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CAMPAIGN REPORT

Together, bringing about change for primary 

immunodeficiency patients worldwide

World PI Week 2021
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About World PI Week 
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A global awareness-raising effort 

Mission
World PI Week (22-29 April) is a global 

movement to raise awareness of Primary 

Immunodeficiency (PI) and related 

challenges; promote quality of life for people 

with PI, early diagnosis, availability and 

access to treatment and care worldwide; and 

stimulate communication and advocacy 

around PI.

Aims
World PI 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.
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Since its inception, World PI 

Week has been successful in 

stimulating awareness and 

advocacy efforts in all 

continents

Vision 
Over 10 million people live with PI 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. 
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World PI Week by the numbers
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Over 80 countries 

across the globe

Thousands of people 

reached

Hundreds of events 

every year

11 years of 

campaigning 

13 committed organisations 

driving the campaign

8 days to create 

momentum on PIDs 



S
e
c
tio

n
 1

S
e
c
tio

n
 2

S
e
c
tio

n
 3

World PI Week in pictures
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Our active network 

Asian Pacific Society for 

Immunodeficiencies
Arab Society for Primary 

Immunodeficiencies

African Society for 

Immunodeficiencies

Immunodeficiency Canada Clinical Immunology Society

European Federation of 

Immunological Societies
International Nursing Group 

for Immunodeficiencies

European Society for 

Immunodeficiencies

International Patient 

Organisation for Primary 

Immunodeficiencies

Jeffrey Modell Foundation Latin American Society for 

Immunodeficiencies

Plasma Protein 

Therapeutics Association
South East Asia Primary 

Immunodeficiency Network
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A dynamic, multi-

stakeholder and global  

community

A devoted World PI Week Steering Committee 

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

Our committed partners

New 2021 partners

BRONZE SPONSOR
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Thank you for supporting 

the World PI Week campaign

SILVER+ SPONSOR

CONTRIBUTORS
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Campaign resources
xx

Informative tools 
available in various 
languages 

• Flyers 

• Videos

• Scientific pieces

• “Story sharing” visuals 

• Template social media posts

• PID quiz

• Messaging brochure 

Download all materials 

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

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/
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WORLD PI WEEK 2021 IN ACTION 
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Focus on what matters most to the community

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

difference in the 

lives of the millions 

living with PID 

worldwide, by 

stimulating early 

diagnosis and access 

to care

1 2 3

Learn more about the 2021  

campaign messages

http://www.worldpiweek.org/our-2021-campaign/
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Thousands showing support towards the PID 
cause worldwide

2021 WORLD PI WEEK REPORT12

Through virtual runs, 

online webinars and

workshops, social 

media campaigns, 

TV/radio interviews; 

by donating blood or 

plasma

World PI Week is for everyone
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Launching the campaign together

Opening webinar 

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

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

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

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

2021 WORLD PI WEEK REPORT13

Webinar recordings 

available on YouTube

https://www.youtube.com/watch?v=8hkk6dV6fZs
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Communications « package »

2021 WORLD PI WEEK REPORT14

Pledge card, e-

banners, posters, 

email signatures, 

sample website 

posts, press 

release & many 

more

Available in various 

languages

Click to download 

materials

From the ‘essentials’…

…To the tools for « social media gurus »

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

and parents of 

children with PID 

from all over the 

world and all walks 

of life; as well as 

PID specialists and 

policymakers 

Available on YouTube 

and social media

3 video clips providing insights on:
• availability of plasma and plasma-derived medicinal therapies 

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

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

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

Click to watch

https://www.youtube.com/channel/UC4cQTOIgWdamilWtAJZ0ioA/videos
https://www.youtube.com/channel/UC4cQTOIgWdamilWtAJZ0ioA/videos
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… amplified on social media to spread the word

2021 WORLD PI WEEK REPORT16

Help share the 

powerful video 

messages around 

you with these 

bespoke quote 

cards

+5,270
Total views
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« Insights » videos

16 standalone video messages of policymakers, 
parents and PID patients

2021 WORLD PI WEEK REPORT17

More videos to 

come in June and 

July 2021, stay 

tuned!

