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Before the Day 
We will send you details about how to 
access the login area and look through 
the agenda – plan what you want to 
watch and check the breakout sessions.

Have things ready – check that you 
can access the login info. You will have 
received an email reminding you of the 
details to log in.  

On the Day  
Make yourself comfortable. 

Have any snacks, drinks etc around you.

There are breaks.  

Talk about the conference on your 
social media channels – let people know 
what you’ve found interesting or follow 
us and comment on our posts! 

#WorldSclerodermaCongress2022 
#WSC2022  
#SystemicSclerosisCongress

After the Day 
You can still access the recordings and 
info via your login.  It will be available 
for 6 months after the conference. 

If you want further information 
contact us:

email us at  info@fesca-scleroderma.eu 
or visit www.fesca-scleroderma.eu

Welcome
How to get the most from the conference



Welcome 
Thank you so much for joining us at the virtual World Scleroderma 
Patient Congress.  We trust you will find the presentations and interactive 
sessions, which cover the most current information on scleroderma, 
helpful and beneficial.

Every other year, FESCA host the World Scleroderma Patient Congress 
to discuss important developments in medicine and strategies for 
supporting those with scleroderma. The Congress happens alongside 
the World Scleroderma Congress for clinicians, organised by the World 
Scleroderma Foundation. 

We would like to thank our sponsors Boehringer Ingelheim and Janssen 
( Johnson & Johnson) for their continued commitment to patient 
education. With their support we have been able to bring together 
speakers - patients, medical professionals, and doctors from the 
scleroderma community across the world. 

We hope you have a great congress experience.

Best regards, 
Sue Farrington, President

FESCA – Federation of European Scleroderma Associations aisbl.

About FESCA

FESCA, the Federation of European Scleroderma Associations aisbl., is an 
umbrella group of scleroderma patient organisations working to increase 
awareness, and advocate for equitable access to treatments and care for 
people with scleroderma throughout Europe.

We are currently made up of 27 member associations from 21 
different countries. 

We work at pan-European level to promote and achieve our objectives 
in alignment with the aims of the national groups we represent. 

Our Vision 
A world in which everyone with Scleroderma receives appropriate access 
to the same level of successful care from fully informed healthcare 
professionals.

Our Mission 
Our mission is to provide information to people with scleroderma, 
increase awareness on an international level, and advocate for equitable 
treatments for people with scleroderma throughout Europe.

You can find out more by visiting our website:  
www.fesca-scleroderma.eu

Follow us on social media by clicking the icons below: 

Introduction



Pioneering Science, 
Inspired By Patients
Inspired by patients 
Living with fibrotic and inflammatory diseases, 
whether visible or hidden, greatly impacts patients’ 
lives emotionally and physically. Effective treatment 
options are needed. These patients are our guide, 
partner and inspiration as we redefine treatment 
paradigms. 

Our commitment is unbreakable
As a family-owned company, we can plan long-term 
and are committed to patients and the healthcare 
community. Our people work every day with 
integrity and passion to deliver treatment advances 
in hard-to-treat fibrotic and inflammatory diseases 
of the lung, gut, skin and joints.

Pioneering science to deliver 
breakthrough treatments
Our goal is to discover and develop first-of-their-
kind therapies. Every patient and their disease is 
unique. With a deep understanding of molecular 
pathways, we are pioneering scientific innovations 
that target, repair and prevent many fibrotic and 
inflammatory diseases. We have already delivered 
an innovative treatment to slow pulmonary fibrosis. 
This is just the beginning. 

Partnering to deliver value
By building on long-term collaborations with the 
patient community, researchers, start-ups and 
healthcare authorities, we strive to bring treatment 
breakthroughs to patients in the shortest time.

We won’t rest 
until we can 
give people the 
chance to live 
the life they 
want. 



About the Janssen 
Pharmaceutical Companies 
of Johnson & Johnson
At Janssen, we’re creating a future where disease 
is a thing of the past. We’re the Pharmaceutical 
Companies of Johnson & Johnson, working tirelessly 
to make that future a reality for patients everywhere 
by fighting sickness with science, improving access 
with ingenuity, and healing hopelessness with 
heart. We focus on areas of medicine where we 
can make the biggest difference: Cardiovascular & 
Metabolism, Immunology, Infectious Diseases & 
Vaccines, Neuroscience, Oncology, and Pulmonary 
Hypertension.

