Statutes of
European Federation of Associations for Patients with Haemochromatosis

Frankfurt, 27 March 2023

Article 1 NAME AND PURPOSE

1. The organization's name is European Federation of Associations of Patients with
Haemochromatosis (EFAPH). EFAPH is the continuation of the federation FEAMH/
EFAPH, founded in 2005 in France, and relocated to Norway in 2023.

2. EFAPH is a European-wide and non-profit organisation for national associations
for patients with genetic haemochromatosis and their families.

3. EFAPH aims to:

e Spread knowledge among healthcare professionals, relevant authorities and
the public at large about the diagnosis and treatment of haemochromatosis
and support research into the disease.

e Support practical field initiatives such as prevention, screening, training and
informing member organisations.

e Assist in establishing national associations where it is necessary.

e Represent its interests in various European and international health
organisations and authorities.

Article 2 STRUCTURE OF THE FEDERATION

1. The Federation consists of the following organisational units:
e The General Meeting
e The Board

2. Working groups may be appointed to take care of special tasks (e.g., Scientific
Committee, Executive Committee, Newsletter, website, organisation of meetings,
World Haemochromatosis week).

Article 3 MEMBERSHIP AND DUES

1. Membership is open to Haemochromatosis associations in Europe, legally
registered in their country of origin.

2. Requests for new membership are subject to the approval of the Board. All
member associations must be certain their decision to join complies with their
respective statutes and must have the consent either of their own board or of their
General Meeting. They must provide the Federation’s Board with written proof of
consent. Each member association designates an officially appointed representative



duly authorised to vote on its behalf. A substitute representative can be appointed to
fulfil the function.

3. Each member association will pay the annual fee fixed by the General Meeting.
The member association must be up to date with its dues for its representative to
exercise the right to vote at the General Meeting.

4. Persons can become individual or honorary members subject to the decision of
the Board. The annual fee for individual members will be fixed by the General
Meeting. Honorary members are exempted from paying annual dues and have no
right to vote.

5. Institutions or other entities can be admitted as non-voting members at the
discretion of the board. Such members cannot be elected to the Federation’s Board.

Article 4 THE ANNUAL GENERAL MEETING
1. The Annual General Meeting (AGM) is the Federation's highest authority.

2. The members of the Federation convene in the Annual General Meeting at least
once a year. The AGM is called by e-mail by the Board with at least 3 months’
notice. The Board decides whether the AGM will be held in person and/or online as a
video conference. The Board decides the matters of the agenda that are to be
presented to the General Meeting. The agenda will be sent out by the Board no later
than 4 weeks before the General Meeting is held.

3. The Annual General Meeting consists of the Board. Other members of the national
associations as well as individual members can attend the AGM as well as people who
are invited by the Board.

4. At least one third of duly appointed representatives of the member
Associations is required as a quorum to validate decisions.

5. Representatives who are unable to attend can nhominate another
representative to vote by proxy with or without instructions on their behalf. A
voting representative may only accept the proxy of one other representative.

6. All members who have paid their membership fee will have the right to vote.
Representatives from national associations will have 10 votes and individual
members 1 vote each.

7. In the event of a tie, the President's vote is final.

8. The agenda and venue of the AGM are established by the Board. The AGM



preferably is held in combination with the meeting of the European Iron Club or a
BioIron meeting held in Europe. Representatives should preferably confirm their
intention to attend by e-mail at least fifteen days before the General Meeting.

9. The General Meeting reviews and approves the activity reports, the
accounts for the past financial year, votes for the budget for the following
financial year, deliberates over questions on the agenda, and, if required,
provides for the replacement of members of the Board. The accounting year
corresponds to the calendar year.

10. The annual report and accounts are provided to all members of the Federation
each year.

11. Annual General Meetings are not subject to confidentiality and can be attended
by guests and/or observers who may be invited by the Board. Guests and/or
observers have no right to vote, and can only express themselves at the
discretion of the board.

