Following the post on Co-Cure ACT.MED: The Undeserving Sck on 30 August 2005
from Professor Michael Sharpe in which he claimed that comments he made in a public
lecture in 1999 have been taken out of context, Margaret Williams has rel eased her copy

of Sharpe's actual lecture notes so that people may judge for themselves. The two
commentsin question (" Purchasers and Health Care providers with hard pressed
budgets are under standably relectant to spend money on patients who are not going to
die and for whom thereis controversy about the "reality” of their condition. They arein
this sense undeserving of treatment” and " Those who cannot be fitted into a scheme of
objective bodily ilIness yet refuse to be placed into and accept the stigma of mental
illness remain -- to paraphrase Bernard Shaw -- the undeserving sick of our society and
our health-service") occur towards the end of the 12 pages of the lecture notes.
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Readers might also like to view further quotes from Michael Sharpe by visiting the link
below

http://www.meactionuk.org.uk/Quotes from Mike Sharpe.htm

Noteto reader: All spelling and other typographical errorswereleft in this document for the sake of
accuracy

Cct ober 1999

M E.' WHAT DO VE KNOWP
(real physical illness or all in the mnd ?)

M chael Shar pe
Seni or Lecturer in Psychol ogi cal Medicine, University
of Edi nburgh

and Honorary Consultant Psychiatri st

| amdelighted to have the opportunity to address you
all and | amnost grateful for the University of



Strat hcl yde and the Herald for hosting this series of
| ect ures.

[ openi ng sli de]

| expect you know the joke about the expert - An expert
is a person who cones fromfar away, has slides and has
a book he wants to sell

[ Edi nburgh sl i de]

Well | cone from Edi nburgh; which is of course a very

| ong away. | have slides. And a book.

[ Book slide]

In ny lecture this evening, | would like to talk to you

about nyal gi c encephal onyelitis Me al so known as
Chroni ¢ Fatigue Syndronme or CFS. Wiilst this condition
whi ch for convenience | will refer to as CFS, renmains
poorly understood and controversial, | shall argue that
there are three inportant things we do know.

[Qutline slide]

First, we know that CFS is real. Wy peopl e should ever

think that it was 'not real' in itself is an
interesting question, which | wll address. Wat do we
mean by real ? If real neans a new illness the answer

is - noits not. If real neans a proven discrete

bi ol ogi cal entity - no its not. If real neans a
clinically convincing presentation wth biological and
psychol ogi cal features the answer is yet it is.
Definitely.

Second, we now know that in the majority of cases CFS
can be effectively treated. That is we know how to
reduce disability and synptons in the nmajority of
cases. Although a large range of treatnments has been
tried, a Cognitive Behavioural form of treatnent
(sonetines referred to as CBT) has now been shown in
random sed trials to have substantial benefits for
patients with CFS. | will describe this treatnent and
the evidence for its effectiveness.



Finally we have a real illness that is associated with
substantial suffering and disability. W have a

rel atively inexpensive treatnent that can reduce
suffering and disability in nost patients. But few
patients with CFS receive it - why? In seeking the
reason for this we cone back to our attitudes about
what is areal illness. And | shall argue it is not
just Tony Blair and Frank Dobson who are at fault but
perversely patients thensel ves have played a part in
denyi ng thensel ves this type of treatnent.

CFS | S REAL
[slide person with CFS]
[Qutline slide

What nekes an illness real?

The first fact that r think is now generally, although
perhaps riot totally accepted about CFS is that is
‘real'. As soneone who has been seeing patients with

t hese synptons for nore than 10 years | have grown used
to the question, "you see patients with ME don't - you
- tell me - does it really exists?"

[Press slide ME all in the m nd]

The issue of what makes an illness "real" is central to
ny talk tonight. As a controversial and high profile
illness Chronic Fatigue Syndrone can teach us | essons
about social and nedical attitudes to illness in
general and illness that is unexpl ai ned by pathol ogi cal
findings in particul ar.

Is CFS a new il |l ness?
[Slide CFS - new il l ness]

The suffering and disability of patients with CFS may
be real - but it is not new. Despite a ot of nedia
comrent referring for exanple to the ' ME generation'
and nmuch hypot hesising relating CFS to nbdem concer ns
such as toxic exposures, there is very clear evidence



that: a condition which appears to be identical was
hi ghly preval ent and caused sim | ar concerns a hundred
years ago.

[ SIi de Neurast heni a]

That condition was call ed Neurasthenia and the nost
prom nent Clinician Researcher at the tine was an
Ameri can Neurol ogi st called George Beard.

