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Explaining functional disorders in
the neurology clinic: a photo story

Alan Carson,’ Alexander Lehn,*? Lea Ludwig,' Jon Stone'

There is an increasing understanding and
interest in functional disorders among
neurologists. These are common pro-
blems that make up a large proportion of
a neurologist’s workload.! Nonetheless
many doctors are still apprehensive about
this area as they find explanation and
treatment challenging.” > However, a suc-
cessful explanation is generally regarded
as an essential platform for further treat-
ment.* There is evidence that a successful
consultation can resolve symptoms in
some patients’ © and is associated with
improved patient’s outcome.” ®

Here we explore some issues in
explaining the diagnosis of a functional
disorder using the unconventional
medium of the photo story (figures 1-4).
We chose this format to make the article
accessible and thought provoking, not
because it is a light-hearted topic; far
from it.

There is no ‘one size fits all’ method
for every patient, but there are some
approaches to the consultation that, we
have found, help our practice. Our
approach is based as much as possible on
how neurologists might explain other
conditions in the neurology clinic, such
as Parkinson’s disease: giving a clear diag-
nosis, explaining transparently how that
diagnosis has been made and something
about ‘how’ the problem occurs even if
the ‘why’ can often be speculative and
can be left for later consultations. In an
accompanying article, Jon Stone explores
the question of whether it is possible to
turn a neurological assessment into treat-
ment for the patient with a functional
disorder.”

Even neurologists who are keen to help
patients with functional disorders some-
times find themselves in avoidable situa-
tions that can have a negative impact on
outcomes. This cartoon highlights some
of these common pitfalls: making or
explaining the diagnosis because the tests
were normal (instead of using positive

features); denying the patient a diagnosis
(‘no neurological disease’) and focusing
prematurely on psychiatric comorbidity
when present can create unnecessary mis-
understandings. We also illustrate the
potential benefits of demonstrating posi-
tive physical signs of functional disorders
to patients and the importance of provid-
ing written information where possible.'”

While we use the term ‘functional’ in
this article, we don’t think the °‘label’
chosen is of prime importance. Indeed in
a first draft of this article we found our-
selves going round in circles discussing
the pros and cons of various labels using
arguments that have been rehearsed ad
nauseam.'! '? Eventually we realised that
the ‘label debate’ was obscuring what we
really wanted to say.

We would argue that it is more import-
ant in delivering the diagnosis of a func-
tional disorder that the doctor can show
that (1) they are taking the problem (and
associated disability) seriously, during the
history taking and during diagnostic dis-
cussion; (2) there actually is a diagnosis
that is familiar and has a name; (3) there
is some rationale for the diagnosis; (4)
there is some explanation of ‘how’ the
symptom arises (even if ‘why’ is more
complicated); (5) it is potentially revers-
ible and treatment may help; (6) there is
written information to help understand
the problem; and (7) there is a willing-
ness to triage the patient for further treat-
ment and follow-up as required.

(1) Taking the problem seriously

This basic human skill is sometimes the
hardest aspect of all. Neurologists often
find patients with functional symptoms
‘difficult’.> '* But it helps to remember
that some patients have prior experience
of doctors (and sometimes other people
in their lives) being dismissive and not
taking them seriously; this can lead to an
expectation of being treated with con-
tempt and a feeling they must have to
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Figure 1

Photo story part 1.

fight to get what they think they need. The simplest
way of handling this is to be kind, polite and inter-
ested. You could make good eye contact, use language
that demonstrates understanding, and show empathy
with suffering and physical disability. It may help,
paradoxically, to use humour where appropriate (eg,
during the examination of reflexes) or even to say
explicitly during the assessment, “This is all familiar,
I’ll explain at the end” or, “This is a genuine problem/
I believe you” when giving the diagnosis. With these
simple steps, in our experience, patients become
aware that they are being taken seriously, and the con-
sultation can turn into a collaborative effort that is
more rewarding for both parties.

There is a problem here though. Regardless of the
techniques used, the doctor who fundamentally
doesn’t believe that functional disorders are a genuine
problem that is the responsibility of a neurologist, will
struggle. Patients can usually ‘smell a rat” when the
words are right but the sentiment is not. This is a con-
undrum that is worth further thought but which we
cannot solve for you.

(2) Making it clear that there is a diagnosis
There comes a moment in the consultation, usually after
the examination, when the patient, quite reasonably,
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THAT'S ALL NORMAL - IS HE
JUST HAVING ME ON?

