
‘A picture paints a  
thousand words’

The state of play in  
personalised medicine  

told in cartoons
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We live, today, in a multi-state Europe that celebrates a rich diversity in  
culture and languages yet also relies upon our similarities and shared goals. 
The European Union of which we are all a part has, as one of its core values, the 
ideal of equality.

One way to measure this equality is through the well-being of all 500 million 
citizens spread across 28 Member States and, as part of that well-being, one key 
aspect is health.

Ask any citizen, anywhere, and health and healthcare will be high on the 
agenda – now and into the future.

In the area of health much progress is being made scientifically, with  
breakthroughs in, for example, the way we can diagnose and treat rare  
diseases. New technologies are developing swiftly and coming more-and-more 
to the fore, while the potential value of Big Data cannot be underestimated.

Yes, there is a necessity for up-to-date incentives and rewards in research,  
better education for clinicians in respect of new methods, interoperability  
issues exist and, in the case of Big Data, there are collection and sharing  
complications as well as huge, fundamental questions concerning ethics  
and privacy.

These represent very real barriers to access for patients who need quick  
and efficacious assessment to help them live longer and healthier lives by  
receiving the right treatment at the right time. Personalised medicine (PM), 
based on an individual’s genetic make up, is the way forward in this respect.

It is incumbent upon all stakeholders in the realm of healthcare – and  
especially the policymakers and legislators – to ensure that every citizen of 
Europe has the same rights and access to the same high quality care as his 
neighbour. At the moment we have different standards of healthcare in  
different countries, different price structures in many of them, and problems in 
affordability when it comes to cross-border access for patients. 

Of course, cost is a major issue and often leads to a sharp intake of breath 
when personalised medicine is mentioned. It’s true that keeping the population 
of Europe healthy is an expensive business – and there are key questions about 
the cost-effectiveness of new and even existing treatments. 

Yet personalised medicine is an innovative, speedily growing method of  
treating patients that uses as much available research, data and up-to-the-
minute technology as possible to provide better diagnostics and follow-up for 
citizens than a one-size-fits-all model. It uses genetic information to discern 
whether a particular drug or regime will work for a particular person and helps 
a clinician to quickly decide which treatment will be the most effective. 

There is no point giving, for example, a cancer patient chemotherapy if there 
is a large chance that it will not work. This is a waste of time and money and, 
potentially, a human life. It is far better to know in advance what the best  
treatment will be, to discuss it in a fully transparent way with the patient and 
then to point him or her in the right direction. That is personalised medicine.

Here is the PM story, as told by EAPM and cartoonist Floris Oudshoorn  
(pictured, left).
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‘Taking Stock’: the role of personalised 
medicine in modern-day healthcare
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Cost and value

In a 500 million citizen-strong EU staring into the abyss of a society with an 
aging population that will inevitably become ill at some stage, giving patients 
access to the best possible treatment available in Europe is not just a moral  
issue, it’s a financial one, too. 

The downturn in the economy almost crippled several Member States and, of 
course, high on the list of austerity measures has been the counter-productive 
reeling in of health services, even to the point of dropping certain cancer drugs 
from the available list, as will happen in England soon.

Slashing health budgets is a nonsense. A healthy Europe is a wealthy Europe 
and the EU and healthcare systems managers need to understand this fact.

With more and more researchers, front-line clinicians, pharmaceutical  
companies, patients’ groups and individual citizens becoming aware of the 
potential of personalised medicine, the question now is how to make the best 
use of its ability to offer the right treatment to the right patient at the right time 
in a way that is affordable.

Arguments continue in a world of cost/benefit analyses and the healthcare 
burden is increasing all the time – and will continue to do so. Therefore, giving 
affordable access to the best possible treatments available in Europe is a huge 
issue and a massive challenge.

 
Modern patients want to have their illnesses and treatment options explained 

in a transparent, understandable manner (from a clinician with up-to-date 
knowledge) to allow them to become involved in co-decision, and, crucially, 
they want greater access to treatments that could improve their lives and, in 
some cases, save them.

