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Introduction
There are an estimated 400,000 people with epilepsy in the UK, the majority of whom
are taking antiepileptic drugs (AEDs). While there is increasing interest in how doctors
and patients make treatment decisions little research has focused on AED decision
making.

Methods
To understand decision making two distinct approaches were taken:
(i) I undertook semi-structured in-depth telephone interviews with 47 patients shortly
after their consultation with an epilepsy specialist. The interviews focused on their
recent consultation and issues surrounding treatment; they were tape-recorded and
transcribed. Grounded theory was used for analysis, assisted by Nvivo software.
(ii) A total of 60 epilepsy consultations were recorded and transcribed. Seven in-depth
case studies are presented within this thesis. A form of discourse analysis was used to
describe the process of decision making.

The methodological strategies allowed for ‘data triangulation’- enabling examination and
rich description of decision making from two separate perspectives.

Findings
(i) Seven major themes immerged from the interviews: pre-appointment treatment
considerations; pre-consultation feelings and hopes; the impact of seizures and
epilepsy; acceptance of prognosis and disillusionment; feeling like a guinea pig or test
case; hypothetical change and decisional ownership. The dominant model of decision
making can best be described as deferent-compliant: interviewees did not consider
specific treatment options prior to their recent appointment; they used language to imply
the doctor made the decision and frequently referred to the role of the doctor as being
the decision maker. All interviewees, with epilepsy that impacted on their ever day life,
would have accepted the doctor’s advice if they had suggested an alternative treatment
at the appointment.
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(ii) The in-depth case study analysis revealed that the doctors asked very few open
questions and restricted the focus of the consultation to the immediate treatment
decision, rather than the impact of epilepsy on the person’s life. Decisions were made
by the doctor choosing the treatment option they considered to be in the best clinical
interest of the patient, the treatment offer could be accepted by the patient and the
consultation brought to a close. The patient, however, could resist the treatment offer in
a number of ways, which resulted in ‘work’ from the doctor to gain acceptance. Such
‘work’ could include further explanation, the development of a contingency plan or a
different treatment being offered.

Conclusion
The interpretation of my findings is that a paternalistic doctor-patient relationship exists
within the epilepsy consultation and, as a consequence, paternalistic decision making. I
argue that the social, ethical and legal tide is moving firmly towards allowing greater
patient autonomy and, therefore, there is a need to address the paternalistic approach
currently taken within epilepsy.
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Chapter 1
The burden of epilepsy

Epilepsy epidemiology
Epilepsy is a major cause of illness and disability worldwide. There are an estimated 50
million sufferers of epilepsy globally (Reynolds, 2002) and 300,000-400,000 in the UK
alone (Sander and Shorvon, 1996). Epilepsy is the commonest chronic neurological
condition and affects 0.5-1% of the population (Sander and Shorvon, 1996). A large
population-based study reports a lifetime cumulative incidence of epilepsy, by age 80,
of approximately 3% (Hauser and Kurland, 1975). This is significantly greater than the
point prevalence because of the tendency for seizure disorders to remit (either
spontaneously or on treatment) and, in a significant minority of cases, because of death
from the underlying cause of the seizures. Figure 1 illustrates the incidence, prevalence
and cumulative incidence rates for epilepsy as derived from a large community based
study done in Rochester, Minnesota, USA, 1935-1974.

The number of people with epilepsy is increasing as life expectancy continues to
improve. Age specific incidence rates for epilepsy are bimodally distributed with the
highest peak in the first year of life and the next in later life. (See Figure 1)
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Figure 1 - Incidence, prevalence and cumulative incidence rates for epilepsy in
Rochester, Minnesota, USA, 1935-1974. (Hauser et al, 1983)

?

■3

The definition of seizures and epilepsy
Seizures and epilepsy are not synonymous. A seizure is an intermittent disturbance of
consciousness, behaviour, emotion, motor function or sensation that is the result of
cortical neuronal discharge (Commission on Classification and Terminology of the
International League Against Epilepsy (ILAE), 1981). Seizures can be provoked by a
wide range of acute cerebral insults; common for children is fever and in adults alcohol,
drugs, metabolic disturbance, stroke or acute head injury. Such seizures are defined as
acute symptomatic seizures, not epilepsy. If the provoking factor is removed no
tendency for spontaneous seizures may exist. Provoked seizures carry a different
prognosis, have different management implications and involve different regulations for
driving; specifically, antiepileptic drugs (AEDs) are generally not started if seizures are
recognised to be precipitated by particular triggers/factors.
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The most generally accepted classification for seizures groups them according to
whether their onset is focal or partial (arising from a localised region of the brain) or
generalized at onset (characterised by the simultaneous involvement of the whole
cortex at onset of the seizure) (Commission on Classification and Terminology of the
ILAE, 1981); see Table 1 below. This classification is based upon clinical manifestations
of the seizure combined with electroencephalogram (EEG) findings. Using the ILAE
classification, partial seizures are further subdivided by whether consciousness is
retained throughout the seizure (simple partial) or lost at some point (complex partial).

Table 1 - Abbreviated classification of seizures
I. Partial seizures (seizures beginning locally)
A

Simple (unimpaired consciousness)
With motor seizures
With sensory symptoms
With autonomic symptoms
With psychic symptoms

B

Complex (impairment of consciousness)
Impairment of consciousness at onset
Simple partial onset followed by impairment of consciousness

C

Partial seizures becoming secondary generalised

II. Generalised seizures
Tonic-clonic seizures
Absence seizures
- Typical
- Atypical
Myoclonic seizures
Clonic seizures
Tonic seizures
Atonic seizures
ILAE (1981)
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Epilepsy is defined as the occurrence of spontaneous and unprovoked seizures within
the individual (Commission on Classification and Terminology of the ILAE, 1989).
Practically, an individual needs to have suffered two or more unprovoked seizures
before a clinical diagnosis of epilepsy will be made. A characteristic feature that aids the
diagnosis of epilepsy is that seizures within an individual are virtually all stereotypical
i.e. they give rise to attacks that are nearly always identical in description.

Aetiology of epilepsy/seizures
Epilepsy is a symptom of underlying brain disease, but in around two thirds of adults no
aetiology can be identified (King et al, 1998). Advances in neuro-imaging and molecular
genetics may slowly increase the proportion of the epilepsies in which a cause can be
identified. While virtually all brain disease can cause epilepsy, it is not known why only
a minority of individuals with certain brain diseases, stroke for example, experience
seizures as a symptom of that disease.

The distribution of causes, for adults and children aged five and over, presenting in a
western society, for all unprovoked seizures/epilepsy is shown in Figure 2. The likely
aetiology of epilepsy in an individual varies with age and geographical location. Children
and adolescents are more likely to have epilepsy of unknown or genetic origin. The
older the patient, the more likely it is that the cause is an underlying brain disease, such
as a cerebral tumour or cerebrovascular disease.

The burden o f epilepsy

Figure 2 - Distribution of causes for all unprovoked seizures/epilepsy

a 45 - cerebrovascular
■ 267 - cryptogenic
D 33 - degenerative
□ 2 - genetic
■ 71 - idiopathic
O 7 - infection
■ 21 - mental retardation/cerebral palsy
□ 29 - neoplasm
■ 3 - other
□ 23 - trauma

Total number 501
Adapted from Olafsson et al (2005)

Epilepsy in the developing world
The developing world has more than double the incidence (100-150/100,000) of that in
the developed world (50/100,000) (Sander and Shorvon 1996). Aetiology accounts for
this difference.

For example, neurocysticercosis caused by infection of the pork

tapeworm Taenia solium is the commonest cause of epilepsy in the developing world
(Jallon, 1997). This infection is a very rare cause of epilepsy in western countries.

The diagnosis of epilepsy
Epilepsy is primarily a clinical diagnosis based on a detailed description of the events
before, during and after a seizure described by the person and/or a witness. Computed
tomography (CT) and/or magnetic resonance imaging (MRI) and EEG are used to
investigate individuals with known or suspected epilepsy. The diagnosis of epilepsy
requires that seizure type, epilepsy syndrome and any underlying cause are
determined. The differential diagnosis of collapse is wide and the diagnosis of epilepsy
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can be surprisingly hard. Misdiagnosis rates approach 25% in non-specialist practice
(Smith et al, 1999). It is recommended that the diagnosis be made by a professional
with an interest in epilepsy (The Scottish Intercollegiate Guidelines Network, 2004).

Prognosis
Remission from seizures
Epilepsy is not a uniform condition but comprises many different seizure types and
epilepsy syndromes. The epilepsy syndromic diagnosis can have prognostic value. For
example juvenile myoclonic epilepsy or benign rolandic epilepsy generally have a good
prognosis (Commission on Classification and Terminology of the ILAE, 1989), while
Lennox-Gastaut or West’s Syndrome have a poor prognosis for seizure freedom and
are associated with other neurological disabilities (Commission on Classification and
Terminology of the ILAE, 1989).

In adults, localisation-related epilepsy (seizures arising from a localized area of the
brain) forms the commonest syndrome. Indeed epilepsy that develops at or above the
age of 25 years can generally be assumed to be localisation related (SIGN, 2003). The
likelihood of seizure freedom is poorly related to the underlying cause of the epilepsy
(Sander, 1993).

The longer patients continue to have seizures after their initial

diagnosis, the lower the probability of subsequent remission (Annegers et al, 1979).
Overall, however, the prognosis of epilepsy is good, population based studies
consistently show around 70% of patients can expect long term remission (Annegers et
al, 1979; Cockerell et al, 1994).
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Interestingly in developing countries, where only a small minority take or have access to
AEDs, the prognosis of epilepsy is similar to developed nations suggesting
spontaneous remission is usual (Sander and Shorvon, 1996).

Mortality
Patients with epilepsy have a mortality rate two to three times that of the general
population (Walczak et al, 2001). The increased mortality risk may be accounted for by
the following (Langan et al, 2002):
•

Death due to the underlying disease in symptomatic epilepsy

•

Sudden unexpected death in epilepsy (SUDEP)

•

Accidents or injury during seizures (i.e. drowning, burning, trauma)

•

Status epilepticus

•

Suicide

•

Treatment-related death

SUDEP accounts for approximately 2% of deaths in population-based cohorts of
epilepsy and up to 25% of deaths in cohorts with severe epilepsy (Annegers and Coan,
1999).

The bulk of evidence suggests that patients with uncontrolled seizures are at greatest
risk of SUDEP, and that patients with well controlled epilepsy, i.e. no seizures, are at no
increased risk (Tomson et al, 2005). Seizure frequency and type are important. Risk is
increased mainly in those patients with tonic-clonic seizures, and patients with frequent
seizures die more often than those with few seizures. Unfortunately, even patients with
rare seizures, experiencing as few as one per year, are at increased risk of dying
(Tomson et al, 2005). Further risk factors include nocturnal seizures, unwitnessed
seizures, patients living alone, poor adherence and alcohol (Tomson et al, 2005).
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The psychosocial impact of epilepsy
Epilepsy has a significant impact on the lives of those it affects; it has been recognised
that the social problems of people with epilepsy can be more damaging than the
medical difficulties that they face (Commission for the Control of Epilepsy and its
Consequences, 1978). Self completion questionnaires, specific to epilepsy, have been
designed to quantify the impact of the illness on the lives of those it affects; such
measures are called Quality-of-life [QoL] measures (Baker, 1998). Achieving better
control of seizures and reducing perceived drug side effects improves QoL measures
(Baker, 1997). Components of the psychosocial impact of epilepsy deserve further
discussion.

Stigma
Throughout recorded medical history, until the present day, it has been recognised that
epilepsy carries a social stigma (Jacoby, 2002). Goffman (1963) conceptualises stigma
as a loss of power and status, resulting from the separation of those stigmatised from
the general population based on a characteristic that has been culturally defined as
different and undesirable. The label epilepsy is a ‘master1 status that overrides other
personality traits, and by which the individual is assigned a spoiled identity.
Stigmatisation includes not only discrimination, but also disapproval and rejection from
others in society. Table 2 highlights the components of a stigma.
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Table 2 - Components of a stigma (Link and Phelan, 2001)
1

People differentiate and label socially important human differences

2

Dominant cultural beliefs label people with negative stereotypes (e.g. people
with mental illness are a danger to others)

3

People who have been labelled are placed in distinct categories (e.g. “fat” ,
“disabled”, “epileptic”) to separate them from others

4

People who have been labelled experience status loss and discrimination (e.g.
unequal health and socioeconomic outcomes)

5

Social, economic, and political power enables components one - four (e.g.
those in positions of low power cannot impose labels, stereotypes, separation,
______ or status loss)

Scambler has made an important theoretical distinction between stigma that is felt (i.e.
the shame of being epileptic and the fear of encountering enacted stigma) and stigma
that is enacted (i.e. actual episodes of discrimination, both formal and informal, against
people with epilepsy solely on the grounds of their having epilepsy) (Scambler and
Hopkins, 1990). Scambler proposes a “hidden distress” model wherein people with
epilepsy, fearful of experiencing enacted stigma, pursue an active policy of non
disclosure. By doing so, they both reduce the likelihood of encountering enacted stigma
and increase the stress of managing their disorder, with the result that felt stigma has a
far more disruptive effect than enacted stigma on their lives. In Scambler's study,
almost everyone reported stigma that is felt, even if only intermittently, whereas enacted
stigma rarely occurred.

Levels of perceived stigma are strongly associated with seizure control and have a
major effect on quality of life outcomes (Jacoby, 1992). Jacoby and co-workers
documented rates of felt stigma in individuals beginning to have seizures and in those
with seizures in remission (Jacoby, 1992). Among those just diagnosed with epilepsy, a
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quarter reported feeling stigmatised, suggesting that they expected they would be
treated differently even though they had not yet experienced “being epileptic” . By the
two year follow-up, only a tenth of those who had had no further seizures reported
experiencing felt stigma, compared with 45% of those with continuing seizures. By
contrast, among the group whose seizures had been in remission for at least two years,
only 14% reported feeling stigmatised - a finding supported by minimum QoL
impairments in this group.

There is evidence that levels of stigma are falling with time (Jacoby et al, 2004; Jacoby
et al, 2005). These studies have indicated that public attitudes toward people with
epilepsy have generally demonstrated a clear improvement over time, with increasingly
positive views expressed and an apparent reduction in epilepsy-related stigma.

Driving
In the UK there is a legal requirement for the affected person to inform the Driving
Licence Vehicle Agency (DVLA) after experiencing a suspected seizure. The
regulations are deemed necessary as research has shown an increased rate of road
traffic accidents, and related deaths, in drivers suffering from epilepsy (Bener et al,
1996; van der Lugt, 1975). Ideally legislation should balance the risks of driving against
the psychosocial impact to the individual of prohibiting driving. In the UK for Group 1
license holders (i.e. car drivers) there is a mandatory removal of the license for one
year following an unprovoked seizure. To regain a Group 1 license the person must be
seizure free for a period of 12 months. Group 2 license holders (i.e. heavy goods
vehicle drivers) face much stricter regulations, with a period of 10 years seizure free
and on no antiepileptic medication required before the licence is regained (DVLA,
2008). The DVLA does not differentiate between seizure types and therefore a simple
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partial seizure (in which consciousness is retained) is treated in the same manner as a
tonic-clonic convulsion. The loss of driving privileges, with the secondary social,
employment and psychological concerns has a major impact on a patient who has
suffered a seizure for the first time (or following a period of significant remission).

Employment
People with epilepsy have been shown to be up to twice as likely as people without it to
be at risk of unemployment (Bener et al,

1996); and as being subject to

underemployment, relative to their skills and qualifications (Jacoby et al, 1998). People
with epilepsy experience objective restrictions such as those related to driving or
working in situations where they might be liable for injuries. However, they can also be
victims of ignorance and stigmatisation (Scambler, 1989). The problems of employment
can usually not be reduced to one factor. Factors contributing to the likelihood of under
and unemployment in people with epilepsy are both 'internal’ and ‘external’. In the
former category a range of clinical factors have been frequently implicated, including
seizure type, age of onset of epilepsy and duration and adverse effects of AEDs. These
clinical factors may be further compounded by internal psychological factors, for
example reduced self esteem and achievement expectations (Fisher, 2000). External
mechanisms, in the form of stigma and discrimination (Scambler, 1984), which may be
formal or informal, overt or covert, intentional or unintentional, also contribute the
compromised employment position of people with epilepsy (Jacoby et al, 2005).
Employment is a major QoL issue facing them (Fisher et al, 2000). The issue of
employment and epilepsy has been subject to a recent literature review. (Smeets et al,
2007). The findings are summarised in Table 3.
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Table 3 • Major findings from the literature review regarding epilepsy and
employment

Major findings
•

Employers report concerns about the dangers posed to people with epilepsy

•

Being employed is important for the health-related quality of life of people with
epilepsy

•

Good employability is related to the perceptions that epilepsy has little or no
effect on job prospects, good experiences with colleagues and management,
low seizure severity, and good seizure control

•

Number of antiepileptic drugs, seizure frequency and possession of a driver’s
license are predictors of employment

•

People with epilepsy were less likely to leave school with qualifications and are
more likely to be employed in unskilled and manual jobs

•

In the period 1956-1986 (with 10 yearly intervals), there is evidence of
significant change in attitudes of major employers in the United States

•

The idea of having a co-worker with epilepsy may produce social avoidance

Stigma associated with epilepsy
•

The impact of stigma on the lives of people with epilepsy is far-reaching, and
frequently includes effects on interpersonal relationships, general health,
employment opportunities, and overall quality of life

•

Felt stigma is associated with lack of seizure freedom and is increased when
concurrent depression, epilepsy-related injuries, and other chronic diseases are
present.

•

The perception of stigma is found to be highly dependent on the characteristics
in the individual with epilepsy, such as the perception of employment
discrimination, the perception of limitations imposed by the disorder, and the
years of education.

•

Episodes of discrimination, coping strategies, and personality may be important
in feeling the stigma of epilepsy
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Seizures
•

People with uncontrolled seizures experience more job problems than people
with seizures in remission

•

Seizure interference and physical function were found to have direct effects on
employment status

•

There is evidence that people whose seizures are well-controlled and
uncomplicated by other handicaps do not generally experience problems with
employment.

Psychosocial variables
•

Epilepsy has a marked negative impact on education and achievement in later
life and have a lower well-being in comparison to the general population

•

People with epilepsy are generally considered to be at greater risk of
psychopathology than those without the disorder. Increased levels of anxiety,
depression, and poor self-esteem have been reported to be common
psychological problems

•

Unemployed people with epilepsy have significantly lower self-esteem in
comparison with employed people with epilepsy

•

In general, people with epilepsy tend to use less active strategies in coping with
their problems

Adapted from Smeets et al (2007)

Depression
Depression in epilepsy is common, with a point prevalence of 50-55% in patients
attending hospital epilepsy clinics or video telemetry units. Rates are lower in
community studies- 20-30% in those with recurrent seizures and 6-9% in those in
remission (Lambert and Robertson, 1999). Studies consistently show that uncontrolled
seizures are associated with a higher prevalence of depression than seizures in
remission. Depression in a first-degree relative has been identified as an independent
risk factor. Whether depression is secondary to the medical and sociological
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consequences of epilepsy or has a biological association with one or more forms of
epilepsy is unresolved and remains an area of debate. Death by suicide in people with
epilepsy is more common than in the population as a whole (5% compared to 1.4%)
(Jackson and Turkington, 2005).

Anxiety
Both hospital and community based studies have found the prevalence of an inter-ictal
anxiety disorder to be between 10-25%; in most cases this is generalised anxiety
disorder. The mechanism is likely to be multi-factorial; fear of seizures is common and
their unpredictable nature, together with perceived loss of control, have been
speculated as causal factors (Vazquez and Devinsky, 2003).
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Chapter 2
Epilepsy treatment

The mainstay of treatment in nearly all people with epilepsy is AED therapy (in only a
tiny minority of patients surgical treatment undertaken) (Swarztrauber, 2004). The first
effective AED was phenobarbitone, introduced in 1912. It was introduced as a sedative
and it was only by serendipity that it was found to have anti-seizure activity; its use then
rapidly spread around the world and because of its low cost, remains the most
•

commonly prescribed drug in the developing world. It was a further 25 years before the
introduction of phenytoin; subsequently, carbamazepine (1965), then sodium valproate
(1973) were introduced. These four AEDs are core medicines on the World Health
Organisation Model List of Essential Medicines, which is a list of minimum medical
needs for a basic health care system. In the last 17 years there has been a dramatic
increase in the number of new drugs registered (vigabatrin, gabapentin, lamotrigine,
topiramate, tiagabine, oxcarbazepine, levetiracetam, pregabalin, zonisamide and
rufinamide) for the treatment of epilepsy. A prescription cost analysis, undertaken in
2002, indicated that the cost of AEDs to the UK Health Service that year (prescribed for

^

all indications) was £142m of which £99m was spent on new AEDs (NICE Technology
Appraisal Guidance 76, 2004). The cost of new AEDs is significantly higher per year
than that for standard AEDs. However, while there is increasing AED choice for the
doctor and patient there is a paucity of information and evidence to support every-day
clinical practice decisions (McCorry et al, 2004).
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The treatment of epilepsy
One of the key features in epilepsy drug selection is the differentiation between
seizures that are focal in onset and those which appear to be generalised from the start.
There is a strong clinical belief that different antiepileptic drugs may be effective against
different seizure types and to some degree different epilepsy syndromes (see Figure 3).
Thus, a number of drugs which have been shown to be effective against focal seizures
may be relatively ineffective against generalised seizures. This belief informs clinical
decision making; however there is little evidence from clinical trials to support it
(McCorry et al, 2004).

Figure 3 - The spectrum of antiepileptic drugs (McCorry et al, 2004).
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*Evidence for efficacy arises from clinical experience (anecdotal evidence)
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There are a number of important questions about AED treatment of epilepsy such as:
•

Do individual drugs differ in their ability to suppress seizures?

•

Do individual drugs exacerbate certain seizure types?

•

Do any of the drugs used to treat epilepsy do more than simply suppress
seizures - are they antiepileptogenic and can they modify the natural
history of an epilepsy?

The ideal drug for someone with epilepsy would not only suppress seizures but would
also reduce susceptibility to seizures in the future (both anti-seizure and anti
epileptogenic). Epileptogenicity is a process in which structural and functional changes
occur following a brain insult that can lead to epilepsy, but it may also describe some
processes that contribute to the progression that is observed in some types of epilepsy.
There is a very considerable amount of animal data that supports epileptogenesis as a
process. This is most clearly seen in the kindling model of epilepsy and in a variety of
chronic animal models of epilepsy in which spontaneous seizures may develop after a
latent period following an acute brain insult such as induced status epilepticus, neonatal
hypoxia or traumatic brain injury (Walker et al, 2002). In spite of this, there is a lack of
any substantial evidence that the drugs we use to treat epilepsy are anti-epileptogenic
in man (Berg and Shinnar, 1997). Temkin (2001) has reviewed a large number of
clinical trials where treatment was compared to no treatment in individuals with
significant risk for the development of later epilepsy.

Whilst the drugs tested

consistently suppressed seizures in the shorter term, they did not appear to influence
the longer term risk of seizures.

Their data are supported by ‘first seizure’ studies

(Marson et al, 2005; Musicco et al, 1997) which showed that treatment reduced seizure
recurrence after a first unprovoked seizure(s) but did not effect longer term remission
rates. Thus, whilst the search for genuinely antiepileptogenic drugs goes on, current
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decision making about the choice of AED treatment is based on the relative ability of
drugs to suppress seizures in the shorter term.

Doctors seek to avoid prescription of drugs that might exacerbate seizures in a
susceptible patient. This is a difficult area of study in a chronic, variable, paroxysmal
condition like epilepsy, but has recently been reviewed by Perucca et al (1998). A
systematic approach to review did reveal evidence of some relatively specific drug
effects

in

exacerbating

seizures.

For example,

there

are

many

reports

of

carbamazepine exacerbating typical and atypical absences as well as myoclonic
seizures (Liporace et al, 1994; Shields and Saslow, 1983; Snead and Hosey, 1985).
Carbamazepine, and similarly phenytoin, is avoided in generalised-onset seizures
because of the potential to exacerbate seizures.

First-line antiepileptic drug choice
For people with focal onset seizures, ‘traditional’ UK practice has been to use
carbamazepine. This practice was based upon modest evidence base (McCorry et al,
2004) and cost. Practice varies widely throughout the world; as outlined above,
Phénobarbital is the most widely used AED in the developing world, while in the US
phenytoin is the most commonly prescribed first-line AED. Practice is changing in the
UK with the newer AEDs being more commonly used as first-line. This is not because
of reliable evidence that any of the newer drugs are superior to carbamazepine (or
other standard drugs) in controlling seizures, but because of improved side effect
profiles and tolerability (McCorry et al, 2004). The recent publication of findings from the
Standard And New Antiepileptic Drugs (SANAD) study, discussed in-depth below,
found lamotrigine was the drug least likely to ‘fail’ (require an additional or alternative
AED) when used as first-line monotherapy compared with carbamazepine, gabapentin
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and topiramate. This is influencing current practice. Levetiracetam has a monotherapy
license and because of good perceived efficacy, a good side-effect profile and a lack of
interactions with other drugs is also becoming increasingly used as a first-line
treatment.

For generalized onset seizures and epilepsy sodium valproate is commonly used firstline. The publication of the study of SANAD confirmed observation data that this drug
was more effective than lamotrigine and topiramate for these seizures types (Marson et
al, 2007b). Unfortunately epilepsy and pregnancy registers such as the UK Epilepsy
and Pregnancy Register (Morrow et al, 2006) and the Australian Pregnancy Register
(Vajda et al, 2006) are revealing higher fetal malformation rates in pregnancies exposed
to sodium valproate monotherapy than alternative AEDs. Retrospective data also
suggests that children exposed to valproate in-utero are at risk of developmental delay
and have a lower verbal IQ than would be expected based on maternal IQ (Adab et al,
2004). Women of childbearing age with generalised epilepsy face a difficult dilemmavalproate is the most effective AED at controlling seizures, yet more teratogenic than
the alternatives. This is one of the most difficult areas of epilepsy management and
decision making.

Failing monotherapy
The first drug chosen can ‘fail’ for two reasons- seizures may not be controlled or there
may be unacceptable adverse effects. Before moving to alternative medication,
consideration is given as to whether optimal dosage has been reached. It is the seizure
response and adverse effects that guide therapy rather than serum levels in all drugs
except phenytoin, where checking serum levels can be helpful. For patients continuing
to have seizures despite an adequate dose of an AED, non-adherence to the
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prescribed drug regime is considered. The diagnosis is re-examined; consideration is
given as to whether the patient’s diagnosis of epilepsy is correct; whether the epilepsy
syndrome has been correctly classified and whether the appropriate AED for the
epilepsy syndrome has been chosen.

Alternative monotherapy or combination therapy?
Following monotherapy failure the doctor has a choice: To add in a new therapy in
addition to the current drug or to substitute a new therapy instead of the current drug.
The potential advantages of switching include minimising adverse effects and
evaluating the drugs separately. In contrast, polytherapy could offer theoretical
advantages of more rapid seizure control and higher seizure freedom rates through
exploiting pharmodynamic interactions. The first trial to specifically try to answer this
question has recently been published (Beghi et al, 2003). Following monotherapy
failure,

patients were randomly allocated to adjunctive therapy or alternative

monotherapy, whilst choice of drug and dosing strategy were chosen by the
randomising physician. No significant difference was found between assigned groups
for time to treatment failure; nor for the cumulative number of patients remaining seizure
free for 12 months, for rates of remission, rates in both groups being approximately
15%. Recruitment was difficult and therefore the trial lacked the power to exclude a
clinically important difference.

Uncertainty continues whether alternative monotherapy or combination therapy is the
best therapeutic option and therefore there is no standard practice. If seizure remission
is achieved with combination therapy, AED withdrawal does carry a risk of return of
seizures (Deckers et al, 2000); remaining on combination therapy carries the modest
chance that monotherapy with the second agent could give seizure freedom.
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Which AED combinations following monotherapy failure?
There is no evidence in humans to suggest any one combination of AEDs is more
efficacious than another. A rational approach is commonly advocated; if two AEDs are
used together their combined effect will be greater if the known mechanisms of action
are different. Unfortunately mechanisms of AED action are only partially known and are
not universally agreed upon; subtle but significant differences may mean that combining
drugs with similar mechanisms may be effective. Avoidance of combinations with
pharmacokinetic interactions simplifies management. The putative modes of action of
AEDs are outlined in Table 4. For valproate, topiramate, gabapentin and levetiracetam,
a dominant mechanism of action has not been convincingly demonstrated. Whilst the
appropriate drug(s) for syndromic diagnosis should be used, rational therapy suggests
avoiding combination therapy of two AEDs whose primary mode of action is the same.

Table 4 • Putative modes of action for AEDs (Adapted from McCorry et al, 2004)

Drug
Phénobarbital
Phenytoin
Carbamazepine
Valproate acid
Ethosuximide
Benzodiazepines
Vigabatrin
Lamotrigine
Gabapentin
Levetiracetam
Topiramate

GABAmediated
inhibition

Blockade of
Voltage-gated
Ca channels

Unknown

V
V
V
V

V

V
V

V
V
V
V

?v

?v
V

?v

Oxcarbazepine
Tiagabine

Blockade
voltage-gated
Na channels

V
V

V
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Withdrawal of AEDs
The majority of people with epilepsy go into remission; at some point in time the
decision as to whether to withdraw from AEDs will be considered. Usual practice
dictates that there is a minimum period of two years remission before withdrawal is
contemplated. Coming off AEDs carries a higher risk of seizure recurrence than
remaining on AEDs, the most important prognostic factor being the length of time of
remission. Commonly it is driving regulations and concerns over the loss of driving
privileges that are the strongest factors influencing patients not to withdraw from
treatment (Medical Research Council Antiepileptic Drug Withdrawal Study Group,
1991). There are psychosocial benefits to AED withdrawal if patients remain seizure
free (Jacoby et al, 1992), including improved self-esteem and reduced feelings of
stigma (Baker, 1998).

Ultimately, the choice of an individual AED will be determined by an individual risk-tobenefit assessment in which an optimally effective drug for an individual patient is
chosen, which would have the minimal risk of significant harm. The risk-to-benefit of
each potential treatment choice is discussed in-depth in Chapter 4. Antiepileptic drugs
are associated with both dose-related and idiosyncratic effects, but it is the risk of
chronic toxic effects and issues of teratogenicity for women that currently impact to the
greatest degree on the choice of drug therapy.

Antiepileptic treatment decisions and trial outcomes
Trials of AEDs help inform treatment decisions taken between doctors and patients and
form the basis of outcome measures of these trials. To understand how decisions relate
to trial outcomes it is helpful to consider trial designs:

22

Epilepsy treatment

Add-on studies
There are an ever increasing number of AED trials in epilepsy. As of November 2007 a
PubMed search dating back to 1964 of ‘epilepsy’ and ‘AEDs’ limited to trials in humans
revealed 2079 hits. In Europe licenses for all new AEDs are obtained following highly
structured, placebo-controlled, add-on studies in patients with refractory epilepsy. The
Korean Topiramate Study Group trial discussed in-depth in Chapter 4 is a typical
example. They are aimed at providing efficacy information and give limited safety data.
They can also support evidence of a dose response, including a minimum effective
dose. These trials are designed to fulfil regulatory requirements (Marson and Chadwick,
2001 ).

Comparative monotherapy trials
It is comparative monotherapy studies, not add-on studies, which will inform practice as
to which AED to start (French, 2001). Comparative monotherapy studies are important
for two fundamental reasons. Firstly they are relevant to the 70% of patients who
develop epilepsy and can be satisfactorily treated with one AED, (indeed most patients
with epilepsy enter remission on the first drug they are exposed to either at low or
moderate doses (Kwan and Brodie, 2000a)). Secondly they allow direct comparisons
with standard AEDs (not placebo) that are unconfounded by other medication present in
add-on studies. As most patients enter remission on the first prescribed drug, large
patient numbers are required to ensure adequate power; these studies are therefore
costly. Large studies are unblinded because of cost and practical constraints. The
largest and most recent example of such a study is SANAD which is discussed below.
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Observation studies
Pragmatic open-label (unbllnded) studies In the post-marketing phase of a newly
licensed AED allow the effectiveness to be assessed In ‘real life’ situations. These
studies are frequently published in journals. Outcomes such as efficacy, tolerability and
time to treatment failure are commonly used.

Outcomes of AED trials
The ILAE (Commission on Antiepileptic Drugs of the ILAE, 1998) has recommended
that minimum outcomes for comparative trials should include measures of efficacy,
tolerability and effectiveness. These outcomes inform doctors’ decision making and are
consistent with the medical model of AED treatment decisions highlighted in Chapter 3.
They therefore deserve further explanation:

Efficacy
Efficacy is defined as a reduction in seizure frequency and/or severity directly
attributable to treatment. Obviously the most important outcome is remission of
seizures. Actuarial estimation of time to achieving six months, one year, or two years of
remission on the randomised treatments is of importance in long-term studies.
Comparison of seizure frequency between groups are difficult to use during longer term
parallel-group studies in the community, because of difficulties in recording seizures
with accuracy and low seizure rates in newly diagnosed patients.

Adverse effects and tolerability
Withdrawal from a randomised drug therapy trial because of one or more adverse
events is the most useful outcome for comparisons of tolerability. Randomised trials are
not, however, the most appropriate method to assess the risk of other important side
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effects including teratogenicity, rare although serious reactions (e.g. Stevens Johnson
syndrome) and late or long-term effects (e.g. osteoporosis).

Effectiveness
Effectiveness is a measure encompassing both efficacy and tolerability. This is
measured by time to withdrawal of the randomised treatment due to inadequate efficacy
and/or poor tolerability (Commission on Antiepileptic Drugs of the ILAE, 1998). This can
be a primary end point for any study, being considered the one of greatest clinical utility
and also one to which all patients randomised to the study will contribute. The ILAE
does however recommend that choice of this outcome should be supported by use of
secondary outcomes of efficacy and tolerability (Commission on Antiepileptic Drugs of
the ILAE, 1998).

Retention time is the primary outcome for many monotherapy randomised control trials,
including SANAD, the largest conducted trial in epilepsy (Marson et al, 2007a; Marson,
et al, 2007b).

The SANAD study
The largest comparative monotherapy trial in epilepsy to date is the UK SANAD Study,
which was coordinated by Liverpool University Department of Neurosciences and
funded by the NHS Health Technology Assessment Programme. Given the importance
of the trial in informing drug choice and therefore informing decisions between doctors
and patients further discussion is warranted. Over 2400 patients were recruited in total.
This trial reported in March 2007 (Marson et al, 2007a; Marson et al, 2007b).
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The aim of SANAD was to compare two standard AEDs, carbamazepine or sodium
valproate, to new AEDs (gabapentin, lamotrigine, oxcarbazepine and topiramate with
carbamazepine and lamotrigine and topiramate with sodium valproate) in newly
diagnosed patients managed with monotherapy. The trial was prospective and
randomised although unblinded. It was designed to reflect real clinical practice, hence
inclusion and exclusion criteria allowed for the recruitment of nearly all patients above
the age of five with newly diagnosed epilepsy presenting in hospital out-patients clinics.
Choice of drug dose and dose changes were determined by each clinician’s usual
practice.

Following recruitment, patients were followed up at 3, 6 and 12 months with additional
visits if clinical need required. Follow-up continued for all patients for a minimum of one
and a maximum of six years.

There were two primary outcomes:
(i)

Time to withdrawal of the randomised drug due to lack of efficacy or intolerable
side effects; or the addition of other AEDs whichever came earliest.

(ii)

Time from randomisation to the achievement of a period of one year remission.

At randomisation AED treatment was assigned. From this point on routine clinical
practice was followed; all AED decisions were at the discretion of the doctor and the
patient. Logically with every doctor-patient contact a decision had to be taken whether
to leave treatment in the status-quo or make a change. Change included adjusting the
dose, withdrawal of the AED or addition of a new AED. The latter two choices would be
defined as treatment failure.
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Findings
For illustration, I present results for arm A of the SANAD study only (Marson et al,
2007a), within which 87% of patients were classified as having symptomatic or
cryptogenic partial epilepsy at randomisation. For time to treatment failure lamotrigine
was significantly superior to carbamazepine - hazard ratio (HR) (95% Confidence
interval) 0 78 (0 63, 0 97), gabapentin 0 65 (0 52, 0 80), and topiramate 0 64 (0 52,
0 79), and had a non-significant advantage over oxcarbazepine HR lamotrigine:
oxcarbazepine 1 15 (0 86, 1 54); (see Figure 4). For time to 12 month remission
carbamazepine was significantly superior to gabapentin 0 75 (0 63, 0 90), and
estimates

suggested

a

non-significant

advantage

for

carbamazepine

against

lamotrigine 0 91 (0 77, 1 09), topiramate 0 86 (0 72, 1 03) and oxcarbazepine 0 92
(0 73, 1 18). In a per protocol analysis, at two and four years the difference (95%
Confidence Interval) in the proportion achieving a 12 months remission (lamotrigine:
carbamazepine) was 0 (-8, 7) and 5 (-3, 12), suggesting non-inferiority of lamotrigine
compared to carbamazepine. There were no important differences in QoL outcomes
among treatment groups.
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Figure 4 - SAN AD findings o f arm A (M arson et al, 2007a)
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Figure 5 - SAN AD findings o f arm A (recruitm ent after 2001) (Marson et al, 2007a)
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When reviewing SANAD two points deserve consideration:
•

Decision making between the doctor and patient directly determined the primary
outcome of the trial.

•

SANAD highlights the extent of which the medical model dominates the world of
AED decision making. The unquestioned assumption of importance of the
outcome of time to treatment failure is that decisions are taken exclusively on
the basis of efficacy or adverse effects.

Variability in trial outcomes
There is striking evidence of variability in the reported outcomes in observational and
unblinded comparative monotherapy trials.

Most strikingly, phenobarbitone (PHB)

shows marked differences between observational studies in undeveloped countries and
randomised trials in the developed world. In a hospital clinic in urban Nigeria where
90% of the 344 children were treated with PHB complete seizure control was achieved
in 50.6%, and in only two patients was PHB stopped because of intolerable side effects
(Nimaga et al, 2002). Pal et al (1998) found similar efficacy and tolerability rates for
childhood epilepsy when phenytoin and phenobarbitone were compared in a
randomised control trial conducted in India. Yet in two unblinded UK studies markedly
higher discontinuation rates have been seen (de Silva et al, 1996; Mattson et al, 1985).
Indeed, de Silva et al (1996) discontinued the PHB arm after randomising only 10
children to the drug because of perceived poor tolerability. The difference in outcomes
between these studies suggests that a systematic unmeasured effect (bias) is at play.
This bias is likely to have acted at the point in which the treatment decision was takenduring the consultation between the doctor and patient. Understanding how AED
treatment decisions are taken could allow for an understanding of how bias could be
introduced.
29
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Chapter 3
Decision making within the social world

This chapter looks beyond the scientific based approach to AED decision making and
takes a broader perspective on how doctors and patients make decisions. I will discuss
the historical, legal, ethical and political influences on the relationship between the
doctor and patient. I will then examine the relationship as a sociological interaction,
explore how both the doctor and patient can be viewed as fulfilling roles and present
some of the sociological literature that has been critical of some aspects of doctors and
their medical practices.

I will explain how the doctor/patient relationship might be

viewed as unbalanced, with power in favour of the doctor. I will go on to discuss
decision making models and the methods previous researchers have used to examine
questions around decision making. At the time of writing there is a significant lack of
research examining how AED decisions are taken.

Historical aspects
The way doctors and patients make decisions is changing with time. The current
decision making climate is in marked contrast to that of Hippocrates, who spoke against
disclosure of information to the patient: In decorum (Hippocrates,

2007a) he

admonished physicians to:
“Perform [these duties] calmly and adroitly, concealing most things from the
patient while you are attending to him. Give necessary orders with cheerfulness
and serenity, turning his attention away from what is being done to him:
sometimes reprove sharply and emphatically, and sometimes comfort and
solicitude and attention, revealing nothing of the patient’s future or present
condition”
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Decision making is contextual - and the legal, ethical, social and political contexts of
healthcare decision making have changed dramatically over the last 100 years. Disease
patterns have shifted towards a high prevalence of chronic disease, within which there
is an increasing number of conditions with no overall best treatment (Say et al, 2006).
Similarly epilepsy treatment choices, as highlighted in Chapter 2, often have a number
of potential options and no overall best treatment.

The ethical and legal perspective: informed consent
The legal profession, led by academics such as Katz (1984) has supported the patient’s
right for self-determination. The changes in medico-legal law and its interpretation have
profoundly altered the way that physicians and patients make decisions. Consent to
interventions is an ancient legal requirement. This was narrowly interpreted up until the
early twentieth century as a right to refuse treatment, not a right to decide upon
treatment.

