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Wednesday June 2nd    

 
13.00-14.00: Opening Plenary Session 
 

Welcome: Iain McInnes 

“EULAR has shown its strength through these challenging times of COVID-19.” starts EULAR 

President Iain McInnes at the opening of EULAR 2021. “We still need to focus on improving 

the lives of people with RMDs and to do so we need to keep adapting. In 2021 we will bring 

our new EULAR structure into reality optimized for the 21st century. This will better equip us 

to deliver on our major objectives. We seek to deliver world class education, to provide 

penetrating and effective advocacy to our political classes, to offer empathetic and 

comprehensive support to patients and to sustain the research efforts that will ultimately 

lead to cures for people with RMDs. In particular, in the last few months EULAR, working 

together with our valued international partners, has responded vigorously to the crisis in the 

creation of the EULAR-COVID-19 Database, the elaboration of timely patient information 

and the publication of our 'COVID-19 management' recommendations’. 

 

The COVID pandemic has led us through the worst of times and the best of times. It has 

stimulated us to use more modern techniques and to collaborate.”  

 

Key Note: Mark Pollock 

Mark Pollock was the first blind man to race to the south pole. He brings people together 

towards a common goal. “When I went blind I wanted to go further. When I broke my back I 

just wanted to walk again. Sometimes the challenge chooses you, it’s what you do about it 

that counts.” Mark as a blind person accidentally fell through an open window. Leaving him 

paralyzed in addition to his blindness. “None of it was my choice. Sometime challenges 

choose you. You have a decision to be a soloist or a collaborative person. Being blind and 

paralyzed is a big challenge for the quality of life. There is no cure for paralysis just jet. But 

it’s human endeavor that put people on the south pole or Mars. Why can’t this endeavor 

also cure paralysis? We started working together with scientists. Project ‘Walk’ was the 

result. There are too many soloist of people working from their own boxes. We made 

collaboration possible. We are building an interdisciplinary network of people to work on 

further technology. We should always build on resilience and collaborate. An attitude that is 

important to the world of people working together in fighting RMDs as well.” 

 

Abstract awards 

Professor Hendrik Schultze-Koops is the Chair of the EULAR abstract committee: “Science 

has not suffered from the pandemic. There were lots of contributions to RMD research. 

More than 3000 abstracts were submitted. These were judged by more than 100 people.” 

 

 

 

 

 

https://www.eular.org/eular_strategy_2018.cfm
https://www.eular.org/eular_covid19_database.cfm
https://ard.bmj.com/content/79/7/851
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The winners of the abstract awards are:  

 

 Basic science: 

 

• Felice Rivellese, Great Britain 

• George Robinson, Great Britain 

• Chary Lopez-Pedrera, Spain 

• Stacey R. Dillon, United States 

• Valeria Rios Rodriguez, Germany 

• Léa Debrut, France 

 

Clinical: 

 

• Jeffrey Sparks, United States 

• Antti Palomäki, Greece 

• Maja Skov Kragsnaes, Denmark 

• Yann Nguyen, France 

• Diogo Jesus, Portugal 

• Giovanni Adami, Italy 

 

Undergraduate: 

 

• Wanting Qi, Japan 

• Florian Lucasson, France 

• Erik Kemper, Netherlands 

 

Health Professionals Rheumatology: 

 

• Gunnhild Berdal, Norway 

• Jemma McCready, Great Britain 

• Kenth-Louis Joseph, Norway 

 

PARE (People with Arthritis / Rheumatism in Europe) 

 

• Serena Mingolla, Italy 

 

FOREUM 

 

• Karin Hellgren, Sweden 

• Anne-Sophie Thorup, Great Britain 

 

Ian McInnes also recognizes the platinum donors who support the Foreum foundation: UCB, 

Abbvie, Pfizer and Novartis.  
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Meritorious service awards 

 

Annamaria Lagnocco is the EULAR President Elect: “The RMD community has the potential 

to adapt to new challenges and to look into the future. The EULAR family is a team of people 

working together. We have a policy of inclusion and welcome all new memberships. Any 

person can participate in our community. We work on helping the get the right volunteers in 

the right places. We offer education to our EULAR family and help to strengthen them. In 

2022 we will celebrate our 75th anniversary in Copenhagen, Denmark.”  

 

Winners of the Meritorious service awards: 

 

• Maxime Dougados from France: 

 

“I would like to go back to the EULAR recommendations for the management of RMDs. They 

were introduced during the EULAR congress in France in 2000. They were the beginning of 

tremendous efforts in collaboration between researchers, RMD professionals en patients for 

a better management of RMDs. It has been a great opportunity for me to collaborate in 

many important EULAR initiatives.”  

 

• Josef Smolen from Austria:  

 

“EULAR has evolved over the past 20 years. The organization is expanding and blooming 

with new networks, advocacy, the EULAR school of Rheumatology, the Annals of 

Rheumatology, FOREUM, the EULAR research centre and much more. We have so many 

wonderful EULAR initiatives right now. We are a true global network. It has been wonderful 

to serve EULAR in so many ways. We will go into a prosperous future together. ”  

 

Winners of the Honorary membership award: 

 

• Rikke Helene Moe from Norway 

 

“HPRs in rheumatology make important contributions to reducing the bourdon of living with 

RMDs every day. Therefore we have HPRs involved in many subcommittees of EULAR, 

recommendation working groups and educational programmes on RMDs. What a fantastic 

team!” 

 

• Dieter Wiek from Germany  

 

“In these past 7 years of being involved in PARE as chair and vice-president the power-team 

consisting of dedicated volunteers and staff members has really professionalized the 

offerings for patients and patient organizations. The pandemic proved that we could make 

new digital formats to remain in contact with our members and other pillars within EULAR.” 
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• Johannes Bijlsma from The Netherlands: 

 

“Thank you to all the people within EULAR I have worked with at the office and the many 

different countries in the different committees. It was a real pleasure to be part of EULAR. 

To work with EULAR in the field of education, governance, research, quality of care and 

advocacy. We made steps in the fight against RMDs. It also brought a lot of friendship. If 

you’re able to join EULAR in some way, please do so, it is worth the effort.”  

 

Edgar Stene Prize: 

 

• Stine Björk Brondum Jefsen: ‘On an equal footing’ 

 

EULAR acknowledges Stine Jefsen for her winning essay for the Edgar Stene 2021 writing 

competition for people with RMDs. The Danish Rheumatism Association accepts these 

acknowledgments on behalf of Stine: “Stine is fighting a severe rheumatic flare. She is very 

excited of having won this prize. Thank you.”   

 

Closing Words 

EULAR President Iain McInnes: “It was the worst of times and the best of times but in 

collaboration we prevailed. Through education, research, advocacy and innovation in 

rheumatology we are the voice for people with RMDs in Europe. We are proud of what 

EULAR had become: a global network for progression in rheumatology with as of this year an 

international Research Centre and new statues. The EULAR family is a fusion of physicians, 

healthcare professionals, patient(representatives) and the EULAR secretariat. Together with 

one goal: to improve the lives of people with RMDs.”  

 

14:15-15:45: The value of Diversity 
 
Appetizer: TOP year news from HPR, Dr. Fernando Estevez-Lopez, Netherlands 
We know that there is an association with inactivity (sententary time) and pain and fatigue 
in RMDs. A behavioral approach can help through exercise.  
 
There are several guidelines that are important when managing inactivity: 
 
- 2020 EULAR Points to consider for the prevention, screening, assessment and 

management of non-adherence to treatment in people with rheumatic and 
musculoskeletal disease for use in clinical practice.  

- 2021 EULAR Recommendations for the implementation of self-management strategies 
in patients with inflammatory arthritis.  

 
 
Entree: Making the best use of the EULAR Congress, Dr. Rikke Helene Moe, Norway 
Rikke Helene Moe is a physical therapist and researcher in Norway. There are more than 200 
different types of RMDs. The greatest cause of disability in Europe. An RMD HPR is a health 
care professional involved in the care of people with RMDs. The HPR is not a medical 
practitioner.  

https://www.eular.org/myUploadData/files/edgar_stene_prize_2021_(winner)_(1).pdf
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1074871&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
https://pubmed.ncbi.nlm.nih.gov/33355152/
https://pubmed.ncbi.nlm.nih.gov/33355152/
https://pubmed.ncbi.nlm.nih.gov/33355152/
https://ard.bmj.com/content/early/2021/05/10/annrheumdis-2021-220249
https://ard.bmj.com/content/early/2021/05/10/annrheumdis-2021-220249
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1016220&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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EULAR is diverse, collaborative and respectful. You will see this reflected in the programme. 
There are different sessions for each group of professionals. The HPR program has different 
topics: prevention, education, measurements, treatment, goal setting and rehabilitation. All 
with one function: easing the RMD burden.  
 
Main: The challenges and the opportunities of HPR nowadays; how can we shape the 
world?, Dr. Tanja Stamm, Austria 
 
There are several global trends that influence healthcare around the world. There is more 
focus on staying healthy and holistic healthcare is becoming more important. Advancements 
in telehealth are making it possible to stay at home longer instead of going to a long term 
care facility. There is an increasing inequity global and within countries. This goes for our 
healthcare system as well which became more apparent during the COVID pandemic. HPRs 
need to work together to decrease the gaps. 
 
Health data from digital health records are a valuable resource. They can be registered from 
questionnaires but also from daily life through wearables. We can use these data to better 
understand the value of an intervention for a patient. Collecting health outcome data is 
essential just like water. They give feedback to patients and HPRs on how effective 
interventions are. It also increases the quality of shared decision making between HPR and 
patient. HPRs make an indispensable contribution to the health of the population. The 
ultimate goal is better outcome for patients.  
 
Dessert: Brilliant examples of multidisciplinary teamwork in rheumatology, Prof. Jette 
Primdahl, Denmark 
 
A multidisciplinary team is a team where more than one RMD profession is offered in RMD 
care. In a UK survey only 17% had all recommended RMD professions in one team: 
rheumatologist, nurse, physiotherapist, occupational therapist and podiatrist. RMD Patients 
may need support from other professionals beside the recommended groups such as: 
psychologists, nutritionists, pharmacists or a social worker.   
 
Patients with RMDs experience a multitude of problems: physical disability, pain, fatigue, 
sleep problems, anxiety, depression and co-morbidities. This asks for a multidisciplinary 
approach with pharmacological as well as non-pharmacological interventions.  
 
How can we achieve excellent multidiscipline teamwork? This is a matter of working on the 
relationship between different RMD professionals within one team (shared goals, shared 
knowledge, mutual respect) and a matter of good communication (frequent, timely, 
accurate and fixed on problemsolving).  
 
In conclusion: 
 

• Patients need a multidisciplinary approach to manage their disease. 

• There is a need for clinical intervention studies involving multidisciplinary RMD teams. 

• Training of the multidisciplinary team is important. 

• Communication and documentation to support collaboration across professionals are 
vital.  

• Consider inclusion of e-health when working in a multidisciplinary team. 

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1022280&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1050725&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1050725&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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14:15-15:45 Help! What do I need to cope with my RMD?  
 
What my newly diagnosed patient should know about the disease, its risk factors and 
comorbidities, Zoltan Szekanecz, Hungary    

 
For the onset of rheumatic disease, a number of risk factors can be distinguished: 
(black= no influence possible, red=negative influence, green=positive influence) 
 

• Genetic factors (familial and geographical) 

• Female sex 

• Age 

• Smoking 

• Lower education 

• Silica 

• Salt 

• Added sugars 

• Paradontitis and other infections 

• Alcohol (wine, beer) 

• Breastfeeding 

• Oily fish, olive oil, Mediterranean diet 

• Vitamin D 
 

The main comorbidities in inflammatory rheumatic diseases are: 

• Cardiovascular diseases 

• Osteoporosis 

• Depression 

• Malignancies (cancer) 

The inflammatory response of the rheumatic disease has to be treated as quickly and as well 

as possible. When the inflammatory reaction is treated well, it also works preventively for 

the main comorbidities. 

Foot problems and foot healthcare for people with RMDs, Anthony Redmond, United 
Kingdom   

 
Foot health care should be included as part of rheumatology care: 

• Foot problems are common in people with rheumatic diseases 

• Patients indicate that this is an unmet need 

• Patients should make foot health care more negotiable  

• Caregivers must ensure referral processes and plans 
 
The influence of physical activity and sports on inflammation, Philipp Sewerin, Germany 
 
There are several barriers for people with rheumatic diseases to have no exercise: 
• Patient related:  

• Lack of information and education 

• No motivation 
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• Caregiver related:  

• Not enough encouragement 

• Not enough knowledge 
• No recommendations/guidelines (since 2018) 
 
Research shows that physical activity causes an increase in various anti-inflammatory 
cytokines. 
 
Since 2018, there have been EULAR recommendations for physical activities for people with 
inflammatory rheumatic diseases. These recommendations are in principle based on the 
recommendations that are already there for healthy people, adapted to the personal 
situation/function. Everyone is recommended to perform moderate physical activity for 150 
minutes a week or intensive physical activity for 60 minutes a week. In addition, it is 
important to offer an individual exercise program that takes into account the preferences 
and possibilities of people with inflammatory rheumatic diseases. 
 

16:15-17:45: Patientorganisations in Times of the Pandemic 

 
Reacting, adapting and rebuilding 
Mrs. Clare Jacklin, United Kingdom 
 
Due to the pandemic, there suddenly was a great increased demand for additional 
information about COVID-19, via email but also by phone. The increased demand for more 
information influenced the website of our patient organization in terms of information 
provision. There was also extra work because more cooperation with researchers was 
necessary for studies on COVID-19. It was also necessary to provide people with RA 
information via new digital channels (chat box, webinar, Q&A sessions). There was also extra 
attention for certain population groups in England, who were hit very hard by COVID-19 and 
were under the influence of a lot of fake news. 
 
Our organization brought products (bag, facemask) onto the market as a way of raising 
awareness and as a source of income. However, structural collection of additional income 
has been very difficult during the pandemic. 
 
Despite all the changes that have taken place due to the pandemic, a number of innovative 
digital initiatives will continue to exist even after the pandemic, such as webinars (in 
addition to physical meetings) and online self-management. 
 
Supporting patients: information, helpline, coping support, shielding support (German 
experience) Mrs. Ursula Faubel, Germany 
 
Due to the one-and-a-half meter rule during the pandemic, all physical activities (exercise 
groups, peer contact) had to be stopped or digitized. The provision of information and 
contact took place mainly via telephone and e-mail.  
 
The demand for information at the beginning of the pandemic was focused on getting 
information out about the risk of infection. The focus then moved towards questions about 
how medicines affect the risk of a COVID-19 infection and the severity of COVID-19. Now, 
the main issue is getting information about when people with RMDs can be vaccinated. 
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Additional information about COVID-19 is still being posted on the website. Also, an 
overview of physical exercises (including photos and movies), that can be carried out at 
home, is given on the website. The newsletter also focuses on information about COVID-19. 
In addition, broadcasts on the radio are more and more organized to provide people with 
RMDs with information and to get in touch with them. Podcasts were also created during 
the pandemic. Peer contact still takes place online. For young people with RMDs, this gives 
new opportunities to get in touch with each other. For older people, joining online peer 
contact is not always feasible. 
 
Economic challenges for patient organisations and how to overcome them 
Ms. Grainne O Leary, Ireland 
 
Due to the pandemic, there was an increased demand for information and support from the 
patient organizations, while their revenues actually fell (cancellation of events, no 
collections, etc.). Many organizations are currently working to re-engage fundraising for the 
future. For example, a lot of fundraising takes place online. 
 
In the beginning, asking for help, especially in the period of a pandemic, was difficult. As the 
pandemic progressed we took new fundraising steps. It is important to have various types of 
fundraising and also longer-term fundraising. And don't forget to thank your donors often! 
 
The EULAR COVID and COVAX registries 
Prof. Pedro M Machado, United Kingdom 
 
Background and methods:  
People with RMDs may have an increased risk of a severe form of COVID-19, partly due to 
the use of immune suppressive medicines and their disrupted immune system. Patients with 
RMDs are also more likely to have comorbidities. 
 
An EULAR COVID register has been drawn up to substantiate the above assumptions. Nearly 
9,000 adults with rheumatic disease are included in this register. Recently, the EULAR 
COVAX register has also been set-up, which investigates the safety of vaccinated rheumatic 
patients. To date, approximately 2500 persons have been included in the EULAR-COVAX 
database. 
 
Results: 
Based on the EULAR COVID register, no evidence has been found that certain rheumatic 
medicines increase the risk of a severe form of COVID-19. Underlying other diseases 
(comorbidities) in particular increase that risk, such as lung disease, diabetes and obesity. 
 
The main factors that increase the risk of death with COVID-19 infection are: 
 

• Age, gender (male) and comorbidity. 

