EMP

EUROPEAN
MYELOMA
PLATFORM

patients for patients

Umbrella organisation of European Myeloma
Patient groups and MM patients

Annual report

Jahresbericht
Rapport annuel
Relatorio Anual
Arsrapport
Jaarverslag

2008

gwitserland

www.emp-myeloma.eu






EMP

EUROPEAN
MYELOMA
PLATFORM

patients for patients

Annual Report of the
European Myeloma Platform
2008.

Report of the EMP Board of Directors in behalf of the
Annual General Meeting,
to be held on May 15, 2009 in Brussels, Belgium.



CONTENTS:

PATIENTS FOR PATIENTS ....coiiivece e 5
l. REPORT OF THE SECRETARY ...coceoiiiiiiiiiiiins 6
LA° ABOUT EMP....oooiiieece e 6
LAl EMP Members .....cccoovveiiiiiiecee 6
LA.2 Board of DIreCtors........cocvevvveenenn e 8
LA.3 Management TeaM.........ccccevvveiriiieiiiees e 8
LA4 Medical Advisory Board.............ccccoeveveiieinennns 9
ILA5 EMP OffiCe .o 11
I.A.6 AGM 2008 ..o 11
LA.7 Membership ... 12
LB ACTIVITIES.....cooiee s 13
1.B.1 Co-operation with Partners on a European
JEVEL ..o 13
1.B.2 Co-operation with Health Authorities on a
National Level..........ccccovvviiiiiiiiiicccceieis 16
1.B.3 PR and WeDb-Site. ........cccoceervieiienr e sieneens 17
1.B.4 Second European Multiple Myeloma Symposium
Graz, workshop for physicians and patients. ....18
1.B.5 European Symposium Myeloma Waldenstrom:
‘No Policy without Patients’............ccccoecveennnen. 19
1.B.6 Participation at Conferences, Seminars,
Workshops, Master classes etc. ...........ccoeueenene. 20
I.C  FOCUS POINTS FOR THE YEAR 2009 ................ 23
. FINANCIAL REPORT OF THE TREASURER .....25



PATIENTS FOR PATIENTS

The European Myeloma Platform (EMP) was launched on
February 25 2006 during the First European Multiple Myeloma
Educational Programme in Vienna.

The initiative of founding EMP was taken by MM patient
representatives from 6 different countries: Austria, Belgium,
Denmark, France, the Netherlands and Switzerland. EMP is an
independent all-patient Myeloma network to bring their common
interests to the attention of European policy makers and public.

EMP's aims:

Ensure equal access to medication and treatments for
all people;

Ensure access to information for patients on new and
current trials;

To foster and promote the research of new treatment
methods and medications;

Exchange information between Myeloma patient
organizations

In order to be able to reach these aims, EMP focuses on the
following activities;

Collaboration with relevant European and International
organizations;

Representation at relevant European Health authorities;
Organization of Symposia, workshops etc.
Provision of information via EMPs’ web-site



REPORT OF THE SECRETARY

LA ABOUT EMP

I.L A1l EMP Members

Jan.1, 2008:

MMSO: Multiples Myelom Selbsthilfe Osterreich,
Austria, represented by llse Hein

CMP: Contactgroep myeloom patiénten Vlaanderen
vzw, Flandres, Belgium,
represented by Johan Creemers

DMF: Dansk Myelomatose Forenings, Denmark,
represented by Peter Randlov

Morgane Yvon, France, individual member

PMM NRW, Nordrhein-Westfalen, Germany,
represented by Rolf Pelzing

CKP: Contactgroep Kahler en Waldenstrom Patiénten,
Nederland, (MM&WM Patient Association, the
Netherlands), represented by Lia van Ginneken,

APLL, Portugal, associate member, represented by
Joao Salazar

MKgS: Myelom Kontaktgruppe Schweiz, Switzerland,
represented by Ruth Bahler



Dec. 31, 2008:

MMSO: Multiples Myelom Selbsthilfe Osterreich,
Austria, represented by llse Hein,

CMP: Contactgroep myeloom patiénten Vlaanderen
vzw, Flandres, Belgium,
represented by Johan Creemers,

MYMU Wallonie-Bruxelles asbl: Belgium, represented
by Marc Leuridan

Wildgroei-vzw: Belgium, represented by Luigi Chirillo

DMF: Dansk Myelomatose Forenings, Denmark,
represented by Peter Randlov

Morgane Yvon, France, individual member.