Availablity and affordability

EAPM believes that treading the path to better and more-affordable access 
involves a greater understanding of value, more focus on new technologies, 
better use of resources, more collaboration in the medical community and 
markedly improved engagement with innovation.

Access involves several aspects, namely: availability – meaning that new 
medicines are developed or existing products are adapted; also accessibility 
– bringing the products to patients who need them. 

It is also about affordability – ensuring that patients, healthcare providers  
and governments can afford the products; and ensuring quality so that the 
medicinal products work as intended and are efficient and safe.

Despite the existence of innovative new drugs, new technologies and  
developments in medical science, many citizens are not able to access them, 
often due to high costs, while further issues include overly bureaucratic  
reimbursement procedures in the EU and a lack of implementation of the  
Cross-Border Healthcare directive.

Pricing is clearly a major issue and is being handled in differing ways. And it is 
plain to see that, currently, there is a huge difference in how healthcare systems 
handle funding across the EU.
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Big Data

Big Data represents the vast and continuously growing amount of health  
information and its usage to drive innovation in translational research and 
health outcomes tailored to the individual. 

Big Data is certainly not going away and predictions for its growing influence 
in healthcare in the near future include a greater use of ‘smartwear’,  much 
better access for patients to their own health records and even much earlier 
warnings about epidemics. 

Not only does Big Data offer the potential to revolutionise the effectiveness of 
health interventions, it may also help ensure the more effective management of 
resources in what are increasingly cash-strapped public healthcare systems.

Getting a Data Strategy for Personalised Medicine right in Europe would 
yield multiple benefits. Not only would it accelerate the development of more 
effective treatments and potentially help with the management of healthcare 
resources, it would also act as a foundation for private sector investment and 
jobs in R&D in Europe.

Data is being used – and gathered - everywhere, every day in myriad ways. 
These data considered individually may be small, yet taken together they add 
up to a significant and useful amount if stored and shared properly, taking into 
account ethical issues that surround data privacy and patient permissions. 

Data from wearables, for example, could be highly valuable in assessing the 
right treatment for the right patient at the right time and even in identifying 
patient subgroups.

Unfortunately, at the moment, these data are stored in ‘silos’ which may not 
just mean one hospital but even in different departments of the same hospital 
so that, while the data is useful on an individual level, its broader value is being 
under-utilised. This represents a microcosm of the whole Big Data problem in 
Europe and beyond. 

  
To get the most from this incredible new asset, we need among other  

things reproducible analytical methods in both research and clinical practice, 
enhanced clinical utility via establishing methods of reporting that empower 
the clinician, high-quality standardised clinical data with appropriate levels of 
security and access control plus analysis of internal datasets in the context of 
ever-increasing large public domain datasets.

On top of this it is necessary to facilitate biomarker identification and  
validation through integrated analysis-ready views of clinical and ‘omics’ data 
– which sounds complex, because it is – and so much more.

Big Data is here to stay. The task now is to learn how to use it - and decide how 
to manage it - for the benefit of 500 million potential patients across the EU’s 28 
Member States.
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More access...

The importance of access to medicines and innovative treatments for Europe’s 
patients is undergoing particular scrutiny at the moment.

As well as its Working Group on Early Access and Better Decision Making, 
EAPM also hosts an MEPs’ Interest Group. The Alliance has been in continuous 
dialogue with Members since its formation, on access and many other topics.

 
Access for patients to medicines that efficiently treat illness is an important 

issue that must be addressed both at national and EU level. 

Member States and the Commission have created the Expert Group on Safe 
and Timely Access to Medicines for Patients (STAMP) and, while  EAPM  
welcomes these initiatives, it maintains that they are not enough. Among the 
basic tenets of the EU are equality and access to the best healthcare for all, 
regardless of who or where they are. This is clearly not the case.

EU policymakers should ensure that regulatory decisions on the value of  
innovative therapies are based on what matters most to patients, and ensure 
that they get access to innovative treatments following a centralised cost- 
benefit analysis by the EMA.

