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Senior Official of the 
European Commission 

Artur Carvalho 
Mr. Carvalho is an economist of Portuguese nationality. He has a university degree in Economics 
from the University of Coimbra, in Portugal, and a Master degree in European Economics. He 
has since worked as an assistant professor both in Financial Accounting (University 
Internacional) and in Entreprise Economics (University of Coimbra). He then became the 
Executive Director of a Science and Technology Park, the Coimbra Innovation Park (iParque). He 
started working at the European Commission as a Budget Officer in the Shared Resources 
Directorate of both DG MOVE – Mobility and Transport, and DG ENER - Energy.  
He is currently a Policy Officer in the Healthcare Systems Unit in DG SANTE.  

 

 

 

 

 

President of the EU’s 
Liberal Democrat Party 

Sir Graham Watson  
Sir Graham Watson is the President of the Alliance of Liberals and Democrats for Europe (ALDE) 
Party, former member of the European Parliament (MEP) and former leader of the Alliance of 
Liberals and Democrats for Europe (ALDE) Group in the European Parliament. 
Watson was the first Liberal Democrat MEP to be elected in the UK. He represented the South 
West of England from 1994 to 2014. In the European Parliament he served as Chairman of the 
Justice and Home Affairs Committee (1999-2001) and as leader of the European Parliament's 
Liberal Democrat group, the Alliance of Liberals and Democrats for Europe (ALDE), 2002-09. 
During his tenure, the ALDE grew to become the largest third party in the European Parliament. 
He was elected President of the Europe-wide ALDE party in November 2011. 
In addition to his decades of public service, Watson authored a large collection of works with 
analytical perspectives on EU politics and democratic governance. 

 

 

 

 

  

ECPC President 

Francesco de Lorenzo 
Francesco is a colon cancer survivor, medical doctor and professor of biochemistry – University 
Federico II Naples. He has a rich experience in cancer advocacy being the co-founder, former 
Vice President and Board member of ECPC. He is also the founder and president of the Italian 
Associations of Cancer Patients (AIMaC), Italy’s first Cancer Information Service (CIS), and of the 
Italian Federation of Cancer Patients Organisations (FAVO). Francesco is also active in Italy’s 
governmental network of cancer Institutes (ACC), Italy’s National Cancer Plan Committee and 
National Volunteer Observatory of the Italian Welfare Ministry. Francesco engaged in Italian 
politics as Member of the Parliament, holding several ministerial mandates (Ministry of Health, 
1989-1993). At the EU and international level, Francesco is member of the ESMO Patient 
Advisory Group, works in the EPAAC WP9, participates to the European collaborative Group on 
Cancer Survivorship (ECGCS) where he serves as a member, and he is also a Founding Member 
of the Elite Oncology Roundtable, created under the auspices of the Society for Translational 
Oncology – STO, from which the European Cancer Patients Bill of Right originated. 

 
 
 
 
 
 
 
 
 
 

Author & Journalist 

Ivna Chedier Malury 
Ivna Chedier Maluly is a Brazilian journalist living in Brussels since 2003.  
She has a master's degree in journalism and works as a Brussels correspondent for Brazilian 
newspapers. Ivna also gives Portuguese lessons to Members of the European Parliament. 
After discovering that she had breast cancer in 2009, she launched a book for children based on 
her experience of having to explain her four-year old son the serious illness that she had.  The 
book was called "What's happening to my mummy?" and was written in Portuguese. In 2014 
Ivna contacted ECPC presenting the script of the book. Six months later, with the help of ECPC, 
the English and French versions of the book became a reality.   
After her first experience with "What's happening to my mummy?" Ivna released two other 
books for children. 
 
