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Turning real-world data into knowledge
for better PID care
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A global movement to drive change

The Week acts as a central platform to drive awareness as

well as global and national advocacy.

Mission

World Pl 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.

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

Since its inception, World Pl Week
has been successful in stimulating
awareness and advocacy efforts in
all continents.

Over 10 million people live with
Pl around the globe, and yet the
condition is still widely

unknown. Greater awareness,
testing, diagnosis and improved
access to treatment are needed.




Over 80
countries

across the
globe
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8 days to
create
momentum
on PIDs
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13 years of
campaigning
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World Pl Week in pictures
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Our active network
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*Chiesi

global rare diseases

CSL Behring

Biotherapies for Life”

R SPONSOR BRONZE SPC

A dynamic,
multi-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/

Campaign resources & materials

Information & advocacy tools & activities
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g' Template letter for Governments ‘ “Why is data important

N R 4 in improving PID care?"
Online engagement campaigns ‘

& e @
Journal articles ‘
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Click here to download

all materials



http://www.worldpiweek.org/resources/campaign-materials/
http://www.worldpiweek.org/resources/campaign-materials/
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WORLD Pl WEEK

2023 IN ACTION




A community milestone embraced worldwide © »

® Patients, families and healthcare professionals participated in advocacy and awareness raising
‘ activities across the world to show support to those living with PIDs and improvements in care
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JOIN THE WORLD Pl WEEK
PHOTO CONTEST 2023

Through (virtual) runs,
online webinars and
workshops, social media
campaigns, TV/radio
interviews; by donating

blood or plasma - World
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FWPIW2023 #WorldPiweek
workd_pl_week

Pl Week is for everyone!
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This year, we outlined the value of real-life health

data

Turning real-world data into knowledge for better PID care.

Focusing on 4 key issues:

Diagnosis

Data helps improve knowledge &
understanding of PIDs, which is crucial
to ensure timely diagnosis.

Research & Innovation

Health data informs efficient research &
drives innovation. Research & innovation
also help generate evidence to support
change in policies and practices for the
benefit of PID patients

10 | 2023 WPIW REPORT

Treatment & Care
Data allows to improve treatment &

care leading to better patients’ health
outcomes and enhanced quality of life.

Medical Education

Evidence-based medical education and

best practices exchange are critical to
progress clinical care worldwide.

Improving access to
diagnosis, treatment and
care for PID patients
through collaborative &
real-world data use
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-,'rW World PI Week
2229 April 2023
Turning realvworkd data into

knowicdge for better Primary
Iimmunodeficiency (PID) care

===

The Essentials 2023

Logo

Poster

e-banner

Information toolkit

Message house & policy calls

Factsheet on Health Data

Click here to download

materials
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Preview of 2023 resources

Social Media Tools 2023

Picture frame
Facebook cover

Twitter cover

Instagram post

the lives of the millions of
people living with primary

Media Tools

2023 Template policymaker invitation
Editable website/blog post
2023 Press Release



http://www.worldpiweek.org/
http://www.worldpiweek.org/resources/campaign-materials/
http://www.worldpiweek.org/resources/campaign-materials/

The 2023 'essentials’

Communications package

A YV Weddriwesk
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« ‘
22-29 =)
- Avril 2023 .
Merarporri) Twy dedoptviv
bl o ottt i M N | _» E-banners, posters,
réel en connaissances SR FUAAY ; | email signatures,
" ';2".22’.‘.'@....,.&‘ ¢ e T - f | sample website
@ Iimmunodéficiences | L fY Weorld P1Week
- primaires (PID). - - E]oas;ts/, rp:‘rgf: release &
- Arnéliorer l'acces au | 2-29 Aprll 2023
diagnostic, aux traite- Turning real-world data into
ments et aux soins pour knowledge for better PID care

les patients atteints

2 R Improving access to diagrioss, treatmaont
d'immunodéficience sl | 9

and care for PID patients through

o primaire (PID) grace a collaborative & reat-workd data use .
Q I'utilisation de collab-

e} arative des données

- du monde réel,

= FWorldPiWeek
#WorldPIWeek Gy

% Click here to download

materials
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http://www.worldpiweek.org/
http://www.worldpiweek.org/resources/campaign-materials/
http://www.worldpiweek.org/resources/campaign-materials/

Vertbaterng van te 1aegang Tot diagnose,
behandeling = rorg wor PID-patientan ‘
door middel van sarmenwerking en

: gebeuik van Roal-Woeid
[ spanisn ()|
MD-Versorgung umwandeln
Portuguese ‘ Vaseater Tutera s
nose, Behandlung und
fur IO Patlenten
emeinsane und
@ Datennutzung
Viethnamese ‘

% Click here to find all
translated assets
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http://www.worldpiweek.org/
http://www.worldpiweek.org/resources/local-resources/
http://www.worldpiweek.org/resources/local-resources/

A bespoke information toolkit

A
HOME

Everything you need
to know about the

m .
3 2023 campaign, how
(@]
E e Il =0 s - : we marked the week
urning rea -\;olr .aJ a ’1’? ,; 1‘& ;wm 1 1
T nowads &R = = and direct link to

better PID care — a b :;,:r. 4 e _— resources.
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Click here to download @
@ toolkit
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http://www.worldpiweek.org/
http://www.worldpiweek.org/wp-content/uploads/2023/02/World-PI-Week-Campaign-Information-Toolkit-2023.pdf
http://www.worldpiweek.org/wp-content/uploads/2023/02/World-PI-Week-Campaign-Information-Toolkit-2023.pdf

A Health Data Factsheet

@
HOME

PREVIDUS

Launched in February, the “World Pl Week

Refresher on Data” explains:

— What health data is

— How health data is collected and used

— What real-world data (RWD) means

— What patient registries are

= The value of health data for primary
immunodeficiencies
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World Pl Week

What iz Mealth Data? What are patiemt registties (or
datahases)?

How is it collected and Used?

What is the value of heaith dats in
primary immunodeficiency (PIOs)?

What do we mean by “real-world™ data
(RwD)?

Click here to access the
police pledge



http://www.worldpiweek.org/
http://www.worldpiweek.org/wp-content/uploads/2023/03/WPIW-Health-Data-Factsheet.pdf
http://www.worldpiweek.org/wp-content/uploads/2023/03/WPIW-Health-Data-Factsheet.pdf

Message House & Global Policy Calls

PN T o

Treatment & Care
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http://www.worldpiweek.org/
http://www.worldpiweek.org/wp-content/uploads/2023/03/CampaignMessaging2023_1.1.4.pdf
http://www.worldpiweek.org/wp-content/uploads/2023/03/CampaignMessaging2023_1.1.4.pdf

Campaign Teaser Video

& Engaging video conveying a “build-up” message on the topic of
data featuring:

&

e - Rudiger Krech, Director of the Department of Health Promotion, World Health.

» Organization (WHO)

- Dr. Nizar Mahlaoui, Chair of IPOPI Advisory Panel

2023 Campaign Teaser

: .\ AR L - ; I
World Pi Week 2023 Campaign Teaser Video J
_(l-" y WOrkd neaith

g World Pl Week 2023 Campaign Tewm O
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% Click here to watch the
teaser video
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http://www.worldpiweek.org/
https://www.youtube.com/watch?v=SVyJWgAVn84
https://www.youtube.com/watch?v=SVyJWgAVn84
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Campaign Launch Video

Global messages from organisations on “why data matters” to

launch the 2023 campaign

+150 views on YouTube only

2023 Campaign Launch Video

7 il

h lllll

for the 70 to 90 per cent of people woHdwide who don
Watchon €0 Yelee have & PID diagnosis

18 | 2023 WPIW REPORT

. @ Worid Pl Week 2023: Launch Video

Click here to watch the
launch video

Lalal

B ¢ Youlube T3



http://www.worldpiweek.org/
https://www.youtube.com/watch?v=NUgrFKHG6wM
https://www.youtube.com/watch?v=NUgrFKHG6wM

tDataforPIDs

This year, we invited the community to share their thoughts on why they
“ think data is essential in improving care for Primary Immunodeficiencies

el

New online campaign :

. « +50 social media posts shared using #DataforPIDs - including patient
representatives, carers, experts, industry partners
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Workd Primeny imesunodeficlency Week & AGra T - M 12 ’.
w ¥ oday at 13000 CET, our onfing campaign #DMAMDS 5008 e 1o

ask:

"Vitry 1s dats importanyt n impeonieg PID Cave ™

1. SubMT your Quone

2. Recetwe the emad upaate that &'s pudished

3. Downicad the temginte 10 enter your guecte

2, Share & Tag OV M Woek |

Click here to participate in
#DataforPIDs campaign

Data makes the difforence between patients
receiving timely, accurste diagnogs and
core — or contending with the very serous
consequences of wndiagnesed, untreated PID
Poctors can't recognize, diagnose or treat
what they don't know about.

- Denise Reich OVID patient
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JOIN OUR ONLINE CAMPAIGN ==

“Data for PIDs” B A

Mhy i chets imponiant in mgeowing M0 cae ™ Do ot =l = put— - .
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e World Primary Immunodeficiency Week &Wodddi TWees - A1m
v international collaboration in health data sharing hefps clase regional

2 N dsparties; mprove dagnosts, treatment acare for #1720 patients
2 “Why is data important werigwice!
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<. in improving PID care? For Raskann 3%a, heaith dets mesns improved diagnasis for
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http://www.worldpiweek.org/
http://www.worldpiweek.org/your-quotes/
http://www.worldpiweek.org/your-quotes/

Patient-Clinician Coffee Talk

On 21 April, we hosted our first live & hybrid event to kick of the campaign week, featuring
exciting conversations focusing on:

A * Value of patient registries to advance knowledge & research
vore + Establishing and maintaining national PID registries
& + Collection of health data on a day-to-day basis

PREVIOUS ° KICkIﬁg-Oﬂ: WD|W 2023

» Save the date!

