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In Argentina there are around 200.000 patients with epilepsy. It is the most common illness of the chronic neurological 
pathologies and therefore the reason for more frequent consultations in the ambulatory services of neurology. 
On the other hand we should consider the social component that accompanies the epilepsy diagnostic, independently of the type 
and grade of epilepsy that it presents. The historical and cultural circumstances generate a particular situation that surrounds 
the patient, from the moment that that epilepsy is diagnosed. This requires a therapeutic accompaniment, for example self-help 
groups, providing information to the patient and family, as well as therapy with antiepileptic drugs or in some cases the surgical 
treatment. This is where FUNDEPI is present. It has the contribution of 15 specialized professionals, scholarship holders and 
patients dedicated to the work of self-help groups. 

For 15 years it has a neurologist group, specialists in epilepsy who joined relatives and patients with epilepsy. They began 
to carry out different work tending to improve the quality of life of the fellows that suffer from epilepsy. The lack of diagnostic 
resources and treatment, the discrimination, the ignorance, and the stigmas surrounding people with epilepsy cause distress.  
Starting from March 7th 2001 when the National Law of Epilepsy was sanctioned, Nº 25404, we have worked towards the 
sanction of the Regulation of the Law. Finally, the President of the Nation signed in January of the present year the Regulation 
of the National Law of Epilepsy (Decree 53/2009), sent by the Minister of Health of the Nation, in July 2008. 

At the same time it is the beginning of a working process 
that guarantees through the compliment of the Law the best 
conditions of life for the patients with epilepsy. 

For this reason on April 17th a meeting will be held in the national 
ministry of health of to work the best way to implement the Law 
and the adhesion on the part of the different jurisdictions to 
the Law and their Regulation. An invitation will be also sent to 
the scientific organizations and ONG’s linked to the Epilepsy in 
order to constitute the Technical Commission. 

Furthermore, FUNDEPI is collaborating together with the 
Neurological Society Argentina and the epilepsy LEAGUE in the 
organization of the Epilepsy week that will be carried out from 
the 7 to September 2011. The same one consists on giving talks 
to patients, family and public in general, in different domestic 
places; The topics wil give information on causes, diagnostic 
and treatments of the epilepsy, as well as what to do before a 
seizure. 

The Epilepsy week was born 10 years ago in the Hospital Ramos 
Mejias. Four years ago it was extended to all the hospitals of 
Federal Capital and in the year 2008 cities such as Santiago 
of the Tideland, the Silver, Ushuaia, etc have also joined the 
initiative. The important thing of this has been extended to 
public and private hospitals.

In the Hospital Ramos Mejia, the Epilepsy week was a success 
and was concluded with a toast.

Centro de Epilepsia
Sección Epilepsia, Div.Neurología, Hospital “R. Mejía”
IBCN- Fac Medicina, UBA. CEFYBO-CONICET
Buenos Aires, Argentina
Jefa de la Sección de Epilepsia: Dra Prof. Kochen Silvia
Presidente de FUNDEPI : Sr. Lovento Jorge
www.fundepi.org.ar 
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The Joint Epilepsy Council of Australia [JECA] was formed in 2003 and is Australia’s 
full member of IBE. A national, not-for-profit coalition consisting of state and territory 
epilepsy organizations, JECA provides a framework for national and international 
representation to the benefit of all Australians living with epilepsy.

Member associations are community member-based epilepsy organizations providing 
services to local, regional and remote communities across Australia.

all activities and responsibilities associated with IBE full membership  l
representation to the Australian Government on behalf of all people living with  l
epilepsy
the provision of public position statements on major issues facing epilepsy l
facilitating epilepsy conferences in Australia l
liaising with overseas epilepsy organizations, and  l
providing an Australian forum for the interchange of ideas and improving practices  l
and processes.

By 2012, Australia will have:

an improved understanding of the impact epilepsy has on Australia, its people and its economy l
an appropriate proportion of our world-class research effort targeted to the better diagnosis and treatment of epilepsy l
communities that are increasingly aware of epilepsy, what it is, how to manage it, so that people with epilepsy can live  l
without stigma and be active community participants
workplaces that are informed, free of stigma, and support those with epilepsy to remain in employment l
health services that reflect world’s best practice in promoting the right care by the right health professional l
support provided to people with epilepsy and their carers so that they are assisted in their pursuit to manage their condition  l
and actively participate in the community.

