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See the Unseen
Celebrating the voices, stories, and unity of the global 
Primary Immunodeficiency community 



OUR PURPOSE
 
World PI Week (22–29 April) is a global initiative celebrated every year that brings attention to Primary 
Immunodeficiencies and the challenges faced by those living with them. It’s a collaborative effort that aims to 
improve quality of life through earlier diagnosis, better access to care and treatment, and stronger support 
systems. The week also encourages open conversations and advocacy to help raise understanding and 
visibility of Primary Immunodeficiencies around the world. It is also a time to celebrate progress in research, 
innovation in therapies, and the achievements of the patient and medical communities working together to 
create a brighter future.

OUR VISION
 
The unseen realities of Primary Immunodeficiencies affect an estimated 6 million people globally yet remain 
undiagnosed in up to 90% of cases.1 We want to bring a new light to this reality by striving for a world with 
stronger awareness, easier access to testing, timely diagnosis, and better treatment options. Through these 
efforts, every person living with a Primary Immunodeficiency can have the rightful opportunity to live a 
fulfilling life.

OUR FOCUS
 
WPIW is a time when communities, families, schools, healthcare professionals, and health decision-makers 
come together to learn more about Primary Immunodeficiencies. It’s a chance to raise understanding, 
promote earlier diagnosis, and support better access to care. The week sparks important conversations and 
drives action, locally and globally, so that people living with Primary Immunodeficiencies and their families, are 
seen, heard, and supported.

A global movement for Primary Immunodeficiencies
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Glimpses of the campaign in action across the globe

1. Meyts, I., Bousfiha, A., Duff, C., Singh, S., Lau, Y.L., Condino-Neto, A., Bezrodnik, L., Ali, A., Adeli, M. & Drabwell, J., 2020. Primary 
Immunodeficiencies: A Decade of Progress and a Promising Future. Frontiers in Immunology, 11, p.625753. Available at: https://doi.
org/10.3389/fimmu.2020.625753 [Accessed 26 March 2025].
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See the Unseen: A tribute to our community

This campaign reflection begins with gratitude - to the Primary Immunodeficiency 
community, whose voices, resilience, and partnership continue to guide and inspire us. This 
extends to those who helped make this year’s programme possible, whose support strengthened 
the reach and impact of efforts around the world.

This year, we received a remarkable number of contributions from our global community – photos, 
stories, and experiences – that brought our 'See the Unseen' theme to life in powerful and personal 
ways. From heartfelt testimonials to creative visuals, each submission helped shine a light on the 
realities of living with Primary Immunodeficiencies.

WPIW has always centered on the people it serves, since its inception in 2011. This year, WPIW 
spotlighted real patient stories to shine a light on the unseen realities of Primary Immunodeficiencies 
with a campaign that connected with public audiences to drive meaningful action, anchored in 
positivity and support. WPIW 2025 embraced a model of co-creation and collaboration, where those 
most affected by Primary Immunodeficiencies led the story.

WPIW is delivered in partnership with Patient Advocacy Groups and Sponsoring Partners 
who actively engage with the community - listening, learning, and shaping action based on 
lived experience.
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Celebrating local voices

Driven by the powerful stories generously shared by the community, the campaign brought 
these voices to life through a series of posters, created to amplify their messages and extend 
their reach across advocacy partner networks.

The voices, creativity, and commitment of every individual and organization who contributed to 
WPIW 2025 shaped this campaign in meaningful ways.

Personal stories were shared from communities across Argentina, Australia, Belgium, Brazil, 
Canada, China, France, Hungary, Indonesia, Iran, Kenya, Lebanon, Mexico, Nepal, Romania, 
Russia, South Africa, Spain, and Uganda. These accounts brought visibility to lived experiences 
and helped others feel seen, understood, and connected.

Alongside these contributions, local awareness activities, such as community events, educational 
sessions, and advocacy campaigns, were organized across the globe.

