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Congress a “true melting pot of Actions needed”
Well, we’re already solidly into this
Congress in Milan and so far it has
been a great success. Today will
surely be no different.

responsible for almost 270,000 annual deaths in
Europe. When it comes to this disease, Europe
is looking at risk prediction models to identify
patients for screening, plus how many annual
screening rounds is enough. This is not before
time.

As this newsletter will review, in the
busy programme yesterday were
tracks and sessions covering lungcancer screening, hospitals, regions
and diabetes, as well as the second
days of the genomics topic and
the winter school for healthcare
professionals.

Undoubtedly, tobacco smoking is the major risk
factor for lung cancer, although passive smoking,
and a family history of lung, head and neck cancer
are, among other factors, also important.
Figures show that lung cancer causes almost 1.4
million deaths each year worldwide, representing
almost one-fifth of all cancer deaths.
It is at the very least surprising that the biggest
cancer killer of all does not have a solid set of
screening guidelines across Europe.

Let’s start with one of the deadliest
diseases on earth…

Certainly, lung cancer screening implementation
in Europe has been debated in the scientific
community and with politicians at national and
European level for a long time.
Different members of the European Parliament
and most experts in the field have agreed that
Europe’s health systems need to adapt quickly to
allow patients and citizens benefit early diagnosis
of lung cancer and thus reducing mortality for this
lethal disease.

Lung-cancer screening
The major topics addressed in this track were
screening strategies, epidemiology and public
health, with discussions moderated by Giulia
Veronesi, who is Chief of the Robotic Thoracic
Surgery Unit, Division of Thoracic and General
Surgery, at the Humanitas Research Hospital here
in Milan, and EAPM’s Denis Horgan.
Congress was hardly surprised to hear that
lung cancer is the biggest killer of all cancers,
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Presidential dinner

The recently released results of the NELSON
survey, the second-biggest of its kind into the
disease, showed that computed tomography, or
CT, screening for lung cancer reduces lung cancer
deaths by 26% in high-risk asymptomatic men.
It also suggests that with screening the results
could be even better in women.

“Guidelines must be put in place to allow
countries to set-up quality assured early
detection programmes for lung cancer,
possibly through increased publicprivate partnerships,”

The trial included almost 16,000 people, and
findings show that CT screenings are effective,
often lead to detection of suspicious nodules, and
can positively increase the chances of cure.
It has shown beyond doubt that screening has the
potential to detect lung cancer at an early stage,
and such a result is impossible to ignore.

“There is a need for greater efforts,
backed up by collaboration
between countries and professional,
organisational and scientific support
for those seeking to implement or
improve population-based screening
programmes.”

Veronesi added.

Harry de Koning of Department of Public Health, Erasmus
MC, Rotterdam, Netherlands

So, findings Europe (and in the US) strongly
suggest that lung cancer screening works. There
is hard evidence, although debate continues
about the best way to implement screening of
this kind, and even how to properly evaluate cost
effectiveness.
Of course, guidelines could help to tether costs,
by bringing in improvements to the efficiency of
screening methodologies and, thus, programmes
themselves

And Matthijs Oudkerk, from Scientific Director Centre for
Medical Imaging, North East, Netherlands, said:

“Overall, it is clear than any further delay
to the implementation of the best form
of lung cancer screening will mean many
more unnecessary lives lost.”
Congress heard that earlier diagnostics and earlier
treatment has many benefits, among them fiscal,
as has often been mentioned, because while cost
is a major issue better diagnostics will ease the
burden on healthcare systems.
Lung-cancer screening is a case in point.

“When it comes to lung cancer screening,
much can be achieved with consensusbased guidelines to ensure that all
stakeholders are aware of acceptable
standards and are effectively all singing
from the same hymn sheet.”
John Field from University of Liverpool, UK:
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Presidential Session – Facilitating Access for Today’s Diseases

Alberto Mantovani
Humanitas

Phil Hieter UBC Canada

Patient Track

Paola Castagnoli
Toscana Life Sciences

Regions4PerMed
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Michele Perrino
Medtronic

Regional Track

Presidential Session – From Here to 2025: Personalised Medicine and Healthcare for an Immediate Future
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Quotes
“There is a need for Member
States to invest more in data
bases. Rare disease patients
are not easy to find to put into
a trial.”

“If we don’t collaborate, we
can actually make more of
a divide. Partnership is no
longer optional, it’s essential.”

Peter Meeus, Shire.

