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Background

The theme of EAPM’s fourth annual conference, under the
auspices of the Dutch Presidency of the EU, is: “Taking Stock: 
Where we are now and the necessary next steps.”

Personalised medicine has never been more in the  
public eye than it is now, especially given US President Barack 
Obama’s initiative on precision medicine, and the conference 
aims to reflect this.

The Americans are moving quickly and have come to some 
obvious conclusions including that health equals wealth 
and that investment in research and innovation, alongside 
laws and rules that are fit-for-purpose and reflect the swiftly 
changing world of medicine, are vital.

Europe needs to grasp these points at every level –  
not just the vision of an EU that creates a competitive  
environment that attracts investment, but also for the  
benefit of the millions of potential patients spread across  
28 Member States.

At the conference, high-level speakers and attendees will 
come from a wide range of stakeholder groups including 
patients, healthcare professionals, academics, industry  
representatives, politicians and legislators, the media  
and more.

The Luxembourg Presidency has published its Council  
Conclusions on personalised medicine, on the back of a 
high-level conference held in July and several subsequent 
discussions. These (and subsequent actions) will feature 
heavily in the Alliance’s conference.

EAPM played a key role in July’s Luxembourg event,  
entitled “Making Access to Personalised Medicine a  
Reality for Patients”, and the meeting addressed obstacles 
to the integration of personalised medicine into EU  
healthcare systems, identified best practices and their added 
value and outlined the potential benefits of personalised 
medicine for public health and its impact on policy-making 
in the EU.

These issues are all key to our stakeholder groups.

The conference also underlined the need to define a  
patient-centred approach to personalised medicine at EU 
level, involving decision-makers and regulators in the area  
of public health, as well as a comprehensive approach  
integrating the different phases along the life cycle of  
personalised medicine products in such a way as to facilitate 
its integration into clinical practice.

Typically, Council Conclusions invite Member States and/or 
another EU institution (for example, the Commission) to take 
action on a specific topic. These conclusions are often  

adopted in areas where the EU has the competency to  
support, coordinate and supplement, for example in the  
arena of health. The Alliance conference will examine its  
recommendations as part of the ‘Taking Stock’ topic base.

As in previous editions, the conference will be held across 
one-and-a-half days, and the aim is to see real and concrete 
recommendations emerge.

Expected outcomes

It is necessary to formulate a patient-centred strategy
involving EU decision makers and regulators in the arena of 
public health, to enable the EU and Member States to
contribute to integrating personalised medicine into clinical 
practice while enabling much-greater access for patients.  
In order to provide a clear focus and to devote sufficient 
space to analysis, discussions during the conference will 
concentrate on how:

• to assess and address obstacles to the integration of  
personalised medicine into Europe’s healthcare systems

• to identify best practices and their added value

• to outline the potential benefits of personalised medicine 
on public health and its impact on policymaking in the EU

EAPM’s various Working Groups will analyse the  
Luxembourg Council Conclusions on personalised  
medicine and help to realise the proposals within them. This 
will involve developing position statements on key issues via 
roundtable discussions and following these up with Member 
States and the European Commission, among others.

The working groups focus on Translational Research, Big 
Data, Value/Innovation, Education and Training of Healthcare 
Professionals and the task force on Regulatory Affairs.

Participants

Attendees have been drawn from key stakeholders whose
interaction will create a cross-sectoral, highly relevant and
dynamic discussion forum. These participants include
public health decision makers, representatives from the
Commission, Members of the European Parliament, patient 
organisations, and umbrella organisations representing
interest groups and associations actively engaged in the field 
of personalised medicine.

Each session will comprise panel discussions, Q&A  
sessions and roundtable working groups to allow the best 
possible involvement of all participants and reach concrete 
conclusions and solutions. We look forwxard to a highly  
fruitful conference.

David Byrne and Helmut Brand, EAPM Co-Chairs
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Day One - Tuesday 5 April

12:30 - 13:30 Registration, coffee and networking
13:30 - 13:45 Welcome and opening addresses
Helmut Brand, EAPM Co-Chair

13:45 – 16:00 Plenary Session I
Taking Stock – The Member States’ Perspective, Commission and  
Stakeholder Perspectives

Session Chair: Gordon McVie, European Institute of Oncology

Taking Stock – The Minister and Commission Perspective
Rudolf Strohmeier, Deputy director-general, Research Programmes, DG Research,  
European Commission
Christopher Fearne, Minister of Health, Malta

Taking Stock – The Presidency Perspective
Anne Calteux, First Government Counsellor, Luxembourg Health Ministry
Aldo Golja, Senior Policy Advisor Pharmaceutical Affairs and Medical Technology, Ministry of Health, 
Welfare and Sports, Netherlands 
Dušan Šandor, First Secretary, Permanent Representation of Slovakia

Taking Stock – The Stakeholder Perspective
Peter Liese, Member of the European Parliament
Richard Bergstrom, EFPIA Secretary General
Robert Johnstone, Board Member, European Patient Forum
Steven Shak, Co-Founder, Chief Scientific Officer, Genomic Health
Serge Bernasconi, CEO MedTech Europe, EDMA, Eucomed
Angela Brand, Maastricht University 
Didier Jacqmin, EAPM Treasurer

 All perspectives followed by Questions & Answers

16:00 – 16:30 Coffee break
 
16:30 – 17:45 Plenary Session II: HTA, Payers, and Integration
Dialogue with National Medicine Agencies, National Health Technology Experts and Insurance

Session Chair: Helmut Brand, EAPM Co-Chair, Professor of Public Health, Maastricht University

Hans Georg Eichler, European Medicine Agency
Sarah Byron, NICE
Maria Aguirre, Director Osteba, The Basque Office for HTA
Maarten J. Ijzerman, Professor of Clinical Epidemiology & HTA, University of Twente
Hans Peter Dauben, Head German Agency for Health Technology Assessment (DAHTA) and  
Medical Innovations
Gunter Danner, Associate Director to the European Representation of German Social Insurance
Paolo Casali, National Institute of Tumours, Italy
 
Followed by Questions & Answers
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18:30 – 19:30 Cocktail reception - European Parliament Members’ Salon
18:45  Welcome Speech: Lambert Van Nistelrooij, Member of the European Parliament

19:45 – 22:00  Presidency Conference Dinner (by invitation only) –  
European Parliament Members’ Salon
Dinner Speakers:  
Cristian Silviu Bușoi, Member of the European Parliament 
Peter Kapitein, 'Inspire2Live'

Day Two - Wednesday 6 April

09:00-09:10 Welcome: Alojz Peterle, Member of the European Parliament
Opening address: Ken Matris, Europa Uomo

Session Rapporteurs: Peter O’ Donnell, Politico
Ian Banks, European Mens’ Health Forum 
Denis Horgan, Executive Director, European Alliance for Personalised Medicine

09:10-10:10 Roundtable 1: New models for clinical trials

Introducing the Roundtable: Mark Lawler, Dean of Education, Faculty of Medicine, Health and Life 
Sciences, Queen’s University Belfast

Chairs of the Roundtables (Each table will have approximately ten participants):  

Table 1: Mark Lawler, Dean of Education, Faculty of Medicine, Health and Life Sciences,  
Queen’s University Belfast 

Table 2: Daniel Schneider, Director of International Marketing, Genomic Health

Table 3: Luis Mendao, Chairman, GAT-Treatment Activist Group 

Table 4: Simon Hollingsworth, Executive Director of Oncology Innovative Medicines, Astrazeneca

Table 5: Miriam Gargesi, Director, Healhtcare Biotechnology, EuropaBio

Table 6: Stephane Lejeune, EORTC, EU Programme Coordinator – Senior Contract Officer, European 
Organisation for Research and Treatment of Cancer

Table 7: Anastassia Negoruk, Head of International Regulatory and Intergroup, EORTC 

Table 8: Gabriella Almberg, Director Government Affairs Office, EFPIA 

Table 9: Kaisa Immonen-Charalambous, Senior Policy Advisor, European Patient Forum 

Table 10: Etienne Richer, Assistant Director, Insitut de genetique des IRSC, CIHR Institute of Genetics

10:10 – 10:30 Feedback from the Rapporteur to the Institutional Stakeholders
Sirpa Pietikainen, Member of the European Parliament
Fabio D’Atri, DG SANTE European Commission
 
Followed by Questions & Answers

10:30-11:20 Roundtable 2: The Data Protection Regulation and Big Data generally
Introducing the Roundtable: Mario Romao, Digital health policy manager for Europe, INTEL
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Day Two - Wednesday 6 April (continued)

Chairs of the Roundtables (Each table will have approximately ten participants):  

Table 1: Mario Romao, Digital health policy manager for Europe INTEL

Table 2: Brendan Barnes, Director IP & Global Health, EFPIA 

Table 3: Laurene Souchet, Policy Officer at European Patient Forum 

Table 4: Angela Brand, Maastricht University 
 
Table 5: Anastassia Negrouk, Head of International Regulatory and Intergroup at EORTC 
 
Table 6: Laure Le Bars, SAP Researcher & Innovation Research Project Director

Table 7: Ernst Hafen, Deputy Head of Institute for Molecular Systems Biology, ETH-Zurich

Table 8: Bonnie Wolff-Boenisch, Head of the research Affairs Unit, Science Europe

Table 9: Roberto Delgado Bolton, Head of the Department of Diagnostic Imaging and  
Nuclear Medicine, San Pedro Hospital and Centre for Biomedical Research of La Rioja, Spain

Table 10: Barbara Freischem, Executive Director, EBE

11:20 – 11:40 Feedback from the Rapporteur to the Institutional Stakeholders
Peteris Zilgalvis, DG Connect, European Commission
Marju Lauristin, Member of the European Parliament 
Philippe De Backer, Member of the European Parliament
 
Followed by Questions & Answers

11:40-13:00 Roundtable 3: The promotion of cross-disciplinary interaction - getting personal

Introducing the Roundtable: 
Didier Jacqmin, EAPM Treasurer, European Association of Urology

Chairs of the Roundtables (Each table will have approximately ten participants): 

Table 1: Holger Moch, Professor of Pathology at the University of Zurich

Table 2: Jean-Marc Burgunder, Department of Neurology, University Hospital, Bern

Table 3: Tom Duyvene de Wit, European Affairs, European Haematology Association
 
Table 4: Rebecca Jungwirth, Government Affairs Manager, Roche

Table 5: Nuria Malats, Spanish National Cancer Research Centre 

Table 6: Domenica Taruscio, MD Director National Centre for Rare Diseases 

Table 7: Frederic Destrebecq, Executive Director, European Brain Council

Table 8: Jasmina Koeva, Chairperson of Bulgarian Personalised Medicine

Table 9: Hugh Pullen, Senior Director Government Affairs Merck Serono

Table 10: Olivier Arnaud, Juvenile Diabetes Research Foundation
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Day Two - Wednesday 6 April (continued)

12:30 – 13:00 Feedback from the Rapporteur to the Institutional Stakeholders
Pierre Meulien, Executive Director, Innovative Medicines Initiative 
Miroslav Mikolasik, Member of the European Parliament (TBC)
Miriam Dalli, Member of the European Parliament
Elisabetta Gardini, Member of the European Parliament
Antoni Montserrat, policy Officer for Cancer and Rare Disease, Director of Public Health (DG SANTE), 
European Commission
Denis Lacombe, Director General EORTC

Followed by Questions & Answers

13:00 - 14:00 Lunch

14:00-15:15 Plenary Session III:  Value of Innovation, Access and Incentives

Session Chair: Gordon McVie, European Institute of Oncology  and EAPM Secretary

Panel: Tom Fowler, Director Public Health for Genomics England
Giovanni Martinelli, University of Bologna
Ricardo Baptista, Member of Parliament of Portugal
Ahmed Bouzidi, CEO Vaxeal
Agnes Mathieu, DG SANTE D5 (Medical Products), European Commission

Followed by Questions & Answers 

15:15 -15:45 Coffee

15:45-17:00 Plenary Session IV: Genetic Mapping & Ethics

Session Chair:  Stanimir Hasardzhiev, EPF

Panel: Peter J. Fromen, Managing director of population sequencing initiatives
Irene Norstedt, Head of Unit, Innovative and Personalised Medicine Unit, Research & Innovation DG, 
European Commission 
Kay Swinburne, Member of the European Parliament 
Gordon McVie, European Institute of Oncology 

17:00-17:30 Conclusions and close of conference:  
Denis Horgan, EAPM Executive Director
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Day 1: Plenary Session I

Taking Stock – The Member States’ Perspective,  
Commission & Stakeholder Perspectives

From a broad range of perspectives, this session will offer
an overview of where we are now in terms of personalised
medicine, where we need to be and what we need to do to 
get there.

