The 19th GAMIAN-Europe
Annual Convention
DIGITAL CAPACITY BUILDING OF
MENTAL HEALTH ORGANISATIONS
Budapest, Hungary
22-24 September 2017

Post Convention Report

With the support of:

GAMIAN-Europe Annual Convention, Budapest 2017

GAMIAN-Europe Annual Convention 2017:
Digital Capacity Building of Mental Health Organisations
Summary
Over 40 representatives from patient organisations, GAMIAN-Europe board members and other
stakeholders travelled across Europe to the GAMIAN-Europe Annual Convention in Budapest, hosted by
Awakenings Foundation. During workshops and keynote speeches, the participants discussed and shared
learnings and opinions on ‘Digital Capacity Building of Mental Health Organisations’. Patient
organisations, currently focusing mostly on websites, newsletters and Facebook, are struggling to take
their digital communication to the next level, hindered by a lack of human and financial resources. To solve
this, training should be provided to allow members to develop their digital expertise, and interorganisation communication should be increased to extend the reach of dissemination. Most importantly,
when communicating to patients and public, it is crucial to translate the (scientific) content into a language
that everyone can understand.

The Patient Advisory Board

‘Nothing about us without us’: the value of patient representation in research
On Friday 22nd of September 2017, the meeting
kicked off with the Patient Advisory Board.
GAMIAN-Europe’s Christine Marking and Erik Van
der Eycken shared the current states of five
collaborative research projects. The projects
Mastermind and E-compared were a good
introduction to the digital theme of the event.
Mastermind has defined the barriers and success
factors of using computerized cognitive behavioral
therapy using video conferencing. Results will now
be implemented in the ImplementAll project. Ecompared, on the other hand, compares the
clinical efficacy and cost effectiveness of internet based versus traditional treatment in 8 European
countries. For many of the 14 research partners, this is the first time a patient organisation has been
included as a partner and they agreed that GAMIAN-Europe has been an invaluable member in the
consortium. Their contribution, for example in the development of information materials for patients, was
indispensable. GAMIAN-Europe has been involved in research projects for over 3 years. Inclusion of
patients or end users in mental health research is an EU requirement. Representing many European
patient organisations, GAMIAN-Europe is the ideal research partner to ensure ‘Nothing about us without
us’.
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The constructive discussion that followed focused on how the activities and research findings can be
further disseminated to the public. Information is included in the quarterly GAMIAN-Europe newsletter,
but a database of research projects on the website would be beneficial. For any communication, it is
critical that the scientific language is translated into lay language the broad public can understand, but
also that messages are short and concise so people are not overloaded with information. The patient
organisation can then distribute the information to their audience at the frequency and through the tool
(newsletter, website or other) most appropriate for their local setting.
Patient Advisory Board presentations available here

European Personality Award

Hilkka Kärkkäinen, President of GAMIAN-Europe, and Dr. Roberto Mezzina, who was awarded the European
Personality Award

The first day ended with the presentation of the European Personality Award by Hilkka Kärkkäinen,
President of GAMIAN-Europe. Dr. Roberto Mezzina was awarded for his work on the creation of a network
of alternative community services in Trieste, Italy. By including user involvement at every step and
deinstitutionalizing the healthcare services, patients are supported in their daily lives with a view towards
total recovery and social inclusion. Find more information on www.gamian.eu
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SESSION 1
Introduction and Opening
On Saturday 23rd of September the 1st session was introduced and chaired by Raluca Nica, Vice president
of GAMIAN-Europe, who highlighted the importance of technology to increase visibility and efficiency.

