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A global movement to drive change
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Mission
World PI Week (22-29 April) is a global 
movement to raise awareness of Primary 
Immunodeficiency (PI) and related 
challenges; promote quality of life for 
people with PI, early diagnosis, 
availability and access to treatment and 
care worldwide; and stimulate 
communication and advocacy around PI.

Aims
World PI Week offers an opportunity to 
inform and educate health policy-
makers, schools and families, and the 
public about primary 
immunodeficiencies (PI) to drive the 
earliest possible diagnosis and optimal 
treatment.

Vision 
Over 10 million people live with PI 
around the globe, and yet the 
condition is still widely unknown. 
Greater awareness, testing, diagnosis 
and improved access to treatment are 
needed. 

The Week acts as a central 
platform to drive awareness 
as well as global and national 
advocacy.

Since its inception in 2011, World 
PI Week has been effectively 

promoting awareness and 
advocacy initiatives across all 

continents.
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World PI Week by the numbers
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54 countries 

across the globe

Thousands of people 

reached

Hundreds of events 

every year

13 years of 

campaigning 

13 committed organisations 

driving the campaign

8 days to create 

momentum on PIDs 
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World PI Week in pictures
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Our active network 
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Asian Pacific Society 
for 

Immunodeficiencies 

Arab Society for 
Primary 

Immunodeficiencies 

African Society for 
Immunodeficiencies 

Immunodeficiency 
Canada

Clinical Immunology 
Society

European Federation 
of Immunological 

Societies

International Nursing 
Group for 

Immunodeficiencies

European Society for 
Immunodeficiencies

International Patient 
Organisation for 

Primary 
Immunodeficiencies

Jeffrey Modell 
Foundation

Latin American Society 
for Immunodeficiencies 

Plasma Protein 
Therapeutics Association South-East Asia Primary 

Immunodeficiency 
Network

A dynamic, 
multi-stakeholder and 

global  community

SILVER SPONSOR BRONZE SPONSORGOLD SPONSOR

Immune Deficiency 
Foundation

http://ingid.org/
http://paed.hku.hk/apsid/apsid2016/
http://www.arapid.org/
http://www.asid.ma/en/
http://immunodeficiency.ca/
http://www.clinimmsoc.org/
https://www.efis.org/
https://esid.org/
http://www.info4pi.org/
https://lasid.org/homepage/
http://www.pptaglobal.org/
https://primaryimmune.org/
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Campaign resources
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xx

Information & advocacy tools
• Fact Sheets & Infographics

• Podcasts

• Videos

• Scientific Articles

• Policy Pledge

• Call(s) to Action 

• Press Releases

• Template Letters for Governments

• Social Media Assets

Click here to download all 
materials

http://www.worldpiweek.org/


WORLD PI WEEK 2024 
IN ACTION 
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Remembering Vicki Modell
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This year, the World PI Week campaign was dedicated in the memory of Vicki Modell 
whose  passion, dedication, and unyielding spirit were instrumental in propelling the 
foundation to the forefront of the fight against primary immunodeficiency.

“Remembering Vicki Modell, 
global patient advocate and co-

founder of World Primary 
Immunodeficiency Week” 
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In 2024, we focused on equal access to care
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This year, the campaign 
highlighted disparities in access 
to care worldwide and mobilized 

the community around the 
common goal of ensuring equal 

access to care globally

Access to care for all PID patients, everywhere.
Let’s make early diagnosis & timely access to quality treatment a reality 
worldwide.

Main campaign messages
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Thousands showed support worldwide

People mobilized both online and in-person to raise awareness, show 
support to those living with PIDs and advocate for change. 
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Many marked the campaign – 
from patients and families, 

specialist clinicians, research 
institutes, medical students, 

industry, to children at school, 
elected officials and the 

public – World PI Week is for 
everyone!

https://www.facebook.com/photo/?fbid=417494077698468&set=a.132360326211846
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A glimpse into the dynamism of World PI Week. 

• Patient-family days (mix of recreational activities, educational sessions, roundtable discussions)

• Hospital open days & information stands

• Educational lectures/symposia for health professionals & clinicians

• Awareness-raising webinars/events on PIDs (for the public)

• ‘Review series’ on PID research issued in medical journals

• Solidarity ‘PID walks’ and runs

• Blood & plasma donation drives

• Patient-story sharing campaigns (digital) – videos, podcasts etc

• Media/TV & radio interviews with specialists or patients

• Meetings with policymakers (local/regional/national levels)

2024 WPIW REPORT12

A variety of successful 
activities were observed 

across countries

Diverse activities were held over the week
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Here is a snapshot of some creative ways to mark the campaign. 

• Canada: 13 cities & mayors showing official support to World PI Week

• France: one-week bike tour across main cities, to raise awareness of PIDs – projection of a 
documentary film on PIDs and open debate with the public in each city. 

