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Sarcomas are rare cancers of the connective tissues — bones, muscle, nerves, fatty tissue,
cartilage etc. They can arise anywhere in the body, frequently hidden deep in the limbs. There
are more than 100 subtypes of sarcomas attributed to two main categories:

Soft Tissue Sarcomas (incl. Gastrointestinal Stromal Tumors GIST and Desmoids)

Bone Sarcomas or Primary Bone Cancer

Sarcomas are rare, accounting for slightly more than 1% of all cancer diagnoses. Sarcomas are
often misdiagnosed; sometimes they are thought to be sports injuries. When they are eventually
diagnosed, they may be large and difficult to remove surgically and they may have metastasized.
The causes of most sarcomas are unknown. There are some hereditary syndromes which have
a predisposition to sarcoma but the number of cases is very small.

The diagnosis, treatment, and follow-up for sarcomas require close multidisciplinary cooperation
between different specialists. The most important among them are: oncologists, surgeons,
pathologists, radiologists (medical imaging) and radiation oncologists (radiotherapy).

Depending on the patient's age and the stage of the disease, as well as the subtype and
localization of the tumor, further specialists from other fields of medicine, such as
pediatricians/pediatric oncologists, gastroenterologists, urologists, gynecologists, and plastic
surgeons, among others, may also be involved in the diagnosis and treatment process.

Patient organizations, experts and international guidelines strongly recommend patients with
sarcomas to be treated in specialized “Sarcoma Centers”.

OUR VISION
Our vision is that one day sarcomas will be preventable or curable.
Until then, patients, experts and other stakeholders are working together globally to
e drive sarcoma research,
e improve early and correct diagnosis,
e secure timely access to interdisciplinary expert-care and
e provide patient-oriented information and support.
To make sure that more sarcoma patients will live longer with a better quality of life.

OUR MISSION

SPAGN is the global network of Sarcoma Patient Advocacy Organisations
who strengthen one other and provide a common, influential, international patient voice.
Our joy and passion in working across borders drive us to achieve necessary change
together with our collaborators.
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OUR CORE VALUES

o We are focused on the needs of our member organizations and sarcoma patients / carers

o We are motivated to advocate proactively based on evidence

o We strive for a high quality of information and education: up-to-date, correct,
understandable, editorially independent

e Our working style is reliable, transparent, team- and result-oriented

e As aglobal organization, we do not intervene directly in individual countries, we behave in a culturally
sensitive manner and free of political or religious differences
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| § 1 Name, Office, Calendar Year And Language ‘

The association is known as “Sarcoma Patient Advocacy Global Network”. It has to be
registered in the Friedberg/Hessen/Germany register of associations (Registergericht) and will
include Assoc. = association as a suffix to its name after the registration. "SPAGN" for Sarcoma
Patient Advocacy Global Network can also be used as a short form (abbreviation) in everyday
association life and in information/communications.

The previous logo (word and figurative mark) is only changed in the lettering (in the name):
From (old): To (new):

Qi Qo

Sarcoma Sarcoma
Patients Patient Advocacy
EuroNet Global Network

The association has its office in Wodlfersheim/Hessen/Germany. The place of execution and
jurisdiction is Wolfersheim. The business year of the association is the calendar year.

These statutes, future amendments, meeting minutes and any written communication with the
German Register Court (Registergericht) and German financial authorities must be formulated
and documented in German. The general communication within the association will take place in
English.

‘ § 2 Objective Of The Association

1. The association’s objective is the promotion and exchange of information at an international
level amongst the members
The association performs the function of an umbrella association for its members in a vital area
of health care — the area of cancer and sarcoma.
Main objectives here are,

- toincrease knowledge about sarcoma,

- to create a better awareness about sarcoma,

- to identify problems, challenges, and unmet medical needs in sarcomas and to find

solutions by collaborating with all relevant international stakeholders/initiatives
- toimprove timely and accurate diagnosis and treatment according to guidelines
- tointegrate the patients‘ perspective and needs into sarcoma research
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- toimprove the situation of sarcoma patients and their families internationally through the
availability of information developed by the co-operation of the members of the
association and from authoritative sources outside,

- to build a strong “International Sarcoma Patient Voice”.

2. The following principles govern the functions of the association, cooperation of the members

and methods for achieving the association’s objective:

A. The association will be exclusively led by sarcoma patients or patient representatives.

B. Sarcoma Patient Advocacy Global Network (SPAGN) projects and activities are
supported by the members as SPAGN/international projects, not as national projects or
activities, although in a national programme of work they may be presented as joint
activity while using the SPAGN branding and house-style.

