olidarity, successes

010y 9

Y World PI Week

TESTe DIAGNOSE e TREAT






g

«

>

n
[
3]
=
=]
3
8]

< Uol1D9sg

Mission

World Pl Week (22-29 April) is a global
movement to raise awareness of Primary
Immunodeficiency (Pl) and related
challenges; promote quality of life for
people with PI, early diagnosis, availability
and access to treatment and care
worldwide; and stimulate communication
and advocacy around PI.

Aims

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

3 | 2020 WPIW REPORT

An awareness-raising effort

Vision

Over 10 million people live with Pl around
the globe, and yet the condition is still
widely unknown. Greater awareness, testing,
diagnosis and improved access to treatment
are needed.

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

Since its
Inception,
World Pl Week
has been
successful in
stimulating

awareness and
advocacy
efforts in all
continents




World Pl Week by the numbers

Over 80 countries Thousands of

across the globe people reached

4 | 2020 WPIW REPORT

Hundreds of

events worldwide

10 years of
campaigning




Our active network

o New 2020 partner

Takeda CSL Behring KEDRION A Dynamic,

. Biotherapies for Life" BIOPHARMA MUlt] ¥
mevous [ GoLD spC Stakeholder

>

NEXT

feclinll Acs

N * mreaees CliSizg Community

@ l’w‘“'“ﬁ - ‘ Immunodeficiency a n d G lo b a l
‘ Careda

Immunodeficiency Canada Clinical Immunology Society

Asian Pacific Society for Arab Society for Primary African Society for
Immunodeficiencies Immunodeficiencies Immunodeficiencies

EdiD

INTERNATIONAL
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European Federation of PN N

Immunological Societing e
European Federation of European Society for International Nursing Group for International Patient
Immunological Societies Immunodeficiencies Immunodeficiencies Organisation for Primary

Immunodeficiencies
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Jeffrey Modell Foundation Latin American Society for Plasma Protein Therapeutics South East Asia Primary
Association Immunodeficiency Network

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

. r
Cam palgn resources Download all materials

at www.worldpiweek.org

g

) Plenty of resources available
= in various languages

>

* Flyers

* Videos

» Scientific pieces

. . My fife has changed

« “Story sharing” visuals sesgon mm:,,,wim
g . . immunoglobulin therapy. No
2 * Template social media posts bditiopiining
3 Y.W bronchitis. no morte infections.

World PI Week | am alive. | got through

------------------

school and college, got
married, have two very healthy
boys and a job. When | was
diagnosed with primary
immunodeficiency at 13
years old, | never thaught

any of that would happen
Cheyl (US/Canada)

Tegother, bringing about changs
for primary immsinodeticiency
patiens wortdwide

World P1 Week 22-23 April
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warn Wit tese b ary @ WU TV Wt

Ay World PI Week

vvvvvvvvvvvvvvvvvvv
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http://www.worldpiweek.org/
http://www.worldpiweek.org/
http://www.worldpiweek.org/wp-content/uploads/2019/04/World-PI-Week-printable-postcards.pdf
http://www.worldpiweek.org/wp-content/uploads/2019/03/Bookmarks-with-patients-testimonies.pdf

i

«

>

< Uol1D9sg

&

Norted Pl Wesk messages

About primary
immunodeficloncy
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World P

Educative materials

Care & treatment
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Shareable
resources to
inform and raise
knowledge of
primary
immunodeficienc



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-Quiz-Test-your-knowledge.pdf
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Audience-specific
toolkits with
guidance on how
to engage with
media,
policymakers,

medical
professionals and
the general public



http://www.worldpiweek.org/get-involved/audience-specific-toolkits/

WORLD Pl WEEK 2020 IN ACTION
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A special year, all about celebrations

Celebrating a decade of successes and
expectations for the future

10 years of collaboration and awareness raising across the globe

Celebrating life and what keeps
the primary immunodeficiency
community moving forward

Celebrating an ever-growing
understanding of primary
immunodeficiencies and patients
needs for specialised treatment

b

10 | 2020 WPIW REPORT

Celebrating the lives of patients
and carers, and their
expectations for the future

Celebrating the efforts
undertaken worldwide to improve
outcomes for people living with
the diseases

Celebrating positive research
outcomes and the never-ending
search for innovative diagnostics,
treatments and cures

Celebrating the aspirations of a
community that, together, thrive
for greater awareness of primary

immunodeficiencies, early
diagnosis, availability and access
to treatment and care worldwide,
resulting in better quality of life

Celebrating the

10th anniversary of

the campaign



World Pl Week 2020 amid COVID-19

10 weeks of

. : ) campaigning to
: A special 10-week effort .

- anniversary

>

The campaign was extended to allow anyone .~ World PI Week started on 22nd of April 2020
participate in the campaign while protecting .2, andran for 10 weeks, until 1st of July, in

public health and the health of PID patients = reference to the 10th anniversary

Recognizing World Pl Week came with
additional meaning in the COVID-19 context:
everyone experienced the omni-present risk of
getting a life-threating infection and
conceived how life is with an immune system
that is not able to protect from such infection

A virtual campaign week with emphasis on
online awareness raising and advocacy

7 Uonoas
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Read World Pl Week
@ COVID-19 statement
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http://www.worldpiweek.org/
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The first-ever World Pl Week webinar

Kicking-off the 2020 campaignh as a
community

* Launch of a new global video

» Expert insights from Prof. Isabelle Meyts (UZ Leuven, Belgium;
President, European Society for Immunodeficiencies - ESID) on
recent and future advances in primary immunodeficiency

* Overview of available campaign resources and ways to engage

» Spotlight on 2020 campaign activities across different continents

r

World Pl Week 2020 Launch Webinak

Webinar recordings
available on YouTube

22°0April 2020015:00 CET

12 | 2020 WPIW REPORT
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22322 world PI Week cgether, bringing about change for primary smmunodeficiency patsents waridwide

Gathering and
reaching a
worldwide
audience



https://www.youtube.com/watch?v=kCzgNc_BtJ4
https://www.youtube.com/watch?v=kCzgNc_BtJ4

Communications collaterals

E-banners,
posters, email
" signatures,
0,00 Click to download k
YYY materials Sample WebS]te
World PI Week
TESTe DIAGNOSE « TREAT pOStS & many
more,
4 translated in
April 2020 local language

Sy e gty s gt e m—
' 9.0.0 Celebrating 10 years of solidarity,
m \y“:“!.fl. '.‘.:"‘ successes and expectations for t'he future
of primary immunodeficiency diagnosis,
22 APRIL > care and quality of life worldwide

01 JULY 2020

13 | 2020 WPIW REPORT



http://www.worldpiweek.org/
http://www.worldpiweek.org/resources/campaign-materials/
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« Facts » visuals

waw wurtdotwesk.org

nere are over 400 forms of

ry immunodeticiency
ne 16 types qure il

ndaly Inseverity and e At et TR

falling into nine main groups
In 2018, moret 400 have

et beeon categorized

wro e classified In 1970 Ly o cofrrities of

waw warndpoiwe ek ong

people worldwide
are living with primary
, Immunodeficiency

L T

70-90%

| prirnar
430 ;1

undlagnosed worldwlde
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Series of 5
visuals to raise
awareness
online




A new global video

Thank you to Jucaira, Dew, Gustavo,
John Paul, Ricardo; Brenda Reid and
Prof. Fabio Candotti.

15 | 2020 WPIW REPORT

"

? Ricardo

Portugal

Click to watch the
video on YouTube

Bringing insights
into the lives of
patients across
the globe, hearing
from patients and
healthcare
professionals
about their
expectations for
the future


https://www.youtube.com/watch?v=KGAPiHh630M
https://www.youtube.com/watch?v=KGAPiHh630M

@

New advocacy material: infographic

0O

AAY World PI Week

Celebrating
successes in primary

immunodeficiency
over the past decade

One printable version
and one version for
online use

16 | 2020 WPIW REPORT

Outlining key
milestones and
achievements in
primary
immunodeficiency
over the past
decade



http://www.worldpiweek.org/

World Pl Week, COVID-

Press announcements 19, Rare Disease Day

®.0.0
World PI Week
TEST« DIAGNOSE « TREAT
a PRESS RELEASE
- World PI Weel Brussels — 19% March 2020
: ' Embargoed until 22/04/2020, 9.00am CET COVID-19 and its implications for the World Pl Week 2020:
& 10 weeks of campaigning for the 10 years’ anniversary
In light of the GOVID-13 pandemic, the World P Week Board has taken the dcision to extend in time the Workd VY World PI1 Week R~
e : PRy - P > In pandemic, s taken Cision to & in
Worlid Pl Week 2020: 10 weeks of campaigning around primary immunodeficiency Primary Week ign (22-29 April) to protect public heaith and the health of patients living e
with primary immunodeficiency. World P) Week will run until 1% Jufy 2020. All campaign supporters are
> &ussds,l?‘Ap’iZO?O The 10% World Primary - (PI) Week ign starts fodsy with encouraged {o join online activities wherever in-person events are not advisable in their regions.
I one Ci ing life and what keeps the primary immunodeficiency community COVID-12 and pri immunodeficien Brussals — 29 February 2020
movhg!arward"" ity sind posi > muich needed i ihe context af the current pandeave. Any respiratory virus that can be spread from person-to-person may be a nisk for patients with primary
s immunodeficiency diseases (PID)’. While there is no tangible evidence to date, it is believed that PID patients Although Rare, we - the Primary Immuncdeficiency Community - are Many. Strong and
Focus on celebrations might be at higher risk for this infection or a more severs course of the disease?. The World Health Organisation Proud!
(WHO) and the Center for Disease Control and Prevention provide J to reduce exps to and
This year, the World Pl Week i its 10th anni y- Ten years of collaboration and uafen:mis,sio:mofsﬁde? :a::ems::k::: r::m s ':;:ke emac:e wb?:b‘lmnadm g':;“’h:: On the cocasion of Rare Disease Day 2020 - 3 special day as it falls on 3 leap year — the primary
isi i infecbon ety heep evalopments In: thew feglon:and. applicable acvice irnmunodfich joins forces with rare di aduncates to promote the spirit of
ot acives the globe: For the (=t fime ever, Workd 1 Wisekwll n foy ten weeles, fom22 For further i please refer to the joint statement from IPOP), ESID, INGID. APSID. ARAPID, mmﬁngﬂ;z_wmmw faims fotees with rane dlseass o pro =pl
April to 1* July. Ten weeks of campaigning and advocacy to put primary i i on the spotfight ASID. CIS, LASID and SEAP!D on the COVID-18 epidemics. :
v 2 Primary immunadeficiencies, a group of inherited and genetic defects of the immune system,
N R £ i 3 2 3 resulti outbreal N h . ; !
There are over 400 different types of primary immunodeficiencies, affecting over & million people woridwide. Implications for the World PI Week 2020 resuiting from the outbreak are considered rare but still they are estimated to afect over & million people worldwide, with
Primary immunodeficiencies occur when a person’s immune system is absent or does not function pmpedy World P) Week is an important milestone for the primary ity. In parti this year infants and children more commanly having serious forms of the disease.
which leaves individuals more prone than other toi 3 and predi them to auto-i marks the 10* i needseomsefmmhecampammlemsumqmtnoned . i . ) . ) . . ~ .
" P b people %M ) the actions undemines puhln:health nor the health of primary immunodeficiency patients jining the celebrations. When living with a primary imrunadeficiency, the patient's immune system is compramised, This
allergy, Yy, Or auto-i in the cument COVID-19 situation, raising awareness of these can lead te recuring infections as well as autsimmune, a ry, allergy dis and
genetic, hereditary defects of the i system takes on an even greater significance. Extension in time: 10 weeks of campaigning cancer. Primary immunodeficiency patients are more susceptible to a wide ranpge of infections,
For this reason, this year, the campaign will be extended. World P| Week 2020 will start on 22™ of Aprd and will affecting many different pars of the body, which are often chronic and debiitating in nature.
i World Pl Week 2020 is an o join a giobal : wd e ithe run for 10 weeks, until the 1< of July 2020, in reference to the 10* anniversary. Primary immunodeficiency significantly influznces patients” quality of life, and may limit
g E . A 5 1, care and quality of e, ins of pat ariibed World Pl Week el lid s D g 5 the jgn 1o closely monitor the warking ability and engagement in physical and social activities.
= o situation in their regions and adhere to the of health ities when idering next steps 2020 mis i far th i i niodefic i it b
families around the world. 5 ) . ¢ BOLIG ; ! next siep: represents a very unique year for the primary immul ciency community, as it honours
g their participation or . the ‘conduct of their operations in relation to. the campaign. This is critical as the the 10th anniversary of the Viarld Pl week campaign (22-28 April). Az such, this yesr's theme is
= e g epdem'nologwal situation and the manaaememvof the pa_m'!_emlc might differ from one country to another, all about celebrations: celebrating ten years of outstanding collsboration and awareness-raising
Raising awareness to bring about change Protection measures should be taken when carmying out activities, as recommended by the WHO. . . -
efforts across the globe to put primary immunodeficizncy on the map.
Considering the ci is will be placed on online raising and advocacy. To mark e gl L ey ey v s a"""";:;";:’:‘e:‘r' Equity, tha theme of the 2020 adition of Rare Disesse Day, iz inharent to those who liva with
this special milestone, people on all continents will connect and show support to the primary immunodeficiency depending on the health si b u:n : prinnryin‘rnum-de_ﬁnienny.Them P'Iweel:. _aspres'. nqﬁgm'!baqualiﬁﬁir! rare diseases which
cause through - virtusl . TViradio i . “medical expert” podcasts, celebrity talks: o unforiunztely persist, to ensure that peaple living with primary immunodeficiency have the same
wn i Increasing online celebrations on 22-29 April access to early disgnosis, traatmant and care worldwide, as anyone else,
] by donating blood or plasma: From the 22-28 Apnl (the original campaign dates), emphasis will be plaeed on online awareness ralsmg and . . i ) .
Q All ing patients and patient and Through this year's calebration, we will help to spread awareness about what it means to be living
o World Pl Week is open to Y . Join the ign to b the efforts ide to medical societies, mausuy pariners, policymakers and everyone nterested 0 supporting primary with or be affected by a rare disease, such as primary immunedsficiency. This will help the public
=] improve outcomes for peaple living with the di ughs have been made in the last immunodeficiency awareness are invited to join these efforts. More information on online forms of engagement to betber understand the unmet needs of this ‘Rare” community to ensure no individual with
W in the campaign can be found on the World Pl Week website hers together with the many educational and primary immunodeficiency nor any other rare disease is left behind.
decade, but many more advances are to come and are needed. informative materials svaiable to spread the word. Further news will be shared soon.
Although we still have a long way to go, the 2020 World Pl week campaign will take stock of
Sharing is caring: spread the of a ity that can foster greater awareness, earlier thi nts and celeb: life: oeleh the lwes of patients and carers, positive research
diagnosis, availability and access to and care i ing in better quality of ife. ' of COVID-1S. From IPOPY, ESI0. INGID, APSID, outeomes, an ever-growing understanding of primary immunodeficiencies and aspirations for the
ARAZID, ASID, CI5, LASID, SEAPD, Avalanie o LERA1050 e Cor SR G ARG CONDIS Vars 21 BN futura.
P 2 5 " ¥ igem 1
Drawing on a 10-year history and a dynamic network, the World Pi Week 2020 builds momentum for another Please join us in celebrating Rars Diszase Day 2020 and World Pl Week 2020 to ensurs that the
@ decade of progress in primary i iency. voices of millions of peaple ving with primary immunodeficizncy are heard.
Far mare information on Rare Diseases Day 2020: sea haref
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a frontiers

