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STRATEGY AND PLAN OF ACTION ON EPILEPSY 
 
 
Introduction 
 
1. Epilepsy is one of the world’s most common chronic neurological disorders. 
Roughly 50 million people suffer from it, 5 million of them in the Region of the 
Americas (1-5). Nevertheless, it is estimated that over 50% of these people in Latin 
America and the Caribbean have no access to services (2, 6-9). Furthermore, the stigma 
attached to people with epilepsy is a barrier to the exercise of their human rights and 
social integration (1-2, 10-11).  
 
2. It is important to note that scientific advances have improved the understanding 
and management of epilepsy. This fact, combined with political will, makes this the right 
time for the Pan American Health Organization (PAHO) and its Member States to make 
this important public health problem a priority.  
 
3. This document includes the input received from a consultative process in which 
the International League against Epilepsy (ILAE), the International Bureau for Epilepsy 
(IBE), the ministries of health, and other national organizations, the Department of 
Mental Health and Substance Abuse of the World Health Organization (WHO), PAHO 
technical programs, and as a group of experts participated.  
 
Background 
 
4. Various PAHO and WHO program documents and resolutions serve as the 
background and underpinnings for this strategy and plan of action.  
 
5. The Global Campaign against Epilepsy: Out of the Shadows (10) was officially 
launched in 1997 in Geneva, Switzerland, through an agreement among WHO, the ILAE, 
and the IBE. In 2000, the Declaration of Santiago on Epilepsy in Latin America was 
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adopted in Chile (12). In 2005, a declaration on this subject was also issued in the United 
States. In 2008, with support from the ILAE and the IBE, PAHO published the report 
Informe sobre la Epilepsia en Latinoamérica [Report on Epilepsy in Latin America] (2).  
 
6. The countries of the Region adopted the Health Agenda for the Americas 
2008-2017 (13). The 48th Directing Council of PAHO (2008) approved the Strategic 
Plan 2008-2012 (14), in which Strategic Objective 3 focuses on chronic 
noncommunicable diseases.  
 
7. The Directing Council of PAHO has approved technical documents and adopted 
resolutions in different years on issues related to epilepsy. These include: (a) Disability: 
Prevention and Rehabilitation in the Context of the Right to the Enjoyment of the Highest 
Attainable Standard of Physical and Mental Health and Other Related Rights (2006) (15); 
(b) Strategy and Plan of Action on Mental Health (2009) (16); and (c) Health and Human 
Rights (2010) (17).  
 
8. In 2008, WHO officially launched the Mental Health Gap Action Program 
(mhGAP) (18), which recognized epilepsy as one of the eight priority conditions. In 2010 
it published the mhGAP Intervention Guide for Mental, Neurological and Substance Use 
Disorders in Non-specialized Health Settings (mhGAP-IG), disorders that include 
epilepsy (19).  
 
Situation Analysis 
 
9. Diagnosing epilepsy is essentially a clinical process that can be performed in 
nonspecialized health settings by taking a good clinical history and performing an 
examination; an international classification is available that facilitates diagnosis (20, 21). 
Epilepsy may be caused by genetic, structural, metabolic, or unknown factors (21). 
Among the structural factors, the most common causes in Latin America and the 
Caribbean are infectious and parasitic diseases (especially, neurocysticercosis), perinatal 
brain damage, vascular diseases, and head trauma, all of which are preventable (1-3).  
 
10. Neurocysticercosis is an infection of the nervous system caused by the Taenia 
solium larva. Its most common clinical manifestations are acute symptomatic epileptic 
crises and epilepsy. According to some Latin American studies, community health and 
education interventions can reduce the incidence of epilepsy caused by 
neurocysticercosis in hyperendemic populations (22, 23).  
 
11. The prognosis in cases of epilepsy depends on the etiology of the illness, as well 
as early andsustained treatment. It is estimated that up to 70% of people with epilepsy 
can live normal lives if they receive proper care (1).  
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Burden, Prevalence, and Mortality 
 
12. Epilepsy accounts for 0.5% of the global burden of disease, measured in 
disability-adjusted life years (DALYs), with 80% of that burden corresponding to the 
developing countries (1). This disorder accounts for 0.7% of the regional burden of 
disease; the distribution by sex does not yield significant differences, and the highest 
burden, 2.8%, is found in the 5-14 age group. At 0.4%, the United States and Canada 
have a lower burden than Latin America and the Caribbean, where the figure is  0.9%.  
 
13. The global epilepsy incidence, prevalence, and mortality indexes are not uniform 
and are dependent on several factors (1). According to a series 32 of community-based 
studies, the lifelong prevalence in Latin America and the Caribbean stands at an average 
of 17.8 per 1,000 population (range: 6-43.2). There were no significant differences by sex 
or age group (24).  
 
14. Mortality rates among people with epilepsy are higher than for the general 
population. The estimated annual global mortality rate ranges from 1 to 8 per 100,000 
population (1, 2). A regional mortality study that ran from 1999 to 2007 found an annual 
average of 7,179 deaths from epilepsy (as the primary cause), a rate of 0.8 per 100,000 
population, with a higher index in men (1.0) than women (0.60). In the groups aged 20-
59 and over 60, the highest rates of 1.0 and 1.2, respectively, are reported. The mortality 
index in Latin America and the Caribbean is 1.1, higher than that of the United States and 
Canada, which is 0.4 (25). It is believed that there is significant underreporting in some 
countries. 
 