• China: awareness day at university campus for medical students

• Türkiye: tree-planting in several cities to raise awareness & support the PID cause

• Colombia: a symbolic butterfly release to mark World PI Week on a poetic note

• Uganda: Organised media collaborations through interviews, panels and discussions on local & 
national TV channels.

2024 WPIW REPORT13

Innovative thinking is at the 
heart of the campaign!

Spotlight on some inspirational initiatives 
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A bespoke toolkit as a main source of 
information and guidance

2024 WPIW REPORT14

Providing all necessary
information about the 2024 

campaign, ways to celebrate 
the week and access 

resources.

Click here to 
download toolkit

https://worldpiweek.org/wp-content/uploads/2024/02/WPIW-Campaign-Information-Toolkit-2024.pdf
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The 2024 'essentials'

2024 WPIW REPORT15

Campaign poster, digital 
banners, animated
social cards, press 
releases & more

Click here to 
download materials

An overview of the communications package

http://www.worldpiweek.org/resources/local-resources/
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Fostering engagement through the increased 
accessibility of campaign resources globally

2024 WPIW REPORT16

Translations 
available in 19 languages

•Arabic
•Chinese
•Dutch
•French
•German

•Greek
•Hindi
• Italian
•Japanese
•Malay

•Russian
•Spanish
•Swedish
•Thai
•Turkish

•Ukrainian
•Vietnamese
•Romanian
•Portuguese

Click here to 
download translations

https://worldpiweek.org/resources/local-resources/
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Focus on the 2024 Ambassadors
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World PI Week received the official support of influential voices 
championing the PID cause 

Thanks to their work and 
visibility, Ambassadors help 

shine a spotlight on PIDs, on the 
unmet needs of patients and 

their families, while promoting 
solutions and fostering greater 
understanding across sectors 
and stakeholder communities 

Click on images below to watch 
the video messages shared by 
this year’s PID Ambassadors!

Click here for more in 
PID Ambassadors

Dr Rüdiger Krech, Director of the Department of Health 
Promotion, World Health Organization (WHO), Global

Dr. Zhong Liu, Director of the Key Laboratory for Adverse 
Reactions to Blood Transfusion, Chinese Academy of 
Medical Sciences, China

https://www.youtube.com/watch?v=UmDjKEbXRIE
https://www.youtube.com/watch?v=p5JIergmWYA
https://worldpiweek.org/world-pi-week-pid-ambassadors/
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Flagship Initiative: the First Comic Book

2024 WPIW REPORT18

Through this comic book, 
meet our new hero Immuno-Y 

as he embarks on an 
intergalactic journey, learning 
about access to treatment and 

care on Earth

Click here to read the 
full comic book

An Intergalactic Adventure with Immuno-Y

World PI Week offered the opportunity to embark on an intergalactic 
journey through a digital comic book exploring access issues.

This book consists of 5 
chapters, released in the lead 

up and during World PI Week. 

https://worldpiweek.org/comic-book-v2/
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Flagship Initiative: Map of PID Advancements

Case studies were featured daily on World PI Week social media channels. 

2024 WPIW REPORT19

Click here to access 
Map of Advancements

The Map of PID Advancements 
serves as a window into a variety 
of examples of best practices in 

awareness raising, advocacy, and 
policy advances that have 

contributed to improving access 
to care for individuals with PID 

across regions of the world.

** While it does not capture the entirety of initiatives happening across the globe, this map offers a glimpse into the collective journey undertaken by 
stakeholders worldwide in recent years. It underscores the invaluable contributions of countless initiatives that help to improve PID care on a global scale.

Highlights from:

• Canada

• The United States

• Mexico

• Latin America

• Argentina

• United Kingdom

• Australia & New Zealand

• The Netherlands

• Moldova

• Morocco

• Bangladesh

• Malaysia

• Indonesia

https://worldpiweek.org/world-pi-week-map-of-pid-advancements/


S
ectio

n
 1

S
ectio

n
 2

Striking a Y for World PI Week: #PIctureAwareness Contest

Over the campaign week, individuals took part in the #PIctureAwareness campaign, 

striking a Y pose to raise awareness and show support for equal access to PID care worldwide. 

2024 WPIW REPORT20

Let’s take a look at some of the submissions! 
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Congratulations to 
University of Santo Tomas Hospital Section of Allergy, 

Asthma and Immunology from Philippines!

Thank you for participating and showing support to 
Primary Immunodeficiency!

2024 WPIW REPORT21

And the winner of 2024 is: Dra. Karla Borjas

#PIctureAwareness

https://www.facebook.com/photo/?fbid=3664954277168139&set=a.1441335136196742


CHAPTER 3

WORLD PI WEEK 2024
DIGITAL PRESENCE
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World PI Week Joins the LinkedIn Community 

2024 WPIW REPORT23

This year, to maximise reach 
and galvanize global 

awareness, World PI Week 
launched a dedicated page 

on LinkedIn. Follow the 
campaign online!