Learn more at www.janssen.com/EMEA. 
Follow us at www.twitter.com/JanssenEMEA.

 

We never stop 
working to 
create a future 
where disease 
is a thing of 
the past.



Agenda - Friday, March 11
TIME (CET) TOPIC SPEAKER

09.30am Welcome

Sue Farrington,  
President of FESCA & CEO of SRUK

Professor Marco Matucci 
Chair of WSF & Professor of Rheumatology

Annie Gilbert 
Global Patient & Site Engagement Lead, Boehringer Ingelheim

09.45 – 10:30am Roundtable 

Working with Industry – Opportunities & Challenges

This roundtable will explore the opportunities and challenges of a multi-
stakeholder approach to collaboration with industry. This session will bring 
together views and insights from a patient, clinician, and industry perspective to 
consider possible solutions. 

Sue Farrington 
President FESCA & CEO SRUK

Dr Oliver Distler 
Professor of Rheumatology and Director of the Department of 
Rheumatology and the Centre of Experimental Rheumatology, 
University of Zurich, Switzerland

Hartmut Haeselbarth 
Senior Legal Counsel (Corporate Therapeutic Areas), 
Boehringer Ingelheim

Edith Brown 
Patient Speaker 

10.30 – 11.15am BREAKOUTS 

Option 1 

Looking After Your Hands  
Followed by Q&A discussion

This session will cover how best to look after your hands, covering a range of 
topics including puffy fingers, sclerodactyly & calcinosis, as well as practical ways 
to help such as exercises.  

Professor Marco Matucci 
Chair of WSF and Professor of Rheumatology  

Dr William Gregory 
Consultant Physiotherapist (Rheumatology) at Salford Royal Hospital

Despo Charalambous 
Patient Speaker

Moderator: Linda Schraven 



TIME (CET) TOPIC SPEAKER

Option 2

Managing Lung Involvement 
Followed by Q&A discussion

This session will explore lung involvement in Systemic Sclerosis and its 
management.  

Professor Chris Denton

Professor of Experimental Rheumatology at UCL and Consultant 
Rheumatologist and Head of the Centre for Rheumatology, 
Royal Free Hospital London

Dr Elisabetta Renzoni

Consultant Respiratory Physician at Royal Brompton Hospital & 
honorary senior lecturer Imperial College London

Annelise Roennow 
Patient Speaker

Moderator: Stephanie Munoz

Option 3

Paediatric Scleroderma - 
Supporting families & children with a diagnosis

Followed by Q&A discussion

Dr Foeldvari will discuss what support should be offered to families and children 
whilst a patient speaker will give their perspective using their own experience. 

Dr Ivan Foeldvari 
Hamburg Centre for Paediatric Rheumatology

Catarina Leite 
Patient Speaker

Moderator: Kim Fligelstone

11.15–11.30am COFFEE BREAK

11.30 – 12.15pm BREAKOUTS 

Option 1 

PAH - The Heart in SSc  
Followed by Q&A discussion

Dr Church will be providing an overview of what PAH is in scleroderma, the signs, 
and symptoms; how it is diagnosed; the latest treatment options as well as practical 
ways to self-manage and look after yourself.

Dr Colin Church 
Consultant in Pulmonary Vascular and Respiratory Medicine 

Moderator: Helena Eynon



TIME (CET) TOPIC SPEAKER

Option 2

Your Mental Wellbeing  
Followed by Q&A discussion

This session will explore tools for coping with scleroderma symptoms and 
improving wellbeing.

Professor Linda Kwakkenbos 
Lecturer and Researcher, Behavioural Science Institute, Clinical 
Psychology, Radboud University Nijmegen

Dr Lesley Ann Saketkoo 
Associate Professor of Medicine, Professor of Honors Studies 
Director, New Orleans Scleroderma and Sarcoidosis Patient Care 
and Research Centre

Lucy Reeve 
Patient Speaker

Moderator: Linda Schraven 

Option 3

SSc and COVID 
Followed by Q&A discussion

Professor Hachulla will discuss his experience of treating patients and managing 
the aftereffects of COVID, the efficacy of vaccines and boosters for people on 
immunosuppressants.

