A2 World PIWeek

TESTe DIAGNOSE  TREAT

World Pl Week 2021

Together, bringing about change for primary
immunodeficiency patients worldwide
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About World Pl Week
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-~ A global awareness-raising effort D

« Since its inception, World PI

o Week has been successful in

= Mission .. stimulating awareness and

15510 N Vision advocacy efforts in all

World Pl Week (22-29 April) is a global Over 10 million people live with Pl around continents
movement FO. raise awareness of Primary the globe, and yet the condition is still

" Immunodeficiency (Pl) and related widely unknown. Greater awareness,

8 challenges; promote quality of life for people testing, diagnosis and improved access to

S with PI, early diagnosis, availability and treatment are needed.

- access to treatment and care worldwide; and

stimulate communication and advocacy

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

W
[0}
0
o
o
>
N

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

Over 80 countries Thousands of people
across the globe reached

11 years of 13 committed organisations
campaigning driving the campaign
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Hundreds of events
every year

8 days to create
momentum on PIDs
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= World Pl Week in pictures
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Our active network

A devoted World Pl Week Steering Committee
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African Society for

Asian Pacific Society for
Immunodeficiencies

Immunodeficiencies

Arab Society for Primary
Immunodeficiencies

@ i

Fumpean Federation of
trmusolegical Soo eties

European Society for
Immunodeficiencies

European Federation of
Immunological Societies

jm

iy e Lo Ana G ISR SUDAPRROMON.

ks

Latin American Society for
Immunodeficiencies

Jeffrey Modell Foundation
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‘ Immunodeficiency
Canaca
Immunodéficience
Caraca

Immunodeficiency Canada

International Nursing Group
for Immunodeficiencies

(SPPTA

Plasma Protein
Therapeutics Association

= Cinical
Immusology
Secinty

Clinical Immunology Society

International Patient
Organisation for Primary
Immunodeficiencies

South East Asia Primary
Immunodeficiency Network

A dynamic, multi-

stakeholder and global
community



http://ingid.org/
http://paed.hku.hk/apsid/apsid2016/
http://www.arapid.org/
http://www.asid.ma/en/
http://immunodeficiency.ca/
http://www.clinimmsoc.org/
https://www.efis.org/
https://esid.org/
http://www.info4pi.org/
https://lasid.org/homepage/
http://www.pptaglobal.org/
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Our committed partners

Gakedd

CSLBehring  kepriON

Biotherapies for Life " BIOPHARMA

Bindi_ngg & Chiesi
SiteRE  Globs Rare Diseases @

CONTRIBUTORS
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o New 2021 partners

Thank you for supporting
the World Pl Week campaign




= Campaign resources

e " =
- . Download all materials
Informative tools at www.worldpiweek.or .
available in various Q
£ languages . :
* Flyers
* Videos b
§ » Scientific pieces

« “Story sharing” visuals

immunoglobulin therapy. No
mere pneumonia,

bronchitis. no more infections.
° PID qUiZ | am alive. | got through
school and college, got

o married, have two very healthy

* Messaging brochure boys ard o When | wes
diagnosed with primary
immunodeficiency at 13
years old, | never thought

any of that would happen
Cheeyl (US/Canada)

* Template social media posts

€ Uo133s

m World PIWQQI(
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http://www.worldpiweek.org/
http://www.worldpiweek.org/
http://www.worldpiweek.org/wp-content/uploads/2019/03/Bookmarks-with-patients-testimonies.pdf
http://www.worldpiweek.org/wp-content/uploads/2019/03/WPIW-Key-messages.pdf
http://www.worldpiweek.org/wp-content/uploads/2019/04/World-PI-Week-printable-postcards.pdf
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Engagement toolkits
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Audience-specific

7 s | toolkits with

2 guidance on how to

— engage with media,

policymakers,

: medical

: professionals and
the general public
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http://www.worldpiweek.org/get-involved/audience-specific-toolkits/

WORLD PI WEEK 2021 IN ACTION




Focus on what matters most to the community

Spotlight on three main themes that are all the
more relevant in the COVID-19 context: Together, making a

difference in the
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lives of the millions

PATIENT SAFETY & QUALITY OF LIFE & PLASMA living with PID
PROTECTION HEALTH OUTCOMES AVAILABILITY .
o | worldwide, by
RN L s et @ stimulating early
immunodeficiency patients’ quality of life O therapies for many patients diagnos‘is and access

to care
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Learn more about the 2021
campaign messages

11 | 2021 WORLD Pl WEEK REPORT



http://www.worldpiweek.org/our-2021-campaign/

-~  Thousands showing support towards the PID
. cause worldwide

World Pl Week is for everyone

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

| 013235

TV/radio interviews;
by donating blood or
plasma
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Launching the campaign together

Opening webinar

» Video message from the World Health Organisation
(Dr Ruediger Krech)

* The immune system, PIDs & COVID-19 learnings
(Prof Fabio Candotti, Lausanne University Hospital,
European Society for Immunodeficiencies - ESID)

» Patients’ experiences during COVID-19 (Julia
Nordin, International Patient Organisation for
Primary Immunodeficiencies - IPOPI)

* Overview of new campaign initiatives and how to
mark the Week

o

Webinar recordings
available on YouTube

13 | 2021 WORLD PI WEEK REPORT
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https://www.youtube.com/watch?v=8hkk6dV6fZs
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Communications « package »

From the ‘essentials’...

AAY World PI Week

Protecting and improving

the lives of the millions of
people living with primary
immunodeficiency worldwide
by supporting early

diagnosis and access to care

- - ~ . " @~ 2 i
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| SUPPORT

World Pl Week
22-29 April 2021

?h’; www.worldpiweek.org #WorldPIWeek

...To the tools for « social media gurus »

#WorldPIWeeok

g

Click to download
materials

e SRR
22-29 Apl’ll 2021 m Nm
- ENES

- mep1 i

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

release & many
more

Available in various
languages



http://www.worldpiweek.org/resources/campaign-materials/
http://www.worldpiweek.org/resources/campaign-materials/
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A series of new campaign teaser videos...

3 video clips providing insights on:

» availability of plasma and plasma-derived medicinal therapies

» changes in quality of life of patients before and after treatment

» mental health impacts that can arise following a PI diagnosis and emotional aspects of living with a PID

+ the importance of protecting those who are immune compromised and the role of vaccination

WATCH AND SHARE THE

3 WORLD Pl WEEK CAMPAIGN
VIDEOS FEATURING PATIENTS,
POLICYMAKERS AND PID EXPERTS

#WorldPiWeek

Click to watch

15 | 2021 WORLD Pl WEEK REPORT

Featuring patients
and parents of
children with PID
from all over the
world and all walks

of life; as well as
PID specialists and
policymakers

Available on YouTube
and social media



https://www.youtube.com/channel/UC4cQTOIgWdamilWtAJZ0ioA/videos
https://www.youtube.com/channel/UC4cQTOIgWdamilWtAJZ0ioA/videos
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=« Insights » videos =

16 standalone video messages of policymakers,
parents and PID patients
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| was diagnesed with a PID{Primary Immunodaficie \ é -
\
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https://www.youtube.com/channel/UC4cQTOIgWdamilWtAJZ0ioA/videos
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Introducing the World Pl Week Talks

A new podcast series by the World Pl Week
campaign

#Primaryimmunodeficiency #WPIWTalks

WORLD Pl WEEK

TALKS

Listen to the podcasts

on your preferred
platforms

22-29 April

18 | 2021 WORLD PI WEEK REPORT
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EPISODE 1:
Plasma availability

EPISODE 2:
Vaccination

EPISODE 3:
Mental health



http://www.worldpiweek.org/

= About the World Pl Week Talks

«

PREVIDUS

= Health journalist Sue Saville talks PIDs with multiple experts and patients

FWARITFE W 3T

W 1 W

PODCAST 1 n PODCAST #2
PLASMA VACCINATION
AVAILABILITY & &PIDs
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at is plasma? Why is it so important for many eing diagnosed with a chronic disease like PIDs
> What is pl ?Why is it so i tant f > Being di d with a chronic di like PID
S availability and how tgo address tﬁese? What is vaccination in the case of PID patients, > Everyonge’sg ;ituation is unique and there is no
>S5 . . . . . .
- the impact of COVID-19 on plasma supplies? vaccines awareness and innovation in the field single way of dealing with emotions. Seeking

> Why donating plasma and how? help or an attentive hear is very important

—‘ — —‘

Join the conversation on social media using #WPIWTalks

19 | 2021 WORLD Pl WEEK REPORT
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Policy « asks » in the spotlight

What Governments across the world should achieve

THE MAIN COAL FOR COVERNEMENT WORLDWIDE

PATIENT SAFETY
& PROTECTION

« Promote immunization properly implerment
immunization strategies and ensure i 1

e Ensure continuous access 1o sak
reatment and care for all patients

o Guarantes a high lewvel of safety for all health

\‘(anunwnh HSWorldDIWeel

20 | 2021 WORLD PI WEEK REPORT

THE MAIN COAL FOR COVERNEMENT WORLDOWIDE

Q QUALITY OF LIFE &

HEALTH OUTCOMES

v g 1 tion to help
innovate, progress clinical practices and ultimately
Improve patients’ outcomes

o Ensure avallabliity and ac .
t t for all 21D patients
« Foster haightened awaraness of PIDs at policy
madical & socletal levels
Promot
\(W World Pl Week 4
A el

Animated and static
formats

THE MAIN COAL FOR COVERNEMENT WORLDWIDE

PLASMA
AVAILABILITY
o ENsure a sustainable, hish quality supply of

human plasma - in collaboration with relevant
groups

* Support increased plasma collection including by

Doosting Initistives to promote safe donation

o Ensure access to plasma derived | rwnoglotiulls
herapies for PID patients. in accordance with the

WHO Mode! List of Essential Medicines
QWumunwm FWorldoWeek  weoridpiwaokong

A suite of animated
visuals with “policy
calls to action”, to
help advocate

beyond the
campaign week!



http://www.worldpiweek.org/
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An improved website to communicate about PIDs

M World P1 Week

21 | 2021 WORLD PI WEEK REPORT

New features

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

* Revamped video section

14,148

Page views (April)

77%

New visitors

Facebook + Instagram
Top social referrals

New and
optimized
sections to
continue
improve user
experience
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World P1 Week PRESS RELEASE

TEST+ DIAGNOSE « TREAT

Embargoed until 22/04/2020, 8.00am CEST

World Pl Week 2021: Will you be striking a “Y" to support the primary immunodeficiency cause?

Brussels, 22 April 2021 - Millions of people around the world are living with a compr d i Y
due to a genetic defect. Together, we can make a difference in their lives by stimulating early diagnosis and
access o care. This is the headline message of the 2021 World Primary Immunodeficiency (Pf) Week
m’m@ 7, StHMQM‘

Focus on what matters most to the community

This year, World Pl Week (22-29 April) embraces three themes that are all the more relevant in the COVID-19
context: patient safety and prolection with a focus on vaccnation; plasma availability. and quality of ife_

There are more than 430 different types of primary immur fick (PIDs), affecting over 6 million people
ide. Primary | ficiencies occur when a person’s immune system is absent or does not function
properly, which leaves individuais more prone than other people to infections and predispose them o auto-
y, allergy,
immune system such as PIDs takes on an even greater significance amid COVID-19.

ignancy, or ir For this very reason, raising awareness of the defects of the
While across the world all eyes are on the COVID-19 vaccination progress, World P Week 2021 aims o
remind that by protecting each other with vaccinations, we protect people with a comp i or weak
system, such as those living with PIDs — also, during routine immunization Further, although the availability
of pk is | 1o produce life-saving therapies for many pats the p. has i d L
in many parts of the world. This is a reminder that during COVID-18 and beyond, plasma donation is vital.

The spirit of this global endeavour is all about 1, 5 and action to ensure that
research, early diagnosis and better access o treatment are given greater visibility and feature high on heaith
policy agendas, in order to improve patients’ quality of life

Strikinga Y ther to drive mobilise and bring about change

In solidarity with those living with primary immunodeficiency. thousands of people from all continents will
connect digitally and show their support lowards the PID cause, through virtual runs, online webinars and
workshops, social media campaigns and TV/radio interviews; or by donating blood or plasma.

World PI Week is for everyone. Join the many patients, policymakers, healthcare professionals including
immunologists and nurses, researchers, journalists, company repe i) and other p that come
together on 22-29 April to shine the light on what living with a PID means, and how to deliver change.

Joining World P1 Week 2021 means helping make a difference, in support of patients and their families
around the world.

More information about World P1 Week:- www worldpiweek org


http://www.worldpiweek.org/wpiw-updates/celebrating-rare-disease-day-2021/

| 013235

w
[0}
0
of
o
=
N

€ Uo133s

Social media milestones

Driving conversations and mobilising to raise

awareness of PIDs
+160 followers

+96 followers

HIGHEST
ENGAGEMENT
REACHED

+5.4K impressions +100K impressions

7,185 profile visits

o

+300 new viewers

600 page views

+18.5% followers (+102)

+2.3K impressions

Analytics for 22-29 April

+9.5K impressions (+614%)

678 content interactions 2,000 total views

23 | 2021 WORLD PI WEEK REPORT

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

since the
inception of the
campaign!



https://www.youtube.com/channel/UC4cQTOIgWdamilWtAJZ0ioA
https://www.instagram.com/world_pi_week_/?hl=en
https://twitter.com/WorldPIWeek
https://www.facebook.com/WorldPIWeekcampaign/

@

= Best-performing social media posts

«

PREVIDUS

- el ’ 26,783 Follow World Pl Week:

Exciting news from Brazil, which is soon to have Impressions
universal #newbornscreening for PIDs!

