
World PI Week Report 2020

Celebrating 10 years of solidarity, successes 

and expectations for the future of primary 

immunodeficiency diagnosis, care and 

quality of life worldwide

Together, bringing about change for primary immunodeficiency patients worldwide
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About World PI Week 
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An 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.

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. 

Since its 

inception, 

World PI Week 

has been 

successful in 

stimulating 

awareness and 

advocacy 

efforts in all 

continents
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World PI Week by the numbers

Over 80 countries 

across the globe

Thousands of 

people reached

Hundreds of 

events worldwide

10 years of 

campaigning
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SILVER SPONSOR

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

European Society for 

Immunodeficiencies
International Nursing Group 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

GOLD SPONSOR

A Dynamic, 

Multi-

Stakeholder 

and Global  

Community

New 2020 partner 

BRONZE SPONSOR
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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/


Campaign resources
xx

Plenty of resources available 
in various languages 

• Flyers 

• Videos

• Scientific pieces

• “Story sharing” visuals 

• Template social media posts

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


Educative materials 
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Shareable 

resources to 

inform and raise 

knowledge of 

primary 

immunodeficiency

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


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/


WORLD PI 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 the 

10th anniversary of 

the campaign 
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Celebrating life and what keeps 
the primary immunodeficiency 

community moving forward

Celebrating the lives of patients 
and carers, and their 

expectations for the future 

Celebrating positive research 
outcomes and the never-ending 

search for innovative diagnostics, 
treatments and cures

Celebrating an ever-growing 
understanding of primary 

immunodeficiencies and patients’ 
needs for specialised treatment

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

the diseases

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



World PI Week 2020 amid COVID-19

A special 10-week effort

10 weeks of 

campaigning to 

mark the 10th

anniversary

Read World PI Week 

COVID-19 statement
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The campaign was extended to allow anyone 
participate in the campaign while protecting 
public health and the health of PID patients

World PI Week started on 22nd of April 2020 
and ran for 10 weeks, until 1st of July, in 
reference to the 10th anniversary

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

Recognizing World PI 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

http://www.worldpiweek.org/


The first-ever World PI Week webinar

Kicking-off the 2020 campaign 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

Gathering and 

reaching a 

worldwide 

audience

Webinar recordings 

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


Communications collaterals

E-banners, 

posters, email 

signatures, 

sample website 

posts & many 

more, 

translated in 

local language

Click to download 

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


« Facts » visuals
Series of 5 

visuals to raise

awareness

online
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A new global video

Bringing insights 

into the lives of 

patients across 

the globe, hearing 

from patients and 

healthcare 

professionals 

about their 

expectations for 

the future

Click to watch the 

video on YouTube

2020 WPIW REPORT15

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

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


New advocacy material: infographic

Outlining key 

milestones and 

achievements in 

primary 

immunodeficiency 

over the past 

decade

One printable version 

and one version for 

online use 
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http://www.worldpiweek.org/


Press announcements 
World PI Week, COVID-

19, Rare Disease Day
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Opinion article  

“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”

• 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

Published in 

Frontiers in 

Immunology in 

December 2020
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The opinion is available in 

Frontiers in Immunology here

https://www.frontiersin.org/articles/10.3389/fimmu.2020.625753/full


Social media activities & successes

Engaging the community, driving conversations 
to increase awareness & understanding
• Building an active and ever-growing network worldwide

• Informing about World PI Week activities and spreading primary 
immunodeficiency/rare diseases news 

• Raising awareness about primary immunodeficiency

• Fostering the exchange of experiences and stories

Social activities 

have taken a 

new dimension 

during COVID-

19, becoming a 

unique way to 

interact with 

the community 

and raise 

awareness 

> 2,000 profile visits during 

World PI Week on Twitter

> 131k tweet impressions 

from 22 April to 1 July

Highest engagement ever from 

patients and families in 2020
+ 100 followers in April-May 

on Facebook

> 7,5k reach for posts in 

April alone

> 60K impressions during 

April 2019

Click on the icons to visit 

social media channels 
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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 
• 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 PI Week logo

The « Y » shape refers to the 

shape of an antibody but it also 

symbolises the community
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Social media support campaign

Making World PI Week viral on social media
• Supporters could celebrate the campaign virtually in a variety of ways

