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A global movement to drive change

A Mission

World Pl Week (22-29 April) is a global
movement to raise awareness of Primary
Immunodeficiency (Pl) 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 Pl

©@ Aims

World Pl Week offers an opportunity to
inform and educate health policy-
makers, schools and families, and the
public about primary
immunodeficiencies (Pl) to drive the
earliest possible diagnosis and optimal
treatment.
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@ 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
Pl Week has been effectively
promoting awareness and
advocacy initiatives across all
continents.




World Pl Week by the numbers

- 54 countries Thousands of people Hundreds of events
across the globe reached every year
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13 years of 13 committed organisations 8 days to create
campaigning driving the campaign momentum on PIDs
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World Pl Week in pictures

WORLDPIWEEK
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Our active network
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Immunodéficience Society
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Clinical Immunology

PREVIOUS Asian Pacific Society Arab Society for Immunodeficiency Society
for Primary Canada
Immunodeficiencies Immunodeficiencies

@ EdiD

European Federation of
Immunological Societies

-
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Jakedad CSL Behring
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Jeffrey Model
Foundation
Jeffrey Modell Latin American Society Plasma Protein
Foundation for Immunodeficiencies Therapeutics Association
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International Patient

International Nursing Organisation for
Group for Primary
Immunodeficiencies Immunodeficiencies

() Immune
l Deficiency
Foundation

South-East Asia Primary Immune Deficiency
Immunodeficiency Foundation
Network

KEDRION <-*Chiesi

BIOPHARMA global rare diseases ®

ER SPONSOR BRONZE SPONS

A dynamic,
mullti-stakeholder and

global community



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/

Campaign resources

@
Information & advocacy tools

Wf + Fact Sheets & Infographics
» + Podcasts

* Videos

« Scientific Articles
* Policy Pledge

+ Call(s) to Action

e Press Releases

L Uonoes

+ Template Letters for Governments

e« Social Media Assets
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Access to care for
all PID patients,
everywhere
e ok sy

Social Media Tools 2024

Campaign Poster 2024

Campaign Banner 2024

Campaign Banner (wide) 2024
Square visual (instagram/ftwitter)2024

materials

Click here to download all

Access to care for
all PID patients,

The Essentials 2024

Campaign Information Toolkit 2024
Campaign Poster 2024

Campaign Banner 2024

Campaign Messaging & Global Policy Calls

PLASMA
AVAILABILITY

Ensuring the availability of
plasma is essential to
produce life-saving
therapies for many patients

Advocacy Tools

‘Key messages card' - plasma (animated)

‘Key messages’ card - patient safety &

pratection (animated)

"Key messages' card - quality of life {animated)
Policy calls for Governments worldwide: plasma
availability, patient safety & protection, quality of life
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Key facts and figures

10 70-90%

n:','"'?“JL are undiagnesed
e PID worldwide

T 3%

diftesant sarms o0
z i P Csowith unigus @
CAlE [0 ments

Signatures to

1
L

Lo the WP petition

m B . sirce 201

Our
Global
Policy Calls

.00
World PI Week Access to care for all PID
TEST+ DIAGNOSE s TREAT patients, everywhere
Let's ke is & ti to
22-29 APRIL 2024 B e


http://www.worldpiweek.org/

CHAPTER 2

WORLD Pl WEEK 2024
IN ACTION
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Remembering Vicki Modell

This year, the World Pl 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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PREVIDUS
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In 2024, we focused on equal access to care

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

worldwide.

Main campaign messages

Every PID patient should
have access to timely
diagnosis, quality health
services & treatment,
independent of their type
of PID, where they live,
their age, gender, or socio-
economic status.

| Equal access to PID
[ care should be a
\ priority worldwide.

Advancing awareness,
education and research
is crucial to reduce
remaining knowledge
gaps surrounding
PIDs, improve health
outcomes and quality of
life for patients around

the world. //

10 | 2024 WPIW REPORT

PIDs affect both children

and adults. Many PIDs are
diagnosed in children, but
others are more commaonly
identified during adulthood.

Diagnostic tests and
equipment should be made
available in all countries to
ensure early diagnosis for all
patients — these may include
blood tests, prenatal tests
and genetic tests.

Mewborn screening for
severe types of PIDs can be
life-changing and should be
rolled out across the world.

¥

¥

¥

¥

Achieving

Universal Access to

Specialized Care

The wide variety and
complexity of PIDs reguire
the involvernent of various
specialties to ensure effective
and integrated care for
patients.

Specialist health
professionals - including
nurses, immunologists,
and psychaologists — have
the necessary expertise to
support patients manage
their disease.

Ensuring the availability of
specialist and continuously
trained teams at all care
levels, from childhood to
adulthood is impaortant.

Specialised centres play a
key role in the management
of patients and should be
accessible by all patients in
need.

» Patients should have egual

Ensuring Quality

Treatments For All

access to the growing range
of therapeutic options

that exist to treat PIDs and
prevent or manage infections
and complications, including
immunoglobulin therapies,
bone marrow transplants,
gene therapies, vaccines,
antibiotics and preventive
medicines.

» Innovations must reach

people living in lower-income
countries faster

% This requires to address

the technical, logistical,
regulatory, and policy
challenges that currently
exist in certain countries

and regions and which

lead to inequalities in the
availability and accessibility of
treatments worldwide.

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
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Thousands showed support worldwide

People mobilized both online and in-person to raise awareness, show
support to those //vmg with PIDs and advocate for change.
o ki T

g
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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 Pl Week is for
everyonel!


https://www.facebook.com/photo/?fbid=417494077698468&set=a.132360326211846

Diverse activities were held over the week

A glimpse into the dynamism of World Pl 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)

A variety of successful
activities were observed

« Solidarity ‘PID walks’ and runs . — | across countries

« ‘Review series’ on PID research issued in medical journals
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 Blood & plasma donation drives
« Patient-story sharing campaigns (digital) — videos, podcasts etc

+ Media/TV & radio interviews with specialists or patients

Z uonoas

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

12 | 2024 WPIW REPORT



Spotlight on some inspirational initiatives

Here is a snapshot of some creative ways to mark the campaign.

- Canada: 13 cities & mayors showing official support to World Pl 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

+ Turkiye: tree-planting in several cities to raise awareness & support the PID cause Innovative thinking is at the
heart of the campaign!

« Colombia: a symbolic butterfly release to mark World Pl Week on a poetic note

L Uonoes

« Uganda: Organised media collaborations through interviews, panels and discussions on local &
national TV channels.
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A bespoke toolkit as a main source of
information and guidance

. Access to care for
all PID patients,
everywhere

Let's make early diagnosis and timely access
to quality treatment a reality worldwide

S o : - World Pl Week 2024:

all about equal access to care

Providing all necessary
information about the 2024
campaign, ways to celebrate
£ axicis R the week and access

» Contact your national/local

In 2024, the campaign E v E
focuses on eliminating
barriers to access to care for "

evaryone, everywhers .2

How to join World Pl Week

around PIDs,

According tc

& mutidiscipiinary
material ry
e individuals and families vuinerable

atments they need, where and
hem, across the fife Course’

L Uonoes

resources

s Appm:n colabritios In your counery

0 joi -ampaign and s

Key messages

6. VISIT AND CONTRIBUTE TO THE

» Equal access to PID care should be a priority
‘worldwide.

Yoy beianiies WORLD P| WEEK “WORLD MAP OF
PID ADVANCEMENTS" HIGHLIGHTING 9. GET INVOLVED IN AN (ONLINE) EVENT NEAR
" » Every PID patient should have access to SUCCESSES IN ADVOCACY FOR YOU OR ORGANIZE YOUR OWN ACTIVITY
. imely lagnosis,qualy heakth services & IMPROVED ACCESS TO CARE
wn iaawos atmnt, Independent of thelr type of PID, WORLDWIDE (LAUNCH ON 22 APRIL)
1) Whara thay e, tholr 396, gende, or socio-
22-29 ; ‘economic status. » Check out this repostory on the World
(@] : %) PI Wook websito to loarn more about Contact the patient group, medical
— April 2024 » Advancing awareness, education and 2 @ V/ ‘ s 5 organization or hospital near you o
: resasrch s cructl o recuce remaining L 3 J world and g o i T gk

= o % feek intiat

= o - B + Pick your "favourite” examples and

= —— —T yo plos
o et e promote them on your soclal medla
S channels and around you o
sl here

» Share with us examples of impactful and
engaging policy and advocacy Initiatives
that supported greater access to care

for people with PIDs In your region. <

Click here to
download toolkit

14 | 2024 WPIW REPORT



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

An overview of the communications package

Access to care for
all PID patients,
everywhere

Let's make early diagnosis & timely access
to quality treatment a reality worldwide

Remembering Vicki Modell, global patient advocate, and
co-founder of World Primary Immunodeficiency Week.

Click here to
download materials

15 | 2024 WPIW REPORT

22-29
April 2024

Our
Global
Policy Calls

Access to care for all PID
patients, everywhere
Let's make early diagnosis & timely access to

22-29 APRIL 2024 quality treatment a reality worldwide

Ay World PI Week

TEST+ DIAGNGSE » TREAT

Access to care for
all PID patients,

everywhere 22-29
April 2024
Access to care for
all PID patients,

verywher 22-29
everywherc April 2024

Let's make early diagnosis & timely access
to quality treatment a reality worldwide

Campaign poster, digital
banners, animated
social cards, press

releases & more



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

630 Rraa) dleyll ] Jouogll  TOSGANG tot

N o s 5 shl sl o

M X Sugall e 2lls | ol Jpuogha uall pasiti Jsed
o lish el g

PID:

o gt (5 dButin

#WorldPIWeek

Acceso al cuidado para todos
los pacientes afectados
de inmunodeficiencia

primaria, en todos lados

Hagamos el diagnéstico temprano
y en acceso temprano a tratamiento
de calidad una realidad global

#WorldPIWeek

Bénh nhan suy giam mién
dich tién phat d khap moi
ndi déu cé cao hai ti€p can
cac dich vu cham séc

Hay hién thuc hoéa viéc chan doan sém va

ti€p can kip thdi véi cac phudng phap diéu
tri chat lugng trén pham vi toan thé gidi

#WorldPIWeek

16 | 2024 WPIW REPORT

zorg voor alle
e

ten, overal

. de Abril de

L'accés aux soins pour
tous les patients atteints
d'immunodéficiences primaires,

Click here to
download translations

*Arabic
*Chinese
*Dutch

*French
German

Her bir Primer immiin Veek ittt 5} ER9E—{IPID

Yetmezlik hastasi ] 22.29 BEEEEHB RN - ‘ :

i o | #4H228%298 .
her yerde bakima . Nisan 2024 ; e RUssian

erisebilmelidir

Erken teshis ve kaliteli tedaviye zamaninda
erisimi dinya ¢apinda gercege donlsturelim

*Spanish
*Swedish
*Thai
*Turkish

;’rn’f'z’?u S w20 Translations
' ' : ' available in 19 languages

*Greek
*Hindi
*/talian
Japanese
*Malay

*Ukrainian
*Vietnamese
*Romanian
*Portuguese



https://worldpiweek.org/resources/local-resources/
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Focus on the 2024 Ambassadors

World Pl Week received the official support of influential voices
championing the PID cause

World Pl Week - PID Ambassadors

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

World Health

Organization #ProudToBeWHO

m,mnuw..k., [ ErPE TR ¢ ,

the theme of this year's World primary
imuno deficiency week

Dr Rudiger Krech, Director of the Department of Health
Promotion, World Health Organization (WHQO), Global

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

Click here for more in
17 | 2024 WPIW REPORT PID Ambassadors

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



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

An Intergalactic Adventure with Immuno-Y

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

’sgu

C ADVENTURE 17y
iy,
No.

