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WPIW 2026
Community Report

We Can't Wait

Together, bringing about change
for Primary Immunodeficiency
patients worldwide




WPIW 2026: A shift in focus

FROM AWARENESS TO ACTION

World Pl Week 2026 built on the visibility created in previous years and turned it into a clearer, more urgent
call for change.

Under the message “We Can’t Wait”, the campaign helped focus attention on the need for earlier diagnosis,
timely treatment, better support and improved access to care.

Most importantly, it was carried forward by the people and groups who make World Pl Week meaningful:
patients, families, advocates, clinicians, patient organisations and community partners around the world.

GLIMPSES OF THE CAMPAIGN IN ACTION ACROSS THE GLOBE
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We Can’t Wait:
A shared call to action

World Pl Week 2026 was built around a simple It also showed the strength of a connected

but powerful message: people living with global community, with messages, resources
Primary Immunodeficiencies cannot wait for and stories shared across social channels,
diagnosis, treatment, care or recognition. websites, community platforms and local activity.

The campaign moved the conversation forward  Across the campaign, lived experience remained
by shifting from awareness to action, helping at the heart of the work, helping turn a shared
audiences understand why earlier diagnosis and message into advocacy, education and

timely care matter. momentum for change.

TEs

?0{.0' World Pl Week




100+ countries across the globe participated in WPIW 2026,
contributing personal stories, community-led campaigns, and
local awareness initiatives.

Algeria, Argentina, Armenia, Australia, Austria, Bangladesh, Belarus, Belgium, Bosnia & Herzegovina, Bolivia, Brazil, Bulgaria, Canada, Chile,
China, Colombia, Congo - Kinshasa, Costa Rica, Croatia, Cyprus, Czechia, Denmark, Dominican Republic, Ecuador, Egypt, Estonia, Finland,
France, Germany, Ghana, Gibraltar, Greece, Guatemala, Hungary, Hong Kong, Iceland, India, Indonesia, Iran, Ireland, Isle of Man, Israel, Italy,
Japan, Kenya, Kosovo, Kuwait, Lebanon, Lithuania, Luxembourg, Madagascar, Malaysia, Malta, Mexico, Moldova, Montenegro, Morocco,
Namibia, Nepal, Netherlands, New Zealand, Nicaragua, North Macedonia, Norway, Oman, Pakistan, Panama, Paraguay, Peru, Philippines,
Poland, Portugal, Puerto Rico, Qatar, Romania, Russia, Rwanda, Saudi Arabia, Senegal, Serbia, Singapore, Slovenia, South Africa, South
Korea, Spain, Sweden, Switzerland, Tajikistan, Tanzania, Thailand, Tunisia, Tiirkiye, Trinidad & Tobago, U.S. Virgin Islands, Uganda, Ukraine,
United Arab Emirates, United Kingdom, United States, Venezuela, Vietnam.

WHAT WE MADE POSSIBLE TOGETHER

WPIW 2026 helped take the campaign from The campaign strengthened the tools available

visibility to action, creating a clearer platform to the community, including an updated

for education, advocacy and community website hub, new ‘Before and After’ stories,

engagement around earlier diagnosis and downloadable resources and an educational

access to care. video designed to support awareness beyond
World Pl Week itself.
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Zhihan | China |
Living with a Primary Immunodeficiency

:

Highlights from the campaign:

Campaign website updates Campaign video
Evolved into a central hub for 2026 campaign - Created as an evergreen educational
resources and activity resource
Brought together key content, materials and - Raised awareness of Primary
stories to support engagement and advocacy Immunodeficiencies and the lived reality of
those affected, supporting understanding
Before and After’ stories beyond the campaign
Spotlighted real-world examples of action and
impact across the community Together, these elements helped make the
Highlighted how leadership, collaboration campaign easier to share, easier to use
and policy change can improve and more valuable for people and groups
outcomes for people living with Primary advocating for change in their own countries
Immunodeficiencies and communities.
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Can't
Wait

Calling for early diagnosis
and timely treatment
and support for Primary
Imnmunodeficiencies
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and timely treatment and
support for Primary
Immunodeficiencies
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Immunodeficiency Week 2026
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‘Before and After’ stories

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
>
that decisive leadership and committed
collaboration can make.

Each story follows the real tions.
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.

