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PATIENT PRESENTATION

Beyond the Protocol: The Potential of

Person Centred Care -

Summary

A parienr report s grven of 3 Voog,
poorly supported father with
roctTe sefsures who was helped by
a caring, person-ovienrated physician.
f¥ rhe rradivional disease-onicnrared
approacit had been wsed, many
poreneial avenues of help would fave
been unexplored. The value of
apylving some of He primany
pnnnp.l'r.'-'. in family medicine is
ilfustrated by following this parient’s
frisroy.
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Introducrion

Two of the primary principles of
Famnly Medicine are that the Family
I'hysician 1s committed to the pemson
rather than to a specific body of
knowledge or group of diseases, and
thar the Familv Physician Ve Tor
understand a paticnt™s problem in s
proper Contexe.’

I believe that the following patient
illustrates the importance of applying
these principles at all times and
cxplores the possibility of individual

| persan-onented care thar can be ar a

level above thar confined by a rigid,
pgeneral, disease-oriented protocol.

An Individual Patient with
Recurrent Seizures

|I:1|1:_m||1. this LL].EHFIIL will illustrare
the impartance of railoring therapy
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for the individual patient and of
being patient-centred in one's
approach,

515 a 30 vear old Xhosa man whao
suffers from recurrent seizures despite
being compliant on drug therapy. 1
have treated him for over pwvo years
foor both his scizures and other
ailments char have afflicred him and
fis family during this period.

We first met when 5 was referred to
me by one of the nurse- |1r~.1umu|1q.r1.
at our clinic tor review of his anri-
convulsant drug therapy. He was
labelled a “problem case™ as he was
having recurrent seizures despine
therapeutic serum levels of
carbamazepine.

& had an almost perfect arrendance
record ar our clinic and his record
revealed thar he expenenced, on
average, one to three seizunes per
mumth despite apparent compliance
on medication. He was currently on
carbamazepine having not achicved
scizure controd on phenobarbitone in
the past despate achieving serum
levels of the drg that were
consistently in the therapeutic range.

I was taken aback, initally, by the
number and frequency of seizures
thar were occurring despite
compliance with an appropriate drug
regimen. | took a long history and
managed to intervicw an eve Witness
whir had seen several of §'s seizures, |
was satisfied thar he was indeed
having scizures, It appearcd thar the
seizures were partial with evolution to
being tonic-clonic in nature. They
lasted less than five minutes on
average and were preceded by a
conseant warning symptom of feeling
“dizzy™ for a short period prior to
the seizure. 5 was thus able, by acting
promptly, to remove himself from

SA Huisamspraknk .-'\pril 1903



any impending danger just prior to a
seizure.

The seizures themselves were tonic-
clonic in nature and were often
associated with tomgue biting but
rarcly with incontinence. There was a
penod of post-ictal confusion and
drowsiness that followed the scizures,
Mo obvious immediare rrigger factors
such as alcohol, exhavstion or visual
stimli could be found.

5 did not have any history of birth
trauma, head injury, previous
meningitis or childhood seizures. 1

A visit to his home and to his
employer

examined him carefully and found no
neuralogical (or any other)
abnormality ar all. There were, also,
ne signs of long term anti convulsant
drug ( ACD) side effects.

5 had been having seizures for abour
eight vears by the time 1 mer him, It
is reasonable 1o conclude that he
must have suffered in the region of
100 seizures in all in this period.

Amazingly, 5§ had a reasonable job
and an intact family. He worked ar a
local nursery and had done so for the
past six vears, He was considered a
valuable part of the team there as he
had an excellent knowledge of plants
and how to grow them. His emplover
was aware of his seizures but claimed
that they were not an insurmountable
problem. He cerrainly valued S
sufficicntly to not consider asking
him ro leave. He was aware that 5™
seizures were an inconvenience but
knew how to handle them in the
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acute situation. He did not dock any
pay or leave for time off { having
seizures ) and was quite prepared to
help with transport to the chime or
hospital. The rest of the staff at the
nursery had been instructed on how
tor deal with a seizure in a firse aid
situation and there was apparently no
panic engendered by a seizure ar the
waorkplace.

