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NOTE 

The views expressed in this report are those of the participants in the Consultation on Epilepsy 
and do not necessarily reflect the policies of the Organization. 

This report has been prepared by the World Health Organization Regional Office for the Western 
Pacific for governments of Member States in the Region and for those who participated in the 
Consultation on Epilepsy, which was held in Manila, Philippines from 14 to 15 November 2001. 
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SUMMARY 

The burden of epilepsy in the Western Pacific Region of WHO is as extensive and serious 
as in any other region of the world. Epidemiological surveys in several countries, including 
some countries of the Western Pacific Region, have shown high incidence and prevalence of 
epilepsy, with high associated disability; and high rates of serious complications, including 
physical injury and premature mortality. Studies have also demonstrated that most persons with 
epilepsy do not receive proper treatment. The 'treatment gap' in less developed countries is 
estimated at between 70% and 95%. Safe, effective and inexpensive medication exists that can 
control seizures in most patients but a range of cultural, economic and other factors prevent 
patients from receiving the treatment they need. 

Recently, three processes were initiated that together present an unprecedented 
opportunity to the Western Pacific Region to reform this situation. These are: (1) the adoption 
of epilepsy as a priority in the Regional Strategy for Mental Health endorsed by the 
52nd Regional Committee of the WHO Regional Office for the Western Pacific held in 
Brunei Darussalam in September 2001; (2) the Global Campaign Against Epilepsy, launched in 
1997, titled "Out of the shadows"; and (3) the inclusion of epilepsy as a priority condition in the 
World Health Report 2001 (Mental Health: New Understanding, New Hope). 

The Global Campaign Against Epilepsy (GCAE) is ajoint endeavour by the International 
Bureau for Epilepsy (IBE), the International League Against Epilepsy (ILAE) and WHO. 
The aims of GCAE are to reduce the worldwide burden caused by epilepsy by reducing the 
stigma and ignorance surrounding the disorder, and by improving treatment, services and 
prevention. 

The first phase of the GCAE emphasized advocacy and raising awareness. 
Conferences on public health aspects of epilepsy were organized in various parts of the world, 
and several Declarations on Epilepsy were adopted. An Asian Oceanian Declaration was 
adopted at a meeting of the Asian and Oceanian Epilepsy Organization (AOEO) in New Delhi in 
November 2000. 

During the second phase, launched in February 2001, GCAE is promoting the organization 
and resourcing of demonstration projects to assess needs for care, develop services and evaluate 
their introduction. The first GCAE Demonstration Project is located in the Western Pacific 
Region, in China, covering five provinces and 2.5 million people. Other projects are now 
starting in Argentina, Senegal and Zimbabwe. The project in China aims to raise awareness of 
and to diminish the treatment gap for epilepsy and to reduce the stigma of epilepsy. 
Health workers are being trained and effective yet less expensive treatment alternatives 
promoted. Initial results ofthe epidemiological investigations suggest that the prevalence of 
epilepsy is higher than first thought (711 000 population) and that the treatment gap is at least 
70%. This project is positioned to provide an important example for service development and 
evaluation within the Region. 

It is against this background that the present Western Pacific Region consultation was 
organized by the WHO Regional Office in collaboration with the GCAE Secretariat. 

The main objectives were: 

(1) to review the present state of epilepsy in the Region; 

(2) to discuss a draft Regional Report on Epilepsy; 
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(3) to review the implementation ofthe GCAE in the Region, including the progress of 
the demonstration project in China; and 

(4) to develop a framework of action for countries in the Region. 

The meeting brought together clinicians, epidemiologists and public health workers 
(in capacity as temporary advisers) with expertise in the field of epilepsy, and leaders of the 
GCAE. Overall coordination was provided by the Acting Regional Adviser in Mental Health. 
Most of the clinicians who attended also have a range of extra-clinical involvements in 
community education, lay organizations, policy, public health research and teaching. 

Temporary advisers attended from II countries (Cambodia, China, Fiji, Japan, 
Republic of Korea, Lao People's Democratic Republic, Malaysia, Papua New Guinea, 
Philippines, Singapore and Viet Nam). In addition, representatives from China attended to 
present the demonstration project. 

The meeting was structured to include both formal presentations and less-formal 
discussion. The first day, dedicated to the past and present situation, began with presentations 
concerning the Draft Mental Health Strategy for the Western Pacific Region, the activities of the 
GCAE, the plan for a major Regional Report on Epilepsy and the aims, methods and progress of 
the demonstration project in China. This was followed by brief overviews of the state-of-affairs 
regarding epilepsy in 11 countries. 

During the second day, the emphasis was on future directions. The participants, in groups, 
attempted to identifY and prioritize potential GCAE activities in their countries and across the 
Region. The conclusions from the group discussion were presented and discussed in plenary 
meeting. The representatives from GCAE and WHO presented information on what those 
organizations are - and are not - able to offer and the ways in which they are able to work. 
Practical guidance was offered about ways in which workers within individual countries can 
involve GCAE, IBE, ILAE and WHO. The consultation ended with an extensive discussion of 
potential action in seven areas: 

(1) setting-up (or further development) of lay and professional epilepsy organizations. 
The plight of isolated professional workers, who lack collegial support, emerged as an 
important issue; 

(2) the design and implementation of community based treatment and prevention 
services; 

(3) public education regarding epilepsy using a range of avenues and methods: 
in schools, through written and mass media, and/or utilizing 'epilepsy days'; 

(4) the design and implementation of relevant epidemiological research on prevalence, 
on the treatment gap, as well as on lay epilepsy knowledge, attitudes and practices; 

(5) potential areas of inter-country cooperation and information exchange; 

(6) the need for legislative reform regarding discrimination against persons with 
epilepsy; and 

(7) methods and avenues for resource mobilization. 
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Circulation of this Consultation Report will include relevant people from countries that 
were not represented at this meeting. In addition, every effort will be made to allow participants 
to comment on or contribute to the Regional Report on Epilepsy, which will be published in 
February 2002 and which aims to serve as a framework for action and a resource for 
implementation of the GCAE in this Region. 
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1. INTRODUCTION 

A meeting organized by the WHO Regional Office for the Western Pacific was held in 
Manila, Philippines on 14 and 15 November 2001. Attending this 'Consultation on Epilepsy' 
were representatives from 11 countries, as well as the Chairperson of the Global Campaign 
Against Epilepsy (CGAE). The countries represented were Cambodia, China, Fiji, Japan, 
Republic of Korea, Lao People's Democratic Republic, Malaysia, Papua New Guinea, 
Philippines, Singapore and Viet Nam. In addition, two experts attended who will be involved, 
with others, in writing a Regional report on epilepsy after the consultation. 

