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Introduction

The theme for Lupus Europe Annual Convention 2024 was “Mental Health”. Lupus is a system-
ic condition, but alongside physical symptoms the condition can have a significant psychologi-
cal burden, particularly anxiety and depression. This can be detrimental to quality of life and
can complicate disease management. Lupus Europe’s Living with Lupus in 2020 survey found
that 1 in 2 lupus patients faces depression or anxiety, but these are undertreated, with more
than 40% of respondents stating they do not have access to appropriate, professional psycho-
logic support. Recognising the profound impact access to mental health support can have on
quality of life for people with lupus and that collective thinking and concrete actions can be
taken to work towards improving these issues for patients, the Convention focused on mental
health.

44 delegates from 21 countries and 7 industry partners joined the Convention. 7 members of
the Lupus Europe Youth Group from 4 countries also joined the Convention.

Please note that the summary below is based on notes taken by the secretariat and reviewed
by some Board members. It should not be taken as a complete and literal abstract of the
presenters’ work and might contain simplifications or unintended omissions. Slides used by the
presenters are available for members; if you are a member and would like a copy of the slides
please e-mail secretariat@Ilupus-europe.org
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PRE-CONVENTION

Youth Group Day

Pre-Convention Lupus Europe Youth Group Day

The Pre-Convention Lupus Europe Youth Group Day focused on interactive workshops and
planning for the year. There were discussions on skincare, sex and sexual health, fertility, drug
interactions, and mental and social health, all within the context of living with lupus.

Participants engaged in interactive discussions to come to a consensus on prioritising their
tasks and deciding how to concretely move forward. The day also emphasised the value of
accessible educational content, leading to plans for future webinars and podcasts on topics of
importance. With a strong focus on peer support and expert insights, the Lupus Europe Youth
Day provided valuable information, a chance to come together and work concretely on 2025
plans and a sense of belonging for young members.

Youth Day — Bratislava

Being part of a Lupus Europe convention was an incredible and eye-opening experience! The
youth group presents a unique opportunity for young people with lupus, and | want to
highlight the aspects that resonate most with me. Firstly, | had the chance to volunteer and
contribute to improving the lives of all individuals with lupus, regardless of their socio-eco-
nomic or educational background.

Additionally, | connected with other young women who share similar challenges in their daily
lives, and I've formed lasting friendships with some of them. The organization functions so
effectively that we continue our meetings and work towards the goals we set during the
convention, overcoming physical distance with determination. The youth day itself was
enriching; we engaged in meaningful conversations, got to know one another deeply, and
gained valuable insights about our disease. Finally, the size of our group struck the perfect
balance—not too crowded, yet not too small—enabling productive interactions and fostering
personal relationships throughout the process.

I look forward to experiencing something like this again, filled with more ideas and impactful
work!

Kind regards,
Leah Perivolaraki
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PRE-CONVENTION

Men’s Day

Men’s Day & Youth Group Kick-Off: Breaking the Silence

Ahead of the Lupus Europe Convention, we kicked off with two inspiring pre-event days: one
dedicated to our younger members and another exclusively for men. With lupus affecting
women in 9 out of 10 cases, men can often feel sidelined in their experiences. Together with
Andreas Panteli from Lupus Switzerland, | co-organised a unique Men’s Day session, creating
a safe space for open dialogue on topics rarely addressed in lupus groups.

Dr. Luis Perez from the Netherlands joined us, delivering an eye-opening presentation on
sexual health challenges faced by men with lupus. His interactive Q&A tackled tough
issues—mental health stigma, daily hurdles, and more—with men’s day participants praising
the rare opportunity to speak freely without judgment. The day ended on a warm note with a
traditional Slovakian meal, fostering connection and camaraderie.

At the same time, the Lupus Europe Youth Group launched their meeting with vibrant energy,
setting the stage for 2025. Through workshops unpacking the complexities of lupus and
engaging strategy games, our young advocates sparked fresh ideas and showcased the vital
role of youth in driving change across Europe.

Youth Day — Bratislava

Being part of a Lupus Europe convention was an incredible and eye-opening experience! The
youth group presents a unique opportunity for young people with lupus, and | want to
highlight the aspects that resonate most with me. Firstly, | had the chance to volunteer and
contribute to improving the lives of all individuals with lupus, regardless of their socio-eco-
nomic or educational background.

Additionally, | connected with other young women who share similar challenges in their daily
lives, and I've formed lasting friendships with some of them. The organization functions so
effectively that we continue our meetings and work towards the goals we set during the
convention, overcoming physical distance with determination. The youth day itself was
enriching; we engaged in meaningful conversations, got to know one another deeply, and
gained valuable insights about our disease. Finally, the size of our group struck the perfect
balance—not too crowded, yet not too small—enabling productive interactions and fostering
personal relationships throughout the process.

| look forward to experiencing something like this again, filled with more ideas and impactful
work!

Kind regards,
Leah Perivolaraki
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Opening Session

Jeanette Andersen (Chair - Lupus Europe) welcomed all participants, as well as the industry
guests that joined us for the first day of the Convention. For our Youth Group, this was already
the 2nd day of meeting as they met on the Friday for a full day, to share their progress, to
discuss issues of common interest and to make concrete plans for 2025.

The Opening Session began with a heartfelt tribute to Yvonne Norton, whose dedication to
the lupus community will always be remembered. The newly established Yvonne Norton
Grant, named in her honour, will annually fund the participation to the Lupus Europe Annual
Convention of a lupus patient, living in Europe, who has made a significant positive impact to
the community but would otherwise be unable to attend. The grant provides the recipient
with full coverage for registration, travel, and accommodation.

