
   
  

                                      

 

 

 

The largest rheumatology congress in Europe started on Wednesday, June 12th 2019. This 

year, more than 14,000 rheumatologists, nurses, paramedics, researchers and patients 

from over 120 countries came together in Madrid, Spain (June 12-15) during EULAR 2019. 

The National Association ReumaZorg Nederland also joined the congress as member of 

EULAR-PARE for the Netherlands. The congress was filled with busy but inspiring days 

during which we attended many sessions on the latest developments in research on 

RMDs. This year we also had the pleasure of giving a presentation about our Dutch 

Research Agenda, made for the first time by people with different RMDs.  

Below the report of a productive conference. 

 

Wednesday, June 12, 2019 

 

13.00-14.00 hours  Opening of EULAR 2019 

 

Introduction of professor J. Bijlsma, EULAR President:   

In the coming 5 years EULAR will emphasize on: 

• Education: by 2023 EULAR will be the educational leader in the field of 

rheumatology. In order to achieve this EULAR puts great effort in the School of 

Rheumatology which organizes face-to-face and online courses for rheumatologists. 

They also publish well-read magazines, such as the Annals of Rheumatic Diseases. 

• Congress: by 2023 EULAR will provide the foremost RMD congress in Europe. More 

focus will be put on being intimate and interactive as well as accessible online with 

new technologies. EULAR TV will provide people from around the globe with live 

sessions and online congress summaries of the highlights on the day before. 

• Quality of Care: by 2023 EULAR will provide a package for implementation for every 

set of recommendations, that is made and published by EULAR.  

• Research: by 2023 EULAR will establish a EULAR center for RMD research to advance 

high quality of collaborative research. A platform will be created to facilitate 

research with the purpose of increasing the quality of research as well as research in 

less known areas.  

• Advocacy: by 2023 EULAR advocacy activities will have increased participation on 

the labor market by people with RMDs. For the coming years our advocacy activities 

will focus on work. Two items will be of utmost importance: the prevention of 

developing an RMD at work, but also the guidance to keep people with RMDs 

working.  

• Governance: by 2023 EULAR will have updated the structure of EULAR. EULAR will 

outsource less and work with more ‘in house’ employers. EULAR will work with less 

rules and regulations and a more advanced IT structure. EULAR will reorganize the 

EULAR Standing Committees to make them work more efficiently. Individual 

membership of EULAR might also be a possibility in the future.  

EULAR is a big organization. All the work is done by many working members, but also by 

volunteering members. EULAR gives to all these people a big word of thanks.  
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Professor Berent Prakken, President Paediatric Rheumatology European Society (PReS): 

PReS launched a new mission and strategic program: PReS 2025. Together, we, as healthcare 

professionals, scientists, patients and parent groups, take a commitment to the following 

common goal: To advance the care and improve the health and wellbeing of children and 

young people with rheumatic conditions. We are not alone in this commitment. Through the 

years, EULAR has been our natural partner and for a good reason: Our patients also need the 

best possible care after their 18th birthday. People with RMDs can be supported in many 

different ways. It is the time to reach out, to cross boundaries between pediatric and adult 

rheumatology. Our efforts are intended to offer our patients the very best chance to follow 

their dreams and aspirations tomorrow – and beyond.  

 

Professor Tanja Stamm, Vice President Health Professionals in Rheumatology: 

In the coming years the EULAR Standing Committee of Health Professionals in Rheumatology 

will focus more on the treatment of RMDs in primary care and on more evidence based care 

of RMDs at work and at schools, so that people with RMDs can keep participating in society. 

The School of Rheumatology will focus more on RMDs and work/school; how can people 

with RMDs be guided in such a way that they can finish their school, get a job and stay in the 

workplace? The School of Rheumatology will focus more on young health care professionals 

as well.   

 

Dieter Wiek, President of Patients Against Rheumatism Europe (PARE): 

During this congress PARE had chosen specific topics that need more attention in the 

upcoming years. During this congress, PARE presentations will focus on medication, 

especially with regards to switching to biosimilars. Attention will also be given to non-

pharmacological treatments for RMDs. We will also put emphasis on the digital solutions 

that improve self-management of people with RMDs. We will continue our Don’t Delay 

Connect Today Campaign which will focus more on getting a job and staying at work with an 

RMD. We will also highlight the importance of counseling to young people with an RMD, 

who are in the transition to adult care for RMDs.  

 

Award Ceremony 

During the opening session awards were rewarded in different categories to the authors of 

abstracts, that received the highest overall scores from an expert review panel.  

• Undergraduate Award: Roline Krol (NL), Hiuyi Zhu (China), He Chen (China) 

• Abstract awards Basis Science: Olivier Malaise (Belgium), Richard Stratton (UK), 

John Bowes (UK), Kate Duffus (UK), Remy Pollock (Canada), Anastasia Filia (Greece) 

• Abstract awards Clinical Science: Lianne Kearsley-Fleet (UK), Ai Li Yeo (Australia), 

Md Yuzaiful Yusof (UK), Fenne Wouters (NL), Hirotaka Matsuo (Japan), Anna-Maria 

Hoffmann-Vold (Norway) 

• Abstract award health professionals: Ross Wilkie (UK), Else Marit H. Gravas 

(Norway), Lindsay Bearne (UK) 

• PARE abstract award: Tinja Saarela (Finland) 
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• Young abstract award: Juan L. Garrido-Castro (Spain) 

• PReS Award: Fabrizio de Benedetti (Gold) (Italy), Isabelle Koné-Paut (Silver) (France), 

Grant Schulert (Bronze) 

• Edgar Stene Prize: Ovidiu Constantinescu (Romania) 

• Foreum Platinum Recognition: Isabelle Logeart (Pfizer), Immaculada de la Torre 

(Lilly), Emmanuel Caeymaex (UCB) 

• EULAR Honorary Members: Lene Terslev (Denmark), Eric L. Matteson (US), Lai-Shan 

Tam (China), Ruxandra Lonescu (Romania), Annette de Thurah (Denmark) and 

Désirée van der Heijde (NL)  

• EUAR Meritorious Service Award: Alberto Marini (Italy), Marios Kouloumas (Cyprus) 

 

Music and the inner world (musical break) 

The award ceremony was followed by a musical intermezzo. Piano player James Rhodes was 

in the hospital for weeks because of a serious condition. A friend brought earplugs to the 

hospital so that he could listen to some music. It gave him hope for the first time to fight. 

Doctors, nurses and patients need to listen more to each other. Music gives us the 

opportunity to sit back and listen. A reminder of how we should listen to each other. Also, 

doctors spend their lives looking after people, but who looks after the doctors? Take 4 

minutes a day to close your eyes and simply listen to music.  

 

14.15-15.45 hours New avenues of OA management (WIN & HOT session) 

 

WIN IN OA MANAGEMENT by Francis Berenbaum, Sorbonne Universite, France 

All recommendations on the management of osteoarthritis (OA), including EULAR, consider 

that its treatment should include pharmacological and non-pharmacological treatments. In 

this lecture, the most recent advances in both fields were addressed.  

Take home messages: 

• Prevalence of OA is increasing dramatically; now 16% of all people have OA. 

• The burden of OA is increasing dramatically; OA disability is now on second place in 

public health concerns. 

• OA is a fatal disease. Less walking potential increases the risk of mortality.  

• The FDA has made a draft for the development of new drugs for OA, also non-

surgical treatments because pain after surgical OA treatment is often chronic.  

• Non-pharmacological treatments need to be at the core of treatments of OA 

(education, exercise, weight loss)  

• EULAR has recommendations with regards to exercise and RMDs. 

• Despite guidelines, paracetamol provides minimal effect for OA.  

• Diclofenac use is related to cardiovascular risk especially with long term use of 

medication, regardless of the dosage.  

• Tramadol use is related with an increased mortality of people with OA. Although the 

prescription of Tramadol has risen due to the decrease in prescription of diclofenac. 

• RA innovations to reach remission are well known. OA needs innovation as well. OA 

is in the same process of development of new treatments as in the treatment of RA. 
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For example: Injection that leads to bone-remodeling and cartilage repair or a 

Cathepsin K inhibitor MIV-711 (Medivir) or injections to capture the activation of 

inflammation. 

• Not all pharmacological improvements are successful.  

• There are also new stem cell regenerative treatment options for OA. We should be a 

bit cautious. There is a proven effect, but maybe due to the fact that new cells can 

release less inflammation. New trials are needed, with accurate methodology.  

• More targeted therapies are needed for pain, for different types of pain, especially 

nociceptive pain. But beware, if pain medication is too great, there will be the 

chance of not feeling the pain that is needed as a caution.      

• More focus on the personalized medicine; there are different types of OA patients. 

Phenotype possibilities according to genotype possibilities.  

• Placebo effect in OA is very high. It is difficult to find new treatments that overrule 

this placebo effect.  

• There is no consensus on the optimal person who needs OA surgery. More sensitive 

imaging on MRI is needed.  

 

HOT: OSTEOPOROSIS @2019 by Serge Ferrari, Geneva University Hospital, Switzerland 

The goal of osteoporosis therapy is to quickly prevent fragility fractures in subjects at risk 

and on the longer term to restore bone mass (Bone mineral density, BMD) to levels of 

appropriate bone strength. Currently approved drugs for treatment of osteoporosis in 

Europe, namely bisphosphonates, denosumab, and teriparatide all decrease vertebral 

fracture risk within one year, whereas the benefits on non-vertebral fractures may take 

nearly two years to appear.  

In summary, while new data and more potent drugs are emerging (romosozumab), fueling 

the concept that anabolics should be used earlier in the course of therapy in high risk 

patients, additional long-term data with anti-resorptives indicate that continuous treatment, 

at least as long as treatment targets (T-scores >-2 and no fractures) are not reached, has a 

favorable benefits/risk profile.  

• Who to treat? This is based on bone-density measurements. Who has a high 

probability of bone fractures due to low bone density? 

• By preventive treatment with injections of people with high probability of bone 

fractures there is less risk of fracture in the future. This is a low-cost possibility for 

prevention. It benefits occur across women with all levels of risk.  

• The number of fractures that could be prevented is nearly twice as much if you 

preventively treat people directly after their first fracture.  

• Glucocorticoids increase the chances of osteoporosis.  

• Drugs for the future: Romosozumab represses bone resorption and increases bone 

formation. And therefore decreases the chances of fractures.  

• Average gain of bone-density is quicker for Romosozumab.  

• Conclusion: to hit hard directly after a fracture with a bone-forming agent that 

represses bone resorption.  
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• The greater the gain in bone-density, the greater the risk reduction of fractures. 

There is a therapy threshold beyond which further treatment is not more effective. 

This is the treat-to-target which is good for people that are at high risk of fractures 

due to low bone-density.  

• When stopping treatment, there is a bigger increase of fractures. Benefits are 

quickly reversed. A consolidation therapy is needed to keep the benefits of the initial 

treatment.  

• New guidelines are needed for people with osteoporosis who are at low or high risk.  

• Sometimes there are beneficial side-effects to the treatment of osteoporosis with 

medication. There might be benefits other than bone-density increase such as less 

risk of cardiovascular problems and the improvement of muscle mass/function.  

    

14.15-15.45 hours   Best practices in Spondyloarthritis 

 

SP0004: Managing patients with Axal SpA: what are the quality standards? by Uta Kiltz 

(Germany) 

Background: There is wide variation in the management of patients with axial 

spondyloarthritis (axSpA) worldwide with significant unmet needs such as delayed diagnosis 

and inequity in bMARD prescription. Assessing the quality of care provided to patients with 

axSpA is important not only to patients and physicians, but also to providers and purchasers 

of health care. There is no agreed methodology to quantify quality of care but several 

approaches have been proposed aiming to assess quality in a measurable construct, e.g. 

quality indicators, performance measures or quality standards. Definition of quality 

standards (QS) enable society to identify resources and processes which may need to be 

optimized in patients with axSpA.  

Objectives: A major goal of the international organization Assessment of SpondyloArthritis 

international Society (ASAS) is to improve quality of care and health outcomes in patients 

with axSpA. Recognized gaps in current care prompted ASAS in 2016 to start developing a 

quality standard set (ASAS QS) to optimize access, treatment and patient outcomes in 

axSpA.  

Conclusion: ASAS successfully developed the first QS set for improvement of health care for 

adult patients with axSpA. All QS are measurable achievable in daily care in an optimized 

situation and intend to minimize variation in quality of care.  

 

OP0001: THE PRESCRIPTION OF NSAIDS FOR PATIENTS WITH INFLAMMATORY ARTHRITIS 

IS ASSOCIATED WITH PATIENT BUT NOT PHYSICIAN ASSESSED DISEASE ACTIVITY 

MEASURES AND DECREASES WITH INITATION OF TNF INHIBITOR THERAPY by Olafur 

Palsson (Sweden) 

Background: TNFα-inhibitor therapy is effective in controlling several rheumatic diseases 

and has been shown to reduce pain. Non-steroidal anti-inflammatory drugs (NSAIDs) are 

commonly used for treatment of pain and stiffness in inflammatory arthritis and are the first 

treatment line in axial spondyloarthritis.  

Objectives: To study the prescriptions of NSAIDs in patients with rheumatoid arthritis (RA), 
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psoriatic arthritis (PsA) and ankylosing spondylitis (AS) registered in ICEBIO and matched 

controls, and explore their relationship with disease activity measures. In addition, to 

explore the impact of initial TNFα-inhibitor therapy on NSAID prescription rates.  

Conclusion: Patients with inflammatory arthritis requiring TNFα-inhibitor therapy use more 

NSAIDs than general population controls, but consumption is significantly reduced following 

the initiation of the first-line biologic drug. The patients with the highest NSAID use have 

worse patient reported outcome measures but physician outcome measures are similar, 

which may suggest a non-inflammatory etiology of the pain.  

 

OP0002: EARLY INFLAMMATORY BACK PAIN SERVICE – REDUCING TIME TO DIAGNOSIS IN 

PATIENTS WITH AXIAL SPONDYLOARTHRITIS – THE FIRST 8 YEARS by Rebecca Adshead 

(UK) 

Background: Specialist axial spondyloarthritis (axial SpA) clinics are advocated to promote 

early diagnosis and treatment and provide essential support and guidance to patients 

suffering with axial SpA. In 2010, we set up an early inflammatory back pain service (EIBPS) 

to target early diagnosis and management to prevent the consequences of delayed 

diagnosis.  

Objectives: We established an EIBPS to reduce time to diagnosis and initiation of biologic 

therapy. This was accompanied by an education campaign (Back on Track) to local GP’s, 

allied health practitioners (AHP’s)and secondary care colleagues and to the general public to 

focus raising awareness of Inflammatory Back Pain (IBP) and axial SpA.  

Conclusion: Establishing an EIBPS with an awareness campaign has resulted in a significant 

reduction in time to diagnosis to a median of 3yrs, with biologic initiation within 5.6 months 

of their initial EIBPS appointment in appropriate patients. The long term advantage of early 

patient diagnosis and access to biologic therapy on reducing structural damage, and positive 

benefits in terms of functional, emotional and socioeconomic factors is well known². We 

advocate the replication of our specialist EIBPS service within the UK.  

 

14.15-15.45 hours   Environmental influences on disease development  

 

SP0011: How the gut influences the immune system by Mario Zaiss (Germany) 

Background: A disturbed gut microbiota composition has been associated with autoimmune 

diseases. Recent findings support the hypothesis that the onset of RA might be linked with 

the gut microbiota. Moreover, we could recently show that high fiber diets change the 

microbiota, increase SCFA levels and attenuate inflammatory arthritis and bone destruction. 

However, direct mechanistic links between the gut microbiota and onset of autoimmune 

diseases remain largely unknown.  

Objectives: Herein, we intended to identify if the intestinal barrier integrity could serve as a 

key checkpoint translating autoimmunity to inflammation.  

Conclusion: In summary, our data identify a new preventive approach for the onset of 

autoimmune disease by specifically targeting impaired intestinal barrier function.  

 

SP0012: The hygiene hypothesis in autoimmunity by Jean-Francois Bach (France) 
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Background and Aims: The frequency of autoimmune diseases has increased significantly in 

recent decades in developed countries. The hygiene hypothesis provides a possible 

explanation for this increase. The hypothesis is based on the observation of a concomitant 

decrease in the frequency of infectious diseases and an increase in the frequency of 

autoimmune diseases. It is also based on the geographical disparity in the frequency of 

autoimmune diseases, much more frequent in the north than in the south of the northern 

hemisphere, a disparity that is not explained by genetics.  

Conclusion: These considerations are important for understanding the epidemiology and 

pathophysiology of autoimmune diseases but can also provide new guidance on their 

treatment and especially their prevention. The problem is, however, complicated by the fact 

that the theory applies to varying degrees depending on the disease, for instance more in 

systemic lupus erythematosus than rheumatoid arthritis.  

 

OP0009: RESISTANT STARCH INTAKE ALLEVIATES COLLAGEN-INDUCED ARTHRITIS IN MICE 

BY MODULATING GUT MICROBIOTA AND PROMOTING SCFA PRODUCTION by Yubin Luo 

(China) 

Background: Dietary intervention has been an auxiliary therapy in many diseases treatment. 

Increasing evidences indicate that dietary compositions vary in their impacts on gut 

microbial constitution and function capable of affecting the systemic immune status of the 

host . Recently, a high fiber diet (HFD) receives close attention due to its effective 

improvement in symptoms in metabolic diseases and inflammatory diseases. It is also 

reported that intake of fruits and vegetables can improve the clinical symptoms of 

rheumatoid arthritis (RA) to a moderate extent. However, it remains unclear how a high 

fiber diet cross-talks with gut flora and RA initiation or remission.  

Objectives: To systemically evaluate the effect of a high fiber diet mainly composed of 

resistant starch, a new resource of soluble fiber, on collagen-induced arthritis (CIA) mice and 

gut microbial composition. Meanwhile, the relative mechanisms was explored in this study.  

Conclusion: Intake of resistant starch drives the significant modifications of the gut microbial 

composition and SCFAs production capable of triggering Treg cells differentiation and IL-10 

production, which favorable to the alleviation of RA.  

 

14.15-15.45 hours  Latest news on biological treatment (PARE) 

 

SP0014: The latest news on biosimilars treatment by Jonathan Kay (US) 

Biologic medications have revolutionized the treatment of many rheumatologic diseases, 

but their high cost often limits patient access to these effective treatments. Biosimilars are 

legitimate copies of biopharmaceuticals, which no longer are protected by patent, that have 

undergone rigorous analytical and clinical assessment in comparison to their reference 

products and have been approved by a regulatory authority in a highly regulated area 

according to a specific pathway for biosimilar evaluation. In 2005, the European Medicines 

Agency (EMA) established a pathway for the review and approval of biosimilars and, one 

year later, approved the human growth hormone Omnitrope® as the first biosimilar. As of 

March 2019, 56 of 60 biosimilars approved by the EMA were commercially available in the 
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European Union, of which 6 were of rituximab and 15 were of TNF inhibitors to treat 

rheumatologic diseases.  

Commercially available lots of a reference product are not identical to one another. All 

biologic medications are subject to normal batch-to-batch variability and are monitored to 

ensure that this variation is within “proven acceptable ranges” so that patients are not 

subjected to risks of lesser safety or efficacy. Since biosimilars have been compared 

extensively to their reference products and been shown to have highly similar structure, 

equivalent efficacy, and comparable safety, an approved biosimilar can be considered to be 

like another batch of its reference product. Thus, patients need not be apprehensive about 

using an approved biosimilar in place of its reference product.  

The “nocebo effect” refers to the misattribution of bodily symptoms to a medication and 

may result in discontinuation of a treatment that is not actually causing the perceived 

symptoms. Studies have suggested that the nocebo effect may result in discontinuation of 

treatment with a biosimilar because of subjective perceptions. This may be addressed by 

providing encouragement and reassurance through education and open collaborative 

discussion between providers and patients. By taking this approach to counseling patients, 

the rate of biosimilar discontinuation may be reduced.  

The NOR-SWITCH study demonstrated that patients with inflammatory diseases controlled 

on treatment with reference infliximab do not experience greater worsening of disease 

activity when switched to biosimilar infliximab CT-P13 than when continued on treatment 

with the reference product. Thus, when the cost of the biosimilar is significantly lower than 

that of its reference product, substituting the biosimilar for the reference product may 

provide an economic advantage with no loss of clinical benefit. In Norway, where there is an 

annual “winner takes all” competitive tender process for hospital administered medications, 

the price of biosimilar infliximab in 2015 was 69% lower than that of its reference product. 

Thus, in most countries, it is safe, effective, and cost-effective to switch to a biosimilar. 

However, competition from biosimilars has occasionally driven down the price of a 

reference product, as in Sweden where the price of reference adalimumab was reduced by 

80% in 2018 and became lower than that of adalimumab biosimilars.  

The availability of lower-priced biosimilars should decrease the cost of treating patients by 

introducing market competition. Biosimilars should be more readily available to patients for 

whom the reference product had been inaccessible because of cost. Greater global access to 

effective biologic medications should reduce disability, morbidity, and mortality associated 

with rheumatologic diseases. 

  

OP0012: EFFECTIVENESS OF TNFI AFTER A FIRST SWITCH IS LOWER IN PATIENTS WITH 

EARLY AXIAL SPONDYLOARTHRITIS: A LONGITUDINAL ANALYSIS OF THE DESIR COHORT by 

Marion Pons (France) 

Background: Some contradictory data has been reported on the effectiveness of a second 

and third line of TNFi in early axial spondyloarthritis (axSpA).  

Objectives: To evaluate the effectiveness after a first and second TNFi switch, in real life 

conditions, over 5 years of follow-up in an early axSpa population.  

Conclusion: Our study suggests a poorer TNFi effectiveness after a first switch in real-life 

conditions in early axial spondyloarthritis.  

https://sites.eyeled.de/eular19/person?search=Marion%20Pons
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OP0013-PARE: AFLAR’S – FRENCH LEAGUE AGAINST RHEUMATISM –POSITION AND 

PATIENT INFORMATION ACTION ABOUT BIOSIMILAR MEDICINES IN FRANCE by Laurence 

Carton (France) 

Background: 20 years after biotherapies were introduced in rheumatic diseases treatment in 

France, biosimilars are a new medical and economic issue in terms of therapeutic 

opportunities, and innovative treatment spreading and development. Patients’ rights - 

quality of life, information on treatment and safety - as well as public health cost 

management, medical and other caregivers ‘practices are involved.  

Objectives: AFLAR wants to play an active role in these fields, as about one million of 

patients with inflammatory rheumatic diseases, and next other diseases, are concerned.  

Statements 

1. Biosimilars are a medical and healthcare cost reduction effective solution in 

rheumatic diseases treatment;  

2. Biosimilars have scientifically proved their efficacy and safety in past and ongoing 

studies; drug safety monitoring is ensured by national and European drug safety 

agencies.  

Advices 

1. Further continuous clinical post–marketing studies should be achieved, and their 

results easily available to patients.  

2. Patient should be properly informed each time a biosimilar is proposed if has not 

been tested versus original biotherapy in his/her own specific disease  

3. Biosimilar drug can be prescribed for cost reduction reason as initial biotherapy 

treatment, when not contraindicated  

4. Blind random switch from originator to biosimilar and among biosimilar products 

should not be done, based on precautionary principle  

5. Patient should be precisely informed of product with biosimilar name (not only 

international non–proprietary name), and batch number, as this allows mandatory 

pharmacovigilance by professionals and patients. As per law (2) and professional 

ethics, patient preference and right to informed consent must prevail.  