1.1 Objectives of the workshop 

(1) to review the present state of epilepsy in the Region; 

(2) to discuss a draft Regional Report on Epilepsy; 

(3) to review the implementation of the GCAE in the Region, including the progress of 
the demonstration project in China; and 

(4) to develop a framework of action for countries in the Region. 

1.2 Participants and resource persons 

The meeting was attended by 18 people, of whom 14 were temporary advisers, and four 
members of the Secretariat (see Annex I). There were representatives from 11 countries. 
(A representative from Australia was unable to attend, but Dr Michael Salzberg, University of 
Melbourne was able to provide some information about the situation in that country.) 

The temporary advisers included: Mrs Hanneke de Boer, Chairperson of the GCAE; 
Dr Jian-zhong Wu, Secretary-General, Beijing Anti-Epilepsy Association and 
Dr Michael Salzberg, who attended as part of their work in producing the Regional Report on 
Epilepsy in association with Dr Shichuo Li, and Dr Wang Wenzhi, Chief, Department of 
Neuroepidemiology, Beijing Neurosurgical Institute, who is a chief investigator on the 
demonstration project in China. The Secretariat included Dr Leonid Prilipko, the Programme 
Leader-Neurological Diseases and Neuroscience, WHO Geneva; Dr Helen Herrman, 
Acting Regional Adviser on Mental Health-WHO Regional Office for the Western Pacific; and 
Dr Shichuo Li, WHO Representative in the South Pacific (in the capacity of a 
neuroepidemio logist). 

1.3 Organization 

The agenda of the meeting is provided in Annex 2. The meeting was structured to include 
both formal presentations and less-formal discussion. The first day, dedicated to the past and 
present situation, began with presentations concerning the Regional Strategy for Mental Health 
for the WHO Western Pacific Region, the activities around the world of the GCAE, the plan for a 
major Regional report on epilepsy and the aims, methods and progress of the demonstration 
project in China. This was followed by brief overviews of the state-of-affairs regarding epilepsy 
in 11 countries of the Western Pacific Region. 
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During the second day, the emphasis was on future directions. The participants, in three 
groups, attempted to identify and prioritize potential GCAE activities in their countries and 
across the Region. The conclusions from the group discussion were presented and discussed 
during the plenary session. The representatives from GCAE and WHO presented information 
about what those organizations are - and are not - able to offer and the ways in which they are 
able to work. Practical guidance was offered about ways in which workers within individual 
countries can involve GCAE, the International Bureau for Epilepsy (!BE), the International 
League Against Epilepsy (ILAE) and WHO. The meeting ended with an extensive discussion of 
potential action in seven areas. 

At the conclusion ofthe main meeting, members of the GCAE Secretariat met with the 
Editorial Group to discuss a plan and timetable for the production of the Regional Report on 
Epilepsy. 

1.4 Opening ceremony 

The Director of Programme Management, WHO Western Pacific Region, 
Dr Richard Nesbit, opened the meeting on behalf of the Regional Director, 
Dr Shigeru Omi (see Annex 3). The Director of Building Healthy Communities and Populations, 
Dr Linda Milan also attended the opening. Elected officeholders for the meeting were: 
Chairperson, Mrs Hanneke de Boer; Vice-chairperson, Dr Masakazu Seino; Rapporteur, 
Dr Michael Salzberg. 

2. PROCEEDINGS 

2.1 Summary of plenary presentations and discussion 

Summaries are given below of the presentations made on the first day of the meeting. 

2.1.1 Introductory comments 

Dr Herrman outlined the objectives of the meeting and the context within which it had 
been organized. She noted that the Regional Strategy on Mental Health had been endorsed in 
September at the 52nd Session of the Regional Committee for the WHO Regional Office for the 
Western Pacific held in Brunei Darussalam in September 200 I. This Region now has a 
commitment to take action on epilepsy. She also emphasized the need for inter-country 
interaction and cooperation; acknowledged the work of Mrs Hanneke de Boer and 
Dr Leonid Prilipko in helping bring about this meeting; and thanked Dr Shichuo Li, 
Dr Jian-zhong Wu and Dr Michael Salzberg for preparing a draft Regional Report on Epilepsy 
for consideration by participants. 

2.1.2 "Epilepsy out of the shadows": the Global Campaign Against Epilepsy 
A historical background and development of the European White Paper on Epilepsy. 

Mrs de Boer described in some detail the background, genesis, objectives, strategies and 
progress of the GCAE, which began in 1997. Phase Two was launched in February 2001 and 
focuses on - among other things - demonstration projects, the most advanced of which is 
well-underway in China. The GCAE aims, in all regions, to further develop partnerships with 
WHO Regional Offices, to foster demonstration projects, to organize regional conferences (such 
as this meeting), to organize meetings with potential donors, to facilitate priority setting for 
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rel~vant ep~lepsy research, and to organize technical consultative meetings and workshops on 
vanous tOpiCS. Mrs de Boer ended by emphasizing the theme of partnerships: effective 
partnership between the IBE, ILAE and WHO led to the genesis of the GCAE; developing 
partnerships among national chapters of IBE and ILAE, WHO Regional Offices, country 
representatives of WHO, nongovernmental organizations (particularly those involved in 
neurology and neuroscience), industry and donor organizations will be important to the future 
success of the GCAE. 

