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The 1st Agora meeting in Malta was organized by the Steering 
Group of Agora consisted by representatives from Cyprus, 
Croatia, Malta, Fyrom, the secretariat and Mr. Maarten De Wit from 
Reumapatientenbond as consultant.

Agora inaugural meeting had delegates from 10 organizations 
representing people with rheumatic and musculoskeletal diseases from 
southern Europe from 8 countries such as Cyprus, Greece, Croatia, 
Serbia, Romania, Bulgaria, Malta and Spain. Mr. Maarten De Wit 
consultant from Reumapatientenbond and two invited speakers from 
Swiss rheuma liga and Swedish rheumatism association and the Agora 
secretariat Maria Batziou from Greece and Sandra Canadelo from 
Portugal kindly assisted in the meeting.

The meeting was held in Excelsior hotel on the doorstep of a UNESCO 
World Heritage Site - the City of Valletta. At the start of the meeting 
Mr Frane Grubisic representing Steering Group of Agora welcomed 
delegates to the meeting.

Then Mrs Mary Vella, the president of Maltese organization of people 
with rheumatic and musculoskeletal diseases(ARAM), introduced 
information about Malta – its geography, history and economic, social 
and cultural status. She also talked about the foundation and history of 
their association, ARAM, as well as about the situation of people with 
arthritis in Malta.

The programme included 4 chairs and 7 moderators who introduced the 
speakers and ensured the programme ran on time.
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The event pursued three main objectives:

 To achieve consensus on the principles and formal structure of the 
Agora as the of cial organization representing all associations for 
people with rheumatic diseases of the Southern Europe

 To develop a Strategic Plan for the next  years based on the needs 
and the potentialities of Agora member organizations for people with 
rheumatic diseases.

 To foster contacts with all stakeholders in the area of rheumatology 
including political institutions and sponsors.

This two-day event was comprised of relevant introductory 
speeches, workshops, open space discussion of strategic objectives 
and rati cation and signature of the By-laws.

ou will nd more details about the presentations and other 
conference activities in this report. Presentations from the conference 
are available from secretariat. 

The main messages of 
the meeting are: 

 The common socio-economic 
circumstances existing in 
Southern Europe affect the 
quality of people with RMD.
 The need to face common 

problems in a more organized 
way and empower patients 
organizations.
 The establishment of a new 

strong organization representing 
organizations of people with RDM 
in Southern Europe
 The promotion of Agora to 

become an ally and partner 
in developing a strategy on 
rheumatic and musculoskeletal 
diseases

 The establishment of the Agora 
would help organizations of 
people with RMD to improve 
quality of life for their members.
 Agora members positioned 

themselves as a source of 
expertise willing to collaborate 
and to cooperate with all 
stakeholders present to tackle 
issues at hand.
 The establishment of the Agora 

and the of cial event for the 
signature of the By-laws.
 The drafting of the Agora s 

strategic objectives for the next 
three years.

Objectives Project outcomes
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organization representing organizations of people 
with RMD in Southern Europe and signature of By 
laws 

At the press conference, two local channels and representatives of 
the Maltese Government were present. 

There were journalists from local TV channels: 
Super One TV , Net T.V.

Our special thanks
To all of those who contributed to the outstanding success of 
Agora inaugural meeting and to our partners MSD, Novartis 
and Roche without their generous support Agora inaugural 
meeting would not have taken place.

PRESS CONFERENCE
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The newly elected Chair of the 
Agora Board, Mrs Souzi Makri 
(Cyprus), said: Agora is a new 

umbrella organisation comprising 
organisations of patients with 

rheumatic and musculoskeletal 
diseases in Southern Europe. 

Its aim is to provide local 
organisations with a stronger 

voice on European level and to 
work towards the improvement of 

patients’ quality of life.

The chair of the ARAM host country association for people with 
RMD Mrs Mary Vella said: Malta is honoured to be the host country 
for the launch of Agora which represents all organizations from southern 
European countries. They aim at working together for more awareness 
on rheumatic and musculoskeletal diseases.

