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This article is a patient’s fi rst-person account of 
drug therapy for epileptic seizures, written not 
for fellow patients but for physicians who treat 
epilepsy. Most patients’ accounts are descrip-
tive and emotional, even sensational, intended 
to assure those who are subject to seizures that 
they should not be surprised or embarrassed by 
what happens to them (Schachter 1993). But 
here, the objective is to persuade physicians to 
attend more closely to their patients’ experi-
ences when they prescribe drug therapies. The 
perspectives of physicians and patients are natu-
rally sometimes different, even contrary. I want 
to argue that in cases of epilepsy, in particular, 
drug therapy should, in effect, be negotiated 
between physicians and patients, to ensure the 
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right decisions are made on the basis of infor-
mation that physicians can access no other way. 
Collaboration between physicians and patients 
has an additional bonus: people subject to sei-
zures benefi t from a greater sense of personal 
control over their lives.

What gives me authority on this topic is a 
unique combination of related experiences, 
not only my own but my daughter’s. She be-
came epileptic as the result of an anoxic epi-
sode at the age of four. After 20 years of various 
types of seizure – from grand mal episodes 
every couple of months to daily and sometimes 
hourly ‘funny feelings’ – she was ‘cured’ by 
surgery. Although looking back over 20 years 
no one can ever know what might have hap-
pened otherwise, from a parent’s perspective 
it seemed to me that medication never affected 
the frequency or severity of her seizures. What 
was affected was the quality of her life, as she 
was sedated to greater and lesser degrees con-
tinuously over those years. Because her medi-

cations seemed not to have much effect, they 
were increased, changed, and combined with 
too little attention, even by her parents, to the 
way she felt. The drugs themselves affected the 
development of her personality. She became 
drug-dependent at different stages, and at one 
point she was hospitalized for a pseudo-psy-
chotic episode.

Ironically, less than a year after her surgery, I 
was diagnosed with a benign meningioma and, 
about 6 months after successful surgery, I had a 
grand mal seizure. An EEG showed seizure ac-
tivity focused at the site of the tumour, and I 
was put on a daily dose of dilantin (phenytoin). 
The rest of the story is the specifi c subject of 
this essay. The turn of events was an emotional 
shock that was bound to be discouraging, but it 
also seemed that dilantin had a depressing ef-
fect on my very optimistic personality. Unchar-
acteristically, I resisted the standard warnings: I 
drank alcohol, not in great excess but with some 
regularity, exercised infrequently, and allowed 
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myself to drift intellectually and emotionally. 
I paid no apparent price until, in the middle 
of a sunny summer afternoon I fell into status 
epilepticus with a dangerous succession of three 
seizures. This is an event that doctors need to 
understand better in context, so as to be able to 
work collaboratively with their patients on diag-
nosis and prevention. While I take full respon-
sibility for the decisions I made, once I seemed 
recalcitrant it was too easy for my neurologist to 
distance herself from my case and disregard my 
perspective. The upshot of this story – a much 
easier drug regimen even at full dose, fi rst with 
depakote (valproic acid) and now with lamictal 
(lamotrigine), a more positive and collabora-
tive outlook on the part of a new neurologist, 
and extended treatment at a fi rst-rate rehabili-
tation centre – left me with lessons that should 
be shared.

First, now knowing from my own experience 
the effect of different drugs on motivation and 
attention, I am ashamed not to have been more 
concerned about my daughter’s feelings as a 
child. Instead of working collaboratively with 
her doctors on her behalf, over those years I ac-
cepted their decisions absolutely and uncritical-
ly. I am more critical now and, with the help of 
my family, a better advocate on my own behalf. 
But this is only the most obvious lesson, and I 
can offer a broader view.

The purpose of drug therapy is to control sei-
zures. Physicians whose sole purpose is to con-
trol seizures can follow a simple protocol. If the 
fi rst choice drug seems to prevent or minimize 
seizures at the therapeutic level, it can be con-
sidered the right choice; if seizures persist the 
dose can be increased or another drug substi-
tuted or added. The trouble with this approach 
is what physicians do not usually know from 
their own personal experience, that the thera-
peutic dose of an anti-epileptic drug can itself be 
debilitating, even when it works without appar-
ent adverse effects. My gums were not swelling, 
my liver was not malfunctioning. But how did I 
feel? How quick, how sharp? Was I myself? These 
questions are unlikely to be asked by physicians 

looking for adverse effects specifi c to the drugs 
they have prescribed.

I was encouraged to report any pertinent 
information, of course, but physicians should 
not depend entirely on the initiative of epilepsy 
patients. We are hesitant to complain – not to 
say superstitious about the medications we are 
assigned, in part because of the stigma and mys-
tery that surround seizures. Further, because 
epilepsy is a depressing condition and because 
anti-epileptic drugs can compound feelings of 
depression, patients’ morale and will are bound 
to be affected.

Diffi cult as these adverse effects are to cali-
brate, I venture they must be medically sig-
nifi cant. Patients experience nebulous, mixed 
feelings of physical, intellectual, and emotional 
depression, not on some continuous scale. 
Rather, patients cross thresholds as medication 
is increased and decreased. Also, it seems that 
effects dissipate and accumulate over time. A 
spouse or parent can be more sensitive than the 
patient to behavioural changes expressed in the 
family context, certainly more sensitive than the 
physician can be on the basis of periodic offi ce 
visits. When the patient is a child, the physician 
should expect parents to report anything they 
observe. When the patient is an adult, the physi-
cian should encourage a spouse or some other 
person active in the patient’s life to take part in 
the physician’s offi ce visit and examination, and 
even to participate in decisions about therapy. 
In any event, a physician should not rely solely 
on blood-levels to indicate a patient’s feelings 
or condition.

