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World Primary
Immunodeficiency Week 2022

Together, bringing about change for
primary immunodeficiency patients
worldwide

CAMPAIGN REPORT



About World Pl Week




A global movement to drive change

Since its inception,
. . World Pl Week has been
e Vision o .
: - - successful in stimulating
Over 10 million people live with PI
around the globe, and yet the awareness and advocacy

condition is still widely unknown. efforts in all continents
Greater awareness, testing, diagnosis

and improved access to treatment are
needed.

i »

A Mission

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

Immunodeficiency (Pl) and related
- challenges; promote quality of life for
people with PI, early diagnosis,
availability and access to treatment and
care worldwide; and stimulate
communication and advocacy around Pl
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The Week acts as a

@ Aims

World Pl Week offers an opportunity to central platform to drive
inform and educate health policy- awareness as well as

makers, schools and families, and the global and national
general public about primary

immunodeficiencies (Pl) to drive the advoca Cy.
earliest possible diagnosis and optimal
treatment.

Z uonoas
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World Pl Week by the numbers

Over 80 countries Thousands of people Hundreds of events
across the globe reached every year
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13 committed

12 years of organisations

campaigning driving the campaign momentum on PIDs

8 days to create

Z uonoas

4 | 2022 WPIW REPORT



World Pl Week in pictures

W World PI Week
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On the 25th of April, the 12th #IDP course for resident doctors and the 8th IDP course for
nursing staff began. Fra CN PID Foundation we co-sponsor these courses, organized by
Societat Catalana d'immunologia and Societat Catalana de Pediatria

One of our objectives s to promote excellence in the knowledge, study, research and
dissemination of IDPs and infectious etiology complications that may be presented to affect...

See more
5. Hide Translation - Rate this ra
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Our active network
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MEDICAL SYSTEMS global rare diseases %

CONTRIBUTORS
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&& ‘ k> Am”'d‘“y.' Immunodéficience Society
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Clinical Immunology .
Asian Pacific Society Arab Society for Immunodeficiency Society d m

wn for Primary Canada A yn a ICI
D Immunodeficiencies Immunodeficiencies .
ol multi-stakeholder
: ) d global
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European Federation of
Immunological Societies

European Federation
of Immunological

EdiD

European Society for
Immunodeficiencies

-

African Society for
Immunodeficiencies

International Nursing
Group for
Immunodeficiencies

INTERMATIONAL
R
International Patient
Organisation for
Primary
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Jeffrey Model
Foundation

community

Jeffrey Modell
Foundation

Plasma Protein
Therapeutics Association

Latin American Society

for Immunodeficiencies South East Asia Primary

Immmunodeficiency
Network
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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/
http://www.worldpiweek.org/our-sponsors/
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Campaign resources

Informative & advocacy tools

available in several

languages

Flyers

Videos

Scientific pieces
“Story sharing” visuals
PID quiz

Messaging brochure

Template press release and articles
Template letter for Governments

Template social media posts

Policy Pledge

Podcasts
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World PI Week
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Together, bringing about change

for primary immunodeficiency
patients worldwide

#WorldPIWeek

worldpiweek.org

anyone
interested to celebrate the
wer

“Back in 2018, | was in a bone
marrow transplant and this was
my end game scenario. | had

two decisions: either keep living
the way | was or change my life.
I changed my life because | had

great influences around me and
great people taking care of me
and helping me throughout the
journey. Now we fast forward
three years later and | am doing

things that | dreamt of when |
was in the bed*

- Michael, Canada

a

What?

raise awareness.

of Primary Immunodeficiency
(L]

over 80 countries worldwide

T O o0 & GPPTA e @ten

Click here to download all
materials

Qoeli ACCESS TO
"2 8 HEALTHCARE

y= % 4 = § 1

Botiey Hodge

L immunodeficiency matters: it saves fives.

Key facts and figures

10 ) 70-90%

There are

different forms of
PIDs.with unique
care roquirements

f teated before
.5 months of a

L e The overallsurvival
infantswith SCIDsand e of PID patients 80
i %

after Hematopoletic
stem cel vansplants
(HSCT s now over

other PIDs @)
fewer complicatior
and higher survival

rience

(1]

Colabrato these

for PID patient

to29
April, on World P| Week:

Signatures to
the WPIW petition
since 2011

WORLD Pl WEEK Season 2

PODCAST #4

*Preventive measures come down to the very
specific disease a patient suffers from. There are
some patients with white blood cells (lymphocytes)
that are defective, and some patients with
granulocytes, which are another form of white
blood cells. that are defective. If your granulocytes
don't work. you need Prophylactic antibiotics and
prophylactic fungal medication. But if your

g Prof. Bodo
lymphocytes don't work. you need specific Grimbacher,
vaccinations or you want to be replaced with [URSRSORHN
antibodies or immunoglobulins. So. preventing Immunclogical Studies.
infections by either immunoglobulin replacement ‘::EL:;K;Z,C:Z‘:;
or by antibiotic prophylaxis is important for R
keeping the patients healthy and it depends on the
type of defect in the immune system determines
what the preventative measures are.

JAY World PT Week


http://www.worldpiweek.org/

WORLD Pl WEEK 2022 IN ACTION
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Thousands showing support worldwide

People mobilized for the PID cause both online and in-person

9 | 2022 WPIW REPORT

Through (virtual) runs,
online webinars and
workshops, social
media campaigns,

TV/radio interviews; by
donating blood or
plasma - World Pl
Week is for everyone!




In 2022 we showed that lives can be saved O g4

Access to quality care saves lives.

= Spotlight on 4 themes linked to improving access to care for patients
screening & Treatment & quality Access to healthcare

Health awareness

Diaognosis care
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Improving earky
diagnosis for all

patients & rolling out
newborn screening
for severa PIDs
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What we are calling for

i

Achieving universal
access to quality

healthcare and treat-
ments for PlI0s

l

Increasing preven-
tative medicine to
awvoid complica-
tions in patients and
promote health

Ensuring that
patients with

PID benefit from
COVID-18 research &

2= Valylal

Is a basic human
right. The millions of
people living with
PIDs worldwide
depend on it. Each of
them is entitled to the
correct diagnosis,
quality treatment &
care.




Our bespoke information toolkit

i »

ararags Everything you need
to know about the
2022 campaign, how
N o to mark the week and
ek direct link to

L resources.
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Click here to
download toolkit
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http://www.worldpiweek.org/wp-content/uploads/2022/02/Information-toolkit-World-PI-Week-2022.pdf

The 2022 'essentials'

Communications package

HOME
0.0,
« m World PI Week ['™
TEST» DIAGNOSE » TREAT
PREVIOUS
>

NEXT

22-29
April 2022

LIVES CAN
BE SAVED

L Uooas

Access to
healthcare
is a basic
human
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People living with

primary immunodeficiency
worldwide depend on it.
Each of them is entitied to
the correct diagnosis,
quality treatment & care

#WorldPIWeek

% © world_pi_week_ @ @WorldPIWeekcampaign
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0.0.0
22-29 YYY Mondrrwesk

April 2022

I SUPPORT -
World Pl Week \ ]

\

¥

#WorldPIWeek www.worldpiweek.org laﬂ YR

22-29 April 2022
Access to healthcare
LIVES CAN BE SAVED is a basic human right

Poopia living with primary immunodeficlency
‘worldvwide depend on it. Each of thom s entitled
10 the carrect diagnosis, quality trextment & caro

#WorldPIWeek

Click here to
download materials

Pledge card,
e-banners, posters,
email signatures,
sample website
posts, press

release & many
more



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

Available in various languages

= 22-29 de e O ke B R 2229 Mgl
Abril de 2022 - . . : : :
« o s ' . AP 2022 wemperoton (g s e A Translations available in:

¢ penjagaan
PREVIOUS El acceso a la . kesihatan

sanidad es un = adalah ' = - ‘ O AI’ObiC

Se pueden ::;::‘:e:::‘m’ [/ A~ y Nyawa boleh merupakan
salvar vidas > ; 9, [ k satu hak asasi { i , }9, [
selamatkan A ; ° Ch jnese

« Dutch
« French
| « German
im0 SR e | G0 : T - [talian

' A i 2229 P . - MG/Oy

7 Aprile 2022 , % : Portuguese
LEVENS - , ‘ \ : POssiAMO  ° : le . S,OOﬂISh
el s AR Il AL oriievre [ @™, WU + Swedish
o o | e  Thai

g:rz:'IIsd :eerl‘ds. E<] e - ] soins de r Z 3 sanitarieun -0 (¥ : | Y L Tu r k i S h

fundamen- san'té est ":‘ 3 diritto umano
teel mensen- droit humain ;u | ) fondamentale |

recht.

#WorldPIWeek BYP e il : #WorldPIWeek
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; o 22-29
April 2022 7 ] Avril 2022
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L - \ g % Lo persone che vivono con una
Woroldwijd zijn mensen mot i f e Immunodeficienza primaria
primaire immunodeficiéntie i ! o } In & do dipendono

di foro ha
diri flagnosl corretta o
atrattament! di quallta

#WorldPIWeek
. | >
world_pl.week_ @) @WorldPIWeekcamp: ¥ @World Pl Week
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Preview of 2022 resources

22-29 Y Worldriweek m
April 2022 L

LIVES
CAN BE
SAVED

#WorldPIWeok

The Essentials

Logo
Poster

e-banner

Pledge card “I support World Pl Week”

2022 information toolkit

Zoom background

14 | 2022 WPIW REPORT
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22-29

April 2022

LIVES
CAN BE
SAVED

#WorldPIWeek

Social Media Tools

Picture frame
Facebook cover
Twitter cover
YouTube cover
Instagram post
Instagram story

AAY World PI Week

TEST+ DIAGNOSE » TRE

Protecting and improving
the lives of the millions of
people living with primary

Media Tools

Template press release

Editable website/blog post

Click here to
download materials



http://www.worldpiweek.org/resources/campaign-materials/
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New campaign on access to quality care

Access to healthcare means a lot more than you think

Patients, healthcare professionals, supporters from all over the
world participated in the online campaign #AccesstocareMatters

ACCESS TO
HEALTHCARE

MEANS A LOT MORE THAN YOU THINK

#WorldPIWeek

Learn why it is so important and what it means.
for people living with primary immunodeficiency

15 | 2022 WPIW REPORT

Access to care
campaign materials

8 themes for 8 days:

Early diagnosis
Newborn screening
Genetic testing

Access to specialist
doctors

Life-saving treatment

Immunoglobulin therapy
& access to plasma

Transplantation

Gene therapy



http://www.worldpiweek.org/join-the-online-campaign-on-access-to-healthcare/

Explaining what access to care means

Real-life examples to show the impact it has on patients’ lives

@
HOME
PREVIOUS

e

ACCESS TO
HEALTHCARE

MEANS A LOT MORE THAN YOU THINK
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”
Our son was very sick for years
undiagnosed. Eventually he received a
diagnosis and commenced treatment.
School attendance improved, his fatigue
decreased, less sick and downtime. He can
now keep up with his peers. SCIG therapy

Z uonoas

has been a magic bullet and we thank all
the blood donors for his life which with
treatment is great! "

— Marian (mum), Australia

IMMUNOGLOBULIN THERAPY & ACCESS TO PLASMA o

1
Starting IVIg therapy fully changed my life. |
had time between ilinesses, | had energy
and most of all | was given an opportunity
to go play and be silly without worrying as
much. Though it took a few yearsto get to a
point where | felt healthy while on IVig,
eventually | got there and it is wonderful.

- Brian, Canada ”

i
Qoeﬁ ACCESS TO
S@I08 HEALTHCARE
Thyp DEATICARE

Wichnel
ACCESS TO
HEALTHCARE

HAN YOU THINK
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ACCESS TO
HEALTHCARE

MEANS A LOT MORE THAN YOU THINK

ACCESS TO
HEALTHCARE

MEANS A LOT MORE THAN YOU THINK

NEWBORN SCREENING EARLY DIAENOSIS

LIFE-SAVING TREATHENT

n
In 2006 my daughter Eva was diagnosed
with Schwachman Diamond Syndrome
when she was only 2 months. We were
lucky to meet a doctor who knew this so
rare syndrome. If not, the chance of survival
of our daughter would have been
compromised

4
o
ACCESS TO
HEALTHCARE

MEANS A LOT MOR! N YOU THINK

- Virginie (Mum), France

CESS TO
ALTHCARE

Access to care
campaign materials

Animated stories
were published

each day of the week
(one theme per day)

The reasons why it is
so important

for patients to

get access to
quality care — across
the continuum of

care



http://www.worldpiweek.org/join-the-online-campaign-on-access-to-healthcare/
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EAccesstoCareMatters by the numbers

Stories submitted by the community before the
campaign — from patients, health professionals, carers

Stories published by World Pl Week during the
campaign, reflecting multiple experiences and from
diverse countries

Posts across social media platforms, relayed online by
patients, patient groups, doctors and specialists, nurses,
researchers, media, industry and more

17 | 2022 WPIW REPORT

The campaign
remains open in
the next months,

submit your story
Vvia our website or
engage with
#AccesstoCareMatters
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Pursuing the World Pl Week Talks

4 new episodes to the podcast series by the World Pl Week

#Primarylmmunodeficiency #WPIWTalks

WORLD Pl WEEK

TALKS

[

Listen to the

podcasts on your
preferred platforms

VP e 22-29 April

18 | 2022 WPIW REPORT

EPISODE 1:
Early diagnhosis &
newborn screening

EPISODE 2:
Treatment & Care

EPISODE 3:
Research

EPISODE 4:
Preventative
Medicine



http://www.worldpiweek.org/world-pi-week-podcasts-series/

About World Pl Week Talks Season 2

o Health journalist Sue Saville talks PIDs with multiple experts and patients
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NEXT

#worldPiweek  #primaryimmunodeficlency  WWPIWtalks  #earlydiagnosls  finewbornscresning

bopeast '- n
EARLY DIAGNOSIS& T (4 78 ™
NEW-BORN SCREENING =

L Uooas

> This podcast explores different
issues surrounding diagnosis
and screening of PIDs,
including the difference it
makes in the lives of patients,
how neonatal screening is
currently implemented
worldwide, obstacles and
efforts led by stakeholders
across the globe to improve the

A situation.
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H#WorldPIWeek #rprimaryimmunodeficiency HWPIWtalks freatmentacare

Season 2
PODCAST #2

TREATMENT

> This podcast discusses how to
achieve universal access to
quality healthcare for PID and
gives a brief overview of the
main treatment options. It also
provides a glimpse into the
promise of gene therapies and
explores the role of
transplantation in PID care.