These efforts helped implement campaign messaging, raise awareness, and build stronger 
connections within communities.

Together, these shared actions reflect the strength of a global movement, one built on: collaboration, 
care, and the power of many voices coming together.
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MORE OF OUR CAMPAIGN POSTERS!

50+ countries across the globe participated in WPIW 2025, 
contributing personal stories, community-led campaigns, 
and local awareness initiatives.

Algeria, Argentina, Australia, Bangladesh, Belgium, Brazil, Canada, Chile, China, Cyprus, Ecuador, Estonia, France, Germany, Greece, 
Hungary, Iceland, India, Indonesia, Iran, Ireland, Israel, Italy, Japan, Kenya, Lebanon, Lithuania, Malaysia, Mexico, Morocco, Nepal, 
Netherlands, New Zealand, Peru, Poland, Portugal, Puerto Rico, Romania, Russia, Senegal, Serbia, South Africa, Spain, Sweden, Thailand, 
Tunisia, Uganda, Ukraine, United Kingdom, USA, and Venezuela. 



KEY MATERIALS
 
Click the links to find these resources on our website

	● Campaign website
•	 Redesigned for a seamless, inclusive user experience
•	 Served as a central hub for learning, storytelling, and participation

	● Multilingual resource suite
•	 Included infographics, factsheets, hero visuals, and messaging guides
•	 Translated into 11 languages for clarity and cultural relevance

	● Social media
•	 Delivered content across 3 platforms: LinkedIn, Instagram and Facebook 

so our message could reach and resonate with diverse audiences

	● Ambassador network
•	 Recruited trusted voices from local communities
•	 Shared personal stories and hosted events to reflect lived realities

	● Roadshow video series
•	 Created to educate priority audiences in an engaging format
•	 Highlighted signs, symptoms, and resilience

What we built together: 
Tools for connection, resources for change
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WPIW 2025 was supported by a creative platform – See the Unseen – built to center real stories and 
lived experiences. The campaign’s tools and resources were designed to be accessible, adaptable, 
and rooted in community collaboration, helping individuals and organizations raise awareness in 
ways that felt relevant and meaningful.

THE TRUTH ABOUT PRIMARY IMMUNODEFICIENCIES.

550+ 
forms, each with 
varying symptoms 

MANAGEABLE 
with proper treatment
and care

The signs and symptoms  
can be hidden, yet severe. 
Early detection is life 
changing.

70-90% 
estimated people  
remain undiagnosed 

~6 MILLION

Listen here to the real stories of the real people 
living through these exceptional experiences. 
Turn awareness into progress. 

Visit worldpiweek.org to learn more, access resources, 
and take action.

With thanks to IPOPI members for sharing their pictures 
and stories.

Living with a Primary Immunodeficiency has made my heart more 
complete with understanding, empathy and resilience – I am stronger.

- Anne-Sophie, France.

people affected worldwide

ANYONE
can be diagnosed,  
at any age 

A group of conditions affecting the immune system, making individuals 
more susceptible to recurrent infections and severe complications.

MANIFESTO
By raising awareness, we can bring these 
conditions – and the people behind them  
– into the light.
 
With real stories, we can transform 
recognition into meaningful change, 
leading to improved diagnosis, 
treatment, and care for everyone living 
with Primary Immunodeficiencies.

Thanks to IPOPI members for sharing their 
stories and photos to help us develop this 
important campaign rooted in 
their truths.

For too long, the complexities of Primary 
Immunodeficiencies have shaped lives in 
ways the world often doesn’t see.  
Too many remain undiagnosed and 
without the care they need, trapped in a 
cycle of uncertainty.  
 
It’s time to change that – to make the 
unseen, seen. 

We must unite to uncover the hidden 
realities of these conditions. 

Through education, we can turn 
understanding into action and action 
into progress.