: “Primary immunodeficiencies: a decade of
progress and a promising future”

>

Isabelle Meyts, Carla Duff, Surjit Singh, Yu Lung Lau, Antonio Condino-Neto, Liliana
Bezrodnik, Adli Ali, Mehdi Adeli, Aziz Bousfiha, Jose Drabwell

» Reflecting on the many successes and achievements in the field of primary
immunodeficiency to date, and on future advances and unmet needs

* Providing insights on the learnings from COVID-19, the implications and impact on
patients and “how to build back better”

7 Uonoas

« Highlighting how the COVID-19 has paradoxically helped increased awareness of
these genetic, hereditary defects of the immune system and how multi-
disciplinary collaboration has taken on an even greater significance
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The opinion is available in
Frontiers in Immunology here
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Published in
Frontiers in

Immunology in
December 2020



https://www.frontiersin.org/articles/10.3389/fimmu.2020.625753/full
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Social media activities & successes

Engaging the community, driving conversations
to increase awareness & understanding

» Building an active and ever-growing network worldwide

» Informing about World Pl Week activities and spreading primary
immunodeficiency/rare diseases news

» Raising awareness about primary immunodeficiency

» Fostering the exchange of experiences and stories

i Highest engagement ever from
patients and families in 2020
l > 60K impressions during
April 2019

o

Click on the icons to visit
social media channels

19 | 2020 WPIW REPORT

Social activities
have taken a
new dimension
during COVID-
19, becoming a

unique way to
interact with
the community
and raise
awareness



https://twitter.com/worldpiweek
https://www.facebook.com/WorldPIWeekcampaign/
https://www.instagram.com/world_pi_week_/
http://www.worldpiweek.org/

Photo contest #PIctureAwareness

: Striking a “Y” in support of the primary
< immunodeficiency cause

PREVIDUS

’ » Participants from all regions of the world showed their solidarity

» People were inspired by the visuals encouraging them to share
photos with a Y pose, just like the World Pl Week logo

Take partin the 2020
photo contest

StrikeayY

Z Uonoas

publish youl picture on Faceboalk,
Twitter or Instagram with
TPictureAwareness
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The « Y » shape refers to the

shape of an antibody but it also
symbolises the communit
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Social media support campaign

: Making World Pl Week viral on social media

«

PREVIDUS

g

« Supporters could celebrate the campaign virtually in a variety of ways

7 « Engagement was the highest on Facebook with a World Pl Week ‘Twibbon’
being displayed across the profiles of users that supported the campaign

22" april - 1°* July 2020 22™ april - 1** July 2020
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“AAY World PI Week
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¥, RarasNolnvisibles (oNoinvisibies - Jun 18 e

“FY*Y Este afio g es 10° aniversario de la Semana Mundial de las
finmunodeficiencasPrimarias, la visibilidad comenzd el 22 d abril durara
hasta 1d Julio #WorldPiWeek #\WPIW10years

SOCi a l m e d i a e n gage m e n t g:\ ij?{ii‘igspaﬁd analiza la calidad de vida en nifios con #I0F.

paclentes.seicap es/es/un-estudio-

Ut eatdet wrpiafiel tereuiettt s Ung jeitre Lavied se

12 senales de alarma,

o Lan 100

<

Patients at the frontline

Expresso Show @exprassashow  1h - WeStudentNurses W oWestudentNuie  Apr 20
; of awareness efforts

Annual @WorldPIWeek has been extended from 22 April to 1 July 2020 due AWeWonde: - World Pl Week (Primary immunodeficiencies)

A to the #COVID19 ¢rises. The aim is to raise awareness about primary
Pt immunodeficiency disorders. Do you know someone with an Today is the start of World PI Week & the campaign is in it's 10th year, find

immunodeficiency disorder? Visit worldpaveek.org for mare #ExpressoShow out mare about the campaign here ow ly/kQZF30q2Gt8 . Immunology
« S

J— Have u come across Pl in your learning or maybe even out on placement? == it's #WorldPIWeek! Take a look at this review from
T Johannes Trick et al. @KispiZuerich on #Beell receptor

> Broad reach within “| repertoire sequencing in patients with primary
NEXT

#WeStNg o

’ World Primary immunodeficlency Week 0 vordiweek 1 me v

W A messsge from Gustavo, from Brazil “It s very important for the

” : govemment to nationally Implement an earty diagnosis for pnmary
L= : I\ immunodeliciencies with a really simple test, we can save maneys and ives”

Celebrity support in * D 21274 dWoddPIWeeh

% South Africa

nurses students’ groups

L]
[~ immunodeficiency buflly/2zgTeBe
T S—

Engagement from
Oatu processng . .
andanayen medical journals
42 .
Children's Hospital ©ChildrensPhils - 160 v
#WorldPIWeek is a time to recognize those with primary

immunodeficiencies. Learn more about some of our patients who have
heiped us make strides in the fight against PI: bitly/3eCwbB

r ’ 2

Adrian Liston (0lablListon - Aol 23 At

\ J Our new work on Sec61a1 and #neutropenia is out now in @ jacionline!
e :

7 Uonoas

Another new #pid gene discovered by our team - couldn't be prouder of the
great scientists | work withl Just in time for #WoridPIWeek and
EPnmayimmunodehicoency awareness month

liston babraham ac uk/blog/2020/4/23

_ Takeda @ @TakedaPharma - Jun 29 ooo
(uted> People with #primarvimmunodeficiency may face many difficult challenges
but they can come out stronger, Hear how Pawel found his motivation
#LivingWithPl #WorldPIWeek

W
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e
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My PID journey: Finding motivation as a young adult ...
Finding what motivates and excites you can help
change your life for the better when living with PiD. ...

COUNE ABY

& youtube.com High-impact communications
from healthcare providers

.,0 Research community
s ecnergized the Week T
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« Words of inspiration » campaign for the 10th anniversary

One message per week from the World Pl Week Board

Werds of Inspiration - ¥WPIW1Oyears A e eliimeet by

« The past 10 years have brought grest advancement for both
diagnosis and care for peimary immunodeficiency patients, let's
come together to celebrate this success and continue the
journey as a community, »

©

of Inspiration - ¥WPIW10years i FUER Y

« The Primary deficlency ¢ 's strength,
courage, and resibience is like no other! We cherish this
extraordinary group of people and will always be proud to
celebrate this global village during World M Week and always!| «

©

MM

)

Thgrener, bemging. u egE 117 BTN IO ey st Wt L e
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Words of Inspiration - SWPIW10years W s lae—aet Mg

= There 13 a lot to celebrate, but there is still so much to do: we
need to continue and ralze awareness, to battle for equal access
to diagnosis and tr to maintain pl. product supplies,
to develop more innovative treatments and to foster a
collaborative network towards a better diagnosis pathway. It §s
Impartant to celeb and keep thinking forward together,

Werds of Inspiration - #¥WPIW10years A e eliiment Mg

« PID affects patients emotionally and can be life-threstening
but working together to improve their condition and increass
disease awareness Is key to improving thelr quality of fife and
well-being. Let's work together as a team to support patients
and maximize thelr well-being. «

Words of Inspiration - SWPIW10years W s lsnmses arg

w In the past 10 years, we have seen great advancements in the
diagnosls, treatment, and care of patients living with primary
Immunodeficiencles. As a community, let's join together to
celeb this mil and ¢ 10 IMProve as we mave
forward, «

Waords of Inspiration - SWFIW10years W e alpeeet ag

w As a community, we continue to meet and surpass key
milestones: Newborn Screening for SCID now enables early
fdentsfication and treatment, our understanding of the
genotic causes of CVID has broadened the available
medications for managing autolmmune aspects, and for
many other immunodeficiencies Gene Therapy is available
or on the horfzon. Under the cloud of COVID-19 there &
much sunshine on the Pl front! «




Click on the name

to see the report

Country involvement

A
m: Sweden
United Kingdom Russia
>i Canada Netherlangs? l%r;?arus
Ireland Slovakia
_Romania
France | Belgium Rungary
Serbia
United States , Turkey Japan
Portugal Spain taly Greece China
Morocco
0 Mexico Sudan India
X El Salvador Colombia ,
Venezuela Indonesia
Kenya Malaysia
Ecuador
Brazil
Bolivia Australia
Argentina South Africa

New Zealand
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SNAPSHOTS OF NATIONAL EVENTS




Argentina

AAPIDP (Asociation de Ayuda al Paciente
con Inmunodeficienca Primaria)

«

PREVIDUS

>
* Release of two World Pl Week videos: one

educational video & one ‘thank you’ video

« Social media campaign
o Raising awareness on social media and
joined the #PictureAwareness challenge

Z Uonoas

;Sabés que son las
Inmunodeﬁcuencuas
‘ Primarias?

W
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Click to see more

At I Asociacion de Ayuda al Paciente con
Inmunodeficnencna Primaria

AAPIDP @aapidp - 28 avr. v
WORLD PI WEEK 2020-  Examine. Diagnostique. Trate.

#PictureAwareness @ipopi_info @WorldPIWeek #WorldPIWeek

Darse
cuenta



http://www.aapidp.com.ar/default.aspx

Argentina HEMODERIVADOS [ |

Laboratorio de Hemoderivados (National
University of Cordova)

«

PREVIDUS
Ak |

Laboratorio de Hemoderivados UNC @|aboratoriounc « 1m .
#|DP Estamos en la Semana Mundial de las Inmunodeficiencias Primarias

« Social media awareness campaign with ##Concientizacion + #Diagnostico + #Tratamiento = #CalidadDeVida

educational videos on primary Mira el video la Asociacion de Ayuda al Paciente con IDP ~ y mas
immunodeficiency informacién en @WorldPIWeek

£
{ \

3Sabes que son las
Inmunodeficiencias
Primarias?