Find all videos on the 

World PI Week 

YouTube channel 

https://www.youtube.com/channel/UC4cQTOIgWdamilWtAJZ0ioA/videos
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Introducing the World PI Week Talks

A new podcast series by the World PI Week 
campaign

2021 WORLD PI WEEK REPORT18

EPISODE 1: 

Plasma availability

EPISODE 2: 

Vaccination 

EPISODE 3: 

Mental health

Listen to the podcasts 

on your preferred

platforms

http://www.worldpiweek.org/
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About the World PI Week Talks

Health journalist Sue Saville talks PIDs with multiple experts and patients

2021 WORLD PI WEEK REPORT19

› What is plasma? Why is it so important for many 

people with rare diseases like PIDs? 

› What are the challenges around plasma 

availability and how to address these? What is 

the impact of COVID-19 on plasma supplies? 

› Why donating plasma and how?

› Discussing routine immunization, the role of 

vaccination in the case of PID patients, 

vaccines awareness and innovation in the field

› Being diagnosed with a chronic disease like PIDs 

and coping with it in daily life can be 

challenging. 

› Everyone’s situation is unique and there is no 

single way of dealing with emotions. Seeking 

help or an attentive hear is very important

Join the conversation on social media using #WPIWTalks
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Policy « asks » in the spotlight 

What Governments across the world should achieve

2021 WORLD PI WEEK REPORT20

A suite of animated 

visuals with “policy 

calls to action”, to 

help advocate 

beyond the 

campaign week!

Animated and static

formats 

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

2021 WORLD PI WEEK REPORT21

New and 

optimized 

sections to 

continue 

improve user 

experience

New features

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

• Revamped video section 

14,148
Page views (April)

77%
New visitors 

Facebook + Instagram
Top social referrals
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Press announcements 

2021 WORLD PI WEEK REPORT22

http://www.worldpiweek.org/wpiw-updates/celebrating-rare-disease-day-2021/
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+300 new viewers

+2.3K impressions

2,000 total views

+18.5% followers (+102)

+9.5K impressions (+614%)

678 content interactions

+160 followers 

+100K impressions

7,185 profile visits

+96 followers 

+5.4K impressions

600 page views

Social media milestones

Driving conversations and mobilising to raise
awareness of PIDs

This year, World 

PI Week reached 

its highest ever 

level of 

engagement on 

social media 

since the 

inception of the 

campaign!

2021 WORLD PI WEEK REPORT23
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https://www.youtube.com/channel/UC4cQTOIgWdamilWtAJZ0ioA
https://www.instagram.com/world_pi_week_/?hl=en
https://twitter.com/WorldPIWeek
https://www.facebook.com/WorldPIWeekcampaign/
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Best-performing social media posts

Follow World PI Week:

FACEBOOK: 

@WorldPIWeekcampaign

TWITTER:

@WorldPIWeek

INSTAGRAM:

@world_pi_week_

2021 WORLD PI WEEK REPORT24

26,783
Impressions

+100 
Engagements

2,500 
Impressions

+79 
Reactions

+157
Total engagements
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Photo contest #PIctureAwareness

Striking a “Y” on all continents to 
support the PID cause 
• Participation on social media to mobilise and drive attention 

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

2021 WORLD PI WEEK REPORT25
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… and the winner is…

Congratulations to UMAE Hospital De Pediatria CMN in  
Guadalajara (Mexico)! 

2021 WORLD PI WEEK REPORT26
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Social media engagement

2021 WORLD PI WEEK REPORT27



S
e
c
tio

n
 1

S
e
c
tio

n
 2

S
e
c
tio

n
 3

Media coverage & press clippings

2021 WORLD PI WEEK REPORT28

xxx

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

2021 WORLD PI WEEK REPORT29

Argentina

Australia

Belgium

Bolivia

Brazil

Canada

China

Colombia

Ecuador

El Salvador

France

Greece

India

Ireland

Italy

Kenya
Malaysia

Mexico

Netherlands

New Zealand

Poland

Portugal Spain

South Africa

United Kingdom

United States

Romania

Click on the name

to see the report

Sweden

Hungary

Slovakia

Venezuela

Turkey

Belarus

Cyprus

Estonia

Iran

Nicaragua
Philippines

Russia

Singapore

Sudan

Uganda

Ukraine

Vietnam

47 countries reported

participation to World 

PI Week 2021

Morocco

Indonesia

http://www.worldpiweek.org/


SNAPSHOTS OF NATIONAL EVENTS
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• 1st Virtual Congress for Patients 
with PIDs with over 265 participants, 
covering:

› living with PID in a pandemic

› COVID-19 vaccines and PIDs

› emotional aspects of PIDs

› nutrition

› access to PID care

› future challenges

• Video messages of speakers

• #MiDerechoEs campaign for patients 
with PIDs on social media

• Media engagement (92.700 people 
reached)

AAPIDP (Association de Ayuda al 
Paciente con Immunideficienca
Primaria)

Argentina

2021 WPIW REPORT31

http://aapidp.com.ar/semana-mundial-de-las-inmunodeficiencias-primarias-3/
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• Fundraising Activities

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

IDFA – Immune Deficiencies 
Federation Australia

Australia

2021 WPIW REPORT32
Recipient of IPOPI grant

https://www.idfa.org.au/world-pi-week-22-29-april-2021/
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• Awareness raising video - Myths 
about primary immunodeficiency, 
outlining the differences between 
primary and secondary 
immunodeficiencies, and the 
importance of early diagnosis

• 6th international conference: 
Primary immunodeficiency issues

Спасем иммунитет – Save Immunity

Belarus

2021 WPIW REPORT33

https://www.save-immunity.by/?fbclid=IwAR0JzIQuMGbkWhi8IghkISFjUIF_bSPD7H8OOsuKp8-hxAAZLNQ_piDTsWE
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• Testimonial videos (story sharing)

• Youth theatre performance

Bubble ID

Belgium

2021 WPIW REPORT34

https://www.facebook.com/bubbleID/?ref=page_internal
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• Launch of a documentary on PIDs, 
featuring patients’ stories 

Vlaams Instituut voor
Biotechnologie (VIB) - Belgian 
Research institute

Belgium

2021 WPIW REPORT35

https://piddocu.sites.vib.be/nl


S
e
c
tio

n
 1

S
e
c
tio

n
 2

S
e
c
tio

n
 3

• Awareness raising on PIDs and 
psychosocial care for children living 
with PIDs

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

UZ Leuven University 

Belgium

2021 WPIW REPORT36

https://www.uzleuven.be/nl/nieuws/uz-leuven-zet-op-psychosociale-ondersteuning-van-kinderen-en-jongeren-met-zeldzame-primaire
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• First PID symposium for healthcare 
professionals – focusing on 
symptoms, types of PIDs and 
treatment modalities 

› Launched a series of short videos 
with PID experts, addressed to 
healthcare professionals, covering 
various issues surrounding PID care:

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

› Dr. Edgar Cordero, Specialist in 
Pediatric Allergy and Clinical 
Immunology – Treatments in patients 
with PID. 

FIDEP – BOLIVIA (The Primary 
Immunodeficiencies Patient 
Organisation) 

Bolivia

2021 WPIW REPORT37
Recipient of IPOPI grant

https://fb.watch/5S-jmMvPNp/
https://fb.watch/5S-zeyFsHc/
https://www.facebook.com/FIDEPBOLIVIA/
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• Webinar on 'Treatment of Primary 
Immunodeficiencies: Present and 
Future' 

Hospital Pequeno Principe

Brazil

2021 WPIW REPORT38

http://pequenoprincipe.org.br/noticia/evento-on-line-apresenta-o-presente-e-o-futuro-das-imunodeficiencias-primarias/
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• Social Media #PlasmajaBrazil 
campaign and facts about PI

• Suite of PID information videos, 
featuring various experts sharing 
latest insights on PIDs, promoted on 
social media 

ASBAI - Brazilian Association of 
Allergy and Immunology

Brazil

2021 WPIW REPORT39

https://asbai.org.br/
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• Social media campaigns

› World PI Week Through the Years

› World PI Week Patient Profiles

• Plasma Donation Awareness 
Campaign featuring patients’ stories

CIPO - The Canadian 
Immunodeficiencies Patient 
Organization

Canada

2021 WPIW REPORT40
Recipient of IPOPI grant

https://www.facebook.com/CIPONational/
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• Social Media #MyPIStory Campaign 
and facts and figures about PID

Immunodeficiency Canada

Canada

2021 WPIW REPORT41

https://immunodeficiency.ca/2021/04/world-pi-week-2021/
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• “Run for PI-Run for Love” solidarity 
campaign 