This year’s recipient, Pilar Alvarez Siles, was recognised for her lifelong work in supporting
lupus patients in Spain, including her co-founding of FELUPUS and her continued leadership in
the Lupus Cadiz association.

Delegates were welcomed and introduced themselves one by one, sharing their names,
countries and organisations. Jeanette then shared the full agenda of the Convention, where
workshops on mental health were important components, and also introduced the current
year Convention theme “Mental Health”, setting the stage for engaging discussions and
workshops so we can look for creative solutions on a topic of interest for so many people with
lupus!
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Lupus and Mental Health

by Dr. Chris Wincup

Dr. Chris Wincup, Consultant Rheumatologist at King’s College Hospital, London, delivered a
session on mental health and lupus, touching also on neuropsychiatric lupus (NPSLE), and
emphasising the complexities and impact on lupus patients of mental health difficulties and
NPSLE. Dr. Wincup introduced the session with an exploration of the intricate nature of the
brain and nervous system, noting that damage in this area can be difficult to repair. This
highlights the challenge of understanding and treating neuropsychiatric symptoms in system-
ic lupus erythematosus (SLE), where, according to Dr. Wincup, both direct inflammation and
the effects of treatments can sometimes complicate diagnosis and care.

Dr. Wincup presented several case studies to illustrate the challenges faced by patients and
clinicians. It remains challenging to determine whether neuropsychiatric symptoms may be
due to the disease itself, some of the medications sometimes used for treatment (such as high
dose steroids), or concurrent psychiatric conditions. The session highlighted the difficulty that
can exist in identifying the underlying causes of these symptoms and stressed the importance
of early recognition and open discussions with physicians about them. Dr. Wincup highlighted
that neuropsychiatric symptoms can often go underrecognised, but that it is incredibly
important for patients to raise the topic with their doctor if they are experiencing neurological
or psychological symptoms of any kind.

The presentation also covered the frequency of neurological and mental health symptoms in
lupus, pointing out that difficulties in those domains for people can range from tremors and
visual changes to sensory disturbances or alterations in mood such as depression and anxiety.
Dr. Wincup shared findings from studies showing that while these symptoms can significantly
impact the daily lives of lupus patients, they are often overlooked, with many patients failing
to receive the mental health support they need.

The session concluded with a call for better tools and approaches to identify and treat neuro-
logical and psychological symptoms in lupus. Dr. Wincup recommended a multidisciplinary
team approach that includes psychiatrists, psychologists, and any other relevant specialists to
address complex symptoms if and when they arise. He emphasised the need for more
research into biomarkers for these kinds of lupus symptoms and talked about potential,
future uses of technology, such as symptom tracking apps and remote monitoring, to improve
patient care. Dr. Wincup emphasised there is a need for increased awareness among clinicians
regarding these kinds of symptoms. Finding ways to better identify and discuss these
symptoms in consultations was brought up; the ASK, TELL, have an honest conversation,
acknowledge model was covered as a potential solution. Under this model clinicians should
aim to ask patients directly about their mental health, patients should aim to be honest with
their clinicians about any mental health concerns or symptoms they may be experiencing.
Having an honest conversation about it in consultation and acknowledging the difficulties can
pave the way to better addressing these concerns early and to further improving the quality
of life and treatment outcomes for people living with lupus.
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Mental Health Workshop A

Mental health is a critical but often overlooked aspect of holistic lupus care. According to the
Living with Lupus in 2020 survey, 1 out of 2 lupus patients faces depression or anxiety, but is
undertreated for it. Out of those who have stated they have depression or anxiety, 40% said
they had no access to professional psychological support. In fact, only 22% of respondents said
they did have access to professional psychological support.

Access inequalities across countries are notable; this is no different when it comes to mental
health. We also know, from the Mental Health Patient Panel that took place in 2024, that
when it comes to mental health in lupus, doctor/patient communication plays a significant
part in peoples’ experiences.

This session was an interactive workshop focused on unearthing barriers to accessing mental
health support for lupus patients, exploring communication challenges between patients and
doctors, and considering steps patient groups could take to improve the mental health
situation of people living with lupus.

The workshop highlighted patients often face significant challenges when communicating
about mental health with their doctors. It was noted that patients do not always feel comfort-
able speaking up about mental health concerns, leading to undertreatment or insufficient
care. Communication gaps were identified, with patients expressing a lack of space to talk
openly about their mental health with specialist lupus doctors.

A number of barriers to accessing mental health support were raised, including long waiting
times to access support from mental health professionals like psychologists or psychiatrists,
limited availability of psychological support in some countries and lack of referral systems,
where specialists are not able to refer lupus patients for psychological support unless they
have more severe physical symptoms like nephritis. Funding and private healthcare issues
were raised as well with patients having to pay out of pocket for psychological support, further
exacerbating access inequalities.

A key discussion point was the absence of specialised mental health care for lupus patients. In
many countries, lupus care does not include mental health, and patients are often left to
navigate the mental health system without proper support. This includes the absence of
trained mental health professionals within lupus clinics, and it is exacerbated by the stigma
surrounding mental health issues in some communities.

Possible solutions for patient groups that were discussed included training for healthcare
professionals to help them identify and address mental health concerns in lupus patients and
move towards a more integrated care model. The need for safe spaces for mental health
conversations was also discussed. Patients need safe, supportive environments where they
can freely talk about their mental health without fear of judgment. The role of patient groups
in providing resources and peer support to patients was also mentioned. This included raising
awareness and advocating for better resources for mental health care.

