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Second Annual Fundraiser – Huge Success

After the adrenaline rush and success of participating in
Disneyworld’s Annual Marathon Weekend in 2006, I thought, hey

let’s try it again. Last year’s event eclipsed expectations, so we
raised the bar this year to $7,500.00 to support agency

programs and services for those affected by epilepsy.

Many thanks to those of you who responded this
year. We surpassed our goal by collecting nearly
$10,000.00! That’s an agency record for a single event!

You need to know you made a difference! Your contributions
make it possible for us to continue serving the needs of our
community via school in-services, adult support group meetings,

individual and family counseling sessions and information
and referrals.

And…there’s more to come. We want to make ESNI more accessible to 
you. You deserve up-to-the-minute information on epilepsy treatments and

research. To accomplish this we are in the initial stages of planning ESNI’s 
first website! Exciting, isn’t it? We’ll keep you posted through the development 
of this project.

In the meantime, thank you for your continued support. We couldn’t have done
it without you!

Most sincerely,

Maureen Galassie
Executive Director
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RESEARCH

By Gretchen Birbeck, Director

Epilepsy Care Team Zambia, Zimbabwe,
Uganda, Malawi

Access 
to ARTS
(antiretroviral
therapy) for
people with
epilepsy in
resource-limited
settings represents
a mixed blessing. Phenobarbital
is the mainstay of treatment
for people with epilepsy in
such areas. Co-administration
of Triomune as ART and 
older anticonvulsants (like
phenobarbital), results in 
ART failure.

Concern looms that the
development of HIV resistance
will have a negative impact 
on the health of the person
undergoing treatment for 
both illnesses. Newer AEDs

(antiepileptic drugs)
without negative
properties are virtu-

ally unavailable for
routine epilepsy care 

in these settings.

This evolving situa-
tion places people with
comorbid epilepsy

and HIV in resource-
poor regions in a difficult

situation—essentially for
each of these conditions they
have one treatment available,
but combining two treatments
has serious potential adverse
outcomes for the individual
and major public health 
implications for Africa at large.

It is not clear that epilepsy
and HIV care providers are

aware of this hazard. ART 
provision is largely facilitated
by the development of sepa-
rate, stand-alone clinics and
exchange between HIV/AIDS
and epilepsy healthcare
providers in Africa may be
quite limited despite the 
reality that both conditions
are exceedingly common in 
Africa relative to other parts 
of the world.

This is a complex, urgent
and important issue that
requires the consideration 
and attention of international
groups. Recognized interactions
between treatment regimens
has resulted in the development
of recommendations for and
access to alternative ART
treatment for individuals with
HIV/AIDS and tuberculosis.
Similar attention and consid-
eration is needed for persons
suffering from HIV/AIDS and
epilepsy.

The Dangers of Interaction Between 
Epilepsy and HIV/AIDS Medication in Africa
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EpilepsyUSA, December, 2006

Seizures among seniors 
are often subtle—spaced 
out episodes alternately

described as “going to a dif-
ferent place” or “thoughts

skipping.” These kinds of
seizures are known as com-

plex partial seizures and can
often be mistaken for common
signs of aging because they
affect feeling, movement or

consciousness. People
might think, “Mom is
having a senior moment”,
says Tess Seirzant of

Epilepsy Foundation’s
Professional Advisory Board.

“Sometimes that’s how it’s 
dismissed. People can actually
have an alteration of con-
sciousness, but to the observer’s
eye it may look as though the
person is a little bit spacey 
or disconnected from what’s
happening.”

Caregivers and family mem-
bers should look for whether
these kinds of incidents are
happening on a routine basis
and if they are reasonably 
distinct.

What can you do if you witness
such an event?

– Ease the person having 
the seizure into a reclining
position on the floor or flat
surface.

– Put something soft and flat
under the head.

– Turn him/her gently on to
one side to prevent choking
and keep the airway clear.

– If the person having the
seizure is seated, turn gently
to one side so any fluids
drain away from the mouth.

Seizures & Seniors
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– Don’t force anything into 
the mouth. Seizures do not
cause people to swallow
their tongues.

– Don’t try to give fluids or
medicine until the seizure 
is completely over and the
person is fully alert.

– Do not restrain. Applying
restraint could cause tears 
in the muscle or even break
a bone, especially in elderly
people whose bones may 
be fragile.

– Be reassuring, comforting
and calm.

Most seizures, even in elderly
people with other health
problems, end naturally with-
out any special treatment.
Although emergency medical
assistance should be obtained

when someone
has a one
seizure, subse-
quent seizures
usually do not
require special
treatment.

