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A Duty of Care

A DUTY OF CARE
INTRODUCTION

Mr President, ladies and gentlemen, Thank you, dRerior your generous
words.
| retired from the NHS 11 years ago. After a fexass | made three decisions:

1. | would give no further public lectures.
2. | would throw away my slides.
3. | would not learn to use Power Point.

Imagine my surprise when | received a letter froravid Chadwick, our
president at that time, saying that | had been natad for the ABN medal for
2007. Needless to say | felt honoured to recémeeinvitation.. | was also
somewhat daunted because | knew that most recspiead given a substantial
presentation to the Association.

| believe in fact that all medalists have givenaaldress with the exception of
Anita Harding to whom the medal was awarded postusty. Unfortunately,
the presentations have not been published so there public record of what
was said. However, Charles Warlow kindly sent n@py of his address so |
had an idea of what was expected. | must howeverhasise that Charles
cannot be blamed in any way for what | shall say!



THE ABN

It has to said that the ABN was not always theidgremrganisation that it is
today. | recall attending a meeting of the Assibmmain the mid-1960's when |
was a senior registrar. | had just given my papavas sitting in the lecture hall
looking at a document that had been circulatedpiesy. A senior member of
the ABN saw me reading the paper and ran up thesdt@o at a time. He
snhatched the paper from my hand saying “you arennember of the ABN.
You can't have that!'How different things are today! The Association has
grown hugely and now encompasses a wide rangetigiti@s and initiatives as
the programme for this meeting shows. Above all, meetings are hugely
enjoyable social occasions.

A particularly happy memory, which | was discugswith David Shaw earlier
in the year, concerns Henry Miller who was Profeseb Neurology in
Newcastle and Vice Chancellor of the University. m&eting of the ABN was
held in Newcastle in 1970Henry invited us all to a social gathering in ¥iee
Chancellor's reception room. The room was crowateti everyone had a glass.
You couldn't hear yourself speak. Henry wantedy¢d people's attention in
order to make an announcement. Most people wdaful tbeir hands or shout
in order to get attention. Henry played the ffsir phrases of Beethoven'd 5
Symphony at full blast. The ABN was totally siledcwithin 3 seconds. This
was typical of his ebullient personality.

One of the quotations sometimes attributed to Hafither has remained with
me:

That quotation is a theme that runs through myegedion today.
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THIS TALK

What | shall say is a personal view of my own imaohent in neurology. As

such it is inevitably somewhat egocentric and llilshat be able to mention

many of the people who have helped me along theamalyto whom | am so

very grateful.

| was appointed as a single handed neurologistaatchay in 1968. There was
no neurology department. There were three neuresagyThere are now 10
adult neurologists, 5 paediatric neurologists 4dddneurosurgeons. Quite a
change in 39 years.

This presentation briefly covers three subjects:

Firstly, neurological disability

(I recall that in about 1960, when | was at Queemj&are, | helped
Jack Foster organize a grand round taken by Sir Gles Symonds.
He was shown a man of about 25 who had developeshdiaria. No-
one had been able to make a diagnosis. After spegd couple of
minutes examining the patient, the great man gavis diagnosis—
Wilson’s Disease. He then moved on without anothveord having
made the correct diagnosis accompanied by admimgagps from his
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retinue. There was no discussion of the implicateof the diagnosis
or what might be done for the patient. This seenmedme to be an
inadequate and incomplete assessment of the sianmaéven allowing
for the fact that a correct and brilliant diagnosiead been made. It
also, incidently, put Jack and | into a difficultigiation as we had
allowed 15 minutes for that patient!).

FRIEDREICH'S ATAXIA

My first professional involvement with disabilibccurred in the 1960's when |
was an academic registrar at Queen Square andakgeisenior registrar. | had
undertaken a study of Freidreich's ataxia, anddudlécted data on nearly 300
patients. One of the things | learned very quicklgs that the parents of
children with Freidreich's ataxia had little iddandhat to expect and how to plan
for the future. | subsequently set-up an infornghhic at which | saw
Freidreich's Ataxia families from various part betUK. | ran that clinic for
several years until the work was taken over by &kiarding.

Some of the topics on which parents sought adviegiaen on this slide.

