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It has been just one year since we came together with common goals:  to raise awareness, to share best 
practice, and to advocate for all those affected by liver diseases. 

In simple terms: nobody gets left behind. Each and every single liver patient in this world, and their 
families, has the right to diagnosis, treatment and support in their journey. With this as our common 
compass, we have set the base camp from which we journey forward.

We are delighted to share with you our vision: short, medium and long-term. Building strong, collaborative 
partnerships; using our combined knowledge and experience to drive forward the multiple agendas 
within liver disease; supporting, empowering and engaging our member organisations; and fostering 
partnerships on a global level are all key to what we want to achieve. 

To this end, we encourage member participation at every level, and look forward to working with you as we 
move forward as an organisation.

Working together can only increase the volume of the patient voice - On behalf of all the Board of 
Directors, I look forward to another fruitful year. 

Yours sincerely, 

George Kalamitsis, Chair, Liver Patients International
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Who we are

We want to make a difference 

We are you. We are us. We are patients yet to be diagnosed. We are patients living with liver diseases. We are the 
embodiment of change: to improve patients’ access to timely diagnosis, appropriate healthcare, to the best possible 
quality of voice and a voice in the decision-making process.

We are transparency. We are equity. We are mutual respect. We are integrity.

We are: Liver Patients International

Liver Patients International, strives to achieve its goals, breaking barriers and placing the patient and their voice at the 
center of all that we do. It is our core belief that through working together, we can ensure that all our members have 
access to the resources, tools and support   that will enable them to influence policy makers and ensure the best 
possible outcomes for their members. 

Trust and transparency are core to our values and key in securing and maintaining successful relationships with both 
our members and all stakeholders.

Working with integrity is paramount: LPI’s Board of Directors and members are tasked at all times with upholding the 
organisation’s reputation and interests.

We are committed to evolving, this ambition 
cannot be under-estimated. Our goal is to 
take the patient voice of those affected by all 
liver diseases and play a credible key role in 
an international context, giving patients the 
power to improve patients’ lives.  

To that end, we look forward to supporting 
our members; to sharing personal stories 
to stakeholders and the wider general 
public; and to raising awareness regarding 
the barriers that they face including, the 
difficulties experienced with linkage to care 
within the health systems of their individual 
countries. 

Finally, we recognise the great support from 
our medical professional, who always play a 
vital role in the elimination of liver diseases, 
while providing their knowledge and 
assistance to our cause. 
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The Board of Directors

Chair: George Kalamitsis

George is a founding member and Chair of Hellenic Liver Patients Association “Prometheus” since 2012 and a 
founding member of Greek Patients Association. He is engaged in Health Policy, specialized in the public health 
sector. His work is related to providing support to people living with Viral Hepatitis, advocating for their rights 
and providing evidence-based policy actions. Recently, he was assigned as Member of the Central Board of 
Health (2019) and as President of the Committee Protecting the Rights of Recipients of Health Services (Greek 
Ministry of Health 2017). He has been working extensively with multiple stakeholders, focusing on patients’ 
rights as well as building communication channels with organizations and stakeholders, on a National and 
International level.

Robert is Head of Education and Development at the PBC Foundation: a UK-based support and advocacy 
charity that supports those affected by PBC in over 75 countries. Robert has presented to and on behalf of 
liver patients in USA, Canada, Russia, Israel, Japan, and China as well as many countries in Europe. He has co-
authored abstracts and clinical guidelines, and lead-authored abstracts, accepted by bodies such as EASL and 
AASLD, highlighting the patient experience. He is on a number of committees representing the patient voice.

Vice-Chair: Robert Mitchell-Thain
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Treasurer: José Willemse Former BoD member: Angelika Widhalm 

Special thanks to Angelika.José is the executive director of the Dutch Liver Patients 
Association and very active in the national and international 
expert concerning several liver diseases. She is also a board 
member in the ERN RARE LIVER. She is experienced for 
approximately 25 years in the field of patients’ associations.

