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Abstract

When a child is diagnosed with epilepsy, counseling regarding the same is done by the treating doctor. Most
parents are frightened and have poor knowledge about epilepsy. Therapeutic advice including drug dosage, admin-
istration and side effects takes up the major part of physician’s time, thereby neglecting important issues like home
seizure management, follow up and others. These lacunae in knowledge require systematic patient and family
education. To address these issues, an expert group meeting of pediatric neurologists and epileptologists in India
along with social workers/epilepsy educators, legal experts, parents, and teachers was held. The various aspects
regarding parental counseling in children with epilepsy were discussed and a consensus document was formulated.
Here authors present the group consensus statement on counseling parents and caregivers of children with epilepsy.
This document is intended to help physicians and pediatricians counsel the families when a child is diagnosed with

epilepsy.
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Introduction

When a child is diagnosed with epilepsy, counseling regarding
the same is done by the treating doctor [1]. Doctors themselves
may not be aware of the gaps in their knowledge and thus, many
aspects of management remain uncovered in daily practice [2].
An epilepsy educator/ nurse can play a vital role in patient edu-
cation but this is not feasible at most centres [3]. Hence physi-
cians need to be sensitized regarding counseling elements as
better informed patients have better adherence to therapy [4].
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The following aspects need to be covered in counseling
parents of children with epilepsy.

General Information about Epilepsy
and Seizures

What are Seizures and What are the Common Seizure
Types in Children?

The brain has millions of cells called neurons. Sometimes,
they generate excessive electrical activity resulting in seizures.
When this abnormal electrical activity remains confined to
one part of the brain, the child may get funny sensations or
movements in a part of the body, e.g. face, a hand, a leg. These
are called focal seizures.

If these abnormal discharges involve the whole brain, ei-
ther from beginning or spread from a focus, the child loses
consciousness, gets violent limb movements with frothing
from mouth, these are called generalised seizures and can
be dangerous if prolonged.

Other types of seizures include sudden falls (atonic), blank
spells (absence), or sudden jerking (myoclonic) etc. [5]. A
special type of seizure seen in infants is called spasm (baby
suddenly stiffens); these cause slowing of development, so
should be treated early.

What is Epilepsy and What Causes Epilepsy?

Conditions which alter the electrical activity of brain e.g. low
sugar or calcium levels, fever, injury, brain infections, etc. can
cause seizures. These are called acute seizures. However, if
the brain has tendency to develop repetitive seizures, without
any immediate cause; this is called Epilepsy. Physicians diag-
nose epilepsy when a child gets two or more such seizures [5].

Many conditions cause acute seizures as well as epilepsy
later, e.g. when a child gets meningitis- he may get acute sei-
zures during the illness- these require short term treatment. The
same child may later develop repeated seizures from the dam-
aged parts of the brain; these are called epileptic seizures and
will require prolonged treatment. Seizures may also arise due to
genetic faults in the electrical networks of the brain, called
idiopathic or genetic epileptic seizures. The brain is structur-
ally normal and there may be a family history of seizures.

Is Epilepsy Common?
In India, 3 to 12 out of 1000 people have epilepsy [6].

Different names (mirgi/ jhatka /fits /aakdi etc.) are prevalent
in different parts of the country.

Epilepsy is Not Limited to a Particular Age
and Locality

Some causes are age related; e.g., brain hypoxia in newborn,
meningitis in infancy, head injuries in adults.
Neurocysticercosis is common in India, and occurs due to
tapeworm larva trapped in the brain and causes acute as well
as epileptic seizures. Genetic epilepsies may have a particular
age of onset and remission [7].

All Jerks and Abnormal Movements are Not Seizures

Many movements look like seizures, but do not require treat-
ment with anti-seizure drugs. A detailed history and a video of
the event is useful in such cases [8].

Information about the Diagnosis of Epilepsy
Diagnosis of Epilepsy is Mainly Clinical

Clinical means the detailed description of the seizure - what
exactly happened, how did it start, progress, and end. History
from an eye-witness or a video record helps to diagnose the
type of seizure. History of birth events, development and fam-
ily helps to arrive at the possible cause [9].

Blood Tests are Not Routinely Required

Serum calcium and sugar levels are advised in infancy,
during the first seizure. If needed, special tests to rule out
metabolic, genetic, autoimmune disorders are advised [10].

