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Turning real-world data into knowledge
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A global movement to drive change

The Week acts as a central platform to drive awareness as N

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 PlI.

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.
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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.
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driving the events every
year
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World Pl Week in pictures
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Our active network
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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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What do we mean by “real-world” data
(RwD)?
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Online engagement campaigns ‘

a

OB wecta Prasaet
o, databases)? ) ) fhngemrtiben

Media Tools ‘ N«vals)«‘:oTVacxoc.\n\sv'{se‘ar‘v B ‘;

Y Mendrwes

22-29
Avril 2023

Transformer les
données du monde
réel en connaissances
pour une meilleure®
prise en charge des
Iimmunodéficiences
primaires (PID).

Améliorer |'accés au
diagnostic, aux traite-
ments et aux soins pour
les patients atteints
dimmunodeéficience
primaire (PID) grace a
l'utilisation de collab-
orative des données

du monde reel.

#WorldPIWeek

wwwworidpiweskorg (@) esinmme. (D) pmesmmane

What are patient registries (or

x ': JOIN OUR ONLINE CAMPAIGN
1 “ 7
Data for PIDs
b Quotes received will be published on our website!
What is the value of
primary immunodet s
3 Share your views:
o | “Why is data important
vl in improving PID care?”

[ ]
Journal articles ‘

7 | 2023 WPIW REPORT

Click here to download
all materials



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

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

o. 1/ R \ ; ; JOIN THE WORLD PI WEEK
R PHOTO CONTEST 2023

WPIW & PID
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#WPIW2023 #WorldPIWeek

@world_pi_week_

Pl Week is for everyone!

Z uonoas

9 | 2023 WPIW REPORT



wn
(]
0
s
o
o)

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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22-29 April 2023 S v o
Turning real-world data into P Lo
knowilcdge for better Primary 48

Immunodeficiency (PID) care

The Essentials 2023

Logo
Poster
e-banner

Information toolkit

Message house & policy calls

Factsheet on Health Data

Click here to download

materials

11 | 2023 WPIW REPORT

Preview of 2023 resources

Picture frame
Facebook cover
Twitter cover

Instagram post

Social Media Tools 2023

“AAY World PI Week

BATe DIAONORE o

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 YYY World P Week
HOME #
&«
22-29
. Avril 2023 oo

MeTarporri} Twv dedopévwv

TIPAYHATIKOU KOOHOU OF YVWOoTN yia
KaAUTEPN TTEPIBaAYN TNG TTpwTOTTaBOUG -
avoooavemdpkeiag (MAA).

Transformer les
données du monde
réel en connaissances
pour une meilleure”
prise en charge des
'immunodéficiences
primaires (PID). -

BeAtiwon ™me TpéoBaocng om diayvwon,

THST+ DIAGNOSE « TREAT

) Ay World PI Week

L Uonoas

22-29 April 2023

Turning real-world data into
knowledge for better PID care

Améliorer 'acces au
diagnostic, aux traite-
ments et aux soins pour
les patients atteints
d'immunodéficience
primaire (PID) grace a
I'utilisation de collab-
orative des données

du monde réel.

#WorldPIWeek e

Improving access to diagnosis, treatment
and care for PID patients through
collaborative & real-world data use
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www.worldpiweek.org @m.m,m,wea, Of:}watldblweek ou‘mwnndvlweeucampalgn

é@ 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/
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«£3
.ctan alinan verileri
snugtirerek Primer
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vilerini geligtirebiliriz.
Loemen @t

Het omzetten van Real-World
Data in kennis voor betere zorg in
Primaire Immuundeficienties (PID)

Verbetering van de toegang tot diagnose,
behandeling en zorg voor PID-patiénten
door middel van samenwerking en
gebruik van Real-World Data
:
[ spansh () A
VID-Versorgung umwandein /
Portu guese ‘ besserter Zugang zu
‘nose, Behandlung und
~fur PID-Patienten
‘emeinsame und
‘e Datennutzung

Click here to find all
translated assets


http://www.worldpiweek.org/
http://www.worldpiweek.org/resources/local-resources/
http://www.worldpiweek.org/resources/local-resources/

A bespoke information toolkit

a
HOME
World Pl Week 2023 How to join
i at a glance World Pl-\Wegek
e Ygtng Where to find World Pl Week
on social media
Help raise awareness of PIDs -
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Information Pack

Turning real-world data
into knowledge for
better PID care

Improving access to diagnosis, treatment

and care Dp
collaborative & real-world data use

TURNING REAL-WORLD DATA INTO
KNOWLEDGE FOR BETTER PID CARE

Improving access to diagnosis, trestment and care for PID

Themes

- Share information
immunodeficiency

nd you.
re our Factsheet for 2023 ¢

2. GET ACTIVE AND JOIN THE
CONVERSATION ON SOCIAL MEDIA

+ Follow World Pl Week on and

+ Update your profile with th

communicate key
d Pi Weok 1o to
port message/video with

y the World PI Week videos and podcasts
v episodes coming soon)

3. SUBMIT A PICTURE FOR THE PHOTO
CONTEST TO SHOW SOLIDARITY

+ Strike a ¥ in support of better PID care for
patients through data.

challenge your colleagues,

friends or schoolmates to participate ard

4.3in the online campaign "Data for PIDs"

+ Share your thoughts on why data changes
lives. [ % 3 I

#DotoforPiDs
+ Relay the campaign around you :

Everything you need
to know about the
2023 campaign, how
we marked the week
and direct link to
resources.

M\mﬂanw«n 22-29 April 2023
g aantccco For a quick recap on the 2023 theme, watch our the World Pl Week 2023 teaser here,

Click here to download @

toolkit

14 | 2023 WPIW REPORT


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
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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

Refresher on Data

What is Health Data?'

Health data is described as "any personal data related to
the physical or mental health of a person, including the
provision of health care services (doctor referrals, medical
examination reports, prescriptions, laboratory tests etc),
which reveals information about that person's health
and medical status™ Reliable health-related statistics
are essential to understanding the state of health care
delivery around the world and many countries lack the
health information systems they need to accurately
monitor health trends and inform decision-making®.

How is it collected and used?

In general, information on a patient’s health and lifestyle
can be collected by individuals or healthcare profes-
sionals, during a doctor or hospital visit, and is stored as
health data in patient records. Researchers, clinicians,
doctors and public health experts benefit from these
patient records and use them to develop or improve
diagnosis approaches, clinical care, medical & scientific
research and strengthen medical education. This data
can also be aggregated at a larger population level, cross
checked from different sources, for broader knowledge
purposes and to improve overall healthcare systems.

What do we mean by “real-world” data
(RWD)?

Altough there is no consensual definition, real world data
is an umbrella term for different types of health care data
related to the effects of health interventions, that are not
collected in conventional clinical trials. Such data come
from various sources and include patient data, data from
clinicians, hospital data, data from payers, and social data
- such as clinical and economic outcomes, patient-re-
ported outcomes and health-related quality of life.

RWD can complement clinical trial data to support
medicine assessment and authorisation, as well as regu-
latory decisions in smaller patient populations like PIDs.
It is valuable to strengthen understanding on the effec-
tiveness and impact of a treatment or care pathway on
the long-term.

What are patient registries (or
databases)?

Patient registries are repositories —for one or more
purposes—of standardized information about a group of
patients who share a condition or experience. They may
be organised either per disease or product (treatment}*
Therefore, patient registries allow widespread clinical
and laboratory data on selected patient populations
to be gathered that can be used to foster advances in
scientific research and ultimately improve patient care*
Patient registries are an important source of real-world
data, and allow to collect such data in a coordinated way,
using observational methods and following the same
patients over time®.

What is the value of health data in
primary immunodeficiency (PIDs)?

Due to existing knowledge and awareness gaps and
the complexity inherent to this field, the diagnosis and
management of rare diseases such as Primary Immuno-
deficiencies (PIDs) can be difficult.

Diagnosis: Collecting & sharing data can support
greater knowledge about the disease and boost
testing and early diagnosis; and the development of
efficient diagnostic tools.

Treatment & Care: Data analyzed through registries
provide important information about patients,

the impact, efficacy and durability of treatment.

to strengthen their care, as well as help decision
makers improve healthcare systems.

Research & Innovation: Turning data into evidence
help advance understanding of PIDs and is crucial
to develop innovative therapies and new care
pathways and make these accessible to all PID
patients.

Medical Education: Improving awareness and
education for healthcare professionals and
specialists through evidence-based data is
important to strengthen expertise, which will allow
accurate diagnosis and treatment of PIDs.

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

Treatment & Care
Diagnosis Data allows to er
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=5 prima wnode es, among w 70 ical evidence contributes to

o more efficient, higher quality, safer and
more personalized care; and help advance
treatment options
Data coliected and analysed through
registries and other sources provide
important information about patients, the
impact, efficacy and durability of treatment
overtime to strangthen their care, as well
as help decision makers improve health
systems

Research & Innovation
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Global cokaboration and data sharing is
‘enhance understanding of PIDs
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Our policy calls

What needs to be done worldwide

L g real-world evi including patient-reported
outcomes data to inform priorities for research, regulatory decisions
and monitoring & follow-up on efficacy of treatment and health
outcomes

e

s Robust and up-to-date national PID registries & comparable
0 collection of data in all countries - to provide necessary data for
= RLLE planning services, monitoring public health, improve PID research,
10 diagnosis and care
& & Ethical, responsible and transparent use of patients’ health data
to ensure data obtained from patient registries is used and shared safely
_]Iy to improve understanding and care for PIDs

academic sector and beyond among all relevant stakeholders,
to benefit patient’s health

=2 U Collaboration and sharing of research data & results in the
Us

- ©
~ v

*\\\\ Worldwide efforts to strengthen the collection of data and to shape
. \% ive health data -to pt de the knowledge vital

for higher quality and more personalized care

Using health data to facilitate innovation in
diagnosis, treatment and research; and to enhance
health systems and sp D:

st care services for PIDs

Click here to access the
Message House



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

R 1 World Pl Week 2023 Campaign Teaser Video D

2y World Health Copy Jink
{23{1‘}; Organization #ProudToBeWHO
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Dr. Rudiger Krech

MORE VIDEOS he Department of Health Promotion
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: .
Dr. Nizar Mahlaoui =

MORE VIDEOS :rnational Patient Organisation for

» o) 038/1:10

Click here to watch the

teaser video

@ & Youlube I3



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

Q@ World Pl Week 2023: Launch Video

() Immune
. Deficiency
Foundation

\ 73

for the 70 to 90 per cent ofpeople worldwide who don’t yet
Watchon 3 YouTube have a PID diagnosis.

Click here to watch the

launch video

18 | 2023 WPIW REPORT
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http://www.worldpiweek.org/
https://www.youtube.com/watch?v=NUgrFKHG6wM
https://www.youtube.com/watch?v=NUgrFKHG6wM
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New online campaign :

el

tDataforPIDs

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

« +50 social media posts shared using #DataforPIDs - including patient

representatives, carers, experts, industry partners

World Primary Immunodeficiency Week @WorldPIWeek - Mar 22

¥ 1Today at 15h00 CET, our online campaign #DataforPIDs goes live to
ask:

"Why is data important in improving PID care?"