NEXT

Patient-Clinician - ; into pescy woriddata

v o 4 Primary N ‘«G.r
Coffee Talk iy tal m:’& Rt
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% Click here to watch the
recording (start from 00:37)
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http://www.worldpiweek.org/
https://www.youtube.com/watch?v=ewc41j_os_w
https://www.youtube.com/watch?v=ewc41j_os_w

New World Pl Week Roadshow Series

5 new destinations of the Roadshow Series showcasing daily lives of a patient,
a carer, a researcher, an industry partner and a nurse across the globe!

Destination #1
Argentina

Destination #2
Australia

//g

WORLD PI WEEK _ /"~

ROADSHOW "x

L Uonoas

Destination #3
Austria

wwwwoddpiwuckory @) sesirine () rmiene O

Watch the Roadshow Videos
here

21 | 2023 WPIW REPORT

Destination #4
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Destination #5
Canada
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http://www.worldpiweek.org/
http://www.worldpiweek.org/the-roadshow-series/
http://www.worldpiweek.org/the-roadshow-series/

About World Pl Week Roadshow Series
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robust patient registries
help improve PID care
and lives of patients,
families and carers

on how data accrued
helps improve diagnosis
& treatment as well as
the importance of
collecting data safely.

on why data is essential
in  epidemiology and
pathogen safety for
improved PID care.

registries are important
in prevention of
pathologies from a
patient’s perspective

Tune into the Roadshow

Destinations here

data’s role in facilitating
diagnosis, guidelines and
management of rare
conditions & improving
medical awareness



http://www.worldpiweek.org/
http://www.worldpiweek.org/the-roadshow-series/
http://www.worldpiweek.org/the-roadshow-series/

Photo campaign #PIctureAwareness

# Striking a “Y” on all continents to support the PID
cause

Participation on social media to mobilise and drive attention using
#PlctureAwareness

» Patients and supporters shared their pictures striking a Y to raise
awareness of PIDs across the globe!
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~ JOIN THE WORLD Pl WEEK
PHOTO CONTEST 2023
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Click to access the photo
campaign
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http://www.worldpiweek.org/

And the winner is from Mexico!
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Congratulations to MaricheLo Hernandez
Ibarra from Mexico!

Well done!
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#PIctureAwareness
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https://www.facebook.com/marichelo.hernandezibarra/posts/pfbid0LGpkJZwQR8F1USvTWPGsaULsduj3293f1YV6uFrrj9mBwwzZzZs84i8rBewJc5YCl

Social media milestones

Driving conversations and mobilising to raise awareness of PIDs

g

« .
April
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+100 followers This year, World P!
+150 posts shared Week reached its
+26K impressions highest ever level

+18K profile visits ® April of engagement on

| April +48 followers social media since

the inception of
791 followers (+10%) +40 posts shared the campaign!
Most engagement from

L Uonoas

+42 posts shared

+90 stories shared Jiee) Knge el
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1.959 accounts reached
(+444%)

Analytics for 22-29 April

25 | 2022 WPIW REPORT


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

Overall impressions & engagement

. ¥

e Performance © See all
Twsst! TQIRsSIS Profia vsits
« 26.2K 133109 5,794 T54.3% Reach Engagement
PREVIOUS =
3 R 3 - 3'6K +9p% 837 +5480%
> from previous 2, from previous 2..,

Top TWeet cumns 2 260 impressns

SISAVE THE DATE]

Frday, 21 April 2023, 15nh30-16nh30 CET, Age

#WorldPIWook wil host its 15! hybrid live « Women . Men

aven! “Patient.Clinician Coffee Talk" to kick-

off the campaign week! & Je-24 A%
" Link to the livestreaming & speaker info will — E

be shared scon! More info @ bit iy 4046la2
0 pic twitter mm.‘w&‘l-teR&F\’g w— —— 127%
g . 35-44
o] 30.9%
- Patient-Clincian 45-54 28.4%

v" Highest audience engagement
around Roadshow Series

v" More active patient community

v' ‘Peak’ of engagement at start of
WPIW and at +4 days

50% audience increase

Tweet reach was the highest ever
Highest engagement around coffee
talk activity

v' Best performing social channel
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TWITTER: @WorldPIWeek FACEBOOK: @WorldPIWeekcampaign

)
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Account insights See all
1,242 accounts runched in the lust 30 deys

E34 arn non fobiower

:;w.;ul.lllih;

hae 17 Wy 3

v" High reach amongst non-
followers (new audience)

v" Highest engagement around
coffee talk activity

INSTAGRAM: @world_pi_week_
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WEBSITE: www.worldpiweek.org
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Data for better care in primary immune deficiencies (PID)
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World Immunodeficiency Week: More Than One Million
Indians Have Immunodeficiency Diseases, Say Experts
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In Romania, there are 600 patients diagnosed with
primary immunodeficiencies, but it is estimated that the
number of undiagnosed ones is 10 times higher

Alrid Mgl o Mol M

More thans £00 Romanians are today disgnosed with one of the more than 480 liseases from
the family of primary lmmuncdeficlencies, but due to the fuct that, very frequently, these
discases munifest as common Infectioas, it ls assumed that there ure anotber 5,000 - §,000
Romankans who have a diszase belonging to thix ontegory, but are not diagnosed, or are
misdiagnosed. Some of these conditions are so mild that they msay go unnoticed until
adulthood, Other types are 30 sovere that thoy aro discoverad soon alter hirth,

w Iris, la voix des patients atteints de déficits immunitaires primitifs

Crst e marvanyt o famah de G 12w wInie Daiare ot bentes BeComprendir 4o qae ot 1es C0F Repedunttan s patieras

RN E, TRSeCaon Yinorpanes, be 13 2wl aw Coda, ww

ALERITE A 003 Il adies ANt hgecs Aates Ao b syws

peweie - GOM 201004 @ Un DaCurmest 16 deogiant be QuoTilnn 8¢ malades

The Sygdney Forning Herald

Archie waited 32 years for a diagnosis. His nephew
waited two months

Anstralia & Do clopes 10 having » natlossd SE000LC Tt peogam fon people

with ssdiaynosed rars getetic conditices 13 svaths &

pasliaeentioy carrsnittoe wamed fuling 16 estabilalh st o prograss would

leave putlenis treasing met ves 1o saving Lrestinesd

Peapie wah primaey mmuncdsfciencies sy spending pears sesething foc
agrodes thar wondd lead thess mo effectve 1 » doe 1o Australe’s patdry

# poonineced scess 1o gesechc testing Melanle Weag a poediar

12 ot Westooead Childertss Hosplial, said

National/local media coverage: Australia, France, Netherlands, US


https://www.despecialist.eu/nl/nieuws/e-health/data-voor-betere-zorg-bij-primaire-immuundeficienties-pid.html
https://www.hotnews.ro/stiri-sanatate-26233749-saptamana-mondiala-imunodeficientelor-primare-romania-traiesc-600-pacienti-diagnosticati-dar-estimeaza-numarul-celor-nediagnosticati-este-10-ori-mai-mare.htm?fbclid=IwAR3tGdyBnC0vjpZsaBLT5MfsmSQXaRDZx3LElOYFMlKSrWNJcE--5RweMKs
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Country involvement

Iceland

Slovakia
Sweden Estonia Ukraine
@ Canada United Kingdonyotherland4oland

@ United States Portugalgam ItaI;'

Greece yprus
Morocco IR
MexiS @ @ Puerto Rico @ Sudan
@ Venezuela
Ecuador @

@ Brazil
@ Bolivia

@Chile
%) Argentina
Uruguay

28 | 2022 WPIW REPORT

47 countries reported participation
to World Pl Week 2023 as of May

South Korea

@ @ Japan
@ China

@ india Thalland

Qletnam Philippines

MalayS|a
@ Indonesia

@ Australia

New
Zealand


http://www.worldpiweek.org/
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SNAPSHOTS OF

NATIONAL EVENTS




Argentina

AHIDF Asociacion de Ayuda al Paciente con

/
© |nmunodeﬁcnenc|a Primaria

AAPIDP (Association de Ayuda
al Paciente con
Immunideficienca Primaria)

Q + Conference on Nursing in y 4 ‘el mundo viven cor no genera las defensas
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a Primary Immunodeficiencies at necesarias
S the Elizalde Hospital in Buenos .
- i D ks que la
Alres i Pl aesoneeritly

hpuhhdmmbhndldeﬂnmb-

« 3rd Virtual PID Patients ¥ gl

Congress Mil el — 7
+ 2 educational lectures B ot iiror, IR &
« Tladvocacy lecture about A’-\* P Ve soss Ptemss !
access to treatment N e copsinissmin
Programa .

* #MyPIStory testimonials
o0 o Palabras de blenvenida
* Awareness-raising campaign on :

social media e s e
EZET)

e v o ——— e P AT

T f“'-“‘jdf",’ rm:nlndulo;n: o ]
: i o For. CONGRESD VIRTUAL PARA PACIENTES CON INMUNODEFICIENCIAS PRIMARIAS
~ s P — > M# v?
30 ‘ 2022 WPIW REPORT Py Werld Pi Waek \ e e \d) Recipient of IPOPI grant



https://www.congresoidp.com.ar/
https://www.congresoidp.com.ar/
https://www.facebook.com/groups/133951969951235/
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PREVIDUS

>
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Australia

Immune
Deficiencies
Foundation
Australia

IDFA - Immune Deficiencies
Federation Australia

* New « Share Your Story » online
campaign — mirroring WPIW
campaign at global level

* Instructional video featuring
Christine Jeffrey from Blue Wren
Advocacy on Self Advocacy
Toolkit

+ Stakeholders’ discussions on the
implementation of the 2022
National Immunology Strategy

« #YWhereYouAre Social Media
Competition.

* Sharing a picture with a “Y”
(symbolising the antibodies)
to show support to PIDs

* Social Media engagement o

Donate to Make a Difference to

People Living with P,

Click to see more
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Share Your Story - for a chance to
win 1 of 3 $100 gift cards.