What a wonderful way to close #WorldPIWeek 2021 FACEBOOK:
& and a major achievement to ensure early diagnosis of + 1 00 @WorldP|Weekcampaign
gr. #Primarylmmunodeficiency Engagements
>
- bitly/3xLB5p8
TWITTER:
@WorldPIWeek
3
g..
N
n INSTAGRAM:
o :lolndlzwm 2’ 500 @World_pl_Week_
The # WorldPIWaek photo contest # PliclreAwnroness stans on April 22 |mpreSSlonS

and will run until Apnl 29
Get ready to strike a Y!
# pamanpmmunodeficiency

e Seye N
" .
JOIN THE WORLD Pl WEEK © . &b | 3 Reactions
PHOTO CONTEST 2021 e \
S2rike & Y in suppart of the D csuse - in CREEN! 3t 8
@ LAAIE yUUr PICIUTE 00 Facehoos ’ 1 + 1 5 7
N ‘ Total engagements
B =
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Photo contest #PIctureAwareness
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Striking a “Y” on all continents to
support the PID cause

» Participation on social media to mobilise and drive attention

« Going “green” in reference to the campaign’s key colour but also
the importance of outdoor environments for good health

| uoas
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AAY World P1 Week

VEST» DIAGNORE » TREA

JOIN THE WORLD Pl WEEK ¢
PHOTO CONTEST 2021

Strike a Y in support of the PID cause - in GREEN!

Z uo1as

Share your picture on Facebook,
Twitter or Instagram with (RNt
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The ¥ pose refers to the shape of an antibody, but it also
symbolizes the community - just like the World Pl Week logo.
Green Is one of the main identity colours of the campalgn.

25 | 2021 WORLD PI WEEK REPORT



... and the winner is...

Congratulations to UMAE Hospital De Pediatria CMN in
Guadalajara (Mexico)!
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m World Pl Week Congratulations to
TEST+ DIAGNOSE « THEAT UMAE Hospital de Pediatria CMNO,
Guadalajara (Mexico) .
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Frontiers Immunology /Front

can result in an immune defioency disease. When the cause of ¢

W The 22-29 Apnl is Viorid Primary Immunodeficiency week, Check out our deficency is hereditary or genetic. #t is called a primary immunodeficiency ¢ e Pomary Inmanasefisiancy Wae
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Media coverage & press clippings

Miciencies: * Challenge E = i yGUNcEL ) asaviy 008 3 clmoowm D10 3 ()
Timely Diagnosis

Dutsledl'de Gacy Yarou Glddetl] Deprem

Queen Sofia Treats More than a Thousan
\i%' ) Andalusians with Immunodeficiencies

h

ol Py
‘ The goal of the cenrer §s to obtaln dlagnoses In a shorter timeframe Her Blr Balon qocuklafa UmUt Olsun ] ;:';‘L:‘““
Har yil 22-29 Nisan haftas dunyade Pimer ¥nman Yetmezid hattam |
oc larik Xutlanmaktache. PAG Hastanesi clarek agih slanda alania - D ——
ucurarak ethinkik duzenienerek cocuklanmiz sevindiriidl l‘ o rosove e wih
i :l' I

One-Yea
Masters

OLESS YOu — 1
Promote early diagnosis of primary r Wil Programs
immunodeficiencies @ murcia.com / Salud

Mo Cotegees Lo -y M Mo S v sdveitney et

22/04/202
Bediner'Woche  FROM THE K2 ~ CALINOAR SWEIPSTAKES L-PAPTR ADVERTISING WITH US ~ 472021

< s from pandemic will make = _
— ts for children with Iop  The Northern Echo

[P —r—

m [ER—— e
ficlency Week {April 22-29) .

W T Ve ——— A 1 $ These are  currently =
Why blood plasma donation is so important o s oglotting Gl badl
most IDPs Primary Immunodeficiencies: less well known but very
Patients with IDPs have Amportant

Isolation to avoid COVID-

demic wit make It dfficult to access imm
citad for moet primary Immmunodeficiery
Earchty, which has an imaact en thai vul
De19, Tris Is noted by the Spanish Soch
gy and Pedistrc Asthma (SEICAF) on the
B Baging on Thursday and that this yesr

7."‘

Regiuter Now
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https://codigosaludonline.com/2021/04/22/inmunodeficiencias-primarias-el-desafio-para-un-diagnostico-a-tiempo/
https://www.eldiariodecarlospaz.com.ar/vida-saludable/2021/4/19/promueven-el-diagnostico-temprano-de-las-inmunodeficiencias-primarias-113682.html
https://www.diariocordoba.com/cordoba-ciudad/2021/04/25/reina-sofia-trata-mil-andaluces-49060330.html
https://www.murcia.com/salud/noticias/2021/04/22-la-escasez-de-plasma-por-la-pandemia-va-a-dificultar-el-acceso-a-los-tratamientos-de-ninos-con-idp.asp
https://www.berliner-woche.de/charlottenburg-wilmersdorf/c-soziales/warum-die-spende-von-blutplasma-so-wichtig-ist_a307944
https://www.thenorthernecho.co.uk/news/19258951.primary-immunodeficiencies-less-well-known-important/
https://nbstrn.org/latest-news/world-primary-immunodeficiency-pi-week-april-22-29-2021-immune-deficiency-foundation
https://www.haberdenizli.com/guncel/her-bir-balon-cocuklara-umut-olsun-h61525.html
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Country involvement

@ Canada

@ United States

Mexico @ .
Nicaragua

UG

El Salvador Colombia

@ @ Venezuela

@ Brazil
@ Bolivia

Ecuador

47 countries reported

participation to World
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@ Sweden
United Kingdom EStomapo[and

Netherlan

Portugal pam Italy

Morocco

Slovakia

omama__ Jkraine

ungary

@ Turkey
reece Cyprus @ Iran

Sudan

, Uganda
Kenya

Q

South Africa

Click on the name

to see the report

@ China

@ India

Malaysi

Q

Vletname Philippines

a’ @ Indonesia

Singapore

@ Australia

Q

New Zealand


http://www.worldpiweek.org/

SNAPSHOTS OF NATIONAL EVENTS
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Arsgentina —

« VACUNAS COVID-19
E INMUNODEFICIENCIAS PRIMARIAS

PREVIDUS

] disponibles y sus dif ias. , Puedo vacunarme? ;Qué debo
saber al momento de vacunarme? , Debo suspender mis tratamientos?
¢Cuéndo reanudarlos?

fulA

NEXT

A APIDP Asociacion de Avuda al Paciente con
Inmunodeficiencia Primaria

Dra. Analis Dra. Andres Coordina Coordina
Rearts Uboldi Dra. Diana Dr. Miguel
s AAPIDP (Association de Ayuda al Ltarbiond Gt
a Paciente con Immunideficienca
g" Primaria) EN VIVO [l eiie/Essbosciie 23 DE ABRIL - 18:40
- ) Dol
» 1st Virtual Congress for Patients
with PIDs with over 265 participants,
covering:
> living with PID in a pandemic Sumé tu vVOZ

> COVID-19 vaccines and PIDs
> emotional aspects of PIDs

w
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1° CONGRESO VIRTUAL

PARA PACIENTES CON "

INMUNODEFICIENCIAS PRIMARIAS World Pl Week

> nutrition
> access to PID care
> future challenges

» Video messages of speakers

€ Uo133s

» #MiDerechoEs campaign for patients
with PIDs on social media

* Media engagement (92.700 people

reached) >3 : g <2 '
[ . . ’ .
o ‘ = SAVE THE DATE
31 | 2021 WPIW REPORT



http://aapidp.com.ar/semana-mundial-de-las-inmunodeficiencias-primarias-3/
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Australia

&
Immune
Deficiencies
Foundation
Australia

IDFA - Immune Deficiencies
Federation Australia

>

NEXT

| uoas

* Fundraising Activities

* Production of bespoke video for
digital campaigning in collaboration
with members

W
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Click to see more
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 'VFA - Australians |iving with Primany lmensinocsfisiency

¢ Immune Deficiency Foundation of Austra
29 April at 05:00- @

These are the voices of Australians living with pri

immunodeficiency (Pl). On this final day of World

recognise and celebrate these rare disease warrio

YOU CAN SHOW YOUR SUPPORT BY...

.. Sharing our video to help us raise awareness o

community.

.~Make an appointment to donate plasma at your neare
Red Cross Lifeblood centre.... See more

Recipient of IPOPI grant


https://www.idfa.org.au/world-pi-week-22-29-april-2021/

= Be Ia rus ! —— ANy World PI Week

& “ @WorldPIWeekcampaign THET+ DIAGNORE « TREAT

PREVIDUS

- ) 22-29 Anpens 2021 e

) w.worldpiweel :rf: ﬂ j
cnacem h ° A
UMMyHUMem ayrmeri W (RS0 -

BCEMMpHaﬂ Heaens nMMyHuTeTa

" Let's save immunity “ takes part in the VI international conference .
" Primary immunodeficiency issues are relevant .

¥ @World Pl Week

Cnacem MMMyHUTET
. " 29 April at 09:48 - @
CnaceM MMMyHUTET - Save Immunity

v
D
0
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£ - See original . Rate this translation

* Awareness raising video - Myths
about primary immunodeficiency,
outlining the differences between
primary and secondary
immunodeficiencies, and the
importance of early diagnosis

Z uo1as

+ 6% international conference:
Primary immunodeficiency issues

MYTH 1

PID is the same
as AIDS/HIV

€ Uo13as

——

Myths about primary immunodeficiency _Belarus
) ¢ 24 202 s Wlo A sHare =5 osavs
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https://www.save-immunity.by/?fbclid=IwAR0JzIQuMGbkWhi8IghkISFjUIF_bSPD7H8OOsuKp8-hxAAZLNQ_piDTsWE
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Bubble ID

Bubble ID

» Testimonial videos (story sharing)

* Youth theatre performance

Click to see more
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PUREE
1S
DROOG

Mattijs Degrande
Ellen Desmet

Bubble 1D

PID week

22-29 april 201

& ‘
danken



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

@

*  Belgium

< dit is biotech @ditisbiotech - Apr 28
- Dit zijn Lucy (6 jaar) en Thieu (10 jaar). Zij kampen net als vele andere
> kinderen in ons fand met een primaire immuundeficiéntie, Zij vertellen in

NEXT

eigen woorden welke impact dit heeft op hun leven @WorldPiWesk

Al

#PIDAwareness #WorldPIWeek

‘ V I B piddocu.sites.vib.be/nl

Vlaams Instituut voor
Biotechnologie (VIB) - Belgian
Research institute

| UOL323S

00

* Launch of a documentary on PIDs,
featuring patients’ stories

Z uondas

fgianig;ﬂeﬁda D e
i PUREE 1S DROOG

Click to see more -y
Y
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https://piddocu.sites.vib.be/nl

= Belgium
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I} LEUVEN

UZ Leuven University
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psychosocial care for children living
with PIDs

Q - Awareness raising on PIDs and

* Website article, informing about the
work of the University to support
paediatric populations with PIDs,
including the CARE4KIDS project

Z uondas

€ Uo133s
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Click to see more

JZ Leuven @UZLeuven - Apr 22

Kinderen en jongeren met een primaire immuundeficiéntie (#PID) hek
vaak nood aan psychosociale ondersteuning en informatie op maat, ¢
voor hun omgeving. Precies daarover gaat het #CARE4KIDS-project vi
@UZLeuven. #worldPlweek

UZ Leuven zet in op psychosociale ondersteunir
Kinderen en jongeren met een priz

fLiuMs

immuundeficiéntie moeten al er¢
& uzleuven.be

.
kJ

UZ Leuven zet in op
psychosociale
ondersteuning van
kinderen en jongeren
met zeldzame primaire

4 e

CARE4XIDS

el i
T B 0 M B ¢ DI STy, Y e o
TS SN AT & LR W SO T e * L LT e e


https://www.uzleuven.be/nl/nieuws/uz-leuven-zet-op-psychosociale-ondersteuning-van-kinderen-en-jongeren-met-zeldzame-primaire

«
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Z uo13s

FIDEP - BOLIVIA (The Primary
Immunodeficiencies Patient
Organisation)

 First PID symposium for healthcare
professionals - focusing on
symptoms, types of PIDs and
treatment modalities

> Launched a series of short videos
with PID experts, addressed to
healthcare professionals, covering

various issues surrounding PID care:

> Dr. Patricia Alfaro, Dermatologist-
Pediatrician - Manifestations on the
skin in patients PID.