7 Uonoas

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

Australia CH cpasenren

Children's Hospital @ ChildrensPrila - 160
FWorldPiWeek is a ime 1o recognize those wath pnmary

immunodeficiencies, Leam more about some of our patents who have

“ Children,s Hospita[ in Philadelphia helped us make strides in the fight against PL: bitly/3eClobE
«
>  Videos of patients and healthcare providers

celebrating World Pl Week and inviting

everyone to stay safe in the Covid-19 context

» Article by Kathleen E. Sullivan (MD, PhD, Chief
of the Division of Allergy and Immunolog) about
Pl and including patients’ stories

n
]
3]
=
=]
3
8]

OH Children's Hospital Two recent patients we've helped are:
of Philadelphin

: ) o - B o 1lijah, who was diagnosed with CD40LG duplication-
) associated autoimmune disease, a new, never-before-seen

I - gene mutation, and
: i s
-+
g 1 Audrey, w i we b P woek 2020
) Colebratmg World Pl Week » Audrey, who was diagnosed with severe combined s R
W ! immunodeficiency and treated with a bone marrow -

listsedd o Age 1. goou in O transplant
Join us as we celebrate World P1 Week and recognize:
S 3 Elijah
@ » The lives of our patients and caregivers
S~
-
Click to see more
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https://www.chop.edu/news/celebrating-world-pi-week

ZIDFA

Iimmune Deficiencies Foundation
Australin

Australia

IDFA (The Immune Deficiency
Foundation of Australia)

«

PREVIDUS

« Social media campaign
o Informative infographic on PI

> -
. SIS <O v =/ O SO & Ny ~.
~ Nothing in 1ife is to be feared, it s

only to be understood. Now is the time to

« Webinars on lifestyle factors and life with PI understand more, so that we may fear less.

during Covid-19 in partnership with CIRCA (The - el tucte;
Clinical Immunogenomics Research Consortium ,\\:‘,“' "IDFA *”t';;?\
. ) § 4
Australia) —_— =
w
§' || dina lmmu
g o
] - THURSDAY 25TH JUNE2020 | 5.00-6.30PM
Specker: Professor Stuart Tangye
{Lab Head - Immunology & Immuncdeficiency, Garvan Institute of Medical Research)
& ) THE CLINI;:LP:MRJ::;E»:::O::;: RESEARCH
@ QRCA CONSORTIUM AUSTRALASIA (CIRCA)
29 | 2020 WPIW REPORT % Recipient of IPOPI WPIW grant

TFi 4TEA AL
s 2


http://www.idfa.org.au/

«
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Australia

AusPIPS and Monash University

* Online public forum for PI patients

11am 26" April, Melbourne
Tune into Einstein A Go-Go on 3RRR 102.7FM

Featuring
A/Prof Menno Van Zelm

Monash University

For World Primary
Immunodeficiency Diseases
Week (22-29 April)

» Radio interview about primary immunodefiency

with experts and families of patients

» Social media communications to encourage

blood donations

Click to see more
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5 %|AusPIPS

prasens
an onfine patient forum entithed:

“COVID-19 and Primary Immunodeficiency”

Thursday 18 Moy 2020
4.30-6pm AEST

with talks by Medical Advisory Board Members
Prof Jo Douglass (Clinician), A/Prof Menno van Zelm (Researcher),
Mr Richard Hessson {Physiotherapist), committee member Dr 8anca Holzer (Psychologist)
and the National Blood Authority

Register at:
tp://auspips 2020 eventbrite.com

If you have any quernes emad;
info@auspips.orng.au

AV

> <|AusPIPS

TIAT

< 4V AusPIPS Inc.
8T
Ta% Posted by Jackie Murphy
14 mins « (9

AusPIPS is very pleased to announce that there is a
radio interview tomorrow morning about primary
Immunedeficiency on radio 3RRR on Einstein A Go-Go
between 11 am and 12 noon Australian Eastern
Standard Time.

This is in honour of World Pl week, to help raise
awareness of this rare disorder of which still sees lives
lost and damaged by infections.,

Menno van Zelm, along with one of our committee
members Louise Driscoll will be interviewed along
with Louise’s daughter Mae.

RRE.ORG.AU
Programs: Einstein A Go-Go — Triple R 102.7FM,
Melbourne Independent Radio



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

Belarus - p—

BceMMpHaﬂ Hegens NnepBuUYHOro mmyno.qecbmuma

22-29 anpens

Save Immunity

g

«

>
« New booklet to raise awareness about

PIDs, available in various formats §< @
& h‘ oy i E #=¥ cnacem
umMmMyHUmernm

B ueHTpe BHMMaHus - 3abora 0 naumeHTax ¢ NepBMYHLIM UMMYHOAShUUMTOM

F 1
,«x 8. NosTopHan HEOBX0AMMOCTb NIEYNTL
uHpeKUMM aHTMEMOTUKAMMU BHYTPUBEHHO

PecnybnukaHckoe obwecmeeHHoe
ob6beduHeHue nayueHmos (podumeneu)
€ MepeuYyHbIM UuMMyHodepuyumom
«Cnacem ummyHumem»

7 Uonoas

Click to see more
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HEAENA N4,

AAECH Hbl MOXETE CKAUSTS NPEIENTILMID LA

npossa=Hin WHGOPMILWOHHEIX BCTPEY B PaMIaX

aaenn NAL

B ®OPMATE PDF B POPMATE PPT
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https://docviewer.yandex.ru/view/0/?page=26&*=2LqeosA581EvxXyTHWPB0uEo8Sd7InVybCI6InlhLWRpc2stcHVibGljOi8veW9wL1BBK21SUGh5d25jcmNNc29NN25xOHN2cGNheFdWY3ROR0drdVRzNWQ5bVZLUzlPbzdDcVdPeitnY0hwVUc3cFdwVlFZc3VieXJjYWpIaW1QRnc9PSIsInRpdGxlIjoi0J3QtdC00LXQu9GPINC40LzQvNGD0L3QuNGC0LXRgtCwIDgtMTEg0LrQu9Cw0YHRgdGLXzIwMjAucGRmIiwibm9pZnJhbWUiOmZhbHNlLCJ1aWQiOiIwIiwidHMiOjE2MDIxNjU0NDc1NjUsInl1IjoiMjkxOTcxMTkzMTYwMjE2NTQzNiJ9
https://www.save-immunity.by/

Belgium

Bubble ID

«

PREVIDUS

>

NEXT

» Celebrations at the hospital in
collaboration with Kloen with the
immunorap and bubble bursting

» Social media campaign to raise
awareness about Pl and warning signs

Z Uonoas
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Elick to see more
@ F@ PB = i‘»
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infobubbleid
Binfobubibieid

In het UZ Gent sloten Bubble ID en Kloen de wereldweek
van PID af met de immunorap en het symbolisch bellen-
blaas-moment! Burst the Bubble!

bubble-id.org

kloen.be/nieuws/wereldw

Infobubbieid - Ap
De wersidwaek voor M0 is gestart hisrtyj onze Fanmkaarten

10 waarschuwingstekens voor primare imeaundeficientie
i tindegren
bij volwassenen

Delen maar !

10 WMRS(HU\VINGSTEKEHS il
AIRE IMMUUNDERCIENTIE
VOlWASSENEN

ek e vt o < &

—*i-ﬂnﬁh-m-:do——h-mn—.
Ahmms Modenl grast o Gan vowr put ww hanlonns

AANRR



http://www.bubble-id.org/

VIB (Vlaams Instituut voor Biotechnologie)

@«
«
5 o VIB @VI|BLifeSciences « 1h
WVIB |t is world Primary Immunodeficiency Diseases (PID) Week! #WorldPIWeek
#VIBagrand '?f‘.“'_":iﬁl’}

» Social media campaign highlighting research
efforts in the field of PI, notably around early

diagnosis

s the world PID week

role of a flawless

7]
o
s
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=]
3
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https://vib.be/

Bolivia

Fidep-Bolivia

«
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22-29

I Abril 2020 . e,

 Social media communications

* Webinar on the effect of Covid-19 on
rare-disease patients organised in
collaboration with two hospitals

Click to see more

thpmm.
ftee O

) 2dee D Commenne 50 Putage @ v

Fidep-Bolivia
23 juin, 19:30 - Q

Webinar "Efecto COVID-19 en personas con Enfermedades poco

frecuentes" organizado por el Hospital Garrahan de Buenos Aires y

Hospital Sant Joan de Deu de Barcelona.
Viernes 26 de junio, a las 12:00 hora Bolivia.

Voir la traduction

FADEPOF

'” Oaon n[ ’

de k'lf-:;'m»:rt.:::ee, Poco Fuzt.:»:.u £s

ALIBER

23 juin, 18:40 - Q

FADEPOF comparte: "Efecto de la COVID-19 en personas con
enfermedades poco frecuentes”

FADEPOF hace extensiva una iniciativa global sobre un registro
de person... Afficher la suite

Voir la traduction



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

Brazil
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ASBAI (Associacao Brasileira de
Alergia e Imunologia)

Articles and a series of videos from
experts to raise awareness of the
warning signs of Pl in adults and
children

Series of educational activities for
healthcare professionals

Click to see more
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ASBAI (DASBA| alergia - 190
Testar, Diagnosticar e Tratar!

{3

youtu.be/pfgDm2o0z-M

#SemanaMundialdelDP

#IDP #imunodeficiénciaspnmanas #sinaisdealerta #imunolegia #alergia

Fpediatra #olinico # WorldPIWeek # ASEA)

et

& youtube.com

ASBA| | Semana Mundial das Imunodeficiéncias Prim...
Testar, Diagnosticar e Tratar!

GYASBAI

SN\ Bragi
LER N gld .oe
\‘Yr/ 14 April at 15:59 « &

No més de abril, em que ocorre a semana mundial das
imunodeficiéncias primarias, o programa de Educagdo
continuada da ASBAI vai liberar aulas sobre
Imunodeficiéncias. S6 entrar no site e se inscrever!

See translation

Programacéo completa de Abril

MODULO IMUNODEFICIENCIA

1. Investigac&o dos defeitos de anticorpos
para polissacarideos
Dra. Ekaterini Simdes Goudouris | CRM-RJ: 52.494090

2. Suspeita e diagnéstico de IDP no idoso

Dra. Carolina Sanchez Aranda | CRM-SP: 126819

3.SCID: diagnéstico e tratamento

Dra. Helena Fleck Velasco | CRM-RS 33933

4. Deficiéncia de IgA como achado laboratorial:
o que fazer?

arros Dorna CRM-SP: 108318

Conteado novo toda sexta-feira

INICIATIVA: APOIO:

G) AsBal

A B e
e

YYY

World PI Week

TESTe DIAGNOSE « TREAT



http://asbai.org.br/category/artigos-material-educativo/imunodeficiencias/

a\_

/a\ Bragi
L8N gld .o
\r/ 23 April at 23:45 - @
° ’ Brazilian Group for Immunodeficiency
ra Z] Reflexdes relevantes sobre COVID-19 e imunologia do
Dr. Antonio Condino-Neto
See translation La\ Bragid
. N7 28 Aprilat1 BRAGID

Presidente do LASID: Dra. Liliana Bezrodnik
See translation

BRAGID (Brazilian Group for
Immunodeficiency)

«

PREVIDUS

* Social media communications, including
awareness campaign on the warning
signs of Pl

* Launched a series of videos from
experts on the themes of “immuno
sufficiency”, COVID-19 etc on the

w
- occasion of the World Pl Week <=> D g

Vice-Presidente do LASID: Dr. Gesmar Segundo
See translation

» Animation video to promote the
campaign and encourage participation

&
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de Abril

comienza la conmemoracion

de loa de la semana de las



http://www.imunopediatria.org.br/inst_10sinais.php

Brazil

Hospital Pequeno Principe

«
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* Educational videos and podcasts about
the immune system, the importance of
early awareness and diagnosis with
immunologist Carolina Prando

Complexo, Doe, Faculdades, Gols Pela Vida, Hospital, Instituto de Pesquisa

Semana Mundial das Imunodefici€ncias Primarias:
diagnostico precoce € fundamental

Celebrada de 22 a 29 de abril, a data € importante para reforgar a necessidade de prevencao
em tempos de pandemia

22/04/2020 m
Ve (LR 2 AT o) o &) S Ao i : pi
‘Q& et ‘,!-' o WA B A importancia do diagnodstico

precoce € o alerta necessario

nesta Semana Mundial das

Z Uonoas
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Semana Mundial das

{ IMUNODEFICIENCIAS \ :
P8 PRIMARIAS 9/ g

Imunodeficiéncias Primarias,
0 1" celebrada entre 22 e 29 de abril.

@ Em tempos de pandemia do

37 | 2020 WPIW REPORT

g

; DIAGNOSTICO

§ PRECOCE DAS 103
¥ SALVA VIDAS!

'

» M) 000/

CovViD-18
Gouvermement Ir. o Infoemat; ur lo C

EN SAVOmW PLUS

G Plua dinfoe sur Google 11

Vocé sabe o que s3o imunodeficiéncias primarias?

61 s + 20 avr 2020 e 8 B0 4 PANTAGEN = ENHPGRSTRER

Click to see more


http://pequenoprincipe.org.br/hospital/

CiPO
@CIPONational

Join us on the 10th for another installment of Ask The
Experts! More info at cipo.ca

Traduire le Tweet

Canada

ASK THE

CIPO (Canadian Immunodeficiencies
Patient Organization)

«

PREVIDUS

EXPERTS 2: O
Pl & COVID

* Online webinar on COVID-19 and PID
with experts

>

Click to see more

B our MeDICAL
CO-CHAIRS
ARE HERE TO |
ANSWER YOUR  \
QUESTIONS!

* Virtual patients meeting every

» Blog articles and press release to
celebrate the campaign

SUBMIT YOUR QUESTIONS TO
INFO@CIPFO.CA 8Y JUNE 8

FIND THE EVENT LINK AT CIPO.CA

n
CELEBRATE WORLD Pl WEEK!
) .
N
by Whitney
m «’_-i:CIPONanonal 12h w O P on Ao 212000 8 Uscalngirtend

* Do have a question about COVID-19 and PI? Ask our experts! CIPO will be

hosting a 1-hour webinar, 6pm EDT, May 5th. Send us your questions and TR0 frous’ o ouiata N F3 VRt This st S Wieg P YieK conpsion on esias i 100 Sanivarsan: Tw

yoors of and IBing ac0ss the globe. For the Srst time ever, Workt PI Week will run for ten

W
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join us, Details at cipo.ca
#AMA #asktheexperts #immunodeficiency #HighRiskCovid19
f#WorldPIlWeek

O 01 Q 2 3

weeks, from 22nd Apdi 00 151 July. Ton woeks of campaigning and advocacy 1o put prmary mmunodefcency on the
spatighe

Theeo aco ownr 400 dferent 1ypes of prmary mmunodeddencies, affecting over § melon people worawide. Primary
immuncdelichencies occur when a person’s mmune system = absent or doss not Anclon properly, whch lssves
indwviduals more prone than other people o nfectons and predisposs tham 1o suto-mmunty, slergy, malignancy, o
sulo-inflammaton. In the current COVID-12 stuation. rasing awareness of these geoetic, hatedtary defects of the
Immune sysiom takes on an even groater significance

wwrlmzomumopmuuymonnpw % cutining and % for the Laure of
prmary y \ cire a0 qually of e, In support of patens and thelr familes arcund the
world

Drawing on & 10-year history and & aynamic network, the Warkd P Week 2020 bulds momentum foc another decads of
progress in primacy Immencdeficiency.

