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Introduction

The over-arching theme for this sixth EAPM conference,  
under the auspices of the Bulgarian Presidency of the  
EU, is the use of Big Data in personalised medicine. 

The European Alliance for Personalised Medicine is  
delighted to welcome you to this ‘Personalised Medicine and 
the Big Data Challenge’  event in the historic Bibliothèque 
Solvay, Brussels.

As ever at the conference, high-level speakers and  
attendees join us from a wide range of stakeholder groups 
including patients, healthcare professionals, academics,  
industry representatives, politicians and legislators, the  
media and more.

The conference comes on the back of EAPM’s involvement 
in two sets of Council Conclusions in the health arena. These 
will have an impact on the future of health in general and 
targeted treatments and earlier diagnoses in particular.

The first of these was the landmark Luxembourg  
conclusions on access to personalised medicine two years 
ago. These came about in no small part due to EAPM’s  
influence and involvement, not least at a major conference 
on the topic at the start of the Luxembourg presidency.

More recently we have had the Council Conclusions on 
Health in the Digital Society - making progress in data-driven 

innovation in the field of health, under the auspices of the 
Estonian presidency which ran until the end of 2017.

Among the opportunities identified both by EAPM  
and Estonia are those arising from Big Data and improved 
data analytics capabilities, as well as from personalised 
medicine, use of clinical decision support systems by health 
professionals and use of mobile health tools for individuals to 
manage their own health and chronic conditions. 

Topics at this cconference will include EAPM’s MEGA project, 
which stands for ‘Million European Genomes Alliance’. You 
can read more about that on Page 7.

With rising healthcare costs and individual health systems 
being increasingly challenged, genomics has the potential  
to impact the health of all of us and provide diagnostic,  
economic and efficiency benefits, ensuring that patients 
receive the right information and the right treatment at the 
right time.

This will ease the burden on healthcare systems and lead to 
a healthier and, thus, wealthier, Europe.

Once again, we bid you 'welcome' and hope that you find 
the conference both enjoyable and productive.

David Byrne, EAPM Co-chair 
Gordon McVie, EAPM Co-chair 

Denis Horgan, EAPM Executive Director
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A message from the European Parliament

European politics are always evolving, and politicians, in the 
European Parliament and elsewhere, have to adapt to that  
evolution. But the rise of participatory democracy has presented 
Europe's politicians with an entirely new challenge... 

The readiness of so many of today's citizens to articulate  
their own policy ambitions, coupled with the availability of 
increasingly influential new channels of communication, has 
radically changed the context within which policy discussion 
and policy formation take place.  

At its best, this can offer the political class the opportunity of a 
new and vibrant interaction with the electorate. But it can also 
result in an awkward myriad of competing and even conflicting 
demands for action. 

Politicians at the EU level are today confronted with a complex 
patchwork of interests and claims for attention, and frequently 
find themselves with real difficulties in reconciling them.

The results of this surge in a new form of fragmented and  
highly diverse advocacy are clearly visible in the tectonic shifts 
now emerging across the traditional political divides. Voter  
support has become highly volatile as older affiliations fade,  
giving opportunities to new political formations that aim to  
provide different answers to the challenges faced by society. 

Exemplified by the political changes in Greece, France, the UK 
or the Nordic countries, the turmoil has often produced sharp 
swings between the extreme left and extreme right, or given rise 
to a multitude of new micro-parties. 

But the struggles that many of these new parties and  
groupings have also faced in trying to implement new policies 
that satisfy their supporters once they gain some power  
demonstrate clearly just how huge the task has become for 
politicians of all stripes. 

The current political scene is characterised by a high degree  
of public disenchantment and distrust, because of the  

unprecedented mis-match between citizens' multiple  
aspirations and expectations, and what they perceive – or  
occasionally misperceive – as what politicians have delivered. 