> Dr. Edgar Cordero, Specialist in
Pediatric Allergy and Clinical
Immunology - Treatments in patients
with PID.
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1er Simposio Virtual de
INMUNODEFICIENCIAS PRIMARIAS [

@ viernes 23 de abril

® 19:00 horas

Dirigido a:
* Inmundlogos » Gastroenterologos
» Alergblogos » Dermatodlogos
» Pediatras * Médicos Internistas
» Infectélogos * Bioquimicos
* Hematologos * Residentes y estudiantes

» Neumologos
» Oftalmologos
* Otorrinolaringdlogos

INMUNODEFICIENCIAS PRIMARIAS

Diferentes formas, tipos y defectos

Dr. Matias Oleastro
Jefe de Ciinica en Inmunologia
Servicio de Inmunologia y Reumatologla
Hospital Garrahan
Buenos Aires, Argentina

INTERNATIONAL
P CRSANISATCF

Recipient of IPOPI grant


https://fb.watch/5S-jmMvPNp/
https://fb.watch/5S-zeyFsHc/
https://www.facebook.com/FIDEPBOLIVIA/

Brazil
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COMPLEXO

pequeno PRINCIPE

Hospital Pequeno Principe

| uoas

* Webinar on ‘Treatment of Primary
Immunodeficiencies: Present and
Future’
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Semana Mundial das
Imunodeficiéncias Primarias

Erros Inatos da Imunidade
22 a 29 de abril

O presente e o futuro do tratamento
das imunodeficiéncias primarias

Dexde 2014, o Complexo Pegqueno Princpe partiopa da Sermana Mundal das
MUNODRC #NG a8 Priminims (WPTW) Neste 20, & ali e ho Dr OMOve Urn evento EVENTO
mulsdisaplinar on-ine, por melo da plataforma Zoom, para discutr as formas ON-LINF
de razamento das imunodelioénaas prmidnas Contamos com a sua pratencal

* Data 28 de abril (quarta-feira) * Mordino das 8h as 9h30
Para acesso a0 webinar
CLIQUE AQUI

PROGRAMAGAO

‘A coratrucio de um servico de referénca em Errcs Inatos da Imunidade
clinica @ pesquisa”™ - 3 2 gota do H d Foqu

Rm., itados do Servico de Transplante de Medula Ossea do Hospital Pequenc

cipe para pl."lldh\‘!\ de Imunodeficéncas PriménayErros Inatos da

rv\m-d&dc - arte ok
Aedu

“Resultados do trarsplante de timo do Great Ormond Street Hospital @
Jvenyﬁ*eg!i ondon” = Mexardra Cer t

Tcrzp i3 génica para Imuncdeficéncas Primarias/Erros inatos da Imunidade
no Great Ormond Street Hospital @ University College of London™ -~ ¥

Carolina Prando, MD, MSc, PhD



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

HOME
@ WErgea - ape. 29
& ASBAS : QO
FREVIOUS Week / 1nna1 Immunity Errors? Pass the images i«
them in the infographic
>
NEXT res

3 ASBAI

Associacao Brasileira de
Alergia e Imunologia

" ey
8 ASBAI - Brazilian Association of
5 Allergy and Immunology G we e e
» Social Media #PlasmajaBrazil -
campaign and facts about Pl 4
+ Suite of PID information videos,

featuring various experts sharing
latest insights on PIDs, promoted on
social media
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y recall the main points of World Primary Immunodeficiency

0 the side and accompany

451 6 100 ATportacte

20 Wi Ladade Mo

#plasmajabrasil


https://asbai.org.br/
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Canada

¥ C|PO

Canadian Immunodehfciencies Patient Organization

CIPO - The Canadian
Immunodeficiencies Patient
Organization

Social media campaigns
> World Pl Week Through the Years
> World Pl Week Patient Profiles

* Plasma Donation Awareness
Campaign featuring patients’ stories

Click to see more
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e OB em

PI THROUCH THE YEARS PITHROUCH THE YEARS

2018 2018
Stem Cell Transplantation for
Immunodeficiencies in Europe All PID diagnoses have working
registry (SCETIDE) now encompasses  definitions for clinical diagnosis
data on more than 4800 patients and registration in the ESID
with SCID or other PIDs Registry
PLASMA-DERIVED

MEDICINE IS VITAL

The Canadian Immunodeficiencies Patient Organization
+® - CIPO
28 April 3t 1401 - Q

Today's World Pi Week profile is Tara! She is powered by plasma and
without donors she wouldn't be able to do her favorite things
#mawareness #plasmaawareness #worldpiweek

s oo TARA WAS (IAGNOSED WITH CVID A0
o iw”l USES HIZENTRA FOR TREATMENT, SHE
cisddeste LIKES GOMG CUTDOORS. READING, MAKING

AHT, AND GARDENIND SHE IS A
GRYFFIRDOR. HER 60 T0 MIDNIGHT SNACK
5 CHOCOUATE AND HER FAVORITE COFFEE

DATE IS HER HUSBAND

TP v TR ety

Recipient of IPOPI grant

INTERNATIONAL
T



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

L4
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‘ Immunodeficiency
Canada
Immunodéficience
Canada

Immunodeficiency Canada

| UOL323S

» Social Media #MyPIStory Campaign
and facts and figures about PID
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Click to see more
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Y immunccanada * Fallow

wof'd PI w.’k Maria “Now my primay

TEET s BIARMONA « THEAT Immunodaticiency B nat ay enemy, |
1y precns frend that | have 5
sUryive wath o mvery day and beieg
thankiully to the immwunogiobulm
treatments that makes me feel and
what a wonderful ife and workd

8 i M), Plst OT)’ 1 aut there!” Stories credie: Wodd P

MARIA W e

Whethes you gre

¢ 1edl yomt S0y

ing with PL canng

for someons living with P, & farmily

oQvVv

10 likes

@]

Immunodeficlency Canada
19 Aprii ot 12999

Leam more about the red flags for primary iImmunodeficiency st

httpsy//immunodeficiency ca/primary../fred-fogs

RED FLAGS FOR
PRIMARY IMMUNODEFICIENCY

Persistent

(or recurrent) unusual

{Otym(:(ﬂ] or resistant
to treatment oral
lesions (thrush) or skin

rash™

Y immunocanada Tocay s ¥y FiStoey s

A


https://immunodeficiency.ca/2021/04/world-pi-week-2021/
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2 PID Care China

S

« “Run for PI-Run for Love” solidarity > & a “.'.ﬁ
campaign ¢ .
pais ' Jl&.‘":." LB
4 n:uc-'P':l:';' ‘.. &

» 2021 promotional video

» Photos from various healthcare
professionals and patients
supporting World Pl Week, including
the Division of Immunology -
Children’'s Hospital of Fudan
University China

Z uo13s

» Awareness raising in public venues
and digital campaigning activities

42 | 2021 WPIW REPORT Recipient of IPOPI grant


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

= Columbia
« Fundacion Fip
PREVIOUS @ Aped & o
Tonight B pem Gont miss thes conference where youl can thear up ail
> the doubts you have. Send your guestions to
NEXT elparchelveSgmail com
Bites
RESOLVIENDO DUDAS SOBRE "
INMUNOOEFICIENCIAS PRIMARIAS . i )i
, ?
1 ? -
Fundacion Diana Garcia de Olarte o Oy ? :

| UOL323S

2
» Conference for PID patients with m . _
Q&A time via live chat between I ? Q3
patients and healthcare Souts in regpmtes o shpuoreo .

professionals i

+ Social media campaigning
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* Promotion of educational material
on PIDs

€ uo1das

Click to see more Do Something: The Jeffrey Modell Story is with Fundacion Fip.

25 April at 15:00 - @
Vamos a continuar celebrando la Semana Mundial de |2
Inmunodeficiencia Primaria, compartimos acceso complementario
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https://www.facebook.com/fundacion.fip
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€ 011235

Columbia

SCP~

Sociedad Colombiana
de Pediatria

Sociedad Colombiana de Pediatria

« Dissemination of PID awareness
campaign materials

Click to see more
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Semana Mundial de las
Inmunodefiencias Primarias (IDP)

(ada ano durante los dias 22 al 29 de Abril

L 1§ gon enfesmecaces hareditariss que afectan & sktema inmuattario Pusden
deberse 2 & alteracon do un soln gen, wanos Gonet O peedon wpresentar b nteRccan
de desgrminadas caactersiicel gendtoas p fcnons anbiontaed 0 nficoosd. Lag
pacimies con 109 30n reosnecidon min festemdementio por s siscrptital dad »
Infecciones de gravedad varlibie, Sn pmbaga, s mporanaa m 1000 radkcs & ety
sinceptiodbcad mamentada 2 srfeccanes ding por s asocacon freosente & cuadess ce
atonmundad y neoplasas (especoimenne del wejdo linfodel, con wne frecumc
Mschio Manor 3 Le poblacidn generd que, do no we TaTadas &n fossd adeciada, pusden
ser Satubey 30 dgar intaadon que erpeaaan b Calidid do vt o boy pacientes

Recusrden gue Loy lsmunodetciencas, sotes 1000 s mosol seetras, & manhesiao
dinicanento cun dstomas fapeaedm y poe abo Soman perte el dagadmico
dienciad de un 2o con peobiioman Magitatofion, Caatlerisscame me, son mautrwing
pershtnotes, debifimnie, citem ¥ camade por difemes tho de mecrosegenamos
Que & gres porte 200 pAmenes 00 habtuales

£ 0 espaciiu the L nessoootefeierscian primanas an Cobbomeis, seglen un spsow del
oo J00) o Cuntra Noconad o Meferwivia Mfhey Modell jued dagnistice »
Irvestigacion en prmnodeficenciss poemarnas XM UOEAL b frecuencn y revalencio on
Cotombrio o0 sl Mres & by extimiadas en s poblycon mundal, — 12000 naodos was
¥ ~LI0000 Indiduon potiackio gereal smapectivamonte. Sn emtoega ot datas de
CADD TOpOItE GRMOSMGN (e e5ta Riommaciin o4 (guvalenie 4 4000 o 15 % de L
pratdacutn podenciabmunte ofedtad bu cudl seela s subregistrg muy sigribion i

Pana inds IMformadon totwe L2 smpecha de inmunodef Coenoas
pramariay, promde comaulise of sgpureste estisfo
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LAS INMUNODEFICIENCIAS

' PRIMARIAS (IDP)
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Lo 1DF poeden cammar Infecriones tecummanass en sines, Ung tde cade S0 indswduos poeds
tener una 102 S uvted congoe a aiguien que eite sendo afectado poe 20 mas de L siguiemes
sedinlen, convlie & s professandl de ln saiud sobon b posbifidad de e disgeoviveso con i
Inmunedefickenda Primanls.'
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https://scp.com.co/notas-destacadas/semana-mundial-las-inmunodeficiencias-primarias-idp/
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Opdda Atopwy Pe Zuyyevn
Avocoavemapkela kat OiAwy

» PID workshop involving patients

» Recreational activities for children
including painting of the ‘Y’ shape
of the antibody and symbol of the

World Pl Week

» Social media educational activities
and campaigning/advocacy towards
the Health Ministry for the
implementation of newborn
screening for SCID in Cyprus

» Sharing patient testimonials on

social media
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Opdba Avopwy pr Iuyyevr Avocoavemapkeic ko
DiMv
i May at L)

World PI Week

TESTe DIAGNOSE « TREAT

Opado Atopwv pe Zuyyevh AVOCOOVETTAPKELD KOl
Dikwvy
29 April at 20:28 . @

Today is the last day of awareness for Primary Immunodeficiencies.
Our Association actively participated in patient alert for a clear
diagnosis, where early diagnosis with proper treatment not only is
key to the patient’s life and quality of life but also his family.

+ On April 22 we participated in the launch of World PI Week

- On April 23 we went to Simba Land Kindergarten Kindergarten,
where children painted the Y shape of our antibody symbol

+ On April 25, we participated in the " Iuihoyog Anosoaneparkias
FTAAHNOELImmunodeficiency Association Galinos " workshop, our
club president Maria Charalambous, talked about her own
experience, the research she took part in and how the Association
was made in Cyprus!

We wish there was a shorter road to early diagnosis, as well as we
optimize for our efforts to deal with the Ministry of Health and with
the support of the Cyprus Alliance for Rare Disorders Pancyprian
Rare Disease Alliance, for tachnical agreement with the Center
Reporting abroad to come immunclogist in Cyprus for patients
with Primary Immunodeficiencies.