1. Submit your quote

2. Receive the email update that it's published

3. Download the template to enter your quote

4. Share & Tag @WorldPIWeek !

JOIN OUR ONLINE CAMPAIGN

“Data for PIDs”

Quotes received will be published on our website!

Share your views:
“Why is data important
in improving PID care?”

HDataForPIDs #WorldPIWeek

www.worldpiweok.org

W

19 | 2023 WPIW REPORT

Data makes the difference between patients
veceiving timely, accurate diagnosis and
care — or contending with the very serious
consequences of undiagnosed, untreated PID.
Doctors can’t recognize, diagnose or treat
what they don’t know about.

- Denise Reich. CVID patient

Jare your views:
Vhy is data important in improving PID care?”

World Primary Immunodeficiency Week @WorldPIWeek - 41m
International collaboration in health data sharing helps close regional
disparities; improve diagnosis, treatment &care for #PID patients
worldwide!

For Rashann also, health data means improved diagnosis for
#primaryimmunodeficiency. #DataforPIDs

bit.ly/3yvw3z1

by oo —

““ :*L/\ i7

j £

“Why s data impartant in Improving PID care?”

01N OUR ONLINE CAMPAICH "Data for PIOw™
Cukted rctee e pubiohes on e wabete

Sharo you views
iy s data importantin Improving PID cane?”

#DataForPIDs #WorldPiWeek

waimoridphweakary () smosimme (D) e () e

9] Q V) i 27 &

JOIN OUR ONLINE CAMPAIGN “C
Quotes received will be published on our we

So
. \_ — -

May 3,2023

Rashann Fontenot

Data can help the quality of Life for PI
Patients because; currently the average
time to be appropriately diagnosed takes
too long. By the time most Pl patients are
diagnosed, they can already experience
irreversible damage.

Click here to participate in

#DataforPIDs campaign

April 25,2023

Tonya Henry

Data is important because as data
ncreases, so does the accuracy of
treatment. Many Pl patients take years to
get diagnosed because there is a lack of
data on early testing and information for
the pediatrician.

April 14,2023

Wolfhard Erdlenbruch

Data is a critical tool to improve the lives
of patients in myriad ways. Our efforts to
support patients with PID do not stop
with the development of transformative
plasma-derived therapies that many PID
patients rely on. At Takeda, we are also
working on projects to develop diagnostic
algorithms for early identification of PID,
simplity monitoring IG levels in PID
patients, and characterize PID patients for
optimal and individualized treatment and
care, among others. Thereby, we hope ta
use data to help identify and address
unmet needs and improve the lives of
patients in a holistic way.



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
A

NEXT

Save the date!

Turning real-world o

Patient-Clinician into knowledge

Coffee Talk = | | \ " f ’ PrimCII'V.l. nmuge } y('m?'O

o s

YAV World PI Week

21 Apr 2023, 15h30-16h30 CET
The event will be livestreamed online!
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WWW.WORLDPIWEEK.COM  (G) world_pi_week_ World Pl Week

© @WorldPIWeekcampaign

Z uonoas

Click here to watch the

1 . WPIW Patient Clinician Coffee Talk
recording (start from 00:37) s Qo @ Yy mg——

20 | 2023 WPIW REPORT


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!

WORLD Pl WEEK
ROADSHOW
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www.worldpiweek.org

Watch the Roadshow Videos
here

21 | 2023 WPIW REPORT
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Destination #1
Argentina

Destination #2
Australia

Destination #3
Austria

Destination #4
Morocco

Destination #5
Canada



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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WITH
ROBERTA
ANIDO DE PENA

Mother of Patient & President of
the Argentinian Association for
Primary Immunodeficiencies
Patients (AAPIDP) - F
Argentina

WORLD PI WEEK
ROADSHOW

wawworldpiweskory (@) sairiems () omiammn () somtemismscungarn

Roberta talks about how
robust patient registries
help improve PID care
and lives of patients,
families and carers

EMILY
EDWARDS

Research scientist at the Alfred
Hospital and Monash University
& Vice President of AusPIPS -
Australia 7 4

WORLD PI WEEK
ROADS}

www.worldpiweekory (@ s sima (@ omames @)

> Emily shares her views
on how data accrued
helps improve diagnosis
& treatment as well as

importance of

collecting data safely.

WITH
THOMAS
KREIL

Vice President, Global Pathogen
Safety, Takeda - Austria

WORLD Pl WEEK
ROADSHOW

worworldpiweekory @ wesiws () omams @

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

WITH

MARIA ANEBANE
Vice-President, Hajar (Patient
Association for PID Patients) —
Morocco

WORLD Pl WEEK
ROADSHOW

worwworldpiweekory @ resiws () omams @)

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

Tune into the Roadshow

Destinations here

WITH

JESSICA
WILLET PACHUL

Clinical nurse specialist in
Immunology, Hospital for Sick
Children - Canada

wworldpiweskory (@) vt s

> Jessica delves into health

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

PREVIDUS

« 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!

VA World PI Week

wn
®
0
oy
o
>
—_—

.JOIN THE WORLD Pl WEEK
PHOTO CONTEST 2023

—_—

e

Ll L g —

R 7

e
\ s A |
? | e e w

| |
Click to access the photo m:
Ca m pa ig n World Pl Week 22-29 April
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’ y
@ Share your picture on Facebook,
Twitter or Instagram with

L # PlctureAwareness

World PI Week
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www.worldpiweek.org @world_pl.weok_ o @WorldPiWook O @WorldPiWeokCampalgn
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http://www.worldpiweek.org/

And the winner is from Mexico!

O

AL

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

>

Sy elloners This year, World Pl
+150 posts shared Week reached its
+26K impressions highest ever level

+18K profile visits ® April of e.ngager.ner.\t o

._ April +48 followers social media since

the inception of
the campaign!

L Uonoas

791 followers (+10%) +40 posts shared

+42 posts shared Most engagement from

+90 stories shared United Kingdom
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1.959 accounts reached
(+444%)

Analytics for 22-29 April
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https://www.instagram.com/world_pi_week_/?hl=en
https://twitter.com/WorldPIWeek
https://www.facebook.com/WorldPIWeekcampaign/

Overall impressions & engagement

Ay World PI1 Week

TESTe DIAGNOSE » TREAT

@«
HOME Performance @ See all Account insights See all
Tweet impressions Profile visits 1,242 accounts reached in the last 30 days e  Overview Report
« 26.2K t3316% 5,794 1543% Reach Engagement 834 are non-followers
PREVIOUS 480 Sessions Pageviews
. - 3.6K +996% 837 +5480% 4893 9589
> from previous 2... from previous 2... 240  254% vs. Frevious 30 Days:  301% ve. Frevious 30 Days
NEXT Avg. Session Duration Total Users
TDp Tweet camed 2 250 impressions - - IIIII I I I I lI I 33s 3=57O
o A I._ 1 24% vs. Previous 30 Days A 242% vs. Previous 30 Days.
&1SAVE THE DATE] Apr 3 Apr17 May 2
Friday, 21 April 2023, 15h30-16h30 CET, Age e Eollowors PN
#WorldPIWeek will host its 1st hybrid live « Women « Men

event "Patient-Clinician Coffee Talk" to kick-

off the campaign week! &3 .13'24 — Reach Sessions | Pageriens
Link to the livestreaming & speaker info will ) a0
% be shared soon! More info ¢ bit.ly/4046lg2 25-34 12.7% .
le) pic.twitter.com/y4V4eRAFWe . 600
& 35-44 50
g 30.9% 400
— 45-54 .
28.4%

200

100

[
R P

L RO

wn
® - - v" Highest audience engagement
0 v 9 N .
=t v '?'\?v/;;curilae;rfsv?sctrﬁ:sl‘?ighest ever around Roadshow Series ¥ High reach amongst non- v’ 'Peak’ right before
8 v Highest engagement around coffee v' More active patient community fo_llowers (new audience) start of WPIW
N talk activity v' ‘Peak’ of engagement at start of 4 Hl?fhestt T;gage;nent around v Nearly 10,000 websi

v' Best performing social channel WPIW and at +4 days coftee talkactivity

TWITTER: @WorldPIWeek FACEBOOK: @WorldPIWeekcampaign INSTAGRAM: @world_pi_week_ WEBSITE: www.worldpiweek.org

AN,
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The "World Pl Week' started on Saturday, a worldwide campaign to draw attention to PID. This year, the

emphasisis on the importance of working with real-world data.

That data can be converted into knowledge for better PID care, or 5o it sounds. It's about improvi

todiagnosis. but alsoimproving treatment and care for PID patients throu

27
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HOME ‘“.mg4 IPL NEWS. BUSINESS~ ENT IDEASOFINDIA 3FTUT SCI&TECH- OFFBEAT O

Actualité

Régions v Fal

han One Millio Have Immunodeficien

ay Experts

World Immunodeficiency Week: More Than One Million
Indians Have Immunodeficiency Diseases, Say Experts

In the United States, one in 1,200 live births is estimated to have primary
immunodeficiency. On the basis of this, experts estimate that more than one
million Indians are likely to have the diseases.
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Friday, April 28, 2023, 11:36

In Romania, there are 600 patients diagnosed with
primary immunodeficiencies, but it is estimated that the
number of undiagnosed ones is 10 times higher

Alina Neagu « HotNews.ro

mo

More than 600 Romanians are today diagnosed with one of the more than 480 diseases from
the family of primary immunodeficiencies, but due to the fact that, very frequently, these
diseases manifest as common infections, it is assumed that there are another 5,000 - 6,000
Romanians who have a disease belonging to this category, but are not diagnosed, or are

misdiagnosed. Some of these conditions are so mild that they may go unnoticed until
adulthood. Other types are so severe that they are discovered soon after birth.

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

ivers v

du Tessin "=

Sport v Culture-Loisirs v  Magazine Services v Q
@ >somé
Toul

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

C'est le moment ou jamais de parfaire votre culture et tenter de c

p ceq lesDIP. les patients

atteints de ces maladies génétiques rares, affectant le systeme immunitaire, I'association Iris organise, le 18 avril au Citéa, une

soirée-débat autour d'un doc q le idien de malades.

Didier HUMBERT - 2

orning Herald

SUBSCRIBE

Mational NSW Health

Archie waited 32 years for a diagnosi
waited two months

3

Angus Thomson

April 23,2023 - 5.00am

[Q save

Australia is no closer to having a national genomic testing program for people
with undiagnosed rare genetic conditions 18 months after a federal
parliamentary committee warned failing to establish such a program would

leave patients missing out on life-saving treatment.

People with primary immunodeficiencies are spending vears searching for
diagnoses that would lead them to effective treatments due to Australia’s patchy
and disconnected access to genetic testing, Melanie Wong, a paediatric
immunologist at Westmead Children’s Hospital, said.

