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Ways of Seeing: Doctors and Patients
Talking about the Diagnosis of Parkinson’s
Disecase — Ruth Pinder

Summary

The way doctors and patients think
abour chronic illness is oficn hidden
behind a mass of statistics. By using
direct verbal reports, this paper
explores the responses of GI and
patient to the diagnosis of’
Parkinson’s Discase (PD). Findings
relating to their respective ideas
about the drug treatment are
discussed as well as PD as an age-
relared condition. It is suggested that
sensitive cCommunication requires
doctors to address more findamental
questions of human suffering, and
that counselling skills should be
included as an integral part of the
medical curricalum.
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Introduction

“I supposc the diagnosis isn’t a
kind of crisis point usually. Patients
obviously present with problems
which means that now they have to
do such-and-such, then they have
to go home and think aboutr it. But
it’s not like breaking a leg.
Nothing very dramatic has to
change. You don’t have ro think:
‘Well, am I going to be able to get
upstairs?’ because presumably thar
problem may have arisen but it’s
not an acute problem™

“I was absolutcly stunned, so much
so that driving back I had to stop
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because I was crving and couldn’
sce through the windscreen ... My
husband was reading when |
walked in. I went over to the bar as
we always had plenty of liguor, but
that’s not like me. I hardly ever
drink without somcone offering me
one. And I poured mysclfa brandy.
He said ‘What’s the matter?” And
then, of course, it all had to come
pouring out. We didn’t sleep all
that night.”

This is a general practitioner (GI)
and a patient talking about the
diagnosis of Parkinson’s Discase
(PD). Yet it hardly scems as though
the two are talking about the same
phenomenon. My research question
was: can we explain how, on the face
of'it, the two concerns scem to be so
different? And, crucially, can we bring
them closer together so that GPs may
respond sensitively and effectively to
their patients” distress?!

Method

As the emphasis was on meanings and
interpretations rather than on
measurement and statistical analysis, a
qualitative approach was used. This
meant addressing ‘how’? and “why?
rather than ‘how many’? and ‘how
much’ questions.

Initially I had intended to study
specific pairs of patients and their
own GPs. However, the first two
paticnts | approached were reluctant
to allow me to interview their own
doctor. I can only speculate about
their reticence: perhaps they feared
that if interpretations were going to
differ, their accounts might be given
less eredence.” As far as possible, my
aim was to gain uninhibited
responses.

This led to a major shift in the
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PD did not fare too badly on this
continuum. Above all, diagnosis did
not threaten their own identities,
their bodily or emotional integrity.
We can call this indirect, experience-
with knowledge.

For most patients in the study,
diagnosis of PD was a crirtical
turning-point in their lives. Nothing
could ever be quite the same again,

Six vears ago I thought I knew
what PD was all about. ..

no matter how mild the presenting
symptoms or how slow the
progression of the discase. The
orderliness and predictability upon
which we normally base our lives was
shattered.” An uncasy shadow now
hung over patients” futures. This was
direct, first-hand, experience-of
knowledge.

How may GPs bridge the gap? In
secking to reassure and comfort their
patients, two considerations which
reflected the values and beliefs GDPs
held about PD, and about patients
with the condition, were uppermost
in their minds.

Something tangible on offer

The availability of a treatment gave
GPs a familiar handle with which to
respond to patients. Diagnosis,
followed by the instigation of
therapy, accorded well with
contemporary medicine’s emphasis
on the appropriate management of
discase. Indeed, doctors considered
that having something tangible on
offer took some of the sting from a
possibly distressing situation. It put
oft the day of reckoning. And GPs
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did not immediately have to face in
their patients much more painful
arcas of experience which many
wanted to avoid. Dr S spoke feelingly
of his relicf:

“It makes me feel much beteer! It
makes you feel useful in the sense
of being able to give something.
It’s much easier to hang a
discussion around a change in
medication, and that forever to be
talking about how someonc’s
continuing to get worse or to have
episodes where they feel dreadful,
where all you can say is “That must
be terrible’, it does make you feel
better to be able, perhaps, to give
them something which might
help.™

Burt, as GPs freely conceded, there
were longer-term problems with the
side-effects which could not be so
necatly resolved. Nevertheless, for the

A big difference between
knowing my partner may
become disabled, and
experiencing the reality of it in
everyday life.

time being, they could draw up a
reasonably coherent management
plan. This was positive, goal-oriented
medicine. Doctors could directly
apply theoretical knowledge to solve
concrete problems.