On averagn, our memibers expererce 9 yeany beforn a
IO andt the Journey s ot Qverwhialming with &
BIUEE ATt O gukty of il and welbhang 50, he year
WU ITaba everyone o share ther story

WIth your chats wnd your stories we can Nelg e
Awareness that aarty Sagnoss Dunefos nweryona,

oursaives our Turmlies inchudng the health system

Share Your Story

Thank youw 1o =il of the wonderful ertrants = our Woeld Pl Week

YW sy Socsl Media Compettion

We loved seetng your creative view ot the jetter Y. S0 why the 7y
shape? Becauss the Y shape refers 10 the thape of an antibody wétin
the emmune spsiem. Seopke ving with Pl aré missing the smibocies
that help pratect it from many different types of infecton

This entry hohlhts the 530 truth that the majonty of our members
often receve & late Gagnoss for 1 See more

oificially bagint Sy
BW your support, consider a donation (by

It you're loaking for ways to

buying & raffle ticket) or aharing youlr own experences

M Wortd PTWeek

22-29
April 2023

Turning real-world
data into P o B
knowledge for * T . :
better Primary  * \ e
Immunodeficiency | . St
8 Immune Deficiency Foundation of Australia (IDFA)
Apnl 29 at 4:22 AM - Q
For World Pl Week in 2022, ASCIA and IDFA launched the National
Immunology Strategy. Fast forward to this year, on the 28th and 2%th
of April 2023, we meet again, along with AusPIPS, IDFNZ and other
stakeholders to discuss and progress the strategy with a detailed
action plan for implementation over the next 12-24 months. Both
Emily Edwards AusPips and Carolyn Dews IDFA CEO we're in
attendance to the event.
#worldpiweek World Pl Week AusPIPS Inc. Australasian Society of
Clinical Immunology and Allergy IDFNZ Kids Foundation

@

POP)

J
[

Recipient of IPOPI grant


https://www.idfa.org.au/self-advocacy-tools/
https://www.idfa.org.au/self-advocacy-tools/
https://www.facebook.com/ImmuneDeficiencyFoundationAustralia/

Australia

ascla

auttraisaian sociely of
« canical Immunology and abergy
»
. Australian Society of Clinical

Immunology & Allergy (ASCIA)

* ASCIA Immunodeficiency
Strategy Meeting

+ ASCIATAPID (Transplantation
and PID) Meeting

L Uonoas

» ASCIA Advanced Training
Immunodeficiency Meeting

* Social media engagement
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Click to see more
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Information updates

ASCIA events in World Primary Immunodeficiency
Week - 22-29 April 2023

ASCIA has planned the fofowing events. to coincide with Woeld Primary immunadeficiency (PID) Week (2229 Apni 2023)

and the International Day of immunology (22 April 2023)

ASCIA Immunodeficiency Strategy Meeting
Sydney, Australia « Manly Facme Hotel

ascia Australasian dociety ot Lhinical Immunoiogy and Alliergy -
== 28 April 5t 23:00° Q

Friday 28 &4pnl 2023
“World Primary Immunodeficiency Week and International Day of Immunology provide an
opportunity to raise awareness about PIDs and advocate for fair access to medical care for all
tiesd Australians,” believes Associate Professor Theresa Cole, ASCIA President and paediatric clinical
P eed immunology/allergy specialist.

ASCIA TAPID (Transplantation and PID) Meeting

vdney, Australia - Manly Pacinc Hotel

Saturday 2

ASCIA Advanced Training Imm fici ) o www.nationalimmunodeficiencystrategy.org.au

svdney, Australia - Manly Facibc Hotel

#ASCIA #PID #immunodeficiency #genomictesting

naay 30 April - Tuesday 2 May 2023

Australasian Society of Clinical Immunclogy and Allergy

ascia
22 April 31 0616 D

Did you know it's World Primary Immunodeficiency (P1D) Week?

"By providing fair access 10 genomic testing for PIDs, hesithcare providers will be better equipped
to identify and diagnose these conditions early, which will improve outcomes for patients and
reduce the burden on the healthcare system. Early and accurate disgnosis ensures that pecple
with Primary Immune Deficlencies receive the medical care they need to manage their condition
which will prevent complications,” explains Professor Jo Douglass, clinical immunclogy/allergy
specialist and co-chair of the ASCIA Immunodeficiency Strategy.

To learn about the ASCIA National Immuncdeficency Strategy go to
httpsy//www.nationalimmunodeficiencystrategy org au

FASCA #9210 #immunodeficiency #genomiciesting e

ane <15]

lilable courses Ao Wevgation

(M0 ot .


https://www.facebook.com/allergyimmunologyspecialists/

Austria

i »

Coming Soon!
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Belarus

w
cnacem
UMMYHUMem

CraceM MMMYHUTET — Save
Immunity

+ #MyPIStory Campaign —sharing
patient stories

e School of Patients with PID in
Vitebsk
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* Took partin the Republican
School-Seminar "Diagnostics of

immunopathological conditions.

* Social Media Engagement

T
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Craten sunerteney
. o

The Wortd Week af Primuey Srsruncssficmncy T ke
The & O Weeh 0 Ot

stintl

Wy 22-29 anpenn » -
Beemmpnas e e lepsuvinbix

nvvynoaednunTos
Yyacrayire 8 pacnpocrpaHeHnn
wHdopmaymum o NNA

Fenool of patiants in Vitebsk

n eaty Apird, “Save Immunity” wath the support of oicapharma conducied a School of Patienss
with i @ the oity. Vitebek, The semmar wes stiended by patents fom Vitebsk and Vitebsk
region, ai wek as rom Mogdev and Mirsk. Nstalya ivanovna Yacosh, an immunciogst doctor
10ld sbout how medics care is provided for patients with PID in the Vitebuk regen, snd

Ohsana Viademwowna Ithchenka, a professor. m. n. Head af the Departmant of Alier.. See mare

o

j Wkona naynexnroa c
POO NMUA «Cnacem mvymnTy

20-21 anpensi NpPOXOAUT
LIKOna-ceMuHap Ha Gase LlewTtpa
[IeTCKOM, OHKOMOrUM, remMaTonoru

M UMMYHOMOMUK

Pecnyinvunscanl wuana P

COCTORHMA. BpoxaeHHbie nedexTsl
MMMYHHOM CUCTEMbI

AVarHocTMKa MMMYHONATONOrMYECKUX


https://www.save-immunity.by/?fbclid=IwAR0JzIQuMGbkWhi8IghkISFjUIF_bSPD7H8OOsuKp8-hxAAZLNQ_piDTsWE

Belgium

aw
HOME

Bubble ID

NEXT

Bubble ID

+ Bubble ID Family Day

* Donation campaigns
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Bubble ID .
ubblo» 26 April at 15:25°Q

Thank you to everyone who attended our bubble id family day @ @@

- See original - Rate this translation

BUBBLE 1D

f ¥
@ -

> »

é:\"

|

Bubble 8.5

*
{. € 5,50 per stuk
Bestellen via FB bij
Haerens Shanna

€ 5,50 per stuk

Bestellen via FB bij BES 7

Haerens Shanna tree
wawha drmgn:

l

Alle opbrengsten gaan integraal
naar Bubble 1D

Alle opbrengsten gaan integraal
naar Bubble ID



https://www.facebook.com/bubbleID/?ref=page_internal

Belgium

Wisee
12235

-8
- Be Pop' s BePOPI - Belgian patient organisation for primary immunodeficiencies
HOHE 17 April 3t 22:3

Balgon paten organadbon fol
e b " Kom naar de patiéntendag van Bubble 1D en belee! een dag vol plezier en informatiel Deze
‘ dag is specaal bedoeld voor patientjes met een primaire immuundeficientie, maar ook hun
broers, zussen, ouders, ynenden, famikeleden en sympathisanten zijn van harte welkom, @Er g
een leuk programma voorzien met activiteiten die speciaal zijn afgestemd op kinderen en tieners

In de voormiddag ontdek je zelf meer over PID via een wetenschapsmarkt en in de namiddag

= Belgian Patient Organisation for : s
Primary Immunodeficiencies it
(BePOPI)

PREVIDUS

» Participation in Bubble ID
Family Day
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Click to see more

BUBHLEID BE

Familiedag BUBBLE ID op ZONDAG 23 APRIL

Bubbile 1D nodigt kinderen, jongeren en volwassenen met PID, hun (grootjouders, familie en vr,
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https://www.facebook.com/bepopi.be/

Bolivia

INMUNODEFICIENCIAS

PRIMARIAS

Y LA PORTANCIA Dt E CUENTA

AT CUEMTAL S¥idupBotvia popn Warkd I\ Wesk Starnsssdeficion:imPrimaries
RIS

FIDEP - BOLIVIA (The Primary
Immunodeficiencies Patient
Organisation)

Q « Experts Insights on PIDs (4

informative videos)

* Awareness raising campaign at
the "Manuel Ascencio Villarroel”
Children’s room at the City of
Cochabamba at the Children's
Hospital
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* PID Factsheet Posters &
Awareness Raising campaigns

T,
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https://www.facebook.com/FIDEPBOLIVIA/

Brazil

Associacao Brasileira de Alergia
e Imunologia (ASBAI)

« PID Testimonial Videos

00

Covid-19 Vaccination campaign

* #plasmajabrasil campaign
» Podcasts episodes

« Social media
engagement

%)
(]
(9]
s
o
o]
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Sl

COVID-19

Vacina é vida, Vacina é pra todos.

7 plasmajabrasil' ©


http://pequenoprincipe.org.br/noticia/evento-on-line-apresenta-o-presente-e-o-futuro-das-imunodeficiencias-primarias/

April 22, 2023 - April 29, 2023

Canada Get ready for the Pl Awareness Week!