• Smoking and high blood pressure 

• Rheumatic disease activity (higher disease activity increases the risk of death) 
 
No differences were found in the risk of death between the different rheumatic diseases. 
The use of the traditional rheumatic medicines rituximab, sulfasalazine and possibly also 
glucocorticoids seem to increase the risk of death. The use of biologic medicines and their 
impact on death in the event of a COVID-19 infection has not yet been analyzed. 
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The first results of the EULAR COVAX register show a reassuring picture: 
 

• No abnormal side effects in rheumatic patients 

• Rare cases of serious side effects 

• Rare cases of flare-up of rheumatic disease 
 
Based on the first standings, people with RMDs are encouraged to get vaccinated and 
rheumatologists are encouraged to bring this to the attention of their patients. 
 
Although certain rheumatic drugs can increase the risk of death from COVID-19 infection, 
suppressing disease activity is especially important. Indeed, increased disease activity seems 
to have a greater impact on death than the use of rheumatic medicines. 
 
OP0082-PARE (2021): The effect COVID-19 has on the mental health of people living with 
Rheumatic diseases. From data to interventions. 
Dr. Serena Mingolla, Italy 
 
Background: Covid-19 has had an important impact on the mental health conditions of over 
5 million Italians suffering from one of the over 150 rheumatic diseases. In order to 
understand the psychological impact of the Covid-19 emergency and the restrictions 
imposed to counter it, the Italian National Association of People with Rheumatic and Rare 
Diseases (APMARR APS) launched the research project “Living with a rheumatic pathology”. 
 
Objectives: To gather data directly from Italian patients about the impact of the COVID-19 
and consequent restrictions on their mental health and feelings. Also to evaluate the most 
effective intervention to be implemented to face the pandemic by patient organizations. 
 
Methods: A qualitative-quantitative survey was carried out through a questionnaire to a 
sample of N = 1,001 people. The questionnaire was made up of 39 questions. The 1,001 
interviews were carried out from 7 to 14 August 2020. 
 
Results: More than 4 out of 10 people declared that the pandemic has somehow caused a 
worsening of their health condition. People declared that the deterioration of their health is 
due to the pandemic for the following reasons: 1) Psychological: such as stress and anxiety 
2) Inability to perform physiotherapy and motor activities due to the lockdown 3) 
Postponement of examinations, visits and checks 4) remote working, in some cases 
described as harmful for people’s mental and physical health. 
 
Furthermore, from January 31, 2020 a significant increase emerged in communication 
problems with rheumatology specialist compared to the period before the emergency due 
to Covid-19. The sharp increase may be due to the situation of severe psychological stress to 
which also the doctors were subjected: people could not find the comfort of being 
empathically listened to. 
 
Conclusion: The research shows that the most frequent symptoms among people with 
rheumatic diseases were depression and high levels of anxiety due to strong emotional 
stress. Psychological malaise caused direct effects in worsening the symptoms of rheumatic 
disease as well as other related effects, for example, insomnia. The forced isolation due to 
the lockdown has made people lack the social support that is fundamental for the 
psychological well-being especially for those suffering from some chronic pathology. Starting 

http://scientific.sparx-ip.net/archiveeular/?c=a&view=1&searchfor=mingolla&item=2021OP0082-PARE
http://scientific.sparx-ip.net/archiveeular/?c=a&view=1&searchfor=mingolla&item=2021OP0082-PARE
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from the data collected, APMARR promptly activated a completely free psychological 
support service with 6 professional psychologists, two of them specialized in emergency 
psychology. The service is accessible online and is still going on for all who are not able to 
overcome the anxiety and fear related to the pandemic and its evolution. Thousands of 
accesses to the service have been measured to date. 

16:15-17:45: The origins of pain in RMDs 
 
Pain is a complex symptom and is an interaction with physical, psychosocial and social 
components that come together. The experience of pain correlates poorly with the degree 
to which the disease is active. These abstracts focus on aspects of the complexity of pain.  
 
OP0083 Infectious and autoinflammatory Modic type 1 changes have different 
pathomechanisms, Ms. Irina Heggli, Switzerland 
 
Background: Modic type 1 changes (MC1) associate with non-specific low back pain (LBP). 
Two etiologies have been described: the infectious etiology and the autoinflammatory 
etiology. It is unknown if each etiology has specific pathological mechanisms. Different 
etiologies require different treatment.  
 
Objectives: The aim of this study was to identify etiology-specific dysregulated mechanisms 
of MC1 and to perform in-depth analysis of the autoinflammatory etiology. 
 
Methods: Biopsies were obtained from LBP patients with MC1 undergoing spinal fusion.  
 
Conclusion: Auto inflammatory and infectious lower back-pain MC1 have different 
pathological mechanisms. Infectious MC1 consists of: complement activation, B-cell 
activation and a defense response to bacterium. Autoinflammatory MC1 consists of: T-cell 
activation and neutrophil activation. This supports developing targeted treatments for both 
etiologies. 
 
OP0084 Central Mechanisms Trait predicts persistent knee osteoarthritis pain at 24-
months: data from the Osteoarthritis Initiative, Mr. Samuel Holden, United Kingdom 
 
Background: 10% of men and 18% of women over 60 years of age in the UK suffer from 
symptoms of osteoarthritis. Chronic knee pain because of osteoarthritis can be enlarged by 
central pain mechanisms. Different variables can contribute to activating central pain 
mechanisms.   
 
Objectives: Using self-report questionnaire data from the Osteoarthritis Initiative Cohort 
Study (OAI) we aimed to evaluate the prognostic value of baseline characteristics of patients 
with OA knee pain and their pain prognosis at 24-months. 
 
Method: OAI participants with knee OA or at risk of knee OA with pain in the same knee at 
both index time point (48-months) and one year prior to that date were included (n=1984). 
Questionnaire items were selected to assess the 7 available characteristics of the central 
mechanisms trait (CMT): depression, anxiety, cognitive difficulties, catastrophizing, sleep 
disturbance, fatigue and widespread pain distribution.   
 

http://scientific.sparx-ip.net/archiveeular/?view=1&c=a&searchfor=Infectious%20and%20autoinflammatory%20Modic%20type%201%20changes%20have%20different%20pathomechanisms&item=2021OP0083
http://scientific.sparx-ip.net/archiveeular/?view=1&c=a&searchfor=Infectious%20and%20autoinflammatory%20Modic%20type%201%20changes%20have%20different%20pathomechanisms&item=2021OP0083
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1047617&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=Central%20Mechanisms%20Trait%20predicts%20persistent%20knee%20osteoarthritis%20pain%20at%2024-months:%20data%20from%20the%20Osteoarthritis%20Initiative&view=1&item=2021OP0084
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=Central%20Mechanisms%20Trait%20predicts%20persistent%20knee%20osteoarthritis%20pain%20at%2024-months:%20data%20from%20the%20Osteoarthritis%20Initiative&view=1&item=2021OP0084
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1078539&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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Conclusion: A self-report tool which included 7 items relevant to the characteristics included 
in the CMT may help to select people with OA knee pain with unfavourable pain prognosis.  
 
OP0085 Altered expression of neurotrophins and  their receptors in the skin of patient 
with complex regional pain syndrome (CRPS), PD Astrid Juengel, Switzerland 

Background: Complex regional pain syndrome (CRPS) is a rare painful condition that usually 
appears after trauma or surgery of the extremities. It has a high impact on daily functioning 
and quality of life. Neurotrophins are key mediators in the pain signaling in CRPS.  

Objectives: The aim of this study was to identify different expressions of neurotrophins and 
their receptors in the skin of patients with CRPS. 

Methods: Healthy controls (HC) and patients with acute CRPS with symptoms for less than 6 
months were recruited. Pain scores and body perception were assessed. Skin biopsies of the 
affected and/or non-affected side were taken and analysed. 

Conclusion: These data indicate a new role of skin fibroblasts in CRPS. They indicate 
deregulated communication of fibroblasts with the sensory nerve fibers in CRPS. This might 
contribute to the dysregulated healing process and sustained pain. 
 
OP0086 Gender influence on clinical manifestations, depressive symptoms and Brain-
Derived Neurotrophic Factor (BDNF) serum levels in patients affected by Fibromyalgia, Dr. 
Chiara Gioia, Italy 
 
Background: Fibromyalgia (FM) is a common rheumatic disease characterized by chronic 
widespread pain, sleep- and mood disorders. A higher prevalence of FM in women 
compared with men is well known, although the specific differences in clinical 
manifestations related to gender are still poorly defined.  
 
Objectives: The aims of this study were to investigate gender-related difference among 
males and females affected by FM in clinical manifestations, depressive features and Brain-
Derived Neurotrophic Factor (BDNF) serum level.  
 
Methods: We enrolled adult patients affected by FM in our out-patient clinic. Each subject 
underwent a clinical check-up and answered to questionnaires for the severity of FM 
symptoms and depressive symptoms. We collected blood samples from a subgroup of 
patients of both sexes, matched for age and for BDNF serum level. BDNF levels were 
assessed also in a control group, matched for sex and age. 
 
Conclusion: FM clinical manifestations are strongly dependent on gender. While females 
present a more severe disease and a higher burden of symptoms, mood disorders tend to be 
a major characteristic of males with FM. Reduced BDNF serum levels have been reported as 
typical of depressive disorders. Our findings of lower BDNF levels in male FM patients 
compared to females support this hypothesis. BDNF have potential as biomarker of the 
disease and should be validated in larger cohorts. 
 

http://scientific.sparx-ip.net/archiveeular/?searchfor=Altered%20expression%20of%20neurotrophins%20and%20%20their%20receptors%20in%20the%20skin%20of%20patient%20with%20complex%20regional%20pain%20syndrome%20(CRPS)&c=a&view=1&item=2021OP0085
http://scientific.sparx-ip.net/archiveeular/?searchfor=Altered%20expression%20of%20neurotrophins%20and%20%20their%20receptors%20in%20the%20skin%20of%20patient%20with%20complex%20regional%20pain%20syndrome%20(CRPS)&c=a&view=1&item=2021OP0085
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1024670&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
http://scientific.sparx-ip.net/archiveeular/?view=1&c=a&searchfor=Gender%20influence%20on%20clinical%20manifestations,%20depressive%20symptoms%20and%20Brain-Derived%20Neurotrophic%20Factor%20(BDNF)%20serum%20levels%20in%20patients%20affected%20by%20Fibromyalgia&item=2021OP0086
http://scientific.sparx-ip.net/archiveeular/?view=1&c=a&searchfor=Gender%20influence%20on%20clinical%20manifestations,%20depressive%20symptoms%20and%20Brain-Derived%20Neurotrophic%20Factor%20(BDNF)%20serum%20levels%20in%20patients%20affected%20by%20Fibromyalgia&item=2021OP0086
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1032815&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1032815&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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OP0087 COMORBIDITIES IN HAND OSTEOARTHRITIS PATIENTS: PREVALENCE AND IMPACT 
ON PAIN AND PAIN SENSITIZATION, Mrs. Elisabeth Mulrooney, Norway 
 
Background: Pain is a symptom of hand osteoarthritis (OA). It is undetermined how 
comorbidities are related to the hand OA pain experience.  
 
Objectives: The purpose of this study was to determine whether the burden of 
comorbidities or the individual comorbidities were associated with pain and pain 
sensitization in people with hand OA. 
 
Methods: Cross-sectional analyses of 282 participants with hand OA from the Nor-Hand 
study. Comorbidities were assessed. The participants completed pain questionnaires. 
Pressure pain thresholds were assessed to measure central pain sensitization.  
 
Conclusion: A higher burden of comorbidities was associated with greater pain intensity and 
central pain sensitization. Hypertension, back pain and depression were associated with 
most pain measures. The lack of relation between individual comorbidities and pain 
sensitization suggest the burden of comorbidity is more important. 
 
OP0088 A Cohort Study On The Bidirectional Relationship Between Fibromyalgia And 
Periodontitis Over A 15-year Follow-up, Kevin Sheng-Kai Ma, United States of America 
 
Background: Other than the central sensitization model, fibromyalgia has also been 
proposed to be driven by chronic inflammation and infections elsewhere in the body. 
 
Objectives: To determine the relationship between periodontitis and fibromyalgia. 
 
Methods: In this cohort study, 196.428 periodontitis patients and 19.428 non-periodontitis 
controls were enrolled. A model was used to estimate the risk of fibromyalgia and the time-
dependent effect of periodontitis on fibromyalgia. The other way around, a symmetrical 
cohort was designed to ascertain the relationship between fibromyalgia and the risk of 
periodontitis. 
 
Conclusion: This is the first longitudinal study that addresses the bidirectional relationship 
between fibromyalgia and periodontitis, in which periodontitis may serve as a risk factor of 
early signs of fibromyalgia. Based on the observed relationship between fibromyalgia and 
periodontitis, regular follow-up and patient education are recommended for patients with 
either disease. 
 
OP0089 Do pain catastrophizing reduce the likelihood of remission in patients with chronic 
inflammatory joint disorders?, MD Mateusz Wilk, Poland 
 
Background: Rheumatoid arthritis (RA), psoriatic arthritis (PsA) and axial spondyloarthritis 
(ax-SpA) may have a devastating impact on patients’ lives, including chronic and relapsing 
pain. One factor contributing to the pain in these diseases is: pain catastrophizing (PC). PC is 
defined as the tendency to report pain experience in exaggerated terms, to ruminate more 
or to feel helpless about it.  
 
Objectives: Main objective of this study was to explore if pain catastrophizing is associated 
with remission rates in RA, PsA and Axial-SpA. 

http://scientific.sparx-ip.net/archiveeular/?view=1&c=a&searchfor=COMORBIDITIES%20IN%20HAND%20OSTEOARTHRITIS%20PATIENTS:%20PREVALENCE%20AND%20IMPACT%20ON%20PAIN%20AND%20PAIN%20SENSITIZATION&item=2021OP0087
http://scientific.sparx-ip.net/archiveeular/?view=1&c=a&searchfor=COMORBIDITIES%20IN%20HAND%20OSTEOARTHRITIS%20PATIENTS:%20PREVALENCE%20AND%20IMPACT%20ON%20PAIN%20AND%20PAIN%20SENSITIZATION&item=2021OP0087
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1033652&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
../../../../../../AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/CQT9IQRN/A%20Cohort%20Study%20On%20The%20Bidirectional%20Relationship%20Between%20Fibromyalgia%20And%20Periodontitis%20Over%20A%2015-year%20Follow-up
../../../../../../AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/CQT9IQRN/A%20Cohort%20Study%20On%20The%20Bidirectional%20Relationship%20Between%20Fibromyalgia%20And%20Periodontitis%20Over%20A%2015-year%20Follow-up
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1061040&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=Do%20pain%20catastrophizing%20reduce%20the%20likelihood%20of%20remission%20in%20patients%20with%20chronic%20inflammatory%20joint%20disorders?&view=1&item=2021OP0089
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=Do%20pain%20catastrophizing%20reduce%20the%20likelihood%20of%20remission%20in%20patients%20with%20chronic%20inflammatory%20joint%20disorders?&view=1&item=2021OP0089
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1079190&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False


 
 
 
 

15 

 

Methods: Patients were recruited during routine assessment at an outpatient clinic in 
Norway. Variables collected included demographics, treatment, disease duration, global 
pain, pain catastrophizing score (PCS) and disease activity scores.  
 
Conclusion: Data indicate that high level of patient’s PC may reduce likelihood of achieving 
remission in RA and ax-SpA. This was not shown in PsA patients. Further studies are needed.  
 

18:15-19:45: Distance health care after the pandemic 
 
COVID 19 has changed the way in which we offer healthcare. We now have new ways of 
working. Telehealth has it’s pros and cons.  
 
Mapping: Efficacious interventions and required competences to provide remote care in 
rheumatology Prof. Annette de Thurah, Denmark 
 
Telehealth is the use of telecommunications and virtual technology to deliver health care 
outside of traditional health care facilities. Telehealth is not new, but now it is used on a 
large scale due to the pandemic.  
 
EULAR formed a taskforce on remote care to identify the best available evidence for the 
development, prioritization and implementation of remote care for patients with RMDs.  
 
The taskforce had 3 specific questions: 
 

1. What is the effectiveness, safety, cost-effectiveness, user perception and adherence 
of remote care? 

2. How is remote care delivered/tailored? 
3. What are the drivers and barriers for implementation of remote care in clinical 

practice?  
 
