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Programme E-Congress EULAR 2020 

 

Wednesday June 3 
 

13.00-14.00 hours: Opening Plenary Session  
 
Welcome by Ian McInnes 
Professor Ian McInnes, president of EULAR, opens the EULAR e-Congress 2020. The Covid 
pandemic has changed our lives. As professionals we are opening up to new ways of 
working; working online and together. We can be proud of what we have achieved in these 
last few months. Lots of gratitude to all the efforts of many professionals and volunteers for 
facilitating this e-Congress. A warm welcome to everyone joining us today from our three 
EULAR pillars: rheumatologists, patients and healthcare professionals from Europe but also 
from around the world.  
 
Innovation by Claudiu Leverenz 
Innovation is at the center of everything we do for people with RMDs. Welcome to our next 
speaker Claudiu Leverenz. Claudiu Leverenz has developed an intuitive hands-free 
wheelchair, powered by smart-glass controlled technology, that has the potential to create 
independence for thousands of users. Leverenz:  “1.3 Billion people live with a form of 
disability. Their lives are impacted by this disability. They have to keep the possibility to stay 
mobile; now but especially in the future. There are a lot of devices available like an 
exoskeleton for being able to walk but also devices like smart-glass that can help you to eat 
and drink by yourself even when you can’t use your arms and hands. Even for making phone 
calls smart-glass can help people without physical functioning to make a phone call. Always 
keep patients at the center of every innovation. Incorporate their needs, so that an 
innovation can actually make a difference.”  
 
Congress Highlights by John Isaacs 
Professor John Isaacs has helped in creating the scientific programme of EULAR 2020. He 
shortly sums up this week’s congress highlights. The Wednesday highlight is the 
presentation session regarding the COVID-19 recommendations and the comparison 
between the EULAR and ACR COVID-19 recommendations. Thursday’s highlight is the live 
session on COVID-19 for patients which is a session organized by PARE (Patients Against 
Rheumatism Europe). Friday there is an insightful session on Fibromyalgia. Saturday the 
EULAR recommendations are highlighted as well as artificial intelligence in treating 
Osteoarthritis.  
 
Prize winners abstracts by Loreto Carmona 
Professor Loreto Carmona, Chairperson of the Abstract Selection Committee announces the 
people who are awarded a prize for their abstract: 
 

- Basic and Translational Research:  
Gwenny Verstappen (The Netherlands), Christopher Lessard (VS), Simon Mastbergen 
(NL), Yubin Luo (China), Chamutal Gur (Israel) 

- Clinical Research:  
Martin Schaefer (Germany), Anna Moltó (France), Ulf Lindström (Sweden), Andre 
Luquini (Canada), Sebastian Unizony (US), Rona Smith (Great Britain) 
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- Research for PARE: 
Brian Lynch (Ireland): ‘Pregnancy and arthritis – a patient education programme in 
Ireland  

- Research of Undergraduates: 
Hsin Yen Liu (Canada), Arshed F. Al-Obeidi (United States), Ana Pascual-Dapena 
(Great Britain) 

- Research of Healthcare Professionals: 
Tim Pelle (The Netherlands), Anne Therese Tveter (Norway), Tuva Moseng (Norway) 

- FOREUM research: 
Martin Englund (Sweden)  

 
The future of rheumatology by Annamaria Iagnocco 
Annamaria Iagnocco President Elect of EULAR shares her answer to the question: What is 
the future of rheumatology? This future lies in the discovery of new mechanisms that cause 
RMDs, the development of new diagnostic tools and treatment strategies for people with 
RMDs. The road to the future is challenging and asks for collaboration in research using new 
technologies. EULAR will support innovation within this field of research collaboration. This 
congress is the proof that we are already in the future. The online participation of so many 
people will trigger collaboration and innovation.  
 
The voice of people with RMDs has to be heard. EULAR has a strong advocacy programme. 
These are activities in the field of improving understanding, prevention and the 
management of RMDs. 
 
Special Awards  
Each year EULAR honors deserving people with the EULAR Meritorious Service Award. This 
award is given to people who have served the rheumatology community in an outstanding 
way. 
 

- EULAR Meritorious Service Award:  
Paul Emery (Great Britain) and Steffen Gay (Switzerland) 
 

- Platinum Donors 
Ian McInnes gives a special recognition to the Platinum Donors of the EULAR 2020 e-
Congress. These are: Pfizer, Eli Lilly, UCB, Abbvie, Galapagos and Novartis. 
 
Ian also hands out the honorary award to people who have given outstanding service in 
accomplishing the objectives of EULAR.  
  

- Honorary Award:  
Prof. Leonard Calabrese (US) and Prof Kazuhiko Yamamoto (Japan), Prof. Ulf Müller-
Ladner (Germany), Prof. Laure Gossec (France). Prof. Xavier Mariette (France) en 
Ms. Nele Caeyers (Belgium).   

 
Every year there is an award for the winner of the European essay contest for people with 
RMDs: the Edgar Stene prize. This year’s theme was: ‘Being a person with an RMD: how my 
voluntary work benefits me.’ 
 

- Edgar Stene Prize 2020: 
Hristina Bankova (Bulgaria): ‘One step at a time’ 

https://www.eular.org/myUploadData/files/edgar_stene_prize_2020_(winner)_(1).pdf
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EULAR Education Programme a Panel Discussion 
In the upcoming years (2020-2023) EULAR wants to focus on a virtual research center for 
rheumatology. With this virtual center, EULAR wants to support innovative research and 
creativity and to offer an application for the most promising technologies. A taskforce is now 
working on this virtual research center.  
 
What do we have in mind? 
Dieter Wiek, Vice-President of PARE: 
In the last 20 years a lot has improved in treating RMDs. However, RMDs still have a great 
impact on each individual, their families but also on the economy.  
 
Alexandre Sepriano, Chair of EMEUNET: 
We have been working on a way to share information between the EULAR centers of 
excellence. A virtual EULAR research center can help make this happen.  
 
Désirée van der Heijde, Member of VRC Steering Group:  
We have several aims with regards to the EULAR virtual research center. We want to expand 
RMD research capacity and facilitate research (in practical ways but also with regards to 
training). We want to help tackle problems that can be overcome by collaboration and to 
keep patient experts involved in every stage.  
 
Thea Vliet Vlieland, Vice President Elect of EULAR HPR: 
Collaboration between the EULAR pillars is key. This virtual research center has the purpose 
to bring the brightest minds together to work on the most mayor problems.  
 
Dieter Wiek:  
Patient Involvement is also very important when it comes down to research in the virtual 
research center. It is good to give some guidance to researchers in how to involve 
patientpartners. In the last 10 years EULAR had developed a fantastic international 
patientpartner network. This EULAR PRP Network is a good model for the development of 
national PRP networks.  
 
What will we be doing from this online research platform? 
Désirée van der Heijde:  
Many activities can be done from this online research center. Such as hosting a clinical trial 
library for researchers doing clinical trials. This library can collect case reports, codes of 
conduct when performing a clinical trial (rules of communication and ownership), examples 
of data transfer agreements when working together across boarders (with privacy aspects) 
and support in the design of clinical trial protocols. The center can also offer training 
opportunities for researchers and health care professionals. This in close collaboration with 
the EULAR school of rheumatology.  
 
Where are the practical benefits? 
Thea Vliet Vlieland:  
Health Care Professionals have the need for tools for performing translational research. 
They also have their own expertise with regards to this kind of research which can be an 
added value to the online research center as well.   
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Alexandro Sepriano:  
There is a great need among young professionals to learn more about performing research. 
There is a need to integrate the EMEUNET knowledge and expertise into this online research 
platform in a practical way.  
 
What does success look like for our online research center? 
Dieter Wiek:  
In the future, we will know more about preventive measures on how not to get an RMD. 
Secondly, in the future, when we get an RMD there will be a drug to get rid of it. A drug that 
is only needed until you are in remission. I am quite optimistic that a lot can be achieved.     
 
Closing words 
Fighting against RMDs remains a great challenge and we will have to work together in 
working on the prevention, treatment and cure for RMDs. We hope you will enjoy the e-
Congress not just today but in all months to come. Many thanks to the pillars of EULAR, the 
national societies, de medical professionals, the health care professionals, the members of 
PARE and the many volunteers. But also many thanks to the EULAR secretariat and the 
congress management team for all their hard work in making this e-Congress possible.  
 
Thank you for your time to make EULAR the extraordinary family that it is today! 
A good congress and the best of health, especially in these challenging times.  

14.00-15.00 hours:  How to choose an appropriate outcome measure  

 
The main characteristics of an outcome measure - Dr. Sofia Ramiro, Netherlands 
 
Measuring is important in everything we do for our health. The 
question is: when you measure things like blood pressure or 
pain does the instrument you use actually measure what you 
want to know?  
 
You can ask yourself 3 types of questions with regards to a 
measure: 

1. Does a measure actually measure what is intended? 
This is the validity of a measure.  

There are several types of validity: 
- Content Validity: Is an instrument an adequate reflection of the construct to be 

measured?  
- Construct Validity – are the scores of a measurement consistent with assumption 

that the instrument validly measures the construct that is measured? 
- Criterion Validity – are the scores of a measure an adequate reflection of a ‘gold 

standard’?  
 

2. Does the measure discriminate between situations of interest?  
This is the Reliability and Sensitivity to change of a measure.  

 
3. Can the measure be applied easily, given constraints of time, money and 

interpretability?  
This is the Feasibility of a measure.  
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Constraints can be: time, money, interpretability, burden, equipment needs, ease of use and 
fees. This seen through the perspective of both the user and the expert 
(clinician/researcher) using the measure.  

 
The development of an outcome measure and its further critical appraisal - Prof. Daniel 

Aletaha, Austria 

Over the last decades we learned how we can integrate both clinical outcomes as well as 
patient reported outcomes when measuring RA disease activity. When it comes to 
measuring RA disease activity it is important to have a tool that functions as ‘a ticket to 
anywhere’; a tool you can use at any time with any patient.  
 
When it comes to the development of an outcome measure for measuring RA disease 
activity and it’s further critical appraisal, the following can be said: 

- The APR carries distinct information and should be evaluated in RA disease activity 
assessment.  

- APR may be excluded from indices because they limit effective ‘on the spot’ Treat to 
Target and carry potential assessment bias for certain therapies.  

- Comorbidities may affect any element of indices and are NOT a reason to eliminate 
that element (e.g. PROs because of fibromyalgia) 

- Indices need to be interpreted in the context of all comorbidities of a patient with 
RA.  

 
How are we measuring outcomes in rheumatology nowadays? - Dr. Isabel Castrejon, Spain 

Outcome measures are important. They provide information on which you can make a 
treatment decision. The question is: What outcome measure would be the most important 
for a certain type of RMD? There is no gold standard. 
 
The perfect measure is not available. The right measure depends on the setting in which you 
are going to be using the index.  
 
In summary, there a some key points to consider when selecting an appropriate outcome 
measure: 

- Aspects related to patients: 
1. Ability of the patient to fill out questionnaires (age, level of education) 
2. Cultural/Linguistic differences (cross-cultural validation) 

- Aspects related to physicians 
1. Measuring in routine care is time-consuming usually due to lack of staff or 

flow in the clinic. Complexity of the outcome measure.  
2. Level of training necessary: for example SLE measures or on joint count.  

- Availability can the measurement be completed on any location? Including in the 
office of the General Practitioner or at home? 

- Cost: need for a blood sample for ESR or CRP, complement or other specific lab test? 
Is use free? 

- Measures reflecting the patient’s perspective, they have the potential to facilitate 
patient involvement in treatment decision-making and provide guidance for clinical 
and health care decisions.  
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Take a look at the EULAR Outcome Measures Library for help in finding possible outcome 
measure options.  

 
Development and validation of an alternative AS Disease Activity Score - MD Augusta 

Ortolan 

The ASDAS is used mainly for measuring the Ankylosing Spondylitis Disease Activity Score. 
ASDAS can’t always be calculated because the Patient Global Assessment (PGA) is not always 
available. Can PGA be substituted in another measurement: the ASDAS-BT with the BASDAI 
Total?   
 
Conclusions: 

- ASDAS-BT, i.e. with the BASDAI total instead of PGA, has the best performance 
(alternative ASDAS) 

- Also most feasible because BASDAI total often available in datasets and conversion 
coefficient 1 

- An alternative ASDAS had been validated in case of absence of PGA in a database 
(and only in this case) with good psychometric properties.  

 

Derivation and validation of the Scleroderma Lung 3-Stage Index (SL3SI) - MD Alessandro 

Santaniello  

Interstitial Lung Disease (ILD) is the leading cause of death in systemic sclerosis. Disease 
stage (normal/mild, moderate, severe) measurement is relevant for the prognosis and 
treatment of ILD. What is the added value of the SL3SI measurement?  
 
The SL3SI is a simple staging system derived from lung physiology: 

- Specifically derived for SSc-ILD patients 
- Easy to perform and reproductible in independent populations 
- With good predictive capability 
- Better long-term prognostic information than Medsger’s classes 
- May underestimate mortality in population with high mortality (relative low 

proportion of events in the discovery population). 
- Tested for cases with disease duration less than or equal to 5 years.  

- ‘Static’: does not account for changes in lung physiology 

16.30-17.30 hours: EULAR COVID-19 Recommendations  
 

Provisional recommendations - Prof. Robert B.M. Landewé, Netherlands 

Robert Landewé is Chair elect of the clinical affairs committee. He was part of the taskforce 
for the Recommendations for the management of 
COVID-19 in RMDs.  
 
The first patient with the COVID-19 virus was 
mentioned on the 17th of November 2019 in Hubei, 
China. On March 11th 2020 the COVID-19 virus had 
reached Pandemic proportions. It resulted in lock 
downs, where in Europe, each country had a 
different lock down strategy.  

http://oml.eular.org/
http://scientific.sparx-ip.net/archiveeular/index.cfm?view=1&c=a&searchfor=development%20and%20validation%20of%20an%20alternative%20Ankylosing%20Spondylitis%20Disease&item=2020OP0008
http://scientific.sparx-ip.net/archiveeular/index.cfm?view=1&c=a&searchfor=development%20and%20validation%20of%20an%20alternative%20Ankylosing%20Spondylitis%20Disease&item=2020OP0008
http://scientific.sparx-ip.net/archiveeular/?searchfor=Derivation%20and%20validation%20of%20the%20Scleroderma%20Lung%203-Stage%20Index&c=a&view=1&item=2020OP0009
http://scientific.sparx-ip.net/archiveeular/?searchfor=Derivation%20and%20validation%20of%20the%20Scleroderma%20Lung%203-Stage%20Index&c=a&view=1&item=2020OP0009
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As of May 25th 2020, there are 5.5 million confirmed corona cases registered over 188 
countries. 80% of these people have a mild course of COVID-19, 20% has a severe course. 
Estimates state that the fatality rate is between: 1-3%.   
 