Click here to read the
full comic book

18 | 2024 WPIW REPORT

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



https://worldpiweek.org/comic-book-v2/

Flagship Initiative: Map of PID Advancements

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

FYY World Prweek Highlights from:

The Map of PID Advancements

e Canada ) . .
e The Netherlands serves as a window into a va riety

J B © TheUnited States ) of examples of best practices in
. Moldova e
World Pl Week: Map of PID Advancements . Mexico awareness raising, advocacy, and
e e - Morocco :
v « Latin America po_llcy advahces that have
Arcenti * Bangladesh contributed to improving access
e rgentinda o o o 5
7 - Malaysia to care for individuals with PID

* United Kingdom

across regions of the world.

* |ndonesia

Access to care for all PID patients, everywhere

Let's make early diagnosis & timely access to quality treatment a reality worldwide ° A ustra IIG & NeW Zeolon d
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INDONESIA

Click here to access
Map of Advancements

Z uonoas

**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.

19 | 2024 WPIW REPORT



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

Striking a Y for World Pl Week: #PIlctureAwareness 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.

i »

e Let’s take a look at some of the submissions!

NEXT JOIN THE WORLD Pl WEEK AN World PIWeek

PHOTO
CONTEST

2024 ///“ \\\\:

Strike a Y in support of access

to care for PID patients Share your picture on
Facebook, X, Instagram

or LinkedIn with

#PIctureAwareness

22-29 April 2024
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And the winner of 2024 is: Dra. Karla Borjas

i »

AL

Congratulations to

University of Santo Tomas Hospital Section of Allergy,
Asthma and Immunology from Philippines!
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Thank you for participating and showing support to
Primary Immunodeficiency!

Z uonoas

#PIctureAwareness

21 | 2024 WPIW REPORT


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

CHAPTER 3

WORLD Pl WEEK 2024 |
DIGITAL PRESENCE




World Pl Week Joins the Linkedin Community

. Y\I?Ijld Pl Week
Access to care for @

@ AL Reflecting on the incredible ways we celebrated World PI Week 2024! A
Here's 3 glimpse of what we achieved:

all PID patients,

€ " ere see more
| 2 is & timel, o,
« « Y " realitv worwide © A o st
R “.'.?."."..':ﬂ",?.f." all PID patients, everywhere Al
> 2
Campaign 0 0 .
World Pl Week (22-29 April) is a global movement to raise awareness of Primary Immunodeficiency, o
stimulate advocacy. ° a nd ga |Va r] Ize g |Oba |

Q)
®
(@]
=
o
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\S}

poar

Health and Human Services - 147 followers - 51-200 employees

T ©

bring about positive changes in healthcare systems and practices around the world in support of people
living with Pl.

Website
http://www.worldpiweek.org/

Industry
Health and Human Services

& Summary
@ narrative

&7 Chapter 3 of our #WorldPIWeek comic book is HERE! #§

@ Join Immuno-Y on his intergalactic adventure as he meets Elena, a spe ...see more

‘u,xn( ANENTURE by,
o

awareness, World Pl Week
launched a dedicated page
on LinkedIn. Follow the

wn
8 mpai inel
=k Home About Posts Jobs People Insights Ca pa |g n O n I I n e_
[©)
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Overview

@ Thomas R. Kreil and 5 others 1 repost

World Pl Week, celebrated every year during 22-29 April, offers an opportunity to inform and educate

health policy-makers, schools and families, and the general public about primary immunodeficiencies (Pl /

PID) to drive the earliest possible diagnosis and optimal treatment.

4y World Pl Week
Through events and activities promoting the warning signs of Pl, the global Pl community can unite to e ::,'C(? gérs

Click here to access
LinkedIn page

23 | 2024 WPIW REPORT



https://www.linkedin.com/company/world-pi-week/posts/?feedView=images&viewAsMember=true

An Overview of Social Media Milestones o

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

+50 new followers +120 followers
p ] QIES +300 posts shared In 2024 World Pl Week
1.5K - reached a great level of
-3K page visits +8,885 impressions (97,4% increase) engagement on social
2.7K average reach per da DA e media since the
g 9 P Y +15K profile visits inception of the
§' campaign!
% +9,5% new followers +147 followers
3 +52 posts shared +76 posts shared
- o
+80 stories shared +6,753 impressions
o
+15,6K reach in April +200 profile visits y . ‘

24 | 2024 WPIW REPORT



https://www.instagram.com/world_pi_week_/?hl=en
https://twitter.com/WorldPIWeek
https://www.facebook.com/WorldPIWeekcampaign/
https://twitter.com/WorldPIWeek

Campaign Website: Increased Performance

«

PREVIDUS

>

NEXT

9.0.0 SIGN UP FOR UPDATES
World PI Week A
LR AT T 22nd.29th April 2024

NEWS ™

L Uonoes
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+5.6K New Users

+300K Total impressions
+15 News Updates Shared

Twitter + Instagram
Top social referrals

The World Pl 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.




World Pl 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 Pl Week.

A

HOME
&
PREVIOUS
> spoRT 57 SLIMMERLEVEN BILLIE PODCASTS

Bellenblazen voor personen met
afweerstoornis: “Aandacht
vragen voor elke onzichthare
ziekte”
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Wim De Geest in de Londense National Gallery met zijn dochter Mirte die met het onzichtbare
Verryckt

Z uonoss

Partner

PIDs
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Awareness is key for aiding early diagnosis, I

treatment of Primary Immunodeficiency
Disorders in children: experts

In line with World Primary Immunodeficiency Week observed from April 22 to 29, doctors of Apollo
Cancer Centres in Chennai raised the need for awareness and delved into the challenges posed by PIDs

April 30,2024 04:05 pm | Updated 04:05 pm IST - CHENNAI

CHU : une soirée ciné-débat sur les déficits immunitaires primitifs
le 22 mai

Matteo Pellegrinuzzi viendra présenter un doc i i sur le déficit i
empéche I'organisme de se défendre contre les virus, bactéries et microbes.

'@i Unmasking Primary Immune
% Disorders: ACC spearheads raising

awareness and the battle against

osis and treatment can help PIDs-affected children te lead a

good qualiity life



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

Country Involvement Globally

A
wone .Icelan.d Sweden
Lithuani .
PREVIOUS U nited EStonIa @
. Poland
@ Canada Kingdom életherlands AUEEE

- elarus
Ireland @ 99‘ @@BHungary
Belgium Germany Ykraine
France ustrla Romania Q Japan

@ United States portuga| Sal Italy Turkey Iran
0

wn
: Algeria Greece@ @ @Nepal@ @ S
o Morocco . Israel
5 Tunisia @ Bangladesh@
Sudan
Mexico @ [
India Vietnam
El Salvador Q olombia @ i
Honduras é Uganda @ Kenya MaEYS @ Indonesia

Z uooas

Ecuador @ Venezuela

@ Brazil

@ Bolivia @ Australia

54 countries reported
participation to World Pl
Week 2024 as of May @ Argentina

@ Chile @

South Africa

New
Zealand
27 \ 2024 WPIW REPORT


http://www.worldpiweek.org/




Algeria

@
o

COMING SOON!

29 | 2024 WPIW REPORT



Argentina

i AAPIDP asociacion de Ayuda al Paciente con

. ,/ Inmunodeficiencia Primaria

" Association de Ayuda al

- Paciente con
Immunideficienca Primaria
(AAPIDP)

* 4th Virtual Congress covering
the issues of vaccination and
guaranteeing access to health
care in current times.

L Uonoes

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

e Shared with
#MiHistorialDP,
#MYPIStory
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®
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e O
Click to see more
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&ongreso
irtual

para Pacientes con
Inmunodeficiencias

G a.a.p.i.d.p

Acceso a la atencion médica
para todos los pacientes con

Primarias O E inmunodeficiencias primarias,
P AL oz . en todas partes.

MIERCOLES

05 DE JUNIO

18 A 20 HS.

EN VIVO /

(B3 Youlube - Facebook LIVE

b/Anpm,.v.....‘.-....u.-uf- ; Al y 5
Inmunodeficiencia Primaria QO ’ DOS o mas

______ - SINUSITIS
a.a.p.i.d.p jDel 22 al 29 de abril, elevemos nuestra voz G RAVES

por un acceso equitativo a la atencién médica para p...

en un ano

,'“ #MiHistorialDP

Hola Somos Mateo y Agustin.

Fuimos diagnosticados con una i.d.p hace 12 afos

Una inmunodeficiencia primaria, es una enferme-

dad poco frecuente.. O sea... Somos INVISIBLES Fui diagnosticada 35 afios tarde, perdi mucha ca-
AL MUNDO lidad de vida por eso es esencial el diagnéstico
Por eso... Tenemos el derecho y el deber de darles precoz

visibilidad, para que las enfermedades pocos fre-

cuentes no sean mas invisibles!

La vida y la salud no se negocian! Alvarez Ménica
Inmunodeficiencia Primaria

Mateo y Agustin (déficit de interleuquina 17 F)

Inmunodeficiencia Primaria

0.0.0 APIDS .00 sl
World PI Week A panciackin de A Pacme con World PI1 Week AAPIDP asociacen de Ay o Paciente con
R o AT ¢ AT Inmunodeficiencia Primaria EXAMINAR  CIAGNOSTICAR # TATAR Inmunodeficiencia Primaria



https://aapidp.com.ar/noticias_detalle.php?IdNoticia=1704

Australia

. 3IDFA

«

PREVIDUS

Immune Deficiencies Foundation Australia

>

Immune Deficiency
Foundation of Australia (IDFA)

* Radio interview with Carolyn
Dews, IDFA CEO, on ABC
[llawarra to increase awareness
of PIDs.

