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A financial report 2024 has been made separately and is summarised at section 7. 

This Annual Report 2024 has been adopted in the general assembly of September 14, 2025 

1 Background and Introduction 

a) The PNH Global Alliance (Alliance) was founded on 8 December 2018, in Amsterdam. The Alliance 
and its predecessor the PNH European Alliance were initiated by Maria Piggin of PNH Support 
(England, Wales and Northern Ireland). During 2024 no additional patient groups joined as 
members of the Alliance.  Other PNH patient organisations of which the Alliance is aware have also 
been invited to join the Alliance. 

b) The members of the Alliance continue to exchange information on current treatments, trials, and 
new medicines. The Alliance continues to be concerned about the ability of patients globally to 
access licenced medicines due to their extremely high cost. The Alliance advocates that 
pharmaceutical companies should involve patients in the research and development process from 
its inception and throughout in order that treatments address patients’ unmet needs and are that 
they are acceptable to patients.  

c) During 2024, Maria Piggin continued as Chair, Ulrike Göbel continued as Treasurer, Pascale 
Burmester continued as Secretary, and Olena Wagner was appointed as Board Member on 16 
November 2024 and therefore would no longer be eligible to be an Audit Committee member  

2  Aims, Objectives and Progress 

 

Specific objectives and progress: 

1. Maximising access to medicines for all patients 

a) The European Reference Network, EuroBloodNet network has continued to provide 
invaluable assistance to continue to assist with PNH patients needing access to treatment. A 
mapping project of availability of PNH treatments across Europe was presented at EHA 
Congress 2024 and the current findings were the subject of a poster presentation. 

b) The Alliance is represented on the advisory board of the Affordability and Sustainability 
improvements through new pricing, Cost- Effectiveness and ReimbursemenT models to 
Appraise INnovative health technologies (ASCERTAIN) project to promote access to affordable 
technologies, the need to stimulate innovation and entrepreneurship, and the need to 
consider the environmental impact of innovations. 

 

2. Supporting R&D to understand, test, treat and cure PNH including by advocating 

 for PNH patients to be actively involved in R&D from start to end 

a) The Alliance continues to be represented at the Executive Committee of the International PNH 
Interest Group (IPIG) PNH Registry informing the PNH Registry’s protocol and set up. 

b) The Alliance continues to be represented on the IIPIG PNH Registry Committee. Three Alliance 
members are members of the IPIG PNH Registry Stakeholder Committee.  

c) Two members of the Alliance are members of the IPIG working group established to validate 
the Quality of Life Tool: QLQ AA/PNH-54. This is a continuing priority for PNH patients in order 
that relevant data are collected before, during and after treatment to enable meaningful data 
to be collected and research to be undertaken on priorities identified by patients  
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d) The Alliance is represented on the steering group of the European Atlas on Clinical Trials in 
Cancer and Hematology (EuroACT) project which aims to understand the clinical trial 
landscape in the European region, based on data extracted from all relevant European clinical 
trial registers. 
 

3. Representing patients, advocating and raising awareness with stakeholders relevant 

to the PNH community e.g. regulators, IPIG, EuroBloodNet, congresses, policy makers 

a) The Alliance advocates where possible for PNH patients to be actively involved in the research 
and development process of medicines to progress this objective. 

b) The Alliance continues to be represented on the European Hematology Association (EHA) 
Patient Advocacy Committee (PAC).  

c) One Alliance member co-presented about the outcome of a mapping exercise on access to 
PNH treatments across the EU at the EuroBloodNet session at EHA Congress and this was also 
presented as a poster. 

d) One Alliance member was part of a panel at the EHA Congress 2024 discussing fair pricing of 
drugs 

e) A member represented the Alliance at the IPIG Conference “Recent advances in pathogenesis, 
diagnosis and treatment of PNH” on 23-24 February 2024 in Prague 

f) One Alliance member was invited as a speaker to present the Alliance and its objectives and 
advocated for healthcare professionals to motivate patients in their countries to form 
organised groups at the PNH Masters in Tallinn, Estonia on 20-21 September 2024, which is 
an educational event.  