2.1.3 The draft report on epilepsy in the Region 

Dr Shichuo Li's presentation addressed the form and content of the Draft Regional Report 
on Epilepsy. He raised the issue of the target audience of the report, which could include 
professionals, public health authorities, public health workers, politicians and others. The main 
body of his talk covered: the epidemiology of epilepsy, with an emphasis on less-developed 
countries (epidemiology defined broadly to encompass the social-psychological aspects of 
epilepsy, including lay knowledge and attitudes, disability, quality of life, and economic aspects); 
the state of affairs in the Western Pacific Region, summarizing eight key problems: absent or 
insufficient epidemiological data, resulting in unreliable estimates of the burden of epilepsy in 
most countries of the Region; little attention to public education on epilepsy, so that 
misunderstanding and social stigma persist; a gross lack or maldistribution of neurological and 
other services for epilepsy; an immense treatment gap, so that most people with epilepsy are not 
diagnosed and treated properly; lack of proper legislation and coordination among government 
sectors (such as public health, education, and labour); existence of unscientific and fraudulent 
therapies that need to be tested using scientific methods or banned; lack of research on epilepsy, 
especially its public health aspects; and a paucity of organizations, such as professional and lay 
societies, epilepsy foundations, and networks of epilepsy centres. 

Several participants made points in responding to Dr U's paper: Dr Seino argued that we 
should use the word 'curable' in public education about epilepsy as in fact, in many cases, total 
remission is achievable (to which Mrs de Boer commented that there is a prevalent erroneous 
belief that "once epilepsy, forever epilepsy"). Dr Mokela (Papua New Guinea) and 
Dr Le (Viet Nam) emphasized the large contribution of meningitis due to infectious disease to 
the burden of epilepsy and thus the importance of immunization in its prevention. 
Dr Cabral-Lim (Philippines) agreed we should concentrate on symptomatic epilepsy since so 
much of it is preventable. Further discussion centred on some difficulties with terminology in 
this field (the terms idiopathic, cryptogenic, 'risk factors' versus causative agents and so forth). 

2.1.4 The demonstration project in China 

Dr Wang gave a detailed presentation beginning with both the structure of health care 
provision generally and epilepsy care specifically in China. He reviewed studies in China of lay 
knowledge and attitudes concerning epilepsy, which documented widespread ignorance and 
prejudice. He then gave a comprehensive account of the aims, organizational structure, methods 
and interim results of the demonstration project. The project has three arms: epidemiological 
(estimating epilepsy prevalence and incidence and the 'treatment gap'); service delivery; 
and educational. The epidemiological first phase is complete and revealed higher prevalence 
than expected, i.e. a lifetime prevalence of 711 000 persons, which translates to an estimate of 
6 to 7 million people with active epilepsy in China. Despite careful case-finding methods, this is 
still likely to be an underestimate. The treatment gap was over 62%. Over 80% of epilepsy 
cases found were of convulsive form. The second phase will test the feasibility of diagnosis and 
treatment of convulsive forms of epilepsy at the primary care level using phenobarbitone as a 
first option. Longer-term, the project aims to integrate epilepsy management into the existing 
primary health care system of China. 
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Discussion focussed on some apparent inconsistencies between the estimates of prevalence 
and incidence and their relationship to the age-profile of epilepsy, which in their study shows a 
midlife peak for prevalence. Inconsistencies may be due to mortality due to epilepsy 
(which everywhere is underestimated), to spontaneous or treatment induced remission, or to 
ascertainment bias. These problems have been noted in previous prevalence studies and deserve 
further research. 

2.2 Summary of country reports and subsequent discussion 

All presenters covered the following topics in relation to their own country: professional 
associations of epilepsy specialists (types and numbers of specialists, e.g. neurologists); 
existence of patient and lay organizations and the activities they engage in; the main causes of 
epilepsy; epilepsy care and services, including the main problems they encounter, the role of 
primary health workers, the number of relevant hospital beds, availability of various 
investigations and treatments including antiepileptic drugs; professional training; financing and 
budget (both public and private); and availability of epilepsy data. Country representatives 
provided written versions of their presentations, which are available on request from the WHO 
Regional Office for the Western Pacific. The Regional Report on Epilepsy will contain 
summaries of the 'country questionnaires on country resources for epilepsy' sent to resource 
persons throughout the Region (some of whom were at this meeting). 

Rather than summarize each presentation, some key themes will be stated. As with most 
other health problems, the problems in poorer, less-developed countries are radically different 
from those in more affluent countries. 

In developing countries in the Region, there tends to be a serious absence of data on the 
epilepsy burden and a lack of prioritization of epilepsy by health authorities. Physicians with 
training in epileptology are in short supply or, in some countries, totally lacking. Clearly, this is 
a problem for the many patients who miss out on care. It is also a problem for the handful of 
physicians and other professionals working in such settings, who lack collegial support and a 
critical mass of colleagues to form professional associations and lack opportunities for further 
training. In some countries, the development of a private market for medical care lures doctors 
out of the ill-resourced public system, increasing the load on those who remain. Fees in the 
private market for medical consultation and investigation are usually prohibitive to all except the 
wealthy. 

Data from a study in one less-developed country showed that primary care physicians had 
prejudicial attitudes towards epilepsy that were of the same order of magnitude of those of the 
lay population, and their use of medications was markedly out of date. In one country, no EEG 
machine was available, in another no CT scanner. In another, there was an EEG machine, but it 
had not been used for some time as there was no one trained to read EEGs. 

In developing countries, reasons for the 'treatment gap' included inability to pay for 
medications, or inability to pay steadily over many years resulting in erratic compliance; 
difficulties with distribution and availability of medication due to rugged terrain (as in 
Papua New Guinea), long distances, separation by large tracts of ocean (Fiji) and poorly 
developed transportation systems. The cost of the bus ticket may be an obstacle to a patient 
attending an outpatient clinic where medication is available free or at low cost. Import tax was 
an important issue in at least one country, adding considerably to the cost of medication. 

In developing countries the prevalent causes of 'symptomatic' (or secondary) epilepsy 
include perinatal brain injury, infectious diseases causing meningitis and encephalitis, head 
trauma, often due to motor vehicle accidents, and brain neoplasm. 
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Regarding public knowledge and attitudes towards epilepsy, the picture was mixed. 
There were data from several countries documenting poor levels of knowledge and prejudicial 
attitudes and practices, e.g. the belief that epilepsy is contagious, or that it is a form of mental 
illness, which could result in a reluctance to condone one's children playing with a child with 
epilepsy or marrying someone with epilepsy. On the other hand, other data from developing 
countries suggested that such ignorance and prejudice may be susceptible to change, with many 
respondents apparently believing that epilepsy is treatable and understanding that it is due to 
brain injury (rather than supernatural causes). 