 
 
 
 
 
 

http://www.apcoworldwide.com/our-people/bios/Graham-Watson
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Breast Cancer Survivor 
and artist 

Shirley Bianca Louise Mueseler 

Shirley lives in Cologne, Germany. After her graduation she made a successful career in the hotel 
business and later on in trade with fine English reproduction furniture and antiques. 
In 2000 she was diagnosed with breast cancer “triple-negative”. After breast conserving surgery 
with immediate partial reconstruction (Latissimus-dorsi) Shirley went through Chemo and 
Radiation therapy. Exactly 5 years later she had a second cancer in the same breast. 
After her recovery she started to paint and created a series of 22 paintings called “Message of 
Hope”. Since 2010, she has been sharing the inspirational story of her survivorship in important 
events. With her speeches and exhibitions she encourages many cancer patients worldwide. 
ASCO selected her painting "Emotional Comfort" for the 2015 Expressions of Hope Calendar.   
In her wish to reach a larger number of patients, not only Germanophones, Shirley contacted 
ECPC last year and asked help to translate in English the Guide for Patients and Survivors on the 
Diagnosis of Breast Cancer. ECPC translated the booklet from German to English and thus the 
Guide for Patients and Survivors on the Diagnosis of Breast Cancer will be launched during the 
General Assembly.  
Since 2005 Shirley has been a volunteer with ZEBRA Breast Cancer Counselling Centre in 
Düsseldorf. 

 

 
 
 
 
 
 
 
 

Professor, Department of 
Clinical Medicine, 

University “La Sapienza’’ 

Maurizio Muscaritoli 
Maurizio Muscaritoli is Associate Professor of Internal Medicine and Director of the Clinical 
Nutrition Management Unit at the Department of Clinical Medicine, Sapienza University of 
Rome, Italy. His main research interest are the nutritional and metabolic changes in chronic 
diseases, including cancer. In particular, the most recent research activity has focussed on the 
molecular mechanisms responsible for muscle wasting in cancer cachexia, in both experimental 
models and in human cancer. He is a member of ESPEN, the European Society of Clinical 
Nutrition and Metabolism, where he is chairing a Special Interest Group on Cachexia-Anorexia 
in Chronic Diseases and Coordinator of the Nutrition Education Study Group (NESG). He is 
actively collaborating with the Italian Associations of Cancer Patients (AIMaC) and with the 
Italian Federation of Cancer Patients Organisations (FAVO), for which he has created leaflets and 
booklets for patients addressing the issues of weight loss and nutrition during cancer. He has 
developed the concept of the “Parallel Pathway” to optimize the metabolic and nutritional 
support of cancer patients. From 2006 to 2009 he was the Chairman of SINPE, the Italian Society 
of Artificial Nutrition and Metabolism. He is the founder and Chairman of SINuC, The Italian 
Society of Clinical Nutrition and Metabolism. He is co-author of several book chapters and 
scientific papers in peer-reviewed journals. 

 
 
 

 

 

 

Head of Clinic, 
Department of 

Gastroenterology, 
Erasme Hospital & 
Chairman of ESPEN 

 

André Van Gossum 
Prof. André Van Gossum has been appointed as medical physician in 1978 and as 
gastroenterologist in 1983. He was fellow at the Toronto General Hospital (Prof. K.N. 
Jeejeebhoy) in 1985-1986. He presented a thesis entitled "Evaluation of lipid peroxidation by 
measurement of breath pentane in humans" in 1991.  
Since 2000, he has been appointed as Chief of the Clinic of Intestinal Diseases and Nutritional 
Support in the Department of Gastroenterology, Hepatopancreatology and Digestive Oncology 
at Erasme University Hospital, Brussels (Free University of Brussels). He is teaching 
"gastroenterology" and "clinical nutrition" at the Faculty of Medicine for Master students. 
Prof. André Van Gossum is running a program of home enteral and parenteral nutrition and is 
the coordinator of the nutrition support team.  
He founded the Belgian Society for Clinical Nutrition in 1998. He was the President of the ESPEN 
congress that was held in Brussels in 2005 and was treasurer of ESPEN from September 2008 to 
September 2012. He has been the ESPEN Chairman since September 2014. He is a member of 
the ESPEN-HAN and CIF group. 
Prof. Van Gossum has 226 publications in peer-review journals. 
 