“Politicians must understand
that there is no Europe
without healthy citizens.”

Jennifer Mills, Foundation Medicine.

“Data sharing across borders
will lead to better research
and personalised healthcare.
The Commission is building
the bridge.”

Stanimir Hasurdjiev, PACT

“Patient access to innovation
is a shared responsibility
- governments, payers,
patients, industry…”

Marco Marcello, of DG CONNECT.

Nicoletta Luppi, MSD Italy

Patient Track
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Diabetes
According to the World Health Organisation
(WHO), there are some 60 million people with
diabetes in Europe, which equates to around
10.3% of men and 9.6% of women aged 25 years
and above. In every age group, however, diabetes
is on the up. And this rise is due mainly to people
being overweight and obese, eating unhealthy
diets and having a lack of physical activity.
WHO projects that, worldwide, diabetes deaths
will have doubled from 2005 levels by 2030.
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Jeannette Soderberg, European project manager JDRF,
explained that:

“In the US, JDRF provided the FDA with
information to help review and approve
drugs and technologies for safe and
swift delivery to people with T1D.
She pointed out that establishing clear and
reasonable pathways for scientific research
and regulatory approval promotes continued
innovation in artificial pancreas systems,
prevention therapies, and beta cell replacement.

We live in an ageing population and the older a
person is, the greater their risk of diabetes. But
the really bad news is that type 2 diabetes (T2D)
is increasing in all age groups, including children
and adolescents. Half of people with diabetes die
of cardiovascular disease (primarily heart disease
and stroke), and 10-20% of people with diabetes
die of kidney failure. Blindness is also an issue, as
is nerve damage. Congress heard that the overall
risk of dying among people with diabetes is at
least double the risk of those without it, and that
diabetes is a truly worldwide problem.

“Therapies may give people with T1D
freedom from insulin injections for up to
two years,” Arnaud said
“But the question is, can these issues be
addressed at the EU Level?”
As mentioned earlier, blindness and kidney
disease can be a direct result of T1D. Arnaud
said that people with T1D must have access to
groundbreaking innovations to benefit from them.
Work to improve healthcare access for the T1D
community has three main areas of focus –
coverage, affordability and choice, he added.

“It should be as hot a topic as cancer,
but it is not,”
Olivier Arnaud from Senior Director, European Research JDRF.

Congress heard that there is an aim to raise
awareness of the impact that diabetes has, while
promoting management, care, prevention and
education of the disease.

Meanwhile, it is a fact that many if not most
patients stop taking their prescribed medication
after between 6–12 months. This means they
quickly lose most of the clinical benefit. Adherence
is critical, but the figures are damning. On top of
this, deaths from missed diagnoses of T1D are still
happening. And with T2D, consistent and timely
diagnosis remains suboptimal, with evidence
showing an average period of more than six years
from onset to diagnosis.
As for perception

Frédéric De Reydet who is the Director, Global Market Access
NSO, Novartis, Basel, Switzerland highlighted that

“Early diagnosis and treatment are
key to preventing complications and
achieving healthy outcomes. Awareness
of the signs, symptoms and risk factors
for all types of diabetes are vital to help
detect it early.”

“The whole diabetes scenario isn’t
helped by the fact that the public puts
diabetes behind cancer and heart
disease when ranked in importance
and seriousness, and most citizens put
the blame for the disease firmly on the
sufferer’s lifestyle choices.”

The end result of all the above is that diabetes
has been compared to a wildfire raging through
the globe, Congress heard, yet the disease and
healthcare costs are not being dealt with by the
world’s nations, including those in Europe.

Bastian Hauck, from Diabetes Advocate, Patient Entrepreneur
& Healthcare Consultant
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Hospitals

“University hospitals play an important
role as front-runners in and catalysts
for innovation, as well as promoting
best practices and contributing to the
development of strong local, regional
and national economies.”

Prof. Carlo Tacchetti, Director of Experimental Imaging Center,

at OSR

Congress also heard that personalised medicine
has the potential to respond to the increasing
burden of co-morbidities and enhance the
sustainability of healthcare systems. It is crucial to
demonstrate the benefit of large scale deployment
of personalised medicine to citizens and these
healthcare systems.

with university hospitals the translation
to, and impact on clinical practice is of
great importance as well.”

Dr César Velasco, from Director of Health Care Innovation
and Integral Management, Vall d´Hebron University Hospital,
Barcelona

“What is needed is a system in which
research is being evaluated based on
the value it adds to clinical practice.”

