Quality of Life Measurements in Epilepsy
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ABSTRACT: In the treatment of the patient with epilepsy not only seizure control but quality of life
issues are important aspects of management. Aspects that have an impact on the quality of life include
seizure frequency and severity, social functioning, psychological well-being, disease specific measures,

and general health status.

RESUME: Evaluation de Ia qualité de vie dans 1’épilepsie. Dans le traitement de 1'épilepsie, il est important de

contrdler les crises, mais aussi de se préoccuper de la qualité de vie du patient. Plusieurs aspects ont un impact sur
la qualité de vie, dont la fréquence et la sévérité des crises, le fonctionnement social, le bien-étre psychologique et

I’état de santé général.
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In many branches of medicine and in different health care
systems, the development of satisfactory measures of outcome
is increasingly emphasised. This is particularly relevant in
chronic conditions where a cure is not currently possible but for
which medical intervention might have an influence on
patients’ general well-being and psychosocial adjustment.
Historically, clinicians have been distrustful of patient-based
assessments of outcomes, considering them to be “soft”, sub-
jective, and unreliable. They usually have preferred to use what
might be termed “objective” measures of outcome. While the
latter are clearly important, there is recognition of the need to
include broader-based, patient-assessed outcomes in clinical tri-
als.! It can be argued that improvements in restricted clinical
outcomes also should be accompanied by an alteration in the
patient’s “quality of life”.

Clearly, these issues are highly relevant to epilepsy, a disor-
der complicated by considerable psychosocial disadvantages.
Traditional objective measures of outcome have largely concen-
trated on the assessment of seizure frequency. Thus, in popula-
tions of patients with chronic refractory epilepsy, changes in
mean seizure frequency are usually the primary outcome vari-
able for clinical trials, while in patients with less severe or
newly diagnosed epilepsy, differences between the time to a
next seizure or time to a 6-month, |- or 2-year remission are
often used.?

Everyday clinical practice rarely limits itself to such restrict-
ed views. Most commonly, the clinician asks the patient “How
are you?” For the patient with epilepsy, this immediately invites
him to assess the effects of the treatment on seizure control and
to balance this against any adverse effects that the patient per-
ceives the treatment might be having. This judgement will
inevitably be set within the context of the general and overall
psychologic sense of well-being of that individual. Inevitably,
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the responses to such a simple clinical question are difficult to
quantify but are, nevertheless, of considerable clinical relevance.

If satisfactory methodologies for measuring quality of life in
epilepsy can be found, this will aid the evaluation of new
antiepileptic drugs (AEDs), in attempting to justify relatively
expensive interventions (such as the surgical treatment of
epilepsy) and even in assessing different systems of healthcare
in the disorder.

Intuitively, everyone has an understanding of the concept but
will approach quality of life from different perspectives and will
use definitions most appropriate to his or her own research. It
can, however, be generally agreed that health, at least in people
who are ill, is a significant contributor to quality of life. Thus,
we might reasonably define health-related quality of life as “rep-
resenting the functional effect of an illness and its consequent
therapy upon the patient as perceived by the patient”.’

The domains comprising health-related quality of life can
also be agreed upon. The first, the physical domain, is con-
cerned with the effects of an illness of a person’s ability to carry
out normal activities of daily living. Secondly, there is a psycho-
logic and social domain related to the consequences of iliness in
terms of family and other relationships, employment, and other
factors. Many controversies exist, however, about how to mea-
sure change within these domains and, indeed, arrive at an over-
all assessment of quality of life.

Can one easily arrive at a single score that could reflect an
individual’s quality of life? Simple overall questions are useful,
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but when a patient with epilepsy describes themselves as “feel-
ing very well” and having “good quality of life”, it is clearly
important to know whether this is because they have had no
seizures, whether it is because they have recently stopped an
antiepileptic drug that gave them unpleasant side-effects, or
whether neither of these is the case but they have, within the
course of the last week, found a new partner and been offered a
job after a long period of unemployment. One can therefore see
that any global assessments of quality of life would be greatly
complemented by more detailed assessments within the individ-
ual domains that contribute to quality of life.

