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FROM THE CO-CHAIR

On July 30 and 31, 2003, 200 health professionals, government officials,
and consumers gathered to develop a comprehensive public health strategy
for epilepsy. The Living Well with Epilepsy II conference, held in Baltimore,
Maryland, addressed the many psychosocial and medical aspects of epilepsy
that patients continue to struggle with each day.

Significant progress has been made since the first Living Well with Epilepsy
conference in 1997; education for researchers and consumers has increased,
as well as the issuance of specific guidelines for surgery from the American
Academy of Neurology. Epilepsy has been addressed by the Agency for
Healthcare Research and Quality, and its role in Medicaid contracting has
been examined. Most significantly, advances in epilepsy research have
allowed for earlier identification of refractory patients, thus allowing for
increased treatment options.

There is however, a great deal of work ahead of us. Recommendations
outlined in this report will help to shape the public health agenda in regards
to epilepsy. The recommendations address the scope of this much needed
work, including the need for early recognition, diagnosis, and treatment;
improved epidemiology and surveillance; advances in self-management; and
improved quality of life and impacts and outcomes of epilepsy. Their clear
and focused implementation over the next five years will allow patients to
begin to truly live well with epilepsy.

I thank our co-sponsors for their efforts on the Living Well with Epilepsy 11
conference: the Centers for Disease Control and Prevention, the American
Epilepsy Society, Chronic Disease Directors, and National Association of
Epilepsy Centers. I also express a special thank you to my co-chair, Patricia
Osborne Shafer, whose leadership in creating this comprehensive report has
been invaluable. For those of us on the planning committee, Patty has been
the driving force and inspiration that has made all of this possible. Her
energy and passion has set the example for all of us. She has been a gentle
taskmaster, kindly encouraging everyone to their best efforts. Without her,
this conference and this manuscript would never have been completed.
This document represents her final official duties as the Chair of the
Epilepsy Foundation Professional Advisory Board. To me, it will serve as a
fitting work to her distinguished efforts for the past decade on behalf of the
Epilepsy Foundation and all people with epilepsy.

Gregory L. Barkley, MD
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I. EXECUTIVE SUMMARY

The public health of our nation is increasingly bur-
dened by chronic illnesses. Seizures and epilepsy (also
known as recurring seizures) is one of these chronic disor-
ders that affects 2.3 million Americans each year, and many
more family members, friends, and caregivers regardless of
age, sex, and ethnicity. With the changing demographics of
the United States, the faces of epilepsy are changing —
seizures can begin at any age, yet they occur most common-
ly in children and the elderly, with new-onset seizures in
older Americans fast outpacing any other segment of our
society. Seizures are a common neurological problem that,
unfortunately, is under-recognized and not treated as signif-
icant by large segments of our society. It is commonly mis-
understood because it is a collection of disorders that have
different causes, consequences, and outcomes. For many
people, epilepsy can be a self-limiting or easily controlled
health problem, but for many more, epilepsy can be a life-
long disorder requiring ongoing treatment and enormous
resources to manage, cope with, and hopefully prevent,
many disabling physical, social, cognitive, and emotional
burdens.

Unfortunately, major deficiencies in our national
approach to managing epilepsy are present, including the
lack of an agreed upon protocol for aggressive control.
Many people accept lack of seizure control as inevitable,
and physicians too often subscribe to a similar philosophy.
Consequently, people may never be referred to specialists
or, when they are, many years of uncontrolled seizures may
have already occurred. Although logic dictates that better,
earlier care will result in better outcomes, research is needed
to substantiate this hypothesis. Efforts to interrupt, prevent
and change the development of epilepsy must be made with
earlier, more aggressive, and systematic care. We must have
systems and models of care that work better for people with
epilepsy and allow people access to this care — people in
rural America must have the same expectations and out-
comes as those in urban America. Since epilepsy affects so
many aspects of life, we must also assure that people obtain
the necessary non-medical services needed to combat these
problems.

Seizures and epilepsy, however, have only been recog-
nized by the Centers for Disease Control and Prevention as
a public health concern for the past 10 years, and, although
epilepsy is clearly a chronic disease with both medical and
social components, it has not been a public health priority.
This was partly because public health has traditionally
focused on tracking sources of infectious disease and related
health hazards with a view to controlling and preventing
their effects and promoting a more healthy society.
However, as medical care extends the lives of the chronical-
ly ill, their issues are increasingly affecting the social fabric
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and the character of public health. The need to track the
incidence, prevalence, mortality, health status, quality of
life, and social outcomes of chronic disease is now more
pressing, requiring the public health community to pay
greater attention to these issues, using many of the same
strategies with which they formerly tracked infection and
its management.