Delegates were then asked about their ideal mental health support structures for lupus
patients. They envisioned systems where mental health care was integrated into lupus care,
providing seamless support alongside physical health care. They also discussed the importance
of confidentiality and personalised care for patients seeking help. One of the suggestions was
that lupus groups could collaborate with mental health organisations to create better referral
systems for mental health care and provide financial support to make these services more
accessible. One of the points raised was that national lupus groups could create educational
materials to guide lupus patients on how to seek help for mental health issues, including how
to navigate referral processes and find financial support.

Another idea was that lupus patient groups could partner with psychologists, counsellors, and
other mental health specialists to develop workshops, support groups, and informational
sessions for lupus patients.This session provided a crucial opportunity to explore the systemic
issues impacting mental health care for lupus patients. While patients face many barriers in
accessing mental health support, there was a strong belief that patient groups can play a key
role in improving the mental health support for people living with lupus in Europe.



9

LUPUS EUROPE CONVENTION 2024 report

LUPUS EUROPE

Strategic Plan Game

The Lupus Europe Strategic Plan Game was not only an exciting and interactive experience but
also a crucial opportunity to engage national delegates with the organisation’s strategic plan
for 2023-2028 and its strategic priorities. The treasure hunt format encouraged teams of
delegates to explore Bratislava while deepening their understanding of Lupus Europe’s
initiatives, such as LupusGPT, the Lupus100 project, and key research initiatives. However, the
true value of the event lay in how it also sparked fresh, creative ideas and provided meaning-
ful feedback on the organisation’s current and possible future strategies.

As each team of participants moved from stop to stop, they were met by a member of the
Board or extended Board, each of them stationed at key points of historical significance
around the city. They guided the teams through the various challenges, providing clues for the
next round and engaging in discussions while each team presented answers from questions
received at the previous stop. As teams progressed through the city, they collected puzzle
pieces and answered questions on the organisation’s work and brainstormed. Many partici-
pants came up with innovative ideas for possible future campaigns and initiatives, from new
ways to break down language barriers to possible new campaigns for mental health and lupus.
The game format facilitated teamwork, open dialogue and critical thinking, allowing partici-
pants to share their thoughts on areas of focus for the future, including potential themes for
upcoming conventions and ideas for expanding Lupus Europe’s outreach efforts.

The game successfully blended strategic discussions with fun, a bit of sightseeing and
exercise, and provided a platform for creative brainstorming that helped get ideas for and
feedback on the direction of Lupus Europe’s initiatives. When all questions were answered
and all puzzle pieces were collected, delegates returned to the hotel. There, the next task was
to put the puzzle together — each puzzle representing the Lupus Europe strategic plan illustra-
tion. Each participant received a complete puzzle to take home, allowing them to share the
strategic vision and plan with their National Group and further engage their members in the
ongoing conversation about Lupus Europe’s future direction. By the end of the game, partici-
pants not only deepened their understanding of Lupus Europe’s strategic plan but also active-
ly contributed to the organisation’s strategic vision, making the event both a celebration and
a valuable source of insight for the organisation’s future.



Poster Tour

The poster session was a wonderful way for our delegates to share something they have
done in the past year in their National Groups with us all.
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Lupus France shared an informative poster highlighting a variety of initiatives, including a
collection of testimonies from patients, doctor and family members of people with lupus
and the participation of their President in the "Raid des Alizés" to raise awareness for

lupus.
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Lupus Norway shared a heartwarming poster detailing their successful Alpaca Walk event,
which was part of a lupus conference in 2022, where participants reported reduced
stress, improved mood, and increased relaxation from interacting with the gentle

animals.
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Klub Motylik (Slovakia) shared an engaging poster highlighting their "Another Take on
Lupus" webinar series, which focused on offering fresh perspectives and information
about lupus to the community through accessible online sessions.

13 LUPUS EUROPE CONVENTION 2024 report



NVLE (the Netherlands) shared two insightful posters: one focused on their 5-year plan
(2022-2027) to reach out to patients from diverse backgrounds, and the other featured a
congress on diversity and inclusion with a focus on how delayed diagnoses affect patients

with dark skin.
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Lupus Suisse shared an impactful poster detailing their 2024 initiatives, including a
partnership with a journalist to collect and highlight patient stories and a partnership with
a life science company to support them on a patient survey.

Increasing
funding while
capturing
patients'
insights

P

In 2024 we partnered with a
journalist from one of the
biggest regions of Switzerland
who is well known for writing
patients’ stories.

In2024 we partnered with alife
science company.to support them (& =
on a patient survey.

Switzerland, 78 where recruited by
__lupus suisse which is 16% of our
— membersyand 118.0f the
participants chose to make
donations to lupus suisse which
counted to approximately-11% of
2024's year budget.

Out of the 146 participants in %

Through our newsletter we
) asked lupus suisse community
/ for volunteers to share their
. story and how lupus suisse is
supporting them through their
journey.

The article is currently being
drafted after the interview of one
o : of the lupus suisse volunteers
and it will be published soon to a
Swiss newspaper and online.

Still pending to receive the
outcome of the survey whichwe
~.will be sharing to the patients and
healthcare organizations in
Switzerland.
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The Lupus Group of RRA Nadezhda (Russia) shared an interesting poster focusing on
mental health and lupus, and that included a self-care guide that includes strategies,
nutrition advice, exercise routines, UV protection tips, and meditation techniques.

LUPUS EUROPE

Lupus & Mental Health:
dedicated activities in Russia in 2023/24 w

-

Interview with a practicing psychologist:

of the disease, coping mechanisms and support services available to patients in Russia.

for Lupus patients

Including self-help and nutrition guide along with 5 different exercise routines
developed by @ major fitness platform specifically for Lupus patients and recorded
with members of PAG "Nadezhda". The guide also includes other tips
for patients such as UV-protection, enhancing quality of sleep, dealing
with disease exacerbation, meditation techniques etc.