Click here to access 
LinkedIn page

https://www.linkedin.com/company/world-pi-week/posts/?feedView=images&viewAsMember=true
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+9,5% new followers 

+52 posts shared

+80 stories shared

+15,6K reach in April

+120 followers

+300 posts shared

+8,885 impressions (97,4% increase)

+15K profile visits

+50 new followers

2.2K likes

1.5K page visits

2.7K average reach per day

An Overview of Social Media Milestones

2024 WPIW REPORT24

In 2024 World PI Week 
reached a great level of 
engagement on social 

media since the 
inception of the 

campaign!

+147 followers

+76 posts shared

+6,753 impressions

+200 profile visits

Driving conversations, knowledge and mobilising to raise awareness of PIDs 
throughout and beyond the campaign.

https://www.instagram.com/world_pi_week_/?hl=en
https://twitter.com/WorldPIWeek
https://www.facebook.com/WorldPIWeekcampaign/
https://twitter.com/WorldPIWeek
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+5.6K New Users

+300k Total impressions 

+15 News Updates Shared

Twitter + Instagram
Top social referrals

Campaign Website: Increased Performance 

The World PI Week website 
provides a dynamic platform for 
the community to access latest 

updates, download essential 
materials, share their personal 

stories; and for the general
public to learn more about PIDs

and ways to mark the Week.
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World PI Week 2024 in The Media
PID issues and patient stories were covered in local and national print and 
online media outlets during and around World PI Week.  

2024 WPIW REPORT

https://www.thenewsminute.com/partner/unmasking-primary-immune-disorders-acc-spearheads-raising-awareness-and-the-battle-against-pids
https://www.nieuwsblad.be/cnt/dmf20240424_93555030#:~:text=Leven%20met%20PID%20leidt%20tot,aandacht%20voor%20iedere%20onzichtbare%20ziekte.%E2%80%9D
https://www.leprogres.fr/sante/2024/05/11/chu-une-soiree-cine-debat-sur-les-deficits-immunitaires-primitifs-le-22-mai#:~:text=Saint%2D%C3%89tienne%20CHU%20%3A%20une%20soir%C3%A9e,les%20virus%2C%20bact%C3%A9ries%20et%20microbes.
https://www.thenewsminute.com/partner/unmasking-primary-immune-disorders-acc-spearheads-raising-awareness-and-the-battle-against-pids
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Country Involvement Globally
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Argentina

AustraliaBolivia

Brazil

Canada

China

Ecuador

France

Greece

Ireland

Italy

Malaysia

Mexico

Netherlands

New 
Zealand

Poland

Portugal Spain

South Africa

United 
Kingdom

United States

Ukraine

Turkey

Belarus

54 countries reported
participation to World PI 

Week 2024 as of May 

Indonesia
Kenya

Chile

Iran

Hungary

GermanyBelgium

Austria

Estonia

Sweden

Russia

Japan

Colombia

Tunisia

Algeria
Morocco

India

Nepal
Israel

El Salvador
Honduras

Vietnam

Sudan

Romania

Bangladesh

Venezuela

Lithuania

Uganda

Iceland

http://www.worldpiweek.org/


SNAPSHOTS OF 
NATIONAL EVENTS

CHAPTER 4
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Algeria
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COMING SOON!
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• 4th Virtual Congress covering
the issues of vaccination and 
guaranteeing access to health 
care in current times.

• Social campaign with a new 
video of warning signs, QUIZ, key 
testimonials from patients, care 
givers and also educational 
awareness material

• Shared with 
#MiHistoriaIDP, 
#MYPIStory

Association de Ayuda al 
Paciente con 
Immunideficienca Primaria 
(AAPIDP)

Argentina

2024 WPIW REPORT30

https://aapidp.com.ar/noticias_detalle.php?IdNoticia=1704
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• Radio interview with Carolyn 
Dews, IDFA CEO, on ABC 
Illawarra to increase awareness 
of PIDs.

• Community Insights Event to 
exchange experiences “Your 
Story”

• Social media presence

Immune Deficiency 
Foundation of Australia (IDFA)

Australia

2024 WPIW REPORT31

https://www.facebook.com/ImmuneDeficiencyFoundationAustralia
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• Radio interview with Emily 
Edwards, Vice President of 
AusPIPS Inc. and Dr. Shane to 
increase awareness on PIDs

• Raffle to raise awareness and 
promote access to early testing

• World PI Week Raffle to collect 
donations

• Social media presence

Immune Deficiency 
Foundation of Australia (IDFA)

Australia

2024 WPIW REPORT32

https://www.auspips.org.au/
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• Hosted an information session 
for the public and aimed at 
sparking a discourse on PIDs

• Story sharing campaign – 
spotlight on personal stories

ÖSPID - Österreichische 
Selbsthilfegruppe für primäre 
Immundefekte

Austria

2024 WPIW REPORT33

https://www.oespid.org/
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• Tour of 52 hospitals, dispatching 
over 3000 flyers, 1000 posters 