It will also take into account the Luxembourg Council 
Conclusions on personalised medicine and how they can 
be implemented via Member State, Commission and other 
stakeholder actions and initiatives.

For personalised medicine to succeed and for healthcare  
innovations to fulfil their true potential, an informed,  
engaged and empowered multi-stakeholder framework  
is crucial.

Personalised medicine often calls for more information and 
advice. This session looks at patients’ concerns, expectations 
and priorities with regard to personalised medicine.

• Patient empowerment
• Shared decision making
• Informed consent – communication
• Access & Value of Innovation
• Data sharing – data protection

Day 1: Plenary Session II

HTA, Payers, and Integration

Three of the key elements affecting new treatments, IVDs  
and drugs becoming more (or less) available are their  
assessment, their authorisation and how they are paid for at 
national level.

Developers work to create medicines that meet the needs 
of all stakeholders involved in the approval, reimbursement 
and uptake of new drugs. Achieving this is complicated by 
the different responsibilities of reimbursement agencies  
as well as registration requirements. 

Uptake of new, innovative medicines in Europe remains 
slow and, on top of this, is inconsistent.

Following a short overview of obstacles identified as of 
today to the integration of personalised medicine into  
clinical practice, this session will focus on the way forward 
and possible solutions aimed at:

• Adjusting Health Technology Assessment methods to the 
value of personalised medicine

• Safe and timely access to medicine/adaptive pathways
• Setting up of European reference networks: bio-banking 

networks
• Paying for personalised medicine

Day 2: Roundtable sessions

The openinging address will set the scene and look at how 
Europe can implement the Luxembourg Council Conclusions 
in ways that are practical and achievable in order to bring 
lasting benefits to patients, now and into the future.

The first sessions will involve several round tables, with each 
table of ten-or-more attendees discussing how to progress in 
the topics outlined here.

These will consist of 45-minute rapid-fire discussions which 
will then be scrutinised, evaluated and by the rapporteurs to 
all other participants.

Roundtable 1: New models for clinical trials

EAPM has assembled a multi-stakeholder panel to address 
whether a personalised medicine-enabled clinical research/
clinical trials strategy can underpin better outcomes for  
cancer patients.

Crucial to the success of any new clinical trial algorithms is 
the availability of biomarkers to drive patient stratification 
and treatment selection.

The Alliance has published a series of articles as part of the 
work of this EU Consensus Group on Clinical Trials, and these 
have appeared in a special edition of Public Health Genomics 
under the title "Getting Personal: The Future of Medicine 
and Clinical Trials".

One of the Alliance’s main aims is tackling the broader 
issues of personalised medicine in terms of clinical trials, as 
well as biobanks, data sharing, EU regulations and more, 
while looking towards the EU’s Horizon 2020 initiative.

There is a need to define precise evidence requirements  
for clinically applicable biomarkers, setting a defined  
evidence bar that must be reached for their clinical adoption 
and reimbursement.

The following questions, among others, need to  
be answered:

How should access to clinical trials be handled to prioritise 
the evaluation of technologies with the highest potential for 

More about the plenary sessions and roundtables
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clinical utility to avoid exhausting valuable samples  
unnecessarily?

 
And what standards should be put in place to ensure that 
multiple clinical trials addressing the same questions are 
comparable, both from a clinical and analytical perspective?

Roundtable 2: The Data Protection Regulation and
Big Data in general

EAPM and its stakeholders are striving to develop common
principles on data collection based on standards and a sound 
legal framework in order to facilitate the sharing of patient 
data and the availability of comparable data at EU level.

This would mean allowing secondary use and analysis  
of data on a larger scale while ensuring the necessary  
protection of private-data protection yet fully respecting 
Member State competences.

In general, patients believe that it is important to share 
their data for research. It’s not difficult to see why – their own 
treatment certainly relies on past research and their children 
will benefit from research being carried out today.

Yet, while there is a fear around the safety of personal data, 
robust and effective safeguards already exist in research.

Researchers are obliged to keep data safe, and research 
using personal data always needs to be approved by ethics 
committee in the relevant country or countries. Such  
safeguards have kept data safe for many years, while not 
stopping the vital flow of research.

Limiting personal data use would have a stultifying effect 
on research, which will, in turn, have an impact on the health 
of today’s 500 million potential patients living in the EU, plus 
the generations to come.

Roundtable 3: The promotion of cross-disciplinary  
interaction and disease focus discussion

Although it is getting better, collaboration between different
disciplines needs to be greatly improved in this era of
personalised medicine.

Silo thinking must be dispensed with and cooperation 
boosted, notably between specialists in genetics,  
biostatisticians, statistic methodologies, bio- and  
health- informatics and epidemiology, as well as between 
other concerned health professionals.

On top of this, research needs to be shared on a much  
larger basis than it is now if Europe is to make the most of 
fast-moving science and the best new treatments.

Europe not only needs world-class research, it requires a
regulatory framework, and an economic model, that will  
allow new drugs not only to be developed but also to be 
madeavailable to patients who need them, wherever they 
need them, across Europe.

Citizens need to benefit from better co-ordination of  
research with all stakeholders involved, including a cross- 
section of legislators in the European Union. It is incumbent 
upon the EU to ensure that there is a sufficient budget  
allocation, simplification of access to funding and funding 
programmes that respond to the needs of the stakeholders.

Europe is still at the very early stages of translating research 
results into actual products. Research is key, as is a focus on 
innovation in health care.

Meanwhile, EAPM has released White Papers on pancreatic 
cancer, and lung cancer, while also focusing on cancer of  
the prostate. 

Much more work needs to be done to prevent, diagnose 
early and successfully treat these cancers, while, of course, 
there are serious issues with other diseases such as diabetes, 
cancer of the brain, breast cancer and more.

There were an estimated 79,331 new pancreatic cancer 
cases in 2012 in the EU-28, making it the fourth leading  
cause of cancer-related death, with 78,669 estimated deaths 
in that year.

Mortality of pancreatic cancer is also expected to keep 
increasing in Europe in the long term, overtaking mortality 
rates of other long-recognised deadly cancers. It is a serious, 
growing issue and must be addressed.

Meanwhile, Type 2 diabetes patients have a number of 
different subtypes. Not every patient with diabetes with 
the same age, duration of disease, body mass index, and 
Hemoglobin A1c will respond the same way to a treatment. 
The reason may be a genetic propensity to respond or not 
respond to a drug.

It is therefore important to assess every patient to establish 
which treatment will work best. This approach leads to better 
outcomes and less use of ineffective therapy. 

And neurodegenerative diseases, characterised by  
progressive dysfunction of the nervous system as a result of 
neuronal loss in the brain and spinal cord, still lack an  
effective treatment to halt the processes. Modification of cur-
rent therapeutic and diagnostic research strategies is a goal 
of increasing urgency.
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Day 2: Plenary Session III

Value of Innovation, Access and Incentives

To understand ‘value’ one must first, of course, understand an 
innovative treatment, plus any other treatment options, and 
consider what it (or they) can provide. 

Patients, when they understand their options, will have their 
own views on what constitutes value, depending on their 
circumstances – “Will I get better? Will I live longer? Will my 
quality of life improve? What are the side effects?”

Payers, not surprisingly, when they weigh, as they do, 
benefits against cost and other considerations, may take a 
different approach. 

Meanwhile, manufacturers and innovators must operate 
within limits of ‘value’ that are as yet unclear.

There is a solid argument that value should always be  
defined in respect of the ‘customer’, Value in health care  
depends on results and outcomes – vital to the patient – 
regardless of the volume of services delivered, yet it appears 
that elsewhere the value is always going to be seen as  
relative to cost.

For this and other reasons, patients should always be  
involved at all levels on any discussions about what  
constitutes value.

Incentivising access to health technologies that bring  
value to patients and health systems across Europe, whether 
they be medicines, therapeutic interventions or medical  
technologies such as diagnostics, should be the guiding  
principle for the selection and provision of health services 
and implementation at the pan-European level.

Prevention, meanwhile, is clearly of high societal value, yet 
where are the real fiscal incentives?

Current reimbursement systems, with short-term budget 
pressures, work in favour of treatments that might generate 
less value overall yet provide greater short-term returns.

The above obviously affects access, or brings about a lack of 
it. Making healthcare systems accessible and affordable to all, 
regardless of personal circumstances and location, should be 
a cornerstone of the EU’s pledge for equality for all citizens.

Day 2: Plenary Session IV

Genetic Mapping & Ethics

Treatments based on ethnicity and race are sensitive and
concerns have been raised regarding the ‘medicalisation of 
race’. Personalised medicine is ethically problematic. These 
concerns should not be taken lightly but need a societal 
discussion.

Also, many prospective patients may not wish to know their 
genetic predisposition to various diseases and there are fears 
that such knowledge may lead to pressure from patients 
and their families for ‘over-treatment’ in an already stretched 
healthcare environment.

However, while there is a need for caution, patients have a 
right to a choice, and they have a right to access to their own 
medical data, too – data that can inform that choice.

In terms of genetic mapping, as well as for genetic experts, 
personalised information about medicines will also to a 
growing extent be the responsibility of family doctors and 
primary health care units. The output of genomic data from 
new sequencing platforms will be extraordinary.

Prospective genotyping in the clinic implies communication 
of complex benefit/risk information and advice to patients. 
Information aimed at a group of patients must be tailored to 
individual patient needs, taking into account the differences 
in lifestyle patterns, additional disease risk and more.
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Speaker and Panel Biographies 
 
Helmut Brand
EAPM Co-Chair
Helmut is Jean Monnet Professor of European Public Health and Head of the Department of International Health 
at Maastricht University. 

He is a specialist in public health medicine and worked in several health authorities and Ministries of Health in 
Germany before he became Director of the Public Health Institute of North Rhine Westphalia. 

Since then, European integration in health is the main topic of his work. Helmut is also President of the  
European Health Forum Gastein (EHFG). As policy advisor he serves eon the European Advisory Committee on 
Health Research (EACHR) of WHO Europe and on the expert panel on “Investing in Health” for the  
European Commission.

Anne Calteux 
Luxembourg Permanent Representation
Anne Calteux started her career as a lawyer in Luxembourg. After that she reinforced the social affairs unit in 
the permanent representation in Brussels in the view of the 2005 Luxembourg presidency. When her contract 
at social affairs ended, she stayed in Brussels to work at the representation, now in charge of public health and 
social security. 

To build up the EU coordination unit in the ministry of health she returned to Luxembourg. In 2015, she  
coordinated the Luxembourg Presidency activities, as a senior policy advisor, in the field of public health,  
pharmaceuticals, food safety and nuclear safety.