Lupus patient asking questions collected in patient society regarding mental burden




CYPLER (Cyprus) shared an inspiring poster titled "Artfully Design Your Life," showcasing a
holistic program aimed at restoring mind-body balance and promoting wellness through
stress management, colour-light therapy and self-care practices, with testimonials
highlighting the programme’s impact on peoples’ lives.
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Lupus Belgium shared an engaging poster that included their participation in World Lupus
Day, their recent publication of two lupus-focused magazines, a website redesign, and a
successful annual day with expert talks and a 5-kilometer walk.
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Lupus Italy shared an extensive poster showcasing their ongoing initiatives to raise aware-
ness and provide support for lupus patients, including monthly live broadcasts with
specialists and participation in World Lupus Day activities. They also highlighted their
involvement in significant research projects and their continuous efforts to support lupus
clinics across Italy.
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FELUPUS (Spain) shared an informative poster exploring the interaction between lupus
and mental health, presenting the results of a study with 85 lupus patients in Spain. This
study highlighted high levels of mental health related symptoms, as well as a need for
improved psychological care for people with lupus who also have mental health difficul-
ties.



CIB Liga (Belgium) shared a wonderful poster titled "Are You Okay?", detailing their
efforts to connect with lupus patients through in-person meetings, where they provide a
welcoming environment with coffee and Belgian "vlaai" to foster comfort and engage-
ment, while expanding their outreach across the country and gaining new volunteers.

21 LUPUS EUROPE CONVENTION 2024 report
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Lupus & Mental Health from a
Young Doctor’s Perspective

by Luca Moroni

As in the previous year we also opened up for young doctors to apply to take part in this year’s
Convention. Dr. Luca Moroni from Italy was selected to join the Convention as a young doctor
specialising in lupus and ran a session for delegates on lupus and mental health from the
doctor’s perspective. The session delved into the critical intersection of lupus and mental
health, highlighting the significant impact lupus can have on both psychological well-being
and the quality of life of patients. Dr. Moroni’s presentation emphasised that mental health
issues in lupus patients are often overlooked, yet they are highly prevalent and directly
influence disease management.

Key findings shared during the session illustrated the complex relationship between lupus and
mental health. Anxiety and depression are notably common, affecting approximately 25% and
37% of lupus patients, respectively. This finding is congruent with Lupus Europe’s Living with
Lupus in 2020 survey, which revealed that 43.6% of respondents regularly experience depres-
sion or anxiety, and highlights the mental health challenges often faced by people living with
lupus.

Patients with lupus have a significantly higher likelihood of experiencing severe depression
compared to healthy controls. These mental health challenges may sometimes be compound-
ed by neuropsychiatric lupus (NPSLE), a condition where lupus-related inflammation affects
the brain.

Dr. Moroni also touched on the role of trauma, highlighting a study that found 31% of lupus
patients participating had PTSD, profoundly impacting their quality of life. Alexithymia, or the
inability to describe and express emotions, was also discussed, and was noted to have a
significant prevalence in lupus patients. The presentation brought attention to the connection
between trauma and the onset of lupus, suggesting that trauma exposure could possibly be
associated with a slight increase in the risk of developing the disease.

The importance of treating mental health issues in lupus patients was emphasised, as untreat-
ed psychological distress can hinder treatment adherence and affect quality of life. Psycholog-
ical interventions like brief psychoanalytic psychotherapy and mindfulness-based therapies,
including Acceptance and Commitment Therapy (ACT), were discussed as therapies shown to
improve outcomes, reducing symptoms of anxiety and depression while enhancing overall
well-being. The importance of mental health support is undeniable; however, the Living with
Lupus in 2020 survey found that only 26.2% of patients across Europe have access to profes-
sional psychological support, emphasising the need to improve access to mental health
services for lupus patients.

Dr. Moroni’s presentation concluded with a call for a more holistic approach to lupus care,
integrating mental health treatments such as psychotherapy, mindfulness, physical exercise,
and addressing sleep and sexual health issues. This comprehensive care model aims to
support patients in managing both the physical and potential emotional burdens of lupus,
ultimately enhancing people’s quality of life.

Lupus and
Mental Health

pgct ive

from a young doctor's pers
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Meet the Doctor

with Doctors Chris Wincup & Luca Moroni

The "Meet the Doctor" session offered a unique opportunity for delegates to engage in an
open Q&A with two physicians in attendance, Dr. Chris Wincup and Dr. Luca Moroni. This
engaging and fascinating session allowed delegates to ask open questions and engage in
direct conversations with the doctors about anything to do with lupus in a safe space.

While we are unable to share specific questions raised due to confidentiality, the themes
discussed included important and often underdiscussed topics such as mental health, tattoos,
the use of drugs and sex and sexuality. The session provided valuable insights and fostered a
very open dialogue between the doctors and national delegates.
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How can we increase the dialogue
and co-working between Lupus
Europe and its members?

This was a key session, a listening exercise focused on identifying the needs of National
Members and on identifying strategies to increase the collaboration and communication
between Lupus Europe and its national member groups. The discussion brought forward a
range of ideas for strengthening partnerships, overcoming challenges, and creating more
effective channels of communication.

Delegates were split into smaller groups to encourage participation and foster focused discus-
sions on key questions. Each group rotated around different flipcharts that were set up with
specific questions and themes. A Board or Extended Board Member stood next to each
flipchart to facilitate the discussion. This process allowed each group to contribute ideas and
responses to multiple aspects during the session.