We wish to follow in Cyprus the newborn inspection for Protopathi
Immunodeficiency especially SCID Severe Combined
Immunodefiency


https://www.facebook.com/%CE%9F%CE%BC%CE%AC%CE%B4%CE%B1-A%CF%84%CF%8C%CE%BC%CF%89%CE%BD-%CE%BC%CE%B5-%CE%A3%CF%85%CE%B3%CE%B3%CE%B5%CE%BD%CE%AE-%CE%91%CE%BD%CE%BF%CF%83%CE%BF%CE%B1%CE%BD%CE%B5%CF%80%CE%AC%CF%81%CE%BA%CE%B5%CE%B9%CE%B1-%CE%BA%CE%B1%CE%B9-%CE%A6%CE%AF%CE%BB%CF%89%CE%BD-107648394697422
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FUNDACION FiDE
Pars pacterens con trraesdet e
Primacts - Lrasder

Foundation PIDE

| uoas

» PID awareness video - promoting the
warning signs of PIDs to improve
early detection

» Video campaign featuring healthcare
professionals and specialists to raise
awareness of PIDs (see here)
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» “COVID-19 safety kits” distributed
throughout the week
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FUNDACION PIDE

PErsonas Que viven cor

& = ?_

g
4 RS )

Que importante es conocer cuales son las 10 sefales de alerta para un diagnostico de
ginmunodeficienclaPrimana, en la Semana Mundial de condentizacion .., See more

m World PI Week

2229Abri| 2021

Prano y el &CCesO a1 atencron priortaria

fundacion PIDL de Pacientes con Inmunodeficiencias Primarias Lcuador - Folaw

™Y .1“I ose - Vllll
Nl g

m’“ World Pl Week

22-29 Abl'il 2021

SEMANA MUNDIAL DE LAS

Proteger y mejorar 1a vida de mil Y|

nmunodehcier ) Primania en of Ecuadon

PWoldiPiWeeK

KIT DE =

BIOSEGURIDAD
SIEMPRE PROTEGIDOS ::n

Cuatro o mas Infecciones de oidos

AUeVas en un ano

FUNDACION PIDE

Recipient of IPOPI grant



https://www.facebook.com/FundacionPIDE.ec/videos/253411712898481/
https://www.facebook.com/FundacionPIDE.ec/

= EI Salvador \.} Fundacién Escudo de Amor para las 1DP £l Salvador (5 Aps

Word! Pl Week 2021
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22-29 April 2021 . ...
@ Fundacion Escudo de Amor para las IDP g RN ?:;’;?l"“"m

| UOL323S

Ne 2 U -

» Social media communications

» Radio interview with PID specialist

d
w q a )
-
8 q) undacion Escudo de Amor para las IDP El Salvador (11 Apr 2
g" . \/ En Radio Corazon a hablar de Lupus Eritematoso Sistémico
S Inmunodeliclencias Primarias v la Semana Mundial de Inmunodeficienclas
Primarias,. !
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https://www.facebook.com/Fundaci%C3%B3n-Escudo-de-Amor-para-las-IDP-El-Salvador-157103485038515/

Estonia
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» Social media campaigns through real
life patient stories and expert
insights

* Media interview with PID specialist

Z uondas
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Click to see more
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This world immune deficiency week is dedicated to quality of life,
What the guality of life means to the immune deficient and how it
affects our lives. Today Anne-Mari tells her story, whose diagnosis is
the general variable immunodeficiency. How does this affect life
and what does Anne-Mar have on life?

" | was diagnosed as a young adult and 2 mother of one chiid. So |
know what life is like before treatment pretty well - infinite
inflammaticns and pooer feeling.

What has ch... See more

£ - Hide Tranziztion - Rate this transiation

s Immuunpuudulikkuse Selts

2T Apri at 1647 O

Uks meie seftsi asutajafilkmetest Or Knista Ress jagas
Immuunpuuduliikuse nadala raames laiemale Gidsusele teadmisi selle
kohta, mis Uldse on primaarne immuunpuudulikkus ning kuidas seda
kahtlustada,
Artikkel on tsies ulatuses loetav ent jagame siinkohal maned olulised
punktid intervuust Knistaga

. Teadz on Gle 400 enneva immuunpuudulikkuse vormi ning kdikd
neid vorme arvesse vottes esineb primaarset immuunpuudulikkust
keskmeseft Ghel inimesel 500st

- Enamasti on immuunpuu... See more

Sae transiation

rnly

TERVISEGEENIUS 2

. Dr Krista Ress: immuunpuudulikkuse simptomid ilmnevad

sageli varases lapseeas. kuid haigus voib avalduda ka...



https://www.facebook.com/immuunpuudulikkus/?__xts__%5b%2Ffusion_builder_column%5d

France
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ASSOCIATION DE PATIENTS
DEFICITS IMMUNITAIRES PRIMITIFS

Association IRIS
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* « Solidarity Run » with hundreds of
people running, walking, cycling and
more in support of PID patients
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COURIR

§ woed 202

Recipient of IPOPI grant


https://www.facebook.com/courir.pour.iris/

Greece

&«

- L IMMUNE

» "/ “DEFICIENCY

‘7 PATIENT
ASSOCIATION
OF GREECE

GALINOS

(V]
8 The Immune Deficiency Patient
g' Association
« Event on immune deficiencies in the
age of COVID19

» Social media campaigning with
promotion of educational material
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World PI Week

TESTe DIAGNOSE » TREAT

2 &

11 PIDGalinos Retweeted
PIDGalinos @PidGalinos - Apr 29
As part of the World Week of Primary Immune Deficiencies, GALINOS
Association organized a conference on: "Immune Deficiencies in the era of
covid-19" which took place on Sunday April 25 2021 _10:00-14:30.
We thank all for their participation. #WorldPIWeek

#Primarylmmunodeficieny



https://galinossilogos.wixsite.com/galinos

- Hungary
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Magyarorszagi Immunhianyos
Betegekeért Egyesiilet MIBE

| uoas

* “The Little Needle” drawing contest
for pediatric and young PID patients

* Webinar on “The Impact of the
Covid Pandemic on Immunoglobulin

Supply”
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Magyarorszagi Immunhianyos Betegekert Egyesiilet
MIBE
17 May at 14:23 . Q

K

Vote for the creations that entered the drawing contest * My
Adventures with the Little Needle ©

£ - See origiral - Rate this translation

COVID pandémia hatasa

az immunglobulin ellatasra

a Praner immur
Khnnal G Tanasd] arcretntts
COVID pandémia hatasa az immunglobulin ellatasra

ciml webkonferencaara

pawen 2021, aprilis 23. (péntek) 15.00 < 17.00

At ot ierenci s gl

CSL Behring

C5L Sehrng K
3 Badngedt 3008y 1459 53 L

B teing hw

Recipient of IPOPI grant


https://www.facebook.com/Immunhiany/
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@1prsrI

INDIAN PATIENTS SOCIETY
FOR PRIMARY IMMUNODEFICIENCY

Indian Patients Society for Primary
Immunodeficiency (IPSPI)

| UOL323S

* A webinar session on understanding
PIDs

« Educational material on PIDs

Z uondas
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SPEAKERS

Or. Sogov Shaitod

A webinar session on

THINK ZEBRA !
UNDERSTAND PID...

24" & 25" April 2021

HUraqQy nagy

\ R4/

o :Aoun lo_mol_mow CA TCH ’T LlVE

Recipient of IPOPI grant
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Indonesia
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Indonesian Paediatric Society (IDAI)

| 013235

« Distribution of informative material
on PIDs

* Awareness raising online throughout
the Week

l""\ IDAI @idai_tweaets - Apr
& Pekan Imunodefisiensi Pnimer Sedunia tahun ini dipenngati pada tanggsa!

22-29 Apnl 2021

¢iDA

#fWNoridPimaryimmuncdeficencyWesk

#*WorldPiWeek

ATT e,

o pm——— oy . Sov Moy poTerTs
N ——— oy — a5 @%e e e
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SEETS BIARMURE ¢ funa

Ay World PI Week

SEETS BIARMURE « RaR

TATA LAKSANA APA
YANG DILAKUKAN PADA ANAK 1DP?

w
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Click to see more
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@ PR

APA YANG HARUS DILAKUKAN BILA ANAK
ANDA DICURIGAI MEMILIKI 1DP?

Konsultasikan anak anda ke
dokter. Dokter akan
meminta anda
menceritakan riwayat
kesahatan & melakukan
pemenksaan lengkap

.. Pemeriksaan penunjang
X akan dilakukan berdasarkan
s\ ketuhan. Dapat mentakup

N 4 darah rutin, pemeriksazan
Yy 4 imunologi, hingga
&> ’
\'\. A o pemeriksaan genetik

Pencegahan dan penanggulangan
infeksi, Beberapa jenis 1DP perlu
mendapat antimikroba pencegahan
daiam jangka waktu yang lama

Penyakit IDP yang menganggu
produksi antibodi, perlu mendapatkan
terapl imunogiobulin intravena.

Beberapa penyakit IDP dapat dicbati
secara definitif menggunakan
transplantasi sumsum tulang dan
terapl genebk.



https://www.idai.or.id/
https://www.facebook.com/rtmtvtamilnews/videos/788885852056389/?fref=mentions&__xts__%5B0%5D=68.ARAF9kn0fVR-x_qnjNg0M16YHaosYd3vssAu3fhkSMmhZQ0B5btU3YenQrI36uTC9xNvt-thETNXGvKSVKuw2BHFwCq2Ovt6tdoDHeASeUIUBIB6FyeLy9cJQKJtkAWuLQjsqINLNyXxkf8oFONTEv9NW7Ff-e7Q5EVwzZx1msJLeRZKmC-OdQaGoAeqTskXXwBJRUc6e5qG_iQ_dXAKEHbBT3N8NSv6U46L9x_KBVhbdfQcHryWedH1NqZ45cx2Qb_oi2qYzASJENvMnmqtU_4qoL1uAstViod5pfeKzg7i9GyP19WccGMuyzlT5yNRlrL-rHRWrH8juYf7aKMoKvMNb7Hq97e4z2_mr_57te6MUvEwo3VUQybdJDsqQYWfNEcxFGak6f0Me75Hjkgt37z-B5OLxfOZ3wQhE8k&__tn__=K-R
https://www.facebook.com/rtmtvtamilnews/videos/788885852056389/?fref=mentions&__xts__%5B0%5D=68.ARAF9kn0fVR-x_qnjNg0M16YHaosYd3vssAu3fhkSMmhZQ0B5btU3YenQrI36uTC9xNvt-thETNXGvKSVKuw2BHFwCq2Ovt6tdoDHeASeUIUBIB6FyeLy9cJQKJtkAWuLQjsqINLNyXxkf8oFONTEv9NW7Ff-e7Q5EVwzZx1msJLeRZKmC-OdQaGoAeqTskXXwBJRUc6e5qG_iQ_dXAKEHbBT3N8NSv6U46L9x_KBVhbdfQcHryWedH1NqZ45cx2Qb_oi2qYzASJENvMnmqtU_4qoL1uAstViod5pfeKzg7i9GyP19WccGMuyzlT5yNRlrL-rHRWrH8juYf7aKMoKvMNb7Hq97e4z2_mr_57te6MUvEwo3VUQybdJDsqQYWfNEcxFGak6f0Me75Hjkgt37z-B5OLxfOZ3wQhE8k&__tn__=K-R
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* 12th International Congress of
Immunodeficiency Diseases (ICID)
from 26-29 April, focusing on
updates in the diagnosis and
treatment of PID patients

Research Center for
Immunodeficiency (RCID)

Z uo1as

Click to see more
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http://rcidcong.tums.ac.ir/
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Ireland

Larvmssadfe b o Gr. alan

IPIA - The Irish Primary
Immunodeficiencies Association

e Virtual 5K Run 2021

Click to see more
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Irish Primary Immunodeficiency Association - IPIA -
19 April at 11:55 - @

JOIN US TODAY!! #WPIW #PID #IPIA
https://mailchi.mp/284cc83e.../ipia-5k-virtual-run-wpiw-2021

~g

We are a small Irish Association and we need all

'PlA the help we can get to support our
irinh Primary Immunodeficiency’s Patients. Your help and...

MAILCHI.MP
[j" IPIA 5K VIRTUAL RUN WPIW 2021

Berwmamade i ey Assoaation

Celebrating the World Primaty
Immunodeficiency Week « WPIW 20%1
Raising funds for the Irish Pgim, 5
Immunodeficiency Associar :

IPIA Ireland @ipiainfo - Apr 29
Thank you Victor Hugo Catraio for participating and helping IPIA in their
supporting PID patients #PID #WorldPiWeek

IPIA Virtual 5k

kilometres
4'42" 47:02 691 ’ _
Avg. Pace Time Calories '. B o e

96 m 151 ° 169

—~ -~

I:) T..] \\_./ —

dm Recipient of IPOPI grant

INTES TONAL
Fan: o



https://mailchi.mp/284cc83ed57b/ipia-5k-virtual-run-wpiw-2021?e=4087d381b7

- Ita ly e AIP. - Associazione Immunodeficienze Primitive O.d.V

« 2Mayat 1857 QO
» On the occasion of World Primitive Immunodeficiency Week World
Pl Week the #WPIW21 Podcasts were bom on Spotify here's the
AD)) svee link! g3
‘30annmsbome/ - ’- - —_
Happy Listening! @ https://spoti.fi/2u6NQbr

Associazione Immunodeficienze £ - S== original - Rate this translation
Primitive & Federazione Italianna =2 ongi : :
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Associazioni Donatori di Sangue __ AIP - Associazione Immunodeficienze Primitive O.d.V
_ 28 April 3t 19:00- @

aimed at spreading information and knowledge about Primitive
Immunodeficences.