However, it is always possible
for more serious problems to
develop. Here are a few ways
to spot them:

Watch the time. If the con-
vulsive shaking and jerking 
of a tonic clonic seizure lasts
longer than five minutes, or
starts up again shortly after-
wards, call an ambulance or
follow specific instructions
from the doctor on in-home
care. Non-stop seizures, or
status epilepticus, are quite
dangerous for elderly people.
Prompt medical care is needed.

Check for secondary
injuries. Seniors who have

seizures may break bones,
so special care should be
taken to find out if there’s 
any unusual pain following 
a seizure.

Call for help. If breathing is
labored following the seizure,
if there is chest pain, or
unusual pain of any kind, or 
if consciousness does not
return after a few minutes,
call for help immediately.

Be aware that periods of
confusion lasting more than
one hour associated with
seizures may signal that
something is seriously wrong.

07_Spring_Newsletter_PRINT  3/17/07  7:48 AM  Page 5



6 S p r i n g  2 0 0 7 | Vo l  2 3 ,  N o .  1

By Steven C. Schachter, MD

Epilepsy Therapy Development
Project

When people talk about
“alternative therapies” or
“alternative medicine”, they
are talking about kinds of
treatment that are different
from the medications or
surgery usually prescribed by
physicians and other main-
stream health professionals.
Some people even define alter-
native medicine as treatments
that aren’t taught in U.S. med-
ical schools and aren’t available
at U.S. hospitals and medical
centers. Conventional American
health professionals are
becoming more interested in
these treatments, however.

Some alternative therapies
have long histories in other
parts of the world and some
are recent developments. What
they have in common is that
the safety and effectiveness of
most of them have not been
proven by well-designed 

scientific studies. Some of
them may be very helpful, but
they must be chosen and used
with care.

The list of
alternative
therapies
changes
over time
as new
approaches emerge
and others are proven
safe and effective and
become part of conventional
health care. For instance, the
ketogenic diet, a high fat, low
carbohydrate diet is used to
control seizures in some 
children with seizures that are
difficult to control with medi-
cations. The diet began as an
alternative therapy, but has
been scientifically tested and
is rapidly accepted as a con-
ventional therapy for certain
kinds of patients.

Precisely defined, alternative
medicine is used in place 

of conventional medicine.
In actual practice, however,
most people who use so-
called alternative therapies 
also receive conventional
treatments from a physician.
In this situation, better terms
might be “complementary”
or “integrative” medicine.

CAMs, or complementary/
alternative medicines work
together, each one making up
for the shortcomings of the
other. CAMs are used in addition

Non-Drug Therapies

RESEARCH
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to conventional therapies to
improve results or quality 
of life.

Professionals interested in
CAMs, including many doc-
tors, emphasize that this
therapy can be a valuable
addition to conventional

medical care.

Those therapies generally
emphasized are therapies
that have been the most 
thoroughly tested.

The U.S. government has
had an agency working in the
area of alternative therapies
since 1993. The current name
of this agency, which is part
of the National Institutes of
Health, is the National Center
for Complementary and
Alternative Medicine, or
NCCAM. The NCCAM website
is a reliable source of up-to-
date information and links 
to other resources.

FDA Approves New
Use for Lamictal

On September 25, 2006 the Food and Drug  Administration
approved a new use of Lamictal (lamotrigine). A recent
study result, published in Pediatrics, revealed promising
data on the use of Lamictal as an adjunctive therapy for
patients ages 2-20 years with primary generalized tonic-
clonic (PGTC) seizures. Adjunctive therapy is medication
used in addition to other medications or therapies.

PGTC seizures, also called grand mal seizures, involve
the entire body and result in muscle stiffness, muscle
contractions and loss of consciousness. This type of
seizure is more common in children than adults, and
there are very few proven options for treating PGTC
seizures in children. A key investigator for the clinical
study, Dr. Victor Biton, said, “Primary generalized tonic-
clonic seizures represent one of the most serious forms
of epilepsy and one in which additional effective treat-
ments are needed.”

