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Workshop: Creating a Sustainable Environment for Holistic & Innovative Care for Rare Diseases & Complex Conditions
Frambu Resource Centre for Rare Diseases, Oslo, 12-13 April 2018
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Participants
Name Organisation Profile Country Email Address
Aline Schnieder EURORDIS - Rare Diseases Europe Patient Representative France aline.schnieder@eurordis.org
Anders Olauson Agrenska Resource Centre Social Service Sweden Anders.Olauson@agrenska.se
Federal Public Service for Social Security -
André Gubbels SPF Sécurité Sociale Public body/National Belgium Andre.Gubbels@minsoc.fed.be
Anica Jezi¢ Ministry of Social Policy and Youth Public body/National Croatia anica.jezic@mdomsp.hr
Anja
Frankenberger Kindness for Kids Social Service Germany a.frankenberger@kindness-for-kids.de
Barbara Glinsner ZSI - Centre for Social Innovation Academic Austria glinsner@zsi.at
Beatriz Martinez- Regional Ministry of Health-Region of
Lozano Murcia Public body/Regional Spain beatriz.martinez-lozano@carm.es
Biruté Tumiene Board of Member States for ERNs Public Body/National Lithuania tumbir@gmail.com
Genomic Medicine, Manchester; ERN
ITHACA (congenital malformations and rare | European Reference
Bronwyn Kerr intellectual disability) Network UK bronwyn.kerr@mft.nhs.uk
Carolin Engelhorn Kindness for Kids Social Service Germany c.engelhorn@kindness-for-kids.de
Christine de Patient Representative/
Kalbermatten MaRaVal Social Service Switzerland | cdekalbermatten@maraval.ch
David Bergsaker Frambu Resource Centre for Rare Disorders | Social Service Norway dkb@frambu.no
Karolinska University Hospital, Karolinska
Institutet; ERN RITA (immunodeficiency,
autoinflammatory and autoimmune European Reference
Désirée Gavhed diseases) Network Sweden desiree.gavhed@ki.se
Romanian Prader Willi Association - NoRo Patient Representative/
Dorica Dan Resource Center Social Service Romania dorica.dan@eurordis.org
National commissioning Group, National
Edmund Jessop Health Service Public body/National UK edmund.jessop@nhs.net
Eduardo Tizzano Hospital Universitari Valle Hebron Healthcare Provider Spain etizzano@vhebron.net
Emilia Severin University of Medicine and Pharmacy Public body/Regional Romania emilia@cis.ro
La Paz University Hospital; ERN European Reference
Esteban Frauca TransplantChild (tansplantation in children) | Network Spain coordination@transplantchild.com
The Federation of esophageal atresia and
tracheo-esophageal fistula support groups
e.V.; ERNICA (inherited and congenital
Graham Slater anomalies) Patient Representative Germany ratlegs2711@hotmail.com
Gunilla Jaeger Agrenska Resource Centre Sacial Service Sweden gunilla.jaeger @agrenska.se
Helena Kaaridinen National Institute for Health and Welfare Public body/National Finland helena.kaariainen@thl.fi
Hépitaux Universitaires de Strasbourg; ERN | European Reference
Héléne Dollfus EYE (eye diseases) Network France dollfus@unistra.fr

lldiko Vajda VSOP (Dutch Genetic Alliance) Patient Representative Netherlands | i.vajda@vsop.nl
Zentrum fir Soziale Innovation (Centre for

Irina Vana Social Innovation, ZSI) Academic Austria vana@zsi.at
Federacién Espaiiola de Enfermedades
Raras (Spanish Rare Disease Federation,

Isabel Fernandez FEDER) Patient Representative Spain murcia@enfermedades-raras.org
Dravet Italia Onlus - Dravet Syndrome
European Federation; ERN EpiCARE

Isabella Brambilla (epilepsies) Patient Representative Italy isabella.brambilla@dravet-italia.org
Department of Genetics and Pathology,
Pomeranian Medical University Szczecin;
ERN GENTURIS genetic tumour risk European Reference

Jan Lubinski syndromes) Network Poland lubinski@pum.edu.pl

Joanna Das University of Newcastle Academic UK joanna.das@ncl.ac.uk

Juan Manuel La Paz University Hospital; ERN European Reference

Torres Canizales TransplantChild (tansplantation in children) | Network Spain juan.torres@salud.madrid.org
Great Ormond Street Hospital London; ERN | European Reference

Judit Germuska EpiCARE (epilepsies) Network UK j.germuska@ucl.ac.uk
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Judit Varadiné Muscle Dystrophy Association; ERN EURO

Csapd NMD neuromuscular diseases) Patient Representative Hungary juditcsapo@yahoo.com
Zentrum fiir Soziale Innovation (Centre for

Juliet Tschank Social Innovation, ZSI) Academic Austria tschank@zsi.at

Kristian E.