Pratt v Davis 1905 (1118 111.App.161, 1905) was a defining legal case. Mrs Davis, US
citizen, suffered from epilepsy. She and her husband saw a physician, Dr Pratt, who,
after an assessment, concluded both her ovaries and uterus should be removed as a
treatment. The doctor performed the surgery without informing the patient or her
husband of the nature of the treatment. The court concluded:
“ ..the right of the inviolability of his person, the right to himself- is the subject of
universal acquiescence, and this right necessary forbids a physician or surgeon,
however skillful or eminent,... to violate without permission integrity of the
patient... and to operate without their consent or knowledge. ”

Thankfully both medical decision making and the management of epilepsy have moved
forward in the last 100 years.
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The term ‘informed consent’ was first used in 1957 in a medico-legal judgment in the
United States (in Salgo v Leland Stanford Jr University Board of Trustees) (317 P.2d
170, 1957). In the UK, Lord Scarman (in 1984 in the case of Sideway v Bethlem Royal
Hospital Governors (Sideway v.Bethlem Royal Hospital Governers, 1984)) articulated
the guidelines that are followed in UK practice today:

1. “It is a basic concept that an individual of adult years and sound mind has a
right to choose what shall happen to his or her body”
2. “The consent is an informed exercise of choice, and that entails an opportunity
to evaluate knowledgeably the options available and the risk attendant on
each”
3. “The doctor must, therefore, disclose all ‘material risks’; what risks are material
by the ‘prudent patient’ test. The test uses as its template what the reasonable
patient, in the plaintiff’s position, would attach significance to in coming to a
decision on treatment advice given.”
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Table 5 - The General Medical Council’s current guidance on obtaining consent
(General Medical Council, 2007)
The information which patients want or ought to know, before deciding whether to
consent to treatment or an investigation, may include:
•

Details of the diagnosis, and prognosis, and the likely prognosis if the condition
is left untreated;

•

Uncertainties about the diagnosis including options for further investigation prior
to treatment;

•

Options for treatment or management of the condition, including the option not
to treat;

•

The purpose of a proposed investigation or treatment; details of the procedures
or therapies involved, Including subsidiary treatment such as methods of pain
relief; how the patient should prepare for the procedure; and details of what the
patient might experience during or after the procedure including common and
serious side effects;

•

For each option, explanations of the likely benefits and the probabilities of
success; and discussion o f any serious or frequently occurring risks, and of any
lifestyle changes which may be caused by, or necessitated by, the treatment;

•

Advice about whether a proposed treatment is experimental;

•

How and when the patient's condition and any side effects will be monitored or
(Cockerell et al, 1995) re-assessed;

•

The name of the doctor who will have overall responsibility for the treatment
and, where appropriate, names of the senior members of his or her team;

•

Whether doctors in training will be involved, and the extent to which students
may be involved in an investigation or treatment;

•

A reminder that patients can change their minds about a decision at any time;

•

A reminder that patients have a right to seek a second opinion;

•

Where applicable, details of costs or charges which the patient may have to
meet.
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Consent to treatment does need not be written, but can be verbal or non-verbal (such
as holding out an arm for a blood sample to be taken). It is currently not usual clinical
practice in the UK to obtain a written record of consent when introducing a new AED.
(Guiding bodies currently deem the risks from AEDs not ‘significant’, in comparison with
other interventions such a surgery).
http://www.qmc-uk.org/quidance/current/librarv/consent.asp

The act of cashing a prescription and taking tablets implies the subject is consenting to
taking medication. In the USA written consent prior to the initiation of AEDs is
increasingly being obtained to provide evidence of informed consent (Theodore et al,
2006).

Political ideology
Current political ideology and health policy actively promotes patients’ autonomy. The
World Health Organisation (WHO) considers ‘respect for persons (including dignity,
confidentiality and autonomy of individuals and families to decide about their own
health)’ to be an important quality marker for health care systems (www.who.int/inf-pr2000/en/pr2000-44.html, 2007). The General Medical Council (GMC) [www.gmc-uk.org]
considers it one of the key duties of a doctor to: ‘respect the rights of patients to be fully
involved in decisions about their care.’

In the UK, government policy initiatives such as The Expert Patient’ (Department of
Health, 2000) and ‘Supporting People with Long Term Conditions’ (Department of
Health, 2005) promote patient education and autonomy to make informed decisions
regarding their care. These initiatives recognise the increasing burden to the health
service of individuals, estimated to be 17.5 million, with chronic disease. The
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fundamental goal of these initiatives is to improve QoL and minimise the impact of
disease. The specific remit of the initiatives was to design a new programme of self
management initiatives. The Expert Patient Task Force consisted of professionals and
professional associations and several non-governmental organisations representing
patients with chronic disease. Epilepsy was one of the seven named chronic diseases
(in addition arthritis, asthma, back pain, diabetes mellitus, heart failure and multiple
sclerosis) specifically highlighted by the Task Force. The report recommended the
introduction of lay-led self-management programmes for patients with chronic disease
in England. The ultimate aim of such political initiatives is to support the individual with
chronic illness giving them the knowledge to make decisions about treatment and
management, thus improving their independence, QoL and lessening their dependence
on medical services (Department of Health, 2000).

The doctor/patient consultation - a focus of research
The essential unit of medical practice is viewed as the occasion when, in the intimacy of
the consulting room, a person who is ill seeks advice from a doctor whom he/she trusts
(Morgan, 1997).

The consultation between doctor and patient has been subject to

intense interest and research by sociologists and anthropologists, sociolinguists,
bioethicists, historians, popular writers, physicians and management specialists
(Deivecchio Good and Good, 2000); each with their own research question and
standpoint. Good and Good suggest ways in which the doctor/patient relationship and
the narrative that results from within the consultation room is influenced by domains
beyond the actual conversation in clinical setting. This is highlighted schematically in
Table 6.
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Table 6 - Influences on the doctor/patient narrative (D e lv ec c h io G ood and G ood,
2000)1

S ocial cu ltu res o f m edicine, illness and healing

Trans-national and local religions
Conceptual relationships of mind, body and will

C u ltu re o f m edicine

C lin ical narratives

Medical education and professional
Competence
Culture of the clinic
Standards and ethics of care
Fiduciary responsibility and trust
ambiguities

Doctor/patient relationship
Employment of treatment option,
course
Patient experience
Narrative time and endings
Culture and ethics of disclosure,
silences
Bioscience narratives

Local and G lo bal W o rld s o f B io m ed icin e

Political economy of health services
Equity, access, limited resources and scarcity
Political economy of hope
Medical research, pharmaceutical and biotechnical products

1Meanings
Social cultures of medicine, illness and healing- Highlighting the marked cultural and social differences in
medicine, expression of disease and approaches to cure illness.
Political economy of health services- The conditions in which health-care is organised in nation-states, for
example within the UK the National Health Service is the framework in which health-care is provided.
Political economy of hope- Referring primarily to patients’ organisations in which becoming knowledgeable
about science, in addition to activism, fundraising and heightening awareness of a particular disease are
important factors for helping to realise the objects of individual and collective hopes (Novas, C., 2006).
Fiduciary responsibility and trust- The duty of care the health-care professional (HCP), and the state has for
the patient. The trust that exists within that relationship- with the HCP and the institution/body/state that
they represent.
Clinical Narrative- The narrative will be influenced by specific clinical factors such as the nature of the
doctor-patient relationship, previous doctor and patient experiences, the natures of the illness and the
approaches to treatment employed.
Culture of medicine- The practices, beliefs and behaviour present within medicine that are taught and
passed on to doctors in training.
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The potential influences on the doctor/patient narrative are extensive. Table 6 reveals a
daunting number of potential variables. My own experience of managing patients with
epilepsy in India compared to the UK illustrated to me how the influences highlighted
would have acted to form radically different narratives. Sociological research provides
numerous illustrations of how different variables act in this way.

For example,

Cartwright and O’Brien (1976) looked at relationships between patients’ social class
and consultations with the general practitioners. They found, on average, middle class
patients spent longer with the doctor, asking more questions and discussing more
problems. This was even the case when they mentioned fewer symptoms than their
lower class counterparts during an interview before the consultation. They also showed
that doctors liked consultations in which the conversation did not exceed five minutes
and the patient asked only one question. Doctors may act in a way to increase patients’
reluctance to speak and patients, especially those who are diffident, are likely to pick up
on cues and refrain from intruding further on their time. A further example of a variable
that profoundly influences the doctor/patient relationship is provided by Waxier (1981)
who revealed, in the highly stigmatised chronic neurological disorder, leprosy, how the
vast cultural difference in beliefs about illness gave rise to diverse approaches in health.
Waxier argued that Ethiopians responded to having leprosy in consistent ways. They
took a fatalistic approach, abstaining from sex, leaving their family and home, initiated
divorces and withdrawing from society. Waxier stated the visible nature of leprosy, its
highly stigmatised status and persuasive beliefs about its incurability led Ethiopians to
adopt accepted stigmatised identities voluntarily. In contrast, North Americans with
leprosy ‘fight back’ and take action, organising and educating others about the disease.
Cultural meanings form the backdrop within which individuals develop a stance towards
illness. Not surprisingly, the importance of cultural beliefs has recently been directly
linked to how patients approach decision making (Charles et al, 2006).
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The sociological perspective
The sick role
The sick role was a concept first proposed by the sociologist Talcott Parsons in 1951
(Parsons, 1951). He stressed the importance of health, for the smooth running of
society and described the response to problems of social ‘deviance’ that can affect this.
In Parson’s model, illness was defined as a form of deviance from the ‘norm’; the
condition of being sick was essentially undesirable for the individual and for society.
According to Parsons, the sick role carried with it certain rights and responsibilities;
people who are sick are required to give up some of their normal activities and
responsibilities, such as going to work or playing for a local team; they are also
regarded as being in need of care. These expectations and privileges are conditional on
the obligation of wanting to get well as quickly as possible, seeking professional
medical advice and most importantly, co-operating with the doctor (see Table 7 below).

Table 7 - Parson’s sick role (Parsons, 1951)
Patient: sick role
Obligations
1. Must want to get well as
quickly as possible
2. Should seek professional
medical advice and cooperate with the doctor

Privileges
1. Allowed (and may be
expected) to shed some
normal activities
2. Regarded as in need of care
and unable to get better by
his or her own decisions and
will

Doctor: professional role
Expected to
1. Apply a high degree of skill and
knowledge to the problems of illness
2. Act for the welfare of patient and
community rather than own selfinterest, desire for money,
advancement, etc.
3. Be objective and emotionally detached
4. Be guided by rules of professional
practice
Rights
1. Granted right to examine patients
physically and to enquire into intimate
areas of physical and personal life.
2. Granted considerable autonomy in
professional practice
3. Occupies position of autonomy to the
patient.
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Parson pointed out that the expectations of the sick person will be influenced by the
nature and severity of the illness. For example, minor illnesses may be coped with
without recourse to a doctor. The sick role is seen as a temporary state instituted by
society with the aim of returning sick people to a state of health and restoring them to
being a fully functioning member of society as soon as possible. The role of the doctor
is seen as officially legitimising illness and acting as a gate keeper to the sick role, thus
preventing inappropriate occupancy of its privileges, such as time off work or financial
benefits.

Conflict in the doctor/patient relationship
The assumption of mutuality and reciprocity between doctor and patient, presumed in
Parson’s sick role, has been much undermined by subsequent sociological research. It
has been argued that in reality tensions exist (Friedson, 1970; Parsons, 1951). Friedson
argued that doctors and patients embark upon their relationship with such differences in
their knowledge and experience that they inevitabiliy experience a ‘clash of
perspectives’.
‘It is my thesis that the separate worlds of experience and reference of the
layman and the professional worker are always in potential conflict with each
other....The practitioner looking from his professional vantage point, preserves
his detachment as seeing the patient as a case to which he applies the general
rules and categories learned through his protracted professional training. The
client being personally involved in what happens, feels obliged to try and judge
and control what is happening to him. Since he does not have the same
perspective as the practitioner, he must judge what is being done to him from
other than a professional point o f view. ’

One set of tensions placed on physicians is that they act in the best interest of the
patient, whilst at the same time having a duty to serve the state. As Parsons
recognised, doctors serve the state as agents of social control (in the role as
gatekeepers to the sick role, with authority to determine who is healthy and who is sick).
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For example, when a patient wishes to receive a sick note, and thus receive the
associated benefits this status allows, there is a clear pressure on the physician; should
the assessing physician give priority to the patient and write a sick note, or to the
employee or state and refuse the request? (Hussey et al, 2004) Political rationing of
resources brings about further conflicts of interest; physicians are under pressure to see
more patients in less time.

Another weakness of Parson’s description is that it was specific to acute illness and did
not speak to the increasingly prevalent chronic illnesses and disabilities, a sick role
which is permanent and not transitional (Morgan, 1997). Szasz and Hollander's (1956)
work refined Parsons’ model by elaborating different doctor/patient interactions arising
around different types of illness. Szasz and Hollender proposed that patient passivity
and physician assertiveness are the most common reactions to acute illness; less acute
illness is characterised by physician guidance and patient cooperation; and chronic
illness is characterised by physicians participating in a treatment plan where patients
have the bulk of the responsibility to help themselves. Chronic illness equating with the
sick role is less appropriate and less functional for both the individual and the social
system.

Despite criticism, the sick role can be described as a universal role, in that its
obligations and expectations apply to all sick people whatever their age, gender,
ethnicity, occupation and status (Morgan, 1997).

Sociological views of doctor/patient communication and relationships
Following on from the realisation of potential conflict within the doctor/patient
relationship, the issue of doctor/patient communication has been further examined. This
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area is subject to highly diverse and contested interpretations, many of which are
critical (Delvecchio Good and Good, 2000). West (1984) considered communication
between doctors and patients as ‘conversation often poorly executed’; Gordon (1990)
as ‘flawed exchanges of information’; Mishler (1986) as ‘interrupted narrative
performances’ (of the patient by the physician) with the ‘voice of medicine
overwhelming the voice of the life world’ and, somewhat more positively, arising from a
doctor’s perspective, by Balint (1957) as ‘effective exchanges, fraught with transference
and counter-transference’. The sociological literature seems to take a challenging
stance on the doctor/patient relationship. Kleinman (1980) considered the doctor/patient
relationship as ‘contributing to the cultural construction of disease’ and also the
professional appropriation of suffering (Kleinman, 1997). Scheper-Hughes (1992),
considered it to contribute to the ‘médicalisation of oppressive social relations and
social suffering and as a means of social control’. The doctor/patient relationship has
been considered as providing a site for domination and exploitation and a ‘struggle and
combat in the very heart of physician controlled territory’ (Waitzkin, 1991). The views
expressed seem directly critical of the role of the medical profession in this relationship.
However Good and Good (2000) offer a more positive argument stating that medical
sociologists have been deliberately critical of aspects of clinical medicine, in order to
translate social science concepts and research into tools for clinical teaching and
practice.

The authority of the medical profession
‘professions are a relation of power’ (Johnson, 1980)

Within medical sociology the medical profession is viewed as one that generates power
over individuals and institutions (Coburn and Willis, 2000). The power of the medical
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profession is only relatively recent; in the eighteenth and early nineteenth century
medicine was held in low esteem, but by the middle of the twentieth century it was at
the height of prestige, power and authority. The age of science, which continues today,
seems to have been the dominant factor that has allowed for the formation of highly
trained, highly protected ‘medical monopoly’ (Katz, 1984). Katz suggests physicians
capitalised and monopolised these scientific advancements and influenced legislate
practices to control medical practices given to them. Moving beyond Parsons, in the
1960s,

social

scientists

recognised

physicians’

power

as

self-interested

authoritarianism. Physicians' high incomes and defence of autonomy appeared to result
in both bad medicine and bad health policy.

In this context, Eliot Friedson's (1970) work crystallised the notion that professional
power was more self-interested than "collectively-oriented."

Friedson saw the

doctor/patient relationship as a bargained interface between a professional system and
a lay system, each with its own interests. Professionalisation granted physicians a
monopoly on the definition of health and illness, and they used this power over
diagnosis to extend their control. This control extended beyond the claim to technical
proficiency in medicine, to claims of authority over the organisation and financing of
health care, areas which have little to do with medical training.

The proposed authority and power of the physician has faced challenges in recent
times that go beyond sociological, legal and political perspectives highlighted earlier in
the chapter. Patient expectations about choice have likely also been influenced by living
in a consumer society (Charles et al, 1999a). Health information is now readily available
via the internet. Social groups such as the disability movement, together with influential
bodies such as patient support groups have emphasised the importance of autonomy
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and challenged medical authority. Highly public scandals, such as that around the
paediatric neurologist, Dr Andrew Holton of Leicester Royal Infirmary, who was found to
have made an incorrect diagnosis rate of 32% in children treated for epilepsy (Dyer,
2005), and concerns about the NHS under-funding, have eroded public confidence in
the Health Service and medical profession, leaving patients less trusting and seeking
more information and involvement in their care (Charles et al, 1999a; Say et al., 2006).

In the early 21st century physicians retain the power to label a person as ‘epileptic’.
However, it is increasingly considered best practice that medical/technical specialisation
should occur. Guidelines suggest the diagnosis of epilepsy be made only by doctors
with a specific interest in the condition (NICE 2004). From a medical perspective, the
improved knowledge associated with such specialisation is seen as an advance in
epilepsy care. However, from a sociological perspective the process could be viewed as
the further development of power to a small select group of medical professionals,
labelled as epileptologists.

Power within the doctor/patient relationship
Parson (1951) regarded patient deference to medical authority as an important part of
social function of medicine, serving the interests of both parties. The asymmetrical
relationship between patient and doctor was seen as the inevitable consequence of the
‘competence gap’ between medical expert and lay patient. However, theory arising from
the renowned sociologist, Weber, suggests physician authority arises from more than
the advancement of scientific knowledge. Weber drew attention to the importance of
power in determining which social groups would be dominant (Bendix, 1966). He
defines power as ‘the possibility of imposing ones will upon the behaviour of other
persons’. Weber saw power as deriving either from a constellation of interests that
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develops on a formally free market or from established authority that allocates the right
to command and the duty to obey. The origin of medical authority can be viewed in
such a manner.

Weber argues there are three ways by which the authority to rule is obtained: by
tradition, through rational/legal processes and through charisma.

Traditional

Domination rests on the belief that the authority of the
individual has always existed e.g. the queen.

Rational/legal

Authority is achieved through being appointed or elected
by legally sanctioned establishments and by principles
generally agreed upon by all members of that society.

Charisma

Weber defines charisma as ‘a certain quality of an
individual by virtue set him apart from ordinary men and
treated with supernatural, superhuman,

or at least

specifically exceptional powers or qualities’. Those who
obey such characteristics do so because they believe in
their extraordinary qualities rather than in legal rules or
power sanctified by tradition.

Charisma does not simply relate to personality traits of an individual. Weber argues that
charisma can be transformed to an impersonal quality, which can operate as long as,
'.. the characteristics of an extraordinary quality are preserved, which is not
accessible to everyone and which in principle possesses pre-eminence as over
against the endowment of those subject to charismatic rule. ’ (Bendix, 1966)

Therefore charisma becomes a trait that can be acquired with acquisition of specialised
knowledge.
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Weber argued that these three qualities - traditional, rational/legal and charismatic- are
historically found in combination. Physician’s authority, as highlighted above, is
reinforced by rational/legal authority, but also by the acquisition of scientific knowledge
and the resultant charismatic authority. In fact Hillier argues that in the most part the
authority of the medical profession is charismatic in nature.
‘Writers on the existence of professionals often discount the importance of
charisma and irrational beliefs about the powers o f doctors, preferring instead to
discuss economic and political factors which have encouraged the development
o f medicine as a dominant profession. While much o f this is undoubtedly
correct, and explains the particular configuration that occurs in the west,
nevertheless the special significance of doctors and medicine in modem human
life may bear some relation to the formers expertise, regarded similar to magical
or priestly power, which gives the access to means o f controlling particular
threats. Power resides in not what doctors know, but what they are believed to
know. (Hillier, 1987)

Interestingly recent work directly examining the doctor/patient narrative suggests that
the patient’s influence may be underestimated (Wileman et al, 2002). Ring and
colleagues (2004) found that patients with medically unexplained symptoms could exert
authority on the doctor. They could command or coerce doctors, and influence the
outcome of the consultation by the way in which they described the problem and by the
discourse with which they constructed their own and doctors’ roles. Its remains
unanswered whether patients with symptoms that are medically explained have such
influence. For example do patients with non-epileptic attack disorder exert more power
over the physician than patients with epilepsy?

Decision making models
In response to sociological and political criticism and to fulfill the ethical requirement to
respect patients’ autonomy, the practice of medicine has needed to become less
authoritarian and more patient-centred (Laine and Davidoff, 1996). As a result, medical
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and allied academics have become interested in how doctors and patients make
decisions (Charles et al, 1999b).

The traditional model of decision making, described as paternalistic (Box 1), has been
increasingly seen as outdated and ethically flawed. Such a model does not respect the
patient’s absolute right to make decisions for themselves; ethically, a patient has nearabsolute control over his or her own body and treatment (Whitney, 2003).
Schneiderman et al (1993) criticise the paternalistic approach by demonstrating that
physicians find it difficult to know what patients’ preferences and best interests are. It
has been shown that inappropriate biases caused by sex, race and socioeconomic
class can affect decision making (Burstin et al, 1992; Schulman et al, 1999).
Investigators report that patient satisfaction and other positive outcomes tend to be
linked to friendly and non-dominant physician interpersonal behaviour (Kiesler and
Auerbach, 2003), information provision by doctors (Siminoff et al, 1989) and to more
active patient participation in their care (Guadagnoli and Ward, 1998). Research that a
patient centered approach improves outcomes has been focused on a handful of areas
of medical practice.

Alternatives to the paternalistic approach have been developed. Recent research has
concentrated on two similar formulations of patient-centered medicine (Mead and
Bower, 2000; Michie et al, 2003; Stewart et al, 2001) and shared clinical decision
making (Charles et al, 1997; Charles et al, 1999a; Guadagnoli and Ward, 1998). Table
8 highlights the models outlined by Charles et al (1999a). The ‘informed’ model sees
the doctor providing all the information the patient needs to make a decision. Arising
from research using specialist oncology practice in the context of ‘a life threatening
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disease where several treatment options were available with different possible
outcomes’, Charles et al (1997) have defined shared decision making as having four
main characteristics. These are that:
1. Both patient and doctor are involved
2. Both parties share information
3. Both parties take steps to build a consensus about the preferred treatment
4. An agreement is reached on the treatment to implement

Gafni et al (1998) described a spectrum of decision making ‘agency’, ranging from
physician as perfect agent to the truly informed consumer. Physicians can act as
perfect agents if they are fully aware of the patient’s values, preferences, opinions and
goals, and can then combine this with their clinical knowledge or experience to choose
the best option. The consumer can make an informed choice if they have sufficient
clinical knowledge and then combine this with their values, preferences and goals. As
neither party is fully able to derive and use the knowledge and experience or personal
values and goals of the other, shared decision making offered a possible middle ground
with each party contributing to a decision.

Elwyn et al (2001) have attempted to define the elements that are required within such
a consultation. They used a qualitative approach involving focus group interviews of
experienced GPs with educational roles, known to have positive attitudes to the
involvement of patients in decisions. They perceived some clinical problems as being
more suited to a cooperative approach to decision making and conceptualised the
existence of professional equipoise towards the reality of legitimate treatment options
as an important facilitative factor. A sequence of skills was proposed as follows:
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1. Implicit or explicit involvement of patients in the decision making process;
2. Exploration of ideas, fears, and expectations of the problem and possible
treatments;
3. Portrayal of equipoise and options;
4. Identification of preferred data format and provision of tailor-made information;
5. Checking process: understanding of information and reactions (e.g. ideas,
fears, and expectations of possible options);
6. Acceptance of process and decision making role preference;
7. Taking discussion or deferring of decisions;
8. Arrangement for follow-up.

The concept of shared decision making has been criticised. McNutt (2004) argues that
‘shared decision’ is a misnomer and that only one party, either doctor or patient, can
make a decision. Whitney (2003) argues for high risk decisions where there is only one
rational option, (such as a gun-shot wound to the abdomen), shared decision making is
not appropriate. For modest risk decisions with multiple potential options [such as AED
treatment choice], shared decision making is considered appropriate.

Table 8 - Models of treatment decision making (C h arles et al, 1999a)

In fo rm a tio n
tra n s fe r

D e lib era tio n

D e c is io n a b o u t
im p le m e n tin g
tre a tm e n t

P atern a listic

S hared d ecisio n m aking

Inform ed

One way: from
doctor to patient,
minimum
necessary for
informed
consent.
Physician alone
or with other
physicians
Physician

Two way: doctor provides
all medical information
needed for decision
making, patient provided
information about
preferences
Physician and patient

One way: from
doctor to patient,
all medical
information
needed for
decision making
Patient

Physician and patient

Patient
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Perhaps the biggest weakness of the shared decision making model is that it is derived
from a theoretical background to fulfil ethical requirements in respecting autonomy.
Whilst it is widely advocated in policy terms, the model is not widely implemented in
current medical practice (Elwyn et al, 2001; Stevenson et al, 2000). Examination of
consultations between doctor and patient decision making suggest they do not conform
to the concept of being shared. For illustration, Braddock et al (1997) examined routine
clinical decisions in an out-patient setting. Eighty-eight audiotaped encounters between
physicians and patients were examined both quantitavely and qualitatively. Analysis
suggested physicians took a paternalistic approach to decision making, and decisions
were rarely considered informed.

Research methods examining decision making
There is a dearth of previous research directly examining AED treatment decisions,
however researchers have studied different research populations and used varied
methodological approaches to answer clinical questions related to decision making. For
example, Say et al (2006) undertook a review of published studies from 1975-2003 with
the objective to clarify present knowledge about the factors which influence patients’
preference for involvement in medical decision making. They found 33 articles, 25 with
quantitative methodology, seven with qualitative methodology and one with combined
methods.

Table 9 is a selection of quantitative studies. Table 10 is a summary of

qualitative studies. Study groups include population based surveys, primary care
patients, patients with recently diagnosed illness and patients with chronic illness. All
except one study had a cross-sectional design. Varied instruments were used to
quantitatively measure patient preferences. Say et al concede the body of evidence
examining patient preferences is small.
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Table 9 - A selection o f quantitative studies examining patient preferences fo r decision making.
Adapted from Say et al. (2006)
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Decision-making within the social world

Patient preferences and recent ethical ideology
In a recent systematic review, patient preferences for involvement in decision making
were examined (Say et al, 2006). Say et al found patients’ preferences are influenced
by: demographic variables (with younger, better educated patients and women being
quite consistently found to prefer a more active role in decision making), their
experience of illness and medical care, their diagnosis and health status, the type of
decision they need to make, the amount of knowledge they have acquired about their
condition, their attitude towards involvement and the interactions and relationships they
experience with health professionals. Research shows some patients clearly want to be
fully informed; however a sizeable proportion still prefers to have little or no detailed
information about their condition or involvement in medical decisions (Kiesler and
Auerbach, 2006). For example Cohen and Britten (2003) undertook semi-structured
interviews in men with recently diagnosed localised prostate cancer and concluded the
paternalistic decision making model was the chosen approach with nearly all
interviewees. A clear distinction should be made between a desire for information and a
wish to assume responsibility for decision making- they are not the same thing
(Fallowfield, 2001). Caution is also suggested by findings that offering a choice of
treatments to patients sometimes precipitates increased emotional distress and that
pressure to be more active in decision making can provoke noticeable anxiety in
patients who simply want the doctor to make the decision (Hack et al, 1994). Kiesler
and Auerbach (2006) argues that as a result of demonstrated individual differences in
patients’ preferences, physicians should communicate a desired level of information
and control to inform their decision making. He considers this to be a more rational
response to medical ethics and consumerism than advocating increased control for
everyone irrespective of preferences. Schattner and Fletcher (2004) states that
“respecting patients’ autonomy should [also] include identification of those patients who
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wish to know less, and complying with their choice”. Some patients paradoxically exert
control by choosing to let the physician be the authority. Recent ethical discussions at
medical conferences (Kiesler and Auerbach, 2006) support the view that patients have
the right to delegate responsibility for decisions to their physicians. The most ethical
approach may be for decision-makers to change and adapt their approach, depending
on characteristics and preferences of the patient. No one single style of decision
making can be considered ‘correct’.

Measuring patient involvement
Elwyn et al (2001) undertook a review of research instruments which focus on
measuring to what extent health professionals involve patients in treatment and
management decisions. A systematic search and appraisal of the relevant literature
was

conducted

by

electronic

searching

techniques,

snowball

sampling

and

correspondence with field specialists. Eight instruments met the inclusion criteria,
although Elwyn et al did not find any instruments that had been specifically designed to
measure the concept of ‘involving patients’ in decisions. They suggest that the results
reveal that little attention has been given to a detailed assessment of the processes of
patient involvement in decision making. The existing instrumentation includes these
concepts as sub-units within broader assessments (such as communication skills or
informed consent), and does not allow the construct of patient involvement to be
measured accurately. The concept of patient involvement (shared decision making;
informed collaborative choice) is emerging in the literature and requires an accurate
method of assessment.
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Medicine taking behaviour in epilepsy
Marland and Cash (2005) have examined medicine taking behaviour in patients with
epilepsy and their research deserves examination. They used qualitative methodology
to explore medical decisions of people with schizophrenia with regard to neuroleptic
medicine taking; they used individuals with epilepsy and asthma as a comparison.

Marland and Cash based their research on the anomalous finding that, although people
with schizophrenia are singled out as being particularly problematic in their medicine
taking, their non-compliance rate is average for chronic illness. They undertook semistructured interviews with participants and analysed transcriptions of recordings using
grounded theory to develop a model of decision taking for individuals with
schizophrenia, further suggesting the paradigm was common to individuals with chronic
disease.

Semi-structured interviews with 13 individuals with asthma, 16 with epilepsy and 16 with
schizophrenia were undertaken. The participants with asthma and epilepsy were
recruited from the patient organisations. Interviews focused on patterns of medicine
taking, not only compliance; in particular they focused on historical changes to medicine
taking attitudes and habits.

Marland and Cash suggested participants sought to either directly or indirectly optimise
their QoL by discerning symptoms and side effects and responding in the context of a
learned fear of relapse.
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Three models of decision making/medicine taking behaviour were suggested:

1. Direct-reactive decision making
This is characterised by a difficulty in linking cessation of medicine taking with its
consequences. There is insensitivity to the risk of relapse, with participants stopping
taking medicine directly as a reaction to present circumstances, owing to adopting a
short-term perspective in discernment of symptoms and monitoring of side effects.
Participants who showed this type of decision making tended to stop taking
medicine not as part of a predetermined and calculated experiment, but rather to
exert their experience of wellness. If relapse ensued, the link to medicine cessation
was not internalised and so the cycle of wellness assertion and relapse tended to be
repeated many times.

2. Deferential-compliant decision making
The authors suggest in this category of decision making there is an attitude that the
‘doctor knows best’, choosing to defer the task of medicine decision making to the
prescriber. An unwillingness to engage in experimentation, to actively develop
discernment or to act on existing discernment is the essence of deferentialcompliance. Participants exhibiting this type of decision making fear alternative
medicine regimens because, if symptoms recur, these tend to be frequent and
severe with unpleasant social consequences.

3. Active discernment and optimising type decision making
The authors suggest this type of behaviour accounts for most participants. It is
characterised

by medicine

taking

decisions

based

on

actively

developed

discernment; and is divided into two stages - ‘experimental-reflective’ and
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‘consolidation’. Participants at both stages are actively engaged in making
adjustments to lifestyle and medicine regimens. The authors suggest this category
of decision making is also categorised by an increased propensity to negotiate a
change in the route of administration or type of medicine with the prescriber- though
in juxtaposition to this statement the authors admit that they could not find examples
of this category of medicine taking or decision making within their project and
therefore the category can only be described as theoretical.

Implications
Marland and Cash (2005) suggested that evolution of decision making and patterns of
medicine taking behaviour are shared by patients with schizophrenia, epilepsy and
asthma. The commonness of these processes is dominant, not the uniqueness. They
suggested that an area of weakness of previous research is that it tended to look at
people with schizophrenia as one group and within one time period. They suggested
that there are distinct types of medicine taking decision making and a tendency to
progress over time towards a perceived optimum position and within this paradigm
apparent contradictions of previous research can be explained.

There are weaknesses to this research: the research position taken, that schizophrenia
has similar compliance rates to other chronic conditions, and therefore medicine taking
practice can be compared, may be unsafe. Epilepsy is a unique disease and reasons
for decisions or taking medication may be different to other conditions. Patients were
recruited from epilepsy support organisations and may not be representative of the
epilepsy population as a whole, raising concerns about the generalisability of the
findings to all patients with epilepsy.
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Marland and Cash’s findings are interesting. They found fear of relapse or seizures a
recurring theme in influencing decision making. The concept that decision making
changes with time and course of the illness is novel. Their data supported directreactive decision making and the transition to deferential-compliant decision making;
however active discernment and optimising type decision making, while ethically
desirable, can only be regarded as theoretical as their data did not support this type of
decision making behaviour. These concepts of decision making behaviour may prove
useful in interpreting the findings from this thesis.
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Chapter 4
A view into the doctor’s mind when considering AED treatment
decisions: the medical model

The aim of this chapter is to give the reader an insight of the AED decision making
processes that may be operating within the mind of the doctor when a patient with
epilepsy is reviewed. This allows for an understanding to be gained of decision making
from the perspective of the doctor. At every out-patient consultation, treatment will be
•

reviewed and a treatment decision will be taken; possible outcomes of this process are
to leave the medication unchanged; or make a dose or drug change.

T h e m e d ic a l m o d e l

Physicians in western society follow the medical model of practice. Friedson (1970)
defined the medical model as ‘the set of procedures in which all doctors are trained’.
The medical model drives research and theorising about physical and psychological
difficulties on the basis of causation and remediation. Accurate diagnosis of pathology
permits selection of appropriate therapy which restores the diseased processes to (or
^

near to) ‘normal’, thus curing (or improving) the patient’s illness (Neighbour, 1987).

Antiepileptic drug treatment decisions
Within an epilepsy consultation the doctor forms a judgement as to potential treatment
options available. Both clinical factors from the patient and drug factors are relevant.
Patient factors include age, sex, epilepsy classification, previous treatments (including
dosage and response), childbearing potential and current symptoms regarding seizures
and side effects. Drug factors include efficacy (ability to control seizures), side effects
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profile, potential interactions with other drugs and the teratogenic potential (likelihood of
damaging the foetus). The physician collates all the relevant information to formulate
potential treatment options. I have outlined the medical model schematically in Table 11
below.

Table 11 - Diagram of the medical decision making model in epilepsy
Drug

P a tie n t

Age
Seizure frequency/type
potential
Seizure severity
Adverse effects- symptoms +1 signs
Impact on seizures/side effects on life
Previous response to drugs
Sex

Efficacy Childbearing
Side effect profile
Teratogenic potential
Drug interactions

Physician knowledge and experience
Physician determines potential AED treatment choices
with risk/benefit to each potential choice

A E D T R E A T M E N T C H O IC E S

A E D D E C IS IO N

The risk-to-benefit ratio
Most decisions taken are governed

by an assessment (either conscious or

unconscious) of the consequential risk and benefit. Treatment decisions in epilepsy are
no different. When AED treatment is reviewed there are nearly always several potential
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treatment options; and each of the options carries the possibility for harm and for
benefit. This has been referred to as the risk-to-benefit ratio (Perucca et al, 2000). The
potential for harm and benefit can be illustrated by an example from real clinical
practice: a patient with epilepsy on a single AED who has been seizure free for nine
months and who complains of dizziness, unsteadiness and double vision [considered to
be dose-related side effects]. There are a number of potential treatment options:
•

Reduce the AED dose.
Benefit. As the physician considers the adverse effects to be dose
related, the symptoms are likely to improve.
Risk. There is a greater risk of a seizure than if the dose remained
unchanged. There is no literature that quantifies this risk in accurate
percentage terms. Complete withdrawal would carry a ‘high’ risk of
seizure recurrence, a small dose reduction a much smaller risk.

•

Leave the AED dose unchanged.
Benefit. No additional increased risk of a seizure.
Risk. Adverse effects are unlikely to disappear spontaneously.

•

Change to an alternative AED
Benefit. May improve the adverse effects.
Risk. May develop adverse effects related to new AED. Increased
risk of a seizure, as efficacy of new AED within this individual
uncertain. This risk cannot be accurately quantified.

•

Increase current AED*
Benefit. May further reduce the risk of a seizure.
Risk. Highly likely to worsen adverse effects.

*The risk will outweigh the benefit; therefore, in a real consultation with such a scenario, the
physician would not raise this as a treatment option.
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The primary effects of AEDs are to improve seizure control, however they may cause
adverse effects. Clinical practice, supported by clinical trials, has shown AEDs have
secondary effects, such as improving psychological well-being and QoL more widely;
however, there is no evidence that these outcomes are independent of the effects upon
seizure frequency and adverse effects; an AED may improve seizure control and
therefore, as a secondary effect, improve QoL and lower anxiety. (Baker, 1998)

Perucca et al (2000) produced a review discussing the risk-to-benefit ratio in AED
treatment. Within their discussion, they suggested that the preferences of the patients
should be incorporated into, and therefore form part of, the risk-to-benefit ratio. I would
suggest that within the medical model (outlined above in Table 11) patient preferences
have no effect on the risk-to-benefit ratio of each potential treatment option; preferences
may determine why an option from the several available may be chosen but do not
affect the potential for each option to cause harm or benefit. Since the likelihood of
benefit (improving seizure control or seizure freedom) is dependant upon factors
relating to the individual, the prognosis of the individual deserves further consideration.

Prognosis: the individual perspective
The prognosis of any individual’s epilepsy has a large influence on whether a treatment
change is likely to lead to seizure freedom. An individual’s prognosis is hard to predict
at diagnosis. From a population perspective around 70% of patients diagnosed with
epilepsy can expect long term remission (Annegers et al, 1979; Sander 1993). The
number of seizures prior to presentation, symptomatic rather than cryptogenic epilepsy,
the presence of a neurological disorder and an abnormal EEG are of some prognostic
significance (Kim et al, 2006), but ultimately time and response to treatment clarifies
prognosis (Tan and Berkovic, 2006). The longer seizures continue after the initial
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diagnosis, the lower the probability of subsequent remission (Annegers et al, 1979).
Only around 16% of patients who find the first drug to be ineffective in suppressing
seizure activity (as opposed to the problem of poor tolerability) can subsequently expect
to become seizure free (Kwan and Brodie, 2000a). Patients who fail a second
antiepileptic drug have only a small chance (<5%) of obtaining seizure freedom (Kwan
and Brodie, 2000b). Therefore, with increasing time and numbers of failed AEDs, the
chance of seizure remission is distinctly reduced. This has given rise to the concept of
drug resistant epilepsy; and this pharmacological resistance crosses ail AEDs
regardless of the putative mechanism of action (Kwan and Brodie, 2000b).

The risk-to-benefit ratio in drug resistant epilepsy
Individuals with drug-resistant epilepsy make up a large proportion of the hospital clinic
population and, as my research was based in such a setting, a large proportion of the
patients studied within this project. The likelihood of seizure freedom from treatment
changes within this group is much smaller that seen in drug-naive patients. Few studies
have given a quantative estimate to the value of changing drug therapy in patients with
refractory seizures. Kwan and Brodie’s (2000a) retrospective observational data from a
clinic population suggested that the chance of long-term seizure freedom falls from 70%
when among patients drug-naive at diagnosis, to approaching zero after three, four or
five previous AEDs have failed through lack of efficacy. There is some data to challenge
this pessimistic view; Luciano and Shorvon (2007) recently undertook a retrospective
study aiming to quantify the effect of adding a previously unused AED to the treatment
regimen in adults with uncontrolled chronic epilepsy that had been resistant to previous
AED treatment. They reviewed a total of 265 drug additions in 155 adult patients with
chronic epilepsy (defined as epilepsy active at least five years after an initiation of
therapy). About 16% resulted in seizure freedom (defined, if at the last follow-up, they
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were seizure free for 12 months or longer) after their first drug introduction; 50 to 99%
seizure reduction occurred in a further 21%. Of the 155 patients, 28% were rendered
seizure free by new drug introductions.

The likelihood of prolonged remission if seizure control is not achieved within a few
years of the onset of therapy (or viewed alternatively, where seizures are not controlled
after use of two AEDs) is low, but not impossible. The differences in outcome from
Kwan et al.’s (2000a) data and Luciano and Shorvon’s data (2007) could be explained
by differences in the two study populations and by the length of follow-up within them.