 
 
 
 
 
 
 
 
 



European Cancer Patient Coalition – Annual General Meeting – Brussels, 19th-21st June 2015 

4 

 
 

 
 
 
 
 
 
 
 

Chairwoman of TEB e.V. 
Selbsthilfe Association, 

Germany 

Katharina Stang 

Katharina Stang is the Founder and Chairwoman of TEB e.V. Selbsthilfe Association in Germany.  
The Association supports people with diseases of the pancreas and neighbouring organs. The 
mission of the association is to share experiences through close personal contact and pass on 
relevant information and advice to patients who have been diagnosed with and are suffering 
from pancreatic diseases.  
Katharina founded the Association in February 2006 which has since developed into a self-help 
organization with a broad network. Katharina has years of experience in the field of self-help 
organizations for pancreatic sufferers.  
Since 2013 TEB e. V. is a member of the International Working Group on pancreatic cancer, 
formed by patient group representatives of which ECPC is also an member.  

 
 
 
 
 
 
 
 
 

Cancer Rehabilitation 
Specialist, GEPAC, Spain 

Natacha Bolaños 

Natacha Bolaños is Spanish (born in Venezuela), living in Madrid since 2002. She is a Cancer 
Exercise Rehabilitation Specialist, working in the Cancer Patients Spanish Group where she leads 
the Rehabilitation Department dealing directly with patients on a daily basis, prior, during and 
after cancer treatments. She is also a very active and devoted patient advocate, involved in many 
international forums, representing GEPAC at the European multi-stakeholders platform on 
Pancreatic Cancer, Make Sense Campaign, ECPC, Lymphoma Coalition, MDS Alliance, CML 
Advocates Network, Campaign, among many others.  She has been recently invited to 
participate in the workshops: “Communicating Clinical Trial Results to Meet Public Needs” from 
EFGCP; and "Creating Patient Based Evidence from the roots Seminar” at Harvard University, 
USA. Natacha is Professor at the European University in Madrid, and MBodies Training Academy 
in England.  

Chair, Research Working 
Group, European Alliance 
for Personalised Medicine 

and Queen’s University 
Belfast  

Mark Lawler 

Prof Mark Lawler is Chair in Translational Cancer Genomics and Associate Director of 
Postgraduate Studies, Centre for Cancer Research and Cell Biology, Queen’s University Belfast. 
He is a member of the European Alliance for Personalised Medicine (EAPM) and is leading their 
development of a Research Roadmap for Personalised Medicine in Europe. In addition to his 
focus on translating research discoveries for patient benefit, Mark also has a keen interest in 
both research and cancer care policy He sits on a number of European Commission/European 
Research Council Committees in Brussels. 
He has been to the forefront of a number of patient focussed cancer healthcare initiatives at the 
national and EU lever. Over the last two years, he was project lead for the European Cancer 
Concord (ECC), a pan European initiative involving equal partnership between patients and their 
advocates and health care professionals, which aims to remove inequalities and improve cancer 
care for the citizens of Europe. The efforts of the ECC came to fruition with the launch of the 
European Cancer Patient’s Bill of Rights on World Cancer Day, 4th February 2014 in the European 
Parliament in Strasbourg. 

