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EUROPEAN PORPHYRIA NETWORK

GENERAL ASSEMBLY MEETING

EPNET ASSOCIATION
September 5%, 2022
Sofia, Bulgaria

MINUTES

Opening and Welcome

The President of the Executive Board, Sverre Sandberg welcomed the members of
EPNET to the fourth General Assembly Meeting of EPNET.

The minutes from the GA Meeting December 4", 2020, were approved.

President Sverre Sandberg gave a report on Epnet activities 2021 — September
2022

Financial information

EPNET treasurer Janneke Langendonk presented the Epnet budget for 2021 which
was approved and closed. The accounts had been approved by auditors by Felicity
Stewart from Salford Royal NHS Foundation Trust, Salford, UK and Ylva Floderus
from the Swedish Porphria Centre, Stockholm Sweden.

An overview of anticipated revenues for 2022 was presented.

Felicity Steward agreed to continue as auditor for 2023-2024 while Ylva Floderus
announced that she was not available for a further period. Peter Meissner, Cape
Town South Africa has agreed to be an auditor for 2023-2024 and will be officially
appointed during 2023.

The new Executive Board for Epnet 2023-2024 was elected by the full members of
Epnet:

President: Sverre Sandberg
Secretary: Eliane Sardh
Treasurer: Janneke Langendonk

Members at Large:
Mike Badminton
Maria Cappellini
Laurent Gouya
Jordi To-Figueras

The General Assembly decided by vote in favor by 14 Yes and 1 No to transform
Epnet to an International organisation.

The statutes for an international organisation had been circulated to Epnet
members prior to the GA, the transformation to an international organisation
including the name change will be handled by Epnet EB during the next term.
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Report from Working Group Chairs

The Laboratory Working Group was presented by chair Aasne Aarsand.

The Clinical Working Group for Cutaneous Porphyrias was presented by chair Mike
Badminton.

The Clinical Working Group for Acute Porphyrias was presented by chair Penny Stein.
The Research and Development Working Group was presented by chair Laurent
Gouya.

The Webpage Working Group was presented by chair Caroline Schmitt.

The PECC Working Group was presented by member Maria Cappillini.

Conclusion and Closure

Sverre Sandberg concluded the meeting and closed the fourth GA meeting of the
Epnet Association.

Eliane Sardh
EPNET Secretary

Sverre Sandberg
EPNET President