The COVID-19 outbreak resulted in big questions among rheumatologists: do patients who 
use immunosuppressive drugs have a higher susceptibility for SARS-CoV-2? And what is the 
prognosis once these patients do get SARS-CoV-2? A EULAR COVID-19 taskforce of 15 
members was immediately formed to make the necessary recommendations. They did so 
within 3 months.   
 
The taskforce come together online. The methodological approach to forming 
recommendations consists of several steps: consensual approach, stating research 
questions, systematic literature search, second consensual approach and finally formulating 
the recommendations. This process usually takes between 12-18 months. A different 
approach was necessary with regards to COVID-19. There was rarely any literature available 
yet on the subject, so we had to go with the knowledge that we have so far. It is important 
to state that the recommendations that are published today (3-6-2020) will be updated 
regularly due to new evidence that is available from research. The recommendations consist 
of 5 overarching principles. Within the taskforce there was a lot of agreement on these 
principles.  
 
Highlights: 

- There are no indications that people with RMDs have a higher risk of contracting 
SARS-CoV-2 than people without RMDs, nor are there indications that they have a 
worse prognosis.  

- The diagnosis and treatment of COVID-19 in patients with an RMD is the primary 
responsibility of an expert in treating COVID-19.  

- Rheumatologists are the leading experts for immunosuppressive treatments of their 
patients and should be involved in the decision to maintaining or discontinuing 
them.  

- The use of immunosuppressive drugs for the treatment of COVID-19 should be a 
multidisciplinary decision. In view of their expertise, rheumatologists should make 
themselves available for local-hospital, regional or national guideline committees for 
COVID-19.  

- The availability and distribution of- and access to csDMARDs and bDMARDs for the 
treatment of patients with an RMD as well as for patients with COVID-19 (with or 
without an RMD) is a delicate societal responsibility. Therefore, the off-label use of 
csDMARDs in COVID-19 outside the context of clinical trials should be discouraged.  
 

There are 13 recommendations, that can be divided into 4 themes: 
1. General measures and prevention of SARS-CoV-2 infection: 
- Follow the regular guidelines in your country 
- No symptoms of COVID? Continue RMD-treatment! 

 
2. Management of RMD patients during the COVID pandemic: 
- Avoid visits to the hospital or to the office 
- Remote monitoring (by phone or internet) of RMD patients is safe  
- Is a visit to the hospital necessary?   

Take precautions (both rheumatologist and patient)  
- Has the RMD patient been in contact with a COVID-19 patient? Do a PCR test! 
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3. Management of RMD patients who have COVID-19: 
- Mild symptoms of COVID-19  

o Symptoms of common cold (sore throat, running nose, nasl congestion, etc.)  
o Anosmia of dysgeusia 
o Fatigue, myalgia, arthralgia 
o Anorexia, diarrhea 
o Mild temperature elevation (<38 degrees)   

- Worsening of symptoms of COVID-19 
o Mild symptoms + fever 38 degrees or higher 
o Mild symptoms + shortness of breath, tachypnoea (>20 minutes), hypoxia or 

cyanosis  
- Significant symptoms of COVID-19 

o Mild symptoms + fever + respiratory signs or symptoms 
 
RMD management of these 3 different COVID-19 categories: 

- Is the RMD patient on glucocorticoids? Continue the treatment, but always go for 
the lowest possible dose. 

- Mild symptoms of COVID-19? The taskforce did not reach a consensus on what 
exactly to advise with regards to RMD medication. Rheumatologist can decide on a 
case-by-case basis as part of a shared decision with the patient.  

- Worsening symptoms of COVID-19? Seek expert COVID-19 advice immediately and 
follow local treatment recommendations.  

 
4. Prevention of other pulmonary infections (the Sars-CoV-2 ‘lookalikes’) in RMD-

patients: 
- Patients with an RMD without symptoms of COVID-19 should be advised to update 

their vaccination status in accordance with the EULAR-recommendations for the 
vaccination of patients with RMDs, with a particular focus on pneumococci and 
influenza.  

- In patients with RMD treated with cyclophosphamide or glucocorticoids, 
pneumocystis Jiroveci pneumonia-prophylaxis should be considered.  

 
Conclusion: 

- Expert-based recommendations on COVID-19 and RMDs 
- Current evidence is sparse and fragmented 
- ‘Flying blindly’, covering many jurisdictions 
- Updates are truly necessary 

 
Points of difference between EULAR and ACR publications - Dr. Ted Mikuls, United States 

of America 

The United States also formulated COVID-19 recommendations through the American 
College of Rheumatology (ACR). The differences are minor between the two sets 
recommendations. The ACR set of COVID-19 recommendations is a living document, with a 
monthly commitment of the task force to introduce necessary changes if needed.  
 
A formal consensus process was used to achieve the ACR recommendations for COVID-19.  
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The input from a 14 member taskforce was used for quantifying the level of consensus. An 
important methodologic difference in approach between the ACR and EULAR 
recommendations-procedure.  
 
There was a high level of agreement for most recommendations. Some recommendations 
focus on the patient and some on the provider. Some statements are about the society and 
some statements focus on specific medication or specific forms of RMDs.   
 
In conclusion there are no mayor differences between the two sets of recommendations. 
People from the EULAR and the ACR COVID-19 recommendations taskforces will keep each 
other updated on considered changes in the recommendations.  
 

How evidence of a new disease evolves? - Dr. Feline Kroon, Netherlands 

Within 6 months, COVID-19 went from a single case to a worldwide pandemic. A lot of 
questions were asked. People were in need for information, yet were overloaded with 
information and fake news at the same time. Patients with RMDs were in need of answers. 
How does COVID-19 affect RMDs?  What literature of research is available? And what 
information can be trusted? The main message here: All that glitters is not gold!   
 

An example of this was the first assumption 
a couple of weeks ago that 
hydroxychloroquine could be beneficial in 
treating COVID-19. As a result this 
medication was quickly demanded for. 
Social media oversimplified the results on 

the effects of hydroxychloroquine for the main mass as did Donald Trump. Lately more 
evidence shows that patients who are treated with hydroxychloroquine are at risk of many 
serious adverse events and its effectiveness has not yet been proven. Evidence from studies 
on COVID-19 can have large societal implications.  
 
Feline Kroon conducted a PubMed search from 1-22 of May 2020 on publications regarding 
COVID-19 and RMDs. The search resulted in 971 publications, with a big increase in 
publications over the last month. After reading through the publications, most publications 
were not about RMDs and COVID-19 but about testing the effectiveness of medication also 
used for RMDs. In the end, 23 studies and methods were relevant with regards to RMDs and 
COVID-19:16 studies were published in an RMD journal, most publications were from Italy 
and France.  
 
Take home message: 

- The evidence on COVID-19 and it impact on people with RMDs is evolving at a rapid 
pace 

- There is no robust evidence to draw strong conclusions 
- Careful interpretation of study results is our responsibility  
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Questions: 
 

- What about the recovery of RMD patients from COVID-19? Do we need to say 
something about this in our recommendations? 

 
Patients who get severe COVID-19 face a long period of rehabilitation. The impact on long 
term outcomes is yet unclear, for people with and without an RMD. We need to keep our 
eyes on this.  
 
Try to see your RMD patient regularly but remotely. Talk about medication, but also talk 
about their fears. Involve health care professionals in this discussion as well, but don’t lose 
contact with your patients.  
 

- Which drugs are most promising?  
 
When it comes to severe COVID-19 en Cytokine storms: cytokine-inhibitors (TNF inhibitors) 
can help. There is a knowledge gap and a lot of speculation about the right cytokine blocking 
therapies to treat COVD-19; we need much more robust data. 
 
A lot of patients are needed in randomized controlled trials to get relevant information of 
the effects and risks of medication used in treating COVID-19. Controlled trials take a long 
time therefor we rely on results from observational studies in the meantime with as many 
patients as possible.  
 
Focus on the COVID-19 registry; this helps in receiving the right information. The focus lies 
on research data in the EULAR COVID-19 Database.  
 

- What about the use of glucocorticoids? 
 
Use the lowest possible glucocorticoids dose that keeps your patient stable: in low disease 
activity or even remission.  
 

- What about the dosage of hydroxychloroquine for treating RMDs? 
 
Hydroxychloroquine does have benefits especially for people with SLE. It reduces mortality. 
There have been reports that some dosages can result in cardiovascular problems. We have 
to be careful though that research on the use of this medication in critically ill COVID-19 
patients can provide us with wrong conclusions for people with SLE using this drug.  
 

- We are starting regular care again physically: what about the advice for care from 
a distance? 

 
You should remain careful with face-to-face care in these COVID times. Many patients are 
satisfied by seeing their rheumatologist online. You can make an exception for the 10/20% 
of patients who need face-to-face contact. Seeing patients remotely is a different way of 
working, but not necessarily a wrong one.  

https://www.eular.org/eular_covid19_database.cfm
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Thursday June 4 

10.15-11.55 hours: Innovative Care 

 
A cost-utility analysis of occupational therapy in osteoarthritis - PhD Anne Therese Tveter, 

Norway 

According to the EULAR recommendations for the management of hand-base osteoarthritis, 
surgery with people with osteoarthritis should only be considered if conservative treatment 
options have failed.  
 
This study investigated the cost-utility of a multimodal occupational therapy treatment 
compared to usual treatment in patients referred to surgical consultation due to thumb base 
osteoarthritis. Randomized controlled trial in 3 centers in Norway.  
 
Intervention: oral, written information on hand, hand exercises 3 times a week for 12 weeks, 
orthoses and 5 assistive devices for use when needed. The intervention group scored higher 
on effectiveness with lower cost with regard to health care use.  
 
The results indicate that multimodal occupational therapy is a cost-effective alternative 
compared to usual treatment for patients referred to surgical consultation due to thumb 
base OA when taking a health care perspective. Moving this therapy more into primary care 
and using e-health applications for this therapy can reduce costs even further.   
 

How can we help people with fibromyalgia? - PhD Heidi A. Zangi, Norway 

Is anybody interested in my disease? High pain, fatigue and 
sleep disturbances, lack of understanding en feeling shame. 
EULAR revised the recommendations for the management of 
fibromyalgia. The recommendations focus on a prompt 
diagnosis, patient education and non-pharmacological 
modalities (such as physical exercise and psychological 
therapies i.e. mindfulness and CBT). Much need for further 
studies for proof of effect.  
 
This randomized controlled trial wanted to test the effects of a multicomponent 
rehabilitation programme for patients with recently diagnosed fibromyalgia.  
 
Intervention group received: the vitality training programme: mindfulness, an acceptance 
based group counselling (for 10 weeks). Physical exercise at a community based Healthy Life 
Center based on Motivational Interviewing (for 12 weeks).  
 
Conclusions: 

- The multicomponent rehabilitation programme had no significant health effects 
(pain, fatigue, patient global impression of change)  at 12 months follow-up 
compared to treatment as usual for patients with recently diagnosed fibromyalgia.  

http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=OP0152-HPR&view=1&item=2020OP0152-HPR
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=OP0152-HPR&view=1&item=2020OP0152-HPR
http://scientific.sparx-ip.net/archiveeular/?searchfor=How%20can%20we%20help%20people%20with%20fibromyalgia?%20&view=1&c=a&item=2020OP0153-HPR
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- Small improvements were found in patients in the intervention group in the 
tendency to be mindful en the benefits of physical activity. This may indicate that 
changes in other outcomes can occur at later follow-ups.  

- The question, how can we help people with fibromyalgia remains unresolved.  

  
Effect of nurse-led-care on patient outcomes in RA in Germany - Dr. Kirsten Hoeper, 

Germany 

This study demonstrates the non-inferiority of nurse-led care (NLC) to rheumatologist-led 
care (RLC) regarding disease activity for patients with RA with induction, escalation or 
change of therapy. Randomized Controlled Trial with an observation period of 12 months.  
 
Conclusions: 

- Robust evidence has been provided by this study to support the non-inferiority of 
NLC in managing patients with RA based on change of DAS28 over 12 months.  

- All secondary endpoints (FFbH, PHQ-9, RAID) showed no significant difference 
between NLC and RLC.  

- This study showed that it is safe to implement NLC and allow experienced 
rheumatology  nurses to perform tight follow-up care for patients with induction, 
escalation or change of therapy.  

- Conclusion: Including rheumatology nurses into the multidisciplinary team is a safe 
addition to the care of patients with RA.  

 

Effect of the dr. Bart application in people with osteoarthritis  - Mr. Tim Pelle, Netherlands 

Osteoarthritis (OA) is highly prevalent in our society and will increase more in the upcoming 
years. Self-management of osteoarthritis is of mayor importance in treating OA. Therefore 
researchers in the Netherlands developed an e-health application called the Dr. Bart app. 
This study evaluated the short term effects of the use of the Dr. Bart app compared to usual 
care, on use of secondary health care in people with knee/hip OA in the Netherlands. It also 
examined the short term effects on clinical outcomes (e.g. pain, physical functioning) 
attributable to the Dr. Bart app in people with knee and/or hip OA.  
 
De Dr. Bart app focuses on setting goals and changing personal health behavior by using the 
‘tiny habits method’. For example: ‘Today I will eat an apple for lunch.’ In order to achieve 
the goals that are set; the app gives guidance on 4 themes: education, physical activity, 
vitality and nutrition. The app also helps to keep users motivated by showing ‘rewards’.  
 
To evaluate the effectiveness a randomized controlled trail was conducted over 6 months.  
 
Conclusions: 

- Positive effects of the app were found on the outcomes of: symptoms, pain and 
activities of daily living.  

- No effects of the app were found on the outcomes of: health care use, self-
management behavior, physical activity: duration and execution, and quality of life.  

- Dr. Bart had potential to positively influence health in people with OA. 
- The results of the Dr. Bart app could be considered worthwhile, as it is a non-

invasive intervention. 
- The accumulation of these tiny habits will result in larger health benefits in the long 

term as these could be incorporated in daily life.  

http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=OP0154-HPR&view=1&item=2020OP0154-HPR
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=OP0154-HPR&view=1&item=2020OP0154-HPR
http://scientific.sparx-ip.net/archiveeular/?searchfor=OP0155-HPR%20&view=1&c=a&item=2020OP0155-HPR
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Cost effectiveness of tele-health follow-up in RA - Dr. Annette de Thurah, Denmark 

A randomized Controlled trail was performed to estimate the cost effectiveness of Patient 
Reported Outcomes based tele-health interventions offered to patients with RA with low 
disease activity or remission.  
 