PMM NRW, Nordrhein-Westfalen , Germany,
represented by Rolf Pelzing

Myelomm-Hilfe Thuringen gemeinn. V. (MHT):
Germany, represented by Reinhardt Waitschies

CKP: Contactgroep Kahler en Waldenstrom Patiénten,
Nederland, (MM&WM Patient Association, the
Netherlands): represented by Lia van Ginneken

APLL: Portugal, associate member, represented by
Guilhermina Barros Lima Pinheiro

Joao Salazar, Portugal. individual member

MKgS: Myelom Kontaktgruppe Schweiz, Switzerland,
represented by Ruth Bahler



I.A.2 Board of Directors

Composition on Jan.1 2008:
llse Hein, Austria
Peter Randlov, Denmark
Ruth Baehler, Switzerland
Johan Creemers, Belgium
Lia van Ginneken, the Netherlands
Morgane Yvon, France

Composition on Dec. 31, 2008:
llse Hein, Austria
Peter Randlov, Denmark
Ruth Baehler, Switzerland
Johan Creemers, Belgium
Lia van Ginneken, the Netherlands
Morgane Yvon, France

The EMP constitution states that at least 50% of the board
members need to be MM patients.

I.LA3 Management Team

Composition on Jan.1, 2008.
Acting Chairperson: Rolf Pelzing, Germany
Vice-chairperson: vacant
Treasurer: Johan Creemers, Belgium
Secretary: Lia van Ginneken, the Netherlands
Special task Counsellor: Doris Mayerboeck, Austria
Special permanent counsellor: Greetje Goossens, Belgium



Composition on Dec. 31, 2008.
Chair-person: Joao Salazar
Vice-chair: vacant
Treasurer: Johan Creemers, Belgium
Secretary: Lia van Ginneken, the Netherlands
Special task Counsellor: Doris Mayerboeck, Austria
Special permanent Counsellor: Greetje Goossens, Belgium

In the year 2008, the management team (MT) has met 4 times:
January 23, Brussels; April 2, Brussels; August 10, The Hague;
November 27, Brussels.

Communication between members of the MT, the Board of
Directors and general members was mainly via e-mail contact,
by telephone and during international meetings where often
several EMP members were present. Contact also sometimes
took place via Skype/MSN/video connection.

For the time being all working communication is in English.

ILA4 Medical Advisory Board.

During the year 2008 EMP’s Medical Advisory Board (MAB)
was officially installed.
The board exists of 15 members of 8 different countries

Belgium:

Prof. dr. Ben van Camp (Chair of Medical Advisory Board)
Universitair Ziekenhuis Brussel

Prof. dr. Michel Delforge
UZ Gasthuisberg, Leuven

Prof. dr. Chantal Doyen
Cliniques Universitaires ULC de Mont-Godin



Austria;

Prof. dr. Heinz Ludwig
Wilhelminenspital, Wien

Prof. dr. Johannes Drach
Medizinische Universitat Wien
Denmark:

Peter Gimsing, M.D.
Rigshospitalet, Copenhagen

Niels Abildgaard, M.D.

