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ABOUT THIS REPORT

This report is produced within the framework of teé&}Africa PerMED projecan EU funded project

with grant agreement no.964333 and entitled "Building links between Europe and Africa in
personalized medicine". The report summarizes tffeRakeholder workshop, a relevant project
activity that took place on the 287 June in Dakar, Senegal. The workshop provided an opportunity
to present and discuss with relevant stakeholders from Africa and Europe the main outputs and
findings from the prgect and recommendations for the future.

ABOUT EtAfrica PerMed PROJECT

The EUAfrica PerMed project aims is to incorporate African countries into major European initiatives
especially International Consortium for Personalised Medicine (ICPerMed) activities in order to
contribute to a successful implementation of personalizeddicine, fostering joint personalized
medicine projects and programs between Africa and Europe, as well as strengthening bilateral EU
Africa science and technology relations in the area of health research and innovation. Ultimately,
incorporating Africarcountries into the global personalized medicine research agenda can contribute
to shortening existing health disparities between developed and developing countries, as well as
facilitating access to new tools and technologies that have the potential toowehealthcarein

Africa.

DISCLAIMER

This document reflects only the author's view. Responsibility for the information and views expressed
therein lies entirely with the authors. The European Commission is not responsible for any use that
may be made of the information it contains.
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EXECUTIVE SUMMARY

The EUAfrica PerMedproject held its 8 Stakeholder Workshop on June-28, 2024, in Dakar,
Senegal at the Radisson Blu hotel. The event was hosted by L'Institut de Recherche en Santé, de
Surveillance Epidémiologique et de Formations (IRESSEF) and took place in a hybrid format, with 78
participants registered onsite and 47 online.

The workshop brought together a wide range of stakeholders, including Science, Technology and
Innovation (STI) and Health policy makers at national, regional anéApean levels; European
Commission; EAAU STI High Level Policy Dialogue Bureau; HelttuRding programmes; Research
organisations; Scientific community; Health research networks and Centres of Excellence; Innovators
from the biotech and pharmaceutical industries.

The workshop provided an opportunity to present and discuss the main outputs, findings, and
recommendations from the Elfrica PerMed project, including the Edrica PerMed Action Plan.
This plan proposes concrete actions at the research and policy teviatilitate collaboration in
Personalised Medicing®M)between Africa and Europe.

The workshop also included panel discussions on key actions for Afiizapean collaboration in

areas such as population genomics, infrastructure and resources, access to technology and experts,
education and training, data collection and sharing, hezdtlk infrastructure and awareness, and
ethical and legal considerations. Keynote lectures were delivered on the advantages dfantess

and international collaboration, as well as collaboration in cancer research.

A key outcome was the support and mentoring for the development of regional Personalised Medicine
consortia in different African regions (East, South, West/Central, North, Egypt). It was also announced
that another African organisation from Tunisia ishie process of joining the ICPerMed, becoming the

3'4 African organisation to join this International Consortium as an output of the project.

The workshop also saw the launch of the Dakar Declaration on Edéioiga collaboration in
Personalised Medicine, available in French and English. The declaration emphasises the critical role of
Personalised Medicine in improving healthcare outcomes ardrhportance of supporting research,
fostering regional collaborations, and promoting technological innovations.

Discussions were also held on recommendations for the future and ways to sustain thgic¢a)
PerMed collaboration beyond the project's lifetime.
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ABBREVIATIONS AND ACRONYMS
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1.INTRODUCTION

1.1 Background

EUAfrica PerMed(www.euafricapermed.ey is an international project funded by the European
Commission Horizon 2020 programme that has the objective of integrating more African countries
in the development of a global Personalised Medicine (PM) research agenda by facilitating their
participation in the activities of the International Consortium for Personalised Medicine (ICPerMed)
and by strengthening the collaborations between Africa and Europe in areas of mutual interest.
Incorporating African Countries to the global PM agenda can contributghortening existing
health disparities between developed and developing countries, as well as facilitating access of
African countries to new tools and technologies that have the potential to make healthcare more
efficient and equitable. The project fows the same definition of PM as ICPerMed and the
ICPerMed Family.

Africa continues to experience a comparatively high burden of disease, particularly in TB, Malaria,
HIV/AIDS, and neglected diseases, affecting an estimated one billion people, and leading to annual
productivity loss of over USD 800 billion. The COVID &aftlgmic has widened healthcare
inequities, and greatly impacted on African economies. The advent of “omics technology enables
new models and tools in PM. This may be the solution to sustainably address the disease burden in
Africa.

The EUAfrica PerMedproject has initiated several core stakeholder engagement initiatives since
its launch, in February 2021:

The ® stakeholder workshop was an online event that took place in February 2022. The workshop
was organised to discuss the perception of PM in Africa, main challenges and opportunities of PM
in Africa, and the potential advantages of a closer collaboration @ittope in integrating local
knowledge and practice. At the same time, the workshop served as a first opportunity of
disseminating the project to African stakeholders, making them aware of the International
Consortium of Personalised Medicine (I0Wed) and how activities planned for the project in the
remaining 3 years could be best implemented considering the needs and expectations of African
stakeholders.

The 29stakeholder workshop took place in Cape Town, South Africa in February 2023. The meeting
provided an opportunity to reflect on the findings from prior project activities, including a review
of the PM landscape in Africa from various regional engagemtntslidate the gaps and needs
identified for developing areas of interest for collaboration, and validate and refine areas of mutual
interest between Africa and Europe. The workshop also served to understand the importance,
challenges, and opportuiies of PM as well as to develop models of collaboration between Africa
and Europe.

The 3 and last stakeholder workshop wéameld on the 28" and 27" in Dakar, Senegal. The
workshop provided an opportunity to present and discuss with relevant stakeholders from Africa
and Europe the main outputs and findings from the project and recommendations for the future.

1.2 Workshop objectives

The main objectives of this workshop were:

1. Present and disseminate the E\frica PerMed Action Plan to the participants.

2. Discuss and validate with relevant stakeholders the Actions proposed in the Action Plan.

3.5A40dzaa ¢gAGK NBtS@OIyld adl]1SK2f RSNEQ NBO2YYSy
EUAfrica PerMed work further on the project life (sustainability of collaboration).

4. Support and mentor the development of regional PerMed Consortium in Africa.
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1.3 The EtAfrica PerMed Action Plan

The EUAfrica PerMed Action Plan aims to facilitate, foster and promote collaboration in the field
of Personalised Medicine (PM) between Africa and Europe. The Action Plan proposes concrete
recommendations for actions at research and policy level, suclmsnon funding opportunities

and research topics for joint scientific agendas, structural recommendations (e.g. development of
infrastructures, capacity building and training), and collaboration strategies supporting the future
uptake of PM in the healtheca systems.

Recommendations for collaborative actions respond to common health challenges and needs
identified through exchanges with African stakeholders, and consider the differences between
regions (Eastern, Western, Northern, Southern and Central Africa) andrigsumt Africa. Actions
presented are furthermore identified to be of mutual interest for Africa and Europe.

The Action Plan is structures in two parts:

O tI NI L at SNE2YIFIfA&GSR aSRAOAYS IR2LIAYy3 Sy dAiNE
of Health that considers all diseases or health conditions, and a broad range of technical

and medical fields around diagnostics, treatment and prevention, as wetlivasse
stakeholders.

t I NI LL aDSySiAada Ay tSNBR2YylftAaSR aSRAOAYSE
concrete actions related to this specific aspect, considering that Africa is the most
genetically diverse continent with a wide range of ethnic groups and genetativas but

there is a lack of representation of African populations in global genetic studies and
databases.

The Action Plan is addressed to all actors from Africa and Europe positioned to support the uptake

and implementation of the presented recommendations: particularly policy makers (STI, health);
national, international and global funders, from the publicdaprivate sector; the European
Commission; the African Union; the WHO; already existing joint actions like the EDCTP; industry
players; and also, to actors from academic and clinic contributing to the development and
innovation of PM.

(@]

A short version of the Action Plan was shared with all the workshop participants.

2. WORKSHOP PARTICIPANTS

Picture 1. EtAfrica PerMed '3 Stakeholder Workshop family picture. Dakar, Senegal, 26 June 2024.
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The event had a total of 119 registered participants. Of these, 77 intended to atteniteoand 43
planned to join online. The final attendance count was 92 participants, with 70 attending in person
(76%) and 22 participating remotely (24%). This alfleats strong engagement with the event, as

a significant majority (77%) of the registered participants attended eithesitenor online.

24%

m Online

m On site

76%
Figure 1Workshop participants on site and online (total number and percentage).

2.1 Distribution of participants by Stakeholder group

Participants from various stakeholders group attended the event and many of them represented
various groups. Most of the attendees were from the research and innovation and higher education
field (35%), followed by the healthcare system sector (19%). Reptatives of policy and decision
makers also attended (12%), as well as funders and industry representatives.

Civil society and
non-
governamental
organisationSeajth care
Research and 6% systems
Innovation 19%
performers and
higher education
35%

Industry/Private
business
9%

Ré&l funders

0,
e Policy and

decision makers
12%

Figure 2Distribution of participants by stakeholder group.

2.2 Geographical distribution

The distribution of participants by continent is as follows: Africa: 66 (73%), Europe, 24 (26%); and
Asia, 1 (1%). This distribution highlights the predominant representation from Africa in the event,
with participants from all African regions: Eastern,atVand Central, North and Southern Africa.
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Participants by continent

m Africa
Asia

m Europe

Figure 3Distribution of participants by continent (total number and percentage).

Participants from 27 countries participated in the event, and the ones with more attendance were
Senegal (16), South Africa (16), France (10), Kenya (9), Morocco (5) and Tunisia (5). The following
map (fig. 4) shows all the countries which participatedhie events, differentiated by colours
representing the number of participations.

»

16

Figure 4Countries representation in the workshop.

The complete list of participants is includeddinnex 1
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3. WORKSHOP AGENDA

AGENDA DAYd26 June 2024

11:0012:00

TIME
GMT/UTC: : :
+00:00 MORNING SESSION; 0832:00 UTC
hours
08:30:09:00 | REGISTRATION
WELCOME AND OPENING OF THE WORKSHOP
09:0009:40 6 Prof. Souleymane Mboup, IRESSEF, Sene.gal o
6 JeanLuc Sanne DG Research and Innovation, European Commission, Europg
6 Erika Sela, INNOVATEC, Coordinator eAfta PerMed, Spain
Keynote LecturePersonalised Medicine and its potential for healthcare and healthcars
systems
09:4010:10

10:1011:00 ‘ COFFEE BREAK

12:00-13:30 ‘ LUNCH BREAK

Andres Metspalu, Estonian Genome Center, University of Tartu, Estonia

Keynote LectureEUAfrica PerMed Action Plan: a roadmap ftacilitating, fostering and
promoting the collaboration of Africa and Europe in Personalised Medicine.