Pricing and reimbursement of medicines within the EU is a Member State 
competence and it is the responsibility of the individual Member States to use 
their bargaining power to keepcosts as low as possible. 

Economic difficulties for health systems in the EU should not mean that  
patients cannot be helped, and, given the high cost of many new drugs,  there 
is obviously something wrong. Groote called for more cooperation among 
Member States.

It is undeniable that new targeted drugs and treatments can be expensive. 
But EAPM believes that the European Commission needs to do, in tandem with 
the Parliament, is to create a regulatory environment which allows early patient 
access to novel medicines and treatments.

A close scrutiny of, and changes to, the current system for incentives and 
reimbursement, for example, would represent a very solid start.
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Training of HCPs

Healthcare professionals cannot be expected to adapt to new ways of  
approaching patients and coping with new technology unless they are  
suitably trained.
 

These HCPs are being asked to move towards proactive healthcare  
management, employing screening, early treatment, and prevention, and to 
classify and treat diseases in a new way, interpreting information from across 
sources that blur the traditional boundaries of individual specialties.

Professionals prescribing, dispensing and administering medicines will need 
to be confident of the science behind targeted therapies, including greater 
understanding of the immune system and molecular medicine, and knowledge 
of the mechanisms of action and interaction of targeted therapies, as well as 
common adverse events.  
 
Communication skills with patients will also need to be developed markedly. 
And it is equally important to develop training for the many other professionals 
in bio-informatics, statistics, mathematical modeling, and so on - to promote 
the shared understanding and collaborative development of necessary tools.

In support of education and training, the European Commission, Member 
States, patients’ and healthcare professionals’ organisations are invited by the 
Alliance to collaborate in order to:

• Complement general public health campaigns with specific messaging to 
broaden the awareness of personalised medicine

• Provide education that improves health professionals’ ability to  
involve patients

• Recognise patients’ rights to seek information about options

• Adapt the provision of continuing professional development and training 

• Adapt curricula for under-graduate, post-graduate and specialist education

• And develop training systems that provide for inter-professional  
collaborative practice and produce interdisciplinary professionals.

Information and communication technology 

When it comes to ICT, there are domain-specific challenges and a need to  
advance the state-of-the-art of core technologies, namely through:

• Development of hardware, software and workflow algorithms to accelerate 
cost efficient analytics and visualisation of genetic abnormalities that cause 
cancer and other complex diseases

• Research at the convergence of mHealth, Big Data, Cloud Computing, 
security and anonymisation techniques to meet the needs of High Performance 
Computing and data throughput throughout the healthcare value chain

• Research on policy implications and new models of ownership

• Centres of Excellence for Big Data science and life science applications of 
HPC systems
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Translational research

While Europe continues to produce excellent science  that  
provides an increasing insight into the role of biology in health 
and disease, the ability to translate these research discoveries 
into patient benefits are undermined by the structures and  
regulations currently in place at European and national levels. 

A fragmentation of the research effort across Europe and the 
lack of a clearly defined roadmap for translation of research  
discoveries for clinical implementation are hampering the  
delivery of the personalised medicine agenda.

 
 It is necessary to create a European Translational Research 

Platform, or ETRP, to enable the efficient translation of research 
discoveries to innovative diagnostics, therapeutics, products 
and processes that will benefit European patients, industries 
and societies. 

Among other things, the ETRP should:

• Link infrastructure in relevant domains including ‘omics,  
pathology, biorepositories/biobanks, big data, biomarkers,  
diagnostics, imaging, drug discovery and development 

• Share the expertise across the translational research  
continuum to effectively deliver translational solutions that 
will contribute to better health for Europe’s citizens

National Cancer Plans

National Cancer Plans (NCPs) must empower patients and  
place them at the centre of their own treatment decisions.

Personalised medicine is making a huge contribution to 
cancer treatment today and clearly must be integrated into all 
Member State NCPs.