This randomized controlled trial compares the cost-effectiveness of Patient Reported 
Outcomes based tele-health follow-up to patients with RA performed by rheumatologists or 
rheumatology nurses with conventional outpatient follow-up. The primary outcome was 
disease activity formulated by DAS28. The secondary outcome was: Quality of Life.  
 
Conclusion: 
It is difficult to obtain statistically significant results for cost-effectiveness in small samples. 
However, the results point toward a possible cost-saving impact of Patient-Reported 
Outcome interventions in patients with low disease activity or remission. The study was 
unable to conclude if telehealth follow-up carried out by a nurse (PRO-TN) or a 
rheumatologist (PRO-TR) were most cost-effective. Other relevant considerations, like 
patient satisfaction or organizational issues, should determine the way of organizing RA 
disease management in these patients.  
 

Implementation of the EULAR recommendations for patient education  - Dr. Sarah 

Bennett, United Kingdom 

Patient education can be defined as a planned interactive learning process designed to 
support and enable people to manage their life with inflammatory arthritis and optimize 
their health and wellbeing.  
 
The EULAR recommendations for patient education consist of the following: 
1. Patient Education (PE) should be provided as an integral part standard care 
2. PE should be offered throughout the course of a disease.  
3. PE should be tailored and needs-based 
4. PE should be delivered through different modes.  
5. PE should be based on a theoretical framework and evidence. 
6. The outcomes of PE need to be evaluated.  
7. Competency is needed in the delivery of PE. 
8. Training in competency is needed for the delivery of PE.  
 
This project had 3 aims: 
- Disseminate the EULAR recommendations for patient education to all stakeholders. 
- Assess the level of acceptability of the EULAR recommendations. 
- Assess applicability in clinical practice including potential barriers and facilitators.  
 
The project consisted of a multinational survey which was distributed in almost all European 
countries, India and Japan.  
 
Conclusions: 
- The recommendations have been disseminated across 23 countries.  
- There was high agreement with the recommendations. 
- Levels of application to clinical practice was lower. Some barriers to application are 

amenable to change, and addressing these will help to improve practice. 

http://scientific.sparx-ip.net/archiveeular/?view=1&c=a&searchfor=OP0156-HPR%20&item=2020OP0156-HPR
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=OP0157-HPR%20&view=1&item=2020OP0157-HPR
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=OP0157-HPR%20&view=1&item=2020OP0157-HPR
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Telemedicine consultations in polymyalgia rheumatica patients.  -  Ms. Susanne Fredslund-

Andersen, Denmark 

Telemedicine had found a wider application in a number of chronic diseases resulting in a 
decreased number of hospital visits. However, no telemedicine studies on Polymyalgia 
Rheumatica (PMR) patients have been reported before.  
 

The aim of this study is to evaluate the use of telemedicine consultation in newly diagnosed 

PMR patients.  

In a period of 2 years, 76 PMR patients were evaluated by telemedicine consultations 

managed by rheumatic nurses. Only patients with minimum disease duration of 3 months 

were included in the study.  

Conclusion: Telemedicine consultations in PMR diminish the need for physical consultations 

in this patient cohort. More than half of all patients were either out of- or received only a 

very low dose of prednisone at the time of evaluation of data.  

 

Efficacy of Comprehensive Technology-assisted Home-based Exercise in AS - MD Yiwen 

Wang, China 

Ankylosing-Spondylitis (AS) often results in structural and functional impairments resulting 
in limitation in activities and social participation. According to the 2018 EULAR 
recommendations for physical activity (PA) in RA/SpA/OA in knee and hip, physical activity 
should be an integral part of standard care.  
 
The aim of this study was to investigate the efficacy of a technology-assisted combined 
home-based exercise program in patients with Ankylosing-Spondylitis (AS).  
 
The intervention consisted of a personal counseling session and brief supervised training 
sessions. It also consisted of home-based aerobic exercises (30 minutes, 5 days a week) 
using a monitor wristband and home-based functional exercise sessions (60 minutes, 3 day a 
week). This intervention was compared to usual care for people with AS.  
 
Conclusions: 
- The technology assisted combined home-based exercise program is feasible.  
- It has been shown to have beneficial effects on disease activity, physical function, spinal 

mobility, health related quality of life, cardiorespiratory fitness and body composition in 
AS.  

 

'The best thing we have is each other' – Mrs. Maria Bergström, Sweden 

RA impacts the everyday life of patients and the people close to them.  
 
The aims of this study are to explore: 

- How dyads consisting of persons with RA and their significant others comprehend 
support and participation in everyday life.  

- How the dyadic interactions can influence their experience of participation in 
everyday life.  

http://scientific.sparx-ip.net/archiveeular/?searchfor=OP0158-HPR%20&view=1&c=a&item=2020OP0158-HPR
http://scientific.sparx-ip.net/archiveeular/?searchfor=OP0158-HPR%20&view=1&c=a&item=2020OP0158-HPR
http://scientific.sparx-ip.net/archiveeular/?c=a&view=1&searchfor=OP0159%20&item=2020OP0159
http://scientific.sparx-ip.net/archiveeular/?c=a&view=1&searchfor=OP0159%20&item=2020OP0159
http://scientific.sparx-ip.net/archiveeular/?view=1&c=a&searchfor=OP0330-HPR%20&item=2020OP0330-HPR
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The results indicate further needs for interventions for both the persons with RA as well as 
the significant others, in order to boost the dyadic interaction and thereby facilitate optimal 
participation in everyday life of persons with RA.  
 

Higher quality of care and less surgery after implementing osteoarthritis guidelines - Ms. 

Tuva Moseng, Norway 

There is a gap between the osteoarthritis (OA) guidelines and the actual care most patients 
receive. This is especially the case with regards of the first line treatment of OA.  
 
A new model of integrated OA care was evaluated in this study. The aim of the model was to 
offer OA care according to the guidelines, emphasizing first line treatments such as 
exercising and healthy eating. The model was implemented among general practitioners, 
physiotherapists in primary care and orthopedic surgeons via a multidisciplinary workshop. 
Another separate workshop was given to physiotherapists.  
 
This study aimed to retrieve the long-term effects 12 months after implementing this model 
in primary care. Different patient reported and system outcomes were measured.  
 
Conclusions: 
Higher uptake of OA recommendations in primary care may reduce or postpone the need 
for surgery in people with hip or knee OA.  

11.50-11.55 hours: Poster tour 

 

Diet, Nutrition and Arthritis – A Workshop for Young People with RMD’s - Ms. Meike 

Voeten, Netherlands 

 

Many people with RMDs cope with questions regarding the best nutrition for people with 
RMDs. The Dutch group for young people (18-30 years) with RMDs, Youth-R-Well, organized 
the interactive workshop ‘Diet, nutrition and arthritis.’  
 
The aim of the workshop was to share knowledge about research on the proven effect of 
diet and nutrition on arthritis.  
 
The workshop started with an interactive presentation about research on diet and nutrition 
in relation to arthritis. Then the participants took part in a cooking workshop on ergonomic 
cooking. More than 40 participants joined the workshop which was filmed and put online for 
more people to see. More than 1300 people looked at the online workshop. People were 
very satisfied with the workshop.  
 
Conclusion: 
The workshop ‘Diet, nutrition and arthritis’ was a success. The video of this workshop will be 
shared with many more young people with RMDs. 
 
 
 

http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=OP0321-HPR&view=1&item=2020OP0321-HPR
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=OP0321-HPR&view=1&item=2020OP0321-HPR
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=PARE0001&view=1&item=2020PARE0001
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=PARE0001&view=1&item=2020PARE0001
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CAB input can make lay summaries of clinical trial results more understandable – Mr. Joep 

Welling, Belgium 

Sponsors of clinical research must ensure that all studies within the EU are accompanied by 
a trial summary for laypersons. This summary must be published within 1 year of study 
completion so that patients and the general public can disseminate the clinical trial results. 
The European Patients forum (EPF) and the European Patients Academy on Therapeutic 
Innovation (EUPATI) encourage clinical research sponsors (CRSs) to engage with patient 
organizations in the development of lay summaries.  
 
In this study learnings from a collaboration between several scleroderma patient 
organizations and a clinical research sponsor are shared in creating written and video lay 
summaries of the SENSCIS trial.  
 
A community advisory board (CAB) was formed which consisted of representatives from 11 
different scleroderma patient organizations from different countries/regions. They held 3 
meetings within the course of 7 months. In each meeting content from the clinical trial 
results was made more understandable and more relevant for patients and the general 
public. 
 
Advice of the CAB: 

- Make the existence of lay summaries better known in the patient-community.  
- Develop an instruction video on how to make a lay summary video about the results 

of a clinical trial for the general public. These lay summary videos are also relevant 
for people with lower health literacy levels.  

 
In a response to the CAB advice a general video entitled ‘What are lay summaries?’ was 
made as well as a trial specific lay summary video. Revisions to the lay summary content 
(written as well as video) were also made to make content more understandable.  
 
Conclusion: 
Working with a CAB for the structured collection and implementation of advice can make lay 
summaries more understandable for the patient community and wider general public.  

 
13.00-13.30 hours: Pain: mechanisms, concepts and management  
 

What is new in central mechanisms underpinning pain in RMDs? - Prof. Dorothee Auer, 

United Kingdom 

One in 3 people live with chronic pain. 2 in 5 report unsatisfactory 
treatment.  
Chronic pain is a mayor health care problem in Europe.  
 
Chronic pain can be primary and secondary. Mechanisms and 
biomarkers of acute and chronic pain have been extensively studied. 
Pain is complex but can be decoded as different parts of the brain are 
affected. The brain has different pain signatures. There are complex 
analytics for decoding the different pain signatures in the brain. These 
pain signatures can help in precision medicine for pain.  

http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=PARE0009&view=1&item=2020PARE0009
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=PARE0009&view=1&item=2020PARE0009
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In summary: 

- Key advances were made to build testable brain models of the experience of a 
predisposition to clinical pain.  

- Brain models are now being explored for the prediction of treatment outcome, a 
brain-based taxonomy of pain (Brain Dysfunctional Disorder) 

- Brain-circuit analysis provide powerful markers of central mechanisms underlying 
pain chronification, multidimensional assessment of pain relief and may identify 
new brain treatment targets.  

 
13.30-15.00 hours:  COVID-19  
 
Introduction 

Dieter Wiek, EULAR Vice-President representing PARE welcomes everyone. Corona has had a 
great impact on the individual as well as the economy. It raises questions of people with 
RMDs. They would like answers. They are hopefully given in the next COVID-PARE 
presentations.  

 
COVID-19 - an update - Prof. John D Isaacs, United Kingdom 
 

Viruses what are they? They replicate inside living cells. It makes is difficult to make proper 

drugs just against the virus and not the living cell. Viruses replicate rapidly and mutate as 

well. A virus damages the cell that they replicate in. The immune response against a virus 

can also damage the cell the virus is in.  

COVID-19 symptoms are:  

- High temperature (you feel hot to touch on your chest or back) 

- New continuous cough (you cough more than an hour, you have 3 or more of 

these coughing episodes in 24 hours. If you usually have a cough, it may be 

worse than usual) 

- Loss or change of smell or taste (you notice that you cannot smell or taste 

anything, or things smell or taste different to normal)  

The horseshoe bat- and the pangolin coronavirus show a lot of similarity to the SARS-

CoV-2 virus. There is a hypothesis that the pangolin coronavirus moved to the horseshoe bat 

coronavirus which moved to the human SARS-CoV-2 virus.  

The virus has been around for 6 months; 6,5 million infections in 6 months is huge. The 

coronavirus has to stick to a receptor. The average time to symptoms is 5 days. During this 

time the virus can spread through droplets when coughing and sneezing. The virus remains 

alive on stainless steel, plastic for more than 3 days but not on copper or cardboard.  

81% of infected people have mild symptoms. 14% of infected people are severe cases and 

need to be hospitalized. 5% of infected people become critically ill and need support on ICU. 

There is variability in countries in fatality rate with age. COVID is not a lung disease but it 

affects the whole body: brain, eyes, nose, lungs, heart and blood vessels, liver, kidneys and 

intestines. 
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With regards to the treatment of COVID-19, many medication is under investigation such as 

anti-IL6, Anti-TNF, Baracitinib, Interferon, Anti-Interferon, Anti-GM-CSF, IL-7, convalescent 

plasma etc.  

Non pharmacological interventions that have proven to be effective against the COVID-19 

virus are: 

- Testing and isolation 
- Case finding, contact tracing and quarantine 
- National border, quarantine for travelers 
- Personal Protective Equipment 
- Social Distancing (spread is possible in distances up to 1.8 meter) 
- Handwashing (virus inactivated by soap/alcohol) 
- K number – 10% of patients cause 80% of infections – super spreaders – selective 

behavior change – large indoor venues.  
 

Questions: 

 

- How come age seems to be a predictor of worse disease outcomes for COVID-19? 

 

Our immune system changes with age, it tends to make more inflammatory response to 

stimuli, it makes our immune-system more likely to go into overdrive as a reaction to a virus. 

With age we are also more likely to have co-morbidities. And we are frailer. These are all 

possible causes. Most likely that our own inflammatory response is more intense once we 

get older.  

- RMDs, do you think there is a window of opportunity to prevent the worst 

manifestations of COVID-19? 

The timing of drugs is important. There are a lot of cytokines in the blood of people who get 

severely ill from COVID-19. You need to time your drugs so that you can prevent this 

cytokine storm. The question is; when exactly is the right time for each drug? An what is the 

main cytokine that influences all the others? So many questions, that still need to be 

answered by research.  

- How many days does it take for a COVID-19 test to come back positive? 

 

Within 2-3 days of contracting the infection you can find the virus in your blood. 

There are trials going on with blood-plasma of patients who have recovered from COVID-19. 

Can this blood-plasma help newly infected COVID- patients recover? We will know the 

answers in a few months.  

- Can you train the immune system to battle COVID-19 with vaccines?  

 
Time will tell. Even if a vaccine does work it will be more like a flue vaccine, one you need to 

redo more times in your life.  
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What do COVID-19 data tell us so far regarding risk factors? - Prof. Pedro M Machado, 

United Kingdom 
 
COVID-19 pandemic has caused pressure on healthcare systems worldwide, with a large 
number of casualties at a global scale.  
 
It led to a lot of discussion about the right kind of treatment and medication for COVID-19. 
One of these points of discussion focused on the effect of hydroxychloroquine and 
chloroquine. Adequately powered and well-designed randomized controlled trials are 
required to reach any conclusion about the benefit or harm of HCQ/CQ for COVID-19.  
 