The Patient View Benchmark: the digital potency of patient organisations
Dee O’Sullivan, Managing Director of myhealthapps.net and Patient View shared the results of the Patient
View Benchmark report that analyzed the digital potency of patient organisations using 8 indicators. The
importance of patient groups was highlighted in her introduction, which gave examples of how patient
groups are influencing government policy and should be involved in every step of decision making (such
as pricing or service creation).
Mental Health Patient organisations score high on provision of healthcare services,
but low on fundraising for medical research
The Patient View Benchmark was last updated in 2014. But how do patient organisations focusing on
mental health compare to those working on other health conditions? The answer was provided using the
8 benchmark indicators: Business acumen, Communication (via electronic media), Range of services
provided, Networking with other healthcare stakeholders, Scale of networking with peer organisations,
Reputation, Impact on national health policy and Perceived hurdles. Mental health organisations scored
well on having a vision & mission statement, and operating on a business plan. Most of the mental health
organisations have a website, and there is a big increase in presence on Facebook and Twitter.
Unsurprisingly, mental health patient organisations scored high in provision of healthcare services,
supplying information to patients and public and offering peer-to-peer support. Fundraising for medical
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research, on the other hand, was scored lowest of all illness areas included. On the topic of networking
with healthcare stakeholder, there is a lot of opportunity to improve, including networking with scientific
bodies, specialists, and general physicians. Networking with other patient organisations is done more
frequently, as mental health organisations scored third, only leaving HIV and rare disease patient groups
before them. Finally, 42% of mental health patient organisations feel they have an impact on health policy,
ranking third among the different diseases areas.
The report identifies major barriers that have limited the patient organisations from reaching their goals.
These hurdles include lack of funding, access to medicines, public apathy, indifferent media,
uncooperative medical professionals and lack of research investment. Comparing the results to the 2012
Benchmark report, mental health has gone from 5th place to 10th place for overall potency, making
mental health patient groups the least effective type of patient group at providing services to patients.
Explanations can be found in the downturn in funding, declining relationship with healthcare professionals
and reduction in networking.
Suggestions for improvement include better harnessing of social media, improving networking with other
healthcare stakeholders and greater unification among mental health patient groups. Smaller patient
groups can focus on the engagement with their members, which can be done quickly and cheaply;
whereas larger organisations should target engagement with government.
Most patient organisations spend less than 10% of their annual budget on
creating content for digital media. Lack of resources and expertise or
knowledge on digital media are major hurdles.
To have access to Ms O’Sullivan’s presentation please click here
Aikaterina Nomidou, Secretary General of GAMIAN-Europe, presented the results from the survey on
GAMIAN-Europe members’ digital capabilities. GAMIAN-Europe members mostly use website, email and
newsletter for communication, but new tools such as Skype, Twitter and LinkedIn are being used more
and more. Most organisations spend less than 10% of their annual budget on creating content for digital
media. Lack of resources was identified as the main obstacle for improvement. Another hurdle is lack of
expertise or knowledge on digital media. Members indicated that workshops or other form of training
would be appreciated to improve their digital skills. An online tutorial will be developed by GAMIANEurope to overcome this hurdle, and Facebook groups will be set up to promote inter-organisation
communication.
Clear recommendations were formulated to allow the members to improve their digital capacity. For
fundraising, key aspects are: a modern visual website, transparency in the specific purpose of fundraising
events, and keeping in touch with donors. Regarding digital advocacy, the main focus should be the
development of a specific advocacy strategy, digital networking between organisations and engaging in
online campaigns.
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Aikaterina ended her presentation with GAMIAN-Europe’s achievements and goals within the digital
space. GAMIAN-Europe aims to reach 1K Twitter followers in 2018 and design a new, modern and
interactive website. Other upcoming activities include the development of a mood app with CMAST and
a video to raise awareness on mental health issues.
The presentation was followed by an open discussion by GAMIAN-Europe members which actively
participated sharing their involvement experience in digital platforms such as Facebook and Twitter and
how the mental health organisations they were representing are using the digital communication to
advocate.

Left, Leo Finn from Anoiksis (speaking) Right, Aggeliki Zampnari, ADHD Hellas, Deborah Roebuck, Otsuka and
Stephania Dimench Sant, Richmond Foundation

Speaking: Hellen Bennett from HAFAL sharing member’s organisations’ experience in digital involvement

