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• a non-profit international 
organization

• the leading advocate for 
primary immunodeficiency (PID) 
patients worldwide 

• working in collaboration with 
patients, doctors, politicians, 
regulators, pharmaceutical 
industry and other relevant 
stakeholders.

What is IPOPI?

To improve awareness, access to 
early diagnosis and optimal 
treatments for primary 
immunodeficiency patients worldwide
through global collaboration.

Our mission
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Our members: 73 national patient organisations

Latest

countries:

• Algeria

• Bangladesh

• Nepal
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IPOPI works 
as an 
umbrella 
organisation

A vibrant global 
community



A committed
Board of 
Directors

• Martine Pergent, Chair (FR)

• Bruce Lim, Vice-Chair (MAL)

• Otilia Stanga, Treasurer (RO)

• Roberta Anido de Pena (ARG)

• Whitney Ayoub Goulstone (CA)

• Jose Drabwell (NL/UK)

• Cynthia Olotch (KEN)

• John Seymour (USA)

• Otilia Stanga (RO)

• Johan Prévot (BEL) ex-officio

• Nizar Mahlaoui (FR) ex-officio

• Martin van Hagen (NL) ex-officio



IPOPI dynamic Staff
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• Dr Adli Ali (MAL)

• Dr Tadej Avcin (Slovenia)

• Prof Aziz Bousfiha (Morocco)

• Dr Charlotte Cunningham-Rundles 

(USA)

• Dr Virgil Dalm (Netherlands)

• Prof Tandakha Dieye (Senegal)

• Prof Alain Fischer (France)

• Prof Elie Haddad (Canada)

• Professor Steven Holland – (USA)

• Dr Pamela Lee (Hong-Kong)

• Prof Isabelle Meyts (Belgium)

• Prof Antonio Condino-Neto (Brazil)

• Dr Olaf Neth (Spain)

• Dr Cecilia Poli – (Chile)

• Dr Elizabeth Rivers – (UK)

• Dr Silvia Sanchez-Ramon (Spain)

• Prof Ana Shcherbina (Russia)

• Prof Surjit Singh (India)

• Prof Stuart Tangye (Australia)

• Prof Klaus Warnatz (Germany)

IPOPI Medical Advisory Panel (MAP)
Dr Nizar Mahlaoui, 
Chairman (FR)

Prof Martin van Hagen, 
Vice-Chair (NL) IPOPI LeBien AWARD
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Our context, for now and tomorrow …
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Primary immunodeficiencies 
(Inborn errors of immunity)  

PIDs are no longer defined by tendency for 

infections alone

Clinical presentation is variable

PID patients with non-infectious 

complications are increasingly recognised

with features of immune dysregulation:

•Autoimmunity

•Inflammation

•Lymphoproliferation

•Allergy 

•Malignancy 

Proprietary and confidential – do not distribute
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A fast-expanding 
field with crossovers

• 1000 PIDs by 2030?

Plasma collection, 
IG

• Supply and coverage

• SCIG

Availability, Access 
& Coverage

• Diagnosis & treatment

• Lab facilities and reagents

• Medical devices

Advances in diagnostics 
and treatment

• Personalised medicine
• Centres of expertise

• Disruptive innovations (AI, 
genomics, mRNA, …)

Data

• Epidemiology, registries, 
PROMs

Mental health
• Quality of life

• Social and psychological 
support

Newborn screening

• For SCIDs …  and more 
PIDs in the future

Transition care

• Childhood >Adulthood

• Ageing

Training of 
immunologists

for children & adult

• Immunologiy as sub-
spaciality

Medical awareness 
and education on 

PIDs

• Organ specialists, …

Threats and 
pandemic 

preparedness 
• AMR, emerging viruses, 

counterfeit products, conflicts

Secondary 
immunodeficiencies

• A growing patient population

Landscape, our common challenges/opportunities
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=> 2025
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Thank you for your kind attention!

Thank you to 
our sponsors 
for making this
important 
meeting 
possible

どうもありがとう 매우감사합니다 太感谢了

धेरै धेरै धन्यवाद Terima kasih banyak-banyak

आपका बहुत-बहुत धन्यवाद ขอบคุณมาก

Cảm ơn bạn rất nhiều

ত োমোকে অকেে ধেযবোদ
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Improve access to early diagnosis 
and patient centred care

Strategic Objective 1

1
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Newborn screening for SCIDs
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Global advocacy – Calling for more 

plasma collection
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Plasma collection

IG availability

Antimicrobial resistance

Awareness Campaigns

Universal Health Coverage

Vaccination, …
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Advocacy
World Health Organisation

IGs included in the WHO list of essential 

medicines

PIDs diagnostic tests included in the WHO 

Model List of Essential In vitro Diagnostics
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bringing the patient perspectives on 
medicines, shortages,  clinical trials, …
• at EMA (European medicine Agency)

• at APEC 
(Blood Policy Forums and APEC Rare Disease Forums)

• at Asia Pacific Plasma Leaders Network (APPLN)

• hopefully at AMA (African medicine Agency)