It is interesting to note that the causes of
Neurasthenia - literally weak nerves, were thought to
lie in the concerns of that tinme nanely changing role
of wonen, conmmunication via the telegraph etc. In our
time it is allergy and toxins.

Neur asthenia fell out of fashion in the early part of
this century. This was probably partly because patients
previ ous di agnosed as Neurasthenic was increasingly
given the | abel of the psychiatric conditions of

anxi ety or depression. Not a popular alternative
anongst many patients then either.

It seens |ikely however that over the foll ow ng decades
many patients continued to attend non-psychiatric
physicians with simlar synptons and received a variety
of other labels including Chronic d andul ar Fever,
Brucel | osi s and ot her hypot hesi sed chroni c nedi cal
afflictions. None of which are now considered |ikely
expl anations for the magjority of cases.

[ SIide nanes of Neurastheni a]

The nodem history of CFS and ME has a nunber of
st rands.

[Slide ME

There were epidem cs nost notably one in the Royal Free
Hospital in 1995 for which the term nyal gic

encephal onyelitis or ME was coined in a | eader in the
Lancet .



The term ME subsequently "stuck” in the British
literature

In the United States, much Chronic Fatigue had been
attributed to Epstein - Barr virus The illness tended
to be called chronic EBV infection.

However, by 1988 the evidence that EBV was not an
adequat e explanation for chronic nedically unexpl ai ned
fatigue becane overwhel mng. A working party net the
Centres for Disease Control in the USA and created a
new di sease -- which they called Chronic Fatigue

Syndr one.

Most researchers world wi de now use the term Chronic
Fati gue Syndrone because it makes no assunption as to
t he underlying pathol ogy of the condition.

[SIide CFS definition]

Chroni ¢ Fatigue Syndrone is defined in the
international definitions as follows:

The patient's main conplaint is of fatigue.

The fatigue is causes a significant reduction in their
activity and functioning.

It has been there for a period of tinme - taken
arbitrarily to be 6 nonths.

O her synptons are present eg nuscl e pains, poor
concentration and ot hers.

CFS is therefore not newin that it was well described
at |l east a hundred years ago. Now have the benefit of a
clear definition for cases however.

But concerns about reality of suffering inpinge even on
t he nane.

Some patients do not |ike the nanme because they believe
it trivialises their condition - and it is too

associ ated wth psychol ogi cal / psychiatri c expl anati ons.
That it does not sound like a REAL ill ness.



A recent e-mail survey by a US patient organisation
found that few if any patients wanted the name CFS to
be used - nost preferred Myal gi c Encephal opat hy M -
and there was a special plea for there to be no
association with psychiatry!

Is CFS a unique illness?

[Slide - Is CFS a unique illness?]

G ven that we now have a clear definition for CFS can
we assume that, that clearly defines a distinct group

of patients on whomto target research and treatnent?

The answer to that seens to be that there is an
i ncreasi ng awar eness anongst clinicians and researchers

that there any many patients whose illnesses cannot be
expl ai ned by conventionally defined di sease pat hol ogy.
These patients are not rare - in fact they nake up the

majority. The is slide shows what proportion of
patients conplaints in primary are expl ai ned by
di sease. .

[ SIide from Kroenke]

In fact, it would seemthat nost nedical specialities
have at | east one poorly unexpl ai ned syndrome. Whereas
patients tend to present to infectious di sease
specialists with Chronic Fatigue often after an
apparent viral infection, other nedical specialists
each have they own poorly understood presentation

[ SIide - unexpl ai ned syndrones]

For Neurol ogists sit is probable headache for Gastro-
entrologists it is irritable bowel, for Rheumatol ogists
is fibronyalgia or fibrositis, for Dentists it is
atypical facial pain, for Gynaecologists it is pre-
menstrual syndronme and pelvic pain. Alternative nedical
practitioners are not immune and have their own
syndronme of candi daci es and food all ergy.



Furthernore a systematic review of these conditions by
col | eagues in London and ne published in the Lancet
suggests that these conditions are |less distinct that
they first appear to be. In fact the apparent
differences seemto be at |east partly because
different specialists focus in synptomrelated to their
bodily "organ of interest’ and shows little interest in
ot her synptons. \Wen one asks about other synptons -
they are in fact often present. There are now a numnber
of publications commenting on the high rates of
fibromyalgia, irritable bowel, headache and ot her
syndronmes in patients identified as having CFS.

Furthernore there also simlarities between these
conditions in the associated factors such as sex
distribution, in the evidence on aetiology and as far
as we can tell in response to treatnent.