In some developing countries, professionals had taken a leading role in public education, 
in the organization of 'epilepsy camps' and in the support oflay epilepsy organizations. 

In the Republic of Korea, a country that has gone though a dramatic economic transition, 
a lay organization earlier on had a crucial role in provision of epilepsy care (in part, through 
mobile epilepsy clinics). But the role of the lay organization changed as both the health system 
and expert epilepsy care developed and extended throughout the country. 

In more affluent countries, such as Australia, Japan, Republic of Korea and Singapore, 
the problems are very different. A basic and competent level of epilepsy care is available to most 
people. Also, social security provisions (disability pensions and in some places carer pensions) 
and rehabilitation services are often available. However, significant problems still exist 
regarding stigma, psychosocial aspects of medical care, and lack of good epidemiological data. 

2.3 Summary of group discussions and subsequent plenary discussion 

From the first day's presentations and discussions a number of issues emerged and were 
summarized by the Chairperson, Mrs de Boer. These applied to different countries to different 
extents, but were listed as follows (re-grouped for the purposes of this report): 

(1) Epidemiological data 

(2) Research 

(3) Public and patient education, addressing stigma, non-compliance and attitudes to 
epilepsy 

• Issues to do with care 

• Lack of diagnostic and treatment facilities; inaccessibility of 
treatment 

• Availability of drugs 

• Lack of comprehensive care with a multidisciplinary approach 

• Lack of psychosocial care and of social rehabilitation 

• No post-operative care 

• No centres of expertise 

• Employment/vocational programmes 
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(4) Setting up of nongovernmental organizations 

(5) High mortality 

(6) Lack of community/government support 

(7) Legislation 

(8) Professional education/training, also at the primary health care level 

This list was presented to the participants for consideration in three groups, with the aim of 
attempting some degree of prioritization, which would undoubtedly be different for each country. 
Participants were also asked to consider the human and financial resources involved in 
addressing these issues, and to consider the 'tools' to be used. Each group was asked to consider 
four questions: What are the needs of the countries of your group? What should be done 
(ideally)? What realistically can be done? What partnerships can help, e.g. how can you help 
each other? 

The groups were composed as follows: 

Group I 

Group 2 

Group 3 

Dr Shichuo Li (Chair) 
Dr Masakazu Seino 
Dr David Makela 
Dr Chea Lahoeurn 
Dr Azmi Abdul Rashid 

Dr Michael Salzberg (Chair) 
Dr Byung-In Lee 
Dr Vikham Sengkignavong 
Dr Jian-zhong Wu 
Dr Joseva Nasaroa 

Dr Andrew Pan (Chair) 
Dr Le Duc Hinh 
Dr Wang Wenzhi 
Dr Leonor Cabral-Lim 
Dr Leonid Prilipko 

WHO Neuroepidemiologist 
Japan 
Papua New Guinea 
Cambodia 
Malaysia 

Australia 
Republic of Korea 
Lao People'S Democratic Republic 
China 
Fiji 

Singapore 
VietNam 
China 
Philippines 
WHO 

Once again, rather than summarize each group's report, some themes will be recorded 
here. As with the first day's discussion, much of what emerged can be organized around the 
dimension of the degree of each country's level of economic development. 

For most developing countries, the priorities and proposals were as follows: 

(I) Training of primary health workers in recognition and management of epilepsy was 
deemed a priority measure. In countries with large rural populations, this means 
rural health workers. This in turn requires resources from government departments 
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of health, which in turn often requires policy change - which is resisted due to 
competing priorities such as maternal and child health, family planning, and 
infectious disease control. In one country, pharmaceutical companies helped with 
production of educational materials for government and rural doctors, such as slides, 
CD-ROMs and videotapes. 

(2) In some countries totally lacking basic necessities, such as EEG and CT machines, 
it may be possible to obtain such equipment through an organization, known to 
Mrs de Boer, that collects superseded equipment from affluent countries for 
redeployment in poorer countries. A related problem is the need for technically 
trained personnel to repair and service such equipment. Dr Seino knew of attempts 
to produce digital, mobile EEG equipment that could withstand travel. The EEG 
data can be transmitted electronically, via fax or email, to be read by experts in 
another province or country. However, at least one country represented at this 
meeting had no access to E-mail address, or even a computer. 

(3) Epidemiological data concerning the epilepsy burden were considered vital in 
persuading health departments to assign high priority to epilepsy. In this regard, 
a great deal of expertise has accumulated within the Region over the last 20 years, 
e.g. from the prevalence surveys in China, and hopefully partnerships will emerge 
allowing countries to draw on this expertise. Epidemiological skill and training is 
strong in a number of the countries of the Region and hopefully this too can be 
shared in various ways, e.g. by provision of training courses, training fellowships, 
and direct involvement of researchers in surveys in other countries within the 
Region. 

(4) One important aspect of such research is the utilization of common protocols and 
measures so that, as time goes by, good comparative data begin to emerge. At the 
moment, most epidemiological studies within the Region cannot be compared with 
each other due to the diversity of measures, study populations and subject 
recruitment/case ascertainment methods, among other things. 

(5) The final priority endorsed by all three discussion groups was public education 
concerning epilepsy. This has advanced to very different degrees in each country. 
In some, there is already a track record of considerable public education through 
mass media (TV, newspapers) and talks given by professionals to groups of patients 
and their families. In other countries, planning for such activities is underway. 
Teacher education was seen as a critical component, given the high incidence of 
first-onset epilepsy in childhood and the potentially serious consequences of 
undetected and untreated epilepsy for the education, psyche and social participation 
of a child or teenager. 