AS DAt Of Ot BWINeNESS FaILng compagn caled Inviaie NO Mo, we are requesting thal members hom scross Canadu beyp us

w ‘ Immunodeficiency o
HOME Canada
Immunodéficience
Canada
FREVIOUS

Ak part of Our ssieenEs-cat g Caenpuage caled invisie No Mote, we ane seguesing
e memBens hom actoss Canada hald us 10 ensure That MUCPMDEs Aroas ¥a counliry Date
procisim Works Primary hrenuncdefitiency Awmrenmss Week April 2206 - 29th 2073, This

il s Sl Ut STk ik Wil s i i i fralebc kcre mies oot thie wad o

Aptl 22, 2073 - Apel 39

primary Immenodeboences Time

Immunodeficiency Canada -

Flease message the Programs Manager Daxid Josey ( | who
Wil provithe yOu With al 0he irdennatom you wil sesd st Sapport i apolCalitn jeocess

NEXT

YOU Mo e eSIad N SOIDCIDANNE WO Q10 akeady warking wilh mayors from S o
Wicturs acdd Vancoirer

° N at|o Na | WwWa I k W|t h over -IOO Durmg World Prvmacy Immuncaetoency Week, we hope that many mayors i recogeize
o . e INponance of Daing vishie No More. W are akso hogang tor Somie local sl sasanal
pa rt | Cl pa ntS media covernge of our Walk for lmmunodetcency happenng in Ottasva Saaurday. Aprt
% 15, 2083
Q * Awareness raising campaign W extiomaty that
LN i . . ” 0 N you com get
9 called “Invisible No More thvs hanpe. nanity

« World Pl Week Proclamations in
6 cities

v NATIONAL
IMMUNE

* Fundraising Walk for » DEFICIENCY

Immunodeficiency PAT'ENT

CONFERENCE

e 2023 National Immune
Deficiency Patient Conference NEW TOPICS INTERNATIONAL SPEAKERS THREE-DAY EVENT

+ Social media engagement B b T

REGISTER HERE
C Fundraising OTTAWA DELTA CITY

o CENTRE

P REGISTRATION FEE $50

LG

> ¥ DELTA MOTEL SPECIAL RATE
Click to see more G " st
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https://immunodeficiency.ca/

7y Fundacion IDP chile
¥ a

® - ~
‘ h I I e Proud 1o represent Chie @

o

aw
HOME
Fundooen & podres y erviger
R Con unodefie naai primanis

NEXT

Fundacion IDP Chile

« Participation in international PID & 1POP
campaign via video testimonial Aprii 2t 1200 @
(l PODI) We appiaud Fundacion IDP chile for overcoming obitades and embarking on collecting
valuable data on primary immunodeficiency. @ Jaime Brianson shares their expe... See more
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e Patient & Families board
meeting ‘

* Virtual meeting with IPOPI

representatives Celebracion
* Social Media Engagement semana d(‘ la ll)P
Parque Desdelos
T | e | wm
o Te invitamos a nuestro 2° evento

para celebrar la semana de los
5 inmunodeficiencias primarias
Click to see more

Paro moyor Informocion vaito nuestra web
www fundacionidpchide.cf

¥¥

T,
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https://web.facebook.com/Fundaci%C3%B3n-IDP-chile-1744509058988943/?_rdc=1&_rdr

Celebrate spring in China with kite-flying and the #WorldPIWeek
campaign! PID patients were encouraged to join the campaign through a
kite-flying campaign organised by PID CARE CHINA. Patient Survey QR

?l codes were printed on kites to collect important data from patients.

[ J
C h I n a (‘ Jessie - PID Care China @Jessiequmeng - Apr 29

«

PREVIDUS

>

NEXT

PID Care China

+ Kite-Flying campaign in 4 cities
e 150 kites with QR codes
for patient surveys to
combine activities with
data collection
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®
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» Social Media Engagement

» Actively inviting the community
to engage in data related efforts

% Vou and IPNPI
2
g.
N 11 Jessie - PID Care China Retweeted
_ vee World Primary Immunodeficiency Week @WorldPIWeek - Apr 25 e
Click to see more Y #WorldPIWeek Roadshow Destination#3 features Thomas Kreil, Vice

President, Global Pathogen Safety at @ TakedaPharma! Watch now to find
out maore about why data is so important in epidemiology

% bit.ly/3NbOQZW

%
41 | 2022 WPIW REPORT (:‘g’m Recipient of IPOPI grant



http://www.chinapid.org.cn/PidPage/news

Columbia

(A SAG
e gy

¥
o
£ a
a "
. -
A ; f
HOME .\"qr,‘mnp’
@ Fundacdién Fip
' Aprtl at 1656 &)
x.0
PREVIOUS Esta semana én todo &f mundo £513mos conmemaorando |a semana mundial de las

Inmunodeficencias Primarias, hacer conciencia de la importancia del diagndstico temprano s
pnmordial en nuestrc pais, perc aun mas importante es fograr ef accaso a tratamiento para todos
nuestros pacientes. Contamos contigo!

Fundacion FIP (Fundacion Radio www -v

Diana Garcia de Olarte) — ALAS

Collaboration with Iniciativa
Escuchanos y entérate See tramsiation
ALAS que se necesita en Argenting,
Colombia y México para ’
diagnosticar las 288, World PTWeel
inmunodeficiencias primarias. ~sogsd

» Podcast episode on PIDs

22-29 de abril
de 2023

Convirtiendo los datos

en conocimiento para

mejorar la atencién a

las inmunodeficiencias o
primarias (IDP)

* Social Media Engagement

L Uonoas

A : Mejorando ¢! acceso al
Click to see more diagnoéstico, el tratamiento y
Ia atenminn e o nacisntes
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https://www.facebook.com/fundacion.fip

i »

PREVIDUS

NEXT

Op&da ATOpwy e Zuyyevn
AvocoaveTrapkela kat PiAwv

* Social media engagement

00

» Scientific Conference on PAAs in
collaboration with Yroupye€lo
Yyelag KuTrplakn Anpokpatia ,
MaSatpkn Etapeia Kompov and
under the auspices of Cyprus
Alliance for Rare Disorders and
Kapaiokaketo 18pupa / Karaiskakio
Foundation
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 Presence in National TV Channel
on PIDs

e Translation of IPOPI statement
into Greek
‘A PID causing a heavy
burden of disease must

) always be recognised as a
o disability.”

Click to see more
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https://www.facebook.com/primaryimmunodeficiencycyprus

D e e e W
Ecuador =

‘AN World PI Week

TERTe NIABNONE « TRRAY

A ' > SEMANA IDP DEL
one 22-29 DE ABRIL

FUNDACION PIDE
Fam pacioners o rrmsredsaiencis
Frisarss - Tousdar

PREVIDUS

Foundation PIDE

» Social Media Engagement

* National Symposium "Talking
about Primary
Immunodeficiencies" for the
World Week of Awareness -—

. .0.0
 Illumination of the OId Y'Y o re Wk Y

Cathedral "lIglesia del Sagrario" in
the city of Cuenca

L Uonoas

(’Y ) AN World PI Week

o
o o
r
" ' pOsHrteE con mnlemedacks

w

8 * Training workshop, violation of _ o (1] ;;‘@

[l ri hts in hea |th Médicn Z_;l“hltu 'o

8 g PAGeine o Modicra £xtition "~

N} . q ‘ . Momsirante en ki oarera de Viernes 28 | HORA
Inaugural VldeO rnician y clotetico por ki UIDUA de abril | 18h30

Savado 2% 10h65 Direccién: Calle Luis

Cordero esquina, Parque

— Calderdn
o o  DRA. JOHANNA g
L, SANTACRUZ W r
L _ MOGTHT 40 Taercion y retdtico raere | oha ’l Y i AN
Click to see more .
[~ < Qw 0 -0
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https://www.facebook.com/FundacionPIDE.ec/

Estonia —

© @world_pi_week_ kampaania teises
videos kuuleme Hellen Ayagat,
Keeniast pirit ema,
kelle lapsel on esmane
immuunpuudulikkus.

A Patentide Uning
HOME

Turning real-world
data into knowledge
for better PID care

PREVIDUS

Eesti Primaarse

. Immuunpuudullikkusega P Liked by spasemimmunitot and others s
Patsientide Uh|ng pidestonia @ As part of the cngoing Workd Immune ety ¥l oveva & ‘;‘"""'
Deflcsency Week, the leader of our association Kersti MpEy oot
( PIDESTON |A) spoke to the good staff of Medicum Special Medical '
Ald and to the awesome students of the Kohtla-Jarve
structural unit of Tallinn Health Care College about  Hellen riligib andmete kasutamise rihtsusest
i i i pcimary lmimimiky deliclenty thraugh hier sperience . muutuste toomiseks ja miks rema parsientide
* Seminar- presentation at Tallinn AL Shic i <SS Mt BT e Ko mgnm'ﬂauw(m l’n’mrn lnﬁnunml&igicnuu
. . the Lion Hearts Brothers. | Y CIENCICS
o Un IV? rsity of Health and at Association Kenya otsustas koguda andmeid
1) Medicum . Kersti's message at both seminars was positive - IPOPT andmettoriista PID Life Index jaoks.
g despite the difficulty of the journey, the diagnosis )
6- . D . d b o p . MEn‘! stop you from dreaming big! Estonian ; pldestonia = . T
5 Iscussion round about rrmary patients have been luckv because the treatment is Tola
p—

Immunity” at Tartu University
Clinic on Ist of June

* “Adream day” for a child with
PID in cooperation with Minu
Unistuste Minu Unistuste Paev.

+ Social media campaign “Did you . RASTEARSIO!

kn ow? " %ﬁ‘%‘v& :—:'n::.::

y Navis asenaotaboe Mipe
Wordarmml dirtihets

Miriitades dodecrvorest

+ Informative banners for medical = 0 B , W
students in Tallinn and Tartu bropaciae

FWORLDPIWEEK ~ OQv ™

@ Liked by marlageharalambous and others

* Thank you letters to blood

o centers o
T
Click to see more

pldestonin Q Ulemaalimne Immuunpuusdutikkuse
nodal alges tana.. mon
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https://www.facebook.com/events/5954699221305275/?ref=newsfeed
https://instagram.com/pidestonia?igshid=NTc4MTIwNjQ2YQ==

France

. I [g | 3w VOUS AVEZ PARCOURU |
- ég o & |

2 4 x 19 904.9Km
- @ Association IRIS : ‘ \

= / / - - . #CourirPourlfis
» Social Media Engagement e ' L @

Course connectéee 2023

 |RIS Connected Race
#CourirPourlris
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Click to see more
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https://www.facebook.com/AssociationIRIS/

Greece

LJ
f“ | ﬁ SO Children’s
Hospital
« For what you hold most dear.