The EU itself is a prime example of a victim of such public 
misunderstanding: it is widely criticised for what are seen as its 
failings (even when the problems laid at its door are often the 
consequence of unrelated factors at international, national or 
regional level), but it receives little credit for its successes. 

An obvious question arises as to how that gulf may be bridged. 
And like all successful bridges, the span needs to be firmly  
anchored on each side. 

So politicians need to find more effective ways of reaching 
out to and connecting with voters. But equally, as democracy 
matures in terms of its relationship with the age of the internet, 
its ability to exert real influence will depend on it finding ways of 
building more coherent coalitions from the chaotic cacophony 
of desires currently relayed by social media. 

In an ever more-interconnected world of 24/7 debate,  
politicians will become more responsive, but their response can 
be more effective when society achieves clearer understanding 
itself of what it identifies as the priorities that enjoy real and 
broad consensus.

Angela Merkel's conclusion that "We Europeans truly  
have to take our fate into our own hands” is true in many 
more ways than she perhaps intended to indicate in her 
pre-election rally. If "we Europeans" is to mean anything, it 
must embrace not only the political class but the citizens too.  

Without some common ground between governments and 
governed, the fate of Europe and its institutions faces a tough 
future, at Member State and at EU level.

 
In a society is such a state of flux, and where traditional 

structures of family, community, or secure employment are 
increasingly under challenge, a sense of public alienation 
provokes also a public hunger for reassurance. 
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This predicament, distressing in itself, nonetheless  
represents an opportunity for far-sighted politicians. A  
Europe seeking to discover and secure its own fate is going  
to have need of European institutions that can regain the 
confidence of European citizens. And the European  
Parliament, as the direct representative of citizens, is primus 
inter pares to take a leading role in this new engagement.

Successful responsiveness, the sort of political engagement 
that offers the best chance of rebuilding trust, will have to 
maintain a tight focus on the issues that can command broad 
attention and broad support. 

And the issues that continue to bind all Europeans together, 
whatever their political persuasion or whatever depth of  
political apathy they have resigned themselves to, are  
practical issues relating to their quality of life. 

Indeed the Parliament has recently recognised that it can 
have a powerful role in creating a more social Europe,  
providing better protection against unemployment, and 
intervening more on health issues. 

These concerns may not have the strategic dimension of 
debates on foreign affairs or the human interest of minority 
rights in distant countries, but for the average person, for the 
vast majority of citizens, the real issues are paying the rent, 
putting food on the table, getting the kids through school, 
and having access to decent health and social services.

So getting a firm grasp on some of these bread-and-butter 
issues, and demonstrating that the European Parliament not 
only cares about them, but can influence the conditions for 
families' lives in Europe, could provide a firm base for a new 
type of relationship. 

The Parliament could acquire a new relevance for the  
citizens it represents – and set a lead for the other EU  
institutions too.

In some recent health-related areas, the performance of the 

institutions has been sub-optimal: the data protection  
regulation might have taken more account of the specific 
nature of health research; the clinical trials regulation might 
have better understood the needs of citizens, and their  
readiness to participate in clinical trials; and cross-border  
care could be implemented more energetically if there was 
greater alignment across institutions and Member States.

 Again, the Parliament could set a lead by demonstrating 
how effectively it can drive useful change by closer links 
between political groups at the national and regional level, 
and among its own committees, so that healthcare rules are 
adopted and transposed so as to provide the full benefit that 
citizens could enjoy.

Channelling frustrated citizens' aspirations into productive 
policies that feed back into public well-being could mark a 
turning of the tide of public disenchantment. 

There are lessons to be learnt by all. But there are  
opportunities for change and growth of the Parliament –  
and of a citizens' EU in which the Parliament plays an even 
more central role. 