To have access to the result of the GAMIAN-Europe Survey on Digital Capabilities please click here
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Workshop sessions on digital capabilities
After the presentation, the attendees were divided into three groups, where each could focus on a
different aspect of digital capabilities in the workshop session.
Workshop 1: what are the needs of GAMIAN -Europe members to start up digital
platforms? What support would the members need from GAMIAN -Europe?
Workshop 1 started with a roundtable discussion on the current digital capabilities of the different
organisations. The feedback from the members confirmed the survey results: website, Facebook and
newsletter are the most frequently used platforms, and the lack of human and financial resources were
the main hurdle to improve the digital presence of the members. New tools, such as Skype and webinars,
are being used more and more. Workshop attendees suggested the set-up of a learning centre among
members, where questions can be asked and more experienced members can share their expertise. A
mapping of GAMIAN-Europe members’ expertise shows an array of capabilities that can be shared:
Web site: Leo, Itzvan; Facebook: Erik, Aggeliki, Itzvan; Newsletter: Erik; E-mails: Leo, Itzvan, Aggeliki;
Webinars: Urve; Skype; Aggeliki, Erik; Videos: Aggeliki, Erik; Linked-In: Aggeliki; Twitter: Aggeliki, Erik; Chat
Forum: Erik
The support GAMIAN-Europe can provide to the members can be summarized as followed:
o Guidance on rules and restrictions on content creation as mental health is a medical area
o Guidance on complying with privacy regulations
o General sponsorship to increase capacity
o Surveys to know what the members need and reinvent the platform accordingly
o Set-up of chatroom or members only area to stimulate inter-partner communication
o Leverage capabilities among the members for multi-lingual communication
o Online tutorials on digital tools like Facebook
o Set-up of partnerships with different patient groups to increase the number of followers
Workshop 2: what are the three recommendations in the digital space GAMIAN -Europe
can provide to support World Mental Health Day in the workplac e?
The main recommendation to support World Mental Health Day in the workplace was to initiate
partnerships, e.g. with other alliances like Fit For Work or Mindful Employer, to ensure mental health
patients have the opportunity to become employees as well. Or partnerships with employers to give
lectures about the impact and cost of mental health at the workplace.
GAMIAN-Europe’s support is needed to determine the cost of someone who cannot work due to mental
illness, to encourage attention going towards prevention. Finally, the importance of a new website
including materials on good practice was highlighted, including translation to lay language and local
culture.
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Workshop 3: How can we use technology to support fundraising?
During the third workshop, participants were divided into three small groups to discuss how technology
can be used to support fundraising. The workshop formulated one key question that should be answered:
What will WOW people? Current methods used for fundraising include the use of email, Facebook,
crowdfunding and government initiatives. Using technology could make the fundraising process much
more effective. They key aspect to consider is the ease with which donations can be made. Websites
should include donation buttons, where donations can be made with a limited number of clicks. Suggested
amounts could be included to facilitate the donation process, and by linking the amounts with specific
activities for which the donation will be used is highly appreciated by the public. An easier and quicker
way to donate is using SMS texts. And a final aspect that should not be forgotten: thank the donors for
their contribution to give them a positive feeling about their action.

Participants brainstorming on the different aspects of digital capabilities and how to improve them as part of
workshop 1 (top left), workshop 2 (top right) and workshop 3 (bottom left). Bottom right: István Gallai and Dániel
Merey discussing their experiences visiting the European Medicines Agency in London.
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SESSION 2

Empowering patients in the EU

EPF General Nicola Bedlington, Secretary General of European Patients’ Forum (EPF)

The afternoon session, chaired by Robert Kristof, Board Member of GAMIAN-Europe, started with a
presentation by key speaker Nicola Bedlington, Secretary General of European Patients’ Forum (EPF). EPF
is an independent and non-governmental umbrella organisation and has been the EU patients’ voice since
2003. They strive for equal access to high quality, patient-centred healthcare for all patients with chronic
conditions, focusing on patient empowerment and access to quality services. Their advocacy work has
helped make the EU legislation more patient-centred and the inclusion of patient perspective in the soft
policy on quality of care.
In 2016, EPF performed a survey on access, which lead to the five areas of action: access to quality of care,
sustainable investments in health, encouraging affordability of healthcare products, implementing a
holistic range of healthcare services and ending discrimination.
EPF’s 2017 campaign on access to healthcare calls on decision makers to commit to a long-term vision
where equal of access and universal health coverage is a reality for all patients in the EU. By focusing on
pricing, patient education, patient involvement in R&D and interacting with regulators, EPF impacts the
European healthcare framework to include the patient perspective in every step.
Download full presentation here
The last presentation of the day was given by István Gallai and Dániel Merey, Members of Awakenings
Foundation, who shared photographs and experiences of their visit to the European Medicines Agency
(EMA) in London. They received training about the medicines life cycle and opportunities for patients to
express their opinion. Patient involvement has always been at the core of EMA, as real-life experience in
the daily use of medicines is critical. Patients are therefore included as members of scientific committees
and other boards and consulted in discussions, document review and preparation of guidelines. The
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importance of clear, comprehensive language was also highlighted, a topic that has come up multiple
times during the Annual Convention.

The Pedro Montellano Good Practice Award
During the dinner, apart from the show of traditional Hungarian gypsy music and dance, the Pedro
Montellano Good Practice Award was awarded to Welsh organisation Hafal for the Gellinudd Recovery
Centre project. The aim of the project is to facilitate recovery for the guests using a holistic, whole-person
approach. Each guest determines their recovery goals in comprehensive care and treatment plans, which
covers multiple life areas such as treatment, work, caring relations, finance, social and many more.

