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Why this manifesto?
Every five years European voters get the opportunity to have
their say on what is important to them. ELPA’s constituents
are part of this electorate. The following manifesto is our
chance to brief candidates for the European Parliament
elections and for the new European Commission on the
issues and measures which are vital to us as chronic liver
disease patients. We are eager to ensure that we can
contribute to society as much as possible, and we are equally
keen to prevent others from becoming chronically ill with
liver disease.
We therefore hope that our arguments will fall on fertile
ground and so shape the policies you will develop, adopt and
implement over the course of the next five years.
Wishing you an effective and successful campaign.

Tatjana Reic, ELPA President

“We are eager to ensure
that we can contribute
to society as much
as possible, and we
are equally keen to
prevent others from
becoming chronically
ill with liver disease.”
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Powerhouse – The Liver
When asked what the human body’s powerhouse is, most people would instinctively opt for the
heart. This is an obvious choice, as its regular beating 24/7, pumping our lifeblood through the
body, is hard to miss. The work of the liver, however, is considerably more silent and sophisticated.
Not only does our largest internal organ detoxify the body, the liver also processes carbohydrates,
vitamins, minerals and fatty acids, and converts protein into vital enzymes and hormones without
which we would not live. The liver is necessary for survival. Unlike the heart, there is currently
no way to artificially compensate for the liver’s absence.

Chronic Liver Disease – A Slow, Silent but Preventable Death
It is extremely challenging to recognise when the liver is ill. Liver disease is not always associated
with concrete symptoms such as jaundice or acute pain. Normally, the liver is compromised for
years, if not decades, before gradually becoming more and more damaged – with frequently
fatal consequences such as liver cirrhosis and liver cancer. In 2008 according to the World Health
Organization, 47.147 Europeans died of liver cancer, and 84.697 Europeans (1.8% of all deaths in
the EU) died of liver cirrhosis. These figures combined exceed breast cancer mortality (103,255) i.
Both liver cancer and cirrhosis are on the rise. A timely diagnosis is therefore vital, as effective
treatments against chronic liver disease exist.

The Causes
The major causes of chronic liver failure are three-fold: lifestyle (alcohol and overweight/ obesity,
leading to alcohol- or non-alcohol related fatty liver), virus infection (mainly viral hepatitis B
and C), and genetic factors including autoimmune diseasesii. These are not mutually exclusive but
highly interdependent. For example, alcohol consumption by those who are infected with chronic
hepatitis B and/or C multiplies the risk of developing cirrhosis and primary liver canceriii.
On the positive side, the vast majority of chronic liver disease cases can be prevented or treated.

The Peak is Yet to Come
Current surveillance for chronic liver disease is patchy and official figures are therefore likely to
significantly under-report the true disease burden. Non-alcoholic Fatty Liver Disease is closely
associated with diabetes and obesity. Experts predict a dramatic increase over the next five years
for both alcoholic and non-alcoholic Alcoholic Fatty Liver Disease (AFDL and NAFDL). If they go
undiagnosed and untreated, AFDL, NAFDL and viral Hepatitis B and C, patients’ conditions will
deteriorate, putting a greater burden on the health system. The peak is expected for 2020 to
2025. If Europe wants to avert this peak, it must act now.

2

Liver means Life
ELPA Manifesto on policy measures against chronic liver disease 2014 to 2019

ELPA’s call on EU policymakers
An integrated approach, from prevention to early diagnosis of a possible liver problem (e.g. via
enzyme testing) and treatment, is needed to deal with the growing burden of liver disease.

Primary Prevention
ELPA calls on EU policymakers to support initiatives which create better public awareness of risk
factors for chronic liver disease. For viral hepatitis B and C these include awareness of transmission
risks (in particular unsterilised tattoo equipment, needle-sharing amongst IDUs, untested bloodtransfusions, etc), as well as universal access to vaccination programmes for hepatitis A and B.
With regard to alcohol, ELPA supports policies which delay the age of first alcohol use, including
taxation and pricing, sales restrictions, ban on advertising/ sponsorship of sports events and
festivals, warning labels and age-based education on the adverse health effects of harmful
alcohol consumption.

Secondary Prevention
Appropriate support for General Practitioners and general awareness campaigns on risk factors
for chronic liver disease can play a key role in promoting early diagnosis of chronic liver disease
and should be incentivised accordingly.
This means that
1. A liver enzyme test (GPT/ALT) should be mandatory in routine medical check ups for people
between 20 and 60 years old, including a proper review of the patient’s medical history.
2. Patients with elevated liver enzyme levels should be tested for possible causes, including viral
hepatitis. Around 90% of people with hepatitis are unaware of their infection because viral
Hepatitis B and C can remain asymptomatic for decades. The estimated prevalence of chronic
Hepatitis B and C varies between 0.22% and 8.8%, across the EU - higher than the prevalence
of HIViv. The risk of the prevalence increasing is also very real, as viral hepatitis is 50 to 100
more infectious than HIV.
3. People with chronic liver disease need to be regularly monitored for liver cancer and liver
cirrhosis.
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Access to Therapy
All patients need to have equal access to quality healthcare. As there is no medical reason why
controlled IDUs or prisoners should be denied access to hepatitis or alcohol-addiction therapy,
they must not be discriminated against by the authorities.
It is equally important that pricing of drugs is reflective of the added value they bring to patients’
outcomes. Practices such as external reference pricing for innovative drugs in areas of medical
need are an arbitrary and short-sighted policy measure to cut costs. Ironically, smaller and less
wealthy countries pay the bill for such measures. EU and national policymakers therefore need
to find a viable alternative to external reference pricing which is reflective of a country’s ability
to pay, such as differentiated pricing, combined with a commitment to treat all patients in need.

Research
Europe’s R&D investment in health needs to increase significantly. Not only does this include
basic research, but also health outcomes research. Only if patients are sufficiently empowered
and supported by multidisciplinary teams will they be able to adhere to the therapy provided. The
findings of such research will subsequently need to be applied and implemented.

Clinical Trials
Innovations in drug development require a different regulatory framework for clinical trials. It is
also important to ask for patients’ input early in the clinical-trial design to increase the likelihood
that drugs which have successfully passed safety and efficacy tests will also be successful in a
real-life setting.

Rare Diseases
For patients with rare liver conditions such as Primary Biliary Cirrhosis (PBC), there is a need for
more investment in research to build an understanding of how the disease functions in order to
offer hope of better treatment or even cure.
With expertise and facilities to manage patients with rare diseases scattered across Europe, timely
and consistent implementation of the Cross-Border Healthcare Directive to ensure every patient
is given specialised and multidisciplinary care is critical.
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About ELPA
ELPA emerged from a desire amongst European liver patient groups to share
their experiences of the often very different approaches adopted in different
countries. In June 2004, 13 patient groups from 10 European and Mediterranean
Basin countries met to create the association. ELPA was formally launched in Paris
on April 14th 2005 during the annual conference of the European Association for
the Study of the Liver (EASL) and now has 29 members from 24 countries. ELPA
and its members are dedicated to multi-level lobbying initiatives involving EU
and national policymakers, liver specialist associations and public health experts.
For more information visit our website at www.elpa-info.org or contact:
Mr. Achim Kautz, Policy Director
Mobile: +49 17 844 295 70
E-mail: kautz@elpa-info.org
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