The Board of Directors

Rachel is CEO of The Hepatitis C Trust, a UK National patient 
led and run organization that provides information, support and 
advocacy services for people affected by hepatitis C. Currently 
a staff team of 160 people, 60 paid staff many of whom deliver 
Peer Support services in both the community and prisons and 
100 volunteer peers. Rachel has over 20 years’ experience 
of working with people at high-risk of viral hepatitis, and liver 
disease generally – the homeless, prisoners, substance users 
and migrants and is currently the Executive Board Member for 
the European Region for the World Hepatitis Alliance.

Deputy Treasurer: Rachel Halford

We are deeply grateful to have collaborated with Angelika in 
LPI’s initial steps, where she offered her valuable experience as 
a founding member contributing in building LPI’s fundamentals, 
principles and ethics. She has always been an extremely 
active member of the community, chairing two highly important 
Austrian national liver patient associations. As an activist, her 
experience in the field of liver disease is unique and valuable 
and her comments will always be welcome as well as highly 
appreciated in LPI’s progress.
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Member organizations

Hepatitis Aid Austria -Platform
Healthy Liver (HAA), Austria

Member organizations, Bulgaria Hepasist - National Association for 
Fighting Hepatitis, Bulgaria

Deutsche Leberhilfe e.V. -
German Liver Aid, Germany

Hellenic Liver Patient Association -
Prometheus, Greece

Italian Liver Patient Association -
EpacC Onlus, Italy

Dutch Liver Patient Association -
Nederlandse Leverpatiënten
Vereniging, Netherlands

SANO- HEP, Romania Swiss Hepatitis C Association -
SHCA, Switzerland

PBC Foundation, United KingdomThe Hepatitis Trust, United Kingdom

Within our membership, which is currently made up of founding members, we have a wide range of expertise and 
experience across a number of liver disease areas. For more information, please follow the link below:
https://liverpatientsinternational.org/our-members/

As of November 5th 2020, LPI are open to new members, to forging new partnerships and to increasing the range of our 
work, our reach, and our knowledge in a manner that is engaging and meaningful to liver patients around the globe 

https://liverpatientsinternational.org/our-members/
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2020 Report

Development of LPI’s Network 

Participation in patient expert groups

Establishment of LPI 

Throughout 2020 we have made great progress; it gives us great pleasure to share with you our key activities and outcomes.

• Liver Cancers Council by GLI
• NASH Council by GLI
• Wilton Park virtual dialogue: Care Pathways for NALFD/NASH 
• NASH patient expert group by Intercept

• Legal procedures – working with a solicitor we acquired the legal status which has 
been filed in Belgium.

• Bank account – was opened in Belgium
• Website – has been developed and launched
• Social media development – utilizing a number of forums including twitter
• Strategic planning – much work has been completed in formalizing the strategic plan 

which has enabled LPI to seek funds to support both the organization development 
and individual projects 

• Fundraising – please see the accounts below for a comprehensive breakdown of 
funds secured..

The formal process in establishing LPI took a significant amount the key activities have 
included:

Collaboration is core to our mission.  In a short period of time we have managed to 
foster relationships and develop key relations with the following entities: 

Representing the patient voice in expert groups is vital, during this last year we have 
attended the following:

Working with the above network of trusted partners, will support us in raising the patient 
voice in the international spectrum. 

• ACHIEVE Coalition (George Kalamitsis is co-chair)
• Correlation Network (partnership)
• ERN Rare Liver (Partnership)
• Global Liver Institute (GLI) (Partnership)
• EASL (Partnership – patient synergies) https://easl.eu/patient-synergies/
• HBCPPA – Hepatitis B & C Public Policy Association 
• Civil Society Forum (CSF) HIV/AIDS, Hep and TB
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Sharing awareness material

COVID-19 has had an impact on the world as a whole. Information for the general public has been limited and varied. 
The need for liver patient specific awareness was identified and in response a toolkit was developed.