In 1997, the Centers for Disease Control and
Prevention, together with key thought leaders and stake-
holders, began crafting a public health agenda to target key
challenges facing people with epilepsy. Despite substantial
efforts, the epilepsy and public health communities have
recognized a continuing lack of awareness regarding the
seriousness of epilepsy and available treatment options
among people with epilepsy, health care professionals, and
the general public. Delays and discrepancies in how epilep-
sy and its consequences are manifested, diagnosed and
treated persist, and are complicated by the social and cul-
tural complexities of our society. These issues led to the
need to re-examine critical issues associated with epilepsy
and how the public health community can respond most
effectively to them.

Living Well with Epilepsy I1, a national conference on
public health and epilepsy, was held in July 2003, and
brought invited experts from the medical, public health,
academic, advocacy, voluntary health, and corporate com-
munities together with people with epilepsy and their fami-
lies. The goal of the conference was clear — review progress
since the first Living Well with Epilepsy conference, recom-
mend needs and priorities for a public health agenda on
epilepsy for the next five years, and identify other chal-
lenges that must be addressed by the epilepsy community
and those who support it. Participants were assigned to
explore one of four areas — Early Recognition, Diagnosis,
and Treatment; Epidemiology and Surveillance; Self-
Management; and Quality of Life — Impact and Outcomes
— and asked to address the following tasks:

* To review recent progress in the understanding of
seizures and epilepsy.

* To identify critical gaps in the scientific basis for
effective recognition, treatment, and prevention of
epilepsy and its co-morbidities, including effects on
cognition and mood.

* To recommend policies and strategies for removing
barriers to optimal health and functioning for per-
sons with seizures and epilepsy, including attitudinal
barriers within society.



Key themes from the
Living Well with Epilepsy II conference

Several recommendations emerged from this conference
that chart a course for the public health community. The
body of this report offers recommendations identified as
priority areas by workgroup participants; however, many
more needs and recommendations were identified and can
be found in Appendix A. Although this conference focused
on public health, the conference planning committee hopes
that other federal and state agencies and everyone who sup-
ports and cares for people with seizures and epilepsy will
look at these needs and see where their efforts can make a
difference. The priority conference recommendations high-
light the following themes:

* There is a critical need for improved access to epilep-
sy specialists and comprehensive systems of epilepsy
care and to improve the early detection and treat-
ment of seizures.

* Establishing criteria for quality care in epilepsy and
for the co-morbidities that may accompany it is
urgently needed.

* Substantial gaps exist in our current understanding,
including diagnosis and treatment of epilepsy’s conse-
quences, especially in the areas of mental health and
cognition.

* Systems and models of care must foster empower-
ment and independence for people with epilepsy and
support their efforts towards improved seizure con-
trol and a positive quality of life.

* Surveillance systems must address critical issues for
people with epilepsy, including the burden of disease,
mortality risks, and a firmer picture of its incidence
and prevalence, particularly in special populations.

e Stigma remains a major barrier to effective awareness,
care, and quality of life and requires new research
and communication approaches to combat it.

* Public education is critical to improving seizure
recognition and first aid, the hallmarks of early detec-
tion and treatment of people with seizures.

America has the capacity to prevent or mitigate many
of the untoward consequences of epilepsy, but change,
ambitious efforts, and persistence are needed to accomplish
this. The conference sponsors believe that the time has
come for this to occur. As Tony Coelho, chair-elect of the
Epilepsy Foundation board of directors declared, “What
have we learned? They won't do something for us unless we
ask, not unless we push to help ourselves... When we walk
out this door, we should not only agree on our ideas, but
we should do something about it. Epilepsy #s an urgent
topic. I challenge you...to implement what we have dis-
cussed. Everything that was said is doable. It takes money.
It takes work. It takes coordination. It takes passion. We
can and must do it!”
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[. INTRODUCTION

A. Epilepsy: A Serious, Life-Altering,
Chronic Condition

Epilepsy is a common neurological disorder marked by
involuntary, recurrent seizures that arise from excessive dis-
charges of neurons in the brain. Seizures vary in type,
severity and intensity, and can be manifested by changes in
consciousness, movement, sensation, or behavior. Based on
1995 data, seizures and epilepsy are estimated to affect
approximately 2.3 million people with 181,000 new cases
per year in the United States (1). By age 85, approximately
10% of the population will have experienced at least one
unprovoked or acute symptomatic seizure and 4% will have
developed epilepsy (2).

Epilepsy — that is, the occurrence of more than one
unprovoked seizure — affects both men and women, yet
gender-specific patterns have been noted. Females develop
seizures at greater rates in the first five years of life, but
males predominate after this age, with the greatest differ-
ences noted in the older age groups (2). While seizures
may begin at any age, children and the elderly are most sus-
ceptible. Epilepsy syndromes of childhood include some of
the most devastating forms of the condition, changing
young lives forever. And although epilepsy is a physical dis-
order of brain function, it carries with it a substantial social
burden that expresses itself in high rates of unemployment,
personal isolation, and the stigma of “spoiled identity” (3).