C. The interest of the collective indication ‘sarcoma’ takes precedence over interests
regarding individual sarcoma sub-types.

3. Sarcoma Patient Advocacy Global Network strives to make available information about
diagnosis, treatment and care of people who live with sarcoma, and support for their partners and
families.

4. The association’s objective will be met with the help of the following activities:

- Formation, operation and maintenance of multilingual websites

- Development, planning and implementation of events/trainings/webinars for the members
and other interested dialogue groups,

- Exchange, development and realisation of various other projects and information and
communication activities which help in achieving the association’s objectives.

- Building partnerships with the members to share knowledge and experience.

- Providing current, reliable and understandable material with information about diagnosis,
treatment, care and support of sarcoma patients and their loved ones. Formation,
operation and maintenance of multilingual websites.

- Building cooperation with healthcare specialists who treat sarcoma and carry out sarcoma
research. This is important for sharing information, developing mutual understanding and
enabling patients to benefit from clinical studies and the support of experts.

- Encourage sarcoma patients internationally to form sarcoma patient support groups,
especially where there are none yet.

- Building support for the sarcoma cause from European and other international health care
policy makers, given that it is applicable to the purpose; this also involves for instance
learning and utilizing the best practical experiences at a national level, where available.

- Increasing awareness about the 'forgotten cancer - sarcoma' in the international society.

- Early involvement of experienced patient representatives in the design of clinical
research/studies in order to take into account the perspectives/needs of patients.

5. The association can also carry out other measures; for instance, renting/ purchasing of
infrastructure or founding of or participating in a company, if it helps in achieving its objectives.

6. The association will be run according to democratic principles and is not bound nationally,

politically or denominationally. (With the Exception: Statutes, association registry and finances
are subject to German law.)
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7. The property of the association must be used only to meet its statutory objectives.
\ § 3 Memberships

Members of the association can be national organisations or people who support the objectives
of the association.

Types of membership:

1. The association has full members who have one voting right per organisation in the General
Meeting. These organisations will be identifiable organisations who may or may not be legally
incorporated according to their country’s laws. An individual person can be a full member on an
interim basis under the condition that he/she has actively planned, prepared or already begun
founding a sarcoma patient group.

Full members (members or member groups) name at least one contact person (delegate) who
maintains the connection between the member organization and SPAGN and who stands for
cooperation in both directions.

2. The association has corporate members. These can be commercial enterprises, companies or
other organisations, that would like support the association financially (long-term sustaining
partners). Corporate members don’t have voting rights at the General Meeting. The Board
organises a yearly meeting with these specific members to inform them about the development
of the association.
The Board of the association has developed and published directives and guidelines to regulate
the cooperation with corporate members.
Main principles are:

- Neutrality of the association — no exercise of influence from third parties

- Focus on patient needs

- Transparency and disclosure

3. The association has supporters without voting right in the General Meeting. These members
can be individual medical specialists, treatment centres, clinics, research facilities, expert
networks, and professional associations etc. who support the association ideationally or with
cooperative projects.

4. All requests for memberships must be made in writing. The application must be addressed to
the association’s Board of Directors, which will decide on acceptance of the application. Refusal
by the Board of Directors is not subject to appeal. There is no obligation for acceptance of any
application by the Directors of the association.
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| § 4 Termination Of Membership

1. The membership of any class of member can end by way of:
- Withdrawal from the association,
- Deletion from the member list,
- Debarment,
- Death of member,
- Dissolution of the member organisation.

2. Withdrawal will take place following a written declaration to the Board of Directors. It is
permissible only at the end of a calendar year with a notice of 3 months.

3. The deletion of membership takes place if two consecutive annual fees of a member are in
arrears and these arrears have not been fully deposited within one month of sending a written
reminder. The reminder must be sent to the address of the member last known to the association.
A delivery confirmation is not necessary. The reminder must inform about the imminent deletion.
The reminder is considered effective even if the communiqué comes back undelivered. The Board
of Directors will take the final decision on the deletion of the membership. The deletion will be
informed to the concerned member.

3. Debarment from the association is permissible only if there is an important reason. Such a
reason can be if

- the member has seriously breached the interest of the association,

- the member has breached the statutes on several occasions.

4. The Board of Directors will decide upon debarment. The Board must inform the concerned
member in writing at least two weeks before the decision on debarment is taken and invite the
member to respond within a stated reasonable time limit. Till the time the Board of Directors take
a decision, the member may comment on the intended debarment in writing or verbally. The
debarment will be effective once the decision is taken. The Board of Directors should inform the
member about the debarment in writing if he/she was not present during the proceedings.

