SINDROME E.E.C. INTERNATIONAL
Net. work word communication
Association ONLUS

Statues
Article 1- Constitution

A Foundation named “SINDROME E.E.C. INTERNATIONALen work word communication”,
non-profit organization of social usefulness (ONDUkSIncorporated.

In its name and for any kind of mark addressedéopublic the Association is required to use the
wording “non-profit organization of social usefusisé or the acronym “ONLUS”.

Article 2- Head Office

The Association has its head office in Tencarol&e€ivazzano Dentro35030, Padova, Italy, Via
Buccari 14

Article 3 — Logo

The Association’s logo portrays a stylized worldhwa coloured butterfly enveloped in a spiral,
along with the writing SINDROME ECC INTERNATIONALat.work communication

Article 4- Goals

The Association is an apolitical and non-profit amgation. It intends to pursue social, civil,
cultural, scientific and ethical research goalsspant to the purposes and the rules contained
herein.

The Association is a non-profit organisation and ©at allocate earnings, profits or surpluses, even
on an indirect basis.

The Association has a non-limited duration. Memb®sge equal rights. Only the Association is
entitled to establish new delegations and offices.

The Association intends to purse the followings:

- to acquire and disseminate information, bothamatily and internationally, concerning the so
called RARE DISEASES, including what is to them wmected - clinical data, R&D etc. -. To
pursue goals of social solidarity. To promote sosigport and assistance as well as civil rights
protection in favour of people affected by rareedses and their families, with particular attention
to the orphan diseases

- to collect information about rare diseases chargtics, creating an international database
connected to other associations and public agen@bsites

- to encourage and promote medical research



- to collect and share reliable data regarding diseases’ treatment and therapy development, as
well their actual results obtained nationally angkrnationally

- to set up a database listing names of nationdlisernational experts with medical background,
along with names of centres of excellence estaddisttcording to the laws

- to form, within the Association itself, a sciditicommittee whose members will be medical
doctors in the field of genetics and other expémtghe filed. The committee’s composition,
structure and organisation shall be governed daogto the law

- to disseminate relevant information, via Welbarchures, among the Association’s members and
people seeking for information

- to develop at local, regional, national and in&tional level a proper information service able to
provide ordinary citizens, patients and their fagsilwith legal advice on significant and applicable
laws and regulations

- to spread appropriate information in schools pnblic agencies by way of public communication
services or via a new communication network

- to organize meetings, congresses, round tabteséal on the topic of “rare diseases”

- to create a multilingual website describing itails the Association’s activities

- to publish Web pages and leaflets concerningdm®ases

- to encourage awareness in the general public: dsnowledge or rare diseases and pertinent laws,
assistance to people affected by rare diseases)tidici projects intended to study and treat rare
diseases. To this purpose the organisation will leynpatural persons, and/or public or private
agencies operating even on a voluntary basis

- to find citizens, institutions, public/privatefianal and international agencies willing to spanso
the Association’s activities and goals. Sponsoisaricial support to the Association may be
unlimited

- to improve time, costs and resources allocatiaihé rare diseases’ management

- to apply for public funds to support the achieeatnof the Association’s institutional goals

- to carry out any activity related to the abovetimred purposes

- to establish offices both in Italy and abroadhwhieir own press office, internal organisation and
experts in the field of rare diseases in orderite ghformation and psychophysical support to the
persons affected and their families

- to cooperate with other organizations and/or agsnsharing the same goals

Article 5- Members

Any natural and/or legal person, public or privaggency, enterprise or association sharing the
Association’s goals, and abiding by its Statues @mgossible internal management rules may
become a member of the Association.

Members are admitted by decision of the Memberse@iMeeting. Refusal must be justified. No
appeal is admitted against the Assembly’'s decisidpplicants shall submit an application

indicating their personal data. Members must exgbyesommit themselves to pay the annual
subscription dues, to respect these Statutes anceguolation adopted. Inscription shall have effect
from the Assembly’s deliberation of admission.

Membership is divided into four categories:

Founders (members who have incorporated the Associatioordarg to the law)

Ordinary Members (members paying the annual membership dues textiemt determined by the
Members General Meeting)

Sustainers (members contributing to the Association’s lifettwioluntary monetary donations in
addition to the annual membership dues)



Honorary (members appointed by the Members General Meetirgcoount of their services to the
Association)

Temporary membership is not allowed. Membershipilsssription dues can not be assigned or
transferred.

Article 6- Members rights and duties

Any member is entitled to take part to the Memhb@eneral Meeting, to elect (personally or by
proxy) and to be elected in the Association’s bedied offices.