Monika Frenzel, French National Research Agency (ANRjriEdJPerMed, France

AFTERNOON SESSION: Key Action&ffican-European Collaboration; 13:3017:30

Hour uTC
Moderator: Monika Frenzel

13:30.14:00 Keynote Lecture: Advantages of crebsrder/international collaboration to foster PM
Marleen Temmerman, Aga Khan University East Africa, Kenya

14:0015:15

PANEIDISCUSSION: Key Actions for African/European Collaboratamdings from EU
Africa PerMed (part 1)

Population Genomics

Michéle Ramsay, Division of Human Genetics, University of the Witwatersrand, Soutl
Africa

Infrastructures and Resources
Jacques Demotes, European Clinical Research Infrastructure Network (ECRIN), Eurg
Access to Technology and experts, education and training

Xavier Jouven, French National Institute for Health and Medical Research
(INSERM)/Greater Paris University Hospitals (APHFp@wler of the African Research
Network for noacommunicable diseases, France
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15:1516:00 COFFEE BREAK

16:0017:15 | pANEL DISCUSSION: Key Actions for African/European Collabor&tiatings from Eb
Africa PerMed (part 2)

Data Collection andharing

Sofonias Kifle Tessema, Pathogen Genomics, Africa Centres for Disease Control ang
Prevention (Africa CDC), Ethiopia

Healthcare Infrastructure and Awareness
Astrid Vicente, National Institute of Health Dr. Ricardo Jorge, Portugal
Ethical and_egal consideration

Walter Jaoko, KAWhstitute of Clinical Research, University of Nairobi, Kenya

17:1517:30 | CLOSING OF DAY 1.

SOCIAL EVENT
Cocktail dinner at the Radisson Blu Hotel

19:0021:00

e ——

)
o Mo

Consortium Eur
sur le développement de 13 Medecine Per

Picture 2. Workshop participants onsite.

AGENDA DAY 2 27 June 2024

TIME
GMT/UTC:
+00:00 hours

MORNING SESSION: International collaboration in science, technology and innovation:
benefits, advantages and role in advancing personalised medicine; 0§:02:30 UTC

08:0008:30 | REGISTRATION

Opening remarks and introduction for Day 2
Erika Sela, INNOVATEC

08:3008:45

10
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Keynote: Collaboration in Cancer

08:4509:15 L . . . L -
Christine Chomienne, Université Paris Diderot, France & Cancer Mission, Europe
INTERACTIVE SESSI®Nfrica ready for personalised medicine? Opportunities from Africa
Europe collaboration.

09:1510:00

10:0010:40 COFFEE BREAK

Members of EtAfrica PerMed will respond to this question, from different perspectives,
presenting project results and interacting with the audience.

ROUNDTABLE DISCUSSION: Recommendations for the future, gaining perspectives to ¢
sustainability ofcollaboration aligned to the EtAfrica PerMed initiative
MODERATOR; Rizwana Msmuth African Medical Research Council
0 Industry (private sector) perspective
Astrid Kiermaier, Roche African Genome initiative (online)
0 Research/University Perspective
Rokhaya Ndiaye, Cheikh Anta Diop University, Senegal
0 European Commission Perspective

Vincenzo Lorusso, DG RTD European Commission, Europe (online)

Hour

10:4011:40 . _ . ,
0 African Union Perspective
Lukovi Seke, Strategic Initiatives, Directorate of Tech@®aperation and Programme
Funding (DTCPF), AUNEPAD, Africa
0 Funding programme perspective: the European and Developing Countries Clinical T
Partnership (EDCTP) partnership
Thomas Nyirenda, (EDCTP) Programme, South Africa (online)
0 International Platform PerspectiveThe international Consortium for Personalised
Medicine (ICPerMed) and European Partnership for Personalised Medicine (EP Per\
Monika Frenzel, French National Research Agency (ANR), France
11:40-12:30 | PLENARY SESSION/odé&tussion, exchange of the audience with roundtable participants

12:3014:00 LUNCH BREAK

Opportunities for collaboration in PM between Africa and Europe, and between African
countries

AFTERNOON SESSI@Npport and mentor thedevelopment of regional PerMed Consortium
in Africa; 14:00; 16:00 UTC

Moderator: Patrice Debré

11
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ROUNDTABLE DISCUSSION: Support and mentor the development of regional personalis
medicine consortia in Africa
Presenting African regional Personalised Medicine implementation agendas

~

0 East African Regiofferesia Nyawirdational Commission for Science, Technology &
Innovation (NACOSTI), Kenya
0 Southern African RegigiRizwana Mia, South Afriddedical Research Coun@AMRC),

14:00-15:30 South Africa
0 West and Central African Regjddadara Cisse, Institute for Health Research,
Epidemiological Surveillance and Training (IRESSEF), Senegal
0 French speakingadithern African Region Yosr Hamdi, Pasteur Institute of Tunisia, Tunig
0 Egypt Amr Radwan, Center for innovation & Technology Development (ECITD), Egypt
(online)
Panel Discussion
Summary- Final Messages
15:3015:40 _ _ _ _ . .
EUATfrica PerMed team: Patrice Debre, Badara Cisse, Monika Frenzel and Rizwana Mia
15:4016:00 | CLOSING REMARKS

6 Prof. Souleymane Mboup, IRESSEF, Senegal

6 Ousmane Kane, National Academy of Sciences and Techniques of Senegal
6 Stéphane Devayfuropean Commission, Senegal

6 Erika Sela, INNOVATEC, Coordinator eAfica PerMed, Spain

6 Mouhamadou Diallo, Ministry of Health and Social Action, Senegal

3¢me Réunion annuelle du
Consortium Europe-Afrique

W eloppement de la Médecine Personnalisée en Afrique

L 77 Juin 2024

Picture 3. Workshop participants onsite.

12
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4. SUMMARY OF SESSIONS
Day 1 26 June 2024

1. Opening session

The welcoming remarks were sharedy Badara Cisse from IRRESEE an introduction of the
speakers.

EU+A*rica 3r EU-Africa PerMed L

ParMed StakeholderWorkshop A“)T

IRESSEF

ii.plementation of Personalised Medicine Research

Ju 27,2024
Radisson Blu aza, Dakar, Senegal
W

‘ has boenl B .
PerMed has Ia
jon's Horizon 2 L -
jon programme U S, A
nt Ni

— -r

o - _— i

&

Picture 4. Opening ceremony with. Br Cisse and Prd&. Mboup from IRESSEF. JeanLuc Sanne from the EC and Ms
Erika Sela, Elfrica PerMed coordinator.

The main points of the opening session:

6 The first and second stakeholder meetings in Cape Town and Nairobi were important to
clarify the concept of PMnd highlight the current situation in Africa. The 3rd stakeholder
YSSGAyYy3IQa 202S 00 asduth callaborafich inBNE2 Y2 (1S y2 NI K

6 Currently Egypt and South Africa are part of the ICPerMed, Tunisia just joined, we strongly

encourage other countries to join.

06 AfricanEuropean cooperation is complex. This meeting should help to identify the subjects
that could be interesting for a concrete partnership, on the basis of equality and reciprocity.

6 EU Africa PerMed brings together 13 partners and 7 advisory board members. It is a CSA
that started in February 2021 for 4 years. In this last stakeholder meeting of the project,
and after three and a half years, we can present to you our Action Planh afits to
strengthen the collaboration by bilateral and multilateral partners, and find ways to sustain
our partnership, to support the development of regional consortia in Africa.

6 Creating and/or strengthening regional PM hubs, groups or committees in Africa has come
up as a good strategy to push the PM agenda in different regions.

8 ¢KS 51 1FN adl|S$K2t RSNIERpedph Sdnidiffcdentzouhtried . (2 3 S |

is a unique and important occasion to discuss, exchange, and collaborate: African countries
need to collaborate together. Some countries have more capacity in PMamdupport
others to integrate it in their research and health system.

13
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Mr. JearLuc Sanngpolicy officer from the DG of Research and Innovation, European Commission,
Brusseldighlighted some objectives:

0 African populations have very diverse genetic populations, and it is not possible to
extrapolate results from western clinical trials to them.

~

0 Access to European programmes is not easy (EDCTP, Horizon Europe), and ICPerMed is a
good tool to establish partnerships with other membersjrtfiuence the agenda of
institutions such as the EC and to bring PM to a higher political level.

2. Keynote Lecturel: Personalised Medicine and its potential for healthcare and
healthcare systems

Andres Metspalu, Estonian Genome Center, University of Tartu, Estonia

6 PM implementation needs:
- Political willingness
- Funding
- Scientific and technological base
t NBaSydl - Trained healthcare workers
bullet points - Public support
6 Estonian Biobank started since 1999, covers 20% of Estonian adults
accessible after approval of ethical commission
6 Polygenic Risk Score (PRS) was implemented to predict predisposed |
to different diseases
0 The utility of PRS and how to develop it in Africa
5A&0dzaajs PMisstil facing a lot of challenges
bullet points | 5 The necessity to move with PM from the establishment of biobanks to
population
6 Large perspective biobanks: to predict personalised genetic risk or dru
reactions
6 The importance of genomic data in personal prevention
Key messages | & Moving from PRS thigh PRS which allows targeted surveillance, early
detection, and adapted treatment of people at risk
6 Pharmacogenetic analyses are important to avoid the use of inefficient
drugs.

14
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PRS based por Virandprevention e
Jased POpulation-wide anaye: “nion e
Ay alysis

to newborn Screeni
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1. Sequence ca 1v of
2. Use SNP-arrays
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Picture 5. Andres Metspalu during his presentation.

Personal reflections sharedy Andres Metspalu:

(0]

Ox¢

Ox¢

Ox¢

O«

O«

Current health care problems in Africa are more basic and genomic based applications of
the disease preventive tools in health care are not the first need now while the funding is
difficult.

African populations are getting older and the need for prevention will increase since the
cost of the treatment of the commaoenomplex disease would rise.

Therefore, the studies and investment in PM will be still needed.

Basic genome structurdfincipal Component Analyses (PCA) maill be needed for
Africa to find out the scale of the genetic variation. For siagle nucleotide polymorphism
(SNP genotyping should be performed.

Current PRS methods amet very useful in Africa because data for PRS methods are coming
from GWAS (genomweide keynote presentation on day one association stujlies
European populations.

To move towards use of the genomic data in early detection and prevention of the
commoncomplex diseases and likely drug response using pharmacogenomic tools, large
scale GWAS should be performed in African countries. For that good phenotyping and SNP
genayping will be needed. Biobanks would be a good tool for developing PM.

The necessity to move from the biobanks (very good for research and discovery) to the
population based personal prevention based on genomic data, but using other data
(environment,behaviou).

Moving from the PRS to real diagnostics by implementing the secondary (diagnostic!) test
to high PRS individuals, which could not be usethe wholepopulation (e.g. liquid biopsy
in cancer risk for high PRS people).

3. Keynote lecture2: EUAfrica PerMed Action Plan: a roadmap for facilitating, fostering
and promoting the collaboration of Africa and Europe in Personalised Medicine
Monika Frenzel, French National Research Agency (ANRjriEdJPerMed, France

Monika Frenzel presented the EArica PerMed Action plan, an importaméliverable projectAn
important starting point for the talk was sharing the definition of PM that the project has taken up
since the beginning.
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3 EU-Africa PerMe(
Stakeholder Workshq

EU+ Africa
PerMed

Implementation

Medicine Researg

Personalised

Picture 6. Monika Frenzel presenting theAftica PerMed Action Plan.

o

0

t NBaSy Gl q -
bullet points -

[@]3

Working path towards the preparation of the Action plan (AP):

Explore and analyse the potential and advantages of collaboratid
PM between Africa and Europe: Mapping activities and
understanding of gaps amtkeds, mutual interest in PM and
collaboration models.

Defining and implementing actions for the future: preparation an
dissemination of the AP to promote its implementation.

Gaps and needs identified and selected as key action areas:
Geneticdiversity
Infrastructure and resources
Access to technology and expertise
Data collection and sharing
Healthcare infrastructures
Ethical and legal considerations

The AP presents recommendations for Sou8outh and SoutiNorth
collaboration in PM, including 26 distinct topics of collaboration
formulated as Research Actions and Researgdporting Actions.