The most important barriers for remote care are: 
 

• Problems with insurance companies 

• Postponement of treatment decisions 

• Lack of knowledge and confidence 

• Digital health literacy 

• Lack of digital safety 

• Missing F2F contact 

• Unable to perform tests and examinations 
 
The most important drivers for remote care are: 
 

• Time saving (no travelling time) 

• Easy accessibility & use 

• Previous experience with telehealth 

• Flexibility 

• Having met the caregiver F2F once 

• Video delivered care 

http://scientific.sparx-ip.net/archiveeular/?c=s&view=1&searchfor=Mapping%3A+Efficacious+interventions+and+required+competences+to+provide+remote+care+in+rheumatology
http://scientific.sparx-ip.net/archiveeular/?c=s&view=1&searchfor=Mapping%3A+Efficacious+interventions+and+required+competences+to+provide+remote+care+in+rheumatology
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1016465&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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We need more evidence on telehealth and remote care. Also more education of RMD 
professionals in telehealth is needed. Access to technology and skills are of great impact of 
the use of telehealth.   
 
The Basics still work: Telephone help lines 
Prof. Andrea Marques, Portugal 
 
Our telephone helpline started in the early 90s. It was managed by an RMD nurse and was a 
way for patients to receive urgent attention to questions. Helplines improve access to 
healthcare services and play a complementary role in information. They relieve the need for 
face to face contacts. They are not expensive. You do need a trained health care professional 
and a phone. You also need a flyer for patients with information about the helpline.   
 
There has been a decline in the helpline phone calls during the past years because of other 
online options for information. However the amount of phone calls to our helpline increased 
by 50% during the pandemic, mostly by people who never used the helpline. The helpline 
was easily accessible, was a way to obtain and validate information and was important for 
emotional support. In conclusion, helplines still work, do not forget their added value.  
 
Future today: Innovative models for physical care delivery 
Mr. Bas Hilberdink, Netherlands 
 
Remote healthcare increased during the pandemic due to closed doors for face to face 
physical care in the Netherlands between march 2020 and may 2021 this year. Our 
organization was dependent on remote care and the support of our device Physitrack.  
 
What have we learned from remote healthcare so far? 
 
We used data from our software and from questionnaires patients filled out. We also had 
interviews with therapists. Before lockdown all consultations were face to face. During the 
lockdown half were remote by phone and by internet.  
 
Experiences of patients (N=180, 70% female, 55% 60+ years) with remote care were: 
 

• 95% was very satisfied with their care 

• 95% exercised more than once a week 
 
Frequent mentioned positives of the care during the 
lockdown: 
 

• Variety and personalization in exercises 

• Personal attention 

• Adequate exercise instructions 
 
Frequent mentioned negatives: 
 

• Technical problems 

• Less motivation 

• No facilities or fellow patients 
 

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1022285&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1029426&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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Conclusions: 
 

• Face-to-Face care is the preferred option. Remote care is a suitable alternative. 

• Home exercise videos are a good supplement 

• There are technical issues in remote consultations 

• Keep a consultation personal even when this consultation is remote 
 
The essentials: Providing first mental aid - from identification to referral 
Mrs. Tracy French, United Kingdom 
 
Mental health first aid is identifying warning signs  
 
The COVID-19 pandemic has had impact on the mental health of RMD patients. This resulted 
in high levels of fear and anxiety, increased social isolation and a decrease in mobility and 
exercise of people with RMDs.  
 
Conclusions:  
 

• The Covid-19 pandemic fostered poor mental health, especially in people with pre-
existing issues. 

• Remote consultations increase the risk of missing warning signs. 

• Don’t forget to ask about mental health in every remote consultation. 

• A clinical psychologist could be a great added value to an RMD team.  
 
 

Thursday June 3rd 

10:15-11:00: Fatigue in arthritis, SpA and systemic RMDs 
 
Fatigue in arthritis, SpA and systemic rheumatic diseases, Scientific, Prof. RN Jette 
Primdahl, Denmark 
 
What is fatigue?  

• Fatigue is the experience of intense tiredness or exhaustion, often not related to 
energy exertion and not relieved by rest 

• Different from normal tiredness and sleepiness 

• May be experienced as a chronic state or as a recurrent symptom with fluctuations 
during the day or between days 

 
Is fatigue a problem for our patients? 

• Fatigue is common in patients with rheumatic diagnoses 

• Prevalence 35-80% in people with rheumatic diseases 

• Varies across different diagnoses 

• Different definitions and outcome measures  
 

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1074864&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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Fatigue in different patient groups  
(Overman et. Al. Clin Rheum 2016; Nikolaus et al, Arthr Care Res 2013) 
 

Disease # patients in the study % reporting vitality < 35 
(severe fatigue) 

Rheumatoid arthritis 542 41 

Ankylosing Spondylitis 457 45 

Psoriatic arthritis 118 57 

Systemic Lupus 
Erythematosus 

530 52 

Fibromyalgia 1852 82 

Osteoarthrosis 300 35 

Sclerodermia 77 48 

* In total > 6000 persons from different European countries, 2009-2011 
* Younger age, shorter disease duration and shorter education were related to worse fatigue 
 
 
What causes fatigue? 

• Pain intensity (rather than inflammation indicated by CRP or ESR) 

• Disability – to some degree 

• Poor sleep 

• Depression 

• Worries and anxiety 
 
Psycho-social issues, gender and fatigue 

• Negative interpersonal relations 

• Perceived social support 

• Roles and function in everyday life 

• Low degree of self-efficacy 

• Illness perception 

• Female gender 
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Fatigue is a multi-dimensional symptom 
  (Pope, RMD Open 2020; Tournadre et al. Joint Bone Spine 2019) 
 
 
 
Disease related factors          Cognitive and emotional factors 
Pain          Depression, anxiety and worries 
Sleep disturbances      Illness perceptions 
Comorbidities   Lack of control, low self-efficacy 
Side effects to the  
Medication 
Aneamia 
(Inflammation) 
(Disability) 
 
 

   Personal, behavioural and social factors 
   Female gender 
   Work 
   Caring responsibilities 
   Social context, support and relations 
   Physical activity level  
 

How do people experience living with fatigue? 
• Invisible, unpredictable, incontrollable symptom affecting all areas of their daily lives 
• Different than normal tiredness and sleepiness 
• A vicious circle 

 
Experience living with fatigue 

• Physical, cognitive, emotional and behavioral impact 
o Heavy, like having a flu, even loss of appetite 
o Concentration and memory problems – affecting work ability 
o Difficult to plan and be spontaneous, decreases motivation 
o Frustrations, feeling sensitive, hopeless 
o Lack of energy for other activities and social roles 

• Physical fatigue more prominent than mental fatigue in Lupus 
 
The patient’s own management strategies 

• Take breaks and relax during the day 
• Plan and prioritise 
• Ask for help 
• Divide tasks over several days to match energy level 
• Taking a day off to recover 

 
How do we measure fatigue? 

• Visual Analogue Scales (VAS) or numerical rating scales (NRS) endpoints can differ 
• SF-36 Vitality sub-scale 
• Profile of Fatigue (ProF) 
• Multi-dimensional Fatigue Scale (MFI) 
• Functional Assessment Chronic Illness Therapy (Fatigue) (FACIT-F) 
• Fatigue Severity Scale (FSS) 
• Checklist Individual Strengths (CIS20R and CIS8R) 
• Chalder Fatigue Questionnaire (CFQ) 

 

Fatigue 
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Multi-dimensional scales 
(Primdahl et. al. Scand J Rheum 2021, Hewlett et al. Rheumatology 2018) 

• Bristol Rheumtoid Arthritis Fatigue Multi-Dimensional Questionnaire (BRAF-MDQ) 
and Bristol Rheumatoid Arthritis Numerical Rating Scales (BRAF-NRS) for severity, 
effect and coping 

• Translated into 39 languages – freely available 
https://www.uwe.ac.uk/research/centres-and-groups/chcr/research-
themes/mambo/fatigue-research/fatigue-scales 

• Validated versions in Danish, Spanish, Swedish, French, German, Dutch and English 
 
The pharmacological treatment of fatigue 

• Treatment with biologics can lead to a small to moderate improvement in fatigue 
• Also, conventional DMARDs to treat inflammation (and thus reduce pain) 
• NSAIDs, tricyclic antidepressants or anti-epileptic drugs for pain? 
• Assess mental health, ensure diagnosis and treatment of depression 
• Consider co-morbidities & side-effects from medications which may worsen fatigue 

 
Non-pharmacological management of fatigue 
(Dures et al. Best Pract Rheum 2020) 

• Support the patient to increase physical activity 
• Patient education – learn how to self-manage fatigue, pain and sleep 
• Goal setting, problem solving, action planning and communication training 
• Cognitive behavioural therapy and motivational interviewing 
• Activity diaries and guided reflections 
• Pacing and prioritizing, management of fatigue at work 

 
Take home points – what to do as clinicians? 

• Ask your patients whether they experience fatigue and how it affects their everyday 
lives – which words do they use? – acknowledge their experience 

• Inform about the prevalence (35 – 80%) – not alone 
• Pharmacological treatment – relevant changes? 
• Offer psycho-social support 
• Individually targeted guidance to increase physical activity 
• Offer written information / pamphlets? 

 
What do we need in the future? 

• Acknowledgement of fatigue as a major problem for our patients 
• More research in what causes fatigue 
• Further development and test of targeted interventions 
• Implementation of the evidence regarding pharmacological and non-

pharmacological management of fatigue in clinical practice 

10:15-11:45: Challenges for working people with RMDs in pandemic  
 
Impact of the pandemic on work of people with RMDs - results of European surveys 
Mr. Dieter Wiek, Germany 
 
The pandemic influenced all aspects of life of people with RMDs: their healthcare, physical 
activities, mental health, family life and work. Worries of people with an RMD with regards 
to work were: safety at work, salary reduction, job security, job loss and traveling safely to 
and from work. To know more about the influence of the COVID pandemic on work of 
people with RMDs we set out a PARE survey.  

https://www.uwe.ac.uk/research/centres-and-groups/chcr/research-themes/mambo/fatigue-research/fatigue-scales
https://www.uwe.ac.uk/research/centres-and-groups/chcr/research-themes/mambo/fatigue-research/fatigue-scales
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1016239&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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PARE received data from Italy, Germany, Netherlands, Portugal, Estonia, Greece, Malta, 
Poland, Hungary and Romania: 
 

• 66% stated that the pandemic impacted their work situation or work relationships. 

• 8% lost their job because of the pandemic. 

• 26% was afraid to be one of the first in the team to lose their job. 

• 33% had their job affected in other ways (salary reduction, forced vacation time). 

• 70% did not feel well supported by their employer. 

• 36% stated benefits like: flexible working hours, working from home. 
 
There was a twitter analysis of tweets as well about the impact of COVID-19 on people with 
RMDs. The most often mentioned issues were: 
 

• Understanding COVID-19 

• Change in health behavior 

• Challenges in healthcare practice and communication with RMD professionals 

• Difficulties with access to medical care 

• Negative impact on physical and mental health and coping strategies 

• Issues around work participation 

• Effect of the media 

• Awareness raising 
 
Work related issues were: 
 

• Lack of employer support 

• Pressure to take sick leave 

• Appreciation for remote work 

• Non-compliance with safety measures 

• Pressure to either remain in or return to work 
 
REUMAVID also did a project in collaboration with 7 countries, 
12 patientorganisations, PRPs and rheumatologists. They performed two surveys: 1 (March-
July 2020) and 1 (February-April 2021). Around 2000 people with RMDs completed the 
surveys. 
 
Results: 
 

• Patients who continued to work: 15% of RMD patients reported no changes, 39.8% were 
teleworking, 13.1% reported changes but continued to work in person.  

• Patients who did not continue to work: 13% were on temporary sick leave, 12% were 
furloughed, 3,7% were fired, 3% had to close their business.  

 
There is also the DANBIO registry. This is a Danish study with more than 5000 RMD patients 
exploring the impact of the pandemic. Almost 50% see the difficulty to keep distance at the 
workplace. 2/3 Regard the necessary interventions at the workplace as something positive. 
Many people do regard taking a risk at work. 45% believe they should take more precautions 
at work.  
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In conclusion: 
 

• People with RMDs have several concerns during the pandemic: travelling to work, safety 
at the workplace, loss of income, job loss. 

• Work at home is beneficial but also a burden for some 

• Study limitations: Data have to be seen in comparison with the average population.  
 
A patient organisations' actions to support employees with an RMD 
Ms. Katerina Tsekoura, Greece 
 
The Hellenic League Against Rheumatism did research on the problems people with RMDs 
face in the workplace. They made a poster with: What are the problems, what are the 
statistics (also gender related) and what needs to happen? 
 
People with RMDs want to stay in the workplace to enhance their Quality of Life (mentally, 
physically and economically):  
 

• 81% want to keep working for getting state benefits.  

• 50% have problems with their employer.  

• 30% have a friendly employer but not a supportive one when needed.  

• 20% don’t talk to their employer about their RMD for fear of getting fired.  

• 70% is aware of working rights, only 40% use them due to fear of a weak image.  

• 70% of the buildings are not accessible.  

• 90% of work places don’t have proper equipment.  
 
Conclusion:  
More awareness is needed among policy makers. More education is needed among 
employees and employers.  
 
The Hellenic League Against Rheumatism started the project: Professional Empowerment for 
people with RMDs: 
 

• A training for people with RMDs looking for work or wanting to keep their work.  

• A pilot with full support of 25 people with RMDs. 

• Several public events on themes as employability, labor rights, entrepreneurship. 

• Advocacy with governmental organizations to promote new laws regulating remote 
work, absence from work because of medical visits, protecting working rights. We 
formed a strategic cooperation with the EU-OSHA and the ministry of Work in order to: 
o Obtain better data of RMDs 
o Improve the framework that is needed to keep people with RMDs in the workplace 

including legislation about workplace conditions. 
o Improve the communication between employers and physicians. 
o Put more focus on qualities of an employee than on disabilities.  
o Receive access for people with RMDs to physiotherapy and psychological support. 
o Obtain a national care program for people with RMDs 
o Put more focus on RMD therapies as part of medical-care for people with RMDs 

  
 
 

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1047454&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False


 
 
 
 

23 

 

It resulted in:  
 

• taking part in the EU-OSHA Campaign ‘Fit to Work’: www.fitforworkeurope.eu. 

• the production of STIGMApp. This is an eHealth solution for fighting stigmas associated 
with chronic pain. It resulted in a Brain Mind Pain Grant prize.  

 
Empowered2work: healthy workplaces at home 
Mrs. Erika Mosor, Austria 
 
Work for people with RMDs is important for their quality of life. During the COVID-19 
pandemic people with RMDs had to work from home. Some people with RMDs favored the 
flexibility. But working from home made things difficult as well. To prevent additional 
burden, workplace conditions from home had to be ergonomically adjusted.  
 
EULAR started the pilot project Empowered to Work focusing on: 
 

• a workshop for health promotion and ergonomic issues in the workplace for people with 
RMDs. 

• training people with RMDs to become an RMD coach and help others with RMDs in their 
work or education.  

 
The workshop also referred to relevant checklists for healthy workplaces: 
 

• www.fit4work.co.uk (8 point checklist) 

• www.ergonomics.org.uk (infographic) 

• www.cdc.gov (physical activity breaks for the workplace) 

• www.eular.org/home_exercises_for_rmd_patients 

• Ergonomic lessons from the new normal such as:  
every 30 minutes, move around for 2 minutes. 

• Conversation starters for workplace discussions. 
Conversation starters for communicating with a worker about their arthritis and for 
telling your employer about your RMD.   

 
EU OSHA Campaign on healthy work-places focuses on musculoskeletal disorders 
Ms. Sarah Copsey, Spain 
 
EU OSHA started the campaign ‘Lighten the load’ (2020-2022) and it promotes the idea that 
good health and safety is good for business because it prevents work-related 
musculoskeletal diseases (MSDs). The project is coordinated by EU-OSHA and has national 
focal points to organize national activities. The campaign provides resources for workplace 
activities and hands out good practice awards.  
 
Main messages:  
 

• MSDs are manageable 

• Measures can be simple and with low cost 

• Early intervention is important 

• Rehabilitation is possible, needed and desired 

• Staying physically active is important – even in periods of musculoskeletal pain.  

http://www.fitforworkeurope.eu/
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1016236&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
http://www.fit4work.co.uk/
http://www.ergonomics.org.uk/
http://www.cdc.gov/
http://www.eular.org/home_exercises_for_rmd_patients
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1047453&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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• MSDs can be influenced by stress 

• Promote musculoskeletal health among future workers (education in schools) 

• People do not need to be 100% fit to work. 
Workers with chronic MSDs: 

o Work around their problems.  
o Are productive and motivated 
o Can continue to work with the right adjustments 

• Early intervention and communication are key. 

• MSD measures can be effective for everyone in the workplace. When introducing them 
for everyone, it avoids people with existing MSDs to be stigmatized.  

 
OP0169-PARE Development of Points to Consider when supporting persons with reumatic 
and musculoskeletal diseases  to participate in healthy and sustainable paid work. 
Prof. Annelies Boonen, Netherlands 
 
One of EULARs 5 strategic goals is that by 2023 EULARs activities will have increased 
participation in work by people with RMDs.  
 