Role of EEG (Electroencephalography) in Diagnosis
of Epilepsy

EEG shows a map of the electrical activity of the brain, ab-
normal discharges supporting the diagnosis of epilepsy [11].
The distribution and type of abnormalities help to classify the
epilepsy and decide the best treatment. Certain abnormalities
help to predict the outcome, e.g., how long will seizures re-
main and whether the child’s intelligence will be affected.

The EEG Procedure

Electrodes are applied on scalp to record the electrical signals
in the brain, and displayed on a computer. EEG is recorded in
both sleep and awake states, if possible [12]. Video EEG is
ideal to record abnormal events.
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A Normal EEG Does Not Rule Out Epilepsy

Mostly, first EEG may be normal in up to 50% of cases.
Electrical discharges arising from deeper regions of the brain
may not be detected [13]. Repeated EEGs and EEG done in a
sleep deprived state (e.g., sleeping for only 4 h at night prior to
EEG) improve the yield.

We May Need to Repeat EEG Sometimes

EEG may be repeated if it is normal and there is a strong
suspicion of epilepsy [13]. EEG is also repeated before with-
drawing treatment if the child has been seizure free for 2-3 y.

A Brain Scan is Usually Needed

MRI scan is preferred to CT as it shows detailed brain struc-
ture, e.g., prior brain damage, neurocysticersosis, tumors and
subtle abnormalities like dysplasia which cause difficult to
control seizures and need to be surgically removed to treat
the epilepsy [14].

MRI Scan May be Normal in Epilepsy

MRI may be normal if there is only electrical disturbance and
no structural problem, e.g., in genetic epilepsies [14]. Your
doctor will decide whether a scan is required at all.

Information Regarding First Aid for Seizures
Recovery Position When a Child Gets a Seizure

Most seizures are brief and stop themselves. It is impor-
tant to be calm, and not panic. The child should be
brought away from any danger (e.g., if on road, on edge,
near any sharp objects efc.) and put in recovery position,
i.e., turned to one side gently so that the froth/saliva
drains out of mouth by gravity and is not inhaled into
the lungs [15].

No Forcible Opening of the Mouth if Teeth are Tightly
Clenched

Restraining a seizing child or opening mouth forcibly can
cause injury. Only if the mouth is full of food, a finger can
be gently inserted inside the cheeks to remove the food
particles.

Nothing Should be Put in the Mouth; e.g., Water,
Spoon etc. till the Child is Unconscious

If Possible, a Video Recording of the Seizure Should
be Made, and Duration Noted

First Aid Medicines to Stop the Seizure

Midazolam nasal spray is available and easy to use [16]. The
doctor will show how to use it and how many puffs to give. It
can be used if the seizure does not stop in 5 min. It should be
stored safely e.g., in custody of school nurse (out of reach of
children). The nurse can use it in case of a prolonged seizure
till help arrives. Expiry date should be periodically checked.

Calling an Ambulance or Shifting to Nearby Hospital if
Prolonged Seizure

When seizure is prolonged, or lasts longer than the usual sei-
zure, or the child is unconscious for a prolonged period after
the seizure, has got injured badly, or has trouble breathing, he/
she should be taken early to the nearest hospital (rather than
the best, if far) [17].

Sometimes, Patients May be Able to Feel the Warning
Signs— Aura

When seizures arise from a particular part of the brain (focal
onset), some children may experience warning signs like tin-
gling, flashes of light, vomiting, tummyache, headache, sudden
fear etc; these are called ‘Aura’ [18]. These may warn him and
prevent severe injuries. In generalised onset seizures, there is no
aura and child may be unconscious from the beginning.

Most Seizures are Short-Lived, but Get Dangerous if
Prolonged

Seizures are very frightening events, many parents worry
whether there is a risk of dying during the seizures.
Prolonged seizures or burns, drowning efc. during seizures
can cause death [19].

All Caretakers Should be Well Versed in First Aid

These include family members, school teacher, personnel fer-
rying him to school efc.

Use of Onion, Shoe, Keys etc. to Stop the Seizure
Wastes Precious Time

As most seizures are brief and stop by themselves, it appears
that these measures have helped. Putting hard objects forcibly
into the mouth to ‘break’ the seizure is harmful and can injure
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the teeth, tongue or lips [20]. Bringing the child to recovery
position is most important.

Management of Febrile Seizure

If seizures occur only with fever, most are brief and stop by
themselves. Clothes should be removed to lower the temper-
ature and Paracetamol should be given in the prescribed dose.
Midazolam spray should be used if the seizure is prolonged. If
febrile seizures are prolonged, or happen repeatedly, seizure
preventive medications (Clobazam) may be given during fe-
ver [21].