Left: Hafal’s Helen Bennett receiving the Pedro Montellano Good Practice Award from GAMIAN-Europe’s Raluca Nica.
Right: group picture of the Annual Convention participants at Awakenings Foundation.

On Sunday 24th September 2017, last day of the Annual Convention, the host organisation Awakenings
Foundation welcomed us at their headquarters in the centre of Budapest. The Foundation is a day clinic
where patients can form self-help groups to support each other. They also provide trainings to become
expert by experience, which they hope to develop into a university degree. Dr Andrea Bodrogi, Chief
Addictologist, gave us insight into the world of drug addiction and drug abuse, focusing on alcohol. Apart
from therapy, Awakenings Foundation also aims to teach healthcare professionals about screening and
brief intervention.
The last presentation of the event was given by Dr Judit Harangozó, Head of the Foundation and Chief
Psychiatrist, discussing depression, life trauma and stress. And with this presentation, the GAMIANEurope Annual Convention 2017 came to an end.
Only positive words can be used to describe this event, which was filled with information, education,
discussion and fun. It is clear that the GAMIAN-Europe members have the wish to improve their digital
capabilities. Training and resources have been identified as the key gaps to reach this goal. The facilitated
workshops were a great tool to obtain input from the members, which will be used to further develop the
next steps towards further digitalization.
Prepared by Anneleen Vuchelen, CMAST
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PARTICIPANTS
Name

Last Name

Organisation

Country

1

Bert

Aben

VMDB

The Netherlands

2

Cecilia

Angulo

GAMIAN-Europe

Belgium

Nicola

Bedlington

European Patients’ Forum

Belgium

Helen

Bennett

HAFAL

United Kingdom

3
4
5

Daniel

Cernik

KOLUMBUS

Czech Republic

6

Yoram

Cohen

Enosh

Israel

7

Wilfriend

Danschotter

Ups & Downs

Belgium

8

Stephania

Dimench Sant

Richmond Foundation

Malta

9

Marko

Ferek

ADHD-Europe

Croatia

10

Leo

Finn

Anoiksis International

The Netherlands

11

Istvan

Gallai

Awakenings Foundation

Hungary

12

Dolores

Gauci

Richmond Foundation

Malta

13

Andrea

Gecse

Awakenings Foundation

Hungary

14

Simone

Gynnemo

Balans

Sweden

15

Ajnes

Hajdu

ADHD Europe

Croatia

16

Wes

Himes

Instinctif Partners

Belgium

17

Katalin
Judit
Kristina

Hajdu
Harangozo
Jandrić

ADHD Europe
Awakenings Foundation
Sunrise

Hungary
Hungary
Croatia

18
19
20

Hilkka

Karkkainen

GAMIAN-Europe

Finland

21

Aadt

Klijn

Anoiksis International

The Netherlands

22

Robert M.

Kristof

Awakenings Foundation

Hungary

23

Jose

Lima Tores

ADEB

Portugal

24

Christine

Marking

GAMIAN-Europe

Belgium

Daniel

Merey

Awakenings Foundation

Hungary

Roberto

Mezzina

Mental Health Department Trieste

Italy

25
26
27

Marinella

Mitica

Romanian League for Mental Health

Romania

28

Matt

Muijen

GAMIAN-Europe

The Netherlands

29

Luis Manuel

Nascimento de Oliveira

ADEB

Portugal

30

Raluca

Nica

Romanian League for Mental Health

Romania

31

Aikaterini

Nomidou

SOFPI N. SERRON
ADDISS

Greece

32
Sharon

O’Dell

33

Nigel

Olisa

GAMIAN-Europe

Belgium

34

Dee

O’Sullivan

Patient View

Belgium

35

Judit

Pettko

Hungary

Urve

Randmaa

EASO Patient Council
Estonian Mental Health
Association(EMHA)

36

United Kingdom

Estonia
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37

Boštjan

Repnik

OZARA

Slovenia

38

Deborah

Roebuck

United Kingdom

Elise

Torossian

Otsuka - Europe
Advocacy Group for the Mentally Ill
AGMI

Erik
Anneleen
Russell

Van der Eycken
Vuchelen
Workman

GAMIAN-Europe
C-MAST
HAFAL

Belgium
Belgium
United Kingdom

Aggeliki

Zampnari

ADHD HELLAS

Greece

39
40
41
42
43

Cyprus

AGENDA
Digital Capacity Building of Mental Health Organisations’
GAMIAN – Europe Annual Convention & General Assembly
22 –24 September 2017