Q + Social media campaign World Week for Primitive Immunodeficiency #WorldPIWeek is

» Plasma donation campaign

7 « Teday we want te share with you the view of
oy * Message from FIDAS President Ruedy Krech, World Health Organization (WHO) OIIDnSO
= Glovanm Mussp encouraging blood &= ... See more
% donations during World Pl Week - S el - Foke e edratiaan
A R e TRt P EVENTS

World Primitive Immunodeficiencies Week 2021:
Life-saving therapy from plasma donation

th | SUPPORT e oftor tall abuithe importance of plasma donation, i
NOL everyone Kiows thve rrsany resssons wiy tiis type

orld Heal e it fp e M e e

0rgan|zat|on a 22-29 April 2021 chart . bt

YOUTUBE.COM

Dr Ruediger Krech World Health Organization
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https://www.facebook.com/AIPImmunodeficienzePrimitive/
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PIDs Kenya

| UOL323S

» Series of experts videos sharing
insights on multiple issues
surrounding PIDs to help increase
awareness as well as outline unmet
healthcare needs in Kenya
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* Social media communications

» Participation to World Pl Week
strike a “Y” photo contest

Click to see more

€ uo1das
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W PIDs Kenya @PIDsKenya - Apr 22
PI$== Join us in celebrating #WorldPIWeek

FORPID PATIENTS.

AAY World PI Week

TEST+ DIAGNOSE » TREAT

manle P

e

B O Youlube {3

w Rare Disorders Kenya @RareDiseasekE - Apr 22
Join us in celebrating #WorldPIWeek from today 22nd upto 29th April.

Let's support early diagnosis and access to care for PID patients!
Test. Diagnose. Treat.

v‘-'P':"mrj.-‘!mm LlHDG(‘T1([IZ'-'"C‘_,'C!‘FC‘(CE~'

~ PIDs Kenya @PiDskenya - Apr 27

‘Children with severe, recurrent or unusual infections may have a
Primary Immunodeficiency” Dr, David Kiptum tells us more as he joins us
in celebrating World Pl Week #WPIW2021 @RareDiseaseKE
@MOH_Kenya @Kenyapaeds @ipopi_info

P 99 views



http://pidskenya.co.ke/news/
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Malaysia i Mo
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«

PREVIDUS

Thank you very much RTM2 TV TamilSeithi for helping us to raise
awareness on Primary Immunodeficiency Disease (PID) amongst the
Indian community in Malaysia, in conjunction with World Primary
Immunadeficiency Week 2021.

>

NEXT

We are honoured to have Dr Sangestha Siniah and Saravanan Saran to

MyPOPI share on behalf of MyPOPI and the PID community.
https://www.facebook.com/rtmtvtamilnews/videos/7888858520563
89

MyPOPI - Malaysia Patient
Organization for Primary
Immunodeficiencies

| uoas

00

» Coverage on national TV news (RTM
TV) including interview with PID
specialist Dr Sangeetha and Mr
Saravanan
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| KADAR KESEDARAN HARUS DITINGKAT

ity mempuni) - aPliyssoiey sjeuslwb

PID AWARENESS
INTERVIEW
RTM2 TAMIL NEWS

27 APRIL 2021 @730PM

\&
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https://www.facebook.com/rtmtvtamilnews/videos/788885852056389/?fref=mentions&__xts__%5B0%5D=68.ARAF9kn0fVR-x_qnjNg0M16YHaosYd3vssAu3fhkSMmhZQ0B5btU3YenQrI36uTC9xNvt-thETNXGvKSVKuw2BHFwCq2Ovt6tdoDHeASeUIUBIB6FyeLy9cJQKJtkAWuLQjsqINLNyXxkf8oFONTEv9NW7Ff-e7Q5EVwzZx1msJLeRZKmC-OdQaGoAeqTskXXwBJRUc6e5qG_iQ_dXAKEHbBT3N8NSv6U46L9x_KBVhbdfQcHryWedH1NqZ45cx2Qb_oi2qYzASJENvMnmqtU_4qoL1uAstViod5pfeKzg7i9GyP19WccGMuyzlT5yNRlrL-rHRWrH8juYf7aKMoKvMNb7Hq97e4z2_mr_57te6MUvEwo3VUQybdJDsqQYWfNEcxFGak6f0Me75Hjkgt37z-B5OLxfOZ3wQhE8k&__tn__=K-R
https://www.facebook.com/MyIpopi/

\"i‘ Fundacion Mexicana para Ninas y Ninos con
wemw Inmunodeficiencias

@ 4 30 Aprit at 15:26-Q

e ‘ V \exll CO Norld Week of #immunc VPIW

& 60 % of girls and boys with #Dylan need #gammaglobulin
every month to survive. Althcugh Popular Insurance no longer

exists, the practice of denying them treatment when they reach 5
years old persists. INSABI_mx must remove that practice to
accomplish its mission to ensure effective access to medical

#treatments.
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Fundacion Mexicana para Nifas y Nifios
con Inmunodeficiencias
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+ Virtual “connect” meeting with
families, medical personnel and
health officials

» Social media campaigns through
videos and quote cards featuring
patients’ stories

Z uo13s

0EY

« Launch of educational video on PID

Dialogo

e abrll 100 am

NORA

ReQiVirate (e aslibents o0 proee
i anaanto scte cadige

Afy (omenn
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https://fumeni.org.mx/semana-mundial-de-las-inmunodeficiencias-primarias-2/
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AMPIP

Ascclackon Mexicana para Pacentes
con Inmunodeficiencias Primarias AC

Mexican Association for PID Patients
(AMPIP AC)

» Organised a conference from 21 to
28 April, serving as a meeting point
between the association and
members, which covered the
following topics:

> Mindfullness and mental heath

> Late diagnosis, COVID-19 complications
> Vaccines & COVID-19

> Adherence to treatment

» Raffle, prizes were two nebulizers
that can be used in the preventive
treatment of some diseases and
treat emergency cases of patients
with bronchiectasis

+ Information sharing on social media

60 | 2021 WPIW REPORT

Click to see more

Al finalizar el Congreso
Se sortearan 3 nebulizadores
No clvides que si quieres participars
Tendras que estar presente en
Todas las conferencias

Recipient of IPOPI grant


https://www.ampip.org/
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@ UMAE Hospital De Pediatria CMN

 Virtual workshop with patient groups
and healthcare professionals
* World Pl Week picture frame at the

hospital encouraging people to get
pictured to raise awareness

| uoas
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« Dissemination of information on PIDs
online and at the hospital
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Morocco
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HAJAR.
www hagsmaroc org
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GV eliadl Caall 1o ls Jimes
Assoctation Hajar Ses deficits immunitaires primitifs
Organise 85
2021 Syl 24 sl pgp plly paill Al
Don de Sang le Samedi 24 Avril 2021
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Hajar
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» Children’s party (digital, via Zoom)

* Children’s party (with limited
number of children)

(V]

8 . . ke Bl sy ol

= * Blood donation drive Chads e Ositas el gelshl \ y JI—

=] el Sy J 0',‘1' asal) - —- - . - :.:i’:l::i‘:t:-:’:uuul-—-
= « New children video R s U n el ‘ :
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Stichting voor Afweerstoornissen
(SAS) Foundation for Immune
Disorders

6 * Educational webinars

» Creative workshops, baking session

| uoas
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» “The perfect PID picture” photo
contest

* Roundtable discussion on “Positive
and negative effects of COVID-19”

» Games, escape room, pub quiz

* ‘Meet & Greet’

63 | 2021 WPIW REPORT

(.} Stichting voor Afweerstoornissen

P
&

12 April at 17:36 - @

What we at the SAS are doing?

Processing all applications for the workshops, games and webinars

of the WPl week %3!

The signing up deadline will close soon, so grab your chance and

register! We look forward to meeting you

L1

SN
TV i

)

BRING!

CASAS [__ v / =
Wovldmook &zl [’

BN DaDela( LML

Recipient of IPOPI grant

INTERNATIONAL
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https://stichtingvoorafweerstoornissen.nl/overige-activiteiten/sas-wpiw-10-actie-weken/
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UMC Utrecht
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» Raised awareness through the voices
of UMC Utrecht PhD candidates

w

2 investigating PIDs - series of
2 .

3 messages ciculated throughout the
5 week on social media
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%

(nfection & Immunity UMC Utrecht @lenl UMCUtracht - Ape 20
Our PhD candidates investigating PID

"I want to find new leads for treatment of Pimary Immune deficienc
Stephanie van Dam investigates underlying mechanisms for severe ti
inflammation in P!

2worldPiweek @UMCLU intl @CTI UMCUtrecht @UMCL TMM

O

World PIWe

TEST+» DIAGNOSE »TRE

afection & Immunity UMC Utrecht @ lenl UMCUtrecht - Apr 26
Jur PhD candidates investigating PID:

Making optimal use of available healthcare data’ - The PhD research |
of Marianne Messelink @UMCUtrecht aims to reduce the diagnostic ¢
of primary antibody deficiencies

bwortldPiweek @UMCU Int]| @CTi_UMCUtrecht @UMCU_CMM

AUMCURRCI

World PI Wee¢

TEST+ DIAGNOSE » TREZ

y

Infection & Immunity UMC Utrecht @len| UMCUtrecht - Apr 28 ot

i:l?\} Our PhD candidates investigating PID:

“I hope to find better alternatives to blood tests for young children with PID”
Mischa Koenen investigates the mucosal immunological function of children

with 1gA deficiency

@worldPlweek @UMCU _Intl @CT1_UMCUtrecht @UMCU_CMM

@UMCURRCI

World Pl Week

Test. Diagnose. Treat.


https://twitter.com/IenI_UMCUtrecht
https://www.facebook.com/rtmtvtamilnews/videos/788885852056389/?fref=mentions&__xts__%5B0%5D=68.ARAF9kn0fVR-x_qnjNg0M16YHaosYd3vssAu3fhkSMmhZQ0B5btU3YenQrI36uTC9xNvt-thETNXGvKSVKuw2BHFwCq2Ovt6tdoDHeASeUIUBIB6FyeLy9cJQKJtkAWuLQjsqINLNyXxkf8oFONTEv9NW7Ff-e7Q5EVwzZx1msJLeRZKmC-OdQaGoAeqTskXXwBJRUc6e5qG_iQ_dXAKEHbBT3N8NSv6U46L9x_KBVhbdfQcHryWedH1NqZ45cx2Qb_oi2qYzASJENvMnmqtU_4qoL1uAstViod5pfeKzg7i9GyP19WccGMuyzlT5yNRlrL-rHRWrH8juYf7aKMoKvMNb7Hq97e4z2_mr_57te6MUvEwo3VUQybdJDsqQYWfNEcxFGak6f0Me75Hjkgt37z-B5OLxfOZ3wQhE8k&__tn__=K-R
https://www.facebook.com/rtmtvtamilnews/videos/788885852056389/?fref=mentions&__xts__%5B0%5D=68.ARAF9kn0fVR-x_qnjNg0M16YHaosYd3vssAu3fhkSMmhZQ0B5btU3YenQrI36uTC9xNvt-thETNXGvKSVKuw2BHFwCq2Ovt6tdoDHeASeUIUBIB6FyeLy9cJQKJtkAWuLQjsqINLNyXxkf8oFONTEv9NW7Ff-e7Q5EVwzZx1msJLeRZKmC-OdQaGoAeqTskXXwBJRUc6e5qG_iQ_dXAKEHbBT3N8NSv6U46L9x_KBVhbdfQcHryWedH1NqZ45cx2Qb_oi2qYzASJENvMnmqtU_4qoL1uAstViod5pfeKzg7i9GyP19WccGMuyzlT5yNRlrL-rHRWrH8juYf7aKMoKvMNb7Hq97e4z2_mr_57te6MUvEwo3VUQybdJDsqQYWfNEcxFGak6f0Me75Hjkgt37z-B5OLxfOZ3wQhE8k&__tn__=K-R

New Zealand

(( . . 1 -
— /I0FNe  |IDFNZ Kids Foundation updated their cover photo,
Siags 29 April at 02:04 - @

> £IDFNZ Rdb
CELERRATING I[§/

i

.
S Kuds

WORLD DAY OF
IMMUNOLOGY

APRIL 29

IDFNZ Kids Foundation
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» Dissemination of PI facts and
awareness raising content on social
media

+ Story sharing campaign with
patients’ testimonials

Z uo1as
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WORLD DAY OF 'AHO FAKAMAMANI LAHI KI
IMMUNOLOGY HE MALU ME'I HE MAHAK'I

APRIL29 29 'EPELELI
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https://www.facebook.com/IDFNZKidsFoundation

= Nicaragua
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ANIPIDP

Nicaragua Association of Patients
with PIDs

| uoas

» Dissemination of PI facts and
awareness raising content on social
media

+ Story sharing campaign with patients
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¢% COMPEDIA MENSAJE DE LA DRA
W e BILIANA BEZRODNIK

29 de ahrll nodeficiencias Primarias en la Argentina. Dra. Bezrodnik y
w
ol st D04 O

Dia | jonal
Ia nternaclona W celsbramos &l Dia Intemaconal da Ia Inmuncioga en
de Ia Inmunnlngia senca con |2 uitima jornada de la Semana Mundial de las

CoMPedIA Pediatras Especialistas en Inmunologia Clinica y
Alergla

0 April at 2328 @
El 29 de abril se celebra el Dia Internacional de la Inmunologia,
instituido por la Union Internacional de |as Sociedades
Inmunolégicas (IUIS) para divulgar y p.., See more
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https://www.facebook.com/anipidp.2019/
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PHILIPPINE PATIENT ORGANIZATION
FOR PRIMARY IMMUNODEFICIENCIES

Philippines Patient Organization for
Primary Immunodeficiencies

ﬂ B

« Communications about PIDs and i )
World Pl Week, on social media and —— e g

other digital platforms TR mﬁm

» Developed an online toolbox with . %
resources on PIDs to help people N LR
raise awareness
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PhilPOPI Pres @caragcolly - Apr 15
sharing facts on Primary Immunodeficiency (PI) as we support World PI

§ Week this April

g.