She also added that Agora is being formed to give more awareness on 
rheumatic conditions and early diagnosis is very important especially 
within the rst year. Those patients who are suspected to be suffering 
from this condition should be referred to a rheumatologist  immediately.

The Hon Shadow Minister 
Marie Louise Coleiro Preca 

pointed out that Maltese people 
feel honoured that Malta was 

chosen for the inauguration of 
Agora and such alliances help 
especially smaller and weaker 

countries to improve their health 
facilities for the people with 

musculoskeletal diseases. She 
ended up expressing the will 
of Maltese Government for a 

closer co operation with the new 
organization.

Statements
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After welcoming the delegates and the introductory speeches 
from Mr Frane Grubisic on behalf of Steering group of Agora and 
Mrs Mary Vella on behalf of the host organization, Maria Batziou 
(Agora Secretariat), described the development of the Agora from a 
concept to an established organization. Special attention was also 
given to the aims, objectives and visions of the new organisation.

Mr David Magnusson, representative of the Swedish League 
Against Rheumatism, presented a case study about the Nordic 
Rheuma Council (Nordiskt reumaråd in Swedish, abbreviated 
NRR), an organization which fosters co-operation between the 
associations of people with arthritis/rheumatism in the Nordic 
countries. Their situation served as a successful example for 
a similar structure in the South of Europe. The Nordic Rheuma 
Council was founded in 1989. The council has six member 
organizations, from Denmark, Finland, The Faroe Islands, Iceland, 
Norway and Sweden. The total number of individual members is 
around one quarter of a million.

The aims of the NRR are to:
 nd opportunities for co-operation in areas of treatment and 

rehabilitation in order to improve the living conditions of people with 
arthritis/rheumatism
 spread information about rheumatic diseases
 work to increase resources for education and scienti c research 

on rheumatic diseases
 improve co-operation in this sector between twin cities and towns 

in the Nordic countries
 establish and maintain contacts with Nordic governments and 

authorities and with other relevant Nordic organizations
 increase the in uence of the NRR and of the Nordic rheumatic 

patient societies on the Nordic, European and international level

Norway has the chairmanship through the years 011- 01 . NRR 
is chaired by Svein Dåvøy, the Chairman of The Norwegian League 
Against Rheumatism. Anne Carlsson, the Chairperson of The 
Swedish Rheumatism Association, is Vice President.

At the end Mr Magnusson talked brie y about the activities and 
successful projects implemented by the Nordic Rheuma Council. 
(Example of a Project: Easily Accessible packaging - Social and 
Personal Costs of Arthritis and Rheumatic Diseases in NRR)

The last part of Friday s programme was devoted to the discussion 
and rati cation of the draft of the Agora s By-laws. Participants were 

Analytical report of Agora inaugural meeting

Friday 
23 September 201123

divided into two workshops. Dr 
Frane Grubisic facilitated the 
rst workshop and participants 

were asked to review the rst 
4 articles of the document and 
approve the aims and objectives 
of Agora, as well as agree 
on the membership criteria 
and the proposed structure 

and management mode. Ms 
Marie-Therese Camenzuli 
facilitated the second workshop 
and participants were asked to 
review the rest of articles of the 
Agora By-laws and discuss the 
administration rules and other 
legal issues.
 
After the workshops each group 
announced the outcome of their 
discussion and all participants 
agreed on the nal draft of the 
By-laws which was given to the 

Secretariat for nalisation.  
At the end of the meeting, the 
Chair of the Steering Group of 
Agora, Marios Kouloumas, 
announced the composition of 
the Agora Board according to 
the nominations sent by member 
organizations to the Secretariat 
before the meeting. 

