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EULAC-PerMed KICKOFF MEETING. BUILDING BRIDGES BETWEEN EU AND LAC COUNTRIES IN PERSONALIZED 
MEDICINE. A Science Diplomacy event: EULAC-PerMed Kick-off meeting in Madrid, 6-7 February, 2019
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From the Coordinator’s Desk
covid-19 has enforced major life changes worldwide. For eULAc-
Permed this meant rethinking the organization of planned and 
unplanned joint eU and LAc events aiming to offer information on 
personalised medicine and, moreover, encourage networking and 
multinational collaborations between the eU and LAc region.  Like 

everyone else, we too tried to adapt to the new reality and offered 
this past year several successful virtual events, which are presented 

in this newsletter alongside relevant news and announcement.
Next year we will continue with our activities and we will keep you posted. Looking 
forward to meeting you all again in future eULAc Permed events. 

I wish you the best for 2021. Take care!

Sincerely yours,
Esther Rodríguez
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TECHnICaL WOrKSHOP On ETHICaL, LEGaL anD SOCIaL 
aSPECTS rELaTED TO PErSOnaLISED MEDICInE

november 17-18th, 2020
eULAc Permed project recently hosted its second Technical Workshop, which took 
place virtually and focused on the ‘Ethical, Legal and Social aspects (ELSa) related to 
Personalised Medicine’. co-organized by the chief Scientist Office of the ministry of Health 
of Israel and the research and Development Agency of chile (ANID), the workshop gathered 
participants from 13 nations to listen to 14 speakers from nine different countries. The  
co-organizers were widely supported by the eLSA Task Force, composed of six eLSA experts 
from europe and the Latin America and caribbean (LAc) region. 

The objective of the workshop was to exchange insights on key ethical, legal and social 
issues in personalised medicine (Pm) research and implementation in both eU and LAc 
regions and to identify recommendations for future bi-regional collaborations in the field of 
Pm. The attendees of the workshop belonged to the research and clinical care community 
that directly works with Pm in both regions, including investigators, PhD students, project 
managers, clinicians and paramedical personnel. The audience also included policymakers, 
representatives of ethics committees, and of funding bodies and other regulatory bodies 
who regulate Pm research or policies on Pm in the health systems.

Prior to the workshop, all participants received suggested pre-reading material, selected by 
the eLSA Task Force and the organizers. The workshop began with an introductory keynote 
speech that set the scene on the eLSA aspects of Pm. The talks, divided into six sessions, 

EuLaC-PerMed’s Virtual Events
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then covered the following topics: Informed consent and liability, privacy and confidentiality 
in clinical care, equal access to personalised care, access to existing data research, how 
to translate Pm from research to clinical care and the eLSA implications of this process, 
and the ethical, social and legal aspects related to multinational collaborations in clinical 
research. The eLSA Task Force members moderated each of the sessions, and chaired the 
active discussions.

The fourteen talks gave complementary perspectives from both the eU and the LAc regions, 
and presented the challenges of both the research and the clinical settings. This second 
aspect was highlighted as an area of interest for eLSA related to Pm, as the lines dividing 
research and clinical care in the field of Pm can often be blurred. 

Following the workshop, a policy brief will be developed by the Task Force, focusing on the 
overarching principles to keep in mind when addressing the eLSA challenges of Pm research, 
and providing recommendations for bi-regional and multinational Pm cooperation. This 
brief will be accessible through the eULAc Permed website, as well as selected slide sets 
and videos of the presentations made during the workshop. 

more information on the workshop and access to presentations can be found here.
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3rd SuMMEr SCHOOL
november 24-26th, 2020

The 3rd Summer School was a virtual training event of the eULAc Permed project, organized 
by the Italian ministry of Health with the support of the APre (Agency for the Promotion 
of european research) and the contribution of the eULAc Permed consortium. During the 
three days event, this Summer School focused on the implementation of Pm research in LAc 
countries, following the ethical, legal and social issues (eLSA) perspective. Implementing 
Pm research is one of the most important challenges for every health system, and including 
the eLSA perspective as a transversal task on this complex landscape is needed in order to 
achieve a successful implementation.

The Summer School was designed to promote and facilitate interactions between speakers 
and participants. It also sought to assist in creating a research networking environment 
between eU & LAc countries and contribute to improving the multidisciplinary approach in 
the Pm research field, despite the use of a virtual platform, as opposed to a face-to-face 
meeting. To facilitate these interactions, multiple choice questions were launched during the 
talks, both to understand the background knowledge of the participants and to assess the 
information that they learned. The participation in the summer school was free and included 
access to reading material; nevertheless, a completion of a final test was mandatory for 
receiving the ‘certificate of Participation’. 

The selection of applicants took into account their background and its relation to the topic of 
the Summer School. The final 76 participants were mainly Pm researchers, ethical researchers, 
members of ethical committees, health care workers, University of ethics’ professors and 
students, and scientific officers and project managers from health funding institutions.

The virtual format 
facilitated the participation 
of applicants from 19 
countries (Argentina, brazil, 
chile, colombia, mexico, 
Panama Peru, Uruguay and 
Venezuela from LAc region) 
and 13 high level speakers 
from 11 different countries 
(geographical and gender 
balanced).