Odense University Hospital, Odense
France:

Prof. Jean- Luc Harousseau

CHU Hétel Dieu, Nantes

Germany:

Prof. Dr. med. Hermann Einsele
Direktor der Medizinischen Klinik und Poliklinik 1l, Wirzburg

PD Dr. med. Guido Kobbe

Oberarzt Ambulantes Therapiezentrum &
Stammzelltransplantation

Klinik fur Hamatologie, Onkologie und Klinische Immunologie
Dusseldorf

Portugal:

Dr. Adriana Teixeira
Quinta da Nora, Coimbra

Dr. Herlander Marques
Porto

Switzerland:

Dr. med. Christian Taverna
Kantonspital, Miinsterlingen
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The Netherlands:

Dr. P. Wijermans
HAGA ziekenhuis, den Haag

Prof. P. Sonneveld
Erasmus MC, Rotterdam

LA5 EMP Office

During the year 2008, the University Hospital (UZ) Brussels
(Prof. van Camp and Prof. Schots, Dept. of Hematology) has
continued its support for the EMP office. Mrs. Sonia Goossens
is the contact person for EMP.

EMP office

Laarbeeklaan 101

B-1090 Brussels

Tel: ++ 32 (2) 476 31 06

Mobile: -- 32 495 617 846

EMP-office@uzbrussels.be

ILA6 AGM 2008

On May 30 our second Annual General Meeting took place in
Brussels, sponsored by UZ Brussels.

(For more information see the minutes of this meeting)

After the meeting, Prof. Dr. R. Schots gave a captivating
presentation on “Patient Participation in research”.

Prof. Schots first explained the different steps (phases) of
clinical trials, each designed to find out certain information.
Patients may be eligible for studies in different phases
depending on their general condition and the stage of their
disease. Each new phase of a clinical trial depends on and
builds on information from an earlier phase. More patients take
part in the later phases of studies than in the earlier ones.
Afterwards we discussed the role a patient organisation can
play in clinical trials.
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The information given by Prof. Schots greatly stimulated the
discussion on clinical trials during our workshop on May, 31%,
2008.

The main issues discussed were: The role of EMP in research,
particularly within clinical trials; the position of EMP within
Europe; activities planned for 2008. (See also the minutes of
the workshop for more information).

I.LA.7 Membership

EMP is a full member of the following organisations:
European Cancer Patient Coalition (ECPC).
EURORDIS, the European Organisation for Rare diseases.
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I.B ACTIVITIES

I.B.1  Co-operation with Partners on a European
level.

During the year 2008 co-operation with our partners has
intensified considerably.

Short descriptions in alphabetical order:

CANCER WORLD magazine (Jan/Febr. 2008)

Contribution to article of Peter Mclintyre: ‘Patient participation in
clinical trials’ by EMP MT member.

European Cancer Patient Coalition (ECPC).

As member of the ECPC, EMP has been closely following their
activities on a European level taking an active part whenever
possible.

See also attendance of Symposia, meetings etc. organised by
the ECPC, under point B6.

European Haematology Association (EHA).

EMP was represented at their annual meeting in Copenhagen
(June 12-15) by two board members.

Good use was being made by intensifying contacts with EMN,
IMF, Me, OrthoBiotech.

See also under point B6.

European Medicines Agency (EMEA).
Greetje Goossens and Rolf Pelzing have been representing
EMP. Other EMP members are supporting on ad hoc basis.

e In 2008 Rolf Pelzing and Greetje Goossens continued
to work as EMEA-experts for the review of documents
addressed to patients. (During the year, they switched
positions, Greetje Goossens became the EMEA-
coordinator/expert and Rolf Pelzing the expert). The
therapeutic area in which they did the review was in the
first place blood cancers, but they also did some
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reviews in other areas (general oncology).
These review activities take place on a continuous
base.

e On June 6™ 2008, both representatives attended an
EMEA-Meeting with Patients’ and Consumers’
Organisations (PCOs) to evaluate and coordinate past
and future activities.

e The PCWP (Patient and Consumer Working Party, a
workgroup from the EMEA) has been working on a
Code of Practice between Patie
Pharmaceutical Companies with the intention to provide
some reflection and guidance on how patients'
organisations are to establish their relationship with the
pharmaceutical industry. During the process, EMP’s
feedback and comments on the contents of this
document were asked at regular intervals.

¢ EMP was invited to a workshop on User Testing on
December 5™, but unfortunately was unable to attend.

o EMEA has asked the EMP representatives for further
involvement in their activities in collaboration with
several of the EMEA - Working Parties, which was
agreed upon.