Most patients, too, were relieved to
hear that PD could be treated and
cagerly drew on what biomedicine
had to offer. Initally it helped them
regain some purchase on their lives.
[t restored their optimism, their faith
in a world which had been so rudely
disrupted. And patients had clear
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expectations about treatment. As
Mr I put it:

“I just thought: ‘Well, I've got an
illness and the pills scem to be
working and Il just put up with
it’. The treatment was so efective.
It was a question of ‘something
needs to be done and I did it’.
With the pills I could put the
whole thing outr of my mind.”

“You can alleviate suffering
very often just by being there
yourself.”

Patients needed doctors’ knowledge
about the disease, and a treatment
plan gave them a handle on it.
Disillusionment only came later
when, as Mr V discovered, “ you
notice things starting not to work™:
the treatment not only did not
contain the condition; it had a life of
its own as patients sought to
disentangle the eftects of the discase
from the side-eftects of the
medication on their bodies.

A question of age

Most GDPs in the study considered
that age helped to soften the impact
of diagnosis. As Dr W put it: “I think
they more or less regard it as part of
the ageing process”. Other GDs felt
that PD was much less distressing
than illnesses which disabled patients
before their lives had had a chance to
flower. Dr C said:

“I don’t get that tragic feeling with
Parkinson’s that you obviously get
with MS because with luck they’ll
be older, they will have had some
quality of litc. I'm not saying for
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Hire imdividual person it's not
tragic, but it’s the overall concepe.
Yewmnger peoapie witl Parkinson's
Ihisease in thedr forties or fiflies are
disasrrous, bur thar’s a whole
differenr order becase vou're
ofeanline wirl meeeclh veurnger
peaple™,

The orderliness and
predictability upon which we
normally base our lives, was
shattered.

Daoctors thought this was a
reasonable approach. It accorded
with both lav and medical beliefs in a
culture where vouth is generally
highly valued, aesthetically and
ceonomically, and old age
stigmatised.

However, the picture was not so
straightforward for paticnts, In trving
to make sense of their plight, the fact
that they were older did not
mccessarily ease their feelings. Age
itself was not always accepred with
equanimity. To be diagnosed as
suffering from an incurable,
degenerative discase mercly
intensified the pain. Mr R thought:

“When Parkinson’s came along, it
was i Blenw, [ fad the fecling here
wis something clse ro make vor
Feed e, Whar did somceone sav?
Every day after reniremenr ooy
regeirdd as a bowrs, Every day affer
Parkinson s § don’t regard as a
Bewrnes, I plis whar venr v given fo
finisty vour iime off with?™

Age and chronic illness were
experienced as a double burden.®
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Ohther patients felt cheated just as
they were approaching a time in lifc
when financial and family pressures
had cased and they were free to enjoy
themselves. No age was a good age oo
have PP,

Expenence-of” knowledge was very
different from the detachment offered
by those whose identitics wene not
persomally threatened.

The missing link

The questions thar most botheresd
paticnts were of a different order,
going bevond strictly biomedical
ideas of causation and scientibic
raticnalitv. Patients faced the task of
finding explanations for the nature of
human suffering, an issue on which,
as Stacey™ points out in her review,
clinical medicine is largely silene. The

Long-term problems with side-
cttects could not be so neatly
and easily resolved.

wifie of Mr C, who had recently been
diagnosed, illustrates the pain of such
@ quiesl:

“Sov mieech dn life fasnt gene riglhe
i these Lst few vears that mye fich
in God has been very sovely fesied

My hasband s been such a good
fivimg, decent man, i docsn 't scem
Fuir, Yoour foesk o some poeopde von
watrr el dleserilve as wortliless
roters, aind nenling scerms Lo
fuappen b them. Life swims by for
them. Wy has it happened to
him?™

For patients, trving 1o explain why
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they, rather than “someone clse® had
Ieen struck down with a chronic
illness was part of the need o make
sense of life™s many other
carastrophes." GIs trod warily on the
issue. docrors in the rescarch

