GAMIAN Conference report - 22 October, 2010 - 23 October, 2010

Strengthening the Patient’s Voice in the Improvement of Mental Health care

GAMIAN’s thirteenth Annual conference was held in the city of Lisbon, capital of Portugal. Almost 60 delegates from 22 countries representing 29 agencies were in attendance, as well as a number of representatives from several interested corporations.

Conference registration was followed by the opening ceremony, welcoming the delegates to Lisbon.  

The GAMIAN Europe award was given to Mr. Jurgen Scheftlein for his work with DG SANCO, of the European Commission. He responded with a short speech commending GAMIAN Europe for its many years of work in promoting the interests of patients and families affected by mental illness. An elegant party followed, to start the conference.

Friday 22 October 

Dolores Gauchi, President of GAMIAN Europe, welcomed the delegates. She thanked the host association, Associacoa de Apoio aos Doentes Depressivos e Bipolares, for their part in making the arrangements for the conference. Their representative, Pedro Manuel Ortiz de Montellano, welcomed the delegates and then introduced the Minister of Health for Portugal, Ana Jorge. 

In her comments to the conference, the Minister highlighted the role of non-governmental associations and their importance in mental health politics, decreasing stigma and creating means to integrate patients in the community in Portugal, and indicated that mental health was one of the priorities of the Portuguese National Health Service since 2007. Her Ministry has an ambitious plan to reform and redistribute the existing resources to provide better service for Portuguese citizens. These reforms would affect not just medical but social services as well. In particular were the needs of children and adolescents. One focus was the need to provide transition of patients to hospitals only when absolutely necessary, allowing more to stay in their own homes. Portugal’s own ADEP was cited as a model of cooperation.

Minister Jorge also discussed another concern of her ministry, the inappropriate use and overuse of prescription medications that can sometimes become a hazard to patients’ health, as well as significant financial cost to the healthcare system. She indicated that the ministry were outlining strategies and mechanisms to combat this, while ensuring that those who need the medications can receive it.   She finished by wishing the conference success.

The morning session then continued with a presentation by Georgina Elena Pascu of Romania’s Centre for Legal Resources, who presented Developing Clear Objectives for the Organization She spoke on the need for organizations to develop clear objectives and guidelines. This theme was echoed by several of the following speakers. She cited several examples, comparing NGO’s to businesses, and stressed the need for being objective and outcome focused, extremely realistic and clear about what the organization wanted to do, and how to measure success.  

Following Ms. Pascu, Dolores Gauchi of the Richmond Foundation of Malta spoke on Making the Vision at Reality: Implementing Your Plans, with a very concise and detailed discussion on how organizations can implement their goals in successful ways, while managing all the various issues that arise, including planning, staffing, financial management and programming. She touched on the need to know what services one wanted to provide, and on acquiring and keeping staff members of high calibre.  She also spent some time on resources; the necessary work of grant solicitation and maintenance, critically important for all of our organizations. Ms. Gauchi ended by commenting on the need for effective organization and accountability.

Koos van der Span, Chair of the Dutch bipolar organization, VMDB, discussed Fund Raising, a topic of obvious and continuing interest to our members.  He outlined the current situation in the Netherlands, and the role of the VMBD with KenBIS, the Dutch Knowledge Foundation for Bipolar Disorders, a role that appeared to be both complementary and quite successful.   The Dutch experience was described, including the various avenues for support, and the approach that VMBD takes in approaching donors successfully.  He outlined the need for effective information and its benefits in reduced health and social costs. Among his points was the need to be properly prepared and well-organized, with a clear request and good follow-up and information. He finished with a simple formula: plan + profit + presentation = a good proposal, which is the way to success.

Sotiria Drivalou, of KINAPSI, the Brotherhood Movement of People with Mental Health problems based in Greece talked about some concerns in the area of fund raising, and the challenge of accepting Pharma money. This was followed by a video presentation on the Greek organization SOPSI, the Pan-Hellenic Associations of Families for Mental Health by its president, Petros Andronikos.

