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DISABILITY LIVING ALEOWANCE ADVISORY BOARD
The Adelphi 1-11 John

Dr P D White MD MRCPsych === &
The Medical College of 5t Bartholomew's Hmpital.,,
University of London

Department of Psychological Medicine
5t Bartholomew's Hospital

West Smithfield
LONDON
EC1A TBE

::unmnndmrmrhttermdn;hdmam .
you have taken to write to them.

Yours sincerely

i 4yl

DR M E MCGRATH
Secretary DLAAB
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‘ LRimers i of | sondor

Departient of Psychological Medicine

Heid of Departmeni: Professer Ted Dinan MD PRD

10 Movember 1993 Mﬂ .”5?‘3.,'

Mr Rodney Grahame
and Mr Mansel Aylward
Disability Living Allewance
advisory Board
London WC2ZH 6HT

Dear Mr Grahame and Mr Aylward,

S ]

I read your letter in the British Medical Journal of 23 October
this year. I was worried to learn that the Disability Handbook
meill probably conclude that myalgic encephalomyelitis is a
separate entity within the group of disorders encompassed by the
chronic fatigue syndromes and that some affected people remain
disabled, make little or no progress, O gvern deteriorate over
time".

1 am a psychiatrist who has been studying fatigue, particularly
fatigue following infections like glandular fever, for nine
years. From my own work, as well as my reading of the world
literature, I would not agree that there is a consensus that "MEY
and the chronic fatigue syndrome are separate conditions.
Because of my research and clinical experience of helping to
reduce disability in the chronic fatigue syndrome, I suggest that
separating the two conditions may enhance disability. The reason
for this is that those who believe in the separate existence of
nME" believe this is a totally physical condition, probably
related to immune dysfunction or persistent viral infection, for
which no treatment is available. O©n the contrary, I think the
present evidence suggests that the chronic fatigue syndrome is
a genuine discrete syndrome and treatments and rehabilitation
programmes are available which address both the physical and
psychological factors that maintain this syndrome.

For this reason, I would ask you to reconsider separating the two
conditions. I would be happy to have further discussions with
you about this.

Yours sincerely,

S\

pr B D White, MD MRCPsych
Senilor Lecturer and Henorary Censultant Psychiatrist

<+ Burtanfnnee s Hogpilal Telephinne 071001 8138

Wisst Senithfield, Loraten ECTA FRE Fax 71607 7909
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CHRONIC FATIGUE SYNDROME

SUMMARY
OF THE TALE GIVEN BY PROFESSOR P K THOMAS CBE DSc MD FRCP
AND DR 5 WESSELY BM BCh MRCP MRCPsych on 2.11.93.

AT A FULL BOARD MEETING HELD IN RICHMOND HOUSE IN THE
PRESENCE OF THE RT HON RICHOLAS SCOTT MBE MP.

1. The term Myalgic Encephalomyelitis (ME) was introduced at
the time of the epidemic in the Reyal Free Hospital in
1955. There can be neo doubt that this epidemic represented
mass conversion hysteria. The epidemic was triggered by a
small number of cases of genuine neurclogical diserder,
such as MS or post infective acute disseminated

. encephalomyelitis. In 1962 when Professor Thomas started

working in the Royal Free Hospital there were still a

number of syqptﬂmatic cases. The dominant symptoms were

weakness, fatiguability and muscle pain.

2. The cases now seen in the UK are a variety but one thing is
certain they do pnot have Encephalomyelitis. This term means
inflammation of the brain and spinal cord, for which there
is no evidence whatsoever. Their symptoms are Myalgia,
Fatigue and some Psychiatric symptomatology.

a. Fatigue is a symptom in a wide variety of conditions and it
is vitally important to establish a precise diagnosis. Many
| cases have been labelled as having ME when the diagnosis on
further investigation was found to be eg Myasthenia Gravis,
Hypothyroidism, Brain tumour, Oeccult infection, Metabolic

‘ neurcpathies ete.

4. There are different types of fatigue. Fatigue is the
inability to maintain the necessary output of force by
| muscles. a). Peripheral Fatigue that is due to problems
with the muscles themselves, the neuro-muscular junction or

with the spinal cord.

b). Ceptral Fatigue refers to difficulty in
maintaining an output of muscle force because of problems
in the activation of the nerve pathways that run from the
brain to the spinal cord.
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c). Objective Fatigue is something that can be
demonstrated by physiological recordings, which measure
the declining force from the muscle.

d}. Subjective Fatigue refers to the situation
where the delivery of the reguired force cannot be

maintained because of uncomfortable sensations, not in the
muscles themselves but in an indefinable way that affects
drive and motivation.

The features of the chronic fatigue syndrome are
multifarious and variable between different parts of the
world. They have also changed over time. Definition thus
becomes a problem, however symptoms should have persisted
for at least six months. This is arbitrary but it does
exclude patients who have the fatigue that normally follows
many acute illnesses.

The dominant symptom is FATIGUE, both mental and physical.
They are unable to work and many spend most of the day in
bed or resting elsewhere. They have great difficulty in
undertaking even mild exercise. Careful studies, in
particular by Professor Richard Edwards in Liverpool and by
a group in Sydney, Australia have shown unequivocally that
the fatigue these patients experience is SUBJECTIVE. That
is they have no muscle weakness,there is no difference
between normal and CFS subjects in the decline and recovery
of muscle force/contraction.

The second important symptom is MYALGIA or muscle pain.
Characteristically this follows exercise rather than
ocetirring at the time, it is the same as the pain which is
suffered by physically unfit pecple after exercise. These
patients are not active and therefore experience post-
exercise myalgia after gquite mild activity. It is related
to muscle damage during what is called eccentric
contraction. MUSCLE BIOPSY shows no abnormalities other than
those related to the effects of inactivity ie type 11
atrophy of muscle fibres. The symptoms of CFS are therefore
HOT due to neuromuscular dysfunction.

MENTAL FATIGUE is assoclated with emotional disorder. All
studies have emphasized the high rates of psychological
disorder in patients with CFS. Major or minor DEPRESSION is
the commonest, however the following occur as well,
somatization disorder, anxiety, hypochondriasis,
hyperventilation and a few hysterical conversion
syndromes.There is no psychiatric disorder in 23% of cases.
CFE IS NOT DUE TO MALINGERING. It must be pointed out that
fatigue is a symptom of depression and can be the initial
symptom of depression.
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One feature that tends to distinguish patients with CFS
from cther patients with depression is a lack of self blame
or self deprecation which is often a conspicuous aspect.
Patients with CF5 are desperate to find some reascn outside
themselves which has caused their symptoms.

CFS is NOT related to chroniec wviral infection, previous
claims have been shown to be faulty.

Prognosis is not clearly understood and is determined by
many factors, such as :- Psychological, social and cultural
influences.

Certain factors are associated with a poor prognosis, these
are:- long duration of illness, high emotional distress,
illness beliefs eg viral persistence or muscle disease, and
poor clinical management.

Clinical management MUST include identification of the
underlying depression and persuasion of the patient to
accept thie explanation. It must be treated as it could
lead to suicide.

ACTIVE management is important, with graded rehabilitation
towards achievable targets. Graded exercise does and will
help. Patient support groups do not help as they tell
patientsz that at all costs they must avoid exercise as it
will make them worse which is totally untrue.

There is no difference between ME and CFS except in the
patient’s belief.

There is no evidence of primary muscle dysfunction ie it is
not a neurcmuscular disorder or a neurclogical disorder.
There is no evidence of inflammation of the CHE. There is
no evidence of hysterical or feigned origin to symptoms.

It is associated with high rates of psychiatric disorders
which are well in excess of what might be explained as a
reaction to physical illness.

Thare is little evidence that it is due to a persistent
virus. The only infective association is that it may be
triggered by the Epstein Barr virus. Post wviral fatigue
after other viral illnesses should not last longer than six
months.
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1.

&neﬁts Dr. Mansel Aylward

Head: Medical Services
Policy & Business Development
Department of Social Security
Room 06725, Adelphi
SSERVICES] 1-11 5t. John Adam St.
SEHUIEES LONDON - WCiN B6HT

TEL: 071 562 BOB2

FAX: 071 962 BYVES

Dr. Simon Wessely,
Senior Lecturer in
Psychological Medicine,
Academic Department of
Fsychological Medicine,
King’s College School of
Medicine & Dencistry
and the Institute of Psychiatry
King's College Hospital,
Denmark Hill,
London SES SRS. 13 October 1253

Dear Dr. Wessely,

Very many thanks for your welcome lecter of lez Ccrober, and my
apologies for not having been able to respond eaz.isrT.

I well remember our correspondence last year abou:t tie perplexing and
controversial subject of chronic fatigue syndrome. Zar- me assure you

that, as indicated above, I welcome your letter. I= some ways some
of your comments and advice, far from depressizg one's spirits,
provides an alteractive view to those which have bombarded me, my |
colleagues in the Department and members of ths Zisability Living
Allowance Advisory Board (DLAAB) in the past cour.es of years. Both |
Professor Grahame (Chairman of the DLAAB) and I arsz most grateful for

your bringing our attention to the various points YTl raise 1in your :
letter.

¥You will, no doubt, have seen the letter by Charlss Shepherd of the !
ME Association published in the 2nd October issus =f the BMJ. For !
completeness, I enclose a photocopy of the relevant page of the BMJ |
together with a copy of a lecter from Professor Gratame and me which .
we have submitted to the BMJ for publication in ths _etters columns.

our letter is self-explanatory and expresses the cociound dismay and
disappointment we felt upon reading Charles Shepherdi's inaccurate and
unauthorized disclosure of certain selected parts of a draft version
of a chapter for the Disability Handbook.

You can well imagine how we now feel when =zesading the ME
Association's leaflet which you kindly enclosed with your letter.
That disturbing leaflec is a glowing expression oI what the leobby
would like to be the truth rather than what is thz truth. |

08

¢enl Execuiline Agency of |
the Department af el Securtny
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The prognosis for those who acquire the label of "ME" is at
the moment poor. The only three prognostic studies
conducted to date all suggested that poor prognosis, and
failure to improve, is closely related to illness beliefs
of a solely physical origin to symptoms.

It seems likely that the greater the disability, the more
likely is the disorder to be associated with either
migdiagnosed psychiatric disorder or poor illness
management. Many are iatrogenic ie Doctors contribute in
perpetuating the disease and its symptoms.

TREATMENT 1is difficult, extraordinary sensitivity is
necessary. Great flexibility iz essential in treating these
patients, each case is different. It is a treatable
diserder but its management is deplorable at present, the
worst thing to do is to tell them te rest.

Rehabilitation is essential, exercise is good for these
patients, prolonged inactivity causes adverse physical and
psychological censequences.

Most cases can be expected te improve with time.

As regards benefits:- it is important to avoid anything
that suggests that disability is permanent, progressive or
unchanging. Benefits can often make patients worse.

Dr M McGrath
Secretary DLAABE
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.The draft wversion of zhe Handbook's chapter was sSent C[O groups

representing people with ME as part of the customary confidential
consultation procedures followed by the DLAAB when soliciting the
views of interssted pazzies on provisional revisions of the text of
the Disability Handbock. The DLAAB, and the DLAAB alone, is charged
with advising the Secre:zary of State on the contents and format of
chapters for the Handbock. The DLARB has not yet reached a decision
an the final text o2 the chapter mentioning ME which it will
recammend to the Sscrazary of State for inclusion in the Handbook.

A plenary session of the DLAAE will take place at 10.00a.m. on
Tuesday, 2nd November z: Richmond House when the Minister of Stakte,
The Bt. Hon. Nicholas Scott MBE MP, will be attending. Ameng other
macters on the agenda will be a talk by Professor Thomas of the Royal
Free Hospital on the susiect of chronic fatigue syndrome. FProfessor
Themas's contribution w211 also assist the DLAAB in its deliberations
on tha final taxt of tos chapter concerned with ME. Both Professor
Grahame and I would be Zzlichted if you could attend teo. If you are
abla ro come could you please get in touch with Dr. Mida McGrath
{Tal: 071 962 8045) at zha above address who will be pleased to give
yvou details of the agenda and copy you with the relevant papers.

1 am sure that the ma--ers you raise, and in particular your views
on the listing of chrosic fatigue syndrome under "Other Neurological
Disorders", will serve zo fuel the debate at that meeiing.

Wich kind regards,

Yours sincerely

Dr. Mansel Aylward
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DISABILITY LIVING ALLOWANCE ADVISORY BOARD
The Adelphi 1-11 John Adam Strest London WOCZN BHT
Tk phora 371622000
GTM X1

The Editor

British Medical Journal

BMA House

Tavistock Sgquare

LONDON WCIH 9JR Date: 7 October 1993

Dear Sir

1 enclose a lemer from Professor Rodney Grahame, Chairman of the Disabiliy Living Allowance
Advisory Board, and myself for consideration for publication in your Leters column.

If possible could it be published in the 15th October edition.

Thank you.

Yours faithfully

ol

Mansel Aylward MD FFPM

enc

&

——




2] ems The National Archives [ ms® 9] -

|

wef:  Br 14l 7| 508554y

Please note that this copy is supplied subject to the Mational Archives' terms and conditions and that yous
uze of it may be subject to copyright rectrictions. Further information is given in the Termg and

Conditions of supply of the National Archives' leaflets

_.-"
(/)

DESCRIPTION OF MYALGIC ENCEPHALOMYE . Redacted under FOI
ALOMYELITIS IN £ )

THE DISABILITY HANDBOORK' & [3) closed Unti
2072
EDITOR - W were distredsed and dizappointed thar felt that he was free (0 make

o 5
an unauthorised disclosure cf some of the contents of 4 Jraft version of ihe Disabilin Handbook's

revesed chaprer on Myalgic Encephalomyelons iME#

A proviswenal draft had been semt o the ME Associanion for comment as part of the pormat
consuiianion process followed by the Disabilin, Living Allowance Advisory Board ‘DLAAR) prior
I vs advising the Secretary of Sule on 2 final e lor publicatson The lemer summarizes weleciad

parts of the drait's text bt lacking conipleteness it may have misled vour readers

It is hoped that the final 1851 of the section an ME =il provide 3 balanced accoumt of current
knowledge about, and thinking on ME. ko will likely conclude thar ME s 3 sEpiraie entiry within
e group of disorders encompassed by the Chronse Fatigue Syndromes. and that some I;n’:»;::d
people remain disabled, make linke or no progress. or even deterioeste over time, However, ihe
revied chapier will also provide information abour the majority of people affected by ME in whom
disablement is neither severe nor permanent.

Rodney GRAHAME
Mansel AYLWARD

1 Aylward M, Dewis P, Scon TP The Disabiliny Handbook,
LONDON: HAMSO, 1902

(20 Charles Shepherd. Description of ME revised in Disabiliny Handbook.
BMJ 1993, 307869 (2 Oclober
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: " Dr. Mansel Aylward
benefits Head: Medical Services

Folicy & Business Development

Department of Social Security

Room 06/25, Adelphi

S ESERVICES 1-11 St. John Adam St.
LONDON - WC2H G6HT

agenf}' TEL: 071 962 BOB2

FAX: 071 962 BT785

Dr. Simon Wessely,
Senicr Lecturer in
Psychological Medicine,
Academic Department of
Pevcheological Medicine,
King's College School of
Madicine & Dentistry
and the Institute of Psychiatry
King's College Hospital,
Denmark Hill,
London SES 9RS. 13 October 1991

Dear Dr. Wessely,

Very many thanks for your welcome letter of 1st October, and my
apologies for not having been able to respond earlier,

I wall remember our correspondence last year about the perplexing and
controversial subject of chronic fatigue syndrome. Let me assure you
that, as indicated above, I welcome your letter. In some ways some
of your comments and advice, far from depressing one’'s spirits,
provides an alterative view to those which have bombarded me, my
colleagues in the Department and members of the Disability Living
Allowance Advisory Board {DLAAB) in the past couple of years. Both
Professor Grahame (Chairman of the DLAAB) and I are most grateful for
your bringing our attention to the various points you raise in your
letter.

You will, no doubt, have seen the letter by Charles Shepherd of the
ME Asscciation published in the 2nd October issue of the BMJ. For
completeness, I enclose a photocopy of the relevant page of the BMJ
together with a copy of a letter from Professor Grahame and me which
we have submitted to the BMJ for publication in the letters columns.

Our letter is self-explanatory and expresses the profound dismay and
disappointment we felt upon reading Charles Shepherd’s inaccurate and
unauthorized disclosure of certain selected parts of a draft version
of a chapter for the Disability Handbook.

¥You can well imagine how we now feel when reading the ME
Association's leaflet which you kindly enclosed with your letter.

That disturbing leaflet is a glowing expression of what the lobby
would like to be the truth rather than what is the truth.

B

a1 Execulive Agency of
it Depariment of Sociod Securiy
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The draft version of the Handbook's chapter was sent Lo groups
representing people with ME as part of the customary cpnf1§9ncla1
consultation procedures followed by the DLAARB when soliciting the
views of interested parties on provisional revisions of the text of
the Disability Handbook. The DLAAE, and the DLAAR alone, is charged
with advising the Secretary of State on the contents and format of
chapters for the Handbook. The DLAAB has not yet reached a decision
on the final text of the chapter mentioning ME which it will
recommend to the Secretary of State for inclusion in the Handbook.

A plenary sesgion of the DLAAB will take place at 10.00a.m. an
Tuesday, 2nd November at Richmond House when the Minister of State,
The Rt. Hon. Nicholas Scott MBE MP, will be attending. Among other
matters on the agenda will be & talk by Professor Thomas of the Royal
Free Hospital on the subject of chronic fatigue syndrome. Professor
Thomas's contribution will alsc assist the DLAAB in ics deliberations
on the final text of the chapter concerned with ME. Both Professor
Grahame and I would be delighted if you could attend too. If you are
able to come could You please get in touch with Dr. Mida MeGrath
(Tel: 071 962 B045) at the above address who will be pleased to give
you details of the agenda and copy you with the relevant papers.

I am sure that the matters ¥ou raise, and in partiecular Your views

on the listing of chronie fatigue syndrome under "Other Neurological
Disorders®, will serve to fuel the debate at that meeting.

With kind regards,

Yours sincerely

Dr. Mansel Aylward
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Tl 071326 3002

Faw OF1-126 3640

Dr Mansel Avlward, . . |
Department of Social Sceurity. i mopitiii
The Adelphi, e Ko £ Wirkiety
1-11 John Adam St.

London WC2ZN 6HT,

Dear Dr Avlward,

You may recall we corresponded last year over the ever controversial subject of
chronic fatigue syndrome, or ME as it is sometimes known, | wrote (0 cxpress some
dissatisfaction with the then DLA entry, feeling it did not accurately reflect the state of
medical knowledge on the subject. [ am afraid I feel obliged to write again following the
receipt of the enclosed leaflet from the ME Association, which triumphantly states that
CES/ME will now be listed under “Other Neurological Disorders”.