Prospective quantification of the likelihood of benefit in the drug-resistant population
can be examined in phase III* add-on studies for potential new AEDs. These trials are
conducted in drug-resistant patients who continue to have seizures despite one or more
AEDs. An example is highlighted for illustration: The Korean Topiramate Study Group
evaluated the efficacy and safety of topiramate (TPM) as an add-on therapy in
medically intractable partial epilepsies (Korean Topiramate Study Group, 2007). They
used a multicentre double-blind placebo-controlled randomised parallel-group trial
consisting of a 12 week baseline phase, a 10 week titration phase, and an eight week
stabilisation phase. The primary efficacy endpoint was the median seizure frequency
reduction rate (MSFRR). To be eligible, patients had to have partial epilepsies
refractory to the maximally tolerable doses of one to two AEDs and two or more
episodes of clinical seizures every four weeks during the baseline phase. The target
dose of study drugs was 600 mg/day. The study drugs were started at the initial dose of
50 mg/day and gradually increased to the target dose over a 10 week period. The
MSFRR was 51.3% for TPM and 9.1% for placebo, which was highly in favour of TPM
(p = 0.0001). The responder rate was 50.6% for TPM and 12.9% for PLC (p = 0.001).
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Seven (7.9%) of the 89 patients taking TPM became seizure free compared with one
(1.2%) of 85 patients taking PLC (p = 0.004). The incidence of adverse events was
higher in the TPM (81.3%) than in the PLC (48.9%) group, with central nervous system
related adverse-events being the most frequent. Among individual adverse effects,
anorexia (20.9%) and abdominal pain or discomfort (20.9%) were the most common in
the TPM group. Adverse effects precipitated early drop-out in seven (7.6%) patients
taking TPM and three (3.5%) patients taking placebo. No serious systemic adverse
effects were observed.

The reported outcomes of this trial are similar to many phase III2 add-on studies of
AEDs in common use. In refractory epilepsy it can be estimated that in the short-term
the addition of an AED might lead to seizure freedom in around 10% or less [Marson &
Chadwick, 2001] and reduce the number of seizures by half in approximately 50% of
patients. Pooled data indicates that the proportion seizure free will reduce with time; by
one year the proportion seizure free will be lower. Most patients will report adverse
effects of some kind- within the Korean Topiramate Study less than 10% withdrew from
the trial because the AED was not tolerated.

The literature has demonstrated that there is a decreasing likelihood of seizure
freedom, should seizures continue despite adequate doses of the appropriate AEDs.
While a 50% seizure reduction is taken as evidence of drug efficacy it is recognised that
this is an entirely arbitrary statistical outcome, the relevance and importance of this
outcome to patients being unknown (Marson and Chadwick, 2001).

Phase III studies are randomised controlled trials aimed at demonstrating drug efficacy and safety that
can be submitted to regulatory authorities.
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How are A ED decisions made in clinical practice?
Understanding decision making research in other medical fields, there are a number of
ways in which an AED decision can be made:
1. Patients could be given, or obtain, the knowledge of their condition and available
treatments to decide for themselves the desired treatment option.
2. The doctor could outline a number of treatment options, allowing the patient to
make an informed choice.
3. The doctor could decide not to discuss potential options and choose the most
appropriate treatment option they believe is likely to be in the best interest of the
patient.
This thesis will endeavour to explain further.

Does the medical model explain all treatment decisions?
Most everyday clinical decisions involve elements of risk or benefit that cannot be fully
quantified. If scientific knowledge advanced so that risk and benefit could be quantified
in accurate percentages, would AED treatment decisions be predictable? The ‘perfect’
medical model would accurately quantify risk and benefit probabilities: however I argue
it would not explain the meaning of these outcomes to the patient or why different
treatment choices are made between patients who seem to be in similar clinical
scenarios. The medical model cannot predict what treatment option the patient will
choose. Mishler (1986) suggests physicians need to move away from the ‘voice of
medicine’ towards ‘the voice of the life world’ in order to communicate and understand
their patients; the medical profession may need to do this in order to understand their
treatment priorities.
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Chapter 5
Study methodology

The research question
The research question was: How do doctors and patients come to antiepileptic drug
decisions?

The research objectives were:
1

To describe how patients and doctors come to AED decisions.

2

To understand the patients’ priorities in making AED decisions.

3

To understand ‘how things go wrong’ between doctor and patient.

4

To construct a simple model of how decisions are made.

5

To discuss the implications for HCP involved with epilepsy management

6

To discuss the implications for future decision making research in epilepsy.

The research strategy: a qualitative or quantitative approach?
A predominantly qualitative approach was chosen to address my research objectives. In
order to justify this approach it is helpful to discuss the differences in the two
methodological strategies. The main distinction is that quantitative researchers employ
measurement and qualitative researchers do not. However, differences in research
strategy go much deeper than the presence or absence of numbers.

It is suggested that the qualitative approach aims to ‘study things in their natural setting,
attempting to make sense of, or interpret, phenomenon in terms of the meaning people
bring to them’ (Denkin et al, 1994). Qualitative research is, at times, poorly understood
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by quantitative researchers. Black argues that a finding of fact if it is quantified
(expressed in numbers) is more likely to be accepted as fact than if it is not (Black,
1994). There are some questions that can only be answered quantitatively, for example
‘What proportion of patients with epilepsy do not attend their hospital appointment?’,
however questions like ‘Why do patients with epilepsy not attend their appointments?’
are probably best answered qualitatively.

This approach would allow us to listen to what patients say, explore their concerns and
ideas and potentially come up with solutions. Table 12 outlines major differences
between quantitative and qualitative research.

Table 12 - Major differences between quantitative and qualitative research

Principal orientation to
the role of theory in
relation to research
Epistemological ( theory
of knowledge)
orientation

Ontological (the theory
of social entities)
orientation

Quantitative

Qualitative

Deductive; testing of theory

Inductive; generating
theory

Natural science; in particular
positivism (a position that
advocates the application of the
methods of the natural sciences
to the study of social reality)

Interpretivism
(An epistemological
position that requires the
social scientist the
subjective meaning of
social action)

Objectivism (a research position
that asserts that social
phenonoma and there
meanings have an existence
that is independent of social
factors)

Constructionism
(a research position that
asserts that social
phenomena and there
meanings are continually
being accomplished by
social factors)

Adapted from Bryman (2004)
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Justification for taking a qualitative approach
I chose a predominately qualitative approach to answer my research question and to
fulfil my objectives. The approach was used, rather than a quantitative strategy, for two
important reasons:
1. A qualitative approach allowed for in-depth investigation and an understanding
of decision making from the patients’ perspective. Objects of analysis in the
natural sciences (such as atoms) cannot attribute meaning to events and the
environment; however, people do. The social world must be interpreted from the
perspective of the people being studied. Lofland and Lofland (1995) suggest
‘you must participate in the mind of another human being (take the role of
another) to acquire social knowledge’. The qualitative approach facilitated me
as the researcher to view decision making through the eyes of the patient. It
also allowed for the development of a relationship with the patient and in-depth
consideration of their views. A quantitative approach would not allow for such indepth investigation.
2. A qualitative approach is inductive - it allows for the development of theory and
new ideas on how AED decisions are taken. A quantitative strategy could miss
important aspects that influence decision making and would not allow for the
development of theory. As illustrated in previous chapters, there is very little
evidence within the literature informing our understanding of AED decision
making and a large number of potentially influencing factors that could be
important. The theory is not in place to be tested by a quantitative approach.
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An outline of the main steps in qualitative research
There are several potential qualitative research strategies that could be used to answer
research questions; however the following principles are common to qualitative
research (Bryman, 2004):
1. Generate research questions
2. Select relevant site(s) and subjects
3. Collect of relevant data
4. Interpret data

<—

5b Collection of further data
t

5. Do conceptual and theoretical work ->

5a Consider tighter specification of
research question(s)

6. Write up findings and conclusions

The reliability and validity o f measurement
The concepts of reliability and validity are important to the design and assessments of
qualitative research- even though their original meanings are derived from quantitative
research. A device that measures objectivity can be partitioned into two components:
reliability and validity. ‘Reliability’ is the extent to which a measurement procedure
yields the same answer every time however and whenever it is carried out; ‘validity’ is
the extent to which it gives the correct answer. A standard physical example of reliability
and validity involves the use of thermometers to measure temperature: a thermometer
shows the same reading of 80 degrees Celsius every time it is plunged into boiling
water. A second thermometer gives variable readings around 100 degrees. The second
thermometer would be unreliable but relatively valid, whereas the first would be invalid
but perfectly reliable.
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Reliability and validity in qualitative study
•

R esearch reliab ility

Some researchers do not use the term reliability in the context of qualitative research
and consider it ‘irrelevant’. Indeed Stenbacka (2001, p552) asserts “the concept of
reliability is even misleading in qualitative research. If a qualitative study is discussed
with reliability as a criterion, the consequence is rather that the study is no good”. He
also states that the value of qualitative study is “generating understanding” (Stenbacka
2001) not producing reproducibility. Qualitative study by its nature never has two
questions or approaches that are identical. Many qualitative researchers do not use the
term ‘reliability’; however, among those that do, there seems to be no one universally
agreed definition. Kirk and Miller (1986) have defined reliability as loosely equivalent to
‘repeatability’; they state reliability can be defined as ‘whether or not the researcher
would expect to find the same findings if he or she tried again in the same way’. Kirk
and Miller’s consideration of reliability primarily related to the quality of collection of field
notes; Perakyla (2004) highlights that the reliability of research based on analysis of the
spoken word is dependant on the quality of recordings and transcripts.

•

R esearch v alid ity

The validity of qualitative research is vital for its credibility and worthiness. The validity
of research concerns interpretation of observations; and whether or not ‘the researcher
is calling what is measured by the right name’ (Kirk and Miller, 1986) or ’...a question of
whether the researcher sees what he or she thinks he or she sees.’ (Kirk and Miller
1986). Taking a broader view of its meaning, three types of validity, were identified by
Maxwell (Maxwell, 1992):
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Descriptive validity

This type of validity relates to the accuracy of what is
reported by the researcher (the events, the objects, the
behaviours, the setting, etc). For example, did what was
reported actually happen, has what has been heard or
observed been accurately reported. (In Kirk and Miller’s
(1986) interpretation this is equivalent to ‘reliability’).

Interpretive validity

This type of validity relates to accuracy in interpreting
what is going on in the minds of the participants and the
degree to
feelings,

which
intentions

the

participants’ views,

and

experiences

are

thoughts,
correctly

understood by the researcher.

Theoretical validity

This relates to the extent to which the theoretical
explanation developed fits the data and therefore is
credible and defensible.

Strategies to ensure validity of qualitative research
In undertaking or assessing the validity of qualitative research certain strategies can be
employed, as highlighted by Johnson (1997). Most of these strategies are relevant to
this project.

Extended fieldwork or prolonged engagement on-site
If possible qualitative researchers should collect data over an extended period of time.
The length of time will depend on how long it may take to get an accurate picture of the
phenomenon examined.
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Low inference descriptors
Description should be phrased very close to the participants' accounts and researchers'
field notes, e.g. verbatim (i.e. direct) quotes are a commonly used type of 'low
inference’ descriptors.

Triangulation
The research should employ cross-checking information and conclusions, as follows:

•

D ata

tria n g u latio n :

use of multiple data sources to help understand a

phenomenon

•

M ethod

tria n g u latio n :

use of multiple

research

methods to study a

phenomenon

•

In v e s tig a to r tria n g u latio n : use of multiple investigators (or researchers) when

collecting and interpreting the data

•

T h e o ry trian g u latio n : use of multiple theories and perspectives to help interpret

and explain the data

Participant feedback or member-checking
This involves discussion with the participants of the researcher’s interpretations and
conclusions, for verification and insight by asking i.e. is this what you meant? Is this
what you did?
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Peer review o r peer debriefing
This involves discussion of the researcher’s interpretations and conclusions with other
people which; include a peer who does not have any vested interest but who could be
critical and challenge the researcher’s data or include a peer who is interested in your
study and could provide insights about the data

Negative case sam pling
This involves examination of cases that are contrary to the researcher’s expectation,
and help confirm or disconfirm interpretations.

R eflexivity o r neutrality
The researcher critically examines him/herself to detect potential biases and inclinations
that may affect the conclusions. Even though no data collected is 100% objective, the
researcher should convince readers that a high level of objectivity has been maintained.
If more than one observer was involved, was there consistency or high inter-rater
reliability (used in quantitative research) between the observers?

Pattern matching
This involves trying to predict results that form a pattern and then comparing the extent
to which the actual results agree with those predicted.

A u d it trail
The researcher should have good documentation so that another researcher could
easily replicate the research. More importantly, it allows someone to challenge or
confirm the interpretation of the data made.
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Apparent validity and validation through ‘next turn’
With the analysis of the spoken word, there are two further relevant concepts that are
used to ensure validity; ‘apparent validity’ and validation through ‘next turn’. Apparent
validity, as described by Kirk and Miller (1986), asks once the researcher has read the
manuscript are they convinced that the interpretation is (apparently) true and that it
makes sense? Sacks et al (1984) described validation through ‘next turn’. Research on
the spoken interaction has an inherent resource that written texts lack: ‘Regularly...a
turn’s talk will display its speaker’s understanding of a prior turn’s talk, and whatever it
marks itself as directed to’. In other words, the doctor and patient display to one another
their interpretations of what is happening, especially what is going on in the other’s
immediate prior turn of talk. Sacks points out:

‘But while understandings of other turn’s talk are displayed to the co-participants, they
are available as well to professional analysts, who are therefore afforded a proof
criterion... for the analysis of what a turn’s talk is occupied with.’ (Sacks et al, 1974)

Study methodology
The research perspective
The researcher undertaking qualitative investigation carries ideas and philosophies that
will influence interpretation of the data. As a medical doctor my background was
scientific/quantitative in nature and I was trained in the medical model of practice. I
began the project with a limited knowledge of the concept of the social world; a world
that relates to the patient and their ideas of illness and treatment. My intrinsic
background influenced me towards a ‘positivist’ approach to analysing the data,
meaning that I drew on ideas from the scientific world to interpret the social interaction
of the doctor and patient.
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Study design
In answering the research objectives, two strategies were employed; one was to
undertake semi-structured telephone interviews with patients with epilepsy shortly after
their appointment with the hospital specialist; the other was for consultations between
patients with epilepsy and their hospital specialists to be recorded and transcribed
verbatim and then analysed for content across specific themes.

Recruitm ent
The majority of patients taking part in this study were recruited from the Mersey
Regional

Epilepsy Clinic (MREC)

at the Walton

Centre for

Neurology

and

Neurosurgery, Liverpool (WCNN). The remainder were recruited from SANAD (see
below). The patients carried a secure diagnosis of epilepsy and were attending a follow
up appointment with their epilepsy specialist. The patients were approached prior to
their appointment, given a verbal explanation of the study and handed the patient
information leaflet (PIL) to read [see Appendix 1). Sixty consultations were recorded.
Forty-seven telephone interviews were conducted. Thirty-five patients had both their
consultation recorded and subsequently underwent a telephone interview - the data
provided by these participants was thus suitable for ‘data triangulation’. The great
majority of patients consented to participate within the study, with only eight potential
participants declining to become involved. Twelve patients in total were contacted and
recruited by telephone; these participants were also involved in the National Institute for
Health Research Health Technology Assessment (NIHR HTA) funded SANAD and
were chosen specifically because they had recently undergone an AED change.
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Patient consent
The patients checked into the MREC and were handed the PIL. They were given the
opportunity to read the information, have the study explained to them by the researcher
and then given time for questions. Those that consented were given a contact number
they could phone if they had any further questions. Participants were aware that they
could withdraw consent at any time and without reason, up until the point in which their
data had been anonymised and was therefore untraceable. The consent form is
contained in Appendix 1. The participants that were involved in the SANAD study were
contacted by telephone and send the consent form to read, sign and return in the post.
Basic demographic, diagnosis and treatment data was recorded for the recruited
patients- a copy of the data is provided in Appendix 1.

Sampling
To develop hypotheses around decision making I ensured the interviews were
conducted with a range of participants meeting different sampling criteria; the major one
being whether they had or had not undergone an AED change (drug or dose) at their
consented hospital appointment. The majority of patients did not undergo an AED
change and therefore SANAD patients were used to increase the samples in which
change occurred. This meant for these participants only interviews were available for
analysis as their consultations had not been recorded. Sample comparator variables
also included recent onset epilepsy versus drug resistant epilepsy; and monotherapy
exposure only versus polytherapy exposure.
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Data saturation
Prior to the start of the study I envisaged conducting telephone interviews to a
maximum of 60 patients. In the event, recruitment ended at 47 participants, because it
was considered data saturation had been reached by this stage.

The qualitative interview
The telephone interview took place an average of 21 days after the consultation with
the doctor. Patients were again reminded of the purpose of the interview and consent
was verbally re-confirmed. In most cases, the interviewee had already met me and
therefore some rapport had been built. I wished for the patient to be open and honest
with me, therefore in order to do this I attempted to distance myself from the patient’s
doctor and the WCNN. I introduced myself as a researcher from Liverpool University
and the patients were not made aware that I was a medical doctor unless they
specifically asked. The patient was informed that none of the information discussed
would be fed back in any way that might identify them to their consultant.

The interview followed a semi-structured format. The mean length of interview was 21
minutes. There was marked variation in the length of interviews; in a small minority,
rapport seemed difficult to build and this may have limited the depth of information
recorded. The interview schedule followed is reproduced in Appendix 1. The telephone
conversation was recorded using a digital recorder. An early interview with a subject on
a mobile phone was of poor quality and therefore land lines were used whenever
possible.
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The consultation recording
On confirming the patient’s consent, the doctor conducting the consultation needed to
start the recording. On several occasions this action was forgotten and therefore the
consultation was not recorded (However, these patients were still contacted for
telephone interview). The consultations were recorded using a digital recorder; the
recording was then professionally transcribed by OutSec, verbatim, with instructions to
include pauses and interruptions, as required for formal analysis.

Confidentiality procedure
Recruited patients were given a unique identification number and all names were
removed from the transcripts. A list matching the patient name and number was stored
in a locked cabinet in the Division of Neurosciences at the WCNN. Patient information
including questionnaires, baseline data, audiotapes and transcripts and linked by this
one number were stored in a separate building (Neuroscience Centre) from the ID
numbers. The list matching the patient name and number was subsequently destroyed.

Ethics
Sefton Local Research Ethics Committee granted ethical approval for the project.
WCNN Research Governance Committee granted approval for the research to take
place with their patients and on the hospital site.

Telephone interview analysis methodology
For this analysis a ‘grounded theory’ (Glaser and Strauss, 1967) approach was used.
Grounded theory can be defined as ‘theory that was derived from the data and
systematically analysed through the research process. In this method, data collection,
analysis, and eventual theory stand in close relationship to one another1 (Strauss,
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1998). Thus, two central features of grounded theory are that it is concerned with the
development of theory from data; and data collection and analysis proceed in tandem,
repeatedly referring back to each other. The supervisors and I began by independently
reading and then discussing five transcripts. The transcripts were searched as a
collection of stories, for patterns of experience and perception. Codes of interest were
identified. Coding is the key process whereby data are broken down into component
parts, which are given names. As stated by Charmaz (2000) ‘We grounded theorists
code our emerging data as we collect it ...unlike quantative research that requires data
to fit into preconceived standardised codes, the researcher’s interpretations of data
shape his or her emerging codes in grounded theory’. The Nvivo (QRS release 2.0)
computer package was used to manage data effectively and transparently; data were
organised into initial codes and then into other higher themes. This approach is
inductive and involves identifying early themes in early respondents’ comments to guide
subsequent questioning and analysis. Analysis focused exclusively on verbal content in
identifying recurring themes relevant to AED decision making. During the period of data
collection, several meetings were held between my supervisors and I. No new important
themes emerged by the final 10 transcripts, suggesting theoretical saturation had been
reached. Codes and themes were discussed to generate hypotheses which could be
tested as analysis progressed. In the forthcoming chapters, comments on the frequency
with which particular themes occurred may be presented. These comments should be
taken as approximate, inasmuch as that the issue may have emerged spontaneously in
the conversation rather than to answers to direct, standard questions.

C o n s u lta tio n tra n s c rip ts a n a ly s is m e th o d o lo g y

The 60 telephone interviews generated a huge volume of data with over 10 hours of
recordings. The chosen strategy for analysis was a point of debate. Strong
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consideration was given to undertaking formal conversation analysis; this is the fine
grained study of talk as it occurs in natural situations. These analyses are concerned
with uncovering the underlying structures of talk (Bryman, 2004). This method has been
recently used for the first time in the field of epilepsy; it has been shown that a linguist
can distinguish between epilepsy and non-epileptic attack disorder by analysing
medical

interviews using this technique (Schwabe,

2007).

In practical terms

conversation analysis involves work intensive transcription into text revealing aspects of
normal talk; such as precise length of pauses, where talk overlaps or where words are
emphasised. After reading and checking the transcripts we considered that they were
an accurate reflection of the dialogue that took place within the consultation and that
such a detailed and costly work intensive strategy was not suitable to understand how
AED decisions took place. The analysis I undertook is best described as ‘discourse
analysis’ (Bryman, 2004). The analysis focused on the words that the doctor and the
patient were saying to each other that resulted in a particular decision being made. This
kind of analysis is not suitable for codifying (Bryman, 2004), as is undertaken in
thematic analysis. It was an intellectual process that essentially asked - what was going
on?

The are four prominent themes in discourse analysis highlighted by Gill (2000) that help
understand how the dialogue is interpretated.
1. Discourse is a form of action. Language is a way of accomplishing acts. Mishler
(1986) stated in her work on the doctor-patient interaction: ‘that there was the
assumption that the talk was serious, it was the core component of clinical work,
and that it had real consequences for the course and outcome of the patient’s
illness.’ This seemed highly relevant to this study.
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2. Language is constructive. This means that discourse (talk) is a means of
constituting a particular view of social reality. Moreover choices are made in the
way of presenting it that will reflect the disposition of the person interpreting
what was being said. Normally my perspective is that of the doctor; however I
made a deliberately attempt to understand the patient’s view, arising from
background reading and talking with patients out of my doctor role.
3. Discourse is a topic. The language used in the doctor-patient consultation is a
focus of enquiry and not just a means of gaining access to the social reality that
lies behind it.
4. Discourse is rhetorically organised. This means that discourse is concerned with
‘establishing a version of the world in the face of competing versions’. An
example of this being the patients’ desire to show the doctor what a difficult time
they are having in the hope that the doctor will act in a way that benefits them.

Within this thesis I describe in-depth seven case studies; these cases were chosen as
they illustrate the overall patterns of doctor and patient behaviour seen in many of the
60 consultations. To present all cases would be unduly lengthy and repetitive. The case
studies included at least one consultation from each of the five neurologists involved; in
all seven case studies either an AED drug or dose change occurred. My supervisors
and I analysed the consultation transcripts separately. We then met to discuss our
particular interpretations and see if we were in agreement, discussion followed and a
consensus view was built. Each case chosen was examined qualitatively, studying the
words and their significance, the primary objective being to understand decision
making. The readers can review the original transcript in Appendix 2.
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Chapter 6
Exploring decision making: the patient perspective

Within this chapter, I describe the findings from the in-depth telephone interviews that
occurred soon after the patient’s consultation with their epilepsy specialist. The findings
represent decision making from the patient’s perspective.

Interviewee data
Forty-seven telephone interviews were conducted with patients. All patients carried a
definite diagnosis of epilepsy, were taking at least one AED and had recently had a
hospital appointment with a doctor, the focus of which was their epilepsy management.
Patients with learning disability or other illness that would potentially make conducting a
telephone interview difficult were excluded. Basic demographic and treatment data for
each patient are provided in Table 13 below.

The median age of participants was 38 years (range 1 5 - 6 8 years). The median time of
diagnosis was four years prior to the interview (range 9 months-35 years). There were
18 males and 29 females. Half the participants were in paid employment.

For the purpose of this project, I defined a participant as having ‘active’ epilepsy if they
had suffered one or more seizures in the six months prior to the recent consultation. A
participant that had not suffered a seizure in the six months prior to the consultation
was defined as having ‘inactive’ epilepsy. The purpose of this classification was to aid
understanding of why a drug or dose change might occur without recent seizures or
might not occur despite recent seizures. Using this definition: 37 patients had active
epilepsy (79%) and 10 patients had inactive epilepsy (21%)
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The high proportion of the study cohort with active epilepsy (compared to a remission
rate of 70% in population based epidemiological studies) reflects the nature of patients
attending out-patient epilepsy clinics.

Table 13 provides data on current and previous AED exposures for each participant. At
the recent appointment which was the focus of this study:
•

16 patients had had an AED change

•

9 patients had had an AED dose change

•

22 patients had had no treatment change

The interviews took place on average three weeks after the hospital consultation in
which epilepsy treatment management (and the issue of change) was discussed. The
length of the recorded interviews was variable (range 5 - 4 6 minutes), with a mean
interview length of 21 minutes. Eleven interviewees were involved in the ongoing NIHR
HTA funded SANAD trial; these individuals, (patients 1 to 7, 25, 35, 36 and 38) were
usually more recently diagnosed and had been exposed to fewer AEDs than the other
participants.

Interview structure
The primary focus for the telephone interviews was to explore the issue of decision
making from the patient’s perspective. Recall of treatment considerations before, during
and after the consultation were explored with all patients.

Further topics explored in most, but not all, included attitudes to medicine taking,
patients’ desires/priorities with regard to the management of their epilepsy and
consideration of how patients expected their epilepsy to be in five years time. Finally
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patients’ attitudes/reactions to alternative treatment suggestions that could have been
suggested by the doctor were explored. The interview topic guide is contained in
Appendix 1. The guide was used to structure the interview but each interview contained
some questions peculiar to the person with epilepsy’s individual experience.

Definition of themes
The interviews generated a large volume of data and over 50 coding categories were
created. In this analysis seven main themes in the data that informed understanding of
treatment decision making are presented. These themes are described in Table 14.

Table 14 - Major themes with related definition
Themes

Definition

1. Pre-appointment treatment
considerations

Treatment considerations the
recalled prior to the recent
appointment.

2. Pre-consultation feelings and
hopes

Emotions or feelings recalled prior to the
recent consultation.

3. The impact of seizures and
epilepsy

References to the impact of epilepsy on the
individual’s life.

4. Acceptance of prognosis and
disillusionment

References to continued seizures despite
treatment and associated reported feelings.

5. Feeling like a guinea pig or
test case

Directs quotes from patients regarding their
feelings about taking AEDs.

6. Hypothetical change

Probable feelings and thoughts if the doctor
had suggested an alternative treatment
decision to the one recently taken.

7. Decisional ownership

The way language was used when the
patient referred to a recent and previous
AED decision which implied who took the
decision.
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Analysis
In order to understand how and when treatment changes occurred, I explored whether
emerging themes differed across three patient groups:
•

Patients with inactive epilepsy

•

Patients with active epilepsy but no recent treatment change

•

Patients with active epilepsy, having had a recent treatment change (dose or
drug)

Where relevant in the results, these patient groups are discussed.
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Findings
Pre-appointment treatment considerations
Ten patients had inactive epilepsy. Unsurprisingly patients whose seizures were
controlled/inactive generally were largely happy with their treatment and did not express
many concerns.

Patient 9, a 56 year-old man diagnosed two years previously, had seizures in
remission, and no pre-consultation treatment considerations were identified. He
appeared to consider treatment decisions the hospital or doctor’s concern, rather than
his; and therefore his responses were also coded under ‘decisional ownership’ a theme
discussed later in the chapter.
P9

No, the hospital and the doctor at the hospital put me on them and we just went
with what the doctor said and that was the end o f it.

Patient 45, a 30 year-old male had entered a period of remission following epilepsy
surgery four years previously. He was happy with his position
Int

P 45

Were there any questions that you had before you saw the doctor? Do you
rem em ber?
None ... I mean, I ’m happy the way things are going.

There was also only one patient with inactive epilepsy for whom a drug change had
occurred at the recent consultation. Patient 3, a 48 year-old man diagnosed with
epilepsy in 2003, had been exposed to one AED only and could not recall problems
with significant side effects. He had had problems with kidney stones some months
prior to the appointment, but was unaware prior to the consultation that this was a
recognised side effect of topiramate.
Int

You w eren ’t expecting to come o ff the topiramate?

P3

No
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Int

Do you think you were getting any side effects from the topiramate?

P3

Nothing I ’ve noticed

Int

Fine- so it was a bit o f a surprise changing?

P3

Well it was. ..Ia m ju st a m ere paw n...

There was one patient with inactive epilepsy, patient 11, a 17 year-old male with a 10
year history of epilepsy, who had considered a medication change (dose lowering),
although this was not discussed within the consultation:
PI 1

I thought that I was doing quite well and they might have been lowered a bit,
but they haven't.

Int

So you thought, before you saw Xxxx [neurologist] you were doing well, but
presumably by that you mean because you hadn 't had a seizure fo r so long.

PI 1

Yeah and I just thought that he might have lowered them to like 450 something
like that.

Int

So you thought he might actually lower them?

P ll

Yeah but...

Int

But it was decided not to do that at the present time. Can you rem em ber why?

PI 1

No he never touched them.

Ten of the patients interviewed had ‘active’ epilepsy and did not report any changes in
their medication. Similar to the ‘inactive’ group, these patients did not appear to have
given any major consideration to treatment changes prior to their recent appointment.
For example patient 28, a 68 year-old lady with a six year history of epilepsy, said:
Int

But at this appointment, beforehand, you didn 7 have any issues about your
tablets?

P 28

Not this one, no.

Int

I'm just interested whether beforehand did you discuss what you wanted to do
o r had you not really raised that issue between you and your partner about what
you think might be done?
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P 28

No.

Likewise patient 18, a 33 year-old woman with lifelong epilepsy;
Int

So did you have any ideas or strong feelings about your tablets o r any changes
you wanted to be made before you went there?

PI8

No, Xxxx [neurologist] said he thought it best i f I stayed on them, because, you
know again it seems to have got under control again.

Other patients raised concerns they had prior to the consultation, but these were not
directly related to their treatment. For example patient 15, a 17 year old man with an
eight year history of seizures:
Int

Was there anything else you wanted to discuss p rio r to your recent
appointment?

PI5

Yeah just about driving and things like that.

Int

Was there any issues about your tablets?

P I5

No not really, no.

Twenty-five patients interviewed had active seizures and had had a recent drug or dose
change. Many of these patients did not recall having had any specific treatment
considerations, prior to their recent appointment. For example, patient 5 changed drugs
at the recent consultation; however prior to it, concerns over her husband’s health took
priority:
P5

No not really, because o f what had happened, on the 30 August and I rem em ber
that, that 'll be in me brain because my husband had a heart attack, so a lot had
happened to me p rio r to going and really I didn't think about another tablet
being added or anything

P5

... it's just that s h e ’d advised that... [referring to doctor]
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Patient 6, a 47 year-old female diagnosed with epilepsy two years previously,
underwent an AED dose change; however she had not considered doing so prior to the
consultation, and it was the doctor who made the decision to increase the dose.
P6

No, no, I didn't know did I, you know, I didn 't know. H e ju st said to me, “Well I
think we 'll up the dose and I ’ll see you in six months rather than twelve
So
that’s where I ’m at, at the moment with him.

Similarly patient 22, a 35 year-old woman with a two year history of epilepsy and a
recent dose increase, did not report having any particular pre-appointment treatment
considerations. She left the decision making to the doctor in whom she had ‘complete
faith’. Her response suggested that she did not consider it her role to consider treatment
options, but that of the doctors.
P 22

I just didn't think about it, I thought once he saw the dose I was on, if there were
any changes to be made he seem ed to be a specialist more f o r the epilepsy, more
than my GP knew. So it was ju st really, see him and see what he thought.

Int

So you had n ’t specifically thought about that, y o u ’d leave it up to Xxxx
[neurologist] so to speak.

P 22

Yes, no, I have complete faith.

Patient 4, a 57 year-old female diagnosed five years previously, underwent an AED
change. She recalled explaining her symptoms to the doctor who made the change:
Int

D id you think things needed changing or do you think Xxxx [neurologist] was
the one that said you had better change?

P4

No I think when I went up and told them me symptoms they changed me over-1
did not ask- they changed me over

Int

Was it the doctors who said things need to be changed?

P4

Mmm.. yes it was

There were only four patients, of the 25, who appeared to have considered an AED
drug or dose change prior to their recent appointment. Patient 12 was a young man
who had been exposed to several previous AEDs. He was ‘hoping’ that his dose would
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be increased; the expectation had arisen from what he was told by the doctor in the
previous appointment:
PI 2

I was really hoping that he would increase the dosage because, he 'd mentioned
it in the previous one [hospital appointment], because I ’d only had one grand
mal seizure by then and I would become fa r too sleepy so he reduced the
dosage. But obviously with me having had more seizures I was hoping that he
wouldn't consider at that time as an option this time.

Patient 23, a 28 year-old lady with a 10 year history of epilepsy exposed to one
previous AED, was expecting a dose increase; and this was what happened at the
appointment:
Int

...before the last appointment you saw him [doctor], did you have an idea o f
what you wanted to be done with the tablets in your own mind?

P 23

Yes, to have them put up.

Int
P 23

A nd why was that?
Because, as I say, I was still having these blackouts where I 'djust go out.

Patient 46, a 48 year old male with a long history of drug-resistant seizures, felt
something needed to be done and recalled being angry (he is the subject of in-depth
case study IV presented in the next chapter).
Int

So did you think something needed to be done?

P 46

Yeah I think so yeah, I mean, on top o f that I ’d just had 3 in one day, that’s
never happened before three in one day. I ’d had sort o f three in a week and but
the previous not Saturday gone, the Saturday before that I ’d had three in a day,
I was actually taken into the A & E atXxxx [hospital],

Int

So you say you think something needed to be done, did you have any ideas o f
what he might think o f doing?

P 46

No I mean, I obviously cant tell Xxxx [neurologist] what to do, I mean, I can tell
him what’s actually happened to me and you know tell him how I'm feelin g and
as I say, I mean I was angry, as I say I probably w asn’t very nice to him.
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Patient 46 clearly considered that the role of the ‘patient’ was to tell him [doctor] what’s
actually happened ... ‘tell him how I’m feeling’. To tell the doctor what to do with
treatment would be considered inappropriate to the role of a patient.

Across all the interviews there was only one patient, patient 8, who reported considering
a specific named AED as an alternative therapy to their existing treatment prior to their
recent consultation.
Int

H ad you ideas about what you wanted to do with your tablets in terms o f
changing the dose o r the...

P8

Yes when I've been speaking to this frien d o f mine who takes two different kinds
o f tablets... You see and she keeps saying “why d o n ’t you ask them to see about
Epilim or something fo r the petit mals ” because I know s h e ’s not a doctor as
such but she obviously knows what s h e ’s talking about to a certain degree
because she's been epileptic fo r so many years... So that’s why, you know, I ’ve
ju st been thinking well, nothing against Xxxx [neurologist], h e ’s quite a nice
doctor, but I want to just try and see if another doctor would help me with the
petit mals.

Int

Was the dose o f Tegretol increased when you saw Xxxx [neurologist] recently?

P8

No, I just said they were getting worse and worse, the tablets are going up and
up and the petit mals are getting worse.

However the outcome of the consultation was a dose change, not a drug change.
Examination of the entire interview transcript for this patient revealed that her epilepsy
was deeply impacting upon (and stigmatising) her life and she was frustrated by
continuing seizures and a perceived lack of urgency to help her predicament. At the
time of the interview she was in the process of obtaining a second opinion. This patient
is the focus of an in-depth case study (VII) within the next chapter.

Pre-consultation feelings and hopes
Within the group of patients who did not recall considering a specific treatment change
hopes and wants were expressed quite commonly. Often when asked about specific
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treatment considerations patients responded by expressing their hopes and feelings.
For example, patient 10, a 63 year-old male on one AED diagnosed 15 years
previously, stated:
PI 0

Well my thoughts were that I was hoping he could do something f o r me. I mean,
I must admit f o r the years prior to that you just got on with it really and 1
couldn 't say well “change it to this, that o r the other" because 1 didn ’t have a
clue. All I could say to him is “this is how I fe e l" and hope that he could do
something to alleviate that sort o f condition really.

Patient 5, a 47 year-old woman diagnosed two years previously with epilepsy and
exposed three AEDs, underwent an AED change at her most recent appointment. She
recalled feeling that something should be done; however no specific therapeutic
consideration was raised in the interview:
P5

I can rem em ber saying to him I c a n ’t put up with feelin g like this and 1 didn Y
want to carry on feelin g like it, i f you know what / mean.

Further on in the interview it was clear that she understood that it was her and the way
she felt that led to the change being decided upon.
Int

Do you think the doctor made the change or did you?

P5

I think I did really... because you know as I just said I can Y keep going on like
this. I was getting quite low and depressed and that, about feelin g how I was
feeling.

Among the patients who did not recall considering a treatment change, several reported
feeling ‘similar’ to how they had felt before previous appointments. This could have
explained the surprise at an AED change expressed by patient 38, a 53 year-old
woman had been diagnosed 6 years previously and exposed to two AEDs, highlighted
below. The patient, despite not expecting a treatment change, seemed satisfied with
the outcome:
Int

Can you rem em ber what you were thinking before the appointment?
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P 38

You mean was I thinking about being changed? I d id n ’t even know that I was
going to be changed over.

Int

No so you d id n ’t think about that? Were you concerned there were problems
with the tablets or were you ju st sort of, it was similar to how things had been
before at previous appointments?

P 38

I was ju st similar. I just thought oh well s h e ’s probably going to say well we 're
going to see how we go f o r another few weeks. I d id n ’t expect a changeover,
but I ’m gla d it was there and then because I thought right this is it I ’ve got to
start them in the morning and I did do.

Patient 13, was a 48 year-old male with drug-resistant epilepsy exposed to multiple
previous AEDs, in response to being asked about his considerations prior to the
appointment stated:
PI 3

Yeah nothing changes to be honest, everything has remained pretty static fo r the
last ten years, twelve years or so. As I said before about twelve years ago my
seizures w eren ’t that bad to be honest with you and I went through a very
stressful divorce where my ex-wife was stopping me from seeing my children
and then all o f a sudden my seizures seem ed to really get a lot worse at that
point in time and they’ve never got any better, even though all the stress has
gone and everything.

These patients did not appear to be specifically considering a treatment change prior to
their appointment. They were managing and living with epilepsy on a daily basis, the
consultation and the potential treatment changes that could occur were not the major
focus of their considerations.

The impact of seizures and epilepsy
The focus of the in-depth interviews was the patient’s own treatment considerations.
However, the impact of seizures and epilepsy emerged spontaneously as a recurring
theme in the data. ‘Fear’ of seizures was brought up in 22 of the interviews, for example
patient 4, a 57 year-old woman with active epilepsy, commented:
P4

I d o n ’t really know because I ’m scared to go out I d o n ’t go out on me own, 1 7n
ju st scared in case I take a fit and I fa ll on the flo o r-1 d o n ’t really go o u t, Iju st
stay i n . 1 have three daughters they make sure I ’m alright. I'm scared to go out.
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Patient 37, a 30 year-old female diagnosed five years previously, commented:
P 37

... because it’s frightening, they told me in the hospital that 1 wasn't allowed to
cook on my own, I ’m not allowed to be in the bath on my own. You know if
nobody’s in the house, th ere’s nobody here now, then 1 can't go in the bath on
my own, and I c a n ’t cook, I ’ve got to wait until my husband comes home.

Patient 32, a 67 year-old female with life-long history of epilepsy, commented on her
fear of social situations in case a seizure occurred:
Int

... do you still get these from time to time, these feelings?

P 32

Oh yes, I mean, I'm always scared if I g o to a party or something like that o r if
I ’m like playing g o l f ... I did have one the other day starting o ff because it’s like
with people I want to be friends with and once I get started playing g o lf I ’m OK
because I've got other things to think o f

Patient 25, a 66 year old female with a 10 year history of drug-resistant epilepsy,
highlighted the danger of even being in her home:
P 25

Well the thing with epilepsy is, the danger, the thing that most, 1 mean, I ’m one
o f them so, the thing I most worry about is if you take one, the danger o f it. Do
you know what I mean? Even in the house it can be dangerous, you know. I
mean, I fe ll the other week and head butted the cooker and then landed, I d o n ’t
know how I did it, I landed on the back o f my head and I had two nice big lumps
on my head, but, that's the danger.

References to perceived stigma were also common. Patient 8, a 35 year-old female
whose seizures were active, pursued a policy of non-disclosure and commented in
response to the question of what the doctor was trying to do:
P9

I think basically he [the doctor] just wants me to get on with it. I mean, he sees
epileptic people every day, it’s nothing unusual f o r him, but f o r me, I just, this is
my problem, I know I ’ve got to deal with this, but I c a n ’t, I still c a n ’t accept that
I ’m epileptic, as such, you know it’s stopped me doing so much, I mean I can't
drive, 1 can't, you know it’s just awful, nobody knows apart from close family, I
haven’t told anybody because I don't want to.

Patient 27, a 56 year old man diagnosed six years previously, expressed fear at his
illness being revealed and explained why he never missed his tablets:
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P8

Never, never, 1 've never not wanted to miss them because o f my deepest fe a r is
to have a fit in public, so I will always take the tablets. I t ’s never crossed my
mind [not to take the tablets], ever.

