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Hep-CORE
Monitoring the implementation of hepatitis B and C policy
recommendations in Europe

The only European viral hepatitis policy monitoring tool
The first ever patient led study, currently in preparation of third
edition
27 patient groups, over 15 presentations at national meetings,
conferences, and summits and press coverage across Europe

The 2016 Hep-CORE Report
Monitoring the implementation of hepatitis B and C
policy recommendations in Europe

European Liver Patients Association

About
Hep-CORE was created, in 2016, during a period characterized by various global policy developments on viral hepatitis,
providing the only European viral hepatitis policy monitoring tool

Hep-CORE is the first ever patient led study, promoting recognition of hepatitis as a “core” challenge to be tackled – even
a part of the Sustainable Development Goals
The name serves as an abbreviation for:

Community,

Opinion,

Recommendations,

Experts
The objective is “To evaluate the extent to which ELPA member countries in Europe and the Mediterranean Basin follow
key international recommendations for good practices in addressing viral hepatitis.”

The investigative framework for Hep-CORE was drawn from Hepatitis B and C: an action plan for saving lives in Europe
(recommendations in key action areas published by WHO, WHA, VHPB, EASL, Correlation Network, HBCPPA, ELPA, ECDC
and US CDC between 2011-2014).
Provides a benchmark over time to measure policy gaps and improvements
Casts a wide net in order to gather a comprehensive picture of each country’s situation and the 25 European (and 2
additional Mediterranean Basin) countries as a whole
Generates involvement of 27 patient groups led to over 15 presentations at national meetings, conferences, and
summits and press coverage across Europe

“Hepatitis B and C: an
action plan for saving
lives in Europe”
recommendations
published

Mar
2015
“Missed
opportunities for viral
hepatitis testing in
Europe: a 25-country
analysis”
HepHIV2017, Malta
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2017

Original Hep-CORE
2016 survey
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patient groups

Dec
2015

Hep-CORE Study
Group formed

Apr
2017

“Access to hepatitis C
treatment in Europe:
findings from the 2016
Hep-CORE study”
ILC2017, Amsterdam

Jul-Oct
2016

“Restrictions on access to
direct-acting antivirals for people
who inject drugs: the European HepCORE study and the role of patient
groups in monitoring national HCV
responses”
[Int J Drug Policy]

Jul
2017

Dec
2016

“The 2016 Hep-CORE
Report” published by
ELPA

Aug-Nov
2017

Hep-CORE 2017
survey administered
to patient groups

2016
Released by ELPA, on December 20th, 2016, during an international press conference in Berlin
Results presented by Prof. Jeffrey V. Lazarus of ISGlobal, University of Barcelona, showed some worrisome
gaps in EU countries policies in coping with viral hepatitis
52% of surveyed European (25) and Mediterranean Basin (2) countries lacked national strategies to
address viral hepatitis B or C, despite the WHO World Health Assembly resolution from May 2016,
calling on all countries to have one
Only three countries had access to the new, highly effective medicines (direct acting antivirals) for
hepatitis C without restrictions
Despite an urgent need for broad monitoring and disease surveillance, 17 countries (63%) had no
national hepatitis B virus (HBV) register and that 15 countries (56%) had no national hepatitis C virus
(HCV) register
Patient groups from 10 countries (37%) reported that there were no HCV testing or screening sites
outside of hospitals for the general population in their countries

Patient groups from 12 of the countries (44%) reported that there were no such sites outside of
hospitals that provide testing or screening services for high-risk populations

Annual benchmark to monitor changes in the European policy landscape – 2017, the second edition
Questionnaire covering:
1.

National strategies/action plans

7.

Free and anonymous testing services

2.

Government collaboration with in-country
civil society groups

8.

Assessment for HBV/HCV in routine medical
check-ups

3.

Cascade-of-care approach to monitoring

9.

Treatment in non-hospital settings

4.

National disease registers

10. Treatment in prisons

5.

Availability of harm reduction services

11. Restrictions on access to DAAs

6.