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

xxx
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Social media engagement

Celebrity support in 

South Africa

Patients at the frontline

of awareness efforts

Broad reach within

nurses students’ groups

Research community

energized the Week 

Engagement from 

medical journals

High-impact communications 

from healthcare providers
2020 WPIW REPORT22



« Words of inspiration » campaign for the 10th anniversary

One message per week from the World PI Week Board

xxx
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Country involvement

Argentina

Australia

Belgium

Bolivia

Brazil

Canada

China

Colombia

Ecuador

El Salvador

France

Greece

India

Indonesia

Ireland

Italy
Japan

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

Morocco
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Russia

Sudan

Serbia



SNAPSHOTS OF NATIONAL EVENTS
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Argentina

AAPIDP (Asociation de Ayuda al Paciente 

con Inmunodeficienca Primaria)

• Release of two World PI Week videos: one 

educational video & one ‘thank you’ video

• Social media campaign

o Raising awareness on social media and 

joined the #PictureAwareness challenge

Recipient of IPOPI WPIW grant 2020 WPIW REPORT26

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


Argentina

Laboratorio de Hemoderivados (National 

University of Cordova)

• Social media awareness campaign with 

educational videos on primary 

immunodeficiency
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https://twitter.com/laboratoriounc


Australia

Children’s Hospital in Philadelphia

• Videos of patients and healthcare providers 

celebrating World PI 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 

PI and including patients’ stories
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https://www.chop.edu/news/celebrating-world-pi-week


Australia

IDFA (The Immune Deficiency 

Foundation of Australia)

• Social media campaign

o Informative infographic on PI

• Webinars on lifestyle factors and life with PI 

during Covid-19 in partnership with CIRCA (The 

Clinical Immunogenomics Research Consortium 

Australia) 

2020 WPIW REPORT29 Recipient of IPOPI WPIW grant 

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


Australia

AusPIPS and Monash University

• Online public forum for PI patients

• Radio interview about primary immunodefiency

with experts and families of patients

• Social media communications to encourage 

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


Belarus

Save Immunity

• New booklet to raise awareness about 

PIDs, available in various formats

2020 WPIW REPORT31 Recipient of IPOPI WPIW grant 

https://docviewer.yandex.ru/view/0/?page=26&*=2LqeosA581EvxXyTHWPB0uEo8Sd7InVybCI6InlhLWRpc2stcHVibGljOi8veW9wL1BBK21SUGh5d25jcmNNc29NN25xOHN2cGNheFdWY3ROR0drdVRzNWQ5bVZLUzlPbzdDcVdPeitnY0hwVUc3cFdwVlFZc3VieXJjYWpIaW1QRnc9PSIsInRpdGxlIjoi0J3QtdC00LXQu9GPINC40LzQvNGD0L3QuNGC0LXRgtCwIDgtMTEg0LrQu9Cw0YHRgdGLXzIwMjAucGRmIiwibm9pZnJhbWUiOmZhbHNlLCJ1aWQiOiIwIiwidHMiOjE2MDIxNjU0NDc1NjUsInl1IjoiMjkxOTcxMTkzMTYwMjE2NTQzNiJ9
https://www.save-immunity.by/


Belgium

Bubble ID

• Celebrations at the hospital in 

collaboration with Kloen with the 

immunorap and bubble bursting

• Social media campaign to raise 

awareness about PI and warning signs
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http://www.bubble-id.org/


Belgium

VIB (Vlaams Instituut voor Biotechnologie)

• Social media campaign highlighting research 

efforts in the field of PI, notably around early 

diagnosis 
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https://vib.be/


Bolivia

Fidep-Bolivia

• Social media communications

• Webinar on the effect of Covid-19 on 

rare-disease patients organised in 

collaboration with two hospitals
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https://www.facebook.com/FIDEPBOLIVIA/


Brazil

ASBAI (Associaçao Brasileira de 

Alergia e Imunologia) 

• Articles and a series of videos from 

experts to raise awareness of the 

warning signs of PI in adults and 

children

• Series of educational activities for 

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


Brazil

BRAGID (Brazilian Group for 

Immunodeficiency)