What are the risk factors for COVID-19 hospitalization in patients with RMDs? 
People with inflammatory RMDs have underlying immune system dysfunctions and often 
use immunosuppressants. This resulted in concerns about poorer outcomes for COVID-19 in 
patients with RMDs and uncertainty about the right kind of RMD medication management 
during the pandemic.  
 
For this reason, the Global Rheumatology Alliance started to collect data from RMD patients 
with COVID-19 by using an online data collection survey. The report of the first 600 
registered RMD patients show the following: 
 
There might be some selection bias of the patients that are reported in the database. Maybe 
the more severe cases of RMD patients with COVID-19 are more likely to be reported.  
 
The baseline characteristics of the first 600 people with RMDs and COVID-19 that have been 
reported in the database are: more female (71%), more RA (38%), mostly mentioned co-
morbidity: hypertension (33%), no-smokers (65%), use csDMARDs only, including anti-
malarial (45%), don’t use prednisone (68%) and were not hospitalized (54%). 
 
There were no significant differences in the odds of hospitalization with regards to type of 
RMD medication. Although there does seem to be a lower odd for hospitalization for people 
who are on a TNF blocker. It is important to know that these data are based on what we 
know so far and that they show associations with hospitalization but do not necessarily 
reflect a causal relationship.  
 
Conclusions: 

- Risk factors for hospitalization among people with RMDs are largely similar to those 
without RMDs. 

- Older age and comorbidities increase the risk of hospitalization. 
- Biologic therapies, NSAIDs and hydroxychloroquine were not associated with a 

higher risk of hospitalization for COVID-19. 
- Anti-TNF treatment was associated with decreased odds of hospitalization. 
- Moderate to high dose glucocorticoids were associated with a higher risk of 

hospitalization.  
- Larger sample sizes will allow us to study specific diseases, drugs and comorbidities.  
- Quantifying a patient’s risk of having severe COVID-19 could be used to help 

countries plan strategies to shield the most vulnerable groups.  
 
 
 

https://rheum-covid.org/
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Questions: 
 

- SLE patients, do they have a worse outcome of COVID-19? 
 
When you have a severe case of COVID-19, many organs in your body can be infected. SLE 
has multiorgan manifestations of the disease as well. This can make is difficult if a worsening 
of your condition is due to the COVID or the SLE.  
 

- Do biologicals have the possibility of blocking cytokines caused by COVID-19? 
 
This could be possibility but it should be tested in large samples and randomized controlled 
clinical trials.  
 

- AS patients have a restricted lung function, but are sometimes COVID infected as 
well.  

 
Lung-problems such as a restricted lung function can be associated with certain RMD types 
like AS, SLE, scleroderma. These problems will be coded as a co-morbidity of the RMD in the 
database.  
 

- What about glucocorticoids? 
 
Glucocorticoids are given in ratio to the severity of an RMD. It is important that RMD 
patients do not stop using their glucocorticoids, although the dosage should be reduced to 
the minimal possible amount. During an infection the body needs more glucocorticoids. If 
you take them, there is a good reason for that.  
 

The psychological Impact of COVID-19 on inflammatory RMDs - Prof. Dr. Rinie Geenen, 

Netherlands Co-Speaker: Mr. Tim Koppert 

COVID-19 (Corona) had a big psychological impact as well. But is this the case?  
It could be that people with an RMD are already used to coping with unpredictable 
circumstances, making them more resilient against the uncertainty of Corona.  
This presentations show the results of an online survey (March-April 2020) in the 
Netherlands regarding the impact of COVID-19 on inflammatory RMDs.   
 
Conclusions: 
During the peak of the corona crisis, people with inflammatory arthritis: 

- Are more worried about infections than healthy people. 
- Are more stressed than usual (this is similar in healthy people) 
- Do not have lower mental well-being when compared to a cohort of people with 

inflammatory RMDs two years ago.  
 
Implications: 
Fear and worry are normal reactions to threat. Worry about contamination makes people 
cautious and prevents them from getting contaminated.  
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4 tips that can help in dealing with the negative psychological 
consequences of the corona-crisis: 

1. Change your habits (for example: wear gloves during 
shoping, it reminds you of not touching your face or other 
people) 

2. Prevent too much anxiety (by seeking support of loved ones 
and friends and by reading/watching in the media only fact-
based instead of anxiety-provoking information.  

3. Adopt a healthy lifestyle (with sufficient physical exercise, good sleep and day-nights 
rhythms, healthy eating and drinking and positive emotions and thoughts) 

4. Invest in mental resilience (cherish (online) social contacts, adapt to new 
circumstances by creating a safe atmosphere and environment, initiating a positive 
mindset and mood and accepting what cannot be changed.  

 
Questions: 
 

- How did you find the people for the study? 
 
By actively setting out the survey on social media platforms of hospitals and patient 
organizations and finding ambassadors to spread the link to the survey.   
 

- Many people with RMDs found the quarantine period less stressful than usual 
because they did not have to physically go to their work every day but could work 
online from home. Could this be the reason for the increase in mental wellbeing 
you found in people with RMDs?  

 
This could indeed be the case. But this increase in mental wellbeing could also have to do 
with a trend that has been going on for the last couple of years already.  
 

- What can patient organizations do for these people?  
 
Our own measurements were during the peak of COVID. Now, in the beginning of June 2020, 
there is less isolation, RMD patients are now more reassured and less stressed.  
As a patient organization you can help patients to factual information on COVID-19 and you 
can help them find support in each other. And you can promote a healthy and positive 
lifestyle. Help people to move on with their lives even with COVID being around, help them 
to adapt to new circumstances.  
 

- How did you assess mental health? 
 
By using a questionnaire that included questions about mental and emotional wellbeing 
including fatigue and pain.  
 

Where do I find reliable COVID-19 information? - Ms. Souzi Makri, Cyprus 

Souzi is the chair elect of CYPLAR, the national patient organization from Cyprus.  
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Below there is a list of international websites you can go to for reliable information on 
COVID-19 for people with RMDs: 

- EULAR 
- World Health Organization 
- European Patients Forum 
- European center for disease prevention and control 
- ISPOR-The professional society for health economics and outcomes research 
- EUPATI 

 

PARE Organizations’ Best Practices on COVID-19 - Dr. Elsa Mateus, Portugal 

Elsa Mateus is PARE’s chair: We have asked PARE organizations about the efforts they 
undertake in giving their members information about COVID-19. 14 organizations have 
replied to this request. Activities of these organizations focused on: communicating with 
members (website, social media, e-mail, newsletter, phone calls, dissemination of guidelines 
or a postal mail), supporting members (help-lines, live broadcasts in social media channels, 
online support groups, online physical exercise and physiotherapy sessions), advocacy 
(clarifying information on the rights of people at risk of COVID-19, lobbying for special labor 
law measures of risk groups, ensuring safe access to treatment, engaging with relevant 
stakeholders (pharmacists, physicians, scientific societies, healthcare professionals, 
pharmaceutical companies), preventing shortages of HCQ/Sarilumab/Tofacitinib and support 
of the Global Rheumatology Alliance) and fundraising (online fundraising activities, 
sponsoring of the special corona information services, free delivery of biological therapy to 
the home addresses of patient throughout the country of Serbia). 

16.00-16.55 hours:  Implementing high intensity exercise  
 

The anti-inflammatory effects of exercise - Prof. Bente Pedersen, Denmark 

Chronic inflammation is associated with a lot of chronic diseases such as RMDs but also type 
2 Diabetes, Cardiovascular Diseases, Depression, Dementia, Colon Cancer and Breast Cancer. 
What is the impact of exercise on this inflammation? 
 
Physical inactivity reduces insulin-stimulated peripheral glucose uptake which leads to the 
accumulation of visceral fat. This visceral fat becomes inflamed. Chronic systemic 
inflammation can have a negative impact on most of our organs and on our joints. Il-6 plays 
an important role in this process: it induces an anti-inflammatory response and it stimulates 
the reduction of visceral and epicardial fat when exercising.  
 

Exercise therapy in RMD patients with multi-morbidity - PhD Silje Halvorsen Sveaas, 

Norway 

In this presentation, high intensive exercise is defined as vigorous cardiorespiratory exercise 
or muscular strength exercises. The most common multi-morbidities in RMD patients are: 
cardiovascular diseases, obesity, osteoporosis, joint replacement, enthesis’s. These 
morbidities contribute to the disease burden of RMDs and exercise is a way to treat these 
conditions.  
 
Exercise with cardiovascular diseases:  
Regular exercise reduces the 24 hour risk of a cardiovascular event by 50%.  
 

https://www.eular.org/index.cfm
https://www.who.int/health-topics/coronavirus#tab=tab_3
https://www.ecdc.europa.eu/en
https://www.ecdc.europa.eu/en/search?s=learning+course+on+COVID19
https://www.ispor.org/publications/journals/value-outcomes-spotlight/vos-march-april-q-a
http://www.eupati.eu/covid19eupati/
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Exercise with overweight and obesity: 
- Important to increase daily activity: 

o To stand instead of sit, walk stairs, active 
transportation 

- Pain in weightbearing joints: 
o Cycling, swimming, Nordic Walking 

- The relative intensity is higher: 
o Important to record heart rate 

 
Exercise with osteoporosis: 

- Weightbearing position: 
o Maximal effect of physical activity on bone mineral density 
o Jumping, running, fast walking 

- Balancing exercises: 
o To reduce the risk of falling 

 
Exercise with joint replacements: 

- Avoid exercises with a long weight arm.  
- Follow the restrictions given by the surgeon 
- Focus on low impact sports such as: cycling, extended walks, hiking, fitness, aqua-

aerobic, Nordic-walking, swimming, gymnastics, inline-skating, gardening, golf.  
 
Exercise with enthesis’s: 

- Growing concern that high intensity exercise may generate more enthesis’s due to 
the mechanical strain that can drive enthesis inflammation. 

- Activities with a gradually increase in load.  
- Avoid sudden and quick movements.  
- Stretching as a part of warming up and cooling down.  

 
What are the contra-indications of medication with regards to activity? 
 
Corticosteroids:  

- Increased risk of osteoporosis and fractures and ruptures in tendons/ligaments.  
- Avoid intensive physical activity during the first week after cortisone injection.  
- Adaptation: low-impact exercises, lower load, more repetitions 

 
NSAIDs and TNF-inhibitors: 

- No contraindications regarding activity 
- A facilitator for high intensive exercise 

 
How to adapt high intensive exercise in RMD patients with multi-morbidity? 
Yes, for some patients with multimorbidity adaptation is necessary. There are some general 
rules for adaptations: 

- Give the person with an RMD information – focus on the message: it is safe to 
exercise.  

- Adjust to the individual fitness level: 
o Follow the ACSM’s recommendations for improvement and maintenance of 

physical fitness. 
o The relative intensities (percent of peak heart rate) are often low (low 

corresponds with walking uphill/stairs) 

https://www.acsm.org/
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o Test physical fitness so you can dose exercise accordingly. 
o Tools to measure intensity: 

▪ Pulse watch 
▪ Borg scale 

- Make sure you warm-up and cool-down afterwards.  
- Gradual progression: 

o A gradual increase in exercise load  
(frequency, intensity, time and type) 

o Gradually increase duration and frequency 
 
Are exercise adaptations necessary?  
We can adapt exercises to the following symptoms: 
Pain: 

- Use the 24 hour rule:  
o 5 or less on a scale from 0-10 during exercise 
o <2 is safe, 2-5 is acceptable, >5 should be avoided 
o Reduce the intensity if the pain persists for more than 24 hours.  

Fatigue: 
- Energy conservation is recommended for fatigue.  
- Beneficial effect of high intensity cardiorespiratory exercise had been shown in 

different studies with patients with RA, axial SpA and psoriatic arthritis. It takes 
some time (a few weeks) before patients experience they get more energy from 
exercise. Inform patients that this positive effect comes gradually.  

 

What you need to know and when to refer to whom? - Dr. Wilfred F. Peter, Netherlands 

Physical activity (PA) is defined as any bodily movement produced  by skeletal muscles that 
requires energy expenditure. Exercise is a subcategory of PA that is planned, structured, 
repetitive and aims to improve or maintain one or more components of physical fitness. 
Therapeutic exercises are specific exercises  meant to address particular health problems.  
 
There are a lot of benefits to regular PA (lower rates of chronic illnesses, lower risk of 
hip/vertebral facture, higher level of cardiorespiratory and muscular fitness and better 
weight maintenance). Exercise is also effective for people with RMS: RA (more aerobic 
capacity and/or muscle strength and/or functioning and/or general well-being), Hip and 
Knee OA (short term benefits of reduced knee pain and better physical function), axial SpA 
(better physical function). For rare forms of RMDs (SLE, Systemic Sclerosis, Myositis) there 
are too little studies available. Also the effect of high-intensity exercise therapy in people 
with RMDs is insufficiently substantiated. More research is needed to determine the right 
and safe intensity of exercise therapy. Specific PA recommendations are formed by the 
World Health Organisation (WHO) and EULAR recommendations for physical activity.  
 
There are several training principles (the FITT PRO principals): frequency, intensity, time, 
type of exercise and progression should be clear for the person receiving the training. Also 
additional training principles should be followed: increase intensity, intervention is greater 
than what a person is already doing, as individuals become more fit, the effort required for 
further improvements increases.  
 
For RMD patients the high intensity level of exercise can be reached earlier than people 
without an RMD.  
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It is not always easy to stick to the health enhancing recommendations. Possible barriers 
are: low motivation, unsuccessful timing in daily routine and hindering disease symptoms. 
Possible facilitators are: high motivation, good organizational condition and facilitating 
disease symptoms.  
 
What are the contra-indications for participating in exercise? 
Be aware of co-morbidities and adapt (high) intensity exercise to these. Monitoring, 
evaluation and adaptation are very important parts in exercising to make them effective.  
 
Before starting exercise therapies red flags should be checked for safety reasons.  
General red flags are: 1. swollen or red joints, raised temperature or other signs of acute 
infection. 2. Acute exacerbation or general increase in complaints. 3. Unexplained malaise 
and/or weight loss. 4. Central or peripheral nerve system symptoms. Disease specific red 
flags are: RA (recent tendon rupture) and for Axial SpA (acute, localized spinal pain after 
trauma). 
 
Health care providers should support people with RMDs to:  

1. Engage in general exercises meeting minimum requirements to obtain general and 
specific health benefits.  

2. Engage in specific exercises addressing individual problems related to their 
rheumatic condition.  

3. The use of E-health (especially in the case of COVID-19) 
 
When would you refer to physiotherapy? 
A referral to a physiotherapist is advised for people with an RMD who need to be supported 
with regards to: RMD related limitations in daily activities and/or social participation and in 
achieving or maintaining an adequate level of physical activity. A referral to a 
physiotherapist is also advised for people with an RMD when information, advice and 
instruction by a health care provider is not sufficient.  
 