15. A recent study of the treatment gap yielded a figure of 75% in low-income 
countries and over 50% in the majority of middle-income countries (6-8).  
 
Role of Auxiliary Diagnostic Tools 
 
16. The electroencephalogram (EEG) is a useful tool for the diagnosis and 
classification of epileptic syndromes. Access to the EEG is limited in many countries, 
and electroencephalographic video monitoring is available at only a few specialized 
centers (2).  
 
17. Computerized axial tomography (CAT) remains a useful tool, owing given its low 
cost and ability to detect obvious lesions such as the calcifications from 
neurocysticercosis (26). Magnetic resonance imaging (MRI) of the brain is recommended 
as the technique of choice for identifying the most common etiologies in epilepsy (27). 
However, neuroimaging equipment in Latin America and the Caribbean is rare and is 
usually concentrated in the private sector, in addition to being unaffordable to the 
majority of the population (2).  
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Treatment and Rehabilitation 
 
18. The majority of countries in Latin America and the Caribbean have the four basic 
drugs in their arsenal (phenobarbital, phenytoin, carbamazepine, and valproic acid), but 
only at the secondary and tertiary levels of care. Ensuring the supply of these four 
antiepileptics is essential, when we consider that seizures can be controlled with 
monotherapy regimens in up to 70% of cases. In 1990, WHO determined that the average 
cost of medication (with phenobarbital) could be as low as US$ 5 per patient per year (1).  
 
19. Public services in most Latin American and Caribbean countries do not have 
new-generation antiepileptics, which are useful in intractable cases but are more 
expensive. Measurement of drug-plasma concentrations is not performed on a regular 
basis, even though it is a useful procedure (2, 28).  
 
20. Surgical intervention for epilepsy is an effective treatment and is recommended in 
some cases that cannot be controlled with drugs; surgical interventions may reach some 
10% of the total (1, 29).  
 
21. In the integrated management of people with epilepsy, consideration of 
psychosocial factors is essential and includes education for self-management; that is, the 
measures and behaviors that people with epilepsy should adopt and maintain to control 
their illness (30). In some cases, complementary measures can also be helpful; these 
include, for example, the use of natural products, vitamins, relaxation techniques, a 
healthy diet, religious or cultural activities, and social support; such measures are 
acceptable as long as the patient continues the basic drug therapy (31).  
 
22. The objective of rehabilitation is to improve the quality of life of people with 
epilepsy and integrate them into society and the work environment. The interventions 
that are selected will depend on the complexity of the cases; most people with epilepsy 
enjoy a substantial degree of autonomy and only a minority suffers from serious forms. 
This group includes persons with disabilities and people who are institutionalized or 
highly dependent on their families; here, it is essential to develop patients’ social and 
occupational skills (2).  
 
Programs and Services 
 
23. The available data show that only 34% of countries in Latin America and the 
Caribbean reported having national epilepsy programs. (2). Some of the key problems in 
delivering services to people with this disorder are the limitations on diagnosis, 
management, and monitoring in primary health care. Many countries lack intervention 
protocols, or those that they do have are not up-to-date (2).  
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24. In the majority countries in Latin America and the Caribbean, the secondary--or 
specialized--level of care has serious limitations and is sometimes nonexistent. There is 
little or no linkage between primary health care and the neurology services (2).  
 
25. The average number of neurologists per 100,000 population in the Region of the 
Americas is 0.3 (higher than the global average of 0.18) (3). The number varies from 
country to country, with a very high concentration in the capitals and major cities (2). 
Some 76% of countries in the Hemisphere report the existence of associations of 
neurologists and other professionals working in the field of epilepsy (3).  
 
26. Some 92% of countries report having EEG and electroencephalographic video 
monitoring equipment. However, this does not necessarily mean that they can offer full 
coverage to the population (2, 3).  
 
27. There is a high proportion of psychiatric comorbidity with epilepsy that often 
goes unrecognized and is therefore not treated properly; mental disorders are seen in 
some 25%-50% of people with epilepsy, with a higher prevalence in patients with poor 
control of epileptic crises (32-33). These disorders include depression, anxiety,   and 
psychosis, as well as cognitive and personality changes. Epilepsy cases associated with 
psychosis or dementia are often confined to psychiatric hospitals or social welfare 
institutions.  
 
28. Relations with traditional health care systems, especially in rural areas and 
indigenous communities, are weak. In certain populations, for cultural and other reasons 
people with epilepsy are still taken primarily to traditional healers.  
 
Human Rights of People with Epilepsy1 
 
29. The exercise of human rights is fundamental for people with epilepsy, especially 
those with some degree of disability. The barriers can be related to access to health 

                                                 
1 We suggest consulting: 
 Pan American Health Organization. Strategy and Plan of Action on Mental Health. 49th Directing 

Council of PAHO, 61st Session of the WHO Regional Committee for the Americas, 
28 September-2 October 2009, Washington, D.C., USA. Washington, D.C.: PAHO 2009 (Document 
CD49/11 and Resolution CD49.R17) [cited 2011 Feb. 23]. Available at:   
http://new.paho.org/hq/dmdocuments/2009/CD49-11-e.pdf.  
http://new.paho.org/hq/dmdocuments/2009/CD49.R17%20(Eng.).pdf.  