#WorldPIWeek stprimaryimmunodeficiency H#WPIWtalks #research

Season 2
PODCAST #3

RESEARCH

> This podcast sheds light on the
benefits of research and its
role and impact on patients,
families, medical practices as
well as society. It explores
existing challenges related to
research in PIDs, what the
future of research may look
like in the field, and the value of
international collaboration.

#WorldPiweek  #primaryimmunodeficlency  #WPIWtalks  #tpreventivemedicine

- Iy
.. ) :.‘
PREVENTIVE )y WP
MEDICINE —

Prof. Dr.
Grimbacher, Ruchl Saka,

> This podcast explores how
health awareness measures
and preventative medicine help
people living with primary
immunodeficiencies, including
tools such as focus groups that
are used to talk to patients
about those aspects and the
challenges in patients' access to
preventative medicine.

Join the conversation on social media with #WPIWTalks




A new policy pledge on access to care

Key facts and figures

“ Together we pledge for

«

PREVIDUS

Early diagnosis and screening

.
o Eoe +200
care requirements. wup by aimest in the past 10 years

>

NEXT

Quality Care

Health Awareness for PID patients

Signatures to
the WPIW petition
sssss 20m

Research

@ ® ® @
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% Launched on the last day of the campaign to keep momentum, the pledge focuses

§' on the main topics of World Pl Week 2022 and complements the call to action.

\S)
It outlines priorities to make access to quality care a reality for all PID patients, no r
matter where they live. It unifies organizations and individuals who are committed to Click here to access
improving awareness and recognition of PIDs; as well as addressing current the policy pledge

,. challenges in access to quality care — understanding the complex realities of
% healthcare systems across the world.
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http://www.worldpiweek.org/wpiw-policy-pledge/

Supporters of the policy pledge

g

Signatories

«

The pledge is open for
@ endorsement, please click in the

R — G link here to endorse it

L Uooas

Engage with the pledge, share it

around you including with your

3‘( imnposatcancy Y ; local/national representatives;
e and encourage them to support it
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| RARE

% s B | Oiserses
2 3 | INTERNATIONAL
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http://www.worldpiweek.org/wpiw-policy-pledge-form/

World Pl Week at IPIC 5th Congress in Portugal, Vilamoura

aw
HOME

27-29 April 2022 e

- Forthe first time, World Pl Week was = i
at the International Primary " i
Immunodeficiencies Congress (IPIC)!

NEXT

World Pl Week corner

« Visual background/gallery including stories of
the online campaign on access to quality care

Join World PI Wi 2022 at IPIC!

Can you tell us about @ Srei peops mimgumens.
« Copies of WPIW material with link to online yourself and how do you relate
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LIVES CAN

Share your story or perspectives on

resources to primary immunodeficiencies ? @ s westmendsndcre o iD= B sAvED

Ourzeam is ready t do & short limed Interview
hyou

@ Sign the policy pledge

Hear personal experiences of patients,
families and specialist health professiona
talking about diagnosis, access to care,
rch

+ Photobooth/picture frame to "Strike a Y" for
World Pl Week

Is

Get more information about World Pl Week

« Filmed interviews with patients & specialists = "WJE%
. . S <y
R %) O

Z uonoas

Click for more information
on the congress

Nizar Mahlaoui
FOT etamwen Clinical Immunologist, France

22 | 2022 WPIW REPORT

2229 April 2022



https://ipic2021.com/ipic5/

World Pl Week Interviews

16 interviews with patients and experts during IPIC
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What are the main

treatments options for PIDs?

L Uooas

What difficulties have you experience
in getting the right treatment?
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Jucaira 2

%
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Photo campaign #PictureAwareness

@ Striking a *Y” on all continents to support the PID
cause

«
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NEXT

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

+ Patients and supporters shared their pictures striking a Y in support of
access to quality care for patients.

World PI Week
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JOIN THE WORLD Pl WEEK
PHOTO CONTEST 2022

Strike a Y in support of access to care for PID patients

Z uonoas

Share your picture on Facebook,
Twitter or Instagram with

#PIlctureAwareness

v

Click to access the

photo campaign
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http://www.worldpiweek.org/strike-a-y/

... and the winner is... [to be chosen]

Congratulations to xxx

mmmmmmmm
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Social media engagement

AAPIDP
) esnao

La salud es un derecho humano, basico y universal.
Por eso es vital lograr el acceso a la atencion médica y
a un tratamiento adecuado a tiempo para las
Inmunodeficiencias Primarias

#SePuedenSalvarVidas @world_pi_week _

#WorldPIWeek

@ Clinical & Translational Immunology

@CiinTransimmuno

For World Primary Immunodeficiency Week we have
made a Virtual Issue highlighting valuable research
contributions in @ClinTranslmmuno to studying this
diverse group of diseases.
onlinelibrary.wiley.com/doi/toc/10.100...
#WorldPIWeek @WileyBiomedical @AusPIPS150
@Info4Pl @WorldPIWeek #Openaccess

WILEY

Virtual Issue:
2022 World Primary
Immunodeficiency
Week

With this week being World Primary Immunodeficiencies week, we would

. Frontiers in Immunology @ rantimmunal - Apr 25

like to highlight our article collections published in our dedicated Primary
Immunodeficiencies section, covering various aspects of the field.

Leamn more here

#WorldPiWeek

fro.ntiers.in/NTui

Agf POPI @ipopi.info - Apr 20
(28 Its the last day of as well as #IPIC5! Cor

IPOPI members and patient representatives to strike a Y in support of
access to quality care for people with #PIDs.

#MyPhysicianAndl #primaryimmunodeficiency #P1D #IEI

Primary Immunodeficiency Adult Centre-Mitan
RPID_aduitMI

In the last day of #WorldPIWeek as well as #IPIC5 we
presented our ongoing job on vaccination anti
#COVID19 in #primaryimmunodeficiency

St James's Hospital &
@stjamesdublin RARE

This week we're celebrating @WorldPIWeek!

Make sure to drop by the awareness stand in the
concourse and show support for #WorldPIWeek
#AccesstoCareMatters

@ Katie Ridge @ridgek - Apr 25
The SJH Immunology Nursing team promoting World Primary Immunodeficiency

Weekin today. A to awar: and
improve diagnosis & treatment for people fiving with PID. @WorldPiWeek
@ipopi_info

Rare Revolution Mag @RareRevolutionM - 22 Apr

Today marks the start of #WorldPIWeek2022 raising awareness of
rimarylmmunodeficiencies. IDF participates in worldwide initiatives to
improve the recognition, diagnosis, treatment and quality of life of people
with primary immunodeficiency diseases.

primaryi g/world-pi-week:

g.( Immunodeficiency Canada @ mmunoCanada - 22 Apr

Today marks the start of World Pl Week 2022, a global campaign to raise

awareness for Pl. There are approx. 6 million people worldwide livin,
PI. Access to early testing and diagnosis can help prevent complica
and greatly improve the quality of life.

#WorldPIWeek

g with
tions

Oxford Medicine @0UPMedicine - Apr 27 .
#IPIC5 attendees, don’t miss the World #Primarylmmunodeficiency Week
Virtual Issue from @CEljournal for the latest information in the field.
@britsocimm #WorldPIWeek

bit.ly/38ur2ww

Clinical & Experimental
IMMUNOLOGY

#WorldPIWeek

Read now »

Katie Ridge
. @ridgek - Apr 25

The SJH Immunology Nursing team
promoting World Primary Immunodeficiency
Week in @stjamesdublin today. A global
campaign to raise awareness and improve
diagnosis & treatment for people living with
PID. @WorldPIWeek @ipopi_info
pic.twitter.com/dyuT9Rn57q
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This year, World P
Week reached its
highest ever level

of engagement on
social media since
the inception of
the campaign!




Social media milestones

Driving conversations and mobilising to raise awareness of PIDs

i
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April

This year, World Pl
Week reached its
highest ever level
of engagement on

+65 new followers and likes

90% increase in post coverage (22-29 Apr)
900 interactions per post (22-29 Apr) Aprll : . .
social media since
the inception of

the campaign!

L Uooas

+T115 followers

+107 posts shared

April +46.2K impressions

682 followers (+13.6%) 21.4K profile visits

+57 posts shared
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Analytics for 22-29 April

+7.7K impressions (+1,276%)
@ 785 content interactions

27 | 2022 WPIW REPORT



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

Best-performing social media posts

- World Pl Week
Top Tweet eamed 2,417 impressions ¢ en . ith ciinic
ﬁ at repr Ik b to care and research!
In our latest #WPIWTalks podcast, Prof. : . ; -

e Isabelle Meyts @ESIDsociety
+68

« S BaRbSTo s, A Ao DS
e patients, but also helps advance the ‘ 2,41 7
Reactions FACEBOOK:
@WorldPIWeekcampaign
+925

understanding of the immune system and Im pressions
Total engagements

Follow World Pl Week:

PID care.
bit.ly/3JDeuiZ pic.twitter.com/vYkDO1rbLZ

Engagements

‘ +50

TWITTER:

@WorldPIWeek

L Uooas

INSTAGRAM.:
@world_pi_week_
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187
Accounts reached
Bl

ACCESS TO

HEALTHCARE ~ C 199
i LIFE-SAVING TREATMENT .
@; Impressions

@ world_pi_week_
il
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Media coverage

THE . .
A HealthSite.com
o HEALTHA-Z DISEASES HEALTH sumwng DIET&FITNESS YOGA PREGNANCY VID
Home > Diseases Conditions >
World Pl Week 2022: What Are Primary

Immunodeficiency Diseases?

EDITION 2N v BRUSSELS 7% 64°F THE TmIES OF INI)IA

Noida Mumbai Delhi Bengaluru Hyderabad Kolkata Chennai Agra Agartala Ahmedabad Ajmer Allahaba:

a

CTIZENREPORTER  SCHOOL AND COLLECES ~ WEATHER  POLLUTION NEWS®™ UPELECTIONS  EVENTS

NEWS [ CITY NEWS NOIDA NEWS nfection In Your E3

Infection in your ear for long? It may be
Miércoles, 8 de junio de 2022, 13:25

immunodeficiency
2} DIARIO ESTRATEGLA TN gr 26,2022 509 57

INICIO | NEGOCIOS & EMPRESAS ‘ ECONOMIA & FINANZAS ‘ DINERO & INVERSION ‘ AUTOMOTRIZ | INTERNACIONAL | TEC THE TIMES OF IND]_A

m Times View Readers'Blog  Times Evoke City India World Entertainment  Sports  Spirituality Business es
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Conozca cuales son los diez signos de I

. gl . . . NEWS / BLOGS / LIFESTYLE / What are primary immunodeficiency disorders?
" alerta de las inmunodeficiencias primarias R
D . . . = . -
Archivado en: Ciencia & Salud - inmunodeficiencias - inmunodeficiencias primarias - 1
-
—+ Dra. Raquel Aguilera Insunza - Red UC Christus
g Estrategia On line | Lunes, 25 de abril de 2022, 06:59 April 30,2022, 542 PM IST / Dr Sunitha Kayidhi in Voices, L C
N ) ‘ § racesook | ‘ W rwirer ‘ | in unkeom ‘ | EMAIL |
La Semana Mundial de las
inmunodeficiencias primarias (IDP), que o H . . . .
abarca desde el 22 hasta el 29 de abril, es Senoles de PethO £ World Primary immunodeficiency week is observed from April 22-29 to
un  movimiento mundial para crear raise awareness about primary immunodeficiency diseases (PID). FID is a
conciencia sobre este grupo de mas de 380 - - i A . - . . SN P + P N -
s el enfermeda%esp P66 freistes Yoy bmmunodehcmy, P hoce e ko sy o oddon egon group of rare disorders in which part of the body's immune systern is TOP VOICES Noida: An ear infection for mare than four times a year, repeated sinus infections,
que se estima afectan a 6 millones de Srios s missing or not functioning correctly. Genetic defects in the immune systermn two or more instances of pneumonia in a year and little effect of prolonged use of
personas en fodo ?I mun.dol y que 1 g‘ﬂ Dr Sunitha Kayidhi cause these conditions. There are =400 types of PID identified so far. More SA antibictics could be symptoms of primary immunodeficiency diseases in children,
ocurren cuando el sistema inmunolégico 7o) e 4 Consultant N
de una persona tiene un defecto en su ji"ln .‘ Rheumatologist and than 20% of PID are still undiagnosed in India. Hence it is very important to w3 doctors have warned.
e . < 57 mical Im
funeion.. la fual. Ueva: 3 Wina I?'a]a en las 53',.'2:;; H::'ma.":"" know about the symptoms of these diseases. They can present in infancy,
defensas._0._a._una_desteqaulacion. de Hyderabad ) Doctors at the Child PGl in Noida said that while most of the infections caused by
o childhood, or adulthood, depending on the severity. Sar
y primary immunodeficiency were not fatal, some could also cause cancer. They

were speaking on the occasion of world primary immunodeficiency week, which

29 | 2022 WPIW REPORT


https://www.thehealthsite.com/diseases-conditions/world-pi-week-2022-what-are-primary-immunodeficiency-diseases-877017/
https://timesofindia.indiatimes.com/city/noida/infection-in-your-ear-for-long-it-may-be-immunodeficiency/articleshow/91084383.cms
https://timesofindia.indiatimes.com/blogs/voices/what-are-primary-immunodeficiency-disorders/
http://www.diarioestrategia.cl/texto-diario/mostrar/3576773/conozca-cuales-diez-signos-alerta-inmunodeficiencias-primarias