12. Proposals for changes of the statutes of the Federation and other matters that
need to be dealt with are sent to the Board no later than 8 weeks before the
opening of the General Meeting. The General Meeting can, with a 2/3 majority,
decide to take up for consideration cases that are submitted to it later than this
deadline.

13. For amendments to the Statutes of the Federation at least a half of the members
of the Board must attend the Meeting and for acceptance a majority of 2/3 of the
attending members of the Board is necessary. If the quorum is not achieved a second
General Meeting will be held within three months. At this meeting its decisions are
considered valid, whatever the number of members present or represented. The
amendments are applicable immediately or at a date set by the General Meeting.

14. The agenda for the Annual General Meeting includes:

1. Opening and Welcome, introduction

2. Elect two persons to co-sign the AGM protocol

3. General activity report, presented by the President or a substitute from the
Executive Committee

4. Approval of the activity reports by the Board

5. Activity reports from various countries

6. Financial report, presented by the Treasurer or a substitute from the
Executive Committee

7. Approval of the financial report by the Board

8. Decision and approval of membership fees

9. Scientific committee update



10. Scientific talks optional

11. Determination of the budget for the next financial year

12. Amendments to the Statutes of the Federation, if necessary
13. Received proposals

14. Election of the members of the Board

Article 5 COMPOSITION OF THE BOARD — VOTING

1. The voting members of the General Meeting elect the Board that consists of:
A. President
B. Two to three vice presidents
C. Treasurer
D. Four to ten board members

2. The election is done in the order above.

3. The members of the Board are elected for the duration of two years by the
General Meeting, on request in a secret ballot.

4. Outgoing members may be re-elected.

5. To elect Board members, each member of the Federation will indicate on their
ballot paper their choice amongst the candidate members. At the end of the vote,
and within the limit of the maximum number of members to be elected, the
candidates who have obtained the majority of votes are elected. In the event of a
tied vote there will be a second round at the same Meeting.

6. If the number of candidates is less or equal to the maximum authorised number
of members to be elected, the General Meeting will then endorse the election of all
candidates without having to proceed with a vote.

7. Minutes will be recorded after each board meeting and must be approved by
the Board at the next meeting and signed by all the Board members present at
the meeting. The Federation's working language is English.

Article 6: THE PRESIDENT’'S AUTHORITY
1. The President of the Federation represents the Federation in all civil matters.

2. The Board assigns the President the right to sign on behalf of the Federation or
jointly to one Vice President and the Treasurer. In the event of legal
representation, the President can only be replaced by a representative to whom
he has given special power of attorney. The Federation's representatives must
be in full possession of their civil rights.



The Board will assign power of procuration to the Treasurer or jointly to the two
Vice Presidents.

Article 7: REMUNERATION OF BOARD

1. Members of the Board will receive no remuneration for the functions they
are entrusted with.

2. Expenses will be reimbursed to all members of the Federation (and/or their
delegates) only upon presentation of supporting justification and/or receipts.

Article 8: FUNDING

The funding of the Association is derived from:
1) Dues and subscriptions paid by its members;
2) Subsidies from the state, region, department, municipalities and public or

European Union bodies/organisations;
3) Donations and any other resources accepted by the Board.

Article 9: DISSOLUTION

1. If the General Meeting is specially convened to decide on the dissolution of
the Federation, this Meeting must be attended by two-thirds of the Board.

2. If this quorum is not obtained, a second General Meeting will be held,
within three months, and this time its decisions are considered valid,
whatever the number of members present or represented.

3. In either case, dissolution can only be decided by a two-thirds majority of
the members attending.

Article 10: LIQUIDATION

1. If the Federation is to be liquidated, the General Meeting will appoint one or
several audit commissioners for the liquidation of the Federation's assets.

2. Net assets shall be given to one or more state-approved non-profit
organisations which have a similar purpose.

Article 11: INTERNAL RULES

1. The Federation may have Internal Rules. In this event they are prepared by
the Board.