Throughout the sessions that took place during three days, different topics were presented 
and discussed. The first day started with a presentation of the LAc perspective on capacity, 
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consent, and vulnerability of Pm research, followed by an overview of the ethical issues 
concerned with genomic testing on children with rare diseases and a talk about the social 
and legal aspects of Pm research in oncology. After a short break, talks focused on the 
applicability of the european regulations on data protection (GDPr) and finished off with 
the social and ethical aspects of Artificial Intelligence (AI), as AI has been one of the main 
areas contributing to the re-engineering of healthcare paradigms.

The second day-session began with a short introduction of the erA Permed, a european 
initiative that funds cross-country collaborative research on Pm, and that will launch a new 
call for proposals in 2021. It was followed by talks about big Data and Genomics Data; the 
challenge and the necessity of sharing data; and eLSA issues to be considered for patient 
recruitment in Pm clinical research. The day ended with a very interesting talk focused on 
the patient’s perspective of Pm.

During the last day-session, and after a short introduction of the IcPermed recognition 
best Practice Award, participants learned about eLSA and Health technology assessment, 
regulatory and policy aspects pf Pm implementation research and heard an interesting 
review of national m-health regulations in the LAc region.  A practical case was discussed 
in three virtual rooms: ethical and legal challenges of crISPr–cas9 under the aspect of 
genetic engineering, clinical applications and gene therapy. each group discussed the case 
under a different perspective, sharing the conclusions with the rest of the participants: r1: 
Scientifics and clinics; r2: patient and family associations and r3: governmental agencies 
and interdisciplinary policy institutes. The final talk gave a complete vision of the clinical 
research in LAc countries. 

As a final remark, three issues were pointed out as key aspects to support the implementation 
of Pm research: connecting countries healthcare reality with policy level, bringing together 
health and innovation policy and aligning international and national incentives and priorities.

As in every eULAc-Permed Summer School, the day ended with a final test and a Quality 
survey, which were 
conducted online.

This event will be 
accessible through the 
eULAc Permed website, 
as well as selected slide 
sets and videos of the 
presentations made 
during the three days. 
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WEBInar SErIES: LESSOnS TO LEarn On COVID-19 FrOM 
PErSOnaLISED MEDICInE

As a result of the current covid-19 
pandemic, eULAc Permed wanted to 
contribute to a better understanding of 
the disease from a personalised medicine 
perspective via a series of webinars 
entitled “Lesson to learn on covid-19 
from Personalised medicine”.

Up to date, two interesting talks have been 
imparted by internationally renowned 
scientists who shared their knowledge and 
experience on this new virus.

The first one, in cooperation with rImAIS (Ibero-American ministerial Network for Health 
research and Learning), took place in June 2020 and was given by catalina Lopez correa, 
PhD specialist in genomics, ceO of ruta-N innovation hub in bello, Antioquia, colombia. 
Dr. correa outlined the challenges imposed 
on colombia by covid-19 and the strategies, 
which are gradually implemented, to 
confront this crisis.

In November 2020, Dr. marcus Lacerda, 
infectious diseases specialist at Dr. Heitor 
Vieira Dourado Tropical medicine Foundation 
and specialist in Public Health at the 
Leonidas & maria Deane Institute (FIOcrUZ-
Amazonas, brazil), provided a complete 
picture of the past, present and future of 
covid-19 treatment through his talk “major 
changes in the therapeutical management 
of covid-19”. He noted that this approach 
involves not only the discovery of the vaccine, 
but also the cure of the disease.

both talks are available on eULAc Permed’s 
Website and Youtube.
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Prospects for incorporating the EuLaC PerMed project into the 
bi-regional political dialogue !
The 8th Senior Officials meeting (SOm) of the eU-ceLAc Joint Initiative for research 
and Innovation (JIrI) took place virtually on October 30, 2020. The meeting was 
co-chaired by Dr. maria elena Alvarez-buylla, Director-General of the National 
council of Science and Technology (cONAcYT) of mexico, representing the Pro-
Tempore Presidency (PPT) of ceLAc, and by mrs. maria cristina russo, Director for 
International cooperation, Directorate General for research & Innovation (DG rTD) 
of the european commission.

The focus of the meeting, in which 160 officials from 40 countries participated, 
was the future cooperation and the bi-regional dialogue in research and 
innovation between the Eu and CELaC. The developments under the four pillars 
of the common research Area (mobility of researchers, cooperation of research 
infrastructures, global challenges and innovation), were reviewed and the future 
steps to be taken, were agreed on by consensus. The discussion about health was 
framed under the pillar of ‘Global challenges’ that is coordinated by mrs. Olga 
elisa contreras Solorzano from the Secretaría Nacional de ciencia y Tecnología 
(SeNAcYT) of Guatemala. 

In general terms, during the session of the pillar of ‘Global challenges’ the 
participants underlined the importance of cooperation in science and innovation in 
the face of cOVID-19, in order to guarantee global access to medicines, vaccines 
and medical equipment, in particular for joint efforts to strengthen multilateral 
and bi-regional initiatives, including within the framework of WHO, PAHO, GAVI, 
and cOVAX. Active topics of the bi-regional cooperation in health research are: 
chronic and infectious diseases, antimicrobial resistance, chronic diseases and 
translational and collaborative cancer research. The eULAc Permed project was 
introduced in the concept Note as an important input to take into account for future 
international cooperation actions in the research and development bi-regional 
exchanges, aiming to integrate countries from the LAc region in the different 
activities promoted by this project on personalised medicine. 

Please check out the concept Note for more important information on the eU-
ceLAc SOm results.