A EULAR working group provided points to consider to: 
 

• Provide guidance to stakeholders how to support people with RMDs in healthy and 
sustainable work participation.  

• Inform EULAR advocacy with evidence and consensus on how to support people with 
RMDs when proposing policies at EU-level.  

 
The 3 overarching principles of the points to consider are: 
 

• Participation in good work increases self-worth and self-esteem, economic 
independence and social inclusion, which generally translates into better health and 
well-being.  

• The aim of work-related support for people with RMDs, is to optimize working life and to 
ensure the best physical and mental health.  

• It is a shared responsibility of all members of the society to support people with RMDs 
to participate in healthy and sustainable work.  

 
The points to consider are: 
 
1. People with RMDs should be encouraged and supported to enter, maintain and/or re-

enter work.  
2. People with RMDs should have timely access to health and job support to promote 

sustained work ability and productivity and to prevent long-term absence.  
3. Health professional organizations, policymakers, patient organizations and employers 

should collaborate to minimize the employment gap and optimize employment 
opportunities among people with RMDs.  

4. People with RMDs should be supported to discuss their work-related challenges with 
their employer and healthcare providers.  

5. Presenteeism and sickness absence can be signals for future adverse work outcomes.  
6. All aspects of the biopsychosocial framework of health have to be considered when 

addressing the work participation needs of persons with RMDs.  
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7. Disease-modifying interventions for inflammatory rheumatic diseases have a beneficial 
effect on work participation and are recommended to be started as early as possible.  

8. Non-pharmacological interventions should be considered for people with RMDs to 
reduce or prevent sickness absence and possibly improve work ability.  

9. Actors in the Social Security Systems should develop and implement policies and 
practices to promote ‘stay in work’ and ‘return to work’ efforts, with respect to the 
rights of people with RMDs.  

10. Employers should develop and implement policies and practices to promote a workplace 
culture of inclusivity, flexibility and support.  

11. Healthy workplaces and supportive attitudes of employers, managers and colleagues are 
essential for people with RMDs to acquire and maintain work.  

 
Based on these points: 
 

• A strategic plan will be developed by EULAR 

• Implementation will receive specific attention 

11:50-13:30: PARE Poster Tour  
 
POS0057-PARE Summary of patient/parent organisation services promoting self- and 
shared-management of JIA in the UK and Ireland 
Mr. Simon Stones, United Kingdom 
 
Background: Various patient/parent organisations provide information, education, and 
support services to children and young people with JIA and their families. However, there 
are no summaries of the services offered in the UK and Ireland, which can add to confusion 
for children, young people, and families. 
 
Objectives: To summarise current and recent services promoting self- and shared-
management of JIA by patient/parent organisations in the UK and Ireland. 
 
Methods: An electronic search of known patient/parent organisation platforms (website 
and/or social networking sites) was performed. Services of these organization platforms 
were identified. These were then mapped. 
 
Conclusion: No single organisation provides a comprehensive package of services to address 
the entire information, education and support needs of children and young people with JIA 
or their families. Furthermore, clarity of services offered across the sector is poor. Enhanced 
collaboration between organisations may help to improve the offering to children, young 
people and their families, so that they can more competently manage JIA. 
 
POS0059-PARE Delay To diagnosis In axial Spondyloarthritis – Time for a Gold Standard 
approach Dr. Dale Webb, United Kingdom 
 
Background: In the UK, the average time to diagnosis of axial SpA is 8.5 years. Urgent action 
is needed to ensure delayed diagnosis is not normalized. 
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Objectives: We created a proposal for a Gold Standard time to diagnosis for axial SpA and a 
national implementation plan through consensus development with patients, healthcare 
professionals and professional bodies. 
 
Methods:  
 
A. Literature review identifying where delays occur and potential solutions. 
B. A national consultation survey to elicit views on the proposals from clinicians, healthcare 

professionals, professional societies and patients 
C. Feedback to written proposals via e-consultation with clinicians and patients 
D. A consensus workshop to finalise the Gold Standard and implementation plan. 
 
Conclusion: There is consensus from UK axial SpA clinicians, patients and professional 
societies on the need for a Gold Standard time to diagnosis of axial SpA of one year. 
 
POS0061-PARE How do the Complications of Spondyloarthritis (SpA*) Impact the Quality 
of Life (QOL) of Patients Living with SpA? Ms. Sophie Patenaude, Canada 
 
Background: Diagnosis of SpA can take, on average, 7 years or more. We don’t know what 
causes SpA and there is no cure. The onset of symptoms can be in early childhood and 
expands throughout one’s lifespan. It affects children, women and men worldwide. 
 
Objectives: To understand how the complications of living with SpA impacts QOL as well as 
what is important to patients in order to help our community prioritize advocacy focus and 
resource development. 
 
Methods: The CSA surveyed the community virtually from the 19th of November 2019 to the 
21st of January 2020. The results of 838 respondents were analyzed. 466 participants 
responded to the questions regarding complications. 
 
Conclusion: Overall, the presence of complications is an additional stress factor to SpA 
patients. Only 59% of respondents mentioned that their rheumatologist regularly asks them 
about additional complications such as depression, fatigue and gut issues. Many felt that 
their rheumatologist seems to be more concerned with pain management and continuing 
function and do not necessarily address other health concerns and complications, 
particularly mental health.  
 
The CSA is committed to developing programs and resources to help patients manage all the 
complications commonly experienced to improve health outcomes and overall QOL. 
 
POS0063-PARE IMPLEMENTING SHARED DECISION MAKING TO ADVANCE PATIENT 
CENTRED RHEUMATOID ARTHRITIS CARE: A ROLE FOR A PATIENT ORGANISATION 
Mrs. Patricia Pennings, Netherlands 
 
Background: In rheumatoid arthritis (RA) care, patients and professionals face treatment 
decisions regularly. Recent studies have underlined the added value of shared decision 
making (SDM) between patients and professionals in RA care for health outcomes (i.e. 
disease activity, pain and joint damage). 
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Objectives: The aim of this implementation project was to improve SDM about treatment 
options for patients with RA. In addition the use of (Patient Reported) Outcome Measures in 
the process of SDM was taken into account. 
 
Methods: An implementation programme was developed by the National Association 
ReumaZorg Nederland (RZN) in co-creation with patientpartners and RMD professionals. 
Three hospital departments of rheumatology in the Netherlands participated in the project 
between January 2020 and March 2021. The implementation of SDM was supported by a 
project team of RZN. 
 
Conclusion: A continuous implementation programme on shared decision making could 
stimulate the enhancement of patient centred care in daily practice. Patient organisations 
could take a significant role in such a programme. 
 
POS0065-PARE Health Impact of Overweight and Obesity in patients with Axial 
Spondyloarthritis. Results from the European Map of Axial Spondyloarthritis (EMAS) 
Prof. Marco Garrido-Cumbrera, Spain 
 
Background: Growing evidence on the negative role of overweight and obesity on the health 
outcomes of patients with axial spondyloarthritis (axSpA) exists. 
 
Objectives: The aim of the study is to evaluate the association between Body Mass Index 
(BMI) categories and sociodemographic, disease-characteristics and patient-reported 
outcomes (PROs) in a large sample of axSpA patients. 
 
Methods: Data from 2,846 unselected patients of the European Map of Axial 
Spondyloarthritis (EMAS) through an online survey (2017-2018) across 13 European 
countries were analyzed.  
 
Conclusion: Results from the largest European axSpA survey reveal a similar prevalence of 
overweight and obesity to the general population. However, compared to normal weight, 
obese patients present greater disease activity, spinal stiffness and poorer mental health. 
Additionally, women with axSpA appear to be more vulnerable than men to obesity. 
 

POS0058-PARE: Increasing preeclampsia knowledge in SLE with a specific 
educational tool: Preliminary results 
Ms. Joo Young (Esther) Lee, Canada 
 
Background: Pregnant women with systemic lupus erythematosus (SLE) are at high risk of 
preeclampsia, leading to substantial maternal and fetal morbidity. Aspirin reduces 
preeclampsia risk but recent studies suggest aspirin is used only in a minority of SLE 
pregnancies. There is an urgent need to improve preeclampsia counselling and management 
in this vulnerable population. 
 
Objectives: We are conducting the PREPARE (PREeclamPsia knowledge & Aspirin adheRence 
in lupus prEgnancies) trial, evaluating an educational tool on preeclampsia knowledge and 
aspirin adherence among pregnant women with SLE.  
 
Methods: Pregnant SLE women are recruited until the 16th gestational week. Subjects are 
randomly assigned to receive either the specifically-designed educational tool (intervention 
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group) or standard of care (control group). At baseline (i.e. first trimester) and second 
trimester visits, the participants complete self-administered preeclampsia knowledge 
questionnaires. 

 
Conclusion: Approximately midway into the PREPARE trial, we observed a trend for 
improvement in preeclampsia knowledge from the baseline to the second trimester visit in 
pregnant women with SLE who received a specifically-designed educational tool compared 
to the control group. This study provides a new evidence-based approach to improve 
preeclampsia knowledge in pregnant women with SLE, which could help to optimize aspirin 
use and outcomes in this vulnerable population. 
 

POS0060-PARE: Rheumatoid Arthritis in Norway: a survey-based patient 
experience Mr. Christian Pollock Fjellstad, Norway 
 
Background: The Norwegian Association of Rheumatologists has established a national 
procedure for management of rheumatoid arthritis (RA) in Norway. 1 The purpose of the 
procedure is to support equal and evidence-based diagnosis, care and follow-up of RA 
patients. It serves as guidance to all responsible of RA patient health care. The procedure 
includes recognized themes in rheumatic care. The impact of the procedure on RA care in 
Norway is, however, unknown. 
 
Objectives: To understand the patient experience through evaluating how the national 
procedure for RA is being followed from the patient viewpoint. To identify gaps and areas of 
improvement to align the national procedure and patient experience. 

 
Methods: Members of patient organization Norwegian Rheumatism Association were 
invited to answer a survey on demographic and disease-specific variables, perceived health 
and quality of care. The survey was supported by service design patient interviews (N=14). 
The invitations for interviews were sent through many initiatives for a representable 
population. 
 

Conclusion: This survey examines quality of care, shared decision-making, disease 
awareness and planning and provides a gap analysis of patient experience and national 
procedure. The results show that national procedure in RA is being followed from the 
patient viewpoint. Patients are satisfied with care, but information on preventive care (e.g. 
vaccination and comorbidity awareness and screenings) could be strengthened. This could 
improve planning of care and the outlook, particularly for young patients 
 

POS0062-PARE: Real-World patient experience and treatment in patients with 
psoriatic arthritis Dr. Alexis Ogdie, United States of America 
 
Background: Despite recent advances in the treatment of psoriatic arthritis (PsA), many 
patients experience inadequate response or intolerance to therapy, indicating that unmet 
treatment-related needs remain. An understanding of patients’ experience with PsA and its 
treatment is needed to bring the patient’s perspective into treatment decision-making and 
development of new therapies. 
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Objectives: To better understand real-world PsA patients’ experience with PsA via 
evaluation of (1) the burden and importance of common PsA symptoms and disease impacts 
and (2) treatment preferences. 
 
Methods:  A web-based survey was developed, informed by published literature and 
treatment guidelines, expert clinical opinion, and cognitive debriefing interviews with PsA 
patients. Data on patient demographics and preferences for PsA treatment attributes, 
including experience with methotrexate and preference for route and frequency of 
administration, were analyzed descriptively. 
 
Conclusion: Among real-world patients with PsA, the most bothersome PsA symptoms were 
related to pain while patients most wanted to improve functional impacts of their disease. 
Patients most preferred an oral once a day treatment option and treatment regimens that 
do not include methotrexate. These findings can serve to better inform development of new 
therapies and guide shared patient-provider treatment decision making. 

 
POS0064-PARE: Design of an innovative mHealth solution for fighting stigma 
associated with chronic pain  
Mrs. Katy Antonopoulou, Greece 
 
Background: Pain is associated with a plethora of diseases. The statistics reveal that chronic 
pain affects around 100 million people across Europe and is closely associated with high 
unemployment rates, depression, substance abuse & social exclusion. Stigma is a significant 
and persistent problem for those with chronic pain. Lack of public awareness & stigma 
associated with pain affect not only patients but also society. 
 
Objectives: The present research proposes a holistic solution to combat stigma using the 
latest technological developments. A mobile health application has been designed in order 
to serve the various stakeholders (patients, families, community) in the field under study. 
The objective of the final “StigmApp” solution is 4-fold:(i) to facilitate pain management, (ii) 
to aware the general public, (iii) to educate all different parties & (iv) to facilitate actions & 
research to combat stigma. Another innovative feature is that it delivers the required 
information to each party in a highly automated, personalized & digestible way making the 
whole experience enjoyable, while ensuring user engagement. 
 
Methods: A multidisciplinary team was formed at the beginning of the project in order to 
ensure the desired outcome. Two patient organizations from Cyprus & Greece, two 
behavioral scientists, three physicians, one psychologist, ten citizens, ten patients, two 
marketeers and two experts in mobile health applications participated. A participatory 
design methodology was followed in order to capture & address the whole user experience. 
 
Conclusion: StigmApp has been designed to support the ecosystem around chronic pain 
regardless of the underlying disease. Our main concern is to raise awareness in order to fight 
stigma associated with pain & make life easier for patients & their families. The involvement 
of all different potential actors in the design guarantees a product/service that could meet 
their needs & can be applied in real life. In the next months the final solution will be piloted 
by a number of different end users in order to assess it under real life conditions. 
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POS0066-PARE: Rehabilitation with kinesiotherapy in muscle function and weight 
loss improving in obesity patients 
Dr. Valeriia, Russian Federation  
 
Background: Exercise is one of the main factors for the successful treatment of obesity. It is 
known that with increasing age, muscle strength (sarcopenic obesity) decreases in an obese 
patient, which can lead to early disability and an increased risk of falls. Regular exercise 
therapy increases the functional capacity of the cardiovascular system, prevention of obesity 
among the population, as well as treatment for persons with sarcopenia and obesity. It is 
relevant to study muscle function in obese patients while using kinesiotherapy. 
 
Objectives: The objective was to estimate the effect of complex 3-week treatment with 4 
kinesiotherapy methods on body weight loss and muscle function in patients with obesity. 

 
Methods: 80 men and women aged 21-69 years old with alimentary obesity were enrolled 
in the study. The complex kinesiotherapy administered daily for 3 week and included 
interactive sensorimotor trainings on double unstable platform, kinesiohydrotherapy in a 
pool, special complex of physical exercises in a gym and ergocycle trainings.  
 

Conclusion: Investigated complex treatment with 4 kinesiotherapy methods promotes body 
weight loss, WC and HC reduction in obesity. 3-week special training of obese patients is 
associated with increasing in gate speed and lower extremities muscle strength, and it also 
causes improvement in static and dynamic loading endurance of back and abdomen 
muscles. Those changes may probably improve balance function and decrease risk of falling 
in obese patients. 
 

13:30-15:00: Improving collaborative research & participation  
 
Collaborative research: is it really evolving? The EULAR roadmap of Patient Research 
Partners: how far did we go? Dr. Maarten de Wit, Netherlands 
 
A patientpartner is a member of a research team who contributes the patient’s perspective 
in the design and conduct of health research as an equal partner. Patient researchpartners 
are involved on a collective level with researchers in a two way dialogue, preferable 
throughout the research project and as a partner. Since 2010 EULAR has a network of 
patient research partners (PRPs). This is a network of people with different types of RMDs, 
ages, gender and backgrounds. Patientpartners have been involved in: EULAR Task Forces, 
Outcome Research, PRO development, Lay Summaries and International Consortia. EULAR 
has an international network of PRPs, organizes PRP training and evaluation meetings, offers 
the EULAR online PRP course (2022), has PRPs as co-authors in publications, invites PRPs as 
speakers.  
 
Challenges with regards to PRP involvement have to do with the adequate 
acknowledgement of PRP contributions in a research-project. Also the support of PRPs and 
the evaluation of how PRP involvement was a success is a point for further improvement.  
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In conclusion: 
 

• In rheumatology we have come a long way with implementing collaborative research, 
but we are not there yet.  

• A strategy for patient involvement preferably combines methods of consultation and 
collaboration with patients as partners. 

• Practical recommendations and best practices exist.  

• Relational empowerment between researcher en patient research partner is an 
important outcome of collaborative research.  

 
Examples of patient involvement and engagement in research 
Mrs. Ana Vieira, Portugal 
 
Patient involvement in research is important to improve the relevance, quality and validity 
of a project. Active collaboration between patients and researchers provides an appropriate 
means to capture the patient perspective.  
 
EULAR was aware of the barriers and the facilitators for involving patients in research. They 
developed a set of 8 recommendations. Today the EULAR network of PRPs has 59 trained 
PRPs. With almost a 100 EULAR projects in which PRPs were involved in the past years. 7 
PRPs are certified EUPATI fellows, 3 PRPs are in EMA advisory committees.  
 