Regardless of age or stage, a missing diagnosis brings isolation, fear, and anguish. We must unite so more dreams 
come true – like Maureen (Canada), writing her third novel, Vahid (Iran), pursuing a master’s, Isabel (Spain), enjoying a 
vibrant social life, all while living with a Primary Immunodeficiency, and Claudia (Brazil), who says:

PRIMARY IMMUNODEFICIENCY AND GLOBAL HEALTH GOALS 
 
Aligning with the United Nations Sustainable Development Goals (SDGs):
 
SDG 3: Good Health & Well-Being 
Early diagnosis and appropriate treatment reduce hospitalizations, complications and mortality rates.
 
SDG 10: Reduced Inequalities
Expanding access to diagnosis and care helps reduce health disparities worldwide.
 
World Health Organization (WHO) Initiatives:

Universal Health Coverage (UHC)
Ensuring affordable and accessible diagnosis and treatment supports global UHC efforts.

Global Action Plan for Immunization
Increasing awareness of Primary Immunodeficiencies ensures safer vaccination strategies for
immunocompromised individuals.

Non-Communicable Diseases (NCD) Action Plan
Recognizing Primary Immunodeficiency as a chronic condition is essential for long-term healthcare planning
and investment. 
 

Visit worldpiweek.org to learn more, access resources, and take action.
With thanks to IPOPI members for sharing their pictures and stories.

CALL TO ACTION
We are calling for collaborative efforts from the general public, healthcare professionals, 
policymakers and the Primary Immunodeficiency community. 

To join the conversation, share the facts, stay informed and advocate for support. So that we 
can drive earlier diagnosis, effective treatment plans and ultimately, save lives. 

Together, we must raise awareness, educate, and uncover the 
true stories behind Primary Immunodeficiencies. 

“I am capable, I am strong, and determined to achieve all my 
life goals, and nothing will stop me from being happy!”

KEY FACTS

● Over 550 forms exist, affecting people of all ages.
● Approximately 6 million people worldwide live  

with Primary Immunodeficiencies, yet 70-90% remain 
undiagnosed.

● Not contagious – these conditions are mostly genetic, 
meaning they are inherited, though some cases  
arise spontaneously.

● Frequent infections could indicate an underlying 
immune disorder.

● Timely diagnosis reduces hospitalizations, long-term 
complications, and improves quality of life.

● Treatment options vary and may include anti-infectious 
treatments, immunoglobulin therapy, targeted therapies, 
bone marrow transplant or gene therapy. 

● Quality of life – with timely diagnosis and proper 
treatment, many can lead productive, fulfilling lives.

THE IMPACT OF DIAGNOSIS

A diagnosis transforms lives, enabling treatment and
self-management.

Without a diagnosis:

● Infants with severe Primary Immunodeficiency may 
not survive past early childhood without extreme  
protective measures.

● Children may experience frequent illnesses, affecting 
education, social development, and overall quality
of life.

● Adults may suffer from chronic infections and other 
manifestations that impact careers, family life, and 
mental health.

Listen here to real stories of resilience and 
fulfillment, celebrating dreams while 
uncovering unknowns.

WHAT ARE PRIMARY IMMUNODEFICIENCIES?  
 
Primary Immunodeficiencies are a group of over 550 conditions 
where part of the body’s immune system is missing, does not 
function correctly or at all. These conditions leave individuals 
more vulnerable to infections, autoimmunity, and other 
complications. While some forms of Primary 
Immunodeficiencies are identified early in life, 
others manifest in childhood, adolescence, 
or adulthood, often after years of 
unexplained health struggles. - Claudia, Brazil

Living with a Primary Immunodeficiency

-Marius, Belgium
Living with a Primary Immunodeficiency

Infographic Messaging Document Factsheet

These tools weren’t just campaign assets, they became shared resources that empowered 
communities to connect, communicate, and advocate together. They served as pathways to 
visibility and belonging, shaped with and for the community.

https://worldpiweek.org
https://worldpiweek.org/campaign-resources
https://www.linkedin.com/company/world-pi-week/
https://www.instagram.com/world_pi_week_/
https://www.facebook.com/WorldPIWeekcampaign
https://worldpiweek.org/2025-ambassadors
https://worldpiweek.org/global-roadshow