T drive.google.com/drive/mobile/f...

Click to see more

@
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https://www.philpopi.org/

Immunoprotect

: Po land . 28 Apriiat 0311 .@

Living with the original immune deficiency is a challenge full of

« fighting for normality and being able to achieve in many aspects of
L= life. And although every person's story is different, one thing is
> PYY Weorld P1 Week certain - balance and hope can be regained with the right support

and care. Do you agree with this?

See how other patients see their life with iliness, These remarkable
and moving graphics showcase a personal journey through life with
PNO, full of ups and downs. More can be fou... See more

O - 53¢ criging! - Rats vz translation

NEXT

immunﬂprotect

Iy World P1 Week

A ehbme e s rered

Immunoprotect Zd rOwy

- —— styl zycia,
* Awareness raising on social media % - Lelordw To dis
and online platforms jako wsparcie e sovbt oy

A ja jestem z siebie

+ Live Q&A chat on social media od pornOSC| dumna, wiedzac,

W
D
0
=
o
=
—

"Paw kojarzy mi sie
z elegancja i petnig

(%
)
= jak daleko zasztam,
S Wodmtess ekt Toeds immun®prortect pomimo swojej
N choroby.”
Bibian
Zy)e T prerwolnym
niedoboren
w mosc)
D e Immunoprotect
0 L L L —
= o w-— 19 Apri at13:29-Q F—
=}
w This Thursday, Aprl 22, World Frimary Deficiency Week starts!
Click to see more Imterested in learming more about the lives of people with PHNO?
Are you diving into diagnasis and treatment issues?

&gk us 3 question via messenger or comment on this post. Mext
weelk we will post answers to the most frequently emerging
guestions!

#WorldPlwesk
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https://immunoprotect.pl/
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e Po rtugal Semana Mundial das Imunodeficiéncias

« Primarias 2021

PREVIOUS APDIP 'muﬂodeﬂ(lénd‘ Mmﬂﬂ ff“ﬂpd!pp! . N‘ﬂ)’ 7 eee 22 Abril 2021 por Ricardo Porerra
Daniela Mercury falou aos seus fas sobre a Semana Mundial da

> Imunodeficiéncia Primaria #WPIW #WPIW2021

NEXT

A World PI Week

TEET S DIAGNOLE « YaEAY

3 "' "._'1 - e
& APDIP - Associacao Portuguesa de ~ = 3
g. Bo.enlte.s . lmunOdeﬁC]enCIas ' ‘ \ A Semana Mundial das Imunodeficiéncias Primarias comega haje! De
i rimarias . . -SS" - N 22 a 29 de abril, pessoas de todo o mundo reuneum-se para trazer
;i pt . 5 J J visibilidade e compreensda da imunadeficiéncia primaria. Este ano,
O Celebrity support from Daniela SAPOL | FE gTYLE g queremos mastrar que juntos podemos fazer a diferenga na vida de

R milhdes de pessoas que vivem com IDP e suas familias em todo o
mundo, ... Ler mais

Mercury, a PID patient, raising
awareness about PIDs in the press

Daniela Mercury explica como € viver com imunodeficiénda pnmaria - ..,

& Digital igning including bl o

a O 1g1tal Campaigning including blog A cantora, de 55 anos, descobriu sofrer desta doenca apos ter fie .

5 post and social media engagement doente repetidamente. APDIP imunodeficiinca Primaeia Gapdept Ape 30

= & lifestyle sapo.pt The World PI Week Talks, a nova série de podcast da @WorldPIWeek, estd
N vl || 2. .

agora disponivel em todas as principais plataformas de podcast.

Ja sairam 3 epistdios sobre temas muito interessantes:
& plasma humano

& Vacinagao
4 satude mental
Click to see more

€ Uo133s

World Pl Week Talks - World Pl Week
& openspotify.com
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https://www.apdip.pt/
https://lifestyle.sapo.pt/fama/noticias-fama/artigos/daniela-mercury-explica-como-e-viver-com-imunodeficiencia-primaria

ARPID - Asociatia Romana a Pacientilor cu Imunodeficiente
e Primare

a (] SR &
o O m a n ] a Confennta continua cu informati utilel Le multumim doamnelor st domnilor
docton care au avul prezentan foarte interesante, organizatonior, sponsonio
« s1 tuturor participaniilor pentru ca au facut posibala aceasta intalnire virtualal
PREVIOUS
2
NEXT

)ﬂ( rp [c/

ARPID - Romanian Association of
Patients with Primary
Immunodeficiency
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Vaccinurea anti-COVID 19 la pacientii

cu imunodeficiente primare

Dr. Mihunela Bitinesnt

» National conference for patients
with PIDs (virtual)

Educational content on social media
to raise awareness of PIDs

Z U033

Recipient of IPOPI grant

INTERNATIONAL
PATZST CRGANISSCh


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

Russia

i
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PREVIDUS
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| UOL323S

» Support video clip

» Live broadcast series covering
various issues surrounding PIDs
throughout the campaign Week

« Creative work contest

w
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0
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#BPAYH

€ Uo133s
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https://www.facebook.com/oppid_ru-110185477572718/

= Singapore
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m Jessie - PID Care China
3 J sy _iv'-"j,yr‘l]‘.]’“"l :'ij

“

Another Y photo from Singapore P| patients!

@WorldPIWeek @ipopi_info
Individual PID patients
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» Participation to ‘Strike a Y’ photo
contest

* Awareness raising online

Z uondas

223 AM - May 1, 2021 from Central Reglon, Singapore - Twitter for Android

Click to see more

€ Uo133s
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https://twitter.com/Jessiequmeng/status/1388363532001955844
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e S l Ova k] a Slowenskd spoloZnoaf alergoibgie o Minkcke) munokigie

Diagroatické a wokumné centrum pre primitng Fmuncdefiomoe radéce JefTrey Modedls pri DK LF UK & NUDOS Brvtafre

& The Jproject, ECE 1P Canter
Shoversid munclogicks spolodnost
s jn - #RoJECH
>

NEXT

Primarme) ymunodeficiencis &
chietoe 5a s Vami podeit o dve
vy, jednu.

N -
\' Vs Svelovene ty2ana prmarse
| k | 1 | B - w® Imunodeficiencie 2027 Vam 2o
LT YIENA s “in bt s AR . dndunin poveiane neie Videko pre
] 27.04 200 Dvybavanie povedomine 0 ochorent

Sympozium o primarnych

Zdruzenie pacientov s primarnou

) § fhriibonsd
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- cienci imunodeficienciach 2021 :
imunodeficienciou — 22-29 April 2021 . ..
AWorldPiweek ® Dotur 22.06.200
* PID Symposium in'cluding.exp.ert talk ENTS I u@ £ tor infogimunodemicit.sk
on immunoglobulin substitution : =3
therapy and plasma donation Kioryje ikladom ponuchy i
n ) . “™\, ZdruZenie pacientov s primarnou imunodeficienciou R v ecirmt et
8 * Educational video about PIDs YW 22 April at 01:00- @
of 3 i i Video
= pro?the(i.on s<;c1alt.metd1a Tyvnl:lh In the wake of the world Primary Immunodeficiency Week 2021, we
N participation ot patients of all ages are sending you our video for raising awareness of primary

immunadeficiency disease and we want to share two messages,
one good and one bad.. more in the video.

For pecple who first hear about this disease and ask what is
immunadeficiency? So immunodeficiency is 2 compulsive
condition, which is due to a disorder of some component of the
immune system. & disorder may affect immunity natural or specific,

may be p... See more
£ - See original - Rate this translation
Click to see more |

€ Uo133s
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https://www.facebook.com/imunodeficit/videos/214956966707883/?t=7
https://www.facebook.com/imunodeficit
https://www.imunodeficit.sk/sprava/21547/nase-video-pre-svetovy-tyzden-primarnej-imunodeficiencie-2021.html

. South Africa
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P NSA

PRIVARY IWMUNOOENOENCT NETWORE OF S0UTH M RCA

PINSA Primary Immunodeficiency
Network of South Africa

| uoas

» “Live your Life in Colour” campaign
- putting the spotlight on mental
health and emotional impact of
living with a rare disease such as PID

» PID facts sharing

Z uo1as

g

Click to see more
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ATy
, g e PiNSA
0 - 0 E”‘r\ 30 April at 10:45- Q@

#FWorldPIWEEK #PiNSA #WPIW #LiveYourLifeinColour
#inmemoryofkylehenderson #RareDiseasesSA

RIMARY IMMUNODEFICIENCY FACTS

PRIVARY IMNUNOOEFICENCY NETRORK OF SOUTH AFRICA

)
P NSA e


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

- South Africa
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MICKLEFIELD

SCH00.

Micklefield School

| uoas

« Awareness / education session at
school

« Distribution of informative leaflets
on PIDs
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' Micklefield School est avec Glorla Gobile, (

VERares 3 mail (,

Micklefield acknowledged World Pl week and the girls learnt about what it
is to live with a primary immunodeficiency disease,
#WorldPIWeek

Q023 I partage

Y Jaime () Commenter ' Partager



https://www.imunodeficit.sk/sprava/21547/nase-video-pre-svetovy-tyzden-primarnej-imunodeficiencie-2021.html

Spa1 n &

26 Aprit at 10:42 . Q
«

PREVIDUS

AEDIP with International Primary immunodeficiency Week. This year
three are the themes we put on the table:

1.- Patient Safety and Protection (vaccination),

2.- Quality of life for patients

3.- Plasma Availability.

£ - Sze original - Rate this transiation

>

NEXT

. Werld Fl Week

v -
R AEDIP - Asociacion Espaiiola de Déficits 22-29 April 2021
S Inmunitarios Primarios P—— veei.org
* Press Release on PI TN aestiaa
» Event on PID in adults
@ * Medical symposium with Hospital
= Gregorio Maranon Aedip O o 10520
=} ' il a8 (5O-5H e
) . . 3 Apeii 3t 0350 O Press News publshed on Pnmary immuncdeficiencies:
» PID awareness campaign on social Good Morming it oS CORY . /Boticia aatic aaviens
media On April 28 the Catalan Association of Pnimary Immune Deficts © Sescngmal Rate th tramiaton
(ACADIP) hosts an event on Pnmary Immuncdeficiences in Aduits.
We encourage you to participate,
w hitps://acadip.org/es/agends/
[0
2'_' o © Sea stigmal - e 1his paBLe
o »
> 2 - ’
: i infosalus.com

Agenda | Acadip
c“‘:k to see more ° Cada ano se celebra 13 Asamblea anual de

’ ASSOCIACIC soci@s en la cual 2 parte de aprovechar para

1t vernos, se aprueba of acta de la antenor,. i
Deéficits I | =m—

Aedip advierte de la caida de donaciones de plasma por la
1ia y del problema de que Espaia no sea...

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

-~ Spain
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PID

FOUNDAT

s celd

BARCELONA PID FOUNDATION

| UOL323S

* Social media campaign

» “Pictures” support campaign with
healthcare professionals

w
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Click to see more |

€ Uo133s
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m World PlWeek
TEST e DIAGNOSE « TREAT

BCN PID Foundation cbonpidiound - Apr 26
Les professianals que treballen al nou Hospital de Dia Polivalent Pediatric
(#HDPF) de @wallhebron | gue atenen als pacients amb Immunodeficiéncies

Primaries {#1DP), donen suport 3 la Setmana Mundial de les IDP!
FWPIW2021 @WorldPiweek

*
piD

BCN PID Foundation @ oonoidiound - Apr 27
L'Abril ha fet el treball de Recerca de 2n de Batxillerat sobre i3
Immunodeficiéncia primara del seu germa Pol, La Sindrome #5av|

Des de 12 BCN PID Foundation volem agrair el suport que tots els germans i
germanes donen als seus garmans/es amb #1004

JIE ' Esnoone S
s !

World PI Week

TEST» DIAGNOSE » TREAT


http://www.pidfoundationbcn.org/en/projects/support-world-pi-week
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= Sudan
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SOPPI - Sudanese Organization for
Patients with Primary
Immunodeficiency

| UOL323S

» PID Workshop with involvement of
PID experts

* Video message from specialists
distributed online to raise awareness
of PIDs
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Click to see more
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A Sudanese Organization for Patients with Primary
* Immunodeficiency - Soppi
24 April 51 0%:04 - @

Dr. Dr. Salma Ali Mahdi, head of Sudanese Organization for
Impaired immunity Patients, in an opening speech for #World _
Week _of _First _ Immune _ Weak _ Disease

Under the slogan #Sawa _ to _ support _ primary _ immunity _
patients

Greetings from the organization media.