Read the compiete press relaase Wore 21 \Woow Fross-Roesse 2020


http://pequenoprincipe.org.br/hospital/

«

PREVIDUS

7 Uonoas

< Uol1D9sg

Canada

Immunodeficiency Canada

* Social media campaign with
facts and figures about PI

Click to see more
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YMMMM

SimmunnCanada

Quiz: How many people are estimated to live with primary

Immunocdeficiency worldwide?
#WorldPlWeek #Primarylmmunodeficiency

Tradiare v Twem

HOW MANY PEBPLE ARE ESTIMATED T0 LIVE WITH PRIMARY

IMMUNODEFICIENCY WORLDWIDE?

3:30 PM - 31 mad 2020 « Twittwr 'Webs App

Immunodeficiency Canada @lmmunoCanada 18 avr

This year, World Pl Week celebrates its 10th anniversary. That's 10 years

of collaboration and awareness raising across the globe! Jain the first
ever World Pl week webinar on 22 April 2020 at 9.00-9.30am EDT:

WEDNESDAY 22'° APRIL, 15.00 CET

Join us to celebrate the start of

wOrId’ Pl Week 2020!

World Pl Week 2020 Launch Webinar - World P| Week
Join the first ever World Pl Week webinar to mark the start of the 2020
campaign! This year, the World Pl Week will have an increased online...

5 worldpiweek.org

Immunodeficiency
\ / Canada
Immunodéficience
s

Canada

ﬁ.ﬁ Immunodeficiency Canada
’ @ImmunoCanada

Early diagnosis and treatment of Primary
Immunodeficiency is vital in saving lives. View the 10 red
flags at

immunodeficiency.ca/primary-immuno...
#Primarylmmunodeficiency #piawareness #RareDisease

Traduire le Tweet

RED FLAGS FOR
PRIMARY IMMUNODEFICIENCY

Low serum IgG. chronic lymphopenia.

neutropenia or thrombocytopenia*

4:29 PM - 29 iuin 2020 - Twitter Web Aon


https://immunodeficiency.ca/

g
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Canada

APIQ (Association des Patients
Immunodéficients du Québec)

Distribution of toys to children with PI
as part of « | have my teddy »
awareness campaign

Awareness campaign encouraging
everyone to stay at home and protect
PID patients

Click to see more
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AP}

N\ Association des Patients
Immunodéficients du Québec



https://cipo-apiq.ca/

g
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China

PID Care Organisation
PID-+ A B 2 il i

» Social media awareness campaign

* Launched “Amber”, a new logo mascot and
comfort toy for children with PI

» Published a new PID brochure for the o
paediatric care centre h

CHINA - MEET AMBER, NEW MASCOT AND COMFORT TOY

41 | 2020 WPIW REPORT



Columbia

LAS RECOMENDACIONES
DE OLIVER Y Z0E

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

Semana Mundial de las Inmunodeficiencias Primarias * Workd P1 W
Abril 22 - 29 de 2020 Eat e

«

PREVIDUS

* Promotion of the campaign on social
media

LAVANDOSE LAS MANOS

« Co-organization of the 10t national PID
symposium
« Webinar on PIDs and COVID-19 Cu'l';ps"e:';snloh::::i:f::';:rar

organized with LASID Inmunodeficiencias Primarias

7 Uonoas

* “Stay at home” Campaign With a Series r‘)r”!'ﬂ!l 10 semanas de CE‘IHHA(IOI“I
of videos from PID patients rdel 22 de abril al 10, de Julio !

®.0.0
World PI Week
Sospecha; Diagnostica, y Trata

@ v ALAS

42 | 2020 WPIW REPORT
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)uFlvy Model wﬂ
Carvers Nebwork

Informes: fundacionfip@gmail.com

Tels: (4) 311-8121 « (314) 864-6956

Entrada libre con inscripcién previa en www.fundacionfip.org.co



https://cipo-apiq.ca/

UNDACION PIDE

EC uador ‘ag>, Fundacién PIDE “FundacionPide - 1h
<Y ) Fundacion PIDE se activa con una qran campana #WorldPlweek en la
Semana I'\temac{onai dela# inodeficienciaPrimaria pedimos
éDerechoAlaSalud dlagnfwhco temprano, tratamiento per<ona|utado y

calidad de VIdd para los pacientes en Ecuador wim #
. quedateencasa
Fundacion PIDE

FUNDACION PIDE .

U World PIWeek

PRUEBA » DIAGNOSTICA » TRATA

«

PREVIDUS

>

NEXT

« Suite of videos from PID patients with
messages on universal health
coverage, personalised treatment and
encouraging everyone to stay at home
during COVID-19

Propiciando el cambio
para pacientes con
inmunodeficiencias

primarias en todo el mundo

Semana Mundial de
« Promotion of World Pl Week and Inmunodeficiencias Primarias

m . . . . Acerca 22 - 29 abril
2 campaign materials on social media
S La Semana Mundial de IDP se creé en
b 2010 y desde entonces, se han

Qllé OS? realizado un sinndmero de

actividades en cerca de 80 palses
" La Semana Mundial de IDP es un alrededor del mundo, alcanzando a
2 o movimiento global para generar miles de personas y generando
5 conciencia sobre las amplia atencién en los medios a nivel
e Inmunodeficiencias Primarias local e internacional.
. (IDP) y los retos relacionados a ellas;
Click to see more promover la calidad de vida para las

personas con IDP, diagnéstico
pre temprano, acceso y disponibilidad de
‘@ tratamiento y cuidados en todo el

mundo, y promover la comunicacién y
defensa de estas enfermedades.
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https://www.facebook.com/FundacionPIDE.ec/

FUNDACION

El Salvador

Click to see more

. ESCUDO DE AMOR
@ Fundacion Escudo de Amor para las IDP
(4 Fundacion Escudo de Amor para las  ***
PREVIOUS 0.0 w°r|d Pl w.‘k >~~~ IDP El Salvador
TESTe DIAGNOSE o TREAY 1mars -G
® DiSSGmination Of WO rld PI Week Brusseis - 29 February 2020 La declaracién de la organizacién de la Semana
. . Mundial de las IDP en el dia de las enfermedades
materials to raise awareness Athough Rar,we - he Prmary Inunccetcancy Commurdy e Mary Song snd o
| Voir la traduction

On the cccasion of Rare Disease Day 2020 - a special day as |t talls on a leap year — the primary
Iimmunodeficiency community joins forces with rare disease advocales 10 promate the spirt of

celobrating ‘Rare’
R ) s O 1 partage
12 30 b e o mns \etrers ﬂMMNl‘Manﬂawllﬂmmmm*
[ commanty having forms dsease.
w hwicieties ALAS EAD Ik chisdren o Srlou S of $20 oy Jaime (J Commenter & Partager @~
’ Whaon Iving with a primary jarcy, the patient's immune systom is "N-
¢ can lead 1o as wel as Y. alergy
¥inmunodeficiencissPrimarias son enfermedades mmwmmnmmnnmwum “ Votre commeantaire SRCRZRE)
_ . Mmmmdnmm-nmmwmhm o o —
gepetn:as que afectan el sistema inmune de personas or y pationts’ quaity of Iife, and may limit
quienes no pueden defenderse adecuadamente de --ﬂm—‘ gagoment in and soclel
virus, bacterias hG'\gDS pards:tos, Sino.se 2020 represents a very unique year for the primary immunodeficiency communily, as it honours
diagnostican, las personas pueden perder la vida por L0 100 muhrey ol By i P Meot ounpen (200 A0 e Sl wie e o miee
raising

complicacion de estas infecciones, m“lhmbnmmoﬂmw

A Equity, the theme of he 2020 edifon of Rare Disease Day, is inherent 1o those who five wih
primary immunodeficiency. Tho Word Pl weok aspires 10 fight inequalites in rare discases which
unfortunately persist, 10 ensuro that people Bving with primary immunodefidency have the same
acoess o carly diag' od care as anyone 0'se.

Through this yoar's oslebration, we will help 1o spread awareness about what & means 1o be Iving
with or be alfected by a rare disease, such as pimary Immunodeficiency. This wil help the pubic

Z Uonoas

0 10 better Undorstand the UNMet neods of this Rare” communty 10 ensure No Individual with
g primary immunodoficiency nor any ofher mre disoase s loft bohing.

=3 Existen mas 400 formas mnum-wmunnmwwnu-wuw-mu
3 g . ad the Sves of patients and casers, positive research
w de Inmunodehiciencias . culcomes. an ever-growing g ot pAmary and xp for the

future

varian a8n sevencdad vy st V)

Please join us in celedanting Rare Duense Day 2020 and World P Week 2020 1 ensure that the

o1 9 grupos prlncipales. Vo of mubans o peog Iming wi prmary imimunadefiency are heard

For more information on Rare Diseases Day 2020: see_hare

Topeter Snpng shent Mg by (rmry SrmeRe Ty Saf e esAes

44 | 2020 WPIW REPORT


https://www.facebook.com/Fundaci%C3%B3n-Escudo-de-Amor-para-las-IDP-El-Salvador-157103485038515/

France

Iris (Immuno-Deficience Primitive:
Recherche, Information, Soutien)

i

«

P

« Contest with the chance to
pre-view a documentary on
immunity and chat live with
the film director

* Information sharing on Covid-
19 and World Pl Week on social
media

7 Uonoas

Click to see more
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17 reseraondrg " I [é S

Des informations trés intéressantes concernant entre K s i
autres le #COVID_19 et la semaine mondiale des DIP. DEFICITS IMMUNITAIRES PRIMITIFS

#WPIW #DIP #MaladiesRares #MaladiesGénétiques
#Systémelmmunitaire #AssociationDePatients #Patients
#PID #Sante

* IPOPI @popi_info - 31 mars
IPOP! Spring e-News is out!

Read all about #COVIDIS snd 2PID, the upcoming #WP1 & . /-
for the Global PID Patients Meeting, Ifés

CONCOURS

AVMOCIATIUN DE PATIENTY PTTRNATOY AAL
DERCITE INMUNITAIRES MIMITYS (—L—

We are now on Instagram as well, meet us there - detail:

e-naws.ipopl.org

From the Providant's ek

Uemer P tarerd (Trasatemer Y ety
ety T TRy T P 1 o8 B peaee e
MAECONE Te wa™ s ww T &
D P e

e e it s WS P

R R e

-Tey b he o W i e -

World PI Week

TERY S GIARSOSE = TREAY

Recipient of IPOPI WPIW grant



http://www.associationiris.org/

Greece

APMONIA (Association of Greek Friends for
Paediatric Immunology - Primary
s Immunodeficiencies)

>

g

» Dissemination of World Pl Week material on
communications platforms

* Educational videos on primary Néa & AVaKOIVAOEIC
immunodeficiency

Z Uonoas

TEST* DIAGNOSE » TREATY

Aigbvic ERSoudada via 1ic MNpwrotrabeic
Click to see more AVOOOQVETTAPKEIEC

W
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o “AAY World PI Week
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I-anosia.gr
i Avooodoyia

22-29 ATTpiAiou
World Pl Week
P Test. Diagnose. Treat.
Aigbviic EBSouada yia Tig

Mpwromabeic AVvOOOQVETTAPKEIEG
"EAgyie. AiIdyvwoe. OEpATEUCE.

Acgite 10 Video



https://www.paed-anosia.gr/default_gr.asp?id=1

Hungary

HOPI (Hungarian Organization for
Patients with Immunodeficiencies)

g

«

>
» Organization of a virtual run from 17th of

August - 7th of September(replacing a run
initially planned on 25t April)

* Webinar on 29 August with key experts,
focusing on COVID-19 and PIDs

7 Uonoas

Click to see more
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Futéverdeny az immughianyos betegek segité

Szaladj erte! - Jotekonysagi futoverseny -

28 2020 augusztus 17 - szeptember 07.

Public - Hosted by Magyarorszagi Immunhidnyos
Betegekért Egyesulet MIBE Noémi Téth and Ménika
Tothné Apati Nagy

% Interested ”» Share «

Daify, undil Sep 7 - UTC+02

- %
' B

£ &
MIBE

10.00 Dr. Szabo Tamis
Wgrrmaigh

1010 Dr. Kaposzta Rita
oLy soce Iy

1020 Dr. Reiger Zsoll
(ALt pmmees Ol M)

1030 Dv. Griget Zoltén

rOvetmey ucw AT prTvertgew Tansopes

10 40 Balog Zsanait, Sxolnoky Mkids

EBOTEST Muotie k2 )

et e U per ot 510 S0 b pell

WSOy, d1ras e red

% Recipient of IPOPI WPIW grant
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= & Dr. Sagar Bhattad, MD, DM @DrSagar_Bhattad - 29 avr. v

° & En réponse a @DrSagar_Bhattad

I n d lI a Every month, around 4 - 5 new children are being diagnosed to have a
Primary Immune Deficiency in the Pediatric Inmunology Department at

Aster CMI hospital, Bangalore. The following graph shows the numbers

for the last 3 years (2017 - 2019).