First ever nationwide survey 2006  l
A National Strategy for Epilepsy in Australia: 2007-2008 Pre-Budget Submission l
Life with Epilepsy Report 2007 l
Epilepsy debate in Parliament 2007 l
Parliamentary Friends of Epilepsy launch, Parliament House, Canberra 2008 l
JECA presents vision for epilepsy to Parliamentary Friends of Epilepsy 2008  l
Parliamentary Friends of Epilepsy “Inquiry into Epilepsy” announced 2008 l
JECA submits Terms of Reference for Inquiry to Parliamentary Friends of Epilepsy 2009 l

In 2006 JECA member organizations conducted the first nationwide survey on the impact of living with epilepsy. 
The Life With Epilepsy report, published in 2007 provided a valuable insight into the impact of living with 
epilepsy – both people with epilepsy and those who live with them. This report informed and strengthened 
our discussions with Government, while identifying areas in need of further applied research.

The formation of the Parliamentary Friends of Epilepsy in 2008 is a major development to advancing the epilepsy cause as a 
policy area of significance within the Parliament. 

At the first meeting, JECA outlined its 6-point vision and action plan for improved understanding of the economic and social 
impact of epilepsy. Committed to making lasting change for people living with epilepsy and their carers, the Friends proposed an 
Inquiry into Epilepsy be conducted giving all stakeholders the opportunity to inform politicians and policy makers of the impact 
of living with epilepsy. With the support of the Parliamentary Friends this inquiry will inform the Parliament on the unmet needs 
of all Australians living with epilepsy. 

JECA works closely with academics and consumer organizations to facilitate discussion papers on epilepsy that aims to inform 
politicians and health care policy makers of the impact of living with epilepsy. 

JECA’s engagement at international forums informs our own work while contributing to the work of the international epilepsy 
movement. Representation includes:

Robert Cole: Chair, IBE Editors Network l
Rosemary Panelli: NINDS Sudden Unexpected/Unexplained Death in Epilepsy (SUDEP) Workshop, Washington. 2008  l
Denise Chapman: Epilepsy Bereaved AGM, UK. 2008 l
Dr Christine Walker: 7th AOEC, Xiamen. 2008 l

JOINT EPILEPSY COUNCIL OF AUSTRALIA (JECA)
PO Box 1049, Baulkham Hills NSW 1755, Australia
phone +61 (0)2 9674 9966  fax + 61 (0)2 9620 7087

THE CONTACT PERSON TO INTERNATIONAL LIAISON
Denise Chapman, Executive Officer
email dchapman@jeca.org.au
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�#�/�5�.�4�2�9�å�/�&�å�/�0�%�2�!�4�)�/�. Australia�4�9�0�%�å�/�&�å�-�%�-�"�%�2Epilepsy Australia proudly became an Associate Member of IBE 
in.2308.�7�(�/�å�!�2�%�å�7�%��Epilepsy Australia is the national coalition of Australian Epilepsy 
Associations and operates as a federated model that matches 
the governance of Australia.

EPILEPSY AUSTRALIA�S MEMBER ASSOCIATIONS:Epilepsy ACT l

The Epilepsy Centre of South Australia & the Northern  l

Territory

Epilepsy Tasmania  l

Epilepsy Foundation of Victoria l

Epilepsy Queensland l

Epilepsy Association of Western Australia lMember associations are community-based organizations 
providing services to local,
regional and remote communities 
across Australia.
As the largest consumer-led epilepsy organization, Epilepsy 
Australia actively delivers counselling, support and information 
to all who access our services and is committed to supporting the 
Australian community in making enlightened and fully informed 
responses to epilepsy.�%�0�)�,�%�0�3�9�å�!�5�3�4�2�!�,�)�!���3�å�-�)�3�3�)�/�.�å�)�3�å�4�/�å�åProduce comprehensive information on epilepsy and seizures,  land deliver accredited education and training programsRaise awareness and understanding of epilepsy and  l

seizures within the wider community

Promote and facilitate research into the medical and social  l

aspects of epilepsy, and

Advocate for people living with epilepsy where a national  l

outcome is sought. �3�5�0�0�/�2�4�)�.�’�å�/�5�2�å�#�/�-�-�5�.�)�4�)�%�3Epilepsy Australia, through its member associations, provide 

many services including:

National helpline service � 1300 852
85. l

Counselling & personal support l

Client focussed workshops and seminars l

Support groups  l

Recreational programs & weekend retreats l

Advocacy & referral services l�0�2�/�-�/�4�)�.�’�å�"�%�3�4�å�0�2�!�#�4�)�#�%�å�åSkills in Epilepsy Care & Management. Developed by Epilepsy  lAustralia, in partnership with Victoria University of Technology, 
this nationally accredited course is the first of its kind in 
Australia and is delivered by member associations.Community & Professional Education Programs delivered  l

by nationally by qualified epilepsy trainers.�)�.�&�/�2�-�)�.�’�å�/�5�2�å�#�/�-�-�5�.�)�4�)�%�3Epilepsy Australia is committed to publishing information of 
the highest standard. Our publications include:

Sudden Unexpected Death in Epilepsy: a global  l

conversation

The Epilepsy Report  l

Information Kit for Australian Indigenous communities l

Epifile: an epilepsy management manual lSeizures & Epilepsy: answering frequently asked questions lVarious books and first aid videos.  l

Acknowledging our cultural diversity, information on Seizure 
First Aid is available in 20 languages. �#�(�!�.�’�)�.�’�å�#�/�-�-�5�.�)�4�9�å�!�4�4�)�4�5�$�%�3Epilepsy Australia�s Trivia Challenge is an educational event conducted throughout Australian schools each year. Designed 

to develop an understanding of epilepsy and enhance general 
knowledge by using a specially developed trivia questionnaire 
based on the curriculum, Trivia Challenge

 informs thousands of 
young Australians each year on basic epilepsy information and 
first aid for seizures. Over 50,000 school children participate 
in this event each year.�)�.�&�/�2�-�)�.�’�å�0�/�,�)�#�9�å�-�!�+�%�2�3�åEpilepsy Australia sponsors and facilitates applied social 
research into epilepsy that aims to inform government and policy 
makers of the impact of living with epilepsy.

RECENT PUBLICATIONS INCLUDE:Epilepsy in Australian Policy: Dr Christine Walker l

Researching the personal impact of epilepsy: Dr Christine  l

Walker

The impact of Epilepsy on the Psychosocial Functioning of  l

Young People: Allison Clarke�#�/�.�4�!�#�4�å�$�%�4�!�)�,�3EPILEPSY AUSTRALIAPO Box 1049, Baulkham Hills NSW21755, Australiaphone

 +61 (0)229674 9968. fax

 + 61 (0)229620 7087
national helpline

 1300 852
85. 

website

 www.epilepsyaustralia.netTHE CONTACT PERSON TO INTERNATIONAL LIAISON
Denise Chapman, Executive Officer. e-mail.epilepsy@

epilepsyaustralia.net �%�0�)�,�%�0�3�9�å�!�5�3�4�2�!�,�)�!
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being of people with epilepsy throughout South Australia and 

the Northern Territory.�/�6�%�2�6�)�%�7�å�/�&�å�3�%�2�6�)�#�%�3�å�åA N  O V E R V I E W  O F  S E R V I C E S  P R O V I D E D  T O  R E F L E C T  T H E  

RANGE OF ACTIVITY UNDERTAKENThe Epilepsy Centre is a professional organisation committed to 

providing quality, caring services to people living with epilepsy 

and improving community awareness and attitudes throughout 

South Australia and the Northern Territory.