 
These public health programmes aim to reduce cancer  

mortality and morbidity while increasing the quality of life of 
cancer patients, via evidence-based strategies.

NCPs in Europe differ significantly across Member States and, 
while personalised medicine is a rapidly emerging field, it was 
not particularly high on the health agenda when most NCPs 
were designed and implemented between 2008 and 2010.

NCPs now exist in 25 of the 28 EU countries. However,  
only 16 have plans on rare diseases. This is down to internal 
factors related to individual health systems and also the level 
of knowledge-sharing between some states.

EU member states may need support in developing their 
NCPs to incorporate biomarker testing as an essential and 
standard part of best clinical practice. 

EAPM believes that the Commission should issue guidelines 
or make a recommendation that this be included in NCPs.
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The way forward

The exciting field of personalised medicine is, and should be, all about the 
patients. It offers the opportunity for them to be seen not merely as passive 
recipients of care but as participants, partners and even guides in their own 
healthcare. 

For personalised medicine to reach its full potential, Europe needs to up its 
game to allow for engaged and informed patients who are encouraged to 
discuss various treatment options, the possible consequences of those options, 
and then to arrive at an informed determination about the best action. 

This engagement ensures that patients remain involved in following the  
various stages of treatment, and maintain open channels of communication 
with their health professionals. 

Success for personalised medicine will require higher levels of health literacy 
among patients and the wider population. There is also a clear need for  
readiness and updated skills among healthcare professionals. This will allow 
front-line professionals to engage more closely with patients over treatment 
options. 

As well as those affecting education and literacy, the advent of Big Data has 
also thrown into sharp relief many issues. 

Meanwhile, diagnostics are crucial to personalised medicine, but they are  
often poorly understood and arguments continue about what constitutes 
value. This leads to a situation in which incentives are often lacking for investing 
in their development. 

Proven, evidence-based treatments and diagnoses are required if  
personalised mediine is to move into the realms of certainty.

And greater collaboration is needed between pharmaceutical and diagnostic 
manufacturers. This must be based on deeper mutual understanding of the 
differing development timelines and lifecycles, regulatory and reimbursement 
pathways, and markets and customers. 

It is clear that the future of personalised medicines requires developments in 
health technology assessment that will support timely patient access. 

Also required are formats and philosophies that allow flexibility throughout 
the whole EU family of 28, ones in which different regions within Member 
States can collaborate, and countries can collaborate. 

Meanwhile, Europe cannot solve problems in a reactive way anymore. Current 
regulations did not foresee what will become an explosion of personalised 
medicine-based clinical trials. 

It is impossible to pre-solve every problem as they are not yet known. The 
very best that can be done is to put in place a framework that allows real  
actions – albeit ones that follow, underline and match necessary values through 
sets of guidelines and codes of ethics.

The Commission in particular needs to take note of what needs to be done, 
regulation-wise, to make personalised medicine work.

  
And regulators and law-makers must remember that, after all, it’s all about  

the patient.



The European Alliance for Personalised Medicine (EAPM)  
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. 

EAPM was launched in March 2012, as the European discussion 
on personalised medicine gathers pace. It is a response to the 
need for wider understanding of priorities and a more integrated 
approach among distinct lay and professional stakeholders. It 
works on case studies, education, training and communication 
to deliver practical policy recommendations designed to exploit 
the potential of personalised medicine to the full.  

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  
European Medicines Agency. By bringing together all  
stakeholders, EAPM’s aim is to help to forge constructive links 
between the EU institutions and society. 

The EAPM Forum brings all members together every  
2-3 months to review activity and to direct political strategy.  
Working groups develop positions on key topics and make 
proposals and recommendations to the Forum. The secretariat 
manages day-to-day operations, prepares Forum meetings,  
and co-ordinates the working groups). EAPM is funded by  
its members. 

Contact:  
Denis Horgan

EAPM Executive Director
Avenue de l’Armee/Legerlaan 10

1040 Brussels, Belgium
Ph: + 32 4725 35 104

Website: www.euapm.eu

About EAPM 