1 regret to say that it seems to me that in order to be fair to the ME Association
you have now gone 1o the other exreme. 1 am disturbed that this disorder should be listed
as a neurological disease. | enclosed an editorial that 1 had written last year for a
neurological journal reviewing the evidence on this subject, and concluding that there was
little to point to a neurological origin of symptoms. Since then more research has becn
published in the leading neurological journals, and nothing has happened to alter those
conclusion.

Instead 1 feel this decision represents the triumph of an effective lobby over
seientific evidence, If CFS/ME is to be listed as a neurological disorder, 1 for one will
begin to campaign via the mental health cherities for schizophrenia and manic depression
1o be also listed under the same heading. Indeed, there is far more evidence suggesting
that these disorders have a neurological erigin than does CF5/ME.

e e —
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1 also feel that this decision, if it has been made, reflects an undesirable
stigmatisation of psychiatric disorders. The main difference between CFS and the major
psychiatric disorders is neither aetological, nor symptomatic, but the existence of a
powerful lobby group that dislikes any association with psychiatry,

It is also a most unfortunate message to send sufferers. It colludes with the
erronecus belief that this is a severe disorder of neurological functoning, for which there
is little effect treatment, and a poor prognosis. It will discourage any sensible efforts at
rehabilitation. Ag we, and now many other groups, have shown that the only determinant
of outcome in this condition is strength of belief in a solely physical cause, then it will
also itself conmibute to disability and poor outcome. I cannot believe that is the intention
of the Department, if only on grounds of cost!

I believe that the Department is making an error if it accepts the partisan views put
forward by pressure groups as a basis for making medical decisions. | also believe that it
is a decision that the Department will come to regret, since it seems likely the result will
be an ever increasing stream of claims for permanent benefits in people who might
otherwise have had a chance of recovery.

I am sorry to write to you again on this subject, and 1 know all too well how your
spirits may well sink at receiving another letter on the topic. I also know from personal
experience that coming to any decision on this subject that conflicts with the "party line"
is not a recipe for a quiet life. Nevertheless, 1 would value your comments.

With kind regards,

Yours sincerely,

Dr Simon Wessely,
Senior Lecturer in Psychological Medicine.

— — — a—————
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NE
ASSOCIATION

DLA VICTORY!

DLA HANDBOOK ENTRY

As you are all aware, one of the purposes of the Parliamentary campaign has been o persuade
the DSS to change the entry on ME in the handbook which DSS officials use when determining the
applications for the Disability Living Allowance, 5o that it reflects the reality of disability for those
affected by ME. In June of this year we sent the DLA Advisory Board our own suggestions for a
revised entry which placed ME within the chapter on “Certain Meurclogical Disorders”, and

axplained the levels of disability and chronicity in ME in terms of four bands of severity.

We have just received, for our comments, the official DLA Advisory Board revision of this entry.
They have agreed 1o the replacement under "Certain Neurclogical Disorders™ and while there are
still instances where the phraseclogy leaves room for improvement, much of the text is taken
verbatim from our suggested draft and reflects the reality of the severity of the ilnass.

A MAJOR STEP FORWARD

Thig represents a major step forward in our battle for recognition. Whenever we come up againsl
instances of the misunderstandings and prejudice with which we are continually confronted, we
can point 1o this entry and say, “this is the official stance on the severity of ME™. We now have a
good reason for optimism and this is due in no small part to your own efiors in involving your MPs
in our campaign.

THE WAY FORWARD

We must recognise that there is no room for complacency, that atlitudes will not change overnight,
and that the campaign for recognition must continue. We are now in a much better position to
insist that we be given equal access to all benefits, and that the DOH disseminates authoritative
information, agreed by us, 1o all doctors while funding helptul research into cause and treatmeant,

COwer the next few months our activities in Parfiament will continue, with a reception in the House
far MP= and Ministers at which we can put forward our views, further mailings to MPs, and even
more Parliamentary questions, Early Day Motions and debates.

Please continue to give us your full support.
It is your determination which has brought us this
far, and it will be your determination that will
ensure our final victory.

Regisicred Otice; Stanhope House, High Sireat, Stanford Le Hope, Esgey 5517 OHA
Charfty Ho. B01279. Company No. 2361586
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DISABILITY LIVING ALLOWANCE ADVISORY BOARD
The Adelphi 1-11 John Adam Street London WC2N 6HT
Tobophona 071-862-8000
GTH 381

The Editor
British Medical Journal
BMA House

Tavistock Square
LONDON WCIH 9JR Date: 7 October 1993

Dear Sir

* it LT R

R v

I enclose a leter from Professor Rodney Grahame, Chairman of the Disability Living Mlﬂwm:
Advisory Board, and myself for consideration for publication in your Letters column.

1]

If possible could it be published in the 15th October edition.

Thank you.
Yours faithfully
- :

 — ey e . 2
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Redacted under FOI
DESCRIPTION OF MYALGIC ENCEPHALOMYELITIS IN Exemption S 40 (2)

THE DISABILITY HANDBOOK' (3) closed Uintil 2072

EDITOR - We were distressed and disappointed that feh that he was fres o make
an ;n.au:hnriud disclosure of some of the contents of a draft version of the Pisabiliy Handbook 's
revised chapier on Myalgic Encephalomyelitis (ME).

A provisional drafi had been semt to the ME Association for comment as pam of the normal
consultation process followed by the Disability Living Allowance Advisory Board (DLAAB) prior
(TagiL! adu-isiqg the Secretary of State on 2 final text for publication. The letter summarizes selected
paris of the drafi's text but lacking completeness it may have misled your readers,

It is hoped that the final text of the sectbon on ME will provide a balanced sceount of current
knowledge about, and thinking on ME. Tt will likely conclude that ME 15 a separate emtity withio
the group of disorders encompassed by the Chronsc Fatigue Svndromes, and that some alfected
people remain disabled, make linde or no progress, or even deteriorate over time. However, the
revised chapter will also provide information about the majority of people affected by ME in whom
dizablement is neither severe nor permansnt,

Rodney GRAHAME
Miansel AYLWARD

(13 Aylward M, Dewis P, Scou TP. The Disabilicy Handbook,
LONDON: HM30, 1992

{2)  Charles Shepherd. Description of ME revised in Disability Handbook,
BMJ 1993; 307:869 (2 October).
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practice. Secondly, anempes can be made to captuare
current thinking i documentary form. Annual busi-
ness plans and longer term srstegic dircction state-
ments are tangible expressions of the organisation’s
Lo iiian

These manifestations of the organisational vision
are complementary rather than  interchangeable
approaches. Too grear 3 reliance on documents rans
the resk of them being seen as “ablers of stone” and
may stifle imagination. On the other hand, alone
mformal commundication and "necworking” can resul
en wasted cifon through lack of coherence: the vizion &
overahelmed by indiscreminae and wnceordinated
bromstorming. Each practce will need o stmke 2
balance between chese contrasting approaches which
SUES 1S size, personnel, and management style.

How do you keow i you've seill goe it?

"We have suggested that the practice vigion needs 1o
be broadly defined and regulardy refreshed. This can
came about anly if individuals invest time and effort in
the process. To justify and sustin this investment the
quality of the resulting vision needs o be monitored,
50 how doss an ofgEnisation if its viion
continues t0 be scund? Surprisingll, the answer i
straightforward: if wision puides” the organisation’s
planning, them s the futwre unfolds there are

numerous reference points against which the meaning-
fulness (stricdly, the predietive validiny) of the vision
can be checked and appropriate sdiustmencs made.
Withowt careful monivoning of this kind the organiss-
tanal visicn will soener or lager fail, perbaps catasoro-
phically. Failure will be evident in rwo ways: externial
change will hit the practice with linde or no waming;
and mgorous organisational audit will cevesl than
significant objectives are not being achieved.

The next time you ges angry about a “bolt from the
blue" in the form of 3 decision by the Deparment of
Health, General Medical Services Comminee, family
health services authority, regional health authoriey,
etc, ask yourself Should I have ancicipared thist [f
when judged honestly the answer is ves, then some-
thing is wreng with vour organiestionsl visian, 1f the
answer (s noy L2ke stock of any implications and build
inte your strategic plan sufficient resilience 1 cope
with the (very) cocasional surprise,

| My bt Carams oo, F= 1, abenli
I S Gl That ierwBiToid bions ol liwralr prococe T K Prao 1903.2480.
b MeCormuck | The vidss dung: oy o, youll Bbr o Basma Slanth 99815
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Patients with fatigue in general practice: a prospective study

Leone Ridsdale, Alison Evang, William Jerrer, Sundhiya Mandalia, Kay Osler, Hita Vora

Abstract

Obfectfve—To  deseribe the charactertvdes of
patients anending their peneral practdosers and
complaining of fatigue or being “tired all the time.™

Design—Prospective study of cohort aged 16
vears and older with follow up ot two weeks and by
guestionnaires at rwo ond six months,

Subjects==230 patents (164 women) with mean
age 43 yenrs and on age-sex matched comparizon
Eroup.

Settings—Doctors and patients in four practices
in Lancashire, Mid Glamargan, Suffolk, and Surrey.

Main outcome measurep—General clinbeal data,
results from standard group of laboratory tests,
fatigue questionnalre, and 12 ftem genernl health
guestionnaire.

Results—0ver twice as many patients with fatigue
had high scores on the health questionnnire com=
pared with the comparison group (156 (T9%) v 69
(34%)). Resuls of laboratory tests were abnormal
and contributed to the diagnosis in 19 patents.
59 gut af 102 patients who responded had high
fntigue scores six months later, Pasdenis with
persistent fatigue were more likely (o have a history
of anxiery or depression and to have had Fatigue for
mare than three months on eawry to the study.

Conclusions=Women are particulardy at risk of
fatigue. The outcome ks bener if patients have had
sympiloms for three months or less or there is no
history of emotionnl Blness,

Introduction

Fatigue is a common subjective experience. Hannay
reparted on responsss 10 interviews ar home wiath
patients from one practice and found thar nearly a
quarter of regponders felt more tired or run down than
wenal. After respiratory symptoms this was the most

10 Ly 1963

commaon physical symprom described. Only a small
proportion of those wha experience fatipue as a problem
came 10 the doctoc. Morrell and Wale linked ssmproms
repomed in women's diaries o their consultations in
one pracuce and found 8 rate of 400 episodes recorded
o ofie consuttation for fargue.”

Fatgue may be che main complaint or a “supporing”
symplom. Jerren found abour 75 per 1000 registered
papents attended with fatipue 38 a presenting of
SUPPOTHng sympdom in one vear. Morrell found about
13 per 1000 registered patients presented with fatigue
a5 their moin complaint, and Fewer than 3% were
referred o secondary care.’ General pracutioners can
probably gain no useful information from research on
fBarigued pavients in secondsry or fertiary care.

During medical training clinical teaching is often
focused on problems in which the diagnoses can be
defined and there & some evidence from research o
guide management. General practitionsrs ofien e
patients with tivedness, but there s licle scienuiic
evidence from rescarch done in primary core.” In this
CONtEXt pracutioncrs experence uncemainny, which
may mmpar their confidence and relatfonships with
patsenis.

We zimed 1o desenbe the characieristcs of patients
who comsalted their general procuiioners with o main
compizing of fatgue or being tred all the time
compare their symptoms of fatigue reporied on
questkonnaires with those reported by & comparison
group marched for age and sex from the practice lists:
and compare their symproms of psychological distress
reported on guestionnaires with those of the com-
pansen groap. We alee analvsed the resules of ssandasd
labarasory rests; measured the change i svmpoms
at’ mrervals over a six month follow wp period;
and determined the charmctenstics on eney which
predicted  paseris’ [igue symploms six months
later,

103
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Sibjects and :

Ethical committees approved the srudy in the four
districts. Doctors  recruited  patients D SEpTELe
pesctices in Lancashire, Mid Glamorgan, Suffolk, and
Surrey. The practice populations lived in urban,
suburban, semirural, and rural locations. The doctors”
combined list sizes cansiated of about 21 420 patents in
the middle of the year during which recruitmnent ook
place. Patients were recruited to the study if they were
16 years or older and their main reason for consulting
was fatipue or synooyms like "being knackened,
lethargic, run down, or dred all the ume.” When
patients complained of more than ofie SYmpTom,
doctar sked what the main symptom wid which led
them to consukt that day. The symptom must have
been present for two weeks or more, Patents could be
recruited only once, but the consultation for fatigue
need not necessadly have besn their first for dhis
problem. The doctors in the smady each carried out
pilot misls in applying the entry cntera, and their
performance was tested by using case vigneties. They
received feedback before the study began and were
reassessed during the course of the study year.

For each patient entering the srudy the dectar
completed a stracrured data collection sheet which
required the doctor w0 provide information from
the patients’ records .E kistory of physical and
prychological problesns, they armanged a standard
group af lnboratory esTs, mezsured haemoglobin
concentration, white blood cell count, envthrocyte
sedbmenmton mie or plasms viscosity, and cone
centrations of uren, electrolyres, thyroid stimulating
hormone or thyroxine, and blood or urne glucose.
Patienrs under 40 years old were also tested for
glandular fever.

On entry to the smudy patients complered a question-
paire on duration of symptems and 3 14 item fatigue
questionnaire which has been validsted in generl
practice by Chalder ef ol* To measure the changs o
sympioms over the six months” follow up period we
divided patients inte two groups on the hasis of a cut off
soore berween 3 and 4. Choice of threshodd is woa
certain extent arbimrary. It alters the sensithviry and
specificity of the questionnaire when comparing results
o & standard srecrured intervicw, A high sensitivicy
by using the questionnaire means that few mee cases
gre missed but the false positive rates are high Chalder
o af found this cat off gave o sensitivity of 75'5% and a
specificity of 74-5% when the questionnaine results
were compared to resubs from the revised clinscal
mrerview schedube.*

On entry to the study patents also compicted the
12 fiem genemal health questionomire.’ This does

Sseppot-conmin any questions about physical symproms

~=-gach as fatigue. The cholce of threshold with the

.,'-\,.--.. 5 - i.l'l. s nl'l-lﬂ'lt } -ﬂ-!l'p .

-+ SV jcal distress has the same implications
“ab it does with the fatigue questionnaire, We used o
threshold berween 2 and 3, which Galdberg (personal
communication) found o give 2 sensithiny of B6% and
a specificity of 74-8% when he compared scores on &
sample of patients by using the questionnaine with the
scores from the composite international - clinical
imerview.

When 3 patient was recroited a person of the same
sex and the nearest younger by date of birth was
selected from the same practice register. If this patient
wat [ound 1o have moved away or died the subsequent
pagient was chosen. This patient was sent the same
questionnaires a5 thoss completed by fatigued patients
o eniry 10 the study.

All patients were asked 10 rerum for a follow wp
sppointment two weeks later, and st this time they
completed the Extigue and general health questionnaizes
a second time. Patients were also sent 3 fuigue 3nd

e - E. R T =
g ; g & A

general health questionnadire to complete at eight wecks
and six months.

Sraristical analysis was by the vest of proportions, the
3 nest for mend, and multlincer logistc regression. In
some insrances patents o doctors, or bodh, did not All
odt all the items on the qucstionnaires, When cros
tabulatons were underzaken the denominater changed
shightly, and 50 cach denominater is suied for the data
provided.

Fesults
RESFOHSE BATES

Most patients were pleased to pardcipate in the
study 23 they thought the doctors were taking their
symproms seriously and might be able o heip similar
patients more as o consequence. Two patients refused
outright, and doctors completed inidal clinical dasa
coltection sheers om 220 papents, Two hondred
and seven of these patents returned completed
questionnaires afier the consultadon at which they
entered the study. Two hundred and pwenty age-sex
matched patients were identified from the doctors’
lists. Two hundred rerurmned completed questidnnarmes.
AL two weeks 195 (89%) of the stady group returmed
for a follow wp vist. At edght weeks 182 (E3%) returmned
deeir questionnaires, and ar six monchs 172 (78%8)
reqummed thetr guestionnaires.

CHARACTERISTICS OF PATIENTS AND THE COMPARISOH
CROUP

Fifty six (25%%) of the study group were men and 164
{75%) were women., The mean {range) age was 43
{17-BH} vears. Women patenis with Btigae were over
five tmes more Heely 1o repon that they had mo paid
work than wemen in the comparison groug.

The patients’ physical symptoms of fatgue -and
health questionnaires were initally scored in the same
way s described by Wessely and Powell in a study of
patiems with chronic fatigue who anended the Motonal
Hospital for Nervous Dhsease and in whom @ physical
cause had not been found,® The scores of the matched
compansen group &nd for consulters with facigue in
primary care are shown in table 1, together with the
mean scores of patents reported by Wessely and
Powell in tertiary care.

Two hundred and seven patents on the
durstion of their fatigus on entry, Thiry four (16%%)
patients had had their symptoms for between wo
weeks snd one month, 66 (32%) for one 1o three
months, 34 (16%) for four mo six months, and 74 (369
for longer than six months. There was a significant
trend for those who on entry repored symptoms of
langer duration to have had s previous episode of
depression of anxiery recorded by the doctor {table IT).

TABLE i—Mien pore (5% confidmer infervale) for Umipee and
gemers! et quesnemmaire in oheor proup

Piyaigs] Clereral bl th

Circigp [aigus yuei s fifil iy

Manihed comparion grosp 3% [Z0m i) - (18 po 50
Pathears wiiy S in general

PRI BT -2 oo W2 ¥ T T

Teriany ca” THE{I0Rse i 0)  T0(58mE 00

Tasuil ti—Neamiber of patiin uith fanipe Sad presig aptsads af

deprersion pr vty and durarion of fatipic on eniny
o [t with prevsoln ephnds of Toual B af

Ehurarisn of latigir ACprEvden b SALETY patiesti
= I Meath A 1
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’ 3 Sioy mine (33%) patients had one or maore abnosmal
results on laboratory tests when the laborarories’
. criteria for abnormality were wsed (table I, One

laborutory changed the method &t used 1o test for
glandular fever during the course of the study as it
yielded too many positve values, so listhe confidence
can be placed in this result. The doctors judged that an
abnormal resudt was clinically tmportant in 19 of 210
{'ﬂ':ﬁ]' patients, The clhinlecal dizgnoses were anaemis
imght), bhypothyroidism (three), infection (three],
glandular fever (three), disbetes {omed, and carcino-
matesis (one). In three additional coses the doctors
were uncertain shouwr the clinical importance of an
abrormal resuls,

CHARACTERISTICS OF PATIENTS WHO DID AND DID MOT
RESPOND AT FOLLOW LT

More women than men responded 1o questonnaines
at six months but the difference was not significant.
Patients who responded st sy months were odder
{mean age 44 years; 95% confidence interval 42 o 47)
than patienss whe did not respond (38; 34 10417, There
was no significant diffesensce i the mean ftigue scores
on eneey of those patents who failed to respond w
QUEMEBNAEIFES AL 5k months.