Kristoffersen Frambu Resource Centre for Rare Disorders | Social Service Norway krk@frambu.no

Lenja Wiehe EURORDIS - Rare Diseases Europe Patient Representative France lenja.wiehe@eurordis.org

Lisen Julie Mohr Frambu Resource Centre for Rare Disorders | Social Service Norway lim@frambu.no

Mandy Andrew NHS Lanarkshire Public body/Regional UK Mandy.Andrew@lanarkshire.scot.nhs.uk

Maria Beatrice Istituto Giannina Gaslini; ERN BOND (bone European Reference Italy mbeatricemichelis@gaslini.org

Patient

Rarissimas; Casa dos Marcos Resource Representative/Social

Maria Jodo Freitas Centre Service Portugal mjoao.freitas@rarissimas.pt

Mariangela AP-HP Hépital Saint-Louis; ERN European Reference

Pellegrini EuroBloodNet (haematological diseases) Network France mariangela.pellegrini@aphp.fr
CREER (National Reference Center for Public body/Social

Marta Fonfria people with RD and their families) Service Spain martafonfria@imserso.es

Marta DeSantis Istituto Superiore di Sanita Academic Italy Marta.DeSantis@iss.it
Irish College of General Practitioners; ERN- Patient

Mary Kearney RND (neurological diseases) Representative/ERN Ireland marykearney@gmail.com

Maud Le Graét Finovatis Academic France Maud.LEGRAET @finovatis.com
Sheffield Teaching Hospitals NHS
Foundation Trust; ERN eUROGEN European Reference

Michelle Battye (urogenital diseases and conditions) Network UK michelle.battye @sth.nhs.uk
Ministry of Work, Family, Social Protection

Monica Solomie and Elderly Public body/National Romania monica.solomie@anpd.gov.ro
Dermatology, Odense University Hospitals; | European Reference

Oda Marie Jordal ERN Skin (skin disorders) Network Denmark oda.jordal@gmail.com

Peter Lindgren Karolinska Institutet Academic Sweden Peter.Lindgren@ki.se

Raquel Castro EURORDIS - Rare Diseases Europe Patient Representative France raquel.castro@eurordis.org

Rasmus Bruun National Board of Social Services Public body/National Denmark rbru@socialstyrelsen.dk

Rebecca Tvedt Norwegian National Advisory Unit on Rare

Skarberg Disorders; ERN BOND (bone disorders) Patient Representative Norway
Asociacion nacional Sindrome de Apert y
otras craneosinostosis sindrémicas; ERN
CRANIO (craniofacial anomalies ; ear, nose

Sara Perez and throat disorders) Patient Representative Spain sarapsicol@gmail.com

Sebastian Ardelean | Salaj County Council Public body/Regional Romania integrarecjsj@yahoo.com

Silvia Manea Veneto Region Healthcare Provider Italy silvia.manea@regione.veneto.it
Norwegian National Advisory Unit on Rare

Stein Are Aksnes Disorders Public body/National Norway steaks@ous-hf.no

Teresinha University of Newcastle; ERN EURO-NMD European Reference

Evangelista (neuromuscular diseases) Network UK Teresinha.evangelista@newcastle.ac.uk
Estonian Agrenska Foundation Resource

Tiina Stelmach Centre Social Service Estonia Tiina.Stelmach@kliinikum.ee

Health Care Provider/

Till Voigtlander Board of Member States for ERNs. Public Body/National Austria till.voigtlaender@meduniwien.ac.at
Oslo University; MetabERN (hereditary European Reference

Trine Tangeraas metabolic disorders) Network Norway ttangera@ous-hf.no

Ursula Holtgrewe ZSI - Centre for Social Innovation Academic Austria holtgrewe @zsi.at

Valentina Rupel Institute for Economic Research Academic Slovenia katka.rupel@gmail.com

Veronica

Wingstedt de Flon National Agency for Rare Diseases Public body/National Sweden veronica.wingstedtdeflon@nfsd.se

Vibeke Sparring Karolinska Institutet Academic Sweden vibeke.sparring@ki.se

Victoria Hedley University of Newcastle Academic UK Victoria.Hedley@newcastle.ac.uk
Debra Croatia,Croatian Alliance for Rare Patient Representative/

Vlasta Zmazek Diseases Social Service Croatia Vlasta@debra-croatia.com
Romanian Prader Willi Association - NoRo

Zsuzsa Almasi Resource Center Social Service Romania almasi.zalau@gmail.com
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