An improved website

Enhancing awareness of PIDs & engagement with the community

New features

Rolling banners on home page to spotlight new
initiatives and how to get involved

Revamped "Get involved" section, clearer and with
access to quick information about how to join the
campaign, tips and inspiration to mark the Week

New and
optimized
sections to
continue
improve user
experience

Dedicated pages for the podcasts and policy pledge

.00 SIGN UP FOR UPDATE
World PIWeek o
TESTe DIAGNOSE « TREAT 22nd.29th Apl'“ 2022

BRINGING ABOUT CHANGE TOGETHER

Weeks Days Hours

00 00 OO0

2e NPT
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+400k

Total impressions (Feb-June)

85%

New visitors

April 2022

LIVES £
CAN BE

SAVED

Z uonoas

Facebook +

Instagram
Top social referrals
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Country involvement

United Kingdom Estonia, J15ng

@ -anada etherla d@Belarus

@ United States

Morocco
Mexico @ @ Sudan
Venezuela
@@QColumbia @ % Kenya
Ecuador Uganda

@ Brazil
@ Bolivia

@ Chile @

40 countries reported
South Africa

participation to World PI
Week 2022

@ Argentina
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@ India i
Thailand
Ve

O Philippines
Malaysia
@ Indonesia

@ Australia

New
Zealand


http://www.worldpiweek.org/

SNAPSHOTS OF NATIONAL
EVENTS




Argentina

A

e AAPIDF asociacion de Ayuda al Paciente con
. ,/ Inmunodeficiencia Primaria
»m AAPIDP (Association de Ayuda

al Paciente con
Immunideficienca Primaria)

2nd Virtual Congress for Patients
with PIDs on 215t and 2279 of
April

e« Overview of PIDs

L Uooas

¢ Implication of Law

e Covid-19 & Influenza
Vaccines

* Hematological &
Oncological Manifestations

 #SePuedenSalvarVidas social
media campaign

n
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=
o
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» “Strike a Y’" Photo social media
campaign

* Live TV presence at “Nuestra
» Salud” to talk about World PlI
.@ Week + PID care

Click to see more
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PARA PACIENTES CON INMUNODEFICIENCIAS
PRIMARIAS que se realizard el 21y 22 de abril por
Youtube y Facebook Live.

CONgresciop.com.ar

jLos esperamos!

#inmunodeficienciasPrimarias #SemanaMundialiDP

#WorldPIWeek

2° CONGRESO 2 O)

VIRTUAL PARA PACIENTES
de abril

P L O

pr

2° CONGRESO ‘}

VIRTUAL PARA PACIENTES

CON INM!

PRIMARIAS

ENVIANOS TU FOTO

CON LOS BRAZOS EN FORMA DE "Y"

Sumate vos también

i o Y e

AAPIDP Qaspidp - Ape 79

La sahud e un derecho humano, bdsico y universal, Por 0eo os vital lograr ol
RCCOSO @ la atencidn mEdica y a un Uatamiantd AJecuado a tiempo para las
Inmunodeficiancias Primarias

WSaFvad Vidos Sworldpiweak



https://www.facebook.com/groups/133951969951235/

Australia

G Immune

HOME Deficiencies
Foundation
Australia

PREVIDUS

NEXT

IDFA — Immune Deficiencies
Federation Australia

» Pl Education Program Webinars
* Patient testimonials
* Participation in

#PIctureAwareness Strike a 'Y
social media campaign
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* “Member Stories: Making a
difference to PI" Booklet — digital

% storybook

(@}

5 « #RareAndPowerful,

) #PIAwarenessMonth,

N #LivingWithPI,
#IDFACommunity
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™\ IDFA SO Aust

How §ood do our Waednasday dy Group Chat mambers look
¥' to mark solidarity by posting a pi
Facebook, Twitter or Instagram with 2Pict , striking a2y

Member StorieS: C; IDFA @IDFAustralia - Apr 28
s 5 Alison is based in SA & a carer to two daughters with a
Maklng a d'fference to PI #primaryimmunodeficlency - Lauren & Beccy. Alison has 3 cats, 2 dogs, 1
husband 1 business & sbe works as an Occupational Therapist. WATCH
Alison's story: youtube.com/watch?v=kdFAnt

“IDFA m World PI Week

youtube.com

Member Stories: Making a Difference to PI, Alison ...
Alison is based in South Australia and a carer to two
daughters with a primary immunodeficiency - .

Making a Difference to Pl

Member Stories: Making a Difference to PL, Luke Kavenagh

fh1 GROosUKE 2 SHMARE T SAvI

T B Ty AEST
Immune Defcincies Foundation Australia Oilie Wi ZooT
o ¢ Bxbaasbe SUBSCRIBE

Luke was dagnosed with an immunodeficiency at 2 very sarly age of around theee years old
s Mum that he had been passed on some bad genetics and had the

: : 2

1 wits quite choar )
same Condition as e, C



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

Australia

»

ascla

australmian society of
clinicad immunology and abergy

PREVIDUS

 Launch of ASCIA
Immunodeficiency Strategy for
Australia and New Zealand

. Australian Society of Clinical
Immunologyand Allergy (ASCIA)
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Click to see more

Z uonoas
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ASCIA Immunodeficiency Strategy for Australia and New Zealand

29 April 2022

The ASCIA Immunodeficiency Strategy for Australia and New Zealand was
developed by ASCIA, the peak professional body of clinical immunology and
allergy specialists in Australia and New Zealand, in consultation with patient
organisations (AusPIPs, HAE Australasia, IDFA and IDFNZ), and other
stakeholders. Whilst the main content of the Strategy was completed in
November 2020, the final version of the Strategy is now available, to coincide
with the International Day of Immunology and World PID Week.


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

Belarus

A
HOME

cnacemMm
umMMyHUMem

PREVIDUS

NEXT

CraceM MMMYHUTET — Save
Immunity

* #MyPIStory Campaign —sharing
patient stories

* Republican Conference of
Patients with PIDs
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* Social media engagement

e Sharing World Pl Week
materials

Z uonoas

Click to see more
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-

Cnacem UMMyHUTET
22 April at 11:15-Q

As part of the World Week of Primary Immune Deficiency, the X
Republican Conference of Patients with Primary Immune
Deficiencies was held on the basis of the RNPC DOGI and the
general meeting of the ROO PID "Save Immunity".

Patient union meetings have become regular since 2010 when ROO
PID "Save Immunity” was created. These meetings help bring union
members together, find ways to address the relevant issues of each
individual member of society.

In addition to organizational i... See more

£ - See onginal - Rate this translation

Cnacem nMmmyHuTer
29 April at 1958 Q&

PID is often hidden behind colds and other diseases, which
increases the duration of the diagnosis. Many patients have gone
through this difficult road.

Today Alesya Borisyuk will share the story of his son llya and his
nephews Artem and Sasha Brantsevich (twins, 5 years old).

My baby was born without any features. And on the 4th day, we
were diagnosed with pneumonia. A couple of months after the
discharge, the slow-mo connectivity began, and a month later - a
tour of hospit... See more

#MyPiStory ‘g,

Cnacem


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

Belgium

Bubble ID

@ Bubble ID

» Burst the bubble family and
awareness raising event in
Ghent
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Qucst the bubnie

in de Gentbrugse Meersen

zondag 24 april 2022 van 14u tot 17u

Een dagje voor kids, jongeren en volwassenen met PID
en hun familie

®
Een initiatief van Bubble ID i.s.m. m



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

Belgium

= BePAPI

Essigian patieni crganisation for
o T
« l
»
o Belgian Patient Organisation for
Primary Immunodeficiencies

(BePOPI)

-Petition for patients with PID in a
lockdown

-Educational animated video on
PID
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-Participation in #MyPhysicianAnd|
photo campaign led by IPOPI

Z uonoas

Click to see more

38 | 2022 WPIW REPORT

Mensen met PID leven in een lockdown
- Les patients atteints de DIP vivent
confinés

785 have signed. Let's get to
1,000
D

s
{ ' Tatiaoa 8 sigred
@) v voreaze

o)

#ikwilgewoonleven

What do you need to know about PID? Discover it in this video .
L. Help patients with PID; share this video and sign the petition .
4 httpsy//bitly/37yDafK

Editing: Beeldman Design

Ipopi

#.. See more

£« See original - Rate this translation

O 22 shares

BePaP|

BePOPI - Belgian patient organisation for primary
_ immunodeficiencies

16 April at 21:38 - Q
#WorldPIweek is coming up! Ipopi launches a photo campaign in
the framework of patient-doctor communication .
How are you participating? :
1- Take a selfie/photo with your treating doctor
2. Post this on a social media channel of your choice with the
hashtag #MyPhysicianAnd| & tag IPOPI
We hope to receive your photos during #WorldPiWeek from 22-29
April 2022
#MyPhysicianAndl|
Photo credits: Bianca Schoonjans - Nick with his treatment doctor
in UZ Leuven Dr . Giorgia Bucciol

£ - See original - Rate this translation



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

FIDEP — BOLIVIA (The Primary
Immunodeficiencies Patient
Organisation)

+ “10 Alarm Signs” Information
Videos distributed throughout
the week online, alongside other
educational material

39 | 2022 WPIW REPORT

SENALES
DE
ALARMA

PARA LA DETECCION DE
INMUNODEFICIENCIAS
PRIMARIAS

ESTADISTICAS

=
]_DP§ CLASFICACION e A

b= = \

LR muw

RECOMMOMENTO TEMPRAN) e

D N
N "I"&"l“;\
LRt

Inmunodeficiencias Primarias © Senc message


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

Brazil

]
HOME ¥ 9¢

COIMIPILEXO

« pequeno PRINCIPE

PREVIDUS

>

Hospital Pequeno Principe

* Workshop on Diagnosis and
Treatment of Inborn Errors of
Immunity

L Uooas

Click to see more
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Semana Mundial das

IMUNPDEFICII"ENCIAS
PRIMARIAS

A informacgdo & sua melhor aliada no diagnostico precoce

2 Complime Pequene Princpe patiopa, desde 7014, da Sernana Mundial das Inmwnodeiciincias
Primirias (WPIW). Meste aro, 2 insensigio promose um everos multidecipliear com atengio a0 tema da
carmpania de 1019, =0 Paciente ro Centros dos Cubdados™, Sus participacio & eiserial,

| Workshop de Diagndstico e Tratamento: Erros Inatos da Imunidade
Parte da programacio da Sermana Mundial das Imunodeficiéncias Primirias - WPTW 1019

Data: 77 de abil (zibado) Vagas:
Horsirio: das 8h & 12030 Mudicina (10). Pricologla (10},
Locak: Cantro de Simulagio Realitia scigia (1

BirwpctacirBicsiongia (10,
Rum Brigadeiro France, 1879 - I° andar Erdesrragern (10} & Farmdeis (10}

Cragrdritice & Acospirsharmens Threo tegrsdo do Bebsd com SCID (Tarckng Pranda, mbdon
Imunclognia & pesguiadars da IPFF)

[N < irmpacto Emocional do Disgrdaticn da ue Cioenga Grines {Brusa Jardind Mider, priodogs)
[ESSERRIE © Trussplitn de Mudels Ous om SO (Euripedin Farreiea, midica u chls da Serviga da THO
OB ot
[WORRTIRIT Hcinas (seruma-ser s athedide rebesnte iy drea da stusgic)
©ficina 1 - Exsmes Laboratoriah ae Disgnéatica de SCI0
[EEETERAET tcrretri o Fluno jfns Carchn briccda, betioga do IFF
[PRTRENEES FCn oo Torrpos el (Bisnaca Prissgs, bastiemciogives do PP}
s - ot L Sl g o )
Oicna T - Repodpsn de Imunsglsbuling ¢m SCID - pré o pas-rransplante
[ TomRS = offctadea Faroina Prando, o imanoioge  prsguadon do B
- Sarraidacics e i o rrmancghoaaie (sl Prandn, mibbca imanokogiens @ pesquicadon do P boud babels
b i, o ym, okt ok Caen Blarvotn, Lrrynoutsca o Chingls Bt Do, Lt
©ficing § - Pulcologla nai Dotngas Rurs
Rebdrra o Ersbermtarmenio: P, Provensio o bieeeors s Pa ok o Doergn R
{Brane Jardert Maser. pricidaga)
- Eveitrrirmercs A brsgeorthrcna da Prrtegaia rins beramsiebefyciintian Prissisis [Carobos Praceds,
ko brumaloginia o pesguinsdors da [PF)

K owsnws  AEW-PR g WO



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

Canada

e Canadian Immunodeficiencies Patient Organization
wex CIPO - The Canadian

Immmunodeficiencies Patient
Organization

* First Annual Walk for Pl with 103
participants across the globe

* World Pl Week 2022 Special
Webinar “Ensuring Access to
Treatment”
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* Social media engagement

e Sharing World Pl Week
material

Z uonoas

Click to see more
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@ The Canadian Immunodeficiencies Patient Organization
- CIPO

28 April at 01:00- @
e Our first annual Walk for Pl this past weekend saw 103 people
taking part across Canada and other places around the world,
including New York City, NY, Buenos Aires, Argentina, and Arvidsjaur,
Sweden. The event raised $12,690 and, most importantly, helped us
raise awareness for Pl.