• Featured a campaign in 
bringing 2000 professionals of 
Bangladesh

• Produced materials featuring 
doctors, artists, PID patients for 
social media platforms

• Distributed 6000 copies of the 
« 10 warning signs of PIDs » 
across Bangladesh

• Series of discussions on PIDs 
with influencers, healthcare 
professionals 

Primary Immunodeficiencey 
Patients Society of Bangladesh 
(PIDPSB)

2024 WPIW REPORT34

Bangladesh

https://www.youtube.com/@PIDPSB
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• Annual patient meeting 
including healthcare 
professionals, organisation 
presidents and patients

• Included a master class 
on painting for children

• Social media campaign about 
PID

Спасем иммунитет – Save 
Immunity

2024 WPIW REPORT35

Belarus

https://www.save-immunity.by/
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• Information stands at hospitals 
around in Belgium 

• With doctors and 
specialists to answer 
questions

• Fundraising activities 

• PID family day bringing together 
patients and families and to 
increase knowledge on PIDs.

Bubble ID

2024 WPIW REPORT36

Belgium

https://www.bubbleid.be/
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• Held a campaign called 
#Burstthebubble where 
patients, medical staff, friends 
and family blew bubbles in 6 
hospitals in key cities.

• Piloted the first PID Cafe in 
Brussels where patients, family & 
friends received information on 
PIDs through lectures and in 
writing.

• Established a chat group for 
supporting each other an 
started the first close-knot 
offline PID community in 
Belgium.

• Disseminated interviews about 
on PID on social media 

Belgian patient organisation 
for primary 
immunodeficiencies (BePopi)

2024 WPIW REPORT37

Belgium

https://bepopi.be/
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• Educational campaign on PI 
with awareness-raising videos

• Planning of the 5th International 
Days of Primary 
Immunodeficiencies (23-24 May 
2024)

• Open information day 

FIDEP – BOLIVIA (patient 
organisation) 

2024 WPIW REPORT38

Bolivia

https://www.facebook.com/FIDEPBOLIVIA/
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• ASBAI-BRAGID Online Day Event 
with expert panels, lectures and 
more

• ASBAI: Article on expert 
answering questions on plasma

2024 WPIW REPORT39

BrazilBrazil

ASBAI - Associação Brasileira 
de Alergia e Imunologia

&

BRAGID - Grupo Brasileiro de 
Imunodeficências

https://asbai.org.br/
https://www.bragid.org.br/novo/
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• Each association member 
received a set of 10 IPOPI 
educational booklets translated 
into Brazilian Portuguese which 
are available also on their 
website.

• Held an online meeting to 
inform patients about the 
association activities.

• Galvanized great movement on 
social media throughout April 
with informative posts and 
patient testimonials

Brazil

Eu Luto Pela Imuno Brasil 
(ELPIB)

2024 WPIW REPORT40

https://www.facebook.com/EuLutopelaImunoBrasil/
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• Hosted online Awareness raising 
events (webinars) to increase 
understanding of PIDs

• World PI Week Access 
Campaign Webinar

• National CommUnity Connect 
Groups (connecting patients and 
families/caregivers to share 
experiences and support)

• Social media presence

Immunodeficiency Canada

2024 WPIW REPORT41

Canada

https://immunodeficiency.ca/
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• Worked with volunteers to 
obtain official declarations of 
WPIW in 13 cities and 1 province 
across Canada

• The executive Director hosted a 
webinar on advocacy and 
getting involved to support the 
community

• Initiated a campaign for 
members to talk about the 
importance of access which ill 
continue throughout the year at 
their regional education events 
and community walks.

ImmUnity Canada

Canada

2024 WPIW REPORT42

https://immunitycanada.org/
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• Organized a virtual meeting with 
patients, doctors and the 
foundation

• Distributed IPOPI flyers in 
different hospitals in Santiago 
and created a box for patients 
with a medical agenda along 
with informative pamphlet on 
PID

• World Primary 
Immunodeficiency Week – 
Access Campaign Webinar

• Hosted an in-person meeting for 
the patients.

Fundación IDP Chile

2024 WPIW REPORT43

Chile

https://fundacionidpchile.cl/fundacion.html#:~:text=Fundacion&text=La%20fundaci%C3%B3n%20de%20inmunodeficiencias%20primarias,inmunodeficiencias%20primarias%20en%20nuestro%20pa%C3%ADs.
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• Hosted a public education campaign at 
the China Pharmaceutical University.