Alojz Peterle
Cristian Busoi

Marian Harkin
Lambert Van Nistelroolj

Adina Ioana Valean
Elisabeta Gardini

Members of the European Parliament
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Tuesday 27 March

18:30-19:30 Presidency cocktail reception, European Parliament

Welcome:  
David Byrne, Co-Chair, EAPM 
Lambert van Nistelrooij, Member of the European Parliament
Paul Rubig, Member of the European Parliament

19:30-21:30 European Parliament Presidency Dinner
 
Bringing innovation into healthcare systems

Chair: Giovanni Codacci Pisanelli, Assistant Professor in Medical Oncology, University of Rome  
"La Sapienza", Rome, Italy

Denis Horgan, Executive Director, EAPM
Despina Spanou, Director, DG CONNECT, European Commission
Elisabetta Gardini, Member of the European Parliament
Ian Walker, Region Europe, Roche Foundation Medicine, Basel, Switzerland 
Mary Baker, Board Member, European Alliance for Personalised Medicine  
Alojz Peterle, Member of the European Parliament

Questions and answers

Wednesday 28 March

08:00-08:30 Welcome coffee 
 
08:30-09:00 Opening plenary session 

Realising the Vision of Personalised Healthcare through Big Data

Chair: Gordon McVie, Co-Chair, EAPM

Welcome:
Mary Baker, Board Member, European Alliance for Personalised Medicine 
Kiril Ananiev, Ministry of Health, Bulgaria
Cristian Busoi, Member of the European Parliament

09:00-10:30 Session One: A broad picture of profiling, genomics and  personalised healthcare

Chair: Mark Lawler, Chair in Translational Cancer Genomics, Centre for Cancer Research and  
Cell Biology(CCRCB), Queen's University Belfast 

Setting the Framework 

Eelko den Breejen, International Health Policy Leader, Personalised Healthcare, Roche
Alexander Eggermont, Director General of Gustave Roussy Cancer Campus Grand Paris
Peter Liese, Member of the European Parliament
Marian Harkin, Member of the European Parliament
Dipak Kalra, President, European Institute for Health Records
Ian Banks, President, European Men's Health Forum

10:30-11:00  Coffee break

Personalised Medicine and the Big Data Challenge
Brussels, Belgium
27-28 March, 2018
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11:00-12:30 Session Two

Haematology and Big Data

Welcome - Introduction and Scope of the HARMONY Session:  
Carin Smand, Managing Director, European Haematalogy Association, (EHA),  
HARMONY Work Package 7: Communication and Dissemination 

Welcome from the European Parliament: Miroslav Mikolasik, Member of the European Parliament

Setting the Framework

Chair: Carin Smand, Managing Director, European Haematalogy Association, (EHA),  
HARMONY Work Package 7: Communication and Dissemination

General HARMONY perspective:
Guillermo F. Sanz Santillana, Hospital Universitario La Fe de la Comunidad Valenciana (HULAFE);  
HARMONY Alliance Co-Chair

Patient and patient organisations' perspective: 
Tamas Bereczky, Leukanet; Team HARMONY Work Package 6: Payers/Providers/HTAs, EMA Alignment 
and Optimisation

Clinicians' perspective: 
Lars Bullinger, Charite, HARMONY Leader of Work Package 2: Definitions of Outcomes

Legal-ethical perspective: 
Klaus Wassermann, Medizinische Universitaet Wien, HARMONY Work Package 8: Legal Issues,  
Ethics, and Governance

Industry perspective: 
Thomas Allvin, Executive Director, Strategy and Healthcare Systems, EFPIA (funder HARMONY)

Questions and answers follow each speaker

12:30-13:30  Lunch

13:30-14:45 Session Three

Providing the Evidence Base through Big Data

Chairs: Iñaki Gutierrez Ibarluzea, Vice President Health Technology Assessment international (HTAi), 
Basque Region, Spain

Hans-Peter Dauben, Director/Head, DAHTA, Institute for Medical Documentation and Information  
(DIMDI)

Setting the framework

Horizon Scanning and Big Data. Are they conflicting entities?
Hans-Peter Dauben, Director/Head, DAHTA, Institute for Medical Documentation and Information 
(DIMDI)