2.4 Summary of presentations and panel discussion 

After hearing the feedback from the group discussions, Dr Herrman offered some 
comments and reflections on future action. In this respect, the Regional report should focus on 
providing a tool around which both the Region as a whole and individual countries may organize 
action. The report will be developed further in the next few weeks, with the intention to publish 
it by the end of February 2002. One possibility is to organize a regional launch of the report to 
ensure publicity and raise awareness. In addition, each country may consider organizing its own 
launch ofthe GCAE. To do this, a country would need one or two activities developed in 
partnership with relevant internal organizations around which to organize the launch. 
WHO and/or GCAE can provide credibility and legitimacy to such efforts, help support 
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intra-country and inter-country partnerships, provide technical support, advice and training, and 
they can provide advice regarding possible sources of funding. 

Mrs de Boer reminded participants that her email address is available to them and that they 
are invited to keep in touch with her about the possibility of GCAE involvement. She in turn 
will keep Dr Herrman and Dr Prilipko informed about communications with people from 
countries in the Region. 

Mrs de Boer went on to outline how IBE and ILAE work together, and the practicalities of 
how organizations in individual countries may become affiliated with lBE. 

First Dr Prilipko and then Dr Li addressed the meeting. 

2.4.1 The role of government and nongovernmental organizations in public awareness and 
service provision for epilepsy. 

Dr Prilipko made a number of points both in his address and in subsequent discussion. 
First, he pointed out that epilepsy was selected as a priority by WHO not just because it is a 
prevalent and serious health problem, but also because it is an area where something can be done. 
This is both because it is eminently treatable using safe, inexpensive and effective medication; 
and also because a network of highly effective and cooperative epilepsy nongovernmental 
organizations exists, nongovernmental organizations with a worldwide presence. 

Second, he emphasized that this priority status within WHO for epilepsy will not last 
forever. In fact, mental health itself (within which epilepsy is located) has priority status for only 
one year, April 200 I -April 2002. 

Third, he explained the mandate and conditions under which WHO works. The key point 
is that it serves 197 countries and its mandate is to respond to calls for assistance from those 
countries. Thus it is important that countries communicate to WHO that they consider epilepsy 
an important priority and that they request certain kinds of assistance. Such communications in 
turn will influence priority setting and resource allocation within WHO. Participants at this 
meeting were looking to WHO to lend its support to efforts to persuade their health departments 
to accord epilepsy greater priority. It would be counter-productive for WHO to offer uninvited 
advice to the governments and health departments of member countries. However, once some 
discourse and activity has emerged within a country concerning epilepsy and the opportunity has 
emerged for WHO to be involved, WHO can lend its credibility, prestige and expertise to such 
efforts. 

2.4.2 The Western Pacific Regional Report on Epilepsy 

Dr Li discussed a range of considerations concerning the report. He said the idea of a 
white paper is a good one and asked whether we should copy the European White Paper or do 
our own, he leaning towards the latter. This report should be thought of as a working paper. 
It could be called a declaration, or a 'call to action'. The audience for this report should include: 
governments, regional and international organizations (e.g. the Secretariat of the Pacific 
Community (SPC)), donor organizations such as the Australian Agency for International 
Development (AusAID), the Japan International Cooperation Agency (JICA), the New Zealand 
Overseas Development Agency (NZODA), and a range of other associations, both governmental 
and professional. He believed it should provide basic knowledge of epilepsy and facts about the 
epidemiological burden, as well as "next steps". It should provide a framework for action for 
(say) the next two to five years. 
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Although it may contain a general appeal to donors and governments for attention, 
one cannot expect that epilepsy will be easily adopted as a top priority given what else is on the 
agenda for the health sector. 

He asked for endorsement of the Draft Regional Report in principle. He also emphasized 
that the Editorial Group needs participants' feedback as soon as possible, given the deadline. 

Regarding some of the main content of the report he made a number of points: 

(I) Discussion of the need for a uniform approach to epidemiological studies, so that in 
a few years useful comparative data will be available. Understandably, it is not 
possible to expect that all countries will do such studies. 

(2) The need for a training plan, including public education (materials are already 
available from IBE). 

(3) The need to train the trainers -perhaps WHO can help with this and perhaps the 
Commission on Asian and Oceanian Affairs of the International League Against 
Epilepsy can sponsor workshops. 

(4) He endorsed the suggestion by one of the small discussion groups (Group 1) for a 
working paper on criteria for 'comprehensive treatment' of epilepsy. 

(5) He endorsed the earlier discussion regarding the role of epilepsy related 
organizations, both lay and professional, e.g. national branches of ILAE, IBE; 
or others like anti-epilepsy associations, etc. 

(6) International cooperation, also discussed and stressed earlier, was a priority. 

(7) Resource mobilization: the report to some extent should include guidance on how to 
obtain funds for epilepsy-related activities and projects. 

Further discussion ensued about the timetable and process of production of the report. 
It was stressed that participants will be kept informed and have ample opportunity to contribute. 

Dr Prilipko suggested that the data from the 'country questionnaires' could be used to 
create an 'atlas of epilepsy' for the Region. This atlas could also be launched with the Regional 
Report. This idea was readily accepted by the meeting. 

2.5 Final plenary discussion on a framework for action for 2002-2003 

From an extensive discussion, some key themes will be highlighted, the most prominent of 
which is that of 'partnership'. 

Mrs de Boer offered to send 'chapter kits' to all participants who may consider setting up 
local chapters of IBE or ILAE or both. She emphasized that there are costs for joining, but that 
cost is never a barrier to entry. For example, 'friendship status' exists, in which members receive 
information but do not have voting rights. Dr Seino provided further details of some ofthe rules 
regarding chapters of ILAE. Dr Lee re-iterated an idea from earlier in the meeting of isolated 
professionals being permitted to become affiliates of professional organizations in neighbouring 
countries. Sweden has been assisting Lithuania and Denmark assists Uganda. The situation 
regarding membership oflLAE for China has been discussed at great length elsewhere, 
and discussions will continue. 
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There was further discussion of the 'state of play' in each country regarding GCAE action 
on epilepsy and ideas were canvassed such as: 

(1) Forming a national taskforce within a country and inviting experts from both within 
and outside the country to participate. 

(2) If some activities are already undeJWay within a country, 're-packaging' them under 
the auspices of the GCAE may add to their visibility and impact. This has already 
happened in some countries. 

(3) The WHO Regional Office for the Western Pacific Strategy for Mental Health can 
be emphasized more. 

Each country participant was asked what priorities they would take away with him or her 
as a result of the workshop. 