WELL, YOUR EXAMINATION IS NORMAL
AND THE MRI SCAN DIDN'T SHOW
ANYTHING EITHER -

= "
o &'
X L

THERE IS NO EVIDENCE OF A
NEUROLOGICAL DISEASE, SO THERE IS
NOTHING TO WORRY ABOUT

expects to be given a diagnosis and some explanation of
what that diagnosis means. In our view, it is helpful to
do so, although a failure of this most basic step is an
outcome that remains common for several reasons.'*

One is a feeling that this is ‘not my problem’ and can
be dealt with by simply saying, “There is no neurological
disease’. Sometimes this approach arises through
ambivalence about the possibility of malingering or
exaggeration."” Conversely, some doctors, particularly
non-neurologists, worry that the diagnosis is not robust.
There is good evidence, though, that the diagnosis of a
functional neurological disorder can be made accurately
by those with an advanced understanding of neuro-
logical disease." This means that neurologists are best
placed to give and explain the diagnosis.

In the absence of positive evidence of malingering,
we suggest that communicating to the patient only
that they have ‘no neurological disease,” when you
know that there is a functional diagnosis, is an abdica-
tion of responsibility. The patient with a paralysed leg
is not likely to simply think ‘that is okay then’ and
wander home satisfied, any more than a neurologist
taking their broken down car to the garage is going to
be happy to only be told that the radiator is fine—no
problems there; we want our car to work again and
the patient wants the same for their leg.
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BUT I CAN'T WALK NORMALLY
AND T'M WORRIED ABOUT FALLING
WHEN I'M LOOKCHlLIgIG AFTER MY

T COULD ASK ONE OF MY

COLLEAGUES IN PSYCHIATRY TO
SEE YOU?

7 I CAN'T BELIEVE THIS - T WAITED 5
{ MONTHS TO SEE YOU AND NOW YOU'RE
TELLING ME IT'S ALL IN MY HEAD!

NO THAT'S NOT WHAT I WAS SAYING
- SOMETIMES STRESS CAN CAUSE
THESE THINGS...

Figure 2 Photo story part 2.

The other common reason for not providing a diag-
nosis may lie in reattribution techniques, which have
been the backbone of general practice and psychiatry
teaching in this field over the last 25 years. This way
of thinking encourages the doctor to help the patient
come to his or her own understanding of the problem
using discussion to ‘broaden the agenda’ and then
help the patient ‘make the link’ between their physical
symptoms and emotional state. Doctors trained in this
model feel they should approach the problem in this
way but are aware that, especially in secondary care,
patients often do not welcome this approach. This
may lead doctors to abandon all attempts at explan-
ation or conversely to ‘formulate’ excessively (as
studies using conversation analysis found).'® There are
aspects of this that we would support for the purposes
of treatment in some cases but adopting a biopsycho-
social model means that you have to be prepared to
be ‘bio’ as well as ‘psycho’ in your world view. This
may mean accepting that in some patients, psycho-
logical or biological factors are more important than
in others. The data for functional disorders do show
higher rates of psychological factors but not in every-
one.'” In our experience it is far better to make a
clear and positive diagnosis—to focus on a shared
understanding as a foundation—before leaping to

T'VE GOT THIS WEAK LEG AND NO
ONE SEEMS TO KNOW WHAT'S
CAUSING IT...

.AND THAT MADE ME REALLY
WORRIED ABOUT IT...

..NO ONE CAN GIVE ME ANY ' CAN YOU SEE HOW MUCH
ANSWERS, THEY JUST SAY THAT ALL STRONGER YOUR RIGHT LEG
TESTS WERE NORMAL! S NOW?

ACTUALLY,
YOU'RE RIGHT!

...AT THE END OF THE
EXAMINATION HE
DEMONSTRATES

HOOVER'S SIGN TO
THE PATIENT...

conclusions about aetiology. Our experience is backed
up by trial evidence that does not support reattribu-
tion as an effective technique, despite its popularity.'®

At this point we are often asked ‘but what should
we actually say?’. In general we favour, as a default
position, an explanation along a functional model for
reasons we have rehearsed elsewhere,'? but we do not
apply this inflexibly. If we agree with a patient who
thinks their symptoms relate primarily to an anxiety
disorder but who just wants to make sure there is no
sinister cause, we will discuss that openly. A diagnostic
label is essential to signify that the symptoms are not
a mystery, to communicate with family, friends and
health professionals and to signpost further treatment.
Ideally that label should concur with the doctor’s own
model of what the symptoms are, and should not do
harm or obstruct treatment. It should preferably indi-
cate what the diagnosis is, and not what it is not. In
the absence of evidence you should decide for your-
self what is best. Ultimately, though, it is probably
true that ‘it ain’t what you say, it’s the way that you
say it’.