Some questions asked by parents
How long will be able to continue walking?
How long will he live?
What is the risk that my other children will beeadfted?
Will he be able to write?
What education should he have?
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Will he ever be able to work?
Will he become incontinent?
Will he go blind?

Of course, | had no cure for Friedeich's ataxid, Ibdid have an extensive

clinical experience of the condition. Parents apted being given advice
based on the factual analysis of data. ( It wasbaitut this time that Norman

Robinson and | started the Freidreich's Ataxia @reuin 1963. The early

meetings were all held in my house when | was #&seagistrar and | was the

chairman of the Group for 16 years. The groupdusequently expanded and
has changed its name to Ataxia UK)..

What | learnt from this first foray into the disality field was
the great value of collecting simple basic infornna and
putting it together in a form that could be used Iparents
and patients

THE MEASUREMENT AND MANAGEMENT OF TREMOR

My second venture into the field of disability wasthe early 1970ies when |
was involved with developing methods of measuriggnbr which were then
used to evaluate different types of interventiooluding beta-blockers and
weights placed upon ataxic limbs. A series of papeere published in Brain
and elsewher@Ve used a Link 8 computer. This is a picture ofrtfeehine.




Link 8 computer
You will see that it is vast. It occupied one sadeéhe room that we were using.
It had 8KB of memory. It cost more than a four lmean house !

Most of that work was undertaken by Hilary Morgahommade the work the
subject of her MD. Ray Cooper was the physicistl was responsible for the
technical side of the project.

Here is a slide showing intention tremor recordeith & unidirectional

accelerometer

Intention Tremor

STROKE

| was by this time convinced that | should concentite on a common
neurological disorder that was associated with seve disability. At that
time stroke was a much neglected subject. | decided focus on it.

| realised that my efforts to build up a reseaddpartment could only be
achieved if | were to obtain large scale funding staff and facilities. There
were two possible sources of money. The first thasDepartment of Health. |
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wrote to the Department in 1973 indicating thatduld like to set up a stroke
research unit with the object of developing anddeding assessment methods,
describing the natural history of stroke, and asmgsthe effectiveness, or
otherwise, of various interventions.was after a very large sum of money for
constructing a building, staffing the unit, purdngs and maintaining
equipment, and permanent running costs.

Much to my surprise Sir Keith Joseph, who was tiMinister of Health,
responded within a few weeks. He came down wishelmtourage and quizzed
me for two hours as to exactly what | wanted ang.wkollowing that visit
funding was agreed.

| learned from this experience not to be discouragby the
pessimists and that if you have the courage of your
convictions you can sometimes achieve the seermyingl
Impossible.

If funding from the DHSS had not been approved dppsed to go to my
second possible source. When | had been in Oxfottde 1960's | had been
involved with looking after Michael Maxwell — thers of Robert Maxwell. He
had suffered a grievous head injury and was intheba state in one of the
wards at the Churchill Hospital in Oxford. The fnvisited regularly and |
got to know them quite well. They had taken ush® @apeningight of HELLO
DOLLY where Ann and | had sat with Princess Margjamed David Frost. |
thought it quite possible that Robert Maxwell woalgree to fund the project in
view of his own experiences with Michael. In layears | became thankful that
| had not had to approach him!

A final signing-off meeting was held at the Depaetrhof Health in 1974 and
this was attended by Archie Cochrane and othershi&rCochrane later became
an iconic figure and has been regarded as beingfoihe founders of evidence-
based medicine. However, he nearly dished my prdygcis suggestion that
what we really needed to do was to set-up the E@nd to evaluate it by
randomising patients to the Unit and comparingrésilts with patients who

did not go to the Unit

| learned at that time that it is extremely dangers to set-up
randomised control trials when you have not formwdal precisely
what you intend to evaluate.

The Unit was opened in 1975 and continued untdtired from the NHS 20

years later. It consisted of about 6000 sq.ft. sphce which included

accommodation for neuropsychology, speech ther@mpypational therapy, and

physiotherapy, together with a workshop, officesl amomputer equipment.

Throughout 20 years we saw many hundred's of stpaiteents on whom we

were able to collect data. We also saw patientls MiS, head injury, MND and
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other disorders. Derek Wade joined us in 1978veasl pivotal in analysing the
data.