L Uonoes

+ Community Insights Event to
exchange experiences “Your
Story”

* Social media presence
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Click to see more

@®Buy your ticket to Make a Difference to People Living with Pl during World Pl Week!

Your donation will help us raise awareness about immunodeficiencies, promote access to early
testing, and support community members suffering or caring for someone with
immunodeficiencies through support groups.

Primary immunodeficiencies are rare diseases that occur when a person’s immune system is
absent or does not function properly. When a defect in the immune system is inherited (car... See
more

RAFFLES.BOLSTA.CO
The Immune Deficiency Foundation of Australia Limited
Buy raffle tickets for your chance to win

Immune Deficiency Foundation of Australia (IDFA) vee
18 April - Q

Hot off the Press! 3

In the first comic book for World Pl Week, you are invited to join Immuno-Y as he delves into the
world of Primary Immunodeficiency.

After the discovery of the first PID case in a distant galaxy Immuno-Y embarks on a quest to
unravel the mysteries of PID treatments and care on our planet. Together, let's celebrate the
innovative treatments available, shed light on the challenges, gaps, and barriers to access, and
explore potential solutions.... See more

WORLDPIWEEK.ORG

Comic Book - World PI Week

Discover our comic book: An intergalactic adventure with Immuno-Y In our
first comic book for World Pl Week, we invite you to join Immuno-Y as he
delves into the world of Primary Immunodeficiency. After the discovery of
the first PID case in a distant galaxy Immuno-Y embarks on a quest to
unravel th...

Q Comment A Share

, i
ABC lllawarra - Nick Rheinberger
Speaks to Carolyn Dews

'lll'llII|I°|l|||||l|'|l|lll|||||'lIlllllll
m V ‘
Rawarry | )

IDFA =

Community Insights - Your Story
Monday, 22 April
AEST: 7.00pm

AWST: 5.00pm
ACST: 6.30pm



https://www.facebook.com/ImmuneDeficiencyFoundationAustralia
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Australia

> %|AusPIPS

Immune Deficiency
Foundation of Australia (IDFA)

+ 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 Pl Week Raffle to collect
donations

* Social media presence

32 | 2024 WPIW REPORT

_;4*!—;_ AusPIPS Inc. ee
Ta% 29 April- @

Today marks the Day of Immunclogy learn abit more about the immune system and how it is
different in Primary Immunodeficiency with the World Pl Week comic.

WORLDPIWEEK.ORG
Comic Book - World PI Week

Discover our comic book: An intergalactic adventure with Immuno-Y In our
first comic book for World Pl Week, we invite you to join Immuno-Y as he
delves into the world of Primary Immunodeficiency. After the discovery of
the first PID case in a distant galaxy Immuno-Y embarks on a quest to
unravel th...

2V AusPIPS Inc.
A% 28 April- Q

Today our Vice president a medical researcher in the field of Primary Immunodeficiencies joined

Dr Shane on Triple R - 3RRR 102.7FM Einstein ago go to raise awareness of this rare disease as

part of World Primary Immunodeficiency Week. #WorldPIWeek Immune Deficiency Foundation of

Australia (IDFA) IDFNZ Kids Foundation Australasian Society of Clinical Immunology and Allergy

RRR.ORG.AU

Shared moment from Einstein A Go-Go - 28 April 2024 — Triple R 102.7FM,
Melbourne Independent Radio


https://www.auspips.org.au/

April 2024

[ J
AUStrla Worldwide Immunodeficiency Week. We were on site in Villach and, in
addition to many personal conversations, were once again able to clarify and

provide information.

A
HOME

Hilfe und Hoffnung bei
primaren Immundefekten

PREVIDUS

= OSPID - Osterreichische
Selbsthilfegruppe fiur primare
Immundefekte

* Hosted an information session
for the public and aimed at
sparking a discourse on PIDs

* Story sharing campaign —
spotlight on personal stories
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Click to see more |
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https://www.oespid.org/

Bangladesh

Prmary Immuncdfidency Patents Socty of Sangladesh

PID

Primary Immunodeficiencey
Patients Society of Bangladesh
(PIDPSB)

» Tour of 52 hospitals, dispatching
over 3000 flyers, 1000 posters

00

» Featured a campaign in
bringing 2000 professionals of
Bangladesh
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* Produced materials featuring
doctors, artists, PID patients for
social media platforms

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

Z uonoas

e Series of discussions on PIDs
with influencers, healthcare
professionals

Click to see more

34 | 2024 WPIW REPORT


https://www.youtube.com/@PIDPSB

Belarus

cnacem
UMMYHUMem

CnaceM MUMMYHUTeET - Save
Immunity

* Annual patient meeting
including healthcare
professionals, organisation
presidents and patients

 Included a master class
on painting for children

00
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* Social media campaign about
PID

Z uonoas

World PI Week

TESTe DIAGNOSE « TREAT

BcemupHasn
Hepgena ML
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https://www.save-immunity.by/

Belgium

A
HOME

Bubble ID

NEXT

Bubble ID

* Information stands at hospitals
around in Belgium

* With doctors and
specialists to answer
guestions

* Fundraising activities

L Uonoes

. - AIR

* PID family day bringing together AT sl L ‘ PH'M T
patients and families and to i ' R []EFICIENTIE
increase knowledge on PIDs. S

n
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Click to see more |
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https://www.bubbleid.be/
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PREVIDUS

NEXT
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Belgium

BePaAPI

Belgian patient organisation for
primary immunodeficiencies

Belgian patient organisation
for primary
immunodeficiencies (BePopi)

* 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

37 | 2024 WPIW REPORT

&

Click to see more |
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World PI Week

TEST+ DIAGNOSE « TREA

Interview

Vivre avec une maladie invisible :
['histoire de Stefanie

Interview avec Stefanie

une femme atteinte d'immunodéficience primaire

ZNA KONINGIN PAOLA KINDERZIEKENHUIS


https://bepopi.be/

Bolivia
VI JORNADAS INTERNACIONALES DE
INMUNODEFICIENCIAS PRIMARIAS

Resolucién ministerial N* 0108

. . Audit UNIVALLE
jueves 23 y viernes 24 5. Gontal Rl Martinez
~ de mayo C
HOME
DIRIGIDO A
® Pediatras ® ;Donde se encuentra y cudl es la
® Médicos Generales funcion del Sistema inmunolégico?
PREVIOUS
® Médicos internistas ® Enfermedades autoimunes y auto

© Inmundlogos inflamatorias

® Alergélogos ® Nuevas herramientas diagndsticas
- ® Bioquimicos para inmunodeficiencias primarias
® Estudiantes de medicina Aliclamdnicedyalses

y Residentes . i ione:
dermatolégicas, oftalmolégicas y
respiratorias

FIDEP - BOLIVIA (patient A - = ((TEr
organisation) - ' P

® Presentacion de casos clinicos

* Educational campaign on Pl
with awareness-raising videos

* Planning of the 5th International
Days of Primary
Immunodeficiencies (23-24 May
2024)
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What are Primary Immunodeficiencies?
IDP's Global Campaign

FOCUS ON IT!

#WorldPIWeek

#IPOPI

#semanamundialidp
#primaryinmunodeficiencies
#primaryinmunodeficiency
#InmunodeficienciasPrimarias

* Open information day

£ - See original - Rate this translation

Z uonoas

Click to see more

SON UN GRAN GRUPO DE TRASTORNOS
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https://www.facebook.com/FIDEPBOLIVIA/

22 a 29 de abril 2024

Brazil

Acesso Global aos Cuidados
em Pacientes com Ell

ENCONTRO
ASBA [=sga]

DATA DE INSCRICAO PRORROGADA

Brazilian Gmug for Immu nodeﬁcienr‘

a“ Associagao Brasileira de
HOME BRAGID Alergia e Imunologia 2

. ~ on 9 Durante a Semana Mundial de Imunodeficiéncias
JE— ASBAI - ASSOClagaO Brasileira y (Pl Week), seré realizado o j4 tradicional Encontro

ASBAI- BRAGID, com a presenca de grandes
especialistas da area, trazendo as tendéncias e
ultimos estudos, num formato online e dinamico.

de Alergia e Imunologia
- &

BRAGID - Grupo Brasileiro de
Imunodeficéncias

@& https://www.asbai2024bragid.com.br/

Tire suas Duvidas
sobre a PEC do Plasma

L | -
@ asea <S=  csLBetring

4 + ASBAI-BRAGID Online Day Event ‘

a with expert panels, lectures and

(@)

o more

« ASBAI: Article on expert PS
answering questions on plasma ) @ =220 cesinnznas B S e

Acesso Global aos Cuidados NAPRATICACUNICA Presencial em Brasfliano Auditriodo
em Pacientes com Ell Inte n o Laboratério SABIN - SAAN

Inborn

Moderacao: Dra Claudia Valente (Brasil/DF), Dra. Fabiola Scancetti (Brasil/DF),
Camila Teles (Brasil/DF) e Aristételes Alvarez-Cardona (México)

11h-Terapia de reposicao com

Imunoglobulina Humana

Dra. Anete S. Grumach (Brasil - SP)

8h30 - ABERTURA

Presidente da ASBAI: Dr. Fabio Chigres Kuschnir
Diretor de Integracao da ASBAI: Dr. Herberto Chong
Presidente da ASBAI-DF: Dra. Natasha R.Ferraroni
Diretora Cientifica da ASBAI-DF: Dra. Marta Guidacci

Z uonoas

11h40 - Transplante de Medula Ossea
Dra. Alejandra King (Chile)

8h40 - Triagem Neonatal

Dr. Antonio Condino Neto (Brasil -5P) 12h20 - Encerramento

Dra. Natasha R. Ferraroni (Brasil - DF)
9h20 - Genética de Erros Inatos
CI ICk tO m mom Dra. Carolina Prando (Brasil - PR) 12h30 - ALMOGO (exclusivo para participantes
do Curso Pratico de Genética Hands On)

10h - Doengas Autoinflamatérias
Dr. Leonardo Mendonga (Brasil - SP) 13h30 - Curso Pratico de Genética

Hands On - 20 VAGAS

Dr. Leonardo Mendonga (Brasil - SP) e Dra. Natasha
R. Ferraroni (Brasil - DF)

visandolalidentificacso 10h30 - COFFEE-BREAK
desse grupolde pacientes

Dro. Fernanda Pinto Mariz . S pacTs o Fo
@ Inscri¢oes: https://bit.ly/ 6 ional-Ell-ASBAIDF

t°. Clentifico de £rras Inatosdo Imanidade ASBAI [ p

SAUZACA o0

Oren g Jn B ED & ©

39 | 2024 WPIW REPORT Click to see more



https://asbai.org.br/
https://www.bragid.org.br/novo/

»

PREVIDUS
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Brazil
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ELPIB

Eu Luto Pela Imuno Brasil
(ELPIB)

e 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

i
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Bom dia !!! Gratidao
acabei de receber &3

E hoje!