The ARis structurel in two parts:
tF NG L at SNE2YylFfA&aSR aSRAOAYS
tF NI LL aDSySiada Ay t SNaA2YI €

(@]

(@]

5Aa0dza ani 2
points

(@] (@]

(@]

The need for clear translation of PM advancements into actionable
policies

Advocate for highevel support and awareness to facilitate effective
implementation

Incorporate implementation research perspective

The use of simple language for community acceptance
Establishing ethical and regulatory harmonisation across countries
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PerMed
6 Data sharing and leveraging existing resources
6 Local drugs development and access to clinical trials
6 ldentifying lowhanging fruit and sma#cale projects
6 Development of funding strategies
6 Address specific diagnostic and disease challenges
6 A concise summary of the FEArica PerMed R
6 The need for joint efforts to enhance healthcare outcomes through
tailored approaches
6 The need tceffective implementation of the E8frica PerMed R
Key messages 0 Foster collaboration, address key challenges and optimise PM impg
across Africa and Europe
6 The use of deliverables from the project to promote and implement
in Africa
6 Increase in AfricaituropeanPM collaboration since 2013

4. Keynote lecture3: Advantages of crosborder/International Collaboration to foster
Global health. Perspectives from the ABEJ Policy Study on Health
Marleen Temmerman, Aga Khan University East Africa (Kenya)

~

0 EC: Advisory Group on Research and Innova&tiftl,relevant
document: AfricaEurope cooperation in R&I for empowered public
health systems.

6 Policy context, EU & AU Health Policy Players and their Counterparts
European CommissioBG RTD, DG INTPA, DG SANTE, JRC, ECDC,
AU Division for Health, Nutrition and Population, AU HIV/AIDS, Malat
TB and other infectious diseases division, Africa CDC.

6 Key Health Institutions and organizations in the AfriEamopean Space
(AMA, EMA, AAS, AHS 21880, EDCTP, SDG 2030, AU Agenda 206

6 WHO 6 Building Blocks for Sustainable Health Systems
t NBaSyit - Service Delivery

bullet points - Health Work Force

- Health Information Systems

- Access to Essential Medicines

- Financing

- Leadership/Governance

6 Evaluation of major threats menacing health systems in Africa and
opportunities for improvement

o Research and Innovation (epidemickK&S I £ § KX KSI f (K

6 Ethics and Regulatory environment

(@]

Bridging R&I and Policy Making mechanisms

17



. EU+#Africa
The EWAfrica PerMed 3 stakeholder workshop report PerMed

6 Thematic health priorities

6 To facilitate implementation, research priorities must be based on loc
needs

5Aa O_dza a Al 5 The need to invest in data and technology to conduct eviddrased

bullet points research

6 Implementation and careation of more EDCTrRodelled collaborations
Ay 20KSNJ LINA2NRGE | NBFa 2F KSI ¢
o {dzYYI NE 2F 1S@& 7FAYyRAY 3aenttedrSsiliht)
I SHfGK {eadSvya FT2NJ ! yAOBSNEIE | 9
Key messages | O Expand and empower health networks, based on equity, and agenda
driven by local, national and regional needs

Strengthen and promote collaboration of national ethics committees ¢
national regulatory authorities

o«

 EU#Africa

o

Picture 7. Marleen Temmerman during her keynote presentation

Personal reflections shared by Marlene Temmerman:

~

0 Personalised medicine based on genomics is an interesting reseaictandrequires

investment for future planning.

Population health is still the model of choice as morbidities/mortalities are mainly due to

weak health systems.

0 Models are available and implementation cases have been made on how to save lives
based on population/public health models. However, implementation is a challenge.

0 EUAfrica PerMed could benefit fromodellingthe impact, costs and feasibility of PM

approaches for health priorities in Africa

Ox¢

0 Itis important to think about models to move forward. Strengthening the institutions in
Africa is the key word to making progress.

6 Added value for which diseases? Applications?

6 Priorities?

6 Who is going to pay for it?

0 Integration in the health sector?

6 What is the demand from the African partners?

6 Need for modelling and adapting to the local context
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5. Panel Discussion: Key Actions for AfridaaropeanCollaboration. Findings from EU

Africa PerMed

Session moderated by Monika Frenzel

5.1. Population Genomics
Michéle Ramsay, Division of Human Genetics, University of the Witwatersrand, South Africa

6 Existence of many African whole genome sequencing projects
t NBASY Gt 6 Existence of high population structure and genomic diversity in Afric
. (1,4 billion, 18% of the world population in 2021)
bullet points ) _ _
6 The importance of the implementation of a part Il of-BEfitica PerMed
AP concerning genetics and genomics in PM in Africa.
0 African populations are much more susceptible to some diseases (e
kidney diseases) but less susceptible to others (e.g. Covid19)
6 African populations arenderstudied in genetic association studies fof
5iAa0dzaai complex trials
bullet points 6 The need for African reference genomic databases to establish an

o«

[

African PRS
Collaboration is key to foster genomic science and PM
Examples of successful collaboration projects: H3AYRCE IHCE

Key messages

o« O«

o«

Actions proposed to promote PM in Africa:

Characterise genetic architecture
Strengthen frican-Europeannetworks for genomics
Develop large African cohorts f@WAS

Picture 8. Michéle Ramsay during Ipeesentation on population genomics

1 H3Africa:Human Heredity and Health in Africa
2 APCCAfrican Population Cohort Consortium
3 IHCClInternational Health Care Center Ghana
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Personal reflections sharelly Michéle Ramsay:

(0]

Ox¢

Ox¢

Ox¢

Ox¢

5.2.

Increased genetic diversity in African populations increases by environmental differences
(climate, socioeconomic, demographic, cultural and political) means that we cannot have a
single approach to PM across all African countries

Regional and local interventions need to be supported by good data and evaluated in
context

Larger population cohorts for common n@ommunicable diseases and related data are
needed to understand genetic susceptibility and opportunities for PM.

There is little data on the genetic basis for rare (monogenic) diseases in most African
populations, but we have demonstrated allelic (different mutations in the same gene) and
locus (mutations in different genes on different families) heterogeneity cortibéo the
European populations. We therefore need more African data to inform clinical genetics and
PM approaches.

It is important that new initiatives consider what is already happening in terms of genetics
and genomics on the continent and consider augmenting them or developing initiatives and
strategies that can build on what they have achieved.

African populations are most genetically diverse, with important differences across the
African continent.

There is a lack of representation of African populations in genetic studies and databases.
There is a limited understanding of genomic variation and health impact in Africa.

This hinders the development of PM approaches tailored to unique genomic profiles of
African populations.

Proposed actions

’ Shenglbnzn
Characteries qenstic ,,’r:i___':-‘__:'"':_m — Deveinp lame Afrizan
s e e o oot nence
. pazulEzione - ressarch - SERmE—

|_-:l_'|.,l'|tl"r' Zanoms initiedives Afrlcan sad Eu Tpean Socletles afrlzan FCFI.JE“':IF

al Hurran Genelics Cohaits Corsstum
Aldan DA orosct

Pharmacogansmics Hasrkh s7d Damograptic
Gonenie Goemies Suresillanes Sites
ol el Diseass focused

collaborations
canzer

Chil

Klzney dlzesse
Cepragsian

Figure 5. Michéle Ramsay final slide with proposed actions for advancing population genomics research

Infrastructures and Resources

Jacques Demote, European Clinical Research Infrastructure Network (ECRIN), Europe

t NSaSy il | o Developmentof PM research program: H2020 PERMIT project
bullet points - BBMRIERIC: stratification cohort
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- Elixir: validation cohort
- EATRIS: translational step

- Ecrin: clinical trials; an infrastructure supporting multinational clini
research in Europe

The importance of ECRIN:
- industry-sponsored
- Supports sponsors of multinational trials in Europe

How can infrastructure helfulfil promises, and meet expectations

[0}
- Promote funding
o= . - Combine data frondifferent countries
5AaOdzaanl H devel itv building in PM:
bullet points o] ow to develop capacity building In :
- Training experts
- Dealing with diseases differently involves the management of
different technologies and strategies
0 The need for infrastructures: Infrastructure is givagrgat opportunities to
deal with different diseases
6 Development of European Research Infrastructures, service oriented
Key messages _ .
0 Clinical research is regulated research
6 Strengthening clinical trials to provide high quality evidence on health

interventions

EU+Africa
PerMed

Picture 9. Jacques Demotes presenting the activities of ECRIN in Personalised Medicine.

Personal reflections sharedy Jacques Demote

ECRIN:

0 Is one of the ESFRIadmap research infrastructures contributing to such a support in
Europe. It was developed to facilitate multinational investigatutiated trials in Europe,
as a federation of clinical trial units established as national networkstimdtional trial
management services require activation of onmiCal Trial Uniper country, coordinated
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by ECRIN, to support regulatory and ethics approvals, monitoring and vigilance, data
management and data sharing.

Develops specific tools, methods and partnerships (in particular partnerships with disease
specific investigation networks) to facilitate medtbuntry trials. This could serve as a model

to develop a regional clinical trial capacity in other world regi@asgpromoted by th&/orld
Health AssembiW{HA 75.8 Resolution.

The H2020 PERMIT project, coordinated by ECRIN, distinguish four segments in the PM pipeline:

O« O« O¢ O«

Generation ofomics data through stratification cohorts and omics analyses

Patient stratification using conventional or artificial intelligence methods

Preclinical models recapitulating patient stratification

Clinical trials testing thefficacy of various interventions in the subgroups of patients

These segments help define the infrastructure needed to support PM research:

0

O«

O«

5.3.

Support to the development of prospective cohorts (or the retrospective use of cohort or
healthcare data), support to biobanking, support-tmics data generation focused either
on genotype (genomics and bioinformatics), or on phenotype (transcriptopriaggomics,
metabolomics, imaging, exposome, lifestyle etc.).

Support to the selection and firgining of stratification algorithms

Exploitation of preclinical models recapitulating the patient stratification: genetically
modified mouse model and phenotyping, organoid, cellular or in vitro models

Support to the design and conduct of complex clinical trials (umbrella, basket, etc.), and
effectiveness trials testing the cestfectiveness of the whole personalized pipeline.

Access to Technology and experts, education and training

Professor Xavier Jouven, INSERM/APHFoQuder of the African Research Network for-non
communicable diseases

6 The Dakar Calpresented in May 2024 during theon-communicable
diseases (NCEpidemic Conferengéed to the decision to build a Pan
African Research Institute (PARI) focusing on NCD.
6 Development of an African research network for memmunicable
diseases (ARNCD)
t NBASY | 6 Development of the first multinational cohort
bullet points 6 In Africa:
- Infectious diseases: world perception
- Chronic diseases: neszommunicable
6 Existence of weaknesses of medical research funding in Africa
6 Various research subjects addressed: rheumatic heart disease, sickle
RA&ASIASaszr ljdzZtAde S@Lfdza GA2Yy 27
6 How is PARI planning to take over the agenda?
9 - The need tduild institutions first
5Aa0dza a] _ . , :
bullet points - Regroupln.g countrlgs according to their key needs to be able to
manage diseases differently
6 How to get funding, develop expertise and training?
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The need of strong network, and support

6 How to get funding for variousomorbidities?
- No separation between comorbidities: there is always an interactio
6 Fundings are poorly allocated: focusing on infectious diseases
while the biggest burden (over 75%) is due to non
communicable diseases
6 Prevention willimit the size of the wave
6 NCD research is lacking
By TEEseEs 6 Actions are needed from International/African community
5 t!wLQa 202S0GA@Say

NCD research
Train researchers
Advance global health

Picture 10. Xavier Jouven presenting Affiecan research network for nesommunicable diseases

5.4. Data Collection and Sharing
Sofonias Kifle Tessema, Pathogen Genomics, Africa CDC, Ethiopia

t NBaSylil
bullet points

0

networking, sharing, use of data.
Its strategies:

FTNRAOI /5/ LyadadadziS 27 tlFGK23S

Enable sustainability, network and human resource capacity, utilisg
data for public health systems

Expand and support countries in data infrastructure and NGS capa

Establishing foundational capacity: Boost pathogen genomics and
bioinformatics workforce

Creation of an African biobank network
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Data barriers: workforce, infrastructure, quality, connectivity and cloud
solutions, standards and data governance and sharing

0 It's crucial for the CDC to focus on expanding infrastructure by leverag
existing labs while maintaining a decentralized approach to operations
0 Regarding funding from the AU and expertise in genomics:
- Developing aobust investment case will be essential to secure fung
5Aa0dza a | from the AU
bullet points - Careful consideration of genomics expertise will ensure resources
effectively allocated and utilised
0 Implementing Pan African clusters within the PRS presentgpartunity
for collaborative efforts between public and private sectors, enhancing
research and development in genomics across Africa
0 To better coordinate, collaborate and communicate.
0 Expand capacity
Key messages 0 Invest.in African Genomips strengthen workforce and infrastructure
capacity and unlock barriers.
0 Build on the power of momentum, partnerships and leverage to transiti

from projects to programmes.