New Value Frameworks, could be applicable to Big Data?
Iñaki Gutierrez Ibarluzea, Vice President Health Technology Assessment international (HTAi),  
Basque Region, Spain
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RWD and its application to personalised population based interventions. Using Data to change 
Cervical Cancer Screening in Australia
Brendon Kearney, Chair Health Policy Advisory Committee on Technology, Adelaide. Australia

Questions and answers

14:45-15:00 Networking break

15:00-15:45 Session Four

Commissioner discussions

Welcome: David Byrne, Co-Chair, EAPM

Chair: Gordon McVie, Co-Chair, EAPM

Keynote address:
Vytenis Andriukaitis, European Commissioner for Health and Food Safety

Discussion:
Vytenis Andriukaitis, European Commissioner for Health and Food Safety
David Byrne, Co-Chair, EAPM

Questions and answers

15:45-16.00 Networking break

16:00-17:00 Session Five

Role of biomarkers

Chair: Giovanni Codacci Pisanelli, Assistant Professor in Medical Oncology, University of Rome  
"La Sapienza", Rome, Italy

Kaisa Immonen, Director of Policy, European Patients Forum
Lydia Makaroff, Director, European Cancer Patient Coalition
Mark Lawler, Chair in Translational Cancer Genomics, Centre for Cancer Research and Cell Biology, 
Queen's University Belfast

Questions and answers

17:00-17:15: Closing session: Integrating innovation into healthcare - the next steps

Miriam Dalli, Member of the European Parliament
Denis Horgan, EAPM Executive Director
Jasmina Koeva, Director, Bulgaria Alliance for Personalised Medicine

Personalised Medicine and the Big Data Challenge
Brussels, Belgium
27-28 March, 2018
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The MEGA project

Seeking the key to concrete action to channel Europe's 
wealth of expertise in genomics is long overdue. 

Europe not only has formidable potential, but has already 
yielded world-beating insights in the short history of the 
science, yet the expertise is widely scattered.

Europe’s actions in the field are frequently uncoordinated 
and even disjointed. And the infrastructure necessary for full 
development of the potential is patchy. 

For all the brilliance of its researchers, the enterprise of its 
companies, and the foresight of its authorities, perceptions 
and understanding of this treasure-house of opportunity vary 
widely, and Europe displays only the most tenuous shared 
purpose as to how to maximise its undoubted strengths in 
contributing to the health of Europeans and their health 
systems.

Genomics is increasingly ready to be used to improve health 
and it can provide a great opportunity. 

It is now beginning to move on from specialist areas, such 
as diagnosis of rare diseases, and the selection of appropriate 
cancer therapies, towards the fuller integration of genomics 
across healthcare systems that will permit wide use of  
personalised medicine to improve health and reduce costs.

Genomics is allowing clinicians to prevent - or identify and 
treat - serious adverse drug reactions to certain medicines. 
Ensuring that the right drugs are targeted to the right  
patients is eliminating unintended patient harm and 
life-threatening emergency medical admissions. 

Using genomics, clinicians are now able to far more  
accurately assess each individual’s personal risk of breast  
cancer, for example, reducing the need for regular imaging 
and sometimes invasive procedures that deliver imperfect 
results. 

This allows a move away from a reactive approach to  
long-term management plans that combine targeted  
screening and non-invasive options to prevent breast  
cancer developing. 

Genomics is also aiding understanding of genetic change  
in tumours, and new, highly personalised and effective 
medications are now being used that target the genetically 
different subtypes of lung cancer.

Meanwhile, prostate cancer researchers are discovering 
genetic hallmarks that allow them to use a drug originally 
developed for ovarian cancer treatment to treat patients who 
have ceased to respond to more traditional prostate cancer 
approaches.

With so much opportunity, but with so much current  
dispersal of Europe's steps to take advantage of it, there is an  
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obvious need to bring the many strands closer together. The 
fact that there is so little interconnection between potential  
partners does not help the advancement of genomics in 
Europe.

