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FOREWORD

I Epilepsy is one of the most common serious disor-
ders of the brain, affecting about 50 million people world-
wide. Epilepsy accounts for 1% of the global burden of
disease; 80% of the burden of epilepsy is in the developing
world, where in some areas 80-90% of people with epilepsy
receive no treatment at all. It is imperative to recognize

that epilepsy consists of more than seizures for the affected
individual and immediate effects on his or her family.
Epilepsy leads to multiple interacting medical, psychological,
economic and social repercussions, all of which need to be
considered in order to understand fully the impact of this
condition. Fear, misunderstanding and the resulting social
stigma and discrimination surrounding epilepsy often force
people with this disorder “into the shadows".

The World Health Organization (WHO) is responsible for
providing technical information and advice to its Member
States to help them to improve the health of their citizens.
This task is facilitated by collaboration with various scientific
and professional groups that have similar goals. To bring
epilepsy “out of the shadows", a Global Campaign Against
Epilepsy was launched in 1997 “to improve acceptability,
treatment, services and prevention of epilepsy worldwide".
The Campaign is conducted by WHO in partnership with
the International League Against Epilepsy (ILAE) and the
International Bureau for Epilepsy (IBE). The aim of the
Campaign is principally to reduce the treatment gap by
providing better information about epilepsy and its conse-
quences and to assist governments and those concerned
with epilepsy to reduce the burden of the disorder. To gather
information about the resources available for epilepsy care
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in countries, the Atlas: Epilepsy Care in the World was
initiated. This Atlas represents a unique collaborative effort
between WHO and the two leading nongovernmental
organizations working in the field of epilepsy.

The results obtained from the study of country resources
for epilepsy confirm that the available resources for epilepsy
care in the world are insufficient when set against the large
numbers of people needing such care and the known sub-
stantial burden associated with this disorder. In addition,
there are large inequities across regions and income groups
of countries, with low-income countries having extremely
meagre resources. Since the prevalence of epilepsy is much
higher and resources are much scarcer in low-income coun-
tries, the data reinforce the need for urgent, substantial and
systematic action to enhance resources for epilepsy care in
these countries.

It is hoped that the availability of essential information will
lead to greater awareness among policy-makers of the gaps
in resources for epilepsy care. The information is likely to
assist health planners and policy-makers to identify areas
that need urgent attention and to plan the upgrading

of resources in those areas. The data will also serve as a
baseline for monitoring the improvement in availability

of resources for epilepsy care. We hope that personnel
involved in caring for people with epilepsy, including health
professionals and nongovernmental organizations, will use
the Atlas data in their efforts to ensure more and better
resources for epilepsy care.

Mr Philip Lee

President
International Bureau for Epilepsy
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I The Atlas: Epilepsy Care in the World is one of the
most important projects within the framework of the ILAE/
IBE/WHO Global Campaign Against Epilepsy (GCAE) “Out
of the Shadows", representing a major collaborative effort
involving WHO headquarters, regional and country offices
and ILAE and IBE headquarters and their members.

The work was supervised and coordinated by Dr Leonid
Prilipko and Dr Shekhar Saxena at WHO headquarters

and Mrs Hanneke de Boer, Co-Chair, GCAE Secretariat.

Dr Benedetto Saraceno provided vision and guidance to

the project and Dr Giuliano Avanzini and Mr Philip Lee
provided their continuous support to the Campaign.

Dr Tarun Dua was responsible for completion of the data
collection, data analyses and overall project management
and for most of the writing of this report. Dr Harry Meinardi
and Dr Gus Baker provided technical guidance and supervi-
sion. Dr Jerome Engel Jr, Dr Aleksandar Janca, Mr Philip Lee
and Dr Harry Meinardi were involved in the development
of the survey design and questionnaire. Ms Kathy Fontanilla
was involved in the data management.

Collaborators from WHO regional offices include:

Dr Custodia Mandlhate and Dr Therése Agossou, African
Regional Office; Dr Claudio Miranda and Dr Jose Miguel
Caldas de Almeida, Regional Office for the Americas;

Dr Vijay Chandra, South-East Asia Regional Office;

Dr Wolfgang Rutz and Dr Matthijs Muijen, European
Regional Office; Dr Ahmed Mohit and Dr R. Srinivasa
Murthy, Eastern Mediterranean Regional Office; and

Dr Helen Hermann and Dr Xiangdong Wang, Western
Pacific Regional Office, all of whom made valuable contri-
butions during the development of the project, the identi-
fication of key persons in the area of epilepsy in Member
States, and the review of the results.

The information from various countries, areas or territo-
ries was provided by key persons working in the field of
epilepsy identified by ILAE, IBE, WHO regional offices
and the offices of WHO Representatives. Key collabora-
tors who helbed in the identification of kev nersons in the
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handled the many requests for clarification arising from
the data. A list of their names is included at the end of the
Atlas.

Various specialists contributed brief reviews of selected
areas in relation to epilepsy, as follows. Dr Edward H.
Reynolds: milestones in the history of epilepsy; Dr Nadir E.
Bharucha: epidemiology; Dr Josemir W. Sander: aetiology
and risk factors; Dr Patrick Kwan and Dr Martin J. Brodie:
provision of care; Dr Amadou Gallo Diop: the treatment
gap; Dr Jerome Engel Jr: epilepsy surgery; Dr Peter Wolf:
education in epileptology; Dr Giuliano Avanzini: role of
ILEA in fostering epilepsy care; Mr Philip Lee: role of IBE in
providing epilepsy care; Mrs Kathryn Pahl and Mrs Hanneke
de Boer: epilepsy and rights; Ms Dee Snape, Dr Ann Jacoby
and Dr Gus A. Baker: stigma and social issues; Dr Dan
Chisholm: the attributable and avertable burden of epilepsy;
Mrs Hanneke de Boer, Dr Jerome Engel Jr and Dr Leonid
Prilipko: Global Campaign Against Epilepsy.

An international group of leading experts in the field of epi-
lepsy reviewed the project report and provided comments.
They include: Dr Carlos Acevedo, Dr Hasan Aziz, Dr Charles
Begley, Dr Sam Berkovic, Dr Nadir Bharucha, Dr Zenebe
Gedlie Damtie, Dr Saleh M. Al Deeb, Dr Amadou Gallo
Diop, Dr John Duncan, Dr Jerome Engel Jr, Dr Peter Halasz,
Dr Shichuo Li, Dr Emilio Perucca, Dr Josemir W. Sander,

Dr Masakazu Seino, Dr Nimal Senanayake and Dr Torbjorn
Tomson.

A number of colleagues at WHO gave advice and guid-
ance during the course of the project, in particular Dr José
Bertolote, Dr Michelle Funk and Dr Vladimir Poznyak.

Mtrs Caroline Morton helped in the data collection.
Administrative support was provided by Ms Kathy
Fontanilla and Ms Rosa Seminario.

The contribution of all of the above, along with input from
many other unnamed people, has been vital to the success
of this project.
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