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ATTENDENCY

PRESENT

Meeting started at 9.30

The AGM President Francesco De Lorenzo (FdL) and Secretary Jana Pelouchova (JP) invited the members with
voting rights to present themselves and deposit any proxies held. After the list of members with voting rights
was established, the following were noted:

33 voting members present.
2 proxies have been recognised by the Board.

35 total votes have been recognised by the Board.

ITEM 1: ADOPTING THE MINUTES OF THE AGM 2013

The draft Minutes were presented by the Board and a printed version distributed among the Members
(Annex 1).

VOTE ON THE 2013 AGM MINUTES

The General Assembly unanimously approved the minutes of the 2013 General Assembly.

ITEM 2: ANNUAL REPORT

FdL took the floor to present the ECPC Annual Report (Annex 2):

e  FdL stressed the need to improve collaboration with each member organisation, based on updates from
members on their cancer information and patient advocacy needs, stressing that ECPC office can be
reached by many communication tools and in many other EU languages besides English;

e  FdL underlined the importance of each Member’s commitment to provide the Board and the office with
feedback;

e  FdL suggested some examples of possible future collaboration:

o development of a survey on the cross-border healthcare;
o identification of centres of expertise in the countries of the Members;
o Develop a common ECPC position on access to drugs in individual countries;

e FdL concluded stating that the membership feedback on the content of the ECPC website is of great
importance for identifying topics of interest, cancer knowledge areas that need clarity, identifying
membership expectations on the focus (EMA, drug access and pricing, cross border healthcare, quality of
cancer care, access to clinical trials).

The floor was then opened for discussion:

e Myeloma and Lymphoma Aid, Austria proposed the establishment of a brief newsletter in simple
English
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Francesco Florindi (FF) replied on behalf of the Board that the Office is working on a newsletter
already and will take into consideration the comments of the General Assembly;

Jirsa Elfi (JE), Myeloma and Lymphoma Aid, Austria asked if the new ECPC website could contain links
to all ECPC Members’ websites;

ECPC Vice President Kathi Apostolidis (KA) replied that one page of ECPC website will be dedicated
to the members, including information on Members’ objectives and activities;

Umberto Tassini (UT), AILAR Italy highlighted the successful publication of position papers on head
and neck cancers in cooperation with ECPC. Thanks to ECPC, head and neck cancer patients
communicated their needs directly to the European Parliament. He stressed this could be an
instrument to be used in other cancers as well;

Representatives from LIPA, Serbia, commented that they would like to have an exchange among
countries, enhancing the solidarity among cancer patients organisations;

Sarunas Narbutas (SN), POLA, Lithuania noted that ECPC has already all the data related to its
Members.

FF replied on behalf of the Board stating that the new website will be based on existing data, but will
also allow ECPC Members to authonomously update information about themselves from an
interactive internet tool;

Lynn Faulds Wood (LFW), former ECPC president plead not to discourage ECPC communication
activities, at the same time she reminded the audience that ECPC Members have limited capacities;
Anna Costato (AC), GIST Patient Association, Italy: suggested two areas in which ECPC should work in
the future:

o Cross-border healthcare directive: it remains a complex issue; patients need updates on
how the implementation will be carried out in each country. AC stated her commitment to
contribute with information related to Italy;

FdL replied that ECPC will coordinate this topic, in collaboration with ECPC rare cancers
workgroup;

o Generics and biosimilars in cancer care: AC informed the audience about an EU law allowing
generics to partially differ from the original compounds. AC stressed the need to know
more about this issue and discuss future ECPC involvements;

Geratrd van Oortmerssen (GvO), Contact Group GIST, the Netherlands, stated his support to AC’
proposal and stressed upon the lengthy EMA procedures to approve new drugs;

Olga Cridland from Pavel, developed a Facebook page about funding, and noted that a chat about
possibilities of fundraising and another about humanitarian emergency appeals would be welcome
as well as information on European projects partners;

FF informed the AGM that ECPC has a Facebook page, which they may use for quick communication
and sharing of their activities as well as the Facebook message for information useful only to their
organizations.

ACTION POINTS

ECPC shall work to enhance cooperation with Members;
ECPC shall create a Newsletter.

VOTE ON THE ECPC ANNUAL REPORT

The AGM President invited the members to vote. The results are 31 in favour; 1 abstention.
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ITEM 3: APPROVAL OF BUDGET

ECPC Vice President and Treasurer Vlad Voiculescu (VV) introduced the ECPC financial report, which was
distributed to the Members in paper (Annex 3).

VV explained that the financial report takes into consideration the period between June 2013 and June 2014.
The report shows a decrease of ECPC reserves of approx 212.000 euros.

VV reported that budget of ECPC in the last years amounted to approximately 400.000 euros/year. ECPC main
funding sources are grants from pharmaceutical companies and EU-funded projects. However, in the first half
of 2013 ECPC registered increased costs without any substantial increase in the funding.

VV informed the General Assembly that ECPC will aim at getting 20-30% of its funding from non-

pharmaceuticals sources, mostly through new EU-funded projects.