Aldo Golja 
Ministry of Health, The Netherlands
Aldo Golja has worked at the Dutch ministry of Health, Welfare and Sports since 2002. He started his career as a 
policy advisor on Primary care. 

After four years he became advisor to the Secretary-General of the ministry. In 2008 he became the senior  
staff advisor on curative care. From 2012 onwards he has continued at the ministry as Senior Policy Advisor 
Pharmaceutical affairs. 

Aldo is also a board member of the ‘foundation help my life’, which aims to help street children in their daily 
struggles. 

Gordon McVie
EAPM Board Member & European Institute of Oncology
Gordon is an EAPM Board Member and a leading international authority in the research and treatment of cancer. 

He qualified in the 1960s in science and medicine at Edinburgh University, was appointed Foundation Senior 
Lecturer at the Cancer Research Campaign oncology unit at the University of Glasgow in 1975, trained in the US 
and spent sabbaticals in Paris, Sydney and Amsterdam.

He is currently Senior Consultant to the European Institute of Oncology, Milan, and is founding editor of ecancer.
org and ecancerpatient.org - online Open Access free website. 

Gordon was Clinical Research Director at the National Cancer Institute of the Netherlands, where he co-founded 
the European Organisation for Treatment and Research into Cancer (EORTC) New Drug Development Office. As 
President of EORTC, he set up the present Drug Development Group in Brussels and, with NCI support, the  
European New Drug Development Network. He was Chair of the UICC Fellowship Programme for eight years.

He chairs a start-up company (ORIL) in Adelaide which is taking a saponin derived from Chinese grass into the 
clinic, and is a partner with ecancer in three FP7 projects with the European Union.
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Christopher Fearne
Parliamentary Secretary of Health, Malta
Hon. Christopher Fearne was born in and, prior to his appointment as Parliamentary Secretary for Health in April 
2014, he worked as a Consultant Paediatric Surgeon and Clinical Chairman at Mater Dei Hospital.  

He is a Member of Parliament and was the Chairman of the Foreign and European Affairs Committee at the  
Maltese House of Representatives, and has worked as a doctor and surgeon for the last 27 years. 

He received his formal education at St. Aloysius College and at the University of Malta graduating in Medicine 
and Surgery in 1987, becoming a Fellow of The Royal College of Surgeons of Edinburgh. 

Christopher worked and studied in a number of children’s hospitals in England, including the Great Ormond 
Street Hospital in London, is a founding director of the Malta Institute for Medical Education and the  
chairperson of the Celebrities for Kids, voluntary NGO promoting children's rights. 

Robert Johnstone 
Chair, Access Matters
Robert chairs a pan disability consultancy working on the premise that encouraging accessible environments 
and culture enhances the workplace for employees and improves service delivery to customers. He is a  
wheelchair user and an informed and committed patient advocate with a strong international interest.  
 
Robert is active as a board member of National Voices, and as National Voices' representative on the
International Alliance of Patient Organisations (IAPO). He is also a Board Member of the European Patients'  
Forum, which was founded in 2003 to become the collective patients' voice at EU level, manifesting the  
solidarity, power and unity of the European patients' movement. It currently represents 59 member
organisations which are chronic disease-specific patient organisations working at European level, and national 
coalitions of patients' organisations. The goal is high quality, patient-centred, equitable healthcare throughout 
the European Union.

Dušan Šandor  
Slovakia Permanent Representation to the EU 
Dušan graduated in 1998 from the Institute of International Relations and EU Law, Law Faculty, Comenius  
University in Bratislava. 
 
Since 2005, he has worked as a diplomat at Slovakia's PermRep covering R&D, intellectual property rights, plus 
cultural and audiovisual affairs. 

His main tasks are EU networking: building contacts and negotiating with other diplomats and political  
representatives, on national, EU and international level. He also receives lobbyists, taking into account their 
interests, and drafts amendments to EU legislation

Richard Bergstrom
Director General of the European Federation of Pharmaceutical Industries and Associations (EFPIA)
Richard Bergstrom is a pharmacist by training. He received his MScPharm degree from the University of Uppsala, 
Sweden in 1988. 

Until 1992 he worked at the Medical Products Agency as Assistant Head of Registration. He moved to  
Switzerland where he worked for nine years in regulatory affairs at Roche and Novartis. He has also served as 
Director of EU Regulatory Strategy at Roche Basel and as Director-General of LIF, the Swedish Pharmaceutical 
Industry Association.

Since 2006, he has been an advisor to the World Health Organisation on Good Governance in Medicine, and 
since April 2011 he has been the Director General of the European Federation of Pharmaceutical Industries and 
Associations (EFPIA).
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Rudolf Strohmeier
Deputy Director-General: Research Programmes, DG Research, European Commission 
Rudolf has worked in the European institutions since 1985. Before this he was a teaching assistant at the  
Department of Civil and Commercial Law of Würzberg University and a civil servant at the Bavarian Liasion 
office to the Federal government in Bonn, both in Germany. 

He came to Brussels as the first Director of the Bavarian Information Office. He continued his career within the 
European institutions as Member of the Cabinet after which he became the Deputy head of EU-Commissioner 
Frans Fischler’s Cabinet in 1995. 

Richard has worked as Head of Division for the Directorate-General for Agriculture and Rural Development and 
as adviser and Director, later becoming head of Cabinet of Commissioner Reding - Information Society and 
Media. 

Since 2010 he has been the Deputy Director-General for biotechnologies, agriculture, food, health, industrial 
technologies, transport, environment and energy.

Peter Kapitein
President and Patient Advocate of Inspire2Live
As a Patient Advocate, Peter connects patients, researchers and clinicians to further research, treatments and 
care. His tasks include organising congresses, lobbying the matrix of public authorities, health care  
organisations, insurance companies as well as health research institutes, and deliver lectures and talks. 

Peter is also co-founder of the annual cycling event on Alp d’Huez fundraising for cancer. He works at the  
Central Bank of the Netherlands as a program manager and advisor. In October 2012, Peter was honoured with 
a doctorate at the Free University of Amsterdam.

Angela Brand
Founding Director and Full Professor of the Institute for Public Health Genomics
Angela Brand is a Founding Director and Full Professor of the Institute for Public Health Genomics (IPHG) at 
Maastricht University, as well as Dr. T.M.Pai Endowed Chair on Public Health Genomics and Adjunct Professor at 
the Maniple Life Science Centre of Maniple University, India. 

She is a paediatrician and specialist in public health medicine. She has been the pioneer of public health ge-
nomics in Europe and established successfully this field in more than 15 European Member States within the 
last years. 

Angela is a coordinator of the Public Health Genomics European Network, full partner of the FP7 CSA PerMed 
on Personalised Healthcare and serves as experts for the WHO or the European Commission.

Steve Shak
Co-Founder, Chief Scientific Officer, Genomic Health
Dedicated to optimising cancer treatment outcomes and bringing the patient voice into product development, 
Steve Shak, M.D. has served as Co-Founder, Chief Scientific Officer since 2012 and was Chief Medical Officer 
from 2000 to 2013. 

Under Steve's leadership Genomic Health used innovative molecular diagnostic methods and rigorous  
clinical studies to develop the Oncotype DX® breast cancer and colon cancer assays and has maintained an 80% 
product development success rate. 

Steve has been a leader in personalised medicine for more than two decades. Prior to co-founding Genomic 
Health in 2000, he served for 14 years in various roles in discovery research and medical affairs at Genentech, 
Inc., a biotechnology company dedicated to using human genetic information to discover, develop,  
manufacture and commercialise medicines to treat patients with serious or life-threatening medical conditions. 
Among other notable achievements Steve led the clinical team that gained approval for Herceptin, a targeted 
biologic treatment for breast cancer.
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Serge Bernasconi
CEO - MedTech Europe, EDMA, Eucomed
Serge Bernasconi has more than 30 years experience in the world of pharmaceuticals and medical devices,  
working woth Johnson & Johnson, Schering Plough in US and Europe, and more recently Medtronic. 

In his capacity as President & International Regional Vice President of Medtronic France, he was elected  
President of APIDIM (The French Association for the Promotion of Innovation in Medical Devices), and  
Vice President and Treasurer of SNITEM (French Medical Technology Industry Association).

Peter Liese
Member of the European Parliament
Peter was elected as a Member of the European Parliament in 1994. He is Chairman of the EPP Working Group on 
Bioethics in the European Parliament and a member of the Committee on Environment, Public Health and Food 
Safety (ENVI), as well as a substitute member of the Committee on Foreign Affairs and member of the delegation 
for relations with the countries of Central America. 

During this legislative term, Peter became a co-coordinator for the EPP Group in the ENVI committee.  
 
Before going into politics, he worked as a doctor in a pediatrics hospital in Paderborn (Germany), and spent  
six months in Central America working in a state-owned hospital and on foreign aid projects. He received his  
medical degree from the University of Bonn's Institute of Human Genetics in 1992.

Didier Jacqmin
EAPM Treasurer and Chair of the SPO, European Association of Urology
Didier is certified as an MD from Paris VI University. He trained in Strasbourg where he received certification in 
General Surgery, Urology and Oncology.

In 1992 he became the Chairman of the Strasbourg University hospital Surgical Urology Department and  
Director of the Education and Residency programme. In the same year he became EAU active member.

Didier was nominated Chairman of the Strategy and Planning Office of the EAU in 2012. His clinical practice is 
mainly Uro-Oncology and he is responsible of the Uro-Oncology teaching programme for the Universities of 
Amiens, Lille, Reims, Dijon, Besançon and Strasbourg.
 
Ian Banks 
EMHF President
Ian is a retired accident and emergency doctor and general practitioner. He is a former president of the Men’s 
Health Forum (England and Wales), past vice president of the International Society of Men’s Health (ISMH), past 
deputy editor of the Men’s Health Journal and for six years the medical editor for Men’s Health magazine. 

Ian was a trustee of Developing Patient Partnerships (DPP, formerly Doctor Patient Partnership) for six years. Ian is 
a founder member of the Self Care Forum (UK) and the official spokesman on men’s health issues for the BMA.

Ian has written a series of books, including Man Workshop Manual and Cancer Manual (the only book in 2004 to 
win the Plain English Award), as well as writing or editing over 150 small workshop manuals on various areas of 
men’s health.

Ian was appointed visiting professor of men’s health in Europe by Leeds Metropolitan University in 2005 and 
awarded the Royal Society of Public Health (RSPH) Gold Medal for public health in 2007. Among many other 
appointments, in January 2015, Ian was made Visiting Professor in cancer inequalities at Leeds University and to 
the European Society of Medical Oncologists’ (ESMO) patient advocacy committee.

Caitríona Fisher
Director of Quality, Scientific Affairs & Communications, Health Products Regulatory Authority 
Caitríona qualified as a pharmacist in 1983 and worked in community and hospital pharmacies and as a  
researcher in community practice. She joined the National Drugs Advisory Board as a pharmaceutical assessor, 
gaining experience in scientific and regulatory affairs in relation to marketing authorisations and clinical trials. 
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Prior to her appointment as Director of Quality, Scientific Affairs and Communications, Caitríona was manager of 
the Chief Executive’s Office. She currently chairs the EU medicines agencies’ Working Group of Quality Managers 
and the Pharmacovigilance Audit Facilitation Group.

Hans-Georg Eichler
Senior Medical Officer at the European Medicines Agency in London, UK
Hans-Georg is responsible for coordinating activities between the EMA’s scientific committees and giving advice 
on scientific and public health issues. 

From January until December 2011, he was the Robert E. Wilhelm fellow at the Massachusetts Institute of 
Technology’s Center for International Studies, participating in a joint research project under the MIT’s NEWDIGS 
initiative. He divided his time between the MIT and the EMA in London.