We have to conclude therefore that the edges of what we
call CFS are not sharply defined but it nerges into a
nunber of other comon nedical ly unexpl ai ned
conditions. O course it seens likely that Chronic

Fati gue Syndronmes as currently broadly defined will not
be honmpbgenous condition and in fact a nunber of
attenpts have already been nade to sub-divide it.

Again, there are various that believe that there is a
core illnesses, which they nay prefer to call ME The
exi stence of this remains to be seen however.

The probl em of medically unexplained illness
The problens of the patients with CFS in convincing
others that their illness is new are therefore neither

new nor uni que.

Lets us Consider 3 patients: Ms A, Ms B and Ms C,
all 3 patients suffer fromsevere fatigue and
exhaustion to the extent that they are not able to do
their work. They each go to see their doctor and each
receives a different diagnosis.

[Slide - 3 patients]

Ms A receives a diagnosis of nultiple scerolosis a
chroni c neurol ogi cal condition, Ms B receives a



di agnosi s of depression a chronic psychiatric condition
and Ms C receives a diagnhosis of chronic fatigue
syndrome, a chronic condition of uncertain status.

| would now like to ask you think for a noment which
illness are the nost real and what it is about the
illness that makes it real.

The conventional wisdomis that illnesses are nade real
when they are legitimsed by a doctor's diagnosis.
Doctors makes a diagnosis based on finding objective
abnormalities in the body. So, for Ms A Magnetic
Resonance Scan reveals brain | esions characteristic

of the condition. There is no doubt she a has a real

di sabling illness.

For patients in whom no such pathol ogi cal abnornality
can be found it is conventional to regard the ill ness
as not occurring in the body but in the '"mnd . Thus,
patient Bs depression is regarded as a "nental
illness". Mental illness has different connotations
froma physical illness. Patients with a nental illness
are nore likely to be regarded as weak to have
sonething that is self inflicted and to be being
responsi ble for their own recovery. There is a sense
that the illness is not as 'real' as the neurol ogical
condi tion.

The strength of these attitudes is attested to by the
fact that they persist in the face of an Increasing
body of research denonstrating substantial perturbation
of brain function, brain neurochem stry arid endocrine
function in the BODIES of people with depression.

Patient C who presents with predom nately physi cal
synptonms but who | ack both pathol ogi cal findings that
woul d gi ve her a nedical diagnosis AND psychol ogi cal
synpt onms such as depressed or anxious nood to |ocate
themin the nental category are problematic. Wich type
of illness is it; mental or psychiatric? Does she have
a legitimte physical illness or is it a doubtful

mental ill ness.



Does CFS have bi ol ogy?

Yes - not conventional disease pathol ogy - but biol ogy.
There is now evidence for a nunber of abnormalities in
patients with Chronic Fatigue Syndrone. Sone of these
are replicated sonme are not. | shall focus on sone of
the nore robust which are abnormalities in the brain in
bl ood flow in neuro-transmtters and in the

responsi veness of the associated hypothalam c pituitary
adrenal axis. These findings are interesting because we
focus our attention on the central nervous system They
are also simlar to abnormalities in psychiatric

condi tions such as depression an anxi ety disorders.

Brai n scans
These are abnormal - but simlar to those of persons
W th depression

[ SIi de SPECT scans]

Brain neurotransmtter
Serotonergic system- different to depression but
simlar to other unexpl ai ned syndrones

[ SIide-brain]

Endocri ne status - corti sol
Low - like chronic anxiety

[ SIide - endocrine systen

There are of course a long list of other controversial
abnormal findings in Chronic Fatigue Syndrone including
abnormal brain scans, immunol ogy, autonom c refl exes,
ot her hornone functions and even presence of chronic
virus infection, though the role of none of these is
cl ear at present.

s there nore than biol ogy?

Patients beliefs

The majority of patients with Chronic Fatigue Syndrone
have no doubt how they prefer their conditions to be
seen. | ndeed the vehenence with which nmany patients
insist that their illness is nmedical rather psychiatric
basi s has becone one of the accepted hall marks of the



condition. Studies have found that it is one of the
common features of CFS is the beliefs of the patient
about the nature of their ill ness.

Patient's beliefs about the nature of CFS are
inmportant; they influence the reaction of other people
i ncludi ng doctors; they may influence patient outcone
and they may have an influence on treatnent.

In fact there is strong evidence that how patients

t hi nk about and cope with their condition has a major
effect on the outcone. Patients who regard their
illness as purely nedical have a nuch worse outcone.

A systematic review of 26 follow up studies published
by Joyce and other found that consistent predictors of
poor outcone included patients beliefs about their
illness.

