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SUMMARY. The care given in a group practice to
47 patients with epilepsy was reviewed.

$ince 1960 all newly diagnosed patients had
been referred for a specialist opinion and EEC
before the diagnosis of epilepsy was confirmed.

Patients were not being counselled sufficiently
on the problems of epilepsy, and over half the
patients considered themselves to be unaccept-
able to the rest of society.

Less than half the patients were treated with a

single drug; more could probably have achieved
control with one drug and run fewer risks of drug
interaction. Although consideration of the clin¬
ical condition and haematological results
showed problems in only 38 per cent of the
patients, the use of serum drug level estimation
affected decisions on management in 70 per
cent. I suggest that the more widespread use of
serum dru&Jevels would be of great value to
general practitioners interested in the care of
epileptics.

In half the cases it was the patient and not the
doctor who decided the frequency of consult¬
ations. Of 17 patients with problems, nine were
not having regular follow-ups. Since patients with
epilepsy maintain regular contact with their
family practitioner by requests for repeat pre¬
scriptions, it should not be difficult for the doc¬
tor to exercise appropriate control of the care of
his patients.

Introduction

TN 1969, the Reid Report (DHSS Welsh Office, 1969)
-¦* assessed the care given to epileptic patients in this
country and advocated the development of special clin¬
ics at regional hospitals where interested general prac¬
titioners might become involved in the care and man¬

agement of epileptics in the community. So far only
three such centres have been established. Dowling
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(1977) pointed out that there is a general policy in this
country of trying to integrate epileptics into the com¬

munity, and of concurrently decreasing the facilities for
long-term stay. There will therefore be an increasing
need for the general practitioner to supervise people
with epilepsy.

Epilepsy is a disease which requires adequate drug
control and which has complex social and psychological
implications. Pond and Bidwell (1959/60), in a survey
of epilepsy in 14 general practices found that nearly one
third of all the patients had psychological difficulties of
various types; some aspects of the process and outcome
of the care of epileptics are therefore difficult to quant¬
ify. Hopkins and Scambler (1977) have shown that at
present the follow-up of patients with seizures is not
related to what patients need, since some with only
occasional generalized seizures still attend hospital clin¬
ics, whereas other patients with daily or weekly seizures
have not been seen by a doctor for months. This
suggests a need for change from patient-dictated care to
care which is more under the doctor's control.

Method

The Research Committee of the College of General
Practitioners (1961) defined epilepsy as: "All attacks
primarily cerebral in origin in which there is a disturb¬
ance of movement, feeling, or consciousness. It will
therefore not include fainting, aural vertigo, or psycho-
logically determined attacks."

This study included only patients who requested a

prescription from the doctor or the receptionist for
anticonvulsant drugs during a four-month period. As
no more than three months' supply of anticonvulsants
was ever given by repeat prescription, the patients were

readily identified.
Questions were asked about the current care given to

the epileptic patients in this group practice concen-

tratingon:
1. Initial certain diagnosis, with specialist confir-
mation, and its communication to the patients and their
relatives.
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2. The social adjustment and restrictions in the lives of
the patients following the advice they had received.
3. The control of fits without drug overdosage and
side-effects. Patients were said to have good control of
fits if they had not more than three attacks a year,
moderate control if they had more than three attacks a

year but not more than one per month, and poor control
if their fit frequency was greater than one per month.
4. The medical follow-up after the initial diagnosis and
starting anticonvulsants.

The project was carried out from March to May 1978.
The patients were asked the questions listed in

the Appendix, when possible in the presence of a close
relative. Their replies were checked against their rec¬
ords. They were examined for nystagmus, ataxia (by
walking along a straight line of four metres) and
Rombergism, and observed for drowsiness, dysarthria
or hyper-excitability. Blood was taken for serum drug
level estimation, full blood count and film.

In the light of the clinical, haematological, and serum

drug level findings, appropriate action was taken about
management. Patients with a low serum drug level were
asked whether they ever forgot to take their tablets and
advised on methods of improving the regularity of
tablet taking; if compliance had not been a problem, the
dose was increased and checked by serum drug level
estimation. Gradual omission of drugs was tried in
patients who had been free of fits for three years or

longer with a low serum drug level. Children with a low
serum drug level had their anticonvulsant dose in¬
creased. Patients with poor control of fits and a normal
serum drug level were given an alternative anti¬
convulsant. Ataxic patients with a high serum drug level
required a lowering of the drug dosage and in one case
introduction of an alternative drug.