Available treatment options include antiepileptic drugs,
surgery, vagus nerve stimulation, and the ketogenic diet,
but large gaps in access to care are apparent, especially
access to secondary and tertiary level care. It is not unusual
for several years to pass before an individual receives a pre-
cise diagnosis and treatment. It has been estimated that
more than 40% of the population with epilepsy continue to
have seizures, while many others pay a heavy price in side
effects from treatment (1).

Epilepsy can be a self-limiting disease or one that is
readily treatable if diagnosed properly; however, for too
many people it is a lifetime condition, resulting in substan-
tial morbidity and increased mortality. Co-morbidities in
the form of cognitive difficulties and depressed mood add to
its burden. The annual cost to society is estimated at $12.5
billion (in 1995 dollars), of which 85% are indirect costs (3).
In 2000, Begley and colleagues reported that “epilepsy is
unique among chronic conditions in terms of the relatively
high percentage of indirect morbidity-related costs, 70% for
persons with intractable epilepsy... compared with an aver-
age of 11% for all persons with chronic disease (1).” Despite
its impact on the individual and society, epilepsy remains a
hidden disorder, difficult to quantify and, until recently,
largely absent from the nation’s public health agenda.
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B. The Public Health Approach

For many years, epilepsy, though clearly a chronic dis-
ease with both medical and social components, was not a
public health priority. This was partly because public
health has traditionally focused on tracking sources of
infectious disease and related health hazards with a view to
controlling and preventing their effects and promoting a
more healthy society. However, as medical care extends the
lives of the chronically ill, their issues are increasingly
affecting the social fabric and the character of public health.
The need to track the incidence, prevalence, health status,
quality of life, and social outcomes of chronic disease is
now more pressing, requiring the public health community
to pay ever greater attention to these issues, using many of
the same strategies with which they formerly tracked infec-
tion and its management.

During the past decade, the public health community,
through the work of the Centers for Disease Control and
Prevention (CDC), has been paying increasing attention to
epilepsy: its epidemiology, diagnosis, and treatment, and
the importance of improved public awareness. The core
functions of public health — assessment, policy develop-
ment, and assurance — are being used to improve knowl-
edge and understanding of epilepsy’s impact on society and
the individual and to develop a series of strategic, evidence-
based responses to the condition.

What do we need to do? What do we know
Chmcall Care and need to know?
Education Research
Communications Data Gathering
Prevention
Programs

Making sure it’s done well

Evaluation
Measuring Outcomes



The assessment function of public health is applied to
determine what data are needed to identify and address
core problems associated with epilepsy and seizures, using
epidemiological and surveillance systems to monitor the
extent to which epilepsy affects Americans and the health
outcomes experienced by those who have it. Policy develop-
ment is a key public health function that uses assessment
information to identify and promote effective programs,
services, and health care delivery systems needed for the
care of people with epilepsy, and to identify corrective poli-
cies and action plans that eliminate barriers to successful
care. The assurance function of public health is similarly
vital to make certain that patients with epilepsy and their
families are getting the programs and services they need to
effectively manage the challenges of living with an unpre-
dictable, episodic neurological disorder such as epilepsy.

In 1994, the National Center for Chronic Disease
Prevention and Health Promotion for the first time con-
vened a group of experts representing the epilepsy treat-
ment and advocacy communities to help the agency shape a
public health agenda for epilepsy. Three years later, it spon-
sored the first major public health conference on epilepsy,
with the theme of Living Well with Epilepsy. That meeting
was organized around the core functions of public health,
and it produced a series of recommendations to use as a
blueprint for the public health response to epilepsy in the
years ahead.

C. Progress Since the First Living Well with
Epilepsy Conference

The first Living Well with Epilepsy conference defined
the goal of epilepsy treatment as “No Seizures, No Side
Effects.” Its key message to the health care community was
summarized as: “take seizures seriously; do it early and do
it right the first time; be systematic, efficient and effective;
and empower the patient.” It also urged greater attention
to the role of stigma as a major component of epilepsy’s
social burden, as well as a key barrier to accessing care and
developing effective self-management behaviors. As a result
of these and the many other recommendations that came
out of the conference, the CDC has collaborated with gov-
ernment agencies, academic centers, and national organiza-
tions to initiate and strengthen many program activities in
the field of epilepsy. These activities include:

* Collaboration with the Agency for Healthcare
Research and Quality (AHRQ) to assess the evidence
linking elements of care to clinical outcomes in
special populations of patients with epilepsy;

* Collaboration with the George Washington
University Center for Health Services Research and
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Policy on development of health service purchasing
specifications for services related to epilepsy;

