BEFORE & AFTER, STORY 2

What are World Pl Week’s
Before & After Stories?

Our 2026 Before & After Stories bring to life the

real-world impact of bold actions, initiatives,
and policy changes that have transformed
outcomes for people living with Primary

Immunodeficiencies - proving the difference

that decisive leadership and committed
collaboration can make.

Each story follows the real-life actions
of an individual or organization that has
made a tangible difference to the Primary

Immunodeficiency community, reflecting on

the impact achieved and the lessons we can
carry forward into the future.

Driving breakthroughs in
diagnosis and treatment:

The ESID Registry

In the past, the majority of European doctors
operated in isolation, using paper records to
track Primary Immunodeficiencies, leaving
patients trapped in years of diagnostic
odysseys due to a lack of shared data.

In response, the European Society for
Immunodeficiencies (ESID) built a unified,
digital registry to pool clinical and genetic
information from across 34 countries.
Today, with data from over 30,000 patients,
clinicians now achieve faster diagnoses and
precision treatments, transforming once-
mysterious conditions into manageable
diseases.

For a child born with a Primary
Immunodeficiency, or an adult who
develops one later in life, the journey to
health often begins with a mystery. Because
many of these conditions are rare, a single
doctor (or even a single hospital) may only
see one case in a decade. In the past, this
lack of data meant that patients faced

a diagnostic odyssey, waiting years for
answers while their health declined.

But today, that story is changing thanks, in
part, to the ESID Registry.

What is the ESID Registry?
Managed by the European Society for
Immunodeficiencies (ESID), the registry is
a massive collaborative database that pools
clinical and laboratory information from
patients and their disease course across
Europe. Its goal is to provide a common
platform for data collection to improve the
diagnosis, classification, and treatment of
these diseases by facilitating clinical research
and bringing healthcare professionals and
their knowledge together. By connecting
major national registries in countries like the
UK, France, and Germany with centers from
34 countries across Europe and beyond,

the ESID Registry ensures that no patient’s
experience is lost in a silo.

THE BEFORE:

A fragmented,
paper-based world

In the early 1990s, medical knowledge
about Primary Immunodeficiencies
was fragmented. The precursor to

ESID, known as the European Group for
Immunodeficiencies (EGID), recognized
that they needed a unified way to track
these conditions.
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In January 1994, the registry was officially
established as part of a European Union-
funded concerted action. However, the
technology of the time was a major hurdle.
Doctors had to fill out paper forms by

hand and send them via letter or fax to

a central center in Huddinge, Sweden,
where the data was manually entered

into a computer. By late 1994, the registry
contained just 500 patients - a significant
start, but only a fraction of those in need.
Without a real-time, large-scale view, it was
difficult to identify patterns or predict which
treatments would work best, often leading
to trial-and-error medicine for patients.

THE AFTER:
A digital powerhouse

The turning point came in June 2004, when
the registry transitioned to a secure, internet-
based platform. This allowed doctors across
Europe to enter data instantly, leading to an
explosion of knowledge.

The scale of this collaboration is now
staggering. A landmark 2025 report analyzed
data from over 30,000 patients across 33
countries. This strength in numbers has led to:

Faster diagnosis: By identifying common
clinical patterns across thousands of
cases, the registry has helped clinicians
recognize symptoms earlier, significantly
reducing the diagnostic delay that
previously averaged over four years.

Precision treatment: Researchers can
now link specific genetic mutations to
clinical outcomes. This helps doctors
decide whether a patient needs a complex
bone marrow transplant or can be
managed with simpler immunoglobulin
replacement therapy.

Global Research: The registry has fueled
over 80 peer-reviewed publications,
providing the vital backbone for clinical

progress that has measurably improved
survival rates and quality of life.

Lessons for the future

The success of the ESID Registry offers a vital
lesson: data sharing can be as life-saving as the
medicine itself. The journey from an analogue
library to a coordinated digital network was
driven by a simple realization: for many rare
and complex diseases, no single country has
enough information to act alone.

By building a culture of trust and cross-border
cooperation, the ESID Registry has significant-
ly advanced clinical understanding of Primary
Immunodeficiencies. For the global health
community, the message is clear: when we
break down silos and share our knowledge, we
can provide millions of people with the best
possible chance at a healthier life.
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