Physiotherapists need the knowledge and skills to treat people with RMDs. The necessary 
competences are published in the EULAR 2019 recommendations for generic core 
competences of health professionals in rheumatology.  
 
What are the criteria for physiotherapists? 

- Basic Post-Graduate education EULAR 2019 recommendations for generic core 
competences of health professionals in rheumatology 

- Evidence based practice according to up-to-date (national) guidelines 
- Practices should have adequate accessibility for RMD-patients 

 
Reumanet.nl is a national network of physiotherapists with specific expertise in RMDs with 
to date: 13 local networks and 150 physiotherapists.  
 
Conclusions: 

- There is evidence for general and disease specific health benefits of exercise for 
people with RMDs. 

- Use general principles of health PA, adapted to individual/disease-specific problems.  
- Build up the exercise plan according to FITT PRO and additional training principles.  
- The additional effect of high intensity exercise is uncertain. Moderate intensity for 

healthy people can be vigorous for people with RMDs.  

https://ard.bmj.com/content/79/1/53
https://ard.bmj.com/content/79/1/53
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- Monitoring and evaluation should be routine (effects, safety, adherence, awareness 
of red flags) 

- Use a systematic approach toward comorbidities: contra-indications and adaptions.  
- Expert knowledge and skills are required for appropriate guidance and supervision. 
- (Inter) national networks with quality criteria, based on (EULAR) competences and 

post graduate education are recommended.  

 
Evaluation of a 10-week Progressive Resistance Training Programme - Mrs. Jade Skeates, 

United Kingdom 

 

Exercise is recommended for people with arthritis. Progressive training can: improve muscle 

strength and mass, improvements in body composition and physical function. It is thought 

that it can also contribute to a lower disease activity.  

A progressive 10-week training programme at the Royal National Hospital for Rheumatic 

Diseases was evaluated.  

Conclusions: 

People with inflammatory arthritis, undertaking a 10-week progressive training programme 

can achieve significant and clinically meaningful improvements in strength, ADL 

performance, well-being, self-efficacy and fatigue.  

Future research ideas: 

- Acceptability and adherence to PRTPs 
- Patient Perspectives on PRTPSs 

 

Friday June 5 

10.15-11.45 hours: PARE Abstract Session    

 

Edgar Stene Prize Winner - Mrs. Hristina Bankova, Bulgaria 

This year’s Edgar Stene Prize goes to Hristina Bankova from Bulgaria for her personal story 
on ‘Being a person with a rheumatic or musculoskeletal disease – How my voluntary work 
benefits me’ . 
 
Hristina begins her story on an average day in May 2013, when she is part of a promotion 
team of volunteers on ‘World Lupus Day’ advocating for more awareness among the people 
passing by in the center of Sofia. At that time, she does not have Lupus and doesn’t even 
know anyone who has the disease.  
 
The activities she does and the people of the BOPRD patient organization for people with 
RMDS she’s meets that day, inspire her to do more advocacy activities in future years. ‘I 
don’t get paid, but my reward comes from meeting new and interesting people, building 
friendships, having fun, as well as gaining knowledge, wisdom, experience, trust and a sense 
of meaning. Being a volunteer is just like being a hero – not the type of hero who shoots and 
kills bad guys. But rather the type of hero who makes the world a better place, one step at a 
time.’ 
 

http://scientific.sparx-ip.net/archiveeular/?view=1&c=a&searchfor=OP0203-HPR%20&item=2020OP0203-HPR
http://scientific.sparx-ip.net/archiveeular/?view=1&c=a&searchfor=OP0203-HPR%20&item=2020OP0203-HPR
https://www.eular.org/myUploadData/files/edgar_stene_prize_2020_(winner)_(1).pdf
https://www.eular.org/myUploadData/files/edgar_stene_prize_2020_(winner)_(1).pdf
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Hristina has been diagnosed with an RMD herself: scleroderma. ‘Everything in life happens 
for a reason.’ 
 

Using an Educational Application to Explore Clinical Fatigue - Dr. Louise Bennett, United 

Kingdom 

Fatigue is one of the most mentioned problems of people with RMDs. It is often a symptom 
that is misunderstood by the general public. How do you let the general public better 
understand fatigue in RMDs and the impact of fatigue for those who suffer from it? An 
application was formed for educating people on fatigue. It shows the different parts of the 
brain that might be affected by fatigue. Also the application takes you into the day of a 
person who is suffering from fatigue. Which tasks in your daily life (household, school, work, 
social life) are made difficult because of fatigue? And what are common misunderstandings 
about fatigue such as the fact that being tired is not the same as being fatigued.  
 
 

 
Conclusions: 
From the pilot test conducted the AR application was successful in delivering educational 
material about brain anatomy and was successful in increasing awareness about the impact 
that fatigue can have on an individual’s quality of life. It will be used in hospitals and events 
to help people better understand that the brain is complex with regards to processing 
fatigue and to better understand the impact fatigue can have on your daily life.  

 
An animal assisted project for children with JIA - Mr. Ugo Viora, Italy 

Children with JIA often have problems with adherence with regards to their medication. 
With regards to methotrexaat, fear of the needle but also of the nausea and vomiting are 
factors that contribute to the problem of adherence.  
 

Experiments in other diseases (not RMDs) have 
shown that animals like a dog or cat can help 
children forget their fear and can help avoid the 
psychological conditions that can enhance the 
nausea. For this reason a specific programme was 
designed in Italy for children with JIA and their 
families to help manage the therapy, reduce 
discomfort and anxiety, improve self-esteem and 
the response to stress as a result of the execution 

of therapy, strengthening communication and socialization and stimulating feelings of 
affection through activities of animal care.  

http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=OP0255-PARE%20&view=1&item=2020OP0255-PARE
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=OP0255-PARE%20&view=1&item=2020OP0255-PARE
http://scientific.sparx-ip.net/archiveeular/?c=a&view=1&searchfor=OP0256%20&item=2020OP0256-PARE
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Receiving permission for the project took 1,5 years and the program including the personal 
meetings was free of charge. Due to COVID the programme was forced to stop at meeting 
14 of the 17. Nevertheless, the results so far are encouraging: 
 
For patients: 

- Children won their fear of cats/dogs spontaneously in a short time (no more than 15 
minutes) 

- Children love to play with the animals, seeking closeness at the time of the therapy.  
- Children don’t cry and don’t refuse therapy.  
- Since the 3rd session, no one has nausea of vomits before, during or after injection.  
- No infections, mycosis or rash occurred during the first 5 months.’ 
- 6 of 10 children asked their parents to meet the animals another time.  

 
For parents: 

- Better feeling of confidence and safety with regards to the therapy for their 
children. 

- After the injection, parents are prepared to sit quietly in the waiting room and let 
animals and conductors lead the session. It gives them the confidence to have a 
moment of relaxation instead of anxiety in the waiting room.  

- Parents report that they have found new friends because of the project. People who 
face the same problems and with whom they can discuss experiences and solutions. 

- Family life has improved, it is more relaxed. 
- Sisters, brothers and other relatives can participate in the session as well so that 

they can share this moment with the patient.  
 
What about the animals? 

- Animals did not show signs of stress and stayed safe and healthy.  
 
Conclusion: 
An animal assisted intervention is safe for children, animals and their conductors. It is useful 
in helping patients with JIA to overcome the problems they face when going into treatment. 
It is an intervention that is easy and speedy. In a short time, a waiting room can be turned 
from a sad place filled with feeling of anxiety to a place that is more cheerful.  

 
Using patient health literacy profiles in rheumatology care - Mr. Mark Bakker, Netherlands 

Health literacy is often misunderstood as the capacity to be able to read or write 
information. Health literacy is however about more than just reading or writing. It also 
includes other personal, social en situational competencies that help you to be able to make 
choices for your health. Limited health literacy has been associated with lower health 
outcomes. With regards to RMDs, research shows that limited health literacy influence 
functional impairment, poor medication adherence and possible delayed access to biological 
medication. One out of 3 people had limited health literacy and it disproportionately affects 
vulnerable groups (migrants, elderly, people with low social-economic-status).  
 
The aim of this study was to improve the care for people with limited health literacy. The 
Ophelia approach was used: 

- Step 1: measure patient health literacy using the HLQ questionnaire (gives a score 
for all the different aspects of health literacy) 

- Step 2:  Cluster analysis to identify patient profiles 

http://scientific.sparx-ip.net/archiveeular/?view=1&c=a&searchfor=OP0257-PARE&item=2020OP0257-PARE


 
 
 
 

33 

 

- Step 3: Discuss patient profiles with patients and professionals 
- Step 4: Co-design, develop and implement interventions 

 
The project resulted in 10 distinct health literature profiles. Each profile is explained by a 
case-study of someone with this profile. People with each profile face challenges en need 
possible solutions for these challenges.  
 
Together with professionals and in the future (due to COVID) online with patients, specific 
possible solutions for problems in each literature profile are discussed. Examples of possible 
general or profile specific solutions are: training in the teach-back method for professionals, 
an overview of reliable online information, additional time with the rheumatology nurse, a 
more visualized treatment plan.    
 
What did the project show? 

- A diversity of health literacy profiles exists in rheumatology care.  
- Different profiles correspond to different needs and challenges 
- Engaging with professionals leads to numerous ideas. 

 
Due to COVID measures, discussions with patients about possible solutions to challenges 
were postponed but will be held in the future. This in collaboration with patient 
organizations such as the National Association ReumaZorg Nederland.  
 

Establishment and Deployment of Patient Expert Program - Mrs. Androulla Phoka 

Charalambous, Cyprus 

Cyprus has a patient expert programme in which people with RMDs integrate the patient-
perspective in the training of future health care professionals in rheumatology.   
 
The aim of this project: 

- Tackle the problem of being accepted as part of the training programme in medical 
schools and the training of other health care professionals 

-  To show the benefit of the patient expert programme which is integrating the 
patient perspective to better understand the problems of people with RMDs and to 
increase the awareness about RMDs and the importance of an early diagnosis.  

 
A taskforce was formed to make a strategic plan. It is important get in contact with the 
universities and medical schools and to have a good presentation about the programme to 
show.  
 
The University of Cyprus accepted the invitation for a presentation about the programme. 
After a few meetings the first collaboration with this university started. Patient experts were 
involved in the RMD training of medical students in their 4th academic year together with a 
rheumatologist. All students appreciated being able to talk to a person with an RMD and to 
learn more about patient perception and patient centered care.  
Because of this success Cyplar, the RMD patient organization in Cyprus, started a second 
collaboration with students training to become a physiotherapist, dietician and nurse. The 
plan of Cyplar is to integrate the patient expert programme in all Universities of Cyprus who 
have health professional curriculums.  
 
 

http://scientific.sparx-ip.net/archiveeular/index.cfm?c=a&searchfor=Establishment%20and%20Deployment%20of%20Patient%20Expert%20Program%20&view=1&item=2020OP0258-PARE
http://scientific.sparx-ip.net/archiveeular/index.cfm?c=a&searchfor=Establishment%20and%20Deployment%20of%20Patient%20Expert%20Program%20&view=1&item=2020OP0258-PARE
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Conclusion: 
The importance of the Patient Expert Programme is unquestionable. It is an excellent tool 
for raising awareness and for medical and HCP students to better understand RMDs, to see 
the patient perspective and to focus on patient centered care.  
 

The first international awareness day for pediatric RMDs - Mr. Simon Stones, United 

Kingdom 

The early diagnosis of pediatric rheumatic diseases is of great importance. More awareness 
is needed among the general public and healthcare professionals, especially the general 
practitioners.  
 
A taskforce came together and created WORD (World Young 
Rheumatic Diseases) Day with the purpose to raise 
awareness specifically about pediatric rheumatic diseases 
and to inform relevant stakeholders and the public about 
the importance of timely referral, early diagnosis and rapid 
access to appropriate treatment and support.  
 
WORD day was established by a steering committee. An 
external agency was appointed to facilitate a social media campaign. An annual date was 
agreed for WORD day being March 18th. The goals of WORD day were aligned with the PReS’ 
2025 mission and in partnership with ENCA.  
 
On WORD day face-to-face and virtual events took place. 34 countries reported organizing 
an event. There was a WORD Day Tweet Chat, social media was active leading up to WORD 
Day (including the official WORD Day video) and during WORD Day and people took part in 
the #ButtonChallenge2019 (challenge: try to button your clothes wearing cloves as an 
example of the many challenges you face with an RMD).  
 
Conclusion: 

- WORD Day was the first international campaign focused solely on children.  
- Raising awareness can be resource light and easily implemented. 
- Social media is key to widening reach especially Facebook.  
- Authentic materials, namely videos, proved to be most popular.  

 
The 2020 WORD Day was impacted by COVID-19, but this did not stop people raising 
awareness online. Visit the website to find out more: www.wordday.org. 
 

Fundraising and Patient Expert Program - Mr. Nenad Nedić, Serbia 

The ORS is the patient organization for RMDs in Belgrade, Serbia. After celebrating their 10th 

anniversary, they were keen on expanding their activities and wanted to learn from the 

Swedish Rheumatism Association through the Knowledge Transfer Programme. The aims of 

the programme were: 

1. Fundraising – how do you gather more contributions (financial, new volunteers, new 

members) for your organization from voluntary activities?  

2. Patient Expert Programme – How can you develop and implement a patient expert 

programme?  

http://scientific.sparx-ip.net/archiveeular/index.cfm?view=1&c=a&searchfor=World%20Young%20Rheumatic%20Diseases%20(WORD)%20Day:%20The%20first%20international%20awareness%20day%20for%20%20%20paediatric%20rheumatic%20diseases&item=2020OP0259-PARE
http://www.wordday.org/
http://scientific.sparx-ip.net/archiveeular/index.cfm?c=a&view=1&searchfor=Fundraising%20and%20Patient%20Expert%20Program&item=2020OP0260-PARE
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3. Cooperation with sister organizations – Develop a strong relationship with the sister 

EULAR organizations.  

Conclusions: 

- Fundraising: the contribution of pharmaceutical companies as part of the necessary 

income to survive as a patient organization was reduced by 10%. There was an 

increase of donations from personal donators.   

- Patient Expert Programme - Six patient experts have been trained. They are 

expected to be included in the education of future doctors through the lectures 

within the subject of Intern Medicine in the next academic year at the Belgrade 

University.  