ECPC Secretary 

Jana Pelouchova 
Jana is a patient, founder and chairperson of Diagnoza CML patient society in the Czech Republic 
(chronic myeloid leukaemia - CML). As a co-founder of the CML Advocates Network and 
president of the Leukaemia Patient Advocates Foundation she is active in the international CML 
patient community. Jana is an ECPC Board Member and the ECPC Secretary since 2011. She also 
represents ECPC in the Rare Cancers Europe and ECCO Patient Advisory Committee. 
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 Burçak Karaca 

 
 
 
 
 
 
 
 
 

Professor from the 
Department of Internal 

Medicine, Ege University, 
Turkey 

Dr. Burcak Karaca, completed her medical education at Ege University, Faculty of Medicine in 
1999 and residency of internal medicine education at Hacettepe University, Faculty of Medicine 
in 2004. Later, she did her fellowship of medical oncology at Ege University and she still, works 
at the Medical Oncology department as a faculty member.  
Dr. Karaca, is also the director of the cell culture research laboratory at her own department 
and, her specific research areas include: melanoma, breast cancer and genitourinary cancer.  She 
has more than 60 publications in international peer-reviewed journals, and has contributed to 
10 book chapters in different types of human cancers. 
She has received many national and international awards for her research studies. She has been 
an active member of ESMO, ASCO, as well as many national cancer associations. She is also a 
board-certified medical oncologist of ESMO.  
Dr. Karaca has been working with ECPC since December 2013, and has contributed to the writing 
of the ECPC Immuno-oncology Booklet for cancer patients.  

 Szymon Chrostowski 
 
 
 
 
 
 
 

 
 

President of ‘Let’s win 
Health’ Foundation & 
President of the Polish 

Cancer Patients Coalition 

Szymon is a testicular and kidney cancer survivor. He has a rich experience in cancer advocacy, 
as the president of Let’s Win Health Foundation (since 2004) and currently as the president of 
the Polish Cancer Patient Coalition (since 2014) which associates 32 cancer patient organizations 
and stands for the rights of 2,5 million cancer patients in Poland. He is also the leader of the 
Citizens Coalition for Oncology which prepared recommendations for changes in oncological 
healthcare system in Poland implemented as an oncological package and a National Program for 
Fighting with Cancer for 2016-2025, and the leader of the Coalition for Fighting with Pain which 
was established in 2011 (which implemented new educational programmes for medicine 
students, simplification of prescriptions requirements, fighting with phobia of opioids, social 
educational campaigns). He is a member of ECPC Expert Group on Immuno-oncology that 
drafted the Policy Action Framework on Immuno-Oncology. He implemented and managed a 
great number of successful social & educational campaigns in the field of cancer awareness, 
access to innovative treatment, cancer patient nutrition, rare cancers and immuno-oncology 
amongst others. 

 Heinz Zwierzina 
 
 
 
 
 
 
 
 
 
 

CDDF President 

Prof. Heinz Zwierzina is the Chairman of the CDDF. He is currently a Professor of Internal 
Medicine at Innsbruck University in Austria. His specialisation is in haematology and oncology. 
He is an active member in many scientific research organisations and is sitting on numerous 
committees of international research bodies including the EORTC, the National Cancer Institute 
(NCI), Cancer Research UK and  the European School of Oncology (ESO).He has coordinated a 
grant of the European commission (BIOMED) “Organisation of preclinical and clinical research 
of anticancer therapy with biological response modifiers” and is a member of the European 
Commission-funded Euregenethy project “Harmonization of gene therapy throughout Europe”. 
He was the founder and previous chairman of the EORTC Biological Therapeutics Development 
Group which is composed of pre-clinical and clinical scientists. 
In addition, he has published over 80 papers in peer-reviewed scientific journals and books, 
chaired/presented at numerous international meetings and is a member of the editorial board 
or reviewer for more than 15 international scientific journals. 