 Pan American Health Organization. Health and Human Rights. 50th Directing Council of PAHO, 
62nd Session of the WHO Regional Committee for the Americas; 27 September-1 October 2010; 
Washington, D.C., USA. Washington, D.C.: PAHO; 2010 (Document CD50/12, Concept Paper, and 
Resolution CD50.R8) [cited 2011 Feb. 23]. Both available at: 
http://new.paho.org/hq/index.php?option=com_docman&task=doc_download&gid=7979&Itemid=. 
http://new.paho.org/hq/index.php?option=com_docman&task=doc_download&gid=8954&Itemid=. 
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services, restrictions on personal freedom, lack of job opportunities, exclusion from 
educational systems, legal constraints to exercising particular rights, and inadequate 
living conditions in some psychiatric institutions (17).  
 
30. The human rights violations range from the most obvious to the most subtle--for 
example, not being able to obtain a driver’s license or restrictions on the ability to choose 
where they work. Sometimes it is not a matter of having the legal instruments but of 
enforcing them.  
 
Proposal 
 
31. The Strategy and Plan of Action 2012-2021 are based on a general vision of the 
Americas with respect to epilepsy; however, there are major differences among countries 
and even within a single country. This document describes the experiences in our 
Hemisphere, expresses the commitment of the governments, and is compatible with the 
Global Action Program (mhGAP).  
 
32. A gender, ethnicity, and cultural diversity approach, as well as a primary health 
care, health promotion, human rights, and social protection approach are cross-cutting 
lines of all the strategic areas. Priority will be given to care for vulnerable groups or those 
with special needs.  
 
33. In order to support this Strategy and Plan of Action, PAHO will collaborate with 
the ILAE, the IBE, and other partners; set priorities; mobilize resources; and encourage 
cooperation among countries.  
 
34. Principles and values: (a) universal access; (b) equity; (c) Pan American 
solidarity; (d) respect for the human rights of people with epilepsy; (e) social 
participation; (f) use of the best available scientific evidence; (g) protection of vulnerable 
groups; (h) respect for the historical and cultural frameworks of communities; 
(i) comprehensive health care; and (j) responsibility and accountability.  
 
35. Vision: PAHO is at the forefront of cooperation efforts to assist the Member 
States in ensuring optimal health for the entire population of the Americas and promote 
the well-being of families and communities.  
 
36. Purpose: Strengthen the integrated response of the health sector through 
appropriate lifelong treatment programs for people with epilepsy that include prevention, 
treatment, and rehabilitation activities.  
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Strategic Areas, Indicators, Objectives, and Activities  
 
Strategic Area 1: Programs and legislation for the care of people with epilepsy and 
protection of their human rights.  
 
Indicators 
 
• Number of countries with a national epilepsy plan in place. (Baseline in 2010: 10. 

Target: 20 by 2015 and 30 by 2020.)  
• Number of countries that have modified/amended and updated the legislative 

framework for epilepsy to bring it into line with international human rights 
standards. (Baseline in 20122: Target: 10 by 2015 and 25 by 2020.)  

• Instrument and Methodology for comprehensive evaluation of national epilepsy 
programs and services developed and published.3 (Baseline in 2010: 0. Target: 1 
by 2012 and 1 revised by 2020.) 

• Number of countries that have evaluated their national epilepsy program and/or 
services.4 (Baseline in 2010: 0. Target: 25 by 2013-2014 and 30 
reevaluated/evaluated by 2019-2020.)  

 
Objective 1.1: Have national epilepsy programs in place.  
 
Regional activities 
 
1.1.1 Provide technical cooperation to the countries to design, reformulate, strengthen, 

and implement national epilepsy programs.  
 
National activities  
 
1.1.2 Formulate or review the national epilepsy program and implement it, giving 

particular attention to the most vulnerable groups with special needs.  
 
Objective 1.2: Bring national legislation on epilepsy into line with international human 
rights norms and standards.  
 

                                                 
2  Baseline under construction. 
3 The instrument/methodology for evaluating national epilepsy programs will include the following 

components, inter alia: (a) intersectoral coordination mechanisms; (b) organization and development of 
epilepsy treatment services, from PHC up to the specialized level; (c) package of essential interventions 
for persons with epilepsy in PHC; (d) availability of epilepsy drugs in PHC; (e) psychosocial 
rehabilitation; (f) promotion and prevention component as part of epilepsy treatment plans; (g) actions to 
fight stigma; (h) regular collection and analysis of basic data on epilepsy (with a breakdown by at least 
sex and age) in the health information system; (i) human resources development; and (j) financing. 

4  This will make it possible to improve and increase the baseline, as well as the indicators to be measured. 
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Regional activities 
 
1.2.1 Provide technical cooperation to the countries to review and update the legislative 

framework and current legal regulations pertaining to epilepsy.  
 