6. Self–assessment surveys, and patient reported outcomes using studies, should be 

encouraged. These are facilitated by new information technologies practices and 

devices.  

Conclusion: The information tool will be proposed in the form of an information letter to be 

remitted by professionals to patient when biosimilar prescription or initiation is planned. 

The process includes:  

1. creation of document by expert patients  

2. user testing of tool (assessment about understandability and usefulness), in hospital 

departments, patient groups and on–line  

3. knowledge assessment and opinion gathering among patients about biosimilars.  

 

16.15-17.45 hours Bringing digital health care solutions to patients (PARE) 

 

SP0027: E-health redefines the relationship between patients with RMDs and health care 

professionals by Paul Studenic (Austria) 

https://sites.eyeled.de/eular19/person?search=Laurence%20Carton
https://sites.eyeled.de/eular19/person?search=Laurence%20Carton
https://sites.eyeled.de/eular19/person?search=Paul%20Studenic
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Definition of e-health: everything related to health that can be remotely accessed in a 

secure way where no professional equipment is needed. There is a big increase in e-health 

technologies for people with chronic diseases. For example to support shared decision 

making or telemedicine consultations in rural areas.  

What are the advantages of e-health technologies according to RMD patients? To gain more 

information on RMDs and treatments and to connect with other people with RMDs.  

What are the advantages of e-health technologies for healthcare professionals? To gain a 

better picture of the health status or disease activity of RMD patients and for networking.  

It is good to have technology in your pocket for RMDs, but it needs to be safe and kept up to 

date. There are different e-health user types: tourists, people with low engagement, 

moderate engagement and those who are very engaged. Training for patients is an 

important issue when using new e-health applications. Healthcare professionals have an 

important role in this training.  

   

SP0028: What should mobile health applications for RMD patients be like? by Aurelie 

Najm (France) 

Since rheumatic and musculoskeletal diseases (RMDs) have multi-dimensional consequences 

on health, the increasing availability of apps have an important role to play in enabling 

people with RMDs to better self-manage their health. This talk provides insights into the 

most important aspects to be considered for apps designed for people living with RMDs: 

features, use, safety, and patients views and preferences. 

Around 200 apps are created every day. Diabetic/obesity/depression are at the top of 

disease related apps. People with RMDs are seldomly involved in app development. Many 

apps don’t go through an official development process, where research about the app is 

published. Most RMD apps are for people with RA. The source of the scientific content in 

RMD apps is seldomly given. 60% of users stops using their RMD app after a few months. 

Points to consider: always put data safety of patients first when developing an app, tailor an 

app to patients needs from the beginning, focus on the accessibility of an app and always 

clearly state the source of content in an app. Perhaps EULAR is a good source for developing 

an independent app.  

 

SP0029: RheVital: Controlling your disease activity with an app by Corinna Elling-Audersch 

(Germany) 

Background: Germany copes with a shortage of rheumatologists, especially in the rural 

areas. There is a great need for support of patients in the self-management of their RMD.  

Objectives: The RheVITAL App is the product of a new and multilayered concept of 

treatment. A combination of a team of rheumatologists, physiotherapists, IT specialists and 

research partners from the German League against Arthritis have all contributed to the 

development of this research project.  

Methods: The presentation showed how this monitoring system improves the treatment of 

RA individually, monitors the patients on their way to self - empowerment and promotes 

participative collaboration between patients and rheumatologists. Research showed that 

RMD patients were a bit hesitant to start using an RMD app. Questions they had, were about 

data safety, technical issues (how to operate?), the fear to have less face-to-face 

https://sites.eyeled.de/eular19/person?search=Aurelie%20Najm
https://sites.eyeled.de/eular19/person?search=Aurelie%20Najm
https://sites.eyeled.de/eular19/person?search=Corinna%20Elling-Audersch
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communication with their rheumatologist and not knowing who to turn to in case of an 

emergency.  

Conclusion: The presentation covered the function and management of the app, the 

difficulties as well as the efforts of data security and the role of a patient-organization as a 

research partner involved in this project.  

 

SP0030: Developing e-health solutions for patients with patients by Susanne Karlfeldt 

(Sweden) 

Background: At the Center for Rheumatology the Patient's voice and needs are always 

central in the planning and development of the organization and its’ services and structure. 

The Patient Council at the unit, with representatives from 14 different patient organizations, 

is a core facility that is always addressed when decisions are to be made that affects the 

patients. The need of a structure for digital re-visits at the clinic was raised in the Patient 

Council meeting.  

Objectives: To develop a structure for a fully digital re-visit where all the preparations, the 

actual visit and the documentation and follow up could be conducted using different e-

Health solutions and digital tools.  

Methods: By first asking the involved patient representatives about desired interfaces and 

features of the end solution, we could decide on which available tools and structures we 

could build the digital re-visit around. A working group including patients, health care 

providers at the unit and technical staff, together formed the end product. The end-product 

consists of several parts: patients do their own blood-testing (they receive a package to do 

this), a self-assessment tool for patients to monitor their pain and fatigue (information in the 

tool is uploaded to the medical record of the patient), a web-based pre-screening form (with 

questions patients have for the video-consultation), a video-consultation possibility for a 

check-up online with the rheumatologist (via smartphone or tablet) and a documentation 

option (with a diary). 

Conclusion: By asking the patients about what is most important for them we focus on 

solutions and services that the patients really need and ask for. If we involve patients in the 

process from the very beginning, we know that we are doing the right thing and that we use 

our resources in the best way. 

 

OP0070-PARE: GEOCACHING AS AN ENCOURAGEMENT FOR BEING ACTIVE by Tinja Saarela 

(Finland) 

Background: The Finnish Rheumatism Association and Novartis started a project in 2017 to 

energize our local associations, members and their families by adapting an active lifestyle. 

Geocaching is a fun, family-friendly way to exercise both mind and body. It is for everybody 

to enjoy. Geocaching is an outdoor recreational activity, in which participants use a Global 

Positioning System (GPS) receiver or mobile device and other navigational techniques to 

hide and seek containers, called “geocaches” or “caches”, at specific locations marked by 

coordinates all over the world.  

There are about three million geocaches hidden around the world. A typical cache is a small 

waterproof container containing a logbook and sometimes a pen or pencil. The geocacher 
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signs the log with their established code name and dates it to prove that they found the 

cache. After signing the log, the cache must be placed back exactly where it was found.  

Objectives: The main goal of the project was to hide 70 new caches all over Finland to create 

an enjoyable experience for other geocachers. Those caches were named “Reumageo” at 

the beginning of the cache name. All the associations that were involved in this “Reumageo” 

project and who helped make & hide these caches received money per logged cache, which 

they could allocate to sport and physical activities. The project ended on October 12, 2018 

and all logged caches were included in the game.  

Results: There were 43 members from 30 local associations in Oulu, Mikkeli, Helsinki and 

Turku in these geocaching trainings. All these members are suffering from rheumatic and 

other musculoskeletal diseases (RMDs) and work as volunteers for sport and physical activity 

and now for geocaching. By October 12, 2018 there were 48 arthritis geocaches made by 13 

local associations. The caches were logged 6593 times. So local associations earned 173-

4303 euros each to be used for promoting sport and physical activity programs and active 

lifestyles.  

Conclusion: Promoting an active lifestyle is part of the health and wellbeing policy in The 

Finnish Rheumatism Association. The goal is to encourage people of all ages to stay healthy 

by getting enough exercise.  

The geocaching project shows that it is easy to some of local associations to start projects 

like this. Some associations thought that it is too difficult to learn new methods especially 

when their members are elderly people. Geocaching is increasingly popular, inclusive, a fun 

and healthy pastime for individuals of all ages. It is also great for groups like local 

associations, families, friends, and youth groups working as teams. Those local associations 

that were involved in this project received a budget (a percentage from the 15.000 euro 

program-budget) for their local sport and physical activity programs. It is great to see 

something evolving from the beginning and come into being.  

 

16.15-17.45 hours  RA therapy Jak inhibitors and beyond 

 

OP0023: ACPA-POSITIVE RHEUMATOID ARTHRITIS PATIENTS BENEFITED MORE FROM 

ADVANCED TREATMENT STRATEGIES THAN ACPA-NEGATIVE RHEUMATOID ARTHRITIS 

PATIENTS: 25-YEAR RESULTS OF A LONGITUDINAL COHORT STUDY by Xanthe Matthijssen 

(Netherlands) 

Background: Over the last 25 years, treatment of rheumatoid arthritis (RA) has changed 

considerably, and clinically relevant joint damage and deformations have become 

infrequent. It is unclear to what extent the long-term outcomes mortality, sustained drug-

free remission (DFR) and physical functioning have improved, and whether ACPA+ and 

ACPA- patients have benefited equally from treatment-improvements.  

Objectives: To investigate the influence of treatment strategies that have been improved for 

25-years on mortality, DFR and functionality, and whether these effects differed for ACPA+ 

and ACPA- RA-patients.  

Conclusion: Improvements in treatment strategies during the last 25 years have resulted in 

lower disease activity, less mortality, more DFR and better physical functioning of RA-
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patients. ACPA+ patients, traditionally the most severe subset, benefited most from these 

improvements and have become more similar to ACPA- patients. 

  

OP0024: PATIENT DISCUSSIONS OF GLUCOCORTICOID-RELATED SIDE EFFECTS WITHIN AN 

ONLINE HEALTH COMMUNITY FORUM by Arani Vivekanantham (United Kingdom) 

Background: Social media websites are an important, largely untapped source of data about 

patients’ experience of living with disease and its treatment. This includes information on 

drugs such as the occurrence, nature and impact of side effects. However, there are few 

published studies reporting drug safety profiles using such data.  

Health Unlocked (HU), Europe’s largest social media network for health that supports 

patients and health care providers, hosts over 200 communities including the UK’s National 

Rheumatoid Arthritis Society (NRAS). Using the example of glucocorticoid (GC) therapy, this 

study aims to explore the potential of HU posts in providing information about the 

occurrence and nature of drug side effects.  

Objectives 

1. Evaluate the accuracy of a computerized system for automated suspected adverse 

drug reaction (sADR) detection from posts from HU compared to human annotation.  

2. Explore themes of discussion about GC–related ADRs within posts from HU.  

Conclusion: Current machine learning models for ADR detection in social media still need 

further improvements to identify sADRs in health forum data. Nonetheless, manual review 

shows there are important themes relating to patients’ experiences and perceptions of using 

GC that may not be obtained using traditional methods such as analysis of health records or 

spontaneous pharmacovigilance. With improved automated ADR detection, this rich data 

source may be useful to identify ADRs most important to patients and the impact on quality 

of life.  

 

OP0025: FENEBRUTINIB COMPARED TO PLACEBO AND ADALIMUMAB IN PATIENTS WITH 

INADEQUATE RESPONSE TO EITHER METHOTREXATE THERAPY OR PRIOR TNF THERAPY: 

PHASE 2 STUDY by Stanley Cohen (United States of America) 

Background: Fenebrutinib (GDC-0853, FEN) is a small molecule inhibitor of Bruton’s Tyrosine 

Kinase (BTK) that is orally administered, highly selective, non-covalent, and reversible.  

Objectives: This study evaluated the efficacy and safety of FEN compared with placebo 

(PBO) and adalimumab (ADA), in combination with background methotrexate (MTX), in 

patients (pts) with rheumatoid arthritis (RA).  

Conclusion: FEN demonstrated higher efficacy rates than PBO for ACR50 at W12 in both 

MTX-IR and TNF-IR populations, and was similar to ADA in MTX-IR pts. The overall safety 

profile of FEN was acceptable.  

 

OP0026: A PHASE 3 STUDY OF THE EFFICACY AND SAFETY OF PEFICITINIB (ASP015K) IN 

PATIENTS WITH RHEUMATOID ARTHRITIS WHO HAD AN INADEQUATE RESPONSE TO 

METHOTREXATE by Tsutomu Takeuchi (Japan) 

Background: Peficitinib (ASP015K), a novel oral JAK inhibitor, demonstrated efficacy as once-

daily monotherapy in patients with moderate-to-severe rheumatoid arthritis (RA) in a phase 

2b study (NCT01649999) .  
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Objectives: To evaluate the efficacy and safety of peficitinib–methotrexate (MTX) 

combination in patients with RA who had an inadequate response to MTX.  

Conclusion: In patients with RA who had an inadequate response to MTX, peficitinib 100 

mg/day and 150 mg/day demonstrated significant superiority vs PBO in reducing RA 

symptoms and suppressing joint destruction, according to primary efficacy variables (ACR 

response and change in mTSS). Peficitinib 100 mg and 150 mg showed acceptable safety and 

tolerability, with no new safety signals compared with other JAK inhibitors. 

 

OP0027: EFFECT OF SHORT-TERM METHOTREXATE DISCONTINUATION ON THE DISEASE 

ACTIVITY IN PATIENTS WITH RHEUMATOID ARTHRITIS: POSTHOC-ANALYSIS OF TWO 

RANDOMIZED CLINICAL TRIALS by Min Jung Kim (Korea, Rep. of (South Korea)) 

Background: Patients with rheumatoid arthritis (RA) require a continuous, potentially life-

long immune suppression with disease modifying antirheumatic drugs (DMARDs) including 

methotrexate (MTX). However, in special circumstances such as life-threatening infections, 

vaccinations or major surgeries, use of MTX should be minimized to restore the treatment-

associated immune suppression. While a long-term or permanent discontinuation of MTX is 

associated with a disease flare or relapse, the effect of short-term discontinuation on 

disease activity has not been fully elucidated.  

Objectives: To investigate the effect of short-term discontinuation of MTX on the disease 

activity in patients with RA on stable dose of MTX.  

Conclusion: A short-term MTX discontinuation for 2 weeks is safe without any change in 

disease activity. A 4-week MTX discontinuation is associated with transient increase in 

disease activity without affecting long-term outcomes. 

 

OP0028: POST-APPROVAL COMPARATIVE SAFETY STUDY OF TOFACITINIB AND BIOLOGIC 

DMARDS: FIVE-YEAR RESULTS FROM A US-BASED RHEUMATOID ARTHRITIS REGISTRY by 

Joel Kremer (United States of America) 

Background: Tofacitinib is an oral JAK inhibitor for the treatment of rheumatoid arthritis 

(RA). Real-world data (RWD) complement clinical trial data in assessing long-term safety. To 

our knowledge, this is the first long-term comparative RWD analysis of tofacitinib.  

Objectives: To compare 5-year adverse event (AE) incidence rates (IRs) in patients (pts) 

starting tofacitinib vs biological (b)DMARDs using cohorts from the US Corona RA registry.  

Conclusion: This is the first comparative analysis of RWD for tofacitinib and bDMARDs to use 

PS-trimmed and PS-matched analyses to adjust for channeling/prescribing patterns for 

newly approved therapies. Pts starting tofacitinib or bDMARDs for RA had similar rates of 

MACE and SIEs. Tofacitinib initiators had higher HZ IRs vs bDMARD initiators. These results 

are consistent with long-term clinical trial findings. 

 

OP0029: SWITCHING BETWEEN THE JAK1-SELECTIVE INHIBITOR-UPADACITINIB AND 

ADALIMUMAB FOLLOWING INITIAL NON-RESPONSE: CLINICAL AND FUNCTIONAL 

OUTCOMES AMONG RHEUMATOID ARTHRITIS PATIENTS by Mark C. Genovese (United 

States of America) 

Background: Initiating advanced therapy for rheumatoid arthritis (RA) patients (pts) with a 

bDMARD or a Janus kinase (JAK) inhibitor is recommended if remission or low disease 
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activity (LDA) is not achieved with csDMARDs. While data show that pts are switched 

alternately between bDMARD and JAK treatments, there is lack of evidence for pts with 

inadequate response (IR) to a JAK inhibitor switching to a bDMARD. Recently, the JAK1-

selective inhibitor-upadacitinib (UPA) demonstrated superior clinical and functional 

outcomes through 26 weeks to the standard of care-adalimumab (ADA) with continued 

background methotrexate (MTX).  

Objectives: To describe outcomes associated with treatment switch from UPA to ADA and 

vice-versa among RA pts who do not achieve initial response.  

Conclusion: Data from this blinded, controlled study indicate that pts with initial non-

response to either UPA or ADA can benefit from switching to the other therapy. No 

additional safety concerns were observed. These are the first data to demonstrate 

effectiveness of a TNF inhibitor following failure of a JAK inhibitor. 

 

OP0030: RANDOMIZED CONTROLLED 24-WEEK TRIAL EVALUATING THE SAFETY AND 

EFFICACY OF BLINDED TAPERING VERSUS CONTINUATION OF LONG-TERM PREDNISONE (5 

MG/D) IN PATIENTS WITH RHEUMATOID ARTHRITIS WHO ACHIEVED LOW DISEASE 

ACTIVITY OR REMISSION ON TOCILIZUMAB by Gerd Rüdiger Burmester (Germany) 

Background: Guidelines recommend low-dose, short-term glucocorticoid (GC) treatment for 

rheumatoid arthritis (RA). Long-term use, especially at prednisone-equivalent doses >5 

mg/d, should be avoided, but many patients (pts) with early established RA receive long-

term GCs, often ≥5 mg/d.  

Objectives: Compare GC tapering vs continuation to maintain disease control in RA pts with 

chronic GC exposure receiving tocilizumab (TCZ) in a randomized controlled trial.  

Conclusion: Continued GC5mg provided better DAS28-ESR control than GC taper in RA pts in 

LDA or remission. The 0.6 DAS28-ESR unit between-arm difference should be interpreted in 

the context of approximately two-thirds of tapered pts experiencing treatment success and 

no tapered pts discontinuing due to lack of flare control. The taper schedule was safe 

regarding adrenal insufficiency. The results suggest that all pts achieving LDA or remission 

with TCZ and receiving long-term low-dose GC should be considered for GC tapering, ideally 

targeting discontinuation.  

 

18.15-19.45 hours  The riddle of adherence (HPR)  

 

Adherence and beliefs about medication by Robert Horne (United Kingdom) 

Half of all RMD patients do not take their medication as prescribed by a health care 

professional. Why? It all has to do with the patient’s beliefs about medication.  

There are different causes for non-adherence: 

1. Ability: not being able to adhere to your medication due to practicalities. Most 

interventions in improving adherence focus on this aspect.  

2. Motivation: not being motivated to adhere to your medication. This has to do with 

the perception of people to adhere to their medication.  

Patients can have different perceptions (beliefs) about their medication: 

1. Specific beliefs (about medicine) 

2. General beliefs  
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Often patients trust their healthcare professional, but do not trust treatment advice. They 

have some ‘common-sense’ defaults: 

1. I have no symptoms anymore, so I think the problem is gone.  

2. I still have symptoms, so my medication probably doesn’t work.  

3. Illness prototypes and stereotypes that influence the use of medication: this 

medication is only for those old people, not for young people like me or this 

medication is used for people with cancer, why should I use it since I don’t have 

cancer but an RMD? 

4. Chemicals are bad, natural healing is better.  

5. Avoid danger first before going for gain. Patients look at the possible side-effects of 

their medication and think their medication will do more harm than good.  

Take into account these ‘common-sense’ defaults as a healthcare professional when talking 

to your patient about medication. Work on the perceptions of patients first, then focus on 

the practicalities with regards to adherence of medication. 

 

Patient perspectives on Adherence to medication by Ailsa Bosworth (United Kingdom) 

In RA statistics indicate that over 80% of RA patients don’t take their RA medication as they 

should. This is because what matters to healthcare professionals with regards to medication 

differs from what matters to patients with regards to the use of medication. This means 

healthcare professionals should tailor their information about the use of medication to the 

beliefs about the patient sitting in front of them.  

In order to better tailor information to the needs of each patient NRAS started a new 

service. Every new RA patient can give permission for a call from NRAS. During this call an RA 

patient can discuss any issue they have with regards to their RA medication.  

 

SP0038: Factors important for medical adherence by Bart van den Bemt (Netherlands) 

Disease-modifying antirheumatic drugs (DMARDs) are the cornerstone for the treatment of 

inflammatory arthritis and fundamental to prevent radiologic progression in patients with 

rheumatoid/psoriatic arthritis. However, the full benefit of DMARDs can only be achieved if 

patients follow prescribed treatment regimens. Adherence, or the extent to which patients 

take medications as prescribed, is however low in chronic medical conditions: approximately 

50% of all people with chronic medical conditions do not adhere to their prescribed 

medication regimens. Previous research in patients with rheumatic diseases vary depending 

on the used measurement method.  

Thus, improving adherence to DMARDs could dramatically improve the efficacy of drug 

therapy in rheumatic diseases and reduce costs. However, so far, interventions designed to 

improve medication adherence are only partly effective in changing medication-taking 

behavior.  

To be able to improve adherence, factors should be known that are associated with 

medication adherence in RA. This will help us to target non-adherent patients and design 

interventions to improve adherence. Although several studies have examined factors 

associated with adherence to treatment with DMARDs, hardly any variable was found to be 

consistently and strongly related to adherence. Despite this, there is evidence that especially 

patient’s need to take medication, prior DMARD use, patient’s self-efficacy and information 
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delivered to the patient might be associated with medication adherence. Overall, two types 

of non-adherent behaviour are commonly observed: unintentional (due to forgetfulness, 

regimen complexity or physical problems) and intentional (when the patient decides not to 

take the treatment as instructed). In case of intentional non-adherence, the decision to take 

medication is based on a cost benefit analysis weighing the costs/risks of the treatment 

against the perceived benefits. This implicates that health care professionals should 

individually assess patients (un)intentional barriers to take medication and target 

medication adherence interventions on patients individual barriers. Thus, besides tackling 

(unintentional) practical barriers, such as forgetfulness (with for example reminder services), 

clinicians should also be sensitive to patients personal beliefs that might impact medication 

adherence, and should discuss with their patient any concerns that they raise about 

prescribed medications.  

 

OP0105-HPR: DO MOBILE APPS IMPROVE SHARED DECISION MAKING AND DISEASE 

MANAGEMENT IN THE RHEUMATIC DISEASES? AN EVALUATION OF APPS IN A SWISS 

RHEUMATOLOGY REGISTRY by Yomei Shaw (Switzerland) 

Background: From 2015 to 2018, the Swiss Clinical Quality Management in Rheumatic 

Diseases registry (SCQM) offered two mobile apps, iDialog and COmPASS, allowing patients 

to track disease and health status between rheumatology visits. Both apps are linked to the 

registry database, providing patients and physicians extra information to guide disease 

management decisions.  

Objectives: To investigate the effect of SCQM app use on shared decision making (SDM) and 

disease management.  

Conclusion: App users who communicated with their rheumatologist about their app data 

were more satisfied with their physicians than app users who did not communicate about 

their app data and non-app users. Provision of apps that increase the frequency of disease 

monitoring may have limited impact on patient satisfaction with care and disease 

management processes without integration of app use into existing care processes. 

  

18.15-19.45 hours  Personalized medicine in rheumatic disease 

 

SP0034: RA-MAP. Patient stratification in RA by John D Isaacs (United Kingdom) 

Background: When we assess rheumatoid arthritis in the clinic we quantify inflammation. 

Apart from measuring auto-antibodies we do not assess the immune system.  