PREVIDUS

»
o IASO Children’s Hospital -

Paediatric Immunology
Department

» Tith Scientific Seminar (3rd
Session focuses on Primary
Immunodeficiencies — Immune-
mediated diseases)

L Uonoas
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Click to see more
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IASO Children's Hospital will have its 11th
Scientific Seminar in Creek!

@ [Aso e

For what you hotd most dear

The lectures of the 3rd Session (430 - 16:00 [EET]) will focus on Primary immunodeficie:
Immune-mediated diseases

As World Pl Week approaches more and more events take place globally. LASO's CThildren’s
Hespital I organising its Tith Scientidic Seminar (hybrid) in Greek! The 3td session focuses ©

Primary Immunodeficiencies
Chaues. Maria kanariou, Stylianos Grafakos, Talia Tsivitanidou - Kakourou

Paraskevi Maggina Complex Mantestations of Inborn Errors of Immunity / Primary
Immuncaencencies

loanna Barbounaki Diagnostic Approach of Prolonged Fever and Recurrent Fover Eplsods
Lampros Fotis Juvenile Dermatomyositis

Live streaming Nnk: et pe: favolution nowlive events/allinode/9s


https://business.facebook.com/pg/omilosiaso/posts/

Greece

«

PREVIDUS

Immune Deficiency Association
of Greece (Galinos)

* |Informational advertisement
video on PIDs broadcasted on
national TV, radio & internet

+ Featuring patients, board
members sharing personal
experiences

L Uonoas

Z uonoas

Click to see more
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https://greekpatient.gr/en/meli/%CF%83%CF%8D%CE%BB%CE%BB%CE%BF%CE%B3%CE%BF%CF%82-%CE%B1%CF%83%CE%B8%CE%B5%CE%BD%CF%8E%CE%BD-%CE%BA%CE%B1%CE%B9-%CF%86%CE%AF%CE%BB%CF%89%CE%BD-%CE%BC%CE%B5-%CF%80%CF%81%CF%89%CF%84%CE%BF%CF%80%CE%B1/

Immundefekt - dsai eV, hilft i« & 12eling joytul .
,»'L[V‘!J. 1313 \Q

e

2 more days until World Pt Week and 9 days until International Immunctogy Dayt The dsai is
coming along... stay tuned and keep sharing our posts. To improve diagnosss, treatment and to
raise awareness of congenital immune deficiencies in the public

POPI Warld PI \Week

Germany

© Ses anyinal . Rate S tranatanis

IAAY World PI Week

THAY S MAAREI  TRAAY

@ Pro AntikBrper - /
e # d s a l f::'h"f:_"“‘“"" 22-29 April 2023

Immundetekt
< 30 A H RE b “,." _ Turning real-world data into
FREVIOUS behandeln! knowledge for better Primary
Immunodeficiency [PID) care
>> TDIOWNG ooceas to Nognoss F
NEXT Leatrent sl cars for PID
patients through colaborative
Immundefekt S reokelnd Uets 8¢
\ /L #WorkdPIWeek
e Live virtual event on PIDs \ D1 ) j } p World Pi Week updated therr cover photo s

' 13 Apnil 2t 1329 D soulin: o
U) " H n g 1 . . . -
g « "Boyin the Bubble"in Berlin > auf der Reichstagswiese in Berlin - T S STIE YT B o e ool e A R
g bicod plasma, Supply must be Crisls-prool, supply INCITages MusT NOE Warkgn. POISCs & n
o * Social Media Engagement O
> | On the occason of Workd P Week the deal wm hapoy to support the action including &
— PSS conforence and thanks 3 PArTCDaNs Of The wipative: iitpay boy-in the bubbde com
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L il 38 11000 - M an et 1oat, Camary @
» ‘ ) ° . £

We need your support

Open event 1or 8 A1eCtRd and EMerested partss, 10 which wo cordially imite you
Ths event will b troadcasted via Zoom. hitps /200muu/yS040 4 7RG
’ okt #5ohy Fuaitens W FUngen Fhundestag Tauldineng Frinoan

§"e ndeiokt
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Click to see more
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https://www.facebook.com/www.dsai.de

Iceland

L i
ﬂ " LANDSP'TA'.' Sjuklingar / Adstandendur Fagfolk
«
[— Forsila  Siukbingar / Adstandendur Delldir og bjonusta
»
Lind Iceland o : idei |
naemisfraedideild
] ) Meginhlutverk deildarinnar er ad vera leidandi hvad vardar rannsoknir,
* Meeting ’Wlth nurses at the greiningu, medferd og eftirlit dnzemis- og ofnaemissjikdéma 4 fslandi. Auk pess
" Children’s hospital and the veitir deildin alhlida pjénusturannséknir 4 svidi gigtar-, bélgu- og
o Department of Immunology sjalfsofnaemissjiikdéma
—
° » Presentation of the Immunology
— departments new website PRTTw—
. . Sigurveig b Sigurdardaottir
* Educational material yeiga@landspitaliis

+ Organising 2 meetings for
November

e Educational meeting for
nurses, medical students &
health workers

* Meeting for parents of
children with PID & adult
patients
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https://www.lindisland.net/

India

a IPSPI - Indian Patients Society for Primary Immunodeficiency

11859 Q
. . X #IPSP-Indian Patients Socety for Primary Immunodeficiency in collaboration with Medicine and
Indian Patients SOCIth for Pediatrics Department of Lady Harding Medical College, New Delhi organised CME on Inborn
primary |mmu hOd efiCiehcy Errors of Immunity on 29th April, 2023 in Auditonium, Academic Block, LHMC, New Delh

(IPSPI)

+ #IPSPI-Indian Patients Society
for Primary Immunodeficiency in
collaboration with Medicine and
Pediatrics Department of Lady
Harding Medical College, New
Delhi - #WPIW2023 Conference
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* a Sharing and Caring of |EI
Patients and Family Event

#WPIW 2023 CME on Inborn Errors of Immunity

ty 1Or Frimary munNoaGemn icy m cofiaboration with Medicine an

R

o’
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https://www.ipspiindia.org/
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PREVIDUS

>

L Uonoas
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Indonesia

Ay
@ I DAI Indonesian Pediatric Society

COmMITIOd i inpianing The Meslin of mdoneson Chitdien
IDAI (Indonesian Pediatric

Society)

» Social Media Engagement
* PID Facts visuals

¢ Online Symposium

Click to see more
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IDAI @idai tweets - Apr 24

Simak informasi lebih lengkap mengenai Primary Immunodeficiency

dalam infografis berikut ini.

#|DAI

#indonesianPediatricSociety
#worldprimaryimmunodeficienyweek

@@ Ay Worldpt

SEBERAPA SERING
IMUNODEFISIENSI PRIMER DIJUMPALI?

Week

‘A
Konsult: anda ke

Dolthtalu anyakan
500 bayl kesehatan & mllm:‘unpom

Pameriksaan g
berdasarkan
Pomeriksaan d

IDAl @idai tweets - Apr 23

Ikuti Online Symposium Ikatan Dokter Anak Indonesia dalam rangka
Worid Primary Immunodeficlency Week "Recognizing Primary
Immunedeticiency in Resource-limited Country” yang akan
diselenggarakan pada:

Hark: Raby, 26 Aprii 2023
Pukul; 13.00-14.00 WIB,

| ~ e TTESQ
g\ inanmu x‘\
s

Onlise Sympasium Batan Dokter Anak Indanesia
6 dalam rangha World Primary imsunedeficiency Woek ~
Recognizing Primary Immunodeficiency
in Resource-limited Country
e §
Moderator
dll.knnnllo.
Mioﬂl)
mwwl. Pangarus Pusat 1I0A}
runolog
FR=) pabe, 26 nn Dattar pads tastan haricst San flust
g uuu‘:'m Mg e N OSIDALTGApr [OF 40!
Acars bl dupal dbhat] hed debtns S


https://mobile.twitter.com/idai_tweets

Indonesia

Pertilmpanan Pasies

L Imunodefisiensi
HOME Primer

Indacess

£ T — —

«

PREVIDUS

» . .
- Indonesia Primary
Immunodeficiency Patients

Society - IPIPS

* Indonesia Registry Work Plan
Launch to kick-off pilot for
national registry (Timeline: 12
months)

L Uonoas

+ Family Day on May 28 with 50
participants including patients
and experts

* Social media engagement

 Online article

Click to see more
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Hi Faremz. weicome Wood P Week 2023, 10w S 10 CONTICUES 30 (NS SWAreness of prmary
mmunodaficiency in Indonesiy

This year's theme 15 Turning 1eal-wornd data o kncalecge for Dettey #7510 care
Compretensve pauers Ota can later help physicans to better understand the cxses provde
3 clagnoss. and prowide the treatment that i Dest sulted 10 patients’ needs,

SAAY World PI Week

PRRt s AR At

22-29
April 2023

Turning real-world
data into
knowledge for
better Primary 9
Immunodeficiency
(PID) care

HNETOVING access 1o
diagnoss, treatment and
cary for PID patients
trough collaborative

& real-world s e

#WorldPIWeek

s
i

munghan

Iei]

hebutuhan yang peang didapatkan oloh keluseon Lain

Andh Genian poryakt etk soperth IDP s miutubkan puraenly) modis e fenoe

Khusus aan daam w i Apalagi
masih eegoiong largha Blonad. Bl DUCArQanan (e perya

basar

6 Hal yang Dapat Dilakukan Orang Tua ketika Anak
Memiliki Penyakit Langka IDP

Daaanods 1IDP gage anci dapal memborsan pengalaman lusr Bass uriuk Selurub
Relu bt cearg TRANGEITT Wity Sl LUk mangelabor b mans nsrus