National activities 
 
1.2.2 Promote—with government agencies, legislative bodies, and civil society—the 

review and enforcement of the current legislative framework pertaining to 
epilepsy. 

1.2.3 Review and institute the pertinent measures governing the procedures applicable 
to people with epilepsy, especially those with psychosis, dementia, or disability, 
who are subjected to long-term confinement in psychiatric hospitals, social 
welfare institutions, and penitentiaries, situations that could constitute human 
rights violations (such as involuntary commitment, physical restraint, isolation, 
and substandard institutional conditions). 

1.2.4 Systematically forge ties with the courts and human right agencies to enforce the 
law.  

 
Objective 1.3: Have the financial and human resources necessary for the 
execution of national epilepsy programs.  
 
Regional activities 
 
1.3.1 Cooperate with the countries to assess program financing and the cost of epilepsy 

treatment services.  
 
National activities 
 
1.3.2 Review the cost and financing of the epilepsy program and respective services, as 

well as the structure of the expenditure, defining short-, medium-, and long-term 
goals for funding service delivery, with emphasis on primary care.  

1.3.3 Identify potential sources of financing and donors and request funding.  
 
Objective 1.4: Create and strengthen health sector partnerships with other key sectors and 
actors, including the private sector.  
 
Regional activities 
 
1.4.1 Cooperate with the countries to strengthen the formation of national networks.  
1.4.2 Support associations of people with epilepsy and their families, facilitating 

information-sharing among countries and dissemination of the lessons learned.  
1.4.3 Strengthen partnerships with international institutions and other regional partners.  
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National activities 
 
1.4.4 Create an intersectoral coordinating body.  
1.4.5 Promote social participation as part of the formulation, execution, and evaluation 

of the epilepsy program.  
1.4.6 Provide public sector support for organizations of users and families and actively 

involve them in epilepsy programs.  
 
Strategic Area 2: Health services network for the treatment of people with epilepsy, 
with emphasis on primary health care and the provision of drugs.  
 
Indicators 
 
• Regional epilepsy mortality rate (per 100,000 population). (Baseline in 2010: 0.8. 

Target:< 0.8.)  
• Percentage of people with epilepsy who are not treated. (Baseline in 2009: an 

estimated 60%. Target: 30% by 2020.)  
• Preparation and publication of a regional epilepsy training module (guides), based 

on the competencies required to meet the needs, targeting primary care workers.5 
(Baseline in 2010: 1 (mhGAP-IG). Target: 1 adapted to the regional level by 2013 
and 1 revised by 2020.)  

 
Objective 2.1: Provide a package of essential interventions for people with epilepsy in 
primary health care, ensuring access to basic medications and education for 
self-management.  
 
Regional activities 
 
2.1.1 Collaborate with the countries in organizing the delivery of service to people with 

epilepsy, with emphasis on boosting the response capacity in primary health care.  
2.1.2 Collaborate with the countries to guarantee the supply and availability of 

antiepileptics in primary health care, studying alternatives such as the Strategic 
Fund.  

 
National activities 
 
2.1.3 Organize health service delivery to people with epilepsy, with emphasis on: 

(a) decentralizing neurology services; (b) improving effectiveness in primary 

                                                 
5 The mhGAP Intervention Guide for mental, neurological, and substance use disorders in non-specialized 

health settings (mhGAP-IG) is a global tool that is currently available but will need to be adapted to the 
regional level. 
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health care; (c) examining coverage and equity in access to services; 
(d) integrating services with local and community support networks; and 
e) evaluating and surmounting administrative barriers to interventions.  

2.1.4 Prepare and apply guides or protocols for essential epilepsy interventions in 
primary health care. The WHO package of interventions (mhGAP) (19) can be 
adapted to local conditions and will take life cycle, sex, and sociocultural and 
ethnic characteristics of the populations into consideration. It should also include 
education for self-management as a key component; this will improve adherence 
to medication regimes and the adoption of healthy behaviors to ensure positive 
outcomes. 

2.1.5 Add antiepileptics to the national list of essential drugs and guarantee their 
availability in primary health care.  

2.1.6 Improve the mechanisms for monitoring people with epilepsy, as well as the 
referral and counter-referral systems.  

2.1.7 Promote community participation, increasing the population’s acceptance and use 
of the services.  

2.1.8 Develop relations with traditional or community care systems.  
2.1.9 Promote intersectoral efforts in the execution of interventions.  
 
Objective 2.2: Organize the network of neurology and mental health services for people 
with epilepsy at the secondary and tertiary levels.  
 
Regional activities 
 
2.2.1 Form a regional group of experts to advise countries on the organization of 

secondary and tertiary care.  
 
National activities 
 
2.2.2 Create or reorganize neurology services in the country to decentralize them and 

their human resources.  
2.2.3 Take steps to ensure that mental health services are prepared to treat people 

with epilepsy, in terms of co-morbidity and facilitating diagnosis and basic 
treatment (16). 

2.2.4 Promote the creation of crisis intervention units in general hospitals and the 
development of partial hospitalization modalities, to strengthen the link between 
these types of services and primary health care.  

2.2.5 Establish agreements between the health authorities and universities to elicit the 
support of neurology residents for public health services.  