• The student union designed 
PID promotion for university 
public welfare campaigns to 
educate medical students

• Positive coverage by 15 Chinese media 
outlets

• Held a quiz with 10 questions on PID 
and offered gifts to attendees with 
correct answers 

• Opening of “Disease Awareness Week” 
at the Xiangyao Building of the 
Jiangning Campus of China 
Pharmaceutical University

• Jointly organised by the Koude 
Rare Disease Center and the 
PID Fuel Baby Care Center

• Included exhibition of people 
in plastic ‘bubbles’ (in reference 
to the “Bubble Boy”)

PID Care China

2024 WPIW REPORT44

China

http://www.chinapid.org.cn/pid/index
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• “Transforming Lives” community 
activity to celebrate World PI 
Week

• Butterfly Release activity 
Celebrating World PI Week

• Video on PIDs featuring experts 
in collaboration with Jeffrey 
Modell Foundation

Fundacion FIP (Fundacion
Diana Garcia de Olarte) –
Collaboration with Iniciativa 
ALAS

2024 WPIW REPORT45

Colombia

https://www.facebook.com/fundacion.fip
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• Information Event "Rare 
Diseases - Patient Experiences“

• the speakers were given 
the opportunity to give 
the stigma about the 
prevailing situation in the 
field of rare diseases in 
Cyprus

• The adult ensemble of the 
conservatory organised an event 
with the Music Café “All 
Together We Can” where music 
was played for 6 hours covering 
Greek songs.

• Social media presence through 
sharing rare disease patients’ 
expreiences

Ομάδα Aτόμων με Συγγενή
Ανοσοανεπάρκεια και Φίλων

2024 WPIW REPORT46

Cyprus

https://www.facebook.com/primaryimmunodeficiencycyprus
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• Held the 2nd National 
Symposium “Talking about PID 
in Ecuador” involving medical 
students, specialist doctors, PID 
patients & families and the 
Ministry of Public Health of 
Ecuador

• Conducted dissemination 
workshops in third-level 
hospitals & universities in 4 
cities.

• Created short films with medical 
students from the Central 
University of Ecuador with 9 PID 
patients.

• Social media campaign patient 
testimonials attracting the 
attention of major universitites

Fundación PIDE, de Pacientes 
con Inmunodeficiencias 
Primarias Ecuador 

2024 WPIW REPORT47

Ecuador

https://www.fundacionpide.org.ec/
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• Social media presence

Fundación Escudo de Amor 
para las IDP El Salvador 

2024 WPIW REPORT48

El Salvador

https://www.fundacionpide.org.ec/
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• Held a display of WPIW in 4 
libraries to raise awareness

• Held 6 presentations on PID in 2 
higher education institutions 
teaching healthcare 
professionals where association 
president shared her personal 
experiences.

• Held an important meeting with 
the Social Committee of the 
Parliament discussing the 
supply of medicines & treatment 
of each PID patient, highlighting 
ways to address challenges.

• Social media campaign: 
Information campaign PID

PIDESTONIA – Eesti Primaarse
Immuunpuudulikkusega
Patsientide Uhing

2024 WPIW REPORT49

Estonia

https://www.facebook.com/pidestonia/
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Association IRIS
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France

• "Connected run" – encouraging people 
to run, walk, cycle in support of people 
living with PIDs

• Projection of a documentary film on 
PIDs titled "Immunity" at the 
University Hospital

• Stories of 4 PID patients, who 
share their fears and fights, and 
discuss how PID impacts their 
family, social and work lives.

• Public debate with the President of 
IRIS, who did a bike tour across several 
French cities during the campaign, to 
organise conversations and raise 
awareness of PIDs. 

https://associationiris.org/
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Immundefekt - dsai e.V. hilft

2024 WPIW REPORT51

Germany

• “Immunity explained” cartoon. 

• A short video explaining 
what PIDs are. 

• Posted on their Facebook 
page.

• Social media campaign

• Sharing practical 
information online

• Sharing patient stories

https://www.facebook.com/www.dsai.de/?locale=de_DE
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GALINOS – Immune Deficiency 
Association of Greece
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Greece

• Organised a 2-day conference 
on PIDs where over 60 patients 
& families, physicians, 
pharmaceutical & local 
government representatives 
participated.

• Theme: “The Patient at the 
centre of the solution”

• Panel discussion on the 
value of genetic testing in 
patients with PI

• Discussion and exchange of 
experiences of living with 
PID

• Received local TV coverage with 
interviews

https://www.facebook.com/Greecegalinos
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• Participation in 
#PIctureAwareness contest by 
Dr. Karla

• Selected as the winner of 
the 2024 campaign

Hospital Infantil Privado
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Honduras

https://www.facebook.com/people/Dra-Karla-Borjas-Alergia-e-Inmunolog%C3%ADa/100083136376817/
https://www.facebook.com/photo/?fbid=417494077698468&set=a.132360326211846
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• Disseminated educational 
materials to introduce treatment 
in clinics & centres in different 
regions in Hungary.

• Filmed a series of videos on 
multiple PID related topics 
featuring specialists.

• Connected the community 
of patients with doctors via 
a Q&A session.

• Commemorating plasma donors

• Social media presence

Magyarországi Immunhiányos 
Betegekért Egyesület MIBE 
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Hungary

https://www.facebook.com/Immunhiany/
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• Held educational meeting for 
practical nurses covering two 
sessions on:

• What is immune system 
and how it works

• Treatments & care

• Published a brochure guide for 
schools and distributed it to all 
school nurses & children 
departments in the hospitals.