O U R  C L I E N T  S E R V I C E S  T E A M  P R O V I D E :

Counselling

 

l

Update training in use of emergency medications

 

l

Advocacy

 

l

Support with quality use of medicines

 

l

Care Planning

 

l

E

 

lpilepsy education to individuals, families and organisationsSeizure Clinics

 

l

Epilepsy resource material such as books, DVDs, Videos 

 

l

and pamphlets

Seizure First Aid

 

l

Children’s Camps

 

l

Employment Ready Skills

 

l

Carers’ Retreats

 

l

Support Groups

 

l�/�5�2�å�!�#�(�)�%�6�%�-�%�.�4�3Caring for people over nearly 285 million square kilometers

 

lEstablishment of Seizure Clinics in major hospitals

 

l

Creating new health partnerships with universities, health 

 

l

care professionals and institutions

Providing functionally specific training and education 

 

l

to people with epilepsy, medical professionals, school 

communities, employers and the public

Contributing as a partner with the Joint Epilepsy Council of 

 

l

Australia and the IBE

Providing demographic based training ranging from 

 

 

 

l

Children’s Memory and Learning Workshops to Employment 

Skilling and Job Placement

Lobbying political representatives and campaigning about 

 

l

the incidence, proliferation and impact of Epilepsy in the 

region �!�å�&�/�#�5�3�å�/�.�å�!�.�å�!�2�%�å�/�&�å�0�!�2�4�)�#�5�,�!�2�å

�3�0�%�#�)�!�,�)�3�-�å�/�2�å�!�å�5�.�)�1�5�%�å�3�%�2�6�)�#�%�åFACILITIES

The Epilepsy Centre has moved into newer, more modern 

accommodation in South Australia and established a base 

in the Northern Territory to ensure the ongoing development, 

management and implementation of high quality, caring client 

services that can advance with client needs into the future. �%�0�)�*�/�"CREATING FUTURES: LIFE AND EMPLOYMENT SKILLS FOR 

PEOPLE WITH EPILEPSY 

This programme is aimed at developing social and life skills 

to enable people with epilepsy, particularly School leavers 

and Mature age people, to lead fully integrated lives within 

the community. Course topics include motivation, money 

handling, stress management, health and hygiene, team 

building, decision making and self esteem, the job application 

process, face-to-face and telephone communication skills, 

confidence, presentation, responsibility/rights and working in 

a team. ultimately achieving skills to locate and obtain open3

paid employment.�%�
�#�!�-�0�å���å�#�!�2�%�2�3���å�2�%�4�2�%�!�4�3�å�å�å�å�åChildren with epilepsy and their 

siblings are given the opportunity to 

interact and develop relationships 

with other children living with 

epilepsy and to discover things 

about themselves, others and 

the world around them that most 

of them have never experienced. 

 

They explore their fears and their 

dreams and their space as part of a 

community.  Carers are encouraged 

to reenergise themselves and their 

primary relationships while getting 

to know one another, extending their networks  and gaining new 

information and support from each other.�%�0�)�,�%�0�3�9�å�!�7�!�2�%�.�%�3�3�å�6�)�3�)�4�3�å�å�å�å�å�åThe Epilepsy Centre’s Epilepsy Educator visits both regional 

and remote areas of South Australia and the Northern Territory 

to promote epilepsy and provide much needed training and 

education.�#�/�.�4�!�#�4�å�$�%�4�!�)�,�3THE EPILEPSY CENTRE2662Port Road, South Australia 5007phone

 +6128 1300 8502081  

fax

 

+6128 8448 56097   

helpline

 +6128 1300 852 853 

or to find out more, please visit 

www.epilepsycentre.org.auTHE CONTACT PERSON TO INTERNATIONAL LIAISON

Robert Cole, Chief Executive Officere-mail rcole@epilepsycentre.org.au
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INTERNATIONAL BUREAU FOR EPILEPSY 1 1 2 2 M e m b e r s  i n  8 8 3 c o u n t r i e s  w o r l d w i d e  

s h a r e  I B E ’ s  v i s i o n  o f  t h e  w o r l d  w h e r e  

e v e r y w h e r e  f e a r  a n d  i g n o r a n c e  a b o u t  e p i l e p

s y  a r e  r e p l a c e d  b y  u n d e r s t a n d i n g  a n d  c a r e  � � � � Counselling � � � � Update training in use of emergency medications � � � � Advocacy � � � � Support with quality use of medicines ����Care Planning ����Epilepsy education to individuals, families and 

organisations � � � � S e i z u r e  C l i n i c s  � � � � Epilepsy resource material such as books, DVDs, 