Addressing PID patients needs



Have PIDs on the political agendas

Meetings at the European parliament chaired by 
members of Parliament on diverse topics
• Digital health
• Collection of plasma, supply of IGs
• Cross border care

At the Brazilian Parliament
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Build capacity and support IPOPI’s 
National Member organisations

Strategic objective 2

2



Patient community 
momentum

Global Patients Meeting
• Biennial meeting open for all NMOs, organised in parallel to 
ESID & INGID congresses 

• Next meeting in Marseille (France), October 2024  

• 2-day meeting with educational sessions, skills building 
workshops and exchange of experiences 

• Hosts the PID Champions Awards

Regional PID meetings

• Regional meeting open for all NMOs from the region, 
organised in parallel to regional scientific societies (ASID, 
LASID, APSID/SEA) & INGID congresses 

Webchats
• Community online regular meetings

https://esidmeeting.org/
https://ingid.org/
https://ingid.org/


Help our members take action
Training sessions with play roles

In Asia

In Africa



4ID app.

•A health calendar … 
A source of information 
when you visit your 
specialist

•A Source a patients’ 
real-life data
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World Primary 
Immunodeficiencies Week 22-29 April every year
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Educate, promote knowledge 
& data sharing

Strategic objective 3

3
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Leaflets
Webinars

• For health care 
professionals

Educational material



• For patients

• For the general 

public

Educational material

Mini-documentary



International Primary Immunodeficiencies Congress (IPIC)
Thank you for 
your attention

INVITATION
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Indonesia > Erasmus, Rotterdam

Bangladesh > PGIMER Chandigarh, India

Moldova > Timisoara, Romania

PIDetect: Training programme



IPOPI Latest Publications 
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• built on 6 key 
principles of care 

• It measures the 
status of the PID 
healthcare 
environment across 
the globe

https://pidlifeindex.ipo
pi.org

Data: 
the PID Life Index

https://pidlifeindex.ipopi.org/
https://pidlifeindex.ipopi.org/
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Strengthen multi-stakeholder 
collaboration

Strategic objective 4

4
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Red Cross blood collection centres, hospital teams

in Thaïland
Dr Yae-Jean Kim, Korea

In Indonesia

Prof Chean Sôphal, Cambodia
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Research

IPOPI active in several research 
programmes:

• Recomb, 

• 3D-GATA2

• INTEGRATE-ATMPs

• JAKI consensus



Global initiatives with national pilots



Global initiatives with national pilots
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Looking towards the 
future (What’s Up in 2030)

+ pic



Presenter

IPOPI.org

In the pipes…
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The SIDE Project: Secondary ImmunoDeficiency

• to assess whether specific subsets of SID patients could be represented by IPOPI

AI Rare 

• Exploring the potential of artificial intelligence 

IPOPI Research Grants

• to promote scientific and clinical research in the field of immunodeficiencies.

IPOPI Collaborative Centres

• Expert centres will be recognized for their commitment to a patient-centred collaborative 

approach in accordance with the values and principles upheld by IPOPI.

In the pipes
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Thank you for your kind attention!

Thank you to 
our sponsors 
for making this
important 
meeting 
possible

どうもありがとう 매우감사합니다 太感谢了

धेरै धेरै धन्यवाद Terima kasih banyak-banyak

आपका बहुत-बहुत धन्यवाद ขอบคุณมาก

Cảm ơn bạn rất nhiều

ত োমোকে অকেে ধেযবোদ
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Ms Emi Homareda | PID Tsubasa-no-Kai



IPOPI.org Welcome from APSID

Prof Hirokazu Kanegane | Japan
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Ten-year prospective for the region 
(APSID role)

Hirokazu Kanegane

Professor

Tokyo Medical and Dental University (TMDU) 

President-elect

Asian Pacific Society for Immunodeficiency (APSID)

Vice President

Japanese Society for Immunodeficiency and 

Autoinflammatory Diseases (JSIAD)

Representative Medical Advisor

PID Tsubasa-no-kai
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Asian PID network was started from “Symposium for PID in Asia”

Yokohama, 2009 Chiba, 2010

Surjit Singh

Surjit Singh

Me

Me

Yu-Lung Lau
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We pledge together to establish the ASPID

11th Asian Society for Pediatric Research (ASPR) Congress, April 14-18, 2015, Osaka, Japan
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> 60 Asian 
pediatricians 
met in Osaka, 
April 2015

• Establish APSID with the following missions:

• To care and cure patients with PID

• To share our PID experience to promote collaboration and education

• To improve PID management through understanding its genetics 
and pathogenesis

• To advocate and advance in the care of PID through engaging 
governments, patient organization and industry

Surjit Singh Me Yu-Lung Lau
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Decisions of Osaka Group 2015

Woei Kan LIEW

Registry & Research

Shigeaki NONOYAMA

Education and Training

Kohsuke IMAI

Cellular Therapy & Transplant

Xiaodong ZHAO

Clinical Care

Genetics & Genomics

Pamela LEE

Hans OCHS

Adviser

Yu-Lung LAU

Convenor
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Education and Training: APSID School from 2015