Description

Total costs 344.633,94

Total income 132.608,27

-212.025,67

VV, in conformity with the Board’s decision, has established new rules for the financial management of the
organisation:

e Accountability, clear rules; VV receives continuous feedback on the Office expenses; expenses over 5
thousands euro have to be approved by the entire Board;

e Sustainability, the Board cut cost of the Office, where this was possible, e.g. : no garage, no
consultancy fees, the Office is now being shared with another patient organisation, to cover part of
the costs;

e Transparency, procedures have been put in place so that the Board can at any time check the
Office’s expenses.

VV proceeded with a thorough analysis of each budget lines.

SN recognised the previous administration did not ensure accurate accounting; however he noted that it was
thanks to the old administration that some reserves were accumulated.

FdL pointed out that in the second semester of 2013 ECPC spent half of what the previous Board spent in the
first half. Furthermore, he stressed that the previous administration was responsible for the failed
implementation of EU projects that forced ECPC to return approx. 30.000 EUR to the European Commission
for not having delivered on EU projects.

LFW commented expressing confidence in the current Board’s financial management

VV expressed confidence and trust in the new ECPC staff.
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ECPC Audit Committee president Hannu Tavio (HT) reported that the Audit Committee firstly met in Brussels
in 2013 to discuss the loss of over 200 thousand euro, the reasons for which have been reported by VV. HT
continued saying that the Board thoroughly accomplished its entire obligations towards the Audit
Committee, promptly communicating the changes in the budget. HT confirmed to the general Assembly that
ECPC has no liquidity crisis thanks to the previous years’ savings.

VV informed the General Assembly that ECPC will restructure its current accounting system, in order to
simplify it and make it more efficient by the next AGM. In the meantime, VV implemented with the Office an
open cash flow which could be checked by Members and sponsors, as a proof of financial good management.

FF explained that ECPC is not bound by the Belgian law to have an external udit. ECPC current status in
Belgium foresees a simplified budget regime.

Audit Committee member Pietro Presti (PP) commented that it is of capital importance for the future of ECPC
funding is to involve non-pharmaceutical industries as core funders.

Sarah Lindsell (SL), Brain Tumour Charity, stated her support for ECPC diversification in funding sources. She
suggested to share the Brain Tumour Charity know-how with the ECPC Office.

FdL suggested not to impose membership fee for 2015.
ACTION POINTS

e VVto coordinate restructuring of the ECPC accounting system by the next Annual General Meeting;
e Sl to organise a training for the ECPC Office on fundraising.

VOTE ON THE 2013 BUDGET

32 in favour 1 abstention

VOTE ON 2015 MEMBERSHIP FEES

The General Assembly unanimously voted against establishing membership fees for 2015.

ITEM 4: ECPC INVOLVEMENT IN RESEARCH PROJECTS

KA delivered a presentation updating on ECPC participation in EU research projects (Annex 4).

Following the presentation, FdL appealed to the Membership for collaboration in running the projects. FdL
informed the Board willingness to establish new projects directly involving ECPC Members, including
coverage of costs incurred by the Members in the participation to such projects. FdL called all interested
Member to inform the Office about their willing to participate in a research project.

Manuela Marchioni (MMa) delivered a presentation on possible funding opportunities that ECPC members
may explore. (Annex 5).

FdL asked MMa whether it would be feasible to request funding for the organisation of a masterclass. MMa
replied positively and plead to engage with the ECPC office to explore possible funding opportunities in the
future.
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ITEM 5: TRANSFER OF ECPC SIEGE

FdL reminded the General Assembly of the Assembly’s decision of June 8t" 2013, in which the Assembly’s will
to move the legal siege of ECPC from the Netherlands to Belgium was stated.

FF reported that the Office identified two notaries, one Dutch and one Belgian, to whom the Office requested
legal support to identify the best procedure to transfer ECPC siege. This was necessary due to the lack of a
harmonised single procedure to transfer associations from the Netherlands to Belgium.

FF added that following this exploratory investigation, the Office concluded that it is possible to move the
siege without creating a gap in the legal persona of ECPC, hence without harming the contractual obligations
taken by ECPC in the past years. FF clarified that there would be no interruption of activities for ECPC, if the
process identified will be carried over. FF concluded that at the next AGM in 2015 the process would be
concluded.

SN asked clarifications on legal implications of a favourable vote of the General Assembly on the process
explained by FF. FF answered that the Office, on behalf of the ECPC Board, is asking the General Assembly to
reiterate its willingness to move the legal siege of ECPC from the Netherlands to Belgium, in line with the
process outlined by the Office. FF further commented that the vote provides the Board with the mandate to
proceed with the transfer, along with a well defined process. FF clarified that the transfer of the siege will
require amending the statute of ECPC, for which it is necessary to convene the General Assembly, hence the
Assembly retains full control over the legal implications derived from the process. FF concluded that the
process identified by the Office has been designed in partnership with two notaries, who confirmed its legal
validity.

VOTE ON ECPC SIEGE TRANSFER

The General Assembly unanimously reiterated its will to move ECPC siege from the Netherlands to Brussels,
Belgium. The General Assembly asked the Board to proceed with the transfer, in line with the process
outlined during the Annual General Meeting.

Meeting ended at 12.30.

Minutes taken by ECPC Secretary Jana Pelouchova, in collaboration with Francesco Florindi ECPC Public
Affairs Coordinator.
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