#* Share

. His nephew



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

Country involvement

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

@
Iceland Slovakia Russia
S Sweden Estonia  Ukraine
@ Canada United Kingdomotherland$oland @

South Korea

@ United States portugalgam ItaI;' @ Chinae

@ Japan

g Gréece yprus

) Israel

> Morocco @ : Thalland

Mexico @ , @ sud India
@Puerto Rico ‘@ % BhilibD:
etnam ilippines
Venezuela

g @ ) Kenya MalayS|a 0 |

§' Ecuador @ Indonesia

N

@ Brazil

@ Bolivia @ Australia

@ Chile

7y Argentina
\/ Uruguay New

Zealand
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SNAPSHOTS OF

NATIONAL EVENTS




Conocé la historia de Romina
#My

Y ory
World Pl Week IPOPI

Argentina

anaMundiallDP #WorldP|Week
s #Primarylmmunodeficiency #Primarylmmunodeficiencies

Voir la traduction

‘;’W World PI Week

I Asociacién de Ayuda al Paciente con

7 |I"II"I'ILII'IDdEfICIEI"‘ICIﬂ Primaria

AAPIDP (Association de Ayuda
al Paciente con
Immunideficienca Primaria)

de personas en todo

% e Conference on Nursing in el mundo viven con no genera las defensas
2 Primary Immunodeficiencies at - inmunodeficiencia necesarias
S the Elizalde Hospital in Buenos primaria.

. iEso es mas que la poblacién total
Aires de Dinamarca o Nueva Zelanda o
la poblacién combinada de Gambia

« 3rd Virtual PID Patients - yNamibii
Congress MILLONES | 0" o—+_~

e 2educational lectures

« Tladvocacy lecture about ’\’—\‘.. ¥ Congeto Vel o Pclonuas

access to treatment

% % | Grupo de Pacientes de
Inmunodeficiencias Primarias (AAPIDP)

a

27 de abril de 2023 a las 18hs,

Most relevant w

3 Ascciacit de M Pt con.

Inmumdeﬁdena: Primaria

=
%) Grupo de Pacientes de Inmunodeficiencias Primarias (AAPIDP)

Jueves 27 de abril

g Si tienen consultas haganias por aca , asi al final de la
charla respondemos. Gracias

* #MyPIStory testimonials

Palabras de bienvenida 5} Grupo de Pacientes de Inmunodeficiencias Primarias (AAPIDP)

« Awareness-raising campaign on D

social media e ——
vacunas en IDP :

Disertante

13 vacunacion para familiares de pacientes con
inmunodeficiencia, menores de 65 afics, es gratuita, 2se
puede aplicar en cualquier centro asistenciales

View 38 more comments
segura de la manio de los

3er. CONGRESO VIRTUAL PARA PACIENTES CON INMUNODEFICIENCIAS PRIMAR!AQ

B u13/1s929 — o -

Coordinacion: Dr. M

18:40 a 19:15

3er. CONGRESO VIRTUAL PARA PACIENTES CON INMUNODEFICIENCIAS PRIMARIAS

~ o -~

¢ w5
30 ‘ 2022 WPIW REPORT Y World PIWeek 3 rir—ritsr w Recipient of IPOPI grant
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https://www.congresoidp.com.ar/
https://www.congresoidp.com.ar/
https://www.facebook.com/groups/133951969951235/
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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

Click to see more
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Donate to Make a Difference to
People Living with PI.

Primary immunodeficiencies are rare diseases which
occur when a person’s immune system is absent or does
not function properly. When a defect in the immune
system is inherited (carri
primary immunodeficiency.

By donating to IDFA, you will be helping us to:
« Raise awareness for PID, specifically importance of

access to early testing and proper diagnosis.

ied through the genes), it is called

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

On average, our members experience 9 years before a
diagnosis and the journey is often overwhelming with a
huge impact on quality of life and wellbeing. So, this year
we invite everyone to share their story.

With your data and your stories, we can help raise
awareness that early diagnosis benefits everyone,
ourselves, our families including the health system.

Share Your Story

* Help us connect with community members suffering or

caring with someone with a PID around the country

through support groups.

Thank you to all of the wonderful entrants in our World Pl Week
#YWhereYouAre Social Media Competition.

We loved seeing your creative view of the letter 'Y. So why the “y"
shape? Because the Y shape refers to the shape of an antibody within
the immune system. People living with Pl are missing the antibodies
that help protect it from many different types of infection.

This entry highlights the sad truth that the majority of our members
often receive a late diagnosis for t... See more

AAY World PI Week

TEST DIAGNOSE  TREAT

X IDFA @IDFAustralia - Apr 21
PP It's herel World Pl Week has officially begun! ;

If you're looking for ways to show your support, consider a donation (by
buying a raffle ticket) or sharing your own experiences. #WorldPIWeek
awareness #RareDisease #Chroniclliness #lmmunodeficiency
orldPIWeek

AN World PI Week

TEST« DIAGNOSE + TREAT

22-29
April 2023

Turning real-world
data into <
knowledge for
better Primary |
Immunodeficiencv &

8 Immune Deficiency Foundation of Australia (IDFA)
April 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 29th
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

u%] 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/

Information updates

Australia

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

P a S C I a ASCIA has planned the following events, to coincide with World Primary Immunodeficiency (PID) Week (22-29 April 2023)
HOME and the International Day of Immunclogy (29 April 2023):
susiralasian soclety of
& clinical immunology and abergy ASCIA Immunodeficiency Strategy Meeting
PREVIOUS Sydney, Australia - Manly Pacific Hotel ascia Australasian society of Liinical Inmunology and Allergy
. Friday 28 April 2023 == 28 April at 23:00 ' Q
P
“World Primary Immunodeficiency Week and International Day of Immunology provide an
e 1 H HI ASCIA TAPID (Ti lantati d PID) Meeti 5 2 2 %
Australian Soaety of Clinical Csd R t'{l 'an;parll P'D"ﬁanH | ) Meeting opportunity to raise awareness about PIDs and advocate for fair access to medical care for all
Immu nology & Al |ergy (ASC |A) Sydney, Australia - Manly Pacific Hotel Australians,” believes Associate Professor Theresa Cole, ASCIA President and paediatric clinical
Saturday 29 April 2023 . T
immunology/allergy specialist.

ASCIA Advanced Training Immunodeficiency Meeting www.nationalimmunodeficiencystrategy.org.au

* ASCIA Immu n_odeficiency Sydney, Australia - Manly Pacific Hotel #ASCIA #PID #immunodeficiency #genomictesting
" Strategy Meeting Sunday 30 April - Tuesday 2 May 2023
® b s -
ot * ASCIATAPID (Transplantation Astralacian < U ' Al P
o . » ustralasian Society of Clinical Immunology an ergy s
S5 and P! D) Meeti g = April at 06:18* @

o ASCIA Advanced Traini ng Did you know it's World Primary Immunodeficiency (PID) Week?

Immu nodeﬁciency Meeti ng “By providing fair access to genomic testing for PIDs, healthcare providers will be better equipped

to identify and diagnose these conditions early, which will improve outcomes for patients and
Q q reduce the burden on the healthcare system. Early and accurate diagnosis ensures that people
* Socia | med la e ﬂg age ment with Primary Immune Deficiencies receive the medical care they need to manage their condition
which will prevent complications,” explains Professor Jo Douglass, clinical immunology/allergy
specialist and co-chair of the ASCIA Immunodeficiency Strategy.

To learn about the ASCIA National Immunodeficiency Strategy go to
https://www.nationalimmunodeficiencystrategy.org.au/

Almurunts stran
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#ASCIA #PID #immunodeficiency #genomictesting b e]>]

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

Austria

i »

Coming Soon!
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School of patients in Vitebsk

In early April, "Save immunity” with the support of oktapharma conducted a School of Patients
with PID in the city. Vitebsk. The seminar was attended by patients from Vitebsk and Vitebsk
region, as well as from Mogilev and Minsk. Natalya Ivanovna Yarosh, an immunologist doctor,
told about how medical care is provided for patients with PID in the Vitebsk region, and
Oksana Vladimirovna Ishchenko, a professor. m. n. Head of the Department of Aller... See more

Belarus

£ - See original - Rate this translation

lLikona nauueHToB C |
POO N4 «Cnacem uMmyHuTe

w
chacem
UMMyHUMem

NEXT

CraceM MMMYHUTET — Save
Immunity

+ #MyPIStory Campaign —sharing o I
patient stories 2= 2 ppria 1510-0

The World Week of Primary iciency (PID) is held from April 22 to 29.
The task of PID Week and our patient community is to draw attention to this orphan disease.

® SChOO| Of patlents Wlth pID Iﬁ 7 What is this event and why is it worth knowing about it?

. PED Week is a time when the spotlight is on patients with primary immunodeficiency, and
V I te bS k concerned organizations, doctors, patients and simply caring people come together to draw
public attention to their problems, raise awareness and se... See more
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13- See original - Rate this translation

* Took partin the Republican
School-Seminar "Diagnostics of
immunopathological conditions.

20-21 anpens MNPOXOgvT
LUKONa-ceMUHap Ha 6ase LlexTtpa
JETCKOW, OHKONOrMM, FremMaronorum

U UMMYHOJOrUN

* Social Media Engagement

Click to see more 1S 02 g
s s
. < ) [AMarHoCTUKa MMMYHONATONOrMY@CKUX
FIP Dodarmmonk 22-29 anpeisi - COCTOAHMIA. BpoXaeHHbie pedeKTo

Beemupnas nejxest Ilepsuunbix

HUMMYHOAe(PHIHTOB
YyacTByiiTe B pacnpocTpaHeHUn
nHopmauum o NNA

MMMYHHOM CUCTEMbI
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Belgium

Bubble ID

Bubble ID

+ Bubble ID Family Day

* Donation campaigns

35 | 2022 WPIW REPORT

Bubble ID .|
ubbler 26 April at 15:25°-Q

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

%% - See original « Rate this translatior

rst the bubble!

BUBBLE 1D

L — e
—cury

€ 5,50 per stuk € 5:5"0 per SLUk
. o Bestellen via FB bij
Bestellen via FB bij B & i chaies B “t?‘ /{:.« gn

Haerens Shanna wwwhe design b

Alle nphrengsten gaan integraal

wawba design -
. % naar Bubble 1D e

Alle opbrengsten gaan integraal
naar Bubble ID



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

Belgium

-8
Be PG PI 4 BePOPI - Belgian patient organisation for primary immunodeficiencies
HOME ePAPI .o
=/ 17 April at 22:35-Q
Esviginn partani organisation for -
P **Kom naar de patiéntendag van Bubble ID en beleef een dag vol plezier en informatie! Deze
— ‘ dag is speciaal bedoeld voor patiéntjes met een primaire immuundeficiéntie, maar ook hun
broers, zussen, ouders, vrienden, familieleden en sympathisanten zijn van harte welkom.@Er is

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 e e
Primary Immunodeficiencies TSR Yo SN RO IR
(BePOPI)

See translation

» Participation in Bubble ID
Family Day
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Click to see more

BUBBLEID.BE
Familiedag BUBBLE ID op ZONDAG 23 APRIL
Bubble ID nodigt kinderen, jongeren en volwassenen met PID, hun (groot)ouders, familie en vr...