JUNTE-SE ANOS NA
SEMANA MUNDIAL DAS
IMUNODEFICIENCIAS
PRIMARIAS ONLINE!

[ \ | Local: Online no Zoom
Horario: 19h30
" Link por Direct

“Meu nome € lolanda e sou
- mae do pequeno Isaque que
desde dos 3 meses vinha
lutando pela vida e foi

diagnosticado com SCID. J
Em novembro veio a cura pelo
amor do seu irmao em forma

de médula 6ssea!”

- lolanda

Y World PI Week

TEST+ DIAGNOSE » TREA'

22n9.29% April 2024

k*i._ _—‘,/
Obrigado pelos livros, serdao muito
utéis...parabéns pelo belo trabalho
frente a Elpib. .

LiUEN



https://www.facebook.com/EuLutopelaImunoBrasil/

\nterested in Advocacy >

Canada

Join Immunity Canada Executive
Director, Whitney Ayoub Goulstone
as she looks at how you can raise
awareness for Pl and advocate on
a regional, provincial, and national
level.

Immunodeficiency
Canada

This Week in
CommuUnity Connect

Immunodéficience

Canada "~

Thursday, April 25th
8:00pm ADT / 7:00pm EDT /
. . 6:00pm CDT / 5:00pm MDT

Immunodeficiency Canada 4:00pm PDT

VU

immunity we
canada

* Hosted online Awareness raising
events (webinars) to increase

& understanding of PIDs
0O
—
© * World Pl Week Access
— Campaign Webinar
. . i ollowing v 13 \ >
« National CommUnity Connect immunocanads: RIS W Older Adults National
Grou Ps (COH necti ng patients and ‘/ 632 posts 499 followers 166 follow 8.30TueZ([13aTy’/?zg 23rcE1DT " Wednesday, April 24th
families/caregivers to share ene il Sl Sl il ! 8:00pm ADT / 7:00pm EDT /|
eX erlences a nd Su Ort) Educational Research Center 6.30[)“\ CDT/ 530pm MDT / i Goopm CDT/ Soopm MDT /f
p p p 1: ip:wvfsozael;iegte's‘:;sgn, education and research | 4:30pm PDT ‘j * 4;00pm POT :

>

N e ————

Followed by ipopi_pid and saritaworkman

* Social media presence

Z uonoas

B8 POSTS 2 TAGGED

Access to care for ¢,
all PID patients, THERE ARE
h 22-29
Sveryuherel Apr 26 : W
»

LIVING WITH A RARE DISEASE

b
RAREDISEASEDAY 20FE8
g Sl i i RAREDISEASEDAY.ORG 2024
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https://immunodeficiency.ca/

Canada

l I immunity canada

@ ImmUnity Canada

 Worked with volunteers to
obtain official declarations of
WPIW in 13 cities and 1 province
across Canada
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* 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 whichill Access to

continue throughout the year at -
their regional education events

and Communitywalks is important to me because

Z uonoas



https://immunitycanada.org/

L Uonoes

Z uonoas

Fundacion de padres y amigos
Con inmunodeficencias primarias

Fundaciéon IDP Chile

* 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.

Ir‘:I

1

Click to see more
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~7} Fundacion IDP chile
N May1 - 6

Gran celebracion de la semana de las inmunodeficiencias primarias 2024 % % &= #worldpiweek2024



https://fundacionidpchile.cl/fundacion.html#:~:text=Fundacion&text=La%20fundaci%C3%B3n%20de%20inmunodeficiencias%20primarias,inmunodeficiencias%20primarias%20en%20nuestro%20pa%C3%ADs.

China

= Panusmgm

< CARE CHINA

PREVIDUS

>

PID Care China

* 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
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* Positive coverage by 15 Chinese media
outlets

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

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

Z uonoas

Prlmary Immunodeficien.

» Jointly organised by the Koude DlSEaSE(P\DJ

Rare Disease Center and the L Thao é 4 . ' L ‘,1: R A
PID Fuel Baby Care Center R » 11 1, . Wi Wrdiin's
+ Included exhibition of people —_— ¥ ' TR : e porn Errors of Immunity

in plastic ‘bubbles’ (in reference
to the “Bubble Boy")

44 | 2024 WPIW REPORT : >



http://www.chinapid.org.cn/pid/index

Colombia

A
My, C)
S
“opercen

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

Dr Jose Luis Franco
MD, PhD. Director Centro Jeffrey Modell Colombia
F

* “Transforming Lives” community -

activity to celebrate World Pl
Week

» Butterfly Release activity
Celebrating World Pl Week

wn
O
0
=t
o
o)
—_—

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

Z uonoas
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https://www.facebook.com/fundacion.fip

Cyprus

A
HOME

PREVIDUS

- OMGSa ATOH®WV Mg ZUyYyevr)
Avoocoavemdapkela kat Pidwv

* 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
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* 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.

Z uonoas

» Social media presence through
sharing rare disease patients’ g

expreiences
Click to see more |
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OpaSa ATOHWY pe Zuyyevr) AVOoOaveTApKeLa Kat Pidwv

2May-@ @ 0,0,8,
‘ S World PIWeek
eyl World Pl Week - PID Ambassadors S rure oo craar

7229 Apet 2024, |

«Inavia Noorjpata
Bubpata AcBeviovs

Campaign
messaging ook ‘

(J\. Summary
@ narrative

nationa and Incermational inkistives

World Pl Week
2May- @

W
@ . Reflecting on the incredible ways we celebrated World PI Week 2024! 5 Here's a
glimpse of what we achieved:

% Released our 2024 messaging & global policy cal... See more

[ TR —y
émas amakigeoes my wédyan oz — World PIWaek



https://www.facebook.com/primaryimmunodeficiencycyprus

@ Fundacion PIDE, de Pacientes con Inmunodeficiencias Primarias Ecuador is with
- JoHa Santacruz P and 10 others.

28 April at 07:33- Q

Subscribe to our YouTube channel, share and be part of our activities ¢ @ Vicky

Meet the testimonial from JoHa Santacruz P diagnosed with primary immunodeficiency - IgG 3 Modell  §

subclass deficiency
c u a o I We appreciate the work of the students and professors of the Department of Immunology of
the Faculty of Medical Sciences - Central University of Ecuador for that wonderful work and

especially the 9 patients who allowed us to visibilize their case they are real people who suffer
#immunodeficiecieciaprimaria in Ecuador active members from #fundacionpide

Working closely with the academy!! « i

2¢- See original - Rate this translation

aw
HOME

FUNDACION PIDE

FUNDACION PIDE
PREVIOUS Para pacientes con inmunodeficiencia
Primaria - Feuador

wen Fundacién PIDE, de Pacientes
con Inmunodeficiencias
Primarias Ecuador

* 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
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* Conducted dissemination
workshops in third-level
hospitals & universitiesin 4
cities.

Z uonoas

e 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

0

Click to see more
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https://www.fundacionpide.org.ec/

El Salvador

FUNDAGION @ Fundacion Escudo de Amor para las IDP El Salvador

22 npril- @

y Iniciativa ALAS

a“
Hone 22 April- @

Inicia Semana Mundial #InmunodeficienciasPrimarias #WPIW en #IniciativaALAS rendimos
#Homenaje a #Vicky Modell quien junto a su esposo Fred cred la Jeffrey Mode... See more

FmEvIoUs ESCUDO DE AMOR

See translation

NEXT

Fundaciéon Escudo de Amor

para las IDP El Salvador Toda una vida cumpliendo los
suenos de salud para ninas
» Social media presence y ninos con inmunodeficiencias

primarias en el mundo. ’
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OPEN.SPOTIFY.COM

Vicky Modell, una vida cumpliendo los suefios de salud para nifias y Save
nifos con inmunodeficiencias primarias en el mundo.

Z uonoas

Click to see more |
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https://www.fundacionpide.org.ec/

A
HOME

PREVIDUS

NEXT
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Estonia

Eesti Primaarse
Immuunpuudulikkusega
Patsientide Uhing

PIDESTONIA - Eesti Primaarse
Immuunpuudulikkusega
Patsientide Uhing

* 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 o

Click to see more |

49 | 2024 WPIW REPORT

PRIMAARSE

IMMUUNPUUDULIKKUSE
10 OHUMARKI
2 voi enam kuud Korduvad siigavad

antibiootikumiravi
olulise efektita.

naha- ja siseorganite
madapoletikud.

Infektsioonide |

kontrollimiseks & o ~ % VOi enam dgedat

vajalik ravi keskkaorvapaletikku m
veenisiseste aastas. :
antibiootikumidega. N

2 voi enam dgedat )

poskkoopa poletikku a

aastas. X \

RAVI

Immuunpuudulikkusega patsientide elu on suuresti
doonorite kdtes. Ravis asendatakse kdige sagedamini
antikehi, manustades doonoriverest valmistatud
immunoglobuliini-preparaate.
Immunoglobuliinid ehk 1Gd valmistatakse inimese
plasmast. 1G-d asendavad immuunsiisteemis
puuduvaid kaitsvaid antikehi,
ilma milleta oleksid patsiendid altid korduvatele
ja rasketele infektsioonidele. Neid voib manustada kas
intravenoosselt voi subkutaanselt.

#WORLDPIWEEK



https://www.facebook.com/pidestonia/

France

I15S

PREVIDUS

NEXT

Association IRIS

e "Connected run"-encouraging people
to run, walk, cycle in support of people
living with PIDs
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* 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 camypaign, to
organise conversations and raise

awareness of PIDs.

Z uonoas

Click to see more
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Du 22 au 29 avril

Semaine mondiale des DIP

Course
connectee

2024

World PI Week

TEST+ DIAGNOSE « TREAT

22 au 29 avril

promouvoir

mondlales

Cette semain

'occasion de faire du de rendre vi
nos maladies par le biais de la course cond

/ ht Allk ‘I | lll\


https://associationiris.org/

Germany IMMUN

IM CARTOON

w*;’stai

Defektes Immunsystem?
Starke Patientenorganisation!

Immundefekt - dsai e.V. hilft

* “Immunity explained” cartoon.