Lisa Hollins, from Executive Director of Transformation and
ICT, Kings College Hospital, KPH

“This builds on the Responsible Research
and Innovation, or RRI, initiative as
well as the value and outcomes-based
healthcare movement,”
Giovanni Tonon, Director of Translational Genomics and
Bioinformatics Centre, Ospedale San Rafaele

Digital health technologies have the potential to
play a significant part in improving health services.
Advances in robotics, AI and personalised
medicine mean patients can benefit from
improved health outcomes.

“However, this digital transformation can
only ever be achieved through sectorwide collaboration. We have to act on
our societal responsibility to optimise
patient outcomes through making most
of the potential of the available patient
and healthcare data.”
Fatima Nuñez from Deputy Director Vall d´Hebron Research
Institute,

Up for discussion, then, was how digital
technologies and the wider use of health data
are changing our lives and their applications in
healthcare, especially in the light of the General
Data Protection Regulation and a need to improve
the interoperability of electronic health records.
But while research is all around us in hospitals and
elsewhere, Congress heard that there is a need for
value-based indicators to measure the impact of
research into clinical practice.
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Congress also heard that patient empowerment is
fundamental to unlocking the potential that exists
to free up vital resources within healthcare to be
used where they are needed most.

“The internet and social media is widely
available to all, highlighting the need to
connect people to trusted information
and what this could achieve.”
Bart Van den Bosch, Director of IT, UZ Leuven

“The challenge, though, is how to
communicate to the citizenry to help
them understand their own health
information and hence become
empowered,”

Gerald Prager, Division of Oncology, Department of Medicine
I, Comprehensive Cancer Center, Medical University Vienna
added.

Regional
A revolution in technology has exponentially
reduced the costs of and increased the ease and
availability of genome sequencing, such that this
knowledge can now be used to benefit everyone.
But although sequencing is starting to be
introduced to clinical care, improving diagnosis
and care of patients with rare genetic diseases
and starting to impact on cancer diagnosis and
stratification of therapies, there remain a number
of key challenges to ensure genomics and related

“Currently much of academic and
translational validation is done through
output measurement. We are all familiar
with rankings, impact factors and the
like. For research institutes affiliated
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technologies are applied such that over the next
few years we can fully realise the potential of
personalised medicine.
So, how can this be achieved? Congress heard
that there are workable solutions already being
found.
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and to facilitate health promotion
initiatives while supporting public
health.”

Mario Pazzagli, from Professor of Clinical Biochemistry,
Department of Clinical and Experimental Biochemical Science,
University of Florence, Italy

Congress heard that eHealth is one of the fastest
growing sectors in the healthcare market and
can be used at local, national, regional and global
levels to promote and strengthen health systems
and health information.It’s not such good news
when it comes to eastern Europe healthcare
systems, which have have seen significant
changes in recent years.
Attendees heard that the region is currently facing
serious problems with coordination, system
disintegration and lack of control over the market
environment, especially in the area of medicines.

In the Nordic countries (namely Denmark, Iceland,
Norway, Sweden and Finland), each one has
independently deployed personalised health
programmes that converge towards genomicsbased and data-driven cure-and-care. They are
coordinated, united in strategy and are striving to
be consistent in the quality and level of data, as
well as in their organisational structure.
Such a cooperation-based strategy, and the
involvement of both the public and private sectors,
should form a vital building block underpinning
the EU’s position as a frontrunner in innovative
healthcare.

At the same time, Congress learned, in view
of the increased health needs caused by an
ageing society and epidemiological patterns,
these countries must improve funding as well as
implement rationing reforms, sector integration
and the development of an information and
analysis base for better governing and supervision
over new technology applications.

“Nordic healthcare systems are basically
alike. They are to a large extent
financed and produced by central
government, but the share of private
health professionals has increased in
recent years.”
Laurenz Baltzer, of Karger, said:

“There is much work to be done in this
region of Europe”

“Comprehensive reforms have been
implemented to improve productivity
and effectiveness. This has resulted in
the Nordic countries leading the rest of
the EU in fostering new digital startups
and helping businesses go digital,”

Andrea Paolini, from General Director Tuscany Life Sciences.

As for regional innovation in Mediterranean
countries, Congress heard that there is a
heightened focus on personalised healthcare
among relevant stakeholders across the area.

Johanna Arola, Professor of Molecular Pathology, Head of
Department, Helsinki University Hospital added.