European Myeloma Network (EMN).

Representatives of EMP met several times (4 x) during the year
with the chairman of EMN, Prof. Sonneveld. In 2008 EMP has
advised the EMN on patient information of the HOVON
65MM/GMMG-HD4 trial. Agreement has been made between
EMN and EMP to advice on a structural basis on patient
information of upcoming trials.

EMN has paid travel expenses for an EMP representative to
attend the ASH meeting in December.

European Organisation for Rare Diseases (EURORDIS).
Co-operation with EURORDIS has been intensified during the
year.

Particularly in connection to the MM and WM European
Symposium: ‘No Policy without Patients’ organised by CKP and
EMP in October.
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Eurordis’ Health Policy Officer, Francois Houyez, has chaired
the Round Table Conference the day following this Symposium,
in which the basis of an EMP strategy plan for the coming years
was discussed by all European stakeholders. See also under:
European Symposium under point B5.

Close co-operation also existed in the field of the developments
around the RMP’s of thalidomide and Lenalidomide.

The Annual General Meeting of EURORDIS was attended by
an EMP board member (Peter Randlov) in Copenhagen

(May 16/17).

An EMP counsellor, Greetje Goossens, attended the
EURORDIS Summer School, June 15-19 in Barcelona.

She also became part of the EURORDIS Drug Information,
Transparency & Access (DITA) Task Force.

European Commission

EMP has commented on a public consultation: ‘Rare diseases:
Europe’s challenges’, February 2008.

EMP was represented at several EU meetings in Brussels. See
under B6.

International Myeloma Foundation (IMF)

An EMP board member (Morgane Yvon) co-organised a patient
and family meeting in Paris, September.

Another member was asked to help during the IMF-meeting in
Paris, but last minute, she was unable to attend because of
professional activities.

Myeloma Euronet (Me).

An EMP counsellor, Greetje Goossens, co-chaired the MM-
workshop during the EBMT meeting, organised by Me, in
Florence, Italy on March 29™.

Free University (Universiteits Ziekenhuis; UZ) Brussel
UZ Brussel has been very supportive in all our activities.
They finance the EMP office and the EMP Annual General
Meeting.

Advise and support was regularly obtained from Prof . B. van
Camp and Prof. R. Schots.
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Patient View
EMP was listed in Patient Views’s European Patient
Group Directory 2008.

1.B.2 Co-operation with Health Authorities on a
National Level.

Because implementation of European health policies depends
mainly on actions taken by National Competent Authorities,
EMP members have an important role to play on a national
level as well.

For that reason, in addition to co-operation on a European
level, each EMP member has established contacts with
relevant health authorities in their own countries.

Main actions taken, represented in alphabetical order:

Austria: EMP member MMSO had been involved in 2007 and
2008 in the implementation process of Celgene Revlimid thus
giving advice to Austrias’ National Competent Authority (NCA)
and Celgene in the wording of patients’ leaflet and other
contents such as side effects of treatment and the priority in
listing up all points of interest. In 2008 representatives of
MMSO also contacted several Public Health Insurance
organisations (there is one for each of the nine Austrian states)
referring to re-imbursement of Lenalidomide.

In Belgium our member organisation CMP was closely
involved in a discussion with the Belgian National Competent
Authorities (NCA) with respect to the implementation of the
RMPs (Risk Management Programs) of thalidomide and
lenalidomide.

In addition, the Belgian organisations CMP and MyMu started a
joint advocacy action to request a review of the very stringent
re-imbursement criteria of lenalidomide. Due to these very strict
criteria Belgian MM-patients have very limited access to this
medicine at the moment.
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In Denmark our member organisations DMF was invited by
their National Competent Authorities (NCA) to advice on the
implementation process of Pharmion Thalidomide.

In Portugal a contest “Bone Marrow: Factory of Life" aimed to
teach children on the importance of the registry as bone
marrow donors, was organised. They participated creating tile
panels on the issue. A book was created with all tile panels and
the Portuguese minister of health was present on this event.