Results

Forty-seven names were recorded, giving a prevalence
rate of 5-5 per 1,000 in a practice of 8,607, which is
comparable with rates of 3-4, 4-5 and 6-2 per 1,000
given in studies by Hopkins and Scambler (1977), the
College of General Practitioners Research Committee
(1961) and Pond and colleagues (1960). Of the 47
patients, two preferred not to be interviewed.

Confirmation of the diagnosis
There had been specialist confirmation in 41 cases.

These patients had had an EEG, but this was con-

firmatory in only 34. Since 1960, patients have been
referred for a second opinion before the diagnosis of
epilepsy was applied.

What patients and relatives were told

Twenty-nine patients had been told that they had either
epilepsy, or a mild form or 'boundary case' of epi¬

lepsy. Of these, 14 were told by a specialist, 10 by the
general practitioner and five from sources other than
medical. Seven had been told they had fits or con-

vulsions, and two of the seven were told they definitely
did not have epilepsy but febrile convulsions. Three of
the seven received this information from a specialist,
three from the general practitioner, and one from a

non-medical source. Seven patients could not recall
being told what was wrong and did not know what the
attacks were. Four patients had been told they definitely
did not have epilepsy (including two of the seven who
had convulsions quoted above). Of the 24 patients who
had been told by a doctor that they had epilepsy, seven

had difficulty in finding this out. In all, 17 had had
difficulty in finding out any form of diagnosis.

Advice

Only a minority of patients had been given advice on

most subjects, the exception being the availability of
free prescriptions, which was known to all those who
would normally have paid for their drugs. Almost a

third of the relatives had been given advice on what to
do if a fit occurred and a third of the patients had been
advised on the avoidance of possible precipitating fac¬
tors. Of the 23 patients eligible for driving licences,
eight knew about the current Vehicle Licensing Regu¬
lations in relation to epilepsy. Eight could recall being
advised on the risks of water and heights, and six had
been invited to voice and discuss possible fears for the
future which were related to epilepsy. Five had been
advised on the inheritance of seizures. Six patients knew
of the existence of the British Epilepsy Association, but
only two had previously seen the literature of this
organization.

Social adjustment
More than half of all patients (62 per cent) had not told
relatives and 79 per cent had not told friends of their
epilepsy; 24 per cent had not informed relatives, and 35
per cent had not informed friends that they had fits.

In answer to the question, "What do you think other
people think of epilepsy?" 25 (55 per cent) of the
patients (or the accompanying relatives) made com¬
ments that suggested the public wanted to exclude
epileptics from society: for example, "frightened or

wary of it", "a black mark against you", "a bit of a

disgrace", "a taboo subject", "terrible, disgusting",
"the scum of the earth", "would run a mile from it",
"awful stigma", "upsetting", and "scared of it". Five
could not or would not reply nor discuss the matter, and
the other 15 (33 per cent) made reasonably objective
comments, noting "people are ignorant about it",
"people are more broadminded about it than they used
to be", "it is worse for the onlookers than the patient",
"people are frightened when they see a fit because they
don't know what to do", "not enough is understood
about it", and "it is difficult socially ".
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Restrictions
Three patients had been barred from heights in physical
education at school, but there were no other restrictions
in the educational sphere attributable to epilepsy alone.
Eight said they had had difficulty in getting a job when
they disclosed their disability. Three had been asked for
higher life or driving insurance premiums because of the
fits. Eight swam only when a life-saver was present. Ten
did not drive, three of them being restricted un-

necessarily because of not having heard of the 1969
change in Vehicle Licensing Regulations. One could
not go out alone because of the ataxia which was

probably due to a high serum phenytoin level. Two were

unable to manage alone in the house because of the
epilepsy.

Control of fits
Seventeen (38 per cent) patients were using a single
drug, 21 (48 per cent) were using two drugs, and six (14
per cent) were using three drugs (Figure 1). One patient
had stopped her anticonvulsant therapy because she
found the side-effects worse than the attacks.

Thirty-two (71 per cent) patients had good control,
five (11 per cent) moderate control, and eight (18 per
cent) poor control of their fits. Six (14 per cent) of the
eight had found that the epilepsy had interfered with
their everyday working lives so much that they had had
to give up their jobs.