• 2021 promotional video

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

• Awareness raising in public venues 
and digital campaigning activities

PID Care China

China

2021 WPIW REPORT42
Recipient of IPOPI grant

http://www.chinapid.org.cn/PidPage/news
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• Conference for PID patients with 
Q&A time via live chat between 
patients and healthcare 
professionals

• Social media campaigning 

• Promotion of educational material 
on PIDs

Fundacion Diana Garcia de Olarte

Columbia

2021 WPIW REPORT43

https://www.facebook.com/fundacion.fip


S
e
c
tio

n
 1

S
e
c
tio

n
 2

S
e
c
tio

n
 3

• Dissemination of PID awareness 
campaign materials

Sociedad Colombiana de Pediatría

Columbia

2021 WPIW REPORT44

https://scp.com.co/notas-destacadas/semana-mundial-las-inmunodeficiencias-primarias-idp/
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• PID workshop involving patients

• Recreational activities for children 
including painting of the ‘Y’ shape 
of the antibody and symbol of the 
World PI Week

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

• Sharing patient testimonials on 
social media 

Ομάδα Aτόμων με Συγγενή 
Ανοσοανεπάρκεια και Φίλων

Cyprus

2021 WPIW REPORT45

https://www.facebook.com/%CE%9F%CE%BC%CE%AC%CE%B4%CE%B1-A%CF%84%CF%8C%CE%BC%CF%89%CE%BD-%CE%BC%CE%B5-%CE%A3%CF%85%CE%B3%CE%B3%CE%B5%CE%BD%CE%AE-%CE%91%CE%BD%CE%BF%CF%83%CE%BF%CE%B1%CE%BD%CE%B5%CF%80%CE%AC%CF%81%CE%BA%CE%B5%CE%B9%CE%B1-%CE%BA%CE%B1%CE%B9-%CE%A6%CE%AF%CE%BB%CF%89%CE%BD-107648394697422
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• PID awareness video – promoting the 
warning signs of PIDs to improve 
early detection 

• Video campaign featuring healthcare 
professionals and specialists to raise 
awareness of PIDs (see here)

• “COVID-19 safety kits” distributed 
throughout the week 

Foundation PIDE

Ecuador

2021 WPIW REPORT46
Recipient of IPOPI grant

https://www.facebook.com/FundacionPIDE.ec/videos/253411712898481/
https://www.facebook.com/FundacionPIDE.ec/
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• Social media communications 

• Radio interview with PID specialist 

Fundación Escudo de Amor para las IDP

El Salvador

2021 WPIW REPORT47

https://www.facebook.com/Fundaci%C3%B3n-Escudo-de-Amor-para-las-IDP-El-Salvador-157103485038515/
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• Social media campaigns through real 
life patient stories and expert 
insights

• Media interview with PID specialist 

Immuunpuudulikkuse Selts

Estonia

2021 WPIW REPORT48

https://www.facebook.com/immuunpuudulikkus/?__xts__%5b%2Ffusion_builder_column%5d
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• « Solidarity Run » with hundreds of 
people running, walking, cycling and 
more in support of PID patients 

Association IRIS

France

2021 WPIW REPORT49
Recipient of IPOPI grant

https://www.facebook.com/courir.pour.iris/
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• Event on immune deficiencies in the 
age of COVID19

• Social media campaigning with
promotion of educational material

The Ιmmune Deficiency Patient 
Association

Greece

2021 WPIW REPORT50

https://galinossilogos.wixsite.com/galinos
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• “The Little Needle” drawing contest 
for pediatric and young PID patients

• Webinar on “The Impact of the 
Covid Pandemic on Immunoglobulin 
Supply” 

Magyarországi Immunhiányos
Betegekért Egyesület MIBE

Hungary

2021 WPIW REPORT51
Recipient of IPOPI grant

https://www.facebook.com/Immunhiany/
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• A webinar session on understanding 
PIDs

• Educational material on PIDs

Indian Patients Society for Primary 
Immunodeficiency (IPSPI)

India 

2021 WPIW REPORT52
Recipient of IPOPI grant
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• Distribution of informative material 
on PIDs

• Awareness raising online throughout 
the Week 

Indonesian Paediatric Society (IDAI)

Indonesia 

2021 WPIW REPORT53

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

Research Center for 
Immunodeficiency (RCID)

Iran

2021 WPIW REPORT54

http://rcidcong.tums.ac.ir/
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• Virtual 5K Run 2021