(3) Demonstrating the rationale for the diagnosis
Many patients with functional disorders have a
general feeling that their symptoms are a mystery;'” 2°
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S0 WHAT DO YOU
THINK 5 WRONG?

YOU HAVE 'FUNCTIONAL LEG
WEAKNESS' - YOUR NERVOUS SYSTEM IS
NOT DAMAGED, BUT IT'S NOT
FLNCTIONING PROPERLY

THERE ARE NO QUICK FIXES,
BUT PHYSIOTHERAPY CAN HELP.
ALSO PSYCHOLOGICAL TREATMENT CAN
HELP YOU LINDERSTAND THE PROBLEM
BETTER AND LEARN HOW TO MANAGE
SYMPTOMS. WHAT T WOULD
LIKE You TO DO...

WITH QUESTIONS IN A FEW
WEEKS TIME ’

Figure 3 Photo story part 3.

not least because a number of previous doctors have
often failed to give a diagnosis. One of the best ways
to overcome this is to explain how the diagnosis has
been made, for example by showing the patient their
Hoover’s sign, their entrainment test for functional
tremor or by talking them through the positive fea-
tures of their dissociative (non-epileptic) attack.
Functional disorders should not be a diagnosis of
exclusion and they may coexist with neurological
disease. Asking during the consultation if there were
any specific conditions the patient or their family
were wondering or anxious about and then explaining
why they aren’t the case is often helpful. This can all
lead on to discuss that this is a common complaint
and you have seen it many times before.

(4) Discussing mechanism rather than cause

Clinicians often focus and speculate heavily on the
cause when giving patients explanations for functional
disorders in a way that they don’t, for instance, in dis-
cussing migraine.”’

The reality is that we often have little idea ‘why’
patients have the symptoms they have. Sometimes
there are clear associations with physiological or psy-
chological factors but formulating the problem in this
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DID YOU RECEIVE MY LETTER? DID
THAT AND THE INFORMATION T GAVE
YOU MAKE SENSE TO YOU?

YES, IT WAS
HELPFUL TO READ
THAT. ACTUALLY MY LEG
FEELS A BIT BETTER »
ALREADY ALTHOLIGH T
STILL FIND IT HARD TO
GET MY HEAD AROLIND
THIS WHOLE THING

THAT'S A VERY GOOD START.

( HAVING A GOOD GRASP ON WHAT'S '\
ACTUALLY HAPPENING IN A FUNCTIONAL
DISORDER GREATLY INCREASES YOUR
CHANCE FOR RECOVERY...

...MY COLLEAGUES ARE EXPERTS IN
THIS AREA. T FIND THAT A COMBINATION OF
PHYSICAL REHAB AND PSYCHOLOGICAL
TREATMENT 1S OFTEN MOST HELPFLL.
SHALL I REFER YOU?

THANK YOU SO MUCH. 1T FEELS
LIKE FINALLY I'M MAKING SOME
PROGRESS!

way is fraught with error and speculation. It can be
acceptable initially to say simply, “I am not sure why
this has happened to you at this point in time”.
During the initial consultation we would try to redir-
ect questions about ‘why’ in to questions about ‘how’.
For example patients with dissociative (non-epileptic)
attacks may have an initial event that is syncopal but
then it recurs a bit like a panic attack before becoming
‘habit-forming’. Discussions like this don’t really
explain why the attack happened again or the under-
lying vulnerabilities but provide a more solid basis for
understanding the nature of the disorder. Speculation
about possible causes is, in our opinion, best left until
you have established a proper relationship with the
patient and a mutual understanding of the diagnosis.
Endlessly seeking evidence of psychological problems
or attempting a psychological formulation may be
akin to badgering someone about whether they smoke
in a TIA clinic. It may be a reasonable question to ask
but if they do smoke you won’t base your whole treat-
ment of the episode on that fact and if they don’t
smoke, you will let it go and move on.

(5) Conveying the potential for reversibility and that
treatment can help
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I WANT TO WORK WITH YOU ON
RE-TRAINING N L MOVEMENTS...WE
WILL START WITH SIMPLE TASKS, BUT
THEY WILL GET INCREASINGLY
CHALLENGING FOR YoU

O
FINALLY SOMEONE WHO
WANTS TO HELP ME MOVE MY
LEG BETTER!