4 « Ashort video explaining
a what PIDs are.
O .
= + Posted on their Facebook i s
page. ST T—

* Social media campaign

* Sharing practical
information online

e Sharing patient stories

Z uonoas

The antibodies with

which not all patients worldwide can yet be
adequately supplied. Join us! Show your antibodies and do the ¥

Click to see more

For us!
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https://www.facebook.com/www.dsai.de/?locale=de_DE

Greece

A
HOME

H i tou yavewon oxiy
TpwrOtic wvosamenapeee <

Matbaiog Tnehera
RN —

PREVIDUS

NEXT

GALINOS - Immune Deficiency
Association of Greece

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

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

wn
O
0
oy
o
o)
—

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

* Discussion and exchange of
experiences of living with
PID

Z uonoas

* Received local TV coverage with

interviews :
Click to see more |
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https://www.facebook.com/Greecegalinos

Honduras

«

PREVIDUS

Hospital Infantil Privado

+ Participation in
#PIctureAwareness contest by
Dr. Karla

e Selected as the winner of
the 2024 campaign

L Uonoes

Z uonoss

Click to see more
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https://www.facebook.com/people/Dra-Karla-Borjas-Alergia-e-Inmunolog%C3%ADa/100083136376817/
https://www.facebook.com/photo/?fbid=417494077698468&set=a.132360326211846

Hungary

ON\’\\ANYOS
N >
N

Magyarorszagi Immunhianyos Betegekért Egyesiilet MIBE
29 April- @

K

#Ha az Immunoldgia Vildgnapja egy mesebeli tindér volna Te mit kivannal?
Amig ezen gondolkodtok Toth Noémi kivansagéval zérnank a napot!

Noémi orvosokkal készitett riportjait mar eléritek a YouTube csatornankon! ... See more

?\O\( ARORSZ4 G

# If the World Immunology Day was a fairy in a fairy tale, what would you wish for?

=
%
=
Q
g
,{)Q
Y While you are thinking about this, we would close the day with the wish of Noémi Téth!

Y

MIBE

You can already find Noémi's reports made with doctors on our YouTube channel!

Together we can bring the fairy tale to life!

14 - Hide Translation - Rate this translation

Magyarorszagi Immunhianyos
Betegekért Egyesulet MIBE

e Disseminated educational
materials to introduce treatment
in clinics & centres in different
regions in Hungary.
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* 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

Z uonoas

* Social media presence

cMIBEL sceitcuiivcunl
Brimemimmuniianyt
Kezelo Kazpaontok

4, Tesz:

i, Z&16 Eve
cevetemi scjunlitus

—11C O See more
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https://www.facebook.com/Immunhiany/
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Iceland

©
o

Lind Iceland

Held educational meeting for
practical nurses covering two
sessions on:

*  What is immune system
and how it works

e Treatments & care

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

55 | 2024 WPIW REPORT

Leidbeining
fyrir skola

AN D20y le T rarm 200y Sy
Il w IR T LmarSa s gy

TUE A MR L A e gy

——————




India

IPSPI

IPSPI - Indian Patients Society
for Primary Immunodeficiency

COMING SOON!

o
o
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Indonesia

»
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£ 3 Ikatan Dokter Anak Indonesia
Indonesian Pediatric Soaety
Commited in Improving the Health of Indonesian Children

PREVIDUS

- O
o

IDAI - lkatan Dokter Anak
Indonesia

* Organised online symposium on
Primary Immunodeficiency
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Click to see more |
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World Primary
Immunodeficiency Week

April, 22'" - 29*" 2024

“Access to care For all PID patients everywhere" (R AN
Let’s make early diagnosis & timely access to quality treatment a :o &oc; m
reality worldwide 3 @ ACARA INI
g HOSPITAL s % DIAKREDITAS! IDI
L . | DIREKOGNISI IDAI

Online Symposium lkatan Dokter Anak Indonesia
dalam rangka World Primary Immunodeficiency Week

6

Primary Immunodeficiency:
Beyond Infection

”

Moderator

Narasumber

dr. Endah Citraresmi, Sp.A(K)
Pengurus Pusat IDAI

Scan disini: E.

dr. Rizqi Amalia, Sp.A(K)
Anggota UKK Alergi
Imunologi IDAI

= Rabu, 24 April 2024 P Daftar pada tautan berikut:
| 13.00-14.00 Wi M hitps://idaisimpo.d
®

Tutorial: bit.ly/idaisimpo_tutorial

Acara ini dapat diikuti oleh dokter
‘e umum dan dokter spesialis anak



https://www.idai.or.id/

Iran

@
HOME

Irdairty o oans CEETION]
il y pmd Sipppad ik S5e

s Sy ppde WSSty m
W World PIWeek 22°/29° Apeil 2023

Uﬂ Immunodeficiency Patients Advocacy Association (IDPA)

PREVIDUS

. IDPA - Immunodeficiency ot
Patient Advocacy Association gy ‘L '
. :ol’. -YO /'
* Interview with the vice president b =29 v/
of the Immunology, Asthma and

Allergy Research Center on the
occasion of the WPIW-
answering questions about their
activities, and about PID

wn
O
0
oy
o
o)
—

Q Al mF . sl vt

ST eb35se (NI IR

Z uonoas

58 | 2024 WPIW REPORT



http://en.idpa.org.ir/

15th International

Congress on
. . Immunodeficiency
Iranian Primary g
Immunodeficiency Association Diseases (|C|D)

(IP1A)

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

L Uo119S

e Featured 51 lecturesin 2
days

+ Celebrated 25th year of
IPIA where 400 delegates
attended

e  Announced the new had
of the association.

Z uonoas

April 25,26- 2024
Children’s Medical Center,
Tehran, Iran

In-person Congress

@ rcidcong.tums.ac.ir
B4 info.rcidcong@gmail.com
(&) +98(21) 66129187
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Ireland

Slainte Leanai Eireann
ag Sraid an Teampaill

CHHJL

Children’s Health Ireland
at Temple Street

Children’s Health Ireland

* Awareness raising campaign
+ 10 warning signs
* Focus on children
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___ Children's Health Ireland
oo @CHIL Ireland

Itis #WorldPIWeek! CHI is raising awareness for Primary
Immunodeficiencies.

Pl are rare diseases that cause children and adults to have infections
that come back frequently or are unusually hard to cure.

Here are some warning signs of Pluipia.info/10—waming—sig...

& newchildrenshospital and 8 others

3:57 PM - Apr 27, 2023 - 4,822 Views


https://www.childrenshealthireland.ie/

Ireland
a1

e

w
HOME
Trish Primary
FREVIOUS Immunodeficiencies Association

v Irish primary
immunodeficiencies

association (IPIA)

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

00

» Hosted activities in a stand at
James' Hospital where
promotional items including
tattoos, treats, brochures,
balloons and posters were
distributed.
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Click to see more
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https://www.ipia.info/

Israel

# o
o Do you feel sick all the time, and
k . I you don't know what's wrong?
e €l thati'should also
CREEK T tunimunodeficiency,

Bubble Care

[ AT
» PID short video series featuring ]‘Il')’l'mn

" patients and health care o1 "N
o professionals T Oy ) noom
= el I
5 « Held the first ever PID patients’
- conference bringing together 70 oo aon
participants including g
immunologists, PID patients, e
carers. s
e Thelectures at the 2 mwearnzm

"nYauw o'enona

conference were filmed to
be made available online.

Z uonoas

* Published an article in a popular
magazine

* Social media presence
* Created the association
presence in Youtube :

Click to see more | !
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https://www.facebook.com/bubblecarepid/?_rdc=2&_rdr

Italy

* SM RAFFAELE
INS TI TUTE FOR
GENE THERAPY

San Raffaele Telethon Institute
for Gene Therapy (SR-Tiget)

« Patient story sharing — focus on
the journey to receiving a gene
therapy treatment

00

+ 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.

L Uo119S
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Two Twin Girls, Same Destination: The Future

San Raffaele Telethon Institute for Gene Therapy (SR-Tiget) on LinkedIn

* 4 min read


https://www.linkedin.com/pulse/two-twin-girls-same-destination-future-sr-tiget-iqauf/
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Italy

ASSOCIAFIONE

n
. IMMLIMODEFICIENZE
PRIBITIVE

L=, R

Associazione
Immunodeficienze Primitive
(AIP)

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

* Explained the functioning
of Newborn Screening

e« Published on the
association website and
social media platforms.

* Disseminated a press release via
emails and association website.

Click to see more
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https://www.aip-it.org/i-nostri-progetti/le-avventure-di-lino-globulino/
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/PIDDIEENDE

’—--G—\
PID Tsubasa no Kai

* 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 a

Click to see more
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https://twitter.com/PID_Tsubasa

i »
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. PIDs Kenya - Primary
Immunodeficiencies
Association Kenya

* Webinar: “Rare but there -
Primary Immunodeficiencies
Demystified
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* Social media presence

Z uonoas
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Click to see more

66 | 2024 WPIW REPORT

- KNH-UoN Webinar i

are pisease Series

\W

fhursday 25th April 2024 | 2:00pm- 3:30pm (EAT)
RARE BUT THERE - PRIMARY
IMMUNODEFICIENCIES DEMYSTIFIED

i3
:

Speaker Speaker Moderator
Dr.Anne Barasa Hellen Ayaga Cynthia Olotch
Pathologist & Lecturer, UoN. Lawyer, Patient Representative and Infrastructure Lawyer &
President, African Society for Immune Mother to a child with a primary Founder,
Deficiencies immunodeficiency Primary Immunodeficiencies
iij " Association, Ken/ 24
. - - F";‘ "!1‘. h“ i /a
Discussions & Insights ,gy'__f;-;%iﬁ
-Introduétion to PIDs @ b Y 4
. . - .Y :
-Diagnosis of PIDs 5“*—}??
-Treatment stiatecigliicls idsm’
-Patient Perspectives
—

3
$

.'C||ck Here ’ro Regisier »

Eventis CPD |
A Accredlted ,.,_,. ——

Follow Us on Our Socml Medlo Pla'rforms u . r) | @knhresecrch



https://www.facebook.com/PIDsKenya/
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Lithuania

@
o

|munas

sirminiu imunadeficity draugie

Lithuanian society for primary
immunodeficiencies (IMUNAS)

Prof. Laura Malinauskiené 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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. =" . PID WEEK
Malaysia == _