Prior to joining the European Medicines Agency, Hans-Georg was at the Medical University of Vienna in Austria 
for 15 years. He was vice-rector for Research and International Relations since 2003, and professor and chair of 
the Department of Clinical Pharmacology since 1992. 

His other previous positions include president of the Vienna School of Clinical Research and co- chair of the  
Committee on Reimbursement of Drugs of the Austrian Social Security Association. His industry experience 
includes time spent at Ciba-Geigy Research Labs, UK, and Outcomes Research at Merck & Co, in New Jersey. 

Maria Aguirre
Director of Healthcare Innovation and Research in the Department of Health of the Basque Government
Maria has a doctorate in Microbiology and Molecular Biology and was responsible for the design of the 
BioBasque Strategy 2010 for the development of biosciences in the Basque Country. 

She headed up the BioBasque Agency, which was responsible for implementing the strategy, for 10 years and is 
also a representative of the Basque Bioregion.

Maarten J. IJzerman
Full professor and chair in the department Health Technology & Services Research at the University of 
Twente, the Netherlands
Maarten is the deputy dean for Health & Biomedical Technology in the Faculty for Science and Technology,  
overseeing the health related programs at the University of Twente.

His main interest is technological innovation in healthcare. Most of his current research is on methods to  
evaluate the benefits of diagnostic and imaging technologies for personalising healthcare, and on the  
application of outcomes research and decision analytic models to predict health economic impact of medical 
technologies in development. 

Maarten is co-founder of the Global Initiative for Translational Health Economics (GITHE), a global initiative on 
personalised medicine and health economics.

Hans-Peter Dauben
Civil servant at the German Institution for Medical Documentation and Information (DIMDI), Germany
After finalising his training as a cardiac surgeon at the University of Duesseldorf, Germany, Hans-Peter moved to 
DIMDI to establish the German Agency for HTA at DIMDI on behalf of the federal ministry in 2000 and to develop 
a structure to access HTA information, set priorities in HTA and monitor new technology developments to  
establish a broad consensus on HTA in Germany. 

The experiences of information systems developments lead to his nomination as the national representative 
for information system development at the European medicine agency (EMEA) in London, UK. Since 2004 he is 
involved in different working groups developing information principles and systems in cooperation with public 
agencies and pharmaceutical companies. 
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Hans-Peter is a member of the National Task Force for Public Health Genomic managed by LIGA and, since 2000, 
has been involved in many different European projects related to HTA, pharmaceutical information systems, and 
regional implementation of informed decision-making processes. 

Gunter Danner
Associate Director of the European Representation of the German Social Insurance, Brussels
From 1982, Gunter worked for the Techniker Krankenkasse in Hamburg  as a press spokesperson and later as an 
analyst of political and socio-economic affairs in Germany and abroad. 

Today he works as the personal advisor to the CEO and the Board of Management of one of the largest German 
health funds on socio-economic, political and international affairs.

He is an international expert on health care systems, their administration, performance and on guiding political 
background with frequent assignments on Commission projects in central and east-European countries, as well 
as in Russia and China. 

An author and speaker, Gunter also has regular academic teaching commitments.

Paolo Casali
Director of the Medical Oncology Unit for Adult mesenchymal tutors and Rare cancer networking at the 
National Institute of Tumours, Italy
As well as his role at the National Institute of Tumours, Paolo is a member of the Executive Board of the European 
Society for Medical Oncology (ESMO), as Chair of the Public Policy Committee, and a member of the Board of 
Directors of ECCO, the European Cancer Organisation. 

He is Secretary of the Italian Sarcoma Group and a member of the Soft Tissue & Bone Sarcoma Group of EORTC 
(European Organisation for Research and Treatment of Cancer) and, in the area of rare cancers, he founded and 
chairs the Italian Rare Cancer Network.

Paolo also coordinates Rare Cancers Europe, a multi-stakeholder initiative to address the many issues posed by 
rare cancers.

Sarah Byron 
NICE
Sarah is the Technical Adviser for the Diagnostics Assessment programme at the National Institute for  
Health and Care Excellence (NICE). She has technical and scientific responsibility for the programme and the 
development of diagnostics guidance. 

Since joining NICE, Sarah has been involved in establishing and developing the two new programmes for  
assessing medical technologies: the Medical Technologies Evaluation programme and the Diagnostics  
Assessment programme. She is also a member of the Equalities Expert Group and Research Advisory Group at 
NICE, in additional to participating in work with the European Network for Health Technology Assessment  
(EUnetHTA). 

She has a PhD in Biochemistry with the University of Manchester.

Lambert Van Nistelrooij
Member of the European Parliament
In his role as an MEP, Lambert is a Member of the Committee on Regional Development and the Delegation for 
relations with the countries of South Asia, and is involved with many other committees. 

He studied social geography at the Catholic University of Nijmegen (1979, cum laude), working for the Tilburg 
Urban Area (1979-1983) and then as a policy adviser in the province of Gelderland (1983-1988). 
Among other posts he has held various offices in the Regional Assembly of the Council of Europe, been President 
of the Assembly of European Border Regions and is a Knight of the Order of Orange-Nassau.
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Cristian Busoi  
Member of the European Parliament
Born in Drobeta Turnu Severin, Romania, Cristian has a PhD in Public Health and Health Management. He  
graduated in medicine at the “Carol Davila” University in Bucharest, in law at the Titu Maiorescu University in Bu-
charest, and in diplomacy at the Romanian Diplomatic Institute in Bucharest. His political career started in 1996 
when, as a young student, he became a member of the National Liberal Party. Eight years later, he entered the 
Romanian Parliament as Member of the Committee for Health and Family and in 2013 became President of the 
National Health Insurance. 

In the EP, he is a Member of the Committee on the Environment, Public Health and Food Safety, the Delegation 
to the EU-Ukraine and the Euronest Delegation. He is also a substitute Member on the Committee on Internal 
Market and Consumer Protection, the Delegation to the EU-Turkey Joint Parliamentary Committee and the  
Delegation for Relations with India.

Alojz Peterle
Member of the European Parliament
Alojz has been a member of the European Parliament since 2004 (observer in the Parliament since 2003) and is 
currently a member of the Foreign Affairs (AFET) Committee and substitute member of the Committee on the 
Environment, Public Health and Food Safety (ENVI). 

He operates on a variety of other committees and, in addition to having been Slovenia’s first prime minister after 
the country gained independence, he also held the position of minister of foreign affairs twice. He was vice-pres-
ident of the European People’s Party (EPP) from 2006 to 2009, and head of the Slovenian National Delegation in 
the EPP from 2004 to 2006. 

Alojz has been an active promoter of cancer care, in particular as president of the informal all-party forum ‘MEPs 
against Cancer’ and, in 2008, was rapporteur on the Commission’s white paper entitled Together for Health: A 
Strategic Approach for the EU 2008–2013.

Mark Lawler
Chair in Translational Cancer Genomics and Associate Director of Postgraduate Studies, Centre for Cancer 
Research and Cell Biology, Queen’s University Belfast
Mark has published widely in high-impact international journals and has received national and international 
prizes for his research. He is a member of EAPM and is leading their development of a Research Roadmap for 
Personalised Medicine in Europe. 

Mark was an active member of the Ireland-Northern Ireland-National Cancer Institute Consortium, serving on its 
Scientific Advisory Committee and acting as Chair of the Scholar Exchange Committee. He sits on a number of 
European Commission and European Research Council Committees in Brussels.

He was the Project Lead for the European Cancer Concord and a driving force behind its launch of the European 
Cancer Patient’s Bill of Rights on World Cancer Day, 2014 in the European Parliament in Strasbourg.

Daniel Schneider
Director of International Marketing, Genomic Health
Daniel is responsible for marketing Oncotype DX assays in Europe. 

The Onco type DX breast cancer assay personalises early stage breast cancer treatment by identifying which 
patients are likely to benefit from chemotherapy and which patients can avoid the toxicities and costs associated 
with chemotherapy. Daniel has played an active role in the launch and commercialisation of Oncotype DX tests 
since 2002 in both Europe and the US.

Daniel has an MBA from Rotterdam School of Management, Erasmus University. Prior to his degree, he served as 
Subspecialty Manager at the American Academy of Ophthalmology.
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Simon Hollingsworth
Executive Director, Innovative Medicines Oncology at AstraZeneca 
Simon is responsible for the clinical development of early-phase oncology assets, and the delivery of  
AstraZeneca’s portfolio of Stratified Medicine Studies, partnered Stratified Medicine initiatives (National,  
European, US, Asia) and basket/umbrella studies.  

He has  more than 20 years’ experience in drug and therapeutics development across industry and in academia, 
as well as broad clinical development experience and varied commercial experience.

Simon is Visiting Professor Division Cancer Studies at King’s College London, a Fellow of the Royal College  
Pathologists, and serves on several national review panels.

Anastassia Negrouk
Head of International Regulatory and Intergroup Unit, EORTC
Anastassia holds a Master's degree in Biology and specialised for five years in cellular biology and biochemistry 
in a university research laboratory focusing on cancer research. 

She joined EORTC in 2000, first as data manager then, from 2002 as part of the intergroup office, which was  
set-up to facilitate collaborative trials run by different academic research groups. 

Anastassia took on her current position as the Head of the international regulatory and intergroup office in 2011. 
She has been closely following the implementation of the Clinical Trials Directive and analysing its impact. 

With 11 years of experience setting-up international clinical trial collaborations, she has experience of more than 
50 intergroup trials, each of them run with several academic networks.

Kaisa Immonen-Charalambous
Senior Policy Advisor, European Patients Forum
Kaisa has a Master’s in International Relations and is responsible for the overall lead of EPF’s policy and advocacy 
work at EU level, including policy analysis, liaising with the EU institutions and stakeholders. Her specific areas 
of responsibility include patient empowerment and patient-centred chronic disease care; quality and safety of 
healthcare; health literacy; clinical trials; pharmaceuticals regulation; and cross-border healthcare. 

Kaisa is a member of the European Commission’s Expert Group on Patient Safety and Quality of Care, the  
European Medicines Agency’s Working Party with Patients and Consumers, and the PISCE Platform of Experts on 
Self-Care.

Étienne Ritcher
Assistant Director, CIHR Institute of Genetics
Étienne first joined McGill University as a postdoctoral scientist in genetics of infectious diseases, before joining 
BioMedCom Consultants where he was involved in projects covering a broad range of healthcare issues from 
biologics therapies to reimbursement policies.

Étienne returned to McGill in 2011 as the Assistant Director for the CIHR Institute of Genetics, and has been  
involved in the strategic orientation of the institute, the development of its team and the delivery of its activities.

Sirpa Pietikainen
Member of the European Parliament
Sirpa is a member of the Committee on Economic and Monetary Affairs and Delegation for relations with the 
People’s Republic of China, and a substitute for the Committee on the Environment, Public Health and Food 
Safety, Committee on Women’s Rights and Gender Equality and Delegation to the ACP-EU Joint Parliamentary 
Assembly.

Born in in Hämeenlinna, Finland, she has a Master of Science in Economics and Business Administration from 
Helsinki School of Economics.
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From 2000-2005 Sirpa was Chairman of the World Federation of United Nations Associations, and is currently 
a Member of the boards of the IDEA International Institute for Democracy and Kone Oy. She has been an MEP 
since 2008.

Fabio D’Atri
Deputy Head of Unit, DG for Health and Consumers
Fabio is the Deputy Head of the Unit “Medicinal products - quality, safety and efficacy” in the Health and Food 
Safety Directorate General of the Europe-an Commission.