(1) Dr Wu emphasized teacher education and believed that action along these lines was 
possible in China. He also raised the matter of collaboration with children's health 
organizations, including UNICEF. (Mrs de Boer said that the GCAE Secretariat had 
already communicated with UNICEF regarding collaboration.) 

(2) Dr Pan (Singapore) described a range of activities that are undeJWay or planned and 
was considering whether associating them with GCAE would be advantageous. 
The recent merger of the National Neuroscience Institute with the 
Singapore General Hospital provided some opportunities for nationwide action. 
Other initiatives concern upgrading of data collection, teacher education, employer 
education, continuing medical education for primary care doctors and reform of 
driving regulations (a proposal sent to the Ministry of Health has not yet received a 
reply.) Mrs de Boer informed Dr Pan of two European reports on driving and 
epilepsy that he may find useful. Dr Pan was also contemplating a 'calendar' of 
epilepsy-related events under the auspices of the Singapore Epilepsy Foundation and 
Epilepsy Care Group. 

(3) Dr Mokela (Papua New Guinea) emphasized epidemiological data and thought it 
may be possible to have epilepsy incorporated into the paediatric surveillance 
programme that exists in his country. In addition, education of schoolteachers was a 
possibility, using materials supplied by lEE. 

(4) Dr Cabral-Lim (Philippines) described ongoing efforts to obtain commitment from 
the Department of Health. Her three foci of activity were: education of teachers, 
legislation, and epilepsy workshops (one to two days) for general practitioners and 
rural health physicians. The Department of Health needs to facilitate this, if only to 
pennit physicians to attend from time to time. 

(5) Dr Lee (Republic of Korea) mentioned a Korean Epilepsy Society commission 
working on the relationship between professionals and laypersons. He emphasized 
the importance ofthe involvement ofiaypersons and representatives of lay 
organizations. He also discussed briefly the issue of North Korea and its isolation 
and wondered whether it would be possible to establish some sort of collegial 
relationship with neurologists from that country. Other Korean Epilepsy Society 
commissions concerned: medications, surgery, quality control (e.g. ofEEG 
standards) as well as the 'social commission' considering relationships between the 
Korean Epilepsy Society and the Korean Epilepsy Association. He considered other 
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priorities to be experimental research on epilepsy and education of primary care 
physicians in epilepsy care, given the evidence of poor practice standards. 

(6) Dr Le (Viet Nam) reported on a first national epilepsy meeting that occurred last 
year. 

(7) Dr Seino (Japan) reiterated two points he made earlier: the need to clarify the term 
'comprehensive care' of epilepsy, as it is used in widely differing ways and because it 
is an extremely important concept. It should be emphasized within the GCAE, 
in both its medical and non-medical aspects. Also, the term 'curable' should be used. 

(8) Dr Li (WHO) discussed an idea for an epilepsy research project. 

(9) Dr Sengkignavong (Lao People's Democratic Republic) listed two priorities: 
(I) education of the public, patients, and professionals. To that end he plans to write 
two books for this purpose -one lay, one professional; and (2) to secure resources for 
a neurology subunit with electroneurophysiology (an EEG service). 
Mrs de Boer mentioned here that she knew of organizations recycling discarded 
EEG machines to countries that do not have any. 

(10) Dr Nasaroa (Fiji) felt his country was starting from scratch and had a lot to do. 
There exists a task force on non-communicable disease, which may be an avenue to 
promote epilepsy issues. They have a great need for teaching materials for 
laypersons. He mentioned a potential research project. 

(11) Dr Rashid (Malaysia) mentioned the need to expand the Epilepsy Society outside the 
Kuala Lumpur area and was keen to obtain advice on how to set up branches and 
support groups. He believed there was difficulty in persuading people to do 
voluntary work. There had been an awareness week for stroke in his country; 
he wondered whether an epilepsy awareness week might be possible next year. 

(12) Dr Chea (Cambodia) said that the first priority in Cambodia for the campaign against 
epilepsy is to upgrade the form of epilepsy team from existing neurologist in 
Preah Bat Norodom Sihanouk Hospital and then to train the general physicians 
involve with epilepsy patients. The second priority is to present the education 
programme about epilepsy every month on TV for patients with epilepsy and their 
families. 

(13) In the light of this discussion the following themes were confirmed as a framework 
for action for the countries in the Region. They will be used as a framework also for 
presentation of the Regional report on epilepsy. 

• Public education 

• Community based control and prevention programmes 

• Legislative reform 

• Investment in research 

• Lay and professional epilepsy organizations 

• Information exchange and inter-country cooperation 
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3. CONCLUSIONS 

Although at this stage it is far from clear what activities will eventuate within individual 
countries or within the Region, a number of interim actions and resolutions were agreed upon by 
the participants: 

(I) The participants agreed unanimously to support the ILAE/IBE/WHO GCAE. 

(2) They supported the continuation and further development of the demonstration 
project in China. 

(3) They endorsed the plan to produce a Regional Report on Epilepsy and agreed that 
this report should take into account the results of the survey of country needs and 
resources and the discussions that occurred during the meeting. They also endorsed 
the concept of a regional 'epilepsy map'. 

(4) Participants agreed to inform the Regional Adviser on Mental Health about 
epilepsy-related activities in their country linked to the GCAE. 

(5) Finally, participants endorsed the concept of inter-country exchange and support 
within the Region. 

4. CLOSING 

Dr Prilipko reflected that only a few colleagues at the meeting had specific plans for action 
in the next few years. Most needed to return home and engage in further discussion with both 
lay and professional colleagues about how to engage with GCAE. He asked everyone to keep 
Dr Herrman informed about the progress of such explorations and discussions. He also 
mentioned that both the draft Regional Report and the report of this meeting would be circulated 
to people in countries that were not present. 

Dr Nesbit thanked the participants for their efforts, stressed the issue of partnerships and 
promised that the WHO Regional Office would do all it could to assist GCAE with its future 
activities in the Region. 

Dr Herrman thanked the support staff, office bearers and participants. 