The impact on lifestyle was frequently raised. For example when patient 46, a 48 yearold male with active epilepsy, was asked whether he would have accepted a new drug if
the doctor had offered one responded:
P 46

Yeah, i f it could basically stop me from taking fits. Basically I c a n ’t go out
drinking, I c a n ’t properly socialise with my mates when they go out drinking
and I d o n ’t really like going anywhere on my own, that’s why I ’ve always got
my partner o r my sister who's my carer, she comes quite a lot to places.

References to the impact of epilepsy were seen in the majority of interviews in those
patients with active epilepsy. No clear difference was seen across the groups, whether
a treatment change had occurred or not.

Even in patients without active seizures several references were made to the fear of
seizures returning. For example patient 45, rendered seizure free following epilepsy
surgery, when asked whether he wanted to come off his tablets replied:
P 45

No, I mean, they have offered it [AED dose reduction] before, you know, do I
want to come o ff then, do I do this, do I do, I mean, but in my own mind because
things are going so well as they are, I ’m frightened to come o ff them just in case
it can affect the way I am now.

Not surprisingly, with patients in remission, the suggestion of potential AED dose
reduction raised concerns over driving, highlighted for example by patient 33:
P33

No to be quite honest, because the dose that 1 was happy taking with regards to
sodium valproate was, I was happy with and i f he was to put me on something
lower I wouldn’t be happy possibly jeopardising my driving, and putting
possibly another fit at risk, and I did explain that to him that, you know, I did n ’t
want to put my driving at risk because I've waited so long to drive and wait fo r
my freedom that i f he was to put me on a lower dose than what I was on, I
wouldn’t have been happy. I'm happy with what I'm on now.
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i
Acceptance of prognosis and disillusionment

An acceptance of continuing seizures and disillusionment with either treatment or with
the doctor emerged as a theme for patients with active seizures. Patient 27, a 56 yearold male with a six year history of epilepsy, reported how initially ‘we seemed to be
going in a steady direction’, however this has stopped and now ‘I’ve got to accept the
fact I’m an epileptic’. The initial hope seemed to have gone and he now needed to
accept he would have to learn to live with epilepsy:
Int

What happened during the consultation, was any decision made about your
tablets?

P 27

No, not really, it was just more, you know, basically it’s nothing is getting any
worse, everything’s staying the same, so I'll see you in 6 months. So it was just
that sort o f most o f my appointments have gone in that way.

Int

... and were you happy with what’s been said? D id you have any thoughts when
you came out, or are you happy with what was decided?

P 27

As I say, I ’m happy to the extent, you know, up to when I ’m still taking seizures,
that’s the only part I ’m really unhappy with, because they’ve tried a lot o f
everything, you know. We seem ed to have been going in a steady direction at
the beginning and then it’s just stopped and it’s just steady and it sort o f seems
to me that it’s a fa ct that I ’ve got to accept that I am an epileptic and I ’m going
to have seizures, you know... Yeah, because nobody can seem to think o f any
other way to go.

Patient 40, a 43 year-old female with a 30 year history of seizures, described ‘wasting
her doctor’s time’. She described herself as a ‘lost cause’ and complained of a lack of
interest from the doctor at the appointments.
P 40

Well I ’ll be quite frank here, this is between fo u r walls, I just fe e l like I ’m
wasting his time,... A nd I took my diary and he didn ’t read my diary, he wasn ’t
interested. I said, “I t ’s all there in black and white, how I feel, you know,
everything, it’s all th ere”...

Int

Why do you say you fe e l as i f you ’re wasting his time? What do you mean by
that?

P 40

You know, as if I'm a bit o f a lost cause, you know, I d o n ’t know. I go in, as I
say, all smiles, I d o n ’t go in scream ing and crying, I just go in and say, “Right
come on what are you going to do about this ” you know and I try and make a
jo k e and keep it light hearted, because I see people out there waiting to see
doctors and I think what am I bloody whingeing about? Because I can get on
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with my life in between and a lot o f people c a n ’t, you know, and that I think, “oh
bloody hell what the hell are you winging about you stupid cow ”, you know.
A nd like when I went into hospital fo r all those horrendous tests I met ladies in
there w ho’d had brain tumors removed and they could barely walk and I ’m
thinking “1 'm sitting up here reading a magazine and these women cant even
get round”, you know. So that sort o f thing makes me fe e l very, you know, but
when I ’m not well I c a n ’t even get up the stairs on my own f o r at least twentyfo u r hours, I c a n ’t get in and out o f the bath, I c a n ’t do anything.
Int

The tablets d o n ’t seem to actually work?

P 40

Yeah, increasing it never ... you just keep going on.
increasing my tablets....

I could go on fo rev er

Feeling like a guinea p ig o r test case
The theme of feeling like a ‘guinea pig’ or ‘test case’ arose in six interviews. The
patients from two of these were also involved in a clinical trial. In the examples below
being a ‘guinea pig’ related to their numerous previous drug changes. Patients did not
seem to use this term negatively- for example patient 29, a 22 year-old male with a 20
year history of seizures, commented:
P 29

Well as I say I've been on one o f the tablets now f o r over a year and as I said
it’s basically, I know other people say that I'm basically a guinea p ig at the
moment because I ’m trying different tablets to see which ones the best like
cocktail o f tablets, see which one helps me the best...

Patient 37, a 30 year-old male with a six year history of epilepsy, said:
P37

I suppose, looking after, well, trying to look after my welfare as long as, as well
as trying to work out f o r the future as well, other p e o p le ’s in the future, just I ’m
happy to go along with, like, 1 don't like say it, like little guinea pig.

Int

Yes, when you say guinea pig, why do you say it like that?

P37

Well, it’s you know, a horrible word to use, it’s so different with every person,
you know coming to understand what epilepsy is. When I first got diagnosed, I
ju st thought epilepsy was epilepsy, you get one type and one person has a fit and
then all o f a sudden you can get up again and that’s it, But I ’ve found out how
different it is and th ere’s so many different types and it affects so many different
people in so many different ways and I did n ’t realise how difficult it was to treat
it.
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Hypothetical change
All the patients were asked to think how they would have felt had the doctor raised the
possibility of a new AED that they had never previously tried. The answers to this
question were revealing. The great majority, 34 out of 37 patients, with active seizures,
expressed a view that they would be keen to try a new treatment if the doctor thought it
might help. Surprisingly 3 out of 10 patients without active epilepsy also suggested they
would follow the advice of the doctor without raising any concerns or reservations. For
example patient 9, a 56 year old male diagnosed two years previously, clearly believed
the doctor would act in his best interest as a patient and so would follow the doctor’s
advice:
P9

I m quite happy to listen to what the doctor tells me and i f he says I ’m going to
be on them forever, or if he says you can take this one and it’s less, you know,
whatever he says I ’ll go by.

In contrast patient 42, also in remission, gave a reasoned response and was not
prepared to endorse a ‘hypothetical change’.
P42

No.

Int

Why?

P 42

Because I haven't had any attacks. What I ’m on now has controlled it.

Int

Yeah and i f h e ’d said to you, “Oh I think being on a different tablet might be a
bit better f o r you ”, would you have disagreed with that?

P 42

Yeah I ’d have said leave well alone.

In those with active epilepsy the dominant response was to follow the doctor’s advice.
For example, patient 21, a 25 year-old female with a 10 year history of epilepsy
commented:
Int

...so ifX xxx [patient’s doctor] had mentioned there was a newly available tablet
would you to try it?

P21

Yeah, I would say that, I ’ll try anything i f I think it ’ll work.
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Patient 25, a 66 year old female with a 10 year history of epilepsy, indicated that the
reason you see the doctor is to take their advice:
Int

IfX xxx [neurologist] had said, “Oh I think you should be on another tablet as
well as the Oxcarbazepine f o r your seizures", would y o u ?...

P 25

Well, you see the problem is I d o n ’t know anything about them do I, so I have to
take their opinion as read, d o n ’t I. Do you know what I mean?

Int

So essentially you would have followed his advice?

P 25

But you ’re there to take their advice, that's what you go fo r don ’tyou?

Patient 37, a 30 year-old male with a six year history of epilepsy, suggested decision
making be left to the doctor as ‘he’s the professional’
P3 7

Dm, well I suppose I ’d just be, I d o n ’t know, I 'd just leave it up to him, go along
with what he says, h e ’s the professional.

Some patients explained their reasoning for following the doctor’s advice about a new
treatment. Patient 23, a 28 year-old female with active seizures, revealed her priorities:
P23

I think so. I think everybody wants, well those who have got epilepsy, we want
the end o f it, I mean we d o n ’t want to go through where one minute you ’re fine,
the next your not, especially with me having these children so young.

Patient 40, a 43 year-old woman with a long history of drug-resistant epilepsy, provided
a similar explanation indicating she would ‘try anything’. She stated ‘this [epilepsy]
definitely ruins your life’. The response gave an impression of desperation:
Int
P 40

... would you be interested in trying it do you think?
I ’ll try anything... I ’d definitely try it, definitely. As I say, I would try absolutely
anything, because this [epilepsy] definitely ruins your life, you know, I can't
travel anymore, I could not get on a plane. I fin d a train journey very difficult,
going isn't so bad but coming home it’s, I just can't handle it. Maybe a lot o f its
got to do with I start to dose off, it hits me sometimes, not all the time. The same
with at home, if I d o n ’t sleep, if I'm restless and I can't sleep as I'm starting to
dose o ff - it could be fo u r or five in the morning it hits me- it comes over me like
a wave and I just get on my side in bed.
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Perhaps surprisingly, none of the patients with active epilepsy spontaneously
expressed any concerns about the possible adverse effects of taking a new AED; the
important factor seemed that the doctor thought it might help them.

There were only three individuals with active epilepsy who expressed reservations at
the (hypothetical) offer of a new AED. All three were, despite their epilepsy being active,
fairly stable and so their condition did not present as much of a problem. One of these
patients is the subject of in-depth case study IV. Patient 47, a 49 year-old female with a
10 year history of seizures on a single AED, suffered from auras (simple partial
seizures) only and her epilepsy did not seem to be having any major impact on her life.
She outlined her reasons why she would not accept a change of treatment:

P 47

Gut feeling, no... Because I feel, I f e e l quite stable and 1 can cope with what,
how / am at the moment, even though 1 get these abdominal seizures, they don't
actually stop me doing the normal everyday things. I d o n ’t have to go and sit
down or try and get over them, 1 just, as 1 say, I just take a deep breath and try
and ignore them and literally sometimes they just, well they just last fo r a few
seconds maybe, I do get a few repeated ones, but it d o esn ’t actually stop me
carrying on with my normal everyday life and plus the fact / 'm on all sorts o f
other tablets and I thought well I d o n ’t really want to rock the boat with even
more, you know, thrown in.

Int

Ok.

P 47

I mean, i f necessary then, and I was feelin g really, really bad then obviously I
would.

Int

Would you, do you regard them as a big problem or not, these sensations?

P 47

No. not really. . . I mean, th ere’s always in the back o f my mind that maybe I
will black out again, but at the moment I d o n ’t think they ’re severe enough fo r
me to really worry about them as such.

Patient 38 also declined change. She was a 53 year-old woman who seemed not to
have a deeply impacting epilepsy, was on a single AED and suffered from auras only.
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She expressed concern about possible interaction with her anti-rejection drug, as she
had had a previous organ transplant.
P 38

No, I ’ve, with my anti-rejection drugs, 1 mean, I went through some similar
situation and I refused then because I ’m stable. I can cope with how I am and I
don't want to cause any more problems really, so no I would . . you know, i f I
was in the situation I am now, no I d o n ’t think, I wouldn ’tfe e l happy.

Decisional ownership
The theme ‘decisional ownership’ arose from the observation of patients’ use of
subjective personal pronouns. This seemed to provide some indications as to who had
made the recent AED treatment decision; in other words who ‘owned’ the decision. The
subjective personal pronouns are “ I” , “you”, “she” , “he”, “it”, “we” and “they” . “I” can be
taken to imply that the interviewee considered themselves to be the decision-maker.
“He”, “she” or “they” can be taken to imply that the doctor owned and therefore made
the decision; whilst “we” can be taken as implying a view that the decision was taken
jointly.

The theme of 'decisional ownership’ was identified in 45 of 47 transcripts: in only two
transcripts did the individual not assign ownership of a recent decision:

(i) Patient 15 was a teenager who simply answered questions with brief responses and
was difficult to engage in open discussion.

(ii) Patient 26 had not changed AED treatment at the recent consultation and did not
assign ownership to the decision to leave things as they were:
Int

A nd what happened during the consultation was any decision made about your
tablets?

P 26

No, not really, it was ju st more, you know, basically it’s nothing is getting any
worse, everything’s staying the same, so ‘I ’ll see you [the doctor referring to the
patient] in six months ’. So it was just that, sort o f most o f my appointments have
gone in that way.
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The dominant course seen in 42 transcripts, was for interviewees to use subjective
pronouns suggesting the doctor had taken the recent AED decision. For example
patient 11, a 17 year-old male with a 10 year history of active seizures and no recent
treatment change, responded:
PI 1

Yeah and I just thought that he [the doctor] might have lowered them to like 450
something like that.

Int

But it was decided not to do that at the present time. Can you rem em ber why?

PII

No he never touched them.

Int

Why d id n ’t he touch them? Do you rem em ber why or are you not sure?

PI l

H e just said, “ We 're best leaving them as they are f o r now ”, that was it really.

Int

Fine. Are you happy with that?

P ll

Yeah, I am happy b u t ..- 1 was hoping to go down a bit more, but it just takes
time obviously.

In the case of patient 31, a 35 year-old woman with a 15 year history of active seizures,
a dose increase had been agreed upon at the recent consultation:
P 32

They decided to add a higher dose o f topiramate.

Int

So that's what was decided then was it?

P32

Yes.

Int
P 32

A nd has that taken place since then? Have you done that?
I haven't actually. But it was just because I couldn 't understand the leaflet he
gave me. I've not been able to get an appointment with my doctor.

A few interviewees, such as patient 3, who had undergone a drug change, quoted the
words used by the by the doctor during the recent consultation; the language used
implying the doctor was the decision-maker.
P3

At first it was., and it was controlling me déjà vu and everything else but then I
kept having the attacks so when I went back to see the ... em the lady.. I have
forgotten her surname., and she just said 'on no., we ’ll have to take you o ff them
now, w e’ll wean you o ff’
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Int

You ’d been seen a couple o f times before in clinic, what had happened? Y ou’d
been continuing to have seizures despite the gabapentin and what had happened
at those appointments?

P3

She increased them at first then obviously they changed them in the end.

Patient 36, a 44 year-old woman, had recently switched AEDs. She could not recall

Int
P 36

“Why did you come o ff this tablet, the gabapentin? ”
“I d o n ’t know, they took me o ff it. ”

The use of “ I” when referring to an AED decision was found in only five interviews (in
only three referring to the most recent appointment). Patient 20, a 25 year-old female
with a 10 year history of seizures on one AED, had a dose increase at her most recent
appointment. The extract from the interview reproduced below is a discussion about the
decision to change the AED some months previously. She took the decision because of
concerns regarding the potential teratogenic effects of sodium valproate. She used T
throughout discussing the decision to come off valproate. She took the decision to
change; and indeed she made changes without gaining permission from the doctor.
Int

A nd why did you change over from the Epilim?

P 20

Because 1 was actually planning to have a kid, or try and get pregnant and if I
did I wouldn’t want the Epilim to do anything, because I know th e re ’s a high
chance that the Epilim would have done something to my child i f I had got
pregnant, so I thought i f I do get pregnant at least I ’m not going to be damaging
my child in any way. So I asked i f f could move and she said “yes ”. So I went in
and changed over the medication. I ’ve brought m yself o ff it slowly actually and
I went back in and she gave me the lamotrigine.

Int

So did you take yourself o ff the Epilim, or did you speak to one o f the nurses, or
did you do it yourself?

P 20

Well I spoke to the nurses, but you see, personally myself, I d o n ’t think Epilim is
doing anythingf o r me. I ’ve been on it now probably since I was about 12 and it
was doing less and less f o r me.

105

The patient perspective

t
Int

D oing less in terms o f what?

P 20

It doesn't seem to control the fits or nothing. Itwas really doing nothing, well
as I was growing up I was taking fits throughout the day and its mostly been at
night, but it wasn’t really controlling them, what I could see o f and I know my
friend, h e ’s epileptic as well and he took him self o ff the medication and then
discussed with the specialist a change o f medication so he said he doesn’t see no
effects f o r about three or fo u r months, but he did start seeing them gradually.

Int

So you did something similar with the Epilim? Youtook yourself o ff it slowly?

P 20

Yes.

However, when she discussed the decision made at the recent appointment the
language changed:
Int

And, when you saw Xxxx [neurologist] were any decisions taken during that
appointment in terms o f how much treatment you should take?

P 20

Yeah it was actually, he increased it [lamotrigine] quite a bit. H e increased it
fro m 150 to 100 in the morning and 20 0 at night and then 200 in the morning
and 200 at night.

Patient 21 was 25 years of age and decided to return to Epilim at the recent
appointment. She had tried to remain off the drug for some time, because of concerns
of teratogenicity, however her seizures had continued and the drug was restarted at her
last appointment (this patient is the subject of in-depth case study V within the next
chapter):
P21

So l tried breaking o ff the Epilim with the lamotrigine and that was when / was
at my best, when I was on them both. I think I ’ve tried to go back onto the
lamotrigine, just that on its own, and it hasn ’t worked f o r me, so now Em going
back on the combination.

Patient 18 was a 33-year old woman in professional employment, whom had had life
long drug resistant epilepsy, and was currently on one AED. She had reduced the dose
of treatment prior to the recent appointment and so a decision was taken to make no
treatment change. Two previous treatment decisions are raised below. The first,
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increasing the AED dosage during pregnancy, she attributed to the doctor; the second,
reducing the dosage because of perceived adverse effects, she attributed to herself.
P 18

I think just to monitor me because obviously he [doctor] had increased the
dosage [during pregnancy] so much and because I was having more fits than
what I usually did.

Int

So what happened at the most recent appointment with your tablets? You know,
when you saw Xxxx [neurologist], what decision was taken?

P 18

Well Lfiropped my dosage myself because I actually felt like I was overdosing,
so 7 brought it down and he was just asking me questions like, you know, “A re
you happy with that ”, you know, “A re you feelin g any more attacks coming on ”
and you know he was just...

Patient 44 was a 19 year old male. He had had no recent seizures and a recent
decision had been taken not to change treatment.
P44

Not really it was just like enquiring about it really. Seeing what options I had.

Int

A nd what were the options? What did you discuss?

P 44

Just whether there was any other pills and I was pretty much ready to go on a
different one until I got told that th ere’s a possible side effect o f kidney stones so
I thought to myself, well the pills that I ’m on now are doing the jo b so / may as
well stick with them. Saves m yself like going onto something else and maybe
they w on’t work.

Int

Who do you think made that decision, yourself o r Xxxx [neurologist]?

P44

I made that decision myself. But it was like, when Xxxx [neurologist] told me
about the side effects that's like what swayed me towards that decision.

The final example found using T was patient 43, a 32 year old female healthcare
professional. No recent AED treatment change had occurred. Her epilepsy was in
remission. She used “ I” not only with regard to her AED decision but also in reference to
the decision to see the nurse for pre-conceptual counselling.
Int

What was the outcome o f that discussion?

P 43

l decided to stay on it f o r another y ea r and see how I go. My concern was i f I
came o ff it I 'd have seizures and probably one o f the biggest things was
regarding the issue o f driving as well.

107

The patient perspective

Int

When you say the biggest issue, was that losing your licence i f you have an
attack or... ?

P 43

Yeah. At the moment my jo b relies on having a licence.

Int

So was that the main focus o f the discussion you had with Xxxx [neurologist]
recently?

P 43

That and also i f what would the medication do i f / decided to have children in
the future. That's why I ’ve arranged an appointment to see a nurse.

With only five patients providing examples of T it is difficult to identify factors in this
group that are different to the other subjects. Two interviewees were in remission and
one had seizures exclusively in their sleep. Examination of ail five patients’ comments
during interview suggests epilepsy was not deeply impacting on their lives. Interviewees
were younger than the mean age and all three women had had a pregnancy while
taking AEDs in the past.

There were no examples found in which the interviewee used ‘we’ when referring to a
previous AED decision.
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Chapter 7
Exploring decision making further: A view into the minds of
both parties

Altogether 60 consultations at the MREC were recorded and transcribed. The median
length of these consultations was 12 minutes. All participants were patients with a
definite diagnosis of epilepsy and currently on at least one AED. Participants were
recruited just prior to an appointment with one of five consultants with an interest in
epilepsy.

The transcriptions produced an extensive data set and, as discussed in Chapter 5, this
gave rise to a number of potential approaches to analysing the data. To answer my
research objectives, I chose to undertake a descriptive analysis in the form of an indepth case study of seven of the 60 consultations as they illustrated the overall patterns
of doctor and patient behaviour.

To present all cases would be unduly lengthy and repetitive. The seven cases were
chosen from the 60 for the following reasons:
•

They included at least one consultation from each of the five neurologists
involved

•

They included a drug or dose change

•

They linked to a subsequent semi-structured telephone interview; allowing for
the potential for ‘data triangulation’
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Methodology
I made initial descriptive analysis and interpretation of the seven transcripts; the
manuscripts were then read by both supervisors and interpretation discussed and
amended. Each case chosen was examined qualitatively, studying the words and their
significance, the primary objective being to understand the decision making process.
During this phase of analysis two research perspectives were adopted: one involving
the medical model as discussed in Chapter 4, the other involving the social model, as
discussed in Chapter 3. The perspective of the medical model is where the consultation
is viewed from a physicians’ perception (a model as a physician I felt comfortable to
undertake): the dialogue was examined to understand the thought processes of the
physician, how they worked out the potential options and how a decision was reached
with the patient. The perspective of the social model means emphasis was given to the
world of the patient and to examining how it revealed itself within the consultation and
how it influenced decision making. Appreciation of the social model was developed
through background reading and discussion with one of my supervisors (AJ).

Within the analysis the following questions were used to aid interpretation:
•

What concerns did the patient bring into the consultation?

•

What were the doctor’s concerns?

•

How did the patient and doctor communicate?

•

What information did the doctor gather to advise upon the treatment decision?

•

Who raised the possibility of change and how was it offered?

•

Were potential options explained and if so how?

•

How was agreement reached?

•

Who seemed to take the decision?
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Findings of case presentations
The full texts of each consultation are found within Appendix 2. The reader can review
the transcripts and form an opinion as to the validity of our interpretations. The following
format is used to present each in-depth study:

Introduction: Brief background information relating to the patient and their treatment is
highlighted helping to place the consultation in context.

Consultation review: The consultation is summarised and pertinent areas of the
transcript are presented.

Consultation interpretation: The consultation is described and the two competing
research perspectives (the medical model and the social model) are applied to interpret
the interaction.

Data triangulation: The consultation transcript was compared to its related telephone
interview transcript to determine whether the data from these two sources was
consistent.

This

process

would

help

validate

the

study conclusions.

contradictions were found, potential explanations were sought.
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In-depth case study I
Introduction
Case I relates to patient 10. Patient 10 was a 63 year old male (P10) who attended,
with his daughter (Daugh), a routine appointment with the doctor (Dr). He was taking
one AED (sodium valproate 800mg/day). He had had seizures for over 15 years and
had been on two other AEDs in the past. The cause of his epilepsy was a slow growing
brain tumour which had required neurosurgical intervention in the past. The outcome of
the appointment was that a new AED was added to his current treatment regimen. The
consultation lasted 16 minutes.

Consultation review
The consultation began with an open question from the doctor (one of only two open
questions throughout the consultation): ‘Right, how are you doing?’ The patient
presented his seizure diary spontaneously and immediately. The patient, with help from
his daughter, went on without much verbal prompting to raise a concern; that his
seizures had changed in nature:
P 10

OK. Having said that, every day 1 still have some kind o f funny do, OK. But the
change which has taken place is that....

P 10

Now, that is the change, now, that has occurred I would say over the past year.
I f you look on there, at first I make a note in August o f that, but it did happen
before that. The reason, I don't know.

The doctor took control of the consultation by asking a series of direct closed questions
determining seizure types, the dominant seizure type, attack frequency, frequency of
use of midazolam and the current dose of medication. Each question required a direct
answer from the patient. The aim of these questions was to gather knowledge to allow
for treatment options to be formulated. The doctor then asked ‘You have been on the
Epilim a long time haven’t you?’ The patient and daughter conversed between
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themselves and during the recording the doctor could be heard examining the case
records, presumably reviewing the treatment history.

The doctor then asked the second, and last, open question ‘What do you think about
your medicine at the moment?’ My interpretation is that this question indicated that at
this point in the consultation the doctor had likely worked out the potential treatment
options that were available to the patient and wanted to elicit his view. The dialogue
proceeded as follows:
Dr

What do you think about your medicine at the moment?

P 10

Well, I can't explain, obviously, why the fits have changed, I d o n ’t know, it is
uncomfortable, whether a change o f medication along those lines would help
that, I don't really know.

Dr

OK.

P 10

I ’ve got no idea. The prognosis is now that the tumour actually does sound as
though it’s starting to grow ever so slightly. I ’m due to get another scan the
middle o f March.

Dr

That's right.

P 10

Results 1 6 May I think it is. What that’ll show I d o n ’t really know. Whether
that ’ll have anything to do with the epilepsy, I don 7 know about that.

Dr

My concern obviously is that you ’re continuing to have lots o f attacks on the
Epilim and midazolam and it could be that we could reduce the number o f
seizures you ’re having by improving the medicine that you ’re taking. There are
a whole number o f drugs that we could choose from but the combination o f
Epilim with a d ru g called lamotrigine seems to be a fairly go o d combination
and I ’d be tempted to add that to the Epilim.

P 10

How do you administer that?

Dr

I t ’s something that you'd take, some in the morning and some at night.

D augh With the Epilim as well?
Dr

With the Epilim.

D augh A nd with ju st increasing the Epilim, would that not do anything, or is he on a
maximum dosage anyway?
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Dr

You've been on the Epilim f o r such a long time.

P 10

Well what’s concerned me why all o f a sudden is the form o f attack where it's
fro m a lapsidaisicle one, to one now like a stationary statue and my jaw goes. I
can only assume perhaps that it’s something to do with the tumour itself?

The work of Stivers (2005), arising from how doctors offer antibiotics, is helpful in
understanding the process of decision making here. According to Stivers, the doctor
makes a treatment recommendation, the patient accepts the decision and the decision
is complete. However the patient (or carer) can demonstrate reluctance by not
accepting the decision; this reluctance can be demonstrated in many ways, such as
actively suggesting an alternative option or passively reporting new symptoms (Heritage
and Maynard, 2006a; Heritage and Sefi, 1992). Reluctance can even be as subtle as a
brief silence before replying. The reluctance is perceived by the physician and may
result in explanatory work, revision or even complete reversal of the treatment offer.
The patient in the above example demonstrated passive resistance by not immediately
accepting the offer and making further enquiry about the drug. Further discussion
continued until the patient raised his concern, highlighted twice previously, by asking a
direct question of whether his attacks had changed because of the growth of his
tumour.

The doctor replied ‘It could be’, but was unable to provide reassurance that the nature
of the seizures was not changing because of tumour growth. Once this issue has been
raised it was the patient who returned the consultation to the treatment decision:
P 10

A nd he d id n ’t want to do that [referring to the neurosurgeon not wanting to give
further radiotherapy], that’s what he was saying to us, you know, so anything to
reduce these daily things would be appreciated.

Dr

I think we should try adding lamotrigine to the Epilim.
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The doctor proceeded to issue a prescription and complete paperwork, during this time
there was a silence of 1min 22 seconds. Interestingly the patient revealed (in a dialogue
with his daughter) the impact and fear that arose from his seizures. A discussion of
adverse effects followed a direct question from his daughter ‘obviously there’s a few
side effects with that medication?’ The doctor apologised and explained the risk of rash.
The doctor ended by deciding when follow-up should be.

Consultation interpretation
The doctor focused the consultation on determining the available treatment options.
Only two open-ended questions were asked throughout the consultation, one a
greeting, the other asking about what the patient would like to do with regards to his
treatment; no questions that were non-treatment related were asked. The doctor
overlooked two cues regarding the patient’s concerns about his tumour, so when the
treatment offer was made the patient demonstrated reluctance to accept. One
interpretation could be that the doctor was highly focused on developing treatment
options (the medical model), rather than looking at the social issues and concerns of
the patient.

Within this consultation, the process of decision making could be described as
paternalistic. The doctor acted in what he perceived to be in the best interest of the
patient, no options were discussed prior to the treatment offer being made and the
patient was only informed of adverse effects of a possible rash after direct questioning
from his daughter. While a generic open ended question was asked ‘what do you think
about your medicine at the moment?’ the patient did not have the information to be
aware of the available options and at that stage of the consultation had not raised his
concern about tumour growth.
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Very little information was given to the patient about epilepsy or the new treatment. The
patient was informed that the drug might be increased if seizures continued- how or
what to do was not explained.

Data triangulation
The telephone interview took place 21 days after the doctor-patient consultation. The
interview lasted 24 minutes.

The patient did not reveal any specific pre-consultation treatment considerations;
however the patient reported hope that the doctor would help him.
P 10

Well my thoughts were that 1 was hoping he could do something f o r me. I mean,
I must admit fo r the years p rio r to that you just got on with it really and I
couldn ’t say well “change it to this, that or the other ” because I didn't have a
clue. All I could say to him is “this is how I f e e l ” and hope that he could do
something to alleviate that sort o f condition really.

In reference to previous consultations, looking at the transcript below:
P 10

£

Now I have to say that he [the doctor] did ask the question “am I happy with
what’s going on? ” and I said “yes ”, simply because 1 d id n ’t know any better
really. O f course i f I say “yes ” and he [the doctor] says “O K we ’ll go along
with that until something else crops up ” well you know something else did crop
up the last time around....

The patient raised an interesting comment, stating that his lack of knowledge meant
that when he was asked ‘am I happy with what’s going on?’ he would reply ‘yes’ as he
didn’t know what else he could say. Considering the consultation transcript, when the
doctor had asked the question, ‘What do you think about your medicine at the
moment?’ the patient had not been informed of potential treatment options. I believe
without informing the patient of the possible options you are essentially giving them no
choice at all.
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There were references to the impact of epilepsy and seizures on the patient’s life and
also the effects of the tumour and the operation. For example:
P 10

I mean i f you think o f a normal p e rs o n ’s day, you know, they get up in the
morning, they do whatever they have to do during the day and they go to b ed at
night and you know, wake up again in the morning and carry on without any
effects on your head, your head feels quite normal, you know. Now mine d id n ’t
and still doesn 't, you know, it's all squashed. Now I can really put a lot o f that
down to the actual operation itself, because really quite a reasonable chunk o f
my brain was taken away causing the various side effects that it, not side effects,
the various normal problems that it can do and part o f my understanding, my
learning, my understanding o f things has gone. 1 can 7 write very well, well I
was alright at English, you know, past all my exams all that sort o f stuff, you
know, I had no problem with spelling or reading, or anything like that. Well
part o f that particular operation took away a lot o f that. It took away part o f my
sight because the tumour was wrapped round that particular part o f the brain,
so th ere’s a num ber o f side effects...

Throughout the telephone interview, the patient used language to imply that the doctor
was the decision-maker: e.g. ‘and he suggested that it may well now be time to switch
over to a different medication’. Finally, the patient expressed no dissatisfaction with the
recent appointment
P 10

‘Now I ’ve been on that fo r nearly a month now and I have to say ‘touch w ood’
and I don 7 want to count my chickens, but it seems to be having a positive effect
on me. I ’m having less seizures already and so up to now w e’re both quite
p lea sed ’
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In-depth case study II
Introduction
Case II relates to patient 13. Patient 13 was a 48 year old male (P13) who attended,
accompanied by his wife (W), a routine appointment with the doctor (Dr).

He was

taking two AEDs (topiramate 600mg/day and levetiracetam 500mg/day). He had a life
long history of seizures and had been on at least six other AEDs in the past. The cause
of his epilepsy was unknown. The outcome of the appointment was for a new AED to
be added to his treatment regimen (pregabalin) and for levetiracetam (also called
Keppra) to be stopped. The consultation lasted eight minutes.

Consultation review
The consultation was one in which the doctor and patient knew each other well. It
began with the doctor asking the only open question of the consultation ‘How are you?’
and the patient stating ‘Exactly the same’ indicating no improvement since the last
review. The doctor clarified the current treatment and then the patient and his wife
explained their concerns- whether the symptoms he was experiencing (at the last
appointment) were related to the higher dose of levetiracetam. The patient further
clarified that on the smaller dose of levetiracetam these symptoms were not currently
problematic.

In my view, very quickly in the consultation the doctor seemed to have formed a
judgement about the best treatment option - to make no change. His suggestion also
serves to evoke the patient’s feelings about his treatment.
Dr

So you fe e l rather better, but you 're only taking the one capsule?

PI 3

Just one a night. Well, I ’m still having the same num ber o f fits.

Dr

Right.
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P I3

That's just, you know they haven’t subsided o r anything s o . . .

Dr

OK, OK. . . But you fe e l you can tolerate things?

PI 3

Yeah, it’s only i f occasionally it does get to me, you know, when I ’m having so
many, I must admit, it does sort o f get to me at times, but, yeah, it’s bearable,
you know, I ’ve lived with itfo r so long, so...

The doctors question ‘But you feel you can tolerate things?’ is actually a treatment offer
to make no change. This is understood by the patient and the response ‘yeah’ is not an
acceptance of this option. Listening to the transcript revealed that there was a delay in
his reply, and this is followed by the patient emphasing to the doctor the impact of
epilepsy on his life.

The dialogue continued, with the doctor enquiring about aspects of the patient’s
seizures such as frequency and severity. It seems that rather than obtaining this
information to decide upon options the doctor was doing the ‘work’ Stivers discussed in
order to persuade the patient to accept the decision. The doctor returned to the
decision:
Dr

‘We ’re sticking with things as they are th en ?'.

The patient then actively refuted the offer and raised the prospect of a new drug:
P I3

Well, I thought you said you wanted to try something different, you rem em ber
you had a new drug?

Dr

There is

PI 3

I ’m willing to try anything; I 'll be honest with you.

The knowledge gained from a previous appointment had been used by the patient to
refute the doctor’s treatment offer. The statement also revealed the patient’s agenda
through the consultation, and why he resisted the previous offers.
The doctor explained about the drug, suggesting a low likelihood of success.
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Dr

No, I mean, it ’s a question o f how desperate are you, cos, as you appreciate,
w e ’ve been through virtually everything. A nd th ere’s always this sort o f
difficulty that, I think particularly you have it with sort o f accommodating to
new, new drugs, in terms o f the side effects and what have you. There is this
new drug called pregabalin, which seems quite effective in the clinical trials,
seems not to have a whole heap o f side effects and that is an option f o r us.

The patient was keen to trial the new drug; therefore the doctor gave instructions on
how to take it. The doctor decided on a follow-up in three months.

Consultation interpretation
Using a paternalistic approach, the doctor swiftly decided that no treatment change was
the appropriate option. He conveyed his decision by asked leading questions to suggest
no change should occur. The patient passively then actively rejected this option.

This raises two interesting questions:
1) Why did the doctor direct the patient away from change?
2) Why did he raise the option of change in a previous consultation and not this one?

Consideration of the text clarified that the doctor considered the likelihood of benefit of
the new drug to be modest. He had already come to the conclusion that given the
patient’s drug-resistant epilepsy, and (presumably) the adverse effects of the most
recently introduced drug, no change was the best option. He offered no choices or
options. In summary the doctor solely focused the brief consultation on potential
treatment options (medical model) and not on the patients’ concerns (social model).

However, these same considerations would have been relevant at the previous
appointment when the doctor mentioned a drug that was not licensed and therefore
unprescribable. It may be the doctor, during the previous consultation, was giving the
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patient ‘hope’, although, on the basis of his actions during this consultation, he himself
seemed to have little optimism of improvement.

Data triangulation
The telephone interview took place some two weeks after the consultation, during which
time the patient should have been switching drugs. In the event, the new agent was not
tolerated, the patient complained of numerous adverse effects and that ‘it was
horrendous’. The conversation lasted 29 minutes.

When asked about his feelings before the recent consultation the patient replied
‘nothing changes to be honest’, he described the deeply impacting nature of epilepsy on
his life. When asked specifically about pre-consultation treatment issues he stated:
PI 3

Well, as I said before, I ’d try anything i f I thought is would help, you know, the
thought o f getting my life back, you know, like before, when I was still working,
I was driving, you know.

He did not specifically mention wanting to try a new drug.

Despite the disappointing outcome from the recent AED, when asked whether he would
try a new drug if offered he stated ‘I’ll try anything if I think it’ll work’. Interestingly he
suggested ‘you always hope for sort of a miracle’. During the conversation, there were
frequent references to the profound impact of epilepsy and seizures on the patient’s life.

Comparing the two data sources, there seemed to be a contradiction between the
consultation where the patient raised the prospect of change, and the telephone
interview in which the patient stated, and used language to imply, the doctor instigated
the change: ‘he put me on a new medication and it was horrendous!’. Considering both

121

Exploring decision-making further

data sources further, revealed that the epilepsy was deeply impacting and the patient
was desperate for any option that might help. The patient appeared to raise the
prospect of change more as an act of desperation than an act of being in control of the
decision making process. The doctor’s method of decision making can be described as
paternalistic- he decided what he considered to be in the patient’s best interest and no
options were offered. It was the combination of the patient’s desperation, and
knowledge of the availability of the drug, that resulted in the treatment offer from the
doctor being changed. The patient expressed no overt dissatisfaction with the doctor at
the outcome of the recent appointment.
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In-depth case study III
Introduction
Case III relates to patient 39. He was a 27 year-old teacher (P39) who attended the
consultation alone. He was taking one AED (carbamazepine 400mg/day). For many
years he had had auras only (seizures consisting of feelings, however no collapse or
loss of consciousness would occur), which occurred on average every six to eight
weeks. He had only ever been exposed to one AED. The outcome was a reduction in
drug dose. The consultation lasted 26 minutes.

Consultation review
This was a ‘review’ appointment and whilst the patient was well known to the epilepsy
service, this doctor had never previously met him. The doctor began by asking about
the seizures and sought information to classify them. The doctor (early in the
consultation) asked:
Dr

How much do these attacks interfere with your life?

P 39

Hardly at all now it's just a bit o f a pain, it would be nice i f it w asn’t happening
every couple o f months. But, it's like I say, it even happened this morning but to
no extent, not what I consider to be a seizure. I first wake up and the manner in
which I ’m hearing the first noises I ’m thinking. I ’m even capable as it’s
happening to me then, I ’m thinking to myself, “I hope that d o esn ’t merge and
culminate in a seizure and then it d o esn ’t it dies back down and then I get up
and I ’m fine.

The doctor enquired about the nature of the patient’s employment and then suggested
a treatment option:
Dr

And, what shall we do with your medication, can you take it, is there any point
in increasing it? I gather Xxxx [neurologist] increased it to three tablets a day
didn ’t he?

P 39

No, the last time I had a talk he suggested that I should just go away and
contemplate increasing it, I thought he said two.

Dr

Oh yeah. That means 400 twice daily, o r...?
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P 39

I think that's what he said. But the last thing I wanted to do is increase my
medication. I d o n ’t know i f I'm just being unrealistic but / 've just been hoping
that over a perio d o f time it would happen less and I 'd be able to not be taking
any medication. So the last thing I wanted to do was increase the dose.

The patient actively declined the treatment suggestion and clearly articulated his hopeto come off treatment. Following on from this there was a discussion in which the
patient asked eight questions discussing investigations and prognosis, the doctor
assessed the likelihood of remission, and concluded that, given the long-standing
nature of the epilepsy, spontaneous remission was unlikely. Returning to Stivers (2005),
this could be regarded as ‘work’ in order to persuade the patient of the appropriateness
of the suggested treatment offer. The doctor then returned to the treatment decision
and asked:
Dr

What shall we do with the medication? You would like to stay on the lower
dose don't you? I mean that's perfectly alright.

P 39

Yeah, well like I say, it's just, I don't know i f 1 'm being unrealistic just because
I'm allowing what I want to happen with my judgm ent and know I ’d like to see a
future where this remission occurs and that ultimately I'm taking no medication.
But obviously, that's not necessarily going to happen. Do you think I should
increase my dose?

The patient again directly expressed his desire to reduce treatment; however, he
seemed to realise that the doctor may not have considered this the best course of
action and therefore tried to elicit the doctor’s own opinion. Following on from this was a
period of extensive discussion which begins with the doctor answering the patient’s
question.
Dr

Lets ask the panel here [presumably referring to medical student(s) present in
the consultation]. H e's on 400m g o f Tegretol a day since childhood essentially.
You've stayed on a childhood dose?