Friday, 22 September 2017
Arrival of Board Members and participants with networking coffee
15.00 – 16.30: Patient Advisory Board
16.30 – 18.30: Board Meeting
19.30 – 21.00: Dinner and European Personality Award presented by Hilkka Kärkkäinen, President of
GAMIAN-EUROPE

Saturday, 23 September 2017
07.30 – 08.45: Delegate's Breakfast
First Session
Badge pickup & workshop registration
Chaired by Raluca Nica Vice president of GAMIAN-Europe Board
09.00 – 09.05: Welcome by Hilkka Kärkkäinen, President of GAMIAN-Europe
09.05 – 09.15: Introduction by Dee O'Sullivan Managing Director of myhealthapps.net (Patient View)
09.15 – 09.40: Digital communication: how do mental health organisations fare in comparison to other
health condition?
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Presentation of Patient View benchmark report
Focus on a few Best Practice cases

09.40 – 10.10: Overview of GAMIAN-Europe’s digital capabilities and recommendations introduced by
Aikaterina Nomidou, Secretary General of GAMIAN-Europe


Overview of the results of the survey on digital capabilities



Three things your organisation can do in digital to support fundraising (how much it costs and
how long it takes)



Three things your organisation can do to support digital advocacy and communication (and how
much it costs)



What is GAMIAN-Europe’s plan in digital communication and support to members?



What are the upcoming projects and campaigns that members can join?

10.10 – 10.30: Coffee break
10.30 – 11.30: Workshop


Workshop 1: what are the needs of GAMIAN-Europe members to start up digital platforms?
What support would the members need from GAMIAN-Europe?



Workshop 2: what are the three recommendations in the digital space GAMIAN-Europe can
provide to support World Mental Health Day in the workplace?



Workshop 3: How can we use technology to support fundraising

11.30 – 12.00: Presentation of the workshop's outcomes by facilitators
12.00 – 13.30: Lunch Break
Second Session
Chaired by Robert Kristof, Board Member of GAMIAN-Europe
Key speaker: Nicola Bedlington, Secretary General of European Patients’ Forum (EPF)
14.00 – 14.20: What role can patient organisations play to improve access to health care? (EUPATI
perspective) and what is the role of patient organisations in European Medicines Agency
(EMA) and Health Technology Assessment (HTA)
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14.20– 14.40: Perspective from GAMIAN-Europe: our role in European Medicines Agency (EMA) Why it
is important? What do we get out of it and what is the role of our members? Speakers:
István Gallai and Dániel Merey Members of Awakenings Foundation
14.40 – 15.00: Discussion Q&A from participants
15.00 – 15.10: Closing of the Session by Dr. Matt Muijen, Board Member of GAMIAN-Europe
15.10 – 15.40: Coffee break
15.40 – 17.40: General Assembly chaired by Dolores Gauci, Board Member of GAMIAN-Europe
17.40 – 18.10: Best practice discussion: Presentation of best practice applications from member
organisation that applied for the GAMIAN-Europe Pedro Montellano Good Practices
award 2017
19.30 – 21.30: Dinner and presentation of Pedro Montellano Good Practice Award at the Academy Club,
Budapest

Sunday, 24 September 2017
Visit the Headquarters of Awakenings Foundation and discussion on Mental Health in Hungary and
neighbouring countries - Venue: Awakenings Foundation
07.00 – 09.00: Delegate's Breakfast and check out at the Park Inn by Radisson Hotel
09.30 – 09.45: Departure- Bus transfer arranged by GAMIAN-Europe
09.45 – 10.00: Arrival of participants at the Awakenings Foundation HQs
10.15 – 10.30: Welcome by Patients and the Head doctors
10.30 – 11.00: Meeting patients and Staff, visit of the premises incl. the Art Studio
11.00 – 11.20: Presentation by Andrea Bodrogi, Chief Addictologist
11.20 – 11.40: Presentation by Judit Harangozó, Head of the Foundation, Chief Psychiatrist
11.40 – 12.00: Discussion
12.00 – 14.00: Informal buffet lunch, networking and departure of participants
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No health

without mental health

Follow us on Twitter, Facebook & LinkedIn
@GamianE
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