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World PI Week themes 

2012 - Access to  Appropriate 
Treatment

2013 - Primary Immunode-
ficiency: Turning Hope into 
Action!

2014 - A call for newborn 
screening to test for severe 
combined immunodeficiencies

2015 - The importance of vacci-
nation and immunoglobulin 
treatment for patients with 
primary immunodeficiency 
diseases

2016 - Into action: Improving 
access to optimum care for 
all primary immunodeficiency 
patients

2017 - Ensuring access to 
life-saving immunoglob-
ulin therapies for people with 
primary Immunodeficiency 

2018 - My future starts with 
early testing and diagnosis of 
primary Immunodeficiency 

2019 - Putting primary immu-
nodeficiency patients at the 
centre of their care 

Key considerations 
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About World PI Week 
World PI Week aims to raise awareness of the importance of primary immu-
nodeficiency (primary immunodeficiency) diseases globally and stimulate 
efforts to improve the recognition, diagnosis, treatment and quality of life for 
people with primary immunodeficiency world-wide. The first World PI Week 
was celebrated on 22-29 April 2011 and focused on increasing the under-
standing of these diseases and promoting optimal diagnosis. 

World PI Week takes place every year on 22-29 April. World PI Week offers 
a crucial, visible opportunity to inform and educate health policy-makers, 
schools and families, and the general public about primary immunodefi-
cienciy to drive the earliest possible diagnosis and optimal treatment.

The campaign focuses on a specific theme each year.long-arrow-alt-right 

Through events and activities promoting the warning signs of primary immu-
nodeficiency, seminars, public lectures, video-diaries, and press conferences, 
the global primary immunodeficiency community can unite to bring about 
positive changes in healthcare systems and practices around the world in 
support of people living with primary immunodeficiency. 

For more detailed information about World PI Week please visit the website: 
www.worldpiweek.org

Why raising awareness of primary 
immunodeficiency amongst the medical 
community?

Awareness-raising and informing about primary immunodeficiency to health-
care professionals will help ensure earlier diagnosis and help identify 
proper treatments and care. The primary healthcare providers, such as 
paediatricians and general practicioners are the first entry point for patients 
to help make a proper diagnosis, and are key players in the care pathway. 
Increasing awareness of primary immunodeficiency will improve knowledge 
about the different forms of primary immunodeficiency, warning signs and 
facilitate referral to specialists. In addition, the voice of healthcare profes-
sionals is a strong complement of the patients’ voice to make improve-
ments in healthcare systems happen when engaging with policymakers. 

How to raise medical awareness? 

There are various ways to inform medical audiences about primary immu-
nodeficiency and raise awareness of related challenges. Whether you are a 
patient, a healthcare professional yourself or a family carer, this can be done 
via lectures and talks at scientific conferences or medical congresses, distrib-
uting educative materials about primary immunodeficiency (flyers, info-
graphics) in hospital settings or at scientific conferences and congresses, 
writing pieces in scientific journals, sharing information on social media, 
disseminating information materials in medical universities and for post-grad-
uate medical students etc

List

http://www.worldpiweek.org
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Key considerations List

IDEAS TO RAISE AWARENESS

ûû Get in contact with the primary immunodeficiency society or paediatric society
ûû Offer to bring the patient perspective in a symposium
ûû Visits of paediatricians and lung specialists in hospitals or medical schools/universities
ûû Distribution of awareness materials in hospitals and pharmacies and instructions for referral to the 
division of Immunology of the hospital.

ûû Printing posters and brochures for circulation in doctor rooms, clinics and hospitals
ûû Distribution of primary immunodeficiency leaflet to members of patient organisations to  
distribute to their family doctors, distribution to lung specialists, ear-nose-throat specialists and 
gastroenterologists. 