& - See original - Rate this translation

‘ SOPPI @SOPPI95893248 - May 1
' Now ! it is happening PID workshop #worldpiweek

Primary Immunodeficiency | |
Diseases (PIDs) Workshop

2 Primary immunodeficency | ool —— —
lA Diseases (PIDs) Workshop ‘w_;” l =l

$ogakers & Modgrators;

L ae 2038

e s dhgees

L Gy S—

I

BB B b o ey - Sy 1y G b (Vo

s W)

. Primary Immunodeficiency ,wm “
LA Diseases (PIDs) Workshop p J

Plv/ 2021 SUDA

&l ias ‘_p‘,oy

Recipient of IPOPI grant



https://www.facebook.com/Sudanese-Organization-for-Patients-with-Primary-Immunodeficiency-Soppi-331579087487148/
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Primar immunbrist
organkationen

PIO - Patient Organisation for
Primary Immunodeficiency
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» #GoZebra campaign

» Social media communications

Z uondas

€ Uo133s

Click to see more
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Vérldsimmunbristveckan 22-29 april
insamlade timmar under kampanjen #GoZebra

Campanjens samarbetspartner skanker 10 000 kr till MOs verksamhet om vi
Mr mélet och titlsammans promenerar 700 timmar. Tack for att du hjdiper till

<h bidrar med din tid!

7, Primar immunbrist organisationen, PIO

@Q, 28 April at 1529 - @

Now yesterday's walks are counted and in total we have walked 512
hours together! % M #GoZebra Tomorrow April 29th the
campaign ends - so now we're putting in the final sprint! & &

Register your walks here: http://pio.nu/varidsimmunbristveckan-22-
29-april-2021/


http://pio.nu/varldsimmunbristveckan-22-29-april-2021/?fbclid=IwAR2w2DQLmGQuaTqSWFPMN6Vb7B8gykmE6eMz-o_TgahZ1z347s3vPqlpk7s

i

Tu rkey &l Hskl @veys_hkul - Apr 21

< 1in yetmezlik hastalan icin kanpanya baslattik bize destek ol
- incu maske takarak fotograf veya video ile bize destek olun..
> munYetmezlik @drfahrettinkoca @GulsanSucak @RTErdogar
= % bestepe @TCMalatyaV @MalatyaHaber
Rapr” MMUN YETWELIK HASTALARI
DAVANISMA PLATFORMU

E urre tom dlryacs ol
Bslica nedenierinder

immun Yetmezlik Hastalar1 Dayanisma
Platformu (Primary Immunodefiency
Patient Platform Turkey)
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» Awareness campaign ‘put on your
orange mask’ to protect people with

PIDs
m . . . .
] » Dissemination of educational
—+ . . .
= material on PIDs, informative EWorigPieek @|pop. Info
> . LI cEX Ipop D
S posters on hospltal walls This Is our campaign. Put on your orange mask, notice the
immunodeficiency disease @
* Social media campaign with video Greetings from Turkey GBI

#immunDeficency

messages from patients

i

! | s

iMMmUIN YETMEZLIK iCIN
FARKINDALIK OLUSTUR!

p=
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https://twitter.com/immunyetmezlik

" Primary Immunodeficiencies Association Kenya

'

= 26 Aprilat20:23. Q

Test, diagnose, treat - Lucky, a mother from Uganda shares her
experience as she joins us in celebrating #WorldPIWeaek

Individual patient
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» Testimonial video from a patient’s
family to increase awareness

» Participation in the photo contest

% “« : ”
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E| : P 005/207
o Click to see more
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https://www.facebook.com/PIDsKenya

@A

HaykoBu# opradizaTop - BiHHUULKWA HaLiOHaNbHUA
« MeauyHUi yHiepcuTeT im, M1 Muporoea
»

NEXT

i\ Cnisopranizatop - MO "PigkicHi IMyHHI 3axBoptoBaHHs" p I 3

FIRST
(2] . . . . i = " " ‘ ONE
3 Vinnytsia National Medical Texusmi opranizaTop =108 “Suopcy. Bay Fpyn @ | GROUP
S University
« 5t Regional School of Immunology & Cnikepu Wwkonm:
Allergology (virual) on “Modern
opportunities for diagnosis,
@ treatment and management of
Q patients with primary
S immunodeficiency”
N
< 7
Onbra GoHAapYyK BanexTtuna Yon'sk
$ K.MELH., AoueHT BHMY is. Amen H., npodecop, nikap
& M. Muporosa, excnepr iMMyHONOT,
g TepanesTH4Horo npodgimo 3 anepronor, sasinysay
T nuTans xniMiYmol imyronorii 1a kachenpu KNikMHoT imyHanoni

03 i peabinitaull Binnuussol HauloHanbHoro Melu4Horo

anepronorii denapraMenTy Ta aneprononi NbBiecbKoro
|
OfA.

yHisepcnteTy Inenl laruna

Fanuuskoro, Excnepr MO3
Yxpainan

&

Click to see more
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https://o-zone.org.ua/pacienty_z_PID/

B Immunodeficiency UK
A WApeiat 21159

*WorlaPiWeek ts coming to and end today. If you haven't already.

° °
n ] K] n m please watch and share our video 10 help raise awareness about the
HOME impornance of diagnosis

Common Variable immune Deficiency (CVID)
- ¢ IMMUNO
DEFICIENCY
25 UK

Immunodeficiency UK
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% Immunodeficiency UX
A 28aprilst1341-Q

Thank you to the The Northern Echo for helpng to raise awareness
about Primary immunodeficiences this #WorldPIWeak.

» Awareness raising video on the
importance of diagnosis

-
il in the amice, Immuncdeficiency UK highlights same of the features
that should rase suspicion, such as fraquent bouts of severe infection

(he World Pl Week campaign have created a podcast series, the World that take longer to dhear, often require more aggressive treatment in

w « Article with The Northern Echo to Pl Week Talks. ) the form of intravencus antibiotics, and nvoive unusual bugs.

a i https//www thenorthermecho.co uk/,. /19258951 pamary.. /... S
& raise awareness about Pl Facilitated by Health Journalist Sue Saville, it explores a variety of E mo':, e o o . "
g . . ... topics surrounding primary immunodeficiencies (PIDs), rare and

N * Social media campaigining genetic diseases that occur when one's immune system is absent or

deficient, with potential life-threatening health consequences without
early diagnosis and proper care.

Listen to the first three episodes, launched during World Pl Week 2021
(22-29 April) in whi... See more

ANCHOR.FM

World Pl Week Talks: Episode 1 - Plasma
availability by World Pl Week Talks « A...
This first episode of the World P| Week podcast
series explores issues surrounding plasma and

plasma-derived medicines as well as plasma...

Click to see more

€ Uo133s

THENORTFEANECHT.CO UK
Primary Immunodeficiencies: less well known but very
important
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https://www.facebook.com/ImmunodeficiencyUK/

- United States

L4
@ Immune
I Deficiency
Foundation

»
Immune Deficiency Foundation
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» Promoting World Pl Week on social
media

Z uondas

Click to see more
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Immune Deficiency Foundation
G 22 Apeil 3t 2130 @
Today is the first day of World Pl Week, With the ongomg #COVID'S
pandemic taking place worldwide, it's critical to raise our voices for

immunocompromised populations, such as those #livingwithPl, ang

create a global voice for the IDF community: www.woridpiweek org

sWOIW

- 4
= A 2
o

N

P‘ World PI Week

TEST« DIAGNOSE » TREAT

3
Bk

22-29 April 2021

#WorldPIWeek

ir Immune Deficiency Foundation
26 April at 00:30 - @

Raise your voice for those living with Pl and get involved this World Pl
Week by signing the Global Primary Immunodeficiencies (Pl) Call to
Action, which asks governments around the world to take steps to
understand, diagnose and manage Primary Immunodeficiencies in
their respective countries: www.worldpiweek.org/get-involved/sign-
petition/. #WPIW

- I SUPPORT

World Pl Week
22-29 April 2021

Ay WorldPIWeek

vy

World PI Week

THETS MaSwERE « THRAT L

worldpiweek


https://www.facebook.com/ImmuneDeficiencyFoundation

- United States
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Health

UCLA Health Academic Medical
Centre

| UOL323S

00

* ‘World Pl Awareness’ Webinar with
Prof. Manish Butte, Dr. Garcia-
Lloret, including Q&A session

w
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Manish Butte @ManishButte - Apr 27

To celebrate #WorldPIWeek at @UCLAHealth, @manishbutte and Dr. Garcia-
Lloret will team up tomorrow with expert immunoglobulin pharmacist Dr.
Marks from Care Fusion Rx to give a webinar and Q&A.
#Primarylmmunodeficiency

' Welcome! You are invited to join a webinar: UCLA I...

o r c Join Us: This webinar is for primary
immunodeficiency patients, caregivers, family and ...

& zoom.us

Te DIAY


https://twitter.com/Info4PI
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AC IDP - Inmunodeficiencias Primarias
Venezuela Asociacion

| uoas

» Awareness Raising campaign on
social media

e Zoom conference “De las
Inmunodeficiencias Primarias a los
Errores Innatos de la Inmunidad”
with PID specialists
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IDpﬂ inMmunodadericiencicas
Hrimaricas venezuela

SEMANA MUNDIAL DE LOS ERRORES
INNATOS DE LA INMUNIDAD (EH)
22 al 29 de ABRIL 2021

Protegiendo y

mejorando las vidas de
personas que viven con

Errores Innatos de la

Inmunidad -en
Venezuela- ayudando al
diagnostico precoz y a
tratamientos oportunos

% Inmunodeficiencias Primarias Venezuela Asociacion Civil
LD.gE 27 April at 15:55 - @

N

nary Immunodehicencies

nternatonal Patent O

SEMANA MUNDIAL DE LAS INMUNODEFICIENCIAS PRIMARIAS
22 al 29 de ABRIL 2021
ACTIVIDAD PARA LOS PACIENTES

Como podria afectar el COVID-19 a los pacientes con
Inmunodeficiencias Primarias?

PUEDES INFECTARTE?Habla con Nosotros

Fecha: Miércoles 28 de Abril

Hora: de 4:00 pm a 6:00 pm

A través de este Whassap, médicos de IDP-Venezuela responderan
a tus preguntas sobre la enfermedad COVID-19EN LOS
PACIENTES CONIDP

Panel de Médicos:

Dra. Maritza Nava PA RT I c I PA |
Dra. Morella Bouchard w
Dr. José Angel Cova

0 . @ Semana Mundial de las
Inmunodeficiencias Primarias
EXAMING - DIACNOSTIQUE « TRATR

De las Inmunodeficiencias
Primarias a los Errores
Innatos de la Inmunidad



https://www.facebook.com/acidpvenezuela/
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Nihéen hd tro bieh nhitn
Susy gtim mide dich tidn phét

Vidt My

Bao vé va cai thién cudc

(2]
D - ) S °a <
3 Viet Pips Sy cts g b g
S bénh suy giam mien dich
N tién phat trén toan thé gidi
. . - bang cich khuyén khich viéc
* Social media campaigning and Chis Aoty st cirss skt
awareness raising = e
tiép can diéu tri
* Promotion of World Pl Week
materials
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https://www.facebook.com/VietPOPI
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Regional to Global
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Arab Society for Primary
Immunodeficiencies (ARAPID)

African Society for Immunodeficiencies
(ASID)

| uoas

» Social media communications

* Promotion of educational material
on PIDs
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Celebrating the world primary immunodeficincy week #WorldPIWeek

@ipopi_info

@ African Society For Immunodeficiencies (ASID) @African... - Apr 27

° | SUPPORT
World Pl Week
22-29 April 2021

World PI Week -
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» Contribution of President-Elect
Fabio Candotti to World PI
Week2021 opening webinar
discussing COVID-19 learnings on
PIDs and the immune system

European Society for
Immunodeficiencies (ESID)

Z uondas

» ESID Grand Rounds webinar on
managing COVID-19 in adults with
antibody deficiency
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“AAY World PI Week 22nd.29th ""ﬂl

Learnings from COVID-19: the immune system & PIDs

Fabio Candotti

Dovision of immunclogy and Allergy
University Hospito! of Lousaane
Lousanne - Savtreriond

Chv

/.

UNIL | Usiveraits se Lassanne

European Society for Inmunodeficiencies - ESID
April 21 -§

We are more than happy to invite you to the # ESID Grand Rounds webinar -
\J Join us to learn more about case studies demonstrating the challenges of
managing # COVID19 in adults with # Antibody Deficiency .

W When: Monday, April 26th, 5:30 PM (CEST)

W Where: http://ow.ly/CB4Y50EuavO

# primaryimmunodeficiency # PID # WorldPI1\Week

AT

ESID GRAND ROUNDS WEBINAR

Managing COVID in adults with antibody delficiency

26/04
Mondoy
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https://www.facebook.com/ESIDmeeting/
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Latin American Society for Immunodeficiencies - LASID

Latin America o P

el dr. Ricardo Sorensen y su video conmemorativo de la semana Mundial de
las Inmunodeficiencias Pl Week, que hicimos en conjunto con Iniciativa
ALAS muchas gracias a todos los participantes.