He holds a degree in biology and a PhD in biochemistry from the University of Geneva. He also holds a master in 
management of biotech companies from the Grenoble School of Business.

After working for several years as university researcher and as a consultant both in the public and in the private 
sector, he joined the European Commission in 2004.

Since then, Fabio has worked on several areas of the food legislation, from nutrition to food contact materials. In 
2011 he joined his current unit dealing in particular with implementation of the Falsified Medicines Directive and 
negotiations concerning the new Regulation on clinical trials.

Stephane Lejeune
EORTC
Stephane is EU Programme officer at the European Organisation for Research and Treatment of cancer (EORTC). 

Before this he worked as CAM-Cancer Project Coordinator and as EU officer. 

Gabriella Almberg
Director Government Affairs Office, EFPIA
After studying Law and French, Gabriella began her career as a policy advisor for the World Federation of  
Insurance Intermediaries, where she was a project manager on different projects in the insurance/financial  
sector. 

In 2008 she became a policy advisor for the European Federation of Insurance Intermediaries. In 2011 she started 
working at EFPIA as the Deputy Director for Government Affairs.

Since 2012 she has been the Director of Government Affairs at EFPIA and is responsible for developing advocacy 
strategies, ensuring coordination with a wide membership and implement such strategy on priorities, for both 
legislative initiatives and industry driven projects.

Mario Romao
Digital health policy manager for Europe in Intel’s Global Public Policy team
Based in Brussels, Belgium, Mario works with the European Union institutions and European governments on 
policies to promote the adoption of health information technologies to address some of the current challenges 
European healthcare systems are facing. 

He also works on information and communication technology (ICT) policies in support of citizens’ full  
participation in the information society.

Mario has extensive experience working with eHealth policies and technologies. He has been involved in the 
deployment of European initiatives in the field of health care technologies and solutions for people with special 
needs, including a focus on the elderly population. 

Brendan Barnes
Director IP & Global Health, EFPIA
Brendan Barnes joined EFPIA in 2002 to work on the alignment of national laws in new member states during the 
enlargement of 2004. 

Subsequently, he has been involved in EFPIA’s work on multilateral trade and intellectual property issues, 
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including the EU’s legislation on product diversion and compulsory licensing and on issues relating to access to 
medicines. 

More recently, he has been involved in the development of new business models in the areas of neglected  
disease and infection. He previously worked in the pharmaceutical industry for 11 years.

Laurene Souchet
Policy Officer at the European Patients’ Forum (EPF)
Laurene holds a Master’s Degree in European Affairs from the Institute of Political Studies of Lille.

She also studied Politics and International Relations at the University of Kent, in the UK, and has previous  
experience in patient advocacy at the European Federation of Allergy and Airways Diseases Patients’ Association, 
working on health and environment topics.

Laurene joined the EPF Secretariat in January 2011 and is involved in monitoring health related policies, carrying 
out background research and liaising with EU institutions and other stakeholders on various health issues.

Laure Le Bars
SAP Researcher &Innovation Research project director
Before her current role, Laure was the Managing Director of SAP Labs Hungary, as well as, later, Managing  
Director of SAP Labs Canada. She joined SAP Canada as a development consultant at the beginning of 1995 and 
was responsible for establishing the Montreal Labs.

Laure holds degrees in Mathematics, Computer Science and Economics.

Ernst Hafen
Professor at ETH Zurich, Institute of Molecular Systems Biology (IMSB)
Ernst is a Professor of Systems Genetics at ETH Zurich and former President of ETH. 

In addition to 26 years of academic research, he has founded and advised several biotechnology companies. He 
aims to assist scientific discovery and its efficient translation into products that help society and the economy. 

As a trained geneticist, Ernst has a strong interest in human genetics and personalised medicine and, in 2012 he 
was a founding member of the Association Data and Health (DatenundGesundheit.ch) whose aim it is to discuss 
legal, ethical and societal issues about health data ownership and to find commercial models permitting owners, 
not third parties, to benefit from their personal data assets.

Bonnie Wolff-Boenisch
Head of the Research Affairs Unit, Science Europe
Science Europe is a Brussels-based organisation representing 52 Research Funding Organisations and Research 
Institutes across 28 countries and provides strategic leadership and guidance to six Scientific Committees.

Bonnie has worked as coordinator of a multinational research infrastructure initiative linked to climate change 
and conducted scientific research in cosmo- and geo-chemistry and in the field of paleo-climate research.

Peteris Zilgalvis
Head of Unit, eHealth and Well Being, DG Connect, European Commission
Prior to his current position, Peter was Head of the Unit, Infectious Diseases and Public Health in the Health 
Research Directorate, Head of the Governance and Ethics Unit, Directorate Science, Economy and Society at DG 
Research, European Commission and Deputy Head of the Bioethics Department of the Council of Europe, in its 
Directorate General of Legal Affairs. 

In addition, he has held various positions in the Latvian civil service (Ministry of Foreign Affairs, Environment). 
He was Senior Environmental Law Advisor to the World Bank/Russian Federation Environmental Management 
Project and was Regional Environmental Specialist for the Baltic Countries at the World Bank. 

Peteris studied political science (cum laude) at the University of California, US.
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Philippe De Backer
Member of the European Parliament
Philippe holds a PhD in biotechnology from Ghent University and an MBA from Solvay Business School.

Before joining the European Parliament, he was an analyst at Vesalius Biocapital, a Luxembourg based venture 
capital firm specialising in life-sciences. His expertise is in the valorisation of IP developed by public research 
institutes and setting-up early ventures in the life-sciences.

Philippe is a full member of the Industry, Technology, Research and Energy Committee, and a substitute Member 
of the Economy and Monetary Affairs Committee.

Philippe believes that bringing innovation and new therapies quickly and safely to the patient is crucial.  
Therefore, the EU should create a framework that stimulates excellent research and allows new therapies to 
come to the market without unnecessary delay.

Marju Lauristin
Member of the European Parliament
Marju is an Estonian MEP and Vice-Chair of the Group of Socialists and Democrats. She is an active member of 
the Civil Liberties, Justice and Home Affairs Committee where she has been appointed rapporteur of the data 
protection directive, as well as shadow rapporteur of the data protection regulation, EU-US umbrella agreement, 
and the committee's opinion on TTIP negotiations. 

Marju has an academic career in social sciences and has been a Professor at Tartu University since 1995,  
Chairman of the Estonian Social Democratic Party, deputy speaker of the Estonian parliament, minister of Social 
Affairs of Estonia, and a member of the Estonian Parliament.

Roberto Delgado Bolton
Head of the Department of diagnostic Imaging and Nuclear Medicine, San Pedro Hospital and Centre for  
Biomedical Research of LA Rioja, Spain
As well as his main role, Roberto is President of the Education Commission of La Rioja (Presidente de la Comisión 
de Docencia), Head of Specialised Medical Education of La Rioja (Jefe de Estudios de Atención Especializada), as 
well as being Coordinator of the Hospital’s General Clinical Sessions, San Pedro Hospital and CIBIR, Spain. 

He has publication credits as co-author in more than 30 papers, and is co-researcher in several research projects 
financed by the Spanish Health Technology Assessment Agency.

Barbara Freischem 
Executive Director, EBE
Barbara graduated in Veterinary Medicine in 1987. She started her career as a scientific administrator for  
veterinary pharmacovigilance at the European Medicines Agency. 

She continued working in pharmacovigilance as the global head at Novartis Animal Health in 2005. 

In 2008 Barbara became Executive Director at the International Federation for Animal Health, from where she 
moved on as Chargee de Mission for the World Organisation for Animal health in 2013. At present she is the 
executive director of the European Biopharmaceutical Enterprises (EBE) in Brussels.

Hendrik Van Poppel
Chairman of the Department of Urology at the University Hospital Gasthuisberg, KU Leuven, Belgium
Hendrik graduated in General Surgery in 1980, in Urology in 1983 and joined the Academic Unit at KU Leuven 
after his postgraduate training in London, Barcelona, Copenhagen, Mainz and Rotterdam. 

He developed the original surgical technique for prepubic urethrectomy, percutaneous gastrostomy, lumbal 
splenectomy during orthotopic kidney transplantation, and of the Leuven “N” pouch for bladder substitution. 

Hendrik has performed more than 2,500 radical prostatectomies and, for eight years, he was Director of the  
European School of Urology (ESU) and became EAU Adjunct Secretary General, responsible for Education, in 
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2012. He received the Folke Edsmyr Award (for outstanding contribution to the progress of cancer research in 
Urology) in Stockholm in 1999 and the Pieter De Mulder Award (for his significant contribution in Urology for the 
treatment of renal cell carcinoma) in Lyon in 2015. 

Domenica Taruscio
Director of the National Center for Rare Diseases, Istituto Superiore di Sanita (ISS) 
Domenica is an M.D. with a specialisation in Histopathology (University of Bologna), and a master in Bioethics 
(Rome University). She carried out post-doctoral studies in Human Genetics at Yale University (CT, USA). Since 
2001, she has been the scientist responsible for the Italian National Registry of Rare Diseases.

Among other posts, Domenica has been the Italian Representative at the COMP (Committee for Orphan  
Medicinal Products) at EMA (2000-2009); member of the European Rare Diseases Task Force, of EUCERD  
(European Union Committee of Experts on Rare Diseases) and of the European Expert Group and a Member of 
the “Health Research” Advisory Group.

She is also a Past-President of ICORD.

Holger Moch
Professor of Pathology at the University Zurich, Switzerland
Holger is the Chairman of the Institute for Surgical Pathology as well as Clinical Co-Director in the Department 
Pathology of the University Hospital Zurich. Dr. Moch is a graduate of the Humboldt University Berlin (Charite´), 
Germany and completed his residency training at the Institute for Pathology, University Basel, Switzerland.

His research programme is devoted to the identification of clinically significant biomarkers in cancer as well as 
the evaluation of novel molecular technologies in surgical pathology. His current research interests are focused 
on tumour metastasis and VHL-regulated genes. 

Dr Moch is a member of the United States and Canadian Academy of Pathology, the editorial board of  
various journals and boards of several cancer research foundations. His work is described in more than 200 peer 
reviewed papers. In 2007, he was elected as a member of the German National Academy of Science Leopoldina.

Jean-Marc Burgunder
Department of Neurology, University Hospital, Bern
Jean-Marc graduated at the Faculty of Medicine in Berne and training at the National Insti-tute of Mental Health, 
in Bethesda, US. 

He developed a programme on research and management of patients with movement and muscle disorders 
with a spe-cial emphasis on neurogenetics in Bern and Singapore. He is a professor in experimental neurology 
at the Departement of Neurology, University of Bern, Switzerland, as well as visiting professor at the Faculty of 
Medicine of the National University of Singapore and at the Sichuan University in Chengdu, PR China.

Pierre Meulien
IMI Executive Director
From 2010-2015 Pierre was President and CEO of Genome Canada which saw a major partnership with the 
Canadian Institutes of Health Research result in the ‘Genomics and Personalised Health’ programme, 2012. This 
provided funding for 17 projects involving 19 industry partners, academics, clinicians, health economists and 
health authorities in Canada.   
 
Pierre also developed the Genomics Innovation Network (launched in 2015) to keep Canada at the cutting edge 
of genomics-based technologies and involving 10 highly specialised technology platforms across Canada.
Prior to that, he served as founding CEO of the Dublin Molecular Medicine Centre (now Molecular Medicine 
Ireland) and worked as Chief Scientific Officer for Genome British Columbia. 