Information about Treatment of Epilepsy

Does Every Child Need Prolonged Treatment
with Anti-Seizure Medicines?

Prolonged treatment is not required after febrile seizures, first
seizure without any immediate cause, infrequent seizures or if
the risk of a repeat seizure is very low [22].

How Long Should the Child be Treated
with Anti-Epileptic Drugs (AEDs)?

If decided to treat, AEDs are given for 2-3 seizure free years
[23]. The duration may vary according to the cause of epilepsy
and ease of control of seizures. Some patients require very
prolonged periods of treatment - e.g., in children with severe
brain damage.

The Medicines Must Always be Carried When Visiting
the Doctor

The preparation, dose and formulation needs to be verified.
AED should be given regularly even when the seizures are
controlled, for the prescribed duration.

Can there be a Return of Seizures after Stopping
Treatment?

Sixty to 70 % of children become seizure free with 1 or 2
AEDs. After 2-3 y seizure-free period, the drugs are slowly
tapered and stopped. The majority of such children remain
seizure free, some may relapse and need to be restarted on
AEDs [24]. Some types of epilepsies e.g., Juvenile myoclonic
epilepsy (JME) may require lifelong treatment, mostly in low
doses.

Follow-up is Essential While on Treatment

First follow-up should be within 7-14 d, to look for any acute
side-effects. Later, 3 monthly follow-up with a seizure diary is
good to assess seizure control and monitor side-effects.

Other Options are Available if Medications Fail

Ketogenic diet or steroids (esp. for spasms) may be prescribed
[25]. The doctor will investigate to rule out metabolic/genetic
conditions as they need specific treatment [26].

Sometimes, Surgery May be Suggested

Surgery may be advised if, seizure frequency is high, poor
response to AEDs and there is a surgically removable abnor-
mality picked up on brain MRI [27].

Measures to Prevent Seizures

Adequate sleep, avoiding TV, flickering lights (if EEG shows
abnormal discharges during light flashes) and preventive med-
ications to prevent seizures during fever can be advised [28].

Information about Anti-Seizure Drugs

Medications are Chosen by the Doctor on the Basis
of Seizure Type on History and EEG

Different AEDs are available— chemicals which block abnor-
mal electrical discharges in the brain. The right drug for your
child is decided by the type of seizure and EEG findings [29].

Precautions Regarding Formulation

The doctor will prescribe the AED name, dose, formulation
(e.g., plain/ slow release) and timing. Changing the brand may
lead to change in the blood levels causing toxic effects or loss
of control of seizures [30]. If the prescribed brand is not avail-
able, please verify with your doctor.

The tablets are prescribed as plain tablets or slow release. The
slow release ones (Chrono/ SR/CR) can be given once or twice a
day, but cannot be crushed and should be swallowed. The dose
should be repeated if the child vomits within half an hour.

The Syrup bottle should always be shaken before use. The
plastic caps on bottles have 2.5 and 5 ml markings, hence best
to use a calibrated syringe/ dispenser to give the exact dose,
e.g., 1.5 ml. The syringe should be washed after every use, and
replaced when markings become faint.
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Timing

Timing of the medications should be strictly adhered to. It can
be marked on a calendar after the dose is taken as it may be
difficult to remember whether medication has been taken.

The Dose of Medication Needs to be Titrated
till Seizures are Fully Controlled

The aim is to control the seizures at the lowest dose, to min-
imize side-effects. Many children are controlled on low doses,
or the dose is gradually increased till seizures are controlled. If
seizures are not controlled at a reasonable dose, or adverse
side-effects appear; another AED may be tried.

Regular Follow-up with Treating Physician is
Necessary

Follow-up every 3 mo is advised as the treatment may need to
be tailored according to the child’s response.

Treatment Should Not be Stopped During Other
llinesses

The AED should be continued with other medications during
minor illnesses like cough- cold, diarrhea etc. Consult your
doctor if the sick child is not accepting anything orally.

First Medicine is Effective in Controlling Seizures
in about 50% Patients

First drug controls seizures in about 50% children, at low to
moderate doses [31]. Others require another AED or combi-
nation therapy. Response to the subsequently added drugs is
lower.

Drugs Should Not be Stopped without Consulting
the Doctor

AEDs are mostly given for 2-3 y seizure free period, but the
duration may vary depending on doctor’s judgement [32]. The
treatment should never be stopped without medical advice.