“However, an effective strategy for
bringing about the necessary policy
modifications and practical shifts
requires an understanding of the
personalised healthcare landscape.”

Meanwhile, Congress heard that in central
European countries there is a focus on the use
of technology and Internet connectivity, which
provides new methods for utilising and improving
public health services.

Antonio Barone of Head of Unit, LISPA (Lombardy
Informatics)

“For example, genomic-based medicine
and eHealth can be used to provide
treatment to patients without the need
to travel to a doctor, to educate health
professionals through online learning, to
track diseases and epidemic outbreaks,

Genetics/MEGA
Day two of the genetics track reminded Congress
that, on the back of its MEGA initiative (Million
European Genomes Alliance), now adopted by
18 countries, stakeholders are zooming in on
the key goal of engaging EU and national policy
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makers, in order that they understand and shape
the landscape for the successful implementation
of genomics and related technologies throughout
healthcare.
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Congress heard about the need for central
coordination and expert groups, a genomephenome database, national infrastructure and
engagement.

“MEGA constituted a major commitment
on behalf of a coalition of willing
Member States, alongside the
Commission, to join genomic databanks
at an EU level for medical research.
They agreed to work together towards
building a research cohort of at least
one million genomes accessible in the
EU by 2022.”

“An initiative this challenging and
complex requires a truly collaborative
approach to achieve its aims to catalyse
health improvement, research advances,
commercial success and public
engagement with genomics, research
and their own health. All relevant
stakeholders should be positioned to
contribute.”
Jean-Francois Deleuze, Director, Centre National de
Recherche en Genomique Humaine

EAPM’s Denis Horgan

“Yes, that is a tight deadline, but a
coordinated, pan-European project
would garner crucial genetic
information that could have an
immeasurable benefit when it comes
to the health of current and future
citizens.”Horgan added

There are, indeed, many challenges going forward.
While genome sequencing has progressed
rapidly in clinical and translational research with
the development of multiple tools and methods,
there is a need to define standards to ensure
consistency of clinical testing..

“This will also greatly further research by
facilitating greater comparability of the
increasing number of sequences being
performed,”

The Alliance’s co-chair Gordon McVie told
attendees that, delivered at an optimal level,
the project emerging from the MEGA initiative
would achieve stronger cross-border research
partnerships, the Introduction of research results
into clinical environment and practice, and vitally
needed EU-wide research collaboration on
personalised medicine.

Jan Korbel, Group Leader, Genome Biology Unit, European
Molecular Biology Laboratory (EMBL), Heidelberg, Germany

Genomics is starting to be implemented across a
number of clinical areas in different geographies.
Europe must ensure that models of best practice
for clinical implementation and application are
shared across these. And from an education point
of view, the majority of current clinicians have
not trained in the ‘genomic era’ and have little
experience of using such information in healthcare.

To make sure that the potential is reached,
Congress was told of several key areas of
action, which involve agreeing standards
on data generation and analysis, agreeing
standards on data privacy and sharing, and
promoting the uptake and alignment of existing
agreed standards, plus defining standards for
interoperability of health informatics systems.

“Current regulatory mechanisms can
make implementing effective innovative
diagnostics rapidly to patients
challenging, particularly as genomic
tests tend to evolve quickly. Regulation
has to keep up with the science.”

The other areas require coordinating national
activity to ensure that best practice emerging with
regards to clinical implementation and application
is shared by all, promoting broad discussion
with European regulators on the appropriate
mechanisms for clinical genomic testing, and
structuring a training programme in genomics,
informatics and personalised medicine for
healthcare professionals.

Paolo Gasparini Professor of Medical Genetics at the Faculty
of Medicine at the University of Trieste (Italy):
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With other regions putting significant resources
behind similar initiatives, it is important that
Europe remains competitive in this field given the
resulting health and economic benefits.
Winter school
As highlighted in yesterday’s newsletter, this week
hosts the Alliance’s first Winter School for young
healthcare professionals, or HCPs, and comes on
the back of three previous summer editions.
EAPM and its stakeholders have once again
drawn young delegates from all over Europe and
these are representative of the new generation of
HCPs.
This winter, here in Milan, the school is once again
entitled ‘TEACH’, which stands for Training and
Education for Advanced Clinicians and HCPs,
and the goal is and has always been to bring
young, front-line professionals up-to-speed with
fast-moving developments in the field. Aimed
at age-range 28-40, TEACH has always held to
the thesis that, if personalised medicine is to be
in line with the EU and Member State principle
of universal and equal access to high-quality
healthcare, then clearly it must be made available
to many more citizens than is currently the case.
The track on Day Two began by discussing
individualising clinical decisions for elderly
patients with multiple chronic conditions, which
the school was told can be complex .