Each flipchart contained a question or theme that was central to the topic of increasing
dialogue between Lupus Europe and national groups. Flipcharts had many questions such as
“would connecting with other national groups be of interest?”, “What are the main
problems/barriers you are facing?”, “Is there something missing from Lupus Europe projects
that you would like us to do?”, “How do you want us to engage? Means of communication (i.e.
phone, Zoom, written materials, e-mails, in person)”, “How are you engaging with Lupus
Europe today and what are your priorities? Do you have the capacity you need in relation to
Lupus Europe?”, “How Can Lupus Europe Help National Groups?”.

Small groups of delegates would gather around a flipchart, discuss the theme, and write down
their ideas on the flipchart. These responses were recorded in real time, allowing everyone to
see the ideas and thoughts shared by other groups. After spending some time at one flipchart,
the groups rotated to the next one to contribute to the next question or theme. This process
helped ensure all delegates engaged with all topics and contributed to the discussions,
allowing for a broad range of ideas and insights to be shared and enriching the session’s
outcome. This method created a dynamic and engaging environment for delegates to reflect,
collaborate and give ideas on all topics, encouraging creative thinking and group
problem-solving!

At the end of the small group work, key points from each flipchart were presented to the
larger group. This allowed for a quick summary of ideas and the fast identification of priority
actions.

An important discussion point was the importance of proactively thinking about how to
further improve communication between national groups and Lupus Europe. Participants
proposed the creation of a centralised online platform or webpage where relevant informa-
tion about events, activities, and ongoing initiatives could be shared. This would enable each
national group to stay updated on activities happening in other countries and provide a space
to promote shared projects, discussions, and progress.

QR codes were suggested as an effective tool to easily access this shared information, poten-
tially placed on printed materials or project cards, making it easier for delegates and members
of national groups to engage with the content on the go.

To further enhance communication, regular meetings were recommended to create frequent
touchpoints to share updates, discuss upcoming initiatives, and ensure alignment across
member groups.

A significant focus was also placed on the importance of partnership-building between nation-
al groups and other organisations, both within and outside the lupus community. Delegates
emphasised that by collaborating with key external partners, groups could strengthen their
resources, exchange knowledge, and amplify the impact of their advocacy and support
programs.
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Delegates also discussed how this could also be a chance to create opportunities for capaci-
ty-building programmes that foster knowledge transfer, particularly for younger members
and volunteers. Programmes that connect groups in various countries could help disseminate
best practices, lessons learned, and practical tools for managing lupus advocacy, awareness,
and patient support.

Delegates highlighted the potential of digital media to increase the outreach and engagement
of the lupus community. One suggestion was to create a podcast series where national group
representatives could share their stories, experiences, and expertise on various lupus-related
topics. These podcasts would serve as an outreach tool, connecting delegates across
countries, amplifying national voices, and providing a platform for storytelling that could
resonate on a larger scale.

One of the main barriers discussed during the session was the challenge of language differenc-
es across groups and countries. National groups may face difficulties in understanding key
resources available in English, which can prevent members from fully engaging with LE's
initiatives. The conversation focused on the need to prioritise consistent use of translation
tools across Lupus Europe materials, ensuring that language is no longer a barrier to participa-
tion. Additionally, the idea of increasing the use of translation tools across online platforms
was mentioned. By integrating translation tools on Lupus Europe’s website and other commu-
nication platforms, groups may be able to engage more effectively, irrespective of language
barriers.

Additionally, lack of awareness about available resources within national groups was
mentioned as a challenge. Many delegates expressed that Lupus Europe’s tools and resources
were not always fully promoted by the national groups. As a solution, participants suggested
greater emphasis on increasing visibility of these resources through targeted outreach and
awareness campaigns.

In-person contact was also considered essential for establishing strong, trusting relationships
between national groups. Several delegates proposed increasing face-to-face meetings and
leveraging Zoom calls for certain types of engagements, aiming to bring a more personal
touch to interactions and encourage deeper collaboration.

Delegates highlighted the importance of sharing country news through regular updates across
National Groups, to keep everyone informed about ongoing projects and initiatives. Providing
practical information about what members can gain from working with Lupus Europe, particu-
larly regarding open projects and opportunities for engagement was also emphasised.

There was a request for practical training on how to use tools like the HTA toolkit, aimed at
strengthening the capabilities of National leaders and national groups. Generating best
practice guidelines for Zoom meetings, particularly for smaller groups, were suggested to
enhance communication between National leaders and delegates outside of larger gather-
ings.

Emails and social media campaigns (such as Facebook) were highlighted as effective ways to
reach delegates. There was strong support for Zoom meetings, particularly for staying
connected with specific groups or work and for 1:2:1 meetings between Lupus Europe
representatives and local leaders. These types of meetings help maintain ongoing dialogue.
Delegates also emphasized the importance of face to face meetings when possible, with the
understanding that these would be scheduled for crucial discussions or major events.

Delegates expressed a need for more information on ongoing projects from LE, so national
groups could stay informed about activities and initiatives. Training for national groups on
how to communicate effectively with Lupus Europe and present their activities to local organi-
sations was discussed. This includes guidance on how to present Lupus Europe’s work and
mission at the national level, ensuring better alignment and visibility. There was a request for
training on patient engagement, particularly focusing on how to communicate with doctors
effectively and on how to attract volunteers.

Delegates expressed a wish for personal meetings with Lupus Europe Board members to
foster stronger connections with National Group members and receive guidance. Delegates
also discussed the need for training national organisation volunteers, specifically focusing on
recruitment and retention of volunteers to sustain and expand national groups going forward.
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Training on how to attract and retain volunteers, particularly by highlighting the benefits of
volunteering and the role volunteers play in supporting the goals of national organisations
was discussed. Another discussion point was training for national group members on how to
manage and promote national groups effectively, ensuring better volunteer engagement and
enhancing organisational skills. Other training suggestions included data-sharing workshops.