Important Side-Effects of Anti-Epileptic Drugs (AEDs)

Specific side-effects for a particular AED should be
counseled, e.g., acute (within hours to days) and chronic (days
to months) ones. Some AEDs cause sleepiness, vomiting efc.
when started, and are usually tolerated on reducing the dose
and gradual escalation [33].

A serious, life-threatening reaction presenting with blisters
on skin along with mouth and eye ulcers is called Stevens-
Johnson syndrome (SJS); hence any AED should be

immediately stopped if a rash is noticed [34]. It is more likely
in people who carry a HLA B1502 mutation.

US FDA advises to test all Asian people for this mutation
before starting certain AEDs: Carbamazepine, Phenytoin and
Lamotrigine [35].

At present the consensus view is: This testing is not rou-
tinely required in our patients in view of several factors: prev-
alence of this mutation in Indians is not known, SJS can de-
velop even without this mutation, all patients carrying this
mutation don’t develop SJS. Hence, this test is not cost-
effective when applied to a large population, especially in
government/ rural setup. But parents need to be counseled
properly regarding stopping AED if rash appears.

Other Side-Effects

Some AEDs gradually reduce Vitamin D, causing weaker
bones; hence, supplementation is advisable [36]. Some
AEDs cause slowing of thinking processes, memory and be-
havioral problems [37]. The doctors aim to achieve best con-
trol of seizures with minimal side-effects.

Issues in School

Child’s Learning May be Affected, but Help is
Available

Children with only epilepsy mostly have normal intelligence,
especially if on newer AEDs. Learning disabilities are com-
mon in those with brain damage, untreated seizures for
prolonged periods and on high doses of multiple AEDs [38].
Remedial help can be sought from interventional psycholo-
gist, taking school counselor and other authorities into
confidence.

Schools Cannot Discriminate Against a Child
with Epilepsy, it is an Offence

No school can expel a child from school for epilepsy, under
the right to education act.

The School Should be Adequately Informed
about the Child’s Epilepsy and First Aid

Midazolam spray can be kept with the school teacher (not in
child’s bag) with instructions and emergency contact number.
A hospital near the school should be identified beforehand, in
case the child needs hospitalization during school hours.
School authorities should have the parental consent to act in
the best interest of the child.

A letter from the doctor can be issued to the Principal for
allowing school when seizures are controlled. Excellent
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guides for teachers to cope with a student with epilepsy are
available [39].

Precautions to be Taken During Outdoor Activities

Well controlled children can participate in school excursions
[40]. They should take AED on time, have good sleep, and
carry first aid medications. A nearby hospital can be pre-
identified.

Blanket Restriction of Activities is Not Advisable

If seizures are not well controlled; cooking, cycling etc. should
be under supervision. For swimming, buddy system can be
followed where every child is being watched by someone (a
friend/parent/coach with lifeguard on standby); this helps
them feel equal to others, as well as ensures safety [41].
Participation in high risk sports like diving, motor sports,
horse riding, efc. should be avoided where a loss of conscious-
ness can result in a major injury or death [42].

Special Issues

Activities Which Provoke Seizures in Certain
Individuals Should be Avoided

Children with abnormal discharges provoked by flashing
lights or patterns (on EEG) should avoid exposure to flicker-
ing lights e.g., Discotheques, night driving, some video
games, efc. [28].

Teenage Children with Uncontrolled Seizures Should
Not be Allowed to Drive

Cycling (wearing a helmet) is allowed if seizures are con-
trolled. Most countries allow motorbike/car driving after 3—
18 mo of seizure freedom. In India, if the person declares his
epilepsy condition, driving licence is not issued [43]. Thus
most people drive without disclosing with potential for serious
harm to themselves and others.

Some Jobs May Not be Suitable for Patients
with Reflex Epilepsy

Some jobs like pilots, running heavy machinery, fire fighting,
etc. are best avoided. Otherwise, most other jobs are suitable
for people with epilepsy. Also, those who get abnormal EEG
discharges by flashing lights should avoid working in flicker-
ing lights e.g., discotheques.

Special Issues in Girls with Epilepsy

Some epilepsies like Juvenile myoclonic epilepsy need treat-
ment from adolescence to old age. Females face additional
health issues, e.g., AED may affect menstrual cycles or inter-
fere with oral contraceptives leading to unplanned pregnan-
cies. Pregnancy should be planned carefully. Most women can
have a safe pregnancy and healthy child under expert guid-
ance, i.e., use of safe AED to avoid birth defects in babies [44].