Mrs de Boer thanked Dr Herrman and the participants. She then declared the meeting 
closed. 
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ANNEXl 

PROVISIONAL LIST OF TEMPORARY ADVISERS AND SECRETARIAT 

1. TEMPORARY ADVISERS 

Dr Chea Lahoeum, Head of Neurology Department, Preah Bat Norodom Silhanuk Hospital, 
Sangkat Tamnop, Toeuk, Khan, Cham Car Mon, Phnom Penh, Cambodia 
Telephone: +855 12939 181, Facsimile: +855232161211, 
E-mail address:lahoeum@hotmail.com 

Dr Wang Wenzhi, Chief, Department of Neuroepidemiology, Beijing Neurosurgical Institute, 
#6 Tiantan Xiii, Beijing 100050, China, Telephone: +86 1065112838, 
Facsimile: +861065112838, E-mail address:ggnfbwwz@public.bta.net.cn 

Dr Joseva Nasaroa, Consultant Physician, Colonial War Memorial Hospital, P.O. Box 115, 
Suva, Fiji, Telephone: (679) 313444, Facsimile: (679) 303232, 
E-mail address:nasaroaial.is.com.fj 

Dr Masakazu Seino, Honorary President, National Epilepsy Center, Shizuoka Higashi Hospital, 
Urushiyama 886, Shizuoka 420-8688, Japan Telephone: +8154245 5446; +8142 3212737 
Facsimile: +81542479781; +8142 3212737, E-mail address:Seino725@mx6.mesh.ne.jp; 
shizuoka@szec.hosp.go.jp 

Dr Byung-In Lee, President, ILAE, Department of Neurology, Yonsei University 
College of Medicine, #134 Shinchon-dong Seodaemoon-Ku, 120752 Seoul, Republic of Korea, 
Telephone: +822361 5460, Facsimile: +822393 0705, 
E-mail address:bilee@vumc.yonsei.ac.kr 

Vikham Sengkignavong, Neurologist/Psychiatrist, Mahosot Hospital, Vientiane, 
Lao People's Democratic Republic, Telephone: +85621450239, Fascimile: +85621214020 

Dr Azmi Abdul Rashid, President, IBE, Persatuan Epilepsi Malaysia, 
clo Department of Neurology, Kuala Lumpur Hospital, lalan Pahang 50586, Kuala Lumpur, 
Malaysia, Telephone: +6032923123, Facsimile: +603 291 1186, 
E-mail address:azmimima@hotmail.com;azrnirashid@pd.jaring.my 

Dr David Mokela, Acting Chief Paediatrician, c/o Port Moresby General Hospital, Free Mail 
Bag, Boroko, NCD, Port Moresby, Papua New Guinea, Telephone: +675 324 8200, 
Facsimile: +675 324 8200 

Dr Leonor Cabral-Lim, President, ILAE, Philippine League against Epilepsy, 
Department of Neurosciences, University of the Philippines, Philippine General Hospital, 
Taft Avenue, Manila, Philippines, Telephone: +6327136001, 
Fascimile: +632713 6001; +632 525 4996, E-mail address:lcabrallim@hotmail.com 

Dr Andrew Pan, Associate Consultant, Department of Neurology, Block 4 Level 8 Brain Centre 
Singapore General Hospital, Singapore 169608, Telephone: +65 326 5003, 
Fascimile: +652203321, E-mail address:gnrpan@sgh.com.sg 
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Dr Le Duc Hinh, Head of the Neurology Department, Department of Neurology, 
Bach Mai Hospital, Giai Phong Road, Hanoi, Viet Nam, Telephone: +844 868 5348, 
Facsimile: +844869 1607 

Mrs Hanneke de Boer, Chairperson, Global Campaign Against Epilepsy, International League 
Against Epilepsy (ILAE)/, International Bureau for Epilepsy (IBE)/WHO , Global Campaign 
Against Epilepsy, Stichting Epilepsie Instellingen Nederland (SEIN), Achterweg 5, 2103 
SW Heemstede, The Netherlands, Telephone: +31 23 5 237 418/411, 
Facsimile: +31235470119, E-mail address:hdboer@sein.nl 

Dr Jian-zhong Wu, Professor, Beijing Neurosurgical Institute, #6 Tiantan Xiii, Beijing 100050, 
China, Telephone: 861067013745, Facsimile: +86 1067018345, 
E-mail address:caepswjz@public.bta.net.cn 

Dr Michael Salzberg, Consultant Psychiatrist, c/o St Vincent's Mental Health Service, 
St Vincent's Hospital, P.O. Box 2900 Fitzroy 3065, Melbourne, Australia, 
Telephone: 61394212216, Facsimile: 61392884147, 
E-mail address:anddid@mira.net 

WHO WESTERN PACIFIC 
REGIONAL OFFICE 

WHO/SOUTH PACIFIC 

WHO HEADQUARTERS 
SWITZERLAND 

2, SECRETARIAT 

Dr Linda Milan, Director, Building Healthy Communities and 
Populations, World Health Organization, Regional Office for the 
Western Pacific, 1000 Manila, Philippines, 
Telephone: (632) 528-9981, Fascimile: (632) 521-1036; 
526-0362; 526-0279, 
E-mail address: milanl@wpro.who.int 

Dr Helen Herrman, Acting Regional Adviser in Mental Health, 
World Health Organization, Regional Office for the Western 
Pacific, 1000 Manila, Philippines, Telephone: (632) 528-9854, 
Facsimile: (632) 521-1036; 526-0362; 526-0279, 
E-mail address: herrmanh@wpro.who.int 

Dr Shichuo Li, WHO Representative, World Health 
Organization, Level 4 Provident Plaza One, Downtown 
Boulevard, 33 Ellery Street, Suva, Fiji, 
Telephone: +679300727, Fascimile: +679300462, 
E-mail address: lis@fij.wpro.who.int 

Dr Leonid Prilipko, Programme Leader, Neurological Diseases 
and Neuroscience, Management of Mental and Brain Disorders, 
Department of Mental Health, and Substance Dependence, 
World Health Organization, Geneva, Switzerland, 
Telephone: +41227913621, Facsimile: +41227914160, 
E-mail address:prilipkol@who.ch 
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ANNEX 2 