Professor Eric Hachulla

Department of internal medicine, Huriez Hospital, 
University of Lille, France

Moderator: Emma Blamont 

12.15 –13.00pm PLENARY

What are the Latest Advances in Systemic Sclerosis

• in clinical trials/diagnostics and biomarkers

• the gut and the microbiome

Dr Oliver Distler

Professor of Rheumatology and Director of the Department of 
Rheumatology and the Centre of Experimental Rheumatology at 
the University of Zurich, Switzerland

Dr Anna-Maria Hoffman-Vold

Head of SSc Research and the SSc and CTD-ILD outpatient 
clinic at the Oslo University Hospital

Moderator: Ilaria Galetti



Agenda - Saturday, March 12
TIME (CET) TOPIC SPEAKER

9.30am Roundtable 

Accelerating Access to Treatments 
What needs to change?

Prof. Giuseppe Turchetti 
PhD, Fulbright Scholar, Professor of Economics and Health 
Management, Scuola Superiore Sant’Anna

Daniel De Schryver 
Patient Engagement and Advocacy Lead, Janssen EMEA (Europe, 
Middle East and Africa)

Russell Wheeler 
PCWP EMA Committee and Patient Advocate at ERN-EYE, 
EURORDIS and Leber’s Hereditary Optic Neuropathy Society

Rita Schriemer 
Patient advocate for NVLE and coordinator patient research 
partner rheumatology studies at the Sint Maartenskliniek 
Nijmegen

10.15 –11.00am BREAKOUTS 

Option 1

The Skin in Scleroderma 
Followed by Q&A discussion

This session will cover skin involvement in scleroderma and how 
best to manage it. 

Prof. Dr Pia Moinzadeh 
Senior Physician for Dermatology in Cologne

Maureen Sauve 
Patient Speaker

Moderator: Gemma Cornwell

Option 2

Newly Diagnosed – what you need to know 
Followed by Q&A discussion

Dr Pope will explore what every newly diagnosed scleroderma 
patient should know.

Dr Janet Pope 
Professor of Medicine in the Division of Rheumatology at the 
University of Western Ontario

Stephanie Munoz 
Patient Speaker

Moderator: Ilaria Galetti



TIME (CET) TOPIC SPEAKER

Option 3

Paediatric Scleroderma – Transitioning Care  
Followed by Q&A discussion

Dr Pain and Dr Derrett-Smith will discuss the transition from paediatric 
to adult care for patients with localised and systemic sclerosis.

Dr Clare Pain 
Paediatric Rheumatology Consultant at Alder Hey Children 
Hospital

Dr Emma Derrett-Smith 
Consultant Rheumatologist Birmingham Children’s Hospital and 
The Royal Free Hospital London

Moderator: Emma Pearson

11.00–11.15am COFFEE BREAK

11.15 –12.00pm BREAKOUTS 

Option 1

How to manage your fatigue 
Followed by Q&A discussion

Dr Kocher will discuss non-pharmacological recommendations and self-
management strategies to manage fatigue related to Systemic Sclerosis.

Dr Agnes Kocher 
Department of Nursing, Inselspital Bern University Hospital 
and Institute of Nursing Science, Department Public Health, 
University of Basel, Switzerland

Annelise Roennow 
Patient Speaker 

Moderator: Felicia Whiteley 

Option 2

Pain Management  
Followed by Q&A discussion

Dr Carina Boström will explore the effects of physical exercise in 
managing pain.

Dr Carina Boström 
Associate professor and senior lecturer at the Department of 
Neurobiology, Care Sciences and Society, Karolinska Institute, 
Stockholm, and Physiotherapist and affiliated to Karolinska 
University Hospital

Michaela Linkova 
Patient Speaker

Moderator: Ann Tyrrell-Kennedy

Option 3

Oral Health 
Followed by Q&A discussion

Dr Largiadèr is an orthodontist and specialist in oral health. 
She previously worked with Scleroderma patients on the specialised 
requirements in this area. 