5 was marmied with four children (sce
genogram) and the family lived ina
small house on the nursery premises
along with mast, if not all, of the
other workers and their families.
They also had a second home in a
rural district where his wife's family
lived. His family lived close to chis
second “weeckend™ home,

Genogram

The marriage was a stressed one as 8's
wifie drank heavily and, as a result, did
not alwayvs care properly for the

children. This distressed 5 greatly and
he often expressed his feelings of
anger and frustration in this regard.
He claimed that he, on occasions,
had to arrange for their neighbours
o take care of his yvounger children
while his wife was our drinking. In
face, during the course of our
relationship, it was once necessary
admit their voungest child for
intravenous therapy for gasiro-
enteritis and low weight for age. On
this occasion the child was brought
to the hospital by 55 sister,

Ty

I initally increased the dose of 8%
carbamazepine to a total of

1 (00 mgday in three divided doses
i previous dose 800 mg) despite the
therapeuric serum levels. Alter this
change his serum levels remained in
the upper therapeutic range and he
continued to have seizures.

Ar this stage 1 subjecred 5 toa
number of investigations o look for a
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cause for the seizures and possibly
uncover an underying structural or
metabolic abnormality. The resulrs
were as follows:

Serum glucose {random) -
5. 6mmaol /1

Biochemical panel - Normal (all)
Serum VDRL - Negative

C5F - VDRL negarive
Protein 0,12mg./|
Mex cells scen

L scan Chigh resoluton) -
Completely normal

S0, | had found no evidence of

cerebral syphylis, neurocysticercosis
{which I had considered quite likely
in view of his rural background) or

Intellectually he did not believe
in ancestral curses but he could
not dismiss his fear

metabolic disorder. We were left with
a diagnosis of idiopathic epilepsy.

I decided to attempt another front
line ACID as a single agenr -
phenytoin (valproate was not
available ar our clinic). I followed the
principles of drug substitution and
did it slowly over a period of three
months. The changeover did not go
without some hiccups due to
interactions beoween the two agents
and a lot of serum level monitoring
wis done. 5§ was finally stabilised on
400mg day of phenyvioin taken as a
single dose ar night. At this dose he
had serum levels in the therapeurtic
range and initially appeared oo have
achieved better serzure contral {twao
consecutive seizure free months),
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However, this honeymoon prerioed
soom passed and his setzure frequency
returned to its previows level. We
tried to increase the dose of
phenytoin to S00mg day but he
experienced severe ataxia and nausea
at this dosage and had severely toxic
serum levels,

By this stage 5 and I had developed a
good relationship. 1 arranged 1o dooa
home visit and to visit his employer.

The home visit went without
incident, The family lives in a three
roomed brick house without
electricity but with running cold
water. There is a pit latrine ourside
for their use. Cooking is done using
paraffin {a potential hazard for §) and
the house was neat and tidy. They
grew vegerables as well as flowering

| plants in a small, well tended garden.

His emplover was most
understanding and forthcoming and
provided some useful information.
He confirmed thar he found 8 to be a
valuable emploves and claimed to
find his seizures to be no more than

an inconvenicince. He seemed
confident that he and his staff could
cope with a seizure from a first aid
point of view,

He informed me thar § had become
increasingly anxious about his condition
in the last vear or two., By what
appears o have been co-ncidence and
bad heck, a2 number {at bease four) of
5% male relatives had died in the last
twio years from a variety of unrelated
causes. Ar the funeral of the latest one
(a cousin described as a “skollie™ who
had been stabbed to death), an elderdy
woiman had informed S that he was
unger a family curse and that he would
be the next to die!

I questioned 5 abour this and he said
that it caused him considerable
anxicry. He claimed not to believe in
rraditional ancestral tvpe curses ar an
intellectual level, but at another level
he stll did, to an extent. He had lost
a number of relatives recently. He
consulted several traditional healers in
the past to deal with both his seizures
and the curse but they had been of
no benefit to him.