Testing/screening sites outside of hospitals

Selected results

Written HBV/HCV strategy
and/or action plan

Testing/screening of HBV
in non-hospital settings

Testing/screening of HCV
in non-hospital settings

Treatment of HCV patients
in non-hospital settings

Viral hepatitis treatment
in prison settings
Variations in responses by country from 2016 to 2017 have an
impact on overall results
Beyond simple change or update in policy

Notable changes
in answers from
2016 to 2017

HBV treatment in
prisons

HCV treatment in
prisons

Positive 2016
response changed to
“do not know” 2017

1

1

“Do not know” 2016
response changed to
positive 2017

1

2

Negative 2016
response changed to
positive 2017

1

2

Positive 2016
response changed to
negative 2017

1

1

Treatment restrictions
Changes in reported data may be due to
policy changes or increased patient
engagement in the policy landscape
Majority of restrictions reported have
gone down since the 2016 study

Further engagement is key to keep patient
groups informed

Analysis of the policy response to HCV in the Nordic countries involving:
• National coordination

Results

• Prevention
• Testing and linkage to care
• Treatment
Engage stakeholders from multiple realms:
• Ministries of Health
• Hepatitis patient groups
• Drug user groups

Widespread disagreement was reported between stakeholders
respondents
Results showed gaps in policies for harm reduction both within and
outside prisons
Strategies for responding to hepatitis C still lacking in the Nordic
countries
Need for scaling up guidelines for prevention, testing, treatment,
and goals for elimination

• National medical societies
Tool for closing country-specific gaps in viral hepatitis prevention

Conclusions
For future monitoring efforts, WHO and beyond, it is essential that patients continue to be engaged in the
process and where possible at the centre of the process!
Hep-CORE beyond 2017 – data extraction from publicly available documents + a focus on practice as more (and
improved) polices are in place

•
•
•
•

Our most sincere thanks to ELPA member
groups:
Austria – Hepatitis Aid Austria

•

France – Fédération SOS Hépatites

•

Portugal – SOS Hépatites Portugal

Belgium – Vlaams Hepatitis Contactpunt (VHC)

•

Germany – Deutsche Leberhilfe e.V.

•

Romania – APAH-RO

Bosnia & Herzegovina – The Chronic Viral Hepatitis
Patients Association, "B18"

•

Greece – Hellenic Liver Patient Association “Prometheus”

•

Serbia – HRONOS

•

Hungary – Hungarian Association of Chronic Hepatitis
Patients - VIMOR

•

Slovakia – HEP HELP KLUB

•

Slovenia – Slovenija HEP

•

Israel – Hetz - Israeli Association For The Health Of the
Liver

•

Spain – Catalan Association of Hepatitis Patients (ASSCAT)

Bulgaria – National Association for Fighting Hepatitis
- Hepasist

•

Croatia – CATIH “Hepatos”

•

•

•

Sweden – Riksföreningen Hepatit C (RHC)

Denmark – Hepatitis-Foreningen

Italy – Associazione EPAC Onlus

•

•

•

Turkey – HEPYAŞAM - Living with Hepatitis Association

Egypt – Association of Liver Patients' Care (ALPC)

Macedonia – Hepar Centar - Bitola

•

•

•

Ukraine – Stop Hepatitis

Finland – The Finnish Kidney and Liver Association

Netherlands – Dutch Liver Patient Association (NLV)

•

•

United Kingdom – Hepatitis C Trust and British Liver Trust

Poland – Star of Hope Foundation

…study group members:
•
•
•
•
•
•
•

Charles Gore (World Hepatitis Alliance)
Hande Harmanci (World Health Organization)
Magdalena Harris (London School of Hygiene and Tropical Medicine, United Kingdom)
Greet Hendrickx (Viral Hepatitis Prevention Board)
Marie Jauffret-Roustide (Paris Descartes University, France)
Achim Kautz (European Liver Patients Association)
Mojca Matičič (University Medical Centre Ljubljana, Slovenia)

•
•
•
•
•
•
•

Luís Mendão (Grupo de Ativistas em Tratamentos (GAT), Portugal)
Antons Mozalevskis (WHO Regional Office for Europe)
Raquel Peck (World Hepatitis Alliance)
Tatjana Reic (European Liver Patients Association)
Eberhard Schatz (Correlation Network)
Kaarlo Simojoki (A-Clinic Foundation, Finland)
Joan Tallada (European AIDS Treatment Group)

…and funders: AbbVie, Gilead Sciences, MSD
@JVLazarus