\ § 5 Organs Of The Association

Organs of the association are:
- The General Meeting
- The Board of Directors. It consists of an elected part and — if applicable — of an
expanded/consulting part.
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| § 6 The General Meeting

1. The General Meeting is responsible for following affairs:

- Approval of budget presented by the Board of Directors for the business year, accepting
the annual report by the Board of Directors, discussing the reports with the Board of
Directors, approving the Board of Directors for the last financial year

- Fixing the membership fees

- Election and dismissal of members of Board of Directors

- Deciding on amendments to the statutes and dissolution of the association.

2. The General Meeting is not public. The chairperson can permit guests. A quorum will be 3 full
members (patient groups). Attendance by telephone or video conference is possible, needs to be
requested by the particular member though.

3. One of the two chairpersons will chair the General Meeting; in his/her absence, another
member of the Board of Directors will chair the meeting. During election, an election manager or
election committee can be made responsible for the proceedings in duration of the election and
preceding discussion.

4. The secretary prepares minutes of the meeting. The secretary and chairperson must sign this
document. The minutes of General Meeting must include: Time and place of the meeting, name
of chairperson and minutes writer, number of members present, number of members with voting
rights, determination of proper calling and quorum of the meeting, agenda, applications received,
votes (number of yes votes, no votes, abstentions, invalid votes), type of ballot (open or secret),
applications for amendments to statutes and objectives, decisions

5. The Board of Directors must call the General Meeting in writing with a notice period of 6 weeks.
The written invitation must include the agenda. A standard General Meeting has a quorum. If
decisions need to be taken, they must be included in writing with the invitation. If amendments to
the statutes need to be undertaken, the text in old and new version must be included. The notice
of invitation begins with the day the invitation is sent to the address of the relevant member.

6. A decision on dissolution of the association must be taken with a two-thirds majority of
participating members with voting power.

7. A decision on amendment to the statutes and amendment or addition to the association’s
objective must be taken with a two-thirds majority of participating members with voting power.

8. Full members have one voting right per organisation in the General Meeting. That means: All
participants representing one organisation/full member must agree on one vote during the voting.
A member may also participate in the General Meeting on telephone or through video
conferencing with the permission of the chairperson. The decision is taken with a show of hands.
A present member may request for a secret, written vote. The member taking part on telephone
or videoconference will inform the chairperson publicly. The chairperson adds the vote
accordingly in the vote result. The General Meeting takes decisions with the majority of the votes
cast. Vote abstentions are not considered.

Page No. 10 of 10 pages total



QL

Sarcoma
Patient Advocacy
Global Network

9. Following is applicable for elections: If in the first election no candidate has the simple majority
of the submitted valid votes, a runoff vote between the two candidates with the highest votes
takes place. If there is a draw, a second ballot takes place after a short discussion. Vote
abstentions and written invalid votes are not considered.

10. The General Meeting should meet at least once in a calendar year. The Board of Directors
can call other exceptional General Meetings if it deems them necessary. The Board of Directors
must also call a General Meeting if a quarter of the registered full members request it in writing.
Two auditors will check the association's financial affairs. The General Meeting will appoint these
auditors for the duration of 3 years. Reappointment is permissible once. They must be able to
audit the entire assets of the association any time. The audit will take place at least once a year
(just before the General Meeting). The auditors will present their audit report in the General
Meeting. On their request, the Board of Directors may be relieved of their duties.

11. For urgent amendments to the statutes, the Board of Directors will send a written ballot to the
full members. In such a case, all full members will receive the same letter or email, comprising of:

Part A Correspondence — detailed discussion of the issue by the Board of Directors
and/or any members requesting a change

Part B Old and new text of the statute passage to be amended

Part C Reply or voting form

The message should be sent at least 4 weeks before the date of reply or voting. This reply or
voting date must be clearly highlighted in writing. Association will accept votes till the reply or
voting date. The members can vote via post, fax or e-mail (scan the reply or voting form). The
written amendment to the statutes is valid and is considered to be accepted if 2/3 of all reply /
voting forms arrived in time are indicated with YES.

The Board of Directors is obliged to announce the result of the written ballot via e-mail and on the
homepage of the association.

\ § 7 The Elected Board Of Directors

1. Only full members can be elected by the General Meeting as members of the Board of
Directors. A maximum of three Board Members from the same country can be elected to the
Board.

