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Background
Non-compliance with anti-epileptic drug treatment in the George area, resulting in recurrent seizures and visits to the
emergency department of the George Provincial Hospital, has been identified as a social and economic problem. The aim of
this study was to determine the socio-economic and medical factors, the information given to patients by healthcare workers,
and the understanding of patients living with epilepsy who presented to the emergency department with seizures.

Methods
A descriptive study design was employed and the data-collection tools were a questionnaire and structured interview.

Results
The median age of the study population was 32 years. The patients had suffered from epilepsy for a median of two years and
visited a clinic for a median of seven times a year. The median education level was primary school and three quarters had no
employment or government grant. The majority did not understand the disease, the side effects of the medication and why
they should be on medication. In addition, it became apparent from patient reports that healthcare workers showed a lack of
counselling skills, time and appropriate knowledge.

Conclusions
There is a general lack of understanding of epilepsy by the patient. Not only were the patients uninformed, but they also
showed apathy towards the management of their condition.
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Introduction

The effect of recurrent epileptic seizure
attacks on the patient is far reaching.
Poor compliance may lead to status
epilepticus, as well as unexpected,
sudden death."? Recurrent convulsions
can reduce the likelihood of eventually
curing the disorder.®

With appropriate treatment and life-
style changes, the majority of patients
diagnosed with epilepsy will become
seizure-free. Compliant behaviour can
be defined as taking anti-epileptic
drugs (AEDs) on time and without fail,
not manipulating dosages, and follow-
ing the doctor’s advice regarding daily
activities.* Non-compliance is a signifi-
cant problem in epilepsy management.
As many as 30% to 50% of persons with
epilepsy are non-compliant to the extent
of interfering with their optimal treat-
ment.* The effect of non-compliance is
enormous and may lead to an increase
in the number of seizures, medical costs
and injury to themselves and others.®

Patient education stands out as one
of the most important aspect to improve
compliance.® The method of education
depends on the population. First-world
methods are not applicable in rural
South Africa. In a study done in Zim-
babwe, patient information pamphlets
neither influenced the seizure frequency
nor patients’ understanding of the dis-
ease.” In India, a study relating to doc-
tor-patient communication and compli-
ance stated that compliance improved
when patients were satisfied with the
consultation process and were asked
to recall the information. Multiple visits
to the doctor enhanced communication,
and thus compliant behaviour.®

George Hospital is the regional hos-
pital in the Southern Cape and serves a
population of 500 000. The staff-to-pa-
tient ratio at the emergency department
(ED) during the day is one professional
nurse to 21 patients (personal commu-
nication, Ms H Langenhoven, Unit Nurs-
ing Manager). Against this background
of a poor patient/staff ratio, it is essential
that non-compliant epileptic patients are
treated and counselled at the primary
level in order to keep their ED visits to
a minimum.

No substantial information could be
found regarding recurrent visits to the
ED by patients with epileptic seizures
in South Africa. This study determined
the medical and socio-economic fac-
tors, the information given to patients by
healthcare workers and the understand-
ing of epileptic patients with seizures
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that impact on recurrent visits to the ED
of George Provincial Hospital.

Methods

This descriptive study included 21 con-
secutive epileptic patients with seizures
admitted to the ED of George Provincial
Hospital between 1 December 2004 and
16 April 2005. Male and female patients,
16 years and older, who had been di-

agnosed with epilepsy at least one year
previously, were included. Patients who
were not able to respond to an interview
were excluded.

The data-collection tools were a
questionnaire and a structured inter-
view. The questionnaire included both
open-ended and closed questions.
Patients who repeatedly visited the ED
during the study period were only in-
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terviewed once. The questionnaire was
used as a guide during the interview.
The first author completed the question-
naires where possible; however, the
doctor on duty occasionally assisted
with the interviews.

Descriptive statistics, namely medi-
ans and percentiles, were calculated
for continuous data. Frequencies and
percentages were calculated for cat-
egorical data.

Three patients took part in a pilot
study, after which the questionnaire
was amended accordingly. Partici-
pants gave written informed consent
after the purpose of the study had been
explained to them. The Ethics Commit-
tee of the Faculty of Health Sciences,
University of the Free State approved
the study.

Results

Twenty-one patients took part in the
study. Their ages ranged from 17 to
71 years (median 32 years), and most
were male (76.2%). The point of care for
most patients was a clinic (95.2%), and
one patient saw a general practitioner
(4.8%). No patient visited a specialist.