The members of the rst Agora 
Board are: Ms Souzi Makri 
(Chair), from Cyprus, Ms Codruta 
Zabalan (Secretary General), 
from Romania, Ms Marie-
Therese Camenzuli (Treasurer), 
from Malta, Mr Miroslav Maric 
(Member), from Croatia, and 
Ms Ana Grau (Member), from 
Catalonia, Spain.
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Saturday 
24 September 201124

MORNING SESSIONS 

Ms Sandra Canadelo (Agora 
Secretariat) opened Saturday s 
programme with a presentation 
that pointed out the barriers to 
the development of organizations 
in Southern Europe. Starting 
from the results of an Agora 
Survey presented to members in 
2010, she started by addressing 
the  main issues mentioned 
– fundaraising dif culties, 
lack of resources and lack of 
training. She focused speci cally 
on barriers existing within 
organisations – dif culties liaising 
with sponsors, lack of planning, 
bad management of skills, lack of 
managing skills for leaders-, but 
also the existing social barriers – 
the role of doctors vs the role of 
patients, the role of history and 
tradition in the way NGOs are 
perceived by the general public, 
economic reasons for the inability 
of volunteer/patient engagement 
(the connection between poverty 
and chronic disease/disability), 
social corruption, lack of citizen 
participation in society in general. 

Her presentation was followed 
by an organization case-study by 
the Romanian League Against 
Rheumatism, presented by 
Mr Ovidiu Constantinescu 
who focused on the situation in 
Romania regarding obstacles 
that delay development of 
patient-led organisations in the 

country. The speaker referred to 
social, economic and structural 
impediments that explain the 
current status of patient-led 
organisations arguing that the 
legacy of 50 years of communist 
regime resulted in the dissolution 
of social fabric, lack of community 
involvement amid wide-spread 
distrust and devaluation of 
voluntary activities, since the 
so called “patriotic work” was 
perceived by people as forced 
labour. At the end he concluded 
that it will take a special blend 
of strategies to overcome 
these dif culties in order to 
overcome such challenges and 
develop a successful patient-led 
organization network.

The rest of the morning session 
was devoted to an ‘’open 
space’’ session conducted by 
Mr Maarten De Wit, advisor 
and member of Agora inaugural 
meeting task force.   

Participants were invited to 
brainstorm about the following 
topics:
 The national needs of people 

with rheumatic diseases and of 
the participants  regional and 
national organisations 
 Practical conditions and project 

ideas for collaboration with 
potential partners on the short 
term.
The results were presented 
during the feedback session and 
were clustered and prioritised.
rati cation of the draft of the 
Agora s By-laws. 
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AFTERNOON SESSIONS 

Ms Valerie Krafft, CEO of the 
Swiss Rheuma-Liga, made 
a presentation focusing on 
the challenges and bene ts 
of working with industry. She 
presented the current situation in 
the Swiss Rheuma-Liga, which 
has built up very strong and long-
term partnership and cooperation 
with the pharmaceutical industry. 
The amount of sponsoring has 
increased steadily during recent 

years, involving other areas than 
pharmaceuticals. Sponsoring is 
the main source of income for the 
organization and more and more 
projects are nanced through it.

Ms Krafft said that before starting 
negotiations with an industry 
partner, it would be important to 
know the legal environment well. 
It is also helpful to clearly identify 
the expectations of the involved 
parties, e.g. the industry partners, 
the patient organisations, and 

to determine the common and 
the non-common interests. 
Furthermore it is recommendable 
to establish written guidelines for 
sponsoring, that can be published 
on the webpage and used in 
any negotiation to provide a 
framework for negotiation.

If the collaboration with 
industry partners is handled in 
a professional way and in the 
sense of a true partnership, it 
only has advantages, becoming 
a “win-win-win” situation - the 
patient organisation can 
implement projects on the 
long-term, the industry can be 
closer to the patients or health 
professionals and support 
initiatives, that it wouldn t 
necessarily be able to realise 
itself, and last but not least the 
patients, who can bene t from 
a larger and sustainable offer of 
services.

The presentation was followed 
by an organization case study by 

Ms Souzi Makri from CYPLAR 
(Cyprus). She gave an overview 
of the history and the objectives 
of the organization and then 
she referred to the relationship 
with partners coming from the 
pharmaceutical industry and 
how her organization ensures 
transparency and bene ts for 
both sides. Also she pointed 
out that Cyplar usually follows 
the multi-sponsoring method for 
big projects in order to ensure 
transparency and independency.