. O 1 i Q &
@ Aster CMI Hospital, FPID center
Home . . ", Dr. Sagar Bhattad, MD, DM @DrSagar_Bhattad - 29 avr. v
» Of Excel le nce fO r the d1 agnOS] S . This, however, is only the tip of the iceberg! Hundreds of children remain
: undiagnosed and suffer for months, and at times, for years. Raising
e an d man agem ent Of p rnma ry awareness is the only way forward and the observation of the
» | mmune Def-lc-l ency _ D r Saga r #worldPlweek (April 22 - 29) is one step further in this direction!
B h attad Number of PIDs diagnosed at/referred to the Department
of Pediatric Immunology, Aster CMI Hospital, Bangalore,
India
80
0
» Social media communications %
50
a0
. * Awareness raising video on 30
8 Youtube %
:J 0
2017
) o

< Uol1D9sg

Click to see more
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https://www.asterbangalore.com/specialists/sagar-bhattad-consultant-paediatric-immunology-rheumatology-54

I D l Indonesian Pediatric Society
Coenmittad im Imgeowng The Health of indanesinn Children

Indonesia

{’2& 3
# IDAI (Indonesian Pediatric Society) Sl svats ok ﬁ 8
Menjawab Pertanyaan Orangtua Seputar WEBINAR
« Imunisasi dalam Masa COVID-1 Bagaimana Melaksanakan Imunisasi
— dalam Masa COVID-19
. o Hari dan Tanggal: Jumat, 24 April 2020
“ - Dissemination of World Pl Week Pukil 14.00:15.30 Wib

. l . l d - Narasumben
materials on social media S S g
V.7
* Information campaign on PIDs in R e AR oA sl £

Prol. DR. Dr. hmoedilamto  prof, Or. Cissy B, Kartasasmita, De. Nina Dwi Putr,

Indonesia Aeuca Sai nsbatas ssbulc nokbar Spesieli Assk. MF, DTMEH, Sp.ALE] M5, PhO, S ACK) SpAIK ) MSC[Treprand
Harap login pada website idai.or.id mengqunakan NPA Moderator:
yanq telah terdaftar. ?
» Series of webinars with PID specialists il S o= )
o organised throughout the week under . s B
e n . . " J’" . ! LN
the theme "Immunization for All Y N ne /&) 1A
- t;r m Didai_tweets
Raplying to @da:_tweets
o "|;::|ys=:?$',:ﬂ|zssg::°n Dalam Rangka Pekan Imunisasi Dunia yang jatuh pada

tanggal 24-30 April 2020. Ikatan Dokter Anak Indonesia
menyelenggarakan rangkaian acara dengan Tema
“Imunisasi untuk Semua" yang dapat diikuti selama
#dirumahaja €} (2)

#lmunisasiUntukSemua

#PekanimunisasiDunia2020

#WIW2020

W
2]
(2]
e
(=]
3
W

Nmnmkns Moderator: 3

Frof. DR, Dr, Kasnandi Rgsmil, 5p.ALK] Pe. Catharime M, Sambo, Sp.ALK)
49 ‘ 2020 WPIW REPORT Acara ini terbuka untuk seluruh Sobat Instagram IDAIL. L% Recipient of IPOPI WPIW grant
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https://www.idai.or.id/

Irish Primary Immunodeficiency Association - IPIA a
ajouté un événement.

Ireland n g

[

IPIA

feiake Frimary
Irmmusodeliciencies Amocialn

IPIA (Irish Primary Immunodeficiency
Association)

«

PREVIDUS

AWPIW #Plasma #Primaryimmunodeficiency #IPIA

Its World PI Week - A big THANK YOU to all those people that
donate Plasma! premary immunodeficency patients count on
plasma danatians to be able to fve a healthy life? Help us make thes
possbie!

* Virtual run between 2-9 August
o Participants invited to walk, jog,
run, tread mill, cycle for 5 kms

www waridpiweeh ary

DIM., 2 AOUT ET 7 AUTRES DATES
8808000000008

IPIA very first Virtual 5km fundraiser
s : am'intéress) il il il il
Participant decision we 8686006000600600068
Fitness 06088460000060088
' 0006000000600

» Social media campaign

06800000000600
0000000800000

06000008006000
0006060606006006000
000600000600606060

kot sbout 130 plasma donations

7 Uonoas

=3t 1 parson wiih s Srimary Ireminocsicsncy

< Uol1D9sg

World Pl Week 10th Anniversary from
22nd - 29th April 2020 - Come and
celebrate with IPIA

February 28, 2020 By Rosa Maria Catralo — Leave a Comment

@ Click to see more
poiel Aash carpeign. Marry tharks for the lartaatse lumost @
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https://www.facebook.com/IPIAINFO/

ASSOCIAZIONE
IMMUNODEFICIENZE
PRIMITIVE

O.d.V.

Italy

AIP (Associazione Immunodeficienze
Primitive) and PID Adult Centre-Milan

«

PREVIDUS

Together, bringing about change for
primary immunodeficiency patients
woridwide!

TEETE MISERATE 4 VRRNY

» Dissemination of World Pl Week YYY WerldPIWeek

. Celebrating 10 years of solidarity,

mater]als Stitcesses and expectations for the future
ot primiasy immunodeficiency diagnosis,
care andgiiality of life worldwide

* Social media communications and
promotion of World Pl Week in

e

Il COVID-19 non ferma la Settimana 0 settimane di campagne di comunicazione per il

communications outlets M('m('li'ale delle Immunodeficienze z"xﬁgzﬁgﬁamc epinttancin el
7 Primitive! extended, offre 'opportunita di informare e educare
) World Primary Immunodeficiencies Week 202¢ i responsabili delle politiche sanitarie, le scuole ¢ le
= htrpsiwwwaworldpnwveek org famiglie e il pubblico in generale sulle immunodefi-
(3]

< Uol1D9sg

immunodeficienza primaria in tutto il mondo”. E que-

cienze primarie (Pl) per sensibilizzare ad una diagno-
a decima campagna della Settimana mondiale  si quanto pils precoce possibile ed ottenere un tratta-
delle PI dal titolo “BRINGING ABOUT CHAN-  mento ottimale della patologia

I-a sem d “e GETOGETHER" inizia con una sola parola d'or-

mana e dine: celebrazioni. Celebrare la vita e ¢id ¢he fa avan- =
Click to see more

sto lo slogan della settimana 2020, Una sfida per tutti

in tutto il mondo

zare |y comunith delle immunodeficienze primarie.
e
g . v World PI Week Alla luce defla pandemia di COVID-19, il World P1

R N 1
ImmunOdeﬁClenze Celebrismo la solidarieth ¢ la positivitd, molto neces-
TEST+ DIAGNOSE onuy Week Board ha deciso di estendere nel tempo la cam-

2 SIS sane nel contesto dell'attuale pandemia,
anltlve “Insieme, guidando il camblamento per i pazienti con

pagna per proteggere la salute pubblica ¢ la salute dei
pazienti con PID, La World PI Week 2020 iniziata il

aprile 2020 termina il 1 luglio
51 | 2020 WPIW REPORT u% Recipient of IPOPI WPIW grant


https://www.aip-it.org/sites/default/files/pdf-notiziari/Aip%20Informa_%20nr1_2020.pdf

Italy

FIDAS Nazionale (Federazione Italiana
Associazioni Donatori di Sangue)

«

PREVIDUS

>

NEXT

« Social media campaign to encourage
plasma donations and highlight the
value of plasma derived medicinal
products for PID patients and other rare
disease patients

Z Uonoas
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FIDAS Nazionale @FIDASnazionale - 28 avr.

v
‘"D"s' Se hai gia donato sangue di recente, non aspettare tre mesi prima di [ I D " s
prendere di nuovo appuntamento: #DonaVita donando il plasma! | i

pazienti affetti da immunodeficienze primitive aspettano il tuo dono
#WorldPiWeek
E3fidas.it/test-diagnose-...

FIDAS Nazionale @FIDASnazionale - 24 avr. v

°“D"s' #WorldPIWeek: una campagna globale per sensibilizzare e migliorare la
diagnosi e il trattamento delle immunodeficienze primitive. Restiamo al
fianco delle persone affette da IP, continuiamo a donare plasma!
#DonaVita @ @WorldPIWeek

@ "Test. Diagnose. Treat": la Settimana Mondiale dell...
088 Una campagna globale che mira a sensibilizzare e
World P Week migliorare la diagnosi e il trattamento delle ...
& fidas.it


http://fidas.it/

Ma laySia SESI PERKONGSIAN PID

Spearie
FIRDAUS FARHANS BINTI ABU BAXAR
Jwerurames
Kurrgretan munctet verm Primer
AR P daias dan Pesgigias Termeaps

My POPI

MyPOPI (Malaysia Patient

a_

Organization for Primary

« o o .

Immunodeficiencies) Soran tongaong ] Lt
» @ Mypopl Prosigen MpPOR
wexT Facebook page

, , , YOM KETAHU) Dari Titisan Darah |
» Launch of webinar series, exploring - ‘E“TMG. oy kepada DIagnosis | |+ .+ uuir 100
various important topics for PID APA JANGKAAN | Rt e R ae G w A .
patients in Malaysia ANDA? e & SR
Q- g e Direligter PID PARENT
. . . I conjunction with Works Pf Week 2020: SHARING SESSION
« Live PID parent sharing session A tage 1o Sl Ad it Sy Whtosts XL patenil o8 —
As:c:’l:rs:g:v ?:.ﬁ;w are protecting PID patients such as Adib and @MyPOP|
«  “Stay at home” campaign with videos oo oo

Z Uonoas

from children with Pl asking people to
stay safe and respect social distancing

Click to see more

Tabe
DR MNTAN JULIAMA ABD HAMID

GET TO KNOW

oty |MPORTANCE OF
A IMMUNOGLOBULIN
THERAPY

W
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e
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https://www.facebook.com/MyIpopi/?fref=ts

Mexico

N7 FUMENI @FumeniAC - 22 avr. v
\}f’ Hoy mas que nunca celebramos 10 afios de trabajar por la #Salud de
== nifas y niflos con #IDP, con imaginacién, colaboracién, alianzas,
educacion, difusién, creando comunidades fuertes y solidarias.
#WorldPIWeek #SaludSinDiscriminacion #AccesoATratamiento

Fumeni (Fundacion Mexicana Para Ninas e
Ninos con Immunodeficiencias Primarias)

«

PREVIDUS

« Social media campaign with video clips and
animations

3 FUMENI @FumeniAC « 18 juin
\ \t ¥ winrmunodeticienciasPrimaian son enfermadades gendlicas que afectan
= el sistemna inmune de personas quienes na pueden defenderse
adecuadamente de virus, bacterias, hongos, pardsitos. Sino se
diagnostican, las personas pueden perder 1a vida por complicacion de
estas infecciones.

Z Uonoas

Existen mas de 400 formas

de Inmunodefigiencias primarias

varnan en severidad y se divider
en 9 grupos principales.

Click to see more

< Uol1D9sg
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Cumplimos 10 afios de celebrar
la Semana Mundial de las
Inmunodeficiencias Primarias

Seran 10 semanas de

i del 22 de abril al 10. de jul

AAY World PI Week

Sospecha, Diagnostica, y Trata

1y Modell Foundation (JMF) et 9 autres

W FUMENI @FumeniAC - Apr 22

Iniciamos la #SemanaMundial de las #IDP hoy mas que nunca para
difundir la situacion de quienes viven con alguna de estas enfermedades
que afectan gravemente su sistema inmune. #SaludSinDiscriminacion
#DiagnosticoOportuno #AccesoATratamiento #NadieEsMenaos
@WorldPIWeek @InfodPl



https://twitter.com/FumeniAC

Mexico

AMPIPI (Asociacion Mexicana para Pacientes
con Inmunodeficiencias primarias)

«

PREVIDUS

« Conference on “COVID19 in patients with
PIDs” on 8 June

« Plasma donation campaign via WhatsApp DONA PLASMA Y

SALVA VIDAS  isnot

« “Stay at home” campaign

#SEMANAMUNDIAL DE LAS #SEMANAMUNDIAL DE LAS #SEMANAMUNDIAL DE LAS #SEMANAMUNDIAL DE LAS
oIDP oIDP #1DP #IDP

Z Uonoas

< Uol1D9sg

QuédatelnC asa QuédateknCasa “QuédatelnCasa QuédateEnCasa

PorEllosPor todos I’or_ﬂlml:br'lbdar PorkllosPor todos PorEllosPortodos

e LR . . BN 4 e SU 2 17 B
@ AMPIP México AMPIP Mexico AMPIP México  AMPIP México
55 | 2020 WPIW REPORT % Recipient of IPOPI WPIW grant
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Morocco

Hajar

«

>
. Online scientific lecture by pediatriciann
and specialists about COVID-19 and PIDs

. Online PID patient meeting on COVID-19
. Blood donation drive

. Contribution to a webinar and online Q&A
session on 234 of April with PID experts

Z Uonoas

. Dissemination of World Pl Week materials
and participation in online awareness
raising
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Hajar's activities during the World of Primary
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Netherlands

* Social media campaign

* Blogs on PID with Dr. van
Montfrans

* Online bingo

 Dissemination of materials on

Covid-19 and primary
immunodeficiency

Click to see more
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m Stichting voor Afweerstoornissen est @ partage une

actualité COVID-19.
N mai- &
Doe mee aan het onderzoek van leder(in):

‘Bij de versoepeling van de coronamaatregelen wordt weinig rekening
gehouden met de behoeften van mensen met een lichamelijke handicap,
verstandelijke beperking of chronische ziekte. Hoe wordt uw leven weer
leefpaar? Doe mee en help zo het coronabeleid te verbeteren.

Laat je stem horen en vul de Europese enquéte in over chronisch ziek zijn
en corona. Vandaag is de laatste dag dat dit nog kan!