We initially developed a set of clinical assessrsavitich we validated and used
for subsequent studies.

Clinical Outcome Measures

The measures covered everyday functioning (ThehBharscale), dysphasia,
dysarthria, arm function, walking, and quality lde (Frenchay Activities
Index).

| have picked out two studies

THE FIRSTSTUDY

In the first study we scored each patients’ depeoglelevel at
intervals using the Barthel scale.

Some results are shown on this graph:



Barthel Scale results
Similar results were found for other parameterslusiog dysphasia, arm
function and walking.

There were 3 principal implications of this and reated studies :

1. The ultimate level of functioning in stroke patients largely

determined by the initial level of disability ang predictable quite

early on. The more severe the initial disabilitg tgreater the final

disability. The average improvement over the firsveeks was about

6 points on the Barthel scale.

Significant recovery beyond 6 months is unusual.

. A finding of particular practical usefulness wdmatt patients can
usually be safely discharged from in-patient canenvthey achieve a
score of 15/20 ie 75% of the maximum score.

w N

SECOND STUDY

The second study which involved swallowing was arteken with Caroline
Gordon who was a registrar in the department.



Dysphagia in stroke patients

We studied 91 consecutive patients who had edfan acute stroke. Each
patient was given 50 millilitres of water to drinkle found was that nearly 40%
of patients with hemisphere stroke were unablevalew safely.

This study was published in the BMJ in 1987. Asdarl am aware — this was
the first time that it had been conclusively shothlat many patients with
hemisphere, as opposed to brain stem, strokes cotilswallow safely. It was
also shown that the mortality in patients who caudtl swallow was higher than
in the group who could swallow. It seemed remalkalbat we had got to the
mid-1980's without discovering that many strokeiqmds are unable to
swallow. We were unable to find any referencehis problem in any of the
standard text books of medicine or neurology abélat that time. Today the
problem is universally recognised.

Many other studies were undertaken over the 20syefithe Unit's existence,
including 3 randomised control trials so Archie @@ne might have eventually
been satisfied.
There were a number of general lessons.
One of the main lessons was that it is possiblentbertake useful and
potentially valuable work in a clinical setting mgi a variety of
validated outcome measures and that you don’t neezh equipment.

A second lesson,was that it is not necessary twiagethe patients
attending a disability unit to one disease. Eadomdier generates its
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own problems but the principles of care are theesén all of them.

Thirdly, | learned my own vast dependency upon mthehen
undertaking this type of work. One person cannovehall the
necessary skills.

| am indebted to many people for the work that wWase during that period
including those listed here:

Acknowledgements
Derek Wade
Vicky Wood
Pamela Enderby
Rachael David
Simon Miller
Alan Sunderland
Malcolm Campbell

Derek Wade was invaluable in innumerable ways and &nt on to
become Professor of Neurological Rehabilitation i©xford

Vicky Wood started as a secretary in our departmentind went on to
become a most valued researcher getting her PHD aaig the way.
Pamela Enderby headed up the speech and languagesearch work,
eventually setting up a parallel unit at Frenchay viaich had a prolific
research output. She went to Sheffield to become giessor of
community rehabilitation.

Rachel David was also a speech therapist. She obted her PHD
from Frenchay and was later appointed to a chairn Birmingham.
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Simon Miller worked with us on motor recovery and hter became
professor of anatomy in Newcastle.

Alan Sunderland, our neuropsychologist, who did muic of the work
on recovery of arm function in stroke patients.

Lastly, my friend and colleague Malcolm Campbell wlo covered for
me when | was doing some of the things described ihis
presentation.

SERVICE

During the early 1980's |, and others, had becawwre of the need to examine
the quality of services that were being providednieurological patients.

Definition of Service

| discussed the matter with colleagues, includivglate Anthony Hopkins and
Charles Warlow. We agreed to put a proposal taCiencil of the ABN that a

Services sub-committee should be set up. Thereseag resistance to this
proposal especially from our then president, R&g#att, who told me that the

Association could be destroyed if the proposal vadretad. Happily, this did not
occur and indeed the reverse has been the casérsihmaeeting of the Services
sub-committee was held in Edinburgh in Septemb8419 remained chairman

for the next 7 years.
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This slide lists some of the topics that the comntée
discussed.