These are a few photos of some of our participants, including the team
from CSL Behring Canada.

Thank you to everyone who took part and/or supported the event. ¢

Waorld Pl Week is here!

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

Through events and activities promoting the warning signs of P1, the
global Pl community can unite to bring about positive changes in
healthcare systems and practices around the world in support of
people living with PI.... See more

“AAY World PIWeek

THRT» BIAGNGEE » TREAT

22-29
April 2022

The Canadian Immunodeficiencies Patient Organization
- CIPO
25 Apnil at19:37 - Q@

World Pl Week 2022 Special Webinar: "Ensuring Access to Treatment”.

The focus of this webinar was looking at the role of global
organizations and the ongoing need to ensure access to treatment,
diagnosis and testing for patients with rare disease and in particular
primary immunodeficiency. The war in Ukraine was looked at as an
example.

Special guests: ... See more

YOUTUBECOM
Webinar: Ensuring Access to Treatment
World P1 Week 2022 Special Webinar: "Ensuring Access to Treatme



https://www.facebook.com/CIPONational/
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Canada

‘ Immunodeficiency
Canada

Immunodéficience
Canada

Immunodeficiency Canada

* Social media engagement

* #MyPIStory — patient stories

+ Relayed information and
resources on Pl

* Shared patient testimonials
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RED FLAGS FOR
PRIMARY IMMUNODEFICIENCY

Repeated invasive
infection
{two or more

pneumonias, recurrent
septicemia, abscesses,
meningitis)*

s Immunodeficiency Canada @immunoCanada - Apr 24
\( Primary immunodeficiencies are caused by genetic defects that disrupt the
body's immune system. Frequently, genetic mutations run in families.
Having a genetic diagnosis can provide important info about disease course
and risk of recurrence in future offspring #WorldPIWeae

@) T P : g

.

I SUPPORT
World Pt Week

V .
Y immunocanada * Follow

World PIWeek

N Immunocanada Today we feature Drug Induced THOVe SlAssiess
D RU G I N D U C E D B S

dered a primary

“vaLar

#MyPlstory

ANDREW
THOMAS

Living with P1, United Kingdiom

ANTIBODY

DEFICIENCY

Qv [

= - 13 likes


https://immunodeficiency.ca/

Fundacion de padres y amigos
Con inmunodeficencias primarias

Fundacion IDP Chile

» Picnic with the organisation
community

* Virtual meeting to raise
awareness of the organisation &
PIDs
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https://web.facebook.com/Fundaci%C3%B3n-IDP-chile-1744509058988943/?_rdc=1&_rdr

aw
HOME

PREVIDUS

NEXT

PID Care China

e "Jump for PI" Campaign

* Sending out comfort toy
designed for China’'s PID
patients
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» Contributed video
stories/pictures with patient
testimonials

+ High involvement in the World
Pl Week "Strike a Y campaign)

44 | 2022 WPIW REPORT
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Jessie - PID Care China @lessiequmeng - May 2

Amber is dressed in a space-suit as a tribute to David the Bubble Boy. We
hope all will remember the sacrifices and contribution that David made for
the PID world. This year, Amber also appears as a key chain, in conjunction
with this year's WPIW “JUMP FOR PI” Campaign!



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

@ Fundacion Fip Er conmemeracian ¢ la ssmana muncial de las TP

27 April- @ 2229

° ;
5 s = IAAY World PI Week
Se pueden salvar las vidas de los pacientes con IDP #WPIW Ab'll 2022 Y RO G T

See translation

Pensiones para pacientes
con IDP y cuidadores

w
HOME
Se pueden
PREVIDUS salvar vidas

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

NEXT

INICIATIVA

ALAS

e Social media dissemination of
campaign material

((6) #WorldPIWeek L aas
S > CllnewEiEreEeE SO SR v a— e L e
g . . O 5 shares We invite you today at 9am to listen to Dr. Eduson Morales' interview at 9am on the Dispute of
= * Expert discussion on PID Human Gamaglobulin #WPIW

£ Hide Transiation « Rate this transiation

treatments

o ENTREVISTA DE

CARACOL RADIO

Click to see more

Dr. Edison Morales
Cdardenas

Z uonoas

Problemdtica de abastecimiento
de las inmunoglobulinas.
Martes 26 de abril

9:00 am CARACOL

RADIO

wauum.

Asma ¢ Inmunologia (ACAAI).
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Op&da Atopwy e Zuyyevn
AvocoaveTrapkela kat PlAwv
* Social media engagement

* Awareness Raising activity
engaging children with Simba
Land Kinder Garden

46 | 2022 WPIW REPORT
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Didwv
28 April - @

IPIC 5th Edition Day 2 has kicked off with discussions focusing on
Management of Gastrointestinal and Hepatic manifestions in PIDs.
#|PIC5 participants are also following through the congress web app!

\@  Ipopi
28 April - Q@

IPIC 5th Edition Day 2 has kicked off with discussions focusing on
Management of Gastrointestinal and Hepatic manifestions in PIDs.
#|PIC5 participants are also... See more

Ta'@gopa pe Mpwromabij Avoooavemdpkela

Kat ekaroppipta dAAot, e§aptwvrat amod Tig avosoopatpives

mou Bpiokovtal oto mAdopa £T0t WOTE va Snutoupyrigouv Bepamncie
yta va owaouv {wég Kat yta va Bonbrjoouv o avooomoL)Tiko Tous

oUotnua va mapapeivet Loyupo.

People with Primary Immunodeficiency and millions of others depend
on the immunoglobulins found in your plasma to create
lifesaving treatments to help their inmune systems stay strong.

World PI Week

TESTe DIAGNOSE » TREAT

#WorldPIWeek2022
World Week dedicated to Primary Immune Deficiencies.

We would like to thank Simba Land kinder garden, for the support and for the organization the
children prepared.

Their participation in vigilance and awareness of Primitive Immune Deficiencies!

v

Together, we are bringing change for patients with primary immune deficiency, no matter
where they are!

DKELD #2022


https://www.facebook.com/primaryimmunodeficiencycyprus

Today we had the audience in the city of Cuenca, to fight for normal human immunoglobulin
to have a dignified life. We demand the state and the Constitutional Judge, favor us with the
treatment that helps us stay alive.

#VidaDigna #Justicia #saludpublica #wordlpiweek #cuenca

- Hide Translation - Rate this translation

Ecuador

)
HOME
FUNDACION PIDE
PREVIOUS Para pacientes con inmunodeficiencia

Primaria - Ecuador

NEXT

Foundation PIDE

”;;;""‘ Y World P Week -

 "Velada de Torchs" event in to L) MANANA
commemorate World Pl Week TE ESPERAMOS 7H30 - ZOOM

& in collaboration with the Ministry ' L -

a of Health Wy 3RA JORNADA MEDICA EDUCATIVA

o 7 PARA PACIENTES CON

> . Call for Immunoglobulin IDPS Y ENFERMEDADES AUTOINMUNES .

therapies in city of Cuenca

Y Wordriwess

Y werariwees

. i i i EN CONMEMORACION A LAS H
Ed ucative Webl e r o p e ry INMUNODEFICIENCIAS PRIMARIAS.
Immmunodeficiencies with ‘
specialists oo Sumre piuis Cortics (ssquinay

Ciudad de CUENCA
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o Q{,J Fundacion PIDE, de Pacientes con Inmunodeficiencias Primarias Ecuador
= 27 April- @

Dia 5 de la Semana Mundial de Inmunodeficiencias Primarias.
Ponentes:

Click to see more 17H30 - Dr Jorge Cafiarte
18h30 - Dra Kelly Calvo

19h30 - Dr Miguel Cedefio ... See mare

Day 5 of World Primary Immunodeficiency Week.
Speakers:

5:30pm - Dr Jorge Cafiarte

©:30pm - Dr. Kelly Calvo

7:30pm - Dr Miguel Cedefio... See more

47 | 2022 WPIW REPORT

£ - Hide Translation - Rate this translation


https://www.facebook.com/FundacionPIDE.ec/

Estonia
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Immuunpuudulikkuse Selts

* Social media engagement

e Sharing World Pl Week
material

* Presence at the IPIC Congress

L Uooas

Click to see more
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Immuunpuudulikkuse Selts
28 April at13:30- Q

And i think to myself

What a wonderful World..
#togetherwearestronger
##primaryimmunodeficiency
#WorldPIiWeek2021

#lpopi

#IPIC2022

Immuunpuudulikkuse Selts
21 April at 08:39 - Q
From 22-29 April, the world's primary Immune Deficiency Week will
be celebrated.
Millions of people in the world live with primary Immune
Deficiency, every brave person of them deserves medical help to
live so that they have a quality life..
In 2022, Immune Deficiency Week is dedicated to why access to
medical care is so important and what it means for patients.

#immuunpuudulikkusenadal2022
#aitaharstid
#immuunpuudulikkus

#arstiabi

#koosolemetugevamad
#thankyoudoctors
#WorldPIWeek2022
#strongertogether

#lpopi

£ - See original - Rate this translation


https://www.facebook.com/immuunpuudulikkus/
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France

(€S

Association IRIS

+ "Solidarity Run / Courir pour
IRIS" with hundreds of people
running, walking, cycling and
more in support of PID patients

+ Participation in IPIC Conference

* Interviews with PID patients and
their families

49 | 2022 WPIW REPORT

. Cette semaine, I'Association IRIS est allé interviewer la famille de Livia dans le cadre d'une série
de témoignages de patients que vous découvrirez bientot...

® = Si cette petite fille est 1a aujourd’hui, entourée de ses parents et de son grand frére, c'est
parce que Livia a pu bénéficier du dépistage néonatal élargi, ces quelques petites gouttes de sang
sur le test de Guthrie qui ont permis de révéler un DICS (Déficit Immunitaire Combiné Sévére).

+> La suite de leur histoire bient6t en images...

Objectif atteint
e 75 Rarticipants !



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

Greece

L]
) [ASO e

For what you hold most dear.

PREVIDUS

wex IASO Children’s Hospital -
Paediatric Immunology
Department

» Scientific Symposium in
collaboration with European
Society for Immunodeficiencies

» Hybrid Scientific Lecture "The
effects of Microbiome and
Immunoglobulin therapy on
immune dysregulation"
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* Social media engagement

Z uonoas

Click to see more
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#WorldPIWeek

SYMPOSIUM OF ESID SUMMER SCHOOL IN COLLABORATION
WITH DOCTORS OF IASO CHILDREN'S HOSPITAL

“Update on Primary Immunodeficiencies -
Inborn Errors of Immunity”

FRIDAY 06/05/22 | TIME: 14:30 - 18:30 p.m.

IASO Events Hall (17-37 Kiftssias Ave. 151 23, Marouss]

Notably Invited Speakers:
Faculty of ESID Education Working Party

Scientific Directors:
Despina Mashous,
Parks, France

Maria Kanariou,
Athens, Greece

The Ge - Day Masting will be carred oxt
via v sireaming & ttendance i person

9 [asoss VAAY World PIWeek

TEST+ DIAGNOSE  TARAT

SCIENTIFIC LECTURE

“The effects of Microbiome and
Immunoglobulin therapy

on immune dysregulation”

THURSDAY may |2TH 2022
TIME: 13:00 - 14:00

IASO Events Hall . 7 2 y 0
{37-39 Kifissias Ave, 151 23, Maroussi] E * - (
* /jte e\ e

Notable Invited Speaker

Prot. Andrew Gennery

Honorary Consultant, NHS, e
The Newcastie upon Tyne Hospitals,
Paodiatric Immunology, D and Allergy,
The Great North Chidren’s Hospial

Scientific Director .
Marla Kanariou

Fediatrician, Deector of the Paediatrc
Immunclogyepariment, 1AS0 Chidren's
Hospital

Information
Polina Vatassi

Events & Conferences Coortinater of 1AS0
Tel. 210 6360906

Partcipation & free of charge
The Brent g &

$lou §lso

 laso:

@ 'Opthog IAZQ
& Ayannpéva * 29 Anp - @
To Avoolako6 Zuotnua eivat n kbpla apova pag %,

aAAa 6ev AeLtoupyei o€ OAOUG Hag
anoteAeopatika. Ot avlpw... AeiTe neplocoTepa

i JAS fuison

AieBvins Hpépa Avoooloyias

15 £
paoda yia 1

0 522 2 ox0Ala 6 KOvonoLnoeLg

. SYMPOSIUM OF ESID SUMMER SCHOOL IN COLLABORATION
i 'WITHDOCTORS OF 1ASO HOSPITAL

For what you hold mest dess.

