Our Top Takeaways from EULAR 2021
Every year, thousands of rheumatologists, health care professionals, researchers and
patients meet at the European League Against Rheumatism Congress! EULAR 2021 was
held online and ran from the 2nd to the 5th of June. It was an incredible Congress, with
lots of interesting sessions and so many things to learn!
The LUPUS EUROPE Board and several of our PAN members attended EULAR 2021 and
watched the sessions with great interest! We wanted to take this opportunity to share
our top takeaways from EULAR 2021. A few members of our Board and PAN have made
their own, separate ”Top Takeaways from EULAR 2021” so they could share what they
learned with you all and which sessions they would put in their “Top Three” or “Top
Ten”.
EULAR 2021 may have ended, but you can still register and access the entirety of the
scientific programme and presentations online. To register, go to
https://congress.eular.org/registration.cfm
Registration costs €35 for patients.
By registering you will be able to watch all presentations, until July 4th

by Jeanette Andersen - LUPUS EUROPE Chair

How patients engage
in research through
the ERN ReCONNET

• Look for Presentation ID: 3502 – Examples of patient
involvement and engagement in research – Ana Viera

by Jeanette Andersen - LUPUS EUROPE Chair

The importance of
the lupus nurse

• Look for Presentation ID 3743 - The role of HPRs as patients’
advocators - T.P.M. Vliet Vlieland

by Jeanette Andersen - LUPUS EUROPE Chair

Doctor-Patient
communication about
sexuality and intimacy

• Look for Presentation ID: 3521 How to communicate about
intimacy with my patients - Felice Rivellese

by Jeanette Andersen - LUPUS EUROPE Chair

Managing different
expectations towards
treatment outcomes

Look for Presentation ID 3515: Adherence and belief Xenofon Baraliakos

by Jeanette Andersen - LUPUS EUROPE Chair

Cardio-Vascular risk
and recommendations
for SLE

• Look for Presentation ID 3916: Recommendations
for cardiovascular risk management in Rheumatic
and Musculoskeletal Diseases (including SLE and the
antiphospholipid syndrome) - M.T. Nurmohamed

by Jeanette Andersen - LUPUS EUROPE Chair

by Jeanette Andersen - LUPUS EUROPE Chair

Latest update from
COVAX registry

• Look for Presentation ID LB0002: COVID-19
vaccine safety in patients with rheumatic and
musculoskeletal disease - Pedro M Machado

by Jeanette Andersen - LUPUS EUROPE Chair

T2T – Remission in SLE

• Look for Presentation ID 6921: Towards a
common definition of remission in SLE: the
DORIS project - Ronald van Vollenhoven

by Jeanette Andersen - LUPUS EUROPE Chair

Look for Presentation ID 6924: Is
remission achievement possible
with the today's drugs? - Chiara Tani

by Jeanette Andersen - LUPUS EUROPE Chair

Look for Presentation ID 3517:
Patients’ education, expectations
and outcomes - Heidi A. Zangi

EULAR 2021 My Three Top Learnings
Treatment of Severe Lupus Nephritis” by Prof Frederic Houssiau
As someone who suffers from LN, and who speaks with other patients with LN, I think it’s
important to understand the impact that lupus can have on our kidneys. For many of us
being diagnosed with LN comes as a surprise, because we didn’t have any visible symptom
and even more of a shock is to know that our LN has progressed very quickly despite
treatments. Prof Houssiau starts saying that when someone is diagnosed with LN “He, she
loses actually lot of nephrons, and this will impact long term renal function”. This is a real
eye-opener. Then he discusses why lupus nephritis is always severe, which is very important
to know. More emphasis should be given on this, so we closely monitored our urine and
kidneys, we would be wasting valuable time for our kidneys if we don’t.

by Dalila Tremarias - LUPUS EUROPE PAN Member
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“The Lupus Low Disease Activity State”
by Prof. Eric Morand
As someone who has had lupus since very young age, this presentation
has taught me about focusing on attainable targets in lupus. We wish
remission, but this isn’t always possible. However, there’s also Low
Disease Activity State (LLDAS) and this is a valid target. This team of
researchers have working on a clear and precise definition of LLDAS. As a
patient with a chronic condition, it’s important to know what our current
treatment will help us to achieve, and what quality of life we can expect
as we know that there’s no cure.

by Dalila Tremarias - LUPUS EUROPE PAN Member
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Also, it was very important to see the emphasis done on steroids withdrawal.
We know how good steroids can make us feel at first, the pain relief and extra
energy we feel but quickly after we start suffering the side effects such as
raised heart beats, the moon face, extra weight, constant hunger, etc.
Consultants are aware of the damage, and it’s one of their aims to get us off
steroids quickly.

by Dalila Tremarias - LUPUS EUROPE PAN Member
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“Stress and Autoimmune Diseases”
by Prof Georg Pongratz
It was very interesting and important to understand how stress works in our
bodies and the link between stress and autoimmunity. Prof Pongratz discusses
the links between these two, how stressful situations such as parents’ divorce
can be a trigger and that “stress somehow paves the path for getting an
autoimmune disease”. It’s a topic that has always interested me a lot, as in my
case, and for many people too, my lupus started after a very stressful event.