CHARMGE T8 S¥MPFTOMS
All patienrs had sell defined cases of fatigue on
entry, but to describe the changs in symptoms over the

TABLE fi—Pepaiun o obnoms! el off boraney o in

patienin wuh s

i (¥ with
Tmm marmal rowh
B Ewravogiotbin L TF 1 H]
Whive bbood cell i w200 [4)
EryFibreryie sodumictisin fiie plasna viscouny TG 8y
Lrea IRGOT (4

e
Gludsies lvones orunne; i {J1
Thyreid Intiag barrrmonzl g (4]
Mlosseripot EHY (R

TANLE We=dimeker (700 of patiosty snith Miph stipur and pemesal
Bty guemnvematne sondt

Hligh High
5 imigsrcoay  generl bt
Paisieriiy (414} [3=12)
Companims group TN o )
Fasigav panean:
On piry 19540} 158§
1 Werln PSRRIl [ELTT T
3 Werla [ F4 T o 5N
#Menika B {34 B [47)

(& 4l ar e menthy according o linear inpimic moss’
o5 Drgram
Odili. CosBlence of
Vanabis il el i Eeedom
;.F:':'I"-“"J'l ] Fmw 19F &0l i
il I
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Py ctra it 1
Abariual 17} ¥Eip4-i9
Unempleycd LB T
Dithen ¥ F¥as i b i}
Fr:;mmum i arae A g L
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Divisn v o] ikmedinem
% } Montay
= ¥ Mongs L el R i

+x S (8 rediition i donanceh ugraficeas g o 40,
Lhnabreed 34 3 oovliFssies vanabic. ’

follow up period we divided the patents into rwo
groups by using 2 cut off berween 3 and 4 on the ftigoe
questionnaire* snd berween 2 and 3 on the genersl
health questionnaire,” An estimare of likely cases was
made for patients on enary, ar two weeks, eight weeks,
und 31 dix menths on the basis of scores. This s shown
in table TV with datm on high scorers in the age-sex
matched comparison group. By using this threshold
more than half of the patents who consulied for fatigue
had high symprom scores six months after entry 19 the

CHARACTERISTICS ASSOCIATED WITH HIGHER FATHGLE
SGORES AT 16 MONTIE

Of the 220 patients who were initally recrisiced,
172 rerurned questionnaires at six months. Among this
groap 102 (39%:) had high fangue seores (see table IV,
The charactenistics of the patents on enty were
related 1o high fangue soores (4 of more) at six months
by wsing linear logistic regression analvais (rable V),

Age a5 & continuous vanable was not associated with
hdgh Fatigae scores ar six months, Men were more
likely to have high scores at six months, bur the
difference was oot significant. When patients were
grouped sccording w their oocupation, theose in
manual occupations, partcularly men, were more
likely vo have high farigue scores after six months, The
numbers in oocupational subgroups were small, and
this difference was not significant. The persistence of a
high score on the fatigue questionnaire at six months
was significantly associated with @ history of fatigue of

TaBLE v—Asrianoas of vanables sk kgl fangee idenes [ 3 40 of rx menths
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Practice implicadons

® General practitioners manage %8% of patents
who present with facigue, and refer less than 2%
iy specialises

® This study shows that three quarters of
patients with facgue alpo have symproms of
emotional diseress; 5% had a physical ilness

® 59% of padents sull had high fatgue
symptom scares 5ix months later

# History of anxiery or depression increased
threefodd by the nsk of fanges Symproms per-
sisting over six months

three months or more on entry and with a history of
anxiety or depression. High score on the general health
questionnaire (of 3 of more) ax enary wis not associated
with high fatigue scores six months later.

As age, sex, and occupanon might 8 pron be
expected 10 be confounded with the other effects of
ingerest, they were retsined in the multiple logistic
meodel uied 1o assess the independent effects (able VI
A history of depression of andcfy on entry and a
duraton of fatigue of more than three months were
independently associated with high fargus scores an six
months.

Diiscusson

In our study women were three umes more likely
o consult with fatigue, and when compared 1o the
age-sex matched group they were more likely nos to
be in paid employment. A& histery of psychological
dismurbance was positively associated with the duration
of fatigue before entry to the srudy. Patents with
fatigue as 2 main symptom were more than owice as
kkely to report psycholegical symptoms above 3
threshold level as those in the comparison group. From
this evidence we suggest that doctors need 1o consider
and open up a discussion of psychosocial issues when
patients presens with tiredness.

One third of patients comuling for farigue had a
blood test which sielded abnormal results when the
laboratories’ own eriteria were used. Excepr for three

__=—_§¢_ e

A PATIENT WHO CHANGED MY PRACTICE

Maintaining dignity above all

15 the days when 8 junbor parifer walted 10 yeam [of
equalicy and was given the unatirsive jobs my pamner
inaimed that | apply fee o job that 5o ane the waned o
betng & licthe more peoney inao the practice. This was for a
enedical officer @ 8 cowncil nan home for 30 cldesty,
mentadly infirm revidenss.

The home had o concimer in which v lef old
clothes thar might B2 the revidenss, most of whom sept im
cheirs facing 8 poorly toned television. Medscanon wal
handed pwt & &n unthinking routne. The marks of the
purses was bow, snd they scemed mcapable of bebavioural
gnalysis, releving their dissatinfection by verbal sbuse, 1
found this regimented environmment and negatve work

. pmedes intolerabie ncl one day & head nuse, ensde
desperate by uaff shomepes, asked me 1o look at a pew
ressdent wisa vook hall as hear longer than the others avir
her meals snd rrade a terdble mess. She was 60, had been
unable 15 cope living alons, and had been sdmited by 3
soscial warker,

Exarmipason thowed an obese woman, with coarse
{eatuses, thin hair, desp woice, and a tresmor. Thomoed
failyre was  diagnosed, comfimed, and  replacement
prestenent Beguen, bwas clear laver thar sie had Parkinsen's

—_———

e

tests, the prevalence of individual abnormal results was
compatible with a 95% normal range. The doctors
judged thar laboratory abnormalities were climecally
impaortant in 19 (9%) patients and treated them in the
wsual way, This proporion of abnorealives was
higher than that repored in patients with chromic
fatigue* and underlines the imporance of viglance for
physical as weil as psychesocial causes. The fact that
comamon physical causes of fatigue have been identified
and teated may conmnbute to the low yield of
Iaboratory tests when patients with chronic Eatigue are
investigated by specialiss,

Almost 40% of padents consulting for fatigue had
low Earigue scores six months later, the rest sill had
high scores, This persistence of symproms has been
reported in Morh Amenca”" A positve history of
aniety of depression and a langer durstion of fatigue
on eniry were each predictors of poor cutcome a1 six
months, Knowing what 1o expect may help doctors and
patients underssand and come co terms with the
problem. It is therefore worth inquiring about the
durtion of symproms and noting the peychiatnc
history before discussing the prognesis. A shom
duration of symptoms and no history of anxiery o
depression make the prognosis beiter,

We thank the Scienpfic Foundaben Board of the Royal
Colleges of General Praciticeen for funding Ui study and
Professor I © Morrell, Dr § Wessely, Miss 5 Chirn, and
many patsnts gnd colleague: for their heip,

I Hearag DR Sempiom porvikidd @ b cemmerary. §OE Jaf Ges e
1Rk 4RES

¥ Mapmll DG, Walr C]. Sympéemi paspiiend and meonied by paissn. ] 8 Cal
v Prosar | 97600 158-480

8 jJerren Wik Latasrpy o oo g Mhonnseer 19313 THiY

& Slovsill DT Symgean iorrrcirien @ gesenl pamicr. T B Cof s Prar
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Ehradper! WFRR- barlicn Pabbafurg Cordgiy, 18R

§ Weusdy 5, Powell B Fazigue nydrosyn’ & (emparnan of dumois “pesivdsl
fupsr vk sogiemansshr md of) deaden. T Nowwl [rwressy
Prrolaary 198% 55 H0-0
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disease, and sl respanded well to asicholinenga in the
duys before levodeps. Ten woeks liter she was ook more
dicdimg the daily coomwned and atked o go home. This was
imposattle because ber house had Been sold,

The effecy of this on me was glesric. The directoe of
social services agreed with me thar ro sdmission shouwld
1mke place withoal pricr medicsd asssssment, and that !
peshdents should wesr iheir own nthes in order o
matsiain their ndividualiy. An ocoupatona] therspist
wat engiged 10 enkoUrigs hamdicrafin. Finally, on ey
weekly visit [ saw patienis i the office with twe fueses
present, hebping them po enderitand, for instncd, that =0
old fap who urinated sgaiswl the wall was uenply
indicating thar he did nod Enow where the facilitios were.
Within 3 et [ bod reduced the drug ball by L2350 wih
neticeable patssnt benefic, 1 decided then that care of the
elderty wai the most chalienging snd interesting feature of
general practice, —REETH THOMPSOM i & eerered el
graznpianer &7 Cropdan
e are delightnd o reccive submissions of up 1o H00 wond.on
Jmfrpn&iumﬂnhfmrq'ﬂd my prantion, A
sorrably pasent, The ons mesrage [ sosdd hike 1 Jars befing,
o eeluned fopics.
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Mr N Ward A2 From: Dr M McGrath
Ms C Edwards RZB MO, DLAREB
Ms C Mitchell BZA

Mr K Bellamy CaD pate: June 28, 1993
Mr D Revell CRE

Miss C Mayoh DLAU

Dr Mansel Aylward
DR Peter Dewis

Dr Tim Scott

Mr Moira Henderson
br Jen Buchan

CHAPTER ON "CHRONIC FATIGUE SYNDROMES" IN THE DISABILITY HANDBOOK

1. In response to the latest campaign by the Myalgic
Encephalomyelitis (ME) lobby it was decided to redraft
the section on ME in the Handbook.

3. The section on ME will now be included in the chapter
wcertain Meurological Disorders” in accordance with
the International classgification of Diseases.

3. There is a commitment to have the final draft ready
for the Full Board meeting on Tuesday 27 July 1983.

4. TPlease would you send any comments or suggestions to
me. T would very much appreciate receiving them by
the 2 July.

5. Thank you.

i £y

J‘{Ll{j-lﬂ @fﬁ.f{l
DR M McGRATH
ROOM 626 ADI

GTH 391
BXT 28045
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11.12

DRAFT

CERTAIN NEUROLOGICAL DISORDERS

Myalgic Encephalomyelitis

11.12.1

11.12.2

CONTENTS PARAGRRPHS
Introduction 11.12.2
General 11.12.3
Care Considerations 11.12.4
Mobility Needs 11.12.5
Duration of Need 11.12.6
Additional Evidence 11.12.7%
Introduction

Myalgic Encephalomyelitis (ME) is a chronic disabling
condition in which the dominant symptom is exercise
induced muscle fatigue. It is thought to affect 20-30
per 100,000 of the population. Onset can occur at any
age but is most common in those aged 30-40 years.

ME is not a new condition, but its incidence has
increased over the last 50 years. A variety of names
has been used for disorders which include, as one of
their symptoms, disabling fatigue. These names
reflect the perceptions of the condition at the time
they were coined and include MNeurasthenia, Effort
Syndrome, Fibrositis, Fibromyalgia, Post Viral Fatigque
Syndrome, Chronic Fatigue Syndrome, and Myalgic
Encephalomyelitis. None of these names is wholly
satisfactory for a condition which clearly has a
variety of causes and encompasses a wide range of
effects.
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There is some recent research to suggest that amongst
this group there is one condition which may be a
separate entity in which the symptoms are related to

persisting or reactivated wviral infection. It is
desirable that the term M.E. is restricted to this
cause of fatique. However it is necessary to

emphasize that the disability suffered by these people
is not distinguishable from that due to other causes.

There is as yet no treatment which has proved
uniformly successful and therapy consists of a wide
range of treatments.

11.12-3 GEnﬂl‘&l

It is well recognised that a wviral illness can be
followed by weakness and depression, lasting a few
weeks, eg. post influenzal lethargy and depression.
In ME these symptoms persist for months, years or even
indefinitely.

The predominant symptom is severe muscle fatigue and
pain following exercise. Many other symptoms may also
be present such as abnormal exhaustion unrelieved by
sleep, poor concentration, loss of short term memory,
clumsiness, disturbed balance, sensitivity to light
and other problems with vision, sensitivity to noise,
misjudgment of distance, problems with bladder control
and bowel disturbance. Anxiety and depression are
common symptoms which may be related to the overall
effect of persistent disability. Rll of these
symptoms are exacerbated by mental and/or physical
over exertion.
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11.12.4

To experience fatigue as a result of exertion is
noermal. People with ME or chrenie fatigue syndromes
have a significantly greater perception of exertion
than others after even mild exertion. The fatigue
which is experienced by thege people is a disabling
symptom, whatever the precise underlying cause.

Care Considerationg

During the acute stage or relapse the extreme
fatiguability can be very debilitating. Adeguate rest
is recommended and help may be needed with daily
activities and bodily functions. However during
remission sufferers should be encouraged to ecarry out
as many of their daily tasks as they can without help
from other people. Most tasks relating to personal
care eg. dressing and undressing, have a low energy
requirement and can be achieved without haste and ba
followed by a period of rest.

The outcome in any particular case is extremely
difficult to predict. During the acute stage and in
severe relapse any form of sustained physical and/or
mental activity may become impossible. Overall, so
far as levels of disability are concerned, people tend
to fall into one of four bands:

i. Approximately 35 per cent will improve
slowly, although the process may take sevaeral
years, and be punctuated by periods of
relapse. 0f these, perhaps half will
achieve a full recovery in time.

——
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ii. The majority, approximately 40 per cent, will
make variable progress, with fluctuating
lavels of disability, and never achieve full
recovery although they may at times reach 70
to B0 per cent of former functions. Some may I
be able to work, possibly part time, and
carry out most household duties, despite |
their inability to perform strenuous physical |
or mental tasks to their former levels of |
ability. Relapses may be severe and '
prolonged.

iii. A significant minority, approximately 15 per |
cent, remain disabled and make little or no :
progress. They may reguire daytime
assistance, particularly in the preparation
of food and in performing household tasks.
They may alsc reguire help with teileting
and dressing although this is likely to be
less fregquent because of the less strenuous |
nature of these activities. I

iv. A smaller number, perhaps 10 per cent,
steadily deteriorate, becoming chair or bed '
bound for much of the time. This group 1is
likely to require a great deal of nursing,
medical, and social support.

11.12.5 Mobility NHeeds |

Exercise induces muscle fatigue, pain and weakness.
If these symptoms are severe, and especially if they
are associated with wisual disturbance, poor balance
and misjudgment of distance, walking ability may be
markedly restricted. When walking, increasing
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11.12.6

11.12.7

severity of the symptoms may result in the person
having te stop and rest more and more frequently.
Some may require walking sticks, home adaptation, a
frame or even a wheelchair.

Duration of Need

The course and effects of ME wvary widely and are
unpredictable. After some time it may be apparent
that a person falls into one of the four bands of
disability listed under 11.12.4. However it should be
noted that even those in the first two bande may be
subject to relapse which can be variable in duratien.

Additional Evidence

In a condition where disability varies aover a perioed
of time, it can be difficult te get an accurate
picture of a person’'s overall needs. A factual report
from the GP may greatly assist in this situation. &
report by an Examining Medical Practitioner may help
the affected person to properly identify the level and
extent of care and mobility needs.




1| 2l cms The National Archives

I ing ' 1| -

ref: BN 4 g

50855y

Pleass note that this copy is supplied subject to the Matienal Archives' iti
! _ _ ives’ termns and condit
use of it may be subject to copyright restrictions, Further infermation is glven in |h|:?em::: R
Canditions of supply of the Mational Archives” leaflets

Dr McGrath DLAAB

From: C Fuller AZA
Date: 5 July 1933
Copies: Mr Pendergast AZB

Mr Revell CAS4D
Dr Aylward

DISABILITY HANDBOOK: CHAPTER ON CHRONIC FATIGUE SYNDROMES

1. Your minute of 28 June refers.
deadline for comments.

I am sorry for missing your

2. The following remarks take into account discussions I have had

with A2B.

Section 11.13.3

3. First paragraph: It says »in ME these symptoms persist for

months, years, or even indefinitely

." Do the symptoms generally

continue for so long? Or is it the case that they may persist for

longer than a few weeks?

4. PFinal paragraph: I think the phrase "a significantly greater
perception of exertion” could be misunderstood. I take it you
mean that people suffering from ME believe they have exerted
themselves greatly even when they have not. Readers may think you
mean they have a "greater perception of fatigue®.

Section 11.12.4

5. First paragraph mentions the "acute stage or relapse”; second

paragraph mentions "severe relapse”

. It would be helpful to have

a clearer description of the various stages through which the
condition goes. For example - what is the difference betweean
relapse and severe relapse, and between the acute stage and other

stages?

Section 11.12.4

6. Sub-paragraph (ii) - although those who make wvariable
progress form the largest group, at only 40% they are not in the

majority.

Section 11.12.7

7 one of the symptoms is misjudgment of distance (section

11.12.3 and 11,12.5). That, coupl
perception of exertion will make i
Officers to decide mobility needs

ed with sufferers’ abnormal
t difficult for Adjudication
and could cast doubt on the

reliability of information about mobility in the claim pack.
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B. It might be helpful if the potential difficulties could be

Qentinned in the section on additional information. And, under
he circumstances might not a factual report from someone who
knows the parson be preferable in the first instance to a report
from an EMP.

Chanlen “Hetter

Charles Fuller
6th Floor ADI
Ext 28869
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Dr T Scott From: Em Gratrex
. S PACS CAS 4D
4E26
Quarry House Date: 30 June 1993

CHAFTER ONH "CHRONIC FATIGUE SYNDROMES" IN THE DISRBILITY HANDBOOK

1. We have received a draft of this new section for comment.
As agreed with you previously, I am sending our comments directly
to you rather than to the DLAAB.

2. In the covering minute from Dr McGrath, she states that the
section on ME is being moved to Chapter 11. Does this mean that
Chapter 12 will be deleted altogether, or are the references to
ME being removed? The advice given on care and mobility
considerations in Chapter 12 at present differ guite markedly
from the new section. Is this because medical thinking on the
cause and effect of these syndromes has changed? This could lead
to confusion for AOS.

3. In the section on mobility needs (11.12.35), is it possible
to expand this to give AOs more advice on whether the effort of
walking is likely to endanger life or cause the condition to
deteriorate? Without straying into adjudiecation, it is not clear
from the text whether it is the effort of walking which causes
the symptoms to deteriorate or the other way round.

4. I hope these comments are helpful.

MRS M A GRATREX ki
Room G536

QH
GTH 513 m24938
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Difficulties in claiming DLA encountered by pecple with ME

1. The after-effect of walking is not taken into consideration.

2.. In the claim form under section Z, there is no mention of
the possibility of serious deterioration in health as a
result of walking (merely a reference to it being "dangerous”),

3 In severe and chronic cases awards are not made for a suffi-
cient length of time and hence people with ME cannot take
advantage of motability (for which there is a minimum
requirement of three years).