25 APRIL 2024
N AR 1230-0130PM

Current Advance in PID Management

prebateq USH BssE

Marina Binti Md Sham

)
o ‘ Mata CPD
Disediakan
v MyPOPI - Persatuan Pesakit
Imunodefisiensi Primer
Malaysia
Minggu Kesedaran Penyakit Imunodefisiensi Primer Sedunia
. . MYPOPI X Pusat Perubatan USM Bertam
» 3-day collaboration with the 24-26 April 2024
n USM Bertam Medical Centre and (O ypert syt Woeg aysort i (B weemyoor o
2 the Ministry of Health Malaysia
=
o * Educational meetings o
Z 9 Program Minggu Kesedaran . =
¢« Exhibition Booth Penyakit Imunodefisiensi Primer Seduni
. . Pusat Perubatan USM Bertam (PPUSMB) 2024
* Series of learning 24" hingga 26" April 2024 =
webinars for doctors B o i R b o b o g e

Perkhidmatan Rawata Diagnostik Penyakit Imunodefisensi Pri
sejenis Peny urang Daya Imun sejak iahir di

 Blood collection stand

* Social media engagement

Z uonoas

26™ April 0900-0930 Lokasi Program
2024
Pumaat)

Click to see more

Persatuan Pesakil
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https://mypopi.org/

MeXxico

flumenli

@

wer FUMENI - Fundacién Mexicana ‘Wf' FUMENI @FumemA(? el S '
para Nifias y Nifios con ws’ Inicia Semana Mundial #iInmunodeficienciasPrimarias #WPIW Nos unimos
Inmunodeficiencias Primarias con @Alaslniciativa al #Homenaje a #VickyModell quien junto a su esposo

Fred creo la @Info4P| Fundacion Jeffrey Modell apoyando a 90 paises para

¢ Produced Podcast episode salvar vidas de quienes nacen con #IDP

@ together with Iniciativa Alas to

I commemorate Vicky Modell, co- .

o founder of IMF and World Pi Vicky Modell

o}

open.spotify.com
Vicky Modell, una vida cumpliendo los suefnos de salt

Listen to this episode from Radio Alas on Spotify.
Rendimos homenaje a Vicky Modell, una madre ...

Week Steering Committee
Member who was also a mother
activist fighting for a better life
for those with primary
immunodeficiencies

i

* Social media presence

@) 1 Q2 il 36 [y

Z uonoas
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https://fumeni.org.mx/

MeXxico

@
- %\‘MPIP

Asoclackin Mexdcana para Packentes
con Inmuncdeficiencias Primarias, AC.

PREVIDUS

Asociacion Mexicana para

o pacientes con
imunodeficiencias primarias
(AMPIP)

+ 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
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Click to see more |
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https://www.ampip.org/

G wnBje mie dilcyll pagi B8
2% d anlglll dclioll wias
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Morocco

Hajar

* Raised awareness on the
importance of bone marrow
transplantation

* Organised training for doctors
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* Raised awareness among the
students of a primary school
about PID

e Celebrated WPIW with the
patients

Z uonoas
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Netherlands

Bonusaflevering:
WPIW en IPOPI
Bibian en Yannick in gesprek met
Jose Drabwell

7/ /+ Stichting
voor

\' Afweerstoornissen

aw
HOME

PREVIDUS

NEXT

Stichting voor
Afweerstoornissen (SAS)

* Bonus episode of their podcast
on WPIW

00

* 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.
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* Social media presence

Click to see more
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https://stichtingvoorafweerstoornissen.nl/

Nepal

A
HOME

PREVIDUS

Nepal Primary
Immunodeficiencies and
Inborn Errors Initiative

NEXT

* 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.
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* Topics Covered: Understanding PIDs,
Importance of early diagnosis and
available treatment options,
Strategies for managing life with PIDs, : a w;;;,,Week,w;'m"‘;;scqmmg
including available support systems. = " C| 0% pi &, Eden aifatarer 2024

53 WA (IMMUNODEFICIENCY) aicast

Woek

Z uonoas

FIRSD aReT AUl e wws

» Activities: Educational sessions and i P g 4 ‘
presentations by Dr Dharmagat | ) 8 A
Bhattarai and Sandip Paudel.
Interactive Q&A sessions to address
concerns.
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New Zealand

IDFNZ Kids

Foundation

IDFNZ - Immune Deficiencies
Foundation of New Zealand

0 * Awareness raising — translated

and distributed information
pamphlets to reach as many
New Zealanders as possible
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R4 529
SRR
F3] HCHRBERFAR R MR GR
R BRI BA L PAIAL] -

FTL SRS SDEES o
'DFNZ | YT TG Kids

HTRESER > WK wow.idfnz.orgnz 2o

_ TeWhokanviite:
RAOTE AC MO TE MATAI
PONAHA AWHIKIRI
i te ra'29 o Aperira

Akona &tahi atv mahiohio md t ponaha awhikiri, a, ka pehea te pa
atv o nga kpaka awhikiri matva ki nga tangata ki 6 tatoo hapori.

iTohulWhakatupatolel g ]
Ahea me whakaaro atu [ =
Ki fe Kopaka awhikiri matua A
o
3 f g :
: ~n
)/

ZIDFNZ  keite tastoko a IDFNZ i ngi tingata ki Actearoa Kuds
e teiues. € MONO a0 me ngd ki paka awhikiri matva. Foundstion

Mé étahi atv mohiohio, toro ki www.idfnz.org.nz 222

Celebrating
WORLD DAY OF IMMUNOLOGY
on the 29th April

Learn more about your immone system and how primary
immone deficiencies affect people in our commonities.

When to susﬁm@ %@@@

primary immune deficiency

:IDFNZ  10FNZ supports people in New Zealand Kids

-—-\-MM

wnezesns  living with primary immone deficiencies. Foundation



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

Poland

madraopieka.pl

1mmunﬂprotect k ) '!
A . . oraz Honorowg Krajowa
Witasciwa opieka Konsultantka do Spraw
lat !
B 10 Stowarzyszenia chc?ry ch )
z Pierwotnymi
- Niedoborami Y. :
’ e - B - A
o P > ramach BBcRBEGW Swiat: o owar
Immunoprotect Odpornosci. ; Ul T R
Niezaleznie od wieku 7
i miejsca zamieszkania. ) g
. . . ) immun@protect
+ Disseminated patient stories #WorldPIWeek

Zapraszamy do obejrzenia czwartego z cyklu zaplanowanych pieciu filméw edukacyjnych dostepnych

O The fou rth in the Series Of five N2 SIoNe WWW.i pl w zakladce Wideopc k dla 0séb z PNO"
educational films on PIDs :

stepujace tematy:

rn. med. Beata Wolska-Kusnierz
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dr Hanna Suchanek

* Social media presence

Agnieszka Kowalska

e The Xl Conference of the Polish

Materiat edukacyjny

Working Group where topics areseonany i weparcy ey
related to improving the CSL Behring

@ diagnosis of PID, screening tests, _

a education of first contact P

S doctors regarding PID were : " R

N

discussed

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

centres o

Click to see more
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https://pl-pl.facebook.com/immunoprotect/

Portugal

APDIP - Associagcao
Portuguesa de Doentes com
Imunodeficiéncias Primarias

* Organised a guided tour of the
UNESCO World Heritage site , '
“Convento de Cristo” ' Francisca

Artist on Spotify
* Organised an acoustic
concert by Francisca,
creating an intimate
atmosphere

* “In WPIW We Wear the
Sweater”: photo campaign on
social media
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* Social media presence

Z uonoas
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https://www.apdip.pt/
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Romania

ARPID - Asociatia Romana a
Pacientilor cu Imunodeficiente
Primare

* 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

e Participation in
#PlctureAwareness contest

* Social media presence
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https://www.facebook.com/ImunodeficientePrimare

44 Oppid Ru
YX 28 Aprat 12:09 pm

[ ]
R u ss I a «Tepanua NoOAKOXKHbIMW UMMyHornoBynuHamu (MKUr) »

(9 Eepceresa HaTanosa — suue-npeacegatens MEOOW OMNMUA

& PoguHa 10nus AnekcaHapoeHa —
K.M.H., 3aB.0TgenexnemM ummyHonorum Orey «HMULL Aron um. Amutpus Porauesar»

i/ \

g e
7 NKWUI - ocoBerHOCTy Tepanuu, NPeuMyLLecTea i 3 dEeKTUBHOCTS MOAKOXHOTO

/ﬁ“ N.‘ﬁ BBEASHUA UMMYHOINOBYNUMHOB MO CPABHEHWIO C BHYTPUBEHHDIM BBESHUEM;
HOME

? HexenaTenbHble peakLuun Ha 3aMeCcTUTENIbHYHO Tepanuio;

LTI i T
1 ki o s =l ol

? ﬂepCOHaﬂMSMpOBBHHbIﬁ nogxoa npu Bbl60pe Tepanuu 4Na nauueHTa.

PREVIOUS
@ CmotpuTe ponuk 1 npuHuMaiiTe yyacTue 8 Hegene MU flenaiite penocTbi,

AennTteco CBOMMM UCTOPUAM u!

NEXT

Association for pl D patients #regenallA[ #nepsnuyHbIMMMMYHOAeDULUT #340p0OBbE FUMMYHUTET
(OPPID)

» Educational video featuring
experts on PID treatments

* 6 broadcast episodes
covering diverse topics on
PIDs
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+ Organised a children's drawing
competition

P 232/1558

Movie007.mp4
i * Hosted a joint press conference
o WithI Rufssiarngtate FoEndation: BcemupHas Heagens
= Circle of Kindness in the Civic MyH
’% Chamber of Russian Federation nepBMquIX A OAECI)VILI,I/ITOB

22 -29 anpensa 2024 ropa

e Patient stories

BbICTYIUIEHMS 3KCMEPTOB B 061aCTV MMMYHO/I0rN

® Y 4 )
: mep6 Al0. m “'l
Click to see more | /\
4 ’ s,
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* Social media presence

TBOpUecKuii KOHKYpc  «Kpyr fo6pa»

Banawos A.H.



https://vk.com/oppid_ru

AAY World PI Week

PNS A TESTe DIAGNOSE + TREAT

South Africa

P/NSA

PRIMARY IMMUNODEFICIENCY NETWORK OF SOUTH AFRICA

PREVIDUS You are welcome to contact us at info@pinsa.org.za

. PINSA - Primary
Immunodeficiency Network of
South Africa

o o g o ®.0.0
+ Social media campaign with T e

patient stories i 22 -29 April 2024

* Social media engagement to
educate about PIDs
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Click to see more e ENSA Wb o e maten e e T e ip e atorg za
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https://www.facebook.com/PiNSASouthAfrica?mibextid=LQQJ4d
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Spain

& reDip

Asociaciéon Espanola de
Déficits Inmunitarios Primarios
(AEDIP)

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

e Set up an information stand

e Distributed a pamphlet on
PIDs

* Social media campaign on PIDs
& Presence

Click to see more
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| f ¢
Por la semana mundial de las Inmunodeficiencias
Primarias
CAMINO PRECIO DE INSCRIPCION 10 €
— PUENTE DE MADERA

(MIJARES)

etk Plaza del cotano, | Sabado 4 de mayo

Gavilanes (Avila) | A las 10:00 de la mafiana

* Parainscripciones online
y mas informacion

Inscripcion presencial en “
Unide Alimentacién E E

(Gavilanes, Mijares y Casavieja)

COLABORAN:

ax -
@ o0 NV Excmo Excmo
wonamn« % unide  avoae Artodelly ‘
Miares BN Gavilanes M



https://www.facebook.com/aedip.asl

@ Sudanese Organization for Patients with Primary Immunodeficiency - Soppi
27 April - Q

World week of primary immune diseases 22 to 26 April 2024

@

o Accessing care for all primary immune system patients everywhere

« B ik Let's make early diagnosis and immediate access to high-quality treatment a reality
e worldwide... See more

Sudanese Organization for £¢ - See original - Rate this translation
Patients with Primary
Immunodeficiency - Soppi

oo gaaxl dleyll I Jouogll
0o JS o8 «Joll eliall sadill

dugal o pils J quptd Joagll SSaed pessuiiall esu
pltol il guns |5 daubs

Access to care for
. all PID patients,
everywhere

Let's make parly diagnosis and timoly access
to quality treatment a reality workdwige

WORLD P| WEEK 2024 INFORMATION PACK.