Objectives: The MRC/ABPI RA-MAP study was an academia-industry consortium designed to 

characterize the immune dysregulation that presents clinically as RA. Key questions were:  

o Are there baseline immune markers of prognosis/therapeutic response?  

o What is the molecular signature of the disease state (is there an immune correlate of 

inflammation)?  

o Can ‘RA” be defined in terms of immune dysregulation and are there distinct subtypes?  

Conclusion: RA-MAP has provided important insights into the immunological and molecular 

heterogeneity of RA. Our findings require replication and validation, and some analyses are 

ongoing. RA is the consequence of dysregulated immunity characterized by distinct 
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molecular ‘endotypes’. 

  

SP0035: Precision medicine in PsA by Yoshiya Tanaka (Japan) 

Background: Biological DMARDs targeting particular molecules relevant to pathological 

processes have revolutionized the treatment of rheumatoid arthritis (RA) and clinical 

remission is now realistic targets. However, several issues to be addressed still remain. First, 

less than half of patients who are treated with methotrexate and biological DMARDs 

achieved remission defined by stringent composite measures. Second, from multiple 

biological DMARDs, how to select the most appropriate treatment in each patient remain 

unclear. Third, how to expand the treatment strategies learned from RA to other rheumatic 

and/or systemic autoimmune diseases are still under investigations.  

Objectives: Psoriatic arthritis (PsA) is a typical complication of psoriasis that causes 

irreversible destruction and dysfunction of joints and/or the spine and appropriate and 

timely intervention is prerequisite to inhibit progress in the damages. Various cytokines 

including IL-12, IL-23, IL-17 and TNF play important roles in the pathogenesis of PsA. 

Therefore, biological DMARDs targeting these key effector cytokines are currently available 

and actually effective in supporting the resolution of enthesis and subsequent arthritis as 

well as damages of spine/joint in PsA.  

Conclusion: Although accumulation of evidence and development of new markers are 

expected, the obtained results indicate potential for precision medicine via the strategic 

selection of different biological DMARDs for PsA based on the phenotypic differences in 

peripheral helper T cells.  

 

SP0036: MASTERPLANS - tailoring SLE for therapy by Ian N. Bruce (United Kingdom) 

Background: Systemic Lupus Erythematosus (SLE) is a chronic autoimmune disease which is 

highly heterogeneous in its clinical manifestations and also in its response to specific 

therapies. Across a number of trials of novel agents, overall response rates are 

approximately 40-60% and in the past almost 60 years only one drug (belimumab) has been 

licensed for use in SLE. Current therapy is therefore based on a ‘trial and error” approach 

frequently involving glucocorticoid co-therapy. Delayed and poor control of inflammation 

results in organ damage, cardiovascular disease and glucocorticoid toxicity. We established a 

consortium of academia and industry partners (MAximizing Sle ThERapeutic PotentiaL) by 

Application of Novel and Stratified approaches (MASTERPLANS) with the aim of identifying 

key endotypes associated with response and low disease activity on particular therapies.  

Objectives: Our consortium is addressing the hypothesis that strata exist within SLE 

populations that will enable more targeted use of existing and novel therapeutic agents and 

improve response rates. Specifically, B-cell related biomarkers including dynamics and 

function predict responses to mycophenolate mofetil (MMF) and B-cell targeted biologics 

and interferon signature/pathway dynamics identifies patients with poorer responses to 

these agents.  

Conclusion: Identifying biomarkers of response will allow better selection of therapy for 

individual patients. Using the right drug at the right time will improve control of 

inflammation for patients with SLE and contribute to improving long-term outcomes.  

 

https://sites.eyeled.de/eular19/person?search=Yoshiya%20Tanaka
https://sites.eyeled.de/eular19/person?search=Ian%20N.%20Bruce


 
 
 
 

19 

 

SP0037: Using genetics in personalized medicine in rheumatic diseases by Anne Barton 

(United Kingdom) 

Background: For all treatments available for rheumatoid arthritis (RA), none are effective for 

all patients. For many drugs, patients are given 3-6 months of treatment before a decision is 

made regarding efficacy and, for those in whom the treatment does not work, that can be a 

period of on-going disease activity, exposure to the risk of side effects and possible 

accumulation of joint damage, all of which impact quality of life. Stratified medicine 

approaches aim to better target treatments to those most likely to respond. However, 

currently, CRP/ESR are the only biological markers (biomarkers) routinely used to inform 

whether therapy is required and RF/ACPA status are often considered.  

Objectives: To update in progress of using genomic approaches to inform treatment 

selection in rheumatoid arthritis  

Conclusion: Matching the right treatments to the right patients is the goal of personalized 

medicine and potential biomarkers are starting to emerge. However, caution is required as 

none have so far been proven to be clinically useful or cost-effective.  

 

OP0104: THE PRESENCE OF BLOOD IN THE JOINT AND THE IMMEDIATE MOLECULAR 

RESPONSE IN SYNOVIAL FLUID ARE INDEPENDENTLY ASSOCIATED WITH WORSE CLINICAL 

OUTCOMES AT 2 YEARS AFTER HUMAN KNEE INJURY by Fiona Watt (United Kingdom) 

Background: Knee injury increases the risk of knee osteoarthritis at least 7 fold. We have 

shown an immediate inflammatory response to acute knee injury which is measurable both 

in mouse joint tissues and also in human synovial fluid (SF).  

Objectives: We set out to test whether the measured immediate inflammatory protein 

response in SF or plasma/serum was associated with knee symptoms at 2 years after knee 

injury.  

Conclusion: Those with higher levels of SF MCP-1 and IL-6 at the time of injury had a 

significantly worse outcome at 2 years. The presence of hemarthrosis, clinical effusion and 

impairment/pain at the time of injury were also independent predictors of outcome. In 

contrast, no baseline plasma/serum markers were associated with outcome. Stratifying 

individuals at high risk of persistent symptoms after knee injury may enable clinical trials of 

interventions to prevent or treat PTOA. 

 

Thursday June 13, 2019 

 

8.00-10.00 hours EULAR Study group for collaborative research  

The patients of the international EULAR network of patientpartners (PRP’s) came together 

during this meeting. Two national case studies were featured. Patientpartner Codruta 

Zabalan presented the questions she has with regards to initiating a new network of PRPs in 

Romania. Then, the patientpartner coordinator of ReumaZorg Nederland, Patricia Pennings 

shared her experiences on supporting a patient partner network in the Netherlands. Both 

presentations resulted in a short discussion within the group of PRPs on how to set up a 

national network of PRPs and how to manage educational needs of PRPs. 
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10.15-11.45 hours From child to adult care – breaking barriers (PARE/PReS) 

 

SP0042: From paediatric care to adult care – The needs of young people, and how 

healthcare professionals can facilitate optimal transition by Judy Ammerlaan 

(Netherlands) 

In this presentation, the learning experiences and reflections of a healthcare team on 

redeveloping the transitional care for young adults with RMDs were shared.  

Young adults with RMDs who are in transition: 

• Have the age of 18 years 

• Are faced with a new team of care providers for their RMDs 

• Want to be able to think critically, make autonomous decisions and be a self-

manager.  

Young adults with JIA: 

• Are living in the moment, they experiment as their peers do 

• They do not want to label themselves as sick 

• They have less room to reflect than adults 

Parents/Caregivers: 

• Are struggling with letting go. 

• Are struggling with trusting their child.  

Wat are the needs and preferences? 

• There is a need for an outpatient clinic for young adults 

• There is a need for a transition coordinator and a transition plan. 

• There is a need for digital tools to support self-management.  

In the process of redeveloping care, the healthcare team experienced that small steps, 

driven by patient stories and involvement of patients in all phases from development to 

evaluation, led to meaningful results.  

The eHealth interventions, developed to support the transition and to increase self-

management were found to be feasible and evaluated positively by the young adult group. 

But the healthcare team also experienced that the focus on the patient alone, is not enough 

to implement self-management interventions and sustain patient centered care in daily 

practice. How healthcare professionals personally think and feel about patient centered care 

is essential and needs to be discussed in daily care. It determines the way of being present 

with attention and commitment in daily health care. It affects the hands, head and heart.  

Where to start? 

• Just start tomorrow with this question to your next patient: 

What’s the most important thing that you want to discuss with me today? 

• Just start by yourself to reflect on this question: 

What’s the most important thing for me as a healthcare professional to stay happy? 

 

SP0043: My ideal transition by Indra Beer (Germany) 

Every year 2.000 young people aged between 16 and 19 arrive at the transition phase in 

Germany. One third of these young rheumatic patients stop or interrupt their therapy when 

they have to change from the pediatric rheumatologist to the adult rheumatologist.  
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Especially in the difficult phase of transition young people should be strengthened and be 

made aware of the differences between the doctors treating them and the barriers they will 

be facing. They should learn to manage themselves and be made sensitive that long-term 

damage can be avoided.  

Wat are the barriers young people with an RMD face who are in transition? 

Own barriers: 

• Ignorance and lack of understanding 

• Fear about the future 

• Rebellion 

• Resistance to take pills 

• Puberty 

• First relationship 

Foreign barriers: 

• Only communication between doctors and parents 

• Worried parents 

• Fear about the future 

• Classmates don’t understand RMDs and its consequences 

What are the consequences of these barriers? 

• Unprepared and not properly informed young adults 

• Other topics are more important (friends, parties, relationships, studying) 

• Insecurities about making an appointment at the rheumatologist for grown-ups. 

• Frequent changes in doctor. 

• Incomplete documents. 

• Transition is seen as an event, not as a long process.  

Recommendation: 

• Doctors & Parents should show and give trust and understanding to the young adult. 

• The young adult should give trust to the doctors & parents. 

• The young adult needs to be guided in being able to self-manage their RMD. 

• The doctors & parents need to communicate directly to young adults not with each 

other.  

• Doctors, Parents and you adults should start the transition process long before the 

young adult becomes 18 years of age.  

Only with these recommendations in mind, in addition to evidence-based medical care, can 

young people with an RMD achieve successful long-term healthcare outcomes that will 

enable full participation in life.  

 

OP0171-PARE: THE SWEDISH YOUNG RHEUMATICS REPORT – THE MOST URGENT 

MATTERS AND THE MOST PROMISING DEVELOPMENT AREAS FOR YOUNG PEOPLE WITH 

RMD’S IN SWEDEN by Cajsa Helin Hollstrand (Sweden) 

Background: In May 2017, the Swedish National Organization for Young Rheumatics (Unga 

Reumatiker) adopted its first political program. To make sure we are working with the most 

urgent matters for our members and all of the young people with RMD’s in Sweden, we 

wanted to do a survey, based on our political wills, amongst our members. The survey was 
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conducted in the Autumn of 2017, with support by Pfizer, and the results were presented in 

the Swedish Young Rheumatics Report (Unga Reumatiker-rapporten) in April 2018.  

Objectives: By conducting a survey and presenting a report, we wanted to highlight the 

largest obstacles for young people with RMD’s in Sweden today. What areas need change, 

and what great solutions already exists? Answering these questions has been of great help 

for us as an organization, because we now know what matters most to our members and 

what we need to focus on, but it is also of great help to others. It is for example much easier 

for healthcare professionals to work on fixing existing issues, now that they know what 

issues are of most concern for their patients. We also wanted to raise awareness about the 

situation for young people with RMD’s in Sweden today, and inspire these people to follow 

their dreams.  

Conclusion: There is still a lot to do and a lot of changes still have to be made if all young 

rheumatics shall be able to experience joy of life and fulfill their dreams – but the report 

helped us take a giant step in the right direction. We have raised awareness about what 

problems young people with RMD’s in Sweden face on a daily basis. We know what the most 

urgent matters are and also what solutions we need to push for when working and talking 

with politicians and other decision makers. And we have been able to shift the conversation 

and the focus from just talking about what’s bad, to talking about joy of life, hopes and 

dreams. We have empowered our members and others, telling them to share their own 

stories and dare to pursue their dreams. The dream scale can help clarify their dreams. It is a 

tool for setting goals together with the healthcare professional and to focus on what is most 

important to yourself.  

Having a rheumatic disease should never prevent you from living your life to the fullest!  

 

OP0172-PARE: WORKING TOGETHER FOR CHILDREN AND FAMILIES LIVING WITH 

RHEUMATIC AND MUSCULOSKELETAL DISEASES: THE EUROPEAN NETWORK FOR CHILDREN 

WITH ARTHRITIS (ENCA) by Mirjam Kepic (Slovenia) 

Background: The European Network for Children with Arthritis (ENCA) is a pan-European 

network led for and by parents and young people with rheumatic and musculoskeletal 

diseases (RMDs). ENCA’s activities are delivered voluntarily by parents and young people 

passionate about improving the care and treatment of children and young people (CYP) with 

RMDs. This is done through education, innovation, networking and empowerment. ENCA is 

associated with the Pediatric Rheumatology European Society (PReS).  

Objectives: ENCA aims to facilitate the exchange and dissemination of information, 

knowledge and best practice with regards to pediatric RMDs across Europe, working in 

partnership with national patient organizations for CYP and families living with RMDs. ENCA 

also aims to provide international awareness, engagement and research opportunities.  

Conclusion: As parents and young people living with RMDs, ENCA has enabled individuals 

and national patient organizations to develop their knowledge in relation to pediatric RMDs. 

ENCA provides several opportunities for networking and the sharing of best practices 

between national patient organizations and professionals, through informal and formal 

activities focused on pediatric RMDs. International networking helps individuals and 

communities to navigate through challenges with the support of others with a shared-goal.  
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10.15-11.45 hours Rheumatoid Arthritis: looking before, looking forward! 

 

OP0116: JOINT EROSIONS VISIBLE ON ULTRASOUND PREDICT ARTHRITIS DEVELOPMENT IN 

PATIENTS WITH ACPA AND MUSCULOSKELETAL PAIN BUT NO SWOLLEN JOINTS by Alf 

Kastbom (Sweden) 

Background: Anti-citrullinated protein antibodies (ACPA) are associated with an increased 

risk of developing rheumatoid arthritis (RA), and in particular erosive disease. Detection of 

joint inflammation prior to clinical synovitis may improve treatment decisions in early 

disease.  

Objectives: We sought to determine the value of ultrasound (US) to predict arthritis 

development among ACPA positive patients with musculoskeletal (MSK) pain.  

Conclusion: Arthritis-related US findings are more common among patients at increased risk 

of RA compared to healthy controls, but with site-specific differences. Erosions detected on 

US predicted arthritis development. Thus, US assessment of erosions improves risk-

stratification of ACPA-positive patients without swollen joints, and potentially identifies 

patients eligible for very early pharmacotherapy.  

 

OP0117: MICRO-STRUCTURAL CHANGES ASSOCIATED WITH ANTI-CITRULLINATED 

VIMENTIN AUTOIMMUNITY IN RA-AT-RISK INDIVIDUALS PRECIPITATE THE ONSET OF 

RHEUMATOID ARTHRITIS by Georg Schett (Germany) 

Background: Development of rheumatoid arthritis (RA) is characterized by a several years 

lasting phase of autoimmunity, characterized by the presence of anti-modified protein 

antibodies (AMPA), recognizing citrullinated, carbamylated or acetylated proteins, as well as 

rheumatoid factor (RF) which precedes the onset of clinical disease. High resolution 

peripheral quantitative (HR-pQCT) technique enables the depiction of small cortical changes 

in peripheral joints.  

Objectives: To describe microstructural bone lesions in rheumatoid arthritis (RA) at-risk 

individuals using HR-pQCT technique, their relation to rheumatoid arthritis specific 

autoimmunity, particularly osteoclast-inducing citrullinated vimentin (cVIM) antibodies and 

their impact on the later development of RA.  

Conclusion: cVIM antibodies are associated to microstructural changes in RA at-risk 

individuals and predict the onset of RA. These data support the concept of structural priming 

of joints by autoimmunity before the onset of RA.  

 

OP0118: DISCRETE PATTERNS OF CITRULLINATED PEPTIDE AUTOANTIBODY REACTIVITIES 

EMERGE DURING PROGRESSION FROM PRE-DISEASE STATE TO DIAGNOSIS OF 

RHEUMATOID ARTHRITIS by Matthew J Loza (United States of America) 

Background: Rheumatoid Arthritis (RA) patients with established disease can have 

autoantibodies reactive to a broad array of citrullinated antigens. Autoantibodies reactive 

against several citrullinated proteins can develop 10-15 years before the clinical onset of 

disease.  

Objectives: We aimed to identify common patterns of citrullinated peptide reactivities that 

emerge among subjects during progression from a pre-disease state through diagnosis of 

RA.  

https://sites.eyeled.de/eular19/person?search=Alf%20Kastbom
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Conclusion: Novel patterns of citrullinated peptide autoantibody reactivities that begin to 

emerge on average about 6 years before diagnosis of RA have been identified in samples 

from the US DoD serum repository. Evaluation of specific anti-citrullinated peptide 

autoantibodies could potentially provide sensitive, patient-tailored biomarkers to monitor 

disease trajectories as at-risk individuals progress to clinically-defined RA.  

 

OP0119: THE PRE-TREATMENT GUT MICROBIOME PREDICTS EARLY RESPONSE TO 

RHEUMATOID ARTHRITIS THERAPY by Carles Ubeda (Spain) 

Background: Early treatment initiation in rheumatoid arthritis (RA) is fundamental to avoid 

chronic joint destruction and disability. Despite remarkable advances in RA therapeutics, 

oral methotrexate (MTX) remains the anchor drug and mainstay of treatment worldwide. 

However, MTX bioavailability has a wide inter-individual variability and >50% of patients 

with moderate or severe RA show no or suboptimal improvement in their symptoms in 

response to MTX. The reasons for these disparities in treatment response remain unclear. 

Prior studies have shown that the biotransformation of MTX is altered in germ-free and 

microbiome-depleted mice, prompting us to hypothesize that inter-individual differences in 

the human gut microbiome could impact drug bioavailability and thus clinical efficacy.  

Objectives: To determine differences in the microbiome of drug-naïve, new onset RA 

(NORA) patients that could predict response to MTX therapy.  

Conclusion: Together, these results provide the first step towards predicting response to 

oral MTX in NORA patients and support the utility of the gut microbiome as a prognostic tool 

and perhaps even as a target for manipulation in the treatment of rheumatic and 

autoimmune disease.  

 

OP0120: BASELINE CELLULAR AND MOLECULAR CHARACTERISTICS OF SYNOVIAL TISSUE 

AND RELATION WITH TNFI RESPONSE. RESULTS FROM THE PATHOBIOLOGY OF THE EARLY 

ARTHRITIS COHORT (PEAC) by Gloria Lliso Ribera (United Kingdom) 

Background: Despite early intervention with disease modifying therapy a high percentage of 

patients (30%) fail to respond and require escalation to advanced therapies such as TNFi, 

with no available biomarkers to predict response. Whether synovial signatures predicting 

subsequent response to TNFi therapy can be identified at disease onset remains an 

unanswered question although critical for long term prevention of disease progression and 

overall health economic impact.  

Objectives: The aim of this study was to evaluate in a cohort of treatment naïve early RA 

patients, whether baseline synovial cellular and molecular signatures predict subsequent 

response or not to anti-TNF therapy.  

Conclusion: This study demonstrates first evidence of potential novel signatures/biomarkers 

of TNFi response in treatment naïve early RA. Clinical or US assessment cannot discriminate 

between responders to TNFi. Lymphoid and Myeloid pathotypes associated with significant 

falls in clinical outcome. Finally, molecular signatures including differential upregulation of T 

cells, B cells and macrophage associated genes are associated with good response to TNFi 

therapy. 
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OP0122: EXPLORING HETEROGENEITY IN RHEUMATOID ARTHRITIS: PATIENT PROFILING 

THROUGH PRINCIPAL COMPONENT AND CLUSTER ANALYSIS OF THE BRASS REGISTRY by 

Nancy Shadick (United States of America) 

Background: Data-driven principal component (PC) and cluster analysis has the potential to 

identify previously unknown patient subgroups within a rheumatoid arthritis (RA) registry to 

establish prognosis, predict disease trajectory, and help inform treatment.  

Objectives: The Brigham and Women’s Rheumatoid Arthritis Sequential Study (BRASS), 

established in 2003, is a single-center, prospective observational registry cohort providing a 

comprehensive set of clinical disease activity measures in >1400 patients with RA. Our 

objective was to use PC and cluster analysis of baseline demographic, socio-economic, 

health and disease characteristics in BRASS to identify and characterize distinct patient 

clusters in RA.  

Conclusion: Data-driven cluster analysis of RA patient characteristics at entry into the BRASS 

registry identified five distinct patient phenotypes, providing a convenient method to 

potentially derive novel insights into the multifactorial drivers, commonly co-occurring 

health conditions, and manifestations of RA. Investigation of longitudinal outcomes in these 

different clusters in the BRASS registry and validation in an independent dataset is ongoing.  

 

OP0123: SYMPTOMS IN FIRST DEGREE RELATIVES OF PATIENTS WITH RHEUMATOID 

ARTHRITIS: EVALUATION OF DATA FROM THE SYMPTOMS IN PERSONS AT RISK OF 

RHEUMATOID ARTHRITIS QUESTIONNAIRE by Ruth Costello (United Kingdom 

Background: First degree relatives (FDRs) of people with rheumatoid arthritis (RA) have a 

four-fold increased risk of developing RA. The Symptoms in Persons At Risk of Rheumatoid 

Arthritis (SPARRA) questionnaire was developed to document symptoms in persons at risk of 

RA.  

Objectives: To describe i) symptoms in a cohort of FDRs of patients with RA using the 

SPARRA questionnaire and (ii) the proportion of these symptoms in participants with 

detectable autoantibodies or elevated CRP.  

Conclusion: This is the first time the SPARRA questionnaire has been applied in FDRs of 

patients with RA. Some of the most prevalent symptoms e.g. sleep problems or fatigue, did 

not identify patterns suggestive of progression to RA. However, the distribution of joint 

involvement (symmetrical, small joint pain), was in keeping with RA features. This part of the 

questionnaire may be useful in identifying individuals most likely to develop RA.  

 

10.15-11.45 hours  Abstract session Psoriatic arthritis: old and new drugs and how to 

deal with them? 

 

OP0108: DUAL NEUTRALISATION OF IL-17A AND IL-17F WITH BIMEKIZUMAB IN PATIENTS 

WITH ACTIVE PSA: OVERALL AND TNF-INHIBITOR-NAÏVE POPULATION RESULTS FROM A 

48-WEEK PHASE 2B RANDOMISED STUDY by Christopher T. Ritchlin (United States of 

America) 

Background: IL-17F shares structural homology and pro-inflammatory function with IL–17A. 

Preclinical and early clinical data support neutralization of IL-17F, in addition to IL–17A, as a 

novel targeting approach in psoriatic disease.  

https://sites.eyeled.de/eular19/person?search=Nancy%20Shadick
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Objectives: The objective of this Phase 2b study (NCT02969525) was to assess the dose 

response, long-term efficacy and safety of bimekizumab (BKZ), a mAb that potently and 

selectively neutralizes IL-17A and IL-17F, over 48 weeks in patients (pts) with active PsA.  

Conclusion: Dual neutralization of IL-17A and IL-17F with BKZ provided substantial 

improvements in both musculoskeletal and skin outcomes; response rates increased after 

Week 12 (primary analysis) and were sustained from Week 24 to 48, with a safety profile 

consistent with previous BKZ studies. These data provide further support that neutralizing 

IL–17F in addition to IL-17A with BKZ is a promising therapeutic approach in pts with active 

PsA.  