4. FPeople still encounter difficulty because of the disgnosis
of ME. Hrs. Crawley, an experienced welfare rights worker,
writes: "Had they been suffering from some other disease
such as M5 with exactly the same degree of impairment,
we feel they may well not have had such a struggle to con-
vince the avthorities of their entitlement to benefite™.

s As a result of these difficulties people with ME can give
up the struggle,

b . There are still long delays in the processing of claims.

7. A doctor's report is called for far more frequently than

in other illnesses.

B. In examining, doctors frequently do not have up te date
knowledge about ME. Some do not believe that ME exists, or

think that ME is "pyschological”.

Q. There are still difficulties resulting from the old system.
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Information Sheet December 1992

<

|
TASE FORCE ON CFS/FVFS/ME i

STEERING GROUP

Backgruund

There is much confusion and uncertainty among doctors and health

orders known as Chronic Fatigue Syndrome, Post Viral Fatigue
Syndrome and Myalgic Encephalomyelitis.

Following & meeting on 17th January 1992 between the Rt. Hon.

|

|

|

|

|

care professionals about the diagnosis and management of the dis- |
1

1

William Waldegrave, then Secretary of State for Health, Dr Anne
Macintyre and Dr Richard Sykes, a joint meeting was arranged for
0th March 1992 between representatives of the ME Organisations,

(ME
the

I
Association, ME Action Campaign and Westcare) and doctors from '
Department of Health (DH) and the Department of Social Security |

|

{DSS). At that meeting the ME Organisations requested that the DH

send out guidance in the form of a circular 8s soon as possible,

and

a later date. In reply the DH suggested that .a Task Force should
bhe set up, comparable to the existing Task Force on Asthma, to
produce this information.

Feasibility Group

set uwp a working party to produce more detailed information at

representing a wide variety of specialisms and perspectives. Three

Following this suggesticon a Feasibility Group was set up,

meetings have been held in Londen on 29th June, l4th July and 2Bth

September 1992. The group has taken a broad look at major issues |
which need to be addressed and has identified constructive and :
gsignificant roles for a Task Forece, both in compiling reports and i

guidelines and in stimulating appropriate action.

Steering Group

ehairmanship of Dr David Tyrrell, CBE,FRS,DSc,FRCP,FRCPath, with

the

made to the DH to provide funding for the Task Farece.

Richard Sykes. MA,; PhiY,
Westcare, ‘15 Queen Victoria Roud, i ]
Redland, Bristol. BSH TPE i Lok b

Tel:

4 small Steering Group has now been assembled under the

aim of establishing a Task Force. An application has been

KEichard Syh¢§
bt LIV of it B 11 i

- Stecring Lroup
(0272) 73BALT 11712792

e s et ol W e

C o —— e e ey ————— ———
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CERTAIN DISORDERS

112 - Myalgic encephalomyelitis

11121 Contents Paragraphs
Cl Des 11.12.2
Care 11.12.3
Mob Needs 11.12.4
Duration of Need 11.12.5
Additional Source of Evidence 11.12.6

11.12.2 Clinical Description 11.12.5

Myalgic Encephalomyelitis (ME) also known as Post-Viral Fatigue Syndrome is a
disabling condition, whose incidence has increased over the last 50 years. K is
thought to affect 20-30 per 100,000 of the population. Onset can occur at any age but
is most commeon in aged 30-40 years,

it is well recognised that a viral iliness can be followed by weakness and depression;
lasting a few weeks. In ME these symptoms persist for months or even years.
Current thinking suggests that in true ME there is persistent viral infection and
disturbance in immune response.

The most prominent symptoms are extreme fatiguability and muscle pain. Other
symptoms include poor concentration, loss of short term memory, clumsiness,
disturbed balance, sensitivity to light and noise and bowel problems.

11.12.3 Care Considerations

This extreme fatigualibility can be very debilitating and in established cases (approx.
1 in 4) help may be needed with daily activities for quite some time. However most
tasks relating to personal care have a low energy requirement and with time it should
be possible to dress and undress however slowly. These daily and nightly activities
eqg such as using the tollet can be achieved without haste and can be followed by a
period of complete rest.

11.12.4 Mobility Needs

Exercise induces muscle fatigue and pain, if they also have problems with balance,
walking ability can be markedly reduced. Some people, therefore may need frequent
stops and rests prior to continuing. |t must also be remembered that over-axertion
may lead to relapse.
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@11.125  Duration of Need
Duration of need is variable.

35% improve slowly, punctuated by relapses but about half wil recover fully

40% make variable progress with fluctuating levels of disability and may reach 70 -

80% recovery.

15% remain severely disabled and make little or no progress towards improvement.
10% deteriorate steadily requiring a great deal of assistance and social support.

11.12.6 Additional Sources of Evidence

A report from an EMP would greatly assist in nelping the person to detail the
unavoidability of ME over a period of time. The level of care needs and the extent of

impaired mobility could be clearly identified,
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benefits
m Medlcal Dr Mansel Aylward
|" Principal Medical Officar
m m Policy: Medical Services
agency Room 6/25, The Adelphi

1-11 John Adam Street
LONDOM WC2H 6HT

Tel: 071-962-8757
Fax: 071-962-8785

Ms Sandra Howes

ME Association

91 Gordon Crescent

Morland Road

Addiscombe

CROYDOM CRO 6HW Date: 8 June 1993

Dear Ms Howes

Very many thanks for your letter of 3 June with which you kindly
enclosed copies of your letter to Dr Jon Buchan and your suggested re-

draft of the chapter en Myalgic Encephalomyelitis and other related
documents.

I have already forwarded the enclosures to those who will be involved

in the revision, updating, and augmenting of the Disability Handbook,
and I have asked them to give full consideration to the texts vou have

provided.
{? 3 J 1;22 ﬂLfJﬂm

Yourg sincerely

Mansel Aylwar BSc MD FFPM

cect Dr Jon Buchan
Dr Mida McGrath

sl
|
=illl

L

rin Execirite Ageency af
the Dhveprarrmweal of Soeial Seruirary
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MNE
ASSOCIATION /"

Stanhope House High Street Stonford le Hope

7 Essex55170HA  Telephone: 0375 642466
Facsimile: 0375360254
Dr Mansel Avlward Please reply to:
Principal Medical officer 91 Gordon Crescent
The Benefits Agency - Morland Road
Room 6/25 Addiscombe
The Adelphi Croydon CRO &6NW
1=-11 John Adam Streest Tel: 081 656 3447

London WC2 HEHT

3 June 1993

Dear Dr Aylward

As I believe Nick Anderson has explained, I have taken
over from Richard Sykes as the contact between the DLA
Advisory Board and the national ME organisations.

I am informed that you have wvery kindly offered te ensure
that our re-draft of the DLA Handbook gulidelines reaches
those engaged in re-writing the various Chapters, and I
am therefore copying to you my letter to Dr Buchan, and
the enclosures.

My colleagues and I are most grateful for your help in
this behalf. Please do not hesitate to contact me should
¥ou wish for further information.

Yours Sincerely

SANDRA HOWES

st o Engliomd B Compoay nagiiieaian e’ 33600 983 8 Begiyyoeal chorty e B0 12108 Ragaissad sl Sasabipe Flover, Heoh Sheal Sienloed L Foger, s 5517 Dk
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Dr J Buchan Please reply to:
Medical Secretary 91 Gordon Crescent
pLA Advisory Board Morland Road

The Adelphi Addiscombe

1-11 John Adam Street croydon CRO G6HW
London WC2 HEHT Tel: 0B1 656 3447
3 June 1983

Dear Dr Buchan

as I believe you are aware, I have taken over from
Richard Sykes of Westcare as the contact between the
Adviscry Board and the national ME organisations, and I
am now writing with reference to points arising from the
meeting on 4 May.

As you know, the Chairman, professor Grahame, agreed that
we should submit a re-draft of the DLA Handbook
guidelines on Myalgic Encephalomyelitis for onward
transmissien to those currently engaged in re-writing
sections of the Handbook. This re-draft has now been
completed, and a copy iz enclosed, together with a brief
rationale. Also enclosed, for ease of reference, 1is a
copy of the original entry, and our critique.

We would be grateful 4if this re=-draft could be given
speedy and full consideration, and await your comments
with interest. We are, as always, very willing to share
our expertise with the Board, and are ready to discuss
all points arising at an early date.

Wwith this in mind, we would be pleased if you would now
confirm the meeting previously arranged for 27 July, or
suggest another date in the near future. We would also be
grateful for a copy of the minutes of the last meeting.

e TR e e e e e S
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‘ We look forward to hearing from you shortly. Please do
not hesitate to contact me should wyou require further
information.

fours Sincerely

SANDRA HOWES

e
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11. CERTAIN NEUROLOGICAL DISORDERS
11.12 MYALGIC ENCEPHALOMYELITIS

11.12.1 Introducticn

Myalgic Encephalomyelitis [ME], also known as the Post-Viral Fatigue
Syndrome [PVFS], is a chronic disabling condition affecting the
immune and central nervous systems. It is not a new disease, but its
incidence has increased over the last 50 years, and it presents in
both epidemic and sporadic form.

11.12.2 Incidence

Myalgic Encephalomyelitis is thought to effect 20-30 per 100,000 of
the population. Onset can occur at any age, but it is most common in
persons aged 30-40 vears.

11.12.3 General

Onset is linked in most cases to an acute infective episode, and
there s evidence implicating various common viruses in the
development of the syndrome. The person with ME experiences a
disabling, exercise-induced muscle fatigue, muscle pain, [myalgial,
often severe, a 'flu-like malaise, an abnormal exhaustion unrelieved
by sleep, and various symptoms which indicate disturbance in brain
function [encephalitic symptoms] including Joss of concentration and
short-term memory, dyslexia, clumsiness and disturbed balance
[dysequilibrium], particularly at.  night, sensitivity to 1light
[photophobial and other problems with vision, sensitivity to noise
[hyperacusis], misjudgment of distance [spatial disorientation], and
problems with bladder control and bowel disturbance. A1l of the
symptoms are exacerbated by mental andfor physical over-exertion.

Current research suggests that the symptoms may be related to
persisting or re-activated viral infection, disturbances in the
immune systems response, and consequent changes in the normal
activity of muscle and the central nervous system.

There is as yet no treatment which has proved uniformly successful,
and therapy consists of a range of treatments [eg oil of evening
primrose, magnesium injections, and anti-depressants]. It seems that
the patients who make the most significant improvement are those who
ta?e adequate rest during the acute stage of the illness and during
relapse,

11.12.4 Care Needs

The putcome in any particular case is extremely difficult to predict.
Ouring the acute stage and in severe relapse any form of sustained
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physical and/or mental activity becomes impossible. Overall, so far
as levels of disability are concerned, people with ME tend to fall
into one of four bands.

1) Approximately 35% will improve slowly, although the process may
take several years, and be punctuated by periods of relapse. Of
these, perhaps half will achieve a full recovery.

2)  The majority, approximately 40%, will make variable progress,
with fluctuating levels of disability, and never achieve full
recovery although they may at times reach 70-80% of former function.
some may be able to work, possibly part-time, and carry out most
household duties, despite their inability to perform strenuous
physical or mental tasks to their former levels of ability. Relapses
may be severe and prolonged.

3) A significant minority, approximately 15%, remain severaly
disabled and make little or no progress. They invariably require
daytime assistance, particularly in the preparation of food, and in
performing household tasks. They may also reguire help in toileting
and dressing, particularly at night, when visual and balance problems
are exacerbated by darkness.

4) A smaller number, perhaps 10%, steadily deteriorate, becowing
chair or bed-bound for much of the time.This group requires a great
deal of nursing, sedical, and social support.

11.12.5 MobiTity Needs

The exercise induced muscle fatigue, weakness and pain  have both
central mervous system and muscle components, and this, together
with dysequilibrium, inevitably places marked restrictions on walking
ability. These restrictions may well be compounded by wvisual
disturbance and spatial disorientation. When walking, escalating
severity of the symptoms may result in the person having to stop and
rest more and more frequently. Even minima] over-exertion may lead to
relapse. These restrictions affect both daily living activities, and
the prospects of resuming employment. The person with ME may reguire
walking sticks or a frame, and a considerable number reguire
wheelchairs, and home adaptations.

11.12.6 Duration of Need

The course and effects of ME vary widely from one person to another,
and are unpredictable, After some years it may be apparent that the
person falls into one of the four bands of disability listed above,
However, it should be noted that even those in the first two bands
may be subject to severe and prolonged relapse.

11.12.7 Additional Evidence

A factual report from the person's general practitioner or hospital
consultant is essential where the needs over a period of time are not
clear because of the variable nature of the disease.
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RE-DRAFTED GUIDELINES FOR MYALGIC ENCEPHALOMYELITIS IN
THE DLA HANDBOOK

BATIONALE
CHAPTER HEADING

Since Myalgic Encephalcmyelitis is a distinct clinical
entity, it is necessary to differentiate between 1t, and
other causes of chronic fatigue.

The most dominant feature of ME is the number of symptoms
resulting from disturbances in the function of the
central nervous system. Myalgic Encephalomyelitis is
therefore properly placed within Chapter 11, Certain
Neurological Disorders, in accordance with the
classification used by the World Health Organisation.

11.12.1 INTRODUCTION & 11.12.2 INCIDENCE

These sections reflect current knowledge, and are common
ground amongst experts in the field.

11.12.3 GENERAL

The symptoms listed are those which are most likely to
give rise to care and mobility needs.

As explained in our critique of the original entry,
whilst several studies show alteration in muscle
function, it seems likely that the major component in
muscle wpain, fatigue, and weakness lies within the
central nervous system, and the methods used in many
studies will therefore be inappropriate;, and prove
nothing.

As also explained, “graded exercise" 1is known to
precipitate relapse, as reported by those ME patients
involved in such studies as Stokes et al, and we do not
therefore include it amongst therapies now in use. [Some
clinicians do use graded exercise as a means of
differentiating between ME and other causes of chronic
fatigue, but this is not a course that we would advocate,
since relapse may be severe and prolonged and familiarity
with the symptoms and disease process renders such
measures UNnNecessary. )

11.12.4 CARE NEEDS

The bands of disability outlined in this section are in
accordance with the findings of c¢linicians working in
this field, lesves no-one Iin doubt of the potential
severity of +the illness, and =should be helpful to

officials in deciding the degree of disability suffered:

by individual claimants.
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‘ 11.12.5 MOBILITY MEEDS

This section reflects the severe disability suffered by
patients, and the consequences of over-exertion.

11.12.6 DURATION OF NEED

This section reflects the chronicity and wvariability of
ME, and its uncertain prognosis.

11.12.7 ADDITIONAL EVIDENCE

The reason for the requirements laid down in this section
is self-evident. In an illness such as ME, where the
severity of the symptoms fluctuate from day to day and
the results of over-exertion may not be immediately
apparent, an EMO seeing the patient for half an hour or
less will be unable to make a fair assessment of the
patients needs.
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Appendix C
@  Disability Living Allowance Handbook
Section 1Z
Chronic Fatigue Syndromes and Myalgic Encephalomyelitis

1241 Contents Paragraph
Clinical description 12.2
Care conglderations 12.3
Mobillty considerations :%g

Additional sources ol evidence

122 Clinical Description

Fatigue Is the dominan! feature of a group of condilions known as chronic fatigue
gyndromes. These include Royal Free Disease, lcelandic Disease and the post-viral
{atigue syndrome. Myalgic Encephalomyelitis, which is currently the subject of much
atlention and research, may be included In this group. People with these Syndromes
complain of weakness, lethargy and faligue after even moderate or slight eXernn.
Other symploms Such as intolerance of light and noise and depression may be present.
Symploms usually star afer an acute viral lliness in the form of an upper respiratory t
racl infection or gastro-enterltis, although in some individuals no such history is
forthcoming. 1t is well recog nised that viral iliness can be followed Dy weakness and
depression (2.9- post-influenzal lethargy and depression); but symploms rarely last
beyond a few weeks. In chronic fatigue syndromes Symploms persist for months or, in

some cases. indefinitely.

As far g5 Myailgic Encephalomyelitis (ME) is concerned, a case has been made for i3
consideration as a distinct clinical entity within the spectrum of chronic fatigue
gyndromes (CFS) - it may well be that only a small proportion of people with CFS fulfil the
crileria which have Deen used by some doclors 10 describe ME which must foliow a
feverish iiness. In some persons whose disease pattern conforms 10 @ diagnosis of ME
a persistent viral infection in muscles may occur, and there may be some evidence of

minor muscle damage.

123 Care Considerations

41231 Some studies have shown an associglion with an allergy to of intolerance of certain

isods, food-products and additives bul other studies have not confirmed this.

12.3.2 A greal deal of help may ne expecied by, and is often given 1o, a gufferar from CFS or

124

125

ME. Sufierers are sometimes advized 1o rest completely but muscles which are not
ysed cetericrate rapidly. There Is however another school of thought which advocates
graded exercise of muscles to assist the return 10 normal muscle function and power.
in some studies of pecple affecied by chronic fatigue gyndromes objeclive tests of
muscie power have shown it 1o be normal or near normal. A person aflected by these
syndromes may thereiore he able 1o gttend 1o bodily functions without the assisiance of
another bul each case must be considered in the light of the available evidence.

Mobility Considerations
In some controlied clinical studies some people with chronic fatigue gyndromes have

been shown io have adequale muscle power. They may however refrain from walking
because they are fearful of the consequences.

Mﬁﬁurﬂwﬂeﬂm

A reporl by an Examining Medical Practitioner may greatly assist in helping the afecied
person properly identity the level and exient of care and mobility needs.

r— S T
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Appendix D: CRITIQUE OF DLA HANDBOOK ENTRIES BY SECTION

Section 12.2 - Clinical Description

The entry on Myalgic Encephalomyelitis in the Disability Living Allowance handbook makes no auempt 1o
explain the very real differences between ME and other Chronic Fatigue Syndromes in terms of respective
causes, symptomatology and severity, It is this failure 10 make the distinction between ME and CFS which has
fMawed many studies, paricularly in the fields of epidemiclogy and psychiatry, some of which were obviously

favoured when compiling the entry.

The inclusion of depression in the clinical description when many more Lypical symploms are nod mentioned is
a clear indication of bias. A study condocted by Walier J. Gunn of the ULS, Centers for Disease Control (1)
found that half of the patient group had no depressive symptoms at all, whilst much of the depression which did
pecur was deemed o be a response to the limitations imposed by the illness isell rather than the cause. It
should also be noted that while anti-depressants are often advocated as a wreatment for ME, there have been no

placebo-controlied studics to confirm their effectivencss.

The exisience of objective abnormalities in the brain, as proven by varied brain scan smdies, (such as those by
Daugherty et al (2) & Buchwald et al (3)), and the role of a persisient viral infection is minimised here. Studies
by Landay et al (4), Cunningham et al (5), Gow I'W e1 al (6) and Klimas et al (7). all indicase a continaing wiral
presence in the tissues of brain and body.