 

4. Sharing relevant information and educating ourselves 

a) The Alliance delivered a PNH Advocate Development Programme to upskill member 

representatives and non-member patients in patient advocacy. This ADP was conducted 

across 2024, including various online webinars and a face-to-face meeting during EHA 2024 

in Madrid.  

b) The Alliance delivered a PNH Awareness Campaign from September to October, which 

included several social media channels and website updates, targeting both doctors and PNH 

patients worldwide. The campaign content included maps of PNH patient organisations and 

experts, and an updated Clinical Trial Finder. The campaign concluded with the first global 

PNH Awareness Day on 12 October 2024 

c) Three member representatives of the Alliance attended the EHA Congress 2024 in Madrid and 

shared relevant content with Alliance members. Through the Alliance’s membership of the 

EHA PAC, three young PNH advocates from the UK and Poland attended a training course to 

build capacity in the EHA Adolescent and Young Adults Steering Committee. 

 

 

3       Member organisations 
 

The following organisations were members of the PNH Global Alliance (the “Alliance”) in 2024: 

d) PNH Support (UK) 

e) AAMDSIF (USA) 

f) Aplastische Anämie & PNH e.V. (Germany) 
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g) Asociación de Hemoglobinuria Paroxística Nocturna (Spain) 

h) One in a Million - PNH Patients Association (Poland) 

i) PNH Ukraine (Ukraine) 

j) Stichting AA & PNH Contactgroep (The Netherlands) 

k) Stiftung Lichterzellen (Germany) 

l) Another Life (Russia) 

 

4 Further Alliance activities 
 

m) The Alliance met virtually four times in 2024, each time by video conference, as meeting in person 
was not feasible.  In between meetings, the Alliance member representatives are in close contact 
by email. 

n) Alliance members are in regular contact with healthcare professionals, universities, and regulatory 
bodies in their different countries.  

 
o) Alliance members share country-level information about the availability and access to medicines, 

experience with medical trials for new medicines, relevant scientific articles, and the creation of 
registries.  

5 Communication 

p) The Alliance continued to update its Instagram account, Facebook page, LinkedIn, and 

Bluesky/Twitter account.  

6 Governance and organisation 

q) On 25 February 2020 the PNH Global Alliance became an Association (vereniging) in The 
Netherlands by a notarial deed.  The Alliance is a Dutch Association with international members 
under Dutch law. 

r) The Alliance is registered at the Dutch Chamber of Commerce under number 75270854.  Data can 
be requested in Dutch and English on www.kvk.nl.  

s) The Alliance is governed by Articles of Association.  The more detailed Memorandum of 
Understanding (MoU) (house rules) signed by member representatives enlarges the Articles of 
Association. 

t) Our bank account is held at ABNAMRO with number NL77ABNA0877597847 in the name of PNH 
Global Alliance.  

u) The current board members are Maria Piggin (Chair), Ulrike Göbel (Treasurer), and Pascale 
Burmester (Secretary). An audit committee consisted of Tamir Orbach and Olena Wagner (until 
she became a board member in November 2024). 

http://www.kvk.nl/
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v) Each member organisation has one vote. A member organisation can delegate one or two people 
to be represented on the Alliance (member representatives). All participants at Alliance meetings, 
including interpreters, must sign the MoU and their organisation must complete the current 
membership application form, on which the member representatives are named. 

w) In November 2024, membership criteria were widened to include informal PNH patient groups and 
the annual membership fee was waived until further notice to allow for more informal PNH groups 
to join. 

x) The Alliance secured grants from five pharmaceutical companies to undertake the projects 
detailed at 3e) and 4a) above. 

y) The Alliance contracted Patvocates to undertake secretariat services for the Alliance. 

z) In addition to country specific codes of conduct and patient organisation policies regarding 
relationships between patient organisations and pharmaceutical companies, the Alliance adheres 
to the following codes of conduct when engaging with pharmaceutical companies as an Alliance: 

aa) The European Federation of Pharmaceutical Industries and Association (EPFIA) Code of Conduct 
bb) EURORDIS Code of Practice 

7 Financial Review 

cc) The Alliance received the following receipts and undertook the following expenditure in the year: 
 
Receipts        €48,357.22 
Expenditure       €149,353.36 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://www.efpia.eu/relationships-code/patient-organisations/
https://www.eurordis.org/publications/code-of-practice-between-patient-organisations-and-the-healthcare-industry/