Videos and pamphlets ����Seizure First Aid ����Children’s Camps � � � � Employment Ready Skills � � � � C a r e r s ’  R e t r e a t s  � � � � Support Groups� � � �

The Epilepsy Centre Organisation:      The Epilepsy Association of South Australia and Northern Territory Inc. [trading as “

The Epilepsy Centre

”]) 

Type of IBE2Member

:     Associate Member 

D a t e  t h e  O r g a n i s a t i o n  w a s  c r e a t e d

:   1976 

Type of Organisation

:     Individual and organisational m

embership

Range of Operation

:     South Australia and the Northe

r n  T e r r i t o r y

Mission

:     

The Epilepsy Centre’ Mission is to improve the health and well being of pe

ople with 

epilepsy throughout South Australia and the Northern Territory. 

An overview of services provided to reflect the range of activity und

ertaken

The Epilepsy Centre is a professional organisation3committed to providing quality, caring services to people living with3epilep

sy and improving 

community awareness and attitudes throughout South Australia and the Northern Territory. 

Our Client Services Team provide: 

Our Achievements ����Caring for people over nearly 2.5 million square kilometers � � � � Establishment of Seizure Clinics in major hospitals ����Creating new health partnerships with universities, health care professionals and institutions ����Providing functionally specific training and education to people with epilepsy, medical professionals, school communities, empl

oyers and the public ����Contributing as a partner with the Joint Epilepsy Council of Australia, IBE � � � � Providing demographic based training ranging from Children’s Memory and Learning Workshops to Employment Skilling and Job Place

m e n t  � � � � Lobbying political representatives and campaigning about the incidence, proliferation and impact of Epilepsy in the region  

A focus on an area of particular specialism or a unique service 

Facilities 

T h e  E p i l e p s y  C e n t r e  h a s  m o v e d  i n t o  n e w e r ,  m o r e  m o d e r n  a c c o m m o d a t i o n  i n  S o u t h  A u s t r a l i a  a n d  e s t a b l i s h e d  a  b a s e  i n  t h e  N o r t h e r n  T

erritory to ensure the ongoing development, 

management and implementation of high quality, caring client services that can advance with client needs into the future.  

Epi

JOB

:   c r e a t i n g  f u t u r e s :  l i f e  a n d  e m p l o y m e n t  s k i l l s  f o r  p e o p l e  w i t h  e p i l e p s y

This programme is aimed at developing social and life skills to enable people with3epilepsy, particularly School leavers and Ma

t u r e  a g e  p e o p l e ,  t o  l e a d  f u l l y 3 i n t e g r a t e d  l i v e s  w i t h i n  t h e  

community. Course topics include motivation, money handling, stress management, health and hygiene, team building, decision mak

ing and self esteem, the job application process, 

face-to-face and telephone3communication skills, confidence, presentation, responsibility/rights and working in a team. ultimat

ely achieving skills to locate and obtain open paid 

employment 

E-Camp & Carers’ Retreats 

Children with epilepsy and their siblings are given the opportunity to interact and develop relationships with other children l

iving with epilepsy and to discover things about 

themselves, others and the world around them that most of them have never3experienced.  They3explore their fears and their drea

m s  a n d  t h e i r  s p a c e  a s  p a r t  o f  a  c o m m u n i t y .   C a r e r s  

are encouraged to reenergise themselves and their3primary relationships while getting to know one another, extending their3netw

orks  and gaining new information and support from each other. 

Epilepsy Awareness Visits 

The Epilepsy Centre’s Epilepsy Educator visits both regional and remote areas of South Australia and the Northern Territory to 

promote epilepsy and provide much needed training 

and education 

C o n t a c t : 3 R o b e r t 3 C o l e , 3 C h i e f  E x e c u t i v e  O f f i c e r ,   

The Epilepsy Centre, 2663Port3Road, South Australia 5007 

Help Line: +61 8 1300 852 853 

Tel: +61 8 1300 850 081   Fax: +61 8 8448 5609     Email: 

rcole@epilepsycentre.org.au

      

or to find out more, please visit  

www.epilepsycentre.org.au