Lind Iceland
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Iceland
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IPSPI - Indian Patients Society 
for Primary Immunodeficiency 
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India

COMING SOON!
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IDAI - Ikatan Dokter Anak 
Indonesia
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Indonesia

• Organised online symposium on 
Primary Immunodeficiency 

https://www.idai.or.id/
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IDPA – Immunodeficiency 
Patient Advocacy Association
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Iran

• Interview with the vice president 
of the Immunology, Asthma and 
Allergy Research Center on the 
occasion of the WPIW– 
answering questions about their 
activities, and about PID

http://en.idpa.org.ir/
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Iranian Primary 
Immunodeficiency Association 
(IPIA)
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Iran

• Held the 15th International 
Congress on Immunodeficiency 
Diseases for paediatric 
immunologists, paediatricians, 
nurses, students, patients & 
families.

• Featured 51 lectures in 2 
days

• Celebrated 25th year of 
IPIA where 400 delegates 
attended

• Announced the new had 
of the association.
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Children’s Health Ireland
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Ireland

• Awareness raising campaign

• 10 warning signs

• Focus on children

https://www.childrenshealthireland.ie/
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Irish primary 
immunodeficiencies 
association (IPIA)
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Ireland

• Children and adult patients were 
visited by their immunologists at 
Main Dublin Hospitals

• Hosted activities in a stand at 
James’ Hospital where 
promotional items including 
tattoos, treats, brochures, 
balloons and posters were 
distributed.

https://www.ipia.info/
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Bubble Care
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Israel

• PID short video series featuring 
patients and health care 
professionals

• Held the first ever PID patients’ 
conference bringing together 70 
participants including 
immunologists, PID patients, 
carers.

• The lectures at the 
conference were filmed to 
be made available online.

• Published an article in a popular 
magazine

• Social media presence
• Created the association 

presence in Youtube

https://www.facebook.com/bubblecarepid/?_rdc=2&_rdr
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San Raffaele Telethon Institute 
for Gene Therapy (SR-Tiget)
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Italy

• Patient story sharing – focus on 
the journey to receiving a gene 
therapy treatment 

• Story of an Argentinian 
family with twins, who 
both live with PID 

• Explains the family 
journey of finding a 
suitable treatment and 
the experience of 
receiving a gene therapy 
at the San Raffaele 
Telethon Institute for 
Gene Therapy in Milan.

https://www.linkedin.com/pulse/two-twin-girls-same-destination-future-sr-tiget-iqauf/
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Associazione 
Immunodeficienze Primitive 
(AIP)
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Italy

• Created a new comic episode of 
“The Adventure of Lino 
Globulino”

• Explained the functioning 
of Newborn Screening

• Published on the 
association website and 
social media platforms.

• Disseminated a press release via 
emails and association website.  

https://www.aip-it.org/i-nostri-progetti/le-avventure-di-lino-globulino/
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PID Tsubasa no Kai
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Japan

• Organised an “in-person” family 
day which was attended by 12 
participants

• “What are people doing?” 
themed patients & families 
meeting to increase awareness.

• Social media presence

• Advocacy campaign to 
encourage blood/plasma 
donations

• Video featuring patients 
expressing their 
thoughts on plasma 
donations and why these
are important 

https://twitter.com/PID_Tsubasa
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PIDs Kenya – Primary 
Immunodeficiencies 
Association Kenya
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Kenya

• Webinar: “Rare but there – 
Primary Immunodeficiencies 
Demystified 

• Social media presence

https://www.facebook.com/PIDsKenya/
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Lithuanian society for primary 
immunodeficiencies (IMUNAS)
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Lithuania

• Prof. Laura Malinauskienė was 
interviewed at the TV show 
“Good Morning” at the state TV 
channel LRT as well as was 
hosted at the radio show 
“Experts Suggests”

• Held the annual patients’ 
meetings in Vilnius featuring 
lectures held by medical 
advisors.

• Organised a live press 
conference “Primary 
Immunodeficiencies – a verdict 
or a possibility?”

• The conference had a wide 
media coverage including a 
press release.
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MyPOPI - Persatuan Pesakit 
Imunodefisiensi Primer 
Malaysia
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Malaysia

• 3-day collaboration with the 
USM Bertam Medical Centre and 
the Ministry of Health Malaysia

• Educational meetings

• Exhibition Booth
• Series of learning 

webinars for doctors

• Blood collection stand

• Social media engagement

https://mypopi.org/


S
ectio

n
 1

S
ectio

n
 2

FUMENI - Fundación Mexicana 
para Niñas y Niños con 
Inmunodeficiencias Primarias
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Mexico

• Produced Podcast episode 
together with Iniciativa Alas to 
commemorate Vicky Modell, co-
founder of JMF and World Pi 
Week Steering Committee 
Member who was also a mother 
activist fighting for a better life 
for those with primary 
immunodeficiencies 

• Social media presence

https://fumeni.org.mx/
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• Continued to provide knowledge 
about PIDs.

