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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?
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Our mission

To improve awareness, access to early 
diagnosis and optimal treatments for primary 
immunodeficiency patients worldwide through 
global collaboration.
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Our members: 73 national patient organisations

Latest

countries:

• Algeria

• Bangladesh

• Nepal
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Zoom 
on the Asian 
region



IPOPI.org

IPOPI 5TH REGIONAL ASIAN PID MEETING

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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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



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



IPOPI.org Issues in Transitional and Adult 
Care of PID Patients in Japan

Ms Tomoko Kaito 

PID Tsubasa-no-Kai, Japan.



IPOPI.org

IPOPI 5TH REGIONAL ASIAN PID MEETING

March 24, 2024

Tomoko Kaito
PID Tsubasa no kai

Issue on Transitional Care of 
PID patients in Japan



Activities of PID Tsubasa no kai

Coordination of interactions among members

⚫ Exchange information and opinions on each disease type and theme at online 

member exchange meetings

Holding medical lectures (once a year)

• “Reversion of genetic mutation in PID –natural gene therapy- “ by Prof. Wada of 

Kanazawa University  Dec 10, 2023

Medical consultation Sessions (twice a year)

⚫ Medical advisors answer to medical consultations received from members

Disseminating the latest medical-related information through 

newsletters and e-mails

• Ex: Information on vaccines and neutralizing antibody drugs for COVID-19



Cooperation in the expansion and promotion of PID newborn mass 

screening

• Visited to legislators to request the implementation of expanded newborn 

mass screening nationwide at public expense. Submitted written request

Activities to spread awareness about PID

⚫ Awareness promotion activities in conjunction with World PI Week

⚫ Information dissemination through SNS/website

Respond to PID inquiries from members/non-members

⚫ Answer to specialized questions after consulting with medical advisors.

⚫ Answer to patients concerns by board members and other patient family 

members

Activities for physical disability certification

⚫ Dedicated team launched to obtain physical disability certificate

Activities of PID Tsubasa no kai



Clinical pattern of the members

Total 174 patients
（Jan 15th 2024）
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Age at diagnosis
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Current age of the patients



Issues on transitional care and adult medical 

treatment

• Difficulties in transitioning from pediatrics to adult 

medicine

• Cannot find a specialist who can treat adult patients

• Difficulty of cooperation between neighboring hospitals 

and PID specialists



PID specialist Neighborhood 
clinics/Family doctors

・Dealing with daily problems
（fever, cold, etc.) 

・Prescribing regular medications in 
collaboration with PID specialists
(prophylaxis, globulin products, etc.)

Otolaryngology, 
ophthalmology, 
odontology, 
dermatology, etc.

・Prescribing drugs that are only   
prescribed on a monthly basis

・ Providing treatment guidelines 

・ Follow-up with periodic visits

Other departments 
in the hospital

Ideal structure in adult medical treatment

Cooperation

Cooperation

Doctors who understand PID



Difficulties in transitional care and adult 
medical treatment 

Difficult to find internist 
with knowledge of PID

In case of transition from child to adult

In case of not diagnosed in childhood

from pediatric specialist                   to internist

Where 
should I 

go?

Much more severe than transition care

Difficult to be find a doctor 
who can diagnose PID



Few internists are able to see adult patients with PID, which often makes 
finding an appropriate doctor difficult. This is especially difficult in cases 
where the diagnosis is made later in life.

For adult patients, 
• A system in which a pediatric specialist first examines the patient and then 

links the patient to an internist.
• Medical institutions that serve as centers where PID can be diagnosed and 

treated
would lead to early diagnosis and appropriate treatment initiation for these 
patients (or potential patients).

With the decision to implement a publicly funded policy of mass screening of 
newborns in Japan, it is expected that the number of patients diagnosed with 
PID will increase in the future. We expect that resolving issues now will lead 
to solutions more than a decade from now.

Summary



Thank you for your attention!

We ask for your help in establishing cooperative 
medical care that can provide peace of mind to 

patients at any age.



IPOPI.org Panel discussion on the PID Life Odyssey 
The Patient Journey

Ms Martine Pergent (IPOPI President), 

Mr Bruce Lim (IPOPI Vice-President), 

Mr Shun Kimura (PID Tsubasa-no-Kai)



IPOPI.org THANK YOU FOR 
PARTICIPATING!

To further enhance the quality of our meetings, we kindly request 
a few moments of your valuable time to provide your feedback.

Please scan the QR Code:



IPOPI.org

Thank you!
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