WWW.EUAPM.EU

Students engaged in comparing and contrasting
approaches across Europe in how elderly patients
are cared for in each system.
Winter School participants also heard about
pathways for diagnosing rare cancer, given that
approximately 30 million people living in the EU
suffer from a rare disease. Many of these diseases
are difficult to detect and differentiate from more
common diseases.

“While rare diseases have a broad
impact on healthcare systems,
individual physicians only encounter
a small number of these patients
throughout their career. Therefore,
physicians need to follow specialised
protocols to identify those who may
need to be referred to different centres
of excellence,”
Alastair Kent of the UK’s Genetic Alliance

Meanwhile, the importance of digital tools to
connect with patients cannot be overlooked.
Students were reminded that digital health has
the potential to change medicine and help patients
better manage chronic diseases.

“Physicians can now gain insights which
could allow them to improve diagnosis
and treat each patient’s disease.”

Vangelis Manolopoulos, of Professor of Pharmacology,
President, Greek Society of Basic and Clinical Pharmacology

“Physicians need to personalise
treatment plans with a more holistic
view, while cooperation across different
specialties is essential to ensure that
different physicians are not taking
conflicting approaches,”

But physicians and healthcare systems need to
thoughtfully adopt these technologies in a way
that accentuates the benefits while reducing
the shortcomings, students heard. And in the
final session of the day, attendees heard that it
is not uncommon that some patients are taking
5-6 prescription medicines along with several
vitamins, herbal remedies, and over-the-counter
medications. They heard about the growing
poly-pharmacy challenges, and what steps can
be taken by the front-line professionals to better
manage these concerns down the line.

Giovanni Pisanelli, of the University of Rome, La Sapienza.

“The focus needs ensure dignity for the
patients and their families,” he added.
The variability in how older patients are cared for
across countries can be significant in terms of
aggressiveness of treatment and the composition
of the care team. These differences can provide
new insights into which approaches are most
effective in addressing specific challenges.
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DH: According to a 2014 European Commission
Communication, access to healthcare includes
population coverage, affordability of healthcare,
basket of care and availability of healthcare,
which includes distance and waiting times…
AP: Yes, and these are all interlinked. And a lack of
public healthcare coverage, or the provision of only
a limited set of services, will often mean higher
costs and affordability problems for some groups.
Meanwhile, some types of coverage, such as
occupational health insurance schemes, can result
in easier or faster availability of healthcare for
people in a better socio-economic position.
It is a fact that people on a low income have more
difficulties accessing healthcare. The share of
unmet healthcare needs, especially due to cost, is
usually higher among low-income households.
But there are other groups who often have limited
effective access to healthcare. These can include
single-person households or informal workers, for
example.

Inequalities in access: the
view from the front line
Here, as part of a series of interviews for
EAPM, the Alliance’s executive director Denis
Horgan speaks to healthcare professional
Angelo Paradiso, Vice Scientific Director, Istituto
Tumori Bari, National Cancer Research Center,
about access, or the lack thereof, to services in
healthcare across the EU

DH: Are there other factors at play?
AP: Yes. The characteristics of the individual
patient, which could be poor literacy, their
language or culture, social inhibition, isolation, a
lack of trust between the provider and the patient
as well as geographical mobility… any or all of
these can undermine access.
And let’s not forget that access can be affected
by public policy beyond the health system, for
example by policies related to income protection,
education, employment and costs of other basic
services and transport.

DH: The right of everyone to timely access
to affordable, preventive and curative care of
good quality is one of the key principles of the
European Pillar of Social Rights. So, where are
we?
AP: OK, what you’ve just said essentially means
that access to healthcare should be effective for
each person, be provided when people need it,
through a balanced distribution of healthcare
facilities, plus professionals and policies to reduce
waiting times. The basic premise is that costs
and waiting times should not prevent people
from receiving the healthcare they need. But,
unfortunately, in some European countries, both
remain important barriers to accessing healthcare.
Against a background of rising demand for
healthcare resources, and public budgets which
are often under pressure, ensuring universal
and timely access to high quality healthcare,
while keeping health systems sustainable, are
challenges which need more effort to improve
efficiency and effectiveness.