2.2.6 Create at least one basic epilepsy surgery center, in keeping with the available 
resources and population of the country.  

2.2.7 Develop plans for the education of specialized human resources and their 
placement in the health system over the next 10 years.  



CD51/10, Rev. 1  (Eng.)  
Page 11 

 
 

  

2.2.8 Determine the availability of auxiliary diagnostic tools for epilepsy (EEG, CAT, 
and MRI) and program their better distribution in the health system, along with 
new acquisitions over a 10-year period.  

 
Objective 2.3: Establish a rehabilitation program for people with epilepsy.  
 
Regional activities 
 
2.3.1 Cooperate with the countries in the implementation of rehabilitation activities for 

people with epilepsy, adopting a multisectoral human rights approach.  
 
National activities 
 
2.3.2 Formulate and execute a community-based rehabilitation program with a human 

rights approach and the support of other sectors (for example, housing, labor, 
social protection, finance, justice, among others), shifting the focus of 
rehabilitation from an institutional setting to a real life context.  

2.3.3 Assess the population of people with epilepsy who have been confined for 
lengthy periods in hospitals and social welfare institutions in order to develop 
individualized rehabilitation plans suited to their clinical status and social 
situation.  

2.3.4 Guarantee psychopedagogical and family care for children with epilepsy and 
learning disabilities.  

 
Objective 2.4: Provide training for primary health care workers to improve their epilepsy 
diagnosis and management skills.  
 
Regional activities 
 
2.4.1 Cooperate with the countries in the development and execution of epilepsy 

training processes, especially for primary care personnel.  
2.4.2 Create a regional working group for the design of a regional training model on 

epilepsy with support from the ILAE, IBE, and academic institutions.  
2.4.3 Provide support for meeting regional and subregional educational needs through 

virtual courses or distance learning.  
2.4.4 Review and reach a consensus on the basic principles that should govern current 

neurology graduate programs in the countries of the Region.  
 
National activities 
 
2.4.5 Develop training programs that support and consider integration and appropriate 

coordination between services and local support systems. 
2.4.6 Create an up-to-date database of human resources in the field of neurology.  
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2.4.7 Execute training plans for primary health care workers both before they join the 
neurology service and while they are working there.  

2.4.8 Develop expanded training plans that include informal service providers, 
community health workers, and workers from other sectors.  

2.4.9 Collaborate with universities and teaching institutions specializing in health to 
foster the inclusion and improvement of epilepsy curriculum contents.  

 
Strategic Area 3: Education and sensitization of the population, including the people 
with epilepsy and their families.  
 
Indicator 
 
• Preparation and publication of regional guides for the design and implementation of 

epilepsy prevention activities in the countries. (Baseline in 2010: 0. Target: 1 by 
2013 and revised in 2020.) 

 
Objective 3.1: Improve knowledge about epilepsy among the population and people with 
the disorder and their families, and heighten community support.  
 
Regional activities 
 
3.1.1 Cooperate with the countries in the implementation of epilepsy education and 

awareness programs for the population.  
3.1.2 Prepare a work model and educational materials that can be used/adapted by the 

countries.  
 
National activities 
 
3.1.3 Develop and implement an epilepsy education program for communities and 

families, with special emphasis on the instructors.  
3.1.4 Work systematically with the media.  
3.1.5 Promote the formation and development of psychoeducational groups, supported 

by health personnel or using the self-help and mutual support modality.  
3.1.6 Seek intersectoral, interinstitutional cooperation from the health sector, including 

associations of users and family members.  
 
Objective 3.2: Include a health promotion and epilepsy prevention component in national 
epilepsy programs.  
 
Regional activities 
 
3.2.1 Cooperate with the countries to include concrete health promotion and disease  

prevention measures in national epilepsy programs.  



CD51/10, Rev. 1  (Eng.)  
Page 13 

 
 

  

 
National activities 
 
3.2.2 Include a section on health promotion in the epilepsy program that is linked with 

the national health promotion plan.  
3.2.3 Adopt measures to prevent the most common causes of epilepsy; these measures 

should be implemented jointly or primarily by other programs or entities.  
 
Objective 3.3: Reduce the stigma, discrimination, and social isolation surrounding people 
with epilepsy.  
 
Regional activities 
 
3.3.1 Prepare a work model and educational materials that can be used or adapted by 

the countries to wage campaigns against the stigma, discrimination, and social 
isolation of people with epilepsy.  

 
National activities 
 
3.3.2 Formulate and execute a regular, systematic campaign to combat the 

stigmatization of people with epilepsy and discrimination against them.  
 
Strategic Area 4: Strengthening of the ability to produce, assess, and use information on 
epilepsy.  
 
Indicators 
 
• Publication of a regional methodological document for the development of 

epilepsy indicators, prepared through a consultative process with the participation 
of a group of experts. (Baseline in 2010: 0. Target: 1 by 2014.)  

• Regional report on epilepsy concluded and published (includes data on morbidity 
and mortality, burden, programs, services, and resources). (Baseline in 2010: 
1 from 2008. Target: 1 by 2015 and 1 by 2020.)  