Delegates also the need for more active outreach, particularly through webinars and in-per-
son presentations at National Group meetings. Several delegates expressed a desire for Lupus
Europe to take a more proactive role in outreach, especially to National Groups that may not
be as familiar with Lupus Europe’s work or who may not have the resources to engage regular-

ly.

Focusing on understanding how National Groups are currently engaging with Lupus Europe
and what their priorities are moving forward was insightful as well.

Several delegates mentioned they are actively participating in initiatives such as the Patient
Advisory Network (PAN) or had participated in testing LupusGPT or volunteered for the
Lupus100 project, though some people noted challenges such as insufficient time or limited
resources for effective participation in projects. There was a clear recognition that financial
resources and reliable volunteers, particularly younger people, are critical to sustaining the
engagement from National Groups with Lupus Europe.

Delegates also noted that while there is active participation in social media campaigns and
email communications, they expressed a desire to streamline engagement efforts, suggesting
the creation of a single group for Lupus Europe on social media to avoid redundancy.

There were also discussions about the need to reengage with some National Groups empha-
sising that sharing Lupus Europe projects and collaborating on initiatives is crucial for improv-
ing the synergy between National and European efforts. In addition, it was suggested that
volunteers from National Groups could be leveraged to support Lupus Europe initiatives more
effectively, especially in areas such as capacity building or resource development.

As far as priorities go, there was a strong emphasis on building capacity in National Groups,
particularly by improving training and providing the right tools for volunteers.

All in all this session was an important step toward building an even stronger, even more
connected European lupus community.
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Mental Health First Aid Training

by HealthFirst

Empathetic Conversations: Strengthening Peer Support for
Lupus

In a session led by Dr. Michelle Wright and Dr. Mecky McNeil, delegates were introduced to
the concept of empathetic peer support for people living with lupus. National delegates are
often the first point of contact for people post-diagnosis and national lupus groups frequently
provide peer support to people with lupus.

The session aimed to equip delegates with the necessary tools and frameworks to offer
effective, compassionate support to other people navigating lupus. The session was designed
so that delegates could take back all tools and skills learned to their national groups and
disseminate the knowledge.

The presentation began with an exploration of the role of a peer supporter, emphasising that
this role is not that of a therapist or medical advisor. Peer supporters are tasked with offering
emotional and practical support, while respecting boundaries and maintaining confidentiality.
The session also highlighted the importance of self-care for peer supporters, introducing the
concept of the "stress container" to illustrate how stress can accumulate and the need for
proactive coping strategies to manage it effectively.

Dr. Wright and Dr. McNeil highlighted key self-care practices that peer supporters can
incorporate into their routine to maintain their own well-being while supporting others. Such
practices include physical care (i.e. resting or moving one’s body) and emotional care (i.e.
connecting with others or unplugging to recharge). The ACT Now! framework was introduced
as a structured approach to offering support to people with lupus. This framework includes
the steps: Approach, Communicate, and Take Action and it encourages peer supporters to
assess their readiness, communicate effectively, and take appropriate action to support a
person.

An in-depth example of a case study of Sarah was prepared for this session, with the help of
people with lupus. Sarah, in this case study example, was a 32-year-old marketing executive
recently diagnosed with lupus. Delegates split into small group work, as this case study was
used to illustrate the challenges faced by people with lupus and how peer supporters can best
offer support. The group work session allowed delegates to discuss the emotional states peer
supporters might encounter, such as feelings of overwhelm, self-doubt, and confusion, and
how to manage these reactions effectively while supporting another.

The session wrapped up with a focus on personal housekeeping for peer supporters,
highlighting the need for post-conversation reflection, emotional check-ins, and setting
boundaries. A variety of self-care tools, such as the 5-4-3-2-1 grounding exercise and square
breathing techniques, were provided as immediate strategies for managing overwhelm
during peer support interactions.

Dr. Wright and Dr. McNeil’s session emphasised the critical role of peer support in helping
people with lupus manage the possible psychological and emotional challenges of their
diagnosis. By offering empathetic, well-informed support, peer supporters can make a mean-
ingful difference in the lives of people living with lupus. This training was particularly valuable
for national delegates, providing them with the skills and knowledge needed to even more
effectively support people with lupus in their countries.
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DIVERSITY

Getting the Inside Perspective

Diversity Session — Getting the Inside Perspective

This was a highly interactive, listening-focused session that encouraged delegates to think
collaboratively about a key issue for the European lupus community. Together, we reflected
on the efforts of National Groups across Europe to engage with diverse, often underrepre-
sented voices and on tangible ideas for next steps. In alignment with Lupus Europe’s 2025
theme of “Every Voice Matters”, the session sought to explore what strategies have been
successful in reaching diverse groups, where further efforts are needed and how we can move
forward.

Delegates were invited to work collaboratively around flipcharts with post its, sharing their
experiences. Each flipchart featured questions that sparked discussions around what had
been tried in their National Group, what worked, and what didn’t. They were then asked to
brainstorm ideas to improve diversity and inclusion within the European lupus community.