 Francesco Florindi 
 
 
 
 
 
 
 
 

ECPC Public Affairs 
Coordinator 

Francesco joined ECPC in March 2014 as Public Affairs Coordinator. He obtained a cum laude 
Master in International Relations and Diplomacy from the University of Trieste-Gorizia with a 
thesis on EU enlargement. During his education, Francesco acquired a vast knowledge of 
association management, volunteering for the United Nations Youth Association Italy. In 
Brussels, Francesco worked for regional representatives, NGOs, research centres and the 
European Commission, working for the Joint Research Centre. His first engagement in cancer 
was supporting ECCO and SIOPE, which raised his awareness of the challenges faced by patients. 
Hence, he quickly moved to the side of patients, putting his humble communication and public 
affairs skills to ECPC’s service. 
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 Nora Kearney 

 
 
 
 
 
 
 
 

 
Head of the School of 

Health & Social Care and 
Professor of Cancer Care, 

University of Surrey 

Prior to being appointed to the University of Surrey, Nora Kearney was a Professor of Cancer 
Care and Dean of Research in the School of Nursing and Midwifery at the University of Dundee 
and the CRUK Dundee Cancer Centre where she led research in cancer care.  She was also an 
Honorary Clinical Professor with NHS Tayside and Director of the newly-established Research 
Centre for Inequalities at the University of Dundee.   
Professor Kearney has a long clinical career in cancer nursing and earned an international 
reputation for cancer care research. She leads and collaborates on a number of multi-centre 
research projects in the areas of patient experience and symptom improvement and has led the 
innovative use of technology to provide supportive care to people with cancer. 
Professor Kearney leads the EU funded innovative project eSMART in cancer supportive care, in 
which ECPC participates, as co-researcher, offering the patient perspective in all aspects of the 
project.  

 Hein Jambroers 

 
 
 
 
 
 
 
 
 

Melanoma e-patient 

Hein Jambroers is a melanoma survivor from Roermond in the Netherlands. As a stage IV 
malignant melanoma patient he participated in three trials: Vemurafenib (2010), Yervoy (2011) 
and the first European TIL(Adoptive Cell Therapy)-trial (2011). Within three months after his TIL-
treatment all tumours and melanoma cells vanished and he became the first complete 
responder in a European TIL-trial. 
Ever since he got cured, his story and his desperate search for trials has been published in several 
newspapers, magazines and HCP-literature whenever progress in clinical trials and/or immune 
oncology is a topic. Regularly invited as a speaker at conferences all across Europe, his 
compelling story is a powerful and positive message about hope, determination, dare taking 
control, the power of information shared in patients networks and about using that knowledge 
to team up with your HCP’s.  His speeches touch, but most of all motivate and inspire, every 
audience, be it patients, legislators or HCP’s.  

 Anastassia Negrouk 

 
 
 
 
 
 
 
 

Head of International 
Regulatory and 

Intergroup Unit, EORTC 

Anastassia Negrouk is holding a master's degree in Biology; she specialized during 5 years in 
cellular biology and biochemistry working in a university research laboratory focusing on cancer 
research. She joined EORTC in 2000, first as data manager and, since 2002 as part of the 
intergroup office, which was set-up to facilitate collaborative trials run together by different 
academic research groups. In 2004, she became also part, and later the head of the regulatory 
affairs unit. She took on her current position as the Head of the international regulatory and 
intergroup office in 2011. She has been closely following the implementation of the clinical trials 
Directive and analysing its impacts. She was also part of the “Comité de pilotage” put in place 
by France while implementing CT directive in the law. Since then, the follow-up and analysis of 
EU legislation relevant for clinical trials became integral part of her work. 
With 11 years of experience setting-up international clinical trial collaborations, she cumulates 
the experience of over 50 intergroup trials, each of them run with several academic networks. 
More recently, she became responsible for the patient involvement project. 