• Publication of a collection of epidemiological research on epilepsy in Latin 
America and the Caribbean. (Baseline in 2010: 0. Target: 1 by 2015 and 1 by 
2020.)   

 
Objective 4.1: Improve National Information Systems, ensuring the regular collection 
and analysis of basic data on epilepsy.  
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Regional activities 
 
4.1.1 Provide technical cooperation to the countries to introduce and improve epilepsy 

data in national health information systems.  
4.1.2 Create a group of experts and carry out a regional consultation to prepare and 

recommend indicators for practical use in countries.  
4.1.3 Prepare and disseminate subregional and regional reports.  
 
National activities 
 
4.1.4 Strengthen systems for the recording, monitoring, and processing of epilepsy data 

(including mortality); ensuring that records consider at least sex and age.  
4.1.5 Create local case registries.  
4.1.6 Identify epilepsy indicators, providing for periodic analysis of the available 

information.  
4.1.7 Monitor the quality of care.  
4.1.8 Prepare and disseminate annual epilepsy reports.  
 
Objective 4.2: Improve epilepsy research based on each country’s needs and the available 
resources.  
 
Regional activities 
 
4.2.1 Set priorities for epilepsy research.  
4.2.2 Support multicenter epilepsy studies in collaboration with the ILAE, the IBE, and 

other institutions working in this field.  
4.2.3 Prepare and disseminate subregional and regional reports on the most important 

studies and research in the field of epilepsy.  
 
National activities 
 
4.2.4 Compile, analyze, and disseminate the results of epidemiologic studies and other 

existing epilepsy research in the country.  
4.2.5 Improve research and cooperation among institutions and decide what new 

national research will be given priority to ensure that such studies address the 
needs of the population. 

4.2.6 Encourage and support community-based studies that not only indicate the 
incidence and prevalence of the disease, but also assess comorbidity and other 
demographic and socioeconomic conditions, as well as risk factors, costs, the 
impact of the interventions, among others. 

 
Common regional activities for all strategic areas 
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(a) Compile, evaluate, and disseminate information on innovative experiences and 
lessons learned.  

(b) Prepare and disseminate the best available scientific information that supports the 
design and execution of the national epilepsy programs.  

(c) Promote projects for technical cooperation among countries.  
(d) Design and execute regional pilot or demonstration projects, when advisable.  
(e) Support countries in the mobilization of resources.  
 
Monitoring, Assessment, and Evaluation  
 
37. This plan of action contributes to the achievement of Strategic Objectives 36 of 
the PAHO Strategic Plan. The region-wide expected results to which this Plan 
contributes are detailed in Annex B. The monitoring and evaluation of this Plan are in 
alignment with the Organization’s results-based management framework, as well as its 
performance monitoring and evaluation processes. In this regard, progress reports will be 
issued based on the information available at the end of each biennium. 
 
38. The sources of the necessary information are: (a) PAHO/WHO mortality 
database; (b) country reports requested from the ministries of health; (c) reports of the 
Regional Mental Health Project; and (d) compilations of research.  
 
39. During the last year of the Plan, an evaluation will be conducted for the purpose 
of identifying the strengths and weaknesses in its overall execution, as well as the 
causative factors in its successes and failures, along with future actions. As part of the 
evaluation processes, it is suggested that the standardized epidemiologic surveillance and 
study methods recommended by the ILAE be introduced (34).  
 

                                                 
6  SO 3: To prevent and reduce disease, disability and premature death from chronic non-communicable 

conditions, mental disorders, violence and injuries. 
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Action by the Directing Council 
 
40. The Directing Council is requested to consider epilepsy a priority and support the 
strengthening of the health sector response to this problem, with special emphasis on 
primary health care; to review the information provided in this document; and to explore 
the possibility of adopting the proposed resolution presented in Annex A. 
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 ORIGINAL: SPANISH 

 
 

PROPOSED RESOLUTION 
 
 

STRATEGY AND PLAN OF ACTION ON EPILEPSY 
 
 
THE 51st DIRECTING COUNCIL, 
 
 Having reviewed the Bureau report Strategy and Plan of Action on Epilepsy 
(Document CD51/10);  
 
 Recognizing the burden that epilepsy represents globally and particularly in the 
Region of the Americas in terms of morbidity, mortality, and disability, as well as the gap 
between the number of people with this disorder and those who receive no treatment; 
 
 Understanding that this is an important public health problem whose prevention, 
treatment, and rehabilitation are feasible through specific evidence-based measures; 
 
 Considering the context and justification for action offered by the Health Agenda 
for the Americas, the PAHO Strategic Plan 2008-2012, the WHO Program of Action 
(mhGAP), and the Global Campaign against Epilepsy: Out of the Shadows;  
 
 Observing that the Strategy and Plan of Action on Epilepsy addresses the 
principal work areas and defines technical cooperation lines to meet the different needs 
of the countries, 
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RESOLVES:  
 
1. To endorse the provisions of the Strategy and Approve the Plan of Action on 
Epilepsy and their implementation under the particular conditions of each country to 
provide an appropriate response to current and future needs.  
 