Drug overdosage
Four (nine per cent) were found to have two or more
clinical signs suggestive of overdosage of anticon¬
vulsants, namely, nystagmus, drowsiness, dysarthria,
ataxia or Rombergism.

Side-effects
Two patients showed haematological abnormalities
associated with anticonvulsant therapy. One patient on

phenytoin had an early macrocytic anaemia and one

patient on methoin (methylphenylethylhydantoinate)
had a thrombocytopenia. Two patients already treated
with hydroxocobalamin and folic acid had normal
haemoglobin levels.
Of the 45 patients, 17 (38 per cent), on clinical and

haematological evidence, had problems. Eleven (24 per
cent) did not have good control of the fits, two (four per
cent) showed drug overdosage effects, two (four per
cent) not only had poor control but also showed clinical
signs of overdosage, and two showed early haemato¬
logical problems.

Serum drug level estimation
Twenty-seven (60 per cent) patients had drug levels
outside the normal range. Five were higher and 22 were

lower than the normal ranges accepted by the local
laboratory (Table 1).
As a result of the clinical, haematological and serum

Number of
patients
25t

1 2
Number of drugs used

Figure 1. Number of anticonvulsant drugs used.

drug level findings, action was taken for 31 (70 per cent)
of the 44 patients on anticonvulsants.

Follow-up
Twenty-seven (60 per cent) patients had not seen a
doctor during the preceding year. Six had not seen their
general practitioner to discuss their seizures within the
previous 10 years, though two of the six had been
reviewed at the hospital outpatient department.
Twenty-one (48 per cent) patients had been followed up
regularly from the time of diagnosis; five of them had
been seen once or twice by the general practitioner and
16 had been seen regularly by the hospital. The re¬
mainder of the patients had only occasional contact
with the general practitioner, when the fits occurred. Of
the 17 patients having problems with fit control or

anticonvulsant side-effects, nine were not having
regular follow-up by the general practitioner or by the
hospital.

Discussion

It appears to be difficult to communicate the diagnosis
to the patients and the relatives, perhaps because it is
not easy to make a definite diagnosis at once, and
perhaps because hospital and family practitioners do
not communicate adequately with the patient at follow-
up visits.a problem of shared care. Another explan¬
ation might be reluctance on the part of the medical
profession to tell the patient that he has epilepsy with its
attendant implications; if so, does such reluctance con-
tribute to the stigma attached to epilepsy? Patients who
are told they have something less serious than epilepsy,
such as fits or a minor form of it, are given the
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impression by doctors that epilepsy itself is a far worse
condition.

Counselling is an important part of the care of
patients with epilepsy, especially for parents of affected
children and for teenagers in the formative years of
attitudes towards themselves and the community in
which they live. The survey showed that doctors do not
give enough advice, although many of the patients had
been informed about various aspects of life with epi¬
lepsy by friends, first-aid classes, television programmes
or the Boys' Brigade. It is possible that a number of

Satients had been advised but did not recall that advice;
this was the case there may be a need for reinforce-

ment of counselling at follow-up visits. The need for
up-to-date advice was exemplified by three patients who
were not driving because they did not know of the
change in Vehicle Licensing Regulations in 1969.

Twenty-seven (60 per cent) patients were being treated
with more than one anticonvulsant, and 17 with only
one drug. Shorvon and Reynolds (1977) in a retro¬
spective survey of 50 epileptics in 1977 showed that
addition of a second drug improved control in only a

third of patients. Some of the 27 patients on poly¬
pharmacy in this survey could probably have achieved
adequate control with one drug only. Nowadays all

patients should be started on one drug, and satisfactory
serum drug levels obtained before resorting to the
addition of a second drug.
Serum drug level estimation was used as a measure of

the effectiveness of the anticonvulsant therapy. Con¬
sideration of the clinical picture with this measurement
resulted in action being taken in 31 (70 per cent) of the
44 patients on anticonvulsant drugs. The fact that
application of this new measure of care resulted in
different management in such a high proportion of the
epileptics in this practice suggests that its greater avail¬
ability to primary care practitioners and its use by them
would be of benefit to many patients with epilepsy.