* Social media presence

L Uonoes

Z uonoas

Click to see more
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https://www.facebook.com/profile.php?id=100064851580494

Sweden

. &PIO

£ Primar immunbrist organisationen, PIO

— Primar immunbrist ¥ . — o (&S Apri 292t 11:13AM - @
Ol'ganlsatlonel'l ) F b L. E *| 4| Varldsimmunbristveckan och kampanjen #GoZebra 22-29 april.

Nu ar det saaaa spannande! “» Nir sdndagens promenader ar

8 sknade har vi tillsammans promenerat 650 timmar! &
.

NEXT

PIO - Primar immunbrist
organisationen

3 |dag &r det sista kampanjdagen - s3 nu spurtar vi mot malet pa 700
timmar! Heja, heja! @n @

Via promenaderna samlas pengar in till PIO, via stdd fran kampanjens
samarbetspartners samt via appen Guided Heroes, som fordelas
mellan PIOs forskningsfond och informationsmaterial for att sprida

%=+ mer kunskap om primar immunbrist.

* #GoZebra campaign —walking
tours organised to raise
awa re'nes.s and funds for the s SRR : | £ 5T Varmt tack till er som promenerar/joggar/springer och samlar in tid!
organization / 5 3 & #GoZebra och #ZebraRun &
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v

Vérldsimmunbristveckan 22-29 april 2024
Insamlade timmar under kampanjen #GoZebra

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

RESULTAT O

29/4 0

TOTALT 650 timmar
28/4 258

27/4 203

N 26/4 44

S TOTALT 145 timmar
-

SSeom (et 25/4 43

TOTALT 102 timmar

N 2u/4 52 |

- TOTALT 50 timmar

23/4 23

TOTALT 27 timmar

Ao | RN\ ‘.*, T
Via #GoZebra-promenaderna samlas pengar in till PIO, via stod fran

kampanjens samarbetspartners samt via appen Guided Heroes #ZebraRun.
Tack for att du hjalper till och bidrar med din tid!

* Hosted interviews at the local > ’
radio station ; it L

Z uonoas

* Social media presence

Click to see more |
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https://www.facebook.com/PIO.Riks

Tarkiye

: 4D

TURKIYE
ULUSAL ALLERJI
FREVIous VE KLiNiK iMMUNOLOJi DERNEGI
- AID - Turkiye Ulusal Alerji ve
Klinik Immuinoloji Dernegi

* Tree planting activities in
different cities to raise
awareness on PIDs
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Click to see more
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https://www.facebook.com/turkiyealerjidernegi/?locale=tr_TR

Tunisia

jewbamca

“ Institut wi g
« Pasteur de Tunis

PREVIDUS
A

Institut Pasteur de Tunis -
U9 y9iw U dpo

* Awareness day for children with
PIDs with animated
presentations

» Visit to laboratory with children
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Z uonoas
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Click to see more

wiacs Institut Pasteur de Tunis - juigi jgiwl Jg=o
w28 April - @

https://www.facebook.com/share/v/yinvaKy7TdfiFBZ4/?mibextid=qi20mg

Télévision tunisienne duwigill aibgll 534l @

Tunisia state-controlled media - 27 April - @

sl dcliall yaii yoye Js= @15cs5 5yl | 5isls gm0

H#SENSIVNISAUONS #UETILILITITIUNILENES



https://www.facebook.com/turkiyealerjidernegi/?locale=tr_TR

Uganda

M |NTE§V|EWS, UGANDA. PIDD AWARENESS WEEK.

. ° o ""hmnu - m
Dove Primary Deficiency
Patients’ Organization limited m m ‘
(DPIDPO)

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

* Main discussion topic was
the availability of
immunoglobulins

00

wn
O
0
oy
o
o)
—_—

+ Amplified messaging via social
media presence

» Organised a PID awareness walk
on Apri 28th

Z uonoas
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pr - Rare Immune Diseases
RID
- 2. Maium 08:21-Q

Ukraine

G{RID

RID - Rare Immune Diseases

[0 BCecBITHEOMO TWXKHA NEPEBUHHKMX IMyHOAedIuvTIE NpeacTaeHuky [O
PI3 307 i Apcenivi MNMonoei 12 OkcaHa CTPENEHUKOEE B3AAM YUACTh Y
H3BYa/LHOMY 2aX0Al, AKMIA NPOBOAVECR PRAOM GaXOBUX OpraHizauini
#BceykpaiHcbka acouiauia auTadol imyHonorii, # MixxHapogHuia
eeponencekuii yHieepcuteT, # [O MidkHapoaHa MiXAMCUMNAIHaPHE
acouiauia MeauuHmx Npo®ecioRanie ANA NIKaPIs PISHKX
CneuiansHOoCTEN MicTa Yeprieui | 0613CTI 3 TaKoX 0BA3CHMX
imyHonorie Ykpainu. Tak, 26 KeiTHA NauleHTCeKa opradizauis Pl3
PO3MNOEING NPO CEOH AIRNBHICTE 33 OCTAHHIN PIK | HAWTONOBHILWE -
032BYuYMAa ICTOPIT NALIEHTIE, X CKABAHWIA WARX NOLWWYKY AIarHO3Y,
BiaYyTTA DATLKIE N4 YAC BCTAHOBASHHSR | NEPLUOro eTany NiKySaHHA
AITel | NAUIEHTIE 3 NEPBUHKMMY IMYHOASDILMTAMM.

PREVIDUS

NEXT

* Educational event together with
All-Ukrainian Association of

wn
2 Children’s Immunology,
:: International European
> University, and other NGOs
e v‘ P blopharma
* Shared & broadcasted flyers and ' WE DO CARE

animated film with features of
PID in regional hospitals.

* Created a flyer on neonatal
screening with information for
mothers

Z uonoas

0

Click to see more

86 | 2024 WPIW REPORT


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

3 Immunodeficiency UK @ImmunoUK - Apr 24
® o ( Did you know that plasma donation is crucial for people living with
United Kingdom

Check out our new video to learn more about the importance of plasma
donation and how it helps those with Pl conditions.

Visit blood.co.uk/plasma/ to find out more
Py \I IMMUNO S;prgtcwélr;g families #WorldPIWeek
affected by primary
o \ DEFICIENCY and secondary
p 25 UK immunodeficiency
>

Immunodeficiency UK

« Patients' stories (social media
campaign) — focusing on plasma
donation and other treatments o -

X Immunodeficiency UK
l\ Published by Fay Fagon @ - 26 April - @

)+ For #WorldPIWeek, we're shining a light on the importance of

e |Information cam Pa Ig N on social nlasma donation for those living with primary immunodeficiency

L Uonoes

media — encouraging the public to
donate plasma

* acustom 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.

Q)
®
(@]
=
o
o)
\S}

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

*  Shared plasma donation related

g patient stories further hammering

home the importance of Plasma in
PID treatment.

87 | 2024 WPIW REPORT

Click to see more

Immunodeficiency UK
& Published by Fay Fagon @ - 27 April - @

The superheroes of World Pl Week donate plasma! € Plasma
carries the precious antibodies that are processed into
immunoglobulin therapies, offering those with Primary
Immunodeficiency a chance at a healthier life. Be a real-life hero and
book your plasma donation now to honour our brave Pl fighters.
https://www.blood.co.uk/plasma/ #PISuperhero #PlasmaForHope
#WorldPIWeek

¢ IMMUNO
& DEFICIENCY
#5\ UK

seases like common variable immune deficiency (CVID).

et Mitch, who shares his journey to diagnosis and how life-
anging immunoglobulin replacement therapy has been thanks to
nerous plasma donors.

=rom childhood, | suffered constant infections - chest, ear, sinus
iues and pneumonia. | just tried to shake off each bout, never
3ling 100%... See more

. lMM?CTé)NCY
9 ap F
societi @ oK

Y o
Save lives & acpet /4

Give plas~

¢ IMMUI
DEFIC
UK

¢ IMMUNO
\ DEFICIENCY
#5\ UK

'‘eople with PID rely on a range of
lifferent treatments being
ivailable. These include:

¢ Immunoglobulin therapy

* Antibiotics

* Anti-fungals

* Anti-virals

e Corticosteroids

» Haematopoietic Stem Cell
Transplant (BMT)

 Enzyme replacement therapy
* Gene therapy

¢ Thymic transplant

e Immunosuppressive therapies
* Targeted therapies such as
monoclonal antibodies



https://www.linkedin.com/pulse/two-twin-girls-same-destination-future-sr-tiget-iqauf/

United Kingdom

NHS

O O Great Ormond Street

~- Hospital for Children
NHS Foundation Trust

Great Ormond Street Children

@ Hospital NHS Foundation Trust

* Participation in World Pl Week
#PlctureAwareness Contest
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https://www.gosh.nhs.uk/

United States

ﬁ O Immune
l Deficiency
Foundation

PREVIDUS

NEXT

IDF - Immune Deficiency
Foundation

* Organized and Advocacy Day -
bringing advocates from the Pl
community to promote policies
to U.S. legislators
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* Awareness raising and social

the public to donate plasma

Z uonoas

media promotion — encouraging

ADVOCACY DAY 2024

April 22-29

Thank you
to all of our
advocates!

