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Waarover gaat dit ?

De EULAR PARE-sessies trekken, in het wetenschappelijke programma op het European Congress of
Rheumatology, een brede internationale gemeenschap aan, inclusief toegewijde vertegenwoordigers
van patiéntenorganisaties. Die gebruiken op hun beurt de opgedane kennis, om een breed scala aan
belanghebbenden op te leiden en te beinvloeden over reumatische en musculoskeletale aandoeningen
(RMD's). PARE is het netwerk van organisaties met People with Arthritis/ Rheumatism across Europe.

RA Liga vzw nam deel aan het jaarlijk congres. Omwille van de covid pandemie verliep alles voor de
eerste maal virtueel, online.

Tijdens de EULAR PARE Best Practice Fair werden de ingediende abstracts /projecten van verschillende
organisaties even kort mondeling toegelicht. Recensenten beoordelen posters. .EULAR PARE moedigt
nl. het indienen van abstracts bij het patiéntperspectief / PARE-onderzoekstraject aan. The EULAR
European Congress of Rheumatology reikt jaarlijks een aantal beurzen uit aan enkele auteurs van een
abstract.

Rol van de RA Liga ?

Dit jaar diende de RA Liga vzw de Abstract/Poster met het thema “DE KNOOP” als herkensymbool voor
reumatoide artritis campagnes, in. Promotie via video boodschap gebeurde door Mireille Verscheure.

"An oRAnge button as sign of involvement & raise awareness for the RA ¢am paign in Belgium - Mireille Verscheure, RA LIGA
Click here to access the poster.

An oRANnge button as sign of involvement & raise awareness for the RA campaign in Belgium
Mireille Verscheure , volunteer WwW.raliga.be Flemish patient organization, part of ReumaNet
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Op het congres kwamen opvallend veel programmathema’s zoals digitalisering en zelfzorg aan bod.
De weg naar de toekomst?

Runner Up : Ailsa Bosworth, National Rheumatoid Arthritis Society (NRAS) bekwam met haar poster de
2e plaats.

SMILE-RA (Self-Management Individualised Learning Environment in Rheumatoid Arthritis
Ailsa Bosworth MBE, National Rheumatoid Arthritis Society, UK Eul_mlgm
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THE Winner van de Award 2021 is Sjogren Europe Alice Grosjean

world sjégren’s day 2021: a 3-axis campaign about fatigue

A. Grosjean*, L. Stone*, A. Vieira*, C. Bouillot*, J. Koelewijn-Tukker*, M. Oosterbaan*, K. Antonopoulou*, *Sjégren Europe

fatigue and informative material related to fatigue were

presented in honour of WSD 2021.
Fatigue is one of the most prevalent and disabling

patient reported symptoms of Sjégren’s. Fatigue in
Sjogren's clearly differs from ordinary tiredness.
We describe it as an ever-present, fluctuating, and
nonrelievable lack of vitality being beyond one's
own control. Not everyone experiences it in the
same way, but fatigue Is undeniably a permanent
part of patients’ lives. It is a debilitating symptom
which is associated with reduced health-related
quality of life.

world sjogren’s day

Every 23 July is World Sjogren’s Day (WSD), which
is dedicated to raise awareness about this
condition. For WSD 2021, Sjdgren Europe decided
to focus on fatigue, with the hope to bring forth a
topic often misinterpreted and poorly The was di over a month
between June and July, culminating with WSD and
it was posted on a dedicated webpage on Sjégren
Europe’s website www.sjogreneurope.org/wsd, on
different social media channels and in a newsletter.
It was also disseminated by our members and
other patients' communities.

a 3-axis campaign about fatigue

The campaign was organised in 3 axes, in order to
present fatigue from 3 perspectives:

1) the medical perspective

A webinar about fatigue was organised with a

from UK ialis in Sjogren's, in
order to better understand fatigue.

In order to contribute to increase awareness and
acknowledgment of fatigue as a major factor in 2) the psychological perspective
Sjogren’s and promote a growing knowledge that

A self-| ic fatij Il
Sjogren’s is a systemic disease, various activities self-help booklet on targeting chronic fatigue in

who was involved in the development of treatment

and i for the
treatment of fatigue and pain in RMDs. In this
booklet, he offers tips for targeting fatigue:
personal factors that can influence fatigue are
mapped and it explains how those factors can be
tackled.

3) the patient perspective

The core of the campaign is to raise awareness
about patients’ fatigue and express the different
ways in which it manifests itself, as experienced by
patients. The article by Teri Rumpf, a Sjégren’s
patient and psychologist from the US, “15 types of
Sjogren’s fatigue”, was shared in a visual campaign
available in 13 European languages.

One type of fatigue per day was shared with an
expressive picture, the pictorial name of the fatigue
and a short sentence summarizing the fatigue. The
complete description was shared in addition.

These publications aim to help patients feel

Sjogren’s was with a Dutch

and vali in their experience of
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fatigue, and to put into words what they live and
feel so they can better express it to others.

results

The campaign had a great impact and a lot of
visibility. In July 2021, just on Sjégren Europe
Facebook page, It had more than 50°000 views. The
visits on our website more than doubled to reach
500 visits a day.

This campaign allowed many patients to feel less
alone in the face of fatigue as it made visible the
invisible, to incorporate them into the discussions
and to Initiate a rich dialogue. We noticed an
increased presence of young people and men
during the campaign which is probably due to their
representation in the photos.

The involvement and contribution of our member
organisations was critical to the success of our
campaign. They helped with the translations and
the dissemination and made the campaign their
own, allowing patients to unite for WSD.