Forgetting to take tablets poses a problem to which
there is no easy solution. Because of the wide variation
in individual dosage, it cannot be solved by monthly
packs like those made up for oral contraceptives.
Patients most often forget their mid-day tablets, which
are in any case unnecessary in phenobarbitone or pheny¬
toin administration as the drug half-lives are long.
Twice or once daily dosage will improve compliance,
especially if seven bottles are provided so that the
patient, a relative, or nurse can pack each bottle with a

daily supply.
As for follow-up, I agree with Hopkins and

Scambler's (1977) findings that there is a serious dis¬
crepancy between what doctors do and what patients
need, which is a challenge for future management.
There appeared to be two groups of patients.those
whose epilepsy was easily controlled at first and who
coped well with the inconvenience of taking tablets as a

permanent measure, and those whose epilepsy was not
so easily controlled and who had later problems. The
first group need little supervision, but would neverthe¬
less benefit from up-to-date advice and follow up; the
second group need more care. It was shown that some

patients may have been living with more disability or
restriction than necessary because they had not con¬
tacted the doctor but acquiesced in the quality of life
presently available to them. There seemed to be a

tendency to start patients on anticonvulsants and to
leave them on the initial dosage without follow-up by
hospital or family practitioner to provide adjustment

Table 2. Suggested data base and flow sheet.

Counselled for
Free prescription
Avoidance of precipitating factors
What todo for afit
Tablet taking
Driving
Water and heights
Fears for the future
British Epilepsy Association literature
Inheritance of fits; pregnancy
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which could improve control and minimize side-effects.
As a result of this study a flow sheet was designed for

the epileptic patients in the practice (Table 2); this
could form the basis of a card for shared use by the
patient, hospital clinic, and family doctor.

Appendix

Interview questionnaire

1. Was the diagnosis confirmed by a specialist's opinion?
2. Was an EEG done and if so, did it confirm the trouble?
3. What is your trouble, or what are the attacks you have?
4. Who told you what was wrong?
5. Did you have difficulty in finding this out?
6. What treatment are you having at present?
7. Is control of the attacks: good, i.e., not more than three

per year; moderate, i.e. more than three per year, but not
more than one per month; or poor, i.e., more than one
attack per month?

8. Has the epilepsy interfered with your everyday life to the
extent that you are unable to attend school or work
normally?

9. Do you find that the drugs have side-effects such as
confusion, drowsiness, impairment of memory,
irritability, over-activity?

10. Has the patient been requesting prescriptions for amounts
of anticonvulsants compatible with adequate therapy (as
recorded in the notes)?

11. Is there a problem with remembering to take tablets?
12. Have the following matters been discussed with you and

your family by a medical practitioner (hospital or general
practitioner)?
(a) The availability of free prescriptions
(b) The avoidance of possible precipitating factors, such
as fatigue, fever, television flicker, disco strobes,
alcohol, nervous or premenstrual tension
(c) What to do when a fit occurs
(d) The importance of regular tablet taking
(e) Driving
(f) The risks of water and heights
(g) Fears for the future as a result of having epilepsy
(h) The existence of the British Epilepsy Association
(i) British Epilepsy Association literature
(j) The inheritance of seizures

13. What do you think other people think of epilepsy?
14. Have you told members of your family, friends, em-

ployer and school about your fits, about your epilepsy?
15. Are you restricted in the fields of education, employment,

the home, insurance, recreation?
16. How long is it since you last saw your general practitioner

face to face about your epilepsy?
17. Have you seen the general practitioner at regular intervals

of time since initial diagnosis?
18. Have you been attending the hospital outpatient

department since diagnosis?
19. Have you been satisfied with your medical care or are

there any ways in which it could have been improved?
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Number of general medical
practitioners
The number of unrestricted principals and list size
as at 1 October 1978

Total number Overall average
of principals list sizes

England and Wales 22,363 2,302
England 21,040 2,312
Wales 1,323 2,148
Regions
Northern 1,357 2,377
Yorkshire 1,593 2,318
Trent 1,943 2,419
East Anglia 830 2,214
North-West Thames 1,724 2,266
North-East Thames 1,742 2,299
South-East Thames 1,663 2,282
South-West Thames 1,347 2,302
Wessex 1,225 2,217
Oxford 1,004 2,334
South-Western 1,529 2,140
West Midlands 2,251 2,371
Mersey 1,090 2,358
North-Western 1,742 2,377
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