I HOPE THE PROCESS WILL HELP
YOU UNDERSTAND THE PROBLEM
BETTER

CAN YOU SEE HOW MUCH
BETTER YOU ARE WALKING WHEN you
RE FOCUSING LESS Of
AFFECTED LEG"

INCREDIBLE, THIS ACTUALLY IS
MUCH BETTER!

IT IS OFTEN HELPFLL TO LOOK AT
THIS AS A SOFTWARE RATHER THAN
A HARDWARE PROBLEM

SO THAT'S WHY
THE MRI SCANS
WERE NORMAL...

Figure 4 Photo story part 4.

Instead of philosophically bereft Cartesian discussions
about whether the symptoms are neurological or psy-
chological, in the brain or in the mind, try to move the
discussion on to whether the symptoms are potentially
reversible or potentially irreversible. Feelings of irre-
versibility can be engendered or misinterpreted by any
diagnostic label including functional (‘something in the
brain I can’t do anything about’) and psychogenic (‘it’s
down to you and your personality, there’s no changing
that’). Regardless of label, getting across the point that
the symptoms have the potential for improvement, are
‘software not hardware’ appears crucial with respect to
prognosis and attempts at rehabilitation.

(6) Providing written information

The contents of most medical encounters are easily for-
gotten by patients, especially when conveying complex
and new information.”* Experience with sharing letters
and notes with patients is generally favourable, in terms
of increasing recall and also improving adherence to
treatment recommendations.”® A clinic letter copied to
the patient, which has tailored information combined
with generic condition-specific information using a
leaflet or website (eg, http:/www.nonepilepticattacks.
info or http:/www.neurosymptoms.org) appears to
enhance a good consultation and sometimes rescues an
average one.”*

RAPY
SOMETIMES HELPS PATIENTS TO
BETTER UNDERSTAND THEIR DIAGNOSIS,
AND TO LOOK AT THE SYMPTOMS IN
A BROADER CONTEXT

I ALSO WANT TO EQUIP
YOU WITH THE NECESSARY
KNOWLEDGE AND SKILLS IN CASE
YOU GET FLARES OF THIS

N\ AGAIN N THE FUTURE SYMFTONS, FEELINGS,

THOUGHTS AND
BEHAVIOURS ARE OFTEN
CLOSELY LINKED
TOGETHER...

...UNDERSTANDING
HOW THEY INTERFERE
3 WITH EACH OTHER AND, FOR
d EXAMPLE, TACKLING LINHELPFLIL
THOUGHTS THAT MAY BE
INVOLVED IN MAINTAINING
\ YOUR SYMPTOMS, CAN BE
‘/ERY POWERFUL. g

T CAN SUPPORT You
MUCH BETTER BECAUSE WE
KNOW WHAT WE ARE
DEALING WITH

ABSOLUTELY, T FEEL THAT NOW
THAT T LUNDERSTAND MORE ABOUT IT T
FINALLY KNOW HOW TO TACKLE
THIS

AND NOW T CAN EXPLAN

TO THE GUYS AT WORK WHAT
WRONG WITH ME - T THINK
BEFOREHAND THEY THOUGHT
THAT T WAS JUST FAKING
~

(7) Triage for further treatment

Ideally the neurological assessment and explanation
has been the start of treatment itself.” But what
happens next? Arguably for a patient with complex
symptoms who is trying to understand a diagnosis
they have never come across before this should
involve a follow-up visit with the person who made
the diagnosis. A neurologist is also in a good position
to triage patients for psychological and physical treat-
ment, when available, and, if they have sufficient
training, to decide which is most likely to help, and
when.

CONCLUSION

Regardless of what model or terminology a doctor
wishes to use, we would argue that a conventional
format of explanation for patients with functional dis-
orders that mirrors what we already do for conditions
such as migraine or Parkinson’s disease allows for
better consultations for patient and doctor.

Some of the issues regarding initial neurological
explanation of functional disorders could be subject
to randomised clinical trials (eg, which term? what
type of information? Does it make any difference if
you use a diagnostic label or not?), but some, like
treating people decently and being transparent about
the diagnostic process should probably never be.
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» Neurologists often find it difficult explaining a diag-
nosis of functional disorder.

» Follow the normal rules of explanation: tell the
patient what it is, not what it isn't.

» Show the patient the positive rationale for the diag-
nosis (eg Hoover's sign).

» As with any neurological condition start by explain-
ing the mechanism in preference to aetiology.

» Give the patient written information and share the
letter you write to their general practitioner.

» Take responsibility for follow up and onward triage.
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