by Dalila Tremarias - LUPUS EUROPE PAN Member
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Nowadays, you can quickly see how your joints and muscles start to hurt after some
stressful situation, and if you don’t manage your stress, it simply gets worse. I believe
that more tools for managing stress, which can’t be eliminated of our lives, should be
given to people with lupus as part of their treatment and for improving their quality
of life. Those who run patient support groups and consultants can play a very
important role here.

by Dalila Tremarias - LUPUS EUROPE PAN Member
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My top 10 from
EULAR 2021
Alain Cornet – June 2021

You can still watch
all EULAR material
till July 5 on
https://www.congr
ess.eular.org/

1. Evidence based tips on diet and RMD

Look for Presentation ID 6882 - What should I tell my patients with RMDs about diet - Elena Nikiphorou

2. Antimalarials adherence reduces Mortality
and protect SLE patients for damage accrual

Antimalarials are protective for damage
accrual in SLE patients from the time of
diagnosis

Look for Presentation ID 6889 - Hydroxychloroquine in rheumatic
diseases: not only SLE - Thomas Dörner

3. Lupus Clinics deliver much better Quality of
care than general (Rheumatology) clinics

Look for : Poster Id POS0753 - SUBSPECIALTY LUPUS CLINIC CARE IS
ASSOCIATED WITH HIGHER QUALITY FOR PATIENTS WITH SYSTEMIC
LUPUS ERYTHEMATOSUS - Sidha Sreedharan

4. Pregnancy counselling BEFORE conception
substantially improves pregnancy outcome

Look for - Presentation ID 6888 - Common issues in pregnancy management
in lupus and anti-phospholipid syndrome - Rebecca Fischer-Betz

5. COVID - No specific medication is linked with increased
COVID risk

Look for : Presentation ID 7105 - The EULAR
COVID and COVAX registries- Pedro M
Machado

6. 40-80% of medical information from
consultation is forgotten immediately

Look for Presentation ID 3657 - Why do we believe
in fake news? - Catherine Beauvais?

7. LLDAS (Lupus Low Disease Activity Score)is the right target
for clinical management and for clinical trials
• Achieving more often LLDAS is linked with lower damage accrual,
reduced likelihood of flare, improved Quality of life, reduced
mortality

• LLDAS is more discriminant than remission in clinical trials
Look for Presentation ID 6922 - The Lupus
Low Disease Activity State - Eric F. Morand

8. High Stress / Trauma exposure is associated
with almost 3-fold increased SLE risk:

Look for - Presentation ID 7048 - Stress and autoimmune
diseases - Georg Pongratz

9. Placebo and Nocebo effects
• Reading the leaflet reduces the
willingness to take the medication and
reduces adherence
• Expecting a side effect (for example
because it is talked on facebook)
increases its probability of actually
happening
• “Conditioning” can help reduce the
quantity oif medication needed without
reducing the effect
Presentation ID 6977 - Mechanisms, predictors, and
interventions to prevent, minimize, or extinguish nocebo
effects in pain - Andrea Evers

10. Reclassifying patients based on biomarkers can
lead to Personalised medicine approach

Look for Presentation ID OP0019 - Defining Systemic Lupus Erythematosus
Molecular Taxonomy Through Data-driven Restratification and Identification of
Cluster-tailored Drugs for a Personalized Medicine Approach - Panagiotis
Garantziotis

5 “MUST WATCH” Videos for PAN / Patient
experts or those that would like to go further
1.
2.

3.
4.

5.

It’s never lupus - A 15’ video recapping what lupus is, clinically, and how some
hypothesis on its mechanisms are leading development of treatments - Look for :
Presentation ID 7131 - It’s never lupus! - Chris Wincup
All you need to know about Lupus Low Disease Activity score – Likely the most relevant
target for treatment and clinical trials. Look for Presentation ID 6922 - The Lupus Low
Disease Activity State - Eric F. Morand
A summary of what we know today about Hydroxycholoriquine and its effects, including
possible side effects : Look for Presentation ID 6889 - Hydroxychloroquine in rheumatic
diseases: not only SLE - Thomas Dörner
Placebo and Nocebo – If you think you know everything about placebo effect, watch
this and be surprised on how much we can trick ourselves positively or negatively. Look
for Presentation ID 6977 - Mechanisms, predictors, and interventions to prevent,
minimize, or extinguish nocebo effects in pain - Andrea Evers
A great and clear explanation on how “deep science” and artificial intelligence can help
reclassify lupus and hopefully find faster the treatment that works for each individual :
look for Presentation ID OP0019 - Defining Systemic Lupus Erythematosus Molecular
Taxonomy Through Data-driven Restratification and Identification of Cluster-tailored
Drugs for a Personalized Medicine Approach - Panagiotis Garantziotis