Biosimilar Switching Process - Mrs. Clare Jacklin, United Kingdom 

What is the importance of good patient communication with regards to the switching to a 
biosimilar? A national survey was held in the United Kingdom by CCUK, the Psoriasis 
Association, NASS and NRAS to find the answer. 899 people filled in the questionnaire. Most 
of them had Crohn’s disease, RA and AS.   
 
Results: 

- 676 people received a letter regarding their transfer to a biosimilar. Only 1/3 
actually had a face to face consultation in which the switching to a biosimilar was 
discussed. 

- More than half (53%) of the 899 people were not asked for their consent to be 
switched.  

- People who were not satisfied about the written communication they received 
about the switching process to a biosimilar were more likely to perceive a worsening 
of their symptoms. This is the same for people who received their information face-
to-face of by phone by their clinician.  
 

The results show how important a clear personal communication is when making a decision 
to switch from a biological to a biosimilar. This emphasis that investing in clear 
communication about the switching process upfront has better results with regard to 
patient reported outcomes in the long run.  
 
All stakeholders in this project are working hard on improving the communication about the 
switching to a biosimilar by: 

- Improving communication methods 
- Actively consulting people 
- Sharing continuous information 
- Responding swiftly to patient concerns 
- Improving training and support 
- Monitoring patients  

 
 
 
 

 

http://scientific.sparx-ip.net/archiveeular/index.cfm?c=a&searchfor=%20Biosimilar%20Switching%20Process%20&view=1&item=2020OP0261-PARE
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12.00-12.05 uur:  Postertour 

 

Tips to maintain your level of physical activity for a longer time - Prof. Dr. Rinie Geenen, 

Netherlands 

Physical Exercise is important for people with RMDs. However, it is hart to maintain a higher 
level of physical activity as part of daily routine.  
 
The aim of this study was to identify and present tips, applications and illustrations that 
support people with an RMD to maintain their level of physical activity for a longer time.  
 
Ten tips were found to help give people a little push in the right direction to perform but 
especially to keep performing physical exercise: 

1. Break the habit. 
2. Make sure you are able to do the physical activity. 
3. Use aids if needed. 
4. Believe in a good outcome. 
5. Choose a physical activity that fulfils personal goals. 
6. Find a physical activity that you enjoy. 
7. Stop moving while it’s still fun.  
8. Find a buddy.  
9. Make an action plan.  
10. Find a nudge.  

 
Conclusions: 
These 10 tips will help people to keep exercising. However, effort and perseverance are 
needed to keep going. More knowledge about options regarding effective but also 

pleasurable physical activities would be welcome.  
 

Promoting professional reintegration of people with RMDs - Mrs. Anja Marchal, Belgium 

In Belgium there is a large group of people with RMDs who are on sick leave do to their 
RMD. ReumaNet and other partners in Belgium joined forces to promote the professional 
reintegration of people with RMDs through a project called ‘ReumaWerkt’.  
 
The aim of ReumaNet within this project was to identify, from a patient’s perspective, which 
support patients need in order to stay at work or to start working again:  

- Information: what information do people with RMDs have about professional 
reintegration? 

- Resources: evaluate the resources of people with RMDs to be able to stay at work or 
to return to work.  

- Assess if a patient expert (a trained patient) could have an added value in supporting 
peers in their professional reintegration.  

- Assess if a certified return to work coordinator is an added value in supporting 
people with RMDs towards professional reintegration using the disability 
management principles.  

 
Conclusions: 

- Information: People with RMDs need straightforward, correct and disease specific 
information about professional reintegration possibilities.  

http://scientific.sparx-ip.net/archiveeular/index.cfm?c=a&view=1&searchfor=%20PARE0013&item=2020PARE0013
http://scientific.sparx-ip.net/archiveeular/index.cfm?c=a&view=1&searchfor=%20PARE0013&item=2020PARE0013
http://scientific.sparx-ip.net/archiveeular/index.cfm?view=1&c=a&searchfor=Promoting%20professional%20reintegration%20of%20people%20with%20a%20rheumatic%20disease%20&item=2020PARE0020
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- Resources: People with RMDs have specific needs that allow them to stay in work or 
to return to work. These needs are: flexible working hours, functional adaptations in 
the working environment and financial support.  

- Patient expert: A patients expert is seen as an added value. People with RMDs felt 
more understood by a peer. It made a more open dialogue possible and it gave 
people with RMDs the confidence to return to work.  

- Work coordinator: working via the disability management principles, providing early 
and tailored information on professional reintegration opportunities is an added 
value.  

 
12.00-13.30 hours: PARE Abstract Session II 

 

My Sjögren’s Diary: an online patient portal - Ms. Carol Burns, United Kingdom 

Sjogren’s syndrome is a chronic autoimmune disease affecting the exocrine glands with 
variable extra glandular manifestations. Symptoms are dry eyes, dry mouth, dry skin, 
fatigue, myalgia and arthralgia. The impact on the quality of life is variable, sensitive to 
external factors and difficult to measure objectively.  
 
There is a need for an interactive tool to quantify and track symptoms, manage healthcare 
needs and aid communication with health care professionals. There is also a need for a 
research platform which enables the sharing of data.  
A unique collaboration was started between Sjogren’s 
Cambridgeshire and the Patient Led Research Hub.  
 
They started with workshops to identify the scope and 
content of a website. A first version of the portal was formed. 
New interactive workshops were held with patients, 
programmers and health care professionals to refine the 
portal. After that the portal was launched in 2019.  
 
Patients can register themselves for the platform using a 
secure login. They can create a personal profile with as much or little information as desired. 
They can add information about their diagnosis, symptoms and medication and track their 
symptoms over time. All symptoms can be scored in a matter of seconds using emojis. 
Patients also receive information about new international research on Sjogren’s syndrome 
and if help form the patient’s perspective is needed.  
 

Campaign to promote physical activity & exercise - Mr. Andreas Lacovou, Cyprus 

When EULAR published the recommendations on physical activity (PA) and exercise the 
Cyprus League Against Rheumatism (Cyplar) decided to promote more physical activity 
among its members. Cyplar wanted to promote this more active lifestyle to RMD patients as 
well as to healthcare professionals and physicians treating RMD patients.  
 
To achieve all the above, Cyplar decided to: 

- Offer PA programs organized by Cyplar or health care professionals. 
- Increase awareness regarding the benefits of land based and aquatic physical 

exercise programs among rheumatologists, health care professionals and people 
with RMD’s. 

http://scientific.sparx-ip.net/archiveeular/index.cfm?view=1&c=a&searchfor=My%20Sj%C3%B6gren%E2%80%99s%20Diary&item=2020OP0058-PARE
http://scientific.sparx-ip.net/archiveeular/index.cfm?c=a&view=1&searchfor=CAMPAIGN%20TO%20PROMOTE%20PHYSICAL%20ACTIVITY%20&item=2020OP0007-PARE
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- Integrate PA programs into National Healthcare systems and procedures.  
- Offer the possibility for people with RMDs and a low income to be part of PA 

programs that are offered by Cyplar and its partners.  
 
Conclusions: 
The success of the Cyplar campaign to promote more physical activity is based on education 
(writing articles and giving presentations at congresses of rheumatologists and healthcare 
professionals), the options for physical activity offered (different land based and aquatic 
exercise programs and positions available within these programs) and incentives for being 
able to join (giving a discount to people with a lower income). These 3 points to consider for 

success need further development.  
 

Pregnancy and arthritis - a patient education programme - Mr. Brian Lynch, Ireland 

This abstract won the PARE abstract award in this year’s EULAR e-Congress.  
The relationship between arthritis and pregnancy is complex. It is important for people with 
RMDs wanting to have a baby to get advice from their doctor or specialist nurse because 
RMD medication might need to be altered. Pregnancy can also affect the patient’s 
experience of their arthritis. Also after having a baby, advice regarding breastfeeding and 
how to manage flare ups is important.  
 
The campaign of Arthritis Ireland had 3 objectives: 

- To provide information and increase awareness around inflammatory arthritis and 
pregnancy.  

- To support women living with inflammatory arthritis through their illness and life 
journey.  

- To increase awareness of the work of Arthritis Ireland.  
 
Collaboration was at the core of the campaign with healthcare professionals through the 
Rheumatology and Obstetric Service Clinic in the National Maternity Hospital, St. Vincent’s 
Hospital and the RMD disease unit of Our Lady’s Hospice and Care Services.  
 

Through this collaboration several themes emerged for 
the campaign: planning for a baby, medication and 
pregnancy, role of the father, fertility, arthritis gene and 
heredity, exercise, nutrition, arthritis during pregnancy, 
post-partum, breastfeeding. The campaign was 
launched using different channels: public information 
events, information and promotional literature to clinics 
(booklet on pregnancy and arthritis) and a video series.  

 
The video series played a central role in the success of the campaign. Six videos were 
developed around: obstetrics, rheumatology, physiotherapy and occupational therapy. 
These videos were published and promoted across Arthritis Ireland’s social media channels 
and website. The main video was about a young mother who was diagnosed with JIA when 
she was two. All aspects regarding pregnancy while having an RMD were talked about.  
 
Social media was central in getting the message across, not only to the members of Arthritis 
Ireland but also to non-members with an RMD. Therefore a key-role was given to owned, 

http://scientific.sparx-ip.net/archiveeular/index.cfm?c=a&searchfor=Pregnancy%20and%20arthritis%20&view=1&item=2020OP0308-PARE
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paid and earned space on Facebook. The result was that almost 200.000 people were 
reached by Facebook posts about the campaign.  
 
Conclusions: 

- There was a need in Ireland for more awareness and education about arthritis and 
pregnancy. 

- This campaign was the first Irish produced campaign to address the needs of women 
and men with inflammatory arthritis looking to have a family.  

- The next phase of the campaign will launch in the autumn of 2020.  
 

Rethinking sexuality in RMDs - Prof. José Bernardo Negrón, United States of America 

RMDs can have a big impact on your personal life. This also includes your sexual life. This 
problem however is an elephant in the room; a subject that is not talked about. A research 
project called ‘Reumasutra’ was started about this subject. In this project people with RMDs 
played an active and central role in every step.  
 
The project consisted of several phases: 

- Creation of a website using online feedback and interviews (with 5 couples from 
countries around the world).  
The website started with basic information about RMDs and sexuality. Using 
feedback of the visitors to the website and from interviews, the website 
transformed gradually to a website where the heart of people with RMDs is at the 
center.  

- Recruitment and creation of audiovisual catalogue of validated sexual positions of 
people with RMDs. One couple shows how they adapt their sexual positions 
according to their physical capabilities. Professional actors are used to show these 
different positions.   

- Uploading the audiovisual content and a satisfactory survey to the website.  
 
Aims of the Kamasutra for people with RMDs: 

- Educate in tested and adapted sexual positions.  
- Excite producing sexual desire in our viewers.  
- Incite the sexual practice and the rediscovery of bodies.  

 
Conclusions: 

- Sex is dynamic and a person cannot properly learn a new ‘dynamic reality’ using 
static resources.  

- The elephant in the room regarding sexuality and RMDs does not have to exist if you 
just talk about it.  

 
See me, hear me: an ANCA-associated vasculitis patient co-creation initiative - Dr. Shanali 

Perera, United Kingdom 

ANCA-associated vasculitis is a rare and severe form of small vessel vasculitis that affects 
multiple organs with a high acute mortality risk. As every patient has different symptoms, a 
diagnosis is often delayed. Although treatments exist, responses vary and remission is not 
often achieve or sustained. Coping with ongoing pain, fatigue en physical symptoms has a 
great impact on the quality of life. Patients find it difficult to talk about these challenges with 
their health care professional.  

http://scientific.sparx-ip.net/archiveeular/index.cfm?view=1&c=a&searchfor=Rethinking%20sexuality%20in%20rheumatic%20and%20musculoskeletal%20diseases&item=2020OP0309-PARE
http://scientific.sparx-ip.net/archiveeular/index.cfm?view=1&searchfor=an%20ANCA-associated%20vasculitis%20patient%20co-creation%20initiative&c=a&item=2020OP0319-PARE
http://scientific.sparx-ip.net/archiveeular/index.cfm?view=1&searchfor=an%20ANCA-associated%20vasculitis%20patient%20co-creation%20initiative&c=a&item=2020OP0319-PARE
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The aim of the ‘See mee, hear me’ project: 
To develop a patient platform that provides a voice to patients to express personal 
experiences and complexity of everyday living and empower people to feel in control of 
their own health through an online platform allowing practitioners to gain new awareness 
about issues faced by their patients which can lead to a better relationship between caring 
and curing, between hearing and listening.  
 
The see me, hear me platform was created: www.myancavasculitis.com 
The platform supports patients in asking questions and seeking information while 
signposting them to their own healthcare professional for advice and their local country 
patient association for support.  
 
The next step in the project will be to answer the question: What impact can this 
communication platform have on clinical practice and patient management?  
 
Fibromyalgia Network - Dr. Serena Mingolla, Italy 

Fibromyalgia is a clinical non-joint syndrome characterized by diffuse, prolonged and 
unexplained muscle pains. The effects of Fibromyalgia have a wide range. Patients describe 
living with daily unrelenting chronic pain, persistent chronic fatigue and sleep and cognitive 
issues. Fibromyalgia has a severe impact on people’s lives: limitations in maintaining 
relationships, performing at work or school, being able to take care of yourself and 
socializing with family and friends. They often experience great misunderstanding about 
their condition.  
 
For this reason APMARR launched the Fibromyalgia Network aimed at improving the quality 
of life of patients with Fibromyalgia.  
 
Goals: 

- Share best practices with regards to improving the condition of people with 
fibromyalgia.  

- Create a patient-focused network with different stakeholders. More than a 100 
patients joined forces in a patient expert program.  

- Launch a campaign to raise awareness for fibromyalgia. A brochure was put 
together and distributed among social media and a national conference was 
organized in Italy.  

- Train general practitioners in order to increase early diagnosis. More than 120 
general practitioners were trained.  

- Empower people with fibromyalgia.  
- Promote innovative treatments and the data acquisition about hyperbaric oxygen 

therapy. A group of patients were treated with hyperbaric oxygen therapy and a 
report was sent to the HTA Italian Program.  

- Provide free psychological and informational support. Self-support groups were 
organized for free psychological support including an information desk and a toll-
free number.  

 
 
 

http://www.myancavasculitis.com/
http://scientific.sparx-ip.net/archiveeular/index.cfm?searchfor=A%20MULTIDIMENSIONAL%20PROJECT%20FOR%20PEOPLE%20WITH%20FIBROMYALGIA%20SYNDROME&c=a&view=1&item=2020OP0320-PARE
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All the activities above were based on a holistic approach of treating fibromyalgia by a 
combination of drug and non-drug treatments including lifestyle management, diet, 
mindfulness, bioenergetic exercises and psychological techniques in addition to medical 
treatments.  
 