Europe needs agreement on standards for genomic data 
generation, analysis, privacy and sharing of genomic and 
associated clinical and other phenotype data, including 
self-reported data, data from wearables, -omics, and imaging. 
And it needs more effective clinical informatics, with agreed 
standards for interoperability of health informatics systems. 

Coordinated national activity would ensure best practice  
on clinical implementation. There are gaps that need filling 
with a European strategy on engaging the public in  
discussions around genomics and data use, and with a  
European training programme in genomics, informatics and 
personalised medicine for clinical staff. And discussion is 
needed with and among European regulators on the  
appropriate mechanisms for regulating clinical genomic 
testing.

Filling the gaps

The Million European Genomes Alliance (MEGA) is intended 
to remedy such deficiencies. It aims to allow the wide scope 
of genomics to be realised – and to ensure that these findings 
can also effectively reinforce the emergence of personalised 
medicine. 

The rationale for MEGA is that there are massive gains 
within easy reach for science, research, medicine, healthcare 
resources, and patient outcomes. But these gains are still to 
be grasped. 

Although healthcare is a national competence in the EU, 
MEGA would allow each Member State (or at least a 'coalition 
of the willing’) to develop a genome project proportionate to 
its population. 

The project will take into account each country’s available 
resources, but could reach the one million figure.

MEGA will provide the mechanisms to derive fuller  
benefits sooner from all this potential. It will make it  
possible to combine forces across disparate and separate 
activities, to accumulate and exploit research findings, to 
ensure that Europe's infrastructure meets the needs – and, as 
its name suggests, it will provide information on the genetic, 
molecular, clinical and social characteristics of a million  
participating European citizens.

Crucially, it will bring focus to European activity in this  
field, building links across Europe. It will bring together the 
key partners in genomics and personalised medicine in the 
public sector, academia, industry, and among policy makers 
and civil society. 

The aim is for it to be up and running by 2020, and  
delivering benefits to Europe through the next decade  
of discovery as genomics and personalised medicine come  
of age.

MEGA will provide a common vision and purpose, so that 
existing resources are best used, and related initiatives at 
Member State and European level can be accelerated. 

It will support the development of necessary infrastructure, 
while developing a federated ‘knowledge-base’ of genomic 
and health information, and surrounding this with platforms 
and networks for clinical discussion and training, collabora-
tive research and innovation and enterprise. 

It will also set up a cross-border network of expertise, and 
create a platform for participant engagement to educate and 
involve citizens and patients in the use of their genomic and 
health data.

In a nutshell, a coordinated, pan-European MEGA project 
would garner crucial genetic information that could have an 
immeasurable benefit when it comes to the health of current 
and future citizens across the EU partners does not help the 
advancement of genomics in Europe.

Personalised Medicine and the Big Data Challenge
Brussels, Belgium
27-28 March, 2018
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Second Annual Congress, November in Milan

EAPM will hold its second annual Congress at the end of 
November, this time in the Italian city of Milan. 

The event will take place in the Lombardy capital from  
26-28 November at the MiCo - Milano Congressi (above) - five  
minutes from the centre of the city.

The prestigious gathering will complement the first annual 
Congress (held in Belfast last November).

The event in Northern Ireland’s capital saw 650 delegates 
plus more than 200 speakers. These were drawn largely from 
patients representatives (22%), policy makers/politicians 
(35%), 30% of attendees and speakers had research and/or 
scientific backgrounds and industry representatives  
accounted for around 15% of those present.

These statistics were largely mirrored by the exhibitors 
at the Congress and the aforementioned percentages are 
expected to be echoed in Milan.

As happened in Belfast, EAPM is working closely with 
a much-esteemed local organising committee, who are 
working hard ‘on the ground’ to make the Congress a great 
success.

Among the most successful elements in Belfast were  
the daily newsletters and the non-stop Twitter  content,  
highlighting the main events of the day and previewing 
many of the sessions upcoming. 