• Social media communications, including 

awareness campaign on the warning 

signs of PI

• Launched a series of videos from

experts on the themes of “immuno

sufficiency”, COVID-19 etc on the 

occasion of the World PI Week

• Animation video to promote the 

campaign and encourage participation
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http://www.imunopediatria.org.br/inst_10sinais.php


Brazil

Hospital Pequeno Principe

• Educational videos and podcasts about 

the immune system, the importance of 

early awareness and diagnosis with 

immunologist Carolina Prando

2020 WPIW REPORT37

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


Canada

CIPO (Canadian Immunodeficiencies 

Patient Organization)

• Online webinar on COVID-19 and PID 

with experts

• Virtual patients meeting every

• Blog articles and press release to 

celebrate the campaign
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http://pequenoprincipe.org.br/hospital/


Canada

Immunodeficiency Canada 

• Social media campaign with 

facts and figures about PI
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https://immunodeficiency.ca/


Canada

APIQ (Association des Patients 

Immunodéficients du Québec) 

• Distribution of toys to children with PI 

as part of « I have my teddy » 

awareness campaign

• Awareness campaign encouraging 

everyone to stay at home and protect 

PID patients
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https://cipo-apiq.ca/


China

PID Care Organisation

• Social media awareness campaign

• Launched “Amber”, a new logo mascot and 

comfort toy for children with PI 

• Published a new PID brochure for the 

paediatric care centre

2020 WPIW REPORT41 Recipient of IPOPI WPIW grant 



Columbia

Fundacion FIP (Fundacion Diana Garcia de 

Olarte) – Collaboration with Iniciativa ALAS

• Promotion of the campaign on social 

media

• Co-organization of the 10th national PID 

symposium

• Webinar on PIDs and COVID-19 

organized with LASID 

• “Stay at home” campaign with a series 

of videos from PID patients
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https://cipo-apiq.ca/


Ecuador

Fundacion PIDE

• Suite of videos from PID patients with 

messages on universal health 

coverage, personalised treatment and 

encouraging everyone to stay at home 

during COVID-19 

• Promotion of World PI Week and 

campaign materials on social media 
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https://www.facebook.com/FundacionPIDE.ec/


El Salvador

Fundacion Escudo de Amor para las IDP

• Dissemination of World PI Week 

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


France

Iris (Immuno-Deficience Primitive: 

Recherche, Information, Soutien)

• 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 PI Week on social 

media

2020 WPIW REPORT45 Recipient of IPOPI WPIW grant 

http://www.associationiris.org/


Greece

APMONIA (Association of Greek Friends for 

Paediatric Immunology – Primary 

Immunodeficiencies)

• Dissemination of World PI Week material on 

communications platforms

• Educational videos on primary 

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


Hungary

HOPI (Hungarian Organization for 

Patients with Immunodeficiencies)

• Organization of a virtual run from 17th of 

August - 7th of September(replacing a run 

initially planned on 25th April)

• Webinar on 29 August with key experts, 

focusing on COVID-19 and PIDs

Recipient of IPOPI WPIW grant 2020 WPIW REPORT47



India

Aster CMI Hospital, FPID center 

of Excellence for the diagnosis 

and management of primary 

Immune Deficiency – Dr Sagar 

Bhattad

• Social media communications 

• Awareness raising video on 

Youtube
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https://www.asterbangalore.com/specialists/sagar-bhattad-consultant-paediatric-immunology-rheumatology-54


Indonesia

IDAI (Indonesian Pediatric Society)

• Dissemination of World PI Week 

materials on social media

• Information campaign on PIDs in 

Indonesia 

• Series of webinars with PID specialists 

organised throughout the week under 

the theme "Immunization for All" 

2020 WPIW REPORT49 Recipient of IPOPI WPIW grant 

https://www.idai.or.id/


Ireland

IPIA (Irish Primary Immunodeficiency 

Association)

• Virtual run between 2-9 August 

o Participants invited to walk, jog, 

run, tread mill, cycle for 5 kms 

• Social media campaign

Recipient of IPOPI WPIW grant 2020 WPIW REPORT50

https://www.facebook.com/IPIAINFO/


Italy

AIP (Associazione Immunodeficienze

Primitive) and PID Adult Centre-Milan

• Dissemination of World PI Week 

materials

• Social media communications and 

promotion of World PI Week in 

communications outlets

2020 WPIW REPORT51 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) 

• Social media campaign to encourage 

plasma donations and highlight the 

value of plasma derived medicinal 

products for PID patients and other rare 

disease patients 
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http://fidas.it/