Should the measures that we use to ascertain patients’ per-
ceptions about their own quality of life be applied to any
chronic illness, or should they be developed specifically for an
individual condition? The answer will depend on the questions
being asked. If we want to know whether an increase in health-
care resources devoted to the care of epilepsy was more cost-
effective than a similar increase in the resources available for
the care of, for example, diabetes, then quite clearly a generic
measure would be necessary. However, if the question is which
of two different AEDs is most beneficial in a particular group
of patients, then disease-specific measures might be of greater
value. Finally, it is essential that any tools used to assess quali-
ty of life issues are valid, in that they measure what they set
out to measure, are consistent and reliable in the way in which
they ascertain information, are sensitive to change and are
acceptable to patients.

In recent years there have been a number of initiatives to
develop quality of life outcome measures for epilepsy (see
Table). Evidence of the reliability and validity of these scales
has been established, although information on their sensitivity to
change is not always available.

Some of these scales were developed specifically to assess the
impact of novel AEDs in clinical trials, and some were developed
for other disorders but have been successfully applied to epilepsy.
Among those developed recently are the seizure severity
scales*>® which attempt to quantify the effects of patient-per-
ceived changes in seizure severity. Most researchers have used a
general health measure with the addition of disease-specific mea-
sures, while others have developed completely new measures.
There are arguments for and against both of these approaches.

Some idea of the usefulness of additional quality of life mea-
sures can be illustrated by considering data from a recently pub-
lished assessment of lamotrigine as add-on therapy for patients
with refractory partial epilepsies.” A conventional double-blind,
two period, cross-over design was used. Overall, there was a
mean 30% reduction in seizure frequency on lamotrigine com-
pared to placebo. However, the use of lamotrigine was also asso-
ciated with a number of adverse events and symptoms that were
more common during the active drug treatment period. The
symptoms included ataxia, diplopia, nausea and vomiting, and
rash. It must therefore be questioned whether a perhaps modest
reduction in seizure frequency was perceived as beneficial by
this patient group in view of the increased incidence of reported
adverse events.

A number of measures of psychological well-being were
used as well as a novel measure of seizure severity. The latter
showed that as well as reducing seizure frequency that lamotrig-
ine had an effect in reducing patient and carer perceived severity
of seizures. While there was no difference between scores for
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Table. Quality of life measures developed or used in the assessment of
antiepileptic drugs.

Physical Measures

Seizure diary

Liverpool Seizure Severity Scale®

Chalfont Seizure Severity Scale®

Veterans Seizure Severity Scale®

Liverpool Adverse Events Profile (unpublished observations)

Social Functioning

Social Effects Scale®
Impact of Epilepsy Scale®
Life Fulfilment Scalet!®
Seals Inventor(!D

Stigma Scale(!?

Psychological Well-Being

Hospital Anxiety and Depression Scale!'¥
Profile of Mood Scale(!

Affect Balance Scale!'>

Mastery Scale'®

Self-Esteem Scalet7:!9

Disease-Specific Measures

Washington Psychosocial Seizure Inventory!'?)

MOS SF-55@0

Quality of Life Inventory for Epilepsy (QOLIE-89)@"
The Liverpool Initiative??

The Queens Square Initiative®

General Health Status Measures

Nottingham Health Profile@
SF-3629

anxiety and depression, patients receiving lamotrigine scored
significantly better on an affect-balance scale's and mastery
scale'¢ than when taking placebo. While it is impossible to
determine whether the apparent improvement in psychological
well-being was secondary to the observed changes in seizure
frequency and severity or resulted from some independent psy-
chotropic effect of lamotrigine, there seems no doubt that there
were overall benefits to treatment with the drug compared to
placebo in terms of the patient’s general perceptions of their
quality of life.

There seems little doubt that quality of life methods will be
increasingly used in the assessment of a wide variety of inter-
ventions in epilepsy. No single set of measures is currently to be
preferred and it is important to use scales that are likely to be
sensitive to the questions being asked in any individual study.
As well as providing additional information to researchers, qual-
ity of life measurements are also important in giving patients a
voice in the assessment of treatments in a way that is highly rel-
evant to everyday clinical practice.
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