Dr Yasmin Largiadèr, Orthodontist and oral and dental care 
specialist, Grünwald, Germany

Gabi Verzi 
Patient Speaker

Moderator: Steffi Säurig



TIME (CET) TOPIC SPEAKER

12.00pm PLENARY

Why do Patient Reported Outcome Measures Matter?

Dr Khanna will discuss the value and importance of Patient Reported 
Outcome Measures and Edith Brown will give her viewpoint as a 
scleroderma patient.

Dr Dinesh Khanna 
Professor of Medicine and Director, University of Michigan 
Scleroderma Programme

Edith Brown 
Patient Speaker

Moderator: Sue Farrington

12.50 – 13.00pm CONFERENCE CLOSE 
Ilaria Galetti 
Vice President of FESCA & Vice President of GILS



Patient - Speakers

Annelise Rønnow 
Diagnosed with systemic 
sclerosis in 2007, Annelise knows 
a great deal about scleroderma 
and how it affects her. She is 
working as a librarian at her 
local public library in Denmark 
with tasks that fit her disease 
and is working on virtual 

platforms. In her free time, she enjoys the movies, 
theatre, traveling and concerts. She also volunteers 
in multiple groups with one purpose: to raise 
awareness and advocate for patients 
with scleroderma.

Catarina Leite 
Catarina Leite is the founder 
and president of the Portuguese 
Association of Patients with 
Scleroderma. She was diagnosed 
with Juvenile Scleroderma 
in childhood. Catarina is a 
psychologist and has been 
dedicated to studying depression, 

anxiety, and social phobia in patients with 
scleroderma.

Despo Charalambous 
Despo Charalambous is from 
Cyprus and is married with one 
daughter. She has lived with 
scleroderma for 18 years and has 
been a member of 
the Cyprus League of people 
with Rheumatism (CYLPER) 
since 2006. Despo also 

represents the association for FESCA.

Being a member of FESCA for 16 years, Despo has 
gained support in all aspects of the disease such as 
how to manage her condition as well as connecting 
with people and creating strong friendships.

Edith Brown 
Edith Brown was diagnosed with 
scleroderma and Raynaud’s over 
20 years ago and although living 
with scleroderma has certainly 
been challenging it has also 
given her the opportunity make 
a contribution to research. Edith 
is on Scleroderma & Raynaud’s 

UK’s Research sub-committee and over the years 
has been involved in many research projects both 
as a trial participant, and a member of steering 
committees and advisory board.

 

Gabi Verzi 
Gabi Verzi is the President of 
the Italian association AILS 
(The Italian Asociation for the 
Fight Against Scleroderma, 
Associazione Italiana Lotta alla 
Sclerodermia onlus) which has 
been a FESCA member for many 
years. Gabi works with AILS to 

conduct webinars and presentations on all aspects 
of Scleroderma and recently gave a presentation on 
sexual confidence in Lisbon.



Patient - Speakers

Maureen Sauvé 
Since being diagnosed with 
scleroderma in 2002, Maureen 
Worron-Sauvé has served as 
president of the Scleroderma 
Society of Canada (SSC) and the 
Scleroderma Society of Ontario 
(SSO).  She is currently serving as 
Vice-President Advocacy 

and Public Relations.

In 2018, SPIN founded the Maureen Sauvé 
Inspiration Award.  The award is named in honour of 
Maureen Sauvé, who has had a tremendous impact 
as an advocate for people living with scleroderma in 
Ontario, across Canada, and internationally. Along 
with Dr. Brett Thombs, Maureen spearheaded the 
formation of SPIN by spearheading its initial seed 
funding in 2010.  

She is a recipient of the Canadian Organization 
of Rare Disorders (CORD) “Rare Honour Award”, 
Scleroderma Foundation’s “Messenger of Hope 
Award” and was inducted into the Hamilton Gallery 
of Distinction.  

Michaela Linkova 
Michaela Linkova is the leader 
and coordinator of the patient 
group Skleroderma, Revma 
League against Rheumatism in 
the Czech Republic. For years, 
Michaela worked previously 
as a manager in a corporate 
company and lived an active life 

full of adventure. She was diagnosed with systemic 
scleroderma in 2015 at the age of 37. She now devotes 
her energy to raising awareness of this condition. 