MYPOPI SHINE: From
Readiness to Reality

in Expanded Newborn
Screening

SHINE (Screening for Health, Intervention
and Nurturing of Every Child)

In Malaysia, many newborns with treatable

Primary Immunodeficiencies were
diagnosed too late, resulting in severe.

laying the foundation for equitable access to
screening at a national level.

A Silent Gap in Early
Detection

As a result, many affected infants appear
healthy initially but rapidly develop severe
complications. Diagnosis often occurs only
disability, or lfe
threatening infections have set in. Famnilies.
face prolonged uncertainty, repeated
hospitalisations, and overwhelming financial
and emotional burdens.

Ironically, Malaysia is not lacking in

capability. The country already has ISO-

accredited laboratories, trained specialists,
proven screening technologies. The real

&
early detection remains inconsistent and
unequal,

Building a National
Through SHINE

In Malaysia, many
conditions such as Severe Combined
Immunodeficiency (SCID) and Spinal
Muscular Atrophy (SMA) are not diagnosed
at birth. While the country has lon
implemented newborn screening for
conditions like G6PD deficiency and
Congenital Hypothyroidism, expanded
screening for diseases such as Primary
Immunodeficiencies remains limited toa
few pilot centres.

To bridge this gap, MYPOPI with
the support of IPOPI, together with
clinicians, researchers, industry partners,
policymakers, and collaboration partners -
SMA Malaysia and MRDS - launched the
SHINE (Screening for Health, Intervention
and Nurturing of Every Child) initiative in
2024—a national collaborative framework
for Expanded Newborn Screening (ENBS).

World P1 Week Video: We Can Transform Lives, Together

o

3% World Pl Week

TEST » DIAGMOSE s TREAT

BEFORE & AFTER, STORY 2

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

Our 2026 Before & After Stories bring tolife the
real-world impact of bold actions, initiatives,
and policy changes that have transformed
outcomes for people living with Primary.
Immunodsficiencies - proving e difetence
that decisive leadership and committed
collaboration can make.

Each story follows the real-lfe 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

opsrated in solation, using paper records to
track Primary

22-29 April 2026

What is the ESID Registry?
Managed by the European Society
Immunodsficlencis (ESID), the regtys

patients trapped in years of dvagnos!rc
fysseys due to a lack of shared data.
In response, the European Socie
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,
Sy Gy e s
precision treatmes

that pools
Cimical and taboratory et
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 dlsease‘s by facilitating clinical research
and bri ealthcare professionals and
!helr Kmowledge together. By connac o

Tsaions Concitions o ‘manageable
diseases.

For a child born with a Primary
Immunodeficiency, or an aduit 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.

egistries in
UK, France, and Germany with centers o
34 countries across Europe and beyond,
ihe £SID Reaistry ensurea that no patients
experience is lost in a silo.

THE BEFORE:

A fragmented,
paper-based wol

In the early 19905, medical knowledge
about Primary Immunodeficiencies
‘was fragmented. The precursor to

ESID, known as the European Group
Immunodeficiencies (EGID), recognized
that they needed a unified way to track
these conditions.

BEFORE & AFTER, STORY 3

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 committe
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.

Building a new
collaborative network
to improve the
diagnosis of Primary
Immunodeficiencies
n Brazil
Erazr/rar\ Ppatients with raj

unodeficiencies faced long diagnostic
delays and geographic inequality. In
response, Federal universities launched
the IMUNO+ Ner rk to
care with a d genomic sequencmg
Today, regrcma! hea!!hcare gaps are closi
as specialized diagnosis and expert Uammg Connecting hospitals,

come accessible nationwide.
laboratories, and research

9ap, a group of Brazilian federal universities
and their teaching hospitals launched the
IMUNO* Network to strengthen clinical
diagnosis while expanding training in

For many people living with Primary
Immunodeficiencies, or Inborn Errors of
Immunity (IEI), the path to diagnosis is.

Coordinated by the Federal University of
e MU S HUN O

defined by uncertainty. Recurrent nfections  Network connects teaching hospitals across
and years e includin and
Brecade s correct diaonosis For famiics and  Alagons. Rather than building new systams
clinicians alike, the journey can become a from scratch, the initiative leverages existing

laboratories and academic expertise. By
connecting these resources through a
In Brazil, this challenge is ;i i framework,

while reference centers exist, they are expands access to specialized
concentrated Inafeweglons.lesving the while making efficient use of current
Midwest, North, and Northeast with limited  infrastructure.
L

frustrating search for answers.

