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CARITAS MALIA EPILEPSY ASSOCIATION

ON THE SIDE OF PEOPLE IN NEED
INTRODUCTION

The Caritas (Malta) Epilepsy Association was set up In 1996, in order to help people who have the condition and their families.
It IS estimated that In the Maltese Islands there are over three thousand persons who have epilepsy. At the moment the
association has about 235 members of whom 160 have the condition themselves.

AIMS

The mission of the association Is to improve the quality of life for people with
epilepsy.
The association’s aims and ideals are:

1. To promote public awareness and education about epilepsy and the needs
of people who have the condition.

2. To improve the public image of the person with epilepsy.

3. To enhance the self-image, self-confidence and self-reliance of people
with epilepsy.

4. To stifle local discrimination of people with epilepsy and minimise the
soclal consequences brought about by epilepsy.

5. To counsel and educate persons with epilepsy and their families or their
legal guardian/s on coming to terms with and adapting to the condition.

6. Topresenttheinterests, rights, needs, grievances and problems of persons

with epilepsy to the notice of policy makers.

To promote the exchange of information with other organisations.

To co-ordinate with other persons wishing to form other organisations

for the welfare of persons with epilepsy and/or Caritas (Malta) Epilepsy

Association their families or their legal guardians.

9. To encourage and promote research.

ACTIVITIES

All these aims are achieved through the association’s activities:

o N

I Talks and interviews on local radio, TV stations and dally papers.

I Press releases on local newspapers.

I Printing and distribution of leaflets on various aspects of epilepsy Iin schools, hospitals and clinics.

I A one hourvideo film about epilepsy in Maltese, describing the various types of seizures, medication and local experiences.
This video Is being shown In schools and sold to various organisations.

I Various meetings with the Health Authorities, Ministries of Health and Social Policy regarding improvements at Mater Del

Hospital with respect to equipment and service and also for the keeping of a register for statistical purposes in order to

know better the number of persons with the condition.

Membership with IBE and local Federation of Organisations for Persons with a Disability.

Freqguent committee meetings and monthly group meetings.

Fund raising activities.

Participation In EYIE activities and attendance at international conferences.

Setting up a youth branch within the organisation.

Choosing the 14th February as the National Epilepsy Day.

Printing and distribution of leaflets on various aspects of epilepsy in schools, hospitals and clinics.

National Epilepsy Conference inaugurated by His Excellency the president of Malta Prof Guido de Marco on the 3rd November

2001, with Mr Philip Lee and Ms Hilary Mounfield as special guest speakers.

I National Epilepsy Conference inaugurated by His Excellency the president of Malta Profs Guido de Marco on the 2nd February

2003 with Mr John Bowis and Mr John Chaplin as special guest speakers.

Hosted IBE 9th European Conference on Epilepsy ‘Focus on Change’ at the March 2004

Co-ordinator of EU Grundtvig funded project: Curriculum development for PAMs In epilepsy

National Epilepsy Conference February 2008 with Prof Martin Brodie and Dr Greg Rogers as special speakers

Organization of Inservice training courses for teachers and learning support assistants in conjunction with Ministry of

Education.
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MONGOLIAN EPILEPSY ASSOCIATION

YNAAHBAATAP

Dear outstanding person,

By using this precious occasion meeting you In Budapest, let me express my
warmest greetings to all of you on behalf of Mongolian Epilepsy Association,
their members, hundreds of person with epilepsy as well as their families.

Mongolia Is the country with the vast territories (1.5 million square kilometers)
and small and widely spread population (about 2.6 million), which has adopted
In 1990 the democratic governance.

During this process of transition to market oriented economy from the centrally
planned one, our country’s economy Is facing hardships as well as the health
organization and hospitals.

Despite these hardships, we — doctors still sincerely continue to do our best for
the health of our people, overcoming all financial and other constraints. There are
SO many pending Issues In our country in regard to health, care and treatment
of patients with epilepsy as well as their social issues.

International organizations engaged In epilepsy such as ILAE and IBE, their
management and all employees have granted to our organization and our country
their selfless and heart full support in developing In recent years the epilepsy
care of Mongolia.

In 2007 and 2008 MEA have successfully implemented “Quality of Life
Program” — Improving public knowledge for epilepsy in Mongolia which supported
by the Promising Strategies Program of the International Bureau for

Epilepsy.

This 1s why, we’d like to express our utmost gratitude and thanks for this support
and express our belief that this support and cooperation shall be prospering In
the future.