[ Slide Joyce et al]

The reason for this is not entirely clear but is nost
likely by the way they cope with the condition, a
passive illness focused coping probably leads to a

sl ower rate of recovery than an active probl em sol ving
styl e.

Soci al cont ext

CFS al so occurs in a social context. Cinically it is
apparent that interpersonal stress particularly
occupational stress appears to be a major factor giving
rise to devel opnent of Chronic Fatigue Syndrome. It

al so seens that the disbelief of others including
doctors and enpl oyers on the one hand

[Slide rejection by doctor]
And over-solicitousness and the reinforcenent of
unhel pful illness beliefs on the other can have an

unhel pful effect on patients attitude and copi ng.

[ SIide over caring]



Furthernore, the slow and difficult process of recovery
i s hanpered by the presence of mjor obstacles such as
the demand that one returns to a full-tinme stressful

j ob.

[ SIide demands of | ob]

CFS is then only adequately understood froma
bi ol ogi cal psychol ogi cal and soci al perspective.

I n summary

CFSis real it is definable. But it is not new or
unique. It has biology - but it also has a psychol ogy
and sociology. It is this bio-psychosocial perspective
that provides the basis for effective treatnent.

2. CFS IS TREATABLE

The second thing we do know about CFS is that certain
treatments can be substantially beneficial to many
patients.

[Slide - anti-fatigue pills]

Dr ugs
Many drugs have been tried but few have proved to be
useful .

There is sone evidence for antidepressants and

steroi ds. However neither have good trial evidence of
|l ong term benefit for all and there are potenti al
hazards with steroids.

Non-drug treatnents
The main non-drug treatnent is Cognitive Behavi oural
Ther apy.

[ Slide CBT]
The key ingredients of a cognitive behavi oural approach

to treatnent are col |l aboration between patient and
therapist. This nmeans nmutual trust and acceptance by



the therapist of the reality of the patients suffering

and disability and the willingness on behalf of both to
consi der soci al psychol ogi cal and bi ol ogi cal aspects of
the condition.

Once col l aboration is established, the patient and
therapist will see each other regularly so that changes
in the patient's behaviour can be discussed and

pl anned. The patient then goes away to do "honework"
experinmenting with these changes and behavi our and
conmes back and tells the therapist of the results.
Further experinments are then planned.

The initial strategies in such an approach are to

i nprove the current | evel of coping with Synptons and
disability. The strategies used may involve normali sing
sl eep; stabilising activity to a steady and nmanageabl e
| evel and using strategies such as distract to nanage
synpt ons.

The next step to for the patient to identify long term
ainms such as return to a sport or to work and short-
termtargets they would like to work towards. Patient
and therapist thereafter plan small steps of increases
in activity for the patient to attenpt.

These increases in activity often run into difficulty.
The reason may be partly because of bi ol ogical

i ntol erance of increased activity, partly because the
patient fears making hinmself or herself worse and
partly because demands of others nake it difficult to
increase activity in the gradual way that is planned.
The therapist works wth the patient to discuss and
manage these obst acl es.

Thi s approach has now been used in 3 published

random sed trials and several others yet to be
publ i shed. There are 2 British trials, which have used
i ntensive Cognitive Behavioural Therapy, and both have
found substantial benefits in patients functioning in
synptons. There is one Australian trial that used a
brief formof a therapy, which did not find any
substantial benefit over usual nedical care.



[SIide of Oxford trial]

The first UK random sed trial was conducted by ny own
group when | worked in Oxford, and conpared 16 sessions
of individual CBT with usual nedical care. As you w ||
see there was a slow but substantial inprovenment in
patient functioning such that 60% of patients had a
good | evel of functioning at 12 nonths after entry
conpared with only 25% of those who recei ved usual

medi cal care.

I nterestingly nost of the inprovenent occurred after
the end of the 16 sessions of treatnent.

[Slides of Kings trial]

A second trial conducted by Sinmon Wessely's group in
London, replicated the Oxford trial. It also addressed
the issue of whether the treatnent effect was a non-
specific one of spending tine with the patient by
conparing CBT with tinme-matched rel axati on therapy.
This produced very simlar findings to the Oxford
trial.

Further as yet in published trials in the Netherlands
and in other part of the UK have produced siml ar
fi ndi ngs.

[ SIide of exercise]

Way not just tell patients to do nore. Studies of just
gradual increases in activity nore mxed results - it
seens to help in selected patients but needs a
psychol ogi cal conponent.