Campaign video
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Amplifying together:
Carried by the community

One of the clearest achievements of WPIW 2026 Every post, event, resource share and local

was how widely the campaign was taken up conversation helped extend the reach of World
by the community. The message did not stay Pl Week and reinforce the need for earlier
on central channels; it travelled through local diagnosis, timely treatment and better support.

organisations, patient groups, advocates, families
and partner networks.

@ rvrmyenmvon ¢ IS et oo i
WORLD Pl WEEK INTERNATIONALE TAG
A

. DER IMMUNOLOGIE
People and groups adapted the campaign for

their own audiences, using social posts, videos,
stories, educational materials and local activity to
make the message relevant and visible.

This community participation helped turn

“We Can’t Wait” into more than a campaign
theme. It became a shared statement of urgency,
shaped by lived experience and strengthened by
collective action.

Uriel Yael Vazquez Vazquez | Mexico |
Living with a Primary Immunodeficiency

YYY World Pl Week




Celebrating community highlights:

WPIW 2026 in action

Across the global network, community groups brought WPIW 2026 to life in ways that reflected local

needs, languages and priorities.

From awareness-raising and education to advocacy and storytelling, these activities helped connect

the global campaign to real experiences.

COMMUNITY ACTIVITY INCLUDED:

e Awareness campaigns across digital and
community platforms

e Educational sessions and knowledge-
sharing activity

e Community gatherings and advocacy
events

e Local media engagement to support reach
and visibility

Together, these contributions show the
continued commitment of the Primary
Immunodeficiency community to raising
awareness, supporting one another and
advocating for better outcomes.

COMMUNITY SPOTLIGHTS

These examples show how local action helped
strengthen a shared global message.

Ghana - digital advocacy

POPI Ghana used Facebook to share accessible
information, support patients and families, and
reinforce the importance of early diagnosis and
timely treatment.

Belgium - stories brought to life

Belgium shared campaign-aligned video content
in local language, helping raise awareness while
keeping the human experience at the centre.

nnnnnnnnnnnnnnnnnnn

Chile - local voices shared widely

In Chile, video content helped connect the
campaign message with personal stories,
making the reality of living with Primary
Immunodeficiencies more visible.

Each example shows how community-led

activity helped make the campaign more visible,
relevant and powerful.

r

WE LEARN
TO LIVE
WITH IT.
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COMMUNITY QUOTES

Serbia: “Website, supportive materials were
great and coordination among NMOs as well.”

Canada: “The theme was very relevant and
engaging. It was specific enough to give
participants a good idea of what story we were
looking for beyond general awareness raising.”

Iceland: “The main aim to improve the
knowledge of the public in every way we could
was very important.”

Australia: “We Can’t Wait” was the highlight for
us as we were able to transfer this message into
our own campaign and market.”

Venezuela: “WPIW poster 2026 was the best”

Iceland: “It was very inspiring to see how many
Primary Immunodeficiency associations did
participate with all kinds of information from all
parts of the world. Together we are stronger!”

World Pl Week

ol

Portugal: “The most impactful aspect was
the global reach. Many patients organizations
worldwide organizing local events
simultaneously.”

“We found the continuity of the ‘See the Unseen’
message particularly powerful. It captures the
important struggle that resonates with patients,
families and the general public”

“The most impactful aspect of the World Primary
Immunodeficiency Week 2026 campaign was its
focus on awareness through real patient stories
and global collaboration. These narratives made
the condition more relatable and highlighted

the daily realities faced by individuals living with
Primary Immunodeficiency, helping to foster
empathy and understanding beyond the medical
community.”

“The most helpful content in 2026 was the
educational infographics and short form
videos explaining Primary Immunodeficiency
symptoms, diagnosis pathways, and
treatment options.”




The community bringing the campaign to life
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World P1 Week

Primary Immunodeficiencies - A Father's Story of
Loss, Awareness and Hope




Thank you...

turning awareness into action and individual
experiences into collective momentum.

Thank you to everyone who helped make
World Pl Week 2026 possible.

Across countries, communities and networks,
your voices helped carry the message forward,
raise awareness and strengthen the call for
earlier diagnosis, timely treatment and better
access to care.

WPIW 2026 showed what is possible when
people come together around a shared mission,

VS World Pl Week
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The work does not end here. The progress
made this year gives us a stronger foundation
to keep building recognition, understanding
and change for people living with Primary
Immunodeficiencies worldwide.

Together, we are building the foundations for
lasting change.