Service Topics
| have picked out two.

1. Neuro-physiology. | thought then, and still think, that neuro-
physiology should be incorporated into clinical retagy. It seemed
to me illogical to have a totally separate speigtatiexcept perhaps in
certain specialist centres. | felt that clinicabno-physiologists should
be initially trained in neurology and that they wauhen receive
further training in neuro-physiology. Many patienteferred for
neuro-physiological assessment really require a rabegical
assessment and do not necessarily need neuro-jgigysad testing.
Peter Payan expressed a similar view when writhghe JNNP in
1996. This heretical view received little suppont the Services
Committee and | did not pursue the matter.

2. Disability. In the 1980’s | was chairman of the RCP Disabili
Committee. At this time there was much dissatigbacabout the state
of disability services in the UK. There was a mdwoeestablish a
sizeable speciality of Rehabilitation as existed most western
countries. | felt that it would be better for eageciality to develop its
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own disability service eg neurologist with a sfieccommitment to
disability. These issues were analysed in an RCPoReentitled
Physical Disability in 1986 and Beyond. In the d@vbath occurred.

There are now about 130 Consultants in rehabdmatand also a significant, but
unknown, number of neurologists with a sessionahrodment to operating a
disability service. My understanding, however,igttliew, if any, have dual
accreditation.

We undertook several data based studies—usingthidiés in the Frenchay
unit. | have picked out 2 of them.

Firstly,the number of neurologists

It was often asserted that the UK had the smatiestber of neurologists,
per head of population, of any developed country\seemed important to
obtain reliable information on the subject. Weegr#fore, undertook in
1988 a detailed study of this matter. We recemeckllent collaboration
from neurologists. The main findings are showntbrs slide.

THE NUMBER OF NEUROLOGISTS IN THE UK at the
time of the study.
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NO. OF NEUROLOGISTS NOW.

One of the questions we asked each neurologigecketa the population
covered by the neurological centre under consiaerat Virtually all
respondents exaggerated the population that theyede The total
population for England and Wales, as a result isf $tudy, turned out to
be 150 million — almost exactly three times thauacfigure. Happily, the
anomaly was not a crucial part of the study!

THE SECOND STUDY involved CT brain scanners

We suspected that there were not enough CT brainnscs in the UK
We, therefore, undertook a study of all the ho$pitathe UK in 1987—
13 years after the CT scanner became available
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AVAILABILTY OF CT BRAIN SCANNERS

We found that 57% of Health Districts did not havea scanner

Less than 50% of A and E departments had a scanner

All this caused quite a stir in the press. Agale wvalue of collecting
detailed reliable information is clear.

| became convinced of the value of having a Unattiwas equipped to
undertake Health Services research in a cliniciinge Neurology, disability
management and service research went well together my experience.

| gave up chairmanship of the Services sub-comaitted 991 and was followed
by lan Wilkinson. | am delighted that the workttae started at that time has
subsequently been continued.
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Neurology has changed enormously since | was asesgistrar in the 1960'’s.

The subject has gone from being largely diagnastinature to one that has
available to it a wide range of treatments andruaetions. John Walton

summarised some of the principal advances in hislamaddress to the
Association. At the same time , however, we needetmll that few major

neurological disorders can be prevented or totaled and the overall burden
of neurological disability remains largely undented

(Service)

The position regarding service priorities was niceummarised by David
Chadwick in the Spring edition of the 2006 ABN néstier. David’'s column is
well worth reading in its entirety. Here is an extr

‘.. .. it will need further differentiation inthe role of the
neurologist with more of us spending time in the megement of the
acutely ill, something that must be more worthwhillean satisfying
the meeting of waiting list targets to see yet maederrals with
chronic headache and dizziness. We will have tdrdethe role of
the neurologist in stroke care — something we haneglected for too
long."

| suggest that there are two areas that merikcpéat attention:
The first is acute and emergency neurology as Diaagdsaid.
The second involves those patients where the prablare the
progression of disease and disability.
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We now come to the important matter of
research

| am arguing that any rationalization of neurological services
should be accompanied by a substantial increase service related
research. Two particular areas commend themselves.