But how much such things affect access also
depends on the functioning of the particular health
system and its interaction with the population’s
characteristics. It’s accepted that the main
challenges regarding inequalities in access to
healthcare are inadequacy of the public resources
invested in the health system, fragmented
population coverage, gaps in the range of benefits
covered, prohibitive user charges, in particular for
pharmaceutical products, a lack of protection for
vulnerable groups from user charges, and a lack of
transparency on how waiting-list priorities are set.
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DH: Do you have any suggestions to improve the
situation?

There are also the issues of inadequate availability
of services, in particular in rural areas, problems
with attracting and retaining healthcare
professionals, and difficulties in reaching
particularly vulnerable groups.

AP: Well, as you can see, the issue is complex. But
I feel, as do many others working in healthcare
and outside, that the EU should support Member
States in their efforts to reduce inequalities in
access to healthcare, in particular by collecting and
analysing comparative data related to access to
healthcare.

DH: It’s been suggested that inequalities in
access to healthcare don’t seem to be linked
to the model of health system funding. As you
know, health systems can be broadly categorised
into three models, depending on how they are
funded, such as National Health Service, Social
Health Insurance or Private Health Insurance
systems.

It should monitor progress, organise exchanges of
good practice and identify those Member States
lagging behind, all while fully respecting the
competence of EU countries under the Treaties
with regard to the organisation and funding of
their health systems.
That’s a tough balancing act itself.

It seems that well-performing countries can be
found among all three models. How is that the
case?

Also, it would be helpful if the European
Commission strengthened the monitoring and
reporting on inequalities in access to healthcare
as part of its relatively new European Semester
process. It could use Country Reports and
Country-Specific Recommendations, specifically
looking at those EU Member States lagging behind
with regard to the percentage of GDP spent on
healthcare.

AP: Well, it seems that the performance of
systems in terms of safeguarding access is
actually related to the country-specific details of
the organisation of healthcare provision and the
way in which vulnerable groups are protected
from user charges within each of the systems.
NHS systems are mainly funded through general
taxation. Social Health Insurance systems are
financed by a mix of social contributions and
general taxation. And in Private Health Insurance
systems, premiums are directly paid by the
insured members to the insurance company on
an individual basis, or are paid by the employer
and deducted from salary. Evidence shows that
in many countries the provision of healthcare
facilities is generally considered to be sufficient,
yet in many others the supply of health services is
inadequate.

And more EU funding should be used to improve
access to healthcare, in particular for vulnerable
groups. Access to the best healthcare available
needs to be equitable across the EU, but it
patently is not as it stands.

And I know for a fact that a lot of countries
experience shortages of healthcare professionals
and, in particular, reduced numbers of
professionals working in publicly funded systems.
The latter includes relatively poor wages and
often-difficult working conditions.
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and innovation funding by pursuing clearly defined
targets.
The Commission talked to policy experts in order
to develop studies, case studies and reports on
how a mission-oriented policy approach will work.
Hopefully it will provide coordination to close
research gaps and stimulate innovation.

Research and where it
stands. An MEP’s view…
The EU’s interest in innovation and research began
well before the financial crisis of 2008, although
those events injected greater urgency into policy
development.
The 2000 Lisbon Strategy’s goal was to make
Europe the most competitive and dynamic
knowledge-based economy in the world.
Stimulating and encouraging innovation and
research are viewed as key drivers to economic
growth in what is now a much more competitive
external world than before. Bringing together
all EU research and innovation funding within a
single framework should ensure greater simplicity
and efficiency for all involved in addressing
research interests. Well, that’s the theory…
Covering aspects of personalised medicine,
EAPM’s executive director Denis Horgan has been
conducting a series of interviews. Here he speaks
to Portuguese MEP Marisa Matias, who currently
integrates the Economic and Monetary Affairs and
Industry, Research and Energy Committees, about
research, Horizon Europe and more.

Regarding these gaps, there are some chasms
that need to be bridged in EU medical research
funding between Commission programmes and
Member State and Commission programmes.
The vision of a knowledge-based economy is one
of its core components, although this has not
really happened over the past decade, despite the
best efforts of pretty-much everyone.
Also, there’s still a gap between the western
Member States and others which means
inequalities in both the funding and the amount
of research being undertaken. There needs to be
reform, not least because SMEs and academic
institutions often don’t enter programmes because
the submissions process to access EU research
budgets is complex, and its also very costly.
To make matters worse, there’s a lack of what
we call technology transfer professionals. These
people combine an understanding of science
with business skills, which in turn supports the
research-to-market process.
The bottom line, Denis, is that there is currently an
acute shortage of private sector capital, especially
in the current economic climate, available for
research of all types, and this includes SME
medical research.
My fellow Parliamentarian Ness Childers has
said that we need programmes to attract non-EU
researchers to EU-institutions and also encourage
Europe’s citizens working outside of the EU to
come ‘home’.
I agree with that observation as well as the need
to establish favourable regulatory mechanisms
for venture capital funds to invest long-term in
healthcare R&D.