• Conferences and 
experiential talks by 
patients, family members 
and a multidisciplinary 
team on understanding 
PIDs.

• Family meeting with 
patients to encourage 
mutual support

Asociación Mexicana para 
pacientes con 
imunodeficiencias primarias 
(AMPIP)

Mexico
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https://www.ampip.org/
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• Raised awareness on the 
importance of bone marrow 
transplantation

• Organised training for doctors

• Raised awareness among the 
students of a primary school 
about PID

• Celebrated WPIW with the 
patients

Hajar

Morocco
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Stichting voor 
Afweerstoornissen
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Netherlands

• Bonus episode of their podcast 
on WPIW

• Organised the SAS Family Day
• Featuring educational & fun 

day for members

• Included presentations by 
healthcare professionals 
and interactive sessions

• Visitors could check the PID 
information market where 
various organisations could 
offer their products / 
services.

• Social media presence

Stichting voor 
Afweerstoornissen (SAS)

https://stichtingvoorafweerstoornissen.nl/
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• Program aimed at awareness raising 
among the general public and 
healthcare professionals.

• Speakers: Dr Dharmagat Bhattarai 
and medical professionals shared 
insights on PIDs. Parents of children 
with PIDs shared personal stories and 
challenges.

• Topics Covered: Understanding PIDs, 
Importance of early diagnosis and 
available treatment options, 
Strategies for managing life with PIDs, 
including available support systems.

• Activities: Educational sessions and 
presentations by Dr Dharmagat 
Bhattarai and Sandip Paudel. 
Interactive Q&A sessions to address 
concerns.

Nepal Primary 
Immunodeficiencies and 
Inborn Errors Initiative

Nepal
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IDFNZ – Immune Deficiencies 
Foundation of New Zealand
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New Zealand

• Awareness raising – translated 
and distributed information 
pamphlets to reach as many 
New Zealanders as possible

https://idfnz.org.nz/#:~:text=We%20are%20a%20non%2Dprofit,marrow%20and%20liver%20transplant%20children.
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Immunoprotect
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Poland

• Disseminated patient stories

• The fourth in the series of five 
educational films on PIDs

• Social media presence

• The XI Conference of the Polish 
Working Group where topics 
related to improving the 
diagnosis of PID, screening tests, 
education of first contact 
doctors regarding PID were 
discussed

• Provided camera covers with the 
association logo & 10 warning 
signs of PIDs in polish medical 
centres

https://pl-pl.facebook.com/immunoprotect/
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APDIP - Associação 
Portuguesa de Doentes com 
Imunodeficiências Primárias
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Portugal

• Organised a guided tour of the 
UNESCO World Heritage site 
“Convento de Cristo”

• Organised an acoustic 
concert by Francisca, 
creating an intimate 
atmosphere

• “In WPIW We Wear the 
Sweater”: photo campaign on 
social media

• Social media presence

https://www.apdip.pt/
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ARPID - Asociatia Romana a 
Pacientilor cu Imunodeficiente 
Primare 
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Romania

• Held the 2nd regional patient-
doctor-nurse meeting 

• Also held the 7th Romanian 
Annual Conference of Patients 
with PIDs, under the theme: 
“Access to care for all primary 
immunodeficiency patients, 
everywhere” bringing together 7 
doctors and 50 patients.

• Held a press campaign to 
highlight challenges by patients.

• Discussing unknown errors of 
immunity and autoimmunity 
with Mrs. Prof. Dr. Deleanu Diana

• Participation in 
#PIctureAwareness contest

• Social media presence

https://www.facebook.com/ImunodeficientePrimare
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Association for PID patients 
(OPPID)
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Russia

• Educational video featuring 
experts on PID treatments

• 6 broadcast episodes 
covering diverse topics on 
PIDs

• Organised a children's drawing 
competition

• Hosted a joint press conference 
with Russian State Foundation: 
Circle of Kindness in the Civic 
Chamber of Russian Federation

• Patient stories

• Social media presence

https://vk.com/oppid_ru
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PINSA – Primary 
Immunodeficiency Network of 
South Africa
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South Africa

• Social media campaign with 
patient stories 

• Social media engagement to 
educate about PIDs

https://www.facebook.com/PiNSASouthAfrica?mibextid=LQQJ4d
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Asociación Española de 
Déficits Inmunitarios Primarios 
(AEDIP)
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Spain

• Organised the PID Solidarity 
Walk focusing on recruiting 
participants & providing them 
information.