Malaysia

MyPOPI (Malaysia Patient 

Organization for Primary 

Immunodeficiencies) 

• Launch of webinar series, exploring 

various important topics for PID 

patients in Malaysia 

• Live PID parent sharing session 

• “Stay at home” campaign with videos 

from children with PI asking people to 

stay safe and respect social distancing

Recipient of IPOPI WPIW grant 2020 WPIW REPORT53

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


Mexico

Fumeni (Fundacion Mexicana Para Nin ̃as e 

Nin ̃os con Immunodeficiencias Primarias)

• Social media campaign with video clips and 

animations
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https://twitter.com/FumeniAC


Mexico

AMPIPI (Asociación Mexicana para Pacientes 

con Inmunodeficiencias primarias)

• Conference on “COVID19 in patients with 

PIDs” on 8 June 

• Plasma donation campaign via WhatsApp 

• “Stay at home” campaign

Recipient of IPOPI WPIW grant 2020 WPIW REPORT55



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 23rd of April with PID experts

• Dissemination of World PI Week materials 

and participation in online awareness 

raising
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Netherlands

Stichting voor Afweerstoornissen

• Social media campaign

• Blogs on PID with Dr. van 

Montfrans

• Online bingo

• Dissemination of materials on 

Covid-19 and primary 

immunodeficiency

2020 WPIW REPORT57 Recipient of IPOPI WPIW grant 

https://www.facebook.com/StichtingvoorAfweerstoornissen/


New Zealand

IDFNZ (Immunodeficiency Foundation of New 

Zealand)

• Online campaign about PIDs “be a 

detective” 

• Launch of educational resources that 

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


Poland

Immunoprotect

• “Stay at home” campaign with 

patients’ videos

• Interview of Dr Sylwia Koltan on PIDs

2020 WPIW REPORT59 Recipient of IPOPI WPIW grant 

https://immunoprotect.pl/


Portugal

APDIP (Associaça ̃o Portuguesa de Doentes

com Imunodeficie ̂ncia Prima ́ria) 

• Launch of a new guide on how to live 

with PI

• PID awareness campaign on social 

media

2020 WPIW REPORT60 Recipient of IPOPI WPIW grant 

https://www.apdip.pt/


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


Russia

ARPID (Romanian Association for Patients 

with Primary Immunodeficiencies)

• Dissemination of materials and 

information on PIDs on communication 

channels
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Serbia

POsPID (Podrs ̌ka Osobama sa Primarnim

Imunodeficitima)

• Dissemination of World PI Week 

material on social media

• Release of an online book for children 

on PIDs and COVID-19, written by a 

doctor and psychologist 
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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


Slovakia

Slovak Association of Patients with PIDs

(Združenie pacientov s primárnou

imunodeficienciou )

• New educational video launched and 

promoted on Facebook, to raise 

awareness of PIDs in Slovakia

• Highlighted the changes needed in 

Slovakia: introduction of newborn 

screenings for rare diseases and plasma 

donation centres to be opened

• Media interview

Recipient of IPOPI WPIW grant 2020 WPIW REPORT64

https://www.imunodeficit.sk/


South Africa

PINSA (Primary Immunodeficiency Network of 

South Africa) 

• Virtual Game Show initiated by 

Rare Diseases South Africa 

• Press release on PIDs and 

underdiagnosis

• Dissemination of World PI Week 

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


South Africa

AFSA (Allergy Foundation South Africa)

• Interview in main media (TV and 

radio) with PID expert Prof 

Claudia Gray

• World PI Week logo broadcast on 

high-audience TV channel
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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/


Spain

AAPIDP (Asociación de Ayuda al Paciente con 

IDP)

• Participation in the World PI Week 

#PictureAwareness photo contest

• New educational video about PIDs, 

promotional video about World PI Week

• Dissemination of World PI Week materials

• Position statement from the organisation on 

PIDs and COVID-19 and raising awareness

about the campaign

2020 WPIW REPORT67

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


Spain

AEDIP (Asociación Española de Déficit 

Inmunitarios Primarios) 