So in conclusion we have evidence based safe and
relatively inexpensive way of inproving the function of
patients with Chronic Fatigue Syndrone. It will cone as
no surprise to you to know that the simlar reproaches
of grade of activity in CBT have been shown hel pful in
a nunber of other nedically unexpl ai ned syndrones.



3. BUT PATI ENTS WTH CFS RARELY RECEI VE EFFECTI VE
TREATMENT

[Qutline slide]

This leads ne onto ny final point which is the
difficulty providing effective treatnent for patients
in the real world. The reality is, there is alnost no
avai l ability Of 5pecialist Cognitive Behavioural therapy
for patients with Chronic Fatigue Syndrone or any of
the other related unexpl ained somatic syndrones in
Scot | and why.

The reason is of course due to NHS Priorities for use
of resources. But given that the therapy is relatively
cheap, it is also related to attitudes.

Purchasers and Health Care providers with hard pressed
budget s are understandably reluctant to spend noney on
patients who are not going to die and for whomthere is
controversy about the "reality" of their condition.
They are in this sense undeserving of treatnent.

In ny Opinion this is msguided and short sighted. The
Personal and financial cost of a chronically disabling
but largely treatable illness would far out way the
Cost of providing treatnment, however there is another
pr obl em

The attitude of patients. Whilst individual patients
are often accepting of indeed keen to seek such a
treatment option, the groups representing patients the
ME Action Canpai gn and the MB Associ ati on have hitherto
taken a rather negative stance towards such treatnent.
For exanple let me show you what | found when | sought
out the web-site of one of the patient groups.

[slide showi ng recormmended treatnent from Action for MeE
be....magnesium I njections and the nutritional

suppl ement Ef anol (a conbi nation of evening Prinrose
oil and marine oil).]

As you wll see they advocate only one or two
treatments and these are certainly not CBT. In fact



there are for treatnents of which there is a far nore
flimy evidence base.

Thi s apparent reluctance by patients to accept
Psychol ogi cal | y Sophi sticated rehabilitative treatnent
serves to reinforce rather than chall enge the
reluctance of those who manage the budget to provide to
spend on such treatnents,

Fundanmental to these views appear to be concerns about
whether the illness is regarded as real or legitimte
if it is seen as responding to a Psychol ogically
Oientated treatnent.

| woul d argue that such views although understandabl e
are deeply m staken.

CONCLUSI ON
[ Undeserving sick slides - only think they are ill]
In Sunmary, | was asked to talk to you about the

illness called Chronic Fatigue Syndrone or Myal gic
Encephal onyojiti5, Despite a | arge anmount of research
on this condition it remains Controversial and poorly

understood, | have however argued that there is now a
general acceptance anongst the majority of the clinical
and research community that this illness is real but

that it is not new and probably not unique.

Rather it overlaps with enmerges into a very |arge group
of patients who attend doctors with disabling

di stressing Synptons for which conventional nedicine
finds no pathol ogi cal expl anati on.

Qur Society has difficulty with these illnesses because
of our worldview, our netaphysics if you like. This is
dual i stic. Thus nman was divided into a soul-less norta
machi ne capabl e of mechani stic expl anation and
mani pul ati on. And a body-1less soul, imortal,

immaterial and properly subject to religious authority.

[ Dual i sm slide]



The consequences are:

First, if a person's illness cannot be objectively seen
it is only subjective and nent al

If nmental it is not real. Furthernore the person is
either rational (and norally suspect for choosing to be
ill) or irrational and bl anel ess (but nad).

It seens that we have great difficulty thinking in a
nore holistic bio-psychosocial way about the suffering
of a large proportion of the ill people in our society.
Qur limted dichotonous viewis reflected in the bricks
and nortar of the NEIS with its division into nedicine
and Surgery on the one hand and psychiatry and
psychol ogy on the other nany persons being left in no-
mans | and i n-between.

The history of CFS has its roots clearly in the |ast
century. The issues surrounding it are shared with a
nunber of other poorly understood or 'nedically
unexpl ai ned' ill nesses.

Despite the age and size of this problemit seens that
we have made little progress in achieving an
understanding that permts effective treatnent to be
offered to and accepted by those affected.

Those who cannot be fit into a schenme of objective
bodily illness yet refuse to be placed into and accept
the stigma of nental illness remain to paraphrase
Bernard Shaw t he undeserving sick of our society and
our heal t h-servi ce.

However things are changi ng. Neuroscience is breaking
down the barrier between m nd and brain. Doctor patient
relati onships are changing to give nore credence to the
patient's subjective experience. The coll aborative

i ntegrative approach of good CBT provides one nodel of
how we coul d proceed.

Perhaps we will do better in the next century. | hope
So.