ûû Organization and establishment of a primary immunodeficiency committee in the hospital, with 
involvement of paediatricians, haematologists and immunologists

ûû Get in contact with your local or national immunodeficiency society or your local or national immu-
nodeficiency foundation to find out how you can participate in initiatives, help disseminate informa-
tion and become further involved

Scientific symposiums

ûû (Web streamed) scientific conference with a group of physicians on World PI Week in hospitals
ûû Webinar on primary immunodeficiency by experts aimed to a healthcare professional audience
ûû A scientific symposium to discuss clinical, diagnostic and therapeutic tools for primary immunode-
ficiency (including case discussions and a summary of the research in primary immunodeficiency)

Consensus meetings

ûû Joint patient/medical event: the objective is to brief and bring awareness of primary immunodefi-
ciency to local community and to the medical world

ûû Consensus Meeting on primary immunodeficiency in the country. Meeting dedicated to primary 
immunodeficiency will bring Immunologists to discuss further on the disease, cases & developments; 
bring other target groups (paediatricians etc.) to increase awareness; initiate the establishment of 
national treatment guidelines; help understanding country treatment levels better

ûû Regional meetings powered by key opinion leaders and local physicians to a target group (general 
practitioner, Family Medicine Specialist, Internist, Paediatricians etc.) in selected regions where there 
are no immunologists 
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The World PI Week website provides materials to raise awareness of primary immunodeficiency. 
It is a multimedia toolbox for primary immunodeficiency awareness.  

paperclip

In addition, many organisations from the primary immunodeficiency community develop 
regional and country-specific resources and tools, available to download at their websites

WHO Essential Medicines Lists

Immunoglobulin therapies for primary Immunodeficiencies are included in the World Health 
Organisation (WHO) Essential Medicines Lists both for adults and patients.

Download the toolbox here

Resources paperclip

http://www.worldpiweek.org/get-involved/help-spread-the-word-to-specific-audiences/
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World PI Week editorials 

Each year, World PI Week develops specific scientific editorials around primary immunodeficiency issues, which 
provide scientific evidence and concrete suggestions for change to policy makers. 

Resources paperclip

Early testing and diagnostic Access to optimum careEarly testing and diagnostic

Vaccination and primary 
Immunodeficiency

New-born screening for severe 
primary immunodeficiencies
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World PI Week video – available in 7 languages 

Resources paperclip

Brochure on early testing and diagnosis

 � worldpiweek.org � @WorldPIWeek � WorldPIWeek

Early testing and 
diagnosis of Primary 
Immunodeficiency

Early diagnosis 
contributes greatly to 
improved quality of life 
and care for people 
with PI 

Main reasons for a delayed 
or misdiagnosis of PI:
• Complex nature of PI
• Variety of symptoms and 

clinical manifestations
• Relatively low awareness 

of symptoms among 
primary care doctors and 
specialists

Prompt diagnosis of 
PI leads to better use 
of healthcare facilities 
and services, and 
lower healthcare costs

Public awareness of 
symptoms, greater 
education among both 
primary and specialist 
care providers at pre/
post graduate levels 
are paramount for PI 
recognition

Routine newborn 
screening 
programmes for 
severe PI (e.g., SCID 
and XLA) should be 
widely implemented 
in public healthcare 
settings in all 
countries

Access to genetic 
testing should 
become available 
to patients and 
widespread in medical 
specialties to provide 
earlier detection 
of PI and diagnose 
unknown forms

Early testing and  
diagnosis of Primary 
Immunodeficiency

https://www.youtube.com/watch?v=cNP14uct7sY
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Infographic - 6 key messages on immunoglobulin therapies

Resources paperclip

6Six key messages on 

 IMMUNOGLOBULIN THERAPIES

Immunoglobulin therapies are 
absolutely essential, 

lifelong treatments 
for the majority of  
people with primary 
immunodeficiency (PI) 

Immunoglobulin therapies are included in the 
World Health Organisation (WHO) 

Lists of  Essential Medicines. 
All countries should provide access to the 

broadest spectrum of  immunoglobulin 
therapies possible

People with PI rely on the generosity and 
commitment of  plasma and blood 
donors. Plasma donations are an 
essential gift of  donors to people in 
need for immunoglobulins and other 
plasma-derived medicinal products 