Pierre has also worked at the Institut Pasteur in Paris, at French biotechnology company Transgene, and for  
Aventis Pasteur (now Sanofi Aventis). He has a PhD in molecular biology from the University of Edinburgh.
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Tom Duyvene de Wit
European Affairs, European Haematology Association
Tom has been Senior Coordinator European Affairs at the European Haematology Association (EHA) since 2010. 
Before this he worked at the EHA as a policy officer and project manager of Medical Education. 

Tom owned his own Research and Consultancy office from 1997-1999, working as a market researcher and  
statistician before that. Before this, he was a conscripted sergeant in the Royal Dutch army. 

Rebecca Jungwirth
Government Affairs Manager, Roche
Rebecca graduated Master of Arts in Political Science and Government from Albert-Ludwigs-Universität Freiburg 
im Breisgau, Germany. 

After graduating she began working at Roche, where she is now government affairs manager. 

Jasmina Koeva
Chairperson of the Bulgarian Association for Personalised Medicine
Jasmina has been the chairperson of the Bulgarian Association for Personalised Medicine (BAPEMED) since 2014. 
She is also managing partner at Smart Business Solutions (SBS) consulting. Prior to this, Jasmina had a broad 
career including working various as a research associate, medical representative, financial officer of the Bulgarian 
Embassy in Thailand, product manager, medical advisor at CSC pharmaceuticals, director marketing domestic 
market, director strategic marketing at Actavis, plus head of the commercial and economic office at the Embassy 
of Bulgaria to Austria. 

Miriam Gargesi
Director, Healhtcare Biotechnology, EuropaBio
Miriam graduated from the London School of Economics and Political Science in 2005 with a Master’s Degree in 
European Political Economy. 

She began working as a consultant at Kreab Gavin Anderson, where she managed projects for clients. 

Miriam moved to the European Diagnostic Manufacturers Association (EDMA) in 2009 to work as Public Affairs & 
Communications Director. At present she is a board member of EPPOSI and Director of healthcare Biotechnology 
at EuropaBio.

Olivier Arnaud
European Director of Research for JDRF
Olivier is responsible for enhancing JDRF’s research efforts in Europe and for identifying new funding  
opportunity, both academic and company-related. He also works closely with founding programmes  
Horizon2020 and IMI. 

Among other posts, Olivier previously worked for Servier as Director of Biological and Clinical Projects,  
responsible for development activities in diabetes/obesity, then became Director of Business Development 
where he led alliance management activities, oversight of business intelligence, development of operations and 
international networks of scientific experts and consultants. 

Olivier completed his doctorate at the Claude Bernard University of Lyon, France, with a master degree in  
Pharmacology and an education in business intelligence from IHEDN in Paris.

Frédéric Destrebecq
Executive Director of the European Brain Council
Prior to this position, Frédéric served the European Union of Medical Specialists (UEMS) as Chief Executive  
Officer, and previously as Director for European Affairs. 

He holds a Master’s Degree in Political Science and International Relations from the Université Catholique de 
Louvain (Belgium), and also studied at the Institut d’Etudes Politiques (Paris) and University of Wales College 
(Cardiff), in the framework of the former EU Socrates exchange programme.

Page 24

conference2016.indd   24 21/03/16   16:58



Ken Matris
Chairman Europa Uomo
Ken retired from BT in 2005 after a long career having been diagnosed with prostate cancer the same year. He is 
committed to promoting patient pathways and awareness of prostate cancer. As a patient advocate he aims to 
ensure that patients get the right treatment at the right time without any stress during the complex procedures 
and to campaign to give patients equality of treatment to ensure their quality of life. 

Europa Uomo is a coalition of more than 20 European organisations dedicated to improving knowledge of  
cancer of the prostate.

Nuria Malats
Centro Nacional De Investigaciones Oncologicas (CNIO)
Núria obtained her MD in 1986 and her PhD in 1995 from the Universitat Autonoma de Barcelona and was one of 
the first scientists working in genetic and molecular epidemiology in Spain.

In the past she has coordinated a national multicentre project on the molecular epidemiology of pancreatic 
cancer, and been Visiting Scientist at the International Agency for Research on Cancer in Lyon, before returning 
to Spain with a research contract from the Ministry of Health.

Prior to joining the CNIO in 2007 she was a scientist at the Centre de Recerca en Epidemiologia Ambiental, 
leading and participating in national and international competitively funded projects, and also coordinated the 
Spanish research network on bladder cancer.

Among other posts, Núria is the Spanish delegate of the Public Health Genomics European Network and has 
participated in teaching programmes for under- and post-graduate courses at several universities. She is also a 
Member of the Scientific Board of the European Society of Urological Research and the European Association of 
Urology Research Foundation.

Luis Mendao
Chair of the Board of GAT – Treatment Activist Group
Luís studied biochemistry at the University Pierre et Marie Curie in Paris until 1983 and is currently Chair of the 
Board of GAT, an NGO founded in 2001 working in prevention, early diagnosis, treatment and care of HIV/AIDS, 
related diseases and most-at-risk groups.

Luís is also the founder of the AntiProhibitionist Association and represents Portugal in the Civil Society Forum 
on HIV/AIDS at the European Commission. He is a member and Vice-Chair of the European AIDS Treatment 
Group and also integrates the Steering Committee of the HIVPORTUGAL initiative. 

For the last ten years, he has been community consultant of the Regional Office of the World Health  
Organization Europe), EMCDDA and ECDC. Luís was diagnosed with HIV and HCV in 1996.

Stanimir Hasardzhiev
Board member of the EPF
Stanimir is a founder and current Chairperson of the Bulgarian National Patients’ Organization (NPO). In 2011, he 
represented Bulgarian patients on the Supervisory Board of the National Health Insurance Fund. 

He is a board member of the European Patients’ Forum, a member of the Steering Committee of the European 
Liver Patients’ Association and several regional and international organisations and networks, such as the World 
Hepatitis Alliance, European Community Advisory Board, International Capacity Building Alliance and others.

Stanimir has many Bulgarian and international awards, such as the Best Media Award for the World Hepatitis 
Day campaign in 2008 “Am I number 12”. In 2011 the National Patients’ Organization was awarded a prize by Effie 
Worldwide Awards for its campaign “If the healthcare system doesn’t hear you”.

Breda Flood
President of the European Federation of Allergy and Airways Diseases Patients Associations
Breda developed asthma in 1984 and joined the Asthma Society of Ireland in 1992 before being elected to its 
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Board in 2000.  In 2009, she was elected to the Board of the European Federation of Allergy and Airways  
Diseases Patients’ Association (EFA), and was appointed treasurer in 2010 and elected President in 2011.
 
She is EFA Board lead in the IMI project U-BIOPRED and patient representative in the Commission’s FP7 project 

AirPROM. Breda was appointed as a patient expert by EFA to the European Medicines Agency in 2009 and is also 
EFA’s patient representative in the European Lung Foundation Council.

Miriam Dalli
Member of the European Parliament
Miriam was elected to the European Parliament in May 2014 and currently sits as a full member on the  
Committee on the Environment, Public Health and Food Safety and on the Delegation for relations with the 
Maghreb countries and the Arab Maghreb Union. 

She completed her Doctorate of Law at the University of Malta and, with over 15 years experience in the  
communications sector, she established herself as one of the main television journalists in Malta. 

Prior to her election as MEP, Miriam held the post of Advisor with the Ministry of Energy and Conservation of 
Water focusing on Communications, Corporate Social Responsibility and Stakeholder Management.

Antoni Montserrat Moliner
Policy Officer for cancer and rare Diseases, Directorate of public Health (DG SANTE)
Antoni a is policy officer for rare diseases, neurological and neuro-developmental disorders, health surveys and 
management. 

He has worked at the European Commission since 1986 after studying Economy and Statistics at the University 
of Barcelona where he specialised in health information systems. 

Elisabetta Gardini
Member of the European Parliament
Elected in 2008, Elisabetta is a member of the Committee on the Environment, Public Health and Food Safety, 
the Delegation for relations with Mercosur and the Delegation to the Euro-Latin Amercian Parliamentary  
Assembly. 

She is a substitute for the Committee on the Internal Market and Consumer Protection, Committee on Petitions 
and Delegation for relations with the United States.

Elisabetta has been a theatre and TV actress and RAI TV presenter in her native Italy as well as a theatre producer. 
From 2004-2008, she was National spokesman for Forza Italia and has also been its deputy group leader.

Peter O’Donnell
Contributing Editor, Politico
Peter has been covering European and international affairs as a freelance for more than 25 years and has  
written for the Financial Times, The Sunday Times, Reuters, The Economist Intelligence Unit, and UPI, among  
other media outlets in Europe and beyond, as well as doing TV and radio work. 

He was editor-in-chief of European Information Service, and associate editor of European Voice. In addition to 
his work as a journalist, he has acted as editor, editorial adviser and speechwriter for numerous clients in the 
corporate, political and academic world. He frequently chairs EU-level policy debates across Europe, and lectures 
on EU affairs and journalism.

Hugh Pullen
Senior Director Government Affairs, Merck Serono
Hugh has a history at the European Commission, where he worked as a Trade Policy Analyst for DG TRADE from 
2003-2006. 
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After that he became Associate Director at APCO worldwide and Director at Eli Lilly and Company. Since 2014 he 
has been the Senior Director European Government Affairs and Policy at Merck Serono.
 
Toon Digneffe
Director Government Affairs & Public Policy, Baxter 
Toon gained a post-graduate Degree in European Political and Administrative Studies at College of Europe. After 
this he worked as a consultant for Fleishman Hillard, then began working at Baxter in 2002. 

In the past he worked as Manager Public affairs and Communications Benelux and Government affairs and  
Public Policy. At present he is Director Government Affairs and Public Policy, while at the same time performing 
the task of head of Patient and Innovation Policy at Baxalta.

Nadia Kamel
Scientific Officer, European Respiratory Society
Nadia began her career as an Environmental Coordinator at OKQ8, before becoming an Adviser Product  
Regulations and International Trade at TeknikFörentagen (Sweden). 

She continued her career as EU Research Adviser at VDMA. Since 2006 she has been a scientific officer at the 
European Respiratory Society (ERS).

Tim Kneen
Executive President Europe & Canada Region, Merck Biopharma
Tim has worked at Merck since 1993. He began by working for Merck Lipha Pharmaceuticals as Regional  
Manager and moved on to Merck KGaA, first as Business Director and later as Product Manager. 

Since 2001 he has worked at Merck Serono, where he began as marketing Director, became General Manager, 
Regional Vice President, Senior Regional Vice President- Asia Pacific before his present post as the Executive 
President Europe & Canada.

Tom Fowler
Director of Public Health, Genomics England
Tom Fowler works to support the science stream around rare diseases, infectious diseases and cancer. In  
particular, he has led the rare disease pilot phase of the 100,000 Genomes Project.  

He also coordinates the Project’s infectious disease strand, which is led primarily by Public Health England.

Following a PhD in Behavioural Genetics in 2003, his career began as a Specialist Registrar in Public Health, 
working in the NHS. He has worked in both commissioning and specialised commissioning as well as roles such 
as regional epidemiologist and health protection consultant.

As a locum Public Health consultant at the Chief Medical Officer’s Private Office in 2011-2013, Tom was  
editor-in-chief of the ‘Annual State of the Public’s Health’ (Vol. I), a comprehensive review of health data for  
England. He is also an Honorary Research Fellow in Public Health at the University of Birmingham.

Ricardo Baptista
Member of the Portuguese Parliament 
As well as his role in parliament, Ricardo is also Head of Public Health at the Catholic University of Portugal and 
Medical Doctor with specific training in infectious diseases. Guest Lecturer at NOVA Medical School and at the 
Statistics and Information Management Institute (ISEGI), both at NOVA University Lisbon. 