The staements that "some 5~ may show persisient infection in muscles with "some evidence of minor
muscle damage™ hardly reflects the stwdy by Behan et al (B) showing damage w the mitochondria (organclies
vital 1o the energy cycle) in B0% of the patient group.

Section 12.3.2 - Care Considerations

It is implicd that complete rest is hasmiul, whilst ‘graded exercise’ will elfect a cure. Empirical evidence,
however, shows that complete rest is ofien essential 1o recovery during acule episodes of the illness, whilst the
exercise therapies advocated by some researchers can precipitate a prolonged relapee. The only study of the effect
of graduated exercise was an open (nol a controlled) tial, Mawed, again, by a failure 10 differcatiate between
CF5, ME and other illnesses, and by a high drop out rate.

There is reference to ‘objective ests’ showing that patients have normal muscle powes, implying a lack of
maotivation for self-help or activity. However, there are many studics showing that this is a fallacy, Lloyd el al
(%) showed conclusively that lack of motivation played no part in the loss of force-generating capacity, and the
conclusion was that the cause lay within the central nervous system (CINS). It has been suggested that on the
basis of the study by Behan PO and Bacheit AMO (10) that fatigue originating in the CNS is made worse by
exercise, and the paper by Demitrack et al (11) of the US National Institutes of Health bears out Behan's rescarch
into impaired activation of the Hypothalamic-Pituitary-Adrenal Axis. A siudy by Mena {12) using SFECT
scans show abnormalities following exercise in ME patients which differ from these seen in healthy people.

Further evidence that the Disability Living Allowance handbook secks 10 minimise the senous physical nature
of ME (and therefore the need of ME sufferers for Care Allowance) is that no mention is made of the balance
problems, exacerbated by darkness, and the spacial disorientation expenenced 1o varying degrees by almost all
patients, It is the unsteadiness resulting from this thal puts patients in need of aid at night and whilst wileting,

dressing, eic,
Section 12.4 - Mobhility Considerations

The material given in Section 12.3.2 covers the issee of ‘adequate muscle power'. The sugpestion that ME
patients may refrain from walking because of fear of the consequences is unproven. There is a great deal of
anccdotal evidence showing that if anything, ME patients tend to overestimale their abilities so far as wallang,
excrcise and other activities are concemed.
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gection 12.5 - Sources of Evidence

This paragraph implics {hat all EMO's will be experienced in the diagnosis and assessment of ME, which will
certainly not be the case. AS is well known, both diagnosis and assessment of disability in ME is difficult and

fime consuming for practilioners experienced in this field, notl Jeast because the sﬂ::l._t:ul'cr-rtrrl:::minn may not

hecome apparent for come lime afterwards. An EMO not versed in hﬁ,ﬂh;npﬂuﬂﬂ[ﬂmﬂfmﬁm:_uﬂ
for half an hoar of less, will mmlyhtupahhuljudgingm needs of that patienL

An EMO's Ibﬂil:’tudia,gnbﬂMEi! seripusly impaired, morcover, by the mnplmhdmfauu-.nriuﬁvc
information on the disease available from Government SOurces.
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For further information, please contact:

Dr. Charles Shepherd,
Priors ﬂnll.i[ll,
Queens 5q.
STROUD,

GL4 S8EH.

Tel.: 0453-885462
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FliEe: ME. Lsc.

Dr M McGrath
Department of Social Security
The Adelphi

1-11 Joho Adam Street WESTCARE
Londaon Hope & Help for M.E.
WCZN 6HT

15 Quees VicTones Roan,
RrpLasn, Bresyor B3b TPE.
Tue: 0272 THE31T

Fax: 0272 TaaT01

Ricatromn Cranrmy o, 900619

26th April 1993

Dear Dr McGrath,

Further to our recent correspondence, I am writing im
connection with the forthcoming meeting with the DLA Board at
12 noon on Tuesday, 4th May.

The colleagues wvho are coming with me are : -

Dr Anne Macintyre - Director designate IFMEA (Internatiomal
Federation of ME Associations).

Dr Nick Andersen - Director, ME Action Cempaign

The items which we wish to discuss, with reierence to ME,
are :-

. The judgment in the case Page vs Smith.

The wobility component of the PDLA allovance.

The enctry in the DLA Handbook.

Some difficulties encountered in making claims.

B Lad B3

Some notes on the judgment are enclosed.

Since 2 key colleagues, Dr Charles Shepperd and Mr John
Broderick, Chairman of the ME Association, are unable to be
present on &4th May, we appreciate the opportunity of a further
meeting with the DLA Board on Tuesday 27th July.

After the meeting on 4th May correspondence relating to the
representation of the views of the jeint HE Organisations should
be addressed to Ms Sandra Howes, 91 Gordon Crescent, Morland Road
Croydon, Surrey CRO 6NW (Tel 081-856-3447). I would be grateful,
however, if you could keep me in touch with developments.

Westcare has now withdrawn from the joint ME Organisations
Parliamentary Lobby, but we are, however, fully committed to the
aims of achieving more understanding of ME and better services
for ME sufferers. We remain very involved with proposals te

establish a Task Force on CFS/PVFS/ME. Yo Ea ,m“.;.;:::u‘i

T Brosor oF BaasTou

I look forward to the meeting on 4th Hay.
Eveiome
Feranann Svees MoA (Caxmanl,

Yours sincerely, PHLD, {PriscrTon ), €05,

Rickorel Sy

WETTCARD FROVEDES EXROMMATION AT SEvVICE PR Feoes wrmn MEL (Mivaicsd EMCTFsALOMYTLITE ),
FY.F5. (Pos-Vima FATiA T Syvonosi]) axt CF.S, (Caeose Farmat Svvomisal,
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DLAAB was highly instrumental in the production of the Handbook:
embers include not only eminent clinicians from the whole range
of medical specialisms but alse people who are themselves disabled

or involved in the care of People with disabilities. The Board

members therefore have a wide expert knowledge of disability and
its effects on everyday life,

During the preparation of the Handbook DLAAB were fully consulted
and articles and papers across a wide range of disabilities and
illnesses studied. Experts in particular conditicns were
consulted and drafts of the Handboock were circulated to outside
specialists, and organisations, for comment, to ensure accuracy
and consistency of medical opinion.

On the subject of ME; this section of the Handbook was written
following careful study of papers and articles on this econdition
in several scientific journals. DLAAB was also consulted, and met
with members of the ME Action Group to discuss the drafting of
this chapter. Many of the suggestions made by the ME Actien Group
were incorpeorated. The Handbook acknowledges the condition is not
fully understood. It recognises that in some persons with ME
there is evidence of persisting viral infecticns in muscles, with
some evidence of muscle damage. Hence a physical cause for ME is
recognised.

The Handbook also recognises that there is a= ¥yet no consensus
with regards to advice given to sufferers. Some doctors advise
complete rest, but there is another large consensus of medical
opinion which advocates graded exercise of muscles to assist the
return to normal.

It is the Department's intention that the Disability Handbook
should be regularly reviewed and revised so as to ensure current
medical opinion is accurately reflected for the benefit of AOs.
DLAAB, which has the function of advising on the contents of the
Handbook, is carefully monitoring the Handbook and I am sure that
they will take fully inte account the points Dr Sykes and his
.colleagues have to make before advising any necessary revision on
the section of the Handbook that deals with ME.

I should like teo thank you for your interest in this important
area and hope this reply helps to reassure you and explain the
position fully.

hﬁiL#ﬁ Vol

N

NICHOLAS SCOTT
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. DEPARTMENT OF SOCIAL SECURITY e I T .

Richmond Howsa, 79 Whitehall, London SWIA INS e
Telephons 071- 2100 3000
Fax 071- 210 5415

Mimister for Soctal Securily and Disabled Peaple

""ﬂ-llll.-'i.'&- Mﬂ-u\n“-

The Rt Hon William Waldegrave MP
House of Commons
SEW1A OAR

- W 4 KPR 1993
mou W Lhi asen (

Thank yeou for your letter of 23 March on behalf of
Dr Richard Sykes of 15 Queen Victoria Road, Westbury Park about a
meeting he is to have with the Disability Living Allowance

Advisory Board (DLAAB) concerning Myalgic Encephalomyelitis (ME) .

I can reassure you that both this Department and the Department of
Health recognise ME as a debilitating and distressing condition
affecting many people. I welcome the fact that Dr Sykes will be
meeting DLARE to discuss the effects of this condition and T can

assure you that the valuable information and insight that he can
provide will be considered seriously by the Board,

It might be helpful if I explain some of the background to our
contact with Dr Sykes and the ME Action Group. Disability Living
Allowance (DLA) was introduced in April 19%2. Entitlement to DLA
does not depend on each person's need for attention with personal
care, or supervisionf/watching over to avoidg substantial danger,
or on the difficulty in getting around which arises from
disablement. Each claim is considered individually, and is Jjudged
solely on whether the eligibility eriteria applicable to the
benefit are satisfied in that particular case.

To assist Adjudication Officers (AOs) in the assessment of
entitlement to DLA a handbook - the Disability Handbook - was -
compfild to set out the care needs and mobility requirements
likely to arise from various disabilities and chronic illnesses.
The Handbook provides general information about these conditiens
and is not intended to be prescriptive, nor is it intended to be
used as authoritative information in any other context.

[}w T
PNV

ELE._W%I

oWl A G

e pAes Err_m-w“""‘.- 1
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benefits .
- From: Principal Medical Officer
M d I Policy: Medical Services
' E 'ca Room 06/25
Adelphi
m m:m 1-11 John Adam Street
agency London

WCZN 6HT
Tel: 071 962 8082

Fax: 071 962 B785S
Your Ref: HS/C/MCG/1/93

Mr Eddie McGrady MP

14A Scotch Street Date: 13 April 1993
DOWNPATRICK

Co DOWN

Horthern Ireland

Dear Mr McGrady

RE: MYALGIC ENCEPHALOMYELITIS ASSOCIATION AND THE DISABILITY
HANDBOOE.

Your letter of B March to Mr Wylie asking for changes to the
Disability Handbook in regard to Myalgic Encephalomyelitis (ME) has
been passed toc me for reply. I note that Mr Wylie had informed yeu
of this and I apologise for not having been able to respond earlier
The chapter en ME in The Disability Handbook was written following
very careful study of papers and articles on this, and related
conditions, in various scientifie and medical journals. Drafts of the
handbook were circulated widely for consultation among organisations
representing disabled persons before it was published. My colleagues
and I in Benefits Agency Medical Services met with pecple affected by
ME and others representing the interests of those with this illness
when we were preparing the final draft of the Disability Handbook.
Moreover, we also consulted the Disability Living Allowance Advisory
Board (DLAAE) when preparing the Handbook. Indeed, the DLAAB also met
with members of several organisations reprasenting people with ME who
discussed the Chapter on ME with them.

Many of the suggestions arising cut of thesa meetings with interested
groups resulted in our modifying, and adding to, the first drafts of
the Chapter dealing with ME.

The Handbook acknowledges that the condition ie not fully understood.
It recognises that in some persone with ME there is evidence of
persisting viral infections in muscles, with some evidence of muscle
damage. A physical cause for ME is recognised. The Handbook also
recognises that there is as yet ne consensus with regards to advice
given to people affected by ME. Some doctors advige complete rest,
but there is another body of medical opinien which advocates graded
exercise of muscles to assist the return te normal.

b

@n Exevulice Agency of
the Deparrmeent of Sociod Secunily

0
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.l‘ha Bandboock describes the care needs and the mobility requirements

likely to arise from various disabilities and chronic illnesses. It
provides general information about these conditions. It is primarily
intended to help Adjudication Officers in deciding claims to
Disability Living Allowance (DLA) and Disability Werking Allowance.
It is not intended to be used as authoritative information in any
other context.

The Disability Handbook will be regularly reviewed and ravised. The
DLAAB, which has among its responsibilities the function of advising
an the contents of the Handbook, will examine and evaluate all
regearch material on ME submitted te it, or to the Department of
Social Security. I am sure that the DLAAB will take full account of
any published research findings both now and in the future when it

sxercises its important advisery role on the contents of the Handbook.

Let me further assure you that the classification of Benign Myalgic
Encephalomyelitis (Post Viral Fatigue Syndrome) under "Diseases of the
Herveous System” in the International classification of Diseases will
he taken into consideration by this Department and the DLARB in
subsequent revisions of the Disability Handboock.

I very much hope that you will have found this letter helpful and
informative.

Yours sincerely

MANSEL AYLWARD BSc MD FFPM
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. The Rt Hon William Waldegrave Mp

\

b

Thank you for your letter of 23 March on behalf of Dr Richard
Sykes of 15 Queen Victoria Road, Westbury Park about a meeting
he is to have with the Disability Living Allowance Advisory Board
(DLARB) concerning Myalgic Encephalomyelitis (ME).

I can reassure you that both this Department and the Department

w Of Health recognise a fHME] as a
debilitating and distressing condition af fecting many people.
MeE
The chapter on in the Disability

Handbook was written following careful study of papers and
articles on these conditions in several scientific journals.
Drafts of the Handbook were circulated widely among organisations
representing disabled persons for consultation before it was
published. The DLAAB was also consulted, and met with members
of the ME Action Group to discuss the drafting of this chapter.

Many of the suggestions made by the ME Action Group weare
incorporated into it. The Board itself includes eminent
clinicians from the whole range of medical specialties and
members who are either disabled themselves or involved in the
care of disabled pecple. The Board members therefore have a wide
expert knowledge of disability and its effects on everyday life.

The Handbook acknnwladgasf{the condition is not fully understood,
It recognises that in some persons with ME there is evidence of
persisting viral infegtions in muscles, with some evidence of
muscle damage. -Himﬁ

s |
> A egE M.-f'll":I
The Handbook also recognises that there is as Yet no consensus
with regards to advice given to
complete rest, but there is another 1
opinion which advocates graded exercise of muscles to assist the

return to normal, F-farfl %&#J J?AHE

—The Handbook describes the care needs and the mobility

requirements likely to arise from wvarious disabilities and
chronic illnesses. It provides general information about these
conditions. It 1is primarily intended to help Adjudication
Officers in deciding claims to Disability Living Allowance (DLA)
and Disability Working Allowance. It is not intended to ba used
as authoritative information in any other context.

Entitlement to DLA does not depend on a particular illness,
disease or diagnosis. It depends on each persons need for
attention with personal care, or supervision watching over to
avoid substantial danger, or on the difficulty in getting around
which arises from disablement. Each claim is considered
individually, and is judged solely on whether the eligibility
criteria applicable to the benefit are szatisfied in that
particular case.

physical cause for ME is recognised. —@he-

Some dﬂf:}%—hﬁ_ﬂdw__.
f medical

bod |
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benefits

agency

. Dr Mansel Aylward
MEdlcal Principal Medical Officer
Policy: Medical Services
ﬂm Room 06/25, The Adelphi

1-11 John Adam Street
LONDOM WC2ZN 6HT

Tel: 071-962-8082
Fax: 071-962-8785

Mr F J Johnston

Chief Executive's Office

Social Security Agency

Castle Buildings

STORMONT

BELFAST BT4 35J Date: 2 April 1993

Dear Mr Johnson

RE: MYRLGIC ENCEPHALOMYELITIS AND THE DISABILITY HANDBOOK
[Letter from Mr Eddie McGrady MF to Chief Executive]

Thank you for your letter of 23 March on the above topic with which
you kindly enclosed copies of Mr McGrady's letter to Mr Wylie, dated
8 March, and Mr Wylie's reply of 22 March, 19%93.

We have received a number of letters along similar lines from Members

of Parliament in Great Britain. I shall be replying directly to Mr
McGrady and will copy you and Dr Brolly with my letter.

Yours sincerely

Mansel Aylward BSc MD FFPH

cet Dr Jon Buchan DLAAB
Dr Brian Brolly DLA.NRI

|

\x

an Executive Agency of
the Department of Social Secunty

a




1| 2[ ems The National Archives | ins ' 9] L2

sef: BN 1M /| 50855y

Please note that this copy is supplied subject to the Mational Archives' terms and conditions and that yeur
wse of it may be subject to copyright restrictions. Further informiation is given in the Terms and
Conditions of supply of the National Archives' leaflets

fd a W g

SOCIAL SECURITY AGENCY

CASTLE BUILDIMGS « STORMOMT - BELFAST BT 35 - TEREPHOME F&3939 - FaX Fa 1053

CHIEF EXECUTIVE'S OFFICE

Dr Mansel Aylward

Principal Medical Officer

Benefits Agency Medical Service

11th Floor

Adelphi

1-11 John Adam Street

LONDON 23 March 1993

Dear Dr Aylward

Please see the awached letter from Mr Eddie McGrady MP to Mr Alec Wylie Chief
Executive of the Social Security Agency, in which he askes for changes to the Disability
Handbook in relation to Myalgic Encephalomyelitis.

As discussed with your office | am passing the enquiry to you 1o reply to Mr McGrady on
this matter. A copy of Mr Wylie’s reply 1o Mr McGrady is attached and all documents have
been copied 1o Dr J Buchan of the DLA Advisory Panel and to Dr B Brolly of the DLA
Advisory Board in Northern Ireland for their information.

Yours sincerely

s,
Wi
F ] Johnston

earmd = mwllﬂﬂﬂl: ST
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144 Scotch Street

DOWNPATRICK
HOUSE OF CDM"-"GHS Co Down
LONDON SWIA OAA BT30 oAQ

Downpatrick 612881

Our Ref: HS/C/MCG/1/93 y TLTIE !ﬁ‘“
& March 1993 1

Castle Buildings
Stormont
BELFAST BT4

Dear Mr Wylie

re: Myalgic Encephalomyelitis Association
I refer to the above named subject matter.

I am writing to advise that I have received on-going
comnunication from the Myalgic Encephalomyelitis Association
about the need to revive the descriptien of ME in the

Disability Handbook. 1 would respectfully request the
following measures:-

- the current Disability Handbook guidelines on ME be
immediately revised to reflect both the savere,

disabling nature of ME and the latest research findings
now and in the future.

- the entry on HME in the Disability Handbook be removed from
the Chapter on Chronic Fatigue Syndromes and placed within
the chapter oa "Certain Neurological Disorders" in

line with the current World Health Organisation listing
for the illness.

Perhaps the whole problem in relation to ME could be adequately

investigated and research and proper cognizance given to it in
the Disability Handbook?

I await a reply in due course.

TRHES SAnconaLy SOCIAL SECURITY ACENCY |
[ o peco |1/ B /9%
L B
Eddie H::Grli:?l_-,r MP TIME L

CHIEF EXECUTIVE'S GFFICE

2 s %‘1]1 B
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SOCIAL SECURITY AGENCY

CASTLE BUILDINGS - STORMONT - BELFAST BT4 35 - TELEPHONE {0232) 520520 - FAX (0232] 523137

CHIEF EXECUTIVE

Mr E McGrady MP

[4A Scotch Street

DOWNPATRICK

Co Down 22 March 1993

Dear Mr McGrady

You wrote 1o me on 8 March 1993 asking for changes to the Disability Handbook in relation
to Myalgic Encephalomyelitis.

