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Newsletter    March 2006

Dear members,

It is a pleasure to present our latest MAMH Newsletter. This newsletter is meant to inform all our members on developments in medical care for people with intellectual disabilities. This should not only be a task for the board, but a possibility for all members.

For every Newsletter to come we will ask someone to present him or herself and to write something about the medical care for people with intellectual disabilities in their country. Do not wait to be asked!; we welcome all contributions.

Frieda de Meij, our administrator, has renewed our website. It is important to have up to date information on it. 

Please send information on developments in your country to the administration office.

Payment of membership fee

Recently we were informed that the current system we use to collect payments by credit card will expire at the end of the month and will be replaced by another system. We were also informed that, with regard to the number of payments we collect, the cost for the new system is far too high for our organisation. This means that as from April 1st we will no longer be able to accept credit card payments. We should be most grateful if you would kindly pay your membership fee in future by money transfer. Unfortunately we cannot accept cheques, the cost of collecting these are very high! 

Details for a money transfer to the MAMH account are as follows: 
  - account bank: FORTIS Bank Apeldoorn, The Netherlands 
  - MAMH account number: NL74FTSB 084.78.30.918 -Bic code FTSBNL2R 
  - beneficiary: MAMH, P.O box 1738, 3000 DR Rotterdam, The Netherlands 

Annual General Meeting of MAMH
Our Annual General Meeting will be held during the IASSID conference in Maastricht, The Netherlands, August 2-5. 

We would be very pleased to meet you there. Agenda, time and place will be announced later.

Round Table

Education and training for doctors in Intellectual Disability Medicine 

During the IASSID conference in Maastricht, The Netherlands we intend to organise, together with Health SIRG of IASSID, a round table about what doctors should know about intellectual disability medicine. To prepare for this meeting we have sent a questionnaire to doctors in different countries. We asked about both the present situation and what ideally we should aim for in the future. So far, we have received eleven responses. 

The Manifesto Basic Standards of Health Care for People with Intellectual Disabilities.

This Manifesto was established in November 2003 at a stakeholders conference in Rotterdam (Erasmus MC). It has received very positive comments from all over the world and has been adopted by a number of associations: the American and Australian associations have also expressed their interest in using it. In the UK it even stimulated the Royal College of Psychiatrists into a review of the health care for all psychiatric patients.  It is translated now in Dutch, Swedish, Norwegian, Finnish, Italian, German and French (see our website). It was published in “Policy and Practice” and in magazines in different countries.

Last year, at the Lahti conference, colleagues from the Nordic countries reported an investigation into the content of the Manifesto compared with the real situation in the Nordic countries. 

Geirmund Skeie from Norway wrote: “Translated to Norwegian January 2004.

Nordic survey 2004 / 2005 on the content of the Manifesto presented Lahti-conference MAMH 27 August 2005, not yet published.

Distributed to NGOs in the Nordic countries.

Distributed to Central Health Authorities in Norway.

Distributed to Specialist Health Services for children and adults.

There has been no presentation of the Manifesto in any periodical in Norway, but it has been referred to, in a coming article on habilitation (the periodical of the medical association of Norway).

Locally, in my health district, I have referred to the Manifesto in planning documents.

I have newly revised the Norwegian translation of the Manifesto, as it will, in the Norwegian version, be described and presented in a planned book on “Health and Ageing of People with Intellectual Disability”. I have been requested to write a chapter on ‘Health Services for Old People with ID” and the editorial committee want me to make references / linkages to the Manifesto.
All over I think that the impact of the manifesto has been modest till now. The need, in practical life, for such rules is urgent, and if the Manifesto could achieve any kind of official confirmation, the impact of it could perhaps be stronger”.

In Sweden some counties adopted the Manifesto as a directive document for further developments in the care for people with intellectual disabilities. A Swedish translation is available.

In Germany a new magazine, Medizin für Menschen mit geistiger oder mehrfacher Behinderung, published the German translation of the Manifesto.

In The Netherlands the Ministry of Health, care providers and parents’ organisations contributed to the development of the Manifesto in 2003. The Manifesto is not officially adopted, but is nonetheless accepted as a directive document. In 2000 the physician for people with intellectual disability (in Dutch AVG) was recognised as a new specialty. First these doctors where only available for institutionalised patients, but since 2002 also for people with intellectual disabilities who are living in community based settings. In 2005 a pact was made by the Dutch Association of Physicians for People with Intellectual Disabilities and the Dutch Association of General Practitioners. The main point in this pact is that GP’s are willing to accept intellectually disabled people, who are leaving institutional surroundings, as their patients. AVG’s are available for consultation on handicap related problems. AVG’s also advise on health watch programmes or implement these programmes themselves. The AVG works in a multidisciplinary context and has a broad network of specialised care. 

There is a growing interest in intellectual disability medicine at the universities, resulting in modules, which can be followed by medical students, till now mainly on a facultative basis.

Letter towards the European Union

In 2004 in Montpellier the board of MAMH had a meeting with Prof. Michael Seidel, who is president of MHMR (Mental Health Mental Retardation). We decided to send a letter to the European Union in order to have a meeting about medical care for people with intellectual disabilities, including mental health care. It took some time to make progress in the contacts with MHMR. Finally, February 24th 2006, we sent the letter below to Mr K. H. Florenz, president of EP Committee Environment, Public Health and Food Safety of the European Parliament:

Rotterdam and Bielefeld, February 24, 2006 

Quality of medical care for people with intellectual disabilities

Sir, 

The quality of medical care for people with intellectual disabilities, including mental health care, is still inadequate in several European Countries, not only in new member states or candidates of the European Union. That is why the European Association of Intellectual Disability Medicine (MAMH) in cooperation with the Dutch Association of Physicians for People with Intellectual Disabilities and Erasmus MC organised a stakeholder conference in Rotterdam, November 2003. Doctors, policymakers, parents and service providers succeeded in the establishment of a Manifesto: Basic Standards of Health Care for People with Intellectual Disabilities, which has been translated into several languages and published in international journals. 

Our associations, the European Association of Intellectual Disability Medicine (MAMH) (a European association of doctors who are involved in the care for people with intellectual disabilities) and the European Association for Mental Health in Intellectual Disability (founded as: European Association for Mental Health in Mental Retardation) (MHMR) (a European association of mental healthcare workers and related professionals), have to conclude that proper mental health care for these people is also frequently found to be lacking. 

The aim of our associations is to improve standards of care, whenever we can through the activities of our Boards and the work of our constituent national organisations on a professional and political level.  Progress is however, lamentably very slow.  This is why we would very much like to discuss with your committee the possibility of support on a European level. 

We would like to ask the authorities of the European Union to adopt the Manifesto as a valuable document, which can contribute to the emancipation of people with intellectual disabilities. European Union recognition would significantly strengthen the case that professionals make towards their governments when trying to augment standards of care. 

We also would like to discuss the possibility of support from the European Union in projects, especially for former Eastern European countries, to improve the health care for intellectually disabled people.

We would be very grateful for an invitation for a meeting with your committee to discuss these issues more in detail and to look for common activities. 

Sincerely yours,

Frans A. Scholte, MD (Rotterdam/NL), 

president of the European Association of Intellectual Disability Medicine (MAMH)

Prof. Dr. Michael Seidel (Bielefeld/D), 

president of the European Association for Mental Health in Intellectual Disability (MHMR)

Frans Scholte, president,

Frans.Scholte@mamh.net
Peter Martin, secretary

Peter.Martin@mamh.net
Administration

Frieda de Meij

administration@mamh.net
Website: www.mamh.net