Per\ll'd

Picturell. SofoniaKifleduring his presentation

5.5. Healthcarelnfrastructure and Awareness
Astrid Vincente, National Institute of Health Dr. Ricardo Jorge, Portugal

t NSaSyil
bullet points

(o]

1 Million Genomes initiatives:

- Implemented to improve the health system and benefit patients.
- Federated networknodel with a central node.

Maturity level model for genomics in health care with many domains:
- Governance and strategy

- Investments and economic model

- Ethics

- Legislation and policy

- Public awareness and acceptance
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- Workforce skills and organisatio

- Clinical organisation

- Infrastructure and tools

- Clinical genomics guidelines and standards
- Data management

6 This model aims to:
- Facilitate the adoption of genomics in healthcare systems
- Selfevaluate the level of maturity of genomics medicjractice
according to a common matrix
- Convince the government to fund healthcare systems
6 Challenges of healthcare systems in Africa
- Inadequate healthcare facilities
- Shortage of healthcare professionals
- Limited access to healthcare services in remote areas
6 Reflections about implementation and sustainability in healthcare
- Aligning and cooperating with existing groups such as the 1million
Genome initiative project
- Consider ethical and legal issues for Africa
- Consider twinning programs
0 Conduct a paigenome study, with a preference for African researchers
5Aa0dzaaj ., Iegding this effort . o . .
. 0 This approach avoids the limitations of reference genomes lacking Afri
bullet points . .
diversity
0 Federated system
0 Identifyingchallenges and maturitgf practices is key
0 Strategy and governance are major requirements
Key messages | 0 Investment is needed
0 Educating professionals for multidisciplinary teams is required
0 Codesign with communities, patients and families is a. key

Fer vivu

-

Picture 2. Astrid Vicente during her presentation
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Personal reflections shared b&strid Vincente

Challenges of PM for healthcare are the same everywhere, but not fully solved anywhere;
they are also a moving target, meaning that they will shift with increased development and
maturity, and also with scientific and technological knowledge advancement.

Investment is needed, as PM is grounded on molecular genetics to a great extent, and
molecular lab work, data management and related issues are expensive. However,
genomics and huge resources for laiggmle sequencing are not always needed to employ
PM approaches in healthcare, so they are not fundamental. For instance, genetic
information from a panel of a few genes can often be employed to personalize care for a
specific health problem and may solve a major health issue for a certain country.

Very advanced countries like the UK have realised that applications of genomic sequencing
in healthcare are still limited, and a lot can be done with sequencing gene panels or
genotyping. An exome or genome may be a last resource when other genetic é&®ts h
failed, and are, of course, major assets for research.

To implement PM in healthcare, it is key to identify the main health problems that can
benefit from personalised approaches for diagnosis or treatment in that particular
healthcare system, and prioritising.

PM - Healthcare Infrastructure and Awareness

- o(eﬁ o
Maturity Level Model for Where are you on your journey? O
genomics in healthcare o B Qw“‘ivv’ffooﬁ’z‘ﬂ

G d strat Pl
A tool for healthcare systems to ovemance and strategy

self-evaluate the level of maturity Investment and economic model o . > o)

of their genomic medicine

practices according to a common Ethics, legislation and policy *—60—e

matrix, and to define a path to

optimization Public awareness and acceptance [ & & & 9

Aims to facilitate the adoption of
genomics in healthcare systems -

Workforce skills and organisation

[ ]
<
Clinical genomics guidelines and infrastructure Pl

persona“sed medicine Clinical organisation, infrastructure and tools & 9
accessible to citizens and patients
across Europe

Data management, standards and oy

infrastructure

Figure 6. Astrid Vicente, sharing her thoughts about how to best integrate PM in healthcare systems and the maturity
level model for genomics in healthcare.

It is very important to understand how mature clinical practices employing PM are in that
system, and the priorities and resources needed to advance, andageordingly; the
Maturity Level Model for genomics in healthcare may be used as-dgureloped tool that
already defines the domains where some of the most common challenges arise, and has a
system for scoring maturity level of defined indicators. Iréely available and indicators
and/or maturity levels can be adapted to better reflect the speckfealthcare system
situation.
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Strategy and governance are major requirements for any healthcare system. For PM
practices, given the high associated lab, clinical and data management costs, it is key to
define strategy and governance models to get the best out of limited resourcesal3tis
needs to focus on making sure practices are ethical and legal, and patients and citizens data
is well protected.

Education of diverse professional profiles to build multidisciplinary teams is very important.
There is a growing body of educational materials useful for PM, and an effort needs to be
made, assess the quality, make them available (many already are)etangd systems that
assess knowledge improvement and provide education credits.

Information of patients and communities is very important to demystify genetics and
disease.

Engage with patients and enlist communities and families for support, but still very
particular to each country.

5.6. Ethical and Legal considerations
Walter Jaoko, KAVhstitute of Clinical Research, University of Nairobi, Kenya

PM holds a lot of promise but implementation faces:
6 Ethical issues
- Informed consent
- Common concerngrivacy
- Data ownership
- Incidental findings
0 Equity and inclusivity
- Need for equitable access to PM

- Huge disparities in healthcare and laclkaotess to basic medical
services

t NBaSyil - Advanced technology required (rural populations inclusion)
bullet points 0 Cultural awareness and sensitivity
- Need for culturally sensitive approaches that respect local traditic
- Educating communities about benefits and implications of PM

- Understand that PM involves genetic testing, which can conflict w
cultural beliefs and practices.

0 Health Resource allocation

- Infrastructure including advanced labs and trained personnel

- Inadequate finances can lead to an ethical issue of sustainability
0 Data sovereignty

. [ 83AAfLdA2Y AGSYST SyadNB (KS
their genetic data, particularly in international collaborations
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- Ensure that data always benefits local populations and that is not
used for research ancbommercial purposes without community
benefit

0 Ensure that data collected provides tangible benefits to the concert
population
0 Recognize varying levels of benefit sharing, particularly in drug
development
0 Define the concept of data sovereignty and its implications
558 0dss & 0 Establish a regional framework and promote harmonization of ethig
. | systems to ensure consistency and fairness
bullet points

0 Transition towards broader consent models for data usage and
research purposes

0 Guard against political influence in decisimiaking processes
concerning data use and research

O«

Clearly define and articulate the specific benefits that data sharing
research initiatives aim to achieve

0 Development of appropriate legal framework

- Dataprotection: inform people how data will be stored, used an(
shared.

- Legislation, as a starting point as most African countries have n

Key messages . e
y g laws against genetic discrimination

0 Ethics training: Need to build capacityRdésearch Ethics Committees
(RECsand train individuals.

0 Use of regional networks and crdssrder collaborations

"fim //ﬂl

s // -///ﬂ.\v

Picture B. Walter Jaoko, presenting his ideas about ethical and legal issues in PM and how to advance in Africa with this
important challenge.
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Personal reflections shared byalter Jaoko

(0]

O«

PM by necessity relies on collection of genetic data. However, unfortunately most African
countries do not have laws against genetic discrimination such as the USA Genetic
Information Nonrdiscrimination Act (GINA) of 2008.

In order to embrace PM, African countries will need to have such a law and can learn from
Europe equivalent in the same way that most countries tailored their laws on Data
Protection around the General Data Protection Regulation (GDPR) of Europe.

PM being a new area for RECs in Africa, there is a need to build capacity of REC members
to be able to carry out deep ethical analysis and informed consent around it.

There is a need for benchmarking with RECs in Europe to review training their members go
through, and tailor make it taking into consideration cultural sensitivity in Africa.

Once training on the ethics of PM is developed, training of REC members can be best
approached through national bioethics committees for countries that have them and for
individual institutional committees for those that do not have national bioethics
committees.

Day 2 27 June 2024

1. Keynote lecture: Personalised Medicine and its potential for healthcare and healthcare
systems
Christine Chomienne, Université Paris Diderot, France & Qdisséon, Europe

t NBaSy il
bullet points

O«

PM was used in Leukemia over 40 years ago.

[@]3

2018: the EC identified five missions to address key challenges expeq
- Adaptation to Climate Change

- Cancer

- Climate Neutral and Smart Cities

- Restore Ocean and Waters

- Soil Deal for Europe

O«

Cancer: the leading cause of death alongside cardiovascular disease

(@]

EU launched two initiatives in 2021 to fight cancer:
- DG RTD: Horizon Europe Missions: Implementation Plan

- DG Santé: Europe's Beating Cancer Risevention and early
detection, diagnosis and treatment, quality of life for patients

(@]

The plan has 18 R&lI priority areas, 4 transversal priorities:
- Equity

- Innovation

- Childhood cancer

- PM

This is done through 4 Flagships and concaetens:

- Blueprint for UNCAN.eu data platform
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(@]

- European Cancer Prevention Centre
- Network of Comprehensive Cancer Infrastructures
- Blueprint for Cancer Patient Digital Centre

Europe Beating, CAN.Heal project, EX201-P3-15, Cancer Diagnostic
and Treatment for All, Genomic for public Health and transversal proje
such as ELSI, Training and Education, NGS including Liquid Biopsies
initiatives that bring genomics for publiealth to cancer diagnostics ang
treatment for all

0 UNCAN.eu: developing a federated data hub, by linking comprehensi
cancer centres, Research Institutes, EuropRasearchnfrastructures
(ERICs), Comprehensive cancer Infrastructures and European Regist
0 National Cancer Mission Hubs: permanent structure set up by Europe
0 The importance of European Funding for networking
0  African countries, people and knowledge are as important to EC as
international collaboration
0  Training opportunities inside a running project are easy to set up
5Aa0dzaai|s Itis difficult for European citizens to find the rights European calls an
bullet points apply, and more challenging for people outside the Europe
0 EU Africa PerMed has an opportunity to make these European initiatiy

(@]

available at the EC

The need of internationadollaboration to fight cancer at the European
level

0 EC has launched initiatives to tackle societal challenges

0 Goals: bringing together all stakeholders to develop solutions that meg
citizens' needs

Key messages o o y
Building infrastructures blgringing together clinical cancer centres,
research centres, universities, academic centres and industry in the sa
region
=4

‘ N
)
3
S ;i
/ 4
4

Picturel4. Christine during her presentation.
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Personal reflections shared by Christine Chomienne

6 Cancer care leans on a PM approach encompassing both a precise knowledge of the
tumour, and the patient's need.
6 In 2021, the EC launched two initiatives to fight cancer, one of Europe's five societal
challenges, joininfprces between R&I and Health directorates:
- The Horizon Europe Cancer Mission
- The Europe Beating Cancer Plan
6 The initiative brings together the willing stakeholders of more than 27 Member States (MS)
to find the solutions adapted to each MS and in line with each MS's priorities by sharing
expertise and a common commitment to succeed.