 

OP0109: EFFICACY OF FILGOTINIB VS PLACEBO IN ACTIVE PSORIATIC ARTHRITIS: PATIENT-

LEVEL DATA FROM EQUATOR, A RANDOMIZED, PHASE 2 STUDY by Philip J Mease (United 

States of America) 

Background: Filgotinib (FIL) is an oral, selective Janus kinase 1 inhibitor in development for 

the treatment of several inflammatory diseases. In the phase 2 EQUATOR trial 

(NCT03101670), FIL was efficacious vs placebo (PBO) in patients with active psoriatic arthritis 

(PsA), and was well tolerated.  

Objectives: To evaluate the onset and maintenance of response to FIL versus PBO in 

EQUATOR by evaluating patient–level response over time.  

Conclusion: In general, patients treated with FIL achieved an ACR20 response earlier than 

those on PBO and these responses appeared to be more stable. In the PBO group, there 

were more occurrences of the response being lost over time and fewer cases of regaining a 

lost response. 

 

OP0110: IXEKIZUMAB IMPROVES SIGNS AND SYMPTOMS OF PSORIATIC ARTHRITIS IN 

PATIENTS WHO HAVE HAD INADEQUATE RESPONSE TO 1 OR 2 TUMOR NECROSIS FACTOR 

INHIBITORS by L Bruce Kirkham (United Kingdom) 

Background: Psoriatic arthritis (PsA) is a progressive, chronic inflammatory disease often 

treated with tumor necrosis factor inhibitors (TNFi) when conventional treatments fail. 

Patients with inadequate response to TNFi represent a more difficult-to-treat population.  

Objectives: To report the efficacy of ixekizumab (IXE), a monoclonal antibody that selectively 

targets interleukin-17A, in patients with inadequate response to 1 TNFi or 2 TNFi.  

Conclusion: Both IXE Q4W and Q2W improved the signs and symptoms of PsA in a 

population of difficult-to-treat patients who have had inadequate response to 1 or 2 TNFi. 

 

OP0111: A RANDOMIZED, PHASE 3, DOUBLE-BLIND TRIAL EXAMINING METHOTREXATE 

AND ETANERCEPT AS MONOTHERAPY OR IN COMBINATION FOR TREATING PSORIATIC 

ARTHRITIS:  A COMPARISON OF THE COMPOSITE MEASURES USED TO EVALUATE DISEASE 

ACTIVITY by Philip J Mease (United States of America) 

Background: Optimal treatment regimens and measuring outcomes in psoriatic arthritis 

(PsA) remain key areas of research.  

Objectives: To examine methotrexate (MTX) and etanercept (ETN) as monotherapy or in 

combination in a randomized trial and assess the relative performance of PsA-specific 

composite measures using trial efficacy data.  
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Conclusion: In this large randomized, controlled PsA trial, ETN-mono or Combo had greater 

efficacy than MTX-mono. Combining ETN and MTX did not improve ETN efficacy. Compared 

with the joint-focused DAPSA, PASDAS captured a wider range of PsA manifestations and 

performed better in this trial. 

 

OP0112: UNACCEPTABLE PAIN DESPITE INFLAMMATION CONTROL AFTER START OF A 

FIRST ANTI-TNF THERAPY IN PATIENTS WITH PSORIATIC ARTHRITIS AND ITS RELATION TO 

TREATMENT RESPONSE by Tor Olofsson (Sweden) 

Background: Pain is a major concern of patients with inflammatory arthritis, but while 

considerable focus has been put on the occurrence and management of pain due to 

inflammation, less is reported on pain despite inflammation control, with most such reports 

addressing rheumatoid arthritis (RA).  

Objectives: To investigate the prevalence of pain despite inflammation control after start of 

a first anti-TNF therapy in psoriatic arthritis (PsA) patients and its relation to EULAR 

treatment response.  

To test the feasibility of a network analysis approach to examine associations between 

clinical variables and mental health symptoms in RA.  

Conclusion: A considerable proportion of PsA patients starting their first biological 

treatment reported unacceptable pain throughout the first treatment year. Among EULAR 

good responders non-inflammatory pain made up more than 4/5 of this pain load at 3 

months, indicating insufficient effects of biologics on a subset of patients with inflammation-

independent pain, and strongly warrants alternative treatment strategies in affected 

patients. 

 

OP0113: HISTOLOGICAL AND MOLECULAR PORTRAIT OF THE SYNOVIAL TISSUE IN EARLY 

TREATMENT-NAÏVE PSORIATIC ARTHRITIS IN COMPARISON WITH RHEUMATOID 

ARTHRITIS by Alessandra Nerviani (United Kingdom) 

Background: Psoriatic Arthritis (PsA) and Rheumatoid Arthritis (RA) are autoimmune joint 

diseases characterized by chronic inflammation of the synovial tissue (ST). It has been 

previously suggested that PsA-ST has less marked hyperplasia of the synovial lining and 

fewer infiltrating T/B cells in comparison with RA. However, several confounders such as 

treatment, disease duration, sampling techniques and predominance of large joints samples 

may have influenced these findings.  

Objectives: To compare the synovial features of PsA/RA at the beginning of the disease 

process and prior to any treatment for defining their histological/molecular individual 

characteristics, and to correlate the histological pattern with clinical parameters.  

Conclusion: The identification of specific histological and molecular signatures characterizing 

early-untreated PsA will help to better understand the disease pathogenesis and explore 

novel therapeutic targets. 

 

OP0114: MACHINE LEARNING TOOLS IDENTIFY PATIENT CLUSTERS AND SWOLLEN AND 

TENDER JOINT CORRELATION PATTERNS IN A LARGE DATABASE FROM THE SECUKINUMAB 

PSORIATIC ARTHRITIS CLINICAL DEVELOPMENT PROGRAM by Iain McInnes (United 

Kingdom) 
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Background: Identifying patient phenotypes using machine-learning (ML) techniques amidst 

the variability and heterogeneity of the clinical manifestations of psoriatic arthritis (PsA) 

could be the first critical step towards better understanding of the disease eventually 

leading to individualized medicine.   

Objectives: To identify distinct clusters of patients with PsA based on patients’ tender joint 

(TJ) and swollen joint (SJ) counts and correlation patterns among TJ and SJ counts at baseline 

as captured in the secukinumab FUTURE trials program.  

Conclusion: Machine learning methodology confirmed a natural grouping of joints in 

patients with psoriatic arthritis based on baseline swelling and tenderness and revealed 

complex correlation patterns. Additional cluster analyses have demonstrated distinct patient 

clusters across the identified joint groups. Further investigating potential associations of 

other disease manifestations such as skin and nail involvement to define additional 

phenotypes may explain differences in disease pathogenesis and treatment outcomes. 

 

OP0115: GENERAL AND SEX-SPECIFIC PREDICTORS OF PSA AMONG PATIENTS WITH 

PSORIASIS by Alexis Ogdie (United States of America) 

Background: Risk prediction models in electronic health record (EHR) databases may assist 

in early identification of patients with psoriasis likely to develop psoriatic arthritis (PsA). A 

better understanding of potential predictors and whether stratification by sex would be 

needed in building such algorithms is required. 

Objectives: Examine general and sex-specific predictors of PsA in an EHR dataset among 

patients with psoriasis  

Conclusion: Predictors of developing PsA differed by sex but obesity, depression, and fatigue 

were statistically significant predictors in both groups. Infections were also associated with 

development of PsA but the type of infection differed by sex.  

 

11.50-13.30 hours T14: PARE Poster tour I 

 

PARE0002: ME AND MY DILEMMA - A DANISH CAMPAIGN by Connie Ziegler (Denmark) 

Background: The Danish Rheumatism Association wanted to raise awareness on the 

challenges people face on a daily basis living with an invisible disease like some RMDs. In 

addition, the fact that many people living with a RMD experience that their surroundings 

have a lack of understanding the daily struggles they have living with a chronic disease.  

Objectives: We wanted to increase the general awareness of RMDs and to show our 

presence in another context than expected. In addition, the campaign should open up for 

some difficult talks in an entertaining way giving people an occasion to continue the talks at 

home. Finally the campaign should show that RMDs are not only related to old people and 

that consist of a wide range of diseases.  

Methods: Through Social Media and our website and magazine we called for daily dilemmas 

from people with RMDs and their relatives, colleagues or friends. Having enough dilemmas, 

we set up four dilemma shows in malls across Denmark and invited to a public show ‘Me and 

My Dilemma’. Four famous people were brought in to constitute the panel and discuss the 

dilemmas. A journalist, who is also radio and tv-host was appointed moderator and through 
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1½ hour he took the panel through hard, funny and emotional dilemmas and involved the 

audience in the discussions as well. 

Conclusion: It was quite a bit of work getting the shows ready, but they fulfilled their 

purpose in raising awareness to the public and still reach our target group in a new way and 

in a new context.  

By recording all the shows we were able to make 5 great podcasts on different dilemmas, 

which people with RMD and their relatives can relate to and discuss.  

 

PARE0003: ESTABLISHING A  PATIENT TRAINING CENTER OF RHEUMATOLOGY by Souzi 

Makri (Cyprus) 

Background: Patient education is considered of pivotal importance for the Organization. 

Patients should be informed, educated and well trained to acquire the necessary skills 

needed to deal with the challenges of living with a chronic disease. Equally important is the 

need of patients to acquire certain skills, necessary for advocating for their rights and 

representing their Organizations, both at the National but also at the European level. 

Realizing the above issues, the National Organization decided to create this training center 

at its own premises, as it was noted that there was a lack of expertise in the above area, and 

that patients needed to be empowered to be equal partners in health decisions, but also 

effective Self managers of their condition.  

Objectives: One main objective is to educate individual patients to manage their disease 

themselves by accepting the new situation in their life, but also by learning how to 

effectively communicate with HPs, to be adherent to treatment, to cope with family work 

and social environments, and to regain self –confidence. The other objective is to train 

expert patients enhance their knowledge and empower them for representing the 

Organization on all relevant Health committees and participate on all stages of the decision 

making process.  

Conclusion: The creation of a rheumatology training center for patients, although at its 

initial stage, has shown positive results for patients, by enhancing their ability to deal in an 

effective way with the chronic disease but also in improving their skills and knowledge to 

strive for effective advocacy and for being part of all in decisions that affect their rights in 

health.  

 

PARE0004: EASY TO OPEN/EASY TO USE: ACCESSIBILITY FOR PEOPLE WITH REDUCED HAND 

FUNCTION by Nina Unesi (Sweden) 

Background: One fifth of Sweden’s population, more than 1.5 million people, have reduced 

hand function.  For the European population, it would equal well over 60 million people.  

The Swedish Rheumatism Association, SRA, has for many years fought for accessibility of 

products and services for our members. Every third year thousands of delegates visit 

Scanpack, Northern Europe’s biggest packaging fair. Last year was the first time the SRA 

attended as an exhibitor, making the SRA the only non-profit organization working for 

people with rheumatic diseases, to participate.  

Objectives: ”Products that are functional and easy-to-use for people with reduced hand 

function, are suitable for everyone”. We focused on three objectives in order to make more 

visitors at the fair aware of the benefits with inclusive design on packages and products. We 
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addressed the packaging industry, the pharmaceutical industry and those who produce 

products for the public environment. These were the objectives:  

• Everyone should know that it is possible to measure manageability.  

• Everyone should know that help is available. Tests apply to all types of products and 

packaging.  

• Everyone should know that there is an “Easy to use” and “Easy to open” seal of 

approval available for packages.  

Conclusion: Half of the participants who visited the SRA’s exhibition responded correctly to 

our questionnaire regarding reduced hand function, suggesting there is room for 

improvement in the packaging industry to adapt a more inclusive approach towards design 

that benefits people with rheumatic diseases.  

 

PARE0005: REFRESHING THE SOCIAL MEDIA STRATEGY OF FIBROMYALGIA ACTION UK: 

RESULTS OF A NATIONAL PATIENT ORGANISATION SURVEY by Simon Stones (United 

Kingdom) 

Background: Patient organizations have traditionally provided support for patients. 

However, the method by which people seek support is increasingly desired across social 

media, particularly among certain populations within the fibromyalgia community who rely 

on social media as a key form of communication. In addition, the activity of patient 

organizations on social media is evolving to encompass greater advocacy and awareness 

activities with a growing target population of different stakeholders. To address this growing 

demand, Fibromyalgia Action UK conducted an online survey to inform the organization’s 

future social media strategy.  

Objectives: The aim of the survey was to understand the preferences of people interacting 

with Fibromyalgia Action UK’s social media platforms, in order to inform the organization’s 

evolving social media and wider communications strategy.  

Conclusion: The survey highlights the need for more visual, engaging content to inform and 

educate people about fibromyalgia and related activities. Respondent demographics also 

highlighted a limited interaction on social media with younger people under the age of 35 

years. Together, these findings have prompted the organization to launch of a new 

campaign, titled #BecomeFibroAware, using visual content to inform, educate and empower 

the community, as well as an increased focus on engaging younger people with fibromyalgia.  

 

PARE0006: LIVING WITH A RHEUMATIC DISEASE: A RESEARCH ABOUT QUALITY OF LIFE 

AND WORK CONDITIONS by Serena Mingolla (Italy) 

Background: There are 5 million people who suffer from rheumatic diseases in Italy with an 

annual expenditure of the health system, estimated for the chronic forms, around 4 billion 

euros. During the World Arthritis Day 2018 the Association of Persons with Rheumatic and 

Rare Diseases - Apmar Onlus presented the results of the survey “Living with a rheumatic 

disease” with the aim of raising public awareness by disseminating data useful to 

understand the quality of lives of people living with one of the 150 rheumatic diseases.  

Objectives: The research investigated:  

• The quality of life of people with a rheumatic disease  
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• The work problems and conditions experimented by people suffering from a 

rheumatic disease.  

Conclusion:  

Rheumatic diseases affect relationships and social life negatively. The research shows how 

the rheumatic disease can have a particularly critical effect in the relationship with the 

partner. The problems arising in the relationship of the couple are so meaningful, and cause 

of misunderstandings and psychological suffering to be considered among the main causes 

of divorce and separations.  

Rheumatic diseases heavily affect the working life. From the research emerges that people 

with rheumatic diseases that have managed to preserve their work despite the disease, are 

often reluctant to talk about their health conditions at work. The main reason is the fear of 

worsening and/or compromising their relations with colleagues and superiors with 

consequent negative effects on work tasks and the risk of losing their workplace.  

People suffering from rheumatic diseases in Italy declare that their condition of difficulty 

due to the pain, is often underestimated, this leads them to take a closing attitude for the 

fear of not being understood. The respondents also expressed the fear that in the highly 

competitive society we live in, there is no place for people to express their pain: they are 

afraid of being considered weak and in a certain way “to be put aside” and so they must 

therefore “show themselves strong”.  

 

PARE0007: RHEUMATISM CHALLENGE 2018 - “RHEUMATISM IN MOTION” WE ARE GOING 

IN THAT TOGETHER! by Hana Smucrova (Czech Republic) 

Background: Czech League Against Rheumatism plays an important role in promoting 

rheumatic patients in the Czech Republic. Its activity is aimed at:  

• raising awareness about RA for early diagnosis and RA treatment  

• improve an attitude of the Czech patients to the modern treatment, including the 

biological treatment  

• co–operate on the change together with the professional community, regulatory 

authorities and Health Insurance Companies.  

• striving to qualify the people with so called “moderate activity” of the disease for 

the biological treatment  

• the struggle for full and equal life for people with rheumatic and musculoskeletal 

diseases  

• the establishment of regional clubs and specific patient groups of Czech League 

Against Rheumatism. 

Objectives: Creating a campaign Rheumatism Challenge 2018 - “Rheumatism in motion” We 

are going in that together! The aim of this campaign is improving the health condition of 

people with RMDs. To motivate patients to move regularly and raising patient awareness 

about the importance of physical activity.  

Conclusion: This campaign seems to be very useful in promoting how important physical 

activity is for patients with RMDs. This campaign can support patients be more healthy and 

physically active. Active approach to one another life can inspire other patients and their 

families and friends. Very important is also the support of this campaign from the 
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professional community, medical doctors and health professionals.  

 

PARE0008: UNDERSTANDING THE IMPACT OF ANKYLOSING SPONDYLITIS IN DAILY LIFE OF 

THE PORTUGUESE PATIENTS: RESULTS FROM THE ASSESSMENT OF RESULTS IN 

ANKYLOSING SPONDYLITIS (AREA) STUDY by Catarina Marques (Portugal) 

Background: AS is known to have a significant burden upon the individual, family and 

society. It is essential to assess the impact of AS in patients’ lives, to raise awareness and 

improve early referral, diagnosis and treatment, for a better quality of life.  

Objectives: To assess the impact of AS in the life of Portuguese patients (work, daily 

activities, social life).  

Conclusion: AS has a major impact in the daily life of patients, work productivity, social 

relationships and leisure activities. Early diagnosis and treatment, along with physical 

rehabilitation/exercise plans, can reduce this impact and improve their quality of life.  

 

PARE0009: THE PHYSICAL AND EMOTIONAL BURDEN OF RHEUMATOID ARTHRITIS: DATA 

FROM RA MATTERS, A WEB-BASED SURVEY OF PATIENTS AND PHYSICIANS IN EUROPE 

AND CANADA by Rieke Alten (Germany) 

Background: Rheumatoid Arthritis (RA) is a chronic inflammatory disorder that negatively 

affects the patients’ health-related quality of life (QOL). 1 Despite much progress in 

addressing the burden of RA, a gap exists in terms of understanding ‘what really matters’ to 

patients with RA, and balancing patients’ QOL aspirations with clinical targets in key 

treatment decisions.  

Objectives: This international survey investigated how RA affects the lives of patients 

according to the perceptions of both patients and healthcare providers (HCPs), in order to 

help health professionals attune their care on the domains that really matter to patients.  

Conclusion: Despite major advancements in the treatment of RA, the chronic disease 

continues to significantly affect many aspects of patients’ lives, including relationships, 

career progression, daily activities, and ability to work. Both patients and HCPs felt that the 

physical and emotional impact of RA is not well understood by people without the disease. 

In line with a recently published study, pain, fatigue, and physical function remain primary 

barriers for patients to live a normal life and to participate fully. 2 In RA treatment decisions, 

patients’ personal goals and patient-reported outcomes should be given greater 

consideration along with clinical targets.  

 

PARE0010: INSIDE OUT – A PHOTO CAMPAIGN TO CREATE AWARENESS FOR YOUNG 

PEOPLE WITH RHEUMATIC AND MUSCULOSKELETAL DISEASES by Meike Voeten 

(Netherlands) 

Background: Inside Out is a photo campaign of Youth-R-Well.com, the organization for 

young people (16-30 years) with rheumatic and musculoskeletal diseases (RMDs) in the 

Netherlands. The project was inspired by Unga Reumatiker, the youth organization in 

Sweden and their campaign #doesntshowdoesntexist. The campaign of Unga Reumatiker 

showed that young people can suffer from rheumatic diseases, even though these diseases 

are invisible. Youth-R-Well.com recognized that the invisibility of an RMD can have a major 
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impact on the lives of young people and wanted to create a similar photo campaign to show 

the invisible side of RMDs.  

Objectives: The main objective of this project was to create more awareness for rheumatic 

and musculoskeletal diseases affecting young people. One of the hardest parts of living with 

an RMD is the invisibility of the disease in daily life. We wanted to show that even though 

you cannot see it, many young people have to deal with the consequences of having an RMD 

on a daily basis. We also wanted to show other young people who are in a similar situation, 

that they are not the only one.  

Conclusion: Based on inspiration from a youth organization in Sweden, Youth-R-Well.com 

created the successful campaign Inside Out. We managed to create more awareness for 

young people with RMDs and the invisible side of having an RMD. We will continue to 

spread this campaign and show that young people with RMDs are not alone.  

 

13.30-15.00 hours My joints hurt and I'm overwhelmingly tired - RA (Clinical) 

 

SP0052: Fatigue in rheumatoid arthritis: what it is and how to assess it? by José Antonio P. 

da Silva (Portugal) 

Background: Fatigue is a frequent and important symptom in rheumatoid arthritis (RA), and 

it is associated with significantly reduced health-related quality of life, thus contributing to 

the impact of disease upon patients' lives.  

Objectives: To collect, summarize and interpret available evidence on the nature of fatigue 

and the best ways to assess it in Rheumatoid Arthritis  

Methods: A systematic literature research was performed in trying to (i) to synthesize the 

role of fatigue in the global impact of rheumatoid arthritis; (ii) describe validated 

instruments and their psychometric properties as measures of fatigue among patients with 

RA; and finally (iii) propose a clinically meaningful, valid and feasible process to measure 

fatigue in clinical practice.  

Results: Fatigue has a major relevance in the overall burden of disease in RA. Several 

instruments have been validated o measure it, but no consensus has yet been reached to 

recommend a "gold-standard".  

There are different scales for fatigue. Some are more validated than others. They don’t say 

why a patient is fatigued nor what can be done about it. Select your instruments for 

measuring fatigue according to your objectives: objectives for clinical practice (self-

management, intervention) or objectives for research (prevalence, etiology, mechanisms, 

impact or therapy)? The use of a single item tool for screening, followed by 

multidimensional instruments as appropriate, seems to be a suitable proposal for clinical 

practice. In clinical practice start by screening patients who have significant fatigue, screen 

with VAS, then understand fatigue with MDQ questionnaire. In clinical practice use the RAID 

questionnaire to measure fatigue with pain, functional disability and psychological disability. 

Many patients go into full remission, but they have problems coping with fatigue. There are 

fluctuations with hormones and stress hormones that also seem to cause fatigue. 

Depression is the most important factor in contributing to fatigue.  

Conclusion: Although fatigue is recognized by the rheumatology community as an important 

consequence of RA and a major gap in its current management of the disease, it has not 
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been easy to measure and grasp. The problem seems to reside in the multidimensional 

causality and subjective nature of this phenomenon, which may warrant dedicated 

measures and interventions. 

  

Doc, why I am so tired, can you help by Wan-fai Ng (United Kingdom) 

Inflammation and fatigue is one of the most studied biological phenomena in fatigue 

research. There are frequent associations between chronic inflammatory conditions and 

fatigue. For some patients, effective suppression of inflammation with (e.g. biological 

therapies/corticosteroid) can improve the symptoms of fatigue. When you are fighting 

infection, it needs energy.  

There are different causes of fatigue. There is lack of evidence on what causes fatigue. 

Research samples are small. Mechanisms interact with each other. Therefor it is not always 

easy to disseminate a cause from a reaction. Biological fingerprint of fatigue.  

There are different types of fatigue: 

• Physical Fatigue: 

o Lack of energy 

o Feeling weak 

o Exhaustion 

• Mental Fatigue: 

o Brain Fog 

o Difficult to concentrate 

o Forgetfulness 

o Lack of motivation 

The biggest predictors of mental fatigue are: depression, Epworth, pain, BMI, dryness, 

anxiety.  

Conclusions: 

• Fatigue is a symptom that often co-exists with other symptoms and there may be 

different ‘types’ of fatigue. 

• Many possible bio-psycho-behavioral mechanisms may contribute to the symptom 

of fatigue. 

