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Report - IgAN Friends First In-person Event

OnJune 9th, IgAN Friends hosted its first in-person event in Brussels, bringing together a community
of over 50 participants, for a day centered on both expert and patient-led discussions about living
with IgAN. The programme explored the latest advances in care and treatment, alongside practical
guidance on lifestyle and nutrition, as well as support for mental and emotional wellbeing. It also
highlighted the importance of effective clinician—patient communication throughout the IgAN
journey. The event featured a patient insights panel, offering open and honest reflections grounded
in lived experience, and created valuable networking opportunities for participants to connect with
one another.

Expert Session 1 - Scientific Advances in Diagnosis, Care and Treatment
Speakers: Jonathan Barrat, Daniel Gale, Jurgen Floege; Moderator: Alister Humphreys

The first expert session set the tone for the day by providing a comprehensive and evolving overview
of IgA nephropathy, combining lived experience, scientific progress, and practical care. It highlighted
that while diagnosis can often be delayed, the narrative has shifted in recent years from “there’s
nothing that can be done” to a reality where research, clinical trials, and new treatment options are
increasingly available.

The discussion explored the complexity and burden of IgAN as a rare disease, emphasizing how
large-scale patient data and registries are improving understanding of disease progression and
enabling better clinical trials. A key message was the importance of early intervention: the disease
can progress long before symptoms worsen, making proactive monitoring essential.

Alongside scientific advances, the session reinforced the importance of optimizing supportive care,
including blood pressure control, lifestyle, and prevention strategies, as these can significantly slow
progression. Looking ahead, speakers highlighted a rapidly expanding treatment landscape, with
multiple new therapies targeting different disease mechanisms. Despite ongoing challenges around
patient access, the overall outlook is increasingly optimistic.

Expert Session 2 - Lifestyle & Nutrition to Feel Your Best

Speakers: Marijn Speeckaert; Moderator: Jan Van Cruchten

The session focused on how lifestyle and nutrition can actively support people living with IgAN,
reinforcing that daily habits are a key part of disease management. Professor Speeckaert highlighted

that “your diet is a medical tool”, capable of reducing blood pressure, lowering proteinuria, and
easing the workload on the kidneys when combined with treatment.
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Practical guidance centered on reducing salt, moderating protein intake, favoring plant-based

choices, and carefully managing minerals such as potassium and phosphorus. Hydration, physical
activity, weight management, and avoiding smoking were also emphasized as essential components
of care. Overall, the session delivered a clear and empowering message: while not a cure, consistent
lifestyle choices can make a meaningful difference, and small daily actions can help protect kidney
health over time.

Expert Session 3 - Supporting Your Mental Health

Speakers: Helena Garcia, Oliver Mason; Moderator: Chifen Akwah Lum

This session brought much-needed attention to the often-overlooked psychological impact of living
with IgAN, combining personal experience with clinical and research perspectives. The discussion
highlighted how the diagnosis can trigger uncertainty, anxiety, and identity challenges, especially for
younger patients, while mental wellbeing is still too rarely addressed in routine care.

A central message was the need for a more person-centered approach, where patients are seen
beyond clinical markers and supported in their emotions, life goals, and relationships. Rather than
focusing only on pathology, speakers reframed IgAN as a “lived experience of adaptation”, where
stress, fatigue, and uncertainty are natural responses rather than disorders. The role of community
and peer support was strongly emphasized, as well as the value of involving patients more actively
in care and decision-making. The session delivered a clear message: acknowledging vulnerability is
not weakness, but a crucial step in coping. Supporting mental health is not optional, it is an essential
part of living well with IgAN.

Expert Session 4 - Physician—-Patient Communication — How It Shapes the IgAN Journey

Speakers: Mercedes Velo, Emily Petrides

This session focused on the critical role of physician—patient communication, highlightingitas a core
component of effective IgAN care rather than an optional extra. The discussion emphasized that
trust and clear dialogue can directly influence early diagnosis, treatment adherence, and how
confident patients feel in managing their condition.

Speakers reflected on the growing tension between protocol-driven medicine and the need for
empathy, stressing that “behind every guideline, there is a person™.

While patients are increasingly well informed, this does not replace the need for tailored
explanations and meaningful exchange. At the same time, clinicians face time pressures and
complexity, making shared responsibility essential.
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Overall, the key message was that communication must be a two-way process: patients speaking

openly about their experiences and concerns, and clinicians creating space to listen. When this
balance is achieved, care becomes more effective, more human, and less driven by fear.

Patient Panel - Sharing Experiences and Insights

The patient panel brought the conversation back to lived experience, offering an open and honest
space where individuals shared how IgAN has shaped their lives in different ways. Through their
stories, a common theme emerged: diagnosis is often complex, delayed, and emotionally
challenging. Participants reflected on how IgAN can profoundly impact daily life, from major life
changes such as relocating, adjusting careers, or starting dialysis, to more subtle but constant
challenges around treatment, side effects, and uncertainty about the future.

A particularly strong message was the importance of community. While many initially felt isolated,
connecting with others, whether through patient organizations, online groups, or events like this one,
was described as transformative. Shared understanding reduces the need to explain, helps
normalize experiences, and provides both practical advice and emotional reassurance.

Even though each IgAN story is different, no one has to face it alone, and building stronger, more
visible communities remains an essential part of improving the patient experience.

Closing remarks - The closing remarks, delivered by Monica Suengas on behalf of IgAN Friends,
highlighted the early but meaningful progress of the initiative, which has quickly begun to grow into
a dedicated European patient community. As she noted, IgAN Friends is still in its early stages but is
already building momentum through multilingual resources, online engagement, and its first in-
person event.

She emphasised the vision of creating a safe and inclusive space where patients can connect, share
experiences, and access reliable information, particularly in a context where many still feelisolated.
Looking ahead, she underlined the ambition to expand the community across Europe, strengthen
collaboration with patient organisations and experts, and play a more active role in this community.
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