14:30 - 1440

1440 - 1500

15:20- 1540

1540 - 16:00

16,00 - 1630

“Update on Primary Immunodeficiencies - Inbomn Errors of Immunity™

FRIDAY 0é MAY 2022

Welcome and Introduction 1430 -1650  Inbomn Errors of Immunity in Adults

Despina Mashous nd Maria Kanariou Emma C. Marrris, Landan, UK

SCID in the era of Newborn Screening 1650-17.18  Waming signs of PID in Haematolo gy/Oncology
Manired Hoenig, Ulm, Germary [Eleanara Gambineri, Flarence, Maly

[From infection to immune deficiency 170-1330  Immune dysregulation

Peter Dlbrich, Sevilla, Spain Kathieen Sullivan, Philadelphia, USA

‘When to think about monogenic causes of CVID 1730-1750 A patient with immune dysregulation

Pere Soler Palacin, Barcelona, Spain Vivian Maggine, Maris Kanariou, Athens, Gresce

PIDs and cytoskeleton dynamics 17501810 The many faces of Haemophagocytic Lymphehistiocytosis
Fabio Candotf, Lausanne, Switzerland Despina Woshous, Paris, France

Coffee Break 1&10-1838  Discussion - End of the meeting


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

Immune
Deficiency

Immune Deficiency Association
of Greece - GALINOS

Immune Deficiency Bracelet for
members & patients

Leaflet distribution with 10
warning signs & information of
PID care in Greece
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B ENHMEPQTIKO

W™ oYAMAAIO

BPAXIOAI ZHMANZHZ ANOZOANENAPKEIAZ

O NMaveAAfviog ZOAAoyog ACBEVWV pe
AVOCOAVETIAPKELEG MAANVOG TTAPOUGLATEL OTOUG
emayysApatieg vysiag to BpaytoAL crijpavong yLa
TLG AVOCOAVETAP Ketsg.

To BpaxLoAL auTH CXESLACTNKE PE EVSLAKPLTA
OTOLXELA KaL CUVOSEVETE amo QR code TIOU KAVEL
avVaKateVBUVO GE CUYKEKPLUEVO TOHED TNG
emMionpuNG LoTOGEALSAG TOU GUAAOGYOU TIOU TIEPLEXEL
TIANPOWOPLEG yLa TNV TTABnoN.

Ztnv pmpootivi 6yn ivat x%puxuévo to cOpBoAo
TOU LATPLKOU KNPUKELOL Kal SiTtAd n ppdon
IMMUNE DEFICIENCY PATIENT (AcBsvng pe
AVOOOAVETAPKELA OTNV AYyALKH YAWOOA) WOTE Va
£ivat ebKoAa avayvwpicLpo amo Latpolg o 6Ao
TOV KOGHO.

Ztnv tiocw 6Yin eival xapaypévo to cUPBOAO Tou
ZUuAAGyou FAAHNOZ Ttou arntoteAsital ané {(s’ L
TIOU TEPVOVTAL OE pPLa oTayéva Ttou cupBo. L{él ™V
OTEVA CUVSESEPEVN OXEOT TNG TTABGELG Hag PE TLG
aLPAaToAOyLKEG TTaBNOELG dAAd Kal Thv Bepaneia
TG PE y-opatpivn, eV avaypdpetal Kal n ppdon
AcBevr|g pe AvocoavendpkeLd ota EAAnVLKaA.

Ta BpaxLoéALa StatiBevtal og §U0 xpwpata pavpo,
KaL XPWHATLOTO PHE CUVSUACHO TPLWV XPWHATWY
(AEUKO, PTIAE, KOKKLVO).



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/

India

Indian Patients Society for
Primary Immunodeficiency
(IPSPI)

° Ta | k on pl D N W p I W N La dy ‘ IPSPI - Indian Patients Society for Primary Immunodeficiency
o g -~ IPSPI - Indian Patients Society for Primary Immunodeficiency 24 April - @
Hardinge Hospital .5 = . _—
and Chacha Nehru Children Hospital organized “Seminar on PID" in Conference Hall, Chacha
. . 10 Warning signs of PID Banners display in Hindi and English in OPD of Chacha Nehru Bal Nehru Bal Chikitsalaya, Delhi on 23rd April 2022 in World Pl Week.
* Banner display in Chacha Nehru Chikiysalaya #WorldPIWeek

Children Hospital
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e Seminar on PID in collaboration
with Chacha Nehru Children
Hospital

Z uonoas
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https://www.ipspiindia.org/

Indonesia R i

Simak informasi mengenai imunodefisiensi primer pada infografis berikut

ini.
:,f' "y IDAI @idal_tweets - 20 Apr
8 ﬁ Dalam rangka Pekan Imunisasi Dunia, IDAI menyelenggarakan Kompetisi
@/ #IDAI Video Edukasi Imunisasi dengan tema "Sehatkan Anak dan Keluarga
o § ‘1 . L . #IndonesianPediatricSociety dengan Vaksinasi".
ﬁ I DAI Indongsmn_ Pediatric SO_C'EW #WorldPrimarylmmunodeficienyWeek Batas pengumpulan video diperpanjang sampai tanggal 25 April 2022.
Committed in Improving The Health of Indenesian Children > = =
Ly e e e #WorldimmunizationWeek2022
PREVIDUS IAN 10 Tanda Waspada #KompetisilDAI
ﬁ Penyakit Imunodefisiensi Primer (IDF #IDAI
A Kapan perlu waspada anak mengidap IDP? & <ER ANy,
et . . . 10 Tanda Waspada pe “
IDAI (Indonesian Pediatric IRl i DO §
Society) Ty R R 3 E
@ PO | Bae
W Penegakan diagnosis dir l
e 8 o merupakan kunci keberhi
° Awa(eness raising on social terapi dan perawatan IDF PENGUMUMAN
media .
wn emudahan akses keseh
2 . = ~ dan pengobatan yang tej KOMPETIS| VIDEO
t ° Vldeo |a u nCh on pl DS ’ Konsultasikan dengan dokter bila anak anda dapat mencegah dan Tema:
[e) memiliki tanda waspada IDP menyelamatkan nyawa p *Sehatkan Anak dan Kel
= i S . PID r IDP. ehatkan Anak dan Keluarga
— e Online yYmposium on S dengan Vaksinasi"
Q e Q &

Batas Waktu Pengumpulan Video
Diperpanjang :

"‘v A~ Sampai 25 April 2022 4
"

Online Symposium Ikatan Dokter Anak Indonesia

Dalam Rangka Memperingati World Primary Immunodeficiency Week
113
World PID Week:

Bringing About Change Together

Z uonoas

Narasumber

Click to see more

Dr. Endah Citraresmi, Sp.A(K) Dr. Aris Primadi, Sp.A(K)
“Primary immunodeficiencies:
What We Could Do in Limited
yrcos Faciltios?”

% jumat, Daftar pada tautan berikut: Scan disini: E | E
22 April 2022 https://bit.ly/OSIDAI_22April =
13.00-14.00 WIB H

[ ] Aaninid‘paldiikuliqlzmu ]
53 \ 2022 WPIW REPORT &~ DR


https://mobile.twitter.com/idai_tweets

Indonesia

A
HOME

PREVIDUS

Indonesia Primary
Immunodeficiency Patients
Society - IPIPS

NEXT

* Launch of Parents Story

« WPIW photo competition to
increase engagement
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« Launch of IPIPS via live interview
in the official channel

* Social media engagement

Z uonoas
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AAY World PI Week

TEST+ DIAGNOSE « TREAT

22 -29
April 2022

1 SUPPORT
World Pl Week

eek

reek.org

@rizkyaryaa o

http: ;www imunodefisiensi-indonesia.org/

@arianti.riia

@abel_mehola_marbun

€

Ferhimpunan Pasien
Imunodefisiensi
Primer Indonesia
e


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

Iran

[ranian PiA

* In person meeting with patients,
physicians and nurses

* Entertaining shows for
children and various
activities in the meetings
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https://esid.org/Working-Parties/Registry-Working-Party/Documenting-centers/Iran-Iranian-Primary-Immunodeficiency-Registry-IPIDR

Ireland

IPIA///P

Irish Primary Immunodeficiencies Association

»

PREVIDUS

o IPIA - The Irish Primary
Immmunodeficiencies Association

* Social media engagement
* Awareness Stand display in
collaboration with St James

Hospital Dublin and Children's
Health Ireland at Crumlin
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IPIA Ireland
@ipiainfo

@CHlatCrumlin @stjamesdublin @/POPI
#WorldPIWeek Raising awareness among the patients’
social environment, general public, medical
professionals and policymakers helps improve
understanding of the disease in support of people with
primary immunodeficiency

Patient centred-care in primary immunodeficiency

Working with patients - not around
Principles -

Each individual s different:
one-size-does-not-fit all

Invetving multiple actors

= . ’
i J‘,'ra]l

Croating value Patient benefit is the end goal of care

IPIA Ireland @ipiainfo - Apr 28

IPIA is so thankful for all the hard work that the Immunology Department
@stjamesdublin and @CHlatCrumlin put in place during this WPIWeek. We
hope to repeat this in the years to come. IPIA is grateful to have you on our
team. Thank you for all that you do! #WP|Week #IPOPI #PID



https://www.ipia.info/

Israel

aw
HOME

PREVIDUS

NEXT

Bubble Care

+ Launch of website and facebook
page.

* Development of posters and
brochures
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* Films with English subtitles on
PIDs

* Media articles on PIDs, gene
therapy and awareness raising

Z uonoas
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Dr. David Hagin = Yy
Director, Allergy & Immunology Unit ¢ World PI Week
Sourasky Medical Center B ; roedadionie:
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primary Immune Deficiency - PID nxym annn

YUK 210N 0N T MYNnY nyTin yiay
"9x2 22-29

Bubblecare.org.il Bubble Care " 72x2 nniny
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and to help improve patients'
quality of life.

M )
L " UNRD T WR NY 0VI'RA NNIR NP2

info@BubbleCare.org.il www.BubbleCare.org.il

> o

“The SCIE athome has
a lot ot advantages



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

Italy

aLp
€30 anni insieme_~

ASSOCIAZIONE
IMMUNODEFICIENZE
PRIMITIVE
0.d.Vv

A
HOME

PREVIDUS

Associazione Immunodeficienze
Primitive & Federazione

- [talianna Associazioni Donatori
di Sangue

« Comics of the adventures of Lino ' ’,'z.\ @ ASSOCIAZIONE
Globulino for children %5 2 \ J \ PRIMITIVE

m .
8 IPIC & v
+ ° [CESERECE d . . .
5 Incontro medici pazienti
— e 30th anniversa ry of AIP OdV Beautiful day yesterday in Jesi with the Ancona group! ===

It began with the shareholders' meeting that approved .

the financial statements and ended with a lunch to Sﬂbﬂto 23 Apnle 2022

celebrate together the first 30 years of AIP OdV @ ore ]1-Op

#worldpiweek #ipopi #myphycisianandi #aipodv ~ Hotel Federico Il

#insiemesipud Via Ancona 100, 60035 - Jesi (AN)

Programma

“Impatto del COVID sulla inmunodeficienza comune variabile”
“Autoimmunitd e poliautoimmunita nella CVID"
“Nutrizione e CVID"

Z uonoas

Prof.ssa Maria Giovanna Danielj Drssa Cristina Mezzanotte, Dr. Daniele Fumelli
AO.U. Ospedali Riuniti di Ancona

> 30 ANNIINSIEME «

A seguire pranzeremo insieme per festeggiare i nostri primi 30 anni!
Sei socio? Il pranzo lo offriamo noi.
Contributo per accompagnatori non soci € 20,00.
Puoi anche associarti sul posto. Bimbi sotto i 10 anni gratis.

Info e prenotazioni: info@aip-it.org - 351.0269978
58 \ 2022 WPIW REPORT ‘



https://www.facebook.com/AIPImmunodeficienzePrimitive/

Kenya

11 PIDs Kenya Retweeted
\}fﬁ IPOPI @ipopi_info - 26 Apr
Share your #MyPhysicianAndl stories today! The IPOPI #WorldPIWeek
Photo Campaign 2022 aims to encourage conversation about this
o collaboration, increase connectedness as well as celebrate the close
pld o collaboration we know you have with your medical advisors.

-

FEANGH

PIDS Ke nya instagram.com

IPOPI (@ipopi_pid) « Instagram photo

el

I
B

s

* Social media engagement

11 PIDs Kenya Retweeted

\'."‘N IPOPI @ipopi_info - 27 Apr
IPOPI warmly welcomes all #IPIC5 Edition delegates to Vilamoura. We are
very much looking forward to the various congress program sessions,
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D
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poster presentations and in-person networking.

Z uonoas
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https://twitter.com/pidskenya

# MypoPI

[ J
weon 26 April - @ .0 ho
Introducing Severe Combined Immunodeficiency (SCID) - Rare Disease video in conjunction with I I
World Pl Week 2022.
Help to share this video to create awareness on SCID and Primary Immunodeficiencies. Awareness World PIWeek
My POPI

may save a life.
This video was premiered during the launching of WPIW 2022 at Hospital Pakar Kanak-kanak,

UKM on 21st April 2022. Art Market Malays‘a

Thanks to WPIW grant by Ipopi making this video possible. M 2024t
Charity Exhibition

#WorldPIWeek #IPOPI #MyPID #SCID #Primarylmmunodeficiencies

Sales & Showcase

In Conjunction of

MyPOPI SEVERE COMBINED World Primary Immunodeficiency week
YR TSR PRI STt IMMUNODEFICIENCY 21 - 29th April 2022

Organization for Primary Children Specialist Hospital , UKM
Immmunodeficiencies

* All painting is at Best Deal
* On top of that 20% will be donated to PID Patient Fund
* Free Delivery within KL area

* Launch of rare disease video
focusing on Severe Combined
Immunodeficiency (SCID) b o0/ — . Organised by

e Live interview on news channel
and dissemination of WPIW
campaign & MyPOPI material asro
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* Awareness raising activities in
collaboration with Child
Passenger Safety Malaysia

Thank you Child Passenger Safety Malaysia for partnering with us in World Pl Week 2022
celebration by sharing awareness on Primary Immunodeficiency. Early diagnosis is key in
improving quality treatment and care. Access to healthcare is basic human right!