• The role of conventional inflammatory mechanisms in chronic fatigue remains 

unclear.  

• Biological treatments (e.g. the vagus nerve) that regulate the immune system may 

play key roles in fatigue, especially in chronic inflammatory states.  

 

How to measure fatigue, what causes fatigue, how to cope with fatigue.  

SP0053: How to prevent and manage fatigue in patients with RA by James Galloway 

(United Kingdom) 

Background: Fatigue is, similar to pain, a subjective symptom that occurs in many different 

diseases, particularly in patients with RA. Indeed, RA patients consistently report fatigue as 

one of the most disabling features of the disease (second only to pain). Fatigue is 

multifactorial in origin and reflects a complex construct of psychological, biochemical and 

physiological processes.  
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Objectives: If we are to effectively support our patients with RA, we must address fatigue. 

This requires understanding of which of our interventions work. At the end of the talk you 

should be familiar with how you can help manage fatigue, know which non-pharmacological 

interventions have a robust evidence and be aware of the impact of our different mode of 

action targeted RA therapies upon fatigue. For most our patients, a multimodal approach is 

needed. 

Fatigue is a complex construct. Its multifactorial and multidimensional. Rheumatoid flares 

are often accompanied by patients feeling acutely fatigued, but fatigue can also be chronic. 

The University of Leiden has an RMD cohort on fatigue that goes back to the early nineties. 

Fatigue in RA didn’t appear to change even though the inflammation of RA in patients had 

decreased. Rheumatologists know many RMD patients struggle with fatigue, but don’t know 

what exactly to do about it.  

Treatable causes of fatigue: 

• Anemia, iron deficiency 

• Endocrine Disease (hypothyroid, hypogonadism, hypo adrenal) 

• Cardiac or respiratory Disease (heart failure, atrial fibrillation) 

• Infections (HIV, HCV) 

• Sleep apnea 

• Drugs (opiates, beta blockers) 

• Pain 

• Depression 

The question is; what can help against fatigue? Which type of medication? Medication for 

depression? For pain? For sleep? Is it an option to improve sleeping habits; to have a better 

sleep hygiene? CBT (Cognitive behavioral therapy) has proven to be effective. Exercising 

proof on fatigue fluctuates because people that want to take part in research on exercising 

and fatigue are of a specific personality. To find an answer, researchers could look at the 

lessons learned in research on fatigue from other disciplines such as cancer for example.  

 

OP0201: FATIGUE IN JUVENILE IDIOPATIC ARTHRITIS AFTER 18 YEARS OF FOLLOW-UP by 

Ellen Dalen Arnstad (Norway) 

Background: Fatigue is common in adults with rheumatic disease and has also been shown 

in adolescents with juvenile idiopathic arthritis (JIA). Knowledge on fatigue in JIA in long-

term follow-up is limited.  

Objectives: To study the prevalence and severity of fatigue 18 years after onset of JIA.  

Conclusion: At 18-year follow-up fatigue was a prominent symptom in JIA, and we found 

consistently higher fatigue burden and considerably more severe fatigue among participants 

with active disease, pain and self-reported health problems, compared to those without. We 

suggest fatigue to be measured at long-term follow-up both in clinical and research settings.  

 

OP0202: EFFECT OF RSLV-132 ON FATIGUE IN PATIENTS WITH PRIMARY SJÖGREN’S 

SYNDROME – RESULTS OF A PHASE II RANDOMISED, DOUBLE-BLIND, PLACEBO-

CONTROLLED, PROOF OF CONCEPT STUDY by Wan-fai Ng (United Kingdom) 
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Background: Fatigue is the key symptom that leads to poor health related quality of life and 

loss of work productivity in patients with primary Sjogren’s syndrome (pSS). RSLV-132 is a 

first-in-class drug comprising RNase1 fused to the Fc region of IgG1. It is designed to increase 

serum RNase activity to digest RNA associated immune complexes, thereby reducing Toll-

like receptor (TLR) activation and subsequent production of type 1 interferon (IFN), B-cell 

proliferation, and autoantibody production – mechanisms that are key to pSS pathogenesis. 

IFN pathway dysregulation has also been implicated in fatigue.  

Objectives: To explore the clinical efficacy of RSLV-132 in improving patient-reported 

outcomes (PRO), particularly fatigue among patients with pSS.  

Conclusion: RSLV-132 is a promising therapy to improve the symptoms of fatigue in patients 

with pSS, with a good safety profile. Further investigation of its use in pSS is warranted. 

Improvement in mental fatigue score by people who are on specific medication. 

RSLV-132 drug reduced the expression of many inflammatory molecules with a few notable. 

Interferon genes can influence fatigue. Are we getting closer to the molecular structure to 

start understanding fatigue? There are different types of fatigue and different people that 

experience this.   

 

13.30-15.00 hours   Treatment is more than drugs (PAR/HPR) 

 

SP0063: Nutrition and rheumatic diseases by Elena Philippou (Cyprus) 

Background: Nutritional therapy could be a promising adjunct to pharmacological therapy in 

rheumatic disease (RMD).  

Objectives: The aim of this talk is to provide evidence and recommendations on dietary 

management of rheumatoid arthritis, ankylosing spondylitis, systemic lupus erythematosus, 

psoriatic arthritis and osteoarthritis.  

Methods: Research studies, systematic reviews and recommendations associating diet and 

RMDs were identified through MEDLINE.  

Results: Maintenance or achievement of a healthy body weight is central to RMDs since 

weight gain is common and often results as a side-effect of pharmacotherapy, further 

increasing inflammation. Adherence to the Mediterranean diet (MD) by consumption of 

plant-based foods such as wholegrains, legumes, fruit, vegetables, daily consumption of 

extra virgin olive oil, and reduced (monthly) consumption of red meat and desserts, is 

beneficial for all RMDs. The MD should be supplemented with extra omega-3 

polyunsaturated fatty acids (PUFAs) and thus consumption of ‘fatty fish” such as seabeam, 

seabass, trout, salmon, sardines or mackerel ≥2/week, and walnuts, flaxseeds and chia 

seeds, daily is recommended, all providing different kinds of omega-3 fatty acids. The MD 

not only provides all the necessary vitamins and minerals with a balanced ratio of 

MUFA:PUFA to reduce inflammation, but also has long term benefits on the cardiovascular 

system. Additional recommendations to manage high cholesterol, include the consumption 

of plant stanols/sterols, oats, unsalted nuts and soy protein and limiting intake of foods high 

in saturated and trans fats. It is also recommended that plasma Vitamin D concentration, 

important for bone and cartilage health, is assessed and a daily supplement is taken if 

necessary especially during the winter months. Additionally, it is important to consume 

enough calcium daily, this being equivalent to 3-4 glasses of milk or slices of cheese 
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(preferably low in fat). Finally, evidence on possible relationships between RMDs and diet is 

limited and inconclusive and dietary restrictions are not recommended. In psoriatic arthritis, 

a gluten-free diet is recommended only in patients who test positive for serologic markers of 

gluten sensitivity. Use of unnecessary supplements should be avoided.  

Conclusion: In conclusion, adherence to a healthy diet can aid in disease management in 

RMDs by reducing inflammation and the risk of cardiovascular disease.  

 

SP0064: Aktiv-hoch-R – Combining exercise and fun by Nicole Stefan-Schick (Germany) 

People with rheumatic diseases know about the health benefits of physical activity. But 

many studies show that integrating regular exercise into daily life is not always as easy as it 

seems, especially while experiencing rheumatic pain and feeling physical limitations.  

Therefore the German Rheumatism League developed in association with leading experts in 

sports science and rehabilitation, at the Erlangen-Nürnberg University in Germany, “aktiv-

hoch-r”. “aktiv-hoch-r” is an evidence-based exercise program which imparts knowledge of 

sports science and motivational aspects. So “aktiv-hoch-r” is not just about the physical 

exercises, but also includes educational aspects to the program. The aim of “aktiv-hoch-r” is 

to inspire participants at an early stage to make a personal commitment to regular physical 

activity by helping them to understand the benefits for their long-term health. The program 

should help them to self-motivate themselves to continue this for life.  

To motivate people with rheumatic diseases to adopt an active lifestyle, “aktiv-hoch-r” uses 

a holistic approach, involving positive experiences of movement and playful tasks. The focus 

is on the individual capability of each participant.  

So in “aktiv-hoch-r” classes participants learn how to move and how to exercise in a health-

promoting way. They learn how to dose load in strength and endurance exercises. They also 

learn about the effects of regular physical activity on the body. There is a strong focus on 

self-efficacy, attitude and motivation: participants learn how to develop strategies to 

motivate themselves to do physical activity.  

 

OP0209-PARE: IMPROVING MENTAL WELLBEING - COACHING PEERS TO USE TOOLKIT FOR 

MIND by Tiina Hongisto (Finland) 

Background: The theme for the Finnish Rheumatism Association for 2019 is Mind and Me. 

The Age Institute in Finland launched a project called Mental Wellbeing to Promote Older 

People’s Knowhow to Face Life’s Challenges and the project was piloted at the Finnish 

Rheumatism Association in 2018. During the pilot project, staff members from the Finnish 

Rheumatism Association and volunteers from its member organizations were trained as 

Tools for Mind Coaches. This training gave new tools for peer support targeting older people 

and their mental wellbeing. The Coaches may use the tools developed by the Age Institute, 

and these include Mind Tools, Senior Mind Pack of 52 cards, Nature Attraction Path, A Guide 

for Life Skills Coaches and a pocket book on Mental Wellbeing. The project especially 

targeted older people and their families in challenging life situations by promoting their 

mental wellbeing.  

Objectives: To disseminate the theme and activities of mental wellbeing in member 

associations. To utilize the trained mental wellbeing coaches for tutoring in older people 
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groups. To utilize the Tools for Mind in the activities of the Finnish Rheumatism Association 

and its member associations. To promote mental wellbeing to members  

Conclusion: The Finnish Rheumatism Association is creating new activities to endorse 

mental wellbeing. The training in 2018 will be used as a model for training coaches in mental 

wellbeing and it will be introduced in member organizations in 2019. Four training sessions 

will be arranged around Finland in the spring 2019. The program will follow the pilot project 

program. Training includes learning how to use the tools for mental wellbeing, going 

through the elements of mental wellbeing, solution-focused practices, organizing peer 

support groups for old people with chronical illnesses and ethical principles. If possible, it is 

always good to have a trained Coach in the training, to tell about his/her experiences of 

using the Tools for Mind, how people have reacted to using the tools, and what kind of 

challenges and good moments the coach has experienced in group work. In 2019, the tools 

are utilized for example in monthly tasks concerning mental wellbeing and the Senior Mind 

Pack of 52 cards are being used in the member organization visits to start conversation.  

 

13.30-15.00 hours    Exercise - more than a wonder drug  

 

SP0059: Helping people maintain physical activity by Keegan Knittle (Finland) 

Background: Regular physical activity (PA) has clear benefits for individuals with rheumatic 

diseases, but PA levels among these individuals consistently fall below recommended levels. 

While interventions to increase PA are often successful in the short term, these effects are 

not generally maintained over time. Therefore, to be able to optimally support PA 

maintenance, rheumatology health professionals should be familiar with the relevant theory 

and evidence base for behavioral maintenance.  

Objectives: This talk will outline several psychological theories of behavioral maintenance, 

and present evidence on the interventions and behavior change techniques most strongly 

associated with physical activity maintenance.  

Conclusions: While helping patients to maintain PA is always a challenge, especially in the 

face of degenerative or progressive arthropathies, behavioral science can offer health 

professionals in rheumatology some theory and evidence-based methods to support PA 

maintenance in practice. 

  

SP0060: Towards optimal intensity by George Metsios (United Kingdom) 

Background: There is ample evidence now to suggest that exercise can help ameliorate RMD 

symptoms and comorbidities. Similar to the prescription of medication, the dosage of 

exercise should be optimized to achieve the best health benefits. However, a consensus on 

the dosage of exercise prescription for RMD patients is currently missing.  

Objectives: This talk will explore the data required from RMD patients to develop the best 

exercise prescription, exercise principles and current state-of-the-art, as well as how we can 

use the current evidence to identify the optimum dosage for the exercise prescription in 

people with RMDs.  

Methods: Suggestions have been synthesized using existing evidence-based resources, 

including recent systematic reviews and meta-analyses (EULAR, Cochrane Library and peer-

reviewed journals publications) as well as randomized controlled trials. Data for the 
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effectiveness of exercise dosage on various different outcomes has been extracted and will 

be explored.  

Results: Different dosages of exercise have differing effects on symptoms of RMDs. The 

optimal dosage depends on various factors and on the outcome that the exercise 

prescription aims to improve.  

Conclusion: Despite the increasing research on exercise in RMDs, a consensus for the 

optimal exercise dosage is currently missing. More interdisciplinary research, with a heavy 

patient involvement, is required in the area.  

 

OP0206-HPR: BENEFICIAL LONG-TERM EFFECT OF A SUPERVISED EXERCISE PROGRAM ON 

PHYSICAL ACTIVITY LEVEL IN PATIENTS WITH AXIAL SPONDYLOARTHRTIS: 12 MONTHS 

FOLLOW-UP OF A MULTICENTER RANDOMIZED CONTROLLED TRIAL by Silje Halvorsen 

Sveaas (Norway) 

Background: Exercise is recommended in the management of axial spondyloarthritis (axSpA) 
1 as it may reduce the burden of the disease. 2 Despite this, patients with axSpA tend to have 

a low physical activity (PA) level 3 and few patients engage in high intensities of exercise 4 .  

Objectives: To investigate the long-term effect of a three months supervised exercise 

program on PA-level in patients with axSpA.  

Conclusion: A three month supervised exercise program delivered by physiotherapists had a 

significant long-term beneficial effect on PA-level in patients with axSpA. As regular exercise 

is an important part of the treatment recommendations for patients with axSpA 1 , the 

results indicate that a time-limited supervised exercise program may be used as an effective 

intervention to succeed in reaching this recommendation. 

 

13.30-15.00 hours  EULAR Projects Challenging projects in education & training 

 

SP0065: EULAR Education 2019: new developments and updates by Annamaria Iagnocco 

(Italy) 

The first strategic aim of EULAR for the period 218-2023 is to be the leading provider of 

education in Rheumatic and Musculoskeletal Diseases (RMDs). The benefits that the 

rheumatology community gets from high levels of education in the field of RMDs result in an 

increased knowledge of them as well as in the optimization of their management. This leads 

to a significant relief to the lives of people with RMDs.  

EULAR has traditionally been a strong supplier of education in rheumatology and the launch 

of the EULAR School of Rheumatology has further increased the EULAR”s educational 

offering and its quality, by providing tailored learning materials, improving access to high 

quality education in the field of RMDs and developing innovative learning methods and 

recognized EULAR certifications.  

The School of Rheumatology is as a fully integrated operational entity contained within 

EULAR which combines all educational offers, whether they are live courses, online courses, 

books, webinars or any other material, under one roof. In addition to the already existing 

offering, in the last years a team of experts in RMDs and with a solid experience in education 

has been working in the development of new activities and material addressed to 

rheumatologists, undergraduates, trainees, teachers, researchers, health professionals, and 
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people with RMDs. Then, these new products, which integrate and further enrich the wide 

spectrum of existing offering, are tailored to the interests and fields of activity of different 

targets within the rheumatology community and are presented according to the most 

innovative educational methods. The use of a new learning management system which 

perfectly matches the current digital era, allows an optimized presentation and use of the 

new EULAR education opportunities.  

With the modern and rapid developments of the Rheumatology discipline, the EULAR School 

of Rheumatology is today taking its educational offerings, services and products to a global 

audience worldwide.  

Key Messages: 

• The EULAR School of Rheumatology is an innovative educational model with new 

approaches, products and technologies which reflect the changing needs of the 

learners whether they are rheumatologists, undergraduates, trainees, teachers, 

researchers, health professionals, and people with RMDs.  

• The EULAR School of Rheumatology represents a new era for education in RMDs.  

 

SP0066: How to improve your teaching skills by Loreto Carmona (Spain) 

The most important take home message of this lecture is that “it is the learning, not the 

teaching, what we must master”. Good teachers are, therefore, mere facilitators of the 

learning process, not the stars.  

This lecture had two parts, one dedicated to teaching in general and a second one on 

assessment (because assessment style drives learning behaviour).  

There are 4 principles of teaching in medicine: 1) orientation not only to knowledge but to 

problem solving, 2) adaptation to needs, 3) evaluation of the efficacy of teaching, and 4) 

learning should be enjoyable. We will review each one of these principles and how to 

implement them in our daily teaching. Things like preparing a lesson plan, or tips to engage 

learners, will be part of this lecture. In the second part we outlined how to improve 

assessment and generate good questions.  

 

15.30-17.00 hours Should we worry about anything else? (PARE)  

 

SP0093: Managing more than RMDs, Kristien Van der Elst (Belgium) 

The patient is in the center of the management of RMDs and co-morbidities. As a healthcare 

professional, you have to take into account the whole picture, because RMDs and their co-

morbidities interact with each other. How can you see the whole picture? Manage this in a 

shared decision environment.  

Potential action points for patients and healthcare professionals in shared decision making: 

Patients: 

• Think of your questions before your consultation. 

• Give healthcare professionals some clue about what you are thinking and what you 

are worrying about.  

• Beware that some healthcare professionals will not start the conversation.  

• Be open and don’t go home without having asked your most important concerns. 
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• Don’t agree when you are not agreeing.  

Healthcare professionals: 

• Start your consultation with ‘1 minute for the patient’ 

• Create openness and invite patients to discuss questions/worries. 

• Be aware that some patients will not start the conversation.  

• Take into account body language. 

• Know referral options. 

Are there any courses for shared decision making? Look at online courses, training options, 

workshops. Support is needed for healthcare professionals to take this role.  

 

Watch out for more by Raquel Campanilho-Marques (Portugal) 

Transition 

The transition process from a pediatric to an adult medical environment may affect the 

compliance with the management plan. Pediatric care is family oriented and relies on 

significant parental involvement in decision making. On the contrary, adult care is patient-

specific and requires autonomy and independent skills.  

Disease education is important to young adults in transition. They have to be aware of long-

term co-morbidities and the importance of adherence to treatments. They also have to be 

aware of the importance of a certain lifestyle with exercise and a healthy diet. 

Childhood co-morbidities with RMDs: 

• Atherosclerosis 

• Cardiovascular risk 

• Lipid abnormalities occur early in the JSLE disease course (within the first 4 years) 

• Steroids- increase total cholesterol and triglycerides but also lower the likelihood of 

atherosclerotic plaque formation. 

• Renal damage  

• Irreversible renal damage before onset 

• Ocular co-morbidity (uveitis in 12-38% of JIA patients) 

• Complications: chronic uveitis, psoriatic JIA 

• Cataracts and high intraocular visual 

• Bone Mass Density of post-puberal girls is low 

• In JIA: increased bone reabsorption over bone formation 

Drug related co-morbidities: 

NSAIDs: 

• Hypertension 

• Gastritis 

• Acute Kidney injury 

• Interstitial Nephritis 

STEROIDs: 

• Cardiovascular risk (high blood pressure, diabetes) 

• Osteoporosis 

• Growth Disorders 

• Puberty Delay 

https://sites.eyeled.de/eular19/person?search=Raquel%20Campanilho-Marques


 
 
 
 

42 

 

• Cataracts 

Methotrexate: 

• Nausea and vomiting 

• Stomach ache and sore mouth 

• Symptoms can occur after taking MTX, before (anticipatory) and when thinking of 

MTX (associative) 

• Abnormalities in liver function 

Hydroxychloroquine 

Rare side effects: 

• Stomach upset, nausea 

• Rash, sun sensitivity 

• Hair bleaching 

• Low blood counts 

• Blind spot on back of the eye or altered color vision (very rare) 

Sulfasalazine: 

Common side effects: 

• Stomach upset, nausea, vomiting 

• Headache, dizziness 

• Skin rash, sun sensitivity 

Rare side effects: 

• Low WCC 

• Abnormalities in liver function 

Cyclophosphamide: 

• Stomach upset 

• Nausea 

• Vomiting 

• Fertility 

Rare: 

• Bladder toxicity 

• Hemorrhagic cystitis 

Anti-TNF 

• Infections 

• Immunogenicity 

• Cytopenia 

Rare: 

• Demyelinating disorders 

 

OP0218-PARE: PREVENTATIVE MEDICINE THROUGH IDENTIFYING AND ADDRESSING 

COMORBIDITIES OF SPONDYLOARTHRITIS (SPA*) TO IMPROVE PATIENT OUTCOMES 

THROUGH PATIENT ORGANIZATION PARTNERSHIPS AND ALLIED HEALTHCARE OUTREACH 

by Wendy Gerhart (Canada)  

https://sites.eyeled.de/eular19/person?search=Wendy%20Gerhart


 
 
 
 

43 

 

Background: Many patients are not aware of the common comorbidities they may 

experience. We need to understand if by educating patients and managing or preventing 

comorbidities, will patient outcomes be improved and the impact on healthcare system.  

Objectives: To determine what type and number of comorbidities patients commonly 

experience in addition to their diagnosed SpA condition. This will help identify how 

collaboration with other patient organizations and allied healthcare professionals can better 

raise awareness, educate and support the community. It will convey the conditions, 

symptoms and importance of early diagnosis and treatment. This will reduce the impact on 

the Canadian healthcare system and improve patient outcomes  

Conclusion: A significant number of patients diagnosed with a SpA condition experience 

comorbidities and often have more than one condition. On average, people live with 4 

different comorbidities. The survey results have confirmed the significance depression and 

anxiety impacts patients with SpA.  

Through partnerships with trusted patient organizations, we can provide resources to 

educate and support our SpA community on the comorbidities commonly experienced. This 

will empower patients to manage symptoms sooner, thus contributing to a quicker recovery, 

reduced damage or prevent the complication from occurring all together.  

Expanding outreach and collaborating with allied healthcare professionals through Canadian 

professional associations including family physicians, physiotherapists, chiropractors, 

ophthalmologists and massage therapists can further educate practicing healthcare 

professionals on SpA conditions and symptoms to recognize with patients contributing to 

prevention or earlier diagnosis and treatment intervention  

The CSA will form collaborative agreements by leveraging existing partnerships and creating 

new partnerships with Canadian organizations and professional associations to support and 

educate people with credible and valuable resources on the comorbidities identified through 

this survey with the intended purpose to treat earlier or prevent complications that adds 

unnecessary financial strain on the Canadian healthcare system. Together we are stronger.  

 

OP0219-PARE: LUPUS EUROPE YOUTH PANEL - WHAT WE LEARNED FROM YOUNG PEOPLE 

LIVING WITH LUPUS by Jeanette Andersen (Denmark) 

Background: Since 2014, Lupus Europe conducts patient panels, where 10 to 12 persons 

from all over Europe living with lupus discuss the selected topic guided by facilitators living 

with lupus themselves. This allows to capture qualitative feedback of relevance, without the 

obstacle of the “white blouse”. In 2018, 10 Young (18-27) European Lupus patients (8 

female, 2 male) with diverse Lupus types met to discuss “Lupus and youth”.  

Objectives: Understand specificity of being young with lupus to better include young 

patients in Lupus groups action plans.  

Conclusion: Young patients needs must be addressed in a more aspirational way and using 

more virtual tools than average patients (more focused on health issues and geographic 

proximity). The feeling of guilt of young women with regards to their affective life must be 

further explored to give them confidence and reassurance.  