P 39

Yeah

Dr

But he's now an adult, obviously f o r a long time through to an old man, and
what does the B N F recommend? Do you know the British National Formulary
minimum dose? The B N F says the minimum dose is 800m g a day, although we
know in this hospital that many people are quite alright on 600m g a day.

124

Exploring decision-making further

P 39

Right

Dr

Most o f my colleagues would consider 400m g a day a very low dose.

P 39

S ee I think it's.- what I want to do to m yself is reduce the dose and...

Dr

See how we go

The patient again explicitly tells the doctor what his preferred choice is.
P 39

Reduce it to zero. I f I was to take no medication would there have to be a perio d
o f time where I took between 2 0 0 and zero, or would it be OK to just stop taking
them?

Dr

The main recommendation is to reduce it by 200m g a month, but a neurologist
would only recom mend that i f you are seizure free.

P 39

Yeah, I appreciate that, I'm just...

The doctor then goes on to explain the risks of coming off treatment. The doctor seems
uneasy about the patient’s preferred choice.
Dr

The risk is...

P 39

1 m just saying that I 'd like to be a rabbit in an experiment and see. I ’m cynical
as to whether it’s having any effect.

Dr

No, absolutely, many patients say that actually.

P 39

So I ’m thinking...

Dr

The risk is with that is that this wrong electric current may then spread to the
other side and give you a grand mal seizure.

P 39

Right

Dr

You know, where you have a major convulsion, that you've never had, but you
may get that. Did you have one, a major convulsion?

P 39

I don't think that’s ever happened.

Dr

So it’s a risk that if we withdraw the medication that this wrong electric current
then suddenly spreads to the other side o f your brain.

P 39

Right. But would that not have happened by the time I was 9 years old, whilst I
was taking no medication?
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Dr

Yeah, unfortunately you c a n ’t be 100% certain, so you would take a small risk.
So you would need to, this is a kind o f experiment which patients often suggest
and doctors fe e l uneasy about. [Laughter]

P 39

Sure

Dr

We do know that Tegretol is a very good drug and we don't know whether your
epilepsy has worsened a little bit since you were a child. You said you could go
a year without at some stage, you know, it may be slightly more active now. You
said you have numerous o f these little aura type.

P 39

Yeah

Dr

A nd I would, certainly not stopping it altogether straight away, 1 wouldn’t
recom m end that.

P 39

Right

Dr

So i f you were to ask all the neurologists in the world what they would do, they
would say not to stop your treatment. But i f you want to do that yourself, it
would be an interesting experiment. I think the chances are that you will have
more o f these mini attacks and no major attack.

The doctor did not directly inform the patient that it was his advice to remain on
treatment; rather commented it was ‘neurologists’ opinion ‘not to stop your treatment’ in
these circumstances. He then in effect offered the patient the possibility of taking the
decision upon himself ‘But if you want to do that yourself. He then went on to highlight
the potential risks of seizures.
Dr

What shall we do with you?

P 39

Well I don't know, I fo resee nothing changing, as is usually the case.

Dr

Whoever put you on that medication - you ’re stuck with it. Is that how you ’re
feelin g?

P 39

No like I say, I just d o n ’t want to take more.

Dr

Yeah, th e re ’s no reason to take more i f you d o n ’t want to take more. It's
perfectly alright. But do you get any side effects on this dose? You know the
strange side effects o f carbamazepine reduced libido, general drowsiness,
tiredness?

P 39

Well you see, when I read about that and it’s saying general drowsiness and
tiredness...
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Dr

You d o n ’t knowwhether...

P 39

Because I ’ve just been doing it fo r 1 7 years, that's why I ’d like to take none o f
the medication and perhaps all o f a sudden I'd be a more...

Dr

Alert person?

P 39

Yeah, which is a really depressing thought.

Dr

But you function quite well don't you? You ’ve passed all your exams on this
medication?

P 39

Yeah but w ho’s to say it wouldn’t be better still without the medication?

Dr

Yeah I know. But then on the other hand you d o n ’t ... we need to take
precautions here. I t ’s important that you d o n ’t drive, you d o n ’t drive do you?

P 39

No, I did take lessons once but I d id n ’t take the test.

Dr

And I think it is important that you d o n ’t have an unsupervised bath, so that you
d o n ’t drown in the bathtub.

P 39

Right, I never take a bath I just shower every day.

Dr

Very good. I wouldn’t go scuba-diving, swimming on my own in the ocean.

P 39

Right.

Dr

You know, just to reduce the risk of...

P 39

Yeah, see I never really think about any o f these things, Iju st do it.

Dr

Good, well you should lead an entirely normal life, you should do all the other
things. When you get this feelin g please stop what you are doingjust after.

P 39

Yeah well I instinctively try to fin d methods for, you know, making it not
develop. When I first hear the noises like I can, say it was music and I had the
remote control I can turn it o ff o r if it's the TV I can press the mute button and it
dies down.

Dr

So you can take action, that’s very good. Well...

The patient persistently resisted the treatment offers from the doctor, yet despite stating
his desire he did not volunteer to take the decision to come off treatment. He seemed to
require sanction from the doctor. Somewhat surprisingly after the patient directly
indicated on several occasions his desire to come off treatment, the doctor then asked:

127

Exploring decision-making further

Dr

So what do you want to do? Do you want to take m ore?

The response was clear and predictable:
P 39

No I d o n ’t want to take any more.

The doctor then offered a potential new AED:
Dr

Definitely not. 1 agree. Do you want to take something else? W here’s our poster
with our epilepsy drugs that we have? 13 or more drugs fo r epilepsy on the
market and Tegretol is still the first line f o r your form o f epilepsy.

The patient’s reply was predictable and again indicated his treatment preference. By
this point in the consultation the patient had indicated his preference to come off
treatment on five occasions:
P 39

I d o n ’t know what it is i f anyone else is like this, but instinctively I just p refer to
be taking no drugs. Even i f you could offer me a drug now and said, “I f you
take this ever day then you ’ll have no seizures at all, it’s a brilliant new d r u g ”,
1 'd still rather take no drugs and have a small num ber o f seizures.

Finally the doctor offered the patient what he wanted and he immediately accepted.
Dr

Do you want to try on just one tablet and try to assess the seizure frequency and
severity and aura frequency?

P 39

Yeah I ’d like to do that.

The discussion then moved away from treatment, the patient was informed of a local
charity as a resource for further information and the consultation ended with the doctor
deciding to review the patient in six months.

Consultation interpretation
The patient highlighted in this case study had different characteristics to all the other indepth studies presented, in that he had an epilepsy that was not a major impact on his
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life. On five occasions the patient highlighted his preference to come off treatment. It
seemed that the doctor was uncomfortable with this preference- he revealed this by
highlighting the dangers of coming off treatment, by stating that consensus opinion
would advise against that option, by ignoring the patient’s cues about his preferred
choice and finally by offering every treatment option but coming off the drug. In my
view, the decision making behaviour seen by the doctor showed a considerable
reluctance to allow for patient autonomy. It is reasonable that this patient should have
been allowed to make an entirely rationale decision for himself.

The pattern of decision making was similar to the other in-depth case studies, in that
rather than allowing the patient to choose from a number of options, the doctor
constantly made offers and then revised them following rejection. The patient
persistently declined the treatment offers until the doctor finally directly offered a dose
reduction and the consultation was brought to a conclusion.

The doctor did enquire about the social world of the patient, yet wanted to make
decisions using the medical model where recurring seizures need a dose increase or
drug change.

Data triangulation
The telephone conversation occurred 28 days after the patient-doctor consultation.
The interview lasted 32 minutes.

The patient seemed very satisfied with the outcome of the recent appointment:
P 39

Yeah, I was very happy at the time because it was a constructive conversation I
had with him and 1 learnt quite a lot.
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The minor impact epilepsy has on his life was confirmed:
P 39

So I guess you know it’s, it’s having an effect up to a point but it’s nothing
significant. It's not a big difference.

During the interview the patient did reveal a specific pre-consultation intention to lower
his treatment. He was quite clear he did not want the outcome of a previous
appointment with a different doctor.
P 39

^

Yeah, that [dose reduction] may have been in my mind. One thing which
certainly was would have been, er, um, I think before we came to that
conclusion and certainly with, um, my previous appointment which was with a
different doctor and he actually suggested that the 2 0 0 mg dose is extremely
small anyway and that if anything I should double it and one thing that was in
my mind was I definitely d id n ’t want to do that.

The patient was one of the five interviewed who used T with reference to a past AED
decision.
P 39

I think that may have happened more over these fo u r weeks since / halved it.

With reference to the recent AED decision, the patient confirmed the need for
agreement (with the doctor) to make the change ‘wanting someone to verify that there’s
no problem’. The patient appreciated a different approach taken by this doctor
compared to previous consultations.
%

P 39

Yeah, it definitely would have had an influence I think although he was more
flexible than other people I have spoken to in the past who have when l ’ve made
this suggestion have insisted that they, they ’ve been more sure that exactly what
this medication was doing and absolutely confident that i f 1 was to lower the
dose then I would have, um, seizures on a more frequent basis.

The data triangulation confirmed that the doctor provided an environment in which the
patient could express his wishes and in which the patient felt able to decline treatment
offers until the option he wanted was offered. The patient seemed happy with the
consultation.
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In-depth case study IV
Introduction
Case IV related to patient 46. He was 48 years of age, not currently in employment and
attended alone. He was on two antiepileptic drugs (sodium valproate and topiramate).
He had a 30 year history of drug-resistant epilepsy and had been on several different
AEDs previously. The appointment was an urgent review following a hospital admission
and the outcome was a dose change (topiramate increased). The consultation lasted 12
minutes.

Consultation review
The doctor began with the only open question of the consultation ‘How have things
been over that time?’ The patient replied:
P 46

I ’ve had, the past m onth’s been pretty bad actually. I was brought into A& E last
Saturday, I think I had three fits on the day and my mouth's still pretty bad at
the moment actually.

Dr

Right, right. . .

P 46

I think I ’m only just starting to get the feelin g back, to be truthful with you. 1
was going to ask you is there any chance o f like, upping the tablets.

The patient made a request to increase the tablets at the start of the consultation. The
doctor, however, had not yet gathered enough information to advise and simply stated
that this ‘could be’ an option. The doctor clarified recent seizure frequency, the patient
then raised a second concern of what appears to have been a haematoma that had
formed as a result of venupuncture. The patient was given reassurance.

The doctor returned to determining treatment options, clarified current dosage and, with
the aid of notes, some details of the treatment history.
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The dialogue below showed that the doctor explained the potential options and his
preferred treatment choice- the ‘yeah’ from the patient suggested that he was attending
to the information being given and not that he was accepting the offer.
Dr

I t ’s possible that increasing the dose o f this may help.

P 46

Right.

Dr

But you 're again on a fairly high dose, so I think the options that we've got are
we increase this a bit and see, see how you do, o r the other option would be to
try something else, something different, another drug, which initially would
need to be added to what you 're on and, i f it was better than what you 're on,
think about taking this one away. So, it would be being on three different drugs
f o r a time and that would be the other option. So, the simpler option, I suppose
i f you like, would be to increase this one and see how you went first.

P 46

A nd see how it goes first, yeah.

Dr

A nd if you didn't improve with higher doses o f this, then we accept that, OK,
w e ’ve done what we can with this combination.

P 46

Right.

Dr

Or i f you got side effects on higher dose, that kind o f thing.

P 46

Right, yeah.

Dr

A nd then at least w e’ll know we've tried what we can, I think, with this
combination and then, then we could think about something else. I mean, so
there are other options there . . but it would mean you being on three different
drugs f o r a time and would be slightly more complicated, but it’s still not,
certainly not something that would be something that we would need to avoid.
We could certainly try that if needed.

P 46

You see I ’m not too sure whether, like . . . these are doing any, any good
anymore, you know, 1 ’m just like sort o f . . . immune to them, I suppose.

The patient then displayed active resistance to the doctor’s proposal, questioning
whether his medication was still effective.

The doctor went on to explain his reasoning in more detail and to include contingency
plans should the increase not be helpful.
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Dr

Well, what I would suggest is i f we increase this and we can't increase it by a
fu ll tablet worth because that would be pushing it too high. W e’d need to get
you some smaller tablets as well, just to make a smaller increase. What 1 would
suggest that we do, if we were to do that, would be to increase it say even just by
5 0 m g . and then in a month or so, by another 5 0 i f needed and 1 could even see
you in about three months ’ time or something and see whether th ere’d been any
significant difference. I f there ha d n ’t been at that stage, and I would expect
there to have been at least some, you know, you ’re having quite a lot o f seizures,
quite frequently, so at least we would be able to tell whether th ere’d been any
difference a bit sooner than say if you ’re only having one every couple o f
months or one a month, you know, and I ’d be quite happy to review the situation
in around three months and see, and i f you felt there was no benefit at all from
the slightly higher dose o f this, then we could say, OK fine, w e ’ve given that a
try, we can try you on a new tablet.

Agreement was reached after further explanation.
Dr

No, I agree and I think, you know, and I think th ere’s certainly, certainly
potential to improve things from how they are, you know, cos you ’re having
quite a lot o f seizures and so 1 would hope that we could lessen that f o r you.
and I d o n ’t know whether a higher dose o f this is going to help or not, you
know, you ’re already on, as I say, a reasonably high dose and it may well be the
higher dosage w on’t make much difference, but I think that it would be
reasonable to try that before thinking about changing things around. OK? So,
shall we give that a go ?

P 46

Yeah, yeah.

Consultation interpretation
The patient had recently had seizures that had resulted in admission to hospital and
significant stress. He had attended with a desire that something be done, his agenda
was apparent immediately; he asked for his tablets to be increased at the beginning of
the consultation. The aim for the patient was to improve his epilepsy. The doctor rapidly
worked through the medical model to determine the treatment options. He outlined two
options in some detail, explaining why a dose increase was his preferred option. This
option was indirectly offered and not immediately accepted by the patient. The doctor
needed to undertake ‘work’ in order to persuade the patient around to his way of
thinking.
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Data triangulation
The telephone interview took place one week after the hospital appointment. The
conversation lasted 22 minutes.

There were numerous references to the impact of epilepsy on the patient’s life.
P 46

...as I say I don't do no ironing so 1 d o n ’t bum myself, I have a shower rather
than a bath so I don't like accidentally drown m yself you know, it’s that sort of,
my life is that orientated round, you know, the house. I'm fo rev er on the phone
to people so people know that 1 'm here and I ’m awake....

The patient referred to the doctor as the decision-maker. The patient used language
within the telephone interview to suggest the doctor took the decision at the recent
appointment. The patient seemed satisfied at the outcome; however when asked what
his response would have been if the doctor had suggested a new drug he replied:
P 46

I f h e'd have said that to me on Monday I ’d have probably done that, I'd have
probably done that anyway, but 1 mean, I'm willing to take, you know, if that’s
what my neurologist says, if that’s what Xxxx [neurologist] says, you know, I ’m
willing to do that and he said I'm near the top end o f the limit anyway and but
he says another three months then that’s what I ’m p rep a red to do.

He seemed happy to take the advice.

The patient admitted that he came into the appointment with a feeling of anger and that
something needed to be done. He denied, however, despite asking for his medication to
be increased in the consultation, having any specific treatment ideas:
P 46

Yeah I think so yeah, I mean, on top o f that I'd just had three in one day, that’s
never happened before three in one day. I ’d had sort o f three in a week and the
previous not Saturday gone, the Saturday before that I ’d had three in a day, I
was actually taken into the A & E at Xxxx [hospital].

Int

So you say you think something needed to be done, I mean I just - did you have
any ideas o f what he might think o f doing?

P 46

Who?

Int

Xxxx [neurologist].
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P 46

Xxxx [neurologist]? No / mean, I obviously can't tell Xxxx [neurologist] what
to do, I mean, I can tell him what's actually happened to me and you know tell
him how I ’m feelin g and as I say, I mean I was angry, as I say I probably wasn ’t
very nice to him.

In the telephone interview the patient seemed apologetic for his anger during the recent
consultation; however on reading the transcript little anger seemed apparent. The act of
asking the doctor for a treatment change at the beginning of the consultation may have
been an action the patient considered inappropriate. The act arose from the emotion of
anger and in retrospect the patient considered he may have acted in a manner not
normally expected of a patient. To understand this we need to consider the doctorpatient relationship and expected roles of each player. In the telephone interview, just a
few days later, the statement ‘obviously I can’t tell Xxxx [neurologist] what to do’
confirmed he was aware of the expectations placed upon him as a patient.

Unlike the previous case studies, before the doctor presented his preferred treatment
choice an alternative option was discussed. The process of decision making did seem
more balanced and less paternalistic. The patient demonstrated resistance to the
doctor’s advice and accepted it only after further explanatory work from the doctor.
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In-depth case study V
Introduction
Case V relates to patient 21. She was a 25 year old female (P21) who attended alone.
She had a 10 year history of epilepsy. She was now taking lamotrigine only, but in the
recent past she had been on lamotrigine and sodium valproate (Epilim), the latter being
withdrawn because of teratogenicity concerns. Consequently her seizure control had
significantly deteriorated. The outcome of the consultation was to re-start sodium
valproate. The consultation lasted 13 minutes.

Consultation review
No open questions were asked by the doctor throughout the whole consultation.
The doctor began by reviewing the outcome of the last consultation:
Dr

A nd we discussed your options and at that time I think I was indicating that if
the most important thing was starting a family, I would want you to be on one
drug, however, if the most important thing was seizure control I would combine
the two.... And then you got back to Xxxx [doctor’s secretary] sometime earlier
this y ea r and I wrote to your GP saying restart the Epilim. Now that was only a
few weeks ago so is it...

Recently, prompted by a telephone call from the patient to the doctor’s secretary, the
doctor had actually written to the patient suggesting the re-introduction of sodium
•

valproate. The patient immediately displayed resistance to this treatment suggestion
and had not implemented it. She explained her dilemma:
P21

I did, I ’ve not took any Epilim, because everybody that I've spoke to on the
telephone and everything they’ve all said, “avoid pregnancy’’ and I ’ve got like a
letter o ff my doctor and in capital letters and I just thought perhaps if there's
another option, not that I am planning on a family, but everybody says it's not
the drug f o r a woman to take.

Dr

I t ’s not.

P21

So I d o n ’t know what to do. Do you know the lamotrigine I've been taking itfo r
twelve months, could it just be that I ’ve been taking it fo r too long and it just
d o esn ’t work f o r me any m ore?
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The doctor proceeded to clarify recent seizure severity, frequency and type. He then
completed his evaluation and presented what he saw as the available options:
Dr

Well there are options Xxxx [patient]. There are probably three drug options in
this situation. We could either go back on the Epilim. Now in my opinion that’s
your best chance o f controlling the epilepsy, the combination o f Epilim and
lamotrigine. OK?

P21

Umm.

Dr

And I say that because the other two options we d o n ’t have anything like as
much information about their use in the type o f epilepsy y o u ’ve got, especially
the absences.

P21

Right.

Dr

But there are two other drugs that we could try and i f you p referred to try one o f
them first then that’s OK. The other thing I have to say to you is that we also
have less information about these in pregnancy in humans, although the animal
studies suggest that they are probably OK, but w e’re just uncertain. So the
message would still be - i f you 're on two drugs d o n ’t get pregnant.

Before explaining the options in detail the doctor informed the patient that the option
most likely to give seizure freedom was the combination of lamotrigine and sodium
valproate. The two further drug options were not mentioned by name and concerns over
efficacy (for seizure type) and teratogenicity were raised. The doctor explained, in
detail, the choices should the patient wish to become pregnant in the future. Agreement
was then reached:
Dr

I mean you do know, what we have in your own past history is that while you
were on Epilim and lamotrigine together you were pretty good.

P21

I was at my best, yeah I was.

Dr

And that’s difficult f o r me to ignore. I d o n ’t know whether you would get to that
point with either o f these two. I t ’s possible but I d o n ’t know. I t ’s a very difficult
decision.

P 2I

So do you think in the future say like in 12 months time, o r eighteen months
time or whatever, if I did decide I wanted to start a family, I could go onto
lamotrigine, grin and bear it fo r nine months you know and it would be OK and
then as soon as 1 did have the baby go straight back onto Epilim.

Dr

Yes.
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P21

Could I do that?

Dr

You could do that. The other thing that you could do then would be perhaps, I
mean there would be more than one option at that time, because we know that
on lamotrigine on its own you ’re having about one a month and I wouldn’t
really want you to have one a month during pregnancy. So one other option
would be to, and I know this sounds complicated and it would take a bit longer,
but it might be to say, “right you 're winning with the Epilim but you ’re going to
be coming o ff it, let’s replace the lamotrigine with say one o f these two ”, then
take you o ff the Epilim and see how you were. That would delay the pregnancy
by a few months but you would be finding out something that you d o n ’t know at
the moment. So I think the important thing is if you were to say, “right 1 do
want to have a baby within the next time span o f a couple o f years ” and say
“right OK we ’re going to do that on one drug and that d ru g ’s not going to be
Epilim, but let’s have a look at whether there might be something else other
than Lamotrigine that’s worth a go ” and I would probably go fo r this one.

P 2J

OK. So tackle that nearer the time then and go back onto Epilim.

Dr

Yes. I think at the moment seizure control is the most important thing and you
can be confident that you 're not going to fall pregnant. You 're on the pill a re n ’t
you?

P21

Yes.

Dr

I f you can be confident that you 're not going to fa ll pregnant then, that’s how I
would play it.

P21

OK.

Dr

When it comes to taking the other decision w e’ll just have to weigh up the
options and do it in a planned and structured way.

P21

OK.

Dr

OK? So y o u ’ve got the Epilim at home haven ’tyou?

P21

Yes I have

At this point in the consultation a prescription was issued.

Consultation interpretation
Decision making in women of child bearing age, because of concerns over
teratogenicity, adds a greater degree of complexity. This young lady seemed to have
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been struggling with her epilepsy for some time yet showed reluctance to return to
taking sodium valproate, which had previously controlled her epilepsy, because of its
teratogenic potential. The doctor, who was familiar with the patient, seemed to have
already decided on the most appropriate treatment option at the beginning of the
consultation, outlining his recommendation immediately. Initially, the patient displayed
some resistance to the recommendation; however, following explanation by the doctor,
including contingency plans for a possible pregnancy, acceptance and agreement was
reached.

There were no open questions throughout the consultation and the doctor dominated
the dialogue, with little of the social world of the patient or her current treatment
dilemma being heard. He interrupted the patient on two occasions. The doctor seemed
to deal with the patient’s treatment dilemma in a paternalistic manner, taking control of
the decision making, dominating the consultation and forming an argument as to why
the treatment change suggested by letter recently was the right one. Alternative drug
options were briefly raised; however, they were introduced by the doctor with a ‘but’
implying he did not consider them to be the best option; while the doctor mentioned
alternative treatment options they were not offered in a way that could readily have
been accepted. I believe it was the doctor offering his preferred treatment choice, rather
than the patient choosing the option she preferred. The decision making process
followed a similar pattern to that seen in previous case studies.

On two occasions the doctor advised strongly against getting pregnant on two drugs.
This was sound advice, however, it was not really explored other than to confirm she
was taking the oral contraceptive pill. This recommendation ensured that the patient
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was aware of the problems of becoming pregnant on two drugs, but also could be seen
as absolving the doctor of responsibility should she then become pregnant.

Data triangulation
The telephone interview took place 8 days after the hospital appointment. The
conversation lasted 27 minutes.

During the interview the patient admitted not having come to an AED decision prior to
the recent appointment:
P21

I was open to suggestion i f he had any better idea on, you know

P21

I hung on because I was really ill and I thought I'll see if I can get an earlier
appointment to see him because, yeah, that hasn't, that's what my plans were
but I was open to what advice Xxxx [doctor] h a d fo r me.

The patient would have been open to alternative plans had the doctor suggested it:
Int

So, ju st say before this, if Xxxx [neurologist] had said, look I really don't think
you should go on the Epilim, would you have taken that advice?

P21

Yes, yes I would.

Int

You would have done? And i f he had said, said OK we ’ll try a different tablet
instead o f Epilim, would you have tried that instead?

P21

Yes, I would.

Int

You would have done?

P21

I ’d have been very worried about it and frightened, but yes I would. I ’d have
taken his advice.

The patient expressed some reservations about the outcome of her recent appointment,
but not dissatisfaction.
Int

D id you come out thinking, oh I should have said this or that or were you happy
with what went on?

P21

I was quite happy with what went on, yeah.

Int

Yeah, fine.
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P21

I just fe e l in a way though I am taking a step backwards, going back onto the
Epilim, but it’s, likeXxxx [neurologist] said, I ’ve got to control my epilepsy. I t ’s
more important than anything else.

The patient was one of only five individuals interviewed who used T when referring to
previous treatment decisions.
P21

So l tried breaking o ff the Epilim with the lamotrigine and that was when I was
at my best, when I was on them both. I think I ’ve tried to go back onto the
lamotrigine, just that on its own, and it hasn ’t worked fo r me, so now I'm going
back on the combination.
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In-depth case study VI
Introduction
Case VI relates to patient 20. She was a 25 year-old woman who had a history of drugresistant epilepsy from over 10 years. Like the previous case study patient, she was on
lamotrigine monotherapy, having been changed from sodium valproate in the last year
because of concerns regarding its teratogenic risk. She had been exposed to two other
AEDs in the past. The treatment outcome was a dose increase. The patient attended
with her partner and the consultation lasted 5 min 30 seconds.

Consultation review
This is the briefest consultation presented as an in-depth case. The doctor began with
the only open question and asked ‘How are you?’, then immediately inquired about
recent seizures. The response They are mostly at night now’ indicated that there had
been an improvement in seizure control. The patient reported an adverse effect,
‘itchiness’, and, presumably because the doctor considered this unimportant to
management, did not enquire further. He did clarify seizure frequency and type and
following this, current treatment dosage. The seizures had become somewhat less
frequent and less severe. The patient asked no direct questions throughout the
consultation although indicated in the course of discussion that she had gained weight
since starting the tablets. The doctor offered change:

Dr

..../ mean, it would seem reasonable, given that y ou're still having quite a
number o f attacks, and given that we ’re sort o f currently on what w e'd regard
as a starting dose o f lamotrigine that we do go ahead and push up the dose now
to see whether we can improve things further.

P 20

Right.

Dr

Would you be happy with that?
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P 20

Yes.

The consultation then concluded with the doctor giving treatment instructions.

Consultation interpretation
This was a brief consultation and indeed seemed typical of many recorded
consultations not included as in-depth case studies. The doctor restricted the
consultation to treatment decision making, nothing of the social world of the patient was
considered. No options were discussed; the doctor decided on the best treatment
option and offered this to the patient and the patient accepted without resistance.

It

could be argued that the only logical treatment option, to increase the dose, was
offered.

Data triangulation
The telephone interview took place two weeks after the hospital appointment. The
conversation lasted 30 minutes.

Whilst not expressed within the consultation, the patient gave frequent examples of the
deeply impacting nature of her epilepsy within the telephone interview. For example
when the patient was asked whether she would have started a different AED if her
neurologist had suggested it she replied:

P 20

Yeah, i f it could basically stop me from taking fits. Basically I c a n ’t go out
drinking, I c a n ’t properly socialise with my mates when they go out drinking
and I d o n ’t really like going anywhere on my own, that's why I ’ve always got
my partner or my sister w ho’s my carer, she comes quite a lot to places. But I
fin d [unclear] ASDA, people looking at me like I was on drugs.
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The patient recalled having an expectation, prior to the appointment, that the dose
would be increased. The expectation came from the nurse:
P 20

I was expecting it to go up, because when I was on the Epilim I was on 500
milligrams, I think it was fo u r times a day, so I was expecting it to go up. She
[epilepsy nurse specialist] did say to me, after I go from 25 milligrams up to the
150 I ’ll see the Xxxx [neurologist] and he 'll take it up. So I was expecting him
to take it up.

The patient used language suggesting the doctor made the decision. The above
comment about ‘expecting him to take it up’ highlights this.

The patient did not express dissatisfaction at the recent or previous appointments.
Interestingly, the patient suggested differing roles for the doctor and nurse within the
consultation, the doctor consultation being treatment orientated. The broader context of
the nurse consultation was not the focus of my study.
P 20

No every time I ’ve gone there I ’ve had quite a lot o f time with them. I know
when I seen Xxxx [neurologist] that was basically just like a check up to see if
my treatment was going fine. The nurse is like very different- every time I ’ve
seen h er I ’d be in there fo r about 20 minutes, s h e ’s like never rushed me or tried
pushing me out or nothing.

The doctor decided upon the best treatment option and offered this to the patient, this
was accepted. No options were discussed. The consultation was firmly grounded in the
medical model.
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In-depth case study VII
Introduction
Case VII refers to patient 22. She was a 35 year checkout assistant who attended clinic
alone. She was taking one AED, the only drug she had been exposed to. She had been
diagnosed with epilepsy just nine months previously. The outcome was a dose
increase. The consultation lasted 15 minutes.

Consultation review
The doctor began with an open question:
Dr

So how are you doing?

P 22

Not too good really to be honest. I haven't seen you since you said that I was
epileptic have I, and that was when you put me on the Tegretol...

Interestingly the patient refers to the doctor as putting her on Tegretol (assigning
responsibility of that decision to him). She also stated ‘since you said I was epileptic’,
which could suggest that the label assigned to her by the doctor had not been
accepted. Unfortunately the patient was having a difficult time. In some depth she
explained her recent miscarriage, that her seizures were ‘getting worse and worse’ and
how ‘to be honest, because it’s just been quite stressful over the last six months, really’,
she admitted to having psychological difficulties- ‘I feel like I am going to be in a mental
home’.

The doctor did not ask questions about any of these issues but asked to see the seizure
diary. Whilst he was presumably reviewing the diary, she described the days she has
been troubled with seizures. Interestingly within the dialogue she explained she had not
revealed her diagnosis to work colleagues.
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The doctor clarified attack frequency. The doctor was re-considering the diagnosis/
classification of the epilepsy and asked:
Dr

OK. Just talk me through one o f these little turns again.

P22

That’s it you see I c a n ’t even d o i t i t ' s so hard, 1 don 7 even ..- i t ’s...

Dr

You did a pretty good jo b last time.

P22

I know it was exactly the same really as last time.

Dr

Just want to make sure I got it straight last time.

P22

To be honest I ’ve tried just to fo rget all about it, this, after this lot, because I
f e e l like I've had to, or you know, I ’m just going to end up - 1 know things have
been really stressed at home as well, I d o n ’t know i f that’s got anything to do
with it ... - more stressful than when 1 came last time and spoke to you. I don 7
know i f that’s got a lot to do with it. I haven 7 been sleeping too well either ..but that’s not the issue, I ’ve got other issues not just this that are sending me
round the bend.

The patient did not answer the question directly as she presumably considered her
concerns yet to be expressed or explored and could not understand the reason for the
re-examination. She appeared to be resisting the doctor’s agenda. Following the above
statement, that included a clear reference to ‘other issues’, the doctor asked the second
open question of the consultation- ‘Do you mind if I ask what they are?’. The
consultation continued as follows:
P22

Oh ...- a lot o f relationship problems, I mean ...... - i f it was easy just to fin d
another house I ’d fin d one, bit like that to be honest - my daughter, s h e ’s a
lovely little girl, s h e ’s one in a million [laughter].. she drives me round the bend
and I know that’s ju st h er a g e ....

P22

I t ’s just been a terrible year and I don 7 know when it’s all going to, you know I keep thinking - I thought the third one was the miscarriage, you know, they
say things come in threes - my mum died and then this happened and then the
miscarriage and it just seems, everything seems to be getting worse, so I just
want to step out o f my life f o r a bit sometimes.

The patient then raised the prospect of an alternative drug:
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Dr

Yeah, sure.

P22

B u t - a frien d o f mine is on Epilim, is it Epilim f o r petit mals?

Dr

Uhum.

P22

A nd 1 truly don't think often the Tegretol is doing anything. I mean, you
obviously know your job, but she said well mention it, you know, ifperhaps you
could go onto something else.

Before answering, the doctor then proceeded to clarify her current dosage. He then
stated ‘There’s a lot going on isn’t there’ and offered his assessment:
Dr

OK. What the medicine is very good at is stopping the attacks from becoming
big attacks. What is much more difficult is to stop the big attacks completely,
sorry, to stop the little attacks completely. So it could be that no matter what we
do we c a n ’t stop these little episodes completely. I f we try harder with the
medicine to try and stop them completely, we run the risk o f causing you side
effects, making you fe e l drowsy, affecting your concentration, making you fe e l
dizzy, those sorts o f things. So we are looking at the trade o ff between
controlling turns on one side and causing side effects on the other. The stresses
that you are going through at home are likely to be making it worse. So they are
things that are difficult to resolve.

P22

Um ...- 1 realised that that was playing a part in some o f it.

Dr

Epilim is a tablet that we use f o r a different type o f epilepsy.

P22

Right, OK.

Dr

OK and Epilim is a drug that we on the whole try and avoid in your case. It's
got a lot o f side effects, it's not safe in pregnancy, it makes you put on weight
and can affect your hair and those sort o f things.

The doctor then offered his preferred options- to leave the dose of carbamazepine
(Tegretol) unchanged or increase the dose:
Dr

I think the sensible thing regarding your treatment is going to be to either leave
the carbamazepine alone, or to push the dose up a bit higher. The other thing
that we can do to help you here is get the psychologist to see you. We could see
i f we can help you deal with stresses any better, o r help you come to terms with
what's happening to you. So there's the issues around coming to terms with - in
November I told you I thought you had epilepsy and you needed treatment fo r
that, but also there are all these other things that are going on.

P 22

To be honest I'm finding it really h a r d ....... -
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Dr

Have a tissu e...............-

P 22

...Just to accept it all to be h o n est..................................... - OK.

Dr

Is there any light at the end o f the tunnel with the problems at home?

The patient cried and continued expressing her concerns.
P 22

..... - I t ’s just a hard one that one really because
it's just so hard, it's not
really to be honest. You have to be strong enough in yourself just to be able to
do - and I just haven't been, you know just to sort ofpack up my bags and leave
with two children is h a rd .- so I ’m just working at that one really............ -

Dr

Shall we ask the psychologists who work with us to send you an appointment?

P 22

Please.

Dr

It's a bit o f a waitf o r that.

P 22

OK.

Dr

F o u r or five months, that sort o f time perio d I think at the moment. What do you
want to do about the Carbamazepine?

P 22

Is that the Tegretol?

Dr

The Tegretol yeah.

P 22

Oh - try it up again I suppose. Because I can't go over 1000 can I, that's the
top.

The patient displayed resistance to the doctor’s proposed option. This is revealed
within the text by the words ‘I suppose’ and also by trying to generate an argument
against upping the dose.
Dr

No it's not.

P 22

Oh, OK.

Dr

The top is either what controls the seizures o r what starts to cause your side
effects that tells us we c a n ’t go any higher.

P 22

Oh.
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Dr

Usually we don 7 go above 1200-1400 milligrams a day.

P22

Oh right.

Dr

Is it slow release Tegretol that you've got?

P22

1 should have brought them.

Dr

What colour are they.

P 22

White.

Dr

OK.

P22

Sorry 1 usually bring them.

Dr

Lets make it two in the morning and three at night and I 'll ask your doctor to
prescribe the slow release medicine, which reduces the chance o f some o f the
side effects.

P 22

OK. That's another thing, it’s so hard to get an appointment with the doctor. I
haven 7 been able to get one with him since I saw the nurse.

Dr

Right.

P22

I ’ve seen other doctors but they, you know, they don't really know the
background stuff you know. I know, I fo u n d out he's in tomorrow. But what you
have to do you have to go and queue outside, so 1 've done it and he hasn 7 been
in, so you know.

Dr

So you 're going to camp outside tomorrow are you?

P 22

Oh, it’s ju st such a pain you know, quarter past eight you have to be there at the
earliest, but it needs to be done.

Dr

OK, I ’ll get a psychologist to see you, we ’ll get you back to see one o f the nurses
in about three months to see how things are going and come back and see me in
six months and you ’re going to increase the dose o f Tegretol two in the morning
and three at night, and I ’ll ask your doctor to make it the slow release

Consultation interpretation
The patient was seemingly under considerable stress over a number of aspects of her
life. The doctor asked two open questions about social issues, both after cues that were
very difficult for him to ignore (the patient crying and the patient stating there were
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‘other issues’). Even though the social world of the patient was revealed in the
consultation, the doctor continued to focus on the medical model.

The doctor produced two treatment options for the patient, no change or a dose
increase. A change of drug, the option that the patient had raised, was not offered. The
doctor made a judgment that changing AEDs, at this appointment, was not going to be
the solution to the patient’s problems. There was evidence of resistance by the patient
to accept the decision, including an attempt (by suggesting that the current dose was
near the maximum) to argue against it.

Data triangulation
The telephone interview took place 18 days after the hospital appointment. The
conversation lasted 38 minutes.

The patient seemed unsatisfied at the outcome of the appointment. When asked about
how she felt about having her tablets increased she stated:
P22

I was a bit annoyed to be quite honest. To see a psychiatrist because o f the, I
mean, he said to me in the interview that last time when you asked me to start all
this, that I'd have to - i f the Tegretol don't work then I need to, I have to live
with the petit mals - and that really did upset me because I don't think I, you
know, at the moment I can't live with petit mals, no way. And that’s where, you
know, i f he ju st wants to give me Tegretol and then that's that then I know
th ere’s other tablets out there, why isn't he letting me try them? You know that
was his words, because when he upped the dose I said “oh I can only go up
another... ” I mean you can only take 400 grams - 1,400 a day and I ’m nearly up
to that, you know, and I said “what happens i f it doesn ’t work are you just going
to up them again ”, because we can only go another 300 or something and that's
when he said “well no that’s it” he said “basicallyyou have to accept them and
live with them ” and I just thought “oh no way ”.
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The patient’s epilepsy was deeply impacting upon her life and she was having clear
difficulties adjusting to the diagnosis. The patient was concerned about possible stigma
and operated a policy of non-disclosure of her condition to others:
P22

I think basically he just wants me to get on with it. I mean, he sees epileptic
people every day, it's nothing unusual f o r him, but f o r me, I just, this is my
problem, I know I ’ve got to deal with this, but I can % I still can't accept that
I ’m epileptic, as such, you know it's stopped me doing so much, I mean I c a n ’t
drive, I can't, you know it’s just awful, nobody knows apart from close family, I
haven’t told anybody because I d o n ’t want to.

The patient had considered a treatment change prior to the recent appointment; the
knowledge had arisen from conversation with a friend:
P22

‘You see and she keeps saying "why d o n ’t you ask them to see about Epilim or
something fo r the petit mats ” because I know s h e ’s not a doctor as such but she
obviously knows what s h e ’s talking about to a certain degree because she's
been epileptic f o r so many years. But she said that Tegretol isn ’t a tablet
prescribed as f a r as she knows fo r petit mals. So that’s why, you know, I've just
been thinking well, nothing against Xxxx [neurologist], h e ’s quite a nice doctor,
but I want to ju st try and see if another doctor would help me with the petit
mals. ’

The patient used language to suggest that she considered the doctor owned the
decision such as ‘he put me on Tegretol’.

With this case study, the patient was dissatisfied with the consultation. The doctor,
following the medical model, acted in what he considered to be in the best interests of
the patient. There are a number of potential explanations as to what went wrong here;
one being that the patient had unrealistic expectations in the benefit that would result in
changing her AED. I believe that this reason alone is unsatisfactory. The psychosocial
effects of epilepsy on this patient were clearly profound. The patient had been seen
only once by the doctor 9 months previously. I interpret her suggestion of Epilim was
made out of desperation to try and help her predicament. The doctor gave no sense of
urgency, the appointment with the psychologist would be months away, yet the patient
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was concerned about trying to get to her general practitioner the next day. The patient
faced the prospect of many months waiting to be reassessed.

In addition to the lack of perceived urgency by the doctor, the paternalistic decision
making process resulted in a feeling of disempowerment and despondency for the
patient.

“I think basically h e ju st wants m e to g et on with it. I m ean, h e sees epileptic people every
day, it’s nothing unusual f o r him, but f o r me, this is my prob lem ”.
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Chapter 8
Discussion

Within this chapter I begin by highlighting the strengths and weaknesses of the
research strategy and produce an argument to support the research validity. Decision
making from the patients’ perspective is discussed first (Chapter 6 - The patient
perspective), then the findings about how the doctor and patient actually conducted
decision making are discussed (Chapter 7 - Exploring decision making further). In the
discussion of both it is important that attention is drawn to the original research
objectives which were:

1

To describe how patients and doctors come to AED decisions.

2

To understand the patients’ priorities in making AED decisions.

3

To describe ‘how things go wrong’ between doctor and patient.

4

To construct a simple model of how decisions are made.

5

To discuss the implications for HCPs involved with epilepsy management

6

To discuss the implications for future research in epilepsy.