Ana Vieira is involved in ERN ReCONNET. ERN is the European Reference Network for rare 
and low prevelance complex diseases. The ReCONNET network focusses on Connective 
Tissue and Musculoskeletal Diseases. It is a network from 8 countries. Patient 
representatives are involved in different levels.  
 
Within the ERN ReCONNET there is the ePAG initiative: The European Patient Advocacy 
Group, which is supported by EURORDIS. Patient advocates went through a strict procedure 
of nomination to become an ePAG member. Trainings, meetings and courses are regularly 
held in order to keep the ePAGs updated.  
 
ePAGs role: 
 

• Collect the needs of patients spread all over EU 

• Ensure informed consent and confirmed consensus 

• Monitoring and proposing the activities of the ERN 
 
Closing Message: 
 
Diversity is having a seat a the table, inclusion is having a voice and belonging is having that 
voice be heard.   
 
From trainee to expert: An engaged route for involvement 
Mr. Peter Böhm, Germany 
 
Peter started as a volunteer after his RMD diagnosis in a small patientorganization. He 
helped in the organization of self-help groups, patient counseling and providing information 
for public and patients.  
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He followed a train- the- trainer course in patient education and then a course to become a 
patientpartner to help give university lessons about RMDs for medical students. Then he 
followed a training to become a patient research partner in Germany and then to become a 
PRP for EULAR-PARE.  
 
What are the activities Peter does as a patient research partner? 
 

• Participation in research projects 

• Providing university lessons for medical students 

• Being a member of EULAR taskforces 

• Assessing project applications from a patient perspective for FOREUM. 

• Being a member of EMA committees 

• Being a faculty member for selected EULAR courses to present the patient perspective 
 

What support does Peter receive? 
 

• Online PRP meetings  

• Online meetings of the EULAR study group  
on collaborative research 

• EULAR PARE webinars 

• EULAR reference cards for patient involvement in 
projects 

• Support from the PARE network coördinator 

• Meetings with taskforce conveners before the meetings 

• Financial support for traveling costs 

• Fees and bursaries for congresses and training courses 
 
In conclusion: 
 

• Patients living with a chronic disease are experts because of their experiences and 
should take an active role, representing patient interests in the health care system and 
in research.  

• To be able to play this active role in the field of research patients need support and 
training. EULAR PARE and some national patient organizations can give this support.  

• Patients have to be accepted by stakeholders of the health care system and by 
researchers as subjects with equal rights. It is important that the interests of patients 
are represented.  

• Disadvantage: to be expert as a patient costs a lot of time and effort without getting 
payment.  

• Advantage: It enriches your life: you receive new knowledge and learn new skills. You 
meet people from other countries. You learn about the healthcare system in other 
countries.  

 
RheumaMap – Prioritizing patients' unmet needs 
Prof. Iain McInnes, United Kingdom 
 
Everything EULAR does is set to improve the quality of life for people with RMDs. The EULAR 
RheumaMap is an RMD research roadmap to transform the lives of people with RMDs. To 
make the map all stakeholders were included.  
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The goals of EULAR are: 
 

• to increase the visibility and recognition of RMDs  

• to prevent the onset of RMDs. 

• to improve levels of early diagnosis of RMDs and secondary prevention of RMDs 
reducing morbidity and mortality in people with RMDs  

• to optimize care of people with existing RMDs 

• to reintegrate individuals into society 

• to understand the influence of RMDs on work 
 

RheumaMap is a living document that: 
 

• Identifies current unmet needs for selected RMDs 

• Defines priority areas for research and innovation, based on the impact of RMDs 

• Recommends research focus areas to address unmet needs.  
 
Successful implementation of RheumaMap is expected to: 
 

• Better prevent the onset of RMDs 

• Achieve higher levels of secondary prevention 

• Improve early diagnosis of RMDs 

• Optimize care of people with RMDs 

• Reintegrate individuals into society 
 
Discussion 
 
Being assertive as a PRP: Patient participation should be meaningful. PRPs are often 
approached at the last minute to provide input on a project. PRPs want to do their work in 
the right way. So they need time to provide meaningful feedback. PRPs need to become 
assertive. PRPs are more than a letter of intent. PRPs need to explain wat they can offer and 
mean to researchers.  
 
PRP inclusion is a way to success: The group of researchers who understands what PRP is 
about is growing. PRPs can tell researchers about their research destination and the nature 
of the journey in a project. We need to communicate to researchers that PRP inclusion 
enhances the chances to success.  
 
Authorship: PRPs need to be included in the dissemination and publication of the results of 
a project. PRPs could initiate this discussion with a researcher. Becoming a co-author is the 
actual proof of being an equal partner in a collaboration. If a PRP complies with the 
requirements he/she should be able to become a co-author. 
 
Time: PRPs do their work aside from their own work and sometimes during their holidays. 
But it is enriching as well, as long as you’re accepted as an equal and you’re acknowledged 
for your work in an article for example. Time is a challenge especially because you become 
overexcited as a PRP. You have to learn to pace yourself. You can also discuss with your 
employer that you are doing voluntary work. A solution could also be to have some kind of 
EULAR certificate that acknowledges your participation. EULAR can start the discussion to 
acknowledge participation financially as well.  



 
 
 
 

34 

 

OP0191-PARE Development of a public and patient involvement (PPI) research network 
for people who have rheumatic conditions 
Dr. Louise Larkin, Ireland 
 
In Ireland PRPs are not a tick box option. Arthritis Research Limerick (ARL) is a partnership 
between researchers at the University of Limerick and clinicians at University Hospitals 
Limerick. PRP engagement in ARL research took place but not on a formal basis. There was a 
joint ambition to promote meaningful involvement of PRPs in ARL projects and to develop a 
platform through which researchers and PPI representatives could collaboratively set 
research priorities. They received funding to start the network. A project team was formed 
and a project plan was made during a PRP and researchers seminar. The PRP network is now 
being formed with role descriptions and advertisements for PRPs. The project-team is 
identifying future opportunities for ARL and PRP involvement in project development, 
writing applications, research implementation and dissemination.  
   

15.30-17.00: Fertility and family planning with an RMD 
 
The aim of this session is:  
 
• To provide the latest data and facts on fertility and pregnancy in people with RMDs. 
• To share best practices to support (future) parents with an RMDs. 
 
Homaira has rheumatoid arthritis: 
I was in my mid-twenties and on als sorts of medications. I was told that with the RMD 
medication I was taking that it would not be wise to get pregnant. This announcement was 
pretty harsh. I wasn’t even asked about my desire to have children. When I was ready for 
children, I had questions (Am I fertile?, am I suitable as a mother?, what happens to my RMD 
during and after my pregnancy?). Fortunately, I ended up with a good obstetrician and 
physiotherapist to help me to give birth with artificial joints in my hip. Rheumatologists 
should pay more attention to relationships and family planning in a more positive way. 
 
Snejana has axial spondyloarthritis: 
Getting pregnant was difficult because my illness was very active. Thanks to another medical 
treatment for my RMD, my disease activity was stable and I quickly became pregnant. 
However there were also questions and fear. Would the pregnancy go well? Will my baby 
develop well? How do I tolerate the pain during my pregnancy with less medication? 
Unfortunately there were flare-ups and pain, but interim adjustments of medication made it 
better. The support and care of the RMD team as well as my husband and family did me 
good. My child was born by Caesarean section. After a few weeks my RMD got worse and 
the medication was adjusted again. After this I felt better and was able to take care of my 
baby. If you wish to have a child, talk about it and trust your doctors. 
 
Preconception Care 
Prof. dr. Monika Østensen 
 
Preconception care is care that begins before pregnancy and continues until pregnancy, 
then checkups with a doctor or midwife begin. Many women with a rheumatic disease have 
a desire to start a family.  

http://scientific.sparx-ip.net/archiveeular/?c=a&view=1&searchfor=Development%20of%20a%20public%20and%20patient%20involvement%20(PPI)%20research%20network%20for%20people%20who%20have%20rheumatic%20conditions&item=2021OP0191-PARE
http://scientific.sparx-ip.net/archiveeular/?c=a&view=1&searchfor=Development%20of%20a%20public%20and%20patient%20involvement%20(PPI)%20research%20network%20for%20people%20who%20have%20rheumatic%20conditions&item=2021OP0191-PARE
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1028953&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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But they have questions: 
 

• Can I get pregnant? Can I carry the pregnancy to term?  

• How will my illness respond to the pregnancy? 

• How does the disease affect my pregnancy? 

• Can I breastfeed? 

• Do I pass on my illness to the child? 

• Which medication can I safely use during pregnancy? 

• What if I get pregnant unexpectedly? 

• What if I have severe flare-ups? 
 
With a high disease activity, it is better to get this to a lower level before trying to conceive a 
baby. Only in remission or with low disease activity can a pregnancy be considered. 
However, if a patient is already a bit older and not in complete remission, the advice is to 
give the best possible medication that is suitable during pregnancy. A referral to a 
gynecologist for a fertility test can be helpful. There are some women who have trouble 
getting pregnant. This can be due to medication use or the disease activity. Medical advice 
should always be tailored to the patient. 
 
Every rheumatic disease reacts differently to a pregnancy, but in general one can say: 
remission or a low disease activity is the best condition to become pregnant. 
 
Difference in condition and disease activity: 
In rheumatoid arthritis and psoriatic arthritis, the symptoms do not increase during 
pregnancy, remain stable or even improve. If you have ankylosing spondylitis, the symptoms 
will remain the same or you will have flare-ups during pregnancy. During pregnancy, 
systemic lupus erythematosus (SLE) is usually active and requires medication. Future 
mothers worry about medication and pregnancy: Do I have to stop all medication before I 
get pregnant? Can a flare-up of the disease be treated during pregnancy without harming 
the baby? Mothers would rather suffer from their burden of disease than put their child at 
any risk through medication use. 
 
With medication before and during pregnancy, a trade-off must be made between whether 
or not to treat. What is the risk if there is no treatment during pregnancy? On the quality of 
life of the mother? What about pregnancy complications? The course of the illness? The 
development of the child? What is the risk of treatment with medication on the fetus/child? 
Birth abnormalities? Damage to the physical and mental condition? Long-term adverse 
effects? The Rheumatologist must be alert to the fact that the patient receives information 
from all sides (midwife, pharmacist, general practitioner, family, internet) that can also be 
contradictory. 
 
Conclusion: 
 

• Discuss family planning with every patient that is in the childbearing age. 

• Patient and doctor should discuss questions with regards to family planning.  

• Patient and doctor should try to come to a joint decision with regards to the desire of 
the patient to have children and the disease management. 
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15:30-17:00: A core set for multidisciplinary care in RMDs?  
 
What is a core set, how and when to use it? 
Prof. Ann Bremander, Denmark 
 
Rehabilitation is the key for health in the 21 century. This asks for accessible, affordable care 
of high quality to everyone in need of rehabilitation. We need more indicators and core 
outcome sets to measure the structure, process and outcome of this care.  
 
We need sets for quality indicators and core outcomes to compare and combine research 
results of an intervention. To make such a core set consensus between patients, health 
professionals and researchers for a specific health area is needed.  
 
A Core Outcome Set (COS): 
 

• Is an agreed standardized set of outcomes that should be mearured  and reported, as 
minimum, in all clinical trials, in specific areas of health or health care.  

• A COS may refer to outcome measures of importance for specific diseases such as RA, 
AS, osteoporosis or lower back pain.  

• A COS can also be a set of outcome measures of importance for groups in diverse 
situations such as: vocational rehabilitation and rehabilitation settings.  

 
A core outcome set (COS) recommends: 
 

• What to measure? (pain, fatigue, quality of life) 

• And might also suggest 
o How to measure? 
o When to measure? 

 
Outcomes can be clinician reported, observer reported and patient reported.  
 
There are a number of COS in RMDs, developed by different stakeholders: 
 

• Omeract  

• WHO/ICF (ICF COS tell you what categories to measure, but not how to measure) 

• ICHOM standard set for measuring outcomes  
 
A COS can be used in clinical research and in measuring clinical quality (development).  
 
There are challenges when implementing a COS through questionnaires. It is time 
consuming for both patients and clinicians making the response rate to questionnaires a 
challenge. To increase the response rate: 
 

• Discuss the information from a questionnaire with the patient during a consultation.  

• Make it possible for the patient to follow his/her own data.  
 
A EULAR COS for multidisciplinairy care is needed. That way we can collect evidence of the 
effectiveness of an intervention in clinical settings in a uniform way regardless of country. 
We can compare apples with apples and peers with peers.  

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1052087&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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Results from a Norwegian core set for RMDs 
Prof. Ingvild Kjeken, Norway 
 
Rehabilitation aims at enabling people with disabilities to reach and maintain their optimal 
physical, sensory, intellectual, psychological and social functional levels (WHO).  People with 
RMDs need rehabilitation at certain moments in their life. There are however differences in 
quality of this RMD care. Assessment and evaluation is fundamental in rehabilitation.  
 
At an individual level, assessment of rehabilitation is important for: 
 

• Setting rehabilitation goals 

• Planning interventions 

• Monitoring progress 

• Evaluating individual changes over time 
 
At a group level assessment of rehabilitation is important for: 
 

• Evaluating and comparing effects 

• Developing and improving programmes 

• Estimating cost-effectiveness 
 
The development of a COS consists of several steps: 
 

• Selection of outcomes of importance in several steps: 
o Brainstorming with all relevant stakeholders 
o 3 rounds of Delphi voting  
o Selection of outcomes (fatigue, pain etc.) 

• Selection of instruments: 
o Expert group + literature search for outcome 

instruments 
o Inclusion/exclusion of instruments to criteria 
o Voting 

• Pilot testing of instruments: 
o Pilot test of using the COS in daily practice 
o Analysis of feasibility and responsiveness 

• Selecting instruments for the final core set: 
o Voting 
o Final core set of instruments 

 
A publication was made about the COS: ‘Developing and testing a consensus-based core set 
of outcome measures for rehabilitation in musculoskeletal diseases.’ 
 
Conclusions: 
 

• We have developed a consensus and evidence-based core set for use in rehabilitation of 
patients with RMDs that: 

o Is responsive and feasible for use in different settings.  
o Can be used for comparison of the effect of rehabilitation programmes across 

patient groups and settings 

• Is available in an electronic version 

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1016466&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
../../../../../../AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/CQT9IQRN/‘Developing%20and%20testing%20a%20consensus-based%20core%20set%20of%20outcome%20measures%20for%20rehabilitation%20in%20musculoskeletal%20diseases.’
../../../../../../AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/CQT9IQRN/‘Developing%20and%20testing%20a%20consensus-based%20core%20set%20of%20outcome%20measures%20for%20rehabilitation%20in%20musculoskeletal%20diseases.’
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• Should be tested in other diagnostic groups and languages 

• We are also testing a core set suggested by the Norwegian Directorate of Health for use 
in rehabilitation.  

 
Expected outcomes of multidisciplinary interventions – the patient perspective 
Dr. Maarten de Wit, Netherlands 
 
OMERACT has the OMERACT way of developing a Core Domain Set. OMERACT seperates 
two concepts with regards to a disease: ‘the impact of a health condition’ and ‘the 
pathophysiological manifestations of a disease’. Within these concepts are core areas of 
interest. The concept: ‘the impact of a health condition’ has the areas: death, life impact, 
resource use/economical impact. The concept: ‘the pathophysiological manifestations’ has 
the manifestations as areas of interest. Each area knows several domains. The area ‘life 
impact’ has domains of impact such as: pain and fatigue. 
 
OMERACT has a specific way of developing core sets. This takes place in several steps: 
express the need for a core set, form a working group with all relevant stakeholders, make a 
long list of the different domains (using literature, focusgroups), define the different 
domains, reach consensus on the most important domains through a Delphi Method, select 
the mandatory domains that are included in the core set in a voting session with all 
stakeholders. After agreeing on the domains, you have to select and agree on the 
instruments with which to measure the domains.  
 
There as several international initiatives for making disease specific core outcome sets: 
 

• Comet Initiative 

• OMERACT (specifically for clinical research) 

• ICHOM (specifically for clinical practice) 
 
Important aspects of patient centred multi-disciplinary team care in RMDs are: 
 

• Holistic approach 

• Patient values & experiences 

• Shared Decision Making 

• Self-Management 

• Multi-disciplinary team 

• Patient education 

• Organisation of Care 
 
Conclusion: 
 

• A core set for multidisciplinary care should comprise a disease specific core outcome set 
and a core set for multidisciplinary care.  

• Patients should be involved in the identification, selection and decision making of 
relevant outcomes. 

• A strategy for patient involvement preferably combines methods of consultation and 
collaboration with patients as partners. 

• Recommendations exist on how to involve patients in outcome set development. 
 