• Set up an information stand

• Distributed a pamphlet on 
PIDs

• Social media campaign on PIDs 
& Presence

https://www.facebook.com/aedip.asl
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Sudanese Organization for 
Patients with Primary 
Immunodeficiency - Soppi
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Sudan

• Social media presence

https://www.facebook.com/profile.php?id=100064851580494
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PIO – Primär immunbrist 
organisationen
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Sweden

• #GoZebra campaign – walking 
tours organised to raise 
awareness and funds for the 
organization

• Organised 3 hybrid lectures 
focusing on different topics on 
PIDs enabling conversations 
amongst patients & family 
members

• Hosted interviews at the local 
radio station

• Social media presence

https://www.facebook.com/PIO.Riks
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AID – Türkiye Ulusal Alerji ve 
Klinik İmmünoloji Derneği
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Türkiye

• Tree planting activities in 
different cities to raise 
awareness on PIDs

https://www.facebook.com/turkiyealerjidernegi/?locale=tr_TR
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Institut Pasteur de Tunis - 
معهد باستور تونس 
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Tunisia

• Awareness day for children with 
PIDs with animated 
presentations

• Visit to laboratory with children  

https://www.facebook.com/turkiyealerjidernegi/?locale=tr_TR
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Dove Primary Deficiency 
Patients’ Organization limited 
(DPIDPO)
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Uganda

• Organised media collaborations 
through interviews, panels and 
discussions on local & national 
TV channels.

• Main discussion topic was 
the availability of 
immunoglobulins

• Amplified messaging via social 
media presence

• Organised a PID awareness walk 
on Apri 28th 
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RID – Rare Immune Diseases
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Ukraine

• Educational event together with 
All-Ukrainian Association of 
Children’s Immunology, 
International European 
University, and other NGOs

• Shared & broadcasted flyers and 
animated film with features of 
PID in regional hospitals.

• Created a flyer on neonatal 
screening with information for 
mothers

https://www.facebook.com/people/Rare-Immune-Diseases/100068439220959/?locale=ms_MY&_rdr
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Immunodeficiency UK
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United Kingdom

• Patients' stories (social media 
campaign) – focusing on plasma 
donation and other treatments

• Information campaign on social 
media – encouraging the public to 
donate plasma

• a custom video was developed 
emphasising why plasma is so 
vital. The video reached over 2,500 
people, over half of whom were 
non-followers successfully 
engaging people outside of our 
community.

• Awareness campaign on the 
importance of immunoglobulin 
therapy to drive plasma donation.

• Shared plasma donation related 
patient stories further hammering 
home the importance of Plasma in 
PID treatment.

https://www.linkedin.com/pulse/two-twin-girls-same-destination-future-sr-tiget-iqauf/
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Great Ormond Street Children 
Hospital NHS Foundation Trust
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United Kingdom

• Participation in World PI Week 
#PIctureAwareness Contest

https://www.gosh.nhs.uk/
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IDF – Immune Deficiency 
Foundation

2024 WPIW REPORT89

United States

• Organized and Advocacy Day – 
bringing advocates from the PI 
community to promote policies 
to U.S. legislators

• Awareness raising and social 
media promotion – encouraging 
the public to donate plasma

https://primaryimmune.org/
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Immunodeficiencias Primarias 
Venezuela (IDP)
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Venezuela

• Distributed campaign material 
at Otorhinolaryngology Unit and 
Pediatric Service and to medical 
students in the Faculty of 
Medicine

• Hosted a conference “We can do 
more to identify patients with 
PID” for healthcare professionals.

• Held the annual meeting on IEI.

https://www.facebook.com/acidpvenezuela
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VIET PIPS 
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Vietnam

• Participation in World PI Week 
#PIctureAwareness Contest

• Social media presence

https://www.facebook.com/Suygiammiendichbamsinh
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LASID – Latin American 
Society for 
Immunodeficiencies 
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International 
Latin America

• Social media campaign

• Raising awareness 
through informative 
videos and patient 
testimonies

https://lasid.org/
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INGID – International Nursing 
Group for Immunodeficiencies

2024 WPIW REPORT93

International 
INGID

• Social media presence

https://ingid.org/
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JMF – Jeffrey Modell 
Foundation
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International 
Jeffrey Modell Foundation

• Celebrating World PI Week with 
a video collecting messages 
from across the globe

• 10 Warning signs of PID in more 
than 60 languages.

• Sharing regional information 
toolkits on PID.

• Social media presence

https://www.instagram.com/info4pi/
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IPOPI - International Patient 
Organisation for Primary 
Immunodeficiencies

2024 WPIW REPORT95

International 
IPOPI

• Patient-representatives 
testimonial video series on the 
challenges and development of 
accessing PID care

• Participation in World PI Week 
#PIctureAwareness Contest

• World PI Week Closing video by 
Martine Pergent, President of 
IPOPI

• Social media presence

https://www.facebook.com/ipopipid
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Life Sciences Industry

2024 WPIW REPORT96

SILVER SPONSOR

BRONZE SPONSOR

GOLD SPONSOR



PID awareness does not end with the campaign.

Continue to share information and engage 
worldwide, to drive positive change.

Thank You! 
World PI Week 2024 was a success again!
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