The distances travelled between
the patients’ homes and the clinic are
given in Figure 1. The median distance
between the patients’ homes and the
clinic was 5 km. Nineteen patients
(90.5%) walked to the clinic. Eighteen
patients (85.7%) made use of the hos-
pital ambulance for transport to the
ED. Most patients (65%) had a primary
school education and four (20%) had
high school education, while 10% had
no formal education. Sixteen patients
(76.2) were unemployed and received
no government grant.

The duration for which the patients
had epilepsy is given in Figure 2. The
patients’ median period of being diag-
nosed with epilepsy was two years. Pa-
tients had a median seizure frequency
of one per month, and half of the pa-
tients had a seizure frequency of one
per month. Forty per cent had a seizure
frequency of one every six months and
10% a seizure frequency of once a year.
Most patients (95.2%) visited a clinic
for their medication a median of seven
times a year. The number of visits to the
clinic is given in Figure 3. (All information
was obtained through patient recall (see
first two paragraphs under methods))

The information given to the par-
ticipants by clinic healthcare workers
is given in Table |. Two-thirds (66.7%)
of the patients said that no healthcare

Table I: Information given to participants by clinic healthcare workers (n = 21)

p

Frequency Percentage

Described disease Yes 7 33.3

No 14 66.7
Described cause of disease Yes 3 14.3

No 18 85.7
Described epilepsy treatment Yes 7 33.3

No 14 66.7
Described disease management for Ves p 19.1
comfortable life

No 17 80.9
Used understandable terms Yes 6 28.6

No 15 7.4
Explained usefu!ness Qf anti-epileptic Yes 10 47.6
drugs in controlling seizures

No 11 52.4
Explain_ed adverse effects of anti- Yes y 4.8
epileptic drugs

No 20 95.2
Adverse effects suffered as reported Yes 0 0
by patients

No 21 100
Informeq of seizure control likelihood Yes 0 0
and epilepsy cure

S No 21 100 )

Table II: Patients’ lifestyles and information given by clinic healthcare workers regarding life-

style modification

Frequency Percentage
Do you drive (n = 21) Yes 0 0
No 21 100
Informed of risk of driving (n = 20) Yes 2 10
No 18 90
I:f;r;ned of regular food intake (n Yes 4 190
No 17 81.0
élﬁc;;]ol intake (units per week) (n 1 4 235
2 5 29.4
3 1 5.8
4 2 11.8
5 2 11.8
Lots 2 11.8
Unknown 1 5.8
Told to avoid alcohol (n = 21) Yes 11 52.4
g No 10 47.6

worker had described their disease and
only 14.3% of the patients indicated that
they had been told what the cause of
their disease was. Healthcare workers
explained the usefulness of AEDs in
controlling seizures and the adverse of
effects of AEDs to 47.6% and 4.8% of
the patients respectively.

Information about the patients’ lifestyles
and the information given by the clinic

healthcare workers regarding lifestyle
modification are given in Table II. A fifth
(19.0%) of the patients were informed of
regular food intake and 52.4% were told
to avoid drinking alcohol, while 11.1% of
the patients admitted to drinking exces-
sively.

The patients’ compliance with their
treatment and understanding of their
disease are given in Table lll. More than
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Table lll: Patients’ compliance with treatment and understanding of their disease (n = 21)

Frequency Percentage

s | o

No 12 57.1

o e oD | e | s

No 15 71.4

How do you understand your disease? Positive 5 24
Negative 16 76

How do you understand your treatment? Positive 12 57
Negative 9 43

How do you understand your prognosis? Positive 8 14
Negative 18 86

\(/;/h:;sé;esponsible for your treatment? Doctor > 10
Sister 1 5

Family 6 30

g Yourself 11 519 j

half (57.1%) of the patients indicated
that they did not take their AEDs regu-
larly. Many (57.1%) patients thought
that if they had not had a seizure for a
period of time they were cured. Only five
patients (24.0%) indicated a sufficient
understanding of their disease. Nine
patients (43%) had no understanding of
how to treat their disease. Most patients
indicated a negative understanding of
their disease (76.0%) and prognosis
(86%). Only 52.4% of the patients felt
that they were responsible for their own
treatment.

Discussion

Most of the patients (95.2%) relied on
the local clinic for their medication and
any other form of intervention. This
indicated what an important role the
primary healthcare clinic plays in the
George area. Most patients had to walk
to the clinic and had to rely on hospital
transport (ambulance) when they had a
seizure. This remains a major problem
for effective health care, because there
are only three equipped ambulances
serving this area. Epileptic patients are
often unconscious from a seizure and
are classified as priority 1 patients re-
quiring immediate transport.