Members shall be informed of the Association’s \atieis; they have the right to ask for the
reimbursement of costs occurred by reason of Haivities in favour of the Association.

Members shall pay the annual membership dues, taibdrespect these Statutes and any regulation
adopted.

Any service provided by a member in favour of thesdciation is to be considered done mainly on
a personal, voluntary, non-profit and without fgtition basis.

Article 7- Membership dues

Memberships dues are determined by the Members r&leMeeting. They are annual, non-
divisible in case of withdrawal or exclusion.

Failure or delay to pay the annual membership dhefi prevent the member from taking part to
the Members General Meeting, performing the Asgimcia activities, electing and being elected.

Article 8- Member’s withdrawal and exclusion

Any member may withdraw from the Association at &mye by written notice to the Members
General Meeting. The withdrawal will have effedirfr its acceptance by the Executive Council.
Any member failing to comply with his/her obligat® as required by these Statues may be
excluded by the Assembly with justified deliberatid’he Assembly shall vote the exclusion by
secret ballot; the member may present his pos#iath arguments. The Assembly’s deliberation
may be appealed before the Board of Arbitratorgserdecision will be irrevocable.

Article 9- Bodies and Offices of the Association
The following are the bodies of the Association:

. The Members General Meeting or Assembly;
. The Executive Council;

. The President;

. The Board of Auditors;

. The Board of Arbitrators;

. The Scientific Committee

. The Board of Trustees.

o WNDNPE



All offices are carried out without salary.

A Press Committee and a Public Relations Committesy be established at local, national,
international level. The Members General Meetintj appoint their members and determine their
functions.

Article 10- Members General Meeting or Assembly

The Association has its sovereign authority inNtembers General Meeting, or Assembly.

It is made up of all the Association’s members.

The Assembly shall be called by the President,i®stbstitute, once a year by written notice sent
at least 10 days in advance of the day the Assetakés place. The notice shall contain the agenda
of the meeting.

The Members General Meeting can be called eithenupquest of at least one tenth of members
(in this case the President shall call the Asserblglyritten notice to be sent at least 15 days afte
the members’ request; the Assembly shall take phatten 30 days from the call. The notice shall
contain the agenda of the meeting) or when it entkrl necessary by the Executive Council or by
the President.

The Members General Meeting can be held in ordirmargxtraordinary session. Meetings are
chaired over by the President of the Executive Cdtamor, when absent or impeded, by the Vice-
President.

The extraordinary meeting shall be called to de@deStatues’ amendments and Association’s
dissolution. In any other case the Members Gedeatting can be held in ordinary session.

Article 11 — Powers of the Members General Meeting
The Members General Meeting, in addition to whaaregsly stated herein, is required:

- to approve the final account and the proposedarudget for the forthcoming year
- to determine the annual membership dues and ershbonetary contributions

- to decide the Association’s activities generatiglines

- to approve the possible internal rules

- to decide irrevocably on the members’ admissiah a

- to decide on members’ exclusion

- to elect the President and the Executive Council

- to exercise its competences according to thedad these Statues, as well as to decide on the
issues submitted by the Executive Council

- to elect the members of the Board of Auditors

- to approve or reject Statues’ amendments

- to decide on the Association’s dissolution

Article 12- Members General Meeting validity



The Members General Meeting called in ordinaryisess considered valid on the first convention

if one half plus one of qualified voters memberns present, in person or by proxy; on the second
convention, held even on the same day, it is censdlvalid whatever the members’ number, in
person or by delegation.

Each member is entitled to a single vote; he magddition, cast no more than one proxy votes on
behalf of absent members.

Deliberations of the Members General Meeting calledrdinary session are taken by simple
majority of members, present in person or by aghtte Votes are cast publicly, except when they
concern persons and their characteristics or whisrdeemed necessary by the Assembly itself.

The Assembly shall indicate when votes shall bé bgsa show of hands, by roll-call, by secret
ballot. In case of secret ballot the Presidentl gtpgdoint a commission of three members in order to
scrutiny the votes.

The Members General Meeting called in extraordirssysion shall validly approve the Statutes’
amendments when 2/3 of members are present arainéedments are approved by the majority of
members.

The Members General Meeting called in extraordinagssion approves the Association’s
dissolution and its asset allocation with the quonf % of members,.

Article 13- Minutes of the meeting

Minutes of discussions and deliberations of theeAddy shall be kept. They are written by the
Secretary, or by a delegate of him, and signedhbyresident.