IPIA - The Irish Primary 
Immunodeficiencies Association 

Ireland

2021 WPIW REPORT55
Recipient of IPOPI grant

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

• Plasma donation campaign

• Message from FIDAS President 
Giovanni Musso encouraging blood
donations during World PI Week 

Associazione Immunodeficienze
Primitive & Federazione Italianna
Associazioni Donatori di Sangue

Italy

2021 WPIW REPORT56
Recipient of IPOPI grant

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


S
e
c
tio

n
 1

S
e
c
tio

n
 2

S
e
c
tio

n
 3

• Series of experts videos sharing 
insights on multiple issues 
surrounding PIDs to help increase 
awareness as well as outline unmet 
healthcare needs in Kenya 

• Social media communications 

• Participation to World PI Week 
strike a “Y” photo contest 

PIDs Kenya

Kenya
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http://pidskenya.co.ke/news/
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• Coverage on national TV news (RTM 
TV) including interview with PID 
specialist Dr Sangeetha and Mr
Saravanan 

MyPOPI - Malaysia Patient 
Organization for Primary 
Immunodeficiencies

Malaysia

2021 WPIW REPORT58
Recipient of IPOPI grant

https://www.facebook.com/rtmtvtamilnews/videos/788885852056389/?fref=mentions&__xts__%5B0%5D=68.ARAF9kn0fVR-x_qnjNg0M16YHaosYd3vssAu3fhkSMmhZQ0B5btU3YenQrI36uTC9xNvt-thETNXGvKSVKuw2BHFwCq2Ovt6tdoDHeASeUIUBIB6FyeLy9cJQKJtkAWuLQjsqINLNyXxkf8oFONTEv9NW7Ff-e7Q5EVwzZx1msJLeRZKmC-OdQaGoAeqTskXXwBJRUc6e5qG_iQ_dXAKEHbBT3N8NSv6U46L9x_KBVhbdfQcHryWedH1NqZ45cx2Qb_oi2qYzASJENvMnmqtU_4qoL1uAstViod5pfeKzg7i9GyP19WccGMuyzlT5yNRlrL-rHRWrH8juYf7aKMoKvMNb7Hq97e4z2_mr_57te6MUvEwo3VUQybdJDsqQYWfNEcxFGak6f0Me75Hjkgt37z-B5OLxfOZ3wQhE8k&__tn__=K-R
https://www.facebook.com/MyIpopi/
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• Virtual “connect” meeting with 
families, medical personnel and 
health officials

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

• Launch of educational video on PID

Fundación Mexicana para Niñas y Niños 
con Inmunodeficiencias

Mexico

2021 WPIW REPORT59

https://fumeni.org.mx/semana-mundial-de-las-inmunodeficiencias-primarias-2/
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• Organised a conference from 21 to 
28 April, serving as a meeting point 
between the association and 
members, which covered the 
following topics:

› Mindfullness and mental heath 

› Late diagnosis, COVID-19 complications

› Vaccines & COVID-19

› Adherence to treatment

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

• Information sharing on social media

Mexican Association for PID Patients 
(AMPIP AC)

Mexico

2021 WPIW REPORT60
Recipient of IPOPI grant

https://www.ampip.org/
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• Virtual workshop with patient groups 
and healthcare professionals

• World PI Week picture frame at the 
hospital encouraging people to get 
pictured to raise awareness 

• Dissemination of information on PIDs 
online and at the hospital 

UMAE Hospital De Pediatria CMN

Mexico

2021 WPIW REPORT61



S
e
c
tio

n
 1

S
e
c
tio

n
 2

S
e
c
tio

n
 3

• Children's party (digital, via Zoom)

• Children's party (with limited 
number of children)

• Blood donation drive 

• New children video

Hajar

Morocco

2021 WPIW REPORT62
Recipient of IPOPI grant
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• Educational webinars

• Creative workshops, baking session

• “The perfect PID picture” photo 
contest

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

• Games, escape room, pub quiz

• ‘Meet & Greet’

Stichting voor Afweerstoornissen 
(SAS) Foundation for Immune 
Disorders 

Netherlands

2021 WPIW REPORT63
Recipient of IPOPI grant

https://stichtingvoorafweerstoornissen.nl/overige-activiteiten/sas-wpiw-10-actie-weken/
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• Raised awareness through the voices
of UMC Utrecht PhD candidates 
investigating PIDs – series of 
messages ciculated throughout the 
week on social media 