The Handbook, which does not come within my responsibilities, is produced by the Benefits
Agency in Great Britain and its contents are approved by the Disability Living Allowance
Advisory Panel there. Accordingly, I have passed your letter to Dr Mansel Aylward,
Principal Medical Officer, Benefits Agency Medical Service, 11th Floor, Adelphi, 1-11 John

Adam Street, London, who will reply direct to you on this matter. A copy of your letter has
also been sent to the Advisory Panel and to the Advisory Board here in Northern Ireland.

Yours sincerely

%J_hd A

A WYLIE

7
Dhipsarssnnil o Heahl el Secial Servcos
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14A Scoteh Street

. DOWNPATRICK
HOLUISE GF CGMMDHS Co Down
LONDON SWIA OAA BT30 6AQ

Downpatrick 6128582

Our Ref: HS/C/MCG/1/93 V

& March 1993 1{ i

. al Security Agency
i Castle Buildings

| Stormont

i BELFAST BT4

Dear Mr Wylie
re: Myalgic Encephalomyelitis Association
I refer to the above named subject matter.

I am writing to advise that I have received on-going
communication from the Myalgic Encephalomyelitis Associationm
about the need to revive the description of ME in the

| Disability Handbook. I would respectfully request the
following measures:-

= the current Disability Handbook guidelines on ME be
immediately revised to reflect both the severe,

disabling nature of ME and the latest research findings
now and in the future.

= the entry on ME in the Disability Handbook be removed from
the Chapter on Chronic Fatigue Syndromes and placed within
the chapter on "Certain Neurological Disorders" in

line with the current World Health Organisation listing
for the illness.

| Perhaps the whole problem in relatiem to ME could be adequately

| investigated and research and proper cognizance given t
the Disability Handbook? il & given to it in

I I await a reply in due course.

| Yours sincerely SOCIAL SESURITY AL _'
| S s e pecn |2/ 2 /19732
! Eddie McGrady MP TIE ‘?fn

CHIEF EXECUTIVE'S oFHI0E

il
' !

| roA s féﬂ_l’l

e e —————— —— —
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Dr Castaldi CMA/DSS From: DrJ S Metters DCMO

16 September 1992 .
|

Copies to: Dr Hilton o f:.ﬂq all
Dr Hangariner |

Dr Aylward DSS

ME : WESTCARE

¥ I have just been looking through the "DH Westcare' file and find that you have not |
yet received a copy of the note of the meeting we held with them on 6 July, I am sorry for .
the delay in sending this to you. May [ draw attention to paragraphs 2 and 9 which mention .
DSS interests.

X A copy of the note has gone to Mr Waldegrave in view of his constituency interests.

3. Most of the follow-up action rests with the Task Force Feasibility Group. We will
keep you in touch with further DH action as and when it oceurs,

] § METTERS
Room 509
Richmond House

R oS
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Those present:

pr J Metters (Chairman) DH

pr O F B Pheby Westcare

pr ¢ Shepherd ME Association

pr R Sykes Westcare

pr R Hangartner DH

Dr J Hilton DH 1
1. This meeting was a follow-up to one held on 30 March 1992.
Apologies were received from Dr A McIntyre, Medical Adviser to the ME
action Campaign. Dr Hangartner was present for only part of the
meeting.
2. A DH note of the previous meeting had been prepared and
circulated to all participants. The ME organisations expressed

disappointment that their letter regquesting a follow-up meeting with
pss officials had not yet been answered.

FPOLLOW-UF OF ACTION POINTS

3. pr Metters explained that a cMD letter on the subject of ME
would be inappropriate. The Department was trying to restrict CMO
letters to matters of urgent public health concern. They wWere not an
educational series. He suggested that the ME organisations should
consider an article for Health Trends. Dr Shepherd agreed to consider

writing such an article.

4. Exploration of the circumstances in Sidmouth with colleagues
in the Department did not suggest that there was any action which the
pepartment could appropriately take. Dr Shepherd reperted that one
partner in the practice now seemad to be more sympathetic to ME
patients. Westcare has arranged study days in Exeter and Plymouth and
it was suggested that the Regional Postgraduate pean should be
contacted in order to publicise the meetings to GPs in the area. Dr
shepherd and Dr Sykes were advised to continue pursuing the matter
through the community Health Council (CHC). The Chairman of the CHC
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is a patient of the practice in guestion but it was suggested that some
other member of the CHC might be approached. Failing that, there are
informal channels of communication between DH and FHSAs and these could
be used if a satisfactory resolution was not obtained.

5. A Task Force Feasibility Group had been established. Dr Hilton
had attended the first meeting of this Group and it was pointed out
that her status must be clearly registered as that of an observer.
There is no physician on the Feasibility Group and the potential
problems of finding someone of standing within the RCP who would be
sympathetic to the aims of the task force required sensitive handling.
DH officials agreed to explore the matter with the College and were
also prepared to discuss appropriate representation with the RCGP once
the Task Force Feasibility Group had completed its work. There was no
ready means whereby DH could provide funding for the Task Force but the
possibility of seeking funding via a Section 64 Grant was suggested.

6. The Department’s developing research strategy had only
identified the top tranche of priorities and ME/CFS research did not
sit among those priorities. The new concordat with the MRC highlighted
the importance of obtaining the support of DH policy divisions for
research so that those divisions could identify their priorities in

discussion with MRC.

TREATHMENT

7. The ME organisations described a project at the Harold Wood
Hospital where Leslie Findlay, & neurologist and honorary consultant
at Queen‘'s Sguare, was providing a programme of rehabilitation and
behavioural management. There had been problems in having patients
referred to his unit because of the view that there was no accepted
treatment for ME/CFS. The ME organisations undertook to find out the
details of this apparent problem since DH officials were unable to take
the matter forward without such infeormatien. It was suggested that an
article on the treatment programme could alse be submitted to Health
Trends and that the Regional Director of Research could be approached
to discuss the possibility of a study teo evalute its effectiveness.
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8 Westcare also had a proposal for an approach to treatment but
were experiencing difficulties in obtaining funding. They were also
advised to make an approach to their local Regional Research Director.

OTHER BUSIMESS

9. pr Metters explained that neither he nor other DH officials
could express an opinion as to whether disability could axint‘in the
absence of clinical signs. Whilst the DLAAB could express ?lfwﬂ on
diagnostic criteria this was an area in which DH would sfak guidance
from its network of advisory bodies and would wish that guidance to be
endorsed by professional bodies such as the Royal Colleges.

ACTION AGREED BY DH

10 1t was agreed that a note of the meeting would be sent to Dr
Castaldi and Dr Ryleward of the DSS.

11 pr Metters would raise the possibility of articles on ME
diagnosis and management in Health Trends with the Chairman of the
Bditorial Board. Dr Hilton would alsc let the Editor of Health Trends
know of the proposed articles.

12 DH would facilitate contacts with the RCP/RCGP when the Task
Force feasibility group had completed its work.

13 pr Hilton would consider any basic research projects for which
MRC funding was sought to see if they merited customer support from her

division.

14 It was agreed that a further meeting would not be necessary
until the Task Force feasibility group had completed its work.
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(Ul ) CootaSoli

o Richmond House
The Rt Hon William Waldegrave MP 25 Whirekal
House of Commons

LONDON S5WI1A OAA London SW1A INS
Telephone 071 210 3000

16 September 1992

WESTCARE

In my letter of 11 June I mentioned that officials from DH would be holding a further
meeting on & July with Dr Sykes of Westcare and representatives of other suppart
organisations for patients with Myalgic Encephalomyelitis (ME).

As you may remember, Westcare's original approach was prompted by difficulties in
Sidmouth where it was suggested some general practitioners were not sympathetic to
or even recognised ME as a clinical entity.

We have gone carefully into the situation at Sidmouth, and do not believe there is
anything that the Department of Health can do centrally, It is primarily a matter of
medical education and Dr Shepherd of the ME Association told us that one of the
partners in the practice at Sidmouth now seem 1o be more sympathetic to the problems
of ME patients. Westcare was arranging study days in Exeter and Plymouth and
would be contacting the Regional Postgraduate Dean.

Following the previous meeting in the Department, a Task Force Feasibility Group
had been established, and this Group was investigating ways of making contact with
the Royal College of Physicians as a way of influencing medical attitude 1o ME,

We also discussed the possibility of evaluating treatment and rehabilitation
programmes for ME. In this context the difficulties of evaluating treatment methods
without a proper comparative controls was mentioned.
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In view of the Westcare's interest in disseminating information on the diagnosis and
management of ME, we suggested that the Department’s "Health Trends” as a possible
publication. Acceptance of the article would of course be subject to the Health Trends
Editorial Board.

I enclose a copy of the Department’s note of the meeting and will keep you informed
of our future contacts with Westcare, Dr Sykes is separately in touch with colleagues

in DSS.

J 5§ METTERS

Deputy Chief Medical Officer
Enc.
Y deS

™ =
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Follow up of patients presenting with fatigue to an infectious diseases

clinic

Michael Sharpe, Reith Hawton, Valerie Seagroatt, Geoffrey Pasvol

Abstract

Opectives— To determine the symptomatic and
funstional stamas duriag follow up of patents referred
to hospital with unexplained fatdgue and to idenufy
patient varables associated with persistent fase-
tional impatrment.

Desigrn—Follow up by postal questionmaire six
weeks (o four years (median | year) after initial
clinical assessment of patients referred to bospital
during 1984-8.

Serming— Infectious diseases outpatient clinic in a
teaching hospital.

Parigng— 2 copsecutive patients with fatigue of
wncertain canse for at least siy weeks; 177 fulfilled
the inclusion eriteria.

Main ocuwicome measures—Findings af initial
assessment; current symptoms, beliefs about the
cause of illoess, coping behaviours emotional
disorder, social vadabies incleding membership of
self help organisations, and degrees of recovery
and fasctosal impairment from gQoestionnatre
FESPONEES.

Resulis— 144 (81%) patieats returoed completed
questionnaires. Initial assessment did oot indicais
the cause of fatigue, other than preceding infection,
Th:-prupuﬂiuu ol pll'l!'ll:l with funetonal hpﬂl’-
ment was significantly smaller with longer follow up
(33% (11733) at owo 10 four years, T3% (29/40) ax six
weeks 10 six moaths; ¥ for end = 12:5, di=1;
p<0-05). Functional impairmenst was significantly
associated with belief in a viral cause of the dlness
(odds ratio=3-9; 95% confidence interval 1-5 o 9],
limiting exercise (3-2; 1-5 1o 6-6), aveiding alcohod
{4-5; 1-8 to 11-3), changing or leaving employment
(3-1; 1-4 to 69}, belonging to 5 self belp organisation
{(7-B; 2-5 1o 23-9), and current cmotional disorder
{4=4; 2-0 w0 53}

18 pury 1992

Comnclisions — Short term Prognosis for TECOVETY
of function was poor bist improved with Eme. Most
patients had made a functional recovery by bwo years
afver initial clinic artendance. lmpaired functioning
was more lkely with certain patient charactenstics.
Prospective studies are required to clanfy whether
these associations are the consequences of a more
disabling ilness or indicate factors contributing to
impaired function.

Introduction
I pecent years there has been renewed interest in the
caases and management of the symprom of faciguwe.
Alshicugh fatigee i & symprom of meany medical
conditions, ideptifiable crganic disesse is rarely found
in patients referred o bospital with fatigue 25 a major
-:'nmph.im.“ The fatigue is then considersd @ be
“idiopathic,” Clinical conesrn has frcused on patisnis
whicse fatigae is idiopathic, p-mmm and associated
with impaired physical and mental functioning, who
have been referred o a3 havieg 3 “chronde fatigus
syndrome™ il the Fatigue has been presson for ag |east
mmﬂ'ﬁmmpﬂupmu:mum
certainly  seticlogically and progoostcally betero-
pgeneous. Several moee specific have been
proposed, inchuding more restrictively defined chronic
farigue syndrormes ! postviral fatgoe syndrome,* and
myalgic encephalomyelins.” Although
wdvocanes, none of these specific syndromes has yet
bmahuwnmhar::linim.luﬁﬁrr-
The literanure includes severnl studies of patents
with idiopathic fatigue, most of which have sebected
patients acoording 10 ooe of the above criteria. How-
mt,mqeumﬂ:hmwdmm:mmmm
unselected patients referved 10 non-specialist umuis.
The patient samples of previous ‘studies have been

147
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obizined from self referrals,'! prmary care'™ or
fertiary relermal centres.'* " The generabsabality of
the findings to a general hospital outpatiemt clinic 15
therefore in douba.

The prognosis for soch patienss is alse unoerain,
Conflicting findings have been reported for patents
with idispathkie fatigue in primary care,*” wheress the
progoosis far pauents refermed 1o hospital with “post=
viral syndrome’” has been repomed a5 poor.® There are
no long verm follow wp studies of large seres of padents
with idiopathie fatkgue, and the fecrors associared with
persistent illness are unclear, 1t has been suggesied that
patients may fail w recover from acute fatigue U they
become trapped in a vicious circle of avoidance of
actvaty, belef in an infecdve causs cuside their
coatral, apd emoipnal disorder.” Though patents
whi regard their illness as physical rather than payeho-
logical in -:nn;pn respond less well o peychalogical
treatment,” the significance of such belicls and
comsequent behaviours in an untreated population is
unknown.

In this report we prﬂmlﬁn.dinpfrnm:lugr
consecutive series of patients who presented with a
mazjor complunt of fatigue 1o a singbe physbcan
warking in an miectous diseases clinic. Patients were
subsequeatly followed up by postal guestionnaire. The
study atempred (0 answer pwo questions: (o) What s
the cutcome for patients with fatigue m terms of
symptoms and limitations on their functioning? and
(&) What pavient factors are asscciated with persistent
funcrional impairment?

Patieats and methods
CLINIC REFERRALS

Two hundred comsecutive patients with & major
complaint of fatiguwe of an leas: six weeks' duration were
assessed im an infectious diseases clinic bepwesn
November 1984 and Diecember 1988 by one consultang
physician (GP) a5 past of his routine clinieal practice.
The referrals were unsobicited from general prac-
ritiomers. All patents had a major complaat of fagee
and had impaired physical and mental function becawse
of this. A minimum of six weeks' fatigue was required
far their inclusion in the sfudy.

[MITIAL ASSESSMENT

In all cases age, sex, marinal scanes, and the date of
onses of the iliness reported by the patient were
recorded, o detaibed history was wuken, and a foll
physical mmumm;eﬂu‘mm In almcst all
patients a full blood count and biechemical testing
were carried our., {Specific tess incheding antibodies to
acerylcholine recepror,® large undifferentiated cell
counts which might suggest recent viral infection,'”
and detection of YP1 antigen” were performed oaly in
selecied patients. )

MANAGEMENT

Most patients were seen only coce afier the inirial
ISSESEMEDT, 10 give them the resulis of investigations.
Treatment consisted i of esmblishing
the absence of treatable disesse; ackocwledging
;h:mﬁudlhgmitnt'ai}lnm:dﬂpmmg“m
infections” or “idbiopathic™ fatigue; and optimostic
resssurance about progoosis, Twenty (10%6) patients
were wdmined to the infectious disease ward fos further
investigation,

FOLLOW UF QUESTIONNAIRE

Afer 12 patients who were aged under 15 years, 10
plumllfnrrhmﬁ:mﬁﬂtnmuﬂfﬂmmku
than three months before follow up, and one patent
wha was blind were excluded, 177 patients remained.

These patieats were ail sent 3 previously piloted
questionnaire m February 1989, The stady was
approved by the local ethics commures,

The questonnaire (avatlable from the suthors)
asked patienss abour their health over the previous
moath on four poing scales, The questions were based
on clinical experience intended 1o determine the
patients’ current state and experience of treatment and
alga o inquire about factors perpenuating illness, as
suggested by 3 cogmiuve behavioural model of the
chronic faugue syndrome.” It included the !'nll-uh-ing
items: sympeoams such as fatigue and muscle pain
(rated as “absent” to “present mest of the wme™);
funcoonal impairment in rerms of patients” premorbid
performance in walking, social life, hobbiss, and
occupation (rated as “mot impaired” o Simpaired
a grear deal™) cocial fetors such s changes in
employment o studies and membership of & pacient
organisauen; the patieats’ beliefs about the cause of
their illness (thres poine scales from “npot o cawse™ to
“definitely a cause'); the methods of coping with
symptams they had found helpful when ill, including
brmiring exercise and avoiding sleohol (four poing scale
fram a0 help" 1o “very helpful™); and finatly, patents’
evaluation of sny treatment received (four point scale
from “po help™ o “wvery helpful™). Patienis were also
asked vo rate their degree of recovery (three poms scale
‘m ! HI-“EI.IJ.I.}' r:tm'\r.rni":l.

Incladed im the gquestonnaire was the hospral
anxiety and depression scale.™ This scale was designed
to assess emational diserder in physically il subjects
and i relarively free from somatee iems. The ol
sooee was used with a chreshald of 11712 {caleulaed
both including and excluding the faugue relaed
symptam af T feel as if | am slowed down'™),

AMALYENS
The gquestionnaire responses were collapssd o
dichobmoas categores: sympioms were rabed a8
presenl i reported as ocourring “frequently™ or “mersy
of the tme"” over the past mooth; each belief was
scored as present if it was rared as a “'possible” or
“definire’ cause of illness; specibc areas of activiry
weere rated a5 impaired if affected st least “moderately™;
and each coping behaviour was rated as present if it was
reported “moderntely belpful” or “very heipful.™
Functions| impairment was used 34 the principal
myeasvire of outeome. Patlents were coasidered 1o have
impaired (unctioning if one or more of the acuvitics
amgesied (housewarl, sport, walking, social, hobhies,
occupation, -or srudies) had been impaired by the
illness during the prﬁﬂlm: month. The associations
berween impaired cversll functioning, duration af
follow up, demegraphic vasiables, belicfs, emotional
disorder, coping behaviours, and social variabbes were
mmﬁib}’hﬁhcmlﬂﬂﬂfﬂhﬂﬂ#ﬁﬂﬂlﬂd
linear inferactive modelling.™ Each of these possible
tory variables was fimed both unadjused and
ﬂlh‘ﬂll]mtﬂ[.ﬁ}t ather variables. For confounding
pscociations the of the association was
assessed by the increase In deviance found when that
variable was excluded from the regression (the change
in deviance was approximated to 3y statistic). Odds
ratios for functonal impairment at follow up ane
reporied relative to a reference value of each variable
and were calculated as the exponential of the parameter
of the Brted model.