He is a member of the European Leadership Network and a medical consultant at a multinational company in 
the field of information technologies geared towards healthcare. 
Ricardo is a public speaker and media commentator on matters of health policy, public health, HIV/AIDS,  
Hepatitis C and other infectious diseases and also on current, economic and foreign affairs. 
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Andrzej Rys
Director, Health System and Products, DG SANTE, European Commission
Andrzej is a medical doctor specialised in radiology and public health. He graduated from Jagielloninan  
University of Krakow and established the University’s School of Public Health in 1991, serving as its Director  
till 1997.
From 1997 to 1999 he was the Director of Krakow’s city health department. In 1999, he was appointed Deputy 
Minister for Health in Poland, serving until 2002. He was also a member of the Polish accession negotiating team. 

In 2003 Andrzej founded and led the Center for Innovation and Technology Transfer at Jagiellonian University. He 
joined the European Commission in 2006 as the Director for Public Health and Risk Assessment in the DG Health 
and Consumers. 

In 2011 he was appointed Director for Health Systems and Products in the DG Health and Food Safety in Brussels. 

Ahmed Bouzidi 
CEO, Vaxeal

Ahmed serves as the Chief Executive Officer and Director of Vaxeal Holding SA. He previously founded  
SEDAC-Therapeutics inc. (FR, US), a leading biotech pioneer in peptidebased therapeutic vaccines, and served as 
its CEO (exit by LBO).  
 
He also founded and managed Biophysiomics Holding inc. (M&A by Chengdu Kuachang Science &  
Technology, CN).  
 
Ahmed has held senior advisory positions with Chinese pharmaceutical companies and public institutions,  
and worked for 10 years as senior researcher at the LFB (FR).  
 
He serves as a Board Member of Vaccines Europe and the European Biopharmaceutical Enterprises. Ahmed holds 
a Master degree in Animal Biology from University of Lille (FR). He also received a PhD in Cellular Biology and an 
MBA in Finance from University of New Hampshire, Durham (USA).

Andrey Kovatchev
Member of the European Parliament
As an MEP (since 2009), Andrey serves on the Committee on the Environment, Public Health and Food Safety. 
Born in Sofia, he gained a PhD from the University of Saarland, Germany. 

Andrey has been Deputy Chairman Foreign Policy and European Affairs Commission; Regional Director for  
Central and Eastern Europe, Elsevier BV, Amsterdam; Territory Manager for Ukraine, Kazakhstan, Byelorussia,  
Russia for John Deere International GmbH and Sales Director for Bulgaria at the Tetra Laval Group in Hamburg.

Giovanni Martinelli
University of Bologna
Giovanni is Associate Professor at the Department of Specialised, Experimental, and Diagnostic Medicine at the 
University of Bologna. 

Following his medical studies at the University of Verona Medical School, Giovanni specialised in hematology 
and medical genetics at the University of Verona. 

From 1994-2005 he was a full-time medical doctor at the Institute of Hematology and Medical Oncology at the 
University of Bologna. Since 2005 he has held the position of Associate Professor. Besides this, he is also head of 
the Laboratory of Molecular Biology at the Seràgnoli Institute. 

Agnes Mathieu
DG SANTE, European Commission
Agnes joined the European Commission in 2006. She works at the pharmaceutical Unit in the Directorate  
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General on Health and Consumers of the European Commission as a policy officer. She is responsible for  
personalised medicine, orphan medicine and authorising centrally authorised products. Before joining the  
European Commission, she worked at GSK Biologicals as QA Manager.

Giovanni La Via
Member of the European Parliament 
Giovanni started started working as a professor after obtaining his PhD in economics and agricultural policy. He 
worked as an assessor of EU-sponsored research projects and became head of the Department of Agricultural 
Economics at the University of Catania in 2002. 

From 2002-2009 he was a member of the Sicily Regional Executive with responsibility for agriculture and forestry. 

In 2009 he joined the European Parliament where he is a member of the group of the European People’s Party 
(Christian Democrats), conference of committee chairs, delegation for relations with South Africa. Furthermore, 
he is the Chair of the Committee on the Environment, Public Health and Food Safety. 

Peter J. Froman
Senior Director, Investor Relations, Illumina
Peter studied in History at Kenyon College and obtained his MBA at W.P. Carey School of Business at Arizona 
State University. 

He started working as Director of Investor Relations at Applied Biosystems inc. joining Illumina. 

At Illumina he first worked as Senior Director Product Relations, continued as Managing Director, Population 
Sequencing Initiatives and Managing Director of Investor Relations. He now holds the position of Senior Director 
Investor Relations.

Irene Norstedt
European Commission
Irene is Acting Head of Unit for the Personalised Medicine Unit it in the Health Research Directorate in  
DG Research and Innovation. She has worked with European life sciences research aspects at the European  
Commission since 1996.

Irene was one of the key drivers for setting up the Innovative Medicines Initiative (IMI), and her previous  
responsibilities at the commission have primarily focussed on Small and Medium size Enterprises and industry 
aspects of biotechnology and health research at European level. 

In the past she worked for Biscore AB in Uppsala, Sweden, where she had several positions including Business 
Development for the Drug Discovery and Food Analysis areas and Technical Services Manager. She has also 
worked as Assistant Technical Attache´ at the Swedish Embassy in London.

Kay Swinburne
Member of the European Parliament
Kay, an MEP since 2009, was born and raised in Wales. She studied Biochemistry and Microbiology at King’s  
College London, and gained a Ph.D. in medical research and an MBA from the University of Surrey.

A successful career in investment banking equipped her with in-depth knowledge of the global financial  
markets. This, combined with her experience advising businesses in Europe and the US, led to her appointment 
on the Economics and Monetary Affairs Committee in the European Parliament.

Kay is a member of the Committee on Economic and Monetary Affairs and Delegation for relations with  
Switzerland and Norway as well as the EU-Iceland Joint Parliamentary Committee and the European Economic 
Area (EEA) Joint Parliamentary Committee. She is a substitute for the Committee on the Environment, Public 
Health and Food Safety.
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Recent EAPM articles in the media

Speedy introduction of new, efficacious drugs 
saves lives

In February, the European parliament’s ENVI committee took 
a step towardschanging the way medicines are approved at 
European level. This it did by voting in favour of a report and 
amendments to the EU’s Regulation No 726/2004 

This is an important shift in view of how the European  
Medicines Agency (EMA) operates and approves new drugs.

The EMA is now responsible for the centralised  
authorisation procedure for medicines in all European Union 
and European Economic Area countries (that’s the 28 EU 
member states plus Iceland, Liechtenstein and Norway). This 
is important given that all member states traditionally have 
competence for their own health service and guard that 
competence jealously. 

Most EU countries see the 'value of new drugs decided 
by how much better a new drug is, compared to those  
already available, as well as by the depth of their own  
resources. This ‘relative effectiveness’ reckoning uses the 
same data that the EMA does to check drug safety,  
efficiency and how well a drug works works in order to  
allow it to gain authorisation to go on the market.

Harmonising this evaluation EU-wide should give  
patients faster access to life-saving medicines and should 
also cut down on wasteful duplications and inefficiencies in 
individual Member States.

All European Union countries are obliged to adopt and 
make available a new drug within 180 days from the moment 
the EMA rubber-stamps its market authorization, but quite 
often this availability is significantly delayed, resulting in less 
quality of life for patients and, quite often, death.

The bottom line is that, despite the 180-day rule, some 
Member States drag their feet.

For example, the breast cancer drug transtuzumab was 
immediately available and reimbursed to patients in  
Germany, The Netherlands and Spain. In the UK,  
however, the timescale was 564 days. In Belgium it was 1,160 
days while the Danes had to wait 1,891 days.

And that’s just western Europe. In the east, it was mostly 
worse; Hungarian patients had to wait 2,713 dayswithout 
access to the drug, Romanians 2,878 days, Slovakians 3,686 
days and Latvians a massive 4,660 days. The latter is an  
astonishing 12 years and nine months.

So why does access matter so much and what are the  
arguments regarding what constitutes ‘value’?

The answer to the first part is simple: without access to 
certain drugs, people die. The second part is somewhat more 
complex and is not necessarily always about only drugs.

For example, patients are overwhelmingly in favour of the 
use of cutting-edge companion diagnostics that can tell 
them what diseases they have and may get in the future, and 
the best way to treat them, while payers and lawmakers are 
much more cautious when weighing cost against ‘value’.

It’s been said before but will benefit being said again that to 
understand ‘value’ one must first understand a product and 
consider what it can provide, weighed against cost and other 
considerations.

So what do we mean by ‘value’? How do we define it? How 
do we measure a human life – or quality of life –against the 
cost of a treatment?

Patients, when they understand their options, will have their 
own views on what constitutes value, depending on their 
circumstances  – “Will I get better? Will I live longer? Will my 
quality of life improve? What are the side effects?”

Of course payers, not surprisingly, when they weigh the 
benefits against cost and other considerations, may take a 
different approach.

Meanwhile, manufacturers and innovators are obliged to 
operate within limits of ‘value’ that are as yet unclear in this 
exciting new age of personalised medicine.

But there is a solid argument that value should always 
be defined in respect of the customer. Value in health care 
depends on results and outcomes – vital to the patient – 
regardless of the volume of services delivered, yet the value is 
always going to be seen as relative to cost.

Statistics show us that up-to-the-minute cancer treatments 
can now treat some of the most severe or rarest diseases 
known on this planet. Over the past two-and-a-half decades, 
patient life expectancy has risen by some three years, with 
four-fifths of that figure directly down to new treatments and 
medicines.

Yet these drugs and treatments are expensive. But, given 
huge improvements as ongoing but very costly develop-
ments bring us these new pharmaceuticals, are they worth 
it? Patients may have one view but, as it stands, that’s for the 
EMA and national healthcare systems to quantify and decide.

Preferably they will do this quickly when innovative and 
potentially life-saving drugs are concerned.
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Personalised medicine advocates reach out  
to Poland and Italy

EAPM's latest SMART Outreach meetings have taken place to 
set up an Alliance presence nationally.

The Alliance’s June 2015 conference introduced the  
‘SMART’ concept, which stands for Smaller Member states 
And Regions Together, and EAPM has been expanding this by 
taking its message directly to EU countries. 

All outreach events follow on from EAPM’s original STEPs 
campaign – Specialised Treatment for Europe’s Patients – 
which calls for the EU to commit to:

l STEP 1: Ensuring a regulatory environment that allows 
early patient access to novel and efficacious personalised 
medicine

l STEP 2: Increasing R&D for personalised medicine, while 
also recognising its value

l STEP 3: Improving the education and training of  
health care professionals

l STEP 4: Supporting new approaches to  
reimbursement and HTA, required for patient access  
to personalised medicine

l STEP 5: Increasing awareness and understanding of  
personalised medicine.

Successful outreach events have already been held in  
Poland (twice), Austria, Bulgaria and Italy.

Each event agenda has reflected the barriers to fully  
integrating personalised medicine into EU healthcare  
systems, not least of which is patient access.

Although Brussels-based – which helps to better  
engage with the European Commission, EU permanent 

representations and the European Parliament in the ‘Capital 
of Europe’ – EAPM believes it is time to place its feet firmly 
on the ground in more EU countries, in order to expand its 
work with the multi-stakeholder groups, and nations, that 
form its membership. 

Last year, the European Union had two of the smaller  
member states as its rotating presidencies – Latvia and  
Luxembourg (which published landmark Council Conclusions 
on personalised medicine in December 2015) – and now 
a third smaller country, The Netherlands, is at the helm.