W TR LA rb i eyt S dukutgar

Bebarapas Wngkal Barikud dapest oeerpad] pOGAgan Uruk mismasilan srak Congsn

ponyakt Lngka monunma penanganan dan penkeatan temalk Schirgga. Anda dan

— YIRS QNTUX PRAENT SHAT Avan
() DIDIAGHOSIS IMVUODEFIMIE N AL PRIMER [

»
(:«{% Recipient of IPOPI grant


https://web.facebook.com/imunodefisiensiIndonesia/

Iran

» 14th International Congress of
Immmunodeficiency Diseases
(ICID) — 26-27 April

e 28 Lectures

Iranian Primary
Immunodeficiency Association
(IPIA)

%)
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(9]
s
o
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e 11 countries

e Exhibition area at the
Immunology Congress to
increase awareness of
healthcare workers on PIDs
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th

International Congress on

Immunodeficiency
Diseases (ICID)

Apnil 26,27 - 2023
Children's Medical Center,
Tehran, Iran

! MWirtual Congress

3

Research Center for Immunodeficiencies [RCID)

6 - N = —\’?— D‘]’ Biotest 5 &

Recipient of IPOPI grant


https://rcidcong.tums.ac.ir/?q=Call%20for%20abstract
https://rcidcong.tums.ac.ir/?q=Call%20for%20abstract
https://rcidcong.tums.ac.ir/?q=Call%20for%20abstract

Ireland

IPIA ////p

Irish Primary Immunodedicencies

»

PREVIDUS

. IPIA - The Irish Primary
Immunodeficiencies Association
Q * Social media engagement
» Collaborating with hospitals to
create & purchase posters,
leaflets, goody bags, treats,
emergency cards to distribute to
PID pateints
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@ ipiainfo

Recipient of IPOPI grant


https://www.ipia.info/

Israel

PREVIDUS

- O
o
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T,

Bubble Care

Presentation to Immunologist
doctors

2 videos on PIDs in collaboration
with Takeda featuring Ruti
Steinberg & Dr. Nufar Marcus

4 videos on patient stories
Online articles
Social media engagement

including warning signs,
podcas icles & testimonials

Click to see more
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BUBBI.ECARE

‘vmn YO0 1% ARy

| Annya o oy wp WG
712079 37 TIN2 ANIAYA Ty

9.« gavid Hagin

Allergy & Immunology Unit
-

Sourasky Medical Center :

-

N~

-
-

more typically bacterial infections,

(&)

Recipient of IPOPI grant


https://web.facebook.com/bubblecarepid/?_rdc=1&_rdr

Italy
alp
€80 amniinsieme

@ ASSOCIAZIONE
- IMMUNODEFICIENZE
PRIMITIVE
0.4V

«

PREVIDUS

Associazione Immunodeficienze
> Primitive & Federazione
[talianna Associazioni Donatori
di Sangue

* Brand new comic episode of
Lino Globulino, the superhero of
children with PIDs

e 2023 Stakeholders and Patients
& Doctors Meeting

L Uonoas

* Press Release

* Social media engagement
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% Click to see more
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https://www.aip-it.org/media/comunicati-stampa/
https://www.facebook.com/AIPImmunodeficienzePrimitive/

Japan

& NPO;EA .
PIDDIEZ DS

‘ P

PREVIDUS

>

PID Tsubasa no Kai

* Media conference in Tokyo on
oth of April

* Articles published in 6 media
outlets

L Uonoas

* Social media engagement
10 warning signs”
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Click to see more

NPOZEAPIDDILE D PIDTsubasa-no-Kai @FID_Tsubasa - 451281
PID (2T SOF AR O
HEE TR TR T,

FOEDISRIC #PID HREDH.
FIWIo~THD

[1006M5 | iFEEICLRDET,
MWRH=takeda.cojp/patients/pidna
A RI=akeda co.jp/patients/pidna.

#WorldPiWeek #10WarningSigns

takeda.cogp
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https://npo-pidtsubasa.org/

Kenya

i Primary Immunodeficiencies Association Kenya ee
== 23 Aprilat 16:51- Q

« pids ==

PREVIDUS

>

PIDS Kenya

* Social media engagement

e Participation in International
Video on PIDs (IPOPI)

L Uonoas

@ IPOPI
‘ = 23 Aprilat11:01-Q
Click to see more _— o
Seeing the numbers makes me feel less alone.

In the second video of our World Pl Week campaign, we hear from Hellen Ayaga, a mother
from Kenya whose child has... See more
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https://twitter.com/pidskenya

Malaysia

F
H

MyPOPI

PREVIDUS

- MyPOPI - Malaysia Patient
Organization for Primary
Immunodeficiencies

Q * Organised a Blood Donation
Campaign & Collaborate with
the Ministry of Health of

Malaysia to promote awareness
of PID on MoH Online Portals.

%]
®
0
s
o
>
—_—

* Dissemination of infographic
* Social Media engagement
* Participation in World Pl Week

2023 with Patient-Clinician
Coffee Talk

T
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Adakah ia hanya
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Recipient of IPOPI grant



https://www.facebook.com/MyIpopi/
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* Visit to Papalote Children’s
Museum

+ Ist congress on PIDs led by
specialists
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* The Ball isin Your Court Public
Policy Advocacy Campaign

» Social Media Engagement

e st Primary Immunodeficiency
Podcast in Latin America

T,
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https://fumeni.org.mx/
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NEXT
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Morocco

Hajar

Launch of new service dedicated
to PID patients

Award distribution for best
medical student awareness
video

Blood donations

Scientific conference on
vaccination

A party for children with PIDs

«  PID quiz

*  Meeting with nurses,
doctors and parents

e Gifts
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2\ Stiching voar Afweerstoorissen
R @

‘,’ | Stehting womr AMwweritoocrnaen

Netherlands

PID EVENT

ZATERDAG 23 SEPTEMBER 2023 JAARBEURS - UTRECHT

aw

HOHE
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Stichting voor
Afweerstoornissen (SAS)
Foundation for Immune
Disorders

NEXT

Darnt sbom [0 bt vans cor phavie ot bONEL I8 varadang e WY

Margo Dona
Best shd SAS

PID
EXPERTISENETWERK

* National Patient Day for PID
Patients & Families

wn
D
o + Participation in International PID
° video (IPOPI)
« 4 Informative Videos in
collaboration with Industry ;
partner .
« Launching of PID Expertise D e CSL Behring

Network
o .
« SAS Family Day with 130 visitors &~ PO »n- @

«  Announcement of national 0 agen s
Sepperoret - vt
PID empowerement event heprall s

(23 September 2023)
* Social media engagement o Het product

T Click to see more
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https://pid-expertise.net/
https://pid-expertise.net/
https://www.pidevent.nl/
https://www.pidevent.nl/
https://stichtingvoorafweerstoornissen.nl/
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New Zealand
ZIDFNZ

Immune Deficiencies Foundation
of New Zealfand

Dkugs

IDFNZ Kids Foundation

* PIE for PI Challenge

00

 World Pl Week Quiz

* Warning signs posters available
in multiple languages

» Social Media Engagement

Click to see more
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Looking for a FUN way to support [DFNZ? Pl Awareness Month

it » N Vienk Craliegy
enterour ‘i€ for PI” competition
A FUN Wity 10 sUpprons IDFMT 10 1048 Ta035 31 Swieoness
Ty Frrer pair P fmr Y commpeeion
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Taks 3 Piein e e for P e seppoet IDFNT

Danae tere

1O |DFNZ Kds Foundation

Ut T e ©

Takea Picinthe face for PIE for Pt Challenge
Pland support IDFNZ

World Pl Week Quiz! =

e

How much do you know about
primary immunodeficency?



https://www.facebook.com/IDFNZKidsFoundation

Phillippine Patient Organization for Primary Immunodeficienches

Philippines
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Philippines Patient Organization
for Primary Immunodeficiencies

Q » Social Media Engagement

e Comic strips on brochures,
posters, leaflets and other
promotional items

Phiippine Patient Crganization fal Primary mmunodeficlencies

K
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* Fundraising

Dac pneumonag \
) N This s
'\ the third time

L AN EAR INFRCTION
4 AGAINT
Where is your

.. daddy?
Z e 1 rufer you slreadyt

’ﬂ . World Pl Week - YouTube

- ‘§- 3
T, y. and !
o L Uke J Comment & Share ’-

o’
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https://www.facebook.com/philpopi.org/

Poland

@A immunQprotect

Stowarzyszenle na rzecz 0s6b z nledobotami odpornodat

«

PREVIDUS

Association for Patients with
Primary Immunodeficiencies
(IMMUNOPROTECT®

» Educational wobblers with 10
warning signs of PIDs for general
practitioners

L Uonoas

Click to see more

Z uonoas

%
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https://immunoprotect.pl/

Portugal
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PREVIDUS

= APDIP - Associacao Portuguesa
de Doentes com
Immunodeficiéncias Primarias

* Social media engagement
* Family Reunion in Aveiro

 PID walk
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“{ APDIP - Assoclacho Portuguesa de Doentes com imunodeficiénclas Primarias

a5

This week & dedicated 10 raiSing awarsnéss in our society about Primary Immune Deficiencies

1DPs} to diagne

This year's theme relates to

MORSS 50 roal -wor

MA 15 key 10 Improving pramary immauncdetciency

exly a1 px and ensure optimal treatment
mmportance of national rare hisease data recorcs Haw ng

) cave for several

NS Such 35 bettar undersianding of the disease, parsonalized traatments, aarly diagnosis

Jevelopment of naw drugs, health poli.. See more

K

VYV Word r1ween

22 a 29 de
Abril de 2023

Transformar dados actuais
em informacao para
methores cuidados de
Imunodeficiencia Primaria.