In addition several articles were written by our EMP member,
Joao Salazar Leite, in Revista HemaOncologica
(HematOncological Magazine) no. 3 and 4:

- Clinical trials — helping patients fighting cancer, and

- Cord blood banks: Two realities and different aims,

The Netherlands: EMP member organisation CKP has been
involved in furthering the implementation of their Thalidomide
RMP for local prepared Thalidomide, through the KNMP
(National Pharmaceutical Board). In addition CKP was invited
by the National Competent Authorities (NCA/MEB), to advice
on the implementation process and the RMP of Pharmion
Thalidomide.

1.B.3 PR and Web-site.

New flyers were developed in two languages, English and
German.

During the year Joao Salazar took over the responsibility for the
site from Rolf Pelzing. The site was transferred from Germany
to a Portuguese web-company (Dom Digital), who services the
site without any costs. Its design has been redone and many
additions were made like:

- links to partner organisations

- links to other relevant organisations

- links to our member organisation have been

established.
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- Members corner

- Web-forum
However much work still needs to be done. It will be under
constant development and improvement under the supervision
Joao Salazar.
A start was made for translating the site into German and the
MM forum will be available in the first half of 2009, in English,
moderated by Peter Randlov, Danish MM patient.

.B.4 Second European Multiple Myeloma
Symposium Graz, workshop for
physicians and patients.

On June 27-28,2009 the ,0 "“2European Symposium

Mul ti pl e MwasHeldim&razi(capital of the state
Styria in southern Austria ). The Symposium was organized by
MMSO (Multiples Myelom Selbsthilfe Osterreich) together with
the Medical University Graz, represented by Prof. Werner
Linkesch, head of clinical haemato-onkologic department.
There was one day for physicians and one day for patients and
caretakers. MMSQO succeeded in inviting a number of very well-
known MM-specialists from USA (Prof.P.Greipp / Mayo Clinic
Rochester, Prof.N.Munshi / Harvard University, Boston) as well
as from European countries (Austria, Germany, The
Netherlands and Belgium). Physicians’ day had the focus on
recent development of searching into the biology of MM, in MM
diagnosis and in MM treatment-programs. In addition an
abstract on teamwork in doctor/patients’ relationship was
presented. Severe side effects - such as polyneuropathy,
kidney failure, inflammation - were discussed intensively by all
referents. The evening closed by dinner session.

On patients’ day — EMP and Leucaemia aid Styria supported us
in the organisation of this day— we were glad to welcome more
than 100 patients and/or caregivers attending the meeting. The
abstracts were similar to those of physicians’ day but more
understandable for patients. There were a number of questions
asked by the public leading into very interesting discussions.
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In total more than 140 persons attended the symposium.

I.B.5 European Symposium Myeloma

Wal denstr °m: ONo Pol

This Symposium was organised in October 30-31, Maastricht,
the Netherlands.

Organisers were EMP in co-operation with its Dutch member
CKP, in honour of the 25th anniversary of CKP.

The aim of the Symposium was to discuss the current and
desired future contribution of patient organisations to the
formulation of health policies at national and European level.
144 participants from 17 European countries were present,
representing all stakeholders involved: patients, physicians,
politicians (i.e. EU parliamentarians), policy makers (i.e. EMEA,
government representatives) and representatives of industry.

Themes debated were:

The current role of patient organisations at the national and
European level

Participation of patient organisations in the development of
new treatments and medications

Patient participation in clinical trials

Participation of patient organisations in making medications
and treatments available

The role of patient organisations in informing the patient
The need for European Patient networks

The democracy of patient advocacy

On the day following the Symposium, the results of the
Symposium were discussed during a round table conference
chaired by Francois Houyez (EURORDIS). The 26 participants
to the Round Table conference were representatives of all
European Stakeholders.

Objectives: - To discuss the results of the Symposium

- To select three priorities for actions
- To develop sample action plans regarding
those three topics
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The outcome of the Symposium will be presented in a
Symposium report and sent to all participants and interested
organisations.

This report will be the basis of a strategy plan for EMP.