UMC Utrecht

Netherlands
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https://twitter.com/IenI_UMCUtrecht
https://www.facebook.com/rtmtvtamilnews/videos/788885852056389/?fref=mentions&__xts__%5B0%5D=68.ARAF9kn0fVR-x_qnjNg0M16YHaosYd3vssAu3fhkSMmhZQ0B5btU3YenQrI36uTC9xNvt-thETNXGvKSVKuw2BHFwCq2Ovt6tdoDHeASeUIUBIB6FyeLy9cJQKJtkAWuLQjsqINLNyXxkf8oFONTEv9NW7Ff-e7Q5EVwzZx1msJLeRZKmC-OdQaGoAeqTskXXwBJRUc6e5qG_iQ_dXAKEHbBT3N8NSv6U46L9x_KBVhbdfQcHryWedH1NqZ45cx2Qb_oi2qYzASJENvMnmqtU_4qoL1uAstViod5pfeKzg7i9GyP19WccGMuyzlT5yNRlrL-rHRWrH8juYf7aKMoKvMNb7Hq97e4z2_mr_57te6MUvEwo3VUQybdJDsqQYWfNEcxFGak6f0Me75Hjkgt37z-B5OLxfOZ3wQhE8k&__tn__=K-R
https://www.facebook.com/rtmtvtamilnews/videos/788885852056389/?fref=mentions&__xts__%5B0%5D=68.ARAF9kn0fVR-x_qnjNg0M16YHaosYd3vssAu3fhkSMmhZQ0B5btU3YenQrI36uTC9xNvt-thETNXGvKSVKuw2BHFwCq2Ovt6tdoDHeASeUIUBIB6FyeLy9cJQKJtkAWuLQjsqINLNyXxkf8oFONTEv9NW7Ff-e7Q5EVwzZx1msJLeRZKmC-OdQaGoAeqTskXXwBJRUc6e5qG_iQ_dXAKEHbBT3N8NSv6U46L9x_KBVhbdfQcHryWedH1NqZ45cx2Qb_oi2qYzASJENvMnmqtU_4qoL1uAstViod5pfeKzg7i9GyP19WccGMuyzlT5yNRlrL-rHRWrH8juYf7aKMoKvMNb7Hq97e4z2_mr_57te6MUvEwo3VUQybdJDsqQYWfNEcxFGak6f0Me75Hjkgt37z-B5OLxfOZ3wQhE8k&__tn__=K-R
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• Dissemination of PI facts and 
awareness raising content on social 
media

• Story sharing campaign with 
patients’ testimonials 

IDFNZ Kids Foundation

New Zealand

2021 WPIW REPORT65

https://www.facebook.com/IDFNZKidsFoundation
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• Dissemination of PI facts and 
awareness raising content on social 
media

• Story sharing campaign with patients

Nicaragua Association of Patients 
with PIDs

Nicarágua

2021 WPIW REPORT66

https://www.facebook.com/anipidp.2019/
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• Communications about PIDs and 
World PI Week, on social media and 
other digital platforms

• Developed an online toolbox with 
resources on PIDs to help people 
raise awareness

Philippines Patient Organization for 
Primary Immunodeficiencies

Philippines 

2021 WPIW REPORT67
Recipient of IPOPI grant

https://www.philpopi.org/
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• Awareness raising on social media 
and online platforms

• Live Q&A chat on social media 

Immunoprotect

Poland

2021 WPIW REPORT68
Recipient of IPOPI grant

https://immunoprotect.pl/
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• Celebrity support from Daniela 
Mercury, a PID patient, raising 
awareness about PIDs in the press

• Digital campaigning including blog 
post and social media engagement

APDIP - Associação Portuguesa de 
Doentes com Imunodeficiências 
Primárias

Portugal

2021 WPIW REPORT69

https://www.apdip.pt/
https://lifestyle.sapo.pt/fama/noticias-fama/artigos/daniela-mercury-explica-como-e-viver-com-imunodeficiencia-primaria
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• National conference for patients 
with PIDs (virtual)

• Educational content on social media 
to raise awareness of PIDs

ARPID - Romanian Association of 
Patients with Primary 
Immunodeficiency

Romania

2021 WPIW REPORT70
Recipient of IPOPI grant

https://www.facebook.com/ImunodeficientePrimare/
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• Support video clip