2. To urge the Member States to:  
 
a) make epilepsy a priority in national health policy by executing specific national 

programs suited to the conditions of each country to sustain achievements and 
make progress toward meeting new goals, especially in relation to reducing the 
existing treatment gaps;  

b) strengthen legal frameworks as appropriate in order to protect the human rights of 
people with epilepsy and ensure effective enforcement of the laws;  

c) promote universal equitable access to medical care for all people with epilepsy by 
strengthening health services in systems based on primary health care and 
integrated service networks;  

d) ensure the availability of the four antiepileptic drugs considered essential for 
treating people with epilepsy, especially at the primary care level;  

e) strengthen neurology services as support for case detection and  management at 
the primary care level, ensuring adequate distribution of the necessary auxiliary 
diagnostic media;  

f) support effective participation by the community and associations of users and 
family members in activities designed to secure better care for people with 
epilepsy;  

g) consider strengthening human resources as key to improving national epilepsy 
programs, through systematic training geared especially to the personnel in 
primary health care;  

h) promote intersectoral and educational initiatives directed to the population to 
combat the stigma and discrimination suffered by people with epilepsy;  

i) close the information gap in the field on epilepsy by improving the production, 
analysis, and use of information, including research;  

j) strengthen partnerships between the health sector, other sectors, and 
nongovernmental organizations, academic institutions, and key social actors.  

 



CD51/10, Rev. 1  (Eng.)  
 - 3 - Annex A 
 
 

  

3. To request the Director to:  
 
a) assist the Member States in the preparation and execution of national epilepsy 

programs within the framework of their health policies, taking this strategy and 
plan of action into account, with a view to correcting inequities and giving 
priority to the care of vulnerable and special needs groups, including indigenous 
populations;  

 
b) collaborate in the evaluation and restructuring of the countries’ neurology and 

mental health services;  
 
c) facilitate the dissemination of information and the sharing of positive innovative 

experiences, and promote technical cooperation among the Member States;  
 
d) promote partnerships with the International League against Epilepsy (ILAE) and 

the International Bureau for Epilepsy (IBE), as well as international agencies, 
governmental and nongovernmental organizations, and other regional actors in 
support of the broad multisectoral response needed for the execution of this 
strategy and plan of action;  
 

e) evaluate the implementation of this strategy and plan of action and report to the 
Directing Council in five years.  
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Report on the financial and administrative implications for the 
Secretariat of the Proposed Resolutions 

 
1. Agenda item: 4.7: Strategy and Plan of Action on Epilepsy  

2. Linkage to Program Budget:  
 

(a) Area of Work:  
 

Strategic Objective 3: To prevent and reduce disease, disability, and premature death from chronic 
noncommunicable conditions, mental disorders, violence, and injuries.  

 
(b) Expected result:  

 
RER 3.1 Member States supported through technical cooperation to increase the political, 

financial, and technical commitment to address chronic non-communicable conditions, 
mental and behavioral disorders, violence, road safety, and disabilities.  

 
Indicator 3.1.2 
Number of countries implementing institutional development mechanisms (human/ 
financial resources, training, and intersectoral partnerships) related to mental health.  

 
RER 3.2 Member States supported through technical cooperation for the development and 

implementation of policies, strategies, and regulations regarding chronic non-
communicable conditions, mental and behavioral disorders, violence, road safety, 
disabilities, and oral diseases.  

 
Indicator 3.2.3 
Number of countries implementing a national mental health plan, according to 
PAHO/WHO guidelines.  

 
RER 3.3 Member States supported through technical cooperation to improve capacity to collect, 

analyze, disseminate, and use data on the magnitude, causes, and consequences of  
chronic non-communicable conditions, mental disorders and behavioral disorders, 
violence, road traffic injuries, and disabilities.  

 
 

Indicator 3.3.2 
Number of countries that have a national health information system that includes 
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indicators of mental health.  
 
RER 3.4 Improved evidence compiled by the Bureau on the cost-effectiveness of interventions to 

address chronic non-communicable conditions, mental and behavioral disorders, 
violence, road traffic injuries, disabilities, and oral health.  

 
Indicator 3.4.1 
Number of cost analysis studies on interventions related to mental and neurologic 
disorders.  

 
RER 3.5 Member States supported through technical cooperation for the preparation and 

implementation of multisectoral population-wide programs to promote mental health and 
road safety and prevent chronic non-communicable conditions, mental and behavioral 
disorders, violence and injuries, as well as hearing and visual impairment, including 
blindness.  

 
Indicator 3.5.2 
Number of countries implementing interventions to promote mental health and the 
prevention of mental disorders and substance abuse.  

 
3. Financial implications 
 

(a) Total estimated cost for implementation over the lifecycle of the resolution (estimated to the 
nearest US$ 10,000, including staff and activities):  

 
  In order to implement the strategy and plan of action it will be necessary to forge partnerships 

with other international institutions, cooperation agencies, national institutions, United Nations 
agencies and other organizations; it will also be necessary to search for external donors that will 
support the initiative.  

 
The budget for the current biennium (2010-2011) has been used as the basis for calculating the 
cost of this regional plan and considers staffing and operating expenditures. A percentage of the 
human and financial resources of the mental health program devoted to neurologic disorders has 
been estimated (with special priority given to epilepsy).  

