel and will be promoted through social
media. This will help to reach a wider audience, potentially reaching other investigators who could also
have an interest in collaborative PerMed research. It will also help to create momentum for future
EULAC Permed activities, and promote the work of the speakers.
In the second year of the project a helpdesk will be created, and will include a public database with a
description of teams working on PerMed research in LAC with their contact information. The helpdesk
will also provide networking support, to investigators seeking to identify new partners for their
projects. When building the helpdesk, we will reach out to the speakers and participants of this first
Technical Workshop, and if they consent, they will be included in the database. They will also be able
to provide contacts of other teams, and suggestions on features that could make the helpdesk more
pragmatic. The networking that was facilitated by the workshop itself, and future networking will
contribute to building stronger regional EU-LAC collaboration.

……………………………………………….
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VI.

Annexes

VI.I List of participants
N°
1

Name
Paula

Last Name
Garcia

2

Jacques

Demotes

3

Manoel

Barral

4

Flavia

Dos Santos

5

Joaquin

Guinea

6

Esther

Rodriguez

7

Maria

Gamboa

8

Andrea

Rodriguez

9

Laura

Di Giovanni

10

Nancy

Ghan

11

Franz

Castro

12

Juan Miguel

Pascuale

13

Ulrike

Busshoff

14

Laura

de la Cruz

15

Avi

Israeli

16

Maria Jose

Alvarez Ruiz

17

Carmen

Huerta Silva

18
19

Ricardo
Marcela

Verdugo
Vilarino

Role
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
EULAC PerMed
delegate
Participant
Participant

20
21
22
23
24
25

Claudia
Mateus
Percy
Bruno
Caroline
Qeren Hapuk

Pereira
Aoki
Soto
Calvacante
Melo
Fernandes

Participant
Participant
Participant
Participant
Participant
Participant

Institution
ECRIN

Country
France

ECRIN

France

Fiocruz

Brazil

Fiocruz

Brazil

INNOVATEC

Spain

ISCIII

Spain

ISCIII

Spain

ANII

Uruguay

ANII

Uruguay

ANII

Uruguay

Gorgas

Panama

Gorgas

Panama

DLR

Germany

DLR

Germany

CSO-MoH

Israel

It-MoH

Italy

CONYCIT

Chile

Universidad de Chile
Instituto Pasteur
Montevideo
Fiocruz
Fiocruz
IETSI
San Rafael Hospital
Fiocruz
Fiocruz

Chile
Uruguay
Brazil
Brazil
Peru
Brazil
Brazil
Brazil
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26

Oscar

Participant

IRCCS

Italy/Mexico

Javier

Illescas
Pomposo
Sanchez Galan

27

Participant

Panama

28
29

Cecilia
Juan Antonio

Farnisasso
Bizzoto

Participant
Participant

30

Nueber

Participant

31

Anne
Caroline
Carlos Felipe

Univ Tecnologica de
Panama
MoH Brazil
University of Buenos
Aires
Hospital Barretos

Balmaceda

Participant

32

Giancarlos

33
34

Ana Carolina
Montana
Nicolle
Bruna Maria
Paolo
Cristiane de
Souza
Marco

Gutierrez
Cervantes
Guimaraes
Manselle Cocco

35
36
37
38
39

Brazil
Argentina
Brazil
Chile

Participant

Universidad Catolica
de Chile
CiteSoft Lab

Participant
Participant

Fiocruz
IBYME-CONICET

Brazil
Argentina

Quaresma
Mariotti
Rocha

Participant
Participant
Participant

Fiocruz
IRCCS
Fiocruz

Brazil
Italy
Brazil

Morelli

Participant

Italy

Mahmoud

Participant

San Rafaelle
Scientific Institute
IBYME-CONICET

Argentina

Participant
Participant

IRCCS
Gorgas

Italy
Panama

Participant

MoH Brazil

Brazil

Participant
Participant

U de la Republica
Instituto Pasteur
Montevideo
CENDEISSS
Hospital Sant Joan
de Deu
Univ de la Republica
Univ de la Republica
U de la Republica
CiteSoft Lab
Colciencias
Univ de la Republica
Ministerio de Salud
Uruguay
Ministerio de Salud
Uruguay
Ministerio de Salud
Uruguay
Ministerio de Salud
Uruguay

Uruguay
Uruguay

40
41

Yamil
Damian
Alessandro
Mario Luis

42

Felipe

43
44

Victor
Lucia

Cicchetti
Quijada
Rodrigues
Fagundes
Soares
Raggio
Spanenberg

45
46

Marianela
Cristina

Sanchez
Domenech

Participant
Participant

47
48
49
50
51
52
53

Nicolas
Alicia
Jose
Christian
Diana
Javier
Mauricio

Nin
Aleman
Tort
Suca
Calderon
Pintos
Cuello

Participant
Participant
Participant
Participant
Participant
Participant
Participant

54

Cecilia

Castillo

Participant

55

Oscar

Gianneo

Participant

56

Alicia

Ferreira

Participant

Peru

Costa Rica
Spain
Uruguay
Uruguay
Uruguay
Peru
Colombia
Uruguay
Uruguay
Uruguay
Uruguay
Uruguay
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57

José

Clastornik

Participant

58

Lucia

Delgado

Participant

59

Rubens Harb

Bollos

Participant

Ministerio de Salud
Uruguay
Ministerio de Salud
Uruguay
Universidad de Sao
Paolo / ABMPP

Uruguay
Uruguay
Brazil

22

VI.II List of speakers
N°
1
2
3
4
5
6
7
8

Name
Mary
Josep Maria
Jorge
Preng
Fabio
Adriano
Stephane
Rosa

Last Name
Furlan Feitosa
Haro
Samaoya
Biba
Porto
Barbosa da Silva
Klein
Figueroa

9
10
11
12
13

Helder
Adrian
Elmer
Horacio
Anton

Nakaya
Trujanski
Fernandez
Botti
Ussi

Institution
Washington University
Hospital Sant Joan de Deu
Universidad Galileo
Universidad Galileo
LNCC
St Mary's University
Erasmus MC
CENS Chile / Univ de
Concepción
Univ Sao Paolo
Univ Buenos Aires
Univ Cordoba
Univ de la Republica
EATRIS

Country
Brazil/US
Spain
Guatemala
Guatemala
Brazil
Brazil/UK
Netherlands
Chile
Brazil
Argentina
Argentina
Uruguay
Netherlands
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