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

• Creative work contest

OPPID

Russia

2021 WPIW REPORT71
Recipient of IPOPI grant

https://www.facebook.com/oppid_ru-110185477572718/
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• Participation to ‘Strike a Y’ photo 
contest

• Awareness raising online

Individual PID patients

Singapore
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https://twitter.com/Jessiequmeng/status/1388363532001955844
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• PID Symposium including expert talk 
on immunoglobulin substitution 
therapy and plasma donation

• Educational video about PIDs 
promoted on social media with 
participation of patients of all ages

Združenie pacientov s primárnou 
imunodeficienciou

Slovakia

2021 WPIW REPORT73
Recipient of IPOPI grant

https://www.facebook.com/imunodeficit/videos/214956966707883/?t=7
https://www.facebook.com/imunodeficit
https://www.imunodeficit.sk/sprava/21547/nase-video-pre-svetovy-tyzden-primarnej-imunodeficiencie-2021.html
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• “Live your Life in Colour” campaign 
– putting the spotlight on mental 
health and emotional impact of 
living with a rare disease such as PID

• PID facts sharing

PINSA Primary Immunodeficiency 
Network of South Africa

South Africa

2021 WPIW REPORT74

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


S
e
c
tio

n
 1

S
e
c
tio

n
 2

S
e
c
tio

n
 3

• Awareness / education session at 
school 

• Distribution of informative leaflets 
on PIDs

Micklefield School

South Africa
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https://www.imunodeficit.sk/sprava/21547/nase-video-pre-svetovy-tyzden-primarnej-imunodeficiencie-2021.html
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• Press Release on PI

• Event on PID in adults 

• Medical symposium with Hospital 
Gregorio Marañón

• PID awareness campaign on social 
media

AEDIP - Asociación Española de Déficits 
Inmunitarios Primarios

Spain

2021 WPIW REPORT76

https://www.facebook.com/aedip.asl/
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• Social media campaign

• “Pictures” support campaign with 
healthcare professionals 

BARCELONA PID FOUNDATION

Spain

2021 WPIW REPORT77

http://www.pidfoundationbcn.org/en/projects/support-world-pi-week
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• PID Workshop with involvement of 
PID experts 

• Video message from specialists 
distributed online to raise awareness 
of PIDs

SOPPI - Sudanese Organization for 
Patients with Primary 
Immunodeficiency

Sudan

2021 WPIW REPORT78
Recipient of IPOPI grant

https://www.facebook.com/Sudanese-Organization-for-Patients-with-Primary-Immunodeficiency-Soppi-331579087487148/
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• #GoZebra campaign 

• Social media communications 

PIO - Patient Organisation for 
Primary Immunodeficiency 

Sweden

2021 WPIW REPORT79

http://pio.nu/varldsimmunbristveckan-22-29-april-2021/?fbclid=IwAR2w2DQLmGQuaTqSWFPMN6Vb7B8gykmE6eMz-o_TgahZ1z347s3vPqlpk7s
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• Awareness campaign ‘put on your 
orange mask’ to protect people with 
PIDs

• Dissemination of educational 
material on PIDs, informative 
posters on hospital walls

• Social media campaign with video 
messages from patients

İmmun Yetmezlik Hastaları Dayanışma
Platformu (Primary Immunodefiency
Patient Platform Turkey)

Turkey

2021 WPIW REPORT80

https://twitter.com/immunyetmezlik
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• Testimonial video from a patient’s 
family to increase awareness 

• Participation in the photo contest 
“Strike a Y”

Individual patient 

Uganda

2021 WPIW REPORT81
Recipient of IPOPI grant

https://www.facebook.com/PIDsKenya
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• 5th Regional School of Immunology & 
Allergology (virual) on “Modern 
opportunities for diagnosis, 
treatment and management of 
patients with primary 
immunodeficiency” 

Vinnytsia National Medical 
University

Ukraine

2021 WPIW REPORT82
Recipient of IPOPI grant

https://o-zone.org.ua/pacienty_z_PID/
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• Awareness raising video on the 
importance of diagnosis 

• Article with The Northern Echo to 
raise awareness about PI

• Social media campaigining

Immunodeficiency UK

United Kingdom

2021 WPIW REPORT83
Recipient of IPOPI grant

https://www.facebook.com/ImmunodeficiencyUK/
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• Promoting World PI Week on social 
media