7 ./‘
World PI Week 2024

Inform and educate health policy-makers, @) Immune
schools and families, and the general public I)F,E)géﬁc‘,ea’;&
about primary immunodeficiencies (Pl) to

drive the earliest possible diagnosis and

optimal treatment.

@IDFCommunity
@lInfo4Pl

This week is
World Pl Week.
Help us raise
awareness!

SWIPE FOR MORE

@IDFCommunity

Donate plasma!

Ensuring the availability of plasma is
essential to produce lifesaving therapies
for many people diagnosed. Help us
support those with Primary
Immunodeficiency this week by finding a
plasma center near you and becoming a
donor!

SWIPE FOR MORE

0

» 'Y Share this Post
Click to see more

# /1/&#/‘6? / Y Share this Post # /f/&ﬁ/‘&/p /
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https://primaryimmune.org/

Venezuela

‘s"'

LECQRT’
\.‘. Nutricion y Desanaia

ol binss

IDF). Inmunodeficiencias

Primarias Venezuela

VENEZUELA

Immunodeficiencias Primarias

@ Venezuela (IDP)

* Distributed campaign material
at Otorhinolaryngology Unit and
Pediatric Service and to medical
students in the Faculty of
Medicine
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» Hosted a conference “We can do
more to identify patients with
PID" for healthcare professionals.

* Held the annual meeting on IEI.

Z uonoas
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https://www.facebook.com/acidpvenezuela

Vietham -
\1 KHOA MIEN DICH - DI UNG KHOP

ALLERGY - IMMUNOLOGY - RHEUMATOLOGY DEPARTMENT

Nhém hé trg bénh nhén

i »

Suy gidm mién dich tién phat

Viét Nam

VIET PIPS

* Participation in World Pl Week
#PlctureAwareness Contest

00

* Social media presence
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Click to see more
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https://www.facebook.com/Suygiammiendichbamsinh
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International

Latin America

LASID - Latin American
Society for
Immunodeficiencies

* Social media campaign

* Raising awareness
through informative
videos and patient
testimonies
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& LASID @LASIDimmuno - Apr 25
/ Cuénto sabes acerca de errores innatos de la inmunidad y linfadenopatias?

Nuestro querido Oscar Correa-Jimenez @270scarleo del Comite Juniory de
@Neumologica nos cuental

son pacientes

0:40/122 x & Y 7

62

e} i Qa il 210 A

2% LASID @LASIDimmuno - Apr 25
# Cudl es rol del genetista en el trabajo con errores innatos de la inmunidad?
Aqui te contamos!

)\ yosoy médicogenetistadela &
Ciudad de México F |
=

L L T A

0:03/049 ofx & Y7

53

O 0 Q ihi 34 A

LASID @LASIDimmuno - Apr 25
Let's celebrate this unique and wonderful woman who has fought tirelessly
for patients with Immunodeficiency @Info4P!

o

2

¢

Forever thankful to you Vickil

Vicki, along side her husband Fred,
transformed their loss into The Jeffrey
Modell Foundation which has helped
millions of immunodeficiency patients

and their families for over 30 years.

N W World PI Week



https://lasid.org/

o
International ) e e
INGID is supporting all PID nurses across the globe to raise World Pl Week

awareness from 22-29 April 2024.

I N G I D Join the Picture Awareness Campaign: Simply strike a Y pose in blue and % INGID International Nursing Group for Immunodeficiencies
green and share your photo with us on social media 0 24 April-

show support to PID community by participating. O#WorIdPIWeek's Global Policy Calls:
JOIN THE WORLD Pl WEEK et et Collaboration drives pr(_)gress in #Primarylmmunodeficiency diagnosis,_ trgatment & care. Let's
P H OTO o advocate for the establishment & upkeep of global databases and registries.
. . S Access to care for all PID patients, everywhere.
@/ International Nursing Group CONTEST T
e L > = = 0.0,0
for Immunodeficiencies 202 e VYY World Prweek Global Policy Calls 4
o care tor PO et Share your picture on
Facebook, X, Instagram
PREVIOUS or LinkedIn with
~
22-29 April 2024 - +—
. .
o INGID - International Nursing -

@] 0 Q2 ihi 54 N a

Group for Immunodeficiencies _
Support the setup and maintenance

of global databases and registries
* Social media presence for PIDs to facilitate information-
sharing, improve the understanding
of these conditions and of the patient
populations, progress research &
development of new therapeutic
options; and advance care pathways
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WWW.WORLDPIWEEKCOM & world plwesk. () @WoridPiWeskcampaign ¥ @Workd Pt Waek

Z uonoas
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https://ingid.org/

info4pi We're celebrating #WorldPIWeek with gratitude for the
incredible doctors, brave patients, and passionate advocates
worldwide who stand tall in the face of Primary
Immunodeficiency. Your strength, resilience, and dedication
inspire us all to raise awareness, foster understanding, and strive
for a world where Pl is recognized, diagnosed, and supported
with compassion. Together, let's continue to shine a light on Pl
and empower every individual on their journey towards better

® World P“ Week health and well-being. @ 4= @

FWPIW #INFO4AWRIW #Primarylmmunodeficiency #RareDisease

m is being celebrated #immunclogy
all over the world

International
Jeffrey Modell Foundation

Jeffrey Modell Foundation wee
28 April - Q&

The Jeffrey Modell Foundation team presents to you: The 10 Warning Signs of Pl in honor of
#WorldPIWeek f An essential part of our mission is educating the healthcare community about
#Primarylmmunodeficiency and how to properly diagnose it.

JIMF - Jeffrey Modell
Foundation

Did you know that you can find and share the 10 Warning Signs of Primary Immunodeficiency in
more than 60 languages on our website? You can find them here: https://bit.ly/3w3Z5rv

» Celebrating World Pl Week with
a video collecting messages
from across the globe

#INFO4WPIW #WPIW #Primarylmmuncdeficiency #RareDisease #lmmunology

* 10 Warning signs of PID in more
than 60 languages.
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Regional Toolkit: Regional Toolkit:

+ Sharing regional information USA & AFRICA
toolkits on PID. CANADA
o o P 10 Warning Signs of PI
* Social media presence i
i pysis N Sgmoth P Immune System Posters

(@]

+

= P astages of Testing

O P Patient Organizations

o} P Immune System Posters

N P Patient Organizations =)
] J“ iy Mo
m effrey Modall cundeior

INFO4P1.ORG @INFO4P| INFO4P1.ORG @INFO4PI

Regional Toolkit:

Regional Toolkit:
EUROPE

P 10 Warning Signs of P4

SIGNES DDALARME DES

P 4 stages of Testing

P immune Systam Posters.

deficits Immunitai €5 primaires

» Patient Organizations
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https://www.instagram.com/info4pi/

International # v

IPOPI's fourth video of our celebration of the World PI Week 2024! «{ @
I P O P I In this video, we'll hear from Carmen Orive, a representative from our patient organisation in
Puerto Rico (#APIP), sharing the journey, challenges and developments on accessing PID

&Z' reimbursement for PID patients.

Be inspired and connect with real stories that raise awareness.

? In the comments, we invite you to share the challenges you face to access PID reimbursement
in your country.

a
Together, we can make a difference!
o #WorldPIWeek #PIDAwareness #PuertoRico #wpiw
INTERNATIONAL
oM el v
PREVIOUS b 2o
bop
1 H ASTTID petente
IPOPI - International Patient

NEXT

Organisation for Primary
Immunodeficiencies

* Patient-representatives
testimonial video series on the
challenges and development of
accessing PID care
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* Participation in World Pl Week
#PlctureAwareness Contest

+ World Pl Week Closing video by
Martine Pergent, President of
IPOPI

* Social media presence

Z uonoas

Click to see more |
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https://www.facebook.com/ipopipid

CSL Plasma &
" @CSLPlasms CSL Plasma @
-
®CSLPlasma

Liz M. is currently an Operational Excellence Manager. o it tak han 12 §
She has been with CSL Plasma for 10 years, and begin h.average, it.tekes.more than 12 years from;symptom

[ ] [ ]
as a part-time Donor Service Technician. onset for a #primaryimmunodeficiency disorder to b : Takeda @ @TakedaPharma - 26 Apr
diagnosed in an individual in the United States. O #ovK? nn y (#71) is usually inherited, which means

nm
Learn more about Liz' career journey with CSL Plasma: it runs in families. This #PiAware onth, we're raising awareness for
bit.ly/3vCO4sL : Learn more about Pl and how you can help those the many types of Pl disorders. Learn more about Pl: bit.

affected: bit.ly/37E3i93 ssMonth

xwaak

#DotheAmazing #PromisingFUTURES
#WorldPIWeek #PlAwareness

immunodeficiency
a
. Pl isn’t a single condition
KORU Medical Systems @koru 4 - Apr 28 It's an umbrella term
Q On this last day of #WoridPIW hares har Pi story with us, P
= explaining how she went cn for out answers and that her used to describe
diagnosis was one of the best d
PREVIOUS

o

Primary Immunodeficiency Awareness

( TM)

. X4 Pharmaceuticals @xX4Pharma - Apr 27
—x{’ #ICYMI we partnered with the @I DFCommunity to host the first session of
the Diagnosis-Specific Lunch & Learn series where we discussed challenges
of diagnosing #WHIM syndrome, a primary #immunodeficiency. Listen to
the webinar here:

wn PHARMACEUTICALS ’ Ch L] L]
L ]
g iesi p——
o . Binding Site @TheBindingSite - Apr 22 ses
o] o Bimding
— bpl JeSSICO S p' Sfory o #HappyFriday! At Binding Site, we head into the weekend focusing on a
OO0 . .
P A—— — m IR #disease that is close to our hearts.

World PI Week

April is National #Primarylmmunodeficiency Awareness Month, but today
marks the start of #worldPlwesek.

CSI— BEhring !‘<'E°[”)|3’|”OMI\J BPL-USA @bpl_usa - Apr 22

] L
" Today is the first day #WorldPIWeek, where @WorldPWeek shares the
stories of patients around the world and we join in with them to speak up in

. . support of access to care that brings diagnosis and hope. Follow along with
"’ Ch,ES, us in the coming days as we share patience stories.

Z uonoas

global rare diseases ®

‘:_ Chiesi Global Rare Diseases @ChiesiGRD - Apr 25

=) Wigie lochuig torward to attending #IPICS this #WorldPlWeek! Our team at
#ChiesiGlobalRareDiseases will spotlight opportunities to support the
management of ADA-H#SCID, a rare #primaryimmunodeficiency.
bit.ly/3B4tPgb @ipopi_info
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Thank You!

World Pl Week 2024 was a success again!

PID awareness does not end with the campaign.

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

&S World PI Week

TESTe DIAGNOSE ¢ TREAT
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