This strategy will be used again in Milan giving the Congress 
plus its sponsors and speakers the highest profile possible.

Top topics

The themes and tracks at Milan will see Congress debate, 
among other things, diagnostics and medical devices and 
translational research. These will run alongside sessions 
covering personalised medicine in hospitals and a look at 
the work of various regions across the EU in the personalised 
medicine field. The latter track will run across three days.

Also featured will be a two-day track covering many aspects 
of men’s health, including awareness raising, plus sessions 
dealing with hospitals and specifically patients.

To complement the Alliance’s annual summer school for 
healthcare professionals (HCPs), such as general practitioners, 
a three-day ‘winter school’ will also be a feature of the  
Congress. 

This is specific to the education of HCPs in that if  
personalised medicine is to be in line with the EU and  
Member State principle of universal and equal access to 
high-quality healthcare, then clearly it must be made  
available to many more citizens than is currently the case.

Also featured at the Congress will be coverage of our 
proposed and very ambitious Million European Genomes 
Alliance (MEGA) over two days, as well as aspects of artificial 
intelligence. Other topics will see a focus on diabetes, patient 
perspectives, access and early diagnosis.

This track-based Congress system allows separate  
stakeholders in different arenas to concentrate on their fields. 
But, of course, these diverse groups also allow for necessary 
cross-fertilisation, interaction and sharing of ideas.

The Congress will also play host to numerous Presidential 
sessions across the week.
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Like the first edition and several Presidency conferences,  
the Milan Congress will bring together leading experts in  
the arena drawn from patient groups, payers, healthcare 
professionals plus industry, science, academic and research 
representatives.

Interaction is key…

There will be more than 35 networking opportunities 
throughout the week of the Congress.

One of the over-arching aims, as ever, is to also allow for 
interaction between the different disease and policy areas, 
allow delegates to gain a greater depth of knowledge into 
barriers in the field of personalised medicine. 

On top of this, Congress will offer up valuable evidence and 
stakeholder opinion on which policy makers can base their 
decision making on how better to integrate personalised 
medicine into the EU’s healthcare services.

The event will provide a large and effective ‘space’ to  
allow for the meeting of minds and expertise and will act  
as a vital one-stop-shop for top-level discussion and the 
formulation of real action plans.

There will be a focus on regional representations  
(including Member State and regional agencies, such as 
medical authorities, regional HTA agencies, notified bodies 
and data authorities).

EU-, national- and regional-level politicians will be  
present to complement the regional focus on research and 
innovations in health. They will be joined by experts from 
scientific centres, scientific hospitals and research centres.

Also attending will be legislators and policymakers in the 
form of MEPs and Commission officials, given that a key aim 
of the Congress is to set the agenda for European healthcare 
during the coming years.

We hope you can join us!

Personalised Medicine and the Big Data Challenge
Brussels, Belgium
27-28 March, 2018
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About EAPM
The European Alliance for Personalised Medicine (EAPM) , launched in March 2012, brings together European healthcare experts and 
patient advocates involved with major chronic diseases.  
 
The aim is to improve patient care by accelerating the development, delivery and uptake of personalised medicine and diagnostics, 
through consensus.

As the European discussion on personalised medicine gathers pace. EAPM is a response to the need for wider understanding of  
priorities and a more integrated approach among distinct lay and professional stakeholders.

The mix of EAPM members provides extensive scientific, clinical, caring and training expertise in personalised medicine and  
diagnostics, across patient groups, academia, health professionals and industry. Relevant departments of the European Commission 
have observer status, as does the EMA. 

EAPM is funded by its members.

Contact: Denis Horgan  
EAPM Executive Director  

Avenue de l’Armee/Legerlaan 10, 1040 Brussels
Tel: + 32 4725 35 104  

Website: www.euapm.eu

Personalised Medicine and the Big Data Challenge
Brussels, Belgium
27-28 March, 2018
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