#WorldPIWeek #MyPID

* Charity exhibition sales

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

Morocco

»\"’/

M@bphw

Hajar
- a:" Lassociation HAJAR organise:
s (,r”’ Mercredi  27/04/2022 ¢\as, Y

\) y"f :
o . . . J‘A_‘
Q Awareness raising campaign B cé:-—‘-‘ww T

Pﬁle" 58 jf La féte annuelle

e Education for families o prtit e erdands Skt G DU stk Pt

(29087 eyl s JULYI A22 e 3 A Phopital Mére-Enfant Abderrabim HAROUCH!

* Vaccination training for doctors
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MeXxico

PREVIDUS

4] &
flUumlelnli]

NEXT

Fundacion Mexicana para Ninas
y Nifos con Inmunodeficiencias

« Live Call to action to the
government to promote
detection of PIDs

* Social media engagement to
share information on PIDs
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Click to see more
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P 0:12/425

llumina de
Ilt:.pﬁbluu naranja para

f UM e Nt
Es un trastorno caracterizado por los bajos niveles de
inmunoglobulinas del suero (anticuerpos) y una mayor
susceptibilidad a infecciones. Esta es una forma relativamente
comiin de inmunodeficiencia, de ahi, la palabra “comiin”. El grado
y tipo de deficiencia de inmunoglobulinas del sueroy la conducta
clinica, varia de paciente a paciente, de ahi, la palabra “variable”.
Pueden ocurrir infecciones frecuentes e

adulta. En la mayoria de los pacientes,

sino hasta la 3era o 4rta década de la vida. Sin embargo,
del 20% de los pacientes muestra sintomas de la enfermedad o
deficiencias del sistema inmunolégico antes de cumplir 16 afios.

FACTORES GENETICOS Y HEREDITARIOS

Deébido ala confusa naturaleza genética de la IDCV, no se ha establecido
un patrén hereditario claro. En algunos casos, hay mas de un miembro de
la misma familia con deficiencias de una o mas clases de
inmunoglobulinas. Por ejemplo, no es inusual que un miembro de una
misma familia tenga IDCV, mientras que otro padezca una deficiencia
selectivade IgA.

CUADROCLINICO AN

+ Tanto hombres como mujeres pueden padecerla. '

* Los signos iniciales en la mayoria de los pacientes son infecciones
recurrentes que afectan oidos, senos paranasales, nariz, bronquiosy
pulmones.

» Una tos frecuente por las mananas que produce un esputo amarilloo
verde sugiere la presencia de una infeccion crénica o bronquiectasias
(dilatacién, cicatrizacién e infl amacion de los bronquios).

* Pueden presentar aumento de los ganglios linfaticos del cuello, pecho
oabdomen.

« Elaumento del tamaiio del bazo es relativamente frecuente.

« Enel20% de los casos la primera manifestacion es un nivel muy bajo
de plaquetas en sangre o quizd una anemia grave debidoala
destruccion de los globulos rojos.

« Artritis o trastornos endocrinos, como enfermedades de tiroides.

» Molestias gastrointestinales, como dolor abdominal, hinchazén,
nausea, vomito, diarrea y pérdida de peso.

* Por (ltimo, los pacientes con IDCV pueden tener un mayor riesgo de
cancer, especialmente de cancer del sistema linfatico, de piel y del
tracto gastrointestinal.

TRATAMIENTO Y PRONOSTICO

La terapia substitutiva con inmunoglobulinas en combinacion con la
administracion de antibiéticos ha mejorado enormemente las
perspectivas de los pacientes. El objetivo del tratamiento es mantener al
paciente libre de infeccionesy prevenir la manifestacién de
enfermedades pulmonares cronicas.

FUMENI



https://fumeni.org.mx/

WPIW Week 2022

Netherlands

Watch all videos and listen to all podcasts
published so far from the WPIW week.

1. Video — Why is the SAS coloring the Erasmus

@ Bridge green?
e 2. Video — What does it mean to grow up with a
primary immune deficiency?
« 3. Podcast - Thijs: I'm not pathetic, | want to party
PREVIGUS 4. Podcast - Bibian: far from home it gets really Samen voor een beter leven met PID
N Stichting voor exccrjitmg |' |
2 5. Podcast - Natalie: I'm just starting to live
= Afweerst'oornlssen (SAS) 6. Video - Treatment of PID
Foundation for Immune 7. Video - Working together for a better quality of
Disorders e

World PI Week

TESTe DIAGNOSE « TREAT

* Video and podcast series

* Speech in the IPIC Conference

L Uooas

R g o
SOCIaI medla engagement Stichting voor Afweerstoornissen e
25 April - 3
https://stichtingvoorafweerstoornissen.nl/.../sas-wpiw.../

Bibian: Veer van huis wordt het echt spannend
Bibian wil maandenlang van huis, naar de andere kant van de wereld. Hoe doe je dat als je
chronisch ziek bent?... See more

https://stichtingvoorafweerstoornissen.nl/.../sas-wpiw.../

Bibian: Far from home it's getting really exciting
Bibian wants to spend months away from home, to the other side of the world . How do you
do that if you're chronically ill7... See more
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Click to see more
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https://stichtingvoorafweerstoornissen.nl/

New Zealand
ZIDFNZ

Immune Deficiencies Foundation

/ﬁ" of New Zealand
HOME
/Kd
e Foundation
HNEXT

IDFNZ Kids Foundation

* World Pl Week Quiz
+ Content dissemination in
different languages
*+ Warning Signs

e Information packs for
general practitioners
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Click to see more
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Thank you for participating in World Pi Week 2022

Remember — IDFNZ Warning signs posters are available to download free in English, Samoan,
Maori, Mandarin, Tongan and Hindi.
https://idfnz.org.nz/.../13/7_warning_signs_PID_POSTER_1.pdf
https://idfnz.org.nz/.../23/7_Warning_Signs-_Maori_PRINT.pdf
https://idfnz.org.nz/.../7_Warning_Signs-_Chinese_PRINT.pdf
https://idfnz.org.nz/.../23/7_Warning_Signs-_Tonga_PRINT.pdf
https://idfnz.org.nz/.../23/7_Warning_Signs-_Samoa_PRINT.pdf
https://idfnz.org.nz/.../11/PID_Information_Order_Form xlsx

Information packs for General practitioners can be ordered free from info@idfnz.co.nz — we will
post these out free on your behalf.

https://idfnz.org.nz/.. f2022/04/22/1778_001_0ZSxOw3.pdf

Join us in helping to raise awareness to support those living with PL.

IDFNZ have a wide range of resources that are available free — help us to spread awareness by

downloading and sharing these resources through social media, or print off posters to display at
your workplace, school, or medical centre.

You can support the charitable work of IDFNZ with a donation
https://idfnz.org.nz/get-involved/make-donation/

Organise a school mufti day or Orange day to support IDFNZ — we can provide cool information
packs and story books if you contact us at info@idfnz.org.nz.

“I0FNz |DFNZ Kids Foundation
ks 28 April- @

The Covid Pandemic has impacted on our vulnerable PID community.

In the inaugural IDFNZ ‘Living with PID’ series, we bring you the first of a collection of talks
addressing the latest information for PID patients.

Listen to Dr Miriam Hurst speaking on PID and Covid , the New Zealand experience. ( 27 minutes).
Click Following Link to Start Presentation: https://youtu.be/CrZ9wvjEmtc

FIDFNZ

e o

LIVING WITH PID

PATIENT EDUCATION SERIES

PID & Covid in Adult Patients -New Zealand Update

Wareh naw

IDFNZ Kids Foundation CallNon
We are a not for profit organisation dedicated to supporting New Zealanders o...

£IDFNZ S iigs

World Pl Week Quiz!

How much do you know about

primary immunodeficency?


https://www.facebook.com/IDFNZKidsFoundation

‘fﬁ) ‘ Philippine Patient Organization for Primary Immunodeficiencies
&/ 5March-Q

ogeo® o
P h I I I p p I n es World Primary Immunodeficiency Week

0. 0.0

m World PIWeek [

.,ation fo,
Ry ’ﬁ,/

22-29

-\
o April 2022

PREVIDUS

LIVES CAN
BE SAVED

Philippines Patient Organization
for Primary Immunodeficiencies

* Disseminating WPIW 2022
content on social media
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#WorldPIWeek

©@ world_pi.week. @) @WorldPIWeokcampaign ¥ @World Pl Week

Click to see more Protecting and improving

the lives of the millions of

Z uonoas

people living with primary
immunodeficiency worldwide
by supporting early

diagnosis and access to care

SR .7 Y B~

FRI, 22 APR
World Primary Immunodeficiency Week 7Y Interested

65 ‘ 2022 WPIW REDORT 81 people interested


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

Poland

»

immunﬂprotect

PREVIDUS

NEXT

Immunoprotect

* Live TV coverage of PIDs with
patient representatives and
experts

* Social media engagement
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* "Resilience can be shared"
campaign

*  Meeting with experts
ahead of WPIW 2022

Z uonoas

Click to see more
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. (SHOWBIZNESU *** COROBIC, GDV NIEMOWLE UDERZA GLOWA W L2EC2K0? ***

MADRAOPIEKA.PL
Szerzymy wiedze! Nasza kampania w telewizji $niadaniowej. - Madra Opieka

W ramach kampanii .Odpornoscig mozna sie dzieli¢. Jak moge poméc?” dzielimy sie wiedza n...

' Odpornoscia
mozna sie dzielié

PIERWOTNE NIEDOBORY ODPORNOSCI (PNO)

to grupa zaburzen spowodowanych nieprawidtowym funkcjonowaniem lub
brakiem zdolnosci uktadu immunologicznego do zwalczania zakazen. PNO moga
by¢ diagnozowane w kazdym wieku. Szacuje sig, ze w Polsce na PNO cierpi

ok. 20 000 0s6b, a tylko 4000-5000 przypadkéw zostalo do tej pory wykrytych. H
OBJAWY OSTRZEGAWCZE DOTYCZACE PNO U DZIECP
Po iu co najmniej dwéch z poniz it lekarz
inien pilnie ski et s e 2 )
sege
Y Nieprzybieranie e
4 lub wigcej na wadze
nowych zakazer lub zahamowanie
ucha wclagliroidl prawidlowego rozwoju
dziecka
21ub wigeej ammm Stosowanie
nowych zakazen 7 antybiotykow
zatok w ciagu roku przez 2 mies. lub diuzej
Z niewielkim efektem

Uporcz,

2 lub wigcej pl‘:\smaywv;?wjamle
zapalen ptuc ustnej lub zakazenia
w ciagu roku grzybicze na skorze

‘\ >
2 lub wigcej e Nawracajace,
zakazeri tkanek LEA® Ay  olcbokie ropnie skory
ghgbokich, w tym - iinnych narzadéw
posocznica

~ . PNO Koniecznosé stosowania
“ w wywiadzie antybiotykéw dozylnych
‘: rodzinnym do leczenia zakazenia

=
| immuntfprocece ez | (@) Do X e | ke



https://immunoprotect.pl/

Portugal

Na 5a. Edicdo do IPIC, reencontramos alguns amigos, desta maravilhosa familia, de quem ja
tinhamos saudades! E que bem que soube! #IPIC5 #|POPI #wordpiweek #IDP #PID

See translation 4 29 DE ABRIL

F
H

PREVIDUS

APDIP - Associagao Portuguesa
de Doentes com
Imunodeficiéncias Primarias

NEXT

SEMANA MUNDIAL DAS
IMUNODEFICIENCIAS PRIMARIAS

22 A 29 DE ABRIL

PIDL 100

Ambulatory infusion pump

* |PIC presence

* Social media engagement

Semana Mundiat das Imunodeficiéncias Primdrias
22 6 29 de abril

*  Awareness raising of
different PID treatments
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https://www.apdip.pt/

[ J
R o m a n I a 1~ ARPID - Asociatia Romana a Pacientilor cu Imunodeficiente Primare .
h‘ 30 April - @

Va prezentdm astazi ultimul testimonial al unui pacient cu imunodeficien'e primare din seria de 4
realizate cu ocazia Saptaménii Mondiale a Imunodeficien’elor Primare. Va multumim!

\& ]P)/ We present to you today the latest testimonial of a patient with primary immunodeficiency in
BN PociENT // the series of 4 made on the occasion of the World Week of Primary Immunodeficiency. Thank
o E%’y d You!
> !
& T ## - Hide Translation
HOME
0.0.0
\m World PI Week
TEST+ DIAGNOS

PREVIOUS

. ARPID - Romanian Association

of Patients with Primary
Immunodeficiency

Patient testimonials

e |PIC Presence

SUSTINEM
SAPTAMANA IMUNODEFICINTELOR PRIMARE
World PI Week 22 - 29 aprilic 2022

TEST+ DIAGNOSE « TREAT

* Social media engagement
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“Am primit cu entuziasm propuncrea de a mi alitura cchipei carc se

» Collaboration with Military
hospital in awareness raising R sl v e

Domeniul imunodeficiengelor primare este unul dintre ccle mai
interesante, dinamice gi de varf din medicina acwali, in continui
dezvoltare. La acest moment, In sectia noastrd, beneficiem de cele mai
noi tehnologii din domeniul geneticii, fapt cc ne permite diagnosticul
bolilor rare §i complexe, care pind in urmi cu cigiva ani nu crau

ol

cunoscutc. Satisf: sunt linarc i sunt fntrecute

doar de bucuria ¢i putem ofcri, la tmp, tratamentul corect paciengilor
nostri.