• Dissemination of information about PIDs on 

social media and WPIW materials

2020 WPIW REPORT68 Recipient of IPOPI WPIW grant 

https://cipo-apiq.ca/


Spain

Hospital la Fe

• Social media communications by the 

first multi disciplinary PID committee in 

the community of Valence (set up in 

March 2020)
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https://twitter.com/PedroMoral16


Spain

ACADIP (Catalan Association of Primary 

Immunodeficiency)

• Awareness raising campaign on the 

warning signs of PI

• Dissemination of World PI Week 

materials
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http://acadip.org/


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

2020 WPIW REPORT71

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


Spain

AEPap (Asociation Espanola de Pediatria de 

Atencion Primaria)

• Dissemination of World PI Week 

materials on social media and online
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https://www.aepap.org/


Sweden

PIO (Prima ̈r immunbristorganisationen)

• Series of podcasts on living with a 

primary immunodeficiency

• #GoZebra fundraising campaign and 

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


Sudan

Sudanese Society for Allergy and Clinical

Immunology and Soppi (Sudanese 

Organization for Patients with Primary 

Immunodeficiency)

• Dissemination of World PI Week 

materials on social media

• Communications about the campaign 

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


Turkey

IMYED (İmmün Yetmezlik Derneği – Immune 

Deficiency Association)

• Video with drawings of children living 

with PID illustrating World PI Week 

celebrations

• Engagement campaign with members
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http://www.imyed.org/
https://www.youtube.com/watch?v=_pkG5Wewm6Y&feature=emb_logo


United Kingdom

PID UK

• Series of videos from PID patients 

sharing their stories and expériences

• Questions & Answers online campaign

to raise awareness on primary

immunodeficiency
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http://www.piduk.org/


United Kingdom

Liston Laboratory at the Babraham institute

• Launched research results during the 

World PI Week

• Social media awareness efforts
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https://www.babraham.ac.uk/our-research/lymphocyte/adrian-liston


United Kingdom

Bubble Foundation

• Book with messages and stories from 

PID patients

• Social media awareness campaign
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https://www.bubblefoundation.org.uk/


United States

Immunoglobulin National Society

• PID awareness on social media 

• Online campaign to encourage 

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


United States

IDF (Immune Deficiency 

Foundation)

• Virtual event with a “PI Champions 

panel” of patients and PID specialists

• Online campaign with educational 

material about PID and podcasts

• IDF walk for PI
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https://primaryimmune.org/


Venezuela

AC IDP Venezuela (Venezuelian

Primary Immunodeficiency

Association) 

Association) 

• 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) 
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Regional to Global

2020 WPIW REPORT82 |



Latin America

LASID (Latin American Society for 

Immunodeficiencies)

• Webinar co-organized with Iniciativa ALAS

• Social media awareness campaign with 

dissemination of educative materials
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Latin America

Iniciativa ALAS

• Online meeting with PI advocates

• Webinar on PI and Covid-19 with Dr 

Francisco Espinosa

• “Stay at home” campaign with a 

series of videos from PID patients

• Social media communications to raise 

awareness about PI
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Europe

PPTA Europe

• Interview with IPOPI Executive Director

• Social media communications to raise

awareness about PIDs and the importance 

of plasma donation
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https://www.pptaglobal.org/


Europe & International

IPOPI (International Patient 

Organisation for Primary 

Immunodeficiencies) 

• 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

• Supported national patient organisations 

to maintain awareness raising and 

advocacy activities during World PI Week

• Video with IPOPI staff celebrating World 

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


USA & International

JMF (Jeffrey Modell Foundation) 

• Online PID awareness campaign, with 

educational material and “When I grow 

up” series

• Support to awareness raising in various

hospitals, PID centres and to patient 

groups across the US and internationally

• Plasma donation campaign amid COVID-19
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http://info4pi.org/


USA & International

INGID (International Nursing Group 

for Immunodeficiencies)

• PID awareness on social media 

• Dissemination of World PI Week 

materials and information on 

activities organized worldwide to 

mark the campaign 
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https://twitter.com/ingid_tweets?lang=fr


Thank you for making World PI Week 

2020 a success!

PI awareness does not end with the campaign.

Continue to share information and engage

worldwide, to drive positive change.
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