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ABSTRACT - More than 50 years ago, Lennox and Markham urged physicians
who treated patients with epilepsy to “match modern drug and surgical therapy
with practical sociopsychological therapy” and to be “concerned not only with
turbulent brain waves but with disturbed emotions”. Indeed, while seizure
frequency and severity correlate with quality of life and psychosocial outcomes
for patients with drug-resistant epilepsy, numerous other epilepsy-related fac-
tors may also be significant determinants. These factors include medical and
psychiatric co-morbidities, side effects of therapy, stigma, parental anxiety,
employment status, seizure worry, self-esteem and self-mastery. Importantly,
these epilepsy-related factors may be amenable to educational or therapeutic
interventions, which if successful may benefit patients even without a concomi-
tant reduction in seizure frequency or severity. Therefore, while further research
is needed, physicians and other health care providers should comprehensively
attend to these factors and refer patients with treatment-resistant seizures, when
appropriate, for further evaluation and treatment to improve their quality of life
beyond seizure control.
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Multiple factors determine the quality
of life experienced by patients with
epilepsy. Two of the most important
are the duration of epilepsy and
whether seizures are fully controlled
(Birbeck 2002, Baker 1998, Baker
1997, Au 2002), especially for pa-
tients in  developing  countries
(Nubukpo 2004). Traditionally, physi-
cians have been primarily concerned
with eliminating seizures without in-
troducing troubling or disabling
therapy-related side effects. However,
because many determinants of quality
of life in this patient population are
independent of or indirectly related to
epilepsy-related variables, including
seizures (Suurmeijer 2001, Bishop
2003), the quality of life of patients
with refractory epilepsy will not be
maximized by focusing solely on in-
terventions that reduce seizure fre-

quency and severity. Indeed, this topic
has been the subject of many publica-
tions as well as a book (Baker 2000).
The relative importance of these non-
epilepsy factors for any given patient
may vary, for example as a function of
age (Baker 2001, Devinsky 2005,
Martin 2003) or knowledge about epi-
lepsy (Baker 2005).

As pointed out by Lennox and
Markham over 50 years ago, physi-
cians who treat patients with epilepsy
should «match modern drug and sur-
gical therapy with practical sociopsy-
chological therapy» and be «concer-
ned not only with turbulent brain
waves but with disturbed emotions»
(Lennox 1953). In this care model,
physicians and other health care pro-
viders have an important role in im-
proving quality of life for their patients
with epilepsy even if their seizures are
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refractory to therapy. This goal requires an understanding
of the non-epilepsy factors that influence quality of life.
Therefore, this paper highlights relevant published fin-
dings and suggests the need for additional research of
interventions that may positively impact patients’ well-
being even when complete seizure control is not attaina-
ble. The impact of psychiatric co-morbidities on quality of
life is discussed elsewhere in this supplement, and the
effects of medication side effects and medical co-
morbidities, such as sleep disorders (De Weerd 2004,
Gupta 2004, Bazil 2003) and infertility (Boro 2003), as
well as techniques for assessing quality of life (Privitera
2004, Panayides 2004, Sabaz 2003, Baker 1993, Baker
1994), particularly in patients with refractory epilepsy
(Selai 2000), are beyond the scope of this review.

Social factors

A number of social and interpersonal factors influence
quality of life for patients with epilepsy independent of
seizure frequency, including social anxiety, stigma, paren-
tal anxiety and employment.

Social anxiety

Baker et al. (2005) used the Social Avoidance and Distress
Scale (Watson 1969) to measure social anxiety in 70
adolescents with epilepsy and correlated the results with
knowledge about epilepsy as measured by the 51-
question Adolescents’” Knowledge of Epilepsy Question-
naire (Richardson 1974). The investigators found that the
level of social anxiety did not correlate with seizure fre-
quency, but was inversely proportional to knowledge
about epilepsy, suggesting that increasing knowledge
about epilepsy will lower social anxiety in adolescents
with medically refractory epilepsy. Consistent with this
hypothesis, Snead et al. reported the development and
initial implementation of a 6-week, structured, psycho-
educational group intervention for adolescents with epi-
lepsy and their parents (Snead 2004). Educational topics
included medical aspects of epilepsy, healthy lifestyle
behaviors, family and peer relationships, understanding
self-image and self-esteem, and techniques for stress man-
agement. A post-intervention outcome measurement re-
vealed an overall positive trend for improvement in quality
of life as measured by the Quality of Life for Adolescents
with Epilepsy scale (Cramer 1999) compared with pre-
intervention.

Stigma

As defined by Goffman (1963), stigma is “an attribute that
is deeply discrediting”. People with epilepsy often en-
counter stigma, as well as societal restrictions and dis-
crimination, in the course of everyday activities, such as
going to school, driving, working, and obtaining insurance
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(Jacoby 2004). Jacoby has written extensively on the inter-
relationships between stigma and quality of life in patients
with epilepsy (Jacoby 2002). The impact of perceived and
enacted stigma on quality of life is felt worldwide by
people with epilepsy (Baker 1997, Morrell 2002) and may
be particularly acute in developing countries (McLin
1995, Khan 2004, Meinardi 2001).

MacLeod and Austin conducted a literature review with a
focus on adolescents with epilepsy and concluded that
stigma is related to quality of life in this population and
may manifest in different ways, including not disclosing
the condition (MacLeod 2003). The researchers con-
cluded that interventions should be designed and tested
that counter the effects of stigma on individual patients by
addressing 1) the lack of knowledge about epilepsy in the
general population, 2) self-perceptions of stigma and 3)
disclosure management strategies. Baker (2002) found
that self-reported level of stigma among adults with epi-
lepsy was predicted by their level of knowledge about
epilepsy. Further research should evaluate the role of
education in reducing self-reported stigma and the result-
ing effect on quality of life.