Researchers conducted a randomized, double-blind,
placebo-controlled clinical trial to study the efficacy 
of adjunctive therapy with Lamictal on a subgroup of
children. They concluded that the treatment appeared 
to be effective in controlling PGTC seizures and was 
also tolerated well by the patients.
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By Elaine C. Wirrell, MD

Assoc. Professor, Pediatric &
Clinical Neurosciences

University of Calgary & Alberta
Children’s Hospital

Calgary, Alberta, Canada

The term “epileptic
encephalopathy” refers to a
group of epileptic syndromes
that usually begin in infancy
or early childhood. In most
syndromes, multiple seizure
types are present or evolve
over time. Seizures are generally
refractory and do not respond
to the usual antiepileptic 
medications. Surgery is rarely
a therapeutic option. In addition
to intractable seizures, children
often develop cognitive deteri-
oration and behavioral problems,
including autistic features,
which are even more devastat-
ing to families and caregivers
than the seizures. While the
underlying cause for an

epilepsy syndrome, such as 
a malformation of cortical
development, early brain
injury, chromosomal abnor-
mality or metabolic condition,
will be found in some children,
the etiology (source) in many
others remains unknown.

Cognitive and behavioral
deterioration in children with
an epileptic encephalopathy
are felt to occur as a 
direct result of frequent
seizures and epileptiform
discharges; they are not due
solely to the underlying cause
of epilepsy or side effects of
antiepileptic medications.
Developmental 
outcome is generally
much more favorable
in children who achieve
an early response to 
treatment.
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RESEARCH

Pediatric Epileptic
Encephalopathies
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Syndromes

Early myoclonic encephalopa-
thy: This rare syndrome presents
in the newborn period with
prominent myoclonus, partial
seizures and tonic spasms.
The EEG shows a suppression-
burst pattern. Some infants
will be found to have an
inborn error of metabolism,
but the cause remains
unknown. In most cases out-
come is very poor and nearly
half of children die before two

years of age.

Early infantile epileptic
encephalopathy (Ohtahar

syndrome): These children
present in the first months of
life with partial seizures, tonic

spasms and a 
suppression-
burst pattern 
on EEG. Many

infants have a
malformation of cor-

tical development;
some can be treated with

surgery.

Migrating partial epilepsy 
in infancy: This recently
described syndrome presents
in the first seven months of
life with multifocal partial
seizures on EEG recordings.
Brain imaging is normal and
the cause remains unknown.
No therapy has proven to be
effective for this condition.

West syndrome: Infants 
present usually in the first
year of life with infantile
spasms and an EEG showing
hypsarrhythmia. In most cases,
an underlying cause can be
found. ACTH or vigabatrin
stop spasms in many cases,
but many children are left
with cognitive delay and 
eventually develop other 
ypes of seizures.

Dravet’s syndrome (severe
myoclonic epilepsy of infancy):
Infants present in the first year
with partial or secondarily 
generalized seizures associated
with mild fever or even warm

baths. Recurrent status 
epilepticus is common. Other
seizure types, including
myoclonus and atypical
absence can develop, but not
usually until the end of the
second year of life. Routine
EEGs and imaging studies are
initially normal, but photic-
induced, poly-spike and gener-
alized spike-waves appear
in/after the second year of life.
A mutation in a sodium channel
gene (SCN1A) has been found
to cause this condition. Some
children may respond to
stiripentol (in conunction with
valproate or benzodiazepines)
or the ketogenic diet.

Lennox-Gastaut syndrome:
This syndrome begins in early
childhood with multiple types
of seizures including atonic,
nocturnal tonic, myoclonic
and atypical absences. The
EEG shows a slow, 1-2 Hz
spike-wave pattern, often 
with characteristic frontal 
fast rhythms in sleep. While
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seizure response may be seen
with medications, such as
lamotrigine, valproic acid and
topiramate, seizure control 
is usually incomplete. The
ketogenic diet should be 
considered early.

Myoclonic-astatic epilepsy:
A previously well child charac-
teristically develops multiple
types of seizures, including
generalized tonic-clonic,
myoclonic-astatic, myoclonic,
atonic and atypical absences
in early childhood. This syn-
drome can be distinguished
from Lennox-Gastaut by 
the prominent seizure type
(myoclonic astatic rather than
nocturnal tonic) and by EEG
features. (In myoclonic-astatic
epilepsy, the spike wave is
slightly faster at 2-3 Hz and
parietal theta rhythms are
seen.) The outcome is hetero-
geneous: some children have
remission of seizures and 
normal or near-normal devel-

opment, while others behave
similar to Lennox-Gastaut
syndrome.

Landau-Kleffner syndrome/
Continuous spike-wave in
sleep: Children present in
early childhood with hyperki-
nesis and cognitive regression.
In Landau-Kleffner, an acquired
auditory agnosia is seen,
meaning that children are
unable to make sense of 
spoken language, and in some
cases, of familiar sounds. The
EEG shows focal sharp waves
in wakefulness, usually in 
the temporal region, which
become increasingly frequent
and synchronous and often
continuous in sleep.