.
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https://www.facebook.com/bepopi.be/

Bolivia

W

INMUNODEFICIENCIAS

PRIMARIAS

Y LA IMPORTANCIA DE DARSE CUENTA

DATE CUENTA! #FidepBolivia #ipopi World Pl Week #InmunodeficienciasPrimarias
P

FIDEP - BOLIVIA (The Primary
Immmunodeficiencies Patient

Organisation) -
- Dr. Teresa Espafiol, Immunologist-Pediatrist tells us about Primary Immunodeficiencies.
a : - S REALIZE IT!!
® EXpe I'tS | hSIg htS on pl DS (4 Fiden-Bolivi World Primary Immunodeficiency Week.
g g 9 idep-Bolivia #ipopi
informative videos) @ o HuiniinrR
wn
D L. . Global Campaign on Primary Immunodeficiency. Awareness week about these diseases.
8 ° A\Na reness ralsi ng cam pa |g N at There arg peop.le who Iare“heartless and hgve{a heart ?f gold. Today in the city of Cochabamba
o) 1" R g n at the Children’s Hospital "Manuel Ascencio Villarroel” a room was enabled so that our
) th e M a n' u el ASCGnCIO VI ”a r roel children with Primary Immunodeficiencies can comfortably receive their Immunoglobulin
— Children’s room at the City of treatment every month.
H 1 Heartfelt thanks to the protagonists who made this possible.
COCh.a ba m ba at the Ch I Id rens Nelva Lizbeth Guillen Rocha @Cecilia Camacho @Limber Lépez Cardenas @
Hospital #Popi

* PID Factsheet Posters &
Awareness Raising campaigns

e
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https://www.facebook.com/FIDEPBOLIVIA/
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Brazil

ASBAI

Associacao Brasileira de Alergia
e Imunologia (ASBAI)

« PID Testimonial Videos

Covid-19 Vaccination campaign

* #plasmajabrasil campaign
» Podcasts episodes

« Social media
engagement

38 | 2022 WPIW REPORT

ASBAI @ASBAIL alergia - Apr 29
Vocé sabia que 70% dos novos casos de erros inatos da imunidade s&o

ASBAI
diagnosticados em pessoas acima de 15 anos?

ASBAI @ASBAI alergia - Apr 29

Halaraioa 4 MWeolk #ACH - nuni i i 2
slersia # sig #V iPIWeek #ASB/ o7 Imunidade baixa ela existe mesmo

|

v/

COVID-19

(4{? ASBAI @ASBAIL alergia - Apr 27
- Vocé sabe qual é a importancia do plasma para os pacientes com erros
inatos da imunidade?

Confira o episédio especial e ndo deixe de usar a #plasmajabras

(M\bit

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/

Canada

A ‘ Immunodeficiency
HOME Canada
Immunodéficience
_ Canada

Immunodeficiency Canada

« National walk with over 100
participants

* Awareness raising campaign
called “Invisible No More”
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« World Pl Week Proclamations in
6 cities

* Fundraising Walk for
Immunodeficiency

+ 2023 National Immune
Deficiency Patient Conference

* Social media engagement

* Fundraising

Click to see more

39 | 2022 WPIW REPORT

April 22, 2023 - April 29, 2023

Get ready for the Pl Awareness Week!

As part of our awareness-raising campaign called Invisible No More, we are requesting that members from across Canada help us...

“ Go.Rack

As part of our awarer ing ign called Invisible No More, we are requesting

that members from across Canada help us to ensure that municipalities across the country Date Bei n

proclaim World Primary Immunodeficiency Awareness Week April 22nd - 29th 2023. This April 22, 2023 - April 29, 2 g

will help let our supporters as well as the general public know more about the world of Ti

primary immunodeficiencies. ime nd g ¢
All Day Event

Please message the Programs Manager David Josey (david@jmmunitycanada.org) who
will provide you with all the information you will need and support the application process if
you are interested in participating. We are already working with mayors from St. Johns,
Victoria and Vancouver.

is important

During World Primary Immunodeficiency Week, we hope that many mayors will recognize
the importance of being Invisible No More. We are also hoping for some local and national
media coverage of our Walk for Immunodeficiency happening in Ottawa Saturday, April
15th, 2023.

We estimate that

WALK FOR
so if you can get | IMMUNODEFICIENCY
this happen. \/ \ immunity canada Sy [iwsibieno e

3moutrd

NATIONAL
IMMUNE

» DEFICIENCY

PATIENT

CONFERENCE

NEW TOPICS INTERNATIONAL SPEAKERS THREE-DAY EVENT

1 APRIL 14-16
REGISTER HERE

OTTAWA DELTA CITY
CENTRE

REGISTRATION FEE $50

DELTA HOTEL SPECIAL RATE
BOOK BEFORE MARCH 16, 2023,
UNDER "CIPO" NAME

By ARy ArGle TS .
’d Recipient of IPOPI grant
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https://immunodeficiency.ca/

aw
HOME
Fundacin de padres y amigos
Can nmunodeficencias primarias
PREVIOUS

NEXT

Fundacion IDP Chile

» Participation in international PID
campaign via video testimonial
(IPOPI)

e Patient & Families board
meeting
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* Virtual meeting with IPOPI
representatives

* Social Media Engagement
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(%} Fundacion IDP chile
£ 30 April at 05:09 -

Proud to represent Chile @
=
£ - See original - Rate this ation 2
% | 1%
e 2 20

Vv mso-wxgv-sxh »

Cristian
worsa

A w N
Piweek | I} O

=

W&

& IPOPI

= 26 April at 12200 Q - ]
c ’ ) B ¢Intentas hablar? Activa el micréfono.
We applaud Fundacién IDP chile for overcoming obstacles and embarking on collecting

valuable data on primary immunodeficiency.  Jaime Brianson shares their expe... See more
——

N

Celebracion l
semana de la IDP

Parque
Desde las
Sabado 29 Intercomunal ‘ 12:00 hrs a
Abril de la reina 16:00 hrs.

Te invitamos a nuestro 2° evento
para celebrar la semana de las
inmunodeficiencias primarias

Para mayor Informacién visita nuestra web:
www.fundacionidpchile.cl

s
‘é’ Recipient of IPOPI grant
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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

a ?I 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

wn
®
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» Social Media Engagement

» Actively inviting the community
to engage in data related efforts

% Vo and IPOPI
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/3ANbOQZW

41 | 2022 WPIW REPORT u%] Recipient of IPOPI grant



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

Columbia

@
HOME

4% Fundacion Fip
& 24 April at 16:56 - @

XD
Esta semana en todo el mundo estamos conmemorando la semana mundial de las

Fundacion FIP (FU ndacion Radio wwww Inmunodeficiencias Primarias, hacer conciencia de la importancia del diagnéstico temprano es
Dia na Ga rCia de O|a rte) _ A LAs v primordial en nuestro pais, pero aun mas importante es lograr el acceso a tratamiento para todos
o o 5 9 9 nuestros pacientes. Contamos contigo!
Collaboration with Iniciativa , _ ,
Escuchanos y entérate "y See translation

ALAS que se necesita en Argentina,
Colombia y México para
diagnosticar las A a2 APy World PIWeek
inmunodeficiencias primarias. ‘ reree oiasness o

PREVIDUS

Faxsuly Gaviria
ALAS Colombia

» Podcast episode on PIDs

22-29 de abril
de 2023

Convirtiendo los datos
en conocimiento para

* Social Media Engagement

wn
®
0
s
o
>
—_—

__"

E 2 mejorar la atencién a ¥
Y = las inmunodeficiencias «
@ T o eaty primarias (IDP)
a, )
g §NLEISTIVA ALAS Mejorando el acceso al
N Click to see more diagnéstico, el tratamiento y

la atencién de los nacientes
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https://www.facebook.com/fundacion.fip

@
#primaryimmunodeficiencycyprus
HOME #npwTtonaBeigavosoavenapkeleg #EAEMZE #AIATNQIE #OEPAMEYZE #11AA
See translation
. 0.0
PREVIOUS World PI Week

NEXT
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®
0
s
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Op&da ATOpwy e Zuyyevn
AvocoaveTrapkela kat PiAwv

* Social media engagement

» 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 v
Kapaiokaketo 18puua / Karaiskakio World PI Week

Foundation

. . . ‘EyKaLpog EAEyX0G Kat
Presence in National TV Channel SLyvison ™ '
on PIDs Npwrtonabolg
AVOGOQVETIAPKELAG
e Translation of IPOPI statement , , Npce
H gykatpn Stdayvwon Pl

into Greek

‘A PID causing a heavy
burden of disease must
always be recognised as a

disability.”

UHEdX ATORWY HE 2UYYEVN AVOCOVETIAPKELR Kt PLAWY
29 April at 12:09 - @
World Pl Week 2023
Our aim is that our campaign has encouraged efforts to enhance the well-being of those with
PID globally.
Madi, pépvoupe TN cAAaYr yLa TOUG 0OBEVEIG PE TIPWTOTIABT QVOCOOVETIGPKELD, OTIOU KOL
av Bpiokovtat!
#PlctureAwareness #WorldPIWeek
World Pl Week - IPOPI
#primaryimmunedeficiency
#0PASAATOPWVHIECUYYEVNAVOTOAVETIOPKELR
#worldpiweek #2023 #world| 2023 #WPIW #P|Awar fonth

TEST DIAGNOSE + TREAT

TEST+ DIAGNOSE « TREAT

Kat Bgpamneia pwopouvv va
amoTpEYouv Ti§
EMIMAOKES TWV AOLPWEEWY
Kat va emrpéPouv aTov
Exovra MAA va (&t
pla «puatodoyiki»
dwn

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

Ecuador

i s et o6

AAY World PI Week

TESTe DIAGNOSE » TREAT

L > SEMANA IDP DEL
vone 22-29 DE ABRIL
FUNDACION PIDE

Primaris - Ceumdor

Foundation PIDE

» Social Media Engagement

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

®.0.0
 Illumination of the OId Winad e inek (Y)

Cathedral "lglesia del Sagrario" in y 2% World PI Week

the Clty Of Cuenca = Tema:importancia de una TEST+ DIAGNOSE » TREAT
° > alimentacion saludable en
N
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®
0
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o
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((I,)) L. . X pacientes con enfermedades

o} * Training workshop, violation of g QD

(= . H Médico general >

o) rights in health >

S5 [ B Master en Medicina Estética /

N il Maestrante en la carrera de Viernes 28 | HORA

nutricién y dietética por la UDLA

* Inaugural video

-~ o DRA. JOHANNA e
SANTACRUZ \‘0’,' \"‘) . 4
Master en Nutricién y Dietética rupec (Lol jII e W ALAS P
H
Click to see more ;
© rundacionpice_ec () erunpacionroe ) rundacionpoeec () o0ssasssazo
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de abril | 18h30

7= sabado 29 10h55 Direccién: Calle Luis
Cordero esquina, Parque

Calderén

=
uﬁ] Recipient of IPOPI grant
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https://www.facebook.com/FundacionPIDE.ec/
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Estonia

Eesti Primaarse
Immuunpuudullikkusega
Patsientide Uhing
(PIDESTONIA)

* Seminar-presentation at Tallinn
University of Health and at
Medicum

» Discussion round about “Primary
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
know?”