On 15th of July, 2020 LPI Liver Patients International (LPI) shared the new communications toolkit for COVID – 19 
and liver patient organizations. The purpose of the toolkit was to inform liver patient organizations on how they can 
support patients during this unique and challenging.  The document was developed by José Willemse and Martine 
Walmsley, patient advocates, in collaboration with RPP and endorsed by ERN Rare Liver and EASL, as part of the 
RPP Patient Grant scheme.

The toolkit has been built on three main pillars; 

• Supporting patient associations to communicate accurate information about COVID-19 to patients, 
• Providing advice and guidance on the use of social media and newsletters to make communication to patients 

easier 
• Providing tips about how advocacy can be used to improve the situation and treatment of liver disease patients Toolkit

attached 
here

https://liverpatientsinternational.org/covid-19-communications-toolkit-for-liver-patient-organisations/?fbclid=IwAR0UMnxq3I6bX-ihXuxho8uPFUHzNcXzU4srpVTRQYMqbj6qyy6KmdIRHqc
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International NASH Day

International PBC Day

International Days 2020

Although COVID-19 pandemic stalled the majority of our intended communication actions and awareness 
campaigns,  LPI did successfully launch an awareness  raising campaign on the NAFLD / NASH Day on June 
12th, as part of the GLI Initiative. 

As part of GLIs initiative, more than 80 partners from around the world engaged in activities, to promote 
prevention and motivate policy makers, health care professionals and the public, to address these diseases. 
Notably, GLI’s initiative was endorsed by American Association for the Study of Liver Diseases (AASLD) and 
the European Association for the Study of Liver Diseases (EASL).

In addition, LPI, created a contemporary video focusing on NAFLD prevention, under the scope of public 
health. The video focuses on the promotion of good health through: Regular checkup for NAFLD/NASH, 
Changing unhealthy lifestyles, Healthy nutrition, and Consistent exercise. The video was disseminated via 
LPI’s social media channels and website, gaining notable attention from our international partners. 

Many LPI members were involved in PBC Day, raising awareness of PBC through events, and also informing 
patients about a number of important aspects of living with PBC.

https://liverpatientsinternational.org/raising-awareness-on-nafld-nash-international-nash-day-2020/?fbclid=IwAR2tjaAxLfiLpD5NRrQ_8PFLUmvDRl_4ktai1HYIstByan_25gtFj-V8w44


International Days 2020

World Hepatitis Day
World Hepatitis Day is marked each year on the 28th July, to enhance awareness of viral hepatitis, an 
inflammation of the liver that causes a range of health problems, including liver cancer.

During the World Hepatitis Day 28th July 2020, Liver Patients International (LPI) through social media 
stressed the importance of governments to remain on track with viral hepatitis elimination by 2030, and the 
public to join the awareness raising efforts.

Viral hepatitis disproportionally affects marginalized people living in vulnerability. Hepatitis B (HBV) and 
Hepatitis C (HCV) are the most common cause of deaths, with 1.4 million lives lost each year. On World 
Hepatitis Day we underlined a number of important facts and WHO statistics.

Liver Cancer Awareness
During October as the #CancerAwarenessMonth, we created an informative video about HCC. In this video is 
provided general knowledge on liver cancer since it is the 6th most common cancer globally, close related to 
cirrhosis with hepatitis being the most prevailing risk factor for its development.

https://liverpatientsinternational.org/cancerawarenessmonth-video/
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Next steps

As we collectively stride into 2021, LPI is scheduling the launch of two major webinar events that were postponed due 
to the COVID-19 pandemic. 

These include the organization and implementation of the Pipeline Advisory on HCC in mid-December 2020, along 
with the “HCC for Dummies” and Media Training that are both scheduled to run during the first months of 2021. 

Our long-term goals include:

• Ensuring the liver patient voice is central in all decision-making processes that impact on them and their well-being.
• To raise awareness of viral liver diseases, rare liver diseases, and issues that affect liver patients such as Covid-19, 

nutrition and environmental factors that impact on the outcomes of those living with liver disease.

Once we are formally ratified by our member organizations at our inaugural AGM, we shall be looking to increase 
membership and to actively include many other patient voices into our work.