1st APSID Winter School in Hanoi, Nov 2015

International Faculty

Prof Hans Ochs

Prof Yu-Lung Lau

Prof Reinhard Seger

Prof Shigeaki Nonoyama

Prof Roger Kobayashi

Dr Daniel Suez

29 young pediatricians from 10 Asian countries
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1st APSID Congress in Hong Kong, 28th April – 1st May 2016

Prof Andrew Cant

President of ESID

Prof Luigi Notarangelo

Immediate Past President of CIS

Prof Hans Ochs

Advisor of APSID

Mrs Jose Drabwell

President of IPOPI

>150 participants
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Executive Board members (updated)

Dr. Jaime Sou Da Rosa Duque
Treasurer (2024-) Cellular Therapy and Transplant Working Party (2024-)

Prof Huawei Mao
Genetics & Genomics Working Party (2024-)

Prof Yaejean Kim
Clinical Care Working Party (2024-)

Dr Vignesh Pandiarajan
Registry & Research Working Party (2024-)

Dr Zarina Thasneem Zainudeen
Junior Members Working Party (2024-)
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Schools and symposia

Hanoi 

20162015 2017 20192018 2020 2021 20232022 2024

Congress

School

PID symposium 

in other congress

1st Hong Kong

Kuala Lumpur

Hong Kong

Chongqing

2nd Chongqing

Bangkok

Seoul Manila

Hong Kong

Singapore

5th Tokyo4th Online

Online

3rd Chandigarh

Manado COVID-19

pandemic
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PID school 

@Manado, Indonesia in 2019 @Shingapore in 2023
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APSID School Webinar was started in July 2020

Faculty/Moderator

2020/9 Yu-Lung Lau/Vignesh Pandiarajan

2020/12 Intan Juliana Abd Hamid/Lokman M Noh

Zarina Thasneem Zainudeen

2021/5 Surjit Singh/Gilbert Chuo

2021/6 Kohsuke Imai/Ankur Jindal

2021/9 Amit Rawat

2023/9 Satoshi Okada/Vignesh Pandiarajan

2024/1 P.M. van Hagen/Narissara Suratannon
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APSID-sponsored fellowship for junior members

Aim of the fellowship:

•Identify gaps in clinical service, diagnostic/therapeutic procedures or lab techniques in primary 
immunodeficiency at the home institution (can be clinical or laboratory)

•Identify an APSID CoE that provides this service routinely

•Targeted learning at the host centre to transfer the expertise to the home institution

Centers of excellence (CoE)
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APSID CoE

• Postgraduate Institute of Medical Education and 
Research, Chandigarh, India

• Beijing Children’s Hospital, Beijing, China

&

• The University of Hong Kong, Hong Kong, China

• Hiroshima University, Hiroshima, Japan
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APSID 
members in 
each country

42

35

33

18

14

13

12

8

7

6

6

6

6

3

2

2

2

1

1

1

1

1

1

1

0 5 10 15 20 25 30 35 40 45

Hong Kong

India

China

Vietnam

Japan

Malaysia

South Korea

Taiwan

Indonesia

Singapore

Philippines

Thailand

Bangladesh

Iran

Nepal

Egypt

Canada

Bhutan

Mexico

New Zealand

Armenia

Cambodia

Australia

Unknown
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Coding of 
testing levels: 
testing levels 

are assigned by 
the highest level 
of test achieved 

according to 
this table (0–5)
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testing and genetic testing by country/region

HDI, Human Development Index.
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Proportion of 
genetically 

undiagnosed 
cases by 

country/region
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APSID PID care 
resource standard 

for national/regional 
healthcare systems 

in different HDI 
groups in the Asia 

Pacific region

Cambodia

Myanmar

Bangladesh

India

Vietnam

Indonesia

Philippines

China

Thailand

Iran

Malaysia

Taiwan

Korea

Japan

Singapore

Hong Kong
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• Different countries/regions in Asia Pacific are at different stages of 
development in the care and training related to PID, depending 
on their HDI.

• APSID will continue to serve as an important platform for the 
sharing of experiences and resources to improve PID care in the 
Asia Pacific region. 

Conclusion
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Thank you for your kind attention.
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Dr Adli Ali | Malaysia



SEAPID (South East Asia PID) Network 



The initiative



P. 71/11

The First Care-for-Rare European-South-East Asian 

PID-Meeting: From Bench to The Bedside (26 Jan 2015)



6 Founders: SEAPID network

Thailand 

Malaysia

Singapore

Vietnam

Indonesia 

The Philippines



SEAPID Network: Mission 

1. Education: Educational efforts should be put into place to 
increase the expertise on PIDs in the South East Asia region

2. PID Registries: National PID registries should be 
established in all South East Asian countries. 

3. Early diagnosis: 
a) Support South East Asian healthcare providers to 

facilitate the early diagnosis of PIDs 
b) Provision of basic PID blood tests – to be done in 

facilities compliant with internationally recognized 
standards. 

c) To further develop PID genetic diagnostics and these be 
made accessible and timely 



Acknowledgment



Acknowledgment



Acknowledgment
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Keynote lecture: Ten-year prospective for 
the region (APSID role)

Prof Hirokazu Kanegane | Japan
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Q&A
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COFFEE BREAK
15 MIN
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