DH: Marisa, Horizon Europe is an ambitious
€100 billion research and innovation programme
that will succeed Horizon 2020. Can you tell us
more about it?

DH: You, yourself, published a paper on research
and its funding in the EU. Tell us a little about
that…

MM: OK, Horizon Europe will incorporate policy
missions to ensure the effectiveness of research
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MM: Well, my paper spoke about a contradictory
impulse in attempting to develop a coordinating
strategy that will drive, concentrate and ensure
the efficient management of resources towards
high-performing institutions and one that seeks to
reduce inequalities between Member States and
their institutions by attempting to ensure a more
equitable distribution of research resources and
output between them.
When I say ‘institutions’ I mean academic, national
research promoting bodies, other public bodies
and SMEs. The economic crisis exacerbated this
problem because resources became scarce and
economic growth difficult.
I said at the time, and we were still under the cosh
from that economic crisis, that if we decide that
the pursuit of innovation is to be the number-one
goal, then priority should be given to ensuring
the best integration of links between science and
business.
On top of this, there must be funding mechanisms
to ensure the translation of technical advances
into commercial successes. Let’s be clear,
scientific research and its knowledge output is
the foundation upon which activity to secure the
objectives of an innovation strategy must be built.
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DH: Finally, specific to healthcare, your
Parliamentary colleagues in the ENVI committee
have adopted 11 compromise amendments
in respect of what’s been called the European
Social Fund Plus.
MM: Yes, one of the compromises would
boost funding for the health strand from the
Commission’s proposed €413 million to €473
million between 2021-2027.
ENVI’s rapporteur in this case, Cristian-Silviu
Bușoi, who has of course been a long-time
supporter of EAPM and its goals, has said he’s
against plans to put the health budget under the
larger umbrella of ESF+.
The minutes of a recent meeting ENVI noted
that Cristian regrets the withdrawal of health as
a separate and robust programme. He also said
he finds the proposed decrease of funding for
health unacceptable, and argues for increasing the
budget to at least the same level as in the current
Multi-annual Financial Framework.
I have to say that I agree with him.

Encouraging increases in technologically
based start-up companies, supporting existing
research focused SMEs, promoting the capacity
of established companies to innovate, and
encouraging the emergence of new business
sectors based on new technologies, are all
essential.
DH: Will this solve the issue totally?
MM: Unfortunately, much as we need it, more
research doesn’t necessarily lead to more
innovation. Innovation can often be opportunistic
or lack resources to get to market.
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DH: Presumably, such co-decision can only work
if both ‘sides’ have a good degree of health
literacy.
KM: All healthcare professionals in close contact
with patients need a solid knowledge of current
aspects of medicine and its latest breakthroughs.
On the other hand, patients need to be as literate
as possible and, let’s be very clear here, it is not
just patients, but potential patients. The more we
know, the more opportunities we have to take…
let’s call it evasive action in a preventative sense.
By that I mean changing lifestyles by lowering
the risk of lung cancer by giving up smoking, and
lowering the risks of contracting diabetes by
making changes to how we eat, how we exercise,
how much alcohol we drink and so on.

We need to know
more about our health.
Literally…
In this modern era of personalised medicine,
patients are demanding to become more-andmore involved in their own treatments.
But it has become clear that neither patients
nor healthcare professionals as yet know quite
enough. The same holds true for regulators and
policymakers.
Here, as part of a series of interviews for EAPM,
the Alliance’s executive director Denis Horgan
speaks to patient advocate Ken Matris from
European Cancer Patient Coalition about health
literacy.
DH: Let’s start with a fairly basic yet possibly
contentious question… Who knows best, the
physician or the patient?
KM: Ouch, Denis! OK, well the first reaction for
many would be ‘the physician’, of course, but
the times are changing quickly and, nowadays, it
depends on many factors. Clearly our HCPs are
trained to be experts in diagnosing conditions
and suggesting treatments. On the other hand,
the patient obviously knows more about his or
her own lifestyle, work environment and how
much he or she can rely on family-care resources,
for example, so co-decision is a growing part of
modern-day medicine.