 

15.30-17.00 hours Big data and the disruption of medical care 

https://sites.eyeled.de/eular19/person?search=Jeanette%20Andersen
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The end of medicine as we know it by Harald Schmidt (Netherlands) 

We are moving towards a paradigm shift in medicine practice. The development of new 

medication will become more and more expensive and returns on investment will 

deteriorate. By 2029 Big Pharma, as we know them now, will not exist. In the future the 

healthcare system will be organized by disease networks. Medication will focus more on 

these disease networks.  

 

SP0095: EULAR points to consider on Big data by Joanna KEDRA (France) 

Background: There are tremendous opportunities for health research propelled by the 

recent expansion of big data and artificial intelligence. However, this is an emergent area 

where recommendations are needed.  

Objectives: The objective was to develop points to consider for the use of big data by 

computational modelling, machine learning and artificial intelligence in rheumatic and 

musculoskeletal disorders (RMDs).  

Conclusion: These EULAR points to consider provide a framework for the use of big data in 

RMDs.  

Overarching principles: 

1. For all big data, ethical issues related to privacy, confidentiality, identity and 

transparency are key to consider.  

2. Big Data provides unprecedented opportunities to deliver transformative discoveries 

in RMD research and practice.  

3. The ultimate goal of using big data in RMDs is to improve the health, lives and care 

of people including health promotion and assessment, prevention, diagnosis,  

treatment and monitoring of disease.  

Points to consider: 

1. The use of global, harmonized and comprehensive standards should be promoted to 

facilitate interpretability of big data.  

2. Big data should be findable, accessible, interoperable and reusable.  

3. Open data platforms should be preferred for big data related to RMDs. 

4. Privacy by design must be applied to the collection, processing, storage, analysis and 

interpretation of big data.  

5. The collection, processing, storage, analysis and interpretation of big data should be 

underpinned by interdisciplinary collaboration, including biomedical/health/life 

scientists, computational and/or data scientists, relevant clinicians/health 

professionals and patients.  

6. The methods used to analyze big data must be reported explicitly and transparently 

in scientific publications. 

7. Benchmarking of computational methods for big data used in RMD research should 

be encouraged. 

8. Before implementation, conclusions and/or models drawn from big data should be 

independently validated  

9. Researchers using big data should proactively consider the implementation of 

findings in clinical practice.  

https://sites.eyeled.de/eular19/person?search=Harald%20Schmidt
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10. Interdisciplinary training on big data methods in RMDs for clinicians/health 

professionals, life scientists and data scientists must be encouraged.  

Implementation must be encouraged and the points to consider will need regular updates.  

 

Friday June 14, 2019 

 

10.15-11.45 hours  PARE Abstract session I  (PARE) 

 

Edgar Stene Prize Winning Essay 2019: My ideal employer - Work without barriers for 

people with RMDs by Ovidiu Constantinescu (Romania) 

Ovidiu recited his prize winning essay in front of the PARE audience: 

https://www.eular.org/myUploadData/files/1st_ovidiu.pdf 

 

OP0283-PARE: A DUTCH RESEARCH AGENDA DEVELOPED BY PEOPLE WITH RMDS: WHAT 

ARE THE MAIN PROBLEMS PEOPLE WITH RMDS FACE AND WHAT ARE THEIR MAIN WISHES 

FOR RESEARCH AND DEVELOPMENT? by Patricia Pennings MSc (Netherlands) 

Background: In the Netherlands much progress has been made with regard to patient 

participation in research. More and more researchers are finding their way to patient 

organizations for collaboration. This is also the case for the National Association ReumaZorg 

Nederland where more and more researchers are asking for the opinion of our patient-

experts on their written research proposals. However, this happens mostly because ‘asking 

for the patient’s view’ is an obligatory (last) part of the submission process of their proposal. 

ReumaZorg Nederland wants to take patient participation in research to the next level. A 

level where ‘what matters most to patients’ is taken into account before a proposal is 

written. Only then will the patient’s voice really be heard in the very heart of a research 

project.  

Objectives: To identify the main problems people with RMDs face in their daily lives and to 

prioritize their wishes for future research and development. To investigate whether these 

problems and wishes vary between patients with different types of RMDs. To encourage 

researchers and product-developers to take these wishes into account at the very start of 

their research proposal or product-plan.  

Methods: Independent and professional research was needed to develop this research 

agenda. NIVEL, the Dutch Institute for Health Services Research, performed a 7 month 

research project which consisted of several steps. First, a literature search was performed on 

scientific publications in PubMed, Embase and PsychInfo on search strings focusing on living 

with RMDs, problems and wishes of people with RMDs and other known research agenda’s 

for people with RMDs. The second step consisted of 3 focus group sessions: inflammatory 

RMDs (group 1), osteoarthritis & fibromyalgia (group 2) and soft tissue- & systemic RMDs 

(group 3). In addition, a combined session of representatives of each focus group (12 

participants) was organized to compare and complement the results of the 3 focus groups. 

In the third step, an online survey was held to explore how these problems and research 

wishes were recognized and prioritized within the Dutch community of people with RMDs. 

After data-analysis in step 4, a stakeholders session was held in step 5 to discuss results 

amongst patients, researchers, rheumatologists and project-developers.  

https://sites.eyeled.de/eular19/person?search=Ovidiu%20Constantinescu
https://www.eular.org/myUploadData/files/1st_ovidiu.pdf
https://sites.eyeled.de/eular19/person?search=Patricia%20Pennings%20MSc
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Results: Among the 89 problems that were recognized, the main problems people with 

RMDs face are:  

1. Uncertainty about their future.  

2. Having to cope with fatigue.  

3. Having to cope with the unpredictability of RMDs.  

4. Preserving boundaries/staying balanced.  

5. Having to cope with the impact of RMDs on social life with family and friends.  

Among the 85 wishes for research and development, the main wishes of people with RMDs 

are:  

1. To develop treatments of RMDs other than surgery.  

2. To develop an accessible and affordable network of physical exercise activities under 

professional supervision.  

3. To investigate the cause of inflammatory RMDs.  

4. To investigate the cause of fatigue with RMDs and how to cope.  

5. To investigate alternative forms of therapy and their effect on specific types of RMDs.  

All results were described in the first Dutch research agenda made by people with RMDs.   

Conclusion: Remarkably, the main problems people face with RMDs are not necessarily the 

same as the wishes they have for further research or development. The problems people 

face have to do with issues regarding living and coping with RMDs in everyday life, whereas 

their research-wishes are more medical. Fatigue is, however, an issue that is highly 

prioritized as a problem as well as a subject for further research. This goes for people with 

all types of RMDs.  

 

OP0284-PARE: THE INFLUENCE OF FUNCTIONAL TRAINING AND PSYCHO-SOCIAL SUPPORT 

by Nenad Nedić (Serbia) 

Background: Treatment of chronic noncontagious diseases in which we include RMD implies 

usage of medicines and non-medicine (changing bad lifestyle habits like losing nutrition, 

physical activity, smoking…). Unwanted cardiovascular and cerebrovascular states are the 

most common cause of shortening of live of people with RMD. None of the chemical drugs 

can replace physical activity. Physical activity dosage is individual, and depends on aerobic 

capability and heart rate increase, taking in account age, type of noncontagious diseases, 

level of tissue and organs damage as well as the type of work the person is engaged in.  

Patients with RMD have common symptoms, such as stiffness, fatigue, poor mobility, joint 

pain and muscle pain, anxiety and depression, and lack of fitness. In addition to physical 

medicine and rehabilitation and paleoclimatology, various forms of physical activity are 

recommended, such as walking, swimming, functional training. Today, moderate physical 

activity is known to help reduce fatigue, strengthen muscles and bones, improve flexibility 

and endurance of the joints, and improve general health. It is necessary to find the best 

combination of rest, activities and exercise programs to prevent deformities of the joints, 

the development of disability, improve the quality of life, and the mental health of patients 

with RMDs.  

Objectives:  

https://sites.eyeled.de/eular19/person?search=Nenad%20Nedić
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1. By practicing Cigong, an increase in the volume of movement in the joint, the 

strengthening of joint muscles and the improvement of general condition, pain relief, fatigue 

reduction is achieved and also, it helps patients look and feel better.  

2. The goal of Yoga is to neutralize and remove all obstacles that stand in the way and 

disturb the function of the body and the mind and achieves inner peace.  

3. Changing the psychological state during exercise also led to a positive way of thinking.  

4. Psycho-physical support for the people with RMD  

Conclusion: Practicing cigong, yoga and psycho-social support workshops help patients look 

better and feel better. Changing the psychological state during exercise also led to a positive 

way of thinking. All of this increased the effectiveness of drug treatment and improved the 

quality of life of patients with RMD.  

 

OP0285-PARE: SARCOPENIA IN PATIENTS WITH RHEUMATIC DISEASES by Jürgen Clausen 

(Germany) 

Sarcopenia is a progressive and generalized skeletal muscle disorder. Sarcopenia is defined 

as a state of: 

• Reduced muscle function: 

o Reduced muscle strength 

o Reduced muscle performance 

• Reduced muscle mass 

Prominent risk factors of developing sarcopenia are: 

• Lack of exercise 

• Immobility 

• Chronic inflammation 

• Malnutrition 

• Hormonal Disturbances 

Given the first three risk-factors, people with RMDs are more at risk of developing 

Sarcopenia. It is an issue that needs to be addressed more by RMD patient organizations.  

 

OP0286-PARE: DEVELOPING A VIRTUAL ASSISTANT TO PROMOTE EDUCATION ON 

OSTEOARTHRITIS by Elsa Mateus (Portugal) 

Background: Osteoarthritis (OA) is one of the most prevalent chronic rheumatic diseases 

(24% in Portugal, according to the Portuguese Society of Rheumatology) accounting for 

significant years of disability. Optimal management of OA requires active patient 

participation. A recent systematic review concluded that more effective information 

strategies are needed to respond to the needs of OA patients.  

Interactive computational simulation with Virtual Humans (VH) has been used with the 

purpose of educating or promoting lifestyle change in healthy people or in the management 

of chronic illnesses, such as diabetes treatment, including good users’ acceptance and an 

increase in their knowledge.  Knowledge acquisition is generally seen as a necessary 

condition for behavioral change. Applications with virtual humans offer a dynamic, 

interactive and easily accessible approach to enhance users’ knowledge. We did not find 

published literature on the use of virtual humans to educate people with OA.  

https://sites.eyeled.de/eular19/person?search=Jürgen%20Clausen
https://sites.eyeled.de/eular19/person?search=Elsa%20Mateus
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Objectives: To develop a web application to support education of caregivers and people 

with OA.  

Conclusion: Development of a virtual assistant web application to promote education on 

OA, resorting to a narrative approach and gamification principles, is on-going. Future work 

includes testing the application with experts and patients. 

 

OP0287-PARE: SETTING UP A EUROPEAN FEDERATION OF SJÖGREN’S SYNDROME PATIENT 

ASSOCIATIONS: HOW WE BUILT UP SJÖGREN EUROPE IN LESS THAN ONE YEAR by Alice 

Grosjean (Switzerland)  

Background: Despite its considerable prevalence among CTDs, SS has been devoted less 

research, interest, time and effort compared with other close conditions. Active and 

synergistic involvement of patients, clinicians and scientists in the definition of unmet needs 

and areas of future research is crucial.  

Objectives: To set up a perennial European Federation of SS patient associations to address 

the lack of visibility and the unmet needs, foster patient training and involvement in 

research and articulate patient voices throughout Europe.  

Conclusion: This project empowers the SS patient community, brings hope, injects a new 

energy in patient advocacy and breathes motivation for collaboration to researchers, 

scientists and clinicians. This presentation aims to share our story and the key learning 

points about the way we work and to spread the positive atmosphere.  

 

OP0288-PARE: WHAT DO YOUNG PEOPLE THINK ABOUT CONTINUOUS DATA COLLECTION 

IN CLINICAL RESEARCH AND THE TYPES OF ELECTRONIC DEVICES? by Laura Lunt (United 

Kingdom) 

Background: The use of wearable devices are of increasing interest to enable continuous 

data collection during drug trials. This is particularly pertinent when involving young people 

who are “digital natives” and have grown up with such technologies.  

Objectives: To ascertain opinions from young people regarding the design of wearable 

devices and the use of continuous data collection for a future clinical drug trial for juvenile 

idiopathic arthritis (JIA).  

Conclusion: Young people have clear opinions as to what they like and don’t like with 

respect to wearable data collection devices. As well as personal preferences, age specific 

considerations were highlighted by the young people.  

Initial thoughts about collecting continuous data in a clinical trial/research: 

• Can you keep the device after the research? 

• Non-invasive-many people wear watches. 

• Invasion of privacy 

• How does the process work? 

• Creepy 

• Who has access to the data? 

• How is the data stored? 

• Access to your own data. 

• Important to think about school rules and uniform policies before picking a device 

https://sites.eyeled.de/eular19/person?search=Alice%20Grosjean
https://sites.eyeled.de/eular19/person?search=Alice%20Grosjean
https://sites.eyeled.de/eular19/person?search=Laura%20Lunt
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Summary: 

• Young people are curious about continuous data collection and raise important 

questions.  

• There are gender differences in device features; for girls it is important what the 

device looks like, for boys it is important that gaming features are also added.  

• There are personal and age-specific preferences. 

It is therefore imperative not only to involve young people as research participants but also 

to involve them at early stages of research including trial design to ensure acceptability of 

data collection methods including the design of any devices proposed.  

 

OP0289-PARE: THE ROLE OF PATIENT ORGANISATIONS ON THE EDUCATION AND 

ESTABLISHMENT OF RHEUMATOLOGY NURSE by Androulla Phoka Charalambous (Cyprus) 

Background: Rheumatology Nurse is a practitioner well educated or with a specialty on 

Rheumatology diseases who help people with RMD’s to live as fully independently as 

possible. A Big Part of the rheumatology nurse’s job is to help patients with rheumatic 

diseases to release their pain and manage their symptoms. In Europe, the use of 

rheumatology nurses for the treatment of rheumatism is becoming more and more popular. 

In my country, this is not the case. There is still a lot of work to be done to apply the 

rheumatology practitioner. That’s why our organization is pushing the government to 

implement in the system Rheumatology Nurse.  

Objectives: During discussions between our organization and the Ministry of Health for 

asking the use of rheumatology nurse in the rheumatology outpatient clinic, since we don’t 

have a rheumatology inpatient clinic, the Ministry refused to give the authorization with the 

justification of not having any nurse specialist, educated or interested to be educated on the 

rheumatology fields. So this was a challenge for our organization: The “ Nurse Education on 

Rheumatology ”.  

Results: The organization had many meetings with the Government Nursing Services. The 

officers become very excited about the idea of having a New Education Program on such an 

interesting theme. After having a number of meetings about the development of the 

Program and after escaping the barriers, the program was done: Educational Program title  

“Patient Care with Rheumatic Diseases”. Duration of the training: 3 months, 1 day per week, 

with 3 days of Clinical Exercise on outpatient Rheumatology Clinic and 1 Day on the Care 

Department- preparation and delivery of biological and biosimilar factors. Success in the 

Program requires Final Written Evaluation (60%) and Case study (Presentation). Patient 

Organization: 5 Lectures- Workshops. The education took place from October to December 

2018. 27 Nurses have been educated. The program includes between a lot of Lectures, 

Patient Raise Awareness and Patient Perspective which were given by our Patient 

Organization. The lectures were given from Organizations ‘Psychologist staff and from 

Volunteers Patient Experts for giving the patient perception for the treatment and for the 

self-management of their condition and Organization‘s Big Role regarding the disease 

awareness, treatment, and management. Organization conducted a survey among the 

participants and the results are very encouragingly to continue the tries to implement the 

Rheumatology Nurse in the outpatient and inpatient Rheumatology Clinics of the Country. 

https://sites.eyeled.de/eular19/person?search=Androulla%20Phoka%20Charalambous
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At the question “after training will you be interested in working as a Rheumatology Nurse in 

a Rheumatology Clinic? ’The answer was YES for the 100% of the participants .  

Conclusion: The importance of nurses’ involvement in the treatment of rheumatic diseases 

is enormous. This has been demonstrated in Europe. Our Organization shows the significant 

role of nurses for achieve the maximum results on the patient treatment. Also the 

organization has been able to prove the importance of the contribution of patients to better 

treatment of the disease. It has also demonstrated to the state the need for a Rheumatology 

Nurse and refutes their excuses. 

  

12.00-13.30 hours  F14: PARE poster tour II (PARE) 

 

PARE0011: PILOTING THE FIRST PATIENT PARTNERS PROGRAM FOR AXIAL 

SPONDYLOARTHRITIS: THE JOURNEY OF BELGIAN PATIENTS TO BECOME EXPERT TEACHERS 

IN RHEUMATOLOGY by Jahel Roels (Belgium) 

Background: Patients with axial spondyloarthritis (axSpA) were trained to deliver 

experience-based workshops to medical students, general practitioners, physiotherapists 

and other healthcare providers concerning axSpA. The most important aims of these 

workshops are to improve the early diagnosis and to increase awareness of axSpA in the 

medical sector. Taking an expert role as a patient however requires an extensive training. 

Objectives: To describe the training program in detail and to illustrate both the less 

successful and the optimal implementation steps taken thus far. 

Methods: In its first iteration, the training program was developed as a resource book 

including a curriculum, significant amounts of homework, without enough time for practical 

exercises. This resulted in a drop-out of a large portion of trainees. Thereafter, the training 

method has been adapted by copying successful parts of the approach of The Patient 

Partner ® Program for Rheumatoid Arthritis (launched in 1999). Also, more concrete training 

opportunities via a DVD demonstrating the complete course and training materials, as well 

as offering hands-on trainings during a three day overnight stay were added. Besides 

creating opportunities for intensive practicing with each other, there was also more time for 

informal contacts and it allowed for proper group dynamics. So there is a lot of time for 

sharing among patients with a similar health background. A comfortable environment was 

created for the candidates, enabling them to go through a complete process and giving them 

sufficient time to train all the components of the program. 

Results: On February 22nd 2018, five fresh SpA-patients started the training, all five of them 

successfully completed the training on June 2nd 2018. On a first evening of familiarization, 

trainers tried to know more about the motivation of the trainees, while in an individual 

interview a rheumatologist reassured that the candidates have the correct diagnosis, as 

their story should be consistent. The selected candidates received part 1 of the training 

manual by mail and they were invited to profoundly study the terminology and the 

anatomy, related to their disease. 

During the first full day of the training, the trainers took time to explain this terminology and 

anatomy. Later on this constituted the building blocks of the course. The trainers closed this 

first day demonstrating the history taking and they asked the trainees to study at home their 

personal medical file. 

https://sites.eyeled.de/eular19/person?search=Jahel%20Roels
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On day 2, the homework of the previous day was first discussed, followed by related 

exercises. Day 2 finished with the demonstration of the clinical examination. 

The training program was completed with three days with overnight stay. During these days 

a lot of practical exercises of the clinical examination were organized, followed by a 

discussion of the impact of the disease and the importance of active participation. The 

program ended with a general rehearsal and a written as well as an oral test to evaluate how 

each trainee had assimilated all this. 

Conclusion: In the training program PPP SpA, the trainees learn to tell a uniform and 

academically correct story. This contains an accurate history taking and a correct clinical 

examination reinforced by the personal history of the Patient Partner. Moreover the whole 

process helps each Patient Partner to have a better insight in their own illness, a better 

capacity to cope and to develop more skills in the dialogue with medical practitioners. The 

experienced positive feedback of the trainees after every course is the best motivation to 

continue with this approach. 

 

PARE0013: EDUCATING PEOPLE WITH RMDS TO FOLLOW A CORRECT DIET: AN 

INNOVATIVE 3 STEPS PROJECT by UGO VIORA (Italy) 

Background: Patients associations in Italy as in all the European countries have a strong role 

not only in empowering people with Rheumatic and Muscle-skeletal Diseases (RMDs), but 

also in educating them to new healthier lifestyles, comprehending physical activity and diet. 

In Italy, the special relationship between people and food make our job more difficult than 

in other countries and it needs to try new ways driving people with RMDs to a correct diet 

without feeling different from the healthy population 

Objectives: 

• to make patients, their families & care givers and the society aware of how much 

important is to follow a correct diet to prevent some of the damages that may be related to 

rheumatic diseases; 

•  to make patients and their families aware of the importance to rely on experts in setting 

up correct dietary regimes; 

•  to educate people with RMDs to a correct diet and healthy lifestyle, showing them it is 

possible to eat meals appetizing, tasty and also appearing beautiful even if following an 

appropriate and healthy regimen. 

Methods: STEP 1 - ANMAR published “RMDs and diet”. The booklet written by dr. Annalisa 

Olivotti, biologist and nutritionist, contains all topics concerning diet and RMDs; the 

Rheumatologist position and some suggestions by patients are present too. The booklet has 

been sent to all people receiving the ANMAR magazine “Sinergia” and was available for free 

in all ANMAR events and on its website. 

STEP 2 – Since September 2018, through the regional associations, ANMAR organized a 

series of events to educate all the population and especially patients, their families and care 

givers, to follow a healthy diet, as a first aid to the pharmacological therapies. 

STEP 3 - To complete the educational pathway of each meeting, all participants can 

experience how fun may be eating in a healthy way, having a dinner cooked by local chefs 

who have previously received a complete list of the most suitable foods for proper nutrition 

for people with RMDs. 

https://sites.eyeled.de/eular19/person?search=UGO%20VIORA
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Results: The project is still ongoing: nowadays we can refer these data: 

• 15.000 copies of the booklet “RMDs and Diet” were published and distributed 

• 5 meetings were organized, directly approaching a total of 450 people 

• All participant highly appreciated the healthy menu cooked in the dinners 

• 54 new recipes have been sent to the regional Association of Piemonte, leader 

of the project 

• Using a “free – offer” request to enjoy the dinner, the project may also become 

a good fundraising way for the regional association organizer. 

Conclusion: Data collected seem to confirm this one may be a suitable way to overcome the 

Italian cultural gap which leads to live diet as a bad and depressing lifestyle, as in Italy eating 

is not only a way to feed on, but an enjoyable moment. 

We hope further data will enforce this first impressions and definitely confirm it. 

 

PARE0014: PATIENT VOICE IN GOUT – A EUROPEAN PATIENT SURVEY TO UNDERSTAND 

THE NEEDS OF PEOPLE LIVING WITH GOUT by Ana Vieira (Portugal) 

Background: Gout is one of the most common form of inflammatory arthritis in Europe, but 

awareness of it is relatively low. There is limited information available about the impact of 

gout on patients, and more generally on society. 

Objectives: To give gout patients a voice to better understand the impact that the disease 

has on their lives. 

Methods: From June to September 2018, gout patients from 14 European countries were 

invited to complete a 15 minutes online survey. Adult (18+) patients diagnosed with gout 

who met the criteria and finished the survey were included in the analysis. The design and 

content of the survey has been developed together with several patient and clinical experts 

to ensure that the most relevant aspects of the disease were covered. The questionnaire 

was translated into 11 different languages and checked that patient-friendly language was 

used. Patients were recruited via patient associations, leaflets provided to doctors and 

consumer online market research panels to reach the targeted number of patients. 