- - EU
[BEY :uropean union CANCER Mission g
implementation plan
M
=" Cancer Mission Goal:
EU and Member States’
e improving the lives of more than 3 million peaple by 2030, Societal I 4 € = -
Missions policy commitments through prevention, cure and for those affected by cancer !
including their families, to live longer and better I
Specific Ohjectl\res _ |
i .wu..w'“.?nw I
I
I
Impmve the Prevention, mcl early Optimise dlagnnstlr.s and
understandlng of cancer detection and screening treatment Support quallw Al g I
£ I
_________________ gl
' Targetsand | 'I'nrgets and I Targetsand | Targets and | 81
I indicators*® | | Indicators® I indicators* | Indicztnrs' 0

Competitive Calls (Portfolio approaches,e.g. for Childhood Cancers)
New Funding Synergies
New Networks- Wide EU Consortia-

Surveys- Think Tanks-Workshops- Webinars

Figure 7. Chritine Chomienne giving a keynote talk about the European Cancer Mission and opportunities for
collaboration with Africa researcher.

2. Interactive Session: Is Africa ready fpersonalised medicine? Opportunities from
Africa-Europe collaboration

Session moderated by Erika Sela (coordinator) and members of {A&iédJPerMed consortium:

Joaquin Guinea (INNOVATEC), Teresia Nyawira (NACOSTI), Patrice Debre (INSERM), Noleen
Nomathamsanga Bhebhe (AUDHEPAD), Monika Frenzel (ANR), Maria José RioKY and

Luciana Gine (INNOVATEC)

Members of EtAfrica PerMed responded to this question, from different perspectives, based on
findings from the project and interacting with the audience.
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Picture B. Partners from Ed4frica PerMed participate in the Interactive session on day 2, presenting results and findings
from the project work.

Scientific Mapping (J. Guinea, WFRRYAfrica PerMed carried out a scientific mapping to know the
situation of PM research in Africa and the level of collaboration with Europe. From the results of
this scientific mapping, what is the level of research in PM in the different African cahtien

we say that African countries are ready to participate in international consortia for PM research?

WORK PACKAGE 2: MAPPING THE HEALTH R&I AND POLICY LANDSCAPE IN AFRICA FOR THE
IDENTIFICATION OF KEY STAKEHOLDERS, INITIATIVES AND EXPERTISE RELEVANT TO PM
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Geographical distribution of Africa’s icati inP lized dicine for the period 2011-2020

Policy Mapping (T. Nyawira, WP2)he results of the policy mapping carried out by-Adtica
PerMed have provided valuable information to understand the context and the capacities of African
countries to carry out R&D activities, in the area of health/biomedical research and spediffically
areas that support the development and future implementation of PM in the health systems. Based
on our findings, is Africa ready for the PM? What are the main challenges ahead?

32



_ EU+ Africa
The EWAfrica PerMed 3 stakeholder workshop report PerMed

BEATTLIL OOV il

Challenges
PM E”?WT"' transect- * Stekeholder Awaranass and community
countriesfregions are different levels Engagament,
of development and needs « Priority setting, identilying disease areas
Some countries have of focua, largs scale dats sats
- PM idqr_ﬂ'ifigld as a government = Ethical and regulatory framewarks
strategic objective = Skills and training in genomics,
+ Specilic actions to support R&l bioinformatics, clinical genetics
including policies andptjfj nding + Infrastructura for large scale ganomic
L research, High performance computing
* Implementation in health system cent{;e.s. regulated traceable biobanking
practices

* Health systems {infermation exchange,
availability of clinical services

* Funding

Areas of mutual interest and models for collaboration (P. Debre W3 part of the project, we

have explored and analysed in which specific areas related to PM the collaboration between Europe
and Africa can be of mutual interest. Our findings, based on the input collected through different
stakeholder engagement activie show that this collaboration needs to be adjusted to the
situation of the different African regional and national contexts. What are the main areas for
scientific/research collaborain and the best models that can support this collaboration?

EU-African perspective

EU-national plan EC EC + EU-national plan
|

v v v

Africa Africa Africa
(bilateral / multilateral)

Ex. PERMEDINA equivalent Ex. EU-Africa PerMed Ex. EDCTP-like
Budget A Budget B Budget A+B

e EU # Africa
PerMed

Interaction with the AUEU HLPD STI (N. Bhebhe, WRdyancing PM in Africa and supporting and
strengthening the collaboration with Europe requires commitments at policy level, so that funding
is allocated to favour the collaboration. The recently launchedEAUInnovation Agenda is now
spearheading the claboration between Africa and Europe in STI and includes Public Health as a
major area for collaboration. Why is it so important that PM is already included as part of the
Innovation agenda actions and Wwocan this help advance both PM in Africa, as well as the
cooperation with Europe in this area?

Integration of African organisations in ICPerMed (M. Frenzel, WP4)

The EUAfrica PerMed has, as a major objective, supporting the integration of African countries in
the ICPerMed consortium. Why is this important to facilitate and support international
collaboration in PM? Why is it important for ICPerMed to engage Witlhah organisations?
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Excellent experts and initiatives are located around the globe. Through collaboration, those can be
connected and become more efficient. PM approaches do need data. To reach the critical mass of
data from various sources, global collaboration is neededdweelop and train algorithms and
models to be applicable as broadly as possible. Independent on technology or infrastructure
developments, every country can support PM developments e.g. through their knowledge of
factors on health like those related to tlevironment (food, weather or other external factors),

the lifestyle (including social aspects related to society), local diseases besides health indicators like
the microbiome or genetics

ICPerMed is a platform for exchange, essential for pushing PM developments and especially
AYLXE SYSYy Gl A2y d ¢KS 9 dzNP LIS y-related Yssuksihave 2 flobdl dzi f A y S
nature and require a global solution. The EU alone will not crack théenpgal of implementing

better healthcare for all. The ability to attract international stakeholders and their resources into

Elled collaborations will help the EU to combine best skills and outcomes and deliver tangible

results to patients. Internationalooperation is therefore not an option but a fundamental and
AYKSNBYG O02YLRYSyld 2F KSIFtGK NBaAaSINOK FYyR Ayy2¢
AYRAOIFIGSay ata Aa 2yS 2F GKSasS G2LAO0a g-AdGK | O
border, and international collaboration is essential to enable the timely delivery of and access to

LINSOAAS RAFIy2aiA0as GKSNILASAZ YR LINBO@SyGAz2yYy &
Translating PM research into practice by education and training activi{is]. Ruiz, WP5)

Supporting translation of PM research into practice by education and training activities is also a n
important objective of EtAfrica PerMed, that also contributes to creatingrégional research
networks for synergies and interdisciplinary competencigased on the experience from the
organizations of 2 summer schools and 8 webinars, why are these types of activities (education,
training and capacity building) so important in advancing PM research and-arosgy
collaboration? What has been the respmn from African researchers to Hfrica PerMed
activities?

EU-FAfrica Capacity building Work Package: Supporting translation of PM research into practice by

P er I\’] ed education and training activities

*Informed Policymaking

[+ Netwarking +Implementation of
Opportunities
skill Enhancement +Interdisciplinary

and Knowledge Synergies
Transfer

Fostering
Collaboration

Findings

Enhancing Research
Quality

Capacity

* standardization
of research
methodologies

» critical mass of
skilled
professionals

EU-Africa PerMed has been funded by the European Union’s Horizon 2020 Research and Innovation programme under Grant Agreement Number 964333 “

Communication and Dissemination (L. Gine WP6)

Raising awareness among all types of audiences, including the general pbblic PM and the
importance of international collaboration is found to be a major factor for advancing in the
implementation of PM and increasing the project impact. The project has devoted an important
effort to raise visibility in social networks, whare these tools so important nowadays to
communicate and disseminate research activities?
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» Reach and Accessibility

* Bridging Geographical Barriers

Why are social media * Real-Time Updates and visibility
tools so important
nowadays for

* Interactive Engagement

communicating and » Community Building
disseminating

research activities? * Joint communication
IVITI v

* Analytic Capability

* Boosts other tools

N | ¢ Africa
PerMed

3. Roundtable Discussion: Recommendations for the future, gaining perspectives to
create sustainability of collaboration aligned to the EAfrica PerMednitiative
Session moderated by Rizwana Mia (SAMRC)

3.1. Industry (private sector) perspective
Astrid Kiermaier, ROCHE, Switzerland (online)

1 There is a dramatic gap in African genomic research

o0 While it is estimated that the population of Africa may reach 2.5 bill
08 Hnpn O0Y2NB GKFYy wp: 2F GKS
investment in R&D and 2.5% of clinical trials are in Africa.

0 Despite 99% of human evolutionary history having occurred in Afrig
and the majority of genetic diversity present in people of recent Afri
descent, less than 3% of global genomic datasets come from indivi
of recent African origin.

o Diversity in research matters because medicines must be equally s
effective and accessible for all.

o This dramatic data imbalance leaves much information undiscoverg
and hinders scientific and medical advancements.

Key 9 TheAfrican Genomics Program

messages 0 Through the African Genomics Program (AGP), Roche is collabora
with African scientists, partners, and organizations to minimize thes
data gaps and accelerate genomic research in Africa with the aim ¢
reducing global health inequities.

0 AGP is catalysing the development of a federation of laagde
clinical, genomic and outcome biobanks hosted and led in Africa to
enable scientific discovery and improve health. AGP works toward
ambitious goal by bringing together a diverse setaftipers dedicated
to changing how African genomic data is collected and shared.

1 Through the African Genomics Program, Roche and its partners are:

o Expanding data access in Afribg supporting African institutions to
host genomic data, and ensuring it is open and accessible to Africa
and other researchers and institutions.
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o Accelerating researchy supporting sequencing of >50,000 genomes
from diverse African samples, leading and participating in genomics
consortiums and ensuring availability to researchers in Africa.

o Addressing unmet needBy growing talent, research infrastructure an
scientific networks on the continent.

o Partnering to expand impadby bringing together African researchers
healthcare providers, neprofit organizations and NGOs, government
industry, academia, multilateral bodies, and others.

o Building clinical data setand providing population level data sets to
inform health policy, facilitate science and research.

o Further investing in R&MDo deliver on the promise of better, accessibl
and personalized health care for all patients based on deeper
understanding of the African genome.

1 Key AGP partnerships include:

o0 Discover Me South Africa StudBuilding genetic & clinical data sets

0 Africa Research Excellence FuRdche and Genentech Fellowship:
Supporting the next generation of African scientists

o Partnership for Advancing Genomic Research in African (PAGRA) 4
the Genomics Centres of Excellence (GenCOE) in ABig&ding a
sustainable and equitable partnership between industry and African
scientists.

200M [ . e o
Workplace ¥ '®) Pantalla de Astrid Kiermaier
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The African Genomics Program

Roche is undertaking an effort to catalyse the development of
an open, equitable federation of large-scale clinical, genomics
and outcomes biobanks hosted in Africa that are African-led,
revolutionizing how data is collected and shared at scale,

enabling scientific discovery and improving health.

