
PROPOSED RESEARCH

The stigma of epilepsy.a research project
People with epilepsy are underemployed. The Office of Health Economics estimates that the
annual economic loss caused by epilepsy is about £12 million. Neither type nor frequency of
seizures show significant relationship to unemployment and there is evidence that suggests
prejudice is a significant factor, especially in developing countries.

We want to study this prejudice, and the reaction of people with epilepsy to it. The
expectations of society may be self-fulfilling.
Method
We plan to record extended interviews with patients, their relatives and employers. The
interviews will be loosely structured to cover a wide range of topics such as fears about the
future, the possibility of having a seizure at a party, about the inheritance of seizures, about
possible financial loss, and many other topics.

It may be thought that this type of interview would lead to only anecdotal information.
However, there are well-recognised methods of scoring such interviews, so that both affective
and cognitive components of expressed attitudes can be measured. This problem is solved by
having independent judges assign numerical scores to the statements made.

The main part of the project will be to interview patients, and to assess the way that they
see their life, and assess how they think it has been changed by the onset of epilepsy. What
these patients think may not of course be the truth as they may feel that their employer, for
example, is failing to promote them because of their epilepsy, although their employer may
know that he is not promoting them because there are no vacancies for higher-grade jobs.
Our project is designed to find how a person with epilepsyfeels prejudiced by his attacks.

Sample
We would like to make the sample of patients interviewed as representative as possible of
people with epilepsy in this country. Although there are obvious economic advantages in
interviewing patients attending a department of neurology, we feel that this will give a very
biased result, not applicable to many problems encountered in the community.

We are hoping for help from general practices which keep morbidity indices. With the
consent of the general practitioner, we could approach these patients asking if they were

prepared to be interviewed. We want a sample of about 200 patients, which will require a

population of about 20 partnerships each of about 8,000 people.
Some practices which may offer to collaborate may not be suitable, as we want to balance

the type of practice surveyed, so that we have a satisfactory distribution of cultural groups and
social classes.

Ethical
The first problem is that some people with epilepsy will not know that this label has been applied.
We would, however, still like to interview these patients as a control group to assess the effects of
applying the label and using a different letter of introduction.

Preliminary interviews of a hospital sample have shown that people with epilepsy have
readily co-operated with this kind of interview. The co-operation in general practice may not
be quite so wholehearted, but we are anxious to make the survey as representative as possible.
The research associate will be able to interview people outside their working hours.

Organisation
This project is being jointly directed by Dr Anthony Hopkins, consultant neurologist at St
Bartholomew's Hospital, and Dr George Brown, Reader in Sociology at Bedford College of
the University of London. A full-time research associate, Mr Graham Scrambler has already
done a preliminary survey. Interested practitioners are invited to get in touch with Dr Anthony
Hopkins, direct, at St Bartholomew's Hospital, London, EC1.
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