* |nformative banners for medical
students in Tallinn and Tartu

* Thank you letters to blood

centers o

Click to see more
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pidestonia

Qv ' W

‘ Liked by spasemimmunitet and others

pidestonia 0 As part of the ongoing World Immune
Deficiency Week, the leader of our association Kersti
spoke to the good staff of Medicum Special Medical
Aid and to the awesome students of the Kohtla-Jarve
structural unit of Tallinn Health Care College about
primary immunity deficiency through her experience
with two sons - Kristopher and Robin, also known as
the Lion Hearts Brothers.

- Kersti's message at both seminars was positive -
despite the difficulty of the journey, the diagnosis
doesn't stop you from dreaming big! Estonian
patients have been lucky because the treatment is

KAS TEADSID?

Immuunpuudulikkusega 22-29 aprlll - Dle
patsientide elu on suuresti Immuunpuudulikku
doonorite kates.
Ravis asendatakse kdige
sagedamini antikehi,
manustades doonoriverest

valmistatud immunoglobuliini-
preparaate

#WORLDPIWEEK

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

Turning real-world
data into knowledge
for better PID care

Ly o
Y P10 LIFE INDEX
World PI Week |0 rom

erre maewnse s enar

. Hellen riigib andmete kasutamise tihtsusest
muutuste toomiseks ja miks tema patsientide
organisatsioon Primary Immunodeficiencies
Association Kenya otsustas koguda andmeid
IPOPI andmet6oriista PID Life Index jaoks.

pidestonia Sl
Toila

@ QY W

" Liked by mariagcharalambous and others

pidestonia @) Ulemaailmne Immuunpuudulikkuse
nadal algas tana... more

e
@ Recipient of IPOPI grant



https://www.facebook.com/events/5954699221305275/?ref=newsfeed
https://instagram.com/pidestonia?igshid=NTc4MTIwNjQ2YQ==

France

I(§S

PREVIDUS

@ Association IRIS

 |RIS Connected Race
#CourirPourlris

* Social Media Engagement
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Click to see more
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VOUS AVEZ PARCOURU

10 904,9Km

#CourirPourlris

Course connectée 2023
DU 22 AU 29 AVRIL

-2 Recipient of IPOPI grant



https://www.facebook.com/AssociationIRIS/

Greece

L]
) [ASO e

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)

wn
®
0
oy
o
>
—_—

Z uonoas

Click to see more
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IASO Children’s Hospital will have its 11th
Scientific Seminar in Greek!

' | QSO Children’s
Hospital

For what you hold most dear

The lectures of the 3rd Session (4:30 - 16:00 [EET]) will focus on Primary Immuncdeficier
Immune-mediated diseases

As World Pl Week approaches, more and more events take place globally. IASO's Children’s
Hospital is organising its 11th Scientific Seminar (hybrid) in Greek! The 3rd session focuses ¢
Primary Immunaodeficiencies.

Chairs: Maria kanariou, Stylianos Grafakos, Talia Tsivitanidou — Kakourou

Paraskevi Maggina: Complex Manifestations of Inborn Errors of Immunity / Primary
Immunodeficiencies

loanna Barbounaki. Diagnostic Approach of Prolonged Fever and Recurrent Fever Episode
Lampros Fotis. Juvenile Dermatomyositis

Live streaming link: https://avolution.nowlive.events/all/node/95


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

Greece

Immune

Deficiency
@ Association|

«

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
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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/

il Immundefekt - dsai e.V. hilft is & feeling joyful.
*7 20 April at 13:13° @

coming along... stay tuned and keep sharing our posts. To improve diagnosis, treatment and to
raise awareness of congenital immune deficiencies in the public.
IPOPI World Pl Week

e Defektes Immunsystem?
Starke Patientenorganisation!
y ul, the ubb % £ - See original - Rate this translation

SAAY World PI Week

TEST+ DIAGNOSE * TREAT

Germany

E'S 2 more days until World Pl Week and 9 days until International Immunology Day! The dsai is
y 8 dsai

“ Pro Antikdrper -
HOME Contra Infektionen: R
Angeborene 22-29 Apl‘ll 2023
Immundefekte ) : |
erkennen und Turning real-world data into =
PREVIDUS bekandaln! ; knowledge for better Primary
Immunodeficiency (PID) care
Improving access to diagnosis, g 7
NEXT treatment and care for PID
patients through collaborative b
Immundefekt & real-world ata use
#Worl o
e Live virtual event on PIDs 4 World Pl Week updated their cover photo. 1 how people
13 April at 13:21- @ »bulin: in
" q ns . § . . .
° Boy I n the Bu bble I n Berl I n > an der Rel(hStagSWIese In Berlln oo 1IN Oraer 101 arnecied peopie o Nve an anmost normai e, ey neeu meaicauon made from

blood plasma. Supply must be crisis-proof, supply shortages must not worsen. Politics is in
demand here!

* Social Media Engagement

1 On the occasion of World Pl Week, the dsai was happy to support the action including a
press conference and thanks all participants of the initiative: https://boy-in-the-bubble.com/
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e

W Immundefekt - dsai e.V. hilft is at Moosburg a. d. Isar. #dsai #immundefekt #plasmaspende #bitb #berlin #PIWeek #WorldPIWeek IPOPI

28 April at 11:28 - Moosburg an der Isar, Germany [5) 24+ See original - Rate this translation
We need your support ! [} s -
Open event for all affected and interested parties, to which we cordially invite you.
This event will be broadcasted via Zoom. https://zoom.us/j/96407978563...

#dsai #immundefekt #seb #selteneerkrankungen #bundestag #aufklarung #irlstorfer
#worldpiweek #moosburganderisar #

¢ - See original - Rate this translation

Click to see more

ladung zur Veranstaltung am 02.05.23:
tene Erkrankungen Bayern
‘klarungskampagne zu Immundefekten

Z uonoas

Agenda e ﬂ.ﬁ?a"

Kampagne Saltena Erkrankungen Bayorn
am Dianstag, 02.05.23

in Moosburg an der Tsar

Pinsam sind wir auter!
rar\)'alﬁ\m9 wird onling ubemagen

Seltene
Erkrankungen
Bayem
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https://www.facebook.com/www.dsai.de

Iceland

“ {} I‘ANDSPiTAI‘I Sjuklingar / Adstandendur Fagfélk

Forsida  Sjuklingar / Adstandendur v Deildir og pjonusta v

PREVIDUS

R
-1
b\

1 s . . .
=il U= 2. Onamisfraedideild
) . Meginhlutverk deildarinnar er ad vera leidandi hvad vardar rannsdknir,

° Me'eU ng 'W|th nurses at the greiningu, medferd og eftirlit Snaemis- og ofnaemissjikdéma a islandi. Auk pess
" Children’s hospital and the veitir deildin alhlida pjénusturannséknir  svidi gigtar-, bélgu- og
@ Department of Immunology sjalfsofnaemissjikdéma
—
° » Presentation of the Immunology
— departments new website R

. . Sigurveig b Sigurdardottir
 Educational material veiga@landspitaliis

+ Organising 2 meetings for
November
e Educational meeting for

nurses, medical students &
health workers

* Meeting for parents of
children with PID & adult
patients

L,
=5 o
Click to see more
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https://www.lindisland.net/
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India

Indian Patients Society for
Primary Immunodeficiency
(IPSPI)

+ #IPSPI-Indian Patients Society
for Primary Immunodeficiency in
collaboration with Medicine and
Pediatrics Department of Lady
Harding Medical College, New
Delhi - #WPIW2023 Conference

* a Sharing and Caring of |EI
Patients and Family Event

51 | 2022 WPIW REPORT

IPSPI - Indian Patients Society for Primary Immunodeficiency
3 May at 18:59- Q

#|PSPI-Indian Patients Society for Primary Immunodeficiency in collaboration with Medicine and

Pediatrics Department of Lady Harding Medical College, New Delhi organised CME on Inborn

Errors of Immunity on 29th April,2023 in Auditorium, Academic Block, LHMC, New Delhi

IPSPIINDIA.ORG
#WPIW 2023 CME on Inborn Errors of Immunity
#IPSPI-Indian Patients Society for Primary Immunodeficiency in collaboration with Medicine an...

e
‘é, Recipient of IPOPI grant
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https://www.ipspiindia.org/

o'y, IDAIl @idai tweets - Apr 24

I n d o n es i a {Q Simak informasi lebih lengkap mengenai Primary Immunodeficiency

dalam infografis berikut ini.
#IDAI

#IndonesianPediatricSociety
#worldprimaryimmunodeficienyweek

@
- f.,..‘ .................
{ I DAI Indonesian Pediatric Society
Committed in lmprauing The Heslth of indonesian Children SEBERAPA SERING
< IMUNODEFISIENSI PRIMER DIJUMPAL?
PREVIOUS
1dari 10.000 memiliki mutasi genetik
p] Whmdo:mnﬁ pdm:ymg
berda signifikan terhadap kesehatan
NEXT o o 0 hingga menyebabkan kematian.
IDAI (Indonesian Pediatric J
SOClety) {' \ IDA! @ld.al_tweets . {\pr 23 )
lkuti Online Symposium lkatan Dokter Anak indonesia dalam rangka

World Primary Immunodeficiency Week "Recognizing Primary
. ) Immunodeficiency in Resource-limited Country” yang akan

» Social Media Engagement diselenggarakan pada:

Hari: Rabu, 26 April 2023

 PID Facts visuals
Pukul: 13.00-14.00 WIB.

7 TR
© 1 0 Qo it 315 Ay Y g\\
N

¢ Online Symposium

L Uonoas

World PIWeek

Online Symposium Ikatan Dokter Anak Indonesia G o
dalam rangka World Primary Immunodeficiency Week

‘—
Recognizing Primary Immunodeficiency
in Resource-limited Country

o Narasumber Moderator

12
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Click to see more

dr. R. A. Myrna Alia, dr. Endah

= M.Kes, Sp.A(K) Citraresmi, Sp.A(K)
£ e Anggota UKK Alergi Pengurus Pusat IDAI
= . Imunologi
REord " que
F=—"1 Rabu, 26 April 2023 Daftar pada tautan lenltll:_ Scan disini:
@ 13.00-14.00 WIB ttps://bit ly/OSIDAIZ6April OF. 40!
@  Acaraini dapat diikuti oleh dokter o
umum dan dokter spesialis anak ; E
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https://mobile.twitter.com/idai_tweets

Indonesia

Perhimpunan Pasien

@ Imunodefisiensi
HOME Primer
Indonesia
«
PREVIOUS
>

o Indonesia Primary
Immunodeficiency Patients
Society - IPIPS

* Indonesia Registry Work Plan
Launch to kick-off pilot for
national registry (Timeline: 12
months)
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+ Family Day on May 28 with 50
participants including patients
and experts

* Social media engagement

 Online article

Z uonoas

Click to see more
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. IPIPS
= 19 April at 05:06 - Q@

Hi Parents, welcome World PI Week 2023, join us to continue to raise awareness of primary
immunodeficiency in Indonesia.

This year's theme is "Turning real-world data into knowledge for better #PID care”.
Comprehensive patient data can later help physicians to better understand the causes, provide
a diagnosis, and provide the treatment that is best suited to patients’ needs.