Our sincere wishes for the successful completion of this important event solving
many important Issues.

Let me extend all the best wishes and health to all doctors, experts, employees,
supporting people and organizations as well as sponsors for their support and
assistance.

God bless all people with epilepsy.
Thank you '-'l A "Ml\lilillllll [JMILERE
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THE MOROGGAN SOCIETY AGAINST EPILEPSY (MSAE

SIDE BY SIDE WITH EPILEPTIC PATIENTS IN MOROCCO
AUTHORS

Harkani Abdellatif * and Kissani Najib ?

Epilepsy still constitutes a serious health problem in Morocco its prevalence
IS estimated at 1.1% (1), the great majority of our epileptic patients have a
very poor knowledge about epilepsy and most of them resort to unorthodox
methods especially in rural areas, on the other hand our patients suffer from
professional and social discriminations.

The MSAE, an non-lucrative association, was created to promote and improve
the management of epilepsy, to sensitise patients, their families and all
persons concerned by epilepsy to eradicate the distort beliefs about epilepsy,
to collaborate with regional and other national societies involved In epilepsy
and of course to support patients and their families to overcome all kind of
material, social and professional difficulties.

TRYING TO COVER NOT ONLY SOUTHERN MOROCCO

Since Iits creation In November 2001, our society was regional (regional
league against epilepsy in Marrakech and its countryside), and since 2005,
It becomes a national soclety having In charge the coverage of the national
territory, because of the inexistence of any society implicated in social aspects
of epilepsy (illustration 1).

lllustration 1: Progression of coverage of national territory since 2001.
lllustration 2: Organizing committee of the last scientific journey.

lllustration 3: The MSAE Implicates successfully young doctors, medical
students and nurses In the organization of social journeys.

lllustration 4: Active participation to the last social and scientific journey, June
the 9th 2007.

lllustration 5: Scientific meeting for general practitioners.

THE PERSPECTIVES OF MSAE

IN SHORT TERM, MSAE will consolidate its main priorities: on one hand, educate and
Inform general public and sensitize epileptic patients and their families; and on the
other, improving the management of epilepsy in Morocco, especially in cities without
neurologist with the partnership of general practitioners.

Since December 2006, patient’s cards and brochures were distributed to all adherents;
and during 2008, posters in Arabic, informing about epilepsy, highlighting bad aspects
of traditional practices and showing good and bad attitudes.

We will start video projections In public transport and spot TV programs about epilepsy,
to assure more sensitization concerning epilepsy.

IN MEAN AND LONG TERM, WE EXPECT MSAP will cover more than 70 of
Moroccan territory, and will create delegations In other big cities; a bimonthly
bulletin will be set-up to keep adherents and practitioners updated.

We expect to update the driving licence legislation for epileptic patients.
MSAP will better collaborate with the Moroccan League against Epilepsy, to
decentralize epilepsy surgery iIn Morocco as It remains concentrated only In
Rabat city.

In the end, we hope to establish good relationship between other neighbouring
countries, North African, francophone, and especially sub-Saharan countries,
to share and also to diffuse our experiences.

MSAE HAS CHOSEN TWO STRATEGIES

A-COVERINGFARCITIESWITHOUTNEUROLOGISTBYSPECIALIZED REGULAR
CONSULTATIONS: Morocco, as the other North African countries, suffers from
the inequitable repartition of neurologists on the national territory; this situation
makes difficult the access to specialized consultations for people living In
small cities and rural areas, especially in southern Morocco (less than 10% of
neurologists for 30% of Moroccan citizens).

We started since April 2006 by insuring four monthly specialized consultations
In cities without neurologists. In the end this initiative will prevent people from
expensive displacement to Marrakech. This approach will attenuate on the
other hand medical demand In the neurology department of Marrakech and
could assure a better management of neurological diseases In general and
particularly epilepsy in cities without neurologists.

B-WORKING SIDE BY SIDE WITH GENERAL PRACTITIONERS: because of the
big number of epileptic patients in Morocco, the small number of specialists
and the feeble implication of general practitioners in epilepsy management,
we realize that the best way to Improve management of epilepsy Is to focus on
general practitioners, and we established different collaborations with local
health authorities and pharmaceutical laboratories to cover these regional
sessions for training and sensitizing general practitioners; In 2008 a regular
program will be instituted for these meetings. (lllustration 5).

In the end, we hope to generalize our social activities to other cities in Morocco,
through delegations, and to establish collaboration between our society and
other societies, especially in African countries.
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