Lees meer op de website van leder(in),
https://iederin.nl/doe-mee-aan-het-onderzoek-hoe-wordt-uw-.../
of ga hier

https://nl.surveymonkey.com/r/gewoneleven

direct naar de online enquéte.

#stichtingvoorafweerstoornissen #5AS10wekenactieWPIW2020
#WorldPlweek #WPIW10years #Afweerstoornissen
#Primaryimmunodeficiency #SAS #lederin

Voir la traduction

mmeriares ) partage
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https://www.facebook.com/StichtingvoorAfweerstoornissen/

New Zealand
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IDFNZ (Immunodeficiency Foundation of Ne
Zealand)

PREVIDUS

* Online campaign about PIDs “be a
detective”

J'.' ‘_,d..
« Launch of educational resources that o T e e T RS
explain immunology o % |

‘
o —

IDFNZ~L I”rium‘ Pl Week B

29 April 2020

7]
o
s
=5
=]
3
N

Learn more about how the body
protects itself from germs.
What is the Body's alarm system?
What are the body's defences? b
How do they work?

The Immune System
58 | 2020 WPIW REPORT


http://idfnz.org.nz/our-foundation/

Poland immun@protect

s Immunoprotect

0 23avr.
P | mmun Op rotect Mija drugi dzierh World Pl Week. W zwigzku tym zachgcamy do
e przeczytania wywiadu z konsultantem krajowym w dziedzinie
immunologii klinicznej, dr hab. n. med., prof. UMK Sylwig Kettan na temat
« sytuacji epidemiologicznej w kontekscie pierwotnych niedoborow
PREVIOUE odpornos’ci. s Immunoprotect
« 9 . . n A W 25avr.-©
® Stay at home Cam pa] gn W] th Voir ta traduction World Pl Week trwa i chcoiaz kampania #ICountOnYou dobiegla korica to
E F= wciaz nie brak nam Waszych filmikéw i zdje¢, dlatego na naszym profilu

Swiatowy Tydziert Niedoboréw odpornosci bedzie tez
Immunoprotectowym tygodniem pacjenckiej wspdinoty \,,

Bardzo dziekujemy wszystkim za zaangazowanie, jestesmy dumni i
przeszczegsliwi na wasz odzew. Jutro znowu niespodzianka.

patients’ videos

» Interview of Dr Sylwia Koltan on PIDs - .

.

\

-

Trzymaijcie sig ciepto §... Afficher la suite
Voir {a traduction
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RP.PL
@ Sylwia Koftan: Pacjenci z pierwotnymi niedoborami odpornosc an Smmon  fun  Toland
(2] . “ .
§. sg szczegolnie narazeni P>ﬂ opplyin q soc =y
N
. OO a5 1 commentalre B8 partage! dw{ ancey C& you
Click to see more it - | ME o
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https://immunoprotect.pl/
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Portugal

with Pl

media

Click to see more

60 | 2020 WPIW REPORT

« PID awareness campaign on social @ @

i‘

Associagao Portuguesa
de Doentes com
Imunodeficiéncias
Primarias

APDIP (Associacao Portuguesa de Doentes Ll a

com Imunodefici€éncia Primaria) Semana Mundial das IMUNUDEF]UENC]AS
s s PRIMARIAS

« Launch of a new guide on how to live — APRENDER A VIVER COMIDP —

AAY World PI Week

TEAY+ OIASNOLE s YREAY

APDIP Imunodeficiéncia Primaria @apdippt - Apr 22 b
Uma das acgoes da Semana Mundial das Imunodeficiéncias Primarias 2020,
que este ano vai prolongar-se até Junho. Junte-se a nos! L #WorldPiweek
#WPIW2020

#1 APDIP Imunodeficiéncia Primdria @apdippt - Apr 23

Criamos um guia destinado a apoiar os doentes que lidam diariamente
com imunodeficiéncias primarias (IDPs) #saude #idp #imunologia
#imunoalergologia #guia #kedricn #imunoglobulina
vitalhealth.pt/ebook/IDP/page..,

IMUNODEFICIENCIAS

PRIMARIAS



https://www.apdip.pt/
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7]
o
s
=5
=]
3
N

Romania

ARPID (Romanian Association for Patients
with Primary Immunodeficiencies)

 Dissemination of materials and
information on PIDs on social media

* Online conference to advocate for plasma
donation in Romania

61 | 2020 WPIW REPORT

ARPID - Asociatia Romana a Pacientilor cu
\is  Imunodeficiente Primare
9mal - Q

CSLBEHRING.COM
They Count On You

Primary immunodeficiencv natients make a direct nlea for nlasm
ARPID - Asociatia Romana a Pacientilor cu
Imunodeficiente Primare
26 mai - Q

A.P.A.A. - Asociatia Pacientilor cu Afectiuni Autoimune
26 ma \3

Plasma pentru Romania


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

NAo
75K

ARPID (Romanian Association for Patients PEP B IYHOREOHTON

with Primary Immunodeficiencies)
@ Beenppias HeRenn

.0,0, TlMepBMUYUHBIX MMMyHOACDUMUMNTOB

Russia

«

PREVIDUS
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 Dissemination of materials and
information on PIDs on communication
channels
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Serbia

POsPID (Podrska Osobama sa Primarnim
Imunodeficitima)

g

«

N Dissemination of World Pl Week
material on social media

* Release of an online book for children
on PIDs and COVID-19, written by a
doctor and psychologist

Z Uonoas
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#POsPID

NA

sGrip 2d decu i wlade



https://www.facebook.com/www.pospid.org/
http://cpd.org.rs/wp-content/uploads/2020/04/Korona-strip-za-mlade.pdf?fbclid=IwAR1sldMLsaBTuL7-JTiMJkQmNqQoAYp6RY4FoGg2sQ9PFQq4ypK3U_kS5ts
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i " ..\ IMUNODEFICIT.SK
S lova k]a \“( ZDRUZENIE PACIENTOV S PRIMARNOU IMUNODEFICIENCIOU

Slovak Association of Patients with PIDs
(Zdruzenie pacientov s primarnou
imunodeficienciou )

G\ 2% |MUNODEFICIT
" prw pacientow ST imaanily

) imunodeficit.sk e

New educational video launched and
promoted on Facebook, to raise
awareness of PIDs in Slovakia

ZDRUZENIE

PACIENTOV
g PF{‘I _rv.'_"AR;‘-,‘(j!r u

Highlighted the changes needed in
Slovakia: introduction of newborn
screenings for rare diseases and plasma
donation centres to be opened

Media interview

Click to see more

Worcawshé sertrum na brvivs plaorma K000 ndskedbon o redastalok
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https://www.imunodeficit.sk/
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South Africa

South Africa)

» Virtual Game Show initiated by
Rare Diseases South Africa

 Press release on PIDs and
underdiagnosis

« Dissemination of World Pl Week
materials

Click to see more
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PINSA (Primary Immunodeficiency Network of

Qur next challenge is one the whole family can participate in - no fitness required, This cominy
SatUrDaY 9 MaY at 16:00 wo will be hosting our first aver VirTual. GaMe ShOw,

Our theme is MaD HaTTeRs TeA PaRtY, so we encourage you to dress as creatively a

you can to eam yourself some bonus points. Entry is R100 PeR tEaM (your team can be st
yoursall or all the members of your housahokd - your furry friands are walcome to get involved
100},

Al you need is a laptop, an internst comnection and your compelitve spirit. Once you've
purchased your entry via our coing store, you will be sent an email with pdf instructions to
register on Zoom, Zoom Is the online platform we will be using to host the game show.

P NSA

FPRMARY WHINODERCITNCY NETWORK OF SOUTH AFRICA

PINSA
EINSA @pinsa za
Press Release: Children and adults who fall ill with recurrent
underdiagnosed and underreported. World Primary
Immunodeficiency Disease Week has been extended to 10 weeks,
and will now run from 22 April to 1 July 2020, due to the added
concerns arising from the threat of Covid-19

&
AFSAALLSA P NSA

Press Release
21 April 2020

World Primary immunodeficiency Week extended to 10 weeks due to Covid-
19 concerns

Children and adults who fall 81 with recurrent or more severe nfections may suffer from an
undiagnosed, underlying primary immunodeficiency (PID] disease ~ which is of increased
concern during the Covid-19 pandemic.

This &s the word from Professor André van Niekerk, Paediatric Pulmonologist and Chairman
of the Allergy Socivty af South Africh (ALLSA) who adds that these condtions often go
underdiagnosed and urderrepoeted d Primary & odefic: jsease Week ha

frarid Primary immunocelioency


https://twitter.com/PiNSA_ZA/status/1257308305812123650/photo/1
https://twitter.com/PiNSA_ZA

South Africa AES

allergy foundation south africa

o
- AFSA (Allergy Foundation South Africa) L
®©. 0.0

«

W | o

¢ » Interview in main media (TV and
wc rld PI week Click to see more

radio) with PID expert Prof
Claudia Gray TESTe DIAGNOSE » TREAT

g

“

» World Pl Week logo broadcast on
high-audience TV channel

[« Professor Claudia Gray.on Worid Primary Im... © 2

Cape Talk - Primary Immune Defficiency Watehlate: o starg

Awareness Interview - Prof Claudia Gray
With Bianca Resnekov

Nty Fou bt s Af 2
F ape Talk - Primary Immune Detficlency Awarenes., @ 3 Shwe !
p : 4
( o
. 55l m =
- -

@ 2L "~ MORE VIDEOS - AB(
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https://www.allergyfoundation.co.za/professor-claudia-gray-on-world-primary-immunodeficiency-week/
https://www.allergyfoundation.co.za/cape-talk-primary-immune-defficiency-awareness-interview-prof-claudia-gray-with-bianca-resnekov/
https://www.allergyfoundation.co.za/professor-claudia-gray-on-world-primary-immunodeficiency-week/
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Spain

AAPIDP (Asociacion de Ayuda al Paciente con
IDP)

» Participation in the World Pl Week
#PictureAwareness photo contest

 New educational video about PIDs,
promotional video about World Pl Week

» Dissemination of World Pl Week materials
» Position statement from the organisation on

PIDs and COVID-19 and raising awareness
about the campaign

rid Pl Week
o YW il Celebrando 10 afos de solidaridad, éxitos y

tivas para el futuro del di

expecta lagnostico,
ik s mor 22:29 EEEEEES
Click to see more ot mundo
ABTH 2020 i vammin) s
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AAPIDP

Asociacién de Ayuda al Paciente con

Inmunodeficiencia
Primaria

AAPIDP @aapidp - 28 avr. v
WORLD PI WEEK 2020~

Examine. Diagnostique. Trate.

#PictureAwareness @ipopi_info @WorldPIWeek #WorldPIWeek

ABRIL 30, 2020

:Sabés queé son las Inmunodeficiencias
Primarias?

Desde AAPIDP hemos realizado este video para concientizar y difundir
las Inmunodeficiencias Primarias.

Darse cuenfa
a tiempo es
un buen

Comie&



https://twitter.com/aapidp
http://aapidp.com.ar/blog/page/2/
https://www.youtube.com/watch?v=hAsHQkj69FI

Spain
6.

a AEDIP (Asociacion Espafola de Déficit y excepcionale par I andaria COVD-19, tambiéncalebromos
:s | nmun ] ta riOS Pr_i ma r] 0S ) ;(;S\:S&;INTERNACIONAL DE LAS INMUNODEFICIENCIAS

Es una buena oportunidad para hacer visible esta enfermedad a la
sociedad. Quiza ahora se comprenda mejor la situacion de los
Inmuncdeficientes y la fragilidad de salud en la que viven toda la
vida.

» Dissemination of information about PIDs on o
. . . En esta edicion, los actos programados por AEDIP para celebrar la
social media and WPIW materials X Edicién de la Semana ... Afficher la suite

Cette année, méme si nous sommes dans ces circonstances si
compliquées et exceptionnelles par la pandémie COVID-19, nous
célébrons également la X SEMAINE INTERNATIONALE DES
IMMUNODEFICIENCES PRIMAIRES.

C ' est une bonne occasion de rendre cette maladie visible a la
société. Peut-étre que la situation des immunodéficiens et la
fragilité de santé dans laquelle ils vivent toute leur vie sera mieux
comprise maintenant.