Staying healthy longer not only benefits the
patient on a personal level, but it makes sense
for society in general, not least financially. Health
means wealth, as we all keep saying!
DH: So, are doctors keeping up to speed?
KM: To be honest, as an unwanted backdrop,
there’s an unfortunate yet undeniable reluctance
among some doctors and nurses to embrace
new technologies and move on to modern, more
targeted medicines and treatments.
All this fast-moving science undoubtedly makes
life more complicated. And no matter how good
the HCP is, it ’s difficult to keep up-to-speed with
all developments. Nobody is born understanding
difficult topics such as a patient’s genetic profile,
for example.
On the other hand, patients are growing moreand-more knowledgable about their conditions
- albeit often through the internet, which of
course, can pose its own problems in respect
of misinformation or the misinterpretation of
information. Therefore what is key, or should be,
is communication between the two, based on
knowledge, or in other words literacy.
DH: It sounds simple…
KM: Ah, but health literacy has various aspects.
Within the medical profession itself there is
often a lack of understanding between different
silos, which is to be expected in part given the
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different areas of expertise. This also extends
to different stakeholder groups, even before
we consider the patient. While all this is or isn’t
going on, the patient may struggle under the
weight of extra knowledge, although avoiding
old-style patronising of him or her is key to a solid,
modern relationship. But evidence has shown
that strengthening health literacy builds individual
and community resilience, helps to address health
inequities and improves health and well-being.
Many campaigns in the past, present and
doubtless the future attempt to focus on patient
education, which is great as far as it goes, but the
support networks for patients trying to follow one
path or another are not always the best.
DH: How much of an issue is lack of health
literacy in EU citizens?
KM: I’ll put some figures out there…
A European Health Literacy Survey found that
nearly 50% of adults tested in eight EU countries
have inadequate or problematic skills “that
adversely affect their health literacy”.
As I touched on before, this tends to lead to the
individual making less healthy choices, indulging
in riskier behaviour, and, in patients already
diagnosed with a disease, it brings about poor
self-management of chronic diseases and lower
adherence to medicine regimes. The end result,
inevitably, is more time spent in hospitals and
doctors’ waiting rooms, leading to further draining
of resources in what we can see are alreadystretched healthcare systems.
DH: Any other benefits of health literacy?
KM: Yes. As a WHO report has pointed out,
health literacy is an important form of social
capital, an asset for individuals and communities.
High literacy rates benefit societies, with the
more-literate individuals participating actively
in economic prosperity. For the benefit of all, it
clearly needs to be better promoted. And let us
not forget that politicians, the media, civil society
and employers can all play a part in addressing
the challenges of health literacy.
For example, key personnel at the European
Commission should undergo ‘awareness
training’ in fields that are moving swiftly, such as
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personalised medicines. This would allow them an
insider view, which should help to ensure that any
ensuing policies or recommendations to Member
States would reflect current and future needs.
It would also make it more likely that grass-roots
health literacy is stimulated at national level and
pan-national level.
DH: When you say ‘better promoted’…
KM: Health promotion has been described as the
process of enabling people to increase control
over, and to improve, their health. To reach a state
of complete physical, mental and social well-being,
an individual or group must be able to identify
and to realise aspirations, to satisfy needs, and to
change or cope with the environment.
These are worthy goals, of course, but difficult to
achieve across all countries and socio-economic
groups. However, Europe must strive to do this, as
around 350 million working days are lost in the EU
every year, which is bound to rise as the number
of workers over-65 continues to grow rapidly.
At this point I’ll say that there is therefore
obviously a very strong case for businesses to
invest in health literacy.
DH: So how do we improve our health literacy?
KM: Not easily. Health information is often
inaccessible because, says the WHO, the literacy
demands of health systems and the literacy skills
of average adults are mismatched. Then there’s
eHealth literacy. This means the ability to seek,
find, understand and appraise health information
from electronic sources and apply the knowledge
gained to addressing or solving a health problem.
The problem is that it combines six types of
literacy, which are traditional, health, information,
scientific, media and computer. I think you’ll agree,
Denis, that that’s a lot of ‘literacy’ for anyone to
handle.
In the end, at the core of the ideal, modern
relationship between healthcare providers and
their patients is increased communication to
facilitate co-decision making. And I mean that
literally…
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