Stephanie Munoz 
Stephanie Munoz has a degree 
in Cultural Studies from the 
University of Bergen, Norway 
and is currently doing her 
Masters in the same field. She is 
the international representative 
for the Norwegian Systemic 
Sclerosis organization, 

Diagnosegruppen for Systemisk Sklerose, Norsk 
Revmatikerforbund.

Lucy Reeve 
Lucy Reeve is a Clinical Specialist 
Occupational Therapist 
specialising in rheumatology. She 
has worked within the NHS for 
26 years and is now part of the 
Pain Management Team at the 
Norfolk and Norwich University 
Hospital NHS Foundation Trust. 

Lucy herself was diagnosed with scleroderma 
in 2004; and she therefore has a thorough 
understanding of the condition and its impact upon 
daily life.



Clinician - Speakers

Professor Marco 
Matucci
Marco Matucci-Cerinic, is Full 
Professor of Rheumatology at 
the Department of Experimental 
and Clinical Medicine of the 
University of Florence and 
Scientific Consultant at the 

University San Raffaele in Milan. The professor is a 
member of the prestigious British Royal College of 
Physicians, the American College of Rheumatology, 
the Italian Society of Rheumatology and is also 
an honorary member of the British Society of 
Rheumatology.

Professor 
Oliver Distler 
Prof. Dr. Oliver Distler is 
Professor of Rheumatology at 
the University of Zurich and 
Head of the Department of 
Rheumatology at University 
Hospital Zurich in Switzerland. 

He is also Head of the Business Division of 
Traumatology-Dermatology-Rheumatology-Plastic 
Surgery and Emergency Medicine at the University 
Hospital Zurich. 

 
 

Prof. Dr. Distler’s research focuses on molecular 
mechanisms of inflammatory rheumatic diseases, 
the validation of biomarkers, the identification 
and characterization of animal models, and the 
design of proof-of-concept and phase 2/3 trials. 
He has authored over 250 papers on these topics, 
and he is a member of the editorial boards of 
Lancet Rheumatology and Annals of the Rheumatic 
Diseases. Prof. Dr. Distler has been a board member 
and chairman of several academic initiatives, such as 
the Scleroderma Clinical Trial Consortium and the 
European Scleroderma Trials and Research Group 
(EUSTAR). He is currently Executive Chair of the 
EULAR-associated FOREUM Foundation.

Dr Anna 
Hoffman-Vold 
Anna Hoffmann-Vold is the Head 
of SSc Research and the SSc and 
CTD-ILD outpatient clinic at the 
Oslo University Hospital. She is 
the general secretary of EUSTAR 
and a member of the EULAR 

Quality of Care Committee.

Dr Hoffmann-Vold’s main expertise and interest is 
on clinical and translational research related to SSc 
and other CTDs with an emphasis on interstitial 
lung disease, pulmonary arterial hypertension, 
development of management recommendations, 
conduction of clinical trials and the potential role of 
gut microbiota.

Dr Will Gregory 
Will Gregory is a Physiotherapist 
working at consultant level 
for the Rheumatology team 
at Salford Royal Hospital, 
UK. He has been leading the 
Physiotherapy service there 
since 2004 and, with Professor 
Ariane Herrick’s specialist 

interest, he has led on rehabilitation for many 
people living with Scleroderma. Will has completed 
a part-time research secondment in Scleroderma 
research as Principal Investigator of a trial looking 
at hand exercises and home wax bath treatments. 
He has spoken nationally and internationally on 
Scleroderma rehabilitation, and this remains a 
passion for him. He is also Visiting Senior Lecturer 
at the Faculty of Health Psychology and Social Care, 
Manchester Metropolitan University, UK.



Clinician - Speakers

Professor Chris 
Denton
Christopher Denton is Professor 
of Experimental Rheumatology 
at UCL and a consultant 
Rheumatologist at the Royal 
Free Hospital in London. He 
has published extensively on 

laboratory and clinical aspects of connective 
tissue disease.