A fost 5i estc un drum dificil, pavat uncori cu dificultigi, pe care,
impreund cu pacicnii nostri, incercam s il stribatem cu mult
optimism!

Vom continua s3 fim alituri de ci, indiferent de cic de ancvoios va fi
acest drum!

Doarimprcuni vom putea reusit™

Click to see more o

Medic primar medicini internd/ Scctia Clinici Medicind Internd 11
Spitalul Universitar de Urgengd Militar Cenral *Dr. Carol Davila™

Z uonoas

SUSTINSAPTAMANA IMUNODEFICINTELOR PRIMARY

Spitalul Universitar de Urgenta Militar Central “Dr. Carol Davila"
29 Aoril -
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https://www.facebook.com/ImunodeficientePrimare
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South Africa

PRIMARY IMUNODEFICIENCY NETWORK OF SOUTH AFRICA

PINSA Primary
Immunodeficiency Network of
South Africa

* Social media engagement

promoting "Being Different
makes us stronger"

69 | 2022 WPIW REPORT

Join us in celebration of World Primary Immunodeficiency Week! Help us celebrate “Being
different makes us stronger!”

Angie was diagnosed at only 10 months old and is now 13 « By the age of 5 she had overcome
more than 50 hospitalizations, countless blood tests, X-rays & 5 surgeries. Today she has done
451 life-saving infusions at home! She has survived TB, almost lost her vision, and been on
continuous antibiotics for 8 years.

BUT our warrior princess has launched a book on Childhood TB in 2018 in The Hague, where she
met 2 real life princesses! w4 She is smart, persistent, stubborn and creative; loves animals with all
her heart and is an outstanding horse rider. She has overcome, and is a true shining light for
others with PI  We are endlessly grateful to God for preserving her life, and so proud of our
Warrior Princess @

#WorldPIWeek

mmunodeficiency

ok

ases South Africa NPO 120-991

)

T NS 'Y=

PiNSA
28 April- @

PNSA

Thank you Coldplay for helping us to realize that Being Different is okay.

Join us in celebration of Patients with Rare Diseases. This week is World Pl week and we celebrate
how being different makes us stronger. Our genetic immune systems might be weak but we
tougher than you think.

ay you inspire us, we thank you!

zvp3bvL8gMg



http://www.pinsa.org.za/

South Africa

HOME ) )
n :
b allergy foundation south africa

o AFSA (Allergy Foundation South
Africa)

e Social media dissemination of
campaign material

* Awareness raising for PIDs on
social media
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Click to see more
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Allergy Foundation South Africa P
(¢, JEis
What is world Pl Week?

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

Immunodeficiency is a disorder that occurs when a person’s immune system is absent or does not
function properly. When the defect in the immune system is inherited (carried through the genes),
itis called primary immunodeficiency... See more

SAAY World PI Week

TEST. OIAGNOIE ¢ THRAT

Access to
healthcare
is a basic
human right

People with peimary

depend on . Each of them s
entitied to the comrect
qualky trestment & care

#WorldPIWeek

Allergy Foundation South Africa i
Q 29 April - @
We need to detect primary immunodeficiency diseases early.

Patients who suffer from bothersome infections may suffer from an underlying primary
immunodeficiency disease (PID). There are more than 350 known PID's. PID's leave patients at risk
of infections that occur too frequently are more severe, take longer to recover or come with more
complications than expected. PID’s result from a variation in the genes that ‘program’ the
functioning of the immune system and that leaves the immune system partially or totally unable
to deal with infections.

Find out more below.

#BridgingTheGap #Allergies

”

ALLERGYFOUNDATION.CO.ZA
We need to detect primary immunodeficiency diseases early
We need to detect primary immunodeficiency diseases early Patients who suffer from bothers...


https://www.facebook.com/SAallergy

Spain

»

%
PID

FOUNDATION
FREVIOUS bs(ge\()‘\&

NEXT

Barcelona PID Foundation

"l have PID, | am not alone" video
campaign

* PID course for nursing staff
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» Hospital visit with the Ginebro
School of Llinars del Vallées

O
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Click to see more
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YOUTUBE.COM
“Tinc IDP. Ja soc gran i no estic sol." - #WPIW2022
Amb molta il-lusi6 us presentem avui el video del projecte d'atenci6 psicosocial d’adults, on m...

On the 25th of April, the 12th #IDP course for resident doctors and the 8th IDP course for
nursing staff began. From the BCN PID Foundation we co-sponsor these courses, organized by
Societat Catalana d'Immunologia and Societat Catalana de Pediatria

One of our objectives is to promote excellence in the knowledge, study, research and
dissemination of IDPs and infectious etiology complications that may be presented to affect...
See more

- Hide Translation - Rate this translation



http://www.pidfoundationbcn.org/

Sudan

@
«
S Pl 2021 SUDA
S Bl ciad ol
»
e SOPPI - Sudanese Organization for
Patients with Primary
Immunodeficiency

* Online support to World Pl
Week campaign

* National News Coverage

L Uooas

* Event organisation to support

PID patients
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OTHER POSTS

(r Sudanese Organization for Patients with Primary Immunodeficiency - Soppi
12Juneat11:34.Q

wmdmu d.\m

O3 & Wic E YN [ PR =% {
QEEYVPRPR ) (i P (-

H o11/55 =—

© Sudan News Agency Wil glagull U8y
11 Juneat18:24. Q@

Activities to celebrate the World Week of Inocent Immune Diseases

P gudl# Lguw#

Sudanese Organization for Patients with Primary Immunodeficiency - Soppi
16 May at 23:35- @
Important announcement §,

Sudan Organization for Patients with Immune Patients IPOP| celebrates the World Week of
Patients with Immunization Patients 2022.

Under the slogan #aminoglebulin save my life

PARTY GOALS @ T :

&# Entertaining patients and their families.

¢ Creating social bonds between patients and their families.

&# Psychological support by sharing experiences and stories,

&# Raising public awareness through the media campaign accompanying the festival.

_® |ocation: Sudan Center for Children Diabetes - Khartoum 2
P Time11: June 2022

Be on time to support patients with primary immunity weakness in Sudan.
Soobe Media

4% . See original - Rate this translation
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https://www.facebook.com/Sudanese-Organization-for-Patients-with-Primary-Immunodeficiency-Soppi-331579087487148

Thailand

A
HOME ‘

THAIPOPI

Thai Patient Organization for

PREVIOUS Primary Immunodeficiency

NEXT

ThaiPOPI

» Delivering souvenirs and spray
alcohol to the Thai Red Cross &
to donors

* Social media engagement
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* Disseminating 10
warning signs fact sheets

Click to see more |
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https://web.facebook.com/ThaiPOPI-286499001528863/photos/?_rdc=1&_rdr

Turkey
aD

TURKIYE
ULUSAL ALLERJI

VE KLINIK IMMUNOLOJI DERNEGI

PREVIDUS

AID - Turkey International Diinya Primer immiin Yetmezlikler Haftasi 2022
. Allergy and Clinical Diinya Primer immiin
Immunology Association Yetmezlikler Haftasi

 Webinar on PID with experts ’ - Antikor eksikliklerine gtincel yaklasim:
Kimi, nasil tedavi edelim?
Dr. Hasibe Artag

¥5Y

2022 - ve ¢ozUmleri Moderator:
Persembe \\ 2= () Dr. Safa Baris Dr. Sebnem S.

28 Nisan Agir kombine IY'de karsilagilan sorunlar
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Kihig

PIY tanisinda hizli ve pratik ¢ézimler:
Yapay zeka teknikleri

rw Dolu
i TURKIYE
www.aid.org.tr GIDM K IMMONOL ; =
Click to see more
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https://www.aid.org.tr/dunya-primer-immun-yetmezlikler-haftasi-2022/

Uganda

PIPO Uganda

Patient Organization for Primary
Immunodeficiencies - PIPO

different locations
 Patients & care takers
e Health care providers

. o | 0,00
Q « Awareness raising campaigns in - ’"' ,’!"Sff'”i"
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https://www.pipo.sofitechgroup.com/about.php

United Kingdom

/ﬁ{ "
— I N Immunoglobulin
g National Society

PREVIDUS

Immunodeficiency UK

* Social media engagement

 Dissemination of information
charts

L Uooas
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. globulin-National-Society
@IgNSorg

April 22-29 is World Primary Immunodeficiency
Awareness Week. Join us as we work to raise
awareness about the complexities and hurdles both
patients and clinicians face while living with and
treating this chronic illness. ig-ns.org #IgNS

World Primary
Immunodeficiency
Awareness Week

? I NS Immunoglobulin
g National Society

12:00 AM - Apr 26, 2022 - Hootsuite Inc.

NOW AVAILABLE

Ig Therapy Products

& Risk Factor Chart

« FDA-approved Ig brands

« Dosing and administration
- Formulation differences

- Available sizes and storage

« Risk factors and interventions
tear sheet

The Ig resource that you’ll use daily! Available FREE



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

United States

@
HOME

CGID ASSOCIATION
OF AMERICA

PREVIDUS

The CGD Association of America

« Educational video series on CGD
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Click to see more
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CGDAA Launches Educational Video
Series on CGD for #WorldPIWeek

April 26,2022 | CGD carriers, Patients with CGD

For World Pl Week, CGDAA
Launches a Special Educational
Video Series on CGD, Featuring
Dr. Harry Malech, a Globally-
Recognized Expert in the Field

To recognize #WorldPIWeek, April
22-29, a global effort that aims to
raise awareness for primary
immunodeficiencies (Pl), the CGD Association of America is pleased to
share a video series featuring Harry Malech, M.D., Chief of the Genetic
Immunotherapy Section at the National Institutes of Health, a globally-
recognized expert in Chronic Granulomatous Disease, and a member of
the CCDAA's medical advisory board.



https://cgdaa.org/

United States

[ ) Immune
I Deficiency
Foundation

NEXT

»

Immune Deficiency Foundation

* Promoting World Pl Week on
social media

+ "Walk for PI" campaign
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* SCID knowledge survey

* Promoting donations

Click to see more |
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Feeling empowered and inspired by National PI Awareness Month? Continue to make a difference
in the summer and fall by participating in IDF Walk for P| 2022. With every step you take, you
create better lives for those affected by PI. Registration will open on Monday, May 16. Until then,
learn more at https://bddy.me/3vTb5Yz | #WalkForP|

o» Immune Deficiency Foundation
B 250000
Although #PlAwarenessMonth is winding down and there are only a few days left, remember that
IDF is always there to lend a helping hand to the #IDFCommunity throughout the year. To find
resources for #LivingWithPl, please visit our website at www.primaryimmune.org?
utm_source=facebook&utm_medium=social&utm_campaign=awareness&utm_term=&utm_cont
ent=.

IDF IS THERE
TO LEND A
HELPING HAND

If
su’lp.cl Pl or were recently diagnosed,
please visit primaryimmune.org.

Immune
Deficiency
Foundation

Survey explores provider SCID
knowledge

News / Survey explores provider SCID knowledge

APRIL 25, 2022

Because of your generosity, kids like Marta could get the
Pl diagnosis they needed to receive proper treatment.



https://www.facebook.com/ImmuneDeficiencyFoundation

@
HOME

«

PREVIDUS

>

NEXT

wn
O
0
=h
o
o)

Z uonoas

Venezuela

¥

IDp. Inmunodeficiencias

Primarias Venezuela

IDP Venezuela

flyers

Q « Social media dissemination of

+ Conference on 10 warning signs

for general practitioners

« Virtual conferences for local
paediatricians

* Webinar with immunologists on

PIDs

* In-person meetings with
patients & paediatricians

« Virtual 39 |[El Meeting with

national & international speakers

79 | 2022 WPIW REPORT

Click to see more

o "'
S ﬁ.. ‘@ FUNDACION IDP Venezuela

1. AAY World PI Week = - te INVITA AL:

TesT oraonose s Thear P p..

ENCUENTRO DE PACIENTES, FAMILIARES Y
AMIGOS DE IDP VENEZUELA

Dia: Sabado 30 de Abril 2022
arque Ciudad de los Nifos

Hora: de 9:00 am a 11 a.m
o prims il oo
o d El evento sera corto y dentro del horario establecido
de 9:00 a.m a 11 a.m. Sea puntual.
‘ 4N Llevar Tapaboca o mascarilla y gel antibacteriano.
@ S Durante el evento se cumplira con las normas de
\ bioseguridad.

ACOMPANANOS!!

D [ as=- 9 o0 pres v [ oo BID o -


https://interelgroup.sharepoint.com/sites/CLIENT-EU-WORLD-PI-WEEK/Shared Documents/General/WPIW 2022/Outcome/Outcome report press release.docx
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International

\‘ A¥

h

INTERNATIONAL

PATIEMT ORGAMNISATION

International Patient
Organisation for Primary
Immunodeficiencies (IPOPI)

« |PIC 5th edition conference

o #MyPhysicianAndl picture
campaign

* Social media engagement

80 | 2022 WPIW REPORT

Take advantage of regular registration rates until 18 April for #IPIC5 which has been accredited
with 11 European CME credits.