The afternoon plenary session was a workshop, Becoming Advocates: Representing the Needs of Your Patients: Facing Challenges

The major focus was on how can we increase the strength of our organizations? Much of the discussion revolved around the need for more financial resources, always a troubling issue for all participants. There were lots of interest but few stories of real success.  Some of the ideas and points raised were:

- fund raising through service payments

- putting a value to everything that you do

- giving training to the community

- approaching the media

- using international convention provisions regarding users’ involvement in service provision

- responding to events that involve mental health or illness through press releases

Friday’s activities ended with a dinner at an well known Lisbon restaurant, where Portuguese delicacies were featured.

Saturday, October 23

Saturday began with a speech by Dr. John Bowis, on the topic of influencing governments and policy makers contributing to and influencing health care policies.

On behalf of Christina Marking, GAMIAN’s representative in Brussels. Paul Arteel made a presentation on Effective Advocacy: Ten Golden Rules. This focused on the skills of lobbying and advocating for one’s organization and cause in the most effective way possible. Based on her extensive experience in Brussels on behalf of GAMIAN and other organizations, Ms. Marking’s presentations highlighted the importance of effective lobbying and ten rules that she feels are required to ensure success. Among them were: having a clear strategy, building your own information network, keep focused on mutual benefit, and speak with one voice and build coalitions. All of her points were equally applicable at national and regional levels as they are at the European Union level.

Bosmat Admon made a presentation on behalf of ENOSH, the Mental Health Association of Israel, and highlighted a successful solution to a major funding challenge that faced that Association. Swift action involving a number of related organizations prevented a serious funding cut to all of the associations involved in Israeli mental health.

Prof. Vladimir Rotstein of Public Initiatives of Psychiatry made a presentation, Building Strategic Alliances with Patients and Professional Organizations. Reminding us of the famous tale of the blind men and the elephant, he made a strong point that both patient groups and those of professionals in the field could benefit from cooperation with each other. Two groups were compared were cited around the issue of making hospital stays easier: patients from Moscow Mental Hospital #1, and professionals from the University Hospital in Eau Claire, Wisconsin, U.S.A.  Patients from both countries expressed similar opinions to each other, as did doctors, and nurses. However, the opinions of each of the three groups varied significantly from each other, demonstrating a lack of cooperation. The main obstacles for cooperation were: conscious or subconscious professional snobbery, conscious or subconscious hyper compensation of patients’ self-stigmatization. 

Linda Weishart and Katherina Ossenberg from Hill and Knowlton, the international public relations company, gave a presentation on Building Strategic Alliances with Private Companies.  Their firm has extensive experience in representing companies and organizations of all types, from trade associations to pharmaceutical companies, patient organizations and healthcare professional groups. They emphasized a number of valuable points, including the rising number of political initiatives that involve mental healthcare in Europe, and described several ways to engaging the private sector for both support and assistance. The need for accountability, a code of conduct and clear decision making processes were highlighted, and strategies on who, and how to approach possible corporate partners were discussed. The differences between project-related, and general support were also brought up, with some ideas on how to promote long term involvement with possible sponsors.

The final portion of the conference was a plenary session, Becoming Advocates: Representing the Needs of your Patients: Finding Solutions

Drawing further on the theme of how we can increase the strength of our organizations, the focus was on discussing solutions to many of the problems previously addressed.

Some of the ideas and points were:

- Get a voice if you want to be heard

- get together with other organizations in order to be more powerful and get a response from government

- get alternative sources of funding

- the difficulty in getting and keeping media exposure

- train users in working well with media

- the reluctance of employers to hire people with mental health problems

- even if legislation is in place, it is not enforced. 

The education portion of the conference was followed by the General Assembly of GAMIAN, and voting for the election of the new board of directors.

A magnificent farewell dinner was held within the confines of Lisbon’s famous Fort St. George. Entertaining us during the dinner was a Portuguese Fado singer, accompanied by traditional musicians playing mandolins, hosted by Pedro Manuel Ortiz de Montellano.