#WordPIWeek #LivingwithPI #primaryimmunodeficiency #imunodefisiensiprimer #IDP
#WorldPIWeek2023 #IPIPS

¢ See original - Rate this translation

AAY World PI Week

TEST+ DIAGNOSE « TREAT

22-29
April 2023

Turning real-world
data into .
knowledge for

better Primary g
Immunodeficiency
(PID) care

Improving access to
diagnosis, treatment and
care for PID patients
through collaborative

& real-world data use

Kt aNg anak Gongan peryakit Langha sopanti Imuncdefsony
ey o jauh borbeda derg anak pada umamenys
mun Q e —dan ansk Anda memitkl pergalaman dan bebecaps

kebutuhan yang jrang didapatkan oleh kelusrga lain

Anak gengan peryak langka seperth IDP menulubkan perasalan medis dan tersgi
khusus dan dadam wakty lama Agalagl Wraga dan lokas mads untuk porysmbuhancy
masih Leegoiong lnghks Gilermus. Biays perarganan dan peraadantys pun adi cbkig
basar

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

)P pacia anak tapal memberkan pengalaman lusr blass unuk selurut

raingkin awalmya sulit urtuk mengetahui ke mena harus

Prwreda Bantuan penpemibuhee Gan dukungar

Bebarapa bengkah barkut depast meniadi PEGFGan vk MEmastRan anak oongas

panyakt Lingka monanma penanganan dan perawatan terbalk Schingga Anda dan

TIPS UNTUK PARENT SAAT ANAK
() DIDIAGNOSIS IMUNOPEFISIENS! PRIMER ()

[



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

Iran

_‘Iﬁn;yt';‘emat‘i:onal Congress on -

ranian Prirmary » Immunodeficiency
mmunodeficiency Association 4 ST =
(IPIA) Diseases (ICID)

» 14th International Congress of
Immmunodeficiency Diseases

00

? (ICID) - 26-27 April
g. e 28 Lectures
2 « Tl countries
+ Exhibition area at the April 26,27 - 2023
Immunology Congress to Children's Medical Center,

increase awareness of Tehran, Iran

healthcare workers on PIDs
() Virtual Congress
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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 Immunodeficiencies Association

»

PREVIDUS

NEXT

IPIA - The Irish Primary

@ Immunodeficiencies Association

* 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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World Pl Week 2023 Celebration

April 12,2023 By Rosa Maria Catraio — Leave a Comment

O DTN G

JOIN US

IPIA aims to enhance the quality of life and
increase awareness among people with primary
immunodeficiency. To further this cause, IPIAis
collaborating with St. James Hospital in Dublin
on April 27th and Children Health Ireland
Crumlinin Dublin on April 26th.

Additionally, Beaumont Hospital, Bon Secours
Hospital in Galway
will also be joining

ipiainfo

Recipient of IPOPI grant


https://www.ipia.info/

Israel

‘ BUBBLECARE
j'nu'n 20N *nY AMNY
AVIIND NXX7 y1an 7D

NNINYA 1IN DY W INT N0 Q

1120191 7 TIN] NNV TNV
Bubble Care —
w i
* Presentation to Immunologist
clogiore X KEY MESSAGE: YYY World P1Week
« 2videos on PIDs in collaboration R e ; v

with Takeda featuring Ruti
Steinberg & Dr. Nufar Marcus
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* 4 videos on patient stories

oo |
 Online articles b M
° &
Bubble Care W7 7ana

65 likes « 85 followers

* Social media engagement
including warning signs,
podcastg " iticles & testimonials

Dr.«gavid Hagin

Director, Allergy & Immunology Unit
Sourasky Medical Center -

B

s
‘é, Recipient of IPOPI grant
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more typically bacterial infections,


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

3¢ Lino Globulino e i suoi alleati aiutano i bambini a riconoscere i 10
campanelli d'allarme delle Inmunodeficienze Primitive 3

Le Immunodeficienze Primitive sono malattie congenite rare che
colpiscono circa 1 persona ogni 500. Grazie a una diagnosi precoce e
all'attivazione tempestiva di un percorso di terapia, i pazienti con IDP
hanno una qualita di vita al pari delle persone immunocompetenti.
Tuttavia, si stima che solo il 30% di bambini e adulti affetti da
immunocompromi... See more
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https://www.aip-it.org/media/comunicati-stampa/
https://www.facebook.com/AIPImmunodeficienzePrimitive/

Japan

NPOZ A PIDDI(EE D% PIDTsubasa-no-Kai @PID_Tsubasa - 44H28H
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PREVIDUS

NRF=takeda.co.jp/patients/pidna...

PID Tsu basa no Ka| % A Fi=takeda.co.jp/patients/pidna...
#WorldPlWeek #10WarningSigns

* Media conference in Tokyo on

o takeda.co.jp
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https://npo-pidtsubasa.org/

Kenya

« pids &=

PREVIDUS

>

PIDS Kenya

* Social media engagement

e Participation in International
Video on PIDs (IPOPI)

L Uonoas

Click to see more
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i Primary Immunodeficiencies Association Kenya
*== 23 Aprilat 16:51- Q@

\-’Q IPOPI
22 23 Aprilat11:01-Q

"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



https://twitter.com/pidskenya

Malaysia

A
HOME

. MyPOPI
MyPOPI - Malaysia Patient

Organization for Primary
Immunodeficiencies

NEXT

* Organised a Blood Donation
Campaign & Collaborate with
the Ministry of Health of
Malaysia to promote awareness
of PID on MoH Online Portals.
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* Dissemination of infographic

* Social Media engagement

* Participation in World Pl Week
2023 with Patient-Clinician
Coffee Talk

Click to see more
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Ending our World Pl Week 2023 with a picture collage of supports from Malaysia =

#PlctureAwareness

#wpiw2023
#WPIW UNAY World P1Week mh‘
#...See more gy Adakah ia hanya

220 APRIL2023 . JANGKITAN?
rurning reat-woriagita 4

4 N
* Berulang (terus kembali}?

« Berterusan (tidak terus hilang atau hilang perlahan-lahan)?
+ Luar biasa {disebabkan oleh kuman yang jarang ditemui)?

* Teruk (memerlukan kemasukan ke hospital atau antibiotik
intravena)?

« Dikongsi oleh ahii keluarga (adakah sesiapa dalam
keluarga anda mempunyai jangkitan yang sama)?

Cara untuk Mendiagnosis
GEJALA & TANDA
s ——



https://www.facebook.com/MyIpopi/

\‘( Fundacién Mexicana para Nifias y Nifios con
wu@w  Inmunodeficiencias

o — —— — - —
RO SR TP L SR PRHATIN.§
5 Semana mundial de las #InmunodeficienciasPrimarias
"=|"|"1|m da ["""‘a nech =N Existen mas de 400 tipos de inmunodeficiencias primarias, he aqui 10
» . = de las més frecuentes
Hullm HQM https://fumeni.org.mx/tipos-de-inmnodeficiencias,

2 3 "‘r’:I'—ef_'ﬁ.,' b ; e 5‘3@; |

¢ Fundacion Mexicana para Nifias y Nifios con

wme’ Inmunodeficiencias BBl INMUNODEFICIENCIA COMUN
April 24 2t 7:58 PM - @ €n tU CahlNat @):ﬁ": VARIABLE

Radio ALAS, el 1er Podcast en América Latina donde ponemos las
#InmunodeficienciasPrimarias al Aire !!

La inmunodeficiencia comin variable (CVID)
implica disfuncién de las células B T niveles
bajos de inmunoglobuling, lo que lleva a
infecciones frecuentes.

Si bien se han identificado varias mutaciones
genéticas relacionadas, en la mayoria de los
casos se desconoce la causa especifica de CVID.

mul

Fundacion Mexicana para Ninas
y Nifnos con Inmunodeficiencias

« Visit to Papalote Children’s e

M useun Listen to Radio Alas on Spotify. Primer podcast en América Latina g..

+ 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
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https://fumeni.org.mx/
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HOME

PREVIDUS

NEXT

Morocco

Hajar

Launch of new service dedicated

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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Stichting voor Afweerstoornissen
27 April at 17:53* @

Stichting voor Afweerstoornissen

Netherlands

"Working together for a better quality of life” For us the work doesn't stop with World Pl Week.
We are determined to continue our commitment to better care.

PID EVENT

This year, the Foundation for Disorders is organizing a national patient day for PID patients Eerinliateial

and their loved ones in cooperation with Takeda Nederland. Keep 23 September free and
register via the link above.

voor
* Afweerstoornissen

#WorldPIWeek #wpiw #primaireimmuundeficiéntie #inbomerrorsofimmunity #samenwerking

#event

£

ZATERDAG 23 SEPTEMBER 2023 JAARBEURS - UTRECHT

»

Op zaterdag 23 september organiseert de Stichting voor Afweerstoornissen
het PID-event. Een event dat je niet wilt missen!

Speciaal voor PID patienten van 12 jaar en ouder en hun naasten is er in
met artsen en igen een i
3 Je kunt je i ijven voor break-out sessies
en je laten inspireren tijdens een sessie over de grensverleggende trends,
v IPOPI technologieén en innovaties in de zorg.

PREVIDUS

Stichting voor
Afweerstoornissen (SAS)
Foundation for Immune
Disorders

27 April 3t 17:00- O Als kiap op de vuurpil is er de PID-show over alles met het leven met PID
Hear Jose Verstegen from Stichting voor Afweerstoomisser onder begeleiding van een bekende Nederlander. Benieuwd wie dat is?
A 33 : Hou onze socials de komende tijd dan goed in de gaten.
e about the data collection activity they are launching during : 2 g
. R , Garandeer jezelf van een plekje en schrijf je vandaag nog in!
As part of our World P| Week campaign series, we're

Margo Dona

Bestuurslid SAS G ; data collection for rare diseases. We're thrilled to see patie,
lead in this crucial area.

PID

+ National Patient Day for PID ; — it £z
Patients & Families = EXPERTISENETWERK
27 April at 08:37 - @

e Pa rticipation in International PID hitps://stichtingvoorafweerstoornissen.nl/.../hoe-land.../

e The Foundation for Resistance Disorders has developed four informative videos together with

Vl d eO (I po p |) (CSL Plasma Behring for the World P| Week about the production of plasma drugs. In the
«coming days new videos will appear on the website of the Foundation for resistance disorders
Watch video 4 now and follow us for the next videos in the process of “Donor to Plasma

e 4 Informative Videos in Medicine"

#WPIW #CSLBehring #primaireimmuundeficiéntie

collaboration with Industry #immunogobulinen #plasmasaveslives #plasmahero
pa rtﬂer £%. See original - Rate this translation
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* Launching of PID Expertise AN e CSL Behring
Network

* SAS Family Day with 130 visitors ® > /O - '0' > G

«  Announcement of national
PID empowerement event
(23 September 2023)

* Social media engagement

63 | 2022 WPIW REPORT

Bloedplasma 60 dagen Productie Ziekenhuis
diepgevroren en kwaliteits distributie
bewaren testen
van plasma

Het product

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/

N Z I d Looking for a FUN way to support IDFNZ?  [IRUECaetl onth
eW e a a n e Pl Week Challenge
Enterour ‘Ple for Pr competition

A FUN way to support IDFNZ to raise funds and Awareness

Enter our ‘Pie for PI’ competition.