Europe’s health policies need to recognise and tackle the 
inherent health system vulnerabilities faced, specifically, by 
smaller countries and in the regions of the larger ones. EAPM 
therefore calls for adoption of its SMART approach.

Already the idea has been a great success, involving med-
icines bodies, national health ministers and cross-sectional 
stakeholders, all working with EAPM to move personalised 
medicine to the next.

The SMART Outreach programme aims to establish the  
direction required to facilitate an environment for  
personalised medicine at national level. This includes  
(but is not exclusive to):

l Implementation of EU regulatory instruments at the  
national level (data protection, clinical trials and the future 
in-vitro diagnostics)

l Harmonisation of research between Member States

l Better and common guidelines on various diseases

l Patient empowerment and health literacy

l Genomics in the health arena

l National Cancer Plans/biomarkers
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World Cancer Day

February saw World Cancer Day 2016, and, according to the 
World Health Organization, new cases of cancer globally are 
expected to increase by 70% over the next 20 years, from 
around 14 million to 25m.

Yet there will surely come a time when vast improvements 
wiill occur – and not only in cancer, but also in diabetes and 
many other disease areas.

But, of course, there are cost issues and one key area is to try 
to address them. Producing medicines has not become any 
cheaper. If anything, the opposite is true with development 
costs rising almost exponentially in recent decades.

Figures suggest that the average new medicine takes more 
than €1 billion and from ten-15 years to get from ‘bench to 
bedside’. At the same time, markets allowing for such heavy 
investments to be recouped are becoming much smaller – as 
a direct natural result of the increase in personalization of 
treatment.

So does the fact that it’s more expensive to produce  
medicines for fewer people necessarily mean that medicines 
are (or will be) unaffordable for health-care systems? The 
answer to this from EAPM is ‘no’. At least not necessarily.

EAPM believes that a key challenge for health care systems 
is to manage medicines spending – yet they must still also 
deliver on innovation. The Alliance has always maintained 
that, when and where it is possible to treat a patient to target 
using an older cheaper medicine, then it should be done.

One the other hand, if a patient needs a more modern 
treatment, access should be provided at reasonable prices 
that reflect both the added value and the volume across the 
market – with low volume treatments, naturally commanding 
a higher price. Getting this balance right will be tough, but 
will ensure that everyone wins.

This mantra has been taken up by others. Said Minister  
of Public Health for the Netherlands Edith Schippers:  
“Constraining costs to provide optimal care in the future is  
in our best interest, to work together with the industry, 
healthcare insurers, healthcare providers and the patient. This 
asks for clear roles and choices in the way that we arrange 
our pharmaceutical care. Nationally where possible and 
where needed also in Europe. 

“Only in this way can we work towards a system that 
provides access to valuable medication for the need of the 
patients,” the minister added.

The Alliance believes that there has never been a better 
time to grasp the opportunities in cancer prevention using 
the latest discoveries in “omics” – including great  
breakthroughs in genomic science.

Due to these advances, for example, knowledge of common 
variants related to cancer risks has leaped from five to more 
than 450 and, genetically, scientists know a great deal more 
about what makes individuals susceptible.

As we know, personalised medicine utilises research,  
data and up-to-the-minute technology to provide better  
diagnostics and follow-up for citizens than is currently the 
case. It uses genetic information to discern whether a  
particular drug or regime will work for a particular patient 
and assists clinicians in deciding which treatment will be  
the most effective. It can also have a huge impact in a  
preventative sense.

Earlier diagnostics and earlier treatment have many  
benefits, among them fiscal, because while cost is a  
major issue – and there are key questions about the cost- 
effectiveness of new and even existing treatments – better 
diagnostics will ease the burden on healthcare systems.

But there are issues: Minister chippers echoed statements 
made in the Luxembourg Council Conclusions when she said 
that it is essential to keep innovative medication accessible at  
acceptable prices, while acknowledging that, “if medicines 
don’t have an added value for health care, then it should be 
clear that we are not prepared to pay high prices”.

Luxembourg’s Health Minister Lydia Mutsch, speaking at a 
high-level conference during the Grand Duchy’s Presidency, 
said: “The challenge to be addressed is to put into place a 
framework which allows us to deliver the right treatment to 
the right patient at the right moment, in accordance with the 
principle of universal access to high quality health care.”

The conference also concluded that personalised medicine’s 
integration into clinical practice and daily care is proving  
difficult given the many barriers and challenges to timely 
access to targeted health care that still exist as of today.

World Cancer Day was once again a timely reminder that 
much work remains to be done to improve the lives of 500 
million potential patient across Europe’s member states.
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Tackling the silent killer in Europe

 While the past decade has witnessed significant  
improvements in the survival rate of some cancers via huge 
progress in prevention, diagnosis and treatment, pancreatic 
cancer has resisted the trend. 

The disease still has the poorest survival rates of any cancer 
and, according to predictions, pancreatic cancer-related 
deaths will keep rising across Europe, while that of other  
cancers will continue to fall.  

There are several important research and medical unmet 
needs in relation to this disease, and the issues were  
discussed during a conference entitled ‘Burning issues in 
Pancreatology’ held in Cluj-Napoca, Romania.

Pancreatic cancer is a hot topic at the moment, with EAPM 
in collaboration with the COST Action BM1204 EUPancreas 
recently releasing a White Paper on the disease. Most of the 
issues raised by the Alliance’s paper were later discussed in a 
meeting in the European Parliament.

As a result of this, one EAPM member organisation, the 
European Cancer Patient Coalition, will take the lead with 
outreach initiatives in pancreatic cancer at the national level, 
supported by the Alliance at the political level.  

The two-day conference in Cluj-Napoca, meanwhile, 
co-organized by EUPancreas COST Action, EFISDS and EPC, 
discussed how to renew efforts to develop more efficient 
prevention, diagnostic and treatment strategies.

It found that more etiological research is needed to  
identify new causative factors of pancreatic cancer and its 
premalignant lesions, to develop biomarkers of early-stage 
diagnosis, to identify populations at high risk of the disease, 
to characterise disease profiles with varying responses to 

treatment, as well as tumour subtypes of the cancer with 
different clinical behaviour, and to implement actions in this 
new and rapidly developing field of personalised medicine.

The conference also found that novel and cross-disciplinary 
tools as well as sustained multidisciplinary collaborative 
efforts are essential to move forward in research.

Núria Malats, chair of EUPancreas COST Action, said:  
“The application of the rapidly evolving ‘omics’ technologies 
in cancer research has demonstrated that large-scale  
international collaboration is essential to decipher relevant 
information in the context of massive-scale interrogations.”

The EUPancreas COST Action is a European platform  
facilitating the collaboration of a broad range of European 
and international pancreatic cancer multidisciplinary  
research groups. It brings together young researchers  
alongside those with more experience to allow Europe to 
actively participate in international research into the disease.

Overall, the Action involves 195 multidisciplinary  
members from 22 EU countries.  The main objective of  
EUPancreas is to capitalise on emerging scientific and  
technological developments in the field of pancreatic  
cancer, in order to integrate knowledge and experience in a 
multidisciplinary way “from cell to society”.

This is achieved through the promotion and application of 
uniform study tools and protocols, fostering their optimal  
use by early-stage researchers, enhancing the mobility and 
training of researchers, and disseminating the results  
produced by the Action to the broader society.   

EUPancreas builds together with other international  
initiatives to increase public and health policymaker  
awareness about this silent killer disease’s research unmet 
needs and impacts.
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Lung cancer White Paper

At the end of 2015, EAPM launched a  White Paper aimed 
at tackling unnecessary deaths caused by lung cancer 
was launched today (Tuesday, 10 November) and aims to 
promote greater access to innovative treatment and more 
efficient organization of research.

The Alliance wrote that lung cancer patients urgently  
need action at the highest level. The document is a direct 
appeal to EU and Member State policymakers, legislators and  
regulators.

Improvements will “depend primarily on greater  
collaboration between member states and across the  
healthcare sector. The collaboration should include  
patients, caregivers and patient organizations, who have an 
indispensable contribution to make”.

Lung cancer is the biggest global killer of all cancers. Fewer 
than half of newly diagnosed sufferers live beyond a year, 
with only 16% surviving for five years.

It is such a huge killer partly because it is harder to detect  
in its early stages. By the time a person begins to notice 
symptoms, it has often spread to other parts of the body and 
is, therefore, difficult to treat.

The majority of lung cancers in both sexes are caused by 
smoking, but about 15% are not, and the majority of those 
non-smokers are women, mostly young women.

Lung cancer in women has increased by a staggering 600% 
over the past 30 years. Today, more are killed each year by 
lung cancer than they are by breast, ovarian and uterine 
cancer combined.

Various theories have been posited for this (estrogen as a 
tumour promoter, is one example) but, put simply, scientists 
are just not sure. The Paper adds: “It is clear that physicians 
need more effective ways to detect and target these cancers.”

European Respiratory Society, lung cancer expert Prof. Jean-
Paul Sculier, said: “The battle against lung cancer is lagging 
behind, for example, the fight against breast cancer. One 
reason is a general lack of funding for research. More research 
is desperately needed. Another reason is a relative lack of 
patient advocacy because so many patients die.”

EAPM Secretary Gordon McVie said: “More effort is needed 
in prevention. Public awareness of the disease and the risk 
factors should be developed, particularly among younger 
people, women and front-line healthcare professionals.”

The White Paper notes that “understanding a new diagnosis 
is frightening and, because treatments are moving so fast 

due to developments in science, often confusing. Patients 
need to realise that treatment strategies will depend on the 
type of lung cancer, what stage it has reached, their general 
state of health and more. Add to this the treatment options 
of surgery, radiation therapy, chemotherapy and established 
or experimental targeted drugs, plus the various possible 
side-effects and it becomes a minefield.”

“Health-care workers must play a vital role in empowering 
the patient to allow him or her to fully understand the  
circumstances and make choices,” it adds.

With the increased knowledge of the human genome,  
physicians can analyse a patient’s genetic make-up - 
with careful consideration to the tumour cells, which can  
be unique - and target subsequent therapy to treat the  
individual patient and the individual tumour.

EAPM says personalised medicine allows scientists to  
investigate a tumour and try to identify genes to predict for 
drug sensitivity, or genes that may possibly predict patients 
who will do better and need no further treatment, or those 
who might benefit from further treatment.  In the future, 
more and more treatment decisions will be based upon 
the molecular characteristics of an individual tumour. More 
research could lead to identifying lung cancer earlier, which 
would increase the cure rates immensely.

Personalised medicine for patients with non-small-cell 
lung cancer is already here. For example, pathologists can 
perform the most complete and accurate sub-typing of 
tumours possible.  Next-generation sequencing looks set to 
allow extensive genetic analysis of single samples, although 
various technical, logistical and ethical problems need to  
be solved.

Among the White Paper’s ‘asks’ are the need for an  
acknowledgement that lung cancer is one of Europe’s biggest 
killers and that the European Union can play an important 
role in helping to tackle the disease.

It adds that the EU should put guidelines in place that  
will allow Member States to set-up quality assured early  
detection programmes for lung cancer, and that there is a 
need for increased public-private partnerships, such as IMI 
II. The Paper also calls for increased collaboration between 
pharmaceutical researchers to find the best treatments for 
patients, which will reduce the cost burden for individual 
companies in developing treatment.

Finally, it states: “Member states and the EU institutions 
should act together to overcome the barriers to innovation, 
including recognizing the real value of new treatments and 
making access to them easier, boosting research across 
Europe, and including all stakeholders – and particularly 
patients – in policy formation.”
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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

EAPM 4th Annual Presidency Conference 
Bibliothèque Solvay, Brussels
5-6 April, 2016

conference2016.indd   36 21/03/16   16:58