Any member may have access to the minutes and ougtes.

Article 14- Executive Council

The Executive Council is made up of 5 members, aped by the Assembly and chosen among its
members. The Executive Council is summoned at @ace every three months by the President.
The Executive Council shall be called by writtertic® sent at least 10 days in advance of the day
the meeting takes place. The notice shall conteragenda of the meeting.

The Executive Council is considered valid on thstfconvention if one half plus one of members
are present (should be the Executive Council madef 8 members, it is considered valid if all its
members are present). On the second conventioExdeutive Council is considered valid if 1/3 of
members are present. Deliberations are taken bglsimajority of members; in the case of an
equality of votes, decisions shall be determinethieycasting vote of the President or his delegate

The Executive Council is required to manage theofission’s general and special affairs not
reserved to the General Meeting of Members; it grep and submits to the Assembly the annual
report concerning the Association’s activitiegpriepares the final account and the proposed annual
budget for the forthcoming year; it appoints theedittent and the Vice-President; it hires
employees; it appoints the Secretary; it decides ABsociation’s governing rules; it draws up
programmes and targets of the Association withan flamework of the Association’s goals and



activities as approved by the Assembly; it authesiand approves expenses; it ratifies decisions
taken by the President as a matter of urgency alidg within its powers ad competencies; it
appoints the members of the Board of Arbitrators.

The Executive Council appoints within its structure
- one President

- one Vice-President

- one Secretary General

- one Treasurer

Article 15- President

The President is the legal representative of theéiation in its relationship with third parties.
The Presidents chairs the Executive Council andAdsembly. He summons, both in ordinary and
extraordinary sessions, the Members General Meatidghe Executive Council.

In case of necessity and urgency, the Presidemstaite decisions reserved to the Executive
Council. The decisions shall be ratified by the &xeve Council at its first meeting.

In case of absence, impediment or withdrawal ofRhesident, the Vice-President shall be exercise
his functions.

Article 16- The Secretary General

The Secretary General acts together with the Rrasahd is responsible for the following:

- to maintain and update the members’ register

- to maintain contacts with all of the members

- to present to the Executive Council new applaaifor membership

- to deal with correspondence

- to write and keep the minutes books

- to keep the Association’s account book, as wslldacuments pertaining to revenues and
expenditures specifying the names of payor/dondrpayee/donee

- to collect revenues and to pay costs accoririge Executive Council’s decisions

Article 17- Board of Auditors

The Board of Auditors is made up of three reguladitors and two substitutes appointed by the
Assembly. The Board of Auditors appoints its Prestdvithin its members.

The Board of Auditors is entrusted with the poweend functions provided by articles 2403 and the
following of the Code of Italian Civil Law.

The Board of Auditors exercises its control onowen initiative, or at request made by one of the
Association’s bodies, or when a fact is reportethai written and signed communication by one of
the Association’s members.

The Board of Auditors reports to the Assembly cagear through a signed written account handed
out to the Association’s members.



Article 18- Board of Arbitrators

The Board of Advisors is made up of three arbingtevhose irrevocable decisions are takex *
bono and equo” . No rules of procedure shall apply.

The Board of Advisors is require to deal with thentroversies concerning the Statutes’
interpretation and execution arising between theoBmtion’s bodies and members or among the
Association’s members.

Article 19- Treasurer

The Treasurer is require to oversee the Associatiordinary affairs, to prepare the final account
and to present it, signed by the President, to Mleenbers General Meeting. Along with the
President, the Treasurer has authorization to parfand sign any bank transaction on the
Association’s bank/postal accounts including mowédidrawal.

The Treasurer reimburses actual expenditures prsliocauthorized by the President and the
Executive Council, and, upon their authorizationrghases what is necessary to the Association’s
activities.

Article 20- Scientific Committee

The Executive Council may establish a Scientificnfbattee whose members shall be notable
experts in scientific, editorial, legal, judiciggislative, psychological fields.

The Scientific Committee is required to presentppsals regarding the Association’s scientific
activities; to support contacts and relations betwehe Association and technical-scientific
agencies at national and international level; toiacrder to support organization of meetings,
congresses, round tables, seminars, courses.

Article 21- Working Groups

Working Groups are establish to develop action glkamd to formulate strategies in relation to the
Association’s activities.

The President or the Executive Council set up tlesogiation’s Working Groups; they may
possibly assemble volunteers.

Working Groups are a democratic forum for cooperatand action. Members of each working
group appoint within themselves a coordinator estédi with the organization of the group
activities along with the maintenance and harmdrneof collaboration among the various groups
according with the Association’s goals.