Before summarising and discussing the implications of the findings I will first discuss
aspects of validity (truthfulness) and generalisability (external validity) that are relevant
to this project.

Validity
Validity can be considered to being equivalent to whether the findings are a truthful
reflection of what actually occurred. The reader must ask: Do the findings and their
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interpretation, reflect what actually took place? A discussion on validity, in the context of
qualitative research, and strategies used to ensure findings are valid was undertaken in
Chapter 5. It is important at this point for me to critically evaluate my work, highlighting
areas of strength and weakness so the reader can judge the validity and therefore the
credibility of the research.

Validity Issues: Could the research standpoint have led to bias?
While recognising the subjectivity of much that occurs in the social world, and of
interpretation of what happens, most (but not all) social scientists do strive for objectivity
- on the basis that there is a world of empirical reality. Within this project I wished both
to describe and understand how decisions were made between doctors and patients in
the ‘natural’ setting of an outpatient clinic. What I was attempting to do is described by
Maxwell (1992) as follows:
‘Validity, in a broad sense, pertains to this relationship between an account and
something outside of that account, whether this thing is construed as objective
reality, the constructions of actors, or a variety of other possible interpretations.’

In reality, no investigator can be truly objective in their interpretation of an account
(either the telephone interviews or consultation transcripts within this project). Given
that one of my supervisors and I myself were medically trained, and therefore had been
involved in AED decision making on a daily basis for many years, it would have been
naive to assume that we did not hold any views or preconceived ideas as to what was
important to the patient prior to undertaking the project. This could have led to bias in
the interpretation of the findings. However, I attempted to maintain transparency of
objectivity and validity through several strategies:
•

A medical sociologist (A.J.) was involved in all stages of the research including
conception, design and interpretation of findings.
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•

As a research team, we were aware of the potential of bias and made
deliberate efforts to remain objective and consider a broader view than the
‘medical model’.

•

Triangulation

of

data,

methods,

analysis

and

interpretation

occurred

independently and when differences in investigation occurred they were
discussed and reconciled. This ensured that there was consensus about what
took place and that those events were interpreted correctly.
•

Low inference descriptors were used: Actual words and sentences used by
participants were used to highlight points and themes. This is a recognised
method to ensure validity, as the interpretation is kept as close to the actual data
as possible. The reader can form a judgment as to the ‘truthfulness’ of the
interpretation. In particular the complete transcripts of the in-depth case studies
are included in Appendix 2, allowing the reader to assess and judge for
themselves validity of interpretation.

•

Valid and transparent research methods were employed. Points relevant to
validity are outlined below.

Validity issues: Using telephone interviews
Although the richness of data produced by telephone interviews is potentially less than
that of face-to-face (Bryman, 2004), the reasons for this choice were:
•

Telephone interviews would cause minimal inconvenience to the participant
(rather than a visit to the participant’s home or them having to come to the clinic
to be interviewed) and were considered likely to maximise the participation rate.
Indeed, the great majority of patients asked, consented to involvement in the
study. Therefore the chosen method was successful in securing a high
participation rate and it is unlikely that factors within the small number that
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declined would have significantly affected the validity or generalisability of the
findings.
•

The MREC is a tertiary referral centre and covers a large geographical area; the
cost and expense of interviewing participants in their homes would have been
large and, while such an approach might have resulted in richer data from each
interview, overall this would have reduced the number of interviews done and
resulted in significantly fewer participants and, as a result, a weaker data set
overall.

•

The focus was on the AED decision and primarily on the patient’s recall about
thoughts before, during and after the recent consultation. Frequently, especially
when no treatment change had taken place, few issues were identified. It
seemed intrinsically unlikely that an interview within the home of the participant
would have provided new themes.

Two participants who consented and underwent consultation recordings could not
be contacted for telephone interview. One participant had no direct access to a
phone and another had left the country. All other patients that consented were
contactable.

Validity issues: The interview technique
I undertook all the interviews myself; my background is medical and I had not previously
undertaken in-depth interviewing. To develop my skills, I attended qualitative research
technique courses prior to starting the project. I considered the quality of my interview
technique improved as the interviews progressed, in particularly learning to avoid
leading questions and making more inquiries to clarify the meaning of responses. The

Discussion

lack of emergence of new themes in the last 10 transcripts suggests that I conducted
the Interviews to a reasonable quality and did not miss important themes.

I did not want the patient replies to be coloured by concerns about feedback to their
doctor or the institution. I made a deliberate attempt to distance myself from my role as
a doctor and from the institution in which the research was based (the WCNN). I
introduced myself as a researcher from Liverpool University. All participants were
informed that no individual information would be passed back to their doctor and that
involvement in the research could in no way affect their standard of clinical care.

Patient Recall
People with epilepsy have cognitive deficits revealed on neuropsychological testing
when compared to healthy age-matched controls (Moore & Baker, 2002). Factors such
as the underlying aetiology, recurring seizures and/or the impact of AEDs are important.
Impaired recall of the recent consultation could have limited the richness of the data
obtained from the telephone interviews, while inaccurate recall could potentially raise
concerns over its validity.

In designing the study, concern was raised that the validity of the findings could be
challenged if based solely upon the views of the patient due to subjectivity and poor
recall. Data triangulation, a well recognised technique of providing validity in qualitative
research, was used as a strategy to examine decision making from two differing
perspectives, thus supporting validity (Barry 2002).

To ensure reasonable recall of the consultation the telephone interviews were
conducted a mean of 10 days afterwards, which is a relatively short period of time.
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Consideration when designing the study was given to interviewing immediately after the
consultation, however, this would not have given time for the patient to reflect on the
events and decisions taken.

I would suggest that poor recall of the recent consultation was not a major issue
affecting validity as the participants seemed able to recall with some detail the events
that occurred during the telephone interview.

Generalisability
An important aspect in the design of this study was external validity; the findings were
intended for a wider audience and to be generalisable to decision making between
professionals and patients with epilepsy in the out-patient clinical setting. For the
findings to be generalisable they first must be valid and I have argued this point above.
Another factor is whether the participants studied are representative of the ‘population’
you wish to generalise to. Within this study the participants were patients with a
confirmed diagnosis of epilepsy, on one or more AEDs and attending a hospital follow
up appointment with an epilepsy specialist.

Tens of thousands of such similar

consultations take place each year in the UK NHS. In addition, the sample size was
large enough (47 in-depth interviews) to make ‘sampling error’ unlikely (this is a
quantitative construct though the principle, in my view, is relevant to the generalisability
of the findings in the study). It is important to appreciate that the research participants
were not quantitatively representative of the average mix of patients with epilepsy
attending the out-patient clinic. I employed a strategy to deliberately recruit patients with
a recent drug or dose change. If I had recruited a statistically representative sample
from the clinic then I would have had fewer participants who had undergone a recent
drug or dose change, this could have potentially missed important data informing our
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understanding of decision making. I argue that those patients recruited with a recent
drug or dose change were likely to be similar to those in a parallel clinical situation
throughout the NHS.

There are, of course, some potential limits to the generalisability of the findings that also
need consideration:
•

The WCNN is a specialist neurological centre and a tertiary referral centre for
epilepsy. Practices (doctor, out-patient environment etc) could be different to
other centres.

•

All patients had appointments with specialists in epilepsy. The majority of
patients attending out-patients in the UK see neurologists who do not have an
epilepsy sub-interest. Again, it is possible there are differences in practice.

•

The study represents practices within the NHS. This is a free at the point of
demand system in which there is no cost to the patient for the consultation or
the medication. For fee paying patients in the UK, or systems in which payment
is required for the appointment (or for medication), a different approach to
decision making may be taken.

•

It is important to recognise that the study cannot be generalised to all patients
with epilepsy, as the majority are in remission. I can state little about patients
who do not attend hospital appointments. I also did not include children or
patients with significant learning disability.

To defend potential criticism about the generalisability of my research I could have
involved non-consultant grades, or examined practice in other UK centres. Ultimately
the reader must decide upon the generalisability of the findings. It should be recognised
that the social concept of the sick role (Parsons, 1951) and the psychosocial impact of
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epilepsy is seen across ail cultures and societies (Baker et al, 1997; Baker et al, 2000;
World Health Organization, 2007). These factors will influence the patient’s and the
doctor’s behaviour wherever decision making is examined.

Decision making from the patient’s perspective
Discussion of the findings
The results from the patients’ interviews were presented in Chapter 6. The most striking
finding for me personally in talking with people with epilepsy was the major
psychosocial impact epilepsy had on their lives. Concerns such as perceived stigma,
fear of seizures and death, employment and loss of driving privileges emerged
spontaneously during my conversations with interviewees. Of course, the psychosocial
impact of epilepsy has been extensively documented (Baker et al, 1997; Baker, 1998;
Baker et al, 2000; Baker, 2002; Jacoby, 1992; Jacoby, 2002; Jacoby et al, 2005) and I
would refer the reader to Hermann and Whitman’s valuable text ‘Psychopathology in
Epilepsy’ (Whitman et al, 1986) for a comprehensive discussion on the subject. As a
doctor I talk to patients with epilepsy every day, yet I had not fully appreciated the major
impact it had on their lives. I now understand that it was in taking on a different role,
that of the inquiring researcher, that the social world of the person with epilepsy was
revealed to me. The psychosocial consequences of epilepsy in the early twenty-first
century seem as relevant as they have been throughout history.I

I have also appreciated that the primary research question of understanding AED
treatment decisions arose from a medical and not a sociological perspective.

I was

trained in the medical model of understanding problems. This background led me to
structure questions in a doctor-orientated way. For example, in the initial telephone
interviews I inquired about treatment considerations prior to the recent appointment; my

Discussion

focus was on the AEDs and the appointment, rather than on how the patient’s life was
affected by epilepsy at that time. However, asking questions that focused on treatment
frequently revealed the impact of epilepsy; and as interview numbers increased I
inquired in greater depth about the psychosocial impact, as this seemed more relevant
to the patient and to the elucidation of the research questions.

Inquiring about treatment considerations around the recent appointment was based on
the assumption that all patients would be, in some way, considering what should be
done with their medication. The responses from the interviewees revealed that is
frequently not the case. I would suggest that my assumptions had arisen from a medical
bias in which I consider the hospital appointment of high importance. I now understand
that the majority of patients within this study had been living and managing their
condition on a daily basis for years and the hospital appointment is just one point in
time along this long journey and we should not overestimate its importance. Schneider
and Conrad, following their conservations with patients with epilepsy, suggest:
‘But it is important to see that the patients’ struggle to control epilepsy and the
impact on their lives extends well beyond the clinic.... The struggle to control
and cope belongs to the patient. People with epilepsy are ultimately responsible
for managing their own lives. ’ (Schneider and Conrad, 1986)

Only two interviewees reported what I had narrowly defined as treatment considerations
prior to their hospital appointment and while a few patients, on the basis of previous
discussion with a professional, were ‘expecting’ a dose increase they had not formally
contemplated these alternatives. One interviewee recalled attending the consultation
having considered an alternative drug, but as this drug was considered unsuitable for
her epilepsy syndrome (by the doctor) a dose increase resulted (In-depth case study
VII). Another young woman had been grappling with the decision as to whether to
return to Epilim, a decision she was reluctant to take because of concerns regarding
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teratogenicity (In-depth case study V). The dominant theme, even among those who
had undergone dose or treatment change, was non-recall of having considered
treatment options prior to their recent appointment; and indeed several who had a drug
change expressed surprise at the outcome, suggesting it was unexpected.

I had assumed, given the long-standing nature of most interviewees’ epilepsy, that
patients would have developed a knowledge and understanding of their condition and
therefore considerable skills in self-management. I had therefore expected them to
have researched potential dose changes or drug changes and to have made proposals
about them to the doctor. Indeed, it is the view that patients can manage much of their
own treatment that has resulted in the development of self-management programmes
within the UK (Department of Health, 2000). Evidently, self-management was not
common among my interviewees. A potential explanation of this was provided within
some of the interviews; for example, patient 46 stated when asked if he had thought
about what to do with his tablets ‘No I mean, I obviously can’t tell Xxxx [neurologist]
what to do, I mean, I can tell him what’s actually happened to me and you know tell him
how I’m feeling’ (In-depth case study IV). To this patient, to have considered treatment
options would have encroached on the boundaries of accepted patient behaviour. Such
comments highlight the expectations of patients (and doctors) in the role of being sick
(Parsons, 1951), as discussed in Chapter 3. A further reason for not considering
treatment options could simply be a lack of knowledge. The understanding of the
interviewees was not formally assessed, however, Long et al (2000) found an American
cohort of patients not to be knowledgable about epilepsy where, for example, 13%
considered their illness to be contagious. This was true regardless of age, educational
background, or number of years with epilepsy. Doughty et al (2003) found differing
levels of knowledge amongst patients from European countries and considered them to
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have a reasonable understanding of their condition, although found knowledge of the
treatment and the causes of epilepsy to be particular weaknesses. In my interviews with
patients I formed the impression that knowledge of epilepsy was not high, although this
was not specifically explored in-depth.

Some patients did recall pre-consultation feelings or hopes- for example, hoping that
the doctor could do something to help them; or reporting feeling low because of the
impact of seizures.

Other interviewees,

rather than

recalling

pre-consultation

considerations, simply reported that their situation and/or feelings were no different to
previous consultations. As we have discussed before, the patients were managing their
epilepsy daily and the consultation was not seen as something around which to raise
hopes, expectations, or even concerns. This may, in part, be explained by the fact that
many of the interviewees had attended appointments for many years and had routine
follow-up appointments at regular intervals at a time of the doctor’s choosing. They had
learned to adapt to their condition, and may also have learnt to have low expectations
of what would result from an appointment. A potential subject for further research would
be to examine the hopes and expectations of patients with a new or a recent diagnosis
of epilepsy and observe how these expectations change over time.

One aim of this study was to gain an understanding of the patients’ priorities in decision
making. Some patients, in the early telephone interviews, were asked what their
priorities were; when given the choice between seizure freedom or no side effects they
responded, quite reasonably, that they wanted both. However, across all the interviews
it was concern about seizures and the desire to be free from epilepsy that dominated
discourse rather than concerns and fears about drug changes or new potential drugs.

163

Discussion

Only one interviewee expressed overt dissatisfaction with their recent appointment (Indepth case study VII). However caution should be used in concluding that this was
because all the doctors were ‘a good doctor’ or all the consultations were ‘a good
consultation’, since the validity of measuring ‘satisfaction’ has been undermined by
previous research. It has been shown that it is common for patients to express
satisfaction whatever happens in consultations. This has been interpreted as reflecting
the power imbalance that exists between doctor and patient; and understanding on the
part of the patient that the authority of the doctor should not be challenged (Hak, 1994;
Maseide, 1991; Shapiro et al, 1983). This has also been linked to patients’ low
expectations- consultations tend to take a set format that patients are familiar with from
prior experience. Patients are not sufficiently reflective or questioning of whether the
service might be improved. This is particularly relevant to the patients studied here,
many of whom had been attending appointments for years (Barry, 2002). Disillusioned
patients might be most likely to express their feelings by simply not attending the
hospital clinic. The MREC had a ‘did not attend’ rate of 25% at the time of the study; to
examine the reasons for this would be useful research.

The interviewees were highly susceptible to the doctor’s suggestions. All those with
active epilepsy and seizures that impacted on their life would have followed the doctor’s
advice to make a drug change had he suggested it. This question highlighted both the
desperation many patients have to be free of epilepsy, and also the doctor’s authority.
The authority of the doctor explained why several patients who were seizure free said
they would follow the advice to change if it were suggested. This finding suggests that
the doctor is in a very powerful position to determine the treatment outcome of a
consultation.
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Nearly all patients, bar the exceptions I have highlighted, referred to the doctor as
owning the recent decision. They talked as if it were the doctor that had made the
decision, whether this was a decision to change treatment, change dose or leave alone.

The only credible interpretation of the data derived from interviews with patients was
that the doctor was the decision-maker; he held the power in the decision making
process. This was evidenced by the finding that most interviewees did not consider
treatment options before their appointment often expressing surprise if AED change
occurred; they used language to suggest the doctor made the decision; were highly
susceptible to alternative suggestions; and could be easily influenced. Patients
regarded the doctor and the institution in high esteem and trusted the doctor’s opinion
and were not usually dissatisfied with either their doctor or recent appointment.I

I would further suggest that the patients’ focus was not the treatment decision but
having to deal with their epilepsy and its impact on a day to day basis; factors such as
fear of seizures, stigma, unemployment, driving or work restrictions and dealing with the
resultant psychological consequences. Given the choice interviewees would, of course,
remove epilepsy from their lives; a fact emphasised by their willingness to accept the
doctor’s suggestion, if the doctor thought it might help. The dominant theme was for
patients to consider one aspect of their management of the condition - the name and
dose of the tablets they take- as the responsibility of the doctor; as was suggested ‘But
you’re there to take their [the doctors] advice, that's what you go for don’t you?’. They
had hope, fears and wants but they were not thinking about specific treatment options,
they were there to see an ‘expert’ and take advice. I suggest patients considered the
role of the doctor was to advise upon and decide upon their treatment.
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This study was designed with the aim that the findings would be relevant to decision
making between ail doctors and patients with epilepsy. There are however, a number of
potential limits to my findings:
(i)

The interviews focused on a recent single consultation - and as outlined by
Marland and Cash (2005) , behaviours and attitudes to decision making
could change with time. This was not explored in detail as it was not the
primary focus of the project. Decision making at the time of diagnosis (no
patients were newly diagnosed) could be different and evolve; factors such
as epilepsy intractability, trust in the doctor, patient knowledge of epilepsy, or
simply a ‘learned patient clinic behaviour’ could be important.

(ii)

Significant caution must be used in extrapolating findings to nurse-patient
consultations. All the patients in this study had recently seen a doctor. It is
recognised historically that the medical professional holds a position of
dominance (Friedson, 1970) and patients may view nurses and doctors
differently and therefore display different decision making behaviours. How
treatment decisions are taken in consultations led by nurses deserves
further inquiry.

(iii)

The study did not focus specifically on decision making in women
considering becoming pregnant. There are indications, discussed below, that
decision making behaviour could be different in such women considering
pregnancy; clearly, with the welfare of a child at stake, this area is more
complex. At the time of writing this is the subject of on-going PhD study at
the WCNN.
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Possible challenges to the view that the doctor is the decision-maker
The findings from the telephone interviews conform to the view of the doctor as in a
very powerful position to affect the treatment outcome of a consultation. However, it is
the findings from the interviewees that behaved differently that could be the most
informative to understanding decision making. Interestingly, five interviewees used
language to suggest they owned a past decision, although only three of these referred
to the most recent decision taken with the doctor.

Patient 20 (in-depth case VI), a

young woman, had decided to return to Epilim, after much deliberation, and suggested
she owned the decision taken at her recent appointment. Similarly another young
woman, patient 21 (in-depth case V) suggested she owned a previous treatment
decision to come off Epilim, made because of concerns of teratogenicity. However, at
the most recent appointment she suggested the doctor had made the decision -‘he
increased it quite a bit’. Women considering pregnancy might display different decision
making behaviour- it could be that they consider the welfare of their child important
enough to take control and responsibility for their treatment decisions, rather than
allowing the doctor to decide. However, in patient 21’s case, now that she had delivered
her baby she would accept ‘normal’ decision making behaviour and let the doctor have
control, and possibly take responsibility for the decision.

A further example to suggest self-ownership of a treatment decision came from Patient
18. She was a young woman who gave ownership to the doctor for increasing her
medication at her recent consultation, however, she had subsequently reduced the
dose because of side effects and suggested she owned that decision. The adverse
effects were problematic and the patient reduced the treatment, without seeking a
professional’s advice. The two further cases in which the patient suggested that they
owned the decision taken were patient 43, a young woman who was seizure free, and
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patient 39 (in-depth case III) who had very mild infrequent auras only. Both of these
interviewees, unlike the majority of our study cohort, had what appeared to be a non
impacting epilepsy.

It could be that decision making behaviour is considerably influenced by the
psychosocial impact of seizures. Epilepsy is a unique disease, wherein psychosocial
aspects may be more disabling than seizures; it is further recognised that the
psychosocial impact of epilepsy is strongly associated with seizure activity and in those
seizure-free there are minimum quality of life impairments (Jacoby, 1992). Uncontrolled
epilepsy may have a profound psychosocial impact and be associated with uncertainty
because of the dramatic, unpleasant and unpredictable nature of seizures. Seligman
(1975) described the concept of ‘learned helplessness’ - laboratory subjects exposed to
unpleasant events beyond their control showed poor cognitive performance, passivity, a
sense of non-control, lack of motivation and depression; the impact of being unable to
control unpleasant events was not restricted to the domain in which the event occurred
but had an extensive impact on the individual’s life. It is recognised that the experience
of uncontrollable, unpredictable seizures may be a near perfect blueprint for developing
learned helplessness (DeVellis and McEvoy DeVellis, 1986). The inevitability and
unpredictability of seizures may lead to a loss of perceived control over the illness and
sap motivation, leading to a sense of futility which impacts on mood, quality of life and
active participation in the decision making process. The loss of control could result in
power and control of decision making being handed over to the doctor and may, in part,
help explain the findings.
My argument, that the power of decision making lay with the doctor could be
undermined if the data arose from the patients exclusively; it might be argued that the
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interviews represented the patients’ subjective view and their view may not have
reflected how the decision was actually taken within the consultation. Factors such as
the doctors’ and institution authority, trusting the doctor, wanting to be a good patient or
being ill with an unpredictable and fearful disease could mean that whatever approach
was taken the patient will inevitably consider the doctor to have taken the decision. I
suggest that the data were a valid reflection of patients’ words and views. Most
importantly, decision making was examined an additional perspective of recording the
consultations, the discussion of which is below.

A model of decision making
One of the objectives of this thesis was to place the findings in a model of decision
making in epilepsy. I consider that Marland and Cash’s (2005) work, discussed in
Chapter 3, provides the most useful context within which to understand the findings of
the interviews. Their study, based on semi-structured interviews with 13 individuals with
asthma, 16 with epilepsy and 16 with schizophrenia, suggested three phases of
decision making behaviour that evolve with time.1

1. Direct-reactive decision making
This is characterised by a difficulty in linking cessation of medicine taking with its
consequences. There is insensitivity to the risk of relapse, with participants stopping
taking medicine directly as a reaction to present circumstances, owing to adopting a
short-term perspective in discernment of symptoms and monitoring of side effects.
Participants in Marland and Cash’s study who showed this type of decision making
tended to stop taking medicine not as part of a predetermined and calculated
experiment, but rather to exert their experience of wellness.
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2. Deferential-compliant decision making
In this category of decision making there is an attitude that the ‘doctor knows best’,
leading patients to choose to defer the task of medicine taking decision making to
the prescriben An unwillingness to engage in experimentation, to actively develop
discernment or to act on existing discernment is the essence of deferentialcompliance. Participants exhibiting this type of decision making fear alternative
medicine regimens because, if symptoms recur, these tend to be frequent and
severe with unpleasant social consequences.

3. Active discernment and optimising type decision making
The authors suggest this type of behaviour will, given enough time, account for most
participants. It is characterised by medicine taking decisions based on actively
developed discernment and is divided into two stages, ‘experimental- reflective’ and
‘consolidation’. Participants at both stages are actively engaged in making
adjustments to lifestyle and medicine regimens. The authors suggest this category
of decision making is also characterised by an increased propensity to negotiate a
change in the route of administration or type of medicine with the prescriber- though
in juxtaposition to this statement the authors admit that they could not find examples
of the participants doing such negotiating with the prescriber within their own
project. The authors state that within this category participants are less likely to
tolerate adverse effects, compared to the deferent-complaint decision making.

The majority of the participants within the present project acted as if the ‘doctor knows
best’; they trusted both the doctor and the institution in which the doctor and the
consultation was set. They were highly susceptible to alternative suggestions from the
doctor, even if they were free of seizures and the doctor suggested a change. The
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impression formed was that patients were reliant on the doctor and did not recall
negotiating dose or type of treatments. Therefore, the only reasonable conclusion is
that the deferent-compliant model of decision making was the dominant model of
behaviour seen in these interviewees with epilepsy.

A single example of a patient

lowering their medication because of adverse effects was seen, however this was a
unilateral decision, not negotiated with a doctor/professional. Active discernment and
optimising type decision making may have been seen in patient 39 (in-depth case study
III) with mild auras only.

No convincing examples of ‘direct-reactive’ decision making behaviour was seen in our
participants. All the patients interviewed appeared to comply with their medicine taking
regime and, when asked why, expressed clear fears about the consequences of
stopping or missing doses. Most participants had long-standing epilepsy; therefore,
focus on newly diagnosed or younger patients might have yielded different results.

Certainly the dominant model among nearly all my participants was deferentialcompliant decision making; active discernment and optimising did not seem to be a
common behaviour.
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Discussion of in-depth case studies
Justification o f methodology
Discourse analysis was used in the interpretation of the transcripts; this is a recognised
method of interpretation of talk, particularly in institutional settings (like doctor-patient or
teacher-pupil settings) (Silverman, 2001). The transcripts were an accurate record of
the spoken word, however, they did not reveal all the details of what that was contained
in the conversation, such as brief pauses, the time lengths of all pauses, where the
patient and doctor spoke over each other, or where words or syllables were
emphasised. During the interpretation of the transcript material, there were a few
occasions in which listening to the digital recording aided interpretation. For example,
when the doctor was making a treatment offer, the response ‘yeah’, did not necessarily
signify acceptance from the patient. A slight pause, and prolongation of the word, often
signalled patient reluctance. The use of conversation analysis, rather than discourse
analysis, would have allowed for the precise talk to be documented and this could have
provided additional written evidence to support my interpretation of how doctors present
decisions. I believe that the meanings of the consultation interaction have been
interpreted correctly. The documentation of the fine details of conversation would have
been more relevant for research based upon non-institutional and unstructured talk.

Undertaking analysis (either discourse or conversation) of all 60 of the consultations
could have provided further interesting findings: in particular, no examples of nontreatment change are provided in the in-depth studies. Unfortunately this would have
required more time than was available to me to complete this thesis. Similar patterns of
decision making behaviour were seen across all seven in-depth case studies.
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Discussion of findings
One noteworthy finding from this element of my research was that the doctors asked
very few open questions, typically only one or two per consultation; indeed, no open
question was asked in case study V. Typical doctor behaviour was to ask an open
question at the start of the consultation, such as ‘how are you?’ and then ask a serious
of closed questions focused on determining AED treatment options. This questionanswer format is well recognised with doctor-patient interactions and the strong
tendency for physicians to ask closed, rather than open questions, has been interpreted
as serving to maintain control over the content of the interview. Mishler (1986) asserts
that this assures dominance of the medical model as the statements allows the doctors
to accomplish the ‘medical’ tasks of diagnosis and prescription. The fact that their
utterances are almost exclusively in the form of questions gives the doctors control of
the turn-taking system and, consequently, of the structure and organisation of the
interview. The in-depth case studies would support this view.

There were only two case studies in which social factors were discussed in some way.
In case study VII the doctor was forced to enquire about the social world for the patient
began to cry; In case study III, it could be interpretated that the inquiry into the social
world was used as a means of ‘work’ [see below] to and try and support the doctor’s
suggestion of a dose increase.

The consultations were very focused around treatment issues (the medical model), and
in six of the case studies the consultations revealed little information transfer from the
doctor to the patient. This lack of information transfer in epilepsy was highlighted as an
issue over three decades ago. Schneider and Conrad (1986) conducted over 80 indepth interviews with patients with epilepsy and concluded:
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‘Patients found information a scarce resource before, at and after diagnosis. At
the review appointment the doctor asked questions such as ‘How are you doingany seizures?’, gave a brief physical examination and prescribed a refill of
medication. If patients did not present specific troubles (e.g., an increase in
seizures, bad headaches, new medication side effects), the appointment tended
to be brief and standardised, making exchange o f new information difficult.’

On the basis of the consultations described within this project, the doctor’s role, and
their consultation approach, has not changed much and has certainly not moved
towards the doctor being a provider of information.

How were the treatment decisions made?
There was a clear pattern of decision making seen within all seven of the in-depth
studies. The clearest and simplest structure was seen in case study VI (the shortest
consultation considered as a case study). The doctor made a suggestion of a dose
increase and this was accepted; the patient displayed no resistance to the offer. This is
highlighted schematically in Figure 6.

Figure 6 - Schematic representation of AED decision making (A)
Doctor treatment recommendation

Patient acceptance

Consultation closure

Adapted from Stivers (2005)
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Decision making in the other case studies followed a similar pattern; however in these
there was evidence of some ‘resistance’ from the patient. This is outlined schematically
in Figure 7.

Figure 7 - Schematic representation o f AED decision making (B)
D o c to r tre a tm e n t reco m m en d atio n

P atie n t resistan ce

P h ysician w o rks to sec u re accep tan ce

e.g. Develops contingency plan
Offers alternative treatment

A E D decisio n c o m p lete

Adapted from Stivers (2005)

In case study I, the middle aged gentleman demonstrated resistance to the doctor’s
treatment offer because his concerns over tumour growth had not been addressed
before the treatment offer was made. When the doctor asked an open question ‘what
do you think of your medicine at the moment?’ the patient did not understand the
question as he was unaware of his options. Once the concern, of tumour growth, had
been raised the patient immediately accepted the treatment offer. The middle aged
gentleman in case II strongly resisted the offer of a dose increase and eventually raised
the fact a new drug had been mentioned at a previous consultation. This resulted in the
treatment offer being changed. Similarly the young man in case III, the longest
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consultation studied, showed prolonged and persistent resistance to the doctor’s offers
causing the doctor to change his treatment offer on several occasions until the offer the
patient wanted was finally made. The patient in case IV demonstrated initial resistance
but after the doctor developed a contingency plan the offer was accepted. The young
woman in case VI likewise demonstrated resistance; treatment options were presented
to her, though in my view, not in a way any reasonable patient might have accepted.
Finally the young lady in case VII demonstrated strong resistance to the doctor but
ultimately appeared resigned to having to accept the treatment offer that the doctor
chose. This resulted in dissatisfaction with the consultation.

The doctor-patient relationship
The simple model of decision making I have outlined above is adapted from work by
Stivers (2005). She studied consultations in a primary care setting to understand how
inappropriate prescribing of antibiotics occurred in children. In my view, the stance of
Stivers’ research perspective was paternalistic; the absolute assumption was that the
doctor’s decision (i.e. the initial offer) was correct; and she was interested in how
patients displayed resistance to the treatment offer, to affect and alter this offer.
Decision making in epilepsy is rarely a case of ‘right or wrong’. Within Chapter 4 I have
shown that there are nearly always several potential treatment options, the difference
between them being often a matter of preference. Within the seven case studies I would
argue, except for Case V (a dose increase), there were several reasonable treatment
options that could have been offered. It was not that there was only one reasonable
choice, and therefore this was offered, one choice was offered because this is how the
doctors operated; they chose the option they considered to be ‘best’ and presented this.
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Emanuel and Emanuel (1992) provide a useful conceptual understanding in evaluating
practice, appreciation of which helps describe the nature of the relationship between
doctor and patient within my research. They describe the concept of an equal doctorpatient relationship in which the power and symbolic resources of each participant are
broadly balanced, the agenda is negotiated, the patient’s values are explored and the
physician adopts an advisory role with regard to the patient’s goals and decisions. In a
paternalistic relationship, in which the physician’s power and symbolic resources
outweigh those of the patient’s, physicians control the agenda, goals and outcomes.
The physician tends to adopt a more biophysical approach and acts as a guardian to
the best interests of the patient, where those interests are not explicitly explored, but
rather assumed to be congruent with the physicians. I argue that in descriptive terms
the paternalistic relationship accurately describes the doctor-patient relationship seen
within my case studies.

This raises the question as to whether doctors treating patients need to move away
from a paternalistic relationship and look beyond the medical model. However, it could
be argued, supported by robust research evidence, that it is by the treatment and
removal of seizures (and/or adverse effects) that the patient’s QoL will be improved
(Baker et al, 1997; Jacoby, 1992). Through the medical model, the doctor assumes that
the need to improve seizure control and reduce adverse effects, with paternalistic
behaviour and decision making could be the most effective use of their time to patients.I

I suggest, benefits could be gained by exploring more of the psychosocial world of the
patient, and that doctors should be willing to hand power and responsibility for decision
making to them. A broader perspective on the doctor-patient relationship needs to be
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undertaken to appreciate why an alternative approach may improve practice.
Hippocrates recognised, in precepts (IV) (Hippocrates, 2007b), that:
‘Some patients, though conscious that their condition is perilous, recover their
health simply through their contentment with the goodness of the physician.’
In the second half of the twentieth century the psychoanalytical inspired revival of this
insight has argued for patient-centred medicine (Heritage and Maynard, 2006b;
McWhinney, 1989). Engel argued eloquently for the medical model to be supplanted by
a biopsychosocial approach that considers interpersonal and social aspects of patients’
lives (Engel, 1977). The unifying concept of patient-centred medicine is a critique of
contemporary scientific medicine which argues that it has become pre-occupied with
disease and its evaluation, at the expense of patients and their concerns. Its objective is
to reverse the process. McWhinney (1989) highlights that the patient centred approach
tries to enter the patient’s world, to see the illness through his or her eyes. The
paternalistic relationship, with the power in the doctor’s favour, is not seen as ethically
desirable; most contributors to the medical literature are advocates of a relationship of
equality (Heritage and Maynard, 2006b). In addition, there is research evidence,
although not in epilepsy, to support patient centred approaches and confirm that
patients who receive such care have improved outcomes; such as rates of attendance,
smoking reduction, weight loss, glycaemic control and other aspects of physical and
mental health (Williams et al, 2000). Whilst to me, it seems inherently likely that taking a
patient centered approach will improve outcomes in epilepsy; research to support this
assertion is required.

The power within the consultation and the decision making process, seems to be
strongly in the doctor’s favour. The factors weighting the power towards the physician
are many; in Chapter 3 I highlighted Parson’s model of the sick role as explaining the
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rights and responsibilities of being ill and Weber’s (Bendix, 1966) and Friedson’s
(Friedson, 1970) explanation of the authority of the medical profession that has allowed
it to exert dominance over individuals and institutions. I have also suggested that there
may be something uniquely disempowering about epilepsy as an illness, relating to the
unpredictable nature of seizures which makes them the perfect model for the
development of learnt helplessness, as outlined by Seligiman (1975). There are
additional factors taking power away from the patient such as: the patient having to
travel to see the doctor; parking problems; busy waiting rooms; the smartly dressed
doctor behind a large desk (all the consultations recorded took place with a desk in
between the doctor and patient); lack of patient knowledge and so on.

Despite all the factors outlined above, some patients were able to demonstrate power.
They did this by not immediately accepting the doctor’s treatment suggestion. Indeed, in
two of the in-depth studies, change only occurred because of this resistance causing
the doctor to revise his treatment offer. Both brought knowledge of an option into the
consultation and used this to obtain the desired outcome. Both needed to obtain the
doctor’s acceptance. The in-depth cases were chosen as they demonstrated a drug or
dose change, they were longer than the other routine or ‘unremarkable’ consultations
and were not representative of all the transcripts; many of which were brief and no
treatment alteration was made.

Mishler (1986) recognised that it was within

‘unremarkable’ consultations that ‘the power of medicine and the dominant role of the
physician are intact and untouched.’ Within these consultations the social world of the
patient or ‘voice of the lifeworld’ could be dominated by ‘the voice of medicine’. In-depth
case study VI, typified the ‘unremarkable’ consultation. It is possible that usual practice
is physician dominated, with the other case studies highlighting the exceptions rather
than the rule. This deserves further study.
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Data triangulation
The classical concept of data triangulation is based upon use of multiple methods as a
means of establishing the truth- to search for confirmation of the truth from different
directions. The two data sets, the telephone interviews and consultations transcripts,
together provided deep understanding of AED decision making. Essentially they told the
same story, though it is worth highlighting some of the discrepancies. In case study II
the

patient denied coming

into the consultation with

any specific treatment

considerations, however, it was apparent that he had considered the possibility of a
new AED, for it was him who resisted the doctor’s treatment offer and raised the
prospect of a new drug. One explanation is that he could not recall this consideration.
An alternative explanation comes from an understanding of the roles and expectations
of the doctor-patient relationship; good patient behaviour is to be compliant with the
doctor’s wishes and not to tell the doctor what to do.

At the beginning of the

consultation the patient did not openly ask for the new drug, he clearly wanted the
doctor to raise the choice and it was only at the point in which it became apparent that
this was not going to happen that he then mentioned it. Similarly to me (the researcher)
he may also have wanted to come across as a good patient; to appreciate why he did
not recall wanting to start a new AED prior to his appointment it is helpful to understand
a sociological concept of telling a story. Our accounts are not ‘truth’ (Miller and
Glassner, 2004) but are means by which the speaker portrays themselves to the
listener. The story may vary depending on the intended listener- for example the
account given to the doctor would be different to that of a friend or family member. It
could be that this interviewee portrayed the image of a ‘good patient’ to myself, the
intended listener. A similar explanation could be found in in-depth case IV, who
immediately came into the consultation asking for an AED dose increase, but did not
recall this in the telephone interview conducted just seven days later. I strongly argue
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that the minor discrepancies found within the two data sets do not affect the validity of
my findings.

The patient interviews suggested a physician dominated process and paternalistic
decision making. The in-depth case studies broadened this view by revealing how
patients can exert their own will by resisting treatment offers. Barry (2002) highlights
that the best research methods serve to enrich the view of the subject by providing
multiple different situated versions of reality. She also suggests that data triangulation
does not seek to replicate the same truth from different aspects, as does a traditional
test of validity. Instead it is used to reveal the varied dimensions of a phenomenon and
to build layer upon layer of new information to provide a truly rich description. I believe
my research methods have richly described AED decision making.
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Chapter 9
Conclusion

The findings of my thesis suggested that a ‘paternalistic’ approach to decision making
was dominant. The interviewees considered their doctors to be the decision-makers
and to have responsibility for their treatment. Little dissatisfaction was highlighted with
the way decisions were taken and I have argued that the ‘deferent- compliant’ model of
decision making dominated.

Examination of the consultations revealed that the doctor acted (in what he considered
to be) the best interests of the patient and generally offered a single treatment choice
he considered most suitable. This approach was seen across five different doctors and,
I have suggested, would be generalisable to doctors managing epilepsy across the UK.
The in-depth cases highlighted examples where the doctor’s treatment choice was not
immediately accepted and I have shown how the doctor underwent additional ‘work’ to
support this choice; the work could include additional explanation, contingency plans or
result in the introduction of an alternative option. The cases further highlighted that the
doctors were reluctant to let the patients make decisions that disagreed with their
choices.

Throughout this project, I have come to understand that decision making occurring
within the consultation cannot be considered separate from the doctor-patient
relationship: paternalistic decision making occurs in the context of a paternalistic
relationship. The balance of power is heavily in favour of the doctor. The doctors acted
to tightly control the consultation and restricted the focus to the medical world, with little
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of the psychosocial world of the patient being considered. Having described my findings
important questions follow:
•

Is paternalism an acceptable basis for the relationship and decision making?
And if not:

•

Does the power balance within the relationship and the way decisions are
made need to change?

There is no research evidence of improved ‘outcomes’ in epilepsy that can create an
argument against paternalistic practice, however, I have highlighted evidence within
other fields of medicine to support a move away from paternalism to a patient-centred
approach. I suggest the strongest argument for the need for change is a moral
imperative to redress the imbalance of power that currently exists in the relationship
between the doctor and patient with epilepsy. My thesis has described the imbalance of
power that exists within this relationship and the further factors specific to epilepsy that
serve to weaken the power of the patient and increase the authority of the doctor; such
as the diagnosis of epilepsy imposing legal and social restrictions on the person; that
the illness is uniquely stigmatising and carries a tremendous psychosocial burden; that
the unpredictable nature of seizures is disempowering and provides a near perfect
model for the development of learned helplessness.

By acting in a paternalistic manner such as restricting consultations to the medical
agenda or choosing the treatment we [as doctors] believe to be in the best interests of
our patients, we are making judgements about the patients’ preferences and priorities
that, on the basis of the in-depth case studies, is often wrong. Acting in this manner
removes patients’ autonomy; we need to respect the patients’ right to make their own
decisions. By removing real choice we are further disempowering the already
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disempowered. We are adding to the patients’ burden and further removing their sense
of control. I conclude therefore, that we have an ethical imperative to move away from
paternalism.

There would seem to be a contradiction between my findings, in which I suggest
decision making is a physician dominated process, and much of the current literature
advocating patient autonomy and advising on strategies to allow the patient to have
greater involvement in the decision making process. This has been recognised
previously (Elwyn et al, 2001; Stevenson et al, 2000).

I have suggested that this arises from a general failure to appreciate the importance of
the doctor-patient relationship and that the change that occurs when becoming ‘sick’ is
widely underestimated. The state of being ill is highly likely to change the approach
taken to decision making; seeing a doctor as an ill patient is very different from
purchasing a washing machine- two very different approaches may be taken by the
same individual.