Parental anxiety

Williams and co-workers assessed the impact of parental
anxiety on the quality of life of pediatric patients with
epilepsy (Williams 2003). Two hundred parents took the
State-Trait Anxiety Scale and completed the 30-item Im-
pact of Childhood Iliness Scale, which assesses quality of
life in children with a chronic illness from the parents’
perspective. Parental anxiety was significantly associated
with decreased quality of life, suggesting to the authors
that targeted interventions and support such as respite
care, parent support groups and increased education
about seizure risks and psychosocial development may be
helpful. Family-oriented education and counseling was
shown in another study to lessen parental anxiety; whether
parent- or child-reported quality of life improved was not
assessed (Lewis 1991).

Employment

Employment for adults with epilepsy capable of working is
important for self-esteem, self-image and quality of life (De
Boer 2005, Schachter 1993). Therefore, physicians should
refer unemployed or underemployed patients to employ-
ment programs designed for people with epilepsy when
possible.

Psychological factors

In additional to neuropsychological function, several psy-
chological factors influence quality of life, including sei-
zure worry, self esteem and self-mastery.
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Seizure worry

Fisher et al. (2000a, 2000b) conducted a community-
based survey to assess the concerns of people with epi-
lepsy in the US. Mailings were sent to 2500 people,
including 1250 individuals from the Epilepsy Foundation
database. Among the 1023 respondents, nearly half re-
ported fear as “the worst thing about having epilepsy”.
Specific examples included fear of dying, fear that others
would witness a seizure, fear of embarrassment in public,
fear of losing employment and fear of being involved in an
automobile accident.

Loring et al. (Loring 2004) administered the 20-item Epi-
lepsy Foundation of America (EFA) Concerns Index (Gil-
liam 1999) to 115 epilepsy surgery candidates with normal
Full Scale 1Qs, and applied linear regression analyses to
identify significant predictors of quality of life as measured
by the QOLIE-89 (Devinsky 1995). Seizure worry from the
EFA Concerns Index was nearly as predictive of quality-of-
life scores as symptoms of depression. Therefore, one
might predict that reducing seizure worry would be ben-
eficial to patients. Gunter et al. evaluated the impact of a
comprehensive, multifaceted disease management pro-
gram on self-reported quality of life for adult patients with
epilepsy (Gunter 2004). Patients randomized to the active
intervention showed statistically significant positive
changes in Seizure Worry (p < 0.001) and Emotional Well-
being (p < 0.05) compared with the control group.

Self-esteem

Baker et al. (2005) measured self-esteem in adolescents
with epilepsy using the Rosenberg Self-Esteem Scale
(Rosenberg 1965). Self-esteem scores correlated both with
seizure frequency (the higher the seizure frequency the
lower the self-esteem score) and with knowledge about
epilepsy as measured by the 51-question Adolescents’
Knowledge of Epilepsy Questionnaire (Richardson 1974).
The medium and high knowledge groups exhibited signifi-
cantly higher levels of self-esteem than the low knowledge
group, suggesting that increasing knowledge about epi-
lepsy in adolescents with epilepsy will improve their self-
esteem, including patients who are not seizure-free. Fur-
ther research is needed to test this prediction.

Self-mastery

Several studies have evaluated the relationship between
quality of life and self-mastery, generally measured by
locus of control and self-efficacy. Amir et al. studied 88
patients with epilepsy and found that mastery mediated
the correlation between disease severity and quality of life,
suggesting to the authors that quality of life could be
improved by interventions to reinforce self-efficacy and
locus of control (Amir 1999). Similarly, Gramstad et al.
showed that self-efficacy measures were important predic-
tors of perceived emotional adjustment, psychosocial ad-
justment and quality of life (Gramstad et al. 2001). Au et al.

evaluated the effect of eight, 2-hour, weekly sessions of
cognitive therapy on quality of life (QOLIE-31) (Cramer
1998) in 17 adult patients with at least two seizures per
month (Au 2003). Among the 8 patients randomized to
active treatment, which emphasized coping skills and
stress management, overall quality-of-life scores im-
proved significantly compared to scores of the 9 patients
randomized to a wait list control group.

Self-mastery may also improve quality of life by lessening
the impact of stigma, and improving adherence to medi-
cation regimens, possibly leading to improved seizure
control. Dilorio et al. tested a psychosocial model of
medication self-management among adults with epilepsy
based on social cognitive theory that included personal
(self-efficacy, outcome expectations, goals, stigma, and
depressive symptoms), social (social support), and pro-
vider (patient satisfaction and desire for control) variables
(Dilorio 2004). Self-efficacy and patient satisfaction ex-
plained the most variance in medication management.
Social support and stigma were related to self-efficacy.

Summary

Numerous non-epilepsy factors impact the quality of life
in patients with treatment-resistant epilepsy, including
medical and psychiatric co-morbidities, side effects of
therapy, stigma, parental anxiety, employment status, sei-
zure worry, self-esteem and self-mastery. Physicians may
not have sufficient training to provide patients all the
assistance they require. For example, nurses may play a
critical role in teaching patients self-management skills
(Shafer 1999). Resources are available to help ensure that
patients receive appropriate education and support (Mor-
rell 2000). Physicians, therefore, should refer patients with
treatment-resistant seizures, when appropriate, for further
evaluation, treatment, training, or education since suc-
cessful interventions may benefit patients even without a
concomitant reduction in seizure frequency or severity.
Indeed, while further research is needed to conclusively
demonstrate that quality of life can be improved beyond
seizure control, it is, nonetheless, time to practice what we
preach (Devinsky 2000). [
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