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1027328&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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Expected benefits of a core set for monitoring the delivery of multidisciplinary care in 
RMDs Prof. T.P.M. Vliet Vlieland, Netherlands 
 
There are challenges of implementing a core set for monitoring the delivery of 
multidisciplinary care. These are challenges within organisations, across organisations and 
countries but also practical issues.  
 
Within an organization outcome sets can be used on an individual level (to plan, monitor 
and evaluate treatment) and on a group level (to monitor, evaluate and improve quality of 
care, to educate and manage expectations, but also for education and research purposes).   
 
Example: Using the ICHOM core set for inflammatory arthritis: 
 
A person is referred to a rehabilitation clinic – has a consultation with a rehabilitation 
specialist – the ICHOM outcomes are measured and discussed in a multidisciplinary team – a 
treatment plan and treatment goals are formulated in this multidisciplinary team together 
with the patient – a user friendly dashboard is used to monitor en discuss scores on 
outcomes in all further consultations. A result card on the dashboard can show 
developments over time.  
 
Example: Monitoring outcome measurements of chronic pain on a group level within one 
organization.  
 
What are the scores of 154 patients with regards to their chronic pain before and after 
treatment as measured by the Canadian Occupational Performance Measurement (COPM)? 
Grouping information can be used to monitor the effect of treatment over time but also to 
inform patients at the beginning of a rehabilitation program on what they can expect on 
average with regards to the results.  
 
 It can also be informative to measure outcomes for multiple conditions, not only RMDs. 
When measuring outcomes of several diseases at once general core sets can be used (for 
example: PROMIS – ability to participate in social roles and activities).  
 
The implementation of measuring core outcomes has its challenges: 
 
1. Individual level:  

a. What is the cut-off level for having to make a treatment decision?  
b. Cut-off values and treatment decisions should be embedded in a 

multidisciplinary pathway or treatment algorithm.  
2. Group level: 

a. What is the cut-off level for having to improve a structure/process of care? 
b. There is often no direct relation between the structure/process of care and a 

group outcome measurement.  
 
You can also compare outcome measurements between rehabilitation centres for 
benchmarking (comparing the scores of an organization to the national/international 
average scores). You can compare outcomes on context, structure and process variables.  
 

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1016396&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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There are some practical issues with regards to working with core outcome sets: 
 

• Awareness and Knowledge of RMD professionals and RMD patients about what a core 
outcome set is and what the benefits are for measuring them. 

• Sometimes it is difficult for RMD professionals to understand which outcome indicators 
can be used for measuring individual quality of care and which for the continuity of care 
on the group level.  

• You need resources for gathering, storing, analyzing, interpreting, presenting and 
reporting data. On a dashboard for example.  

• Medical-ethical and legal aspects 

 
OP0198-HPR A structured model for OA care in primary healthcare is a cost-effective 
alternative compared to usual care for people with hip and knee OA 
PhD Nina Østerås, Norway 
 
Background: To improve quality of care for patients with hip and knee osteoarthritis (OA), a 
structured model for integrated OA care was developed based on international treatment 
recommendations.  
 
Objectives: To assess the cost-utility of a structured model for hip or knee OA care. 
 
Methods: The OA care model was implemented in one cluster at the time by switching from 
“usual care” to the structured model.  
 
Conclusion: The results of the cost-utility analysis show that implementing a structured 
model for OA care in primary healthcare based on international guidelines is highly likely a 
cost-effective alternative compared to usual care for people with hip and knee OA.  
 

Friday June 4rth 

10:15-11:45: PARE Abstract session  
 
OP0274-PARE Evaluation of patient satisfaction for telehealth (phone and video) in 
rheumatology outpatients during COVID-19 pandemic 
Dr. Yumi Oh, Australia 
 
Background: Telehealth via phone (TPhone) or video conference (TVideo) in rheumatology 
has been a topic of interest for many years. Its use was rapidly expanded due to COVID-19.  
 
Objectives: The aim of this study was to evaluate patient satisfaction with telehealth during 
the COVID-19 pandemic. This would determine its feasibility to be integrated in a future 
rheumatology outpatient model. 
 
Methods: A questionnaire containing 30 questions was sent to rheumatology patients who 
attended telehealth appointments at a public hospital and a local private clinic between 
April and May 2020.  
 

http://scientific.sparx-ip.net/archiveeular/?searchfor=A%20structured%20model%20for%20OA%20care%20in%20primary%20healthcare%20is%20a%20cost-effective%20alternative%20compared%20to%20usual%20care%20for%20people%20with%20hip%20and%20knee%20OA&c=a&view=1&item=2021OP0198-HPR
http://scientific.sparx-ip.net/archiveeular/?searchfor=A%20structured%20model%20for%20OA%20care%20in%20primary%20healthcare%20is%20a%20cost-effective%20alternative%20compared%20to%20usual%20care%20for%20people%20with%20hip%20and%20knee%20OA&c=a&view=1&item=2021OP0198-HPR
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1037453&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
http://scientific.sparx-ip.net/archiveeular/?c=a&view=1&searchfor=Evaluation%20of%20patient%20satisfaction%20for%20telehealth%20(phone%20and%20video)%20in%20rheumatology%20outpatients%20during%20COVID-19%20pandemic&item=2021OP0274-PARE
http://scientific.sparx-ip.net/archiveeular/?c=a&view=1&searchfor=Evaluation%20of%20patient%20satisfaction%20for%20telehealth%20(phone%20and%20video)%20in%20rheumatology%20outpatients%20during%20COVID-19%20pandemic&item=2021OP0274-PARE
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1066513&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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Conclusion: This is the first study which included both public and private rheumatology 
patients to evaluate patient satisfaction for telehealth during the COVID-19 pandemic. 
Overall high level of satisfaction was seen in telehealth, most notably associated with its cost 
effectiveness. A higher percentage of patients who had TVideo compared to TPhone were 
receptive to future telehealth via TVideo. Telehealth has the potential to compliment the 
traditional rheumatology outpatient model of care following the pandemic. 
 
OP0275-PARE The Unacceptable Delay to Diagnosis in Axial Spondyloarthritis; Developing 
a Call to Action for a Global Healthcare Challenge 
Dr. Dale Webb, United Kingdom 
 
Background: The current delay to diagnosis from symptom onset represents one of the 
greatest challenges in axial spondyloarthritis (axSpA). Research shows an average global 
delay of almost 7 years during which time the condition can progress considerably and lead 
to irreversible damage.  
 
Objectives: The Axial Spondyloarthritis International Federation (ASIF) set out to coordinate 
a comprehensive evidence-based global review of the factors influencing the current axSpA 
diagnosis delay as well as providing a resource for stakeholders to reduce this delay. 
 
Methods: A literature review was carried out. In 2020 ASIF held two virtual global forum 
events, involving patients and patient group representatives, researchers, rheumatologists 
and other healthcare professionals, to explore key diagnosis challenges across different 
healthcare systems and the opportunities for addressing these. Best practices were also 
identified.  
 
Conclusion: Despite longstanding challenges, there are now clear opportunities for 
transforming how axSpA is diagnosed around the world. This message needs to be heard 
and acted upon urgently by those involved in the management and delivery of axSpA care.  
 
OP0276-PARE Creating political levers to improve axial spondyloarthritis care 
Dr. Dale Webb, United Kingdom 
 
Background: Research carried out in 2016 by the National Axial Spondyloarthritis Society 
(NASS) showed that the range and quality of axial spondyloarthritis (axial SpA) services 
offered around the UK were variable. The National Institute for Health and Care Excellence 
(NICE) made a Guideline for Spondyloarthritis and a corresponding Quality Standard. They 
also provided national guidance (NH65) and standards of services (QS170) that should be 
available. Oversight of the implementation was missing. 
 
Objectives: NASS worked with Parliamentarians to establish the All-Party Parliamentary 
Group for Axial Spondyloarthritis to oversee the implementation of NH65 and QS170. The 
group seeks to improve axial SpA services in England whilst raising awareness of the 
condition at a parliamentary level, working closely with NASS. 
 
Methods: The group is a unique forum in the UK, bringing together patients, clinicians, 
researchers, policy makers, national bodies and parliamentarians.  
 
Conclusion: The All Party Parliamentary Group is already proving to be an effective political 
lever to improve axial SpA care.  

http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=The%20Unacceptable%20Delay%20to%20Diagnosis%20in%20Axial%20Spondyloarthritis;%20Developing%20a%20Call%20to%20Action%20for%20a%20Global%20Healthcare%20Challenge&view=1&item=2021OP0275-PARE
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=The%20Unacceptable%20Delay%20to%20Diagnosis%20in%20Axial%20Spondyloarthritis;%20Developing%20a%20Call%20to%20Action%20for%20a%20Global%20Healthcare%20Challenge&view=1&item=2021OP0275-PARE
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1055357&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
http://scientific.sparx-ip.net/archiveeular/?searchfor=Creating%20political%20levers%20to%20improve%20axial%20spondyloarthritis%20care&c=a&view=1&item=2021OP0276-PARE
http://scientific.sparx-ip.net/archiveeular/?searchfor=Creating%20political%20levers%20to%20improve%20axial%20spondyloarthritis%20care&c=a&view=1&item=2021OP0276-PARE
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1055357&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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OP0277-PARE MetabERN, the European Reference network for Rare Hereditary diseases: 
Structure, objectives, metabolic RMDs and the roles of European Patient Advocacy Groups 
(ePAGs) 
Dr. Leona Wagner, Germany 
 
Background: Inborn metabolic disorders (I MDs) currently encompass more than 1,500 
diseases with new ones still to be identified. About 30 % of all IMDs involve rare metabolic 
RMDs. Challenges include certified advanced training of adult metabolic experts, 
standardised transition plans for children with IMDs to adulthood, social support and 
development of therapies for diseases that do not have any cure yet. 
 
Objectives: Introduction of MetabERN, its structure and objectives, highlighting on the 
unique features and challenges of metabolic RMDs and describing the involvement of 
patient representation in MetabERN. 
 
Methods: MetabERN is stratified in 7 subnetworks (SNW) according to the respective 
metabolic pathways and 9 work package groups concerning specific areas of interest in 
research or education. The patient board involves a steering committee and single point of 
contact for each subnetwork and work package. Projects include identifying the need for 
research, webinars on IMDs, surveys on the impact of COVID-19 on IMD-patients and HCP, 
social assistance for IMD-patients and analyzing the transition landscape within Europe. 
 
Conclusion: MetabERN offers an infrastructure of virtual healthcare for patients with IMDs. 
Thus, in collaboration with ERN ReCONNET, MetabERN can assist in to shorten the diagnosis 
of IMDs and advise on their respective therapies. On the other hand, MetabERN can benefit 
from EULAR’s experience regarding issues all RMD patients are facing, such as pain, stiffness, 
fatigue, rehabilitation, maintaining work and disability. 
 
OP0278-PARE Providing support to families of children newly-diagnosed with childhood 
arthritis: A patient and parent-led pilot study to develop and assess ‘A Little Box Of Hope’ 
support packs 
Mr. Richard Beesley, United Kingdom 
 
Background: Juvenile Idiopathic Arthritis (JIA) is a heterogenous group of autoimmune 
disorders characterised by chronic joint inflammation, diagnosed in around 1 in 1,000 
children and young people (CYP) under the age of 16. A lack of understanding amongst 
families of newly-diagnosed children leads to uncertainty and anxiety. 
 
Objectives: This patient and parent-led project developed a resource pack for parents of CYP 
newly-diagnosed with JIA, to provide information and support. Following a pilot, feedback 
from recipients was collated and analysed to help improve future provision. 
 
Methods: A young person with JIA identified the need for direct family support. Juvenile 
Arthritis Research developed A Little Box Of Hope. This included information about JIA and 
support services available for families, as well as Kipo (a children’s book about JIA) and 
accompanying finger puppet. Clinicians at one paediatric rheumatology centre provided 
information about the packs to newly diagnosed families, who then requested a free box to 
be posted to them. Following an initial pilot study, recipients were invited to complete a 
short online questionnaire and provide feedback to allow refinement of the provision. 

http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=MetabERN,%20the%20European%20Reference%20network%20for%20Rare%20Hereditary%20diseases:%20Structure,%20objectives,%20metabolic%20RMDs%20and%20the%20roles%20of%20European%20Patient%20Advocacy%20Groups%20&view=1&item=2021OP0277-PARE
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=MetabERN,%20the%20European%20Reference%20network%20for%20Rare%20Hereditary%20diseases:%20Structure,%20objectives,%20metabolic%20RMDs%20and%20the%20roles%20of%20European%20Patient%20Advocacy%20Groups%20&view=1&item=2021OP0277-PARE
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=MetabERN,%20the%20European%20Reference%20network%20for%20Rare%20Hereditary%20diseases:%20Structure,%20objectives,%20metabolic%20RMDs%20and%20the%20roles%20of%20European%20Patient%20Advocacy%20Groups%20&view=1&item=2021OP0277-PARE
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=MetabERN,%20the%20European%20Reference%20network%20for%20Rare%20Hereditary%20diseases:%20Structure,%20objectives,%20metabolic%20RMDs%20and%20the%20roles%20of%20European%20Patient%20Advocacy%20Groups%20&view=1&item=2021OP0277-PARE
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http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=Providing%20support%20to%20families%20of%20children%20newly-diagnosed%20with%20childhood%20arthritis:%20A%20patient%20and%20parent-led%20pilot%20study%20to%20develop%20and%20assess%20%E2%80%98A%20Little%20Box%20Of%20Hope%E2%80%99%20support%20packs&view=1&item=2021OP0278-PARE
http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=Providing%20support%20to%20families%20of%20children%20newly-diagnosed%20with%20childhood%20arthritis:%20A%20patient%20and%20parent-led%20pilot%20study%20to%20develop%20and%20assess%20%E2%80%98A%20Little%20Box%20Of%20Hope%E2%80%99%20support%20packs&view=1&item=2021OP0278-PARE
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1027298&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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Conclusion: Recipients of A Little Box Of Hope have found the information useful and feel 
supported. Following the pilot study, we have developed My JIA, a booklet with  information 
for families affected by JIA. A Teen pack, for children aged around 10 years or older, is being 
developed to provide targeted support to this group. We intend to expedite the roll-out of 
the project across the country building on the success of the pilot project. 
 
OP0279-PARE Chronic Rheumatic Disease (CRD) and Sport 
Dr. Patrick Lemesle, France 
 
Background: The CREER group produced this study to investigate the opinion of patients 
with chronic inflammatory rheumatic disease (CRD) regarding physical/sports activity. 
 
Objectives: To analyze a population in the Ile-de-France region with CRD practicing a 
physical activity (their motivations, expectations, nature and rhythm). Determine the place 
of physical activity in the management of an CRD by the rheumatologist (Rh). 
 
Methods: 207 patients, 53 yo average, 56% between 50 and 70 years, 60% are women; 97% 
of the CRD, Rheumatoid arthritis (RA): 57%) or Ankylosing Spondylitis (AS): 40%, low or 
moderate activity (66%). 10 years evolution (RA) and 11.5 years (AS), corticosteroids RA/AS 
as follows (34/5 %), NSAIDs (15/52 %), conventional DMARDS (84/30%) or biotherapies 
(21/43%). Co-morbidities are found for RA/AS in 55% vs 44%, includes high blood pressure 
20%, overweight 21%, tobacco 13.5%, other 19%. 
 
Conclusion: If the main activity practiced by patients and advocated by Rh is walking, the 
patients go beyond this framework by mobilizing for cycling, walking, swimming and gym. 
We must, through education convince people with CRD of the benefits of physical activity on 
CRD and its co-morbidities. These benefits are unknown to 50% of patients. Using connected 
interventions improves compliance to physical activity. Finally, walking which does not 
require neither schedule nor equipment (otherwise a cane) should become a first-line 
prescription. 
 
OP0280-PARE A mindfulness program dosing study to evaluate improvement in emotional 
distress among people with rheumatic disease 
PhD W. Benjamin Nowell, United States of America 
 
Background: Mindfulness-based interventions for chronic pain and emotional distress have 
increased in popularity as complementary therapies among people living with RMDs. 
Despite growing evidence that mindfulness meditation reduces pain and anxiety associated 
with RMD, more research is needed to specify the optimal duration of mindfulness training 
necessary to be effective for short- and long-term benefit. 
 
Objectives: To evaluate and compare the effectiveness of full-length versus brief 
mindfulness training programs for improving anxiety among people living with RMD. 
 