This thesis argues that patients’ autonomy is a defining principle to be supported;
however, It does suggest it needs to be understood in the context of being ill. This may
then help to explain the apparent contradictions within the decision making literature.

This was an exploratory study with the aim to understand AED treatment decision
making; the research has inevitably raised further questions. Three areas that I
consider deserve further study are:
•

Measures of ‘patient centeredness’ (Zandbelt et al, 2005) and shared decision
making (Elwyn et al, 2003) have been designed to quantitatively measure
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physician style and patient involvement during medical encounters. A measure
could be adapted from other medical research fields and applied to the doctorpatient interaction in epilepsy; this would allow for comparison of physicians
styles, changes and improvements to be made. This could create an evidence
base to argue for a change in approach to decision making.
•

There is a suggestion from my findings that women considering pregnancy may
adapt different decision making behaviour; given that they have to consider the
interests of their child and themselves, decision making is more complex. This is
currently the focus of research at the WCNN, Liverpool.

•

The focus of this research was the doctor-patient interaction, however, many
epilepsy consultations take place with a nurse specialist. Caution should be
used in attempting to generalise the findings of my study to nurse-patient
consultations. For example, given that a nurse holds less authority and less
power than a doctor, their role may be seen as different; the nurse might explore
more of the psychosocial world of the patient and take a more patient centered
approach. A comparison of consultations and decision making behaviour
between nurses and doctors could be revealing.

This primary aim of this thesis was to describe decision making. I hope I have
succeeded in this aim. I hope this research may begin to create a discussion, and
further research, on how doctors and patients make AED decisions.

My research has changed my own clinical practice. My research confirmed findings that
sociological studies have reported for years previously- that doctors conducted highly
structured medically orientated consultations. On a personal level, I have made a
deliberate attempt to reduce my authority as a doctor. I introduce myself using my first
name, I do not wear a suit jacket in clinic and I never sit across a desk from the patient.
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I enquire about other aspects of the patients’ life beyond treatment and give careful
consideration as to how I present treatment options. I make it clear that it is for the
patient to decide (‘for its not me who takes the tablets’) on treatment and if there is
more than one reasonable option I present a choice to the patient, trying not to coerce
or unduly influence their decision. I am, of course, happy to advise on the options and
will offer the option I think is best if so wished by the patient. I endeavour to ensure the
process and mechanism of decision making is transparent and understood by the
patient and myself.

Finally, I appreciate that I have deliberately, at times, taken a critical stance to the
practice I have seen and of which I am a part. I feel that it is important to stress that the
take home message from this thesis is not to blame doctors for poor practice. I am well
aware that, had I examined my own practice, before undertaking the project, I would
have found similar decision making approaches.

The methods of decision making are culturally determined amongst the medical
profession. Ultimately the tide of change is firmly in the direction of allowing greater
patient autonomy. The challenge for the medical profession is to lead and encourage
this change, rather than to resist, either deliberately or in ignorance, and be swamped
by this tide.
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B a s elin e inform ation
i.

In te rv ie w to p ic g u id e fo r in-depth q u a litativ e interview s

ii.

P a tie n t in fo rm atio n lea flet

v.

C o n s e n t form
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i. Baseline information
R eco rd n u m b e r

D

S

1
M o n th

D ay

Year

Date of clinic

D e m o g ra p h ic data

Patient’s forename/sumame
Day

Month

Sex (M/F)
Date of birth
Hospital
Town/City
Consultant

1. C u rre n t a n tiep ile p tic d ru g s

Please tick as appropriate(V)
Drug

Current daily Dose

Taken currently

Sodium Valproate (V)
Carbamazepine (V )
Phenytoin (V )
Phénobarbital (V)
Topiramate (V )
Primidone (V)
Lamotrigine (V )
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Year
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Vigabatrin

(V)

Gabapentin (V )
Ethosuximide (V)
Oxcarbazepine (V)
Levetiracetam (V)
Pregabalin (V)

2. P revio u s a n tiep ile p tic drug regim es

How many antiepileptic drugs including their current treatment has the patient previously tried?

3.

S eizu re fre q u e n cy past 3 m onths

NB. If seizures are frequent and difficult to count, indicate whether number in the past 3 months
is 30-50, 50-100, or > 100
Tick if patient has
had a seizure in past 3/12

Number in the
past 3 months

4. A E D change

Do you intend to change any antiepileptic medication (dose/drug added
or removed)?

201

Yes

Appendix 1

ii. Interview topic guide for in-depth qualitative interviews

Interview topic guide for in-depth qualitative interviews
Introduction
Description of their epilepsy
Types and recent frequency of fits
Patient’s Treatment.
Estimation o f number of previous AED exposed to.
Previous experiences with changes in AED therapy.
Perception of treatment
How well do AEDs control your seizures
Prior to the recent consultation:
Considerations for AED change or otherwise
Reason(s)
Perceived AED effect on their epilepsy.
Perceived adverse effects from their AED.
During Consultation:
What changes were made
Perceived physician style
Who raised change
Reasons for change
Following consultation:
If suggested have changes been instigated and have there been
any new effects to report that could have arisen from this change.
Content with changes made.
Subsequent consideration of a alternative preferred outcome from
the consultation
Likely compliance with change
Reasons if unhappy and what could have improved matters.
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ili. Patient information leaflet
T h e W a lto n C e n tre

NHS

fo r N eurology and N eurosurgery

NHS Trust

Patient Information Leaflet

Study Title:
W h at factors are im portant in m aking
decisions about drug treatm ent for patients
with epilepsy?

Y o u a r e b e in g in vited to ta k e p a rt in a re s e a rc h s tu d y . B e fo re y o u d e c id e it is
im p o rta n t fo r y o u to u n d e rs ta n d w h y th e re s e a rc h is b e in g d o n e a n d w h a t it w ill
in v o lv e . P le a s e ta k e tim e to re a d th e fo llo w in g in fo rm a tio n c a re fu lly a n d d is c u s s
it w ith o th e rs if y o u w is h . A s k u s if th e re is a n y th in g th a t is n o t c le a r o r if yo u
w o u ld like m o re in fo rm a tio n . T a k e tim e to d e c id e w h e th e r o r n o t y o u w is h to
ta k e p art.

What is the purpose of the study?

T h e p u rp o s e o f th is s tu d y is to try a n d b e tte r u n d e rs ta n d h o w a n d w h y p a tie n ts
w ith e p ile p s y a lo n g w ith th e ir d o c to rs m a k e d e c is io n s a b o u t th e ir tre a tm e n t.

Why have I been chosen?

A ll p a tie n ts a tte n d in g th e e p ile p s y c lin ic to d a y a r e b e in g a s k e d to p a rtic ip a te .
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What will happen to me if I take part?

Y o u w ill b e a s k e d to c o m p le te a b rie f q u e s tio n n a ire in th e w a itin g a r e a a n d y o u r
c o n s u lta tio n w ith th e d o c to r w ill b e ta p e re c o rd e d .
Y o u m a y b e c o n ta c te d in th e n e x t 1 -2 w e e k s fo r a te le p h o n e in te rv ie w , w h ic h w ill
la s t u p to 3 0 m in u te s . In th is in te rv ie w y o u w ill b e a s k e d a b o u t y o u r c o n s u lta tio n
w ith th e d o c to r in th e e p ile p s y c lin ic a n d y o u r m e d ic a tio n .
Do I have to take part?

It is u p to yo u to d e c id e w h e th e r o r n o t to ta k e p a rt. If y o u d o d e c id e to ta k e p a rt
•

y o u w ill b e g iv e n th is in fo rm a tio n s h e e t to k e e p a n d b e a s k e d to s ig n a c o n s e n t
fo rm . If y o u d e c id e to ta k e p a rt y o u a r e still fre e to w ith d ra w a t a n y tim e a n d
w ith o u t g ivin g a re a s o n .
What will happen if I want to withdraw from the study?

T h e r e is a c o n ta c t te le p h o n e n u m b e r p ro v id e d a t th e b o tto m o f th is fo rm th a t c a n
b e d ia le d if y o u h a v e fu rth e r q u e s tio n s o r w is h to w ith d ra w c o n s e n t. If yo u w a n t
to w ith d ra w a t a n y tim e all y o u r re c o rd s a n d ta p e re c o rd in g s w ill b e d e s tro y e d .
W ith d ra w in g fro m th e s tu d y w ill n o t a ffe c t th e s ta n d a rd o f c a r e y o u re c e iv e .
What are the possible disadvantages of taking part?

^

None

What are the possible benefits of taking part?

Y o u a re h e lp in g us to u n d e rs ta n d w h y p a tie n ts a n d th e ir d o c to rs d e c id e to
c h a n g e , o r le a v e u n c h a n g e d , th e ir e p ile p s y tre a tm e n t. T h is m a y le a d to
im p ro v e d c a re o f p a tie n ts w ith e p ile p s y in th e fu tu re . T h e r e w ill b e n o im m e d ia te
b e n e fits to y o u .
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Will my taking part taking part in this study be kept confidential?

A ll in fo rm a tio n w h ic h is c o lle c te d a b o u t y o u d u rin g th is re s e a rc h w ill b e k e p t
stric tly c o n fid e n tia l. N o o n e o u ts id e th e n a m e d d o c to rs in th is p ro je c t w ill re a d
y o u r m e d ic a l re c o rd s . A n y in fo rm a tio n th a t le a v e s th e h o s p ita l w ill h a v e y o u r
n a m e a n d a d d re s s re m o v e d so th a t y o u c a n n o t b e re c o g n is e d fro m it.
Will the doctor in the consultation listen to the recordings or receive
feedback from the telephone interview?

If y o u p a rtic ip a te in th e te le p h o n e in te rv ie w a n y th in g y o u s a y w ill n o t b e fe d b a c k
to th e d o c to r y o u a re a b o u t to s e e to d a y . A ll In fo rm a tio n w ill b e a n o n y m is e d so
#

th e d o c to r y o u a r e s e e in g to d a y c a n n o t id e n tify y o u .

What will happen to the results of the research study?

T h e y w ill b e p u b lis h e d in m e d ic a l jo u rn a ls . Y o u w ill n o t b e id e n tifie d in a n y re p o rt
o r p u b lic a tio n .

Who is organising and funding the research?

T h e re s e a rc h is b e in g o rg a n is e d b y th e U n iv e rs ity o f L iv e rp o o l a n d is fu n d e d
fro m a u n iv e rs ity re s e a rc h fu n d .

Who has reviewed the study?

T h e S e fto n L o c a l R e s e a rc h E th ic s C o m m itte e fo r th e h o s p ita l h a s a p p ro v e d th e
s tu d y .
Contact for further information

F o r q u e s tio n s a b o u t th e s tu d y o r s h o u ld y o u w is h to w ith d ra w c o n s e n t p le a s e
c o n ta c t D r D o u g a ll M c C o rry te l:0 1 51 5 2 9 8 4 3 1 a t T h e W a lto n C e n tre .
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iv. Consent form

Consent Form

Title of Project: Factors influencing the decision to alter
antiepileptic drug therapy: an analysis of the healthcare
professional- patient interaction.
Name of Researcher:
Please initial box

1. I confirm that I have read and understand the information sheet dated 6/9/2005 for the
above study and have had the opportunity to ask questions.
2. I understand that my participation is voluntary and that I am free to withdraw at any time,
without giving any reason, without my medical care or legal rights being affected.
3

I understand that sections of any of my medical notes may be looked at by responsible
individuals from the Walton centre. I give permission for these individuals to have
access to my records.

4. I agree to take part in the above study.

Name of Patient

Date

Signature

Name of Person taking consent
(if different from researcher)

Date

Signature

Researcher

Date

Signature
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Case transcripts
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Case I Transcript

P10
=
Patient
Daugh =
Daughter
Dr
=
Doctor
[Young child also in consultation]

Dr

Right, how are you doing?

P10

Right, well following on from Xxxx’s [epilepsy nurse specialist] visit, I kept a
noted diary, which you may be interested to have a little look at.

Dr

Sure.

P10

On there I’ve dealt mainly with the application of midazolam, the reason being
that if I have to take that I’m in a pretty bad way.

Dr

Yeah sure.

P10

OK. Having said that, every day I still have some kind of funny do, OK. But the
change which has taken place is that ....-

Daugh

Your teeth chatter.

P10

Well that, but if I had a, say it’s what I call a full blown attack that is in a sort of
an elapsed way. Now they’ve developed into one where I make a statue and
my jaw goes that way, it’s always to the right never to the left. It is very, very
stiff.

Daugh

You chatter though as well.

P10

Very painful, you know, Now, that is the change, now, that has occurred I would
say over the past year. If you look on there, at first I make a note in August of
that, but it did happen before that. The reason, I don’t know.

Daugh

You also do stare into space and it’s quite scary actually when he does that,
when he stares, you think something horrible’s happened.

P10

You think I’m dead or something! It gives that impression anyway, but...

Dr

So you’re having attacks where you go stiff but your jaw goes to the side, and
you stay conscious throughout those?

P10

Oh yes I have yeah.

Dr

And attacks where you’re going blank and staring into space and you’re having
some major attacks where you go stiff and shaking all over?

P10

Oh yeah. That, the stiffness is the general rule of thumb now, it’s not, urn,
what’s that, urn, automatic battering ram.

Daugh

Automatic?

P10

I can’t stop it, it happens.

Daugh

Yeah well its uncontrollable isn’t it?

P10

Uncontrollable.

Dr

Involuntary.

Daugh

Involuntary.

P10

Thank you! Laughter It’s involuntary, it [unclear 2M38S] basically.

Dr

Are you conscious of that happening?
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P10

Yes I am. The last time I was actually unconscious was a couple of years back I
think.

Dr

And you’re having attacks every day.

P10

Oh yeah, yeah.

Dr

What’s the most common type of attack you’re having?

P10

Well the most common is one of extreme tiredness, but that is received in
usually by some sort of facial movement. I can actually feel it, it’s just down
there it’s just a, I get this...

Daugh

His speech goes a bit as well.

P10

The speech goes all funny.

Daugh

Your legs go weak.

P10

The weak legs and the weakness in the body has been there for a long time and
it is in complete association with my ?going. I’m technically, how can I explain
it? - There can be some kind of pressurised feeling to some degree be it slight
or quite squashed up I’ll put it that way. But then as I say, generally I just can’t
really move can’t work very well at all. I do have an oxygen bottle actually which
does, it does help, in a way it does, but it helps to a degree, you try to avoid
giving the midazolam because of the after effects of it, it takes hours to come to
control.

Dr

And you’ve been using that once or twice a month by the looks of it.

P10

Yeah, yeah. Sometimes it’s a couple of times a month. All of the recordings are
down there, I mean I’ve only kept that diary in association with the taking of
midazolam because I don’t want to become addicted to it, I’ve got to get used to
it, put it that way.

Dr

OK.

P10

But if shove comes to the push then the wife’ll phone my daughter to just
administer it really.

Dr

And you’re still taking the Epilim as well?

P10

I’m still taking that yeah.

Dr

You’re taking 400 in the morning and 400 at night?

P10

Yeah.

Dr

OK...-You’ve been on the Epilim fora long long time haven’t you?

P10

A long long time, yeah, yeah. When I first had the tumour there was another
one that I was taking.

Daugh

Tegretol?

P10

Tegretol. That was totally disastrous that was really.
something like ten after effects.

Daugh

Yeah, that wasn’t a nice state to be in at all.

P10

It wasn’t very nice at all, that one. Prior to that though Xxxx [neurosurgeon]
gave me something. I can’t remember what they call it..- Anyway, that was
about six months after I had the first operation, that was my first foot into that
about five or six months afterwards. He gave me something but I can’t think
what it was. Anyway, that didn’t quieten me so one of your predecessors put
me on Epilim and I was quite happy with that.
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Dr

What do you think about your medicine at the moment?

P10

Well, I can’t explain, obviously, why the fits have changed, I don’t know, it is
uncomfortable, whether a change of medication along those lines would help
that, I don’t really know.

Dr

OK.

P10

I’ve got no idea. The prognosis is now that the tumour actually does sound as
though it’s starting to grow ever so slightly. I’m due to get another scan the
middle of March.

Dr

That’s right.

P10

Results 16 May I think it is. What that’ll show I don’t really know. Whether that’ll
have anything to do with the epilepsy, I don’t know about that.

Dr

My concern obviously is that you’re continuing to have lots of attacks on the
Epilim and midazolam and it could be that we could reduce the number of
seizures you’re having by improving the medicine that you’re taking. There are
a whole number of drugs that we could choose from but the combination of
Epilim with a drug called lamotrigine seems to be a fairly good combination and
I’d be tempted to add that to the Epilim.

P10

How do you administer that?

Dr

It’s something that you’d take, some in the morning and some at night.

Daugh

With the Epilim as well?

Dr

With the Epilim.

Daugh

And with just increasing the Epilim, would that not do anything, or is he on a
maximum dosage anyway?

Dr

You’ve been on the Epilim for such a long time.

P10

Such a long time yeah.

Daugh

His system’s getting used to it.

Dr

And the doses have been up and down over the years and it’s never really
controlled your attacks.

P10

Not really has it, no. I mean, quite honestly there’s rarely a day goes by without
some form of attack.

Dr

But there is the option of, you know, pushing the dose of Epilim up higher and
see what will happen.

P10

I think they’ve done that really...

Dr

Well we’ve not changed it for a while, but it has been up and down over the
years.

P10

Well what’s concerned me why all of a sudden is the form of attack where it’s
from a lapsidaisicle one, to one now like a stationary statue and my jaw goes. I
can only assume perhaps that it’s something to do with the tumour itself?

Dr

It could be.

P10

I don’t know.

Dr

It could be.

P10

Really don’t know. Yeah and while that Xxxx [neurosurgeon’ name] said well,
“you’ve had seven zaps of that” what do you call it love?
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D

Stereotaxic examining.

P10

Stereotaxic stuff where he says, “You can’t really have much more than that”.

Dr
P10

No.
You know, I think hesaid only two or three is usual, but seven in one go, so

Daugh

Does he mean two or three visits,

P10

No seven zaps, seven times of that regular stuff and he says, “I can only give
you a couple of those really, if shove comes to the push”.

Daugh
P10

Right.
And he didn’t want to do that, that’s what he was saying to us, you know, so
anything to reduce these daily things would be appreciated.

or?

Dr

I think we should try adding lamotrigine to the Epilim.

P10

OK.

Dr

We need to do that slowly over the next two to three months.

Daugh

What minimum dosage to start off with?

Dr

Only a low dose yeah.

Daugh
P10

OK.
You feeling useless really. You can’t even time it, it’s a 24 hour job this.

Dr

It’s unpredictable.

P10

Totally unpredictable, absolutely unpredictable, I mean I’m OK one minute the
next minute you know, You look at me and I throw a wobbler............
[Patient talking whilst Dr doing paperwork]

Dr

You’re still at one Xxxx[name]

P10

Yes ....................................... - O f course the other reason for taking the
medicine is that we’d be able to time normally when my stomach prevents me
from breathing, quite literally breathing, and at that point that’s when...

Daugh

It’s not nice that is it.

P10
Dr
P10

avenue?

Not nice is i t ..... -The muscles in the stomach, such as what’s left, go so tight I
really can’t breath.
Yeah.
Absolutely can’t breathe at all and that is a point where my wife or my daughter
will say well that’s the reason the medicine up and they’ll give me a touch of
that.

[no conversation for 1 min 22 seconds]
Dr
P10
Dr
P10
Dr

So the lamotrigine morning and night, for two weeks. I want you to take 25
milligrams in the morning every other day.
Every other day, right OK.
So for the next two weeks it will be 25 milligrams in the morning.
Yeah.
The next two weeks 25 in the morning and 25 at night and then jump up to 50 in
the morning and 50 at night and stay on that dose.
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P10

You got that?

Daugh

Yeah I’ve got that.

Dr

So it’ll be, the tricky bit is remembering to take It every other day for the first two
weeks.

Daugh

So can we take this? It’s for us?

Dr

Absolutely, that’s for you, yeah.

Daugh

Yeah, yeah that’s OK.

P10

That’s every other day for two weeks.

Daugh

Just every other day, yeah.

P10

And that’s every day for two weeks In the morning and that’s morning and night
for two weeks and then double the dose morning and night.

Daugh

Yeah, that’s easy enough.

Dr

So eight weeks to get you up to 50 in the morning and 50 at night.

P10

[Both talking] take the Epilim .

Dr

Yeah.

P10

They work alongside.

Dr

Yes.

P10

OK.

Dr

If you’re still having a lot of attacks we’ll need to increase that further, if it turns
out that the lamotrigine doesn’t help and you’re still having lots of attacks, we’ll
need to try an alternative.

P10

An alternative?

Dr

It’s a bit of trial and error involved.

Daugh

OK, obviously there’s a few side effects with that medication?

Dr

Sorry yes, the main thing to look out for is a rash.

P10

Oh right.

Daugh

Is the rash important.

Dr

Yeah, if you get a rash you’ll need to stop it because it can be quite nasty, OK,
but the risk of that’s small, but if you’ve got a rash you need to stop it.

Daugh

Does that mean you’re allergic to the medication?

Dr

Yeah.

Daugh

OK.

P10

So my GP will put this on the list?

Dr

Your GP will put that on the list but you’ll need to get your first prescription over
from the pharmacy next door in the hospital.

Daugh

Right

Dr

Why don’t we get you back to see one of the nurses in three months, get you
back to see Xxxx [epilepsy specialist nurse] in three months?

P10

Yes fine.
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Dr

Make sure that you’re tolerating that and if you aren’t she might need to adjust
the dose and come back and see me in six months.

P10

Right well the. -Xxxx [neurosurgeon] appointment’s I think it’s 16 May, so shall
we put it a few days after that maybe?

Dr

What day of the week does Xxxx [neurosurgeon] have his clinic?

Daugh

I really can’t remember.

Dr

16 May is a Monday.

P10

Is it? That’s interesting.

Dr

We might not be able to fit you in precisely on that day; it’s difficult to link up the
clinics. Is that alright?

P10

Yeah fine yeah, OK.

Dr

Have a good day.

P10

OK.

Chd

Bye doctor.

Dr

Bye bye, you’ve been very well behaved!

Daugh

You’ve been wonderfully behaved haven’t you babe! Laughter

P10

Thanks very much.

Dr

See you now, bye bye.
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Case Two Transcript

P13
W
Dr

=
=
=

Patient
Wife
Doctor

Dr

Hi . . Thanks for helping us with this study. We’ve got a couple of medical
students with us today . . all the way from Sweden .. How are you?

P13

Exactly the same.

Dr

Right. It didn’t help coming off the

P13

Well, to be honest with you

Dr

Keppra

P13

I’m still taking one a night. I’ll be honest with you, I neglected to tell you last
time, although they haven’t actually affected the fits that I’m having, I carried on
taking them because what I failed to tell you last time was that I was getting this
terrible, when I was having a lot of fits I was getting this horrible feeling, wasn’t
I? It was like, I can’t, I find it a bit difficult to describe because, it was like I was
getting shivering shake, you know when I was having a lot of fits.

W

Like he’s got a temperature sort of thing.

P13

I’d get like a feverish temperature, like a chill, you know, and I don’t know
whether that was just because I was having so many fits or whether, I don’t
know whether it’s a reaction to the topiramate, but since I’ve been taking the
Keppra, that’s, that’s stopped.

Dr

Right.

P13

So I just carried, I thought

Dr

So, you carried on with this, you’ve carried on with the Keppra?

W

He stops and then he says I’m going to try again.

P13

Just one a night. I’ve just been taking one a night and I haven’t been having
those, like those symptoms.

Dr

Right.

P13

So I just

Dr

So you feel rather better, but you’re only taking the one capsule?

P13

Just one a night. Well, I’m still having the same number of fits.

Dr

Right.

P13

That’s just, you know they haven’t subsided or anything so . . .

Dr

OK, OK. .. But you feel you can tolerate things?

P13

Yeah, it’s only if occasionally it does get to me, you know, when I’m having so
many, I must admit, it does sort of get to me at times, but, yeah, it’s bearable,
you know, I’ve lived with it for so long, so

Dr

Yeah.. . OK.

P13

It’s just very occasionally it does get me down, I’ve got to admit.

Dr

Right.

W

He’s very very hard argumentative very, honestly. . .
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Dr

You think . . you think that's a change?

P13

She’s, I don’t know whether that’s me or whether she’s, she thinks it’s the drugs
which, I just don’t know whether that’s, I’ve been like taking drugs for twenty
years, so I don’t know whether that’s normal for me or not anymore.

Dr

Yes, it does get to be tricky.

P13

I don’t know whether it’s a side effect of the drugs or not

Dr

Right, right.

W

I can tell by his personality when it’s all going to start again, cos he’s like really
nasty and, not just, I don’t mean to me, I mean in general to everybody and he’s
very argumentative and then as soon as his fits start, it starts subsiding again.

Dr

Right. . . But you’re sort of having fits all the time?

W

Yeah, if he has a gap of a week.

Dr

Right.

W

What happens is, cos they come in like, what do they call them, like clusters?

Dr

Yeah, indeed.

W

Where it’s like one lot, he has a gap of a week, as its building back up, he’s like
agitated.

P13

I have gone like, I have gone as long as like three weeks

W

Three weeks he’s gone.

Dr

Right.

P13

Yeah, that’s the longest I’ve gone.

Dr

Right, OK...

P13

But that’s sort of a rare event, really, I suppose. . .

Dr

That’s exceptional rather than

P13

It really, I suppose so, yeah.

Dr

Are you having many daytime attacks?

P13

No, not really. I’d say, well the last time was about a month ago,was it?

W

Yes he had three, one after the other during the day.

P13

Again, I’ve just said to her I feel really tired and I went, and this was one
afternoon.

W

That was a week ago. It wasn’t a month ago, that was a week ago.

Dr

OK.

P13

I just went and lay down on the bed and I fell asleep

W

It’s funny cos you know when he says it, I’m tired, I feelstrange, he goes and
the next thing you know we heard thud cos he’d fallen off the bed, I run up, but
he even argues now, it didn’t happen.

P13

No, I just remember sittingup on the end of the bed

Dr

Right.

P13

And the next thing, I waslying on the floor.

Dr

Right, right.
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P13

But I knew, I’m sure I had a fit on the bed before that, you know.

Dr

Yeah, right. We’re sticking with things as they are then?

P13

Well, I thought you said you wanted to try something different, you remember
you had a new drug

Dr

There is

P13

I’m willing to try anything, I’ll be honest with you.

Dr

No, I mean, it’s a question of how desperate are you, cos, as you appreciate,
we’ve been through virtually everything. And there’s always this sort of difficulty
that, I think particularly you have it with sort of accommodating to new, new
drugs, in terms of the side effects and what have you. There is this new drug
called pregabalin, which seems quite effective in the clinical trials, seems not to
have a whole heap of side effects and that is an option for us.

P13

If I can get some sort of, my life back, I’ll try anything.

Dr

Yeah?

P13
Dr

Yeah.

P13

Yeah.

W

Well, you’ll have to just see which feels better, if anything, isn’t it?

Dr

Yeah. OK?

P13

Yeah.

W
Dr
W
P13

But I wouldn’t want to carry on with the., with the Keppra, yeah?

Do you know the epilepsy drugs he’s taking?
Yeah.
Can this cause, he’s getting a terrible rash on his head all the time.
That’s been there for the last three years or so.

W

A really bad rash all in his scalp.

P13

I think my head just gets really greasy and it seems to be, it’s about the last
three years.

W

Can’t even

Dr

Is it flaky?

P13

No, it’s just very sweaty, it seems to sweat my scalp.

W

He gets loads of like

P13

Spots.

W

Sores all over his head.

Dr

I mean, it shouldn’t, it shouldn’t there, I mean the tablets that you're on are not
drugs that are actually associated with a rash or anything like that, they don’t
tend to cause skin problems. I mean, if that’s bothering you, I would

P13

It’s only been happening, as I say, in the last three years.

Dr

I would suggest you have a chat with your GP, it might just be

P 13

| have mentioned it to her and she’s given me sort of medicated lotions and I’ve
tried them and it hasn’t really cleared it up....
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Dr

OK. So, I’ll drop a line to your doctor about these new tablets, OK?........ and
we’ll just have to see how it gets on. OK?

P13

Yeah.

Dr

Shall I say I see you again In three months?

P13

Yeah, fine.

Dr

And we’ll see how you’re doing. So, you carry on with the topiramate

P13

Stop the Keppra.

Dr

You stop that tablet of Keppra. The first two weeks will be 75 milligrams
morning and evening and then go up to 150 milligrams morning and evening.

P13

Right.

Dr

And we’ll see how that does.

P13

OK.

Dr

OK?

P13

Yeah.

Dr

Right.

P13

Right. So take us to see the pharmacy in a minute.

W

Over there. OK.

Dr

Yeah, you know where it is?

P13

Yeah.

Dr

A well-trodden path.

W

Thanks a lot.

Dr

OK. Cheerio now.
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Case Three Transcript

P39
Dr

=
=

Patient
Doctor

Dr

Good morning, how are you getting on with the seizures? Are they alright?

P39

Well I think its, nothing has changed really it’s still about every six or eight
weeks, something like that....

Dr

Could you describe the attacks once more for me, I know that you...

P39

Yeah. They’re always different, I mean I think it actually .- you know, I only
consider it to have happened if it reaches a certain point, you know, there’s
many more occasions than once every six weeks, where it will happen but it’s
almost not worth mentioning, especially when I first wake up just the first noises
that I hear then, like just the birds whistling outside or something, it’s like my
brain isn’t liking it at first, but I've been told in the past that that is a seizure,
even just that over one or two seconds, and then it dies down from there and
then I’m absolutely fine, there are no repercussions and I just get out of bed.
Whereas on other occasions when I actually consider it to have been a seizure
it’s when the noises carry on and merge into something I don’t understand and
then I actually wouldn’t be able to answer a question that somebody asked me
immediately afterwards. Does any of that make any sense?

Dr

Yes, so it carries on and merges?

P39

Yeah, and that’s what I’d say does happen about well, I’ve kept a diary of it, I’ve
forgotten to bring it with me but I’ve kept it since about last September and I’d
say there’s been five or six seizures in about the last ten months.

Dr

Did people tell you how you look like when you don’t understand?

P39

Yeah, it’s usually .- I don’t think on any one of those occasions when it’s
happened in the last year that anybody else has even been aware that it’s
happened, they wouldn’t even know. It would only be coincidental if within thirty
seconds of it happening, if somebody happened to ask a question then and I’d
be unable to respond to it. Another reason why I’d be unable to respond would
be I would hear the question and understand what it meant and I’d know what I
wanted to say in reply but I wouldn’t be able to say the words which I had in my
mind.

Dr

Are you right handed?

P39

No I’m left handed.

Dr

Are you left footed?

P39

Yes. Well some sports I play like a right-handed person would, like if I was
playing cricket I’d play that like a right-handed person would. I was only thinking
about this the other day, because I read left hand right hand by Chris McManus
quite recently and just like, I eat my meal like a right handed person would, but
that’s just because I got given a knife and fork the way everyone else did when I
was a child. I think if I spent a week now with them the other way round I would
actually take to it and use them like a left handed person.

Dr

How much do these attacks interfere with your life?

P39

Hardly at all now it’s just a bit of a pain, it would be nice if it wasn’t happening
every couple of months. But, it’s like I say, it even happened this morning but to
no extent, not what I consider to be a seizure. I first wake up and the manner in
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which I’m hearing the first noises I’m thinking. I’m even capable as its
happening to me then, I’m thinking to myself, “I hope that doesn’t merge and
culminate in a seizure and then it doesn’t it dies back down and then I get up
and I’m fine.
Dr

What are you doing at the moment, are you working?

P39

|’ve just finished a PGCE course to teach mathematics and I’m looking for a job
to start in September.

Dr
P39

As a teacher?
Yeah, to teach maths in secondary school. I’ve got an interview tomorrow.

Dr

Well I hope that goes well.

P39

Yeah.
And, what shall we do with your medication, can you take it, is there any point in
increasing it? I gather Xxxx [neurologist] increased it to three tablets a day
didn’t he?
No, the last time I had a talk he suggested that I should just go away and
contemplate increasing it, I thought he said two.

Dr

P39
Dr

Just two at the moment?

P39

I take a 200mg tablet twice a day.

Dr

Yeah. Are they the ordinary formulation or the slow release? Are they white or
brown?
White. But yeah, he suggested that I should contemplate making it a 400mg
dose. I thought that’s what he suggested.

P39

Dr

Oh yeah. That means 400 twice daily, or... ?

P39

| think that’s what he said. But the last thing I wanted to do is increase my
medication. I don’t know if I’m just being unrealistic but I’ve just been hoping
that over a period of time it would happen less and I’d be able to not be taking
any medication. So the last thing I wanted to do was increase the dose.

Dr

That’s perfectly alright, I mean your attacks are really as you say, not very
severe and, but were you ever in remission, I gather at the start of it you were 9
years old. Did you ever go for two years without any?

P39

No, there was a distinct period of time when it didn’t happen. It might have been
something approaching one year the longest amount of time without one.

Dr

Right, well that’s not too bad, and I’m very pleased to see that your MRI scan
was reported as normal. Did they tell you that?

P39

Dr

Yeah I got a letter through the post which just said it was normal. What does
that mean?
Nothing really because most patients with epilepsy have entirely normal looking
brains, but it’s a function of intermittent electrical disturbance, but it does
exclude a brain tumour, or other nasty illnesses which is good. But most
patients with epilepsy have entirely normal looking brain scans.

P39

Right, so you can’t interpret anything from the brain scan to help at all?

Dr

Well, in terms of your management no. I think the good news is that there is not
a small tumour sitting on your temporal lobe, which would then require surgical
treatment. So we don’t need that. That’s the good news here. But it’s well
known that many patients, in fact the majority of people with epilepsy do not
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have a structural abnormality, it’s a functional disturbance, you know, with the
wrong electric current, with brain cells discharging in a disorderly fashion. It’s
not...
P39

So isn’t there another type of thing you could, wouldn’t you be doing something
else, looking at some other feature of everyone with epilepsy’s brain, that would
be different about...?

Dr

Other brain test we could do in terms of treatment?

P39

Yeah, wouldn't you be doing a test which would be concentrating on the thing
which was different in people who are epileptic. Laughter Does that make any
sense?

Dr

Xxxx’s [neurologist] reason for doing a brain scan was mainly to exclude the
small possibility of a nasty illness which he has done, but the other test which
they did with you in the past was the EEG with the wires, which 1gather from the
notes showed some mild left-sided irregularities.

P39

OK.

Dr

That would go well with your description, because some people have their
speech centre on the left side and it might interfere if you have a seizure
occurring there with an abnormal electric current over the speech centre, you
speech can be impaired. Now you are left handed so we don’t really know
where your speech centre is, but for right-handers it’s always on the left and left
handers it is sometimes on the right, but it’s still most of the time on the left.

P39

OK.

Dr

So the test which looks at your epilepsy is the EEG really, which was in the past
not entirely normal.

P39

Right.

Dr

The main stay and the most important thing in epilepsy is the description of the
patient. Because all our additional tests can let us down, so we are only really
able to determine how your attacks are controlled, how severe is your
description.

P39

And like the description 1just tried to give then, is that, do you hear a similar
thing?

Dr

Yes.

P39

They’re all saying the same type of thing?

Dr

Yes. Some people with this type of epilepsy also complain about short-term
memory problems? Are you not affected there?

P39

No.

Dr

That’s good.

P39

Right.

Dr

The attacks seem to be pretty similar, they vary in their severity, but they always
start in a similar way, is that right, with this noise?

P39

Well I’d just been thinking when 1was just imagining the questions you’d ask
that I’d have to describe it again and it just, you know when 1talk about 1don’t
consider it to be a seizure if it doesn’t reach a certain level?

Dr

Yeah.
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P39

Because the difference being, if it dies down then I’m absolutely fine
immediately, whereas it’s as though if it reaches a particular threshold, and the
words combine in a way and I then fail to interpret, especially if there is two
different noises coming in, or I’m interpreting two different things, if I’m reading a
newspaper and reading the words there and another noise like an airplane flies
past and then those two different things merge together and that’s when it’s as
though it passes a threshold such that I would actually then be unable to answer
anyone’s questions for the following thirty seconds or so.

Dr

The old neurologists used to call the first symptom an aura, not a proper
seizure.

P39

Right OK, I’m just...

Dr

But we do think that it is probably the beginning of the wrong electric current, but
it just stays very localised without spreading. So it’s somehow similar.

P39

Oh I see. So it’s just a smaller bit of the brain.

Dr

It’s a very localised, very brief. That’s what we now think it is. It used to be
called an aura the first symptom.

P39

Right, good. [Laughter]

Dr

What shall we do with these attacks? I think you are right. 70% of all patients
with epilepsy go into a natural remission, so they just lose it, but I’m a little bit
skeptical in your situation because you’ve had it for so long.

P39

Sorry what did 70% they no longer have seizures after?

Dr

Naturally, they go into what we call natural remission.

P39

Over how long usually?

Dr

Five years usually. But you’ve had it for a while now, that puts you in a slightly
worse prognostic category I think.

P39

So I’m unlikely to lose it then?

Dr

Nobody has a crystal ball here, so nobody’s talking about the future there is still
statistically a chance that your seizures may disappear altogether.

P39

Right.

Dr

But the fact that you’ve had it for a slightly longer period now makes the
chances of complete remission, spontaneous remission, reduces the chance of
spontaneous remission.

P39

Right.

Dr

What shall we do with the medication? You would like to stay on the lower dose
don’t you? I mean that’s perfectly alright.

P39

Yeah, will like I say, it’s just, I don’t know if I’m being unrealistic just because I’m
allowing what I want to happen with my judgment and know I’d like to see a
future where this remission occurs and that ultimately I’m taking no medication.
But obviously, that’s not necessarily going to happen. Do you think I should
increase my dose?

Dr

What do you think? Lets ask the panel here. He’s on 400mg of Tegretol a day
since childhood essentially. You’ve stayed on a childhood dose.

P39

Yeah.

Dr

But he’s now an adult, obviously for a long time through to an old man, and what
does the BNF recommend? Do you know the British National Formulary
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minimum dose? The BNF says the minimum dose is 800mg a day, although we
know in this hospital that many people are quite alright on 600mg a day.
P39

Right.

Dr

Most of my colleagues would consider 400mg a day a very low dose.

P39

See I think it’s .- what I want to do to myself is reduce thedose and...

Dr

See how we go.

P39

Reduce it to zero. If I was to take no medication would there have to be a
period of time where I took between 200 and zero, or would it be OK to just stop
taking them?

Dr

The main recommendation is to reduce it by 200mg a month, but a neurologist
would only recommend that if you are seizure free.

P39

Yeah, I appreciate that, I’m just...

Dr

The risk is...

P39

I’m just saying that I’d like to be rabbit in an experiment and see. I’m cynical as
to whether it’s having any effect.

Dr

No, absolutely, many patients say that actually.

P39

So I’m thinking...

Dr

The risk is with that is that this wrong electric current may then spread to the
other side and give you a grand mal seizure.

P39
Dr

Right.
You know, where you have a major convulsion, that you’ve never had, but you
may get that. Did you have one, a major convulsion?

P39

I don’t think that’s ever happened.

Dr

So it’s a risk that if we withdraw the medication that this wrong electric current
then suddenly spreads to the other side of your brain.

P39

Right. But would that not have happened by the time I was 9 years old, whilst I
was taking no medication?

Dr

Yeah, unfortunately you cant be 100% certain, so you would take a small risk.
So you would need to, this is a kind of experiment which patients often suggest
and doctors feel uneasy about. Laughter

P39

Sure.

Dr

We do know that Tegretol is a very good drug and we don’t know whether your
epilepsy has worsened a little bit since you were a child. You said you could go
a year without at some stage, you know, it may be slightly more active now.
You said you have numerous of these little aura type.

P39
Dr

Yeah.
And I would, certainly not stopping it altogether straight away, I wouldn’t
recommend that.

P39

Right.

Dr

So if you were to ask all the neurologists in the world what they would do, they
would say not to stop your treatment. But if you want to do that yourself, it
would be an interesting experiment. I think the chances are that you will have
more of these mini attacks and no major attack.
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P39

What really confuses me is that sometimes an extended period of time goes by
where I have nothing at all for months.

Dr

Yeah, this is very common, and nobody really knows why that happens.
Laughter Then they can occur in clusters sometimes, they get a bad week of
lots and lots of mini scares and then it stops again.

P39

There is no explanation as to...

Dr

No, lots of things have been suggested, like hormonal links and other things, but
that’s all guess work really. But we do know that it behaves like that. Sleep
depravation has been accused.

P39

Yeah, well I can relate to that.

Dr

What shall we do with you?

P39

Well I don’t know, I foresee nothing changing, as is usually the case.

Dr

Whoever put you on that medication - you’re stuck with it. Is that how you’re
feeling?