Conclusion: 
The project demonstrated the good results of the holistic approach in the patients who took 
part in the program that reported the improvements of their quality of lives and relief from 
their daily pains but above all helped to overcome concerns and frustration regarding the 
lack of understanding in the medical community.  
 

Easy-to-Understand Information for Vulnerable Groups - Mrs. Valérie Krafft, Switzerland 

Around 800.000 people in Switzerland have trouble reading. For 
people with reading or learning difficulties, many texts are too 
complex or too long.  
 
The aims of this project is to provide easy accessible information 
material (helpful and readily understandable) about RMDs for 
vulnerable groups.  
 
Methods: 

- Collaboration with a portal for equal health opportunities operated by the Swiss Red 
Cross.  

- The texts are written in accordance with the rules for easy language, with the help 
of an expert committee for people with disabilities.  

- Texts receive a seal of approval. Easy language is a key component of accessibility.  
- For patients with a migrant background, texts were translated into 3 Swiss national 

languages: German, French, Italian but also into Albanian, Bosnian, Croatian, 
Montenegrin, Serbian, Portuguese, Spanish and Turkish.  

- Available so far is information on gout and osteoarthritis. Back will follow soon. The 

publications are available free of charge in the online shop.   

Conclusions: 

- Special designed communication tools are needed to reach people who have 
difficulties reading or understanding information about RMDs. 

- An interdisciplinary network is indispensable for the development  and 
dissemination of such tools.  

- The new series ‘Kurz & Knapp’ had been recommended in particular by migration 
experts.  

 

Modernization of patient organization through online courses - Ms. Nina Unesi, Sweden 

Online courses are a modern and cost-effective way to educate members of your patient 
organization at a time and place that best suits the attendees. The staff off the SRA records 
the films themselves and uploads it to the website. The content is available for members of 
the SRA only. There are courses on different topics. You can monitor online how much of the 
course you have completed.  
 
The online courses will not replace the physical meetings, but offer a  good alternative in the 
field of patient education.  

http://scientific.sparx-ip.net/archiveeular/index.cfm?searchfor=OP0329-PARE%20In%20Short:%20Easy-to-Understand%20Information%20for%20Vulnerable%20Groups&view=1&c=a&item=2020OP0329-PARE
http://scientific.sparx-ip.net/archiveeular/index.cfm?c=a&searchfor=OP0335-PARE%20Modernisation%20of%20patient%20organization%20through%20online%20courses%20&view=1&item=2020OP0335-PARE
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Work Impacts Experienced by Younger People with Arthritis  - Ms. Danielle Berkovic, 

Australia 

The work implications of arthritis extend well beyond a physical and psychological burden. 
These impacts are largely unexplored in a systematic manner.  
 
Aim of this study: 
To systematically identify, appraise and synthesize the available evidence on work impacts 
experienced by individuals aged 16-50 years with arthritis. A systematic review was 
performed on 29 publications on this topic.  
 
Take home messages: 

- Work impacts for this population are highly variable and depend on participant 
samples, arthritis diagnoses and outcome measures.  

- Only 10 studies (36%) included participants in the age 16-50 years. Other studies 
included participants of varying ages, leaving minimal data to extract.  

- Qualitive data complements quantitive outcomes. 
- Multiple measure of work productivity exist and there are varied definitions of work-

related outcomes.  

 

14.30-15.25 hours: Cartilage, heal thyself!  

 

Joint distraction in OA; an update and molecular insights - Dr. Simon Mastbergen, 

Netherlands 

Joint distraction is a surgical procedure in which the two bony ends of a joint are gradually 
separated to a certain extent, for a certain period of time. Knee Joint Distraction is a 45 
minute surgical procedure that takes 2-3 days of hospitalization. After the surgery, the joints 
in the knee are distracted for 6 (+) weeks. After this period the frames distracting the joints 
are removed.  
 
The distraction of the joints activates stem cells and stimulates the release of trophic factors, 
anti-inflammatory mediators and oscillating fluid pressure. Also the joints are relieved from 
mechanical stress. This helps in repairing the damaged bones and cartilage in the joint that is 
affected.  After removal of the frames that distract the joints there seems to be a short 
worsening of the symptoms with regards to the osteoarthritis in the joint. But after 10 
weeks of follow up you see the mechanisms of repair starting to do their work. Studies have 
shown that a joint distraction in OA can stimulate the cartilage to repair some of its volume. 
This process can last years until, due to OA, the cartilage starts to decrease in volume again.  
 
The joint distraction can help in slowing down the process of OA progression making this 
procedure especially interesting for young patients who are in need for a Total Knee 
Replacement (of about 50 years) due to severe OA. A Total Knee Replacement is not 
preferable for this young group because the prothesis would need to be revised again after 
so many years. A joint distraction procedure can help 70-80% of these young patients in 
prolonging their Total Knee Replacement up to 5-10 years. Unfortunately there is a group of 
patients for which joint distraction has no effect. The numbers of treated patients are still 
relatively low. More research is needed.  

http://scientific.sparx-ip.net/archiveeular/index.cfm?searchfor=OP0151-PARE%20Work%20Impacts%20Experienced%20by%20Younger%20People%20with%20Arthritis:%20A%20Systematic%20Review%20&c=a&view=1&item=2020OP0151-PARE
http://scientific.sparx-ip.net/archiveeular/index.cfm?searchfor=OP0151-PARE%20Work%20Impacts%20Experienced%20by%20Younger%20People%20with%20Arthritis:%20A%20Systematic%20Review%20&c=a&view=1&item=2020OP0151-PARE
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Does molecular age of cartilage indicate enhanced ability to repair? - Prof. Virginia Byers 

Kraus, United States of America 

It is generally believed that cartilage has little capacity to repair itself. However cartilage 
appears to grow after a knee joint distraction. Some animals, such as salamanders, can 
regenerate a limb after injury. So what is the secret to tissue regeneration?  
 
Research has shown that there might be a difference between joints in the capacity they 
have for damaged cartilage to repair itself. The cartilage regeneration ability seems to be 
low in the ankle, intermediate in the knee and high in the hip. This could perhaps be done to 
the difference in mechanical loads on these different joints. Of perhaps it is the result of a 
biological selection or evolution over time. More research is needed to find the answer, but 
when it comes to cartilage repair, we have a little salamander in all of us. 
 

The genomic a etiology of osteoarthritis - Prof. Dr. Eleftheria Zeggini, Germany 

Osteo Arthritis (OA) is characterized by cartilage degeneration in the joints leading to pain 
and loss of function. OA affects 20% op people over the age of 40 years, 50% of people over 
the age of 70 years and over 60 million people in Europe suffer from knee or hip 
osteoarthritis. So far OA can’t be cured. A total of 1.76 million joint replacement surgeries 
are performed annually in the EU. There is a clear need to understand mechanisms of 
disease to develop disease-modifying treatments.  
 
Half of the variation in susceptibility to OA in the population is due to genetic factors. The 
question is whether you can cluster patients based on their RNA sequencing data with 
regards to OA and their chances of having high or low inflammation. 7 genes have been 
discovered that can predict OA membership in one of the two clusters. More translational 
research is needed to put new knowledge into everyday practice.  
 

Mechanism of chondroprotective effects of 2-deoxyglucose - MD, PhD KENYA TERABE, 

Japan 

The objective of this study was to investigate the mechanisms of chondroprotective effects 
of 2DG. Conclusions: 

- 4MU and 2DG have chondroprotective effect by inhibiting metabolic changes.  

- 4MU, 2DG and AICAR have a potential to become a useful therapy for OA treatment.  

16.00-16.40 hours: Fibromyalgia: What is New / How to Treat  
 
What is new in fibromyalgia management and treatment - Prof. Daniel Clauw, United 

States of America 

According to the American College of Rheumatology (ACR) fibromyalgia is characterized by: 
- A final common pathway (i.e. pain centralization) 
- Nociplastic pain 
- Not just pain but also fatigue, sleep-problems and memory or mood difficulties 
- A pathophysiology that is fairly well understood and is a CNS process that is 

independent from classic psychological factors 
- A multisymptomatic complex  

 

http://scientific.sparx-ip.net/archiveeular/index.cfm?searchfor=Mechanism%20of%20chondroprotective%20effects%20of%202-deoxyglucose%20&view=1&c=a&item=2020OP0207
http://scientific.sparx-ip.net/archiveeular/index.cfm?searchfor=Mechanism%20of%20chondroprotective%20effects%20of%202-deoxyglucose%20&view=1&c=a&item=2020OP0207
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Overall there a 3 types of pain: 
- Nociceptive pain: is caused by inflammation or damage. The pain is well localized. A 

clear relationship exists between activity and pain. You can treat this pain with 
NSAIDs, injections, surgery or opioids. Examples are: Osteoarthritis, Auto-immune 
disorders, cancer pain.  

- Neuropathic pain: is caused by nerve damage or nerve entrapment. The pain follows 
the peripheral nerves, it is episodic, lancinating and causes numbness and tingling. 
You can detect this type of pain using PainDETECT as a screening tool. You can treat 
this pain using local treatments aimed at the nerve (surgery, injections) or with CNS 
acting drugs. Examples are: diabetic neuropathy, post-herpetic neuralgia, sciatica, 
carpal tunnel syndrome.  

- Nociplastic/Centralized pain: is caused by a systemic problem. The pain is 
widespread and accompanied by fatigue, sleep, memory and/or mood difficulties as 
well as a history of previous pain elsewhere in the body. You can detect this type of 
pain using a Body Map or the FM survey as a screening tool. You can treat this pain 
with CNS-acting drugs and non-pharmacological drugs. Examples are: Fibromyalgia, 
Functional GI disorders, Temporomandibular disorder, tension headache, interstitial 
cystitis and bladder pain.  

 
Our body has a ‘volume control’ system which determines how intense our brain and spinal 
cord process pain. The higher our ‘volume control’ system is set, the more pain we will 
experience. We are each born with a specific ‘volume control’ system. This system can be 
altered by the things that happen to us in our lives.  
 
Fibromyalgia is a continuum. People all have degrees of fibromyalgia, the higher you score 
on this continuum for fibromyalgia-ness the more symptoms you will have. There are new 
ACR criteria for measuring people in their degree of fibromyalgia-ness. These criteria a 
divided in 3 sets: a body-map to indicate the wide spread-ness of the perceived pain, a set of 
questions about severity with regards to fatigue, trouble thinking/remembering and waking 
up tired, a set of questions with regards to symptoms such as depression, headache and 
pain or cramps in the lower abdomen and a last question addressing the question if another 
disorder could perhaps explain the pain. These criteria can be used for any chronic pain 
measurement. The higher the score on these criteria the more you can use the fibromyalgia 
measures for treatment.   
 
For example, you can use the fibromyalgia criteria for the expected response to surgery for 
people with pain due to knee or hip osteoarthritis. Research showed that people who had a 
higher score on the fibromyalgia criteria were less likely to have perceive an improvement 
on their pain after surgery. Other treatments might have been more effective for treating 
the pain.   
 
Fibromyalgia is the tip of the iceberg with regards to the conditions people can have that are 
characterized by centralized pain.  
 
This can also be the case for patients with RA who report having moderate to high levels of 
pain and fatigue while having minimal signs of inflammation but a high score on the criteria 
for fibromyalgia-ness. Their treatment of pain should come from the treatment options for 
Nociplastic/Centralized pain. RA patients who report having pain and fatigue while having 
moderate to severe signs of RA disease activity should be treated for their pain and fatigue 
from a nociceptive pain point of view.  
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Treating centralize pain is a complicated process. There are different amounts of evidence 
for the effectiveness of pharmacological therapies for fibromyalgia (centralized pain): 
 

- Strong evidence: 
Dual reuptake inhibitors such as: tricyclic compounds (amitriptyline, cyclobenzaprine). 
SNRI’s and NSRI’s (milnacipran, duloxetine, venlafaxine(?) 
Gabapentinoids (e.g. pregabalin, gabapentin) 
 

- Modest evidence: 
Tramadol 
Older less selective SSRIs 
Gamma hydroxybutyrate 
Low dose naltrexone 
Cannabinoids 
 

- Weak evidence: 
Growth hormone, 5-hydroxytryptamine, tropisetron, S-adenosyl-L-methionine (SAMe) 
 

- No evidence: 
Opioids, corticosteroids, nonsteroidal anti-inflammatory drugs, benzodiazepine and 
nonbenzodiazepine hypnotics, guanifenesin  
 
Medication with regards of type of pain:  

- Non-Ciceptive pain: NSAIDs, opioids, surgery/injections, tricyclics, SNRIs CBD.  
- Neuropathic pain: Opioids, surgery/injections, tricyclics, SNRIs, Gabapentinoid, THC. 
- Centralized pain: tricylics, SNRIs, gabapentinoid, THC. 

 
Pragmatic advice for using cannabinoids in 2020: 

- Where possible use a cannabinoid or cannabinoid extract of consistent and known 
potency.  

- Start with 5-10 mg of CBD twice daily and go up to as high as 50-100 mg per day.  
- If CBD alone is ineffective then go to a low dose of low THC: high CBD and go up 

slowly.  
- Oral dosing is better once a stable dose has been identified.  

 
Non-pharmacological therapies: 

- Strong evidence for effect: 
o Education 
o Aerobic exercise 
o Cognitive behavior therapy 

- Modest evidence for effect: 
o Strength training 
o Hypnotherapy, biofeedback, balneotherapy, yoga, TaiChi 
o Neuromodulation 
o Acupuncture, chiropractic, manual and massage therapy 

- Weak evidence for effect: 
o Trigger point injections 

- No evidence for effect:  
o Doing Nothing 
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With regards to treatment it is advised to go for a dual strategy: 

- Pharmacological therapies to improve symptoms of nociceptive pain and fatigue as a 
result of damage and inflammation of tissues) 

- Non Pharmacological therapies to address dysfunction (functional consequences of 
symptoms: increased stress, decreased activity, poor sleep, obesity and maladaptive 
illness behaviors.)  

 
The best fitting combination of pharmacological and non-pharmacological treatments is 
different from person to person with fibromyalgia. Try one treatment at a time for at least 2 
months. Evaluate this thoroughly and give honest feedback to you treating health care 
professional about the result.  
 
Go to: www.Fibroguide.com for more information and an online learning program of 10 
modules to help you better cope with fibromyalgia.  
 