WORLD HEALTH 

ORGANIZATION 
ORGANISATION MONDIALE 

DE LA SANTE 

REGIONAL OFFICE FOR THE WESTERN PACIFIC 

BUREAU REGIONAL DU PACIFIQUE OCCIDENTAL 

CONSULTA nON ON EPILEPSY WPRlICPINCD(2)/2001l1a 
13 November 2001 

Manila, Philippines 
14-15 November 2001 

1. Opening ceremony 

2. Adoption of agenda 

ENGLISH ONLY 

PROVISIONAL AGENDA 

3. Objectives of the meeting and WHO ambitions for epilepsy in the Region 

4. Plenary presentations and discussion: 
• Draft report on epilepsy in the Region 
• The Global Campaign on Epilepsy (GCAE) 
• Demonstration Projects in China 

5. Plenary presentations on the present state of epilepsy in the countries 

6. Group discussions: GCAE activities in the Region 

7. Plenary presentations and discussion: Regional and country activities 

8. Panel discussion: 
• the role of governments and non-government organizations in public awareness 

and service provision for epilepsy 
• the Western Pacific Regional Report on Epilepsy 

9. Discussion: framework for action in the countries 
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OPENING SPEECH BY THE REGIONAL DIRECTOR 

It is my pleasure this morning to open the consultation on epilepsy, and welcome you to 
Manila. First of all, I thank you all for taking the time to attend this consultation and contribute 
to its objectives. In the Regional Office for the Western Pacific we are committed to working 
with countries to strengthen mental health services including in the important area of epilepsy. 
We have invited each of you because of your expertise and experience, and because we believe 
that you can contribute to change in the neglected areas of community awareness and treatment 
for epilepsy in countries in this region. 

We are all well aware that epilepsy is one of the major brain disorders, and one of world's 
most prevalent noncommunicable diseases. It is more common in developing than developed 
countries throughout the world, including the Western Pacific Region, because of the higher risk 
of experiencing a condition leading to brain damage. These conditions include 
neurocysticercosis, meningitis, malaria, perinatal complications and malnutrition. The point 
prevalence of active epilepsy (that is continuing seizures or the need for treatment) is around 
0.8% of the population, and is higher in some developing countries. Recent work in China 
suggests that there are between six and nine million people with active epilepsy, and that 70% of 
these are not receiving treatment. Fear, misunderstanding and the resulting stigma and 
discrimination effecting people with epilepsy and their families add to the burden of the disorder, 
especially when the condition is untreated. 

Epilepsy is one of the six priority conditions highlighted in the World Health Report 200 I, 
released last month. The Western Pacific regional strategy for mental health, endorsed at the 
52nd Regional Committee Meeting held in Brunei Darussalam in September, includes epilepsy 
as a health care priority. Member States in the Region are urged to develop national policies and 
plans to improve awareness and understanding, reduce the burden of the disease and develop 
preventive strategies. Joint efforts are being made by the World Health Organization, 
International Bureau for Epilepsy and International League Against Epilepsy to reduce the 
burden caused by epilepsy by improving the acceptability, the treatment, the services and the 
prevention worldwide. 

The Global Campaign Against Epilepsy (GCAE) was launched in 1997. This was aimed 
at raising general awareness and understanding of epilepsy and therefore the main focus of the 
campaign was advocacy. Conferences on public health aspects were organized in various parts 
of the world, and several Declarations on Epilepsy were adopted: including the Asia Oceania 
Declaration, adopted at a meeting of the Asian and Oceanian Epilepsy Organization New Delhi 
in November 2000. WHO is supporting Member States in identifYing the needs and promoting 
adequate measures in order to face this challenge. 

The second phase of the Global Campaign Against Epilepsy was launched in February this 
year. The second phase is promoting the organization and resourcing of demonstration projects 
to assess needs for care, develop services and evaluate their introduction. The first GCAE 
demonstration project is located in central China, covering five provinces and 2.5 million people; 
other projects are now starting in Argentina, Senegal and Zimbabwe. You will hear more about 
the demonstration project in China later in the meeting. This project is positioned to provide an 
important example for service development and evaluation within the Region. 
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This consultation brings together representatives from clinical services, governments and 
universities who are concerned with policy and practice in neurology and mental health in 12 
countries in the Western Pacific Region. We also have leaders of the Global Campaign Against 

Epilepsy. Among these, I welcome Mrs Hanneke de Boer, Chairperson of the Campaign 
and Past President of the International Bureau for Epilepsy, and Dr Leonid Prilipko, Programme 
Leader, Neurological Diseases and Neuroscience, Department and of Mental Health and 
Substance Dependence, WHO, Geneva. 

Over the next two days, you will: 

(J) review the draft regional report on the present state of epilepsy in the Region, that 
has been prepared by Dr Li, Dr Wu and Dr Salzberg for this consultation; 

(2) review the implementation of the Global Campaign Against Epilepsy; and 
(3) develop a framework for action. 

I wish you well in this important work and I look forward to the outcome of this 
consultation for the sake of the patients and families with epilepsy in our Region. 
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ANNEX 4 

MEETING OF CAMPAIGN SECRETARIAT AND EDITORIAL GROUP 

This meeting was attended by Dr Shichuo Li, Dr lian-zhong Wu, Dr M. Salzberg, 
Mrs H. de Boer, Dr L. Prilipko, Dr M. Seino and Dr H. Herrman. A time-line was agreed on for 
production of the Regional Report. Although the Editorial Group has responsibility for 
production of the Report, meeting participants will be sent the second draft as soon as it is 
available and are invited and encouraged to participate as much as they are able. 

The tentative timeline is as follows: 

• December 200 I • Receive feedback on Draft Report from 
participants 

• December 200 I • Feedback to reach Editorial Group 

• December 2001 • Teleconference of Editorial Group 

• 10 January 2002 • 2nd draft of Regional Report to reach 
Dr Herrman 

• • r d draft to be distributed to meeting 
participants 

• 30 January 2002 • Dr Herrman to collate feedback from 
participants and forward this to Editorial 
Group 

• 28 February 2002 • 3 rd draft of Regional Report to reach 
Dr Herrman 

• First week of March 2002 • Teleconference of Editorial Group 

• Mid-March 2002 • Final version of Regional Report goes to 
design and production 