Until now results have shown that 
there is very a good relationship 
between the two parts, but at 
times problems arise as the 
results of campaigns may not be 
entirely as expected due to last 
minute problems.

The abovementioned case-
study was a basis for discussion 
among the participants during 
the workshops that followed with 
the topic Collaboration with 
stakeholders  where participants 

Ms Valerie Kraftt facilitated the rst workshop and Ms Sandra 
Canadelo facilitated the second workshop which resulted to the 
formation of two of the main strategic objectives of Agora which are:

 To increase Agora s funds and the number of Agora members 
by exchanging best practices, producing a guide for successful 
fundraising within the EFPIA code, and developing one successful 
grant application for 2012, 201  and 2014.
 To establish sustainable partnerships with sponspors, health 

professionals and national and European organisations based on 
respect and common interests. 

To build up and particularly to maintain on the long-term a relationship 
with industry
Partners in the Swiss case, the following key success factors were 
essential:
 A clear communication of the rules and written agreements
 A long-term perspective of projects and services
 The reliability of involved partners
 The establishment of a clear partnership
 Creativity and open mindedness in the discussion with industry 

partners
 Professionalism when dealing with industry partners

were asked to think about their 
personal experience dealing with 
industry and other sponsors at 
national level and thinking of the 
good and bad situations that they 
had to go through. Through their 
example, common good practice 
on dealing with similar situations 
can be reached.   

The two following workshops, 
with the title  Suggestions and 
ideas for projects  were based 
on the Strategic Plan open space 

session which had occurred 
on Saturday morning and from 
which resulted a prioritised list 
of needs and objectives for the 
Agora. Participants were divided 
into two working groups. Maria 
Batziou facilitated the rst group 
and Mr Marios Kouloumas 
facilitated the second group. A 
brainstorming process followed 
for the development of a 
mind map with the steps and 
components of each speci c 
project. As a result to this 
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workshop, there was an inventory 
of the different ideas approached, 
as well as suggestions made by 
participants and the suggested 
needed materials for the 
ful lment of each project.

Mr Marios Kouloumas, Chair of 
the Agora Steering Group, ended 
the programme with some closing 
and wished all Agora members 
big success in their future 
activities.  

In the press conference that followed the new-elected president of Agora 
Ms Souzi Makri made the of cial announcement of Agora organization 
and Hon. Dr. Peter Micallef M.D., MMCFD, M.P. Specialist in Family 
Medicine, Parliamentary Assistant, Ministry for Health, the Elderly and 
Community Care and the Hon Shadow Minister Marie Louise Coleiro 
Preca welcomed the establishment of the new organization. Then the 
founding members of Agora were invited to sign the By laws that was 
given to the secretariat for the legal process of recognition in Athens.

At the feedback to the 
plenary, facilitated by Mr 
Maarten De Wit, each group 
presented some project 
ideas and the next steps 
for building the discussed 
projects in the near future. 

Also the draft of strategic 
objectives of Agora was 
presented to the group:

 To raise  awareness about the impact of rheumatic conditions on 
daily life and establish understanding and support for the needs of 
patients and their organisations

 To stimulate the education and training of patients, volunteers, 
staff and health professionals by creating opportunties to exchange 
knowledge and experience and to produce templates for educational 
materials and programs.

 To develop a set of Agora standards for good care, including 
early diagnosis and timely access to specialist care and effective 
treatments.These standards are to be shared with policy makers, 
health professionals, patients and other   involved parties.

 To increase the funds of the Agora and the number of Agora 
members by exchanging best practices, producing a guide for 
successful fundraising within the EFPIA code, and developing one 
successful grant application for 2012, 201  and 2014.

 To establish sustainable partnerships with sponspors, health 
professionals and national and European organisations based on 
respect and common interests.
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