Immune Deficiency Foundation

United States
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https://www.facebook.com/ImmuneDeficiencyFoundation
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• ‘World PI Awareness’ Webinar with 
Prof. Manish Butte, Dr. Garcia-
Lloret, including Q&A session

UCLA Health Academic Medical 
Centre

United States

2021 WPIW REPORT85

https://twitter.com/Info4PI
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• Awareness Raising campaign on 
social media 

• Zoom conference “De las 
Inmunodeficiencias Primarias a los 
Errores Innatos de la Inmunidad” 
with PID specialists

AC IDP - Inmunodeficiencias Primarias
Venezuela Asociación

Venezuela

2021 WPIW REPORT86
Recipient of IPOPI grant

https://www.facebook.com/acidpvenezuela/
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• Social media campaigning and 
awareness raising

• Promotion of World PI Week 
materials

Viet Pips

Vietnam

2021 WPIW REPORT87
Recipient of IPOPI grant

https://www.facebook.com/VietPOPI


S
e
c
tio

n
 1

S
e
c
tio

n
 2

S
e
c
tio

n
 3

2021 WPIW REPORT88 |

Regional to Global



S
e
c
tio

n
 1

S
e
c
tio

n
 2

S
e
c
tio

n
 3

• Social media communications

• Promotion of educational material
on PIDs

Arab Society for Primary 
Immunodeficiencies (ARAPID)      
African Society for Immunodeficiencies 
(ASID) 

Africa

2021 WPIW REPORT89
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• Contribution of President-Elect
Fabio Candotti to World PI 
Week2021 opening webinar 
discussing COVID-19 learnings on 
PIDs and the immune system

• ESID Grand Rounds webinar on 
managing COVID-19 in adults with 
antibody deficiency 

European Society for 
Immunodeficiencies (ESID) 

Europe

2021 WPIW REPORT90

https://www.facebook.com/ESIDmeeting/
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• Series of 21 video clips from experts 
and patient representatives
throughout the Week to mark World 
PI Week

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

• Video Teaser with messages from
Patients and experts

• Launch of 6 new initiatives at ALAS: 
“Tu Voz Cuenta” platform, Story
blog, series of 14 webinars and 14 
educational videos, online App to
register PID Patients and new 
Patient Academy

Latin American Society for 
Immunodeficiencies (LASID) 

Iniciativa ALAS

Latin America 

2021 WPIW REPORT91

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

• IPOPI Board of Directors contributed 
to a GPS art to mark World PI Week

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

International Patient Organisation 
for Primary Immunodeficiencies 
(IPOPI) 

International 
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https://twitter.com/ipopi_info
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• Digital campaign to communicate 
about PIDs

• Distribution of educational material 
on PIDs

Jeffrey Modell Foundation

International
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https://twitter.com/Info4PI
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• Awareness raising of PIDs on digital 
platforms

• Participation to World PI Week 
photo contest “Strike a Y”

• Contributed to World PI Week 
podcast series and World PI Week 
videos 

International Nursing Group for 
Immunodeficiencies (INGID)

International
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International: The life science industry marks World PI Week
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https://codigosaludonline.com/2021/04/22/inmunodeficiencias-primarias-el-desafio-para-un-diagnostico-a-tiempo/
https://codigosaludonline.com/2021/04/22/inmunodeficiencias-primarias-el-desafio-para-un-diagnostico-a-tiempo/
https://www.diariocordoba.com/cordoba-ciudad/2021/04/25/reina-sofia-trata-mil-andaluces-49060330.html
https://www.haberdenizli.com/guncel/her-bir-balon-cocuklara-umut-olsun-h61525.html
https://codigosaludonline.com/2021/04/22/inmunodeficiencias-primarias-el-desafio-para-un-diagnostico-a-tiempo/
https://www.haberdenizli.com/guncel/her-bir-balon-cocuklara-umut-olsun-h61525.html
https://www.murcia.com/salud/noticias/2021/04/22-la-escasez-de-plasma-por-la-pandemia-va-a-dificultar-el-acceso-a-los-tratamientos-de-ninos-con-idp.asp


Primary immunodeficiency awareness does not end 

with the campaign.

Continue to share information and engage worldwide, 

to drive positive change.

Thank You! 
World PI Week 2021 was a success again!