P39

No like I say, I just don’t want to take more.

Dr

Yeah, there’s no reason to take more if you don’t want to take more. It’s
perfectly alright. But do you get any side effects on this dose? You know the
strange side effects of carbamazepine reduce libido, general drowsiness,
tiredness?

P39

Well you see, when I read about that and it’s saying general drowsiness and
tiredness...

Dr

You don’t know whether...

P39

... Because I’ve just been doing it for 17 years, that’s why I’d like to take none of
the medication and perhaps all of a sudden I’d be a more...

Dr

Alert person.

P39

Yeah, which is a really depressing thought.

Dr

But you function quite well don’t you, you’ve passed all your exams on this
medication?

P39

Yeah but who’s to say it wouldn’t be better still without the medication?

Dr

Yeah I know. But then on the other hand you don’t ... we need to take
precautions here. It’s important that you don’t drive, you don’t drive do you?

P39

No, I did take lessons once but I didn’t take the test.

Dr

And I think it is important that you don’t have an unsupervised bath, so that you
don’t drown in the bathtub.

P39

Right, I never take a bath I just shower every day.

Dr

Very good. I wouldn’t go scuba-diving, swimming on my own in the ocean.

P39

Right.

Dr

You know, just to reduce the risk of...

P39

Yeah, see I never really think about any of these things, I just do it.

Dr

Good, well you should lead an entirely normal life, you should do all the other
things. When you get this feeling please stop what you are doing just after.
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P39

Yeah well I instinctively try to find methods for, you know, making it not develop.
When I first hear the noises like I can, say it was music and I had the remote
control I can turn it off or if it's the TV I can press the mute button and it dies
down.

Dr

So you can take action, that’s very good. Well...

P39

So...

Dr

So what do you want to do? Do you want to take more?

P39

No I don’t want to take any more.

Dr

Definitely not. I agree. Do you want to take something else? Where’s our
poster with our epilepsy drugs that we have? 13 or more drugs for epilepsy on
the market and Tegretol is still the first line for your form of epilepsy.

P39

I don’t know what it is if anyone else is like this, but instinctively I just prefer to
be taking no drugs. Even if you could offer me a drug now and said, “If you take
this ever day then you’ll have no seizures at all, it’s a brilliant new drug”, I’d still
rather take no drugs and have a small number of seizures.

Dr

Do you want to try on just one tablet and try to assess the seizure frequency and
severity and aura frequency?

P39

Yeah I’d like to do that.

Dr

Worth a try. I think his risk to have a major general isotropic convulsion is
probably lower as in some people, but not zero, do you know what I mean? But
if this is a risk you want to take now I think it’s acceptable, but I would only half
the dose, so take one tablet of Tegretol for now.

P39

Right.

Dr

I must say that, as soon as you feel that this is [unclear] I think then we’ll go
back to your old medication. Is that alright?

P39

Great yeah, I just enjoy talking about it, so I can find out more.

Dr

Do you know the Mersey Regional Epilepsy Association?

P39

No.

Dr

An organisation independent from the NHS, which is there to support patients
with epilepsy. They have a desk outside. You have it only very mildly I mean
there is epilepsy and epilepsy there is a spectrum and you are really at the very
mild end.

P39

Yeah.

Dr

I think there is little doubt that you do have a mild form. They could try and get
in touch with people who have similar symptoms.

P39

Yeah I’d like to do that, yeah.

Dr

Some people feel it hard to talk about their problems and they are scared that
they might be stigmatised and things like and I think you should fight that.

P39

Right, what does stigmatised mean?

Dr

Well they’ll lose their jobs if they have an attack in front of the classroom and
things like that.

P39

Yeah it is unfortunate isn’t it. I mean when I’m filling in application forms I feel
that I’m less likely to be employed when I write in I’m epileptic.
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Dr

Absolutely. So please speak to them about that. The Mersey Regional Epilepsy.
How would you fill in those forms and if you are obliged to disclose that
information, please emphasize that they understand that you never have grand
mal seizures, that your attacks are only very mild.

P39

Right. OK so what’s it the Mersey...?

Dr

Mersey Regional Epilepsy Association.

P39

OK.

Dr

They have a desk outside as you leave the building on the left. They’re based in
Morton Street in Liverpool, but they have a desk here today.

P39

OK, great, I’ll speak to them.

Dr

It is important that you lead an entirely normal life. I think it is a bit of a condition
like Migraine. Patient’s migraines can get worse, their life can be very bad, their
headaches can be quite disabling in migraines. They go through frequent
patches and then have periods where they don’t have a lot. Medication may or
may not work for them, you see what I mean? And they sometimes get
discriminated against. You need to make sure that nothing of this happens to
you, that you lead an entirely normal life and get a proper job.

P39

OK.

Dr

You could try one tablet a day for now and see how it goes, but if you find that
this means that you have more attacks then you really need to go back to two
and let me know.

P39

Yeah right.

Dr

Would you like to come back to this hospital?

P39

Yeah.

Dr

Do you think you would like to come here in say six months again and tell me
how it goes?

P39

Yeah. So the next time I get a prescription I’ll be saying...

Dr

Yes I’ll write a letter to your GP explaining what we are discussing here and tell
him that you are not sure whether the medication is doing the trick, that you
would like to reduce it, that we discussed that here and that the decision was
that we go down to one tablet.

P39

Right, great.

Dr

Is that alright?

P39

Yeah. You’ve got to try it out.

Dr

Well it's what you wanted really isn’t it. But you can always go backwards.

P39

Right OK.

Dr

I hope it goes well.

P39

Yeah, thanks very much.

Dr

Shall we leave it there for now?

P39

Yeah that’s great.
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Case Four Transcript

P46
Dr

=
=

Patient
Doctor

Dr

Come in please.

P46

Hiya.

Dr

Hiya, have a seat.

P46

Thanks.

Dr

There you do, if you take a seat there. . . right.. let’s see how long ago it was, it
was February we met, about six months ago. How have things been over that
time?

P46

I’ve had, the past month’s been pretty bad actually. I was brought into A&E last
Saturday, I think I had three fits on the day and my mouth’s still pretty bad at the
moment actually.

Dr

Right, right.. .

P46

I think I’m only just starting to get the feeling back, to be truthful with you. I was
going to ask you is there any chance of, like, upping the tablets.

Dr

Yeah. Certainly, that would be something to consider, yeah.

P46

Yeah.

Dr

So over the last six months or so, about how many seizures do you think you’ve
had over the last few months.

P46

Oh, I’ve had, well I’m still about having about two, maybe three, a week.

Dr

Two or three a week? Right.

P46

I believe, I had one in the morning before I went out and I thought, you know,
that was it maybe for the day, but, so I sort of like left it for an hour or two, you
know, had a bit of a sleep and went and did my shopping, but obviously I had
one in the shop and the people in the shop called for the ambulance and

Dr

Right..

P46

When I had one in there and I believe I had one in the hospital as well, I mean
that was the third one for the day. I’ve got, I don’t know whether you can help
me with this, when I did, you know, they connected me up to sort of thingys, I’ve
got a lump here, you know, where the thing, and it’s like pretty solid, you know,
on the solid side, you know.

Dr

How long ago was this?

P46

Not Saturday gone, the Saturday before.

Dr

Right.

P46

And I don’t know whether that’s like normal or not.

Dr

I think that’ll probably settle down a bit more. That’s kind of a bit of swelling
underneath the skin which was, I think where they put, presumably they put a
needle in there?

P46

Yeah.

Dr

And there’ll be a bit of bleeding under there and there’s a bruise round there.
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P46

Yeah. I mean, I just thought whether, you know, I’d check that with you.

Dr

Yeah. It sometimes does do quite hard like that and I think that should gradually
settle over the next few weeks, hopefully.

P46

Yeah. I just thought I’d check that with you but, like, you know, I mean I’m not
complaining about It

Dr

No, no.

P46

I just thought I’d, but it was, it feels solid.

Dr

Sure, sure. No, that kind of thing quite often

P46

Where they connected me up.

Dr

Can feel quite hard like that.

P46

Yeah.

Dr

I think that should improve.

P46

Yeah, you know, I just thought I’d check that with you but

Dr

So, the treatment that you’re on at the moment, is that still the Epilim and the
topiramate?

P46

Yeah, I brought them ..

Dr

Just double check how much you’re taking. So with this one, is that two in the
morning and two at night?

P46

Yeah. Four of them a day and two of these a day . .

Dr

So, two of these a day, one twice a day, and have you ever been on a higher
dose of this one?

P46

No. ..

Dr

OK. Now, you’ve been on this combination for quite a while, haven’t you?

P46

Yeah.

Dr

And I’ll just have a little look back to remind myself of, do you remember when
you went on the topiramate, whether it seemed to help quite a bit to start with or
. . . . just have a look. . .

P46

I think it did a bit, I suppose, to start off with, yeah. I mean, it’s a while back
now, cos I’ve been on them for about a year.

Dr

Yeah, it’s a long time, isn’t it, yeah? . . because I think, the thing is, I mean, the
dose of the Epilim that you’re on is pretty high.

P46

Yeah.

Dr

Fairly high, I wouldn’t be very keen to increase that because I think increasing
the dose of that’s probably not going to make any significant difference because
you’re at the kind of upper limit really.

P46

Right, right.

Dr

It’s possible that increasing the dose of this may help.

P46

Right.

Dr

But you’re again on a fairly high dose, so I think the options that we’ve got are
we increase this a bit and see, see how you do, or the other option would be to
try something else, something different, another drug, which initially would need
to be added to what you’re on and, if it was better than what you’re on, think

Appendix 2

about taking this one away. So, it would be being on three different drugs for a
time and that would be the other option. So, the simpler option, I suppose if you
like, would be to increase this one and see how you went first
P46

And see how it goes first, yeah.

Dr

And if you didn’t improve with higher doses of this, then we accept that, OK,
we’ve done that we can with this combination.

P46

Right.

Dr

Or if you got side effects on higher dose, that kind of thing.

P46

Right, yeah.

Dr

And then at least we’ll know we’ve tried what we can, I think, with this
combination and then, then we could think about something else. I mean, so
there are other options there . . but it would mean you being on three different
drugs for a time and would be slightly more complicated, but it’s still not,
certainly not something that would be something that we would need to avoid.
We could certainly try that if needed.

P46

You see I’m not too sure whether, like . . . . these are doing any, any good
anymore, you know, I’m just like sort o f . . . . immune to them, I suppose.

Dr

Sure. I mean, it’s possible that the benefit from them wears off a bit over time,
usually what people find is that after a time you’re not sure whether it’s really
helping, but they probably are but just not as much as you obviously would like
them, we would all like them to be.

P46

I remember when I first started on them and the doctor first said, like you know,
they’ll take a while to sort of kick in.

Dr

Yeah.

P46

I remember him saying that sort of thing and so, like . . increasing [unclear], you
know, this one, that’s what you’re saying..........I’m confused now, I mean,
you’re saying, so I might not notice it, you know, increasing and that. I might not
notice anything for a while anyway?

Dr

Well, what I would suggest is if we increase this and we can’t increase it by a full
tablet worth because that would be pushing it too high. We’d need to get you
some smaller tablets as well, just to make a smaller increase. What I would
suggest that we do, if we were to do that, would be to increase it say even just
by 50mg, and then in a month or so, by another 50 if needed and I could even
see you in about three months’ time or something and see whether there’d been
any significant difference. If there hadn’t been at that stage, and I would expect
there to have been at least some, you know, you’re having quite a lot of
seizures, quite frequently, so at least we would be able to tell whether there’d
been any difference a bit sooner than say if you’re only having one every couple
of months or one a month, you know, and I’d be quite happy to review the
situation in around three months and see, and if you felt there was no benefit at
all from the slightly higher dose of this, then we could say, OK fine, we’ve given
that a try, we can try you on a new tablet.

P46

Right. OK.

Dr

How does that sound?

P46

Yeah. I mean, you know .. I feel, I mean I’m angry at myself that, you know,
maybe it’s just cos, you know, I just, I’ve just had a bad time, like, the other
week, I mean the other week just really like made me angry at myself sort of
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thing and, you know, something’s got to be done now, you know, that sort of
thing.

•

•

Dr

No, I agree. I agree. . .

P46

Just, no I’m annoyed and . .. something’s got to be done now, you know.

Dr

No, I agree and I think, you know, and I think there’s certainly, certainly potential
to improve things from how they are, you know, cos you’re having quite a lot of
seizures and so I would hope that we could lessen that for you. and I don’t
know whether a higher dose of this is going to help or not, you know, you’re
already on, as I say, a reasonably high dose and it may well be the higher
dosage won’t make much difference, but I think that it would be reasonable to
try that before thinking about changing things around. OK? So, shall we give
that a go?

P46

Yeah, yeah.

Dr

Well, what I’ll need to do is I’ll need to give you a prescription for some smaller
tablets as well.

P46

Yeah, OK. Can I pick them up from, is there anywhere here I can get them?

Dr

You can get them from the main pharmacy in the main building next door.

P46

Yeah.

Dr

In the Aintree, the Fazakerley main entrance, yeah, in the pharmacy there. If we
give you some of those.

P46

Fair enough.

Dr

And I’ll write down for you what I would suggest that you do. So, you take one
of these in the morning and one at night at the moment?

P46

Yeah.

Dr

So, what I’ll suggest that we do, I’ll write this down for you, is, I’ll just basically
on the prescription put some 50mg tablets cos these are 200mg tablets, OK?

P46

Right, OK.

Dr

So, I’ll write down here . . . I’ll just put down Epilim keep the same dose........
and the topiramate . . . .

P46

So, it’ll be a 250?

Dr

So, I’ll say take 250mg tablet. . . . in the morning. Great, thank you...............

P46

So, it’ll be a big one, one of these and a small one.

Dr

And a small one, yes, so I’ve written down here to take a 200mg and a 50 at
night. And then what I would do is, as long as you don’t get side effects from it,
in about a months’ time

P46

When you say side effects, what are we looking at?

Dr

OK, the main kind of thing that could occur with higher doses really is just
making you feel very sleepy, that kind of thing, which if it’s mild and you can put
up with it, it often will improve after a week or two, but if

P46

I normally do feel that anyway. I mean, I normally have like a sort of, what I call
my afternoon siestas, anyway, you know, already.

Dr

Yeah.

P46

An hour or so, you know, in the late afternoon.
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Dr

If that kind of thing gets a lot worse, then that may be due to an increase in
tablets.

P46

Yeah, but I’m doing them with these anyway at the moment.

Dr

Yeah, I mean you’re on . I mean, there’s the combination of factors that could be
causing that. I mean, you’re on the highest dose of two different drugs which
could be making you a bit tired. Also, the fact of you having epilepsy where
you’re having quite a few seizures and itself that’ll be making you tired as well,
you know, so it’s a combination of things.. .

P46

So, if I notice anything, I mean I’ll have an hour in the afternoon.

Dr

Yeah, any symptom at all really that gets a lot worse after.

P46

Right. So, any increase in an hour after, you know?

Dr

Yeah, if it’s significantly more.......... OK, so, what have I written down here? . . .
to take 200mg tablet in the morning and then one of those with a 50 at night.

P46

Right.

Dr

And then in a month, and this is something that you don’t have to do but you can
do if things are going OK, increase it so you’re taking a 200 and a 50 morning
and evening.

P46

Right, OK.

Dr

Alright?

P46

Fair enough, yeah.

Dr

And then, if I see how you’re getting on in about three months’ time, we’ll see
how you’re doing.

P46

OK, yeah.

Dr

I’ll give you that so that that’s written down for you.
prescription, don’t I?

I need to fill out this

P46

Yeah.

Dr

So, I’ll see how you’re getting on then and then, if things are no better, then I
think we need to look at what the other options would be to starting you on
something different, OK?

P46

Fair enough. Do I make this appointment for three months, do I make that at the
desk now? Yeah? .. OK. . . do I start that evening one this evening?

Dr

Yeah, you can do.

P46

Just the 50 one, yeah?

Dr

Yeah. . . . OK, now what I’ve written down on the . . I’ve just, ignore what the
instructions on the bottle that you’ll get from the pharmacy say, cos I’ve just put
down 50mg twice a day, it’s basically just to get you some 50mg tablets and I’ll
write to your doctor to let him know that we’re changing the dose so that he’ll be
able to change the prescription.

P46

Yeah.. . .

Dr

You know, this’ll be your month’s worth of one of these twice a day, so you know
you need to just keep an eye out on when they’ll be running out as well and to
get some more from your doctor.

P46

OK. .

Dr

That’s for that.

OK?
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P46

OK. And I go the pharmacy?

Dr

That’s for the pharmacy in the main building, yeah.

P46

Right, OK then.

Dr

Alright then.

P46

Alright, thanks very much for that.

Dr

See you again.

P46

Thanks very much for that.

Dr

OK, bye bye.
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Case Five Transcript

P21
Dr

=
=

Patient
Doctor

Dr

Xxxx [patient] this is Xxxx who is a final year medical student. So I saw you in
November?

P21

Yes

Dr

And we discussed your options and at that time I think I was indicating that if the
most important thing was starting a family, I would want you to be on one drug,
however, if the most important thing was seizure control I would combine the
two.

P21

Yeah.

Dr

And then you got back to Xxxx [epilepsy specialist nurse] sometime earlier this
year and I wrote to your GP saying restart the Epilim. Now that was only a few
weeks ago so is it...

P21

Yeah, I was really, really bad, I’ve been really not very well.

Dr

Did you wait?

P21

I did, I’ve not took any Epilim, because everybody that I’ve spoke to on the
telephone and everything they’ve all said, “avoid pregnancy” and I’ve got like a
letter off my doctor and in capital letters and I just thought perhaps if there’s
another option, not that I am planning on a family, but everybody says it’s not
the drug for a woman to take.

Dr

It’s not.

P21

So I don’t know what to do. Do you know the lamotrigine I’ve been taking it for
twelve months, could it just be that I’ve been taking it for too long and it just
doesn’t work for me anymore?

Dr

Well it’s never really worked on its own.

P21

No but it seems to have been really bad, my epilepsy, it’s just not at all...

Dr

Since we last saw you which was ....-it was November and then you contacted
us in December to say that at that time you were going to leave things as they
were, that was a month after I saw you. But that’s been five months since then.
How often have you been getting big attacks in that time?

P21

My last one was Easter, which was really bad, I was suffering for about two
weeks, it totally wiped me off my feet and my partner was there and he said all
my lips went blue, he said from start to finish it must have been forty-five
minutes, which is the longest that anybody’s ever been there for. For two weeks
I was just wiped off.

Dr

What was - forty-five minutes before you were...

P21

Before I came round, from start to finish, from the moment I went out. I don’t
know how long he said I was actually...

Dr

In the seizure?

P21

Yeah.

Dr

But you slept afterwards? So including the postictal sleep it was 45 minutes?

P21

Yeah.
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Dr

And then you were wiped out for a couple of weeks.

P21

Two weeks it was.

Dr

And prior to that one, when you say Easter, was it Easter Monday or Easter
Sunday, or?...

P21

Oh I don’t know, around that time.

P21

Easter weekend.

P21

Yeah.

Dr

And prior to that when was the previous one before that?

P21

Do you know, I don’t really know, I need to make a diary which I’ve not been
very good at.

Dr

I mean are they happening once a month?

P21

Yeah.

Dr

About that?

P21

Yeah. And I keep having moments, you know, it gets really embarrassing
because I can be having a conversation with somebody that doesn’t know I’ve
got epilepsy and I’m thinking, “God I’m not going to be able to keep up this
conversation much longer”.

Dr

Because you’re losing the thread. So you’re having absences as well.

P21

Yeah.

Dr

Having moments, it’s a weird way of putting it. So you decided to go for the
Epilim, but then the pregnancy issue has made you reconsider. So we’re really
back to where we were last time aren’t we?

P21

Umm.

Dr

Well there are options Xxxx [patient]. There are probably three drug options in
this situation. We could either go back on the Epilim. Now in my opinion that’s
your best chance of controlling the epilepsy, the combination of Epilim and
lamotrigine. OK?

P21

Umm.

Dr

And I say that because the other two options we don’t have anything like as
much information about their use in the type of epilepsy you’ve got, especially
the absences.

P21

Right.

Dr

But there are two other drugs that we could try and if you preferred to try one of
them first then that’s OK. The other thing I have to say to you is that we also
have less information about these in pregnancy in humans, although the animal
studies suggest that they are probably OK, but we’re just uncertain. So the
message would still be - if you’re on two drugs don’t get pregnant.

P21

Which I don’t plan to but I’m...

Dr

No I know you’re not planning it...

P21

But then I could think well if I did want to would I goon lamotrigine...

Dr

Well Xxxx [patient], you are going to be faced with another dilemma when you
do, it’s a matter of dealing with one situation at a time. The most important thing
at the moment seems to be, at least my interpretation of it is, the seizure control
is unacceptable to you because you are having quite regular attacks and the last
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attack was particularly bad, so you are looking for something to improve your
seizure control. In the future you are going to be wanting to have kids?
P21

I think so.

Dr

But we don’t know what your epilepsy is going to be like at the time.

P21

OK.

Dr

But if you’re on, lets say we put you on the Epilim and you’re on Epilim and
lamotrigine and your epilepsy is good, and you decide you want to have kids, I
wouldn’t want you to fall pregnant on that combination, so we would have to look
at some change then, but that’s the future isn’t it?

P21
Dr

Yeah.
I don’t know whether the risk would be significantly less if you were on one of
these two plus the lamotrigine, nobody can answer that question.

P21

No.

Dr

In either event I think if you went on two drugs, lamotrigine plus whichever one, I
would be saying “avoid pregnancy”. So in that respect it perhaps shouldn’t
make much difference which one we try, or at least we should be guided by
which one I think would give you the best chance of seizure control, which I
think would be the Epilim, I haven’t got any proof for that.

P21

I think it would be for seizure control.

Dr

I mean you do know, what we have in your own past history is that while you
were on Epilim and lamotrigine together you were pretty good.

P21

I was at my best, yeah I was.

Dr

And that’s difficult for me to ignore. I don’t know whether you would get to that
point with either of these two. It’s possible but I don’t know. It’s a very difficult
decision.

P21

So do you think in the future say like in twelve months time, or eighteen months
time or whatever, if I did decide I wanted to start a family, I could go onto
lamotrigine, grin and bear it for nine months you know and it would be OK and
then as soon as I did have the baby go straight back onto Epilim.

Dr

Yes.

P21

Could I do that?

Dr

You could do that. The other thing that you could do then would be perhaps, I
mean there would be more than one option at that time, because we know that
on lamotrigine on its own you’re having about one a month and I wouldn’t really
want you to have one a month during pregnancy. So one other option would be
to, and I know this sounds complicated and it would take a bit longer, but it
might be to say, “right you’re winning with the Epilim but you’re going to be
coming off it, let’s replace the lamotrigine with say one of these two”, then take
you off the Epilim and see how you were. That would delay the pregnancy by a
few months but you would be finding out something that you don’t know at the
moment. So I think the important thing is if you were to say, “right I do want to
have a baby within the next time span of a couple of years” and say “right OK
we’re going to do that on one drug and that drug’s not going to be Epilim, but
let’s have a look at whether there might be something else other than
lamotrigine that’s worth a go” and I would probably go for this one.

P21

OK. So tackle that nearer the time then and go back onto Epilim.
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Dr

Yes. I think at the moment seizure control is the most important thing and you
can be confident that you’re not going to fall pregnant. You’re on the pill aren’t
you?

P21

Yes.

Dr

If you can be confident that you’re not going to fall pregnant then, that’s how I
would play it.

P21

OK.

Dr

When it comes to taking the other decision we’ll just have to weigh up the
options and do it in a planned and structured way.

P21

OK.

Dr

OK?So you’ve got the

P21

Yes I have. I think I’ve got the right strength. Oh I don’t know, if I’m starting it all
over again.

Dr

500s?Which size of tablet?

P21

No. I think I’ve got it written down that I was at my best when I was on 250
lamotrigine and 200 Epilim. I think that’s when I was at my best.

Dr

200 milligram tablets?

P21

Yeah.

Dr

How many of them were you taking?

P21

One a day. Unless I’ve got it wrong but... I’ve got one of them plans, you know,
them plans you did for m e......................... -

Dr

Right, you were on lamotrigine 100 and Epilim ...- you were on a lot more Epilim
than that. “Gradual introduction of lamotrigine up to 100 while reducing the
Epilim to 1.4 grams”. Now that was May 2002 and when you came back in
September you were fine, but you were actually on 1.4 grams of Epilim.

P21

Oh right.

Dr

Now you did subsequently increase the lamotrigine and reduce the Epilim, but
it’s difficult to then know when...

P21

That’s what I thought it was on that...

Dr

P21
Dr

Epilim at home haven’t you?

You then came back, you see, we didn’t then see you for quite a while.
“Occasional awakening tongue bite once or twice a week, may experience up to
two months free, aware of myoclonic seizures, rare absence” ...-At that point
you were on Epilim 300 in the morning and lamotrigine 200 in the evening and
you were having attacks.
Oh right.
Now I didn’t see you on that day myself, but I must say I would have been in two
minds about coming off it altogether at that point, because you were having
attacks...- You were seizure free between May and September 2002, on a
combination of Epilim Chrono 1.4 and lamotrigine 100.

P21

OK.

Dr

What happened between September 2002 and November 2003, we don’t know
when the relapse occurred, we don’t know when they started to happen again.

P21

Right.
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Dr

So in that case I would be inclined to go, to build the Epilim. I mean we could try
and get off with say 400 twice a day, see if you can get off with that.

P21

OK.

Dr

How much lamotrigine are you taking?

P21

500 milligrams.

Dr

And have you still got a plan for reducing that?

P21

No.

Dr

Right, so I need to write you a new plan don’t I?

P21

My GP has been fantastic, she’s helped me a lot on the phone.

Dr

Good, excellent.

P21

But then I thought I would just wait and see you first before I did anything, so it’s
only a couple of weeks.
[unclear talking away from microphone]

Dr

As you increase the Epilim you will have to half the lamotrigine. So Epilim. Is it
Epilim Chrono you’ve got?

P21

Yes.

Dr

And what size of tablets are they?

P21

I’ve got 200 milligram tablets.

Dr

So 200 twice a day and the lamotrigine, how are you taking it at the moment?

P21

I’m taking 100 milligrams in the morning and 400 at night.

Dr

OK. So the first week you can go to, so that’s evening, you can go down to 400.
Then 200, 400 and you can cut it to 300 and then 400, 400 and cut it to 250.

P21

OK.

Dr

In effect that’s like still having 500 in the system.

P21

Right.

Dr

OK now if you get dizzy, unsteady, sickly, that’s because you’re lamotrigine
toxic. Just give us a ring and we’ll tell you what to do.

P21

OK.

Dr

O K..... OK so there’s a copy there for your GP the yellow copy, or one of those
copies is for your GP.

P21

OK.

Dr

And then if you come back and see me in say four month’s time.

P21

Alright then. Thank you very much.

Dr

Good luck.

P21

Thanks, bye.
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Case Six Transcript

P20
R
Dr

Patient
Partner
Doctor

Dr

Xxxx [patient], ... how are you at the moment?

P20

OK.

Dr

Any problems with your seizures or not?

P20

It’s mostly at night time now.

Dr

Right. . OK.

P20

That’s about it. I think they’ve halved, haven’t they?

R

Yeah, exactly, don’t take that many now. It’s just

Dr

So, there’s been an improvement since you’ve gone on the lamotrigine?

P20

Yeah.

Dr

Cos you started lamotrigine back in February, is it January?

P20

January.

Dr

When you saw Xxxx [epilepsy specialist nurse]?

P20

Yeah.

Dr

OK. And you’re getting on well with the ..

P20

Yeah.

Dr

Tablets?

P20

Yeah. First of all, I had a bit of patchiness but that went after about two weeks.

Dr

Sorry?

P20

I had a bit of itchiness off the tablets at first.

Dr

Right, OK.

P20

And a bit of patchiness.

Dr

OK.....................But you’re still having some attacks at night?

P20

Yeah.

Dr

None during the day?

P20

Not that I know of, no.

Dr

Right, so you wouldn’t know much about those during the night. Can you tell us
about them?

R

Yeah. Most of them are stiff, very very stiff ones.

Dr

She goes stiff and will she

R

Stiff, only sometimes she’ll shake

Dr

Shake?

R

But other times she’ll just stay in one position.

Dr

Right. Yeah, yeah, OK.
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She groans a lot, like she’s in pain.

Dr

Right, OK.

R

It only lasts for like a minute, minute and a half and then she stops.

Dr

Right, would you know if you’ve had one the next morning, so to speak, unless
there is someone to tell you?

P20

Not unless, a few times I’ve woken up with stiff muscles and my bottom lip
seems to get chomped on quite a bit.

Dr

Right, OK.

P20

That's about it. There’s like a metallic taste in my mouth as well.

Dr

Right, OK.

P20

Like a metal taste.

Dr

OK, OK.. . And what dose of the lamotrigine have you got up to now?

P20
Dr

150.
50 in the morning and 100 at night?

P20

Yeah. It’s a bit of a pain cos they’re all in 25 still.

Dr

Oh, well we can ask your doctor to

P20

Hate taking tablets.

Dr

Right. . we’ll ask your doctor to perhaps give, I mean how often are you having
the attacks now?

P20

I don’t know, maybe about two or three times a week, i wake up stiff, but I don’t
know how many I take at night.

Dr
R

Would you know? What would you
It’s only about four nights, three, four nights out of the week, she takes her fits
but she only takes

Dr

Right, so they’re quite frequent still?

R

Yeah.

Dr

Right.

R

They used to be worse though, they used to take a long period of time over the
two three minutes if she was [unclear]

Dr

Right. So, they will

R

It’s cut the time down.

Dr

They’re less frequent and they’re less severe?

R

Yeah.

Dr

Yeah? . . And you’re getting on alright with the tablets? The tablets aren’t
bothering you in any kind of way?

P20

No. I’ve put on a bit of weight since taking them.

Dr

Right.

P20

I don’t know if that’s one of the side effects.

Dr

Well, it tends not to be. They’re fairly neutral for weight, I mean, we’re well
aware that some of the tablets that we use to treat epilepsy, some of them, for
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instance, Epilim, is a drug that tends to put on weight, but lamotrigine seems to
be quite neutral, from that point of view, yeah? . . . I mean, it would seem
reasonable, given that you’re still having quite a number of attacks, and given
that we’re sort of currently on what we’d regard as a starting dose of lamotrigine
that we do go ahead and push up the dose now to see whether we can improve
things further.
P20

Right.

Dr

Would you be happy with that?

P20

Yes.

Dr

Yeah?

P20

Yeah.

Dr

OK. Well, look, what I would suggest we do and perhaps the easiest thing is if I
give you a prescription for some lamotrigine tablets.....................We’ll push up
the dose now . . to 100 milligrams in the morning and 100 milligrams at night.
OK?

P20

Right.

Dr

And in a month, we could go to 100 milligrams in the morning, 200 milligrams at
night.

P20

OK.

Dr

. . . I’m going to make sure you’ve got the 100 milligram tablets so it’s only one
in the morning and two at night. OK? . . . . And then, I’d suggest we get you
back to see Xxxx [epilepsy nurse specialist] again, say in six months, and we’ll
see how you’ve done over that period of time.

P20

OK

Dr

With the increased dose of the tablets. OK?

P20

Yeah.

Dr

Right, so I’ll give you that. . and with that we’ll direct you off to the pharmacy so
we can . yeah, absolutely, absolutely . . OK?

P20

Yeah.

Dr

We’ll check things on from there.

R

Cheers for that.Thanks.

P20

Thank you.
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P22
Dr

=
=

Patient
Doctor

Dr

Your last contact with the service was back in February wasn’t it, when you
came to see Xxxx [epilepsy specialist nurse]?

P22

Yeah.

Dr

So how are you doing?

P22

Not too good really to be honest. I haven’t seen you since you said that I was
epileptic have I, and that was when you put me on the Tegretol...

Dr

In November, yes.

P22

In November. Since then I had a miscarriage.

Dr

Oh dear.

P22

I didn’t really know I was pregnant to be honest. I was nearly four months
pregnant, I just presumed that since I’ve started taking the tablets that my
periods have stopped. Anyway that’s not really - the petit mals, they haven’t
stopped at all and the nurse has upped the Tegretol and they still haven’t
stopped. And to be honest, they just seem to be getting worse and worse. She
asked me to keep a diary which I haven’t really done, I’ve just done when I’ve
had the petit mals really, I haven’t done anything else really that, you know, if
I’ve had a bad day or stress, to be honest, because it’s just been quite stressful
over the last six months really.

Dr

So.

P22

I feel like I’m going to be in a mental home to be honest in five years time if I
carry on with these. So that’s where I’m at really.

Dr

OK. Shall we have a look at the diary?

P22

Well there’s only a couple of things in it, that day in March I’ve never had petit
mals like them. They were just going on and on and on all day. I had to go to
work and it came to the fact that I couldn’t even - when I was having them
usually I’d be able to speak, but I’ve had a friend with me when I’ve had these
and I’ve said, “oh God I’m having another one now” and I’ve carried on speaking
and bla bla ..-1couldn’t even speak to her, and it was really awkward and in the
end, I mean she doesn’t know about all this because I spoke to the nurse about
telling her and she said, “no you don’t need to tell her because you have had”,
bla bla. So I haven’t told them. One, because it was a new job too. So anyway,
that was that day and it was weird, that was the 12th of March and then exactly
on the 12th April. Now I wasn’t aware of that when they started again. I had one
in the evening and then again all day the next day and then one or two the next
day.

Dr

OK, and between the 12th of March and the 12th of April...

P22

Nothing.

Dr

OK.

P22

But that was normal really, that’s the way it has been. But I just haven’t felt right
at all. I haven’t had any more, but it’s as if, I keep feeling I’m going to have
another one, but I just haven’t felt normal at all.

Dr

OK. Just talk me through one of these little turns again.

#
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P22

That’s it you see I cant even do i t i t ’s so hard, I don’t even

Dr

You did a pretty good job last time.

P22

I know it was exactly the same really as last time.

Dr

Just want to make sure I got it straight last time.

P22

To be honest I’ve tried just to forget all about it, this, after this lot, because I feel
like I’ve had to, or you know, I’m just going to end up - I know things have been
really stressed at home as well, I don’t know if that’s got anything to do with it
...- more stressful than when I came last time and spoke to you. I don’t know if
that’s got a lot to do with it. I haven’t been sleeping too well either ..-but that’s
not the issue, I’ve got other issues not just this that are sending me round the
bend.

Dr

Do you mind if I ask what they are?

P22

Oh ...- a lot of relationship problems, I mean ..... - if it was easy just to find
another house I’d find one, bit like that to be honest - my daughter, she’s a
lovely little girl, she’s one in a million laughter she drives me round the bend and
I know that’s just her age.

Dr

How old is she?

P22

31/4 - 1know she’ll grow out of that, but that’s just something I could do without at
the minute.

Dr

Yeah.

P22

Its just been a terrible year and I don’t know when it’s all going to, you know - I
keep thinking - I thought the third one was the miscarriage, you know, they say
things come in threes - my mum died and then this happened and then the
miscarriage and it just seems, everything seems to be getting worse, so I just
want to step out of my life for a bit sometimes.

Dr

Yeah, sure.

P22

But - a friend of mine is on Epilim, is it Epilim for petit mals?

Dr

Uhum.

P22

And I truly don’t think often the Tegretol is doing anything. I mean, you
obviously know your job, but she said well mention it, you know, if perhaps you
could go onto something else.

Dr

Yeah, and how much Tegretol are you taking at the moment?

P22

I’m taking 400 a day now.

Dr

400 twice a day?

P22

No 200 twice a day, so that’s 400 a day.

Dr

We thought you were taking more than that, we thought you were taking 400
twice a day.

P22

Oh, maybe I am then . - 1am, no you’re right, they're 200 gm tablets aren’t they
and I take two.

Dr

Two in the morning and two at night.

P22

Yeah.

Dr

Yeah.

P22

Sorry!
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Dr

It’s OK.

P22

I’ve got no memory. I cant remember anything.

Dr

OK. There’s a lot going on isn’t there. When you came to see me last time, I’ll
tell you what I thought you told me, you tell me if that’s still what’s happening
.............. - You realised you’ve been having little turns for about three years, a
strange feeling you found difficult to describe, you feel sort of vulnerable,
probably a feeling of déjà vu like you’ve done it before and feel panicky and they
were going on for about a minute.

P22

They seem to be going on for longer now, to be honest, especially, I’ll never
forget that one where that day I had where they just, that day - April, March
sorry, it was as if I’d spent the whole day, no sooner had I come out of one I’d
be going back into another one.

Dr

OK. What the medicine is very good at is stopping the attacks from becoming
big attacks. What is much more difficult is to stop the big attacks completely,
sorry, to stop the little attacks completely. So it could be that no matter what we
do we cant stop these little episodes completely. If we try harder with the
medicine to try and stop them completely, we run the risk of causing you side
effects, making you feel drowsy, affecting your concentration, making you feel
dizzy, those sorts of things. So we are looking at the trade off between
controlling turns on one side and causing side effects on the other. The
stresses that you are going through at home are likely to be making it worse. So
they are things that are difficult to resolve.

P22

Urn ...-1realised that that was playing a part in some of it.

Dr

Epilim is a tablet that we use for a different type of epilepsy.

P22

Right, OK.

Dr

OK and Epilim is a drug that we on the whole try and avoid in your case. It’s got
a lot of side effects, it’s not safe in pregnancy, it makes you put on weight and
can affect your hair and those sort of things.

P22

Your hearing?

Dr

Your hair.

P22

Oh my hair, oh laughter, OK.

Dr

And the evidence that we’ve got suggests that carbamazepine is better than
Epilim in controlling the type of attacks you’re having.

P22

Right.

Dr

I think the sensible thing regarding your treatment is going to be to either leave
the carbamazepine alone, or to push the dose up a bit higher. The other thing
that we can do to help you here is get the psychologist to see you. We could
see if we can help you deal with stresses any better, or help you come to terms
with what’s happening to you. So there’s the issues around coming to terms
with - in November I told you I thought you had epilepsy and you needed
treatment for that, but also there are all these other things that are going on.

P22

To be honest I’m finding it really hard..... -

Dr

Have a tissue............ -

P22

...Just to accept it all to be honest.............................- OK.

Dr

Is there any light at the end of the tunnel with the problems at home?
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P22

.... - It’s just a hard one that one really because it’s just so hard, it’s not really
to be honest. You have to be strong enough in yourself just to be able to do and I just haven’t been, you know just to sort of pack up my bags and leave with
two children is hard so I’m just working at that one really..........-

Dr

Shall we ask the psychologists who work with us to send you an appointment?

P22

Please.

Dr

It’s a bit of await for that.

P22
Dr

OK.
Four or five months, that sort of time period I think at the moment. What do you
want to do about the carbamazepine?

P22

Is that the Tegretol?

Dr

The Tegretol yeah.

P22

Oh - try it up again I suppose. Because I cant go over 1000 can I, that’s the top.

Dr

No it’s not.

P22

Oh, OK.

Dr

The top is either what controls the seizures or what starts to cause your side
effects that tells us we cant go any higher.

P22

Oh.

Dr

Usually we don’t go above 1200-1400 milligrams a day.

P22

Oh right.

Dr

Is it slow release Tegretol that you’ve got?

P22

I should have brought them.

Dr

What colour are they.

P22

White.

Dr

OK.

P22
Dr

Sorry I usually
bring them.
Lets make it two in the morning and three at night and I’ll ask your doctor to
prescribe the slow release medicine, which reduces the chance of some of the
side effects.

P22

OK. That’s another thing, it’s so hard to get an appointment with the doctor. I
haven’t been able to get one with him since I saw the nurse.

Dr
P22

Right.
I’ve seen other doctors but they, you know, they don’t really know the
background stuff you know. I know, I found out he’s in tomorrow. But what you
have to do you have to go and queue outside, so I’ve done it and he hasn’t been
in, so you know.

Dr

So you’re going to camp outside tomorrow are you?

P22

Oh, it’s just such a pain you know, quarter past eight you have to be there at the
earliest, but it needs to be done.

Dr

OK, III get a psychologist to see you, we’ll get you back to see one of the nurses
in about three months to see how things are going and come back and see me
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in six months and you’re going to increase the dose of Tegretol two in the
morning and three at night, and I’ll ask your doctor to make it the slow release.
P22

Right.

Dr

I think it would be sensible to let your doctor know about what’s going on.

P22

Yes. I’ll try and see him tomorrow, because I need to up the prescription
anyway.

Dr

Sorry it’s difficult for you.

P22

That’s OK. That’s life.

Dr

That’s right. Things do tend to bunch together don’t they/

P22

Urn - ‘fraid so laughter.

Dr

Well I hope some of these issues will have been resolved by the next time I see
you.

P22

Yeah, yeah me too. OK.

Dr

Good luck.

P22

Thank you very much.

Dr

Bye bye.

P22

Bye.
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