(see also: Focus points for the year 2009)

I.B.6 Participation at Conferences, Seminars,
Workshops, Master classes etc.

In chronological order:

- EU parliament meeting on EU wide cancer screening,
Febr. 13, Brussels. Greetje Goossens

attended.

- IMW (European Myeloma Workshop) Febr. 29- March
1, Wirzburg, MM doctors workshop organised by Prof.
Hermann Einsele,Wirzburg, llse Hein attended

- ltalian/European MM physician’s doctors’ workshop,
Febr. 2, Torino, organised by Prof. Mario Boccadoro.
llIse Hein attended.

- DIA ( Drug Information Association) conference, March
3-5, Barcelona: presentation on involvement, of patient
organisations in the development and implementation of
a Risk Management Plan by Lia van Ginneken.

- EBMT (European Bone Marrow Transplantation) Patient
and Family Day; March 29-
April 2 Florence, Italy, Greetje Goossens co-chaired one
of the workshops.

- ECPC (European Cancer Patient Coalition), Cancer
Patient Summit, April 7-8, Brussels. Joao Salazar, Lia
van Ginneken attended.
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CKP (MM&WM Patient Association, the Netherlands),
Annual Symposium, April 12, Maarssen, the
Netherlands. Lia van Ginneken co-organised, Johan
Creemers attended.

DLH (Deutshe Lymphom Hilfe), April 20, Kéningswinter,
Germany. Johan Creemers and Rolf Pelzing attended.

CMP (Contactgroep Myeloom Patienten), Symposium,
April 26, Genk Belgium. Johan Creemers and Greetje
Goossens were involved in the organisation, Lia van
Ginneken attended.

EURORDIS (European Organisation for Rare
Diseases); Annual General Meeting, May 16/17
Copenhagen, Peter Randlov attended.

ASCO (American Society for Clinical Oncology), May
30 — June 3,Chicago, llse Hein attended

ESCP (European Society of Clinical Pharmacy)
workshop: The Oncological Patient and the Clinical
Pharmacist, May 26", Leuven, Belgium, Greetje
Goossens co-chaired

EHA (European Haematology Association); June 2007,
Copenhagen, Denmark. (booth)

Peter Randlov and Lia van Ginneken attended

EURORDIS (European Organisation for Rare
Diseases); Summer School June 15-19, Greetje
Goossens attended

EMP (European Myelom Platform), Symposium Graz.
June 27-28, llse Hein and Doris Mayerbock, organising.
Joao Salazar, Johan Creemers, Greetje Goosens
attended

ESMO (European Society for Medical Oncology), July 3,
Lugano, Switzerland, llse Hein attended.

International Symposium on clinical application of serum
Free light Chain, September 18-19, Bath England. llse
Hein and Doris Mayerbdck attended.
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MM Patient Family meeting-IMF; September, Paris,
France. Morgane Yvon co-organised.

DOSGHO (German, Austrian and Swiss Societies for
Haematology and Oncology), Annual Congress,
October 9-14, Vienna, Austria (booth), Johan Creemers,
Rolf Pelzing and Doris Mayerbtck were present

Council of the European Union, Conference “Europe for
Health at the Service of Patients” (organised by the
French Presidency of the Council of the European
Union), October 13-14, Paris, France. Greetje
Goossens attended

EMP/CKP European Symposium Myeloma
Waldenstrom: ‘No Policy without Patients’,

Oct. 30-31, Maastricht, the Netherlands. Lia van
Ginneken organising committee.

Peter Randlov and Rolf Pelzing: speakers. llse Hein,
Doris Mayerbock, Johan Creemers, Ria Kosten, Joao
Salazar Leite, Ruth Bahler attended.

ESMO (European Society for Medical Oncology), Rare
Tumors in Europe, Novemebr 6-7, Brussels, Greetje
Goossens and Lia van Ginneken attended

CMP (Contactgroep Myeloom Patiénten), Symposium,
November 15, Brussels, Johan Creemers, Greetje
Goossens, organising committee.