29 de Abril

Vem camivihar 5 km



https://www.apdip.pt/
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Puerto Rico

mnuhoo',

5}_@‘: i;:'.%"g
"%.,A j
APIP

Puerto Rico Alliance of PID
Patients (APIP)

families and doctors

e « Family meeting with patients,

* Launch of educational
awareness campaign via social
media

T,
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Dra. Cristina Ramos

Recipient of IPOPI grant



Romania

wBP1,

4

Romanian Association of
Patients with Primary
Immunodeficiency (ARPID)

e Presencein WPIW Patient-
Clinician Coffee Talk

« Virtual National ARPID
Conference
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* Regional patients-doctors-
nurses meeting

» Social Media Engagement

» Participation to International
PID Video (IPOPI)

T,
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ARPD - Asocata Romara a Pacentiior cu Smuncdeficiente Primare wa

a

. 4 o Primary

pe intelesul - ;# 4
pacientului e N
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Patru medici se reunesc sa e Gl
ajute pacientii cu : O AL
imunodeficiente primare In Romania traiesc 600 de
P——— pacienti diagnosticati cu

imunodeficiente primare, dar se
estimeaza ca numarul celor
nediagnosticati este de 10 ori
mai mare

Atna Neagu « MotNews.ro

Peoste 600 de romini sunt astiizi
diagnosticati cu una dintre cele peste 480
de boli din familis imunodeficientelor

primare, dar, din cauza faptulul ci, foarte
frecvent, aceste boli se manifestd ca niyte
infectii comune, se presupune o existi
altl 5.000 - 6,000 de conationall care au o

Patru medicl ramam se reunesc vineel, 28

aprilio, ca 38 exphbca mad bine
Imunodeficiantele prenare pacientiior g

celor care §i ingtijesc
—_—

@

TR ks

Recipient of IPOPI grant


https://www.facebook.com/ImunodeficientePrimare

Russia

«

PREVIDUS

>

NEXT

Q . Coming Soon!

L Uo1oaS

Click to see more
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Slovakia () | IMUNODEFICIT

Zdwulenie pacemov & primdrmou Frunodefcenciou

Trietie stretnutie pacientov s poruchami imunity

< Pororpravat sa medzi sebou

A/ ZDRquNIE 7 Porozpravat sa s odbornikmi a) mimo ordinanych hodin
o A/ PACIENTOV
S PRIMARNOU
« IMUNODEFICIENCIOU
>

Zdruzenie pacientov s
primarnou imunodeficienciou,
0.Z.

IMUNOF __ TSK |

Zdruzenie pacienic = ,'
* Awareness raising video
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>
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&) Click to see more

=)

N /’ ) Zdruzenie pacientov s primarnou imunodeficienciou -
} ( 26 April - @

Tento tyZden je pre nas velmi ddleZity, lebo od 22 do 29 aprila sa kona "World Pl Week" cize v
preklade Svetovy tyZder pre primdrne imunodeficiencie. Tento tyZden je venovany hlavne
zvysovaniu povedomia o ochoreni a preto budeme radi ak nase video podparite zdielanim. My
sme pripravili 10 mindtovd prezentaciu, ktord odvysielame v stredu o 18:00, a bude zarover aj

* odprezentovana na odbornom Sympdziu pre primarne imunodeficiencie, kt. zastreduje doc.
MUDr. Peter Ciznar.

See translation
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https://www.facebook.com/imunodeficit/videos/776231190835713/

South Korea

PID Korea

meeting

@ * PID Korea regular families
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(9]
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PID Korea
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%  BCN PID Foundation @bcnpidfound - Apr 25 ) ECHEID Foundation Retwestnd

-
PID Us presentem I'Andrea, membre del patronat de la @t cmo'cir’m,mf@ Mecihlanine @medhlonine: Apr?s

ediatra immunodloga de la UPIIP de @vallhebror Grécies el se FaraPmary i i S
@vallhebron.
p u (<1 = p g awareness of the importance of early #PID diagnosis. In Medhionine, we

que fas dels'paCIents pediatrics amb #IDP i la implicacid amb la want to encourage initiatives and organizations that improve access to
Fundacio! & PID treatment and early diagnosis. @bcnpidfound
A #WPIW2023 #WorldPIWeek @WoridPlWeek
HOMWE
youtube.com
FREVIOUS

Membres de la BCN PID Foundation - Andre:
PRIMARY

Us presentem a ’Andrea, membre del patror : -
] N EFICIENCY
la BCN PID Foundation i pediatra immundlog i ODC' .

NEXT

Barcelona PID Foundation 5t Aoyl
20" April——

Q 2 Illl 60 -:L
e Foundation Members Videos

* Social media engagement

e Fundraising event

Formacio

® Curs SCP/SCI par & residants

wn
(]
0
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o
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e Curz IDP SCP/SCI por a infermana

e Adult patient care seminar

* Educational activity at Grifols

‘ Difusié

Activitats emmarcades * Publicacic de 13 videos amb
on la Setmana Mundial I'cbjectiu de coraixer els
de los IDP 2023 menmbres | professionals vinguoy

o la BON PD Foundatan

Click to see more

*
PID &

Activitats per a pacients i families
¢ Sortida educativa per o pocients ¢

fomiies of museu | planto Grfols

® Exzurnid matinal o la Molaspeene

\

‘ Anuncizmam los dotes de les actwitats | horaris @ les nostres XXSS

73 | 2022 WPIW REPORT


http://www.pidfoundationbcn.org/

Spain

a
HOME
ASDCWCOM (S'A‘l}u\ nc DETICAT ISMUMTAR G SRIVAINOG
PREVIOUS
NEXT

Asociacion espanola de deficits
immunitarios primarios (AEDIP)

e Two walks in Gavilanes
*  More than 100 inscriptions

%
o) .

o * Information on PIDs {
— . ) ® 5 N
€ + Plasma donation borchures NOD

derecte ‘sigvoo. - de | los - comproaries del

FLAZA DEL COTAND GAVILANES IAVILAY
29 ARRIL 2032
Hors dv macuantee: OO0 AN

2. pnen:n SO0 CURdRE. lo e que w0 pusde

Vighae 3 2 o b o
. i mAGUlN, 1 Aere en cava giwn, v pOnNeIse un
cacmrch que tienm

DONA PLASMA,
DONA VIDA

Tumatac AKDIP. Corpumin Sl (oc e 3 xmacs S Ehinms y Vi 11w bt sc 3w vaskon 2071

Pesenisl oe Dassinaiisdas 1OACH
JF8eCarns Wipery v Sanawinin

Click to see more

Phosms sanguineo humano

n prablema do aupendenm ¥, on

mnhnmda o paciic go. mm
/‘ e ,v[k.«\u para_sbastecer
denomineds patmafne
podéis domar plasma
e'lIlM W T(MiMlmeﬁ hay
Iy} para mie Hpo o dorac

2 cada 15 dias y Tens menos

¥ acore e
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https://aedip.com/

Sweden

a
HOME T\
S PlO
&
Primdr immunirist
PREVIOUS Sroansaticoen

Primar
immunbristorganisationen

o #GoZebra walk campaign

* Social media engagement

L Uonoas

Click to see more _

Z uonoas

Tt
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22

Apri

World Immunodeficiency Week and the #GoZebra campaign. News!

#ZebraRun

O Aped 22 - Apnd 29

-

Véridsimmunbristveckan 22-29 april 2023
Insamlade timmar under kampanjen #GoZebra

ResLTAY 876

28/4 58

TOTALT 404 timmar

27/4 W3

TOTALY 291 timmar
264 44

o TOTALT 247 timmar

el 25/4 8l

TOTALT &0 timmar

24/4 45

TOTALT 121 thmmae

23/4 70

TOTALY 5 timman

g.”

C ST

*GoZebra-promenaderna samias pengar in till PIO, via stod frén
mp s samarbetspartners samt via appen RaceONE #ZebraRun.
Tack for att du hjdlper tii och bidrar med din tid!



https://pio.nu/event/varldsimmunbristveckan-och-kampanjen-gozebra/

Thailand

- 4
THAIPOPI

<< Ihat Pade st Cagur sl e
Py Invanatelcecce

PREVIDUS

Thai patient Organization for
Primary Immunodeficiency
(ThaiPOPI)

e Souvenirs for donors to the Thai
Red Cross Society

» Paper notes for people donating -
blood during WPIW aou

JoUSunNd

L Uonoas

* Social media engagement
10 warning signs

Click to see more

Z uonoas
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https://www.facebook.com/profile.php?id=100064861353654

Turkey

TURKIYE
ULUSAL ALLERJI

VE KLINIK IMMUNOLOY| BERNEGT 294 ezlicler HaMay kapsamends bu yf da arkindsik
PREVIOUS kutiamannda attic
| ye ¢ fwkmds tutmak smacyie tum Rsstalsnmiza 3ifa
Jledianm N e 'Tl:v.'L:.n"ﬁ [HeE 3
1 Tall AThinkZnbea AWorkdPIWeek #MUPAL SIMYED ¥IPOT) # jeffreyMadelFundation
o Ulusal Alerji ve Klinik v MUPAl o1 y ‘

Immunoloji Dernegdi (AID)

e Klinik imenonolop

* #ThinkZebra kite flying in Gaziantep

* Q&A Seminar on PIDs with patients
& families

wn
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Y ) ' ' ‘ - ~
o : ’ ) m O Yolube O3
Click to see more

It
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https://www.aid.org.tr/primer-immun-yetmezlik-haftasi-etkinlikleri-2023/

Ukraine

Rare Immune Diseases

in Kyiv (May 2023)

6 « Social advertising in metro lights

» Posters for Pl signs

%)
(]
(9]
s
o
o]

« Distribution of information
booklets to hospitals
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United Kingdom

X IMMUNO

& (\ DEFICIENCY
HOME ( UK - =
Supporting familias affected
& by primary and secondary
[— mmunodeliciency
>

Immunodeficiency UK

* Social media engagement
* Posters

e 2 patient stories on APDS and
Complete Di George

L Uonoas

* Sharing Community voices

* Patient survey in collaboration
with Takeda (Launch on 8 June
2023)

* Donation campaigns

% Click to see more
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b Immuncdeficiency UK

23 Aphil at 15289
This #WorlcP|Week we'd ke to highlight the story of Oscar and Sryooy. Oscar was bom with the
primaty immunoceficiency Complete Di George syndrome. genelically diagnossd a3 CHARGE

syndrome

He received a ground-tireaking thymus trarsplant at Great Ormonsd Street Hospatal 1o treat his
immunodeficiency when he was just & few maonths cld. Here, his mother Bryorry shares the story
of Oscar's diagnosis and trastment and revesss how 0car i doing now

> Immunodeficiency UK
pww immnndeficencyuk.,.. See more ’

hito I3 Apeil 2t 12450 @

Someone with an immune dizorder needs arcund 130 donations a year to help save their life
Peopie with PID rely on the generosity and commitment of piasma and biood donors. Plasma
donations are an essential gift to people in need of immunoglobuling and other plasma-derived
medcinal products

This Plasma Donation Week please share this post with your friends and family and ask them to
head to httpsy//www tdood couk/plasma/where- to-donate-plasma/ to sign up.