Besults
[HITIAL ASSESSMENT

All 200 patients were judged oo clinical assesiment
o have fstigue with impamred functoning as their
major complaint, Of these, 131 (66%) had u-p-um-d
dizabling fatigue for s months or more at presegtation
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and 50 would have met the accepted time eriteria for
the chromic fatigue svndrame.

O the whole sample, 166 (83%) patienns related che
onset of symptoms to an acute illness. The mast
common inital symproms, reported by 93 (47%)
pauenis, were those of an upper TEEPIFAIOCY 1ract
infection (that is, sore throst, fever, and swollen
glands). Other retrospectively reported SYmploms
Sugpssting an mitial infection were diarrhees in 17
patenis | acquered while abroad in 13} and chest pain in
four. An initiating disease (or treatment) had been
recorded in 3 small aumber of patients: poeumonia,
viral meningitis, epididymitis, mmunisation against
tetanus, and a fracture (one patienr each); 35 (18%)
patients reported no initiating iliness.

Physical examinstion disclossd no maior aboos-
malities. Minor abnormalities were found in I8 {9
patients (soft systolle murmurs in nine, blood pressure
= 140viimm Hy in theee, and minar cervical hmph-
adenopathy 10 six), none of which enabled & firm
phvsical diagnosis to be made, Psychistric assessments
were i performed ar presentation,

Laboratory investigations added linde o the clindcal
asseisment, A full blood count was obtained in [£4
(92%) patients; three patients had white counrs
=10 [0 five had eosinophil counts >05x |0,
five had an ervthrocvee sedimentation rate =30 mum i
the firss hour; and five had plateler coungs =3-£ » s,
Brochermacal variabies were sudied in 192 9% )
patiens and disclosed minor abnormalities in bilicubin
ithree pavents), asparite irapsaminase {six) and
wkaline phosphatase (five). The large undifferentiated
cell counrs were normal (0-2% o 1:1%) in 16 patients
tested. Nine aof 20 (45%) patients with the chronic
fatigue syndrome were positive for VP antigen, " Oaly
two patients had slightly raised creatinine kingse
concentraton | 264 and 274 JUA respectively; reference
value <200 1L}, None of 24 patients complaining af
severe muscle weakness had acerylcholine recepror
antibodies.™ None of these fndings led to specific
Lreatment,

GUESTIONNATRE FOLLOW UF SAMDPLE

Of the 177 questionnaires sent our, 144 responses
were available for analvsis (response rate 81%), Five
patients could not be traced (questionnaise resarned)
and I8 questionnaires were either not retusned or were
inadequately completed. The padents in the final
sample had 3 median age of 34 years (range 16 1m0 79
yearsl; 94 (65%) were female. The median duration of
fatigue a1 presentation 1w the clinic was 25 months
(ramge & weeks 1o 25 years), and the tme that elapsed

The charsctenistics of the follow up sample were as
follows,

Funcronal impairmeny and employment/seudier— In
all, 130 (90%) patents repormed having reduced their
normal activities by ar beast half for & month or more at
some time during their illness. Fifry five { 38%) had lefy
or changed thesr job {or studies) because of their illoess
and 33 (63%) were functionally impaired at follow up.

Beliefy abour the cause of the illner—Many patients
ateributed their illoess 10 more than one cause. One
hundred and thirty five (54%) believed that infecron
had been a factor, 120 (§3%) suggesting a virus as the
infective agent. However, 97 (674%) considered “stress™
to have played a part i causing their illness,

Sympiomi—The only symptoms reported as fre-
quently present aver the previous maonth by ar beast
half the sample were fatigue (115, E0%) patents and
muscle pain (61, 42%).

Ways of coping with pemptoms—Sevenry one (49%)
patients had found limiting exercise helpful when they
were ill, and 46 (32%) bad found it helpfel 10 avoid
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alcobicd, Many respondents commented that thev tried
i avead “all kinds of stress™ a5 faibiure 10 &0 50 tended
1o tause 3 “relapse™ of symproms. A minoc 1wy of
patents (41, 28%) had joined 3 patiente’ organization
[ME Association or ME Action Campaign ).

Emanonal disorder { anxizey and depresrion) as defined
by 2 1otal score of greater than |1 on the hespital
ariety and depression scale was present in 9% (G
patents, and m Bl (%6%) if the scale flem “slowed
down” was excluded,

Treatmenr—In addition to the anendance ar the
enfeciious diseases surpatient clinic many patients had
wought further reatment for their fatigue. Twenrty
three {16%) had arended 3 paychiatric outpatient
clinie but only Ave patents found it more than “slighely
helpful.” Fifty five of the sample {35%) had taken a0
anudepressant drug, of wham only four reported thar
they had been “grestly improved™ wheress 13 patients
felt they had been “made worse”™ by the drug. Other
ferms of therapy included dietary adwice, principally
concerning diets 1o control candids infection {39,
M%), homeopashy {29, 20%), physiotherapy (18,
13%) and hypoosis (7, S%). Mone of the abawe
Freatments were reported to have been “very helpfiul”
by more than 30% of the patients who had received it
However, 71 (45%) patients reported finding the initial
ourpatient medical sssessment “very helpful.”

FLZACTIONAL [MEATRMENT AT FOLLOW up

At the time of follow up oaly 19 (13%) paticnts
regarded themselves & “fully recovered.” The re-
mainider repoered excessive fatigae and varving degress
of functionsl Empairment. MNinery three (65%) were
functionally impaired according to our definition, most
fEpMLinG impairment in several different ACVities
(walking S0em {100 vards) (723, social Bcuivities (44),
hobbies (53), and occupation (44)). Most patients
68, 73%) had expericnced days during the past month
when they had been entirely unable 10 woek or study
because of fatigue,

All the functionally impaired patiens complained of
“exoestive E:ugu::"_uﬁhjnm-:dfrcquemmusﬂe
pain, 53 (37%) fnoquent headache, and 42 {539 poor
concentration, Most (64, 69%) complained af problems
with sheep, 50 (53%) of disturbed sleep, and 39%
{36/93) of an incressed peed for sleep. Emotional
disorder was present in 69 (73%) and in &4 (69%) if the
item “showed down" was excluded.

Dividing the patient sample into subgroups accord-
ing to duration of follow up (rable [} dizclosed that che
percentage of patients funceionally impaired by the
iliness was smaller in patients with longer periods of
follow up (' far rend = 12°5, di=1; p<0-05). Though
functional tmpairment was preseat im 73% (29400 of
patients who completed their follow wp questionnsire
within six months of the initial clinic assassment, only
33% (11733} of patients followed up st wo 0 four vears
were 0 affected. Despite this indication of improve-
memt in functioning with time, most of these longer
term follow up patients (23, 70%) continued 1o consider
themseives uowell and o complain of fatigue {see
tabie I},
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{Pclefeing CHlRgery.

The oumber of refecrals 1o the clinic incressed aver
m:imrun(uhhn.m:luglh:pmﬂnhu:hl:ﬂm:
were [nital di berween follow up groups. This
is- unlikely, howewer, as there were b0 - significant
differences oo any of the independent variables berween
those patients seen mare than two years befons follow
up and those seen more tecently.

Incerestingly, there scemed to be litte difference in
functional impairment at follow up berweorn paticats
whio had been ill for more thag six months ot inidal
assessment and hence met the criteria for the chronkc
fatigue syndrome’ at this ume and those with shorer
histories (see table [T

ASSOCIATIONS WITH FUNCTIONAL IMFAIRMENT AT
FOLLOW WP

Age, sex, and marital status were not significantly

related o funciional impairment. Significant associ-
atons were found with pagents’ beliefs, coping be-
haviowrs, and social factors. The specific factors were
the belief that fatigue was a consequence of an initial
viral infection; coping with illoess by limiting exercise
and by avoiding alcobol; changing or leaving a job or
studies, and joining 4 patkent osganmsation (e table
II). Emotienal disorder an the tme of follow ap was
also sssociated with functional impairment.

Two further aoalyses were underizken 10 examine
these associatons. Firstly, as ame since initial clinic
srrendance may have been a ing factor the
analysis was repeated sfter adjusting for this vanable,
The adjusument bad lintle effect on the odds ratios for
the assccintions reported above (able [T). Secondly,
because the explaparosy belief, behaviowr, amd social
variables were correlated, the associations of each with
fumerional i was re-examined after adjust-
ment l'nf all the others. When this was done the

asscciations remained: duration of follow up
(x’ far trend = &1, df=1; p<0-0%] and a belief in an
imatial winos nd'm. ﬂmﬂi#:t of abeohol, and
membership of a padent organtadon. Table [T
(model [} shows the odds ratios and ¥ walues for
exchussion of sach term obtained from the logistc model
coniaining these variables as madn effects.

Theassociation of emoticnal disseder with functional
nmmﬂﬂpﬁmﬂmﬂmmﬁx
afl other measured variables. Including emotional
disorder in the bogistic model resulied in minor changes
1o the estmated odds ratios as thown in table [1T
{model 1), The assoction for dumtion of follow op
was no bonger significant for the specific follow up
categories, although ¥ for rend remained so (y'=4-1,
df=1; p=0-05). The value of 3* for the sssociation ‘of
belief in viral infection {pe=0-07) was reduced to below
that for sigmificance. However, the association .of
gvaidance of alcohol and mh:ﬂhlp of a patent
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ofginmation remained significant after adjustment,
suggestung thar their associaton with funciipnal
impairment is independent of emotional disarder,

Driscussion

This study is the first systemanic follow up of a large
number of consecutive patients with Batgue referred
by general practicioners to an infectious dissases clinic
in the Unived Kingdom, Its principal weaknesses are
the relismee on questionnaire responses and the facp
Chisl many patient variables were adsessed only ar follow
up. These Andings therefore require confirmmation in &
prospective study, Furthermiore, though our sample
may be typical of patents referred 1w infectious
diseases clinics, it may not be representative of patients
referred 1o other spectalist clinics or those with fatigue
wha are not referred 1o haspiral,

The results of the initial clinical assessment confirm
that physical examination and routine laboratory in-
vestigations rarely vield evidence of trearable digeass
ather than “post infectbous fatigue syndrome. " Oiar
findings also illustrate that despite this absence of
abnormalities on routine laboratory investigation the
Tunctzonal and occupational morbidity in these patients
is considerable. Most patients had been unable 1o work
for prolonged periods and 3 sipnificant proportion
(38%) had abandoned emplovment or studies alin-
gether.

Perhaps not surprisingly for patents amending an
infecubous diseases clinde, most believed ther their
illness had been caused by infection, most commonly a
virus. It was, however, impossible 1o deiermine the
veracilty of this belef in more than a few patienis.
Artributions for the cause of the illness were frequentdy
comples, and many patsents also referred o the role of
“stress.” Most patents had found Lmitng exercige
helpiul as & method of coping with their symptoms.
Dther behaviours commonly avoided included sating
ceriain joods, drinking alcohol, and doing anything
that might lead o “stress.” In addition most patents
had emotional disorder as defined by their ial score
on the hospital anxiety and depression scale.

FUNCTIONAL [MPAITRMENT AT FOLLOW UP

Char Andings confinm & previous report from primary
care suggesting a poor progooss for the firse year after
climic anendance.” However, the longer term follow
up suggests that the proporson of patients remaining
functionally impaired falls a5 time passes, with most
patients oo longer having impainment after two vears.
On the other hand, it is notewarthy that mest patients
remain sympromatic, and ene third remain fusctionally
impaired for as long &5 owo 1o four vears after their

W'e have no resson (o suppose that patients who were
referred io the clinic more recently had & different
degree of disability from those referred eardier, Indesd,
there was no substantial difference in lengih of history,
&ge, or sex distribution over the period studied.
However, because disabilicy was not formally measured
at the inital ehinic steessment, indtial differences be-
tween the follow up groups cannot be entirely excluded.
ASSOCIATIONS WITH FUNCTIONAL [MPATRMENT AT
OUTOHME

Length of hmstory ot presentation did nor predict
functonal impairment at follow up. We did oot find
any difference in prognosis befween patients who mey
the time criveria for the chronic fatigue syndrome by
having boen dl for mare than six months at presentation
and those with shorter histories. This resul casws
doubt on the wility of the existing Hme criteria for the

mem:mmumm
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patent factors, ncluding belief in 2 viral cause, leaving
or changing employment, coping with illness by
avaidance of exercise and alcohal, membership of a
patient ofganmation, and emotional disarder, These
factars are themselves associated but the last three
remain independendy associated with impairment
after all the others have been controlled for, Though
thess results are of interest and relewant o g cognrive
behavioural explanation of the Pesperudtion of the
chronic fatigue syndrome, they should be interpreted
with caution for the following reasans., Firsly, the
confidence intervals arcund the odds ratios are wide,
and hience there is considerable uncenadnty about the
strength of the associations. Secondly, the independent
varisbles were assessed at the questionnaire follow up,
notat the initial clinic assexsment, and cannot therefore
be regarded as prediciors of poorer outcome. Thirdly,
other patient variables which were not measured, such
& dysfunction of the immune system,” may be impor-
tant, Finally, the findings do not indicare the direction
of cause underlying the associations.

With thess caveats in mind we will briefly consider
the chinical significance of the findings. Although the
analysss suggests thar the findings are unlikely to be
simple reflections of chroaiciry, the associared factors
may be consequences of a more severe form of illness.
dAlternatively, they may indicate factors that tend w
mantain functional impairment, Thus membership of
a patient organisaton may be an understandable
comsequence of 3 more disabling ilness: ar, altesr-
natively, could be a marker of beliefs in physical
causston &nd the need o liemdt scrivitey which may
perpetuaie iliness. Emotional disorder, which has 2
prevalence in the funcbonally impaired patents in this
sumple sonilar 1o that found in previows sosdies "
may be 2 consequence of the distress resulting from
severe dusability or may be a factor conwributing o the
funcional impairment.” [t 15 of cowrse possible that
the cause underlying the above associations could sctin
both directions; thus emotional distress may be both &
cause and consequence of funstdonal impairment. ™

The strong association berween avoidance of aloohol
and fusctionsl mmpairment is intriguing. It may be a
marker of physalogicl abrormality or of avoidance of
ap acuviry that exacerbates the fecling of faagoe. It
merits further investigation.

MANAGEMENT
This srudy i3 not able 1o evaluate specifically the
effect of the physician’s explanation and resssurance,
However, though most patients reported finding it
» the poor short ferm progoosis indicates ity
mefiectiveness. Many patsents had mken “aliernarive
remedies bur with lirte beoefit, Mowbly, despite the
high prevalence of emotionsl disorder few patiems
had attended a psychiatsie autpatient clinic and even
fewer found their contact with psychisaric services
beneficial. Although commonly recommended a3 a
treatment for chropic fadgue,” antidepressant drugs
were found by few patients 1o be beaeficial. Hence it
seems thar currently available forms of treatment,
inclading psychiatric outpatient care, are Dol mesting
the needs of this patient group. More effective crear-
menits are therefore required.

In conclusion, rowtime laborstary assessment is
unlikely 1o yield evidence of wreatable disease in
patients referred 1o bospital with unexplained fatigue.
The functional impairment al patients with the chronic
fatigus syndrome is severe, but our results suggest thar
the prognosis for funictonsl recovery by two o foer
years afver clinie assessment i good. Many patients
remain sympromatic, however, and a signtficant
muncrity Temain chroaically disabled. Fusctional
impakrment at follow up is not predicred by demo-
graphic variables or by length of history at preseniation,
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Patients who are funcisenally impaired are more likely
to have emotional disorder, to believe in an infectious
cause for their illoes, 16 avedd aloohol, and o be
membersofs patent self helparganisation, Prospective
studies are required to determing the aetiobogical
umportance of thess ssenc@tions.

We thank Peany Hagar and Sasan Simkin for hendling and
scaring 1k questionmaires, and Oxfordshare Health Authoosy
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Association between postpartum thyroid dysfunction and thyroid

antibodies and depression

Brian Harris, S Othman, | A Davies, G | Weppner, C ] Richards, R G Newcombe, | H Lazarus,

A B Parkes, R Hall, D I W Phillips

Abstract

Dbjective—To define the relation between mood
and sutoimmune thyroid dysfunction diring the
eight months after delivery.

Design=Double blind comparison of the psychi-
atric status of women positive and negastive for
thyroid antibodies. Clinical examination and blood
sampling for free triiodothyronine and thyroxine,
thyroid stimmalsting bormone, and thyroid antibody
copcentrations at four weekly intervals, Psychiatric
sspesament at six, eight, 12, 20, and 28 weeks post

F:lrmu-umnm department of district bos-

Patients—145 antibody positive women and 229
antibody negative women delivering between Aungust
1987 and Diecember 198%,

Main  cutcome  measnures— Thyroid  status,
Number of cases of mental il health by the general
nal-l'.uﬂm]'l' mmﬁﬁ.w“ﬂﬂ

depression scale, burgh postas
depression seale,

Renilis—5 weeks after delivery the geoeral
bealth questoamaire showed &2 (43%) uunu-dy
positive women and 65 (28%) negative
wiomen had mestal ill bealth (=818, p<0-005).
Foliow up of 110 antibody positive and 132 antibody
pegative women showed significantly greater depres-
sion by research diagnostic criteria in antibody
positive women (47%) than antibody negative women
(32%) regardiess of thyroid dysfunction. Antibody
positive women showed higher mean scores for
depression on the Hamilton (6-01 v 3-89, p=0-0802,
Edinburgh (7-45 v 592, p=0-031), and hospital
depression scales (4-%5 o 3-79, ps=-(43).

Comelusion—Depressive  symploms are  asso-
ciated with positive thyroid antibody statss in the
postpartum period.

Introducton

Transient postparium thyroid dysfunction asso-
ciated with autoimmune thyroiditss was first reported
in 1976 when Aming o of described six cases in
wmmmhhurmnmiaﬁudthm
with signs of mild hypothyroidizm.' The symproms
ipcluded swelling of the neck, cold extremities,
and weight gain, Profiles of serum thyraid hormone
copcentrtions showed the women w have hypo-
thyroidism accompanied by raised dores of thyroid
antibodies. A larger prospective study of over 500
women presenting for delivery showed the commonest
I.EM icad conditions o be mild hypothyrosdism, hyper-

yroidism, and cccasionally hyperthyroidizm fol-
lowed by hypothyroidism.! Other smdies have
confirmed this™ and since thyroid disorders are
associated with meod disorders,™ transizent thyroid
dystunction oould possibly be assocmted with post-
natal depression.

Pestnatal depression oocurs in 10% to 2006 of women
in the

subgroup of women may have o bormonal basis for
their depression.* ' Anecdotal support for this has
been provided by the finding that the mood of
mmm:hpunwmmymddyﬁm
mimics that of “depressive pevchosis.™ Hayslip er af
found thar women positive for thyroid antibodies

BM] vovLuvsme 305 18wy 1992
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RE: WESTCARE

Flease see the attached minute from Dr Hangartner.