Eco Map
Extended Family Hospiral /Doctor
Children Sess . Community

Work-

Peer Group/'s
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We discussed this aspect of his
situation over the course of several
consultations and 1 gained the
impression that § felr as though there
was a brooding cloud hanging over
him which he was able to dismiss at
an intellectual level but which was
ever present at a subconscious

level.

I gor to know 575 wife ar a laver dare
when they consulted me together for
advice about contraception. They did
not feel that they could cope
financially with more than the four
children that they already had and
wished for her to have a tubal
ligation, They had run into problems
with the extended family over this
issie and were under some cultural
and family pressure to have more
children. After much debate and
discussion they eventually felr able to
exercise their autonomy and Mrs 5
underwent a laparoscopic tubal
ligation,

Three Stage Diagnosis

I. Clinical

Poorly controlled epileptic

Compliant on drug therapy

Mo obvious precpitating cause

Mo obvious iatrogenic problems duoe
to anti-convilsants

Mo structural neurological lesion

found

2. Personal

Trving to cope in adverse
circumstances with minimal
SUpPOIT

Haolding steady employment

Cast in a sick role ar work and in the
COMmmuniry

[solared both ar work and in his
family

Afraid of implications of “the curse™
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3. Confextual:

- in a dysfunctional marrage with a
wife who offers no support but
adds to his responsibilities

= has stable employment (against all
odds)

- valued by emplover

- oatracized socially due to - discase
and its stigma - the “curse™

= almost no support forthcoming
from either family or community
(sec eco map)

- still does not have full automomy
in context of exrended Family

What pext for 87

At a disease oriented level 1 suppose
that the next step would be o try
some ACD combination on 8 such as
adding carbamazepine vo the
phenytoin, Other possible additions
are sodium valproate and clonazepam
or clobazam. (The latter 15 not on
provincial code)

Bur whar if we take a more patient-
oriented approach? As can be seen
rather dramatcally in his three stage
diagnosis and eco map, 5 is an
isolated individual with very little in
the way of support available to him.
He is making an extremely valiant
atrempr to cope with his unforminare
circumstances. In the face of
enormous odds, he is holding down a
stable, reasonable job and has, so far,
managed to keep his family together.
The only avenues of support available
o help him with his task are:

his employer

his medical attendane.

Metaphorically speaking, therefore,
for 5 a seizure can be a method of
temporarily escaping from the very
onerous responsibilities of everyday
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Iife. A seizure at work does not
invalve a trip to the hospital, but it
does allow a period of responsibiliny
free rest. Reporting the scizure to the
dowtor at the next clime visie will also
elicit an interested and caring response.

I am not suggesting that 5 does not
have genuine seizures, but 1 strongly
suspect that his stress is a type of
rrigger factor - along the berrer
understood lines of an alcoholic
binge. Tt is just not as easy to spot
and po quantify.

{ver the course of several months, 1
explored this line of reasoning with 5
and he was prepared to admit that this
was at least a possibility. We amempred
to leam ways of dealing with stress and
the family have been referred o
FAMSA. We have changed his
medication back to carbamazepine in
view of its less toxic side effect profile.
He is still having infrequent seizures at
the rate of about one every six weeks.
Drespite this apparant lack of *onganic™
progress I am convinced that 5 is far
more at ease with his situation in
general.

Conclusion

I am thoroughly convinced thar the
secret of treating patients with
seizures (or anything else ) is to be
patient centred and thus to attempt
to understand the individual and his
or her life circumstances. Failure to
do this may leave many potential
avenues of help unexplored. T hope
that this example has illustrated the
importance of constantly applying the
basic principles of Family Medicine.

References
1. McWhinney 1. The Principles of Family
Medicine. [n: A Textbook of Famihe

Medicine, Oxford University Press 198RS
12-26.

SA Hulsarsprakovk April 1993