’ " A great team building challenge for your workplace, school, or individual
,,"_ - ‘\ v IDFNZ supporters.
T ~ .

Take a Pie in the face for Pl and support IDFNZ.

Immune Deficiencies Foundation

a of New Zealand ) ) 4 t Donate here:
HOME #I0FNz |DFNZ Kids Foundation i £
The ., SPlags 27 April at 06:00 - @
< K ld S Takea Picinthe face for PIE for PI Challenge
$235.00
- Founoation Pl and support IDFNZ 2350
$2,000.00

goal

own
we IDFNZ t-shirts the most ‘likes’.

. Laura Hannah, PID member from Nelson, is issuing a challenge to all IDFNZ and KIDS
i inical teams, tofilm your ing a Pie for PI' on your
i ing thi (We can help post this if you email your
M ideo cli wn social media page). Laura h isit

Like the idea but don’t feel up to this challenge?

IDFNZ by visiting
h chaliencs snd issuing a friendly
‘challenge to friends and family to Take a Pie' or ‘Make  donation’ o the cause.

IDFNZ Kids Foundation

Help Laura wi funds for IDFN:

c + PIE for Pl Challenge How much do you know about GRS
r World PlWeekQuiz primary immunodeficency?

* Warning signs posters available
in multiple languages

L Uonoas

» Social Media Engagement

» 002/103
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Click to see more
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https://www.facebook.com/IDFNZKidsFoundation

7 Philippine Patient Organization for Primary Immunodeficiencies
28 April at 09:07*

Philippines
. «ZX

%”r% Ph lP()PT
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Accwss ta health care

e pramary

Philippines Patient Organization
for Primary Immunodeficiencies

» Social Media Engagement

e Comic strips on brochures,
posters, leaflets and other
promotional items
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\ Philippine Patient Orgamzanon for Primary Immunodeficiencies
25 April at 10:39 - @

* Fundraising

https://m.youtube.com/@worldpiweek6390

Junior has
Pneumonia please

9 L

Doc pneumonia \
again? This is
the third time
already

...AN EAR INFECTION
AGAIN?
Where is your
daddy?

I'll refer you already!
|

YOUTUBE.COM
World Pl Week - YouTube

Share your videos with friends, family, and the world

= (ﬁ) Like () Comment /> Share 9-
/7
AUGUST &7 = o

*
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https://www.facebook.com/philpopi.org/

Poland

“ immungprotect

Stowarzyszenle na rzecz 0s6b z nledobarami odpomodci

«

PREVIDUS

> Association for Patients with
- Primary Immunodeficiencies
(IMMUNOPROTECT®

» Educational wobblers with 10
warning signs of PIDs for general
practitioners
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Click to see more
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https://immunoprotect.pl/

i‘ APDIP - Associacao Portuguesa de Doentes com Imunodeficiéncias Primarias
24 April at 12:49-Q

This week is dedicated to raising awareness in our society about Primary Immune Deficiencies
(IDPs) to diagnose as early as possible and ensure optimal treatment.

o r u a This year's theme relates to the importance of national rare disease data records. Having
access to real-world data is key to improving primary immunodeficiency (IDP) care for several

reasons, such as better understanding of the disease, personalized treatments, early diagnosis,
development of new drugs, health poli... See more

£ See original - Rate this translation

hd 22 a 29 de
Abril de 2023
e APDIP - Associagao Portuguesa enidionhar dados nctiile
de Doentes com em informacao para
Imunodeficiéncias Primarias melhores cuidados de !

/i
Imunodeficiencia Primaria. . Y ‘
* Social media engagement

* Family Reunion in Aveiro

29 de fbril
Vem camivihar 5 km

iﬁt N 4

 PID walk
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World PL w:e‘k
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https://www.apdip.pt/
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Puerto Rico
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Puerto Rico Alliance of PID
Patients (APIP)

« Family meeting with patients,
families and doctors

00

* Launch of educational
awareness campaign via social
media

68 | 2022 WPIW REPORT

Dra. Cristina Ramos
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Romania

Romanian Association of
Patients with Primary
Immunodeficiency (ARPID)

e Presencein WPIW Patient-
Clinician Coffee Talk

« Virtual National ARPID
Conference

* Regional patients-doctors-
nurses meeting

» Social Media Engagement

» Participation to International
PID Video (IPOPI)

e more
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Pacientul A1)

ARPID - Asociatia Romana a Pacientilor cu Imunodeficiente Primare was live.
e 28 April at 14:05 - @
Cum pot fi ingrijite mai bine IMUNODEFICIENTELE PRIMARE. Medici renumiti ca Dr. Ciprian Jurcut,
Dr. Mihaela Bataneant, Dr. Irena Pintea, Dr. Bianca Simionescu sau Dr. Cristina Staicu explica pe
intelesul tuturor la Conferinta Nationalad a Asociatiei Romane a Pacientilor cu Imunodeficiente
Primare. Un eveniment ARPID in Saptaméana Mondiala a Imunodeficientelor Primare.

s

vl
fedge for better Primary

See translation

W World PI Week

TESTe DIAGNOSE + TREAT

IMUNODEFICIEN ELE
PRIMARE @ %%

pe intelesul
pacientului ' o ™ ¢
03:05:17 P corianatonazozs: poccarena MEDICALA Q

HOME ULTIMA ORA

Patru medici se reunesc sa
ajute pacientii cu
imunodeficiente primare in Romania tréiesc 600 de

DE DORINA NOVAC - APR. 26 2023 pacienti diagnosticati cu
imunodeficiente primare, dar se
estimeaza cd numarul celor
nediagnosticati este de 10 ori
mai mare

(‘sanaTATE | Vineri, 28 Aprille 2023, 11:36

Alina Neagu » HotNews.ro
.

Peste 600 de roméni sunt astizi
diagnosticati cu una dintre cele peste 480
de boli din familia imunodeficientelor
L.:L'v-_zs-ﬁ-_/ primare, dar, din cauza faptului ci, foarte
frecvent, aceste boli se manifestd ca nigte
infectii comune, se presupune ci existi
alti 5.000 - 6.000 de conationali care au o

Patru medici romani se reunesc vineri, 28
aprilie, ca sa explice mai bine
imunodeficientele primare pacientilor si
celor care fi ingrijesc.

=
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https://www.facebook.com/ImunodeficientePrimare

Russia

«

PREVIDUS

>

NEXT

Q . Coming Soon!
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Click to see more
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Slovakia

@ ZDRUZENIE
R “‘ PACIENTOV

\ ( S PRIMARNOU
& IMUNODEFICIENCIOU
>

Zdruzenie pacientov s
primarnou imunodeficienciou,
0.Z.

* Awareness raising video

L Uonoas

Click to see more
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(\Wy%#ﬁﬁ'g& IMUNODEFICIT.SK

S PRIMARNOU 2 % & : i i
IMUNODEFICIENCIOU Zdruzenie pacientov s primarnou imunodeficienciou

Trietie stretnutie pacientov s poruchami imunity

v/ Porozpravat sa medzi sebou

v Porozpravat sa s odbornikmi aj mimo ordinacnych hodin

Zdruzenie pacientc deficienciou

e

IMUNOF . TSK

Id .) Zdruzenie pacientov s primarnou imunodeficienciou -
}?j( 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

u%] Recipient of IPOPI grant



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

South Korea

PID Korea

* PID Korea regular families
meeting
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PID Korea
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N Recipient of IPOPI grant
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Spain

pID

FOUYDATIOHN

X i
PREVIOUS g prehfs

NEXT

Barcelona PID Foundation

* Foundation Members Videos
* Social media engagement

e Fundraising event
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e Adult patient care seminar

* Educational activity at Grifols

O

Click to see more
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P?D

BCN PID Foundation @bcnpidfound - Apr 25

Us presentem I’Andrea, membre del patronat de la @bcnpidfounc
pediatra immunologa de la UPIIP de @vallhebron. Gracies pel seg
que fas dels pacients pediatrics amb #IDP i la implicacio amb la
Fundacic! &

H#WPIW2023 #WorldPIWeek @WorldPlWeek

' youtube.com

Membres de la BCN PID Foundation - Andre:
Us presentem a I’Andrea, membre del patror
la BCN PID Foundation i pediatra immunolog

Q 2 it 60 &

11 BCN PID Foundation Retweeted

Medhionine @medhionine - Apr 25
#WorldPrimarylmmunodeficiencyWeek from April 22-28 aims to raise

awareness of the importance of early #PID diagnosis. In Medhionine, we
want to encourage initiatives and organizations that improve access to
PID treatment and early diagnosis. @bcnpidfound

PRIMARY
IMMUNODEFICIENCY

= /—\pul

..:)'

@ )
Formacié

® Curs SCP/SCI per a residents
® Curs IDP SCP/SCI per a infermeria

,M I

’!

9 4

';,', o. \

® Publicacié de 13 videos amb

Activitats emmarcades
en la Setmana Mundial
de les IDP 2023

I'objectiu de conéixer els
membres i professionals vinculats
a la BCN PID Foundation

* L J
PID @ L

Activitats per a pacients i families

® Sortida educativa per a pacients i
families al museu i planta Grifols
® Excursié matinal a la Mola+picnic

N .

‘ Anunciarem les dates de les activitats i horaris a les nostres XXSS



http://www.pidfoundationbcn.org/

Spain | i

aw
HOME

ASOCIACION ESPANOLA DE DEFICIT INMUNITARIOS PRIMARIOS
PREVIOUS

o Asociacion espanola de deficits
immunitarios primarios (AEDIP)

e Two walks in Gavilanes
*  More than 100 inscriptions

%
o) .

o * Information on PIDs

=~ . Q 2
€ + Plasma donation borchures NOD

PSENDERISTA

29 ABRIL 2023
Hora de encuentro: 1000 AM.

0 pueden sef curadas, lo tnico que 0 pusde

3 ) heme machin, 1l hers n caia grwve, ¥ PONErse un
—/ tratamie wnoglobelines cada x tempo que supian |
carmncia que fienen I acor

DONA PLASMA,
DONA VIDA

Insoripolones enline Presencial an Supermorcados UDACO
~{Bavilanes, Mijaras y Casavisja)

Click to see more

Tumatn: AETP. Corgmmis Sopatid fox 6 3 nmacs e Sk ¢ 1ai tiam et sd Intvacke 2077

plasma sanguineo humano

ste o problema de dependencia v, o
uilidad de 1os hemederhadon imp
ima_cblenido & pactic de L do

cue podéis donar plasma
entros de Transtusiones hay
Is) pars este Hpo de domecias, b
3 cada 15 dias y tene menos

¥ acore s
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https://aedip.com/

Sweden

»

*PlO

Primarimmunbrist
PREVIOUS organisationen

Primar
immunbristorganisationen

#GoZebra walk campaign

* Social media engagement
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22

April

World Immunodeficiency Week and the #GoZebra campaign. News!
#ZebraRun

©  April 22 - April 29

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

v g

‘

RESULTAT 76
29/4 Li4

TOTALT 462 timmar
28/4 58

27/4 13

TOTALT 29I timmar

26/4 4k

% . TOTALT 247 timmar

pegaioe 25/4 8l

TOTALT 166 timmar

i 2/l 45

o TOTALT 12| timmar

23/4 70

TOTALT 5I timmar

a #GoZebra-promenaderna samlas pengar in till PIO, via stod fran
ampanjens samarbetspartners samt via appen RaceONE #ZebraRun.
Tack for att du hjalper till och bidrar med din tid!