* Collaboration with the Epilepsy Foundation to
enhance awareness and understanding of epilepsy
through targeted education and awareness campaigns
and increased support of research;

* Development of a bibliography/database of work
related to epilepsy self-management;

* Support of initiatives at two CDC Prevention
Research Centers (academic research centers housed
within schools of public health and medicine) to
implement and evaluate self-management interven-
tions in epilepsy;

* Support of population-based epidemiological studies
of epilepsy prevalence, incidence, and healthcare
needs in selected communities;

* Assessment of the utility of existing health care data
sets for studying trends in access to care, levels of
care, and other demographic variables related to

epilepsy;

¢ Continuing development of a tool to assess public
perceptions of epilepsy;

* Support of epidemiological studies of preventable
causes of epilepsy, including traumatic brain injury
and infections such as cysticercosis, a common, pre-
ventable cause of epilepsy;

* Evaluation of the incidence, prevalence and patterns
of care for epilepsy in a managed care setting.

(See Appendix B for a complete listing of resources and
activities developed as a result of the first Living Well with
Epilepsy conference.)

Despite these substantial efforts, the epilepsy and pub-
lic health communities have recognized a continuing lack
of awareness regarding the seriousness of epilepsy and avail-
able treatment options among people with epilepsy, health
care professionals, and the general public. Delays and
discrepancies in how epilepsy and its consequences are
manifested, diagnosed, and treated persist, and are compli-
cated by the social and cultural complexities of our society.
These issues led to the need to re-examine critical issues
associated with epilepsy and how the public health commu-
nity can respond most effectively to them.



III. Living WELL wiTH EPILEPSY [ CONFERENCE

A. Co-Sponsors and Participants

Living Well with Epilepsy II, the second national confer-
ence on public health and epilepsy, was held July 30-31,
2003, in Baltimore, Maryland. Co-sponsored by CDC, the
American Epilepsy Society (AES), the Chronic Disease
Directors (CDD), the National Association of Epilepsy
Centers (NAEC), and the Epilepsy Foundation, the confer-
ence brought together:

* specialists in the public health disciplines of
prevention, epidemiology, health education, and
health promotion

* clinicians who treat persons with epilepsy and
scientists engaged in research

e other health care professionals
* advocates for persons with epilepsy and their families

* representatives of health care delivery systems and
organizations

* people with epilepsy and their families

(Conference planning committee, participants and contrib-

utors are identified in Appendix C.)
B. Conference Goals

Conference participants shared common constituencies,
research interests, and a strong commitment to improving
the lives of people with epilepsy. The co-sponsors brought
this community of interest together to review progress since
the first Living Well with Epilepsy conference, recommend
needs and priorities for a public health agenda on epilepsy
for the next five years, and identify other challenges that
must be addressed by the epilepsy community and those
who support it.

Participants addressed the following tasks:

* To review recent progress in the understanding of
seizures and epilepsy.

* To identify critical gaps in the scientific basis for
effective recognition, treatment, and prevention of
epilepsy and its co-morbidities, including effects on
cognition and mood.
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* To recommend policies and strategies for removing
barriers to optimal health and functioning for per-
sons with seizures and epilepsy, including attitudinal
barriers within society.

C. The Charge to Conference Workgroups

The conference planning committee organized the
meeting into four workgroups, closely paralleling the core
functions of public health.

* Group A: Early Recognition, Diagnosis and
Treatment — designed to promote policy develop-
ment through identification of clinical issues and
priority questions for clinical research.

* Group B: Epidemiology and Surveillance — to
assess epilepsy’s impact through examination of
current data systems , appropriate surveillance and
data collection, and the identification of
measurement gaps.

* Group C: Self-Management — to assure that people
with epilepsy have the information and support they
need to manage the condition and its treatment
effectively.

* Group D: Quality of Life — Impact and Outcomes
— to identify issues which negatively affect quality of
life in those with epilepsy and assure improvements
through development of effective policies, programs,
communication strategies, and interventions.

In addition, each workgroup was asked to consider
epilepsy in a broader context, viewing seizures as a spec-
trum of disorders with diverse causes, consequences, and
prognoses that vary with age, gender, and ethnicity, and to
discuss how these factors may affect the organization of care
for people with epilepsy.

The conference began with a plenary session in which
members of the epilepsy and public health communities
reviewed the public health approach to epilepsy since the
first conference, and outlined potential opportunities for
the future. The participants then met in their assigned
workgroups to examine these topics in relation to the core
functions of public health, and to deliberate on key issues
previously identified by the planning committee for each
group. Workgroup sessions were organized around brief
presentations that addressed critical themes or problems.
Reactors (experts chosen for their insight and expertise



























APPENDIX E:
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