He leads a large clinical and translational research 
programme in scleroderma at the Royal Free 
Hospital and co-ordinates multidisciplinary care for 
more than 1500 patients.  He currently chairs the UK 
Scleroderma Study Group (UKSSG).   
 
He delivered the BSR Heberden Round at the 
Rheumatology Conference in Birmingham, 2017.  He 
is Associate Editor for Arthritis Research and Therapy 
and previously served as President of the Scleroderma 
Clinical Trials Consortium (SCTC) and a Counsellor 
and Treasurer of the European Scleroderma Trials 
and Research Group (EUSTAR).

Dr Elisabetta 
Renzoni
Dr Renzoni is a Consultant 
Physician working in the 
Interstitial Lung Disease Unit at 
the Royal Brompton Hospital/
Honorary Senior Lecturer, 
Imperial College. Key research 

interests include prognostic and outcome biomarkers 
in lung fibrosis in systemic sclerosis. Recent studies 
have included the study of genetic factors, serum 
epithelial biomarkers, and radiological patterns in 
relation to longitudinal disease behaviour of SSc_
ILD. She is an Associate Editor for Respirology. She 
currently chairs the European Respiratory Society 
group for diffuse lung diseases of known origin, 
including CTD-ILD. 

Dr Ivan Foeldvari
Dr Ivan Foeldvari is Head of the 
Hamburg Centre for Paediatric 
and Adolescent Rheumatology at 
the Klinikum Eilbek, Hamburg, 
Germany.

Dr Colin Church
Dr Church is a consultant 
in pulmonary vascular and 
respiratory medicine. He 
trained in Glasgow, Cambridge, 
Papworth and Sydney and 
has completed a PhD in 
understanding the basic 
mechanisms of inflammatory 

signalling in pulmonary vascular remodelling. 
He’s a principal investigator on a number of 
important clinical trials including looking at novel 
anti-inflammatory strategies to treat pulmonary 
hypertension. He’s a consultant in the Scottish 
Pulmonary Vascular Unit which investigates and 
manages all patients in Scotland with pulmonary 
hypertension. He’s also one of the principal clinicians 
involved in management of venous thromboembolic 
disease in the Queen Elizabeth University Hospital. 
He sits on the Glasgow Thrombosis committee 
and is the educational workforce leader for 
the International Society of Heart and Lung 
Transplantation (ISHLT) and associate editor for 
BMC Pulmonary Medicine. More recently he 
became the chair of the BTS pulmonary vascular 
specialist group 
Twitter = @acchurch1



Clinician - Speakers

Dr Lesley Ann 
Saketkoo
Dr Saketkoo is the Director of 
the New Orleans Scleroderma 
and Sarcoidosis Patient Care and 
Research Centre at the Louisiana 
State University and Tulane 
University Schools of Medicine. 

Dr Linda 
Kwankkenbos
Dr Linda Kwakkenbos is a 
Lecturer and Researcher at 
the department of Clinical 
Psychology, Radboud University, 
Nijmegen, the Netherlands. 
Her research focuses on the 

development and testing of patient reported outcome 
measures, novel research methodologies, and the 
development of interventions that help contribute 
to better disease management in chronic diseases. 
Dr Kwakkenbos is Co-Director of the Scleroderma 
Patient-centered Intervention Network (SPIN), an 
international team devoted to developing and testing 
online tools to support well-being among people with 
scleroderma (spinsclero.com).

Professor Eric 
Hachulla 
Eric Hachulla is Professor of 
Internal Medicine and Clinical 
Immunology at the Hospital 
Claude Huriez, University of 
Lille, France, since 1995.  He 
completed his medical degree in 

1989, followed by a PhD in 1994.  His clinical skills 
concerns connective tissue diseases, vasculitis and 
autoinflammatory diseases with more than 600 
published articles. He is the head of the Diseases 
Centre for Rare Systemic autoimmune Diseases 
North and North-West of France and lead the French 
Rare Auto-immune and Auto-inflammatory Diseases 
Network (FAI2R). He has developed several medical 
educational programmes for patients and medical 
practitioners. He is the scientific coordinator of the 
EULAR online courses. He is member of the Steering 
committee of the ERN ReCONNET and is member 
of several professional bodies including the French 
Society of Internal Medicine, the ACR, EULAR 
and EUSTAR.