Treatment

The aim of treatment in
epileptic encephalopathies is
to gain control of seizures and   
epileptiform discharges as
early as possible. Prognosis
appears poorer in cases where
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Pediatric Epileptic Encephalopathies
Continued from Page 9
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seizures persist uncontrolled
and in those with multiple
bouts of nonconvulsive status 
epilepticus. However, many
children with these syndromes
remain poorly controlled
despite our “best” therapy,
and more effective treatments
are clearly needed.

While most conventional
antiepileptic drugs have little
impact on these epilepsies,
rare syndromes appear to have
unique responses to particu-
lar drugs, such as vigabatrin
for infantile spasms due to
tuberous sclerosis, stiripentol
for Dravet’s syndrome or 
piracetam for refractory
myoclonus. Pyridoxine should
also tried in all cases of early
onset and intractable seizures,
particularly if no underlying
cause is evident. ACTH and
steroids have been shown 
to be effective in West 
syndrome and have been
used in Landau-Kleffner/

CSWS and other epilepsy
encephalopathies with 
benefit in some cases.

Certain infants with 
early infantile epileptic
encephalopathy and West
syndrome may have a
resectable cortical lesion,
and these cases are consid-
ered for early surgery.

In cases where neither 
specific antiepileptic drugs
nor resective surgery are
options, the ketogenic diet
probably has the best chance
of affording significant 
benefit and is considered
early in the course of therapy.
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By Patricia Osborne Shafer, RN, MN

Epilepsy Nurse Specialist, Beth Israel
Deaconess Medical Center, Boston

Antiepileptic drug therapy
(commonly referred to as AED
therapy) is the mainstay of
epilepsy treatment. The goal 
of seizure medicines is to
eliminate seizures without
causing side effects. This usually
requires a delicate balancing
act of finding the right
medicine(s) at the right dosage
that will control seizures with
the least amount of side effects.
While the majority of people
with epilepsy get good seizure
control with medicines, about
25% do not achieve seizure
freedom from AEDs.

How do AEDs work?

Seizure medicines stabilize
the flow of substances in and
out of brain cells and affect
the signaling between brain
cells. These actions can help
prevent or limit the abnormal

electrical activity that under-
lies seizure activity. The key 
is that AEDs only work to sup-
press seizures—they do not
cure epilepsy. And they only
work when taken; once the
right dose of an AED is found,
the same amount of medicine
must be taken each day to
keep a constant amount 
available in the bloodstream
and brain at all times. If a
medicine dose is changed or
missed, the amount in the
body will change, and it will
take a number of days to 
stabilize again. If doses are
missed repeatedly, the person
won’t have a steady amount 
of drug to control seizures.
The level of drug in the blood-
stream will be erratic and lead
to more frequent seizures.

How do I know which
medicine is best for me?

The good news is that there
are many different drugs from

which to choose to control
seizures. But there is no single
best drug for every teen. Some
drugs are better for certain
seizure types, and others work
well against many different
seizure types or epilepsy 
syndromes. The effectiveness
of a medicine is usually
described in terms of how well
it works in groups of people
with epilepsy. The frustrating
part is that there is no way in
advance to know how a particu-
lar drug will work for a specific
person—whether or not
seizures will be controlled 
and to what degree.

What side effects are 
likely to occur?

While any medicine has the
potential to cause side effects,
some are more problematic
than others. Also, the type of
side effects that my occur can
vary from one drug to another
and from one person to another.
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Seizures & Teens:  
Practical Aspects of Managing Seizure Medications
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For example, some drugs can
cause problems such as dizzi-
ness, poor coordination, blurry
or double vision, or unsteady
walking. These are usually
related to the dose of  medicine
and can be resolved when 
the dose is adjusted. Allergic
reactions, skin rashes or other
serious problems are rare, but
can occur with any drug and
may require stopping the drug.

How can I make it easier to
take and remember medicine?

It’s very hard to remember 
to take any medicine on a
daily basis. It’s even harder to
remember when doses need to
be taken many times per day.
Interestingly, compliance, or
the ability to take medicines
according to prescribed
instructions, is often harder 
in teens with well-controlled
seizures than in teens who
have ongoing seizures! People
may mistakenly think that
they don’t need the medicine
any longer if their seizures are
fully controlled.

Research has shown that not
taking medicine correctly or
missing doses can lead to

seizures occurring. Problems
taking medicines can be due
to not remembering to take
them, not understanding how
to take them or not being able
to afford them. Noncompliance
can also be a way that a
teenager acts out his feelings
about having seizures. Most 
of the time, seizures are not
visible, but the medicines 
are. Taking anger out on the
medicine is not unusual, but
unfortunately, this can lead 
to more seizures.