There is no alternative therapy for 
most primary immunodeficiency diseases: 

immunoglobulin therapies should be 
prioritized for people with PI

Different modes of  administration exist (intravenous 
immunoglobulin IVIG and subcutaneous immuno-

globulin SUBQ), and no single immunoglobulin 
therapy or delivery method is suitable for all 
individuals. 
It is crucial to ensure optimal treatment 
is provided to people with PI on an 
individualised basis, tailored to their 

personal needs. 

www.worldpiweek.org
@Worldpiweek

What is immunoglobulin replacement therapy? 
The administration of  life-saving 

immunoglobulin therapies derived from 
human plasma providing antibodies 

which are protective against a 
broad range of  infections
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Resources paperclip

Key statistics and additional resources

INTERNATIONAL 

ùù Inborn Errors of Immunity (IEI) Classification Table
ùù 2017 International Union of Immunological Societies (IUIS) Phenotypic Classifica-
tion for primary Immunodeficiencies

ùù IPOprimary immunodeficiency PID Map - Country data on estimated number of 
patients, availability of diagnostics, SCID newborn screening, treatment options)

ùù International Patient Organisation for primary Immunodeficiencies (IPOprimary 
immunodeficiency) publications

ùù Jeffrey Modell Foundation - Physician Education Materials

EUROPE

ùù European Society for Immunodeficiencies (ESID) Registry - List of diseases and genes
ùù European Federation of Immunological Societies (EFIS)

AMERICA - CANADA

ùù Immune Deficiency Foundation (IDF) Resource Centre for healthcare professionals
ùù American Academy of Allergy, Asthma & Immunology (AAAAI)– PID resources
ùù Clinical Immunology Society (CIS) resources 
ùù Latin American Society for Immunodeficiencies (LASID) resources
ùù Immunodeficiency Canada – resources for healthcare professionals

AFRICA

ùù African Society for Immunodeficiencies (ASID) resources
ùù Arab Society for primary Immunodeficiencies (ARAPID) resources

ASIA - INDIA

ùù Asia Pacific Society for Immunodeficiencies 
ùù Primary Immunodeficiency Database in Japan
ùù Indian Society for Primary Immune Deficiency (ISPID) resources

http://www.iuisonline.org/images/stories/docs/2018/classification.xls?5a48d87dcdf6fac96a6bc0ffc1b9e64c=d1812893e5b773d8f76956ca5f903bbf
http://www.iuisonline.org/iuisonline.org/images/pdf/the.pdf?5a48d87dcdf6fac96a6bc0ffc1b9e64c=d1812893e5b773d8f76956ca5f903bbf
http://www.iuisonline.org/iuisonline.org/images/pdf/the.pdf?5a48d87dcdf6fac96a6bc0ffc1b9e64c=d1812893e5b773d8f76956ca5f903bbf
https://ipopi.org/pid-map/
https://ipopi.org/publications/key-publications/
https://ipopi.org/publications/key-publications/
http://www.jmfworld.com/library/educational-materials/physician-education-materials
https://esid.org/Working-Parties/Registry-Working-Party/ESID-Registry/List-of-diseases-and-genes
https://primaryimmune.org/resource-center?f%255B0%255D=field_audience%3A41&f%255B1%255D=field_publication_category%3A50&f%5B0%5D=field_publication_category%3A50
https://www.aaaai.org/conditions-and-treatments/primary-immunodeficiency-disease
https://clinimmsoc.org/CIS/Resources.htm
https://lasid.org/homepage
https://immunodeficiency.ca/healthcare-providers/resource-links-documents/
http://asid-africa.org/en/ressources/african-pid-publications.html
http://www.arapid.org/en/resources.html
http://paed.hku.hk/apsid/home.html
http://pidj.rcai.riken.jp/en/index.html
http://www.ispid.org.in/Downloads.aspx