DNOZ7 INICIATIVA - . : '
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Latin American Society for
Immunodeficiencies (LASID)

s

oo L3
Iniciativa ALAS

» Series of 21 video clips from experts
and patient representatives
throughout the Week to mark World
Pl Week

» Spotlight on the work of patient
groups in Argentina, Brasil, Chile,
Colombia, Ecuador, El Salvador,
Guatemala, México, Nicaragua y
Per(

Initiatives ALAS
kRY” Aprii 30 Q

Semana Mundial de las # InmunodeficienciasPrimarias # WPIW .

El 60% de nifias y nifos con # IDP , como # Dylan , necesitan reemplazo
anticuerpos con # Gammglobulina para sobrevivir, Las instituciones de #
Salud en # Latincamérica deben garantizar el acceso a este tratamiento ¢
ninguna restriccion

# GammaglobulinaYA Iniciativa NADIE ES MENOS Jeffrey Modell
Foundation, Do Something: The Jeffrey Modell Story

» Video Teaser with messages from
Patients and experts

* Launch of 6 new initiatives at ALAS:
“Tu Voz Cuenta” platform, Story
blog, series of 14 webinars and 14

educational videos, online App to Liliana Bezrodnik ‘
. . DEN S0 - OF INICIATTVA ALAS

register PID Patients and new e i

Patient Academy
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http://iniciativaalas.org/semana-mundial-de-las-inmunodeficiencias-primarias/
https://vimeo.com/540410490
https://l.facebook.com/l.php?u=https%3A%2F%2Finiciativaalas.org%2Ftu-voz-cuenta%2F&h=AT2kOaSIVjVZWg2qo_5oLncCUci6qufuqa09IrGKS2HbxpkKNNX_6hparzgBw6JsM05W6oKrMvlZw1RRWSOuxAejYcC5rWV52qWGUl-R5xRa-JP9hfcISM0C8CoIjivI0gCAY6oBVrz6E2ItoptyHFk5_4C3UQr7h2_T1dJQPWENFFndP3yKHCZ8AWBpADYAxfZjSFG6WQwJNIvQYwGi7btyr2v0u-9FIVB2YxyVztfv_MtjLQMHmLHfmAlT809IPyRK9KiD_l3hTIZ6sjNp9UhNug79bxKdS33R5fFVCH7QlsNz-Wt9rjQWQXYWTFOe0ULCEB58Po_qzIPIpGZkuSXGPDsLp5g2FkubXABfri2NgDos6sTr7PjKwwgrLUDwgdXq_ZHgcU65zCFXe8fU2anPrLjjyt2y69EGihQpyMlIqXUJZwWEmTFb2gxCQ0ibKzNiYHTug3vOBrx16wl2euUaX_0iMoLcK6EFRjWwRI7cZZrLwbM4UVqazqwEt26m9RhbJN_DK-ijnLBlA86wCAcz9QsvUBpj6p1TWShYJPfcEBBNQr5I5wkla2g8Lcsd2QG8bOae01PnzBJzB9vZmR1dYoCOlbueYjzC-jSE_Vr89fg
https://l.facebook.com/l.php?u=https%3A%2F%2Finiciativaalas.org%2Fblog-voces-de-alas%2F&h=AT1j0CHXBcjqh2vPISjWD6TBPyOKB2aSWQ40qcSzrl_qz-9_zA90rzRi2r7RbahuFAqnQ3zaq2UFVP9SgDGSnMJJrjILFx2zbO08rm8bQVhFQ0am23rHOMfCRtIba5HmN3lCFWvYD-g6qyhPmAmdKqtC1IKqSp-4cOuH8Panx8Qlwt3o1f78ddjzvb__lZj-if_dISFIfrN1ajXmxxD_e7lyXUbO5zaoJFDgp-OBvUJ5AUYhmia75GcDuj93BIuia-WTmkzpF556rqMCd5yEDoNKgnEnTwkPD8p74xBLCSU_dudNlf329AdeB4gjI2-6zKUupd7jSTD3IGxnA5S5qsoxjBiV9sWRfWEZtY-ZBuT5Hfttj2WRyooHYeNu2C2E-WoDDXsLEWS6ecj8mxqms9GUsHeonBLLd9n-8ZJq4NNtWE0jG9RGDH4idWDNGUEiDXeexurNyY_18ABWlfntZ959njS4_t1j0Q3Jl4nOJxfAtuW05Brhg4N7y8vDjx6f5gZCki3gW8hWrDDsTHTThHnRjEOYKM6U0CQ46eEIWDc1bVxiTv_iqQ4J5zXVAimgZ4jBW85WNFtIhZlxa_C3EAs00pk7j7ruillffE15h8KTGOU
https://l.facebook.com/l.php?u=https%3A%2F%2Finiciativaalas.org%2Fwebinars-anteriores%2F&h=AT1kxfC8BA7rfOrTd63smz6zmGNzp_6HD3rUGoEdghF2OKJMMthwANaF4ym_dd-bXsWplSUInMtQg8dh3urVTE5L4mMpsZhYCkJSf4DQbyAq3yP9g2tEAdx4dKgh9mC6oZiYWpa68Nq5KSNhIJLMh8Mr7y7yOVHMcGdL69nDVH-W3Uzfp-gocS4y8-Kh1CkKkE3z0WEn9yhXhINOG_B15Z6eXMu2DF55jocO6kJweahvHiSTeXV5Qo08ejBFDn1A-5ZXdI7m7dwcDug6UMSi7-XaPQMGE9kw6C6S1rmbjFRd3i1KX-RRK5dlhXuClMfdQZ_CQL_dbre-xLR63HWJA0-6gdVGt--l_g56Zm-fhtVajidKjOnRZVz0C5XfIsq-qUopagzb19wzi5pl67AgLKDQ296BycQprW8pfbTbZEZGxsLfOEpjin-V9DisVJONTW2CvjeTFh_AV9V6HCUFMCGruujqWLMxbcogXiwd37Dau5iK3qlvk7f7eJs4IpLfY1xpIKuaBiaecuhsQjCqj9O_jCONzAX5kdqgz72Jlw3146qT1ujl5SxP16LJrEMtjBMyDa4Mvazfrw9WpYVzUrbgSAx6J5hq1fnTHur_DkyYamU
https://l.facebook.com/l.php?u=https%3A%2F%2Finiciativaalas.org%2Fvideo-capsulas%2F&h=AT2XSOGGwDo7YB34EV9GxoeKJmF6jKZdLq6pwXndpf8UXzzt1jakxsRKThul8jBDDloq0qVjNMpSXS4XOod3ZxGBniM3JMq-Wq1PH_UzSgD0LjcUKDKJlylIcxXq7oEZzRDa8iqOYg00nfq7e8wwS46C0Vw7XRngEygDACq5k16MEce75NzezE_Zi_SXEsCMs7hf6xH2seC6uRnIpqxKSzMNaLDNC0rbvukjurEEHMhcmgfwLVWLeyyQWkYugIuaFy3IJY9xCSv4_IvfzxnxJyrw9c7J-3a5Xfwpf_2g3WjUyvVTrPqPjce0YTq07OY8t4Wa4krd1aO5YU9J9wW5F0mn0poSMlc32FJ9SobtCmxS4LS85X6vXMbsO6u-TFAaz4VcuxhBKBjOGWrLCNSJavisXQKrBZV70gfpQesUf5q5mHL4U3GFtF9Y66HC9cqGlBb5bYehiH54uXi1BDu0oTmtpBHdYqsIa4ABl1xehBereXWceXO_dA8KDj7W-2vNVRbZlfxbmjiNRYc6CUKViviaKHUeai-ApBmy_Rfoj9WhXJWTRJ1N5WQ2DxxAoYHfE3kSC_tAKIWDgLhmklprlpScE1LDq4DPimCG4-jhst_Zo9g
http://iniciativaalas.org/semana-mundial-de-las-inmunodeficiencias-primarias/
https://vimeo.com/540410490
http://iniciativaalas.org/semana-mundial-de-las-inmunodeficiencias-primarias/
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International Patient Organisation
for Primary Immunodeficiencies
(IPOPI)

« Distribution of educational material
and patient stories

« |POPI Board of Directors contributed
to a GPS art to mark World Pl Week

» Contributed to World Pl Week
opening webinar sharing insights
from IPOPI survey on patients’
experiences during COVID-19

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

seffrey Modell Foundation (JMF) infodP| - Apr 28
ficiency community is closer than ever & we

° The #Primarvimmunodef
o I n te rn at] O n a l t'o;ether to §etxti;e world understand P1... Our Voice is Only One Voice

Together, with all of our voices, we are stronger! So, let's keep going!
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Jeffrey Modell
Foundation

Curing PL
Worldwide.

Jeffrey Modell Foundation
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Jeffrey Modell Foundation (JMF) (iinfod?l - Ape 19
3 more days until #WorldPIWeek! What are you most looking forward to &

how will you create awareness?

frey Modell Foundation (JMF) @ /infodPl - Apr 22
's kick off @WorldPIWeek with Vicki & Fred Modell as they join |
ntis President/CEO of PPTA in their "Plasma is Life" Podcast! r

+ Digital campaign to communicate
about PIDs

o + Distribution of educational material sinfodpi #jmfwarld #imf #jetfreymodellfoundatior
2 on PIDs nfworld #wpiw #plasma #DonatePiasma #awareness #podcast P ErIMaryimmunodaincs: ftest #diagnose #reat #hope Fadvocacy
~+ {af &

s rimaryimmunodeficiency Sartice Badkication #calabration dwoiw #calebrate LR

> HasmaProteins @PPTAEU

N

Plasma is Life podcast series episode 4: Vicki

sode of Plasma is Life, PPTA

In the latest e
President & CEC Amy Efantis 1s joined by the
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https://twitter.com/Info4PI

«

PREVIDUS

>

| 013235

00

w
[0}
0
of
o
=
N

€ 011235

International

International Nursing Group for
Immunodeficiencies (INGID)

* Awareness raising of PIDs on digital
platforms

» Participation to World Pl Week
photo contest “Strike a Y”

* Contributed to World Pl Week
podcast series and World Pl Week
videos

Click to see more
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INGID @INGID_Tweets - Apr 22

@ world_pi_week_
Ways to join World Pl Week 2021
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International: The life sc

ience industry marks World Pl Week
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mwm vomumedical - Apr 29
» (O I patents like Susan nsly on IG Drestment 10 live 3 bether quality of (8
= Binding Site @ TheBindingSite - Apr 28

Fovortd ek — "“"’ P : e . :

PpeavecTprITar Y m"occ‘xccm) s=®  Patients and their families should be partners of healthcare providers in the

decisions related to their own care and treatment plans. Join
“ #WorldPIWeek to bring about change towards #patientcentredcare
i BPL-USA Lol use Apr 28
e - . As #WorldPiWeek tontmues today, we are proud to be & part of the fight
nn Wm Wﬁ'h gmv to recognce this pationt community and onng them quality trestments
Rocket Pharmaceuticals 1700 e A B €l R : 3

oy e mmy  CSL Behrlnga {CSLBehning - Apr 25 overy day. Gat svatved in the fight. hare: workipewesk org
D Dunng ook, we recognile The mullons of people who live with » o~y i B
Qr compromised smmune system and the wgent need 1o cure #LAD | snd 70 10 90% of #Primarylmmunodeficiency patients remain undiagnosed.
o other Primary immuncdeficiences Raise awareness during #WorldPIWeek. billy/3esSnhO
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= FWoridPWeek 2 7IA VAT
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WHIM SYNDROME VOICES: KIRSTY'S STORY
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Takeda & a
This #WorldPiWeek, our #7 v (P1) ambassadors have
created moving artworks recrtsen’mg ther individual jourmeys

Wit TO hear more stoties ’rum the ambassadors and to help us
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Chiesi Global Rare Diseases (0ChiesiGRD - Apr 23

This #WorldPIWeek, we're showmg our support for patients and families

living with ADA-SCID, Head to IDAngels, @0 munity and
oinfod?| to learn more about primary immune deficiency diseases. #5CID
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https://codigosaludonline.com/2021/04/22/inmunodeficiencias-primarias-el-desafio-para-un-diagnostico-a-tiempo/
https://codigosaludonline.com/2021/04/22/inmunodeficiencias-primarias-el-desafio-para-un-diagnostico-a-tiempo/
https://www.diariocordoba.com/cordoba-ciudad/2021/04/25/reina-sofia-trata-mil-andaluces-49060330.html
https://www.haberdenizli.com/guncel/her-bir-balon-cocuklara-umut-olsun-h61525.html
https://codigosaludonline.com/2021/04/22/inmunodeficiencias-primarias-el-desafio-para-un-diagnostico-a-tiempo/
https://www.haberdenizli.com/guncel/her-bir-balon-cocuklara-umut-olsun-h61525.html
https://www.murcia.com/salud/noticias/2021/04/22-la-escasez-de-plasma-por-la-pandemia-va-a-dificultar-el-acceso-a-los-tratamientos-de-ninos-con-idp.asp

Thank You!

World Pl Week 2021 was a success again!

Primary immunodeficiency awareness does not end
with the campaign.

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