Professor Dr Pia 
Moinzadeh
Professor Dr Pia Moinzadeh is 
a Specialist in Dermatology and 
Venerology. She is currently a 
clinical and research fellow at the 
Department of Dermatology and 
the Cologne Centre for Genomics, 
University of Cologne.

Dr Janet Pope
Dr Janet Pope is a Professor of 
Medicine and head of the Division 
of Rheumatology at the University 
of Western Ontario (UWO), 
Schulich School of Medicine, 
London, Ontario, Canada.  She 
has published over 500 peer-
reviewed articles and mentored 

more than 125 trainees. Research expertise includes 
scleroderma, SLE and RA. She has been inducted into 
the Canadian Academy of Health Sciences.



Clinician - Speakers

Dr Clare Pain
Dr Pain is a Paediatric 
Rheumatologist at Alder Hey 
Children’s NHS Trust and an 
NHS researcher. 80% of her 
time is patient facing and 20% 
research. She co-chairs the 
UK NIHR/Versus Arthritis 

Paediatric Rheumatology Clinical Studies Group 
which facilitates research in children with 
musculoskeletal conditions. Clare has led multi-
centre and international work in rare conditions 
such as Behḉet’s and Scleroderma and her 
motivation is to do research to improve care and 
outcomes for children affected by musculoskeletal 
conditions; she can impact more people through 
research than clinical care. Clare is inspired by 
the enthusiasm children have to be involved in 
research.

Dr Pain will be joined by Katie Dobson an 
Occupational Therapy Manager at Alder Hey 
Children’s Hospital and Lindsey Clarke, Senior 
Rheumatology Occupational Therapist at Alder 
Hey Children’s Hospital.

Dr Agnes Kocher
Agnes Kocher is a registered 
nurse with more than 10 
years of clinical practice 
experience in rheumatology. 
Agnes Kocher’s dissertation 
contributed to the scientific and 
clinical knowledge by assessing 

chronic care and eHealth implementation 
in systemic sclerosis (SSc). Her research has 
strengthened a comprehensive perspective on SSc 
care needs and key elements of chronic care that 
require systematic implementation in the current 
management of this rare disease. 

Dr Carina Boström
Dr Carina Boström is 
associate professor and senior 
lecturer at the Department of 
Neurobiology, Care Sciences 
and Society, Karolinska 
Institutet, Stockholm, Sweden 
and Physiotherapist and 

affiliated to Karolinska University Hospital. She 
is the leader of the EULAR non-pharmacological 
treatment of autoimmune connective tissue 
diseases study group. Carina is also the 
convenor of the EULAR recommendations/
points to consider for the non-pharmacological 
management of connective tissue diseases with 
focus on systemic lupus erythematosus and 
systemic sclerosis and undertakes research within 
systemic sclerosis.



Clinician - Speakers

Dr Yasmin Largiadèr
Dr Largiadèr studied dentistry 
at the Christian Albrechts 
University in Kiel. From 
1997 to 2000 she completed 
her training as a specialist in 
orthodontics in a practice in 
Wiesbaden and at the Johannes 

Gutenberg University in Mainz. During her 
doctoral studies, she spent time abroad at Harvard 
University Boston (USA) and the University of 
British Columbia Vancouver (Canada). Dr. Yasmin 
Largiadèr has been practicing as an orthodontist 
in Grünwald near Munich since 2001.

Dr Dinesh Khanna
Dinesh Khanna, MD, 
MSc, is Professor of 
Medicine and Director, 
University of Michigan 
Scleroderma Program.  He 
holds the Frederick G.L.  
Huetwell Professorship in 

Rheumatology.  Dr Khanna has published over 
450 peer-reviewed articles and book chapters. He 
is the Principal Investigator on National Institutes 
of Health and industry-sponsored clinical studies. 
He is the coordinating PI on investigator-initiated 
and pharmaceutical sponsored clinical trials 
in scleroderma.  His current research focus on 
developing, validating, and refining outcome 
measures in rheumatic diseases and designing 
controlled trials.  He received the prestigious 2015 
Henry Kunkel Young Investigator Award from the 
American College of Rheumatology. 

 