If we're successful, we will make a huge leap forward for patients
everywhere, by:
Generating actionable insights for public health surveillance,
R&D and enhancing the clinical trials network, including for
patients of African AND non-African descent

Reducing inequities and improving s to innovation in
Africa through strong, collaborative health ecosystems

Accelerating personalised health care in Africa

Picturel6. Screenshot of Astrid Kiermaier presentation (online).

3.2. Research/University Perspective
Rokhaya Ndiaye, Cheikh Anta Diop University, Senegal

6 Key PM gaps and needs in Africa:
Key - Infrastructure
messages - Education and training

- Health system management and equitability
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- Data generation, analysis and sharing

6 PM implementation:African Healthcare authorities and professionals,
Education andesearch stakeholders, Local ethics committees, Community
engagement

6 Infrastructure:regional hubs and consortia, Regional hgrformance
computing services, genetic testing and clinical trials facilities

6 Training programsClinical genetics, genetic counselling, Bioinformatics, Bé
genetics for healthcare professionals (medical doctors, nurses, pharmacis
SGO0Pdd0E 5FGF aSOdzNRGe&X

0 Generate and analyse dat&ollaborations between African scientists throug
regional PM consortianternationalresearchers, EU Africa PerMed

6 Data ownership and data sharin¢pcal governance of PM data, regulatory a
ethical framework: WHO TAGenomics

6 {SyS3arft DSy 2 Y39 u NPT by NatjortabAcademy of

Science and Technology: ethical practices, Data sovereignty, integration a

sharing

Picturel7. Rokhaya during her presentation.

3.3. European Commission Perspective
Vincenzo Loruss®G RTD European Commission, Europe (online).

EUAfrica cooperéation in Research and Innovation (R&l):

6 Comprehensive strategy to enhance cooperation with Africa in R&l:
- Scale upthetiopearQd I OF RSYA O | YR & OAfgy
- EU Global Approach in R&l

Key
messages 6 Establishment of AAEU high level policy dialogue (HLPD) on STI and the fi
ever AUEU Ré&l Ministerial Meeting to foster A& collaboration

6 Announcement of EM\frica Global Gateway Investment Package for STI w
three initiatives:

- AUEU Innovation Agenda
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- Earth Observation and Space
- Regional Centres of Excellence in the area of Green Transition
6 Establishment of AAEU Innovation Agenda
- To foster Arican-Europeantranslation of R&l into tangible products
- For a multisectoral and multdisciplinary collaboration

zoom % .
Workplace ¥ = i6n VL Pantalla de Vincenzo LORUSSO (I ()

I
us
Luciana Gine ",
) 4

% Luciana Gine

Priority sitiative | Month/Year  Month/ Implementing  Geographic .
areas Entity Scope

of Start  Yearof End Funding Entity

Short-term
action

< Global

Picturel8. Screenshot of Vincenzo Lorusso’s presentétioline) in which E\Africa PerMed is shown as a project of the
Dashboard omitiativesof the AUEU Innovation Agenda.

3.4. African Union Perspective

Lukovi Seke, Strategic Initiatives, Directorate of Technieap@ation and Programme Funding
(DTCPF), AUEMEPAD, Africa

0 Needs and gaps analysis identified five areas:

- The innovation ecosystem

- Innovation management

- Knowledge exchange, including technology transfer
- Access to finance

- Human capacity development

6 Building Africanitiatives | and Il
ey 0 Ki Africa initiative 111
messages 6 working on Africa initiative
6 Working on the implementation of the ABU Innovation Agenda with Publig

health as priority, which involves:

working across sectors and disciplines

engage, communicate and share information broadly

identify gaps and needs

expanding the community of practice
6 AU9! Lyy2@FGA2y ! ASYRI Qa LINA2NRGA
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- Green Transition (260 M.EUR)

- Innovation & Technology (35 M.EUR)

- Capacities for Science (9 M.EUR)

AU9! Lyy2@8FGA2y | 2820HRIF Qa S@Syda 6
- First Virtual Workshop: training component briellectual Property Rights

o«

- Second Virtual Workshop: Access to Finance for innovators

- Next Virtual Workshop: Innovations in Global Health

- A Dashboard of initiatives contributing tat#icial Intelligen@
Ensure following and capitalising the experiences cAida PerMed

o«

Picturel9. Lukovi Seke during his presentation.

3.5. Funding programme perspective: the European and Developing Countries
Clinical Trials Partnership (EDCTP) partnership
Thomad\yirenda, (EDCTP) Programme, South Africa (online)

6 EDCTP: development of a clinical trial ecosystem for 20 years, with
capacities ready for initiatives like PM

0 383ubc¢SaharanAfrican countries host recruitment sites of EDEfTIRded
collaborative clinical studies

6 Integrating PerMed in EDCTP programmes:
Key - Overcoming imbalances of the past (ethics, regulation, countries
messages inclusion, building human capacity, networking)

- Development of new treatments and improvement of existing drug
- Coorganisation of a workshop on Optimising efficiency and impact
the African clinical trial ecosystem
- Coorganising WH@frica regionalvorkshop on strengthening clinica
trials
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27 June 2024, Dakar -Senegal

Dr Thomas Nyirenda - Strategic Partnerships & Capacity Development Manager
and Head of Africa Office, European tnd Developing Countries Clinical Trials
Partnershins (EDCTP)

Picture20. Screenshot of Thomakyirendapresentation (online).

3.6. International Platform Perspective: The international Consortium for
Personalised Medicine (ICPerMed) and European Partnership for Personalised
Medicine (EPPerMed).

Monika Frenzel, French National Research Agency (ANR), France

6 Theinternational PM journey
- Alignment of strategies
- Creation of evidence and synergies

Key Development of Strategic Research and Innovation Agenda SRIA in s
messages for EP PerMed

(@]

6 Promoting partnership and joining ICPerMed: development of national
international strategies, funding as well asfomding activities
6 Cofunding reduces efforts and increases impact

Picture21. Monika Frenzel, from ANR (France) presenting de ICPerMed consortium.
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4. Roundtable discussion: Support and mentor tdevelopment of regional personalised
medicine consortia in Africa. Presenting African regional Personalised Medicine
implementation agendas

Session moderated by Patrice Debré

4.1. East African Region
Teresia Nyawira, National Commission for Scieheehnology & Innovation (NACOSTI), Kenya

0 Establishment of an East Africa PM Consortia

6 Existing crossutting structures within the East African Community (EAC
including the Health Research Commission and Science and Technolog
Commission (STC) which could support PM initiatives

0 Stakeholder awareness and communicating of PM Value

6 Harmonizing Ethical and Regulatory Frameworks

Key messages - ) o _

6 Priority setting and identifying strategic focus

6 Establishing Centers of Excellence for PM research, education, and clin
implementation

6 Identifying critical skills and alignipglicies and strategies

6 Resource mobilisation and lead efforts in establishing collaboration and
networks

LUT Lz aver

Perled

5 EU-Afi

]
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Picture 21 Teresia Nyawira (NACOSTI) presenting the East Africa regoovsalrtium for PM.
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Why Consortia by EAC?

The region has commonalities critical to PM implementation including:

+ Shared values and goals indicated by kind of institutions in member states
* Unique genetic profiles due to historical population movements, environmental

factors, useful in identification of unique variants and disease susceptibilities

+ Socioeconomic Status and demographic Trends

Reasons

* Developing the PM agenda,

* Building collaborations,

* Structuring platforms,

* Harmonization/ strengthening regulatory framewaorks; and
* Developing regional strategies

4.2. Southern African Region
Rizwana Mia, South Africa Medical Research Council (SAMRC), South Africa

Key messages

(o]

(@]

(@]

Establishment of a PM Southern Regional Consortia Formalise the
Personalised Medicine in Southern AfelearMediSA consortium with
Zimbabwe, Botswana, Zambia, Malawi and Namibia.

Addressing core gaps to create momentum in developing Precision
Medicine tools etc

Leveraging South Africa's strengths to drive regional collaboration,
AyOftdzZRAY3 AYyAGAFGAOGSa tA1S GKS
L' FNAOFY 1 dzYly DSy2YS t NREAINI YE @
collaborative initiatives.

South Africa is driving a National Innovation Stratélyg National 10
year decadal plan featuring Precision Medicine and Digital health as
of the strategic goals within the plan.

Developing Programs to enable a federated laboratory infrastructure
generate African genomic data sets and development of a centraliseq
national archive to house genomic data involving bioethics, public tru
and intergovernmental engagement to estadh a two phase Southern
African Human Genome Program

Developing a workforce for human genomics and PM in general with
talent pool that is already involved and leading human genomics proj
in South Africa at a National Level, within Southern Africa at a region
level and within Africa at the contineritievel.

Foster a knowledge sharing network

Develop joint collaboration in scaled genomic programs, basic reseat
pipeline from biomarker discovery toward targeted drugs for prevalen
NCDs and infectious diseases

Regional Economic Committees such as SADC and afso édtablishing
the consortium to ensure alignment with the regional priority

Aligning to health priorities of the region and developing policy as the
field evolves
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0 Harness existing and emerging talent and linkages with international
collaboration

6 Harmonise data regulations and patient consent in managing
partnerships

6 Utilise the instruments of The Southern African Development
Community (SADC) and EDCTP to develop consortium

Picture 22. Rizwana Mia (SAMRC) explaining the Southern Africa regional consortium PerMEdiSA

Regional Consortium PerMediSA

* Formalise the Personalised Medicine in Southern Africa -PerMediSA Consortium
* Foster a Knowledge sharing network

* Develop joint collaboration in
* scaled population genomics programs
* basic research pipeline from biomarker discovery toward targeted drugs for prevalent
NCD’s, and infectious diseases

* Leverage on the infrastructure developed within the region to enhance and create
more intercontinental and EU collaboration

* Develop a workforce for human genomics and PM in general — emulate the
training programs SA ran for Pandemic Preparedness in joint collaboration with EU
structures

* Harness existing and emerging talent and linkages-Foster Industry partnerships to
create efficiencies and reduce redundancy and flow of skills toward structured
career paths

* Harmonise data regulation and patient consent in managing partnerships for
benefit-sharing

* Utilise the instruments of SADC and EDCTP to develop the consortium

| EU+ Africa
PerMed

4.3. West and Central African Region

BadaraCisse, Institute for Health Research, Epidemiological Surveillance and Training (IRESSEF),
Senegal

(@]

Current landscape of PM in West and Central Africa
SWOT analysis:

- ldentifying strengths such as existing collaborations with Europe and
EU

(@]

Key messages
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- Aligned research strategies for further partnership

- Growing momentum towards establishing a unified consortium
6 Weaknesses for PM implementation:

- Low awareness of PM concept

- Limited publications

Inadequate governance structures

Insufficient ethical and regulatory frameworks
6 Opportunities for PM implementation:

- EUATfrica permed initiative

- A new generation of scientists

- Wider use of genomic data from the region's population
6 Barriers for PM implementation:

- Inadequate national health systems

- Fundingchallenges

- Dependency on northern institutions and experts

- Inadequate platforms and infrastructure

- Brain drains

- Language barriers
6 Recommendations:
- Support research and knowledge translation to policy and applica
- Build capacity and career development programs

- Develop, strengthen, and harmonize ethical and regulatory
frameworks

- Raise awareness
- Asingle consortium for West and Central Africa
- Collaboration with the &ope

EU#Africa
PerMed

g EU-Africa Per
Me
takeholger Workshodp

1mplementaﬁ0n of
LT
o ed'(ine Recas...