A patient’s feelings seem to have little im-
portance in medical decisions about therapy. 
Instead those feelings are to be managed. A 
still popular patients’ ‘manual on epilepsy’ 
that I found in a neurologist’s waiting-room is 
the epitome of pharmaceutical doctrine. First 
published by Parke-Davis in 1992, its focus is 
the quality of life in patients who are suffer-
ing from the effects of their drugs (Moshe et 
al. 1993). The subtitle of the book offers ‘useful 
tips that help you get the best out of life.’ These 
‘tips’ are predicated (overleaf from the title-
page) on ‘compliance with physicians’ instruc-
tions,’ and they include coping with memory 
loss, anxiety, depression and other predictable 
adverse effects of their drugs. The manual is 
dedicated to the principle that ‘there is a bet-
ter chance of controlling seizures and thus liv-
ing life to its fullest when the patients are well 
informed’ (dedication page). By implication, 

What physicians do not usually know from their own 

personal experience, is that the therapeutic dose of 

an anti-epileptic drug can itself be debilitating, even 

when it works without apparent adverse effects.
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life cannot be lived fully by patients who have 
seizures (and who do not use this medication). 
Considering the information conveyed in this 
manual, being ‘well informed’ means expect-
ing and fearing seizures and being all the more 
compliant with drug therapy. In effect, this 
manual denies that patients themselves have 
choices about drug therapy, and it tells patients 
nothing about how drugs work.

For a different audience of medical students 
and physicians, the serious question of why epi-
lepsy is treated at all is asked and answered, but 
seldom in terms of the personal effects of drug 
therapy. The myths that have been used to ra-
tionalize a heavy regimen of anti-epileptic drugs 
on medical grounds – that seizures beget sei-
zures, that seizures cause brain damage, and that 
heavy doses of anti-epileptic drugs are effective 
and safe – have, as I understand, been studied 
and all but discredited (Shinnar 1998). This is 
not to say that the seriousness of seizures should 
be minimized or that anti-epileptic drugs do not 
have value in therapy. Rather, as I believe my case 
shows clearly, prescribing these drugs must be 
understood as a careful weighing of objectives 
and risks, undertaken collaboratively between 
patient and physician because they ‘place differ-
ent values on different outcomes and on the ac-
ceptability of certain risks.’ (Shinnar 1998)

My experience underscores the value of col-
laboration between doctors and patients in 
decisions about therapy. After some diffi cult 
episodes with a neurologist who seemed to 
care mainly about compliance on my part, I am 
now more faithful than ever to my regimen of 
medication, on account of a new level of support 
from a more collaborative neurologist. This is a 
paradox only on the surface. As I now feel more 
involved in decisions about my own case, I am 
more careful than ever, not only about medica-
tions but in other ways too, about how I live my 
life. Recently I undertook a programme of reha-
bilitation focused on emotional and intellectual 
depression, in part, at least, the result of my ill-
ness and earlier treatment (in the Portsmouth 
Regional Hospital Behavioral Health Services, 
directed by Dr. Joan Breen, Portsmouth, New 
Hampshire, USA). Here is where I found the 
kind of treatment that can benefi t every chroni-
cally ill patient. As this therapy expected the 
most of me, it helped me to recover myself.

I have one more point to make in this connec-
tion. My rehabilitation programme was directed 
by a medical doctor, who had brought together 
colleagues in occupational, speech and physical 

therapy, psychology, and social work under her 
medical supervision. I cannot judge how dis-
tinctive this arrangement is, but I can testify to 
its effectiveness. I understand that a programme 
such as this cannot take the place of drug thera-
py, but it offers an alternative to dependency and 
a complement to drugs. The ethic is collabora-
tion, to the great benefi t of the patient and the 
neurologist alike.
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FURTHER READING
Patients might like to be directed to www.dipex.org 

where they will fi nd more information about epilepsy, 
and other common disorders, as well as personal ac-
counts of patients’ experiences.

EDITORIAL COMMENT
In the late 1970s I admitted a patient who had become phenytoin toxic. He 
had recently started azapropazone, a non-steroidal anti-infl ammatory drug 
(Geaney et al. 1982). Naturally we suspected a drug interaction and because 
it had not been described before, we experimented on ourselves. I, and other 
colleagues, took such a small dose of phenytoin that my blood level was 
well below the so-called therapeutic range. However, my concentration was 
affected and I became extremely bad tempered, so much so that I embar-
rassed myself by getting into a shouting match over nuclear weapons during 
a dinner party. Although I still feel the same about nuclear weapons, I don’t 
think I am normally as rude as I was that evening. Ever since that experience I 
gave up believing in ‘therapeutic levels’ and tried to listen to what the patient 
was telling me. Fortunately most modern anti-epileptic drugs have such 
meaningless levels in the blood that measuring them is not much use – and 
so doesn’t lead to unnecessary tinkering with the dose – except for assessing 
compliance. Professor Eggers is so right when he asks us to concentrate on 
what patients and those close to them have to say about their symptoms, 
trivial they may seem to the neurologist, but painfully debilitating to the 
patient.

Charles Warlow
Edinburgh

The ethic is collaboration, to the great benefi t of the 

patient and the neurologist alike.
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