Saturday June 6 

9.00-9.55 hours:  Improving Work Participation  

 

What reduces the amount of time that people with RMDs are healthy in work? - Dr. Ross 

Wilkie, United Kingdom 

The populations are aging and people are expected to work longer. The state pension age is 
increasing in many European countries.  
 
An international study was carried out on the Healthy Working Life Expectancy (HWLE) of 
people with OA over 50 years of age. The HWLE of this group was compared to the HWLE of 
people without OA. Are there differences between these groups and are these differences 
different between European countries?  
 
Definitions used in this study are: 

- HWLE is the average number of years that people are expected to be both healthy 
and in work from age 50.  

- Work participation is the self-reported participation in paid work or self-
employment within the last month.  

 
The study aim was as follows: 

- To estimate HWLE for people with OA, overall and by sex.  
- To compare HWLE for people with OA across Europe (England, Belgium, Spain, 

Denmark/Sweden). 
- To estimate the role of physical activity on HWLE in people with OA.  

 
Conclusions: 

- HWLE estimates give reason to question whether people with OA can extend their 
working lives.  

- HWLE varies per European country when looking at the groups: 1. Healthy and in 
work, 2. Not healthy but  in work, 3. Healthy and not in work and 4. Not healthy and 
not in work.  

http://www.fibroguide.com/
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- HWLE can be maintained and has potential to increase. Physical activity (moderate 
for at least one time a week, can be a contributing factor to increasing the HWLE) 

- Further research needs to identify reasons for higher and lower levels of HWLE to 
drive strategies and interventions.  

 
Reducing the barriers to return to and staying in work - Prof. Dr. Mathilda Bjork, Sweden 

How does chronic pain influence work ability? 
Pain and chronic pain are one of the most common reasons for sick leave. What helps a 
sustainable stay at work? What should we include in the rehabilitation?  
Which interventions in the workplace are effective?  
 
The aim of this study was to identify facilitators and barriers to a sustainable return to work 
for people with chronic pain, with a focus on collaboration.  
 
Focus groups and individual interviews were held with patients and different stakeholders 
(social insurance agency, employment service, employer, occupational health services, 
rehabilitation coordinator and caregivers).  
 
The facilitators and barriers to a sustainable return to work that people mentioned were 
categorized in different categories: 

- There are different goals between the different stakeholders with regards to the 
amount of working time a week for people returning to work.  

- Increased knowledge is needed for stakeholders about the disabilities of the people 
they help to return to work. For instance, getting them to join a patient education 
session.  

- Time is important. People need to be ready and to be motivated to join in the 
reintegration process. There is a gap in waiting time between interventions that help 
people to return to work.   

- Responsibility is important. Often it is unclear who (insurance agencies, employers, 
patients) has which responsibilities. 

- A common plan that is defined by the patient as well as the stakeholders is 
important. It should be a solid plan, which is communicated between al relevant 
stakeholders. It should be realistic and adjustable if necessary. 

- Person centered solutions are important. These solutions should take into account 
flexibility (think outside the box) and be tailored to the needs of each specific 
person.  

- Follow-up is important. Are more structured follow up is needed after a person 
returns to work. This follow up should be based on each person’s needs.  

 
Conclusions: 

- There is a desire for more and better collaboration from both patients and 
stakeholders. Collaboration is more than a meeting now and then but a structured 
and close continuous team-effort. 

- A more satisfactory and effective rehabilitation process is needed for a sustainable 
return to work.  

 
A new project has started for making a digital support for people going back to work and 
their employers. To reach a sustainable working situation.  
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Implementing ways to improve work participation - PhD Nina Østerås, Norway 

When new guidelines are developed, it is not always easy to have them implemented in 
practice. Changing knowledge and behavior is very challenging especially at the lever of an 
entire health care system. Diffusion (let it happen) – Dissemination (help it happen) – 
Implementation (make it happen).  
 
There are standards of care for people with RA and OA with regards to work. With regards to 
work-participation they mention: 

- RA: ‘discuss work issues and be provided with appropriate support to enable a 
patient to remain at work or get back to work when this is desired.’ 

- OA: ‘People with symptoms of OA should be assessed at diagnosis and upon 
significant worsening for their ability to do their tasks and work.’ 

 
A quality indicator (QI) is an indirect measure of an element of quality. A QI can be used to 
determine, monitor and improve quality of care. QIs may measure: a structure, a process or 
an outcome. Data for measuring these QIs can come from different registers, health care 
providers, patients or observations. QIs on work participation could be on the level of 
process (history taking, goal setting) and outcome (change in work participation).   
 
An example of a successful implementation project is JIGSAW-E. It emerged from a 
collaboration of 4 countries: Norway, Denmark, Portugal and England. All countries shared 
the same challenge: core treatments for OA (patient education, exercise and weight 
management) were under-utilized. De MOSAICS study was started to determine the effect 
of a model of OA consultation, the support of self-management of OA and the uptake of 
core NICE recommendations.   
 
The MOSAICS study was continued in the JIGSAW-E project. JIGSAW-E was a collaboration 
between more countries: England, the Netherlands, Norway, Portugal, Denmark and 
Scotland. They built the international JIGSAW-E Community of Practice with knowledge 
mobilisers, implementation teams, patient representatives, clinical champions, researchers 
and more key stakeholder. Together they built a model of care with a model OA consultation 
approach, an OA guidebook, OA training for clinicians and measures to assess quality of OA 
care. For more information, visit the JIGSAW-E website.  
 

Risk factors for development of pain in adolescent athletes - Ms. Julia S Malmborg, 

Sweden 

Sports are healthy but can also be a risk-factor for pain.  
 
The aim of this study was to identify risk factors associated with the persistence or 
development of frequent musculoskeletal pain at a 2 year follow-up in adolescent sport 
school students. In this study, 131 sport school students who were 14 years old at the start 
of the project and who were active in sports for 450 minutes or more per week, had to 
report on their perceived pain.  
 
In conclusion, there are several risk factors that predict the persistence or development of 
frequent pain over two years and there is a need for recognition and intervention by 
coaches and healthcare services to prevent pain from becoming persistent in adolescent 
sport school students.  

https://jigsaw-e.com/
http://scientific.sparx-ip.net/archiveeular/index.cfm?c=a&view=1&searchfor=Risk%20factors%20for%20persistence%20and%20development%20of%20frequent%20musculoskeletal%20pain%20in%20adolescent%20athletes%20&item=2020OP0336-HPR
http://scientific.sparx-ip.net/archiveeular/index.cfm?c=a&view=1&searchfor=Risk%20factors%20for%20persistence%20and%20development%20of%20frequent%20musculoskeletal%20pain%20in%20adolescent%20athletes%20&item=2020OP0336-HPR
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11.00-11.55 hours: EULAR Projects: Non-adherence 

 

EULAR points to consider for non-adherence in people with RMDs - Mr. Valentin Ritschl, 

Austria 

30 to 80% of patients with RMDs do not adhere to their recommended treatment regimes. 
EULAR recommendations need to focus more on the different aspects of non-adherence. 
Therefore a EULAR taskforce was formed to establish recommendations/points to consider 
for the detection, assessment and management of non-adherence in people with RMDs.  
 
Adherence is defined as the extent to which a person’s behavior corresponds with the 
agreed prescription.  
 
Overarching principles in EULAR recommendations about adherence: 

- Adherence has impact on the outcomes (such as disease severity, pain, fatigue, 
depression, functioning, quality of life and physical activity) of people with RMDs.   

- Shared decision making (between health care provider and patient) is key, since 
adherence is a behavior following an agreed prescription.  

- Adherence is influenced by multiple factors (such as attitude, environment and 
other circumstances in the life of the patient).  

- Adherence is a dynamic process that requires continuous evaluation.  
 
9 points to consider: 

- All health care providers involved in the management of people with RMDs should 
take responsibility for promoting adherence.  

- Effective patient-health care provider communication (such as empathy, open 
questions and feedback) should be applied to enhance adherence.  

- Barriers and facilitators of adherence of a specific patient to a specific prescription 
should be appropriately evaluated.  
A checklist of barriers and facilitators that health care providers can use will be 
presented in the publication of the paper.  

- Patient education (such as counseling and consultations) should be provided for 
people with RMDs as an integral part of standard care.  

- Care should be tailored to patient preferences and goals to enhance adherence.  
- Adherence should be discussed regularly based on open questions and particularly 

when disease is not well controlled. 
- The health care provider should explore which factors might negatively influence 

adherence, including: opportunity (such as availability or cost), capability (such as 
memory problems) and motivation (such as concerns).  

- Together with the patient, the health care provider should tailor the approach to 
overcome individual barriers to adherence, e.g. simplifying the regimen, using 
reminders, providing education, discussing the patient’s beliefs on treatments.  

- When specific expertise or interventions for adherence are needed, they should be 
made available to patients.   

 
Patient adherence according to patient and HPR - Prof. John Weinman, United Kingdom 

Adherence is the extent to which patients follow medical treatment and advice and consists 
of 3 phases: uptake, implementation and persistence. There is a lot of focus on the 
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adherence to medication, but focus on adherence to other types of (non-)medical advice 
such as diet and exercise is also important.  
 
Poor adherence contributes to 200.000 premature deaths in Europe per year and an 
estimated cost of 125 billion euros. With regards to medicine use: 4-31% never receives the 
medication as first prescribed. Of those that do receive their medication, only 50-70% 
adheres regularly and less than half of these people keep taking their medication as advised 
for two years.  
 
With regards to non-adherence to medication for RA:  

- There is a big variation in the rate of non-adherence: 32-40% 
- A systematic review of 52 studies with regard to persistence and adherence in 

biologicals for RA shows: 
o Percentage range of 1 year persistence: 32-91% 
o Percentage range of patients adherent: 41-81% 

 
What are the causes of non-adherence? 

- Patient factors: 
o Capability (Forgetting, planning, organizing) 
o Opportunity (Relationship with the health professional, social support) 
o Motivation (Illness/Treatment beliefs/concerns, emotional wellbeing, self-efficacy) 

 
There is a large variation in the causes of non-adherence between patients and within 
patients over time. It is important to identify the reasons for each patient for non-adherence 
and to tailor interventions to these reasons.  
 

- Health care professional factors: 
Clinicians often: do not check adherence, ask about adherence in a way that a patient feels 
uncomfortable to tell the truth, guess without asking about a patient’s adherence, have an 
optimistic bias about the adherence and lack a feeling of ‘ownership’ in the adherence 
problem. During the COVID-19 pandemic, there is emerging evidence that patient may be 
stopping/reducing their immunosuppressive medication because of the belief that they are 
putting themselves at a greater risk of being infected by COVID-19 when continuing and 
some prescribers might have recommended patients to stop.  
 
Clinicians can use the following plan when talking about adherence with their patients 
during consultation:  

o Check the patient’s understanding of the treatment 
o Be clear about the necessity for the treatment 
o Talk with the patient about perceived concerns 
o Agree to a practical plan for how, where and when to take the treatment.  
o Identify any possible barriers and problems and solve these collaboratively.  

 
- Health care system factors: 

There still is a big need to identify other determinants of non-adherence in RA. And there is 
a need to develop evidence-based support which: 

o is personalized 
o addresses the determinants of non-adherence 
o uses behavior change techniques 
o can be used in the clinical setting 



 
 
 
 

51 

 

 
How to facilitate adherence? - Mrs. Marieke Voshaar, Netherlands 

Marieke has personal experience with RA and is a researcher in the field of inflammatory 
arthritis. It is important for clinicians to not only take into account the scientific evidence 
and clinical expertise when explaining why it is important to adhere to treatment or 
medication but to also take into account the patient values as well. For example, fear and 
insecurity in these COVID-19 times can lead to non-adherent behavior with regards to RMD 
medication. Information and social support is very important to make a balanced choice for 
a certain treatment. Shared decision making is very important for adherent behavior.  
 
As a PHD student, Marieke performed research on the barriers and facilitators for DMARD 
use in inflammatory RMDs. The research used the theoretical domain framework to identify 
barriers and facilitators for medication adherence and formulated questions for patients 
about each of the 10 domains. A survey and focus groups were held to know more about the 
facilitators and barriers with regards to knowledge, emotions, attention/memory/decision 
processes, social influences, beliefs about capability, beliefs about consequences, motivation 
and goals, goal conflict, environmental context and resources and skills.  
 
Conclusion: 
The facilitators and barriers that patients face with regard to their DMARD use vary per 
person. Strategies for medication adherence need to be more tailored to the individual 
patient needs.  
 
Barriers to shared decision-making with women of reproductive age  - Prof. Ivo Vlaev, 
United Kingdom 
 
Women with chronic inflammatory diseases (CID) like RA, Axial SpA and psoriatic arthritis, 
are likely to discontinue biological treatment during pregnancy. 
 
The aims of this study are to assess: 

- the physicians knowledge and skills in risk assessment, treatment and management 
of women of reproductive age with CID. 

- The clinical gaps, barriers and challenges to SDM between physicians and patients.  
 
First, interviews were held with rheumatologists in Germany, the United Kingdom and the 
United States. This formed the input for an online survey among rheumatologists in the 
same countries.  
 
Main challenge areas were identified. These focused on building trust and managing 
treatment safety and effectiveness without harming the unborn child. Many 
rheumatologists stated they had insufficient knowledge about: strategies to asses 
objectively the patient’s level of adherence to treatment, education aids about this subject 
for patients, methods to achieve shared decision making, oral treatments currently 
approved for women of reproductive age with Axial Spa, RA and psoriatic arthritis and 
knowledge about biologic injectables currently approved for women of reproductive age 
with Axial SpA, RA and psoriatic arthritis. Of the three countries (Germany, United Kingdom 
and United States) a relatively larger proportion of rheumatologists in the United Kingdom 
expressed their skills to be suboptimal.  
 

http://scientific.sparx-ip.net/archiveeular/index.cfm?searchfor=OP0331-HPR%20Barriers%20to%20shared%20decision-making%20with%20women%20of%20reproductive%20age%20affected%20by%20chronic%20inflammatory%20diseases%20&view=1&c=a&item=2020OP0331-HPR
http://scientific.sparx-ip.net/archiveeular/index.cfm?searchfor=OP0331-HPR%20Barriers%20to%20shared%20decision-making%20with%20women%20of%20reproductive%20age%20affected%20by%20chronic%20inflammatory%20diseases%20&view=1&c=a&item=2020OP0331-HPR
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Conclusions: 
- Rheumatologists face difficulties engaging women of a reproductive age in open 

discussions that relate to pregnancy, treatment and adherence.  
- Tendency for the United Kingdom to perceive higher knowledge and skill gaps, 

compared to Germany and the United States.  
- Need to develop educational interventions that address identified knowledge and 

skill gaps.  

 
 


