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IPOPI PID Life Index : 

What are the principles of care?

•Diagnosis rate
•Biological diagnosis availability
•Genetic diagnosis availability
•Prenatal diagnosis availability
•Newborn screening for SCID

PID Diagnosis

Treatments
•Anti-infectious availability
•Ig availability
•Vaccines availability
•Curative treatments
•Biological and targeted 
therapies 
•Plasma collection

Universal health coverage
•Diagnosis Reimbursement
•Treatments Reimbursement

Specialised centres
•National PID specialised
centre/network
•Adult PID services
•Transition care

National Patients 
Organisations
•Established national group in 
country
•Professional paid staff
•Main working areas

Registries

•National PID registry
•Bone marrow donor registry



Where are Asia Pacific in PID 
management?

Data from IPOPI PID Life Index

out of 74 contributing countries* Data extracted in Mac 2024

38th33th 43rd

59th56th 60th

52nd

74th71st66th

36th7th 41st
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▪ Underdiagnosed / Misdiagnosed 

▪ Current challenges:

▪ No proper diagnosis

▪ Access to diagnosis→ Equity

▪ Geographical challenge

▪ Cross-borders issues?

▪ Development of CoE (IPOPI CoE?)

▪ Accessible diagnostic option

▪Cost / Logistic

▪ Dried blood spot / buccal mucosa

PID LIFE INDEX: FOCUS ON ASIA (SEA CASE STUDIES) 

DIAGNOSIS RATE
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▪Cheaper / logistically-accessible test

▪ Introduction of LDT/ RUO tests for wider 
screening?

▪ Functional / Protein expression panel

▪Repurposing/ Expanding test indication

▪ Calculated globulin/ Isohemagglutinin

▪Newborn screening for SCID

▪ National advocacy initiative

▪ Public-private-partnership

PID LIFE INDEX: FOCUS ON ASIA (SEA CASE STUDIES) 

DIAGNOSIS RATE



Curative treatment (BMT/ HSCT)Subcutaneous Ig treatment

PID LIFE INDEX: FOCUS ON ASIA (SEA CASE STUDIES) 

ACCESS TO TREATMENT (EXAMPLES)
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ACCESS TO TREATMENT
▪Regionally - available

▪Equity issues / Access: only citizen 

▪ international policy / trans-countries 

▪ Cross-regional partnership

▪ IPOPI/APSID/Care-for Rare/Erasmus MC

▪UNITAR-Malaysia

▪Biological and targeted therapies 

▪ Extension indication for PID

▪ Immuno-cytokine profiling for PID

▪Gene therapy / Novel treatment?

▪Regional clinical trials sites?

▪Regional procurement?

▪Regional Viral Vector CDMO?
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PID LIFE INDEX: FOCUS ON ASIA (SEA CASE STUDIES) 

SPECIALIZED CENTRE

▪ Recognized CoE for PID?

▪ IPOPI Centre in PID Life Index

▪ Adult immunologist: inadequate

▪ Pathway and recognition

▪ Transition care: no proper pathway

▪ developing consensus/guidelines
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PID LIFE INDEX: EXPANDING THE INDEX
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❖ Registries: Standardized / Wider-national-based / Comparable data

❖ Patients Organisation : More structured and proactive organisations

❖ Specialized Centre : Integrated adult care with transition pathway

❖ PID Diagnosis : accessible cost-effective option / trans-countries COE (Reviving SEA6)

❖ Treatment : Improving equity / earlier access to novel treatment (Clinical Trial in Asia?)

❖ Health Coverage : ASEAN-WHO AP engagement / Commercial Insurance partnership

PID LIFE INDEX: FUTURE AVENUES IN ASIA
REFLECTION ON FUTURE OUTLOOK
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Panel discussion: Empowering regional 
advancements: Innovations and initiatives from 

participating countries

Prof Kohsuke Imai (Japan), Dr Van Anh Nguyen (Vietnam), 

Dr Narissara Suratannon (Thailand), Dr Dina Muktiarti (Indonesia), 

Dr Jonie Tillah (Philippines), Dr Yae-Jean Kim (South Korea), Dr Dharmagat (Nepal)



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

IPOPI 5TH REGIONAL ASIAN PID MEETING

THANK YOU!
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