Dans cette &dition, les actes prévus par I'AEDIP pour céléb...
Afficher la suite

PREVIDUS
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“ Celebrating 10 years of solidarity,
VPV Werdmwesk o wpactations for the future
s paccsesadng Sisdion
22 APRIL > care and quality of life worldwide

01 JULY 2020

e
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Spain

Hospital la Fe

Social media communications by the
first multi disciplinary PID committee in
the community of Valence (set up in
March 2020)

Click to see more
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LaFe

Departament
de Salut

e Pedro Moral @PedroMoral16 - Sh

En la Semana Mundial de las IDP queremos recordar que desde el Comité
Hospitalario de IDP del Hospital La Fe seguiremos trabajando para
mejorar la atencidn y la calidad de vida de nuestros pacientes.



https://twitter.com/PedroMoral16

Spain ACADIP S5 o samar

ACADIP (Catalan Association of Primary
Immunodeficiency)

«

PREVIDUS

o ‘i : CADIP
Awareness raising campaign on the ®:.
warning signs of Pl

Click to see more

22 - 29 Abril 2020 - Setmana Mundial IDP
RESEARCH TO LIVE BETTER

e Dissemination of World Pl Week World Primary Immunodeficiency Week - WPIW
materials
ACADIP
28 avr. - 3¢
n Seis mensajes clave sobre
] LOS TRATAMIENTOS CON INMUNOGLOBULINA
z
~ ASSOCIACIO CATALANA DE
DEFICITS IMMUNITARIS PRIMARS La terapia amb immunoglobulines derivades
del plasma humd, que conté anticossos, protegeix
s € contra una amplia gamma d'infeccions.

wn = Sl
1]
o] SIGNES D'ALERTA QUE HAN DE FER SOSPITAR UN '
5 DEFICIT DEL SISTEMA IMMUNITARI 288 :5"'5'9"‘9"" dge|:em|s ftlpus o °d'|"'"';"°fe"°'l I'l
3 mmunoglobulina Infravenosa | subcutania. |
(] 1-Mes de 2 ginusits grews en menys d'un any world Pl week g \J

2+ Mes de 2 pneumonies confirmades radiolépcament oa menys d'un any

:- infecsions de I pell grevs o abcesies profunds recidivonts ; TEST® DIAGNOSE » TREAY Les donacions de sang | plasma son un regal

~ Estarcoment o retard ce pes | algeds malgrat Uma corrects abmentacio

s. 2;«! o mes irfeccions greus essenclal dels donants als pacients IDP. Gracles

5 ] TRUS BN Un

5 infonciont por (ongs & s Vocs, dasurls dol rimes-iv s vade per la vostra generositat! No hi ha terapla
g 8- Compicacion desprer de edministracio de vacures \fa infeccion per o"erno"vo per a mo"s dels nos'res paclents_ u

TVETDOrEANIIME) QU normalment ne proveguen malalces
@ 9 Infaccions gue 7o o1 Surem ams els tractame=ts habitush | precmen

sdminitracsd d'annbiotics intravenoscs per acadicer-les

10- Amtacedents farsiliass de malaitios amd altnracis de) Sistema (remunitas *

La semmas de dot o s signas dalerta on un Pacent AURMEnts ol rise Que o

Patwini yra (0P

- 12} - Setmana undia . . .
22 - 28 Abril 2020 - Set Mundial 1DP & mworld PI Week /Aﬁs\gﬁ'\gf

70 ‘ 2020 WPlW REPORT Warld Primary Immunodeficiency Woek - WPIW

RESEARCH TO LIVE BETTER ACADIP TERTE ARSI VRENY DEPEITS MMUNTARS. PRAVRS


http://acadip.org/
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Spain

BCN PID Foundation, Vall d'Hebron Hospital
Campus

« “Bubble from home” campaign to raise
awareness about PIDs via pictures
disseminated online

» Series of training courses for students,
by resident doctors and nurses

« PID awareness online campaign

71 | 2020 WPIW REPORT

X
PID

® Vall
[ d’Hebron

Bary ebona LR

ICN PID Foundation @bhcnpdiound 25 s

les del 2010, 500 alumnes han pogul gaudr dels cursos en formacid en
JP de metges residents | de personal d'infermeria, arganitzats pe! grup
MDP de @ECPed § @SCImmunoiogia, en éls que col-laborem anualment.
18 cursos d'enguany shan posposat, @infodi @ACADE SWorks ! Wesel

Bubbles from home
May 2020

S0 O K1RB W 9 QUG ot I8 The seet 30T tadve bahing e Saps of ckidoen. fRt wnat snsct Wbt Sups sra tuass TR

T "'Yﬂ') -

-

e

BCN PID Foundation @bcnpidfound - 20 mai

Bufem #bombollesdesdecasa per tots els nens bombolia que han de
seguir vivint en condicions d'aillament i proteccio a causa de la seva #IDP.
Compra el teu bomboller a @AbacusCoop i estaras col-laborant en la
recerca d'aquestes malalties minoritaries a @vallhebron @bufalabombolla

"— a,
research - ’
dissemination - NBS -
training - patients


http://www.pidfoundationbcn.org/en/news

«
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Spain
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AEPap (Asociation Espanola de Pediatria de
Atencion Primaria)

« Dissemination of World Pl Week
materials on social media and online

Click to see more

=

&
AJAEPap

Arociation Espancli dé Pediatria de Atenckon Privnarin

GPI AEPap @GPI_AEPap - 28 avr. v

Esta mes Abril tiene dos efemérides importantes: la campana de la
#WorldPIWeek 2020 y la SEMANA MUNDIAL DE LA INMUNIZACION. En
tiempos #COVID19, ino olvidemos el importante papel de las vacunas!
#LasVacunasFuncionan #VaccinesWork for All | @scoopit

World Immunization Week 2020 #VaccinesWork fo...

Eb Celebrated in the last week of April, World
Immunization Week aims to promote the use of ...
& who.int
Q 1 3 QO s &
GPI AEPap @GPI_AEPap - 28 avr. v

Esta semana es el 10 aniversario de la celebracion de la Semana Mundial
de las Inmunodeficiencias Primarias. jNo te olvides de ellas!
#WorldPIWeek 2020 #WPIW10years #primaryimmunodeficiency |
@scoopit

Our 2020 campaign - World Pl Week

Eh **1n light of the COVID-19 pandemic, the World PI
Week Board has taken the decision to extend in ti...

& worldpiweek.org

(&) 1 1 ™ s T


https://www.aepap.org/

i. - 7
Varldsimmunbristveckan 22-29 april AQ Oa

Swe d en insamlade timmar under kal.'npan]en #GoZebra ‘ QOQ

PlO

Primé( immunbrist
organisationen

P

28/4 109 GO

4

3 Mo
2y

° L ° ° ° ° " 4 Oriks
@ PIO (Primar immunbristorganisationen) - :
— This is a special edition in English regarding covid-19,
\ o from the podcast “Sa Sjukt - a pod about life with primary
& e > B SOVALY 263 thrriar immunodeficiency”. A longer version of this episode is
P ‘ SR m Ao g . available in Swedish. #SoundCloud soundcioud.com
g 0 TOTALT 202 timtmar /sasjukt/avsnit... #coronavirus #covid19

- TOTALT X9 tmrenar

* Series of podcasts on living with a : T
primary immunodeficiency A\

- ,
2474 93 #primaryimmunodeficiency

° #.Gozebl'a fu nd ra]S]ng cam pa]gn and m;mm%muagﬁm“m 3117 PM - 20 mars 2020 - Twitter Web Client
virtual walks Nllger thoch bigrar meccnad
g
~ Dags att sammanfatta arets Varldsimmunbristvecka
o och kampanj #GoZebra.

Click to see more

Nu har vl riknat hop gArdagens minuter — ¢a fiara TamijeriSetaghompsgang regisiremads promanader e heis
veckan och...w nastan av Totalt har vi tilsanmans promencrat nastan 48 dygn dvs 7
veckor — pd en veckal 68620 minuter = 1147 timmar! WOW! &2 Och w har aldng Sdigans varnt &4 manga personer
som peomanerat! Stor och vaent tack Ui ala sam vark med | kampanjen och bidragit th att P10 nu far 35.000 kr
fran kampan) vers §5r att sprida mer sdormation om primar immurbrist! W Stort tack ocksh $r
fina foton frdn promenader och glada och treviga meddelanden Som vi Tal undar veckan! Vi ser redan ram amot
nasta &rs #GoZebra-kampary! W ¢#Goloben MVPIW #¥WorkdP Viess

W
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http://pio.nu/2020/04/30/dags-att-sammanfatta-arets-varldsimmunbristvecka-och-kampanj-gozebra/

Sudan

e ryonsts A e wnt Fana) ae——— )
P00 A s e i AP B i

Sudanese Society for Allergy and Clinical

@

Immunology and Soppi (Sudanese

bt Organization for Patients with Primary

> Immunodeficiency) :

~__ World PIWeek
« Dissemination of World Pl Week TEST+ DIAGNOSE » TREAT

materials on social media

« Communications about the campaign AU s
online paig As¥) dolicl Lnda (sl Y palad) £ g

o AN Rid s 0 b g i

a Sudanese Society of Clinical Immunology and Allergy - 301 SE

g _ SSCIZA

[ 7 May 0
A A4 A4 A4 Al L Al Ll
In the theme of the world primary Immunodeficiencies week (@ Rk ot i ate <

o #WorldPIWeek, let's know a little about PIDs : Suda nese orga nization

&3 Primary immunedeficiencies (PIDs) are a large and growing group of . P ‘

< Uol1D9sg

Mt e g e ey Sl for patients with primary
—— T . immunodeficiencies And
m Sudanese Society of Clinical
Immunology and allergy are
World PI Week . celebrating #WPIW

74 | 2020 WPIW REPORT TESTe DIAGNOSE ¢ TREAT


https://www.facebook.com/pages/category/Medical---Health/Sudanese-Society-of-Clinical-Immunology-and-Allergy-SSCIA-100319731419579/

Tu rkey We celebrated the Primary

Immunodeficiency Week
with these beautiful
& IMYED (immiin Yetmezlik Dernegi - Immune balloons
Deficiency Association) R 0404 coa08a1F97 T 1

«

>

» Video with drawings of children living
with PID illustrating World Pl Week
celebrations

« Engagement campaign with members

7 Uonoas

Click to see more
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http://www.imyed.org/
https://www.youtube.com/watch?v=_pkG5Wewm6Y&feature=emb_logo

&
: : O PIDUK e
U n 'I ted K'I n gd 0 m FAQ mvx':w:::;?ﬁ: ) Supporting families affected by primary immunodeficiencies

answers 1o thoss you weren't sure
of. You have mode me o graat deal

. | have just heard saomoth daiae - ‘ 1°1
i | i R —

are the symptoms and are mm:nmmmru M L@prm‘arylmmunEUK - 1h ¥
& PID UK Koyt syuradd | e otorisguamias Meet our amazing supporter Mark ‘&
- vulnerable? CVID patient, Lencashirs B Watch his inspiring video, describing his journey, what he has learnt along

o the way and how we wants to help others affected by PID's. #WorldPIWeek

v Thank you for sharing Mark @
» -

Time of Reflection in Stressful Times
A video made to invite all who would like help &
support in these challenging times based on my ...

NEXT

» Series of videos from PID patients
sharing their stories and expériences

& youtube.com
» Questions & Answers online campaign o :
to raise awareness on primary _
i ici Click to see more : =
]mmunOdef]C]ency N PID UK @primaryimmuneuk - 13h v
T ——— . { As part of #\WorldPIWeek, we want to share your stories. By doing so, we
r”) “Receiving my’ l;ia'ér'ms' e va,l&ating and ife-affirming” 2 hope to help bring strength and comfort to our community. Send us your

stories in text or video. Thank you, we can't wait to hear your story &
Thank you for sharing your story Charlotte @ #primaryimmunodeficiency #raredisease #livingiwithpids #pidcare

your
story...

What advice
would you give
to other

7 Uonoas

f PID UK @peimaryimmuneuk - Apr 26 \
Today we are #cslebrating with our PID community friends. the incredible
achievements made over the last 10 years, ¥WorldPl\Wesk

*puJn.ul,nn-t-.nn,‘n:!-"! clency fraredisease # vingiwithpds #padcare

spnmaryimmunodehioency fraredisease Mlivingiwithpids #pidcare

A -litm,

W
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(2]
e
(=]
3
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222955

April2020 . .

families
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http://www.piduk.org/

United Kingdom /é)
@ | Adrian Liston 2 Ba br-%

Y/ ©Labliston Institute

LiSton Laboratory at the Babraham inStitUte Our new work on Sec61a1 and #neutropenia is out now

A
vone in @jacionline!
«
p— Another new #pid gene discovered by our team -

couldn't be prouder of the great scientists | work with!
Just in time for #WorldPIWeek and
#Primarylmmunodeficiency awareness month

>

NEXT

* Launched research results during the
World Pl Week

liston.babraham.ac.uk/blog/2020/4/23...

« Social media awareness efforts

Z Uonoas

W
2]
(2]
e
(=]
3
W

77 | 2020 WPIW REPORT


https://www.babraham.ac.uk/our-research/lymphocyte/adrian-liston

«

PREVIDUS

7 Uonoas

< Uol1D9sg

United Kingdom

Bubble Foundation

Book with messages and stories from
PID patients

Social media awareness campaign

Click to see more
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Foundation

Bubble Foundation
@TheBubbleUK

Save the lives of babies born with no immune sy '
equipment & accomodation. #WorldPIWeek

Traduire la biographie

© Newcastle-Upon-Tyne (& bubblefoundatior
A rejoint Twitter en juillet 2012

558 abonnements 3 833 abonnés

Suivi par aucune des personnes que vous suivez

S

bubble

foundation

@ ( Suivm\\J
— ——

Bubble Foundation @ TheBubblelUK - 29 mars v
Ask the bairns to send a surprise ge to our hospital, This can be a
drawing, plcture or even a poem of why our staff are doing such a
fantastic job. We've got a wall waiting to be filled with your positive
messages!

SEND A
MOTIVATIONAL
MESSAGE TO OUR
NHS STAFF.

(R tl 3 1 O

Bubble Foundation @TheBubbleUK - 26 mars W

Post them to Ward 3, Great North Children's Hospital, Queen Victorla
Road, Newcastle Upon Tyne, NE1 4LP and let us know who they're from!