Delegates will have access to all in-person congress sessions, lunches, welcome reception, and
: https://ipi /

INTERNATIONAL PRIMARY
IMMUNODEFICIENCIES
CONGRESS

APRIL 27-29, 2022

VILAMOURA - PORTUGAL

YOUTUBE.COM
IPIC 5th Edition, 27-29 April 2022

Regular registration is open until April 18th.For further information visit: https://ipic2021.com/r...

PHOT
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European Society for
Immunodeficiencies (ESID)

+ “ESID Grand Rounds Webinar”
discussing diagnosis & access to
care

* Social media engagement &
sharing WPIW contentent
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ESID @ESIDsociety - 21 Apr

EMD  pon't miss out! Check the ESID Grand Rounds webinars recordings' page,

the March session is available here: bit.ly/3xJy9LX

#primaryimmunodeficiency #PID #esid #immunotherapy #mmunology

#hsct #iei #WorldPIWeek

YD) 11 ESID Retweeted
G ESID @ESIDsociety - 13 Apr
RECORDING IS No“: AVAILABLE r ( 1 j5in us for the New ESID Grand Rounds Webinar in April to hear more on
ONLINE! Congenital Thymic Aplasia and Thymus Transplantation. April 26, 2022, at
H:z'f:‘:;':’u:‘s":‘lfm 17:30 (CEST). Register here: bit.ly/3uwAdVw
WEBRIAR'S #thymus #transplantation #HSCT #IEl #newbornscreening #ESID
#immunology #pidd
Siobhan Burns
Q 0 1 QO 4

ESID @ESIDsociety - 22 Apr
ED e are excited to start the #WorldPIWeek with this fantastic initiative
#ESID President @lsabelleMeyts, at #WPIWTalks podcast.

# World Primary Immunodeficiency Week @WorldPIWeek - 20 Apr
In our latest #WPIWTalks podcast, Prof. Isabelle Meyts @ESIDsociety
@KU_Leuven talks about the research she is leading at her lab, and how
this impacts patients, but also helps advance the understanding of the
immune system and PID care.
bit.ly/3JDeuiz

Season 2

PODCAST #3

“There is a really hazy border between research and
diagnostics. We are using research money to
establish clinical diagnoses in many instances.
That's the first obstacle because funding agencies
don't prioritize this kind of research. The second
obstacle is immediately linked to the need to

EdiD
31D GRAND ROUNDS WEBINAR

ital thymic aplasia and thymus transplantation

26/04 17:30
Tuesday | CEST



https://twitter.com/esidsociety

International
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Latin American Society for
Immunodeficiencies (LASID)

* PID Symposium

* Disseminating WPIW materials

» Awareness raising videos
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LASID
@LASIDimmuno

.3
INP

AMINP

Simposio de
Inmunodeficiencias
Primarias
(modalidad virtual)

Celebracion de la
semana internacional de
las Inmunodeficiencias
Primarias

27 de abril de 2022

Registrate

https://bit.ly/AMINP-220427

12:31 AM - Apr 26, 2022 - Twitter for Android

oy Latin American Society for Inmunodeficiencies - LASID
25 April- @

SEMANA MUNDIAL DAS IMUNODEFICIENCIAS PRIMARIAS OU ERROS INATOS DA IMUNIDADE

Existem mais de 400 doencas que podem afetar o sistema imunoldgico, portanto € importante
aprendermos sobre o sinais de alerta para identific-las. Vamos aproveitar essa semana para
saber um pouco mais sobre elas? Infec¢bes de repeticéo ou doengas autoimunes podem ser
sinais de alerta. Participe dessa forca tarefa para melhorar o atraso no diagnéstico dos erros
inatos da imunidade. Siga o LASID e ... See more

WORLD PRIMARY IMMUNODEFiciency WEEK OR INNOCENT IMMUNITY MISTAKES

There are more than 400 diseases that can affect the immune system, so it's important we
learn about the warning signs to spot them. Are we going to take advantage of this week to
learn a little more about them? Repetitive infections or autoimmune diseases can be warning
signs. Participate in this task force to improve the delay in the diagnosis of innate immunity
errors. Follow LASID and stay updated on the s... See more

£ - Hide Translation - Rate this translation

11 LASID Retweeted
... World Primary Inmunodeficiency Week @WorldPIWeek - Apr 25
WY <oy daughter Eva was diagnosed with Schwachman Diamond Syndrome
when she was only 2 months. We were lucky to meet a doctor who knew
this so rare syndrome” explains Virginie.
Read her message below.
#AccesstoCareMatters #WorldPlWeek

LIFE-SAVING TREATMENT

1
In 2006 my daughter Eva was diagnosed
with Schwachman Diamond Syndrome
when she was only 2 months. We were
lucky to meet a doctor who knew this so
rare syndrome. If not, the chance of survival
of our daughter would have been
compromised

- Virginie (Mum), France "

it

& % ACCESSTO
W8 HEALTHCARE

Wb

“Semana Internacional de las
Inmunodeficiencias Primarias:
cuando pensar en inmunodeficiencias
mas alla de las infecciones”

PARTICIPAN - DRA. SIGLEN AQUIRI, DR. IGNACIO URIARTE,
DRA. ANA LAURA TOLIN, DR. LUCIANO URDINEZ,
DR. JULIO ORELLANA.

coorDINA | DR. VICTOR SKRIE

ORGANIZA

hitps://us02web.zoom.us/j/81460327658
| 1D de reunion: 814 6032 7658 - Codigo de acceso: SAP

f



https://lasid.org/

International

A XROZ’ INICIATIVA

. ALAS

PREVIDUS

Alianza de Asociaciones de Inmunodeficienias Primarias

>

Iniciativa ALAS

+ Disseminating information on
PIDs on social media
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“" Zb Apnl - Y

IDENTIFICA + DIAGNOSTICA + TRATA

Semana mundial de las #InmunodeficienciasPrimarias

Los pacientes con el Sindrome de Hiper-IlgM (HIGM) son susceptibles a infecciones recurrentes y
severas, y algunos tipos de este sindrome también son susceptibles a infecciones oportunistas y a
un riesgo aumentado de cancer. La forma mas comun es la heredada de manera ligada al
cromosoma X. La mayoria de las otras formas son heredadas de manera autosémica recesiva y
por lo tanto pueden afectar a nifios y nifias. https://iniciativaalas.org/

See translation

Se caracterizan por tener niveles disminuidos de IgG y niveles
normales o elevados de IgM. Diferentes defectos genéticos
pueden causarlo. La forma mas comun es la heredada de
manera ligada al cromosoma X. La mayoria de las otras formas
son heredadas de manera autosémica recesiva y por lo tanto
pueden afectar a ninas y ninos.

El diagnést

analis

Iniciativa ALAS s
KR’ 14 April . Q
IDENTIFICA - DIAGNOSTICA - TRATA
Semana Mundial - 22 al 29 de abril
Aunque las #InmunodeficienciasPrimarias no se ven, estas son reales, pueden aparecer a

cualquier edad y no son contagiosas.
https://iniciativaalas.org/

IDENTIFY = DIAGNOSIS - TREAT
World Week - April 22nd to 29th
Although #Primarylmmunodefficiencies are not seen, these are real, they can appear at any
age and are not contagious.
https://iniciativaalas.org/

- Hide Transiation - Rate s transiation

Las 10 senales de Alerta

de las Inmunodeficiencias Primarias
son la
llave

para tener acceso a un
Diagnéstico Temprano. '


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

International
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_ Jeffrey Modell
o Foundation
Curing PL
PREVIOUS WOFI W[de

NEXT

Jeffrey Modell Foundation

» Public service advertising
campaign

* Social media engagement
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* Dissemination of awareness
raising "Do Something" video
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HAVE YOU SEEN OUR PUBLIC SERVICE ADVERTISING
CAMPAIGN AT THE AIRPORT? IN THE MALLS?

AT BUS SHELTERS? OR EVEN TIME SQUARE IN NYC?

WJIMF ON OUR WEBSITE HAS ALL OF OUR ADVERTISING CAMPAIGNS

INCLUDING BREAKING NEWS, VIDEOS AND PHOTOGRAPHS!
KEEP UP TO DATE WITH THE TIMES BY VISITING WJMF ON OUR WEBSITE...

We invite you to meet our Founder, Jeffrey Modell. Watch his film, and learn how his call to
action for his parents, , to “Do Something” has helped to shape the Pl Journey for patients around
the world. Watch “Do Something: The Jeffrey Modell Story” today to learn how Vicki and Fred
Modell led the way to start World Primary Immunodeficiency Awareness Week and help us spread
Primary Immunodeficiency awareness through this film. Awvailable in seven languages! Do
Something: The Jeffrey Modell Story

®m English: https://vimeo.com/379050291

&= Spanish: https://vimeo.com/354651690

01 French: https://vimeo.com/355868857

mw German: https://vimeo.com/356405033

s Japanese: hiips://vimeo.com/3564062281

Ru Portuguese: https://vimeo.com/355321285

i Simplified Chinese: https://vimeo.com/354855025

#infodpi #mfworld #Fwpiw #Fworldpiweek #primaryimmunodeficiency #pi #pidd #awareness
#education #film #documentary #dosomething #movie #journey #diagnosticjourney #global
#worldwide

,n Jeffrey Modell Foundation
26 April - @
What does Plasma mean to you? For those who don't know, Plasma is the liquid part of your
blood. You may have heard of red blood cells, white blood cells, and platelets- but Plasma is also
part of your blood and can be essential for some people with Primary Immunodeficiency. #infodpi
#mfworld #jeffreymodelifoundation #primaryimmunodeficiency #plasma #blood #redbloodcells
#whitebloodcells #platelets #awareness #education #themoreyouknow #knowledgeispower
#donateplasma #worldpiweek #donate

WHATRDOES
PIASMAIMEAN
frokouz



https://www.info4pi.org/

International
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International Nursing Group for
Immunodeficiencies (INGID)

* |PIC presence

* Social media engagement
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INGID @INGID_Tweets - 30 Apr
Thank you @IPOPI for a fantastic conference, excellent speakers, brilliantly
organised....#IPIC2022 #INGID

IPOP|

o KR

INGID @INGID_Tweets - 27 Apr

Access to Quality Health Care for PID people is a basic human right.
INGID ingid.org supports #WorldPIWeek

Join #WorldPIWeek (22-29 April 2022) with INGID

oll

HEALTHCARE

MEANS A LOT MORE THAN YOU THINK

ACCESS TO )

for peopie iving with primary immunodeficiency

#WorldPIWeek *
Loarn why i s % important and what it means ! '

INGID @INGID_Tweets - 29 Apr

INGID are delighted to be participating at IPIC 2022. Superb conference,
excellent speakers. Thank you IPOPI for organising #IPOPI| #IPIC22 #INGID
#WORLDPIWEEK #Vilamoura #networking #learning



https://ingid.org/

n, CSLPlasma®
"™ @CSLPlasma CSL Plasma &

@CSLPlasma

Liz M. is currently an Operational Excellence Manager.

She has been with CSL Plasma for 10 years, and begin On average, it takes more than 12 years from symptom

it runs in families. This #P|AwarenessMonth, we're raising awareness for
the many types of Pl disorders. Learn more about PI: bit.ly/3Mxw4ak
#PlAwarenessMonth

(] [ ]
as a part-time Donor Service Technician onset for a #primaryimmunodeficiency disorder to b (/\\ Takeda & @TakedaPharma - 26 Apr
: diagnosed in an individual in the United States. @ #DYK? #Primaryimmunodeficiency (#Pl) is usually inherited, which means

Learn more about Liz' career journey with CSL Plasma:
bit.ly/3vCO4sL

Learn more about Pl and how you can help those
affected: bit.ly/37E3i93

#WorldPIWeek #PlAwareness /A /G 3 - Primary

immunodeficiency

@
iz ’L_ Pl isn’t a single condition.
(\ KORU Medical Systems @korumedical - Apr 29 s
asma Q On this last day of #WorldPIWeek, Jessica shares her Pl story with us, It’s an LmereI!a term
explaining how she went on for 5 years without answers and that her used to describe
diagnosis was one of the best days of her life!
PREVIOUS

Read Jessica's story here: korumedical.tumblir.com

[0:09 203 views

#CVID #WPIW2022 #primaryimmunodeficiency

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

o}
8 W ey e
o o Binding Site @TheBindingSite - Apr 22 ses
5 ! Binding
— JeSSICO S PI Story o #HappyFriday! At Binding Site, we head into the weekend focusing on a
EHARMACEUTICALS ° - R — m E— #disease that is close to our hearts.
B I n d I n g World PIWeek April is National #Primarylmmunodeficiency Awareness Month, but today

° marks the start of #worldPlwesek.
) Site
o)
g- — BPL-USA @bpl_usa - Apr22 ses

T
S b l Today is the first day #WorldPlWeek, where @WorldPlWeek shares the
n) p stories of patients around the world and we join in with them to speak up in
Bio Products Laboratory — support of access to care that brings diagnosis and hope. Follow along with
— us in the coming days as we share patience stories.
\ g
A
—_— ‘-_ Chiesi Global Rare Diseases @ChiesiGRD - Apr 25
P’ f’ We're looking forward to attending #IPIC5 this #WorldPlWeek! Our team at

#ChiesiGlobalRareDiseases will spotlight opportunities to support the
management of ADA-H#SCID, a rare #primaryimmunodeficiency.
bit.ly/3B4tPgb @ipopi_info
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Thank You!

World Pl Week 2022 was a success again!

Pl awareness does not end with the campaign.

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