Methods: Adult US participants (pts) within the ArthritisPower registry were invited to 
participate in the Healthy Mind Healthy You study comparing the effectiveness of two online 
mindfulness training programs of different lengths accessed via the MoodNetwork platform. 
The full-length mindfulness based cognitive therapy program lasted 8 weeks, while the brief 
evidence-based mindfulness program lasted 3 weeks. Pts were randomized to one of the 
two programs.  

http://scientific.sparx-ip.net/archiveeular/?c=a&searchfor=Chronic%20Rheumatic%20Disease%20(CRD)%20and%20Sport&view=1&item=2021OP0279-PARE
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1027724&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
../../../../../../AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/CQT9IQRN/A%20mindfulness%20program%20dosing%20study%20to%20evaluate%20improvement%20in%20emotional%20distress%20among%20people%20with%20rheumatic%20disease
../../../../../../AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/CQT9IQRN/A%20mindfulness%20program%20dosing%20study%20to%20evaluate%20improvement%20in%20emotional%20distress%20among%20people%20with%20rheumatic%20disease
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1024182&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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Conclusion: Participation in a mindfulness training program, whether full-length or brief, 
appears to improve symptoms of emotional distress among people with RMD. 

13:30-15:00: Patients’ input in the target(s) 
 
ACR and EULAR recommendations define remission in RA as: 
Minimal or no disease activity, so as to assure the best possible outcome in terms of 
structure and function. ‘Minimal or no disease activity’ is measured with SJC28, TJC28, CRP. 
‘Outcome in terms of structure and function’ are measured by the PGA (patients global 
assessment). PGA measurement has a big impact in defining if people with RA are in 
remission, especially people in ‘near-remission’ are kept out of ‘remission’ because of their 
PGA score. The question is: Is it worth excluding PGA from the definition of remission and 
giving ‘Impact of RA’ (using PGA) a separate compulsory outcome to be measured and 
monitored by RMD professionals?  
 
Making the case for replacing PGA 
Prof. José Antonio P. da Silva, Portugal 
 
Should we exclude PGA from the target of remission? Yes 
Are we thereby excluding patients from the target? No, patients should have a more 
compelling representation with an independent impact target of their own. 
 
Making the case for keeping PGA 
Prof. Dr. Maarten Boers, Netherlands 
 
Should we exclude PGA from the target of remission? No 
 
Remission of RA is not well defined. The current recommendation for reaching remission in 
RA is ‘minimal or no disease activity’ and ‘leading a normal life’. Are we not selling a utopia 
to our patients? Their disease is chronic and will have good and bad times. The current 
definition of remission is useful for research but not for clinical practice. However, the 
solution is not to take the PGA out of the remission target. You have patients with silent 
disease activity that no clinical measurement can measure, especially in the patients with 
low disease activity. PGA will help give insight into this possible disease activity. Measuring 
remission without a PGA is not enough for deciding on medical treatment. Clinical numbers 
can inform us about remission but cannot not fully drive us.   
 
The patient’s perspective 
Patients are not all the same. What remission means to one is not the same as what it 
means to another. We need to talk and listen more to patients. This sometimes gets lost 
because of all the targets and numbers. Find out what is causing someone’s high PGA score. 
It will need treatment but a different treatment than a medical one.  
 
The healthcare professional (HPR) perspective 
Patients know best how they’re doing. Medical treatment has improved however medical 
treatment is not everything. We should use other interventions through other professionals 
to fully help someone towards a holistic form of remission.    
 
 
 

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1016219&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1053751&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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Discussions from the audience 
We all agree we should treat the patient not the score. We all agree we should look further 
than just clinical scores to see how a patient is doing. The question is, what’s the best way to 
do that? Putting PGO in a central target for defining remission used originally for research 
instead of clinic? Or to define ‘impact of a disease’ as a separate concept to be measured 
and dealt with in clinical practice?  
 
Jose: it’s time to shift. Focusing on inflammation loose from the impact.  
Maarten: you have patients with silent disease activity that no clinical measurement can 
measure, especially in patients with low disease activity. Just using clinical measurements 
for defining remission is not enough. Numbers inform us but will not fully drive us.   

13.30-15.00: Placebo and nocebo effects for pain management 
 
Mechanisms, predictors, and interventions to precent, minimize, or extinguish nocebo 
effects in pain Prof. Dr. Andrea Evers, Netherlands 
 
In order to reduce the influence of nocebo (negative) effects on a treatment, the following 
options are available for the practitioner: 
 

• Inform patients about the nocebo effect and the possible consequences. 

• Ask patients how and if they want to be informed about risks and side effects. 

• Patients should be screened to see if they have a high risk of nocebo effects. When 
patients have a high risk for nocebo effects, give patients a tailor-made treatment. 

 
Placebo, nocebo and context in clinical practice: How to make use of it 
PhD Giacomo Rossettini, Italy 
 
The context of a treatment consists of 5 aspects that affect the final outcome of the 
treatment, in a positive way (placebo) or negative way (nocebo): 
 

• Patient: Expectations, experiences, etc 

• Practitioner: Appearance, experiences, way of communicating, etc 

• Environmental factors of the treatment: ambient temperature, atmosphere, etc. 

• Relationship between patient and practitioner: Empathy, etc 

• Treatment 
 
It is important to realize that the context of a treatment, which can be influenced, affects 
the final result. A practitioner has to communicate positively and clearly prior to the 
treatment. A correct appearance and the atmosphere of the environment where the 
treatment is carried out, is also important. Research shows that 75% of the treatment of 
osteoarthritis (osteoarthritis) is caused by contextual factors.
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15.30-17.00: Managing Chronic Pain 

 
Goals of this session:  
 

• To understand the challenges of managing chronic osteoarthritis pain and the 
opportunities to optimize outcomes using mechanism-based treatment strategies; 

• To understand the challenges of managing chronic pain in RA and stratified approaches 
to treatment. 

  
Managing Chronic Pain 
Tuhina Neogi, Md, PhD 
 
More than 500 million people worldwide have osteoarthritis (OA). This can occur in the 
knee, hip or hands. Pain leads to poor quality of life and disability. A pharmaceutical 
treatment (medication or cream) has little or minimal effect on treating pain in OA. There 
are several causes for pain in OA such as psychological, sociocultural, genetic factors and 
neurobiological mechanisms. 
 
OA can trigger: 
 

• Muscle weakness 

• Overweight or Obesity 

• Lifestyle possibilities 

• Poor mental health and no good night’s sleep 

• Joint abnormalities 

• Joint overload or damage 

• Temporary flares 
 
The treatment of OA should be consist of multidisciplinary and multimodal treatment (not 
just medication) consisting of education about OA and self-management, staying physically 
active using therapeutic exercises, a healthy weight/weight loss, exercises to strengthen the 
muscles, cognitive behavioral therapy, discussing necessary braces, orthoses and walking 
aids with or without temporary use of medication. For hand OA, the additional 
recommendation of Dr. Malvika Gulati is to refer to a hand therapist. 
 
As a doctor, how do I assess the pain in my patients? 
dr. Neil Basu  
 
In addition to the pain caused by the chronic inflammation, there are other factors that play 
a role. Pain perception can be genetic, you can experience pain because you also have other 
conditions (comorbidities) or it has a psychological cause. Dr. Neil looks at the following 
things in a patient who is in pain: 
 

• Is the inflammation sufficiently under control? 

• Is there significantly more damage to the joints or are there other musculoskeletal 
(MSK) comorbidities? 

• Have I looked beyond just the joints? 



 
 
 
 

47 

 

15.30-17.00: HPR’s contribution to personalized goals? 
 
The Dual-target proposal for rheumatic (and other) diseases: Why and how? 
Dr. Ricardo J.O. Ferreira, Portugal 
 
Patient Global Assessment (PGA) is mainly influenced by pain, fatigue, patient functionality 
and anxiety. The inflammation value (CRP) and DAS28 (measure of inflammatory activity) do 
not affect the outcome of PGA. 
 
In the treatment of a rheumatic disease or other chronic disease, two goals must be taken 
into account (dual-target strategy): the inflammation (viewed from the practitioner’s side) 
and the symptoms (impact of the disease, viewed from the patient’s side). By shared-
decision, these two goals come together. In the treatment of inflammation, the right 
treatment is used through medicines and the effectiveness of this treatment is measured 
using clinical outcome measures. The impact of the disease on the patient's life should be 
measured by personal goals. Patient Reported Outcomes (PROM's) can be used to measure 
the progress in personal goals. 
 
How to establish and assess personalized goals? The Goal Attainment Scale and other tools 
Mrs. Erika Mosor, Austria 
 
Setting personalized goals should be done using the SMART method. SMART goals are: 
 

• Specific 

• Measurable 

• Acceptable to yourself and to others 

• Realistic to execute 

• Time-bound 
 
Various questionnaires are available for setting 
personalized goals and achieving them. 

15:30-17:00: How to communicate effectively with patients? 
 
What do we expect from an appointment with the doctor? 
Mr. Dieter Wiek, Germany 
 
All patients are different. For some patients finding, understanding, appraising and applying 
information is difficult. Most people get their RMD information from their GP but also from 
information from patient organizations. Therefore, patient organizations have an important 
role.  
 
What can my doctor expect from me as a patient?  
As a patient I will be: respectful, punctual, prepared, open-minded, honest, informed and 
responsible.  
 
As a patient, I wish to enter an office where: 
 

• The staff is friendly, supportive and respects my privacy. 

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1016239&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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• The appointments are respected, the practice is well organized and waiting times are 
minimal and optimized.  

• The treatment procedures are communicated at the beginning and are transparent.   
 
As a patient, at the consultation I would like:  
 

• To outline briefly my health status, why I came, what I would like to achieve – without 
being interrupted after a few seconds. 

• To know what diagnostics may be helpful. 

• What medication and therapeutic options there are.  

• At the end of the consultation have the possibility to ask remaining questions, have an 
agreement on my therapeutic strategy (shared decision, common goals) 

• To receive information on self-management, patient groups 

• That my doctor explains the results of an examination, laboratory findings in a lay 
language.  

• To receive all examination results.  
 
I’d like to have a doctor who: 
 

• Is attentive (eye contact, body language, gestures), listens, asks questions 

• Tailors information to my needs (no jargon) 

• Shows concern, empathy and sensitivity to my concerns and feelings 

• Is aware of the implications my illness has on my work and social relations. 

• Conveys the feeling that I as a person am important. 

• Helps me to navigate through the complexities of the healthcare system.  

• Examines my musculoskeletal system carefully if e.g. an new MSK problem comes up. 
 
As a doctor you have hundreds of conversations. For me as a patient these 10 minutes may 
have a great impact on my life.  
 
Telehealth Consultations are a great option: 
 

• When doctor and patient mainly need to speak 

• In cases of routine chronic disease management.  

• If conditions can be monitored remotely by the patient (e.g. blood pressure) 

• If specialist advice is required.  
 
In conclusion: A positive communication is a basis for a trustworthy relationship that 
supports adherence and a positive health outcome.  
 
The role of HPRs as patients’ advocators 
Prof. T.P.M. Vliet Vlieland, Netherlands 
 
Thea shows different examples of how HPR’s can contribute to patient advocacy.  
 
Roles HPRs can have as advocates:  
 

• We can be advocates on the level of individual patients and groups of patients  
(patient organizations). 

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1016396&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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• We can be advocates in scientific societies and healthcare organizations. 

• We can be involved on a local/regional/national political  level.  
 
We need to further facilitate the development of competences and skills for HPRs to fulfill 
their role as patient advocate.  
 
'When I saw a patient with RMD for the first time' What has changed in my clinical 
practice during the years? 
Prof. Iain McInnes, United Kingdom 
 
When Iain started his carrier as an RMD professional the consultation was all about 
communicating in which asking questions was at the core of what we did. This was the basis 
for every RMD professional. The motto was: Talk with the person not with the patient, using 
language that is adapted to the person in front of you.  
 
What has changed?  
 

• New therapies, strategies, technologies, algorithms.  

• The real change was the introduction of biologicals. We could now use a more targeted 
approach to the management of their disease.  

• We learned that we had to treat the disease early. There is a window of opportunity in 
order to preserve function later on. 

• We learned to be treating towards a target. 

• A treatment discussion based on shared decision making. 

• More attention to (the prevention of) co-morbidities  

• E-Health (social media and the internet are at the core of our practice) 

• Molecular revolution (we are going from organ medicine to molecular medicine) 
 
The communicating in the clinic now is based on listening, comprehension, analysis, 
synthesis, making an action plan and explaining.   
 
Despite of all these changes the basis of our work in the consultation room hasn’t changed:  
Consider what a person with RMD tells us about their needs and do something about them.  
 
Challenges for young rheumatologists when communicating with patients 
Dr. med. Kim Lauper, Switzerland 
 
Two communication challenges for young RMD professionals: 
 

• Problem: Communicating uncertainty if there is no definite diagnosis: “We can not tell 
you exactly what is causing your symptoms.” 
Advice: It is important to be honest, but if you are too honest, patients react negatively. 
Therefore, be honest but not too explicit. Warn the patient before doing the tests. Use 
natural statistics when communicating chances of a diagnosis.  

• Problem: Looking young as a starting RMD professional: “Aren’t you too young to be a 
doctor?” “I wish you all the best for the end of your medical school.” “When can I see 
the doctor?” 
Advice: Dress the part, look confident and be assertive, introduce yourself each time, 
and earn and maintain the trust of your team. 

 

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1015950&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1016017&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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Saturday June 5th 

9.00-10.30: Let’s work together 
 
The impact of RMDs on the presence and absence (absenteeism) at work 
Susanne Verstappen PhD 
 
Susanne Verstappen is a member of the EULAR task force on work. RMDs are among the 
most common diseases in the European workforce. Staying in (paid) work for people with an 
RMD is important. It increases self-esteem, social inclusion and economic independence. All 
of this can translate into better health and quality of life. 
 
Often, people with RMDs have to deal with difficulties in carrying out their work or loss of 
labor productivity. The type of work, the possibilities to adapt the workplace-settings, 
flexible working hours, support from colleagues and the possibility to call in sick if working 
really is not an option have effect on being able to maintain the work people with RMDs 
carry out.  
 
We should focus more on customization for the ‘sick’. Personalized support is a must. More 
and better advocacy from healthcare providers and patients about the impact of RMDs on 
society is needed. 
 
The challenges of achieving a fulfilling job if facing an RMD 
Ovidiu Constantinesco 
 
Ovidiu Constantinesco has an RMD and shares his personal story. Ovidiu emphasizes the 
importance of having a job. It means financial security, self-esteem, being in contact with 
colleagues and to ‘just’ belong. It is said ‘The Sky is the limit’ but if you have an RMD, the sky 
is not the limit but the pain. It is the pain of our condition that determines what we can or 
cannot do. 
 
People with RMDs have to deal with a lot of prejudice. People think that we cannot do our 
job. That we cannot deal with the pain and that we are absent too much because of the pain 
and doctor's visits. 
 
People with RMDs also have to deal with fear about whether a treatment will work and how 
the disease will develop. When you are diagnosed with an RMD you have to ‘reset’ your life, 
prepare for changes, learn to adapt, try to accept, adjust expectations and priorities.  
 
For people with RMDs Ovidiu has some advice: Look for work that is suitable for you with 
regards to your RMD but also look for work that makes you happy. See if there are any 
adjustments that can be made to keep you going. Give yourself some extra time and space 
to breathe. 
 
Despite the good treatments, RMDs remain a serious disease. Every day you will encounter 
things you can and can’t do. And things you like to do and things you must do. How you 
handle these things is up to you! 
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In 2019, Ovidiu Constantinesco won the first prize in the European Edgar Stene writing 
competition for people with RMDs. You can find his story here.  
 
Association between individual and country-level socioeconomic factors and work 
participation in peripheral and axial spondyloarthritis 
Sizheng Steven Zhao  
 
Sizheng Steven Zhao conducted research on labor participation among people with 
spondyloartitis (SpA). 
 
Conclusion: 
 

• There is a clear difference between countries when it comes to employment rates 
among people with SpA. 

• If you have had little education, the chance that you will be able to stay at work with 
SpA is small. 

• What a government spends on healthcare costs affects participation of people with SpA 
in the labor market. 

• The socio-economic developments of a country determine the difference in labor 
participation between men and women. The lower these are, the fewer opportunities 
for women. 

 

9.00-10.30: Are we what we eat?  
 
What should I tell my patients with RMDs about diet? 
Dr. Elena Nikiphorou, United Kingdom 
 
Diet plays a role in the inflammatory response in 
people with RMDs.  
The advice for people with RMDs about nutrition are: 
 

• Reduce salt and use more herbs 

• Reduce added sugars 

• Eat a lot of unsaturated fatty acids and as little saturated fatty acids as possible 

• Use more omega-3 fatty acids (oily fish and olive oil) and less omega-6 fatty acids 

• Provide fiber-rich food 

• Eat mostly unprocessed food 

• Eat foods rich in vitamins and antioxidants (lots of fruits and vegetables) 

• Moderate the amount of coffee, preferably take (green) tea. 
 