Article 22- Board of Trustees



The Board of Trustees is made up of five membearstell among members and non-members by
the Members General Meeting called in ordinaryises§ he Board’s members remain in office for
five years and can be re-elected.

The Board of Trustees gathers at least once a gednipon request of the Executive Council.

The Board of Trustees shall oversee the functiahmmanagement of the Association, ensuring that
its core values and purposes are reflected inpleeation process.

Every year the Board of Trustees reports to theekddy in regard to the legality of the
Association’s accounts and management . As an @ymMody the Board of Trustees may intervene
at the Executive Council meetings. Notice of thestimg shall be sent to the Board of Trustee

Article 23- Offices term

Every person holding an office within the Asso@ats bodies serves a five-year term and can not
be re-elected, with the exceptions specificallywpded for in these Statutes

Article 24- Incompatibility

Persons holding a public office at local/regionafional level (e.g. mayor, member of regional
council, president of regional council) may notveeas a member in the Executive Council, the
Board of Arbitrators, the Board of Auditors.

The Executive Council, the Members General Meetind the President are entitled to consider
circumstances of incompatibility on an individuasis and may grant exemption with justified
decision.

Persons holding public offices incompatible mayplaet of the Association as ordinary members,
members of Working Groups, members of bodies dieen the Executive Council, the Board of
Arbitrators, the Board of Auditors.

Article 25- Asset

The Association’s asset consists of:

a) membership dues and private contributions;

b) donations, inheritance and legacy;

c¢) funds assigned to the Association by the natiand regional governments, by private or public,
local/national/international/European agencies emdies;

d) revenues gained from transferring of movablé immmovable goods and services to members
and third parties. Services may include economiiwities such as commercial, artisan, agricultural
activities intended to pursue the Association’slgjoa

e) contributions of members and third parties;

f) earnings obtained through promotional campaignsl instrumental activities, for instance
parties, subscriptions etc;

g) revenues compatible with the Association’s goflsocial usefulness;

h) any other revenue pursuant to the law n. 383200



The Association shall employ its revenues, pradisl surpluses to the carry out its institutional
activities or those directly connected to them.

Every distribution of earnings or surpluses, fun@serves or capital, even on an indirect basis, is
forbidden as long as the Foundation exists, urtlessdestination or distribution are required by
Law or addressed to other non-profit organisatitas by rule of law, statutes or regulation, belong
to the same united structure.

The Executive Council shall deposit the Associdasidands with a bank it has previously selected.
Any bank transaction shall be signed both by thesigent and the Secretary.

Documents pertaining to the bank transactions,galuith the names of payors and payees, shall be
kept for three years.

Article 26- Financial statement

The Financial year begins on 1st January and em@4 st December every year.

The final account includes the Association’s revenand expenditures over the last year. The
budget for the forthcoming year contains estimdteegsenues and expenditures for the running
year. The final account contains the Associatianigent and fixed asset and equity.

The financial statement is drawn up by the Exeeu@ouncil and approved by the Members
General Meeting according to the procedures ananitias set forth in these Statues. It shall be
kept at the Association’s head office at least 29sdbefore the Assembly meeting and put at
members’ disposal.

The final account shall be approved within 120 dafger the end of the financial year. It shall be
put at the Board of Auditors’ disposal at leastd2@s before the Assembly meeting. Furthermore, it
shall be kept at the Association’s head officeeast 15 days before the Assembly meeting and put
at members’ disposal.

Article 27- Amendments to the memorandum of ass$iocia and to the Statutes or article of
associations

One of the bodies or at least five members of tlsso&iation may propose to the Assembly
amendments to the Association’s memorandum andestf associations.

The Assembly shall approve the amendments withbaolate majority of its members.

Article 28- Disciplinary sanctions

Against the Association’s members the followingcghnary sanctions may be taken: censure, in
case of behaviour prejudicial to the Associatitsrpbodies and members; suspension up to three
years in case of behaviour more prejudicial that tleserving censure; expulsion, with regard to
members suspended several times or responsibldreheely serious misconduct.



Article 29 — Dissolution and assets allocation

The Members General Meeting is the Association’dybeested with the power to decide the
dissolution of the Association. It shall deliberatzording to the procedures set forth in arti@de 1
The Association’s assets shall necessarily be atholcto similar goals of public usefulness by
deliberation of the Assembly and according to itsgpamme

Article 30 - Reference Clause

Issues not covered by these Statutes shall begudgser the provisions of the Italian Code of Civil
Law and other applicable laws in force.