Successful initiatives delegates shared with us included meetings with non-members; some
groups had tried to reach out to those outside their immediate circles, which was seen as a
positive effort for broadening engagement. An intriguing idea was information sessions in
clinics; these were found to be successful in raising awareness and reaching diverse groups of
patients. Delegates also discussed the positive impact of engaging in targeted charity efforts
in their countries to raise awareness and funds for lupus while promoting inclusivity. Featur-
ing diverse voices in lupus-related publications, like the NVLE magazine, was highlighted as an
important step forward. Recognising and celebrating volunteers’ various cultural backgrounds
to help foster a more inclusive environment was brought up as well.

In terms of barriers, language difficulties came up repeatedly as a major obstacle to effective
communication and inclusion of diverse voices. Lack of consistent engagement was a difficulty
with some initiatives failing to reach their target audience due to inconsistent or insufficient
outreach. In certain cases, the initiatives trialled did not resonate with the intended groups,
highlighting the need for more tailored approaches.

The question “what should we start working on together” invited delegates to share ideas on
tangible actions we can take to move forward on this topic. Several ideas emerged, reflecting
a broad commitment to increasing inclusion and enhancing our collective reach.

Delegates mentioned the potential to expand outreach to specific communities to strengthen
engagement, i.e. working with rural populations and South Asian communities. Involving men
more effectively was highlighted as a key point, as some National Groups found that men
were less likely to engage in lupus-related activities or support groups. Reaching elderly
people by creating spaces for social clubs and engagements tailored to their needs was also
mentioned. Celebrating diverse cultural heritage was suggested in this category as well, as
one of the possible ways to make everyone feel seen and valued.

Delegates stressed the need to improve access to resources, particularly for rural populations
or those with disabilities. Developing more accessible, culturally relevant materials, such as
pamphlets or educational content in different languages, also emerged as a priority. Using
social media to share lupus stories, particularly from underrepresented voices, and to ensure
these stories are not left out of the public discourse. The idea of collaborating with external
organisations, where relevant, arose in many discussions. Providing training to volunteers on
how to engage and support people from different ethnic backgrounds and how to engage
with and support diverse lupus communities effectively was also proposed.

This session provided an invaluable opportunity to explore the current landscape of diversity
within the European lupus community and identify possible tangible ways forward. Through
collective brainstorming and sharing of ideas, actionable steps that Lupus Europe and its
National Groups can take to better represent and engage all voices in the European lupus
community were highlighted.
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Mental Health Workshop B

This was an action-oriented session focused on identifying tangible actions to begin addressing
some of the challenges identified in the previous session, Mental Health Workshop A.

Delegates used flipcharts to capture ideas and solutions. This interactive approach allowed for
a dynamic exchange of ideas and ensured that all delegates had the opportunity to contribute
to shaping actionable steps. Delegates were then asked to vote for their top actions and the
top three actions were identified. A separate feedback session allowed the entire group to
hear and discuss the input and ideas of all delegates in terms of possible, concrete actions.

Throughout this session, delegates were highly engaged and worked collaboratively to
propose actionable solutions.

Several suggestions were discussed, some of which can be found below. A number of
delegates focused on providing education and resources around stress management, such as
creating instructional videos, promoting meditation and stress relief activities, and training
community members to become trainers in this area. Online training was highlighted as an
effective method for spreading stress management and mental health techniques, including
mindfulness and relaxation practices.

It was noted that peer support groups could be of great use online, but they should have rules
and moderators to ensure structured discussions. Providing a platform where patients could
connect with each other was seen a key.

Delegates suggested offering mental health training to doctors, to support them to recognise
and address mental health issues more effectively in lupus patients. Additionally, providing
training programs to patients was also proposed to help create support networks. Participants
also raised the idea of creating mental health toolkits, which would be a collection of resources
and guidelines for lupus patients to access psychological support. The toolkits could focus on
stress management, self-care, and understanding the connection between mental health and
lupus. Another idea that was discussed was the use of art therapy, which could be offered in
smaller, in person group settings (10-15 people). The idea was to combine creative expression
with mental health support.

Delegates then voted on the most actionable suggestions using dots to prioritise their choices.
The top three most voted suggestions were:

Online doctor education: This was highly favoured, with many delegates voting for the imple-
mentation of accessible, online mental health training for doctors.

Sharing Data highlighting that mental health is a potential issue in lupus: This was another top
choice, with many delegates selecting this as a key action point

Education on stress management: This received many votes as a top priority for patients.

At the end of this session a concrete action was immediately introduced with the launch of a
mental health training option for delegates through Lupus Europe. Delegates could attend the
six-week training at no cost and could then take back learnings to their National Groups,
ensuring wide dissemination of information and insights across the European lupus communi-
ty. Almost all delegates in attendance volunteered to join this course. This highlights the
significant need for and importance of such trainings in the lupus community.
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Patient Testimony

z

with Petra Balazova

During the Lupus Europe Convention in Bratislava, Petra Baldzova from Klub Motylik led a
powerful "Patient Testimony" session. Unlike traditional presentations, this session was
structured as an open discussion where delegates sat in a circle and shared their personal
experiences without any kind of script. The group freely discussed topics that were of interest
to them, including the critical role of physical exercise and nutrition in managing lupus.

Delegates openly shared how physical activity, and a balanced diet have impacted their lives.
Many described how adapting physical exercise—whether through yoga, swimming, or
walking—helped them regain strength, reduce stiffness, and manage fatigue. Some people
acknowledged the difficulties of maintaining motivation during flare-ups, yet the common
thread throughout was the empowerment derived from listening to their bodies and finding
a personalised approach to movement.