= if you were a PID patient, your PID messages could be included in our
book for #WorldPlweek! #SaveOQurNHS #WerelnThisTogether
#isolationtips

Q Tl a3 O a X


https://www.bubblefoundation.org.uk/

United States

Immunoglobulin National Society

g

«

>
« PID awareness on social media

* Online campaign to encourage
plasma donation

7 Uonoas

Click to see more
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Immunoglobulin-National-Society @IgNSorg - 12h

It's #worldpiweek. Every year it takes 130 plasma donations to treat ONE
patient with Pl. Think about it. Then take action. Say it with us: #ltsMyTurn
#donateplasma #igns #ignsorg

6860000060060040
68660600060066000
686000006000000
686000600000000

Every year it takes about 130 plasma donations
to treat 1 person with a primary immunodeficiency.



https://www.linkedin.com/company/immunoglobulin-nursing-society-igns-/

Cvont with

Megan Ryan mioarann
‘& Happy to have been imwied 1o pley # small part in Tuesday night s ordine
e s led by @il iy Tolarant from
trecys during t s of dWorldiWeed

@ Immune
. Deficiency
Foundation

Immune Deficiency Foundation a ajouté un événement

United States

IDF (Immune Deficiency

A 2mmal G
Foundation)
«
> : _
« Virtual event with a “PI Champions IDF Virtual Education Event
panel” Of patients and PID SpeCialiStS a 'D::, l;vl {l;;v:'b-;n ning of Mworldpiwesk. Dus to the giobal mmpact of
IrUs ralsing niss around the globe 5 more ontical than
. . . . ever woldoweskorg Swarddpivesek E
* Online campaign with educational v ,
material about PID and podcasts Seattle, WA — IDF Virtual Forum

.00 Evénement en ligne * Co miintiresse
 IDF walk for PI

World PI Week

TESTe* DIAGNOSE » TREAT

n
]
3]
=
=]
3
8]

idfcammunity » S abonnes

o iF WALKE PRIMARY IMMUNODEFICIENCY S-di it A Ve iy SR o e

gl N / 3 " _ A 3 you's oin us in raeing gobs!
a ational Walk Presenting Sponsor | X " v wareness of primary
%". X [ Nagﬁ?’g’g{’:’:‘(’m i o A - mmurcdeticiencies (Fi]. #worldpiwock
- . ) . . Ppiamarenoss Swond B woek 2BWHTW
S Click to see more Takeda . = B = - S
o Takeda . J e A - : -
R - v mary hoicomb 5000 Qoo Q
National Walk g . &
Sponsors: | o -
CSL Behring ) Tl | Qv
Grifols \ #imeé car ckestavola et autres personnes
Horizon Therapeutics "

Pfizer

Learn more at www.walkforPl.org | #WalkforPI
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https://primaryimmune.org/

Venezuela IDp. Inmunodeficiencias

Primarias Venezuela

AC IDP Venezuela (Venezuelian
Primary Immunodeficiency Association)
Association)

g

«

PREVIDUS

>

» Release of campaign with two Hero-
series: highlighting PID patients and
highlighting medical professionals
that work in the PID field

» Dissemination of campaign materials
and scientific articles to doctors and
the healthcare community (online)

Z Uonoas
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PREVIDUS
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Latin America

LASID (Latin American Society for
Immunodeficiencies)

. Webinar co-organized with Iniciativa ALAS

. Social media awareness campaign with
dissemination of educative materials

g %l\l(l\[l\\
- Y ALAS [ASIDY;

Charla con Dra. Liliana Bez
Presidenta LASID

25 abril 2020
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. Amars
/\g l [) : Litve Ateocan Gocety %3 B oo Aveptoar society ool
TENOOOCH ©oC i8S - SO0 000 evicioncies - LA
LBV A 32 Y000 N s mt e
ity 12 70U Neng Y we

World PI Week

E9 27 00 abtil Comeanza & conmamaracio oa 106 10 alos da lu semana
do las inmunodefosncias prmarnas

Leer mas

u o ey los odlios Wngan

deliclencia primaris Primary Immunodeliclency, H)N.x
t %!:- s de cutar. 1:500 pensooas

@ lv-ruwvquu--arn v et

“Estos signos de alarma han sido desarrollados por The Jeffrey

Modell Foundation Medical Advisory Board. Se recomienda la

consulta médica con expertos en Inmunodeficiencias Primarias
£2013 leffrey Modell Foundation®

www.INFO4Pl.org




Iniciativa ALAS @ Alasiniciativa - Apr 2.
Hoy mas que nunca celebramos 10 anos de trabajar por la #Salud de ninas y
nifios con #10P, con imaginacion, colaboracion, alianzas, educacion, difusion,

creando comunidades fuertes v solicdarias. ¥WorldPiWeek

Latin America

Cumplimos 10 anos de celebrar
la Semana Mundial de las
. Inmunodeficiencias Primarias

Iniciativa ALAS

«  Online meeting with Pl advocates V

o Webinar on Pl and Covid-19 with Dr Inmunodeficiencias Prir;arias
. . Covid19
Francisco Espinosa g

PREVIDUS

. “Stay at home” campaign with a
series of videos from PID patients

* Social media communications to raise * omserdsasinin G PO

awareness abOUt PI Colombia Ecuador Brasil Chile £l Salvador Guatemala Argentina Peru

Nicaragua

7]
o
s
=5
=]
3
N

on #1DF en
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PPTA

3P Lasemsalraleire

We are glad to promote the great work of @WorldP|Week and to ‘
E u ro p e support the essential commitment of plasma donars and dedication \v
of donation center staff, #PlasmaDonarsSavelives - leam more at
donatingplasma.org

* World Primary Immunodeficiency Week & WorldPWees  Apr 10
We are commencing the second week of #WorldlWeek 2020! Read the message
of the @PlasmaPrateins, number #2 of our serias to mark *WPIW 1 0ywars One

P PTA E u rope message per week until 15t July, stay tuned!

@
&
FREVIDUS ‘ « At PPTA, we know that plasma donors save Hves every day, |
wm inspired by long-term donors and by those wha have been
> motivated by our appeals during this critical time, Likewise | am
- . . . . Eateful for donation center staff whase dedication helps keep
* Interview with IPOPI Executive Director » IR s R
: : o : BPPTA (10
* Social media communications to raise i
awareness about PIDs and the importance e 3 e 1 e it e
Of plasma donation liﬁ’TA ~-:?"'”lasr'.‘.aPrc-ter15 Apr 21 ) o >4
@PlasmaProteins is proud to join @WorldP|Week in celebrating
0. Together we advocate that all those who need
PPTA (pPlasmaProteins - Apr 23 v #plasmaprotein therapies have access to their prescnibed treatment,
This year marks 10th anniversary of #WorldPIWeek! We are proud to support #PlasmaDonorsSavellves

the #pnmaryimmunodehioency community on this special milestone,
woridpiveek.or 0660606606666606
0080000000000
0000000000000
0000000000000

y vear (L takes sbout 130 plasma donations

7 Uonoas

0 ©

World P1 Weai

) by

et b g or 1
: Sy
Click to see more o TR

D20 20 s 1) S, -~

: ; ~

o] trzat 1 person with a primary immunodaficiEncy
=3

3

w

@ .t *. PPTAEurope @PPTAEUrope - May 6 v

PEIA In the last 10 years, there have been great advancements in diagnosis and
treatment of #P10, yet the work continues as we seek to improve the lives of
#patients and their families, # WorldPiWeeak Test Diagnose Treat!
@martinepergent #WPIW10years
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https://www.pptaglobal.org/

\w IPOPI @ipopi_inf e 20

G IPOPI's 4th Clinecal Care Webinar is dedicated to '#P10 and #Cancer -
' understandig the crossover’!

it will take place during #WPIW on April 28 at 15h CET and Prof

E u ro pe & I n te rn ati 0 n a l @lsabelleMeyts is the guest speaker

./Reg.uer today: ipopl.org/dth-ipopi-clin

IPOPI (International Patient

a_

Organisation for Primary
b Immunodeficiencies)

>

IPOPI @ipopi_info - May 28

wy FWPIW2020 s running for another 5 weeks and what a unique celebration
this rs!

What are you doing to keep putting the spotlight on
¥primaryimmunodeficiency? We hope you are having fun along the way -
the IPOPI staff definitely is!

¥COVIO TS #staysafe

. Clinical care webinar on PID and cancer
with the contribution of the President of
ESID Prof Isabelle Meyts

. PID awareness campaign on social media
and communications channels

w

2 . Supported national patient organisations T3 Jessie - PID Care China & retwelé

3 . . . . EuropaBio @Europaiio - 27 avr,

S to maintain awareness raising and % For #WorldPIWoek, we interviewsd @.ohanPravor, Exac

@ipopl_info, He told us about his hopes for #P10 patient:

advocacy activities during World Pl Week why the #WridPiWeek will run for 10 weeks this year!
o Read our full interview B3 ow ly/XIUDS02p/v
5 «  Video with IPOPI staff celebrating World PWPIW1Oyears sraredisease
[}

Pl Week

In light of the + the
World Pt Week floard has taken the
decision to

to protect public health and the health
- of MD patients. |..] .
e k] We thought that this would enable our
community to roorganise their plans

. = and still
Click to see more . - Johan Prevot
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World Primary immunodeficiency Week ot 3 autres


https://e-news.ipopi.org/bringing-about-change-for-pid-patients-worldwide/
https://www.youtube.com/watch?v=abCU2kzAaAw

¥ Tweet épinglé
jn Jeffrey Modell Foundation (JMF) @Info4P! - 11 juin v

U SA & I n te r n ati 0 n a I Can YOU Spy the 10 Warning Signs of #Primarylmmunodeficiency? mw

Click below & look around to "spy” the different warning signs... and just
like a Pl diagnosis, sometimes the warning signs are tricky to spot.

jm Jeffrey Modell Foundation (JMF) @infodPt 22 wer
Happy £WPIW! Let's atways romember to spread awareness about

a JMF (J eff rey Modell Foundation ) Spy the 10 Warning Signs of .. pciiaryimmainadeficlancy, aricaouagh our community 1o feech fof the
S ——— stars, to dream, and that their potential is limitless!
HOME . .
Sworldpiwesk HWorldPIWeek Zimrainodeficiency
& #immunocompromised infodpd orpfwimif/bresking

PREVIDUS

* Online PID awareness campaign, with

educational material and “When | grow o - ®
up” series y “_,/(:»'N. o
Jeffrey Modell Foundation's Spy the 10 Warning Signs of P| Game P 1 ! \ ' == - ~—t—1
« Support to awareness raising in various e s Motk Pl e AR RSy 45 : japusp i maN i
hosp]tals , PI D Centres and to patient & spy-10-warning-signs-primary-immunodeficiency-game.infodpi.org - - ) J. :
groups across the US and internationally s s O 1 7 T
” It you can, please please please #donatepiasma ~ Jeffrey Modell Foundation (JMF) @Info4P! - 29 avr. v
® . Plasma donation Campaign am]d COVID'19 Your donation can save a lifell Now you can make your own "When | Grow Up..." poster!!
§'  Iniciativa ALAS @Alssinicistiva - 29 s Happy @WorldPIWeek!! #JMF #info4pi #Primarylmmunodeficiency
[N] La sangre de personas recuperadas de #Covid19 es fuente de #worldpiweek #wpiw #FlattenTheCurve #stayhomeﬁ #staysafe
#Pasmaknnquecido que podrd ayudar a personas 3 defendorse deo #StayAtHomeAndStaySafe #stayathomeﬂ #kidsactivities

esta infeccién. Si td eres de esas personas, ¥Feliciades, tienes una
gran oportunidad, Comunicate con tus medicos y agenda una cita
para #SalvarVidas.

#activitiesforkids #kidfun #funactivities #funathome

hu»qwu
Foundotion
—. s 1w

P B B PR G B DRI & W ——

b e e e e ad
S w4 vt ® Y e e e gt -
~ G 8 Al G i AL
g { .
‘ |
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Click to see more
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http://info4pi.org/

USA & International

OO

MWHM

INGID (International Nursing Group
for Immunodeficiencies)

«

PREVIDUS

« PID awareness on social media

« Dissemination of World Pl Week
materials and information on
activities organized worldwide to
mark the campaign

Z Uonoas

10th edition of the global awareness campailgn World Pl Week

Thurstay, J Aged, 2000

< Uol1D9sg

INGID meembery will he sl 100 aware that we ore mmerseds 0 8 gonal pandemic curently

In lighw of the COVID 1S pantemi it has been decided Lo estend in Thime the Waorld P | Week campaign

- _J ~
o =Y World Pl Week
Instrad of the usasl week Jong exletranon (22-29 Apeil], WPIW 2020 will ran for 10 waeks, from April 22

= Tesz Duageose, Reut.
Click to see more
to july {, 2020

i The wim i 1o help protect public haakth und the haskth of patients Ing weeh primarny immuradeficiency
3 wirde atsa highlighding the wark and actvsvemarnts of 2 globally
= This ywar, we will be colmbranng » docade of collsbaration and progras fur prmary imenunodefioency

stukeboldars worldwice The clysctve thes yaar is 1o highbght and teletirate imperient rrsiestanes fram
he past 10 years as wall a5 emphatize the expoctations and wark that sail lies ahead

Despate evnrything sfes hat is diarraciing us right row, I possityie we should ali teko tine to coleboste our
actvevementa for panems and thalr fam iles
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INGIO whuld lowe tu haw om youl

International
Nursing Group for
Immunodeficiencies

= INGID International Nursing Orewp for *++
o Immuscdaficinncing
Lol G

IMportant breskifroughs have baan mide in the

last 30 years n pomary immunodeliciency... but
MANTY MONe are % come and e Neeced!

0:

@ reme ) Commenter 2 Partsger @~

%, INGID @INGID Tweets + 15h s
v World Pl Week 2020. World Pl Week is a global campaign which aims to raise

awareness and improve diagnosis and treatment of primary

immunodeficiencies #PID #worldPlweek #immunologynursing

fraisingawareness



https://twitter.com/ingid_tweets?lang=fr
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Thank you for making World Pl Week
2020 a success!

Pl awareness does not end with the campaign.

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