MyMu (in collaboration with IFM (Intergroupe
Francophone du Myélome), MM-symposium, November
29" Charleroi, co-organised by Marc Leuridan, Greetje
Goossens attended.

ASH (American Society of Haematology), December 6-
9, San Francisco, Greetje Goossens attended (booth)
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I.C FOCUS POINTS FOR THE YEAR 2009

In the year 2009, EMP will focus on increasing the quality of its
activities and its effects on the MM patient. We want to look at
where and how we can make a difference in Europe.

In the beginning of 2009 we will develop a strategy plan on the
basis of the themes debated during the European Symposium
‘No Policy without Patients’, in Maastricht (see also point B5).
A start for this strategy plan was made on the day following the
Symposium during a Roundtable Conference where
representatives of all relevant stakeholders (26) were invited.
The participants of this conference listed the various issues
raised and the priorities put forward during the Symposium.

The diagram below schematically brings together the four main

areas discussed.
* Input for drug designation
* Clinical trial designs
= MAA

* Review medical
literature
= Develop relationships = Post-MA requirements
with research teams Standard: C:: f
. andards Of proo

= ?:fepa?‘izsfaicc‘if:: « Risk/benefit assessment
AL 7 .~ + Direct to consumer info.
* Meet with industry + QofL measurement

Regulator‘y . Patient involvement
Process &

Drug

Development

Standards

Availability of Care

* Develop systems to
monitor actual usage

* Gaps in healthcare
delivery chain

* Organise multi-
stakeholder meetings
to develop agreed

upon standards of carej

* National MA
* Compassionate Use
¢ Reimbursement

e Patient & Physician
awareness

* Direct lobbying with
decision-makers

(Francois Houyez, Eurordis)
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These issues and priorities will serve as the backbone of
recommended actions to be taken by EMP and its member
organisations in the future.

Participants further elaborated on these priorities by formulating
a first impetus to three potential action plans the EMP should
centre upon in the next five years in order to achieve the best
possible goals for MM patients.

The topics of these proposed action plans are:
- To establish working relations with clinical trial sponsors
- To engage into dialogue with regulatory bodies
- To tackle inequalities in access to treatments,
discussing pricing and reimbursement

On the basis of this information a strategy plan will be
developed by EMP and its advisers and action plans will be
implemented for the coming 5 years.

April 2009

Lia van Ginneken-Noordman,
Secretary

24



FINANCIAL REPORT OF THE
TREASURER

Introduction.

Most of our expenditures in the year 2008 were directly
financed by our partner organisations, EMP member
organisations or by individual members.

e.g.

EMP office running costs were financed directly by UZ
Brussel. So were the EMP Annual General Meeting
and part of the MT meetings.

Most travel and hotel costs for conferences, workshops
and symposia were granted by the promoting
organisations.

The ‘Second MM Symposium’ Graz, was financially
organised by our member organisation in Austria
MMSO.

The Symposium ‘No Policy without Patients’ was
sponsored by public funding.

Other travel costs and some PR materials were directly
paid by our member organisations and by individual
members.

EMP is very grateful for their contributions.

April 2009
Johan Creemers,
Treasurer
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Finances

Revenue and Expenses Year 2008

STATUS AS PER 1/1/2008 5979,
TOTAL RECEIPTS 2004,
CKP 2000,00 €
Interests Bankaccount 4,37 €
TOTAL EXPENSES 3608,
KBC - Bankaccount 39,04 €
Membership fee 20,00 €
Exhibition costs EHA & ASH 1.621,67 €
EMP brochures & roll-up 834,73 €
Web hosting jan-jun 574,96 €
MT Meeting 410,39 €
Publication Law gazette 107,33 €
STATUS AS PER 1/1/2009 4375,28
MOVEMENTS 2008 -1603,75
Balans sheet 2008

MT Meeting Publication

Web hosting Law gazette
jan-jun

EMP brochures EXP
roll-up \;

Exhibition costs \

EHA & ASH Interests

Bankaccount
KBC
Membership fee

Bankaccount
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RECEIPS & TRANFERT 2007 = > 2008

EXPENSES
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