COMMUNITY ACTIVITY INCLUDED:

	● Awareness campaigns: Social media posts, 
video content, and outreach through local 
influencers 

	● Educational events: Online webinars, 
hospital-based sessions, and school visits 

	● Family and community days: In-person 
gatherings that encouraged connection and 
learning 

	● Creative engagements: Podcasts, art 
contests, themed walks and runs, and 
interactive science events 

	● Advocacy efforts: Meetings with health 
officials, letters to policymakers, and official 
recognitions 

	● Media outreach: TV and radio interviews, 
press articles, and digital storytelling 

A SNAPSHOT OF HOW THIS CAMPAIGN 
WAS ACTIVATED LOCALLY:

China – Primary Immunodeficiency “Glow Run”: 
Over 1,100 participants across 10+ cities joined 
a symbolic run to raise awareness for invisible 
illnesses like Primary Immunodeficiency, uniting 
patients, families, healthcare providers, and the 
public.  

Bangladesh – Nationwide campaign: Reached 
over 250,000 people through a multi-channel 
campaign including flyers, influencer videos, 
and the country’s first National Primary 
Immunodeficiency Conference. 

Hungary – “Make the Invisible Visible” podcast 
series: Launched a heartfelt podcast amplifying 
patient voices, with plans for 8 episodes 
throughout the year.

Canada – Municipal proclamations and 
storytelling: Secured official recognition in 13 
municipalities and 4 provinces, lit up cities in 
campaign colors (purple and orange), and 
shared daily patient stories.

Indonesia – Family Day and Instagram live 
series: Celebrated IVIG inclusion in the national 
formulary, hosted a Family Day with Ministry 
of Health participation, and launched a 
documentary and digital campaign. 

Belgium – Primary Immunodeficiency cafés and 
video interviews: Hosted events in hospitals with 
patient stories and medical talks, supported by 
professionally produced video interviews. 

India – Walkathon and CME event: Organized 
a public walk in Delhi and a continuing medical 
education session with Santosh Medical College. 

Lebanon – Awareness days and joint walkathon: 
Combined hospital outreach with a walkathon 
uniting Primary Immunodeficiency and cancer 
communities in solidarity.

Chile – Interactive video and stakeholder 
engagement: Created an interactive video 
featuring patient stories, held an in-person 
meeting with Primary Immunodeficiency 
foundation members, and hosted a remote 
Zoom session with doctors.

Community highlights - WPIW 2025 in action
WPIW 2025 brought together a wide range of efforts from IPOPI’s national member organizations 
(NMOs) around the world. Each initiative reflected local priorities and approaches, with activities 
focused on raising awareness, sharing experiences, and deepening understanding of Primary 
Immunodeficiencies. From local community events to creative activities, and personal stories, every 
moment reflects the care, effort, and solidarity that made this year so special.
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COMMUNITY COLLAGE: 
MAPPING MOMENTS OF IMPACT 
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Thank you...
To everyone in the community and beyond. Your stories, support, and spirit brought this campaign 
to life. We are deeply grateful to all those who helped make WPIW 2025 possible. Your contributions 
strengthened global momentum and enabled national-level activities that made a real impact in 
communities around the world.

We look forward to continuing this journey together, inviting more voices, more stories, and more 
partners to join us in building a future where Primary Immunodeficiencies are no longer unseen.
Let’s keep collaborating, amplifing, and advocating – because together, we can turn awareness into 
action and make an even greater difference.

With the momentum of 2025 carrying us forward, we look ahead to World PI Week 2026 and 
beyond – and we can’t wait to see you there, joining us in shaping the next chapter of this global 
movement.

See the 
Unseen
WPIW 2025
With special thanks to IPOPI 
members whose contributions 
have shaped this campaign.

We are committed to sharing 
real stories for real progress.
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