Picture 23. Badara Cisse (IRESSEF) presenting the PM regional group for \@estrahdfrica.
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4.4. Northern African RegionFrench speaking
Yosr Hamdi, Pasteur Institute of Tunisia, Tunisia

Key messages

PerMedina:a PM programme, foundebly the FrenciMinister of Foreign Affairs
and managed by the Pasteur Network, with the participation of Tunisia, Alge
and Morocco.

The project is structured in 4 work Packages:

(0]

O«

O¢ O«

Ox¢

(@]

WP1:Situation Analysis and Readiness level of Precision Medicine
implementation in North Africa

- Identify stakeholders, literature review, OMICS data, infrastructure,
ethical and regulatory ecosystem, patient support groups

WP2:Pilot Project on Precision Oncology, Genomic & Transcriptomic pro
of non-small cell lung cancerCLC

- Investments made in genomic infrastructures and data management
North Africa

- Innovative technologies tested through various experiments
WP3:Training, Dissemination & Communication

- Training programs including theoretical and practical courses
- Launching of PM Academy

- Opening positions at thPasteur Institute oParis (scientific, data,
management training)

- Organisation of Webinars

- Communication: High visibility of permed in social media, participatio
12 international events, publications, etc.

WP4:Roadmap and recommendations for health authorities
- Support form MoH and Prime Minister of the gap analysis

PerMediNA created the appropriate environment for implementing Precig
Medicine.

New strong partnerships with national, regional and international instituti

National Strategies for Human Genome Projects and Precision Medicine
implementation

How to ensure the translation of knowledge into practices, health produc
and serviceso benefitour population?

Political willingness and efficient plans and strategies for-etisttive
solutions adapted to African soegconomic settings.
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The PerMediNA Initiative
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4.5. Northern Africa RegionEgypt
Amr Radwan, Centdor innovation & Technology Development (ECITD)

0 Priorities for PM implementation:
- Emphasising on connecting national and local consortia
- Capitalising and promoting existing support programmes and service
- Collaborative funding models, such as PRIMA models

0 100k genomes were study: allow to better describe and understand the n
genetic diseases present among the Egyptian population

Key messages
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100,000 samples representing the Egyptian people will be studied, which will provide the necessary information to
identify the most important genetic diseases as well as the most common and widespread diseases among
Egyptians to be studied in a more accurate and specialized manner.

It also aims to study the genomes of the ancient Egyptians, which would provide genetic information dating back
thy ar i int) raqion

hich in tirn wonld sorve human i

Picture 25Screenshovf AmrRadwans presentation (online).

5. WORKSHOP OUTPUT: THE DAKAR DECLARATION

As output of the 3 stakeholder workshop, EU F N&A O t S Nh S PakailEckrdtpiorS R (G K S
a stronger and more Sustainable Cooperation between Africa and Europe in Personalised
a S RA Gd aff Batkshop participants at the closing ceremony.

e Africa
Med

Picture 26. Badara Cisse, from IRESSEF reads the Dakar Declathéamdkshop participants, as final output from the
workshop and on behalf of the consortium.

The DAKAR DECLARATHKDmarises a shared message from the project and all the stakeholders
that participated in the workshop. It highlights the importance of international collaboration for
advancing PM and presents key points for policy action considered to be relevanstfonger and

more sustainable collaboration between Africa and Europe in the field of PM research, innovation and
implementation.
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It will serve as an important communication tool to translate and disseminate the projects main
message to STI and health policy makers at national, regional ané\fReen level, the European
Commission, the ABU STI High Level Policy Dialogue Buredgernational health organisations,
health R&l funding programmes, research organisations, scientific community, health research
networks and Centres of Excellence, innovators of Biotech, (Pharma) Industry and Civil Society
Organisations. The DAKAR DECLEPAWas presented in French and English and is available on the
project website. In the following page is the English version of the DAKAR DECLARATION.
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el o Afiic Dakar Declaration on EuropAfrica Collaboration in
PerMed Personalised Medicine

On June 26 and 27 2024, European and African members of the European Commissio

N's

programme EtAfrica PerMed met in Dakar, in presence of members of the European Commissjon,
representatives of concerned European and African institutions, and Senegalese scientific,

administrative, and political leaders. Observing the progress and prospects of tadried PerMed
project, these representatives:

1. Importance of Personalised Medicine

- reaffirm the importance of personalised medicine in improving health outcomes for patierjts

through novel methods for prevention, diagnosis, prognostic evaluation and monitoring of patie
and populations suffering from pathologies related to divedggeases such as cancers, infectious

Nts

diseases, metabolic diseases, diabetes, cardiovascular diseases, or mental health disgases.

Personalised medicine tailors these approaches to the genotypic and phenotypic characteristi
patients. This enables a nocosteffective, efficient and sustainable healthcare system.

2. Research strategy, training, capacity building and legislation

- recognize the need to promote patient centric applications by supporting fundamental

(population genetics), clinical and translational research. This includes the delivery of health
through training and strengthening of medical facilities, safentand technological capacities (e.g.

s of

care

development of digital health tools and big data infrastructure), and addressing related ethigal,

legal, and social implications.
3. Regional Consortia

- encourage the establishment of regional consortia to stimulate transnational collaboration

n

research and innovation. This will enable a shared expertise in genomics, bioinformatics, and clinical

practices, allow the establishment of biobanks anthgke transfers, collaboration on data usage
and the development of digital health tools, and help to create an enabling environment
promoting national and regional public policies.

4. International collaboration

- will promote collaborations between African and European teams (through Europe
Commission programmes and other bilateral or multilateral initiatives between African a
European countries) and strengthen Eurefsigica cooperation through the devedment and
implementation of a personalised medicine roadmap in Africa (e.g. aligned funding &
implementation strategies).

5. PublicPrivate partnerships

- underline the importance of combining public and private efforts to foster technological at
industrial innovations in the field of personalised medicine on the African continent.

6. Communication

- consider that the use of personalised medicine methods and practices, that hold signifig
interest for patients and citizens, be actively communicated among policymakers, scienti
healthcare practitioners and patients. This communication appmnoaill enable stakeholders to
incorporate these concepts into precision diagnostic, prevention, and treatment approaches
relevant pathologies.
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6. CLOSING CEREMONY

Picture 27. Participants in the closing ceremony: Dr Patrice DB&RM, France; Dr Ibrahima Sy, Ministry Health of
Research, Senegal; Stéphane Devaux, Delegation of the European Union in Senegal; Prof. Souleymane Mboup, IRESSEF,
Senegal; Erika Sela, INNOVATEC.

Summary of the closing

0 Mouhamadou DialloMinistry health and Saocial Action

The Ministry of Health Representative commenced by acknowledging the pioneering efforts in
Bioinformatics in Africa, which began 13 years ago, notably under the leadership of Prof. Mboup.
They emphasized Prof. Mboup's continuous leadership and foresiglttlighting Dakar as the
starting point where Bioinformatics tools from the school of science transitioned into practical
application within the school of medicine.

The Representative noted the presence of many bioinformaticians across Africa, ready to
contribute where needed, particularly in the context of PM.

PM was described as a revolutionary advancement in modern medicine capable of addressing
complex conditions such as cancer. South Africa was recognized for its significant progress,
contributing 53% of all sequencing efforts in Africa. Four esteemedutistis across the continent
engaged in sequencing, including IRESSEF in Senegal and the Pasteur Institute in Tunisia.

The Ministry pledged to take up the Dakar Declaration and the outcomes of the workshop to
strategize future steps. They expressed a commitment to fostering ongoing cooperation between
Europe and Africa.

Concluding their remarks, the Ministry of Health Representative officially declared the workshop
closed.

0 Ousmane Kane, National Academy of Sciences and Techniques of Senegal

The Chairman of the Academy of Science thanked the representative of the EC for their presence
and began by emphasizing the critical importance of PM that demands attention from all
stakeholders.

50



EU# Africa
PerMed

He noted that PM serves as an additional tool to support traditional medicine and announced that
the Academy has initiated meetings to explore how PM can complement and rationalize traditional
medicinal practices. He underlined the importance of furthese@rch into the reproduction of our
region's flora and fauna for the treatment of diseases, underscoring the potential benefits of
leveraging local biodiversity in medical research and treatment.

The Chairman expressed gratitude to the workshop organisers, commending their efforts and
teamwork in organising such a successful event. He extended special thanks to Prof. Mboup for
founding IRESSEF and facilitating extensive networking opportunitisjiimy through platforms

like the West Africa Academy of Sciences.

He concluded by reaffirming that the workshop had undoubtedly been remarkably successful and
extended thanks to all participants for their contributions.

0 Prof. Souleymane Mboup, IRESSEF, Senegal

Prof Souleymane expressed his satisfaction with the workshop's success, particularly highlighting
the valuable contributions of the press.

He noted receiving numerous inquiries regarding the definition of PM, emphasising its basis in
omicsdriven healthcare and its relevance in medical practices, citing advancements observed in
other regions.

He conveyed gratitude to all speakers for their Righel presentations and to eminent scientists
worldwide. He expressed optimism about future developments.

t NEFd {2dzZ SeyYlyS 0ly2¢tft SRISR GKS 511 NRa 5SSO0t
forward. His thanks were extended to all collaborators from the Ministry of Health for their support.

He highlighted that the project was entirely funded by the EWabling beneficial exchanges

between Europeans and Africans, and expressed gratitude to the EU for their assistance in
advancing the PM agenda in Africa.

He concluded by expressing gratitude and anticipation for future meetings to further advance the
agenda.

0 Stéphane Devaux, European Commission

Various projects are ongoing in Senegal. There is a distinction between piefbisthe EC and
collaborations betweeliiropeancountries and Senegal. However, even if this project is coming to
an end, it is only a goodbye and not a farewell.

This project is dynamishowingthat the collaboration works and should be continued.
0 Erika Sela, INNOVATEC, coordinator ofAtica PerMed, Spain

Erika expressed her pleasure at successfully coordinating the project, noting it involved a
consortium of 13 organisations. She highlighted the abundant opportunities in Africa for
collaboration between North and South, as well as among Southern coutitgesselves. Erika
emphasised the potential for initiatives to start small and grow over time, citing the positive
progress already observed in North Africa.

Regarding the El8frica PerMed project, Erika mentioned there are still 7 months remaining. She
expressed gratitude to the guests and to the EC for funding the project. She also extended thanks
to all participants, including those who joined online.

Erika specifically thanked the IRESSEF team for hosting the event, along with the rest of the project
team, acknowledging their efforts in making the project a success.
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7. WORKSHGMEDIA COVERAGE

The 3! EUAfrica PerMed Stakeholder Workshop received extensive media coverage, with
numerous articles, videos, and social media posts published across various platforms such as
websites, newspapers, YouTube, Linkedln, Twitter, and televised newscasts. Senpgasss
outlets like Apanews, Agence de Presse Sénégalaise, and Dakaractu prominently featured articles
and videos highlighting the key discussions and outcomes of the event. Organisations such as
Institut Pasteur d'Algérie and Roche Africa also utilidegirtsocial media channels to share
updates, alongside project partners like IRESSEF (the local host) aneN&EBPBA. Publications
primarily appeared in French but also in English, totalling to 27Afith PerMed also significantly
contributed with multple posts on its official LinkedIn and Twitter accounts: 11 on each. Following
the event, the EtAfrica PerMed LinkedIn account surpassed 1,000 followers, up from 936 before
the workshop.