 
Approximate annual cost (US$):  
Staffing costs: $295,500 
Operating expenses: $250,000 
Total: $545,500 

 
The estimated cost of implementing the strategy and plan of action for the 10-year period 
(2011-2021) will be $5.455,000.  
 

(b) Estimated cost for the biennium 2012-2013 (estimated to the nearest US$ 10,000, including 
staff and activities):  
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Below is an estimate of the (human and financial) resources allocated to neurologic disorders, 
particularly epilepsy, under the Mental Health Project.  
 
Biennium 2012-2013:  
Staffing costs: 326,900 
Operating expenses: $78,400 
Subtotal: $405,300 
Unfunded gap at the end of 2010: $180,000 
Total: $585,300 

 
(c) Of the estimated cost noted in (b), what can be subsumed under existing programmed 

activities?  
 

The estimated gap cannot be covered. The rest corresponds to the regular budget plus the 
extrabudgetary funds mobilized in 2010.  

 
4. Administrative implications 
 

(a) Indicate the levels of the Organization at which the work will be undertaken:  
 

The work is programmed to center on the needs of the Member States. Of special importance are 
the priority countries, those whose neurology services are less developed, and those with difficult 
socioeconomic conditions or weaker health systems. Population in vulnerable situations, such as 
ethnic minorities, indigenous populations, persons with disabilities, children, and adolescents, 
should also be the focus of attention.  

 
The plan will be executed at three levels:  
 
- Regional: Support for resource mobilization, advocacy, the preparation and distribution of 

technical, methodological and training materials; technical cooperation is offered to the 
countries for the execution of national epilepsy plans, as well as their evaluation and 
monitoring.  

 
- Subregional: Facilitation of cooperation among countries, discussion of common problems, 

and the sharing of experiences. PAHO subregional advisers on mental health can also provide 
technical cooperation in the area of neurologic disorders, with special attention to epilepsy. 
Decentralizing technical cooperation makes it possible to bring the cooperation closer to the 
countries and guarantee assistance to the Member States that require it.  

 
- National: Formulation and execution of national epilepsy programs under the direction of the 

ministries of health, with the participation of other sectors and institutions. Support and 
supervision of local levels.  

 
 

(b) Additional staffing requirements (indicate additional required staff full-time equivalents, 
noting necessary skills profile):  
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Hire a regional adviser on neurologic disorders (with epilepsy as a priority) for the Organization as 
fixed-term staff, since we currently have no expert in this field at PAHO. It would be advisable to 
have a professional with a combined public health and neurology profile, capable of participating 
actively in epidemiological analysis tasks, technical cooperation with the countries, and 
collaboration with partners in the Hemisphere.  

 

(c) Time frames (indicate broad time frames for the implementation and evaluation):  
 

2011: Approval of the strategy and plan of action by the Directing Council and start -up.  
2013. 2015, 2017, 2019, and 2021: progress reports 
2015: mid-term evaluation 
2021: final evaluation.  
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ANALYTICAL FORM TO LINK AGENDA ITEM WITH ORGANIZATIONAL MANDATES 

1. Agenda item:  4.7 Strategy and Plan of Action on Epilepsy 

2. Responsible unit:  Mental Health and Consumer Protection 
 
3. Preparing officer: Jorge J. Rodríguez 
 

4. List of collaborating centers and national institutions linked to this Agenda item:  
 

• International League against Epilepsy (ILAE) 
• International Bureau for Epilepsy (IBE) 
• National University of Honduras Medical School 
• Neurology Service, Hospital San Juan de Dios, Guatemala  

 

5. Link between Agenda item and Health Agenda for the Americas 2008-2017: 
 

The following links are especially important:  
 
• Statement of Intent: paragraphs 2, 3, and 6.  
• Principles and Values: paragraphs 9, 10, 11, and 12.  
• Situation Analysis and Health Trends in the Americas: paragraphs 20, 22, 26, 31, and 32.  
• Areas of Action: paragraphs b, c, e, and f.  

 

6. Link between Agenda item and Strategic Plan 2008-2012: 
 

• It is related, basically, to Strategic Objective 3, Region-wide Expected Results 3.1, 3.2, 3.3, 3.4, 
and 3.5 and indicators: 3.1.2, 3.2.3, 3.3.2, 3.4.1, and 3.5.2.  

• It is also linked with Strategic Objective 7 (RER 7.4, indicator 7.4.1). 
 

7. Best practices in this area and examples from countries within the Region of the Americas:  
 

Mention is made of some countries with successful, innovative experiences in the field of epilepsy 
that can be a source of lessons learned:  
 
• Argentina: progress with the movement of users and family members. Experience working with 

the judiciary.  
• Chile: development of primary health care and neurology services 
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• Honduras: development of the graduate program in neurology and research linked to the services.  
• Guatemala: development of the graduate program in neurology and grassroots programs for the 

care of people with epilepsy.  
• Cuba: development of primary health care and neurology services.  
• Brazil: implementation of the WHO pilot project. 

 

8. Financial implications of this Agenda item:   
 

The formulation of this strategy and plan of action has financial implications in terms of achieving 
successful implementation.  

 
 
 

- - - 
 