 Laura Pioppo 

 
 
 
 
 
 
 
 
 

Scientific Administrator, 
EMA 

Laura qualified as a pharmacist, before completing a Master degree in Pharmacovigilance in 
2008 at the University of Florence. In 2009 she joined the Inspection Department of the 
European Medicines Agency (EMA) where she was involved in the setup of the public Register 
of the EudraCT database, the EU CTR. She is currently involved in the implementation of the new 
Clinical Trial Regulation through the establishment of the EU Portal and Database. As part of the 
regulatory activities which the EMA performs, Laura deals with validation of clinical trials data 
provided as part of marketing authorisation dossiers, and the coordination of GCP inspections 
conducted by EU inspectors  to verify compliance of the clinical trial data submitted according 
to the requirement of the pharmaceutical legislation 
 
 
 
 
 
 
 

http://www.surrey.ac.uk/esmart/about/index.htm
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 Mateusz Tylicki 
 
 
 
 
 
 
 
 

 
Product Manager, 

TrialReach, UK 
 

Mateusz works as a Product Manager at TrialReach, where he leads the development of 
products around patient engagement and dissemination of trial information to online health 
communities and advocacy groups. He is passionate about using data, user centric design and 
digital technologies to empower patients about their health. In his spare time, he leads the 
London Chapter of Health 2.0, UK’s biggest health tech innovation ecosystem. Mateusz holds a 
degree in Biomedical Sciences from the University of Edinburgh.  

 

 

 

 

 

ECPC Vice-President 

Vlad Voiculescu 
Vlad, ECPC Vice-President and Treasurer, is a patient advocate of Romanian origin living in 
Vienna, Austria. Vlad has been the leader of the "Missing Cancer Drugs" initiative that served 
more than 1,500 Romanian patients. The initiative made the needed cancer drugs available to 
patients through a network of over 400 volunteers who bought and/or transported the 
medicines to Romania, followed by a successful advocacy campaign for the patients' access to 
essential cancer drugs. He is also the founder of MagiCAMP - a special camp for kids with 
oncological diseases from Romania and a co-founder of MedAlert – the first Romanian think 
tank and watchdog specializing in healthcare. The above initiatives have received the 
recognition of Foreign Policy, The Aspen Institute, and the Romanian Academy of Medical 
Sciences. 
Vlad’s focus is on cancer patients’ access to treatment and he is a great believer in community 
actions and grassroots initiatives that have a direct impact on cancer patients and their closed 
ones. He believes in the power of kindness, knowledge and assumed responsibility for achieving 
great goals.  

 

 

 

 

Associate Scientific  

Director, Danish Cancer 
Society 

Julio E. Celis 

Julio E. Celis is the Associated Scientific Director of the Danish Cancer Society Research Center 
in Copenhagen.  
Prof. Celis has been the Chairman of the European Molecular Biology Laboratory(EMBL) Council, 
Vice President of the Human Proteome Organization (HUPO), Chair of the Initiative for Science 
in Europe (ISE), President of the European Molecular Biology Conference (EMBC), Secretary 
General of the Federation of European Biochemical Societies (FEBS), President of the European 
Association for Cancer Research (EACR), Vice-President of the Alliance for Biomedical Research 
in Europe, Member of the Board of the Organisation of European Cancer Institute’s (OECI), and 
Chairman of the Policy Committee of the European CanCer Organisation (ECCO). Currently, he 
is an adviser to the Scientific Panel for Health in H2020. He is generally recognized as one of the 
founding fathers of proteomics. 
 

 Rafal Swierzewski 

 

 

 

 

 

ECPC Board Member 

Rafal is a cancer survivor of fibrosarcoma. He works at the "Let's Win Health" Foundation – 
Poland. He earned his PhD in 2006 from the Institute of Physical Chemistry of the Polish 
Academy of Sciences and was a trainee at the Istituto per lo Studio delle Macromolecole, 
Conisiglio Nazionale delle Ricerche, Genova, Italy. 
His scientific work covers physico-chemical properties of biologically active compounds, drugs 
used in cancer chemotherapies and model substances properties in intercellular environment. 
Rafal is a member of the Polish Society of Thermal Analysis and Calorimetry, he has served as 
member of numerous Scientific Conference Organizing Committees and he is a graduate of the 
HTA/Patient Academy/LSE. 
 
 

 