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

Thailand

- 4

THAIPOPI
& [
> 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 andouINUdicdou

vovlsANTAUAUUNWSoosTaUIUND

L Uonoas

* Social media engagement
10 warning signs

Click to see more
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https://www.facebook.com/profile.php?id=100064861353654

Turkey

aw
TURKIYE
ULUSAL ALLERJI
WE KLINIK IMMLIMNOLOU| DERMEGI

Ulusal Alerji ve Klinik
Immunoloji Dernegdi (AID)

NEXT

#ThinkZebra kite flying in Gaziantep

* Q&A Seminar on PIDs with patients
& families
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Click to see more
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22-29 Nisan Dinya Immin Yetmezlikler Haftasi kapsaminda bu yil da farkindalik
kutlamasinda renkli gérintilere eslik ettik.

immin yetmezliklere farkindalik 151g1 tutmak amaciyla tim hastalanmiza sifa
dileklerimizi balonlar ile gékytztine ugurduk.

#ThinkZebra #WorldPIWeek #MUPAI #IMYED #IPOPI #JeffreyModelFundation

See translation

Tiirkiye Ulusal Alerji ve Klinik immiinoloji Dem...

7.81K subscribers

e

0
GIYiLEMEZ

MORE VIDEOS

P o) 1:25/319

0
Watch later

TR T

B & Youlube

ra
LJd



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
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« Distribution of information
booklets to hospitals
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United Kingdom

¢ IMMUNO
K DEFICIENCY
s\ UK

Supporting families affected
by primary and secondary
immunodeficiency

Immunodeficiency UK

* Social media engagement
* Posters

e 2 patient stories on APDS and
Complete Di George

* Sharing Community voices

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

* Donation campaigns

Click to see more

79 | 2022 WPIW REPORT

¢ Immunodeficiency UK
& 29 April at 15:24* Q

This #WorldPIWeek we'd like to highlight the story of Oscar and Bryony. Oscar was born with the
primary immunodeficiency Complete Di George syndrome, genetically diagnosed as CHARGE
syndrome.

He received a ground-breaking thymus transplant at Great Ormond Street Hospital to treat his
immunodeficiency when he was just a few months old. Here, his mother Bryony shares the story
of Oscar's diagnosis and treatment and reveals how Oscar is doing now.
http://www.immunodeficiencyuk.... See more

¢ Immunodeficiency UK
s 29 April at 12:46 - Q

Someone with an immune disorder needs around 130 donations a year to help save their life.
People with PID rely on the generosity and commitment of plasma and blood donors. Plasma
donations are an essential gift to people in need of immunoglobulins and other plasma-derived
medicinal products.

This Plasma Donation Week please share this post with your friends and family and ask them to
head to https://www.blood.co.uk/plasma/where-to-donate-plasma/ to sign up.

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

@) save alife - Search ‘donate plasma’ to register now.
‘ / Give plasma

#PlasmaDonationWeek

Immunodeficiency
UK is here to lend
a helping hand.

World Pl Week.

Visit our website at
www.immunodeficiencyuk.org

¢ IMMUNO
\ DEFICIENCY
2% UK



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

OF  [dfcommunity « Follow
Original audio

United States

. ¢ Immu‘r‘ue
Deficiency
Foundation

NEXT

O idfcommunity @World_piveek_estimates that ten million
people worldwide have a primary immunodeficienc
70-30% of
it's so important to conti
is to shorten the time to
access to the lifesaving
www.worldpiweek.org #worldpi

Immune Deficiency Foundation

* Social media engagement

* In-person advocacy campaign in

Washington PATIENT SAFETY &
.« #WalkforPl campaign PROTECTION
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By protecting each other with
vaccination, we protect
people with primary
immunodeficiency

O

Click to see more

j VAV World PIWeek  :\\orldPIWeek worldpiweek.org Q¥

uuuuuuuuuuuuuuuuuuu 332 views
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https://www.facebook.com/ImmuneDeficiencyFoundation

Vietham

Nhém hé trg bénh nhén

A :
e Suy gidm mién dich tién phét
Viét Nam
&
»
o Vietnam PID Patient Support

Group (Viet Pips)

* Social media engagement

L Uonoas

Click to see more
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Ay World PI Week

AT MOt

Cuhm DOAN . el T

& Viet Pips

Chao mung Tuan Ié Su
thé gioi #WorldPIWee

Q0 ¢

i Like

Q Thu Phan
Mong cac ban

A& Viet Pips
O
o Like



https://www.facebook.com/Suygiammiendichbamsinh

Venezuela

A
HOME

I Dp. Inmunodeficiencias

Primarias Venezuela

PREVIDUS

NEXT

IDP-Venezuela

1 hour radio interview featuring 2
immunologists

00

+ Concert “Playing for PID" in
theatre
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« WPIW 2023 Hike

* “Approach to the patient with
recurrent infections” conference

* 2 Webinars
e 5th Annual meeting on IEI|

* Annual meeting with PID
patients

* Social media engagement

 Expo PID

Click to see more
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Jimuneodaiecioncias

Dr. José Angel Cova Domingo!
o IGABRILE

. Jnmundlogos

ERRONES INNATOS

06 DE MAYO 2023
HOTEL INTER MARACAIBO, EDO. ZULIA

IV JORNADAS ERRORES INNATOS
NACIONALES DE LA INMUNIDAD

Iromeon

DRA. ALEJANDRA VALECILLO ~ DR. REYNALDO REYNA

& FECHA: MARTES 25/04/2023
HORA: 7:30 PM HORAVENEZUELA

- A TRAVES DE LA CUENTA @SVPEDIATRIA
i)
MODERADO POR EL 5 75}
DR. JOSEUT TORRES .



https://www.facebook.com/acidpvenezuela

Latin America

X e—_—

ALAS Y

A =/ Escuchanos y entérate
- INI CIATIVA que se necesita en Argentina,
Colombia y México para
diagnosticar las /
inmunodeficiencias primarias. : - . B
FrEans Alianza de Asociaciones de Inmunodeficienias Primarias B Faisuly Gaviria
ALAS Colombia
@ Iniciativa ALAS
@ [ONLINE ) e
- PID Radio Y
: INICIATIVA
-

iESTRENO! &

ura Doldén Po DCAST

ALAS Argentina

Mayela Garcia
ALAS México
INICIATIVA ALAS ‘F t l. AMS

o Inmunodeficiencias
il Primarias jAl Aire!

Click to see more
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INVITACION

i ABRIL

il 22

{;W World PIWeek
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https://www.facebook.com/IniciativaAlas/photos/a.127550181960438/741214457260671/

International

a

INTERNATIONAL
s PN ORGSO
- International Patient

Organisation for Primary
Immunodeficiencies (IPOPI)

« Roundtable discussion in Madrid

* |POPI World Pl Week Campaign

. Featured video interviews with
individuals from France, Kenya,
Netherlands, Chile, Indonesia,
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0
s
o
o)

* Highlighted need for improved
data collection, hurdles faced
by patient organisationsin
data collections

* Putaspotlight to IPOPI PID
Life Index

* Health application 41D

* Social Media engagement

o
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Click to see more |

Improved navigation
\\ = + .
_E Appointments
L
| _é_j ':H:?é & absences

Simple export
of data * <—/
Y;/ @
\) ﬂ Health
+ parameters

ij

GET TO KNOW THE
NEW FEATURES ww G
l 41D.IPOPI.ORG i R ek )

@ IPOPI
o5l 23 April at 12:00° @
Our final video in the World Pl Week campaign series is here!

This time, we hear from Dimas Sugiharto from the Indonesian Primary Immunodeficiency Patient
Society (IPIPS) about the critical role patient organisations play in collecting data.

We hope this series has highlighted the importance of data collection for rare diseases  and
inspired more patient organisations to start collecting data. ... See more

\3) IPOPI
&e%ll 20 April at 11:05 - @

Exciting news! This Friday, World Pl Week is hosting a live event featuring three of our very own
IPOPI representatives: Otilia Stanga and Bruce Lim from our Board of Directors and Dr. Nizar
Mahlaoui, Chair of our Medical Advisory Panel.

Tune in on World Pl Week's YouTube channel at 15:30 CEST for a discussion on the power of data
and patient registries to improve #PID care globally.

https://bit.ly/30fwQ4B ... See more

World Pl Week Patient-Clinician

Coffee Talk



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 ISr.it/QWIW @@

- = NEW ZEALAND » Englsh

Jeffrey Modell

International

Foundation O :,
Curing Pl T E 8 i
PREVIOUS WOF[ Wlde : w 4o
"
Jeffrey Modell Foundation 5
E Yooy
: e v.\ndlmmhrkmCm(‘a.e\m.
+ Regional Toolkits e e
* Social Media Engagement ~ A ~ -

e Patient Stories
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Regional Toolkit:

D AFRICA
Click to see more

P 10 Waming Signs of P1

Regional Toolkit:

T
=
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INFO4PI.ORG @INFO4PI

INFO4PI.ORG @INFO4PI
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https://www.info4pi.org/
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Life Sciences Industry

ywers + Follow

Today kicks off #WorldPIWeek, a time to show our support for all those living
with #Primarylmmunodeficiency. During World Pl Week, we'll be sharing
resources, facts and stories from those living with PIl. Learn more abou ...see more

10 MILLION

PEOPLE WORLDWIDE

are living with
Primary Immunodeficiency

+ 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 to improve
access to diagnosis, treatment and care for PID patients. As part of the
#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

e

@

Today marks the start of World PI Week an annual global campaign that aims to raise awareness

and improve the diagnosis and treatment of

primary immunodeficiencies (PID)

We hope to contribute to the campaign's efforts and bring awareness to Primary

immunodeficiency by sharing patient stories, like yours!

To subn

story, send us a DM or visit bitly

er, enter your info and “Share your

Freedom story!” to be featured on our page during World PI Weekl... See more

.00

#WorldPIWeek

“Data is a cntical tool to improve the lives of
n myriad ways. Qur efforts to

We are also working on projects to develop
diagnostic algorithms for early | ification of
PID, simplify monitoring IG levels in PID patients
and characterize PID patients for optimal and
dividualized treatment and care, among others.
ise data to help identify and
and improve the lives of

Wolfhard Erdlenbruch
Head PDT Global Medical Atfairs

“AAY World PI Week

TESTe DIAGMOSE » TREAY

& |

Yy

World PI Week

22-29
April 2023 -

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

Share Your Story!

Chiesi Global Rare Diseases @ChiesiGRD - 23 avr.
As we join with the glabal Pl community in recognizing @WorldPlWeek, 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...

@Fighterlakob #SCID #WorldPlWeek

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

432 1

O 6 ihi



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.

WAy World P1Week

TESTe DIAGNOSE  TREAT

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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