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Who are we?

Information courtesy of Professor Antonio M. Risitano.



5Information courtesy of Professor Antonio M. Risitano.
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Membership Reach 

More than 800 

members 

in 73 countries



Our mission:
The mission of the International PNH Interest Group is to advance optimal treatment and 

care of people living with paroxysmal nocturnal hemoglobinuria (PNH) and related 
conditions; to provide instruction, information, and training to health care providers; and to 
help further research on new and effective treatment options and improved patient access 

to approved therapies and treatments.

Information courtesy of Professor Antonio M. Risitano.
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IPIG missions

Science
Education

Patients

Research

Friendship
Pharmaceutical 

companies

Registry
Patient advocacy

Collaboration

Worldwide

Information courtesy of Professor Antonio M. Risitano.
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Board of Directors

▪ Antonio Risitano, MD, PhD – President & Chair of the Board

▪ Charles Parker, MD – Chair Emeritus

▪ Régis Peffault de Latour, MD, PhD – Treasurer

▪ Jeffrey Szer, BMedSc, MB, BS – Secretary

▪ Louise Arnold, ACP, MSc

▪ Rodrigo T. Calado, MD, PhD

▪ Bing Han, MD, PhD

▪ Kohei Hosokawa, MD, PhD

▪ Richard Kelly, MBChB, PhD

▪ Petra Muus, MD, PhD

▪ Jun-ichi Nishimura, MD, PhD

▪ Russell E. Ware, MD, PhD

▪ Neal S. Young, MD



Patients and Patients’ Advocacy

Information courtesy of Professor Antonio M. Risitano.
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Treatment accessibility: The 2024 challenge

Information courtesy of Professor Antonio M. Risitano.



12

Our partnership with the MAX Foundation

Information courtesy of Professor Antonio M. Risitano.

Learn more at: 

https://themaxfoundation.org

/news/the-max-foundation-

expands-collaboration-with-

novartis/
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Our partnership with the MAX Foundation

Information courtesy of Professor Antonio M. Risitano.

Learn more at: https://themaxfoundation.org/news/the-max-foundation-expands-collaboration-with-novartis/
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Our partnership with the MAX Foundation

Information courtesy of MAX Foundation

Learn more at: https://themaxfoundation.org/news/the-max-foundation-expands-collaboration-with-novartis/

Role of IPIG & Expert Consultants

• IPIG and expert consultants:

• Support education and training for Max 
team and partner health care 
professionals, patients, and patient 
support groups in eligible countries 

• Support identification of potential 
collaborators for PNH in LMICs

• Facilitate conversations and partnership 
engagement with the goal of expanding 
access to treatment and diagnostics

• The Max Foundation:

• Operationalize the medication delivery 
for PNH patients in select LMICs, as per 
Max Access Solutions guidelines

• Provide accompaniment services to 
patients to ensure quality of care for 
these patients

• Coordinate activities of various partners 
in the Humanitarian PACT

December 
2024
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Our partnership with the MAX Foundation

Information courtesy of MAX Foundation

Program implementation update: 37 patients identified
❑ Bhutan  

5 patients

❑ Cambodia 

5 patients

❑ Jamaica 

12 patients

❑ Kenya 

3 patients

❑ Nepal 

12 patients

• Meningitis B vaccine not registered or available 
in countries continues to be a barrier

 
• Jamaica is expected be first country to enroll 

patients following disruptions caused by 
hurricane Melissa. Drug is already at the hospital

•  Experts from IPIG have trained physicians in 
Jamaica, Nepal and Ethiopia; and scheduled 
training for others



Science

Information courtesy of Professor Antonio M. Risitano.



Global PNH Registry Update



IPIG PNH Registry Overview

▪ A single registry for all patients with PNH, regardless of their treatment status or type of 

therapy they are receiving

▪ It will collect information about the course of PNH in patients (natural history), the 

management of patients and information about the safety of PNH treatments and how well 

they work

▪ All PNH patients are eligible to join the registry, providing they give informed consent

▪ Information collected by clinicians when a patient joins the registry and every 6 months 

afterwards

▪ Patients will be asked to complete health assessment questionnaires at the same time points



IPIG PNH Registry Management

▪ The registry owned and managed by IPIG - a not-for-profit professional society, 

comprising PNH experts, patient advocates and those involved in PNH research

▪ IPIG aims to improve the care and treatment of patients with PNH by providing 

guidance, information and education to healthcare providers

▪ IPIG is the sponsor of the registry and will oversee the operation and maintenance 

of the registry through the IPIG Registry Committee

▪ Multiple pharmaceutical partners (currently 5) are collaborating to support the 

registry

▪ A clinical research organisation (CRO), ICON is responsible for registry operations 

for IPIG



Current Recruitment Status
(28 November 2025)

31 sites open:

• Germany 

• Spain

• UK

• USA 

• France 

• Switzerland 

• Netherlands

741 
patients 
recruited

First patient 
consented:

• 10th May, 2024 



IPIG PNH GUIDELINES
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Progress

• PICO questions set

• Questions on GradePRO and

Rayyan

• GRADE result discussion

• Delphi question poll

*: Marchiafava, 1928

Hemoglobinuria

Chronic hemolytic 

anemia with 

perpetual 

hemosiderinuria 

(Marsala-like urine)

• Final panel meeting in scheduled 

in Marsala (February 2026)



Education

Information courtesy of Professor Antonio M. Risitano.
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IPIG at ASH: our Friday Satellite Symposium

Information courtesy of Professor Antonio M. Risitano.
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IPIG endorses high-level PNH meetings

Information courtesy of Professor Antonio M. Risitano.
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2nd IPIG Conference

Information courtesy of Professor Antonio M. Risitano.
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3rd IPIG Conference

▪ Abstracts: oral, flash oral and 

e-posters

▪ Travel grants for young 

investigators and low-income 

geographic areas

▪ Info about registration, 

abstract submission and 

travel grants available soon

▪ Looking for corporate 

partnerships



Grants and Fellowships

Information courtesy of Professor Antonio M. Risitano.
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Travel grant awards

Information courtesy of Professor Antonio M. Risitano.
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Travel grant awards

Information courtesy of Professor Antonio M. Risitano.



We are listening to you!!!

Information courtesy of Professor Antonio M. Risitano.

Please help with 

suggestions and ideas
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Please register your membership 
on our website

Your registration 

on our website 

ensures that 

your information 

and our member 

database are 

current

https://www.pnhinterestgroup.org

Information courtesy of Professor Antonio M. Risitano.
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Please follow us on LinkedIn!



ASH-IPIG Abstract Award 2025

Information courtesy of Professor Antonio M. Risitano.



36

Matthew Holt, MBChB 
University of Leeds and Leeds Teaching Hospitals NHS Trust

Information courtesy of Professor Antonio M. Risitano.
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Caitlin Roger, BSc (Hons) 
University of Edinburgh

Information courtesy of Professor Antonio M. Risitano.
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