This Plasma Donation
Week, be proud to be
a plasma donor

Search 'donate plasma’ 1o register now

P Lmalicratha s

Immunodeficiency
UK is here to lend
a helping hand.

Waoarld Pl Week,

Visit our website at
www.immunodeficiencyuk.org

S IMMUNO
DEFICIENCY

IKUK

Recipient of IPOPI grant



https://www.facebook.com/ImmunodeficiencyUK/

United States e - 7 v

& Immune
l Deficiency
Foundation
- @ Immune Deficiency Foundation

Q * Social media engagement
* In-person advocacy campaign in
Washington PATIENT SAFETY &

.« #WalkforPl campaign PROTECTION

i »

PREVIDUS

wn
(]
0
s
o
o)

By protecting each other with
vaccination, we protect
people with primary
immunodeficiency

‘?Ww«wnw“k HWorldPIWeek wortldpiweekorg
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https://www.facebook.com/ImmuneDeficiencyFoundation

Vietham o

) &8 Viet Pips
' World PI1 Week sl 2

AT ot Coke DOAN - e T8

Chao ming Tuan 1& Su
the giai #WorldPIWee

DO hé trg blr nias

f; Sy ghdrn erviies ks ey p80d oo
Vitt Nom -
g Like
&
e Q Thu Phan
> Mang cac ban
o Vietnam PID Patient Support

Group (Viet Pips)

* Social media engagement

wn

D
(@}
(=
(@]
i}
p—

X &8 Viet Pips

April - @

@ o
J‘, Like

Click to see more

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

Venezuela

A
HOME

IDp. Inmunodeficiencicas

Primarias Venezuela

PREVIDUS

@ IDP-Venezuela

1 hour radio interview featuring 2
immunologists

wn
D S
a + Concert “Playing for PID" in V‘XW ERRONES INNATOS
S theatre uwulmm driana KMMarqy
. WPIW 2023 Hik lnmunodaiizion "’ 43 08 DK NAYD s0um
L] I e MOTEL INTEN MAMAUAING, B XULAN
D g e Domingois IV JORNADAS ERRORES INNATOS
{BABRIL 2 NACIONALES DE LA INMUNIDAD

* “Approach to the patient with _ Jnmyndlogos
recurrent infections” conference T s

e 2 Webinars

x
= FECHA: MARTES 39/04/3023

— WORA 7110 P HORAVENEZURLA

N, TRAVES 2K LA CLOWTA WEVITAATTIA

:
,
N

e 5th Annual meeting on IEI|

* Annual meeting with PID
patients

* Social media engagement

b
°

Expo PID

Click to see more
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https://www.facebook.com/acidpvenezuela

Latin America

x_0
Radio www

ALAS

=V = INICIATIVA

@ Escuchanos y entérate
HaKE que se necasita en Argentina,
Colombia y México para .
diagnosticar las ' \
inmunodeficiencias primarias ' 4
FrEvans Alianza de Asociaciones de inmunodeficienias Primanas P ?ra-\‘-:s?l:y-vlsv.,"i:i‘

Iniciativa ALAS

® aID

iESTRENO!

PODCAST

INICIATIVA ALAS ‘it l. Aus
)\

o Inmunodeficiencias
Primarias jAl Aire!

+ PID Radio

00
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Laura Doldan
ALAS Argenting

Click to see more

INVITACION

i ABRIL ,» 4 Y *!

S [R5 3

1 e
i g

°.0.0

s 4 ¢ Ao

83 | 2022 WPIW REPORT


https://www.facebook.com/IniciativaAlas/photos/a.127550181960438/741214457260671/

International

vy 1POPI
@« N 8 Aari at 1200 @
e Our final video in the World ™ Week campaign senes is here!
Thig time, we hegr from Dimas Sugliharto from the Indonesian Primaty Immunodefioency Pateent
IT\-IERNAH\,NAL Socety ( } about the ritical role patient organisations play in coflecting Gata
PREVIOUS AN . g
' ’ ‘0 "Nty dot pae e We hope this seres has highlighted the importance of data collection for rare diseases and
1 Inm
— inspired more patient organisations to start callecting data, .. See more
= International Patient

Organisation for Primary
Immunodeficiencies (IPOPI)

Roundtable discussion in Madrid

IPOPI World Pl Week Campaign

. Featured video interviews with
individuals from France, Kenya,
Netherlands, Chile, Indonesia,
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»  Highlighted need for improved improved navigation

data collection, hurdles faced E._

+
by patient organisationsin . f Appointments
data collections Simple uport —.LEJ % 8 absences

. of data Ci
* Putaspotlight to IPOPI PID s 120PI .
Life Index . i vy s
\\\‘ Sty Exciting news! This Facay, World Pl Week is bosting a fve event featuning thres of our very own
PRIKTVUNE IPOPt representatives: Otilia Stanga and Bruce Lim from our Boatd of Directors and Dr. Nizar

Mahlaaus, Chair of our Medical Advisary Paned

= |
/ Ture w oh Woeld 21 \Week's YouTube channet at 15 CEST Tor 3 descussion on the powes Of ga3ta
. and patsant registries 1o Improve ¥ care glod
o it Mt ly/20twas Se¢ moce

World P| Week Patient-Clinician

* Health application 41D

* Social Media engagement

o

Coffee Talk

RS Click to see more

CET TO KNOW THE
NEW FEATURES 23 \"“
' &IDIPOPLORC ._-_-.‘—.':. i
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https://www.facebook.com/ipopipid

Jeffrey Modell Foundation (JMF) @Info4PI - Apr 29

It's the last day of #WorldPIWeek & time for our final stop: Australia &
New Zealand! ® ¢ Our regional toolkits aim to ease the diagnostic
odyssey for Pl families worldwide by directing them resources in their
regions. Find all of our toolkits at 18r.it/QWIW @@

= NEW ZEALAND » English

International

)
. Jeffrey Modell g
HOHE Foundation A 3 -
Curing PI, P 45tages of Testing E :
PREVIOUS WO"\ Wlde » P immune System Postors : 3 o)
v / P Patent Organizations ': - 5
Stages of Testing |- - 4 e
Jeffrey Modell Foundation St ~ %"
: I ’ bty @
» 0 vemin v
* Regional Toolkits o
) ’
+ Social Media Engagement ~ am £

e Patient Stories
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Reglonal Toolkit:

AFRICA

Reglonal Toolkit:

ASIA

» <
>
>
[ T—
-
S h =
AL LA T LEN L1 LALLL TLL INtDar VAN ELULE L
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https://www.info4pi.org/

Life Sciences Industry

3 followers + Follow

aw
HOME

Today kicks off #WorldPIWeek, a time to show our support for all those living

+ Follow ««-

World Pl Week begins on April 22, and it is an important opportunity to help bring
about change for Primary Immunodeficiency (PID) patients worldwide. This year,
#WorldPIWeek focuses on turning real-world data into knowledge toc improve
access to diagnosis, treatment and care for PID patients. As part of the

with #Primarylmmunodeficiency. During World Pl Week, we'll be sharing
resources, facts and stories from those living with PI. Learn more abou ...z2e more

10 MILLION

PEOPLE WORLDWIDE
are living with
Primary Immunodeficiency

#DataForPIDs campaign, we invite you to join us in sharing why you think data is
essential in improving care for Primary Immunodeficiencies: https://bit.ly/3KX31yY 5.0.0

PREVIDUS

World PI Week

TEAT» DIAANORE s TRRAY
22~29
April 2023

Turning real -
world data into
knowledge for
better Primary
Immunodeficiency
(PID) care

Share Your Story!

NEXT

Data 1s 3 cntical tool to improve the lives of

We are al working on projects to
diagnosts orithms for

Wolfhard Erdlanbruch
Mead PDT Global Meaical Affairs
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OO
o Takedal sto I:Ada -:;l. W-S‘ek

B ‘a’ Chiesi Global Rare Diseases @ChiesiGRD - 23 avr.

3 As we join with the global Pl community in recognizing @WorldPiWeek, we
; invite you to listen to the story of Jakob and his parents, Andrea and Kamil,
who found strength in their family’s journey with ADA-SCID:

youtube.com/watch?v=AU-cnw...

@FighterJakob #SCID #WorldPIWeek

youtube.com
Super Jakob: Bubble Boy, Little Fighter | Behind
Every Superhero...

>

QO s i 432



https://www.linkedin.com/posts/takeda-pharmaceuticals_worldpiweek-dataforpids-activity-7052264265080033281-az2g?utm_source=share&utm_medium=member_desktop
https://www.linkedin.com/posts/okan-do%C4%9Fan-56806a68_worldpiweek-primaryimmunodeficiency-activity-7055633011899252736-0AR_?utm_source=share&utm_medium=member_desktop
https://twitter.com/ChiesiGRD/status/1650139967862059018?cxt=HHwWlMC94drjvOYtAAAA
https://www.facebook.com/korumedical/?locale=fr_FR

A
HOME

PREVIDUS

Thank You!

World Pl Week 2022 was a success again!
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PID awareness does not end with the campaign.

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

23Ny World PI1 Week

TESTe DIAGNOSE ¢ TREAT

T

We thank our committed sponsors; without their support our campaign would not be possible.
Takeda (Gold Sponsor), CSL Behring (Silver Sponsor), Chiesi (Bronze Sponsor)
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