The discussion highlighted that while lupus presents unique challenges, small, consistent
lifestyle adjustments—such as personalised exercise routines and mindful eating—can signifi-
cantly enhance overall well-being and quality of life. Petra’s session was a powerful reminder
of the strength found in shared experiences and the importance of finding what works for
each person.
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Nordic Walking

with Lucia Okoli¢anyova

The Nordic walking session, led by Lucia Okoli¢anyova, President of the Slovakian Nordic
Walking Association, was a great experience for delegates. Over the course of 1.5 hours,
participants had the opportunity to try this dynamic form of exercise, known for its ability to
engage the entire body while being low-impact and easy on the joints.

Lucia introduced Nordic walking, often described as walking with poles, to participants, many
of whom were complete beginners to the activity. Despite having no prior experience, the
group quickly learned the technique under the guidance of our excellent instructor who broke
down the movements and ensured everyone felt comfortable. The session began with a brief
demonstration of the correct posture, stride, and pole technique to maximize efficiency and
reduce any risk of injury.

The walk took participants across the Danube Bridge, offering stunning views of the city at
dusk, while also serving as a scenic and peaceful route to practice the technique. The group
enjoyed the beauty of the environment, along with the camaraderie of trying something new
together! Nordic walking provided a great introduction to a physical activity that emphasises
cardiovascular health, improves posture, and tones muscles. The addition of poles helps
distribute the effort across the upper body, making it a great option for exercise for people
looking for exercise that is low impact for joints.

As the session progressed, participants found themselves not only having fun but also feeling
surprisingly engaged by the activity’s combination of physical movement and focus. The
simplicity of the technique made it accessible, yet it still provided a full-body workout that left
participants feeling energized!
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SOFT SKILL TRAINING

How to Grow
by Alain Cornet

Alain Cornet led a very interesting session on "How to Grow", offering a compelling and
interactive discussion on personal and organisational growth. The session focused not only on
fostering growth in the lupus community but also on how people can cultivate their own
leadership skills and growth as part of their national groups.

This session aimed to help delegates develop actionable insights on growing both people and
organisations by applying the GROW model—a framework designed for structured conversa-
tions focused on goal setting, problem-solving, and personal development. The goal was for
each participant to leave with a personal first step or a practical tip that would allow them to
grow themselves and other people in their national groups.

Alain introduced the GROW model, which stands for Goal, Reality, Options, and Willingness.
This model encourages a structured approach to helping people achieve their goals, highlight-
ing the belief that the best person to find a solution to a problem is the person experiencing
it. One of the keys to effective growth discussions is active listening, which allows individuals
to explore and clarify their goals before seeking resolutions.

The session began with an exploration of the situation: delegates were asked to identify one
specific opportunity for either themselves or someone in their group to grow. Each participant
was tasked with reflecting on a personal or organisational goal, writing it down, and consider-
ing how they might approach achieving it.

The delegates were divided into pairs for an interactive exercise where they got the chance to
practice the active listening skills needed to help someone develop their goal. One person in
each pair was the “focus,” working on their identified goal, while the other person, acted as a
“support” and used active listening to help them explore their situation and clarify their goal.
The support person would guide the focus person to refine their goal using the SMART frame-
work—ensuring it was Specificc, Measurable, Achievable, Relevant, and Time-bound.
Delegates gave a short, 3—4-minute presentation to the entire group, discussing their identi-
fied goal and how they might approach achieving it.

The group discussed the difficulties and challenges they encounter when trying to help others
grow. One group considered why they are not always growing others as much as they ideally
would like, while others explored what people can do that helps others grow and the impor-
tance of setting the right goals for personal and organisational development.

The next part of the session encouraged delegates to lean into creativity to think about poten-
tial solutions to challenges. Participants were invited to share their “fantasyland solutions,”
exploring out-of-the-box ideas and then narrowing them down to practical and imple-
mentable steps. This creative brainstorming allowed delegates to develop new perspectives
on problem-solving and growth strategies.

At the end of the session, delegates were tasked with writing down the concrete steps they
would take to pursue their goals. They were encouraged to outline their next steps using the
SMART framework and to anticipate obstacles that might arise along the way. Each partici-
pant was asked to write their action plan on a piece of paper and place it in an envelope with
their name, date, and goals. This envelope was then posted to them after the Convention. This
exercise emphasised personal commitment to growth and provided a tangible way to track
progress after the convention.

A central theme of the session was the value of a growth mindset, the belief that it is possible
for people and organisations to evolve through dedication and effort. Delegates left with
practical tools to apply in their own communities, such as how to set goals effectively, the
importance of active listening, and tangible strategies for fostering both personal and organi-
sational growth.

The session also emphasised that mentorship, collaboration, and strategic planning are key to
navigating the challenges and opportunities within the lupus community. Alain’s approach
helped delegates not only reflect on how to grow their organisations but also encouraged
them to think about their own personal growth as leaders within the lupus community.
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Closing

Jeanette Andersen, Lupus Europe Chair, closed the Convention with a reflective, forward-look-
ing and fun wrap up session. Jeanette recapped the key themes and discussions from the
Convention, highlighting the valuable insights shared in sessions.

Key takeaways included the importance of mindfulness, physical activity, sleep, and sex in
managing anxiety and depression! The session emphasised the need for greater focus on
mental health in both patient care and within lupus communities, as well as the development
of training for doctors on mental health.

Looking ahead, Jeanette outlined concrete next steps, including the creation of new working
groups on mental health and diversity, the importance of increased communication between
national groups and Lupus Europe, and the need for national groups to share information
about their projects with Lupus Europe. The session also touched on the potential for future
webinars and Zoom meetings to further strengthen communication between Lupus Europe
and its National Members.

In closing, Jeanette expressed her gratitude to all the delegates, reinforcing the importance of
the community's collective work. The session left attendees with a clear vision for the next
steps and an increased drive to continue working together for a fulfilling life for all people with
lupus in Europe!