Stigma attached to epilepsy forces many people to hide
their condition from their partners, creating marital discord,
domestic violence and divorce. All patients with epilepsy,
especially girls should be educated and helped to be self-
sufficient to prevent exploitation. Samavedana Foundation,
Pune runs a marriage bureau for people with epilepsy.

Social and Financial Resources are Available [45]

More Genetic Causes for Epilepsy are Being
Discovered

New genes increasing the risk of seizures are being discov-
ered. Complex interplay with other factors makes it difficult to
predict whether other family members will get seizures, and
what type. Your doctor may advise regarding the need for
genetic tests if required [46].

Many Myths are Prevalent in Our Society
Regarding Epilepsy

As epilepsy was poorly understood in the past, many myths
are prevalent. It does not spread by contact, it is not due to
prior sins/ black magic/devils efc. [47]. This leads many par-
ents to wrongly hide this condition from the school and soci-
ety, adversely affecting the child’s health and self esteem, also
leaves other people clueless about how to deal in the event of a
seizure.

Role of Alternative Therapies Like Homoeopathy,
Ayurveda etc. is Not Well Established

Parents often try other systems of medicine [48]. The doctor
should be informed if such therapies are being given, as it may
affect the anti-epileptic drug levels and also cause compliance
issues.

Routine Vaccination Should be Given, Except in
Special Situations

If the child has uncontrolled seizures, or specific genetic epi-
lepsies, the doctor may ask to avoid Pertussis (the ‘P’ in DPT)
[49]. Also, if the child is on steroids e.g., for West syndrome,
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live vaccines such as oral polio and measles should be avoided
till 4 wk after stopping steroids.

Family Issues

Epilepsy May be Associated with Behavioral, Mood
and Depressive Disorders

Many children with epilepsy suffer from low self- esteem,
anxiety etc. Some anti-epileptic drugs can cause depression,
mood disturbances and even suicidal tendencies. Referral to a
Child psychologist or psychiatrist may be made if intervention
is required [50].

Avoid Overprotection

Overprotection will give rise to more behavioral problems.
Parents, esp. mothers may need help to achieve the right bal-
ance of parenting style. Parents need to be attentive regarding
medications and studies, and encourage outdoor physical ac-
tivity, participation in family functions, social gatherings etc.
to prevent isolation [51].

Will the Brother/Sister (Sibling) Also Get Epilepsy?

Most parents harbour this fear, as few types of epilepsy have a
genetic basis. However, all siblings may not inherit those
genes or even if inherited they may or may not get seizures.
The chances of a sibling being affected varies from 1 to 4
times of the general population [52].

Equal Care and Attention Should be Given
to the Siblings of the Child with Epilepsy

Children with epilepsy get more attention, causing psycholog-
ical issues in siblings, e.g., rivalry, anxiety etc. [53]. Their
concerns should be resolved, can involve them in care plan,
teach first aid (if old enough). Help of school counselor and
psychologist may be taken if required.

Epilepsy, Cerebral Palsy, Autism etc. are Not the Same

These are different manifestations of brain dysfunction.
Cerebral palsy affects muscle control, due to structural brain
problems. Autism affects interaction and communication,
with mostly normal brain structure. Both have a higher prev-
alence of epilepsy and intellectual disability [54].

Some Causes of Epilepsy Can be Prevented

Majority of brain damage causing epilepsy can be prevented,
e.g., wearing helmets while driving, washing fruits and

vegetables thoroughly before cating (prevents
Neurocysticercosis), timely vaccination of children against
brain infections (BCG, HiB, Pneumococcal) ezc. [55].

Sudden Death in Epilepsy (SUDEP)

Sudden death in sleep, called SUDEP (Sudden death in epilep-
Sy) may occur esp. in cases of frequent uncontrolled seizures
and irregular treatment [56]. Exact mechanism is not known.

Parents’ Support and Advocacy Groups

Various support groups are active in different regions, these
provide psychosocial support and a platform to share
problems and solutions with each other. Indian Epilepsy
Society (IES) and International Bureau for Epilepsy (IBE)
have played an important role in providing knowledge to
epilepsy professionals and governments to take decisions that
benefit people with epilepsy.

For further information, web based resources (Appendix A)
can be freely accessed by parents.

Conclusions

The various aspects of counseling parents of children with
epilepsy are consolidated in this document. It includes infor-
mation regarding the causes of seizures and epilepsy, the di-
agnostic tests, first aid for seizures, issues related to treatment,
school and family efc. Counseling may occur over several
visits, as parents raise pertinent questions during the course
of treatment. Hand-outs of this document can be provided by
the physicians/pediatricians to the parents.
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