The Mediterranean diet contains all of the above items and is therefore recommended for 
people with RMDs. In addition to nutrition, it is also important to have a good condition and 
a healthy weight (BMI). There is no evidence yet that fasting affects the inflammatory 
response in people with a rheumatic disease. More research needs to be done.

https://www.eular.org/myUploadData/files/1st_ovidiu.pdf
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9:00-10:30: Different expectations to treatment outcomes 
 
Assessing treatment failure 
Prof. Daniel Aletaha, Austria 
 
Treatment failure: How do we assess treatment failure? Who is right the patient or the 
doctor? Patients and doctors have different approaches to what they figure as failure or 
success. It is about patient empowerment. Patient empowerment can reduce the main 
reason for treatment failure: non-adherence. RMD professionals need to understand when 
patients are failing by their therapy. A patient feels the pain, feels dependence, loss of work 
and leisure capacity, toxicity of therapy and fear of tomorrow.  
 
Adherence and belief 
PD Dr. med. Xenofon Baraliakos, Germany 
 
What do we know about the engagement of patients in our treatment plans? Shared 
Decision Making (SDM) is a key element in adherence and the belief of a patient in a 
treatment. This is where communication plays an important role.  
2 EULAR Points to Consider are important: 
 

• Recommendations on the treatment of non-adherence.  

• Development of patient-centred standards of care for RA in Europe: the eumusc.net 
project.  

• The efficacy of motivational counselling and SMS reminders on daily sitting time in 
patients with RA: a randomized controlled trial.  

 
There is a difference in expectations with regards to treatment:  
 

• Patient Treatment Expectations: to set up personal, social and treatment goals and to 
monitor disease progress to achieve these goals. Goals can be other than just low 
disease activity such as pain control, improvement of function, less side effects.  

• Physician Treatment Expectations: to achieve sustained remission/low disease activity. 
Therapy is adapted to promote remission or low disease activity.  

 
Important aspects of helping patients to adhere to treatment are: education, management 
of pain, regular disease assessment and contact in case of an emergency.  
 
In summary:  
 

• International recommendations and T2T concepts strongly recommend treatment based 
on SDM in daily practice.  

• SDM and appropriate drug profile (fast response, good safety, reliable long-term 
outcomes) are the factors for treatment adherence.  

• Treatment adherence leads to disease modification and treatment adaption with good 
long-term responses.  

• Good long term responses allow for better patient monitoring: increases the trust of 
patients to physicians and drugs. Increase our credibility as physicians.  

 
 

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1015967&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1016172&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
https://ard.bmj.com/content/80/6/707
../../../../../../AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/CQT9IQRN/•%09Development%20of%20patient-centred%20standards%20of%20care%20for%20RA%20in%20Europe:%20the%20eumusc.net%20project.
../../../../../../AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/CQT9IQRN/•%09Development%20of%20patient-centred%20standards%20of%20care%20for%20RA%20in%20Europe:%20the%20eumusc.net%20project.
https://pubmed.ncbi.nlm.nih.gov/28584189/
https://pubmed.ncbi.nlm.nih.gov/28584189/
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Understanding the patient perspective / patient expectation on treatment outcomes 
Mr. Peter Boyd, Ireland 
 
Key to communication is to listen, understand and care.  
 
Patient would like doctors to:  
 

• Listen: to verbal and non-verbal speech 

• Understand: our concerns and difficulties 

• Care: about us and our arthritis, about our goals & aims. 
 
Patients should: 
 

• Listen:  to the medical experts 

• Understand: their restrictions on time and resources 

• Care: to ensure the relationship is long and worthwhile 
 
Following these straightforward aims will lead to: 
 

• Better disease control 

• Better disease management 

• Better treatment outcomes  
 
Patients’ education, expectations and outcomes 
PhD Heidi A. Zangi, Norway 
 
Patient education is found to help people in coping with their illness.  
Several EULAR recommendations focus on this: 
 

• HPR approach to pain management in inflammatory arthritis and osteoarthritis 

• 2016 update of EULAR recommendations for the management of early arthritis 

• EULAR recommendations for the non-pharmacololgical core management of hip and 
knee osteoarthritis 

• EULAR revised recommendations for the management of fibromyalgia.   
 
The communication during a consultation has shifted from a doctor’s provision of 
information and patients as passive recipients to patient’s involvement in decisions and 
management of their care.  
 
Key messages in EULAR recommendations for patient education: 
 

• Communication and shared decision making (SDM) are essential. 

• Support people in managing their disease. 

• Patient education is part of normal care for all people with inflammatory diseases 

• Patient education should be delivered throughout the disease course according to the 
individual patient’s needs. 

• Patient education should be provided in individual, online and as group programs. 

• Patient education should be delivered by health professionals and trained patients. 

• Patient education should be evaluated  by outcomes reflecting program objectives.  

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1029728&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1030032&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
https://www.eular.org/sysModules/obxContent/files/www.eular.2015/1_42291DEB-50E5-49AE-5726D0FAAA83A7D4/press_release_eular_recommendation_hpr_pain_management_ia_oa.pdf
https://ard.bmj.com/content/76/6/948
../../../../../../AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/CQT9IQRN/•%09EULAR%20recommendations%20for%20the%20non-pharmacololgical%20core%20management%20of%20hip%20and%20knee%20osteoarthritis
../../../../../../AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/CQT9IQRN/•%09EULAR%20recommendations%20for%20the%20non-pharmacololgical%20core%20management%20of%20hip%20and%20knee%20osteoarthritis
../../../../../../AppData/Local/Microsoft/Windows/INetCache/Content.Outlook/CQT9IQRN/•%09EULAR%20revised%20recommendations%20for%20the%20management%20of%20fibromyalgia.
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There are 7 aspects by which you can assess the quality of patient education: understanding 
disease and treatment, knowledge about healthy lifestyle, communication with health 
professionals, empowerment, self-efficacy, coping strategies and sharing experiences.  
 
There are different measurement options for measuring the quality of patient education 
such as the Effective Consumer Scale, Arthritis Self Efficacy Scale, Health Education Impact 
Questionnaire and Patient Activation Measure.  
 
With regards to health literacy you have different levels. Health literacy is about: The 
knowledge, motivation, social and communication skills that enable people to understand 
and use health information that enhance health, well-being and engagement in medical 
decision making. People with low levels of health literacy have difficulty in participating in 
SDM. Have poorer medication adherence and self-management and overall poorer health 
status. Low literacy is more prevalent in: elderly, people with chronic conditions, low 
education, low SES and minority groups.  
 
There is a need for:  
 

• Paying attention to health literacy in targeted populations with RMDs 

• Looking at how interventions can be designed to meet expectations and needs from 
different populations.  

• Investigating which content, methods and delivery modalities are best suited to enhance 
health literacy.  

• How can we ensure patient participation in designing, planning, delivering and 
evaluation of patient education.  

 
Disease monitoring apps and digital solutions 
Mrs. Gerlinde Bendzuck, Germany 
 
There are several challenges when it comes to disease monitoring apps and digital solutions: 
 
1. Taking control: Managing different expectations towards treatment outcomes – who is 

to take control? The patient? Of the professional? And in this last case, which 
professional: the general practitioner, health care professional, RMD specialist, RMD 
nurse? 

2. Safety issue: How can we assure monitoring is done safely and with respect to the 
(digital) health literacy scores of patients? 

3. A vital matter of choice: Which of the current digital solutions, growing like flowers in 
spring, are going to be the ones that will be really helpful to patients with RMDs? 

 
Examples of future treatment of RMDs using with apps and digital solutions:  
 

• Lifestyle apps 

• Digital patient records 

• Digital prescriptions 

• Service-apps 

• Wearables 

• Digital assistive technologies 

• Medical apps  
 

https://apps-congress.eular.org/ProgramSearch/Person?eventname=par21&language=en-GB&userid=1047451&pProgramGrade=Scientific&pHideLogin=False&pHidePersonal=False&pShowPrivate=False
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Recommendations with regard to disease monitoring apps and digital solutions: 
 
1. Create more digital health literacy for patients, specialists and healthcare professionals)  
2. Ensure structural participation of the patient’s perspective in R&D 
3. Gain more (also patient-generated) data that can be used in research. 
4. Create more (and different) monitoring and other digital devices. 
5. Improve interoperability 
6. Set more model projects into action and upscale them.  
7. Ensure digital inclusion 
 

12.00-13.30: Mastering Self-management in a New Era 
 

Self-management: it does matter making the effort 
Prof. Bente Appel Esbensen, Denmark 
 
The goal of the treatment is to: 
 

• Minimize the impact of the disease 

• Optimize overall health, physical activity and social activity 
 
It is important for people with RMDs to understand their condition and to be able to deal 
with its practical, physical and mental impact on their lives. It is also important that they 
realize that their lives have changed and that self-management plays an important role.  
 
Self-management must consist of a component that lies with the patient, but it is also 
important that doctors/nurses are part of self-management. Self-management should 
consist of educational, behavioral and cognitive treatment. This gives patients knowledge, 
skills, possibilities and confidence. Self-management is a process that a patient goes through 
together with their doctor/nurse, and is not a static one. Research shows that self-
management has a proven influence on the rheumatic disease. However, it appears that the 
application of self-management in the care of chronic patients is still rarely used. 
 

What do healthcare professionals need to know to support self-management? 
PhD Janet L Poole, United States of America 
 
The definition for self-management that is often used is (Barlow et. Al., 2002): 
The individual's ability to manage the symptoms, treatment, life changes, psychosocial and 
cultural consequences on their health. 
 
Factors that influence self-management behavior include: 
 

• The support of environment 

• Motivation 

• Obstacles from your environment 

• Emotional change from your diagnosis 

• Self-sustainability 
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Self-management gives individuals skills that enable them to better cope with unexpected 
changes and changes in their disease process, symptoms, and overall health. 
 
There is a clear difference between self-management and patient education. Patient 
education is part of self-management, while self-management, in addition to education, is 
also aimed at identifying problems themselves and how to solve them. 
 

The power of peers and the role of patient organizations 

Mrs. Ailsa Bosworth, United Kingdom 
 
The UK patient organization NRAS conducted a survey for patient organizations (POs) and 
healthcare professionals in several European countries. They were asked if patients are 
aware of the different patient organisations in their countries and the resources the POs 
have. Health care professionals were asked if they pay attention to patients about the 
existence of patient organizations and their importance for patients (information and other 
resources). 
 
The results of the patient organization survey are: 
 

• Many patient organizations provide very useful information and materials, including in 
the field of self-management. Unfortunately, there are several obstacles for patients to 
actually have access to this information. 

• Despite the presence of patient organizations and the number of resources they have to 
offer in many countries, it is still little used. This only happens if the POs promote it 
themselves. 

• Many patient organizations have information about self-management and other aspects 
of care, but access to it is limited. Usually this is on the initiative of the patient, 
sometimes on the initiative of their healthcare professional. 

 
Based on the results of this study, it can be concluded that it is very important to strengthen 
the collaboration between patient organizations and healthcare providers. 
 
The corona pandemic has certainly shown that patient self-management is very important 
and relevant. Due to the fact that there were fewer appointments on location with the 
healthcare professionals, especially during the first lockdown, it is more important that 
patients learn how to monitor their disease themselves and actively respond to it. 
 
There are a number of good examples of patient organizations in Europe that, together with 
healthcare professionals, have self-management tools for patients with inflammatory 
diseases including: 
 

• England (NRAS); Pregnancy and Arthritis 

• Ireland (Arthritis Ireland): Online program for patients newly diagnosed with RA 

• Romania: Collaboration with rheumatologists and other health care providers to 
improve care for people with inflammatory rheumatism. 

• Scotland: Incorporating a self-management program in rheumatology (Fife). 
 

https://www.arthritisireland.ie/pregnancy
https://nras.org.uk/resource/rightstart/#:~:text=%20%20%201%20Step%201%3A%20Refer%20your,everything%20that%20is%20concerning%20them%2C%20providing...%20More%20


 
 
 
 

57 

 

EULAR Recommendations for the implementation of self-management strategies 
in patients with inflammatory Arthritis 
Dr. Elena Nikiphourou, United Kingdom 
 
Self-management is the capacity to understand a disease (or several diseases) and to deal 
with the practical, physical and psychological impact that comes with it. In self-management 
it is important that people with a chronic condition experience independency and feel 
supported by others. This last aspect in particular is an important task for patient 
organisations. 
 
In 2021, EULAR issued recommendations for the implementation of self-management 
strategies in patients with inflammatory rheumatoid arthritis. These self-management 
strategies should be facilitated by healthcare professionals and offered as a complementary 
part of care, implemented through shared decision making. 
 
Three overarching principles and nine recommendations have been formulated. The 
overarching principles are: 
 

• Self-management implies taking an active role in learning about one's condition and in 
the shared decision-making process about one's health and care pathway. 

• Self-efficacy (personal confidence to carry ou an activity with the aim of achieving a 
desired outcome) has a positive benefit on various aspects of living with inflammatory 
arthritis. 

• Patient organizations often provide valuable self-management recources and 
collaboration between healthcare professionals and patient organizations may therefore 
benefit patients. 

 
The nine recommendations are: 
 
1. Healthcare professionals should encourage patients to become active partners of the 

team and make them aware of healthcare professionals and patient organizations 
involved in all aspects of the care pathways. 

2. Patient education should be the start point and underpin all self-management 
interventions. 

3. Self-management interventions that include problem solving and goal setting and, 
where relevant to the individual and available, cognitive behavioral therapy (CBT), 
should be incorporated into routine clinical practice to support patients. 

4. Healthcare professionals should actively promote physical activity at diagnosis and 
throughout the disease course. 

5. Lifestyle advice based on evidence should be given to better manage common 
comorbidity and patients should be guided and encouraged by their healthcare team to 
adopt healthy behaviours. 

6. Better emotional well-being leads to better self-management; therefore, mental health 
needs to be assessed periodically and appropriate intervention be made if necessary. 

7. Healthcare professionals should invite discussion with patients about work and signpost 
to sources of help where appropriate or where needed. 

8. Digital healthcare can help patients self-manage and should be considered for inclusion 
in supported self-management, where appropriate and available. 

9. Healthcare professionals should make themselves aware of available resources to 
signpost patients to, as part of optimizing and supporting self-management. 

https://ard.bmj.com/content/early/2021/05/10/annrheumdis-2021-220249
https://ard.bmj.com/content/early/2021/05/10/annrheumdis-2021-220249
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Based on the recommendations, the following items are proposed for future research: 
 

• To demonstrate the effectiveness of specific self-management interventions in IA and 
their impact on disease activity. 

• To study specific patient-reported outcome domains potentially affected by self-
management including pain, fatigue, sleep, emotional and physical well-being, disability, 
quality of life and self-efficacy and explore a core outcome set. 

• To elucidate the cost-effectiveness of specific self-management interventions and 
programs delivered. 

• To study the role of patient organisations and explore the impact of these organisations 
and the resources and support they provide for people with IA. 

• To investigate the impact of remotely delivered self-management interventions 
compared with face-to-face interventions. 

• To explore how the European Alliance of Associations for Rheumatology community 
could implement strategies to support and enable less established patient organisations 
to adapt best practice examples to suit their local circumstances. 

 
To implement the above recommendations, it is important to: 
 

• Raise awareness and educate caregivers on self-management strategies, available 
tools/resources, in order to best support/support patient. 

• Raise awareness and increase collaboration between patients, patient organizations and 
healthcare providers. 

• Make patients aware of good evidence-based information, which is also provided by 
patient organisations. 

• Create awareness that patient education is an important part of self-management. 
 
In addition to self-management programs, it is also 
important that: 
 
1. the care that is provided takes place with mutual trust     
2. joint decision-making is part of healthcare 
3. goals are set 
4. the patient's social environment is also important 
 

OP0322-HPR Empowerment and associations to disease activity and pain in 
patients with Rheumatoid Arthritis 
PhD Maria Andersson, Sweden 
 
Background: The WHO describes empowerment as a process in which patients can take 
control and make informed decisions about their life and health. Empowerment is important 
for patients with rheumatoid arthritis (RA) since most of the care is provided by the patients 
themselves. 

 

http://scientific.sparx-ip.net/archiveeular/?c=a&view=1&searchfor=OP0322&item=2021OP0322-HPR
http://scientific.sparx-ip.net/archiveeular/?c=a&view=1&searchfor=OP0322&item=2021OP0322-HPR
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Objectives: The aim was to study levels of empowerment and associated variables in 
individuals with RA and to investigate longitudinal clinical data in patients with low and high 
empowerment. 
 
Methods: This study involved patients with RA from the BARFOT (Better Anti-Rheumatic 
PharmacOTherapy) cohort, who were recruited between 1992 and 2006 and included in the 
study at the time for diagnosis (n = 2,837).  
 
Conclusion: In patients with RA, low empowerment is associated with worse all over health. 
Interventions aimed to improve empowerment may include mastering of pain, physical 
function, and improved physical activity. 
 
 
 