Patients needed the doctor’s
knowledge about their discase,
and a treatment plan gave them
a handle on it

generally were reluctant to become
invalved, feeling that the structure of
general pracrice in Britain made it
impossible 1o devore the time
required, However, Ir Y ventured:

“Your can alleviare suffering very
often just by being there yourself,
amnd f chink ie's impovtant to
recognise that as an important
rivimg ro de. Fknow i sounds fnite.
v gereimg a bir herrer at i f

o T ko wilierher ir comes o
vou as veu get older?™

Attending to patients” “language of
distress™" was important, but doctors
found there were few rules to guide
them, Yet, for paticnts, the urge to
impose order on disorder, was central
o their expericnce of illness, Whilste
doctors” theoretical and practical
knowledge provided a framework
around which patients could waork,
this, on its own, did not suffice.

Conclusions: march and
mismarch

As exponents of contemporary
Western medicine, how far are GIP's in
tune with the needs of patients with
1y and other chromic illnesses? We
can sce that the different ways
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docrors and patients think abour P
are likely to have important effecrs on
the patient-doctor relationship, In
this study, GI's" expericnce-with
knowledge could readily lock into
patients’ beliefs about treatment
directly after diagnosis. But whether
age tempered the impact of the bad
mews was much more equivocal,

There is a person to be
understood behind every
patient.

Further, rreatment itself was only a
partial and short-term answer. Later,
Lil*s would have to confront both
their own feelings of helplessness and
inadequacy, and their paricnrs’
distress when strictly medical
sclutions ran out, Clinical science has
few categories with which 1o address
more fundamental questions of
human sulfering."”

Expericnce-with and experience-of
knowledge are often seen as
representing opposite sides of the
coin. One is considered to be
superior, objeetive, rational and
reliable; the other inferior, subjective,
woolly, and unreliable. Ideally | see
them as complementary, with doctor
and patient working as partners,
making a journey of discovery
torgether.'*

This involves sharing cach others’
knowledge and experience, with
miuttal respect for what each can
conitribute. Doctors necd paricnrs”
knonwledge to gauge whether they are
communicating effectively or nor,

For a genuine partnership to take
place, it is important for G to move
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Ieyond the confines of strictly
iomedical beliets, to trv and grasp
somcthing of what it is like to have
"D first-hand. Three steps an
NECessary,

First, G could scrutinise the
judgements they use. This is not to
say thar there s no need for
mdeements. Rather, belicts need o
be adapted, moditied and often re-
defined to remain in step with the
way patients think and feel. There is a
person to be understood behind
CVETY PAlcnt.

Sccondly, and much more difficult, 1s
the task of stepping inte another’s
shoes. We cannot transcend the
limitations of our own cxperience
except perhaps fleetingly.™ My
research'™ showed thar GI's whao
could reach into their paticinrs’
waorlds, cven il only for a few
moiments, rransformed patients”
ability to come to terms with the
wondition. This raises a vitally

Patiene: *I noticed things
starting not to work .. ."

important dilemma for GPs. It asks
them to confromt the inner pain of
others, raising the very anxictics
which may most disturb themsches.

Thirdly, a broader appreciation of the
social and cultural conexts in which
patients experience chromic illness is
necessary. Experience-with
knowledge ocoupics a pivileged
position in contemporary Western
socicty,' but it fails to explain why
some people fall prey oo sickness
whilst orhers escape apparently
unscathed, To communicare
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effcerively, GPs need 1o freely draw
an both personal and culrural
frameworks of making sense of what
has happened, and thus to squarely
address questions of misfortune and
human suffering. To do so raises as
many problems as it is likelv 1o
resolve. But can doctors afford not to

Age plus chronic illness were

experienced as a double
burden.

do sof The inclusion of core
counsclling skills as an integral part of
the medical curriculum, rather than
as a solt option to be tacked on at the
end as a concession to liberalism,
might be a way forward. ™

At the end of the day, [ believe miost
Gils would wish their patients 1o fiecl
like Mrs U whe said of her own GI;

“f suppose there is a bond reallv, [
feel he understands perfectly how 1
feel. I know when £ goin fe's
v fev understand ™
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