Results: 1,100 gout patients completed the survey, 78% of respondents were male and 22% 

female. The mean age of participating patients was 55 years, 56% were employed or 

studying. The mean age of patients at diagnosis was 45 years and 38% were diagnosed 

during their first flare. The patients had on average 2.9 flares per year and the length of their 

last flare was 5 days on average. 84% of patients experienced moderate to severe pain with 

their most recent flare, 63% had severe pain with their worst flare ever. Patients reported 

that gout has a significant impact on their daily activities: on their ability to walk (59%), 

changes in mood and mental well-being (43%) and difficulties relating to their partner (26%). 

27% of patients reported that their self-esteem has dropped. 

Inconvenience (53% of patients), agony (37%) and frustration (32%) were the words patients 

most often associated with gout. 10% of patients (or a family member) have retired or lost a 

job because of their gout. 

Despite reporting these not-insignificant impacts of gout on their lives, 79% of patients said 

that they are satisfied with their current treatment. However, two-thirds (68%) of younger 

patients (18-35 years) reported that they are satisfied with their current treatment. 
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69% of gout patients felt they have an open and trusted relationship with their doctor. But 

42% of patients told their doctor about <50% of their flares in the year. Over a quarter of 

gout patients who have had 5 or more flares feel they are wasting their doctor’s time. 60% 

of patients said that they know nothing or very little about their condition, and 94% of the 

patients rated that there is no or very little knowledge amongst the general public about 

gout. 

Conclusion: The results of this survey demonstrate that gout has a significant impact not 

only on patients, but also on their families and society. Gout seems to lead to stigma and 

many patients may feel guilty about their lifestyle choices. Actions need to be taken to 

manage dissatisfaction of patients and to encourage them to speak up to request better 

management of the disease. There seems to be an urgent need to educate both patients 

and the general public about the seriousness of gout and the burden on patients and their 

families. The results of this survey will be used for communication with healthcare 

professionals to better address patients’ unmet needs. 

 

PARE0015: EMOTIONAL HEALTH AND WELL-BEING MATTERS by Ailsa Bosworth (United 

Kingdom) 

Background: The most common co-morbidities amongst people with RA are mental health 

conditions, such as depression and anxiety, as evidenced by previous surveys and reports by 

the NRAS. NRAS also understands, through interaction with its membership across the UK, 

that mental health and well-being are important issues for people living with RA and JIA. 

NRAS therefore partnered with City University to undertake a survey exploring the impact of 

RA and adult JIA on mental health. 

Objectives: To explore the psychological impact of Rheumatoid Arthritis (RA) and Juvenile 

Idiopathic Arthritis (JIA), along with any psychological support people may have received or 

would like to have access to, to help manage the anxiety, emotions and stresses that come 

with being diagnosed with and living with RA or JIA and its treatment. 

Methods: Following a focus group held in Central London in early 2018 with a dozen NRAS 

members, NRAS and City University designed a survey to look at a range of aspects relating 

to emotional health and well-being, including validated questionnaires to compare data to 

existing research. The survey was open between May and July 2018, with participants 

recruited via NRAS newsletters, social media platforms, the NRAS HealthUnlocked forum 

and via healthcare professionals at rheumatology units. A total of 1,999 people participated 

in the survey and a final sample of 1,650 was used for analysis. 

Results: The survey found that people with RA and adult JIA were less satisfied with their 

life, believed the things in their life were less worthwhile, and were less happy. The 

proportion of people who scored poorly on life satisfaction and life worth was over 7 times 

greater in those with RA and adult JIA than the national average. Despite this, the survey 

found that 2 in 5 people had never been asked by a health professional about their 

emotional and psychological well-being, and 1 in 3 people who had requested or been 

offered support had never received it. Positive experiences that respondents shared of 

psychological support, such as GPs and rheumatologists being very supportive, the 

importance of family, and services offered by NRAS, demonstrate the benefits of good and 

appropriate support being available. Negative experiences, such as lack of health 
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professional understanding about mental health, lack of understanding of RA by counsellors, 

and lack of personalized care demonstrate the future work that must be done to help 

adequately support people with RA and adult JIA. 

Conclusion: The survey has demonstrated the need to provide more effective self-

management techniques of emotional as well as physical well-being, ultimately leading to 

overall improved health outcomes. In line with NICE guidelines, other additional support is 

needed, such as the availability of cognitive behavioral therapy and the implementation of 

mental health and well-being assessments at annual review. Further research is needed into 

specific areas, such as health inequalities and why people with severe mental health issues 

experience poorer disease activity, understanding why adults with JIA have poorer life 

quality than people with RA, and understanding the impact of psychological interventions 

for people with adult JIA. 

 

PARE0016: IMPACT OF AXIAL SPONDYLOARTHRITIS ON PATIENTS’ PROFESSIONAL LIFE: 

RESULTS FROM THE ONLINE SURVEY EMAS OF 638 FRENCH PATIENTS by LAURENT 

GRANGE (France) 

Background: Axial spondyloarthritis (axSpA) can result in functional limitation and work 

disability. However, there are little data in the era of biologics. 

Objectives: The aim of this analysis was to evaluate the impact of axSpA on professional life. 

Methods: Between December 2017 and February 2018, patients followed for axSpA by their 

rheumatologists or affiliated to the French patients association AFLAR, and self-reporting 

axSpA, participated in the European Map of Axial Spondyloarthritis (EMAS) cross-sectional 

patient survey1. Socio-demographics (age, gender, relationship status, educational level, job 

status), disease activity (BASDAI) and the impact of axSpA on professional life (job choice, 

working hours, sick leave, unemployment and relationship with colleagues) were collected. 

The participants who were employed and working at the time of the survey were regrouped 

as “employed” and the ones employed or on temporary sick leave or students at the time of 

the survey as “active”. No imputation of missing data was performed and the analyses were 

descriptive. 

Results: In France, 638 persons (mean age 41.5 ± 11.1 years, 77% females, mean disease 

duration 6.9±8.2 years, mean BASDAI 5.9±1.7) participated to the survey. About half of them 

(51%) had a university degree. At the time of the survey, 54% were employed, 26% in 

temporary or permanent sick leave, 7% unemployed, 6% retired, 5% homemaker and 2% 

students. Overall, 176 (28%) received social compensation for handicap or disability due to 

their axSpA. Regarding the employed ones (n=331), 50% were unskilled workers, 15% had an 

intermediate profession and 23% a white-collar job. The majority (73%) reported working 

issues related to axSpA in the last 12 months, such as sick leave (60%), reducing or 

difficulties to fulfill working hours (62%) or missing working hours for health appointments 

(33%). Among patients on temporary sick leave (n=72), 92% reported that it was the 

consequence of their axSpA and the mean duration of their temporary sick leave in the last 

12 months was 5.4±4.0 months. Considering active people (n=418), 39% declared that their 

relationships with their work colleagues were worse since their axSpA. AxSpA had also 

influenced 55% of them in their job choice and drove 44% to adapt their workplace and 34% 

to move to another job. Finally, 62% expressed their fear to lose their job because of axSpA. 
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Conclusion: In this survey of 638 young axSpA patients, 66% of participants were active; the 

impact of the disease on professional life was described as important and often had 

consequences including permanent sick leave or unemployment. These aspects of axSpA 

should be better assessed. 

 

PARE0018: ENABLING PATIENT-CENTRED CARE IN RHEUMATOID ARTHRITIS AND 

ASSOCIATED COMORBIDITIES by Neil Betteridge (United Kingdom) 

Background: Patients with rheumatoid arthritis (RA) have an increased risk of comorbidities 

such as diabetes (IR of 8.6 per 1000 person-years (1) ; 20% prevalence (2) ), interstitial lung 

disease (7.7% incidence (3) ; up to 60% (interstitial lung abnormalities in early RA) (4) ), 

depression (up to 200% (5) ; 16.8% (6) ), and cardiovascular disease (40-70% (7) ; 5-

12.9% (8) ) which contributes to increased long-term morbidity and mortality (9) . However, 

despite advances in treatment there are few established recommendations on the 

management of RA-related comorbidities. 

Objectives: This study aimed to identify examples of good practice in the care of RA and 

associated comorbidities meeting standards of patient-centred care, and consider how these 

could be implemented in other European centres. 

Methods: Following a literature review, multidisciplinary teams including specialists in 

rheumatology, cardiology and internal medicine, nurses, physiotherapists, psychologists, 

patient liaisons and care coordinators at 12 selected specialist centres across Europe (1 

centre per country) were interviewed (approx. 180 interviews). The models identified were 

critically reviewed by a group of experts including a patient representative, and the degree 

to which the interventions impacted patient care and could be implemented in other 

centres was evaluated. 

Results: Several care model interventions were identified which may improve quality and 

the patient’s experience of care, e.g. fully integrated screening and diagnosis of 

comorbidities; coordination and sharing of care across different disciplines of comorbidity 

management; tailored individual education of patients and family members on lifestyle; 

enabling virtual engagement between patients on lifestyle management; and optimised 

convenience for patients having to attend multiple specialty appointments. 

Conclusion: This study identified and evaluated interventions that may improve patient 

outcomes and quality of care in RA and associated comorbidities. The next steps will be to 

disseminate and implement these examples of good practices in a variety of European 

healthcare systems and settings. 

 

13.30-15.00 hours Benefits of involving patients in health assessment (clinical) 

 

SP0127: Patient engagement within the European Medicines Agency by Nathalie Bere 

(United Kingdom) 

The European Medicines Agency (EMA) is the European regulatory body whose role is to 

evaluate and supervise medicines across the European Union.  

EMA has been engaging with patients and consumers for many years and today, patient 

involvement is an integral part of the work at EMA, with a diverse range of opportunities in 

place to include the patient‘s voice at various stages along the medicines regulatory life-
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cycle. Key to successful engagement has been the need for flexibility, a range of well-tested 

methodologies and a robust system of support and training.  

Patients and caregivers’ real-life perspectives and unique insights complement the scientific 

data within EMA reviews; they provide input on proposed protocol designs and participate 

in expert meetings and written consultations on medicines evaluation. They are voting 

members of EMA committees and they review medical information written for the public. 

Evidence has shown their contributions make a difference and ultimately help ensure that 

the Agency’s outcomes are as meaningful and relevant as possible for all concerned.  

Medicine can get a license through 2 ways: centralized and via national procedures (via 

member states). Pretty much al medicines in Europe have to go by the EMA to be allowed 

on the market. Involving the patient in de EMA started with a simple dialogue and ended in 

a formal system. There are different stages of involvement: pre-submission, evaluation and 

post marketing research. In last years over 900 patients in different activities.  

Patients and Consumers Working Party and Healthcare Professionals Working Parties 

formed a unique platform. Patients are involved through different methodologies. And 

patients are supported in different ways. Any organization can register for involvement, as 

well as individuals. Around 50% of the comments of patients are taken into account.  

Areas of patient involvement: 

• Data (which type of PROS should be used in research?) 

• Decision problems (help define the research question, review of recommendations) 

• Scientific judgement and analysis (make sure that a manual is used, if a patient’s 

perspective is included, let patients be involved in the updates of manuals) 

• Value (how important is a certain outcome relative to another? Use of patient’s 

experiences to highlight the criteria.) 

• Recommendation (review and provide feedback, help disseminate) 

• Decision (advocacy role: are decisions consistent with recommendations?) 

• Governance (patients can contribute to reviews, help in the evaluation of patient 

involvement processes.) 

Challenges: 

• Lack of an agreed and good method to obtain/provide patient evidence. 

• Not knowing the stage at which patient engagement is needed and most useful. 

• Patient involvement is sometimes seen as time intensive and there is a lack of 

capacity in guidance of patients from patient organizations.  

• High to moderate involvement is mainly seen in the phases of dissemination, 

assessment, production of information and external reviews. Low to no involvement 

is seen in the phases of identification, filtration and prioritization.  

Conclusions: 

Engaging with patients: 

• Brings everyday aspects of living with a disease into scientific discussions 

• Helps bridge the gap between clinical trial data and real world data 

• Increases transparency, awareness and understanding 

Engaging in a stepwise approach; learn together what format works best: 

• Define roles: manage expectations, give feedback 
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• Ensure engagement; this is mutually beneficial 

Everyone has a role to play to ensure engagement happens 

Engaging with patients leads to more meaningful outcomes 

 

SP0128: The various roles of patient participation in HTA by the example of IQWIG by 

Virginia Seiffart (Germany) 

Background: The involvement of affected persons in preparing systematic reviews and HTA 

represents an established international standard of benefit assessment. The Institute of 

Quality and Efficiency in Health Care (IQWiG) is a professionally independent scientific 

Institute founded within the framework of the German Health Care Reform of 2004 as an 

establishment of the Foundation for Quality and Efficiency in Health Care. IQWiG provides 

benefit assessments addressing issues concerning the statutory health insurance services. Its 

responsibilities include among others the preparation of scientific reports, expert opinions 

and comments on quality and efficiency issues taking age, gender, and personal 

circumstances into account.  

Objectives: The goal of this presentation is to provide an overview on different paths of 

involvement of patients and affected persons at IQWiG.  

Results: The way patients are involved in health assessment technologies differs between 

countries. IQWiG is an independent institute. Their main principle is to work independently 

on patient-relevant outcomes. Patient experts can be asked to give their opinion through 

written and oral consultations. It depends on the time frame. In 2017/2018 there were 106 

consultations.  

Conclusion: As representatives of patients or self-help groups are sometimes not patients 

themselves and cannot directly account for symptoms or their impact on the quality of life, 

focus is placed on involving persons directly affected. Different assessments require distinct 

types of involvement depending on the available time and the confidentiality of the topic.  

 

SP0129: A patient’s view on patient involvement by Souzi Makri (Cyprus) 

Background: HTA as defined by the EUPATI: Health technology assessment aims to inform 

decision making by health care policy makers. It is a systematic process that considers health 

technologies (such as medicines) and can involve a review of: Clinical evidence compared to 

existing models of care, Cost effectiveness, Social and ethical impacts on the health care 

system and the lives of patients EUPATI Overarching principle: “We recommend close 

cooperation and partnership between the various stakeholders including healthcare 

professionals’ organizations, contract research organizations, patients’ and consumers’ 

organizations, academia, scientific and academic societies, regulatory authorities and HTA 

bodies and the pharmaceutical industry. Experience to date demonstrates that the 

involvement of patients has resulted in increased transparency, trust and mutual respect 

between them and other stakeholders. It is acknowledged that the patients’ contribution to 

the discovery, development and evaluation of medicines enriches the quality of the 

evidence and opinion available.”  

Objectives: Inform decision making by health care policy makers. It is a systematic process 

that considers health technologies (such as medicines) and can involve a review of:  

1. Clinical evidence compared to existing models of care,  
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2. Cost effectiveness,  

3. Social and ethical impacts on the health care system and the lives of patients  

Results: There are four main challenges according to all three stakeholders to involve 

patients in HTA: (1) lack of an agreed and good method to obtain/provide patient evidence, 

(2) not knowing the stage at which patient engagement is needed and most useful, (3) 

patient involvement process being time intensive, and (4) lack of capacity (HTA agencies, 

decision-making bodies, patient organizations). These themes represent all different forms 

of capacity that need to be in place for a meaningful patient involvement in HTA. According 

to the responses from the HTA agencies, high to moderate involvement is mainly seen in the 

phases of diffusion and dissemination, assessment, production of information, and external 

review. Low to no involvement is seen in the phases of identification, filtration, and 

prioritization.  

Conclusions: The role of patient is very important in HTA in all aspects of the process. Before 

the medicine is developed, within HTA and when recommendations are made.  

As patients’ life and health state will be a affected by new technology, their input is vital in 

all stages of evaluating a new technology or medicinal product. Patients should be part of 

the process to explain WHY and HOW important is the proposed technology for the health. 

If there no involvement in all stages there is a risk of not deciding on the most appropriate 

technology and for crucial needs remain unmet.  

Patients should be involved from the very start of a medication development process. It 

results in more transparency and trust of other stakeholders.  

How well educated do patientpartners have to be when joining? It differs; some 

patientpartners need the EUPATI course others can talk from their own experience.     

 

OP0321-PARE: A NOVEL APPROACH TO REACH PATIENTS FOR EDUCATIONAL PURPOSES - 

VIRTUAL CONFERENCE REUMANET by Mitchell Silva (Belgium) 

Background: Every two years, ReumaNet organizes a conference for patients addressing 

various topics of rheumatic and musculoskeletal diseases (RMD). Traditionally, about 200 

individuals attend this event. For the last edition however, ReumaNet swapped the face-to-

face event with a virtual one. This allowed us to reach far more people, who could attend 

the ‘conference’ online whenever they wanted, over a period of four weeks.  

In the virtual symposium everything is quite the same as in a real time symposium. There is 

an introduction by the president organizing the event, there are lectures on new 

developments with regards to RMDs and life with RMDs. You can ask questions to the 

speakers (not live but via e-mail) and visit virtual information booths.  

Objectives: The objective was to assess the impact, reach and patient experience of such a 

virtual event.  

Conclusion: This event was considered to be very successful. The results showed that this 

virtual event exceeded our expectations and had an impact on the visibility of our 

organization via social media. This type of event has been expanded towards sister 

organization’s in rheumatology, such as the Belgian organization for healthcare professionals 

and can serve as an innovative way for other European patient organizations to attract new 

profiles and increase awareness of RMDs among the broad public.   
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The amount of visitors increased dramatically when comparing it to the face-to-face visits at 

the other congress. Many visitors would like to repeat this again in the future. The best parts 

of the congress? The sessions with regards to new treatments of RMDs and with regards to 

living with RMDs. The online testimonials with personal stories about people with RMDs 

were read less. Put shortly: the congress was a success.  

 

13.30-15.00 hours   Safety First! Infectious complications and pregnancy issues in 

patients with rheumatic diseases  

 

SP0110: WIN: Pregnancy issues in patients with rheumatic diseases: the OB perspective for 

rheumatologists by Catherine Nelson-Piercy (United Kingdom) 

Background: Rheumatic disease predominantly affects women of child-bearing age and are 

commonly encountered in obstetric practice. Pregnancy poses an important challenge for 

doctors looking after these women. Knowledge about medication safety, the effect of 

pregnancy on the disease, and vice versa, together with pre-conception counselling and 

multidisciplinary team care, are important to provide the best obstetric and medical care to 

these women. Women with rheumatic have increased risks of miscarriage, preterm delivery, 

pre-eclampsia, fetal growth restriction, and disease flare in pregnancy. The main risk factor 

for adverse pregnancy outcomes in inflammatory arthritides is active disease/flare. For 

women with SLE the risks are lupus nephritis, particularly with CKD class 3-5, anti Ro/La 

antibodies, active disease and antiphospholipid antibodies. The most important issues of 

delaying pregnancy until there is quiescent disease, ensuring continued remission by 

continuation of drugs that are safe in pregnancy and adequately and promptly treating any 

flare of disease will be discussed. Adequate surveillance of the mother and fetus is 

imperative, but stratification of women is important to ensure that those with low risk 

pregnancies are not over medicalized.  

Learning Objectives: 

• Understand the importance of pre pregnancy counselling for women with rheumatic 

disease in pregnancy  

• Understand the risk factors for adverse pregnancy outcome in women with rheumatic 

disease  

• Understand the medications which are compatible with use in pregnancy and lactation  

• Understand the management of rheumatic disease in pregnancy  

Results: 

Medication that can be used during pregnancy: 

• Steroids 

• Azathioprine 

• Cyclosporin/Tacrolimus 

• Hydroxychloroquine 

• Sulfasalazine (5mg folate) 

• TNF blockers 

• IVIG 

Medication that can’t be used during pregnancy: 

• NSAIDs (3rd trimester) 
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• Cyclophosphamide(1st trimester) 

• Methotrexate, thalidomide 

• Chlorambucil 

• Gold, D-penicillamine 

• Mycophenolate mofetil 

• Leflunamide 

• Rituximab 

EULAR: When to stop biologics: 

• Infliximab/adalimumab (20 weeks) 

• Etanercept (30-32 weeks) 

• Certulizumab throughout 

All biologics are compatible with breastfeeding.  

Other points: 

• Individualize the decision of RMD medication during pregnancy to each particular 

patient, particular disease and particular drug (and suitable alternatives).  

• Children exposed at the late second and during the third trimester of pregnancy can 

follow vaccination programs, but should not receive live vaccines in the first 6 

months of life. 

• The concentration of a drug in breast milk correlates with the concentration of a 

drug in maternal blood. The concentration peaks when the drug level peaks in the 

mother.   

Conclusions: There is an understandable reluctance to prescribe drugs, particularly 

immunosuppressant drugs, in pregnancy and in breast feeding mothers. However much 

harm can result if drugs are withdrawn, omitted or the dose reduced inappropriately. Active 

disease has an adverse effect on female fertility and time to pregnancy as well as impacting 

adversely on pregnancy outcomes.  

Guidelines from the British Society of Rheumatology and EULAR have reviewed the safety 

data for antirheumatic drugs in pregnancy. These publications include recommendations for 

which drugs are compatible with pregnancy and during lactation. These guidelines should 

reduce errors of omission where important medication for disease control are discontinued 

prior to or in pregnancy and empower rheumatologists to help women to time their 

pregnancies during disease remission and with continuation of medications including 

biologics compatible with pregnancy.  

 

HOT: Risk assessment, treatment and prevention of infections in rheumatic diseases: the 

infectious specialist perspective by Kevin Winthrop (United States of America) 

Inactivated annual vaccine for all RMD patients: 

• High dose flu vaccine 

• Quadrivalent versus trivalent 

• ‘Egg allergy’ not a contraindication 

Conclusions: 

JAKs look like biologics: 

• With exception of latent viral disease. 
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HBV and TB preventable and treatable 

Vaccinate: 

• Before biologics and MTX 

 

15.30-17.00 hours Overdiagnosis and -treatment in inflammatory Arthritis (Clinical) 

 

Does overdiagnosis exist in inflammatory rheumatic diseases? by Robert B.M. Landewé 

(Netherlands) 

We like to talk about undertreatment and late diagnosis of RMDs. It is a hot topic at the 

moment. But we don’t talk as much about the overtreatment of RMDs: 

• Is treating as early as possible always better? In cancer-therapy it is quite important; 

early treatment can prevent death. Also preventive screening for diseases is 

important. But: who looks for disease shall find disease. One out of three people 

who’s disease is discovered during preventive screening and receives treatment 

shouldn’t have had treatment.  

• Then why bother for screening? Two reasons: early detection and treatment of a 

disease leads to more milder cases and less treatment per case. But screening for 

early diagnosis does cause for a lot of anxiety in people who are screened. It also has 

financial consequences for society.  

• Does overdiagnosis exist in inflammatory RMDs? There are some areas: 

o Early undifferentiated arthritis 

o Clinically suspect Arthralgia  

o Osteopenia-Osteoporosis 

o Non-radiographic axial spondyloarthritis 

• The new diagnosis of Axial SpA rests on 3 pillars: 

o Positive MRI (imaging) is dominant 

o Axial SpA may exist without positive imaging 

o Patient-reported signs and symptoms are highly valued 

• In the treatment of RMDs we are now in the ‘early is always better’ paradigm. The 

question is if this is the case for everyone with an RMD because the mild RMD cases 

will not always become severe RMD cases if untreated. In Axial SpA for instance, the 

question arises: Is Axial SpA sometimes an illness that will never make you ill?  