This extensive media coverage is detailed in the successive table. Screenshots of selected examples
are availableon Annexl.
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ANNEX- Screeshotef media coverage

Article published in Dakaractu (Senegalese press medé)June 2024

https://www.dakaractu.com/3ereunionannuelledu-ConsortiumEuropeAfrique-L-IRESSHEnce
lesjalonsde-la-medecinepersonnaliseeen-Afrique a250269.html

3e reunion annuelle du Consortium Europe-Afrique : L'IRESSEF
lance les jalons de la médecine personnalisée en Afrique

a Réunion annuelle du Consonrtium EU-Af.. c
LN o~ . Watch later
y

L

June 26-27,2024
n Blu Sea Plaza, Dakar, Sen

L'Institut de Recherche en Santé, de Surveillance

Epidémiologique et de Formations (IRESSEF), dirigé par le

professeur Souleymane MBoup, a été choisi comme "héte" pour

la 3e réunion annuelle du Consortium Europe-Afrique sur la médecine personnalisée. La
cérémonie d'ouverture s'est tenue ce mercredi dans un hbtel de la capitale sénégalaise. Cet
événement international a réuni de nombreux experts nationaux et internationaux pour discuter
des avancées et des recommandations issues du projet EU-Africa PerMed.

Cette séance de travail de deux jours est une opportunité unique de mettre en lumiére les
efforts de collaboration entre I'Europe et I'Afrique, notamment dans le domaine de la médecine
personnalisée, un secteur clé pour 'avenir de la santé mondiale. Selon Jean-Luc Sanne, expert
principal a la Direction générale de la recherche et de l'innovation a la Commission européenne,
l'implication des acteurs politiques est un élément clé pour faciliter cette coopération.

« Nous avons pensé qu'il fallait avoir une dimension internationale, avec les Etats membres
nous avons créé un consortium international. C'est dans ce cadre que nous avons financé un
projet de coopération entre les instituts établis dans les pays africains. C'est la médecine de
I'avenir parce qu'elle intégre la génomigue, la télémédecine, etc » souligne Mr Sanne.

Le Pr Mboup a souligné la qualité des parties prenantes présentes et rappelé l'importance de la
médecine personnalisée, qualifiée de "médecine du futur" qui en est a ses balbutiements en
Afrique. Cefte médecine regroupe toutes les mesures diagnostiquées, préventives et
thérapeutiques optimisées en fonction de la pathologie et des spécificités du patient.

« C'est un changement de paradigmes. Dans le cadre de certains traitements comme pour le
cancer, avant on pouvait donner un médicament pour traiter une maladie. Mais on s’est rendu
compte qu'il fallait &tre beaucoup plus précis par exemple pour déterminer le profil génétique et
différents facteurs pour pouvoir donner un traitement efficace » a expliqué le Pr Mboup.

Bien gue le ministre de la Santé, Ibrahima Sy, ait eté absent, sa présence devrait étre effective
pour la cérémonie de cldture prévue ce jeudi 27 juin.
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Article published in Apanews (Senegalese press medié)June 2024

https://fr.apanews.net/news/seneqabuverture-de-la-3e-reunion-annuelledu-consortiumeurope
afrique-surla-medecinepersonnalisee/

Sénégal : 3e réunion annuelle du Consortium Europe-Afrique sur
la médecine personnalisée
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Article published in Agence de Presse Sénégaldteadgalesegressmedia) 26
June 2024

https://aps.sn/lesavanceesle-la-medecinepersonnaliseeau-menu-dun-atelier-a-dakar/

[ocpecwes | swee

SENEGAL-SANTE-INNOVATION / Les avancées
de la médecine personnalisée au menu d'un
atelier a Dakar

= publié 26 juin 2024 & 1512
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| SENEGAL-ASSAINISSEMENT /
Saint-Louis : 300 3 400 tennes de
déchets collectées par jour dans
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Dakar, 26 juin (APS) - Plus d'une centaine d'experts participent a la troisiéme réunion annuelle du consortium Europe-

Afrique sur la médecine personnalisée, ouverte mercredi 3 Dakar, avec 'objectif de “faire le point” sur celte discipline,
encore appeiée medecine du futur.

SENEGAL-ENVIRONNEMENT-
COMMEMORATION-REPORTAGE /
Bamboung une idée des trésors
du delta du Saloum - Par

La meédecine persannalisée regroupe “toutes les mesures i pre i et the i isees en
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Dakar, 26 juin (APS) — Plus d'une centaine d'experts participent & la troisiéme réunion annuelle du consortium Europe-
Afrique sur la médecine personnalisée, ouverte mercredi @ Dakar, avec I'objectif de “faire le point” sur cette discipline,
encore appelée médecine du futur.

La médecine personnalisée regroupe “toutes les mesures diagnostiques, préventives et thérapeutiques optimisées en
fonction de la pathologie présentée et des spécificités du patient™.

L'objectif de cet atelier prévu pour deux jours est de “faire le point sur les avancées de la médecine personnalisée en
général, et de faire le point également sur les possibilités de partenariat entre I'Europe et I'Afrique mais surtout entre
Africains”, a déclaré le professeur Souleymane Mboup.

Le fondateur de I'nstitut de recherche en santé, de surveillance épidémiologique et de formation (IRESSEF) s'exprimait
lors de la cérémonie d'ouverture de la 3% réunion annuelle du Consortium Europe-Afrique sur la médecine personnalisée.

“La rencontre représente une opportunité unique de mettre en lumiére les efforts collaboratifs entre 'Europe et I'Afrique
dans le domaine de la médecine personnalisée, un secteur clé pour le futur de la santé globale”, a-t-il expliqué.

Selon le microbiologiste sénégalais, cette réunion est aussi I'occasion de discuter des “conclusions du projet, des
stratégies de mise en ceuvre et des perspectives d'avenir pour renforcer la coopération internationale dans ce domaine”.

Il a appelé les Africains & “se mettre ensemble pour avancer dans la médecine personnalisée”.

Le docteur Jean-Luc Sanne, ancien agent de la direction générale de la recherche et de linnovation & la Commission
européenne, estime que la coopération est fondamentale dans le développement du systéme sanitaire.

“Il me semble que quand on veut développer un systéme de santé ou améliorer un systéme de santé, on est obligé de
prendre en compte cette médecine personnalisée”, croit-il.

Il préconise le développement de la coopération avec le continent africain, “si on veut mieux comprendre les maladies et
les traiter, mais aussi si on veut développer des médicaments qui soient plus efficaces en prenant en compte la diversité

des populations™.

L'Afrique est le continent présentant “la plus grande diversité génétique®, a-t-il soutenu, en insistant sur I'importance d'avoir
“des coopérations” en vue d'arriver @ une santé globale.

CS/BK/ASG
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News published in Le Solei newspap@7 June 2024

MEDECINE PERSONNALISEE
Le consortium Europe-Afrique préconise
une approche centrée sur le patient

Aprés les étapes de Nairobi (Kenya) et Capetown [Afrique du Sud),

a capitale sénégalaise, Dakar, abrite, depuis hier, la 3éme réunion
de travail du consortium Europe - Afrique sur la médecine per-
sonnalisée. Une occasion pour les experts nationaux et internatio-
naux, conviés a cet atelier, de discuter des conclusions du projet
Eu-Africa PerMed, mais aussi des stratégies et perspectives pour
renforcer la coopération intercontinentale dans ce domaine.

Les membres européens et
africains du programme Eu-
Africa PerMed se sont réunis,
hier, a Dakar, dans le cadre de
la 3éeme réunion de travail du
consortium Europe - Afrique
sur la médecine personnalisée,
pour apprécier les avancées et
perspectives de ce programme
financé par I'Union européenne.
Apres les étapes de Nairobi
(Kenya) et Capetown (Afrique
du Sud), la capitale sénégalaise,
via I'Institut de recherches en
santé, de surveillance épidémio-
logique et de formations (Ires-
sef), a accueilli cet atelier qui a
regroupé une belle brochette
d’experts nationaux et interna-
tionaux pour discuter des avan-
cées et recommandations is-
sues de ce programme. .
Selon Dr Badara Cissé qui a
présidé l'ouverture des travaux,
il était question pour les mem-
bres du consortium de mettre
en lumiére les efforts collabo-
ratifs entre 'Europe et 'Afrique
'dans le domaine de la médecine

personnalisée, un secteur clé
pour le futur de la santé globale.
« La médecine personnalisée re-
groupe toutes les mesures diag-
nostiques, préventives et théra-
peutiques  optimisées en
fonction de la pathologie pré-
sentée et des spécificités du pa-
tient. C'est pourquoi on l'appelle
“médecine du futur”. Et cette
réunion est l'occasion de discu-
ter des conclusions du projet,
des stratégies de mise en ceuvre
et des perspectives pour ren-
forcer la coopération interna-
tionale dans ce domaine », a in-
diqué I’épidémiologiste a
I'Iressef.

Pour Jean Luc Sanne, biolo-
giste a la Direction générale de
la recherche de I'Union euro-
péenne, la médecine personna-
lisée est d’autant plus impor-
tante qu’elle intégre la
génomique, les données de
santé sous la forme du dossier
médical informatisé mais éga-
lement la télémédecine. « Tous
ces éléments, quand on veut dé-
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velopper ou améliorer un Sys-

téme de santé, on est obligé de

les prendre en compte. Avec les

Etats membres, nous avons

contribué a la création d'un

consortium international, et
c’est dans ce cadre que nous
avons financé un projet pour
essayer d'explorer les possibi-
lités d'une coopération avec les
institutions de recherche dans
les pays africains », a-t-il confié.

A l'en croire, il y a un saut
technologique, et peut-étre cul-
turel aussi a faire puisqu’il
s’agit d'un nouveau paradigme
pour les médecins, une nouvelle
facon de penser la médecine.
«En Europe, les patients sont
préts, et je constate que
I'’Afrique aussi se montre de
plus en plus disponible pour
cette conception de la médecine.

Il est important de collaborer et
de coopérer sur le plan scienti-
fique parce que I’Afrique est le
continent ou il y a une plus
grande diversité génétique. Et
si on veut comprendre les ma-
ladies et développer des médi-
caments efficaces et adaptés qui
prennent en compte la diversité
des populations dans le monde,
il est impératif de collaborer
avec 'Afrique », a précisé Jean
Luc Sanne.

Papa Alioune NDIAYE
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News broadcast on the RTS television newscag6 June 2024

https://www.youtube.com/watch?v=wZHq0s4KkyE&t=1736s

3 YouTube ~ Buscar

o) 29:15/1:09:48

LE JOURNAL TELEVISE DE 20H - MERCREDI 26 JUIN 2024
BH O (72 G 2 Comparti

Video published in Infos Dakar Youtube accou6 June 2024

https://www.youtube.com/watch?v=s4Z0YFvJkJE
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Réunion annuelle Europe- Afrique du consortium de la médecine personnalisée en Afrique
D Infos Dakar
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Video published in Leral TV website26 June 2024

https://www.leral.net/Medecinepersonnalised.-IRESSEtenu-sa-3e-reunion-annuelledu-
consortiumEuropeAfrigue-ceemercredi_a367580.html

Médecine personnalisée : L'IlRESSEF a tenu sa 3e réunion annuelle du consortium Europe-
Afrique, ce mercredi

Ridg pa et b 26 Juin 2024 4 1733
L'Institut de Recherche en Santé de Surveillance Epidémlolanlq:c' ot de Formation (IRESSSEF), a
tenu ce mercredi, sa 3e réunion annuelle du consortium Europe-Afrique sur la médecine
lisé éte I ion de faire le point sur les avancées de la médecine
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News published in Institut Pasteur d”Algérie website

https://www.pasteur.dz/fr/actualites/776participation-de-l-institut-pasteurd-algeriea-la-3eme-
reuniorrannuelledu-consortiumeuropeafrique-surla-medecinepersonnalise®/A
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