A handout with information on epi-
lepsy and its management would prob-
ably not be effective, because most of
the patients had only a primary school
education. For any meaningful counsel-
ling to take place, the healthcare work-
ers would have to be specifically trained
and have sufficient time at their disposal
to verbally inform patients about their

condition and the consequences of non-
compliance. The majority of the patients
had been diagnosed with epilepsy for
a median period of two years, which
should have allowed sufficient time for
counselling or information on changing
their lifestyles.
In George, most non-compliant epileptic
patients are transported to the ED by
ambulance, are often accompanied by
a family member and stay in the hospital
overnight. In contrast, more than 50% of
patients in Baltimore with seizures are
transported by ambulance and stay in
the ED for approximately four hours.®
Many of the patients who visit the
George ED with recurrent seizure prob-
lems have no form of income and few
receive a government grant. A similar
problem was found in a study con-
ducted in America, where patients with
recurrent seizures (61%) were indigent
and had no regular source of income or
access to regular primary health care.®
According to Van der Meyden
and Rodda, the criteria for adequate
epilepsy control mainly include whether
the occurrence of seizures or the side
effects of AED are considered by the
doctor/patient to be prohibitive of a
reasonable and normal lifestyle.® In this
study, the patients had a median of one
seizure per month. This occurrence will
affect their lifestyles, particularly if it in-
cludes spending the night in the ED.
The patients visited their clinics a me-
dian of seven times a year. The clinics
only issue one month’s treatment with
each visit. This indicates non-compli-
ance with the treatment regime. As seen
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in Zimbabwe” and India,® recurrent visits
and good doctor-patient communication
remain the cornerstone of compliance.

Two-thirds of the patients indicated
that healthcare workers had not spoken
to them about their disease. Conse-
quently, they did not know why they had
to take the tablets. This could indicate
that the healthcare workers did not
understand the disease themselves,
or lacked confidence in the treatment
of epilepsy. However, this is from the
patients’ perspective and a study of
the healthcare workers’ knowledge and
attitudes towards epilepsy would be
interesting.

Most patients did not know how to
treat their disease. In these instances,
the interviewer tried to ascertain whether
the patients knew that they had to take
tablets to manage their epilepsy. Taking
into account the severity of status epi-
lepticus, the risk of sudden death and
the side effects of AEDs, it is worrying
that these patients were not counselled
about their AED treatment. Patients did
not receive counselling about lifestyle
modifications and did not understand
the basic approach to their condition,
for example the need for regular intake
of medication and food.

Most patients concluded that they
understood what the healthcare worker
said. However, the healthcare workers
did not tell them why they had seizures
or how to treat their seizures, or how to
change their lifestyle to live a seizure-
free life. The patients’ prognosis was
also not discussed with them. Approxi-
mately half of the patients knew that
AEDs were useful in order to be free of
seizures. However, the patients who did
know that they must take their medica-
tion were still non-compliant, indicating
that lack of self-care is an obstacle to
compliance. Most patients were not told
of the adverse effects of AEDs, or that
the tablets must be taken carefully to
prevent lethal toxic effects.

Only four patients (19.0%) knew how
important regular meal intake was. Hy-
poglycaemia is a major factor among
epileptic patients, and can precipitate a
seizure, making it essential for patients
to eat at regular intervals. Few (11.8) of
the patients admitted that they drink a lot
of alcohol. The possibility of good com-
pliance is one of the criteria for starting
AEDs. Alcohol abusers eat poorly, for-
get to take their tablets and are unreli-
able patients who tend to display poor
compliance with taking AEDs.

More than half of the patients (57.1%)
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did not know that it was essential that
they take their medication at regular
intervals. This is one of the reasons for
patients with low drug levels saying that
they have taken their tablets, but they
neglect to say that the tablets are taken
haphazardly and at irregular intervals.
Few of the patients had an understand-
ing of their disease and 43% did not
understand their treatment. This is prob-
ably the main reason for non-compli-
ance. Only half the patients made the
responsibility of the disease and its
treatment their own. It must be noted
that the study looked at epileptic pa-
tients presenting at an ED with seizures
and they therefore are a subset of epi-
leptic patients.

Conclusion
There is a general lack of understand-
ing of epilepsy by these patients. Not

only were the patients poorly informed,
but they also showed apathy towards
the management of their condition. In
addition, the patients indicated that
healthcare workers did not spend suf-
ficient time and effort in counselling and
informing them and discussing their ill-
ness with them. This suggests a lack of
counselling skills, time and appropriate
knowledge. Hence, non-compliance in
epileptic patients is a complex prob-
lem that needs intervention from both
the patient and the primary healthcare
worker’s side.
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