Firstly, the course and staging of diseases and saclly the need
for setting standards and applying audits.

1. Firstly THE COURSE OF DISEASE

My experience with Freidreich's Ataxia, strokel &ND indicated to me that

if we wish to help our patients it is necessarpdave a clear idea of the
course/trajectory of neurological disease. Themeneed to stage diseases and
to describe the problems that occur at each stiige only in this way that it

will be possible to identify the interventions ahe resources that are likely to
be required at each time-point.

The problems at each stage tend to be differémbadh there is overlap
between stages.

Here is an attempt that | made some 17 years ago t&tage Parkinsons
Disease
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Parkinsons’ Disease.

Curiously there is very little in the literature on problem orientated staging
The articles in the BMJ describing the patient’s jairney show how much we
can learn from patients. But we can go further. Ifsay 100 such descriptions
were to be analysed we might move from the anecddtégo a body of
evidence which could have _general validitywith major implications for the
ways in which we can help our patients.
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Standards, audit and accreditation

The value of high quality audit studies have bdews in the fields of
stroke and in cancer services. The evidence seebesthat the quality
of provision for both these conditions has imprqvedobably

partly as a result dfetting standards and auditing against the standasl

On the other hand there are conditions where tlewaet standards have not
been developed, not used, or both. | have in mpitkgsy, head injuryand
disabled school leavers with neurological condgiom none of these areas is it
possible to comment meaningfully on the quality s#rvice provision in
different parts of the UK

The National Service Framework documents are higglgvant here.

Perhaps we should consider following the lead glwemPATAXIA UK in
accrediting departments and possibly extendirggtthcover PCT's in their
performance in certain critical neurological areas.

What are the implications of what | am proposing?

There are major opportunities for clinical neurastg including particularly
trainees. These include the development and adopfistandardized tests, the
detailed studying of clinical groups and the upuati of the neurological
examination to include far more measurement andntdication. No
sophisticated equipment is required for such work.
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| know that there has been some anxiety withinAB& that Service matters
are eventually going to swamp the more basic sGeprogramme. With this
in mind, | recently analysed the papers preseateithe excellent Cambridge
meeting. About 10% of both the platform and pogtersentations were on
service related matters. It is clear therefore thate is ho immediate prospect
of an avalanche of such papers.

Two final points.

Firstly, | leave you to judge whether or not | havedone anything to
prove Henry Miller wrong. Certainly, there has beena lot to learn
and | have made many mistakes. A major bonus, howey, is that |
have greatly enjoyed my professional career.

Secondly. We must never forget that quality of lifeis one of the
important parameters by which can we judge the su@ss of our work

with patients.

Here is a photograph of an important part of my ownquality of life—

my son and his family with our two Labradors, Shadwv and

Midnight. | take the dogs for an hour’'s walk in the woods every
morning.
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| thank the Association again for catalysing me taresurrect and review
ideas that have been chunnering around in my subcesnious for a long
while. | am greatly honoured by the award of this nedal. My view is that
neurologists have a really exciting opportunity tdake some of the initiative
away from the Department of Health and to set the @ace with our own

priorities and targets. It is time for our profession to again occupy the
driving seat.

A version of this presentation is available on thiswebsite where the issues
are more comprehensively analysed:

www.abnmedallecture2007.org.uk

It can be accessed via a link from the ABN website.
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Lastly, | hope that the Association will continue to holddebates. Perhaps
the next motion might be:

“This House considers that in the 2%.century the
stop-watch will become as important to a clinical
neurologist as a patella hammer”.
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Service—suggestions for the future
BULLET POINTS

- Agree priorities and redefine our future role

- Need for a substantial increase in service related
research

- Need for research on the trajectories of neuroédgic
disorders

- Further develop standards of care in epilepsy and
head injury and encourage audits based on agreed
standards

- Support PCTs by providing up- to- date/reliable
epidemiological information

- Consider accreditation of PCTs in certain defined
areas.

- Consider supporting the setting up of a neuroldgica
health services research unit

- Collaborate with patient’s organizations in the
above
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