Can I ever come off medicine?

Coming off medicine will
depend on how long a person
has been seizure free, the
cause of seizures, a person’s
age and the likelihood of 
having more seizures. Children
and teenagers who do not
have any known injury to the
brain, have a normal EEG and
neurological examination and
have been seizure-free on
medicine for 2-5 years are
most likely to do well coming
off AED therapy. Even so, there
are no guarantees. Teenagers
with seizures that are associ-
ated with other neurological

problems or who have an EEG
that shows a susceptibility to
more seizures are less likely to
be able to come off medicines
without recurrence of seizures.

If coming off AEDs is recom-
mended, parents and teens
must consider the practical
ramifications of stopping
medicines. The teen will most
likely be restricted from driving
during a medicine change.If
seizures recur off the drug, the
teen will need to refrain from
driving until seizure control
has been reestablished for a
period of time specified by local
driving regulations. Thus, the
ability to get around with 
public transportation or with
help from others needs to be
explored. Safety issues should
be considered for teens who
participate in certain sports 
or other potentially dangerous
activities and for the teen 
living away from home.
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Counseling
ESNI offers psychological 
counseling to all persons whose
lives are touched by epilepsy.
ESNI clients come to understand
that epilepsy is not a disease, but
rather a brain disorder. They
learn why seizures occur, how
medical treatment acts to control
them, and to what extent this
disorder will affect their lives.
All ESNI counselors are cross-
trained in standard counseling
techniques and are skilled in
addressing the special psychoso-
cial problems associated with
epilepsy.

Support & 
Discussion Groups

Shared experiences are a great
source of strength and encour-
agement. In peer, parent support
and discussion groups led by
ESNI counselors, the participants
come to understand that the
prejudices and other epilepsy-
related problems they encounter
in everyday life are neither new
nor unique to them alone. They
learn that, for thousands of years,
these same problems have been
experienced by countless others
with epilepsy. More importantly,
they learn how to cope and suc-
cessfully resolve them.

Information & Referral
A directory is available to 
persons seeking the services of
an area neurologist. The directory
is available without charge and 
is updated every year.

Many problems that persons
with epilepsy face are unique.
ESNI counsels and guides clients
in areas as diverse as special
housing, employment programs,
and procurement of insurance.
A counselor/client relationship 
is carefully built and zealously
maintained for as long as a 
need exists.

Community Education
ESNI provides a full range of
informational and educational
literature on epilepsy. It is 
available, without charge, to 
individuals, school nurses,
teachers, libraries, or any 
interested person.

ESNI maintains pamphlet files
on epilepsy at all public libraries
in its service area.

Community education
programs featuring neurologists
speaking on medical aspects of
epilepsy are presented to the
public without charge at area
hospitals. Professional in-services
on epilepsy are provided to
school staffs, teachers, employers

and staff of other human 
services agencies by skilled 
ESNI counselors. ESNI serves 
an exhibitor at health fairs 
and similar events.

Vocational Assistance
Persons with epilepsy often
encounter unexpected obstacles
in the job market. ESNI provides
counseling and, when necessary,
referral to special community
resources such as sheltered 
workshops, the Department of
Rehabilitation Services, the
Private Industry Council, etc.
Through ongoing support, clients
are able to maximize their 
potential, and achieve realistic
employment goals.

Advocacy
ESNI is prepared to vigorously
intercede on behalf of clients
whenever and wherever needed.
This includes employers, HMO
organizations, schools, insurance
providers, as well as national,
state, county and community
government agencies.

Call ESNI at 
847-433-8960

Epilepsy can be a 
difficult road to travel... 

...It need not be traveled alone

15 S p r i n g  2 0 0 7 | Vo l  2 3 ,  N o .  1

07_Spring_Newsletter_PRINT  3/17/07  7:48 AM  Page 15



Your contribution is 100% tax deductible and helps pay our postage.

NAME

ADDRESS CITY STATE ZIP CODE

TELEPHONE

■■ Professional Membership $100.00

■■ Sponsoring Membership $75.00

■■ Contributing Membership $50.00

■■ Regular Membership $25.00

Make all checks payable to ESNI.
Mail check with completed application to: ESNI, 1698 First Street, Highland Park, IL 60035.

Join ESNI!

Non-Profit
U.S. Postage
Highwood, IL

60040
Permit No. 11

We hope you find EPILIFE helpful. If it is not for you or you are
receiving more than one copy, please cut out your mailing label and
return it to ESNI. We will remove your name from the list or ensure
that you only receive one copy.
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