• Is there too much Axial SpA reported?  

o Studies report 25% of patients with chronic back-pain having non 

radiographic Axial SpA.  

o Studies report non radiographic Axial SpA in populations with very low HLA-

B27 prevalence. 

o Studies report ‘positive MRIs’ in healthy people.  

• There is a bit of friction between the importance of an early RMD diagnosis & 

treatment and the drug industry.  

• It is important that within this friction professionals stay calm, be a bit smarter and  

prevent check-box medicine when diagnosing and treating RMDs.  
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OP0323: USEFULNESS OF UNIVERSAL ANTINUCLEAR ANTIBODIES TESTING IN EARLY 

ARTHRITIS REFERRALS by Mariana Luis (Portugal) 

Background: The CHUC Early Arthritis Clinic, founded in 2011, intends to provide a prompt 

response to patients with recent onset of symptoms suggestive of an inflammatory 

rheumatic disease (IRD). By research protocol, all patients are screened at baseline for the 

presence of antinuclear antibodies (ANA). The majority of the patients (91%) with a positive 

ANA test however do not have an ANA-related disease. An analysis was there for performed 

to evaluate the usefulness of universal ANA testing in these patients.  

Objectives: To evaluate the prevalence and clinical correlates of ANA positivity in early 

arthritis referrals.  

Conclusion: Early Arthritis Clinic referred cohort has a high prevalence of IRD but a low 

prevalence of ARD which explains the poor predictive value of ANA in this setting, especially 

when considering lower titters and when compared with specific referral criteria. Thus, 

universal ANA testing in Early Arthritis Clinic referrals seems unjustified, given its costs and 

added value. Studies designed to optimize the use of ANA in this context are warranted.  

 

SP0141: Does imaging lead to overdiagnosis and overtreatment? by Duncan Porter (United 

Kingdom)  

Background: The use of musculoskeletal ultrasound (MSUS) and magnetic resonance (MR) 

imaging is widespread in the diagnosis and management of patients with rheumatic disease. 

Interpreting the images, and their implication for clinical management is challenging, 

particularly in the community, in mild/early disease, when there is discordance between 

clinical and imaging findings, and in the presence of co-morbid joint disease.  

Objectives: – to review the evidence about whether the use of imaging results in over-

diagnosis and over-treatment. Specifically, the following issues will be addressed, using 

rheumatoid arthritis as the exemplar:  

• To review the prevalence of ‘abnormal” MSUS and MR findings in the general 

population  

• To understand the prevalence and significance of sub–clinical joint inflammation  

• To summarize the evidence from clinical trials about the risks/benefits of treating to 

a target of imaging (rather than clinical) remission  

Conclusion: It is impossible to interpret the results of imaging correctly, without knowing 

the clinical context. Clinicians need to understand the value and the limitations of imaging, 

and should not pursue a simplistic or binary approach when interpreting the results - 

otherwise over-diagnosis and over-treatment will be the result. To date, the evidence from 

RCTs in the management of RA suggest that a ‘treat-to-target” approach should aim for 

clinical and not imaging remission. Put shortly: Does imaging lead to overdiagnosis and 

overtreatment? Yes, but only when doctors use imaging inappropriately! 

 

15.30-17.00 hours  Cannabis for arthritis hype or hope?  

 

SP0146: Benefits of cannabis to your joints: hype or hope? by Serge Perrot (France) 
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Cannabis-based medicines have been approved for pain management in a number of 

countries. However, there are uncertainties and controversies about their role and the 

appropriate use of these medicines for the management of chronic pain, particularly in 

musculoskeletal conditions. These ancient drugs are now being rediscovered and considered 

as modern analgesic approaches in the context of cannabis legalization in more and more 

countries. The fight for cannabis legalization is frequently confused with the search for new 

analgesics in a medical context. Furthermore, there is a confusion between herbal cannabis, 

medical cannabis and cannabinoids. Therefore, it is important to differentiate products and 

situations and look beyond prejudice and misconceptions, to discover whether there are 

pharmacological and clinical data to support the use of medical cannabis and cannabinoids 

in musculoskeletal conditions and arthritis. Aside from media and social discussions, we will 

try to answer to the current hot question for a clinician is “Is it possible to recommend 

medical cannabis as a new analgesic option in musculoskeletal conditions?”  

 

SP0147: Ethical issues in medical cannabis use by Steve Alexander (United Kingdom) 

Background: The human history of Cannabis is chequered.  

We have evidence from the Ebers papyrus of ancient Egypt (1450 BCE) that ‘shm-shm-t’ was 

used as a medication for what appears to have been topical inflammatory issues. In the 

Atharva Veda (∼1500 BCE), ‘bhang’ was considered one of the five sacred plants of India. 

The Old Testament refers to ‘kaneh-bosm” as a component of a ceremonial anointing oil. In 

the UK”s Elizabethan era, Cannabis, as hemp, was grown widely for fibre to make rope and 

sail for the Royal Navy. In Victorian times, WB O”Shaughnessy brought back from India to 

the UK the medicinal use of Cannabis preparations for its reputed analgesic, anti-emetic, 

anti-inflammatory and anti-convulsant properties. In the modern era, Cannabis is a Schedule 

1 drug in many countries - a legal status defined as having high abuse potential with no 

currently accepted medical value.  

Objectives: To consider the ethical issues associated with the use of Cannabis-derived 

preparations for medicinal purposes.  

Conclusion: Cannabis is unique among the Schedule 1 list, because extracts from the plant 

are licensed medicines in different parts of the world. The two most widely-researched 

metabolites from the plant are Δ 9 -tetrahydrocannabinol and cannabidiol (THC and CBD). 

The clinical uses of nabiximols (THC:CBD 1:1, combined with other minor cannabinoids) and 

nabilone (a synthetic THC analogue) for multiple sclerosis and antiemesis, respectively, as 

well as cannabidiol and dronabinol ((-)- trans -THC) for childhood intractable epilepsy and 

cachexia, respectively, identify that Cannabis -derived medicinal products have therapeutic 

value.  

Cannabis or THC in acute administration has a remarkably low association with mortality, 

however, there are a number of potential issues in the use of Cannabis itself rather than the 

above-mentioned extracts/compounds. Long-term heavy use of Cannabis is associated with 

the risk of addiction in about 10% of individuals. Severe anxiety attacks and psychotic 

episodes have been linked to higher doses of THC, although this has not been systematically 

identified. Both THC and CBD have identified metabolic profiles which might influence the 

turnover of other drugs.  
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A major feature of the use of Cannabis itself is the variability observed. In part, this derives 

from the natural product nature of the plant and the associated variation in the metabolites 

between different parts of the plant, different plants, different methods of harvesting, 

storage as well as method, dose and frequency of administration, the subjects prior 

exposure to Cannabis and the immediate environmental context. Even with the well-

controlled clinical trials, there has been identified a variability in plasma levels of the 

administered agents. In those countries where medicinal Cannabis is more freely available, 

there are also concerns about patient use of black market sources. 

  

OP0324: CANNABIDIOL ELEVATES INTRACELLULAR CALCIUM AND INDUCES APOPTOSIS IN 

HUMAN ARTICULAR CHONDROCYTES by Martina Winklmayr (Austria) 

Background: Osteoarthritis (OA) is a major public health problem among the increasing aged 

and obese population, therefore development and investigation of new therapeutics is a 

major focus of OA research. Endocannabinoids (ECs), cannabinoids derived from the 

Cannabis sativa plant and synthetic cannabinoids have been attributed anti-inflammatory, 

antitumorigenic, analgesic and psychoactive effects. Over recent years increasing interest in 

the EC system as a target for therapeutic treatment of joint diseases has emerged [1].  

Objectives: Cannabidiol (CBD) is the most abundant non psychoactive compound of 

Cannabis sativa extracts and has been shown to have anti-arthritic potency in animal models 

[2, 3]. In the present study we investigated the effects of CBD on the cell viability and Ca 2+ 

homeostasis in human articular chondrocytes.  

Conclusion: Micromolar concentrations CBD induce apoptosis in human articular 

chondrocytes. CBD also triggers an influx of extracellular Ca 2+ and potentiates Erk1/2 

phosphorylation. The apoptotic effects are at least partially mediated by the CB1 receptor 

indicated by an increased cell viability and reduction of caspase activity after combined 

treatment with CBD and CB1 antagonist AM251. Since CBD induced Erk1/2 phosphorylation 

seems to be independent of CB1 signaling, the involvement of other signaling pathways 

and/or a crosstalk with other Ca 2+ channels or receptors seems likely and will be the focus of 

further investigations.  

 

OP0325: SAFETY AND EFFICACY OF LENABASUM IN AN OPEN-LABEL EXTENSION OF A 

PHASE 2 STUDY IN DIFFUSE CUTANEOUS SYSTEMIC SCLEROSIS SUBJECTS (DCSSC) by Robert 

Spiera (United States of America) 

Background: Lenabasum is a synthetic, non-immunosuppressive, selective cannabinoid 

receptor type 2 agonist that activates resolution of innate immune responses and limits 

fibrosis in animal models of SSc. Lenabasum had acceptable safety and tolerability, and 

improved efficacy outcomes in the 16-week, double-blinded, randomized, placebo-

controlled Part A of Phase 2 trial JBT101-SSc-001 (NCT02465437) in dcSSc subjects.  

Objectives: To provide long-term open-label safety and efficacy data in dcSSc subjects in 

study JBT101-SSc-001.  

Conclusion: Lenabasum continues to have a favorable safety and tolerability profile in the 

OLE of Phase 2 trial JBT101-SSc-001 with no lenabasum-related serious AEs or study 

discontinuations. Only 7 (19%) subjects had an AE related to lenabasum in ≥ 18 months of 

OLE dosing. ACR CRISS score, mRSS, Physician Global Assessment, and multiple patient-
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reported outcomes show continued improvement, although background therapy, potential 

for spontaneous improvement, and open-label dosing limit what can be definitely attributed 

to lenabasum. 

 

15.30-17.00 hours  Don't panic – round table discussion on risk perception 

 

SP0159: What do we know – what shall we do – what do we tell by Timothy R. Radstake 

(Netherlands) 

There is an increasing need for patients to be involved in research as well as matters that 

can influence their own clinical journey. One aspect of science that links optimal clinical care 

is the increased use of biomarkers for so-called personalized medicine approaches.  

In my presentation I will showcase the State of the Art technologies of biomarker research 

and how the information that comes from this can be implemented for improving clinical 

care. I will discuss the revolution of molecular profiling and how the large amount of data 

coming from these approaches is used to molecularly classify patients into molecular 

fingerprints. How this technology leads to a disruptive change in medicine for the coming 5-

10 years. I will close of with the role of biomarkers in the treatment of diseases, trial design 

and drug development for the coming 5 years. 

  

SP0160: Disease remission: do we aim for the same thing? by Ricardo Ferreira (Portugal) 

It is consensually accepted that the most important therapeutic goals for treating 

rheumatoid arthritis (as well as other inflammatory arthritis) are eliminating signs and 

symptoms (such as joint pain, swelling, and stiffness); preventing joint damage or its 

progression; and maximizing physical function and quality of life (Aletaha & Smolen, 2019). 

According to current medical knowledge, these aims are believed to be best accomplished 

by achieving disease remission, a state in which no or only minimal residual inflammation is 

discernible (Aletaha & Smolen, 2019). However, different studies have been providing 

evidence that achieving inflammatory remission is not enough as a considerable proportion 

of patients with no or minimal inflammation remain with high levels of pain, fatigue, 

functional impairment, mental health problems, among other symptoms (Boone et al., 2019; 

Ferreira et al., 2019; Ferreira et al., 2017). The perfect path to achieve good results is still to 

be defined, namely, regarding the T2T strategy (van Vollenhoven, 2019). Recent studies still 

show that despite a high level of patient agreement with RA T2T, patient engagement in this 

process needs to be improved in order to individualize therapy adjustments, make shared 

decisions and decide on targets that accurately reflect disease control according to patients 

(Benham et al, 2019).  

In this session I would address the following questions:  

• Is aiming for one target enough nowadays?  

• Do health professionals and patients aim for the same thing when defining 

treatment strategies?  

• Do the current treatment targets pose a risk of overtreatment with 

immunosuppressive therapy?  
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This presentation is informed by current research in this area including research from our 

own group (Ferreira et al., 2018; Santos et al., 2018).  

 

SP0161: Looking for a needle in a haystack: Helping young people to make sense of 

evidence based health care by Kate Betteridge (United Kingdom) 

While it has been suggested that there are no differences in the occurrence of risk-taking 

behaviors in young people with chronic conditions compared with healthy peers, young 

people with chronic conditions often face the dilemma of balancing twice the amount of risk 

to that of other young people, owing to their condition and treatment. For example, young 

people with juvenile idiopathic arthritis taking methotrexate face the risks of alcohol 

consumption plus the increased risk of toxicity from consuming alcohol while taking 

methotrexate. However, such issues are often ignored or overlooked (1).Research has 

suggested that a lack of experience with, and not worrying about serious health 

consequences may desensitize young people with chronic conditions to potential health 

risks (2). It is also recognized that young people’s perceived focus of health and wellbeing 

can often be on short-term goals; which is often paradoxical to the focus of families and 

healthcare professionals thinking about longer-term outcomes and prognosis.  

It has been demonstrated that young people with chronic conditions value interventions 

that enable them to live a “normal” life – extending beyond the clinical management of their 

condition (3). The emotional, social, and vocational consequences of condition management 

can be profound (4). When this is coupled with the challenges of accessing accurate, trusted 

and individualized information and support, it can often leave young people and their 

families feeling as though they are looking for a ‘needle in a haystack”. Finding the best 

evidence requires knowledge of the best quality and most appropriate sources, as well as 

the ability to use and navigate such resources appropriately (5). In an era where health 

information is easier and faster to find than ever before, it is often a challenge for young 

people to be able to filter the ‘good” from the ‘not so good”. There are significant amounts 

of unreliable and irrelevant content on the internet, which ultimately places the 

responsibility for interpretation of information and advice onto young people and their 

families.  

Therefore, age- and developmentally- appropriate opportunities to discuss health, wellbeing 

and the effects of treatment need to be provided early and regularly, across the life course, 

in multiple formats to suit individual needs and circumstances. Attempts have already been 

made to make health information more accessible, for example, with the introduction of the 

Accessible Information Standard within the National Health Service (6). However, this is not 

necessarily enough to engage and support young people with chronic conditions in making 

sense of evidence-based healthcare. Information needs to be taken, in the right formats, to 

where young people are interacting, such as on certain social media platforms. This needs to 

be multifaceted, using peer- and community-driven approaches to enhance engagement. 

Furthermore, periodic consideration of the long-term risks and benefits of health and 

wellbeing interventions needs to happen across the life course, both as a prompt for young 

people to air their concerns, but to also check their understanding. Only through 

understanding young people’s values, preferences, and concerns can a sustainable balance 
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between condition control, treatment burden and quality of life be achieved.  

 

Saturday June 15, 2019 

 

12.00-13.30 hours Restless lives: Managing fatigue, sleep and pain (PARE) 

 

SP0206: Links between sleep quality and immunity in RMDs by Tanja Lange (Germany) 

Summary: Sleep and the immune system are bi-directionally linked. An immune activation 

induces fatigue, sleepiness and changes in sleep architecture. These range from a deepening 

of sleep to severe sleep disturbances with shallow and fragmented sleep. Patients with 

rheumatic and musculoskeletal diseases (RMDs) often complain about feelings of 

debilitating fatigue, of problems initiating and maintaining sleep and of unrefreshing sleep. 

Chronic low-grade inflammation due to the RMD, disease symptoms such as pain, 

concurrent diseases such as depression and medication such as glucocorticoids are potential 

triggers of poor sleep. Often it is demanding to delineate the exact cause(s) of sleep 

impairments in patients with RMDs and attempts to improve sleep quality therefore often 

fail. However, as fatigue and sleep problems can substantially impair quality of life and as 

poor sleep may further aggravate RMDs and their symptoms it is key to unravel the 

pathophysiology of fatigue and poor sleep in these patients. A deeper understanding of 

sleep-immune interactions in RMDs will advance targeted interventions that presumably will 

encompass a combination of immunomodulatory drugs, chrono pharmacology and cognitive 

behavioral therapy. 

 

SP0207: Physical activity, chronic musculoskeletal pain and insomnia by Eivind Skarpsno 

(Norway) 

The interplay between physical activity, chronic musculoskeletal pain and insomnia  

The unfavorable consequences of insomnia and musculoskeletal pain for both individuals 

and society underscore the importance of identifying modifiable factors for prevention and 

treatment. Prospective studies have shown that there exists a bidirectional relation between 

insomnia and musculoskeletal pain, i.e., insomnia is associated with risk of chronic 

musculoskeletal pain and vice versa. This suggests that management of insomnia symptoms 

may be an efficient treatment objective for people with musculoskeletal pain and that 

management of musculoskeletal pain has the potential to improve sleep quality. 

Furthermore, some evidence shows that physical activity may represent an efficient 

initiative that can improve both sleep quality and chronic pain, potentially leading to effects 

as beneficial as pharmacological treatment. However, many unresolved questions need to 

be resolved before physical activity can be prescribed as an optimal treatment option for 

these conditions. For instance, in contrast to leisure-time physical activity, recent evidence 

has shown that occupational physical activity seems to be associated with more insomnia 

symptoms, and that this association is particularly evident among people who also report 

musculoskeletal pain. These latter findings therefore call attention to the domain-

dependent association between physical activity and health related outcomes, including 

musculoskeletal pain and insomnia. As methods to deal with physical activity have improved 
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the recent years, the intention of this presentation is to provide an updated review of the 

interplay between domains of physical activity, insomnia and chronic musculoskeletal pain. 

Learning objectives: 

• To understand the bidirectional relationship between insomnia and musculoskeletal 

pain.  

• To understand the interplay between domains of physical activity, chronic 

musculoskeletal pain and insomnia. 

  

SP0208: Understanding the impact of pain, sleep and fatigue on patients’ lives by Savia de 

Souza (United Kingdom) 

Pain is well known to be a common dominant symptom in people with rheumatic 

musculoskeletal diseases (RMDs). Perhaps less well acknowledged by healthcare 

professionals are fatigue and sleep disturbances in these patients. Individually these 

symptoms are problematic but when combined their effect and impact on patients’ lives is 

greatly amplified; often leaving people in a vicious cycle whereby being in pain results in 

poor sleep leading to fatigue the next day, which lowers patients’ pain tolerance resulting in 

a poorer night’s sleep, more fatigue and increased pain.  

Pain, fatigue and sleep disturbance greatly reduce quality of life for people with RMDs. 

Patients have to adapt their daily and leisure activities, or give them up altogether with 

negative psychological consequences such as anxiety and depression. Patients can end up 

feeling helpless and sometimes suicidal. Relationships with partners and friends are often 

altered affecting their sexual and social lives. Major life decisions, such as having a baby, can 

be put on hold or shelved.  

People with RMDs may also have to reduce their working hours or stop working, which has 

financial repercussions for them and their families. This can exacerbate stress, anxiety and 

depression leading to poorer health outcomes. It is therefore of great importance that 

healthcare professionals understand the extent to which pain, fatigue and sleep difficulties 

impact on patients’ lives so that priority can be given to addressing these distressing 

symptoms as part of any management strategy.  

 

OP0347-PARE: THE INFLUENCE OF PAIN ON SLEEP PROBLEMS, MENTAL HEALTH AND USE 

OF STRONG PAINKILLERS AMONG PATIENTS WITH ARTHRITIS by Lene Mandrup Thomsen 

(Denmark) 

Background: Chronic pain is a part of daily life for many people with RMD and leads to 

reduced quality of life, high risk of losing work ability, impaired functions and a poor social 

life. The chronic pain also means that many patients need painkillers. In Denmark there is a 

very high consumption of strong painkillers (opioids) compared to the other countries in 

Scandinavia. Therefore, the authorities have a great focus on reducing this and are urging 

the doctors to reduce the prescription of strong painkillers to patients with chronic pain, 

including patients with RMDs.  

In the Danish Rheumatism Association, we have many inquiries to our professional helpline 

from patients regarding pain. Especially about the use of painkillers, sleeping problems 

caused by pain, and the negative influence that pain has on one’s mood. The patients 

experience side effects and discomfort associated with the painkillers. Some must phase out 
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their consumption of strong painkillers, because of the authorities’ focus on this - and have 

problems with this.  

In order to get a more detailed knowledge about the influence of pain among patients with 

RMD, the Danish Rheumatism Association made this study.  

Objectives: To investigate the influence of pain on sleeping problems, mental health and the 

use of strong painkillers among members of a user-panel. 

Results: The most important results are:  

Sleep: 67% rarely or never feel fully rested when they wake up in the morning, and 36% 

takes painkillers to improve their sleep. 69% have experienced that the quality of their sleep 

has affected their pain negatively.  

Mental health : During the past four weeks, 58% have felt that everything is unmanageable 

for them due to pain, 11% indicated having had thoughts of taking their own life due to pain, 

and 45% have not wanted to be together with other people because of their pain.  

Use of strong painkillers : 83% have pain on a daily basis or several times a week. Among 

these, 46% have received strong painkillers over the last year, and 78% have not been 

offered alternatives to strong painkillers.  

More results from the survey will be presented on EULAR.  

Conclusion: The study indicates that pain and poor quality of sleep, has surprisingly large 

influence on patient’s daily life. More than one third takes painkillers to improve their sleep. 

Pain seems to have a severe negative influence on their sleep and reversed - poor sleep 

worsens their pain. Surprisingly many are still using strong painkillers, despite the authorities 

focus on reducing prescription of strong painkillers, and the patients’ state, that they are not 

been given an alternative to strong painkillers. Finally, the study shows that pain has a 

surprisingly negative influence on mental health and the patients’ hope for the future. In 

general, it has been a surprise for the Danish Rheumatism Association, that pain has such a 

huge impact on the participants’ daily life, especially on their mental health. Therefore, the 

organization has been using the result of this study in our political work for better treatment 

and support to patients with chronic pain in our healthcare system, and in our political 

campaigning about the importance of a focus on pain among patients with RMDs. It is to be 

explained on EULAR, how we more concrete have applied the results of the study in our 

political work.  

 

OP0348-PARE: FACE ARTHRITIS: WHAT SITUATIONS AFFECT EMOTIONALLY THE PATIENT 

WITH RHEUMATOID ARTHRITIS AND HOW TO RESOLVE THEM EFFECTIVELY by Santos 

Castañeda (Spain) 

Background: WHO defines health as a state of physical, psychological and social well-being. 

However, patients with rheumatoid arthritis (RA) declare that treatment is mainly aimed at 

combating physical affectation and hardly focusses on emotional and social aspects.  

Objectives: To identify the situations that produce the greatest negative emotional impact 

in RA patients and to assess the coping strategies used.  

Conclusion: The situations with the greatest negative emotional impact on RA are those that 

put the doctor and the patient at odds with regard to the perception of the disease and its 

control and should be treated during visits. The most recommended strategies are proactive 

resolution and emotional expression. The most discouraged are self-criticism and the 
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avoidance of the problem. Anyway, there is a great variability of opinions and doctors tend 

to give more extreme responses. Doctors and patients should have a space and willingness 

to discuss and exchange opinions on how they emotionally face RA.  

 

End of the EULAR Congress 

That evening, we flew back home to the Netherlands with a luggage full of information and 

ideas for new projects.  

 