2. If possible, the elected Board of Directors reflects the essential disease subgroups under the
term of "Sarcomas", that are:

- GIST (Gastrointestinal Stromal Tumours)

- Soft Tissue Sarcomas / Tumours (incl. Desmoids)

- Bone Sarcomas / Cancer / Tumours (incl. Chordomas)

3. The elected Board of Directors consists of 7 persons, namely
- two equal Board Chairpersons with special functions/tasks
e one for - medical development/relations
e one for - organizational development/relations
- the financial director
- the secretary

Page No. 10 of 10 pages total



QL

Sarcoma
Patient Advocacy
Global Network

- three members/assessors

4. Each Member of the elected Board of Directors is authorised to represent the association in
legal, extra judicial capacity and to third parties (= the sole power of representation).

5. The elected Board will be commissioned for a duration of 4 years by decision of the General
Meeting. It will be in office until the statutory commission of the next Board.

6. Inside the association: The association is sole represented by the two equal Chairpersons.

7. The office of a member of the Board of Directors ends with his/her retirement from the
association. One person can only hold one office on the Board. In case a member withdraws from
the Board of Directors during his/her office, a replacement member appointed by the organisation
of the country to which the withdrawn member belonged will complete the remaining term. If a
replacement member cannot be called, the office remains unoccupied till the next General
Meeting and the functions of the member who has left are divided among the remaining members
of the Board of Directors.

8. The elected Board of Directors runs the activities of the association and also carries out
administrative functions if they have not been assigned to another organ of the association by the
statutes or decision.

It mainly has the following functions:

a) the execution of General Meeting’s decisions

b) the calling and preparation of General Meeting and conducting of the General Meeting by the
chairperson or one of the representative chairpersons

c¢) preparing the budget for every business year, account keeping, formulating annual reports

d) the representation of the association in the international forum and among all dialogue groups
of the association

e) It may delegate the powers of day-to-day management to a full-time representative (e.g.
Executive Director) in compliance with § 7 (11, 12) of these statutes.

9. The Board of Directors
- can expand the Board by a consulting part: The elected Board can appoint up to 7 persons that
support the elected Board in their tasks. Members of the expanded/consulting part can be
members or non-members, that support the elected Board to fulfill the statutory purpose of the
association.
Members of the expanded/consulting Board
e are not entitled to vote within the Board
o will be appointed for a maximum duration of 2 years. If necessary, the same
persons can be appointed again.
- can call and recall advisory boards, e.g. medical advisory boards, to provide counsel about and
to support its functions. Counsellors can be members or non-members.
- can call honorary members.
- can appoint a chief representative (e.g. in the function of a manager, association spokesperson
etc.), on whom some functions of the Board of Directors can be transferred.
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10. The elected Board of Directors will meet at least three times in a year for which the members
of the Board of Directors should receive an invitation in writing at least 4 weeks before the date
of the meeting. The Board of Directors is a quorum if at least 3 members are present at the
meeting. The Board of Directors takes decisions with simple majority. In case of a draw the vote
of the chairperson is considered twice. If for some reason one or more offices are unoccupied, all
standard Board of Directors meetings are considered to have a quorum.

11. The Board of Directors may decide by simple majority to appoint an Executive Director who
will be responsible for the day-to-day management of the association. The Executive Director can
be dismissed at any time by a resolution of the Board of Directors with a simple majority.

12. In addition to these statutes, the Board of Directors may give itself “Bylaws / Rules of
Procedure”, in which the following may be stipulated:
- Other duties / rights / responsibilities of the Board and/or
individual Board Members or specific Board Divisions
- Duties / rights / responsibilities of an Executive Director
- The relationships/processes between the Board and an Executive Director

| § 8 Liability

The association’s liability is limited to the extent of its assets. The liability of the office or function
bearers (e.g. members of Board of Directors, auditors or employees etc.) does not extend to their
private assets.

\ § 9 Dissolution Of The Association

The association’s dissolution can take place on the General Meeting’s decision. The Board of
Directors carries out the dissolution. With the dissolution of the association, all the association
assets will be transferred to:

EORTC European Organisation for Research and Treatment of Cancer

In particular to the Research Group:

EORTC-STBSG (Soft Tissue and Bone Sarcoma Group)

Avenue Emmanuel Mounier 83/11, 1200 Brussels — Belgium

The assets should be only used for research projects and/or training/education of young
physicians interested in Sarcomas.

These statutes and future amendments to them are available in German and English
versions and can be downloaded at any time from www.sarcoma-patients.eu.

Current statutes of the association on June 24, 2022 —

after changes/amendments to the statutes, on:

* November 24, 2010 in Madrid/Spain

* November 24, 2012 in Florence/ltaly

*« November 15, 2014 in Amsterdam/Netherlands

» September 10, 2016 in Warsaw/Poland

* June 24, 2022 in Frankfurt/Germany (also as a hybrid meeting)
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