He would like a reply by the end of the weelk,
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1. Dr Alywood DSS From: Dr R Hangartner HC(M)1l
2. Dr Castaldi DSS Date: 9 June 1992

co: Dr Hills BHC (M) 1
Dr J Hilton HP (M)

WESTCARE/ Dr Richard Sykes: Minute from RE. Hon. William
Waldegrave PCMP to Dr J Metters

1. The attached minute refers.

2. I think it is unfortunate that Mr Waldegrave now has the
impression that DSS is being unhelpful, particularly in view of
your willingness to meet Dr Sykes and his colleagues in the future
and to look at the operation of the Boardé guidance in the light
of practical experience.

3. I think there is an opportunity here to redress that balance
and I presume you will wish to let me have a few paragraphs and a
short briefing note tec offer Dr Metters.

4. I will have to put the record straight in respect of the Task
Force.

5., If possible I will be grateful for a rapid response as Dr
Metters would like to reply to Mr Waldegrave by the end of this
week.

E Hangarzner

Room 409 Eileen House
Ext 22B26/22825
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From: The Rt. Hon. William Waldegrave, MP

St

could,
R LA

) 88[4\ chof1a

I hope you will forgive me writing to you direct and
cashing in on our old relatienship! You and your peocple
have been very helpful to Dr Richard Sykes, who iz a
constituent of mine, who has been leading an
organisation called Westcare trying to bring support to
ME sufferers and to get recognition of ME, particularly
amongst GPs. I believe that you have had a meeting with
him and his people and there is now a proposal for a
task force.

Dr Sykes came to see me full of praise for the co-
operation he had received from the Department of Health,
but rather more baffled by how to approach the medical
advisers in DSS. It is often they who play a crucial
role in judging whether or not a person can be awarded
sickness benefit and, in many cases, according to Dr
Sykes, they are very tough in relation to people who are
alleged to have ME. If I am right that a task force is
to be set up, could the DS5 advisory service be involved
in it in some way? Obviously, this is always goiny to
be a difficult matter because diagnosis in this sort of
case is going to be difficult and subjective but,
presumably, one part of your intention would be to try
to produce guidelines for the benefit, not only of Gp=
but of the D55. I would be most grateful for any help
and advice you can give to me or to Richard Sykes. He
seems a sensible and level-headed person.

Dr Jeremy Metters

Deputy Chief Medical Officer
Room 509

Richmond House

Whitehall 5 W 1
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Dr R Hangartner HC(M)1 From: Drhtl'hndarsm
Room 408 Secretary DLAAB
Eillean House

Date: 12 June 1982

RE: WESTCARE/ Dr Richard Sykes: Minute from Rt. Hon. Willlam
Waldegrave PCMP to Dr J Metters
; Your minute of 9 June to Dr Aylward rafers.

2. Apclogies for the delay in providing you with the requested information; both
Dr Ayiward and | have been out of the office for the past two days.

3. if | can be of any further help please let me know.

%_Fﬂ At era

DR M HENDERSON
ROOM 11-26
ADELPHI

EXT 28794
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Suggested Paragraphs for Inclusion In reply to Willlam Waldegrave.

maimmnfmammhmlwmmmmqmﬁamm
Westcare has been confined to considerations of Disability Living Allowance, and the
information provided on Myalgic Encephalomyelitis and Chronic Fatigue Syndromes in the
Disability Handbook. The Handbook provides information to Adjudication Officers on the
aﬁﬁnnmmaﬂsmﬂmnﬁﬁymﬁWMm&hbhmﬁaﬁmdmm
conditions or chronic linesses.

The Disabiiity Living Allowance Advisory Board (DLAAB) advised on the contents of the

Handbook and has responsibility for reviewing and updating it as required. It is not accurate -

to imply that either the DSS or the DLAAB are uncooperative or intransigent on the question
of Myalgic Encephalomyelitis in relation to benefits for disabled people, nor that they ignore

the opinions of groups representing disabled people.

Full consultation with ME Action Campaign, including Westcars, took place during drafting
of the Handbook. This was both by correspondence and at a face to face mesting between
the parties on 22 Qctober 1991, Many suggestions made by ME Action Campaign were in
fact incorporated into the final draft.

A letter dated 17 January 1992 from ME Action Campaign on the subject of the Handbook
was circulated to and discussed by all DLAAB members at a mesting of the Board on 25
Fabruary,

Dr Castaldi, Director of Medical Services and Dr Aylward, Principal Medical Officer in the
Benefits Agency Medical Services, also participated in the joint mesting betwesn DH, DSS
and Westcare on 30 March. )

The DLAAB has expressed willingness to meet again with Westcare but is firmly of the
opinion that such a meeting will be more productive if it is held after sufficient time has
elapsed to allow for an evaluation of the impact of the introduction of DLA on sufferers from
Myalgic Encephalomyelitis. Time is also required in order to evaluate the ussfulness of the
Handbook. It is recommended therefore that a further meeting take place no earfier than the
Autumn of this year,

In the meantime the Board has undertaken to keep records of those cases of ME and
Chronic Fatigue Syndromes referred to them for advice. They will document the advice given
to Adjudication Officers together with the basis upon which such advics is given.

To date only one claim made on the grounds of ME has been referred to the Board for
advice, and in that claim the Board advised that the disabled person had significant mobility
neads. This underlines a principle of paramount importance in assessment of disablement:
that each claim must and will be considered individually on its own merits.
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Background Briefing for Dr J Metiers

4.

ME Action Campalgn and Westcars in particular accused the authors of the Handbook
of selectivity in citing papers on ME, choosing to take into account only those which
support their attitude. The same accusation could be made of Westcare who appear
to choose to ignore the growing body of opinion that there is a high prevalence of
psychiatric disorder in ME/CFS sufferers.

As far as DLA is concerned, it matters not whether disablement arises from physical

or mental causes: it is the degree of disablement which determines entitiement to

benefit, not the underlying cause.

The Chapter on ME/CFS in the Disability Handbook will be revised but as has already
been said, not until sufficient time has elapsed to allow for a full and proper evaluation
of its use.

As you know DH and DSS have cooperated in drafting a joint standard reply to ME
Action Group's Parliamentary Round Robin; the total number of such replies 1o date
is some 600. In addition the DLAAB Secretariat has dealt with some 70 items of
individual correspondence on the same topic.

Dr Ayiward as principal author of the Handbook has been the subject of abusive and
defamatory comespondence from certain individual members of ME Action Group.
This correspondence was issued without the full knowledge of the ME Association.
He has since received an official apology and disclaimer from the ME Association
which refers to the "harmonious working relationship" between Benefits Agency
Medical Services/DLAAB and the ME Association.
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1. br Alywood DSS From: Dr R Bangartner HC(M)1l

2. Dr Castaldi DSS Date: 9 June 1992

cc: Dr Hills HC (M) 1
Dr J Hilton HP (M}

WESTCARE/ Dr Richard Sykes: Minute from Rt, Hon. William
Waldegrave PCMP to Dr J Hetters

1. The attached minute refers.

3. I think it is unfortunate that Mr Waldegrave now has the
impression that DSS is being unhelpful, particularly in view of
your willingness to meet Dr Sykes and his colleagues in the future
and to look at the operation of the Boardé guidance in the light
of practical experience.

1. I think there is an opportunity here to redrese that balance
and I presume you will wish to let me have a few paragraphs and a
short briefing note to offer Dr Metters.

4. I will have to put the record straight in respect of the Task
Force.

5. 1If posaible I will be grateful for a rapid response as Dr
Het;ers would like to reply to Mr Waldegrave by the end of this
WEER .

Room 409 Elleen House
BExt 22826/22825

%x . Cﬂl—‘fﬂl—ﬁl@ﬁi‘ﬁ- @”J
206, 220 ()
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T hope you will forgive me writing to you direct and
' sashing in on our old relaticnship! You and youxr people
' have been very helpful to Dr Richard Sykes, who is5 a
5 constituent of mine, who has been leading an
organisation called Westcare trying to bring support to
me gufferers and to get recognition of ME, particularly
amongst GPs. I belleve that you have had a meeting with
him and his people and there is now a proposal for a
task force.

1st June 1992

Dr Sykes came to see me full of praise for the co-
operation he had received from the Department of Health,
but rather more baffled by how to approach the medical
advisers in DSS. It is often they who play a crucial
' role in 4udging whether or not a person can be awarded
sickness benefit and, in many cases, according to Dr
Sykes, they are very tough in relation to people who are
alleged to have ME. If I am right that a task force is
tc be set up, could the DSS advisory service be involved
| in it in some way? Obviously, this is always goiny to
| be a difficult matter because diagnosis in this sort of
case is going te be difficult and subjective but,
! presumably, one part of your intentiom would be to try
to produce guidelines for the benefit, not only of GPs
but of the DSS. I would be most grateful for any help
and advice you can give to me or to Richard Sykes. He
geems a sensible and level-headed person.

Dr Jeremy Metters

Deputy Chief Medical Officer
Room 509

Richmond House

Whitehall 5 W 1

' % TOTAL PRGE.BB3 **
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The Rt Hon William Waldegrave MP Richmond House
House of Commons 79 Whitehall

Telephone 071 210 3000

fD-uJ St ay .,—J Skt Uweissz

WESTCARE

Thank you for your letter of 1 June about Dr Richard Sykes and Westcare. As you know,
I arranged a meeting in March with Dr Sykes and some of his colleagues. This was to
discuss with officials of DH and DSS the various recognition problems that faced ME
sufferers. Unfortunately, at the last moment due to sickness, I was unable to chair the
meeting.  Colleagues told me it went reasonably well and I was pleased to hear this
confirmed by Dr Sykes” conversation with you. I enclose a copy of the Department's record
of the meeting that may be of interest.

We have a further meeting between Westcare and Department of Health planned for 6 July
when we hope to make further progress, but I should introduce a note of caution, in that it
is the medical profession at large who need to be persuaded of the salient diagnostic features
of the disease, if the sort of problems that exist in Sidmouth are to be overcome. One way
of enlisting the professions’ interest in an educational programme would be to follow the
route that another disease specific interest group has charted. This was a leading asthma
charity’s joint approach to the Royal College of Physicians and the British Thoracic Society
which resulted in a joint Task Force to address problems facing asthma sufferers.

We suggested to Dr Shepherd, the Vice President of the ME Association, that a similar
approach to the Royal Colleges could lead to a ME Task Force whose role would be
predominantly educational. DH officials offered to facilitate the process. However, we feel
the initial proposal for a Task Force would preferably be made by Dr Shepherd and his
colieagues, rather than through the Department. If a Task Force is set up, we will most
certainly explore with DSS colleagues whether and how they could participate.

I should also mention a complicating factor for colleagues in DSS, as they are not free agents

over the recognition of ME. The Disability Living Allowance Advisory Board has advised
DSS to retain the guidance in the Disability Handbook in an unmodified state, until

ane,
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experience has been gained in its use during the first six months of the newly introduced
DLA benefit. Clearly the Advisory Board would take note of any professionally backed
advice that came from a Task Force set up on ME by the Royal Colleges, but that will take
some time to emerge. In the meantime DSS officials have offered to armrange a meeting with
Westcare and representatives of various other ME Associations and the DLA Board. This
is referred to in paragraph 8 of the meeting note.

The meeting on & July will give us a further opportunity 1o discuss some of these difficult
issues with Dr Sykes. 1 will certainly do all 1 can to help Dr Sykes and Westcare, but when
it comes to agreement over diagnostic criteria and changing entrenched attitudes by some

sections of the profession, it can be hard struggle in which we need all the help we can elicit
from the Royal Colleges. I will, of course, keep you informed of progress.

;J(,rwﬁ M’iJEL

g

1 8 METTERS
Deputy Chief Medical Officer

prile i
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¥hile the guidelines are pften obligque and their
precise meaning obscure, they create the impression
that people with ME can manage on their own (and so
they do not qualify fer attendance allowvance) and
rhat their difficulties in mobility are due to fear
rather than to real disability (and so they do not
qualify for mobility allowance).

Can you help us in these difficulties? Specifically,

1} Are there any ways (of bring pressure on doctors to
recognize the genuineness and seriousness of ME?

2) Is there a possibility of initiating & process which
would lead te &n authoritative statement from the
DOH about ME (comparable to statements about AIDS)?

1) Can the Department make it clear that absence of
clinical signs on routine examinations is not in it-
self sufficient ground for denying the genuineness
of the disability or for withholding benefit?

4) Is it possible to initiate a process which would lead
to & review of benefit decisions on HME?

5) Can support be given Lo the suggestion that new

guidelines on HE are postponed until further
discussion takes place?

Any sssistance which you can give, or suggestions which
you can make, oD these points would be much appreciated.

Yours sincerely,
ﬂiiﬁﬁdaiﬂﬁn
RICHARD SYKES M.A.(Cantab),Ph.D.

F.5, Thank you very auch for your offer to be present ar a
fund-raising event for Westcare. We hope to arrange
epe later in the year.

We have not had further news about our application for
funding under Section bé .

Ifan.:. 5
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EARLY DAY MOTION 164: MYALGIC ENCEPHALOMYELITIS

I attach a draft reply to this EDM plus background note.

Kovres

E O'LEARY
WEL 425
EXT 24180
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LINE TO TAKE

Both the Government and the NHS recognise Myalgic
Encephalomyelitis (ME) as a debilitating and distressing
disease affecting many thousands of people.

The Disability Handbook was written following consultation with
the Disability Living Allowance Advisory Board, which comprises
a wide range of experience of disablement and expertise in
managing it. Many corganisations involved in the care of the
disabled, including the ME Action Group, were consulted.

It recognises that in some persons with ME there is evidence of
persisting viral infections in muscles, with some

evidence of muscle damage. Hence a physical cause for ME is
recognised. The Handbook does not suggest that "it is all in the
mind". The Handbook will be regularly reviewed and revised and
all representations received will be carefully considered when
the Handbook is next revised.

BACKGROUND NOTE

The Dizsability Handbook is primarily intended for Adjudication
Officers of the Benefits Agency, who determine eligibility to
DLA. It is not intended to be used in preference to the evidence
available in individual claims, each of which must be considered
on its own merits.

The Disability Living Allowance Advisory Board which has the
function of advising on the contents of the Handbook, considers
that the best approach at present would be to wait and assess the
cutcome of DLA claims over the next few months advising any
revision of the Handbook.

We are aware of several wide ranging research studies

taking place into the possible causes of ME and methods of
treatment which already have funding from private sources. The
Medical Research Council (MRC}, which is funded by the Government
to support clinical research, is funding a study at the
Institute of Psychiatry to investigate chronic fatigue in general
practitioners attenders. The results of these studies, together
with those of earlier epidemioclogical studies, will form a basis
for deciding whether further studies are required and what nature
they should take. The MRC and the Department of Health are
always willing to consider soundly based scientific

proposals in competition with other applications.

It is not the Government's practice to issue clinical

guidance to doctors, and, until such a time as more is known
about the illness and its epidemiology, I do not believe that the
Department is in a position to send out more authoritative
information than is provided already by the Medical Profession.
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164 MYALGIC ENCE PHALOM YELITIS

M Anne Ca mypbiel|
Jean Corsion

Drawn Pnmanslo
Mr himmy Hood

Dr Tony Wrigh
Glenda Jackenn

69

™
Alie Mahon Mr Bill Etheringron Mr Jum Marshall

That thus House agrees with the honourable Member for Loughborough’s ststement,
made in hus former capacaty as a Parliamentary Under Seeretary of State for Health, that
myzlgic encepbalomyebius (ME} is a debilitating and distressing disease affectng many
f thousands of people: considers thar the disability living allowance bandbook recently
published by the Department of Social Security uud'trmtmu:s the physical and ph}-&iﬂal]{
disabling nature of ME, ignores the prowing body of teientitific evidence showing brain ce
_abnormaulities, damage te musele tissue and persisient viral presence of sulferess and thar
this should be corrected: and urges the Depariment of Health 1o fund research into physical

Cullses, possible weatment or cures af ME eed send out autharitative in [ormatian abau ME
to the medical profession. -
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MYALGIC ENCEPHALOMYELITIS

Mrs Anne Campbeil
Jean Corston

Dawn Pnmarole
Mr Jimmy Hood

Dir Tony Weight
Gleada lackson

392

_ . v 4
T]:!m i'-‘lﬁhm Mr Bill Etherington Mr Jim Muarshall

1 thus House agrees with the honourable Member for Loughborough's statement,
made in bus former capacity 85 s Parliamentary Under Secrewary of State fﬁ Health, that
myelgic encephalomvelitis (ME]) is a debjliutE.E and distressing desease affecting many
tbousands of people; considers that the disability living allowance handbook recenziv
published by the [ﬁu.rmu ol of Social Security undersestimates the phyeical and physicall
disabling nature of ME, ignores the growing body of scicntinfic evidence showing brain
Abnormialities, damage to muesele tissue and persistent viral presence of sufferers and that
thes should be comrested; and wrges the Department of Health 1o fund restarch inio physical

caiises, posiible trediment or cures of ME and send out authoriative miormation about ME
to the medical profession -

Ik @5 A7l 972 4182 PRAGE.BQI
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LINE TO TAKE
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Both the Government and the NHS recognise Myalgic 2
Encephalomyelitis (ME) as a debilitating and distressing
disease affecting many thousands of people.

The Disability Handbook acknowledges that ME is not fully _
understood. It recognises that in some persons with ME there is
evidence of persisting viral infectlons in muscles, with some
evidence of muscle damage., Hence a physical cause for ME is
recognised. The Handbook does not suggest that "it is all in the
mind". The Handbook will be regularly reviewed and revised and
all representations received will be carefully considered when
the Handbook is next revised.

Background aote

The Disability Handbook has been written by senlor medical stafl of the Benefits
Agency Medical Services. The Disability Living Allowance Advisory Board,
comprising a wide raoge of experience of disablement and rtise in managing
it, was extensively consulted. Many organisations In in the care of the
disabled, Includiag the ME Action Groop, were consulted.

The Disability Handbook is primarily intended for Adjudication Officers of the|
Benefits Agency, who determine elfgtbility to DLA. It Is got Intended to be used

in preference to the evidence avallable in individual claims, each of which must
be considered on its own merits. |

The Disability Living Allowance Advisory Board, which bas the function of
advising on the contents of the Handbook, considers that the best approach at
present would be to wait and assess the outcome of DLA claims over the pext few
months before advising any revislon of the Handbook.

We are aware of several wide ranging research studies

taking place into the possible causes of ME. The Medical
Research Council (MRC), which is funded by the Government to
support clinical research, is funding a study at the

Institute of Psychiatry to investigate chronic fatigue in general
practitioners attenders. The results of these studies, together
with those of earlier epidemiclogical studies, will form a basis
for deciding whether further studies are reguired and what nature
they should take.

It is not the Government's practice to issue clinical

guidance to doctors, and, until such a time as more is known
about the illness and ilts epidemiology, I do not believe that the
Department is in a position to send out more authoritative
information than is provided already by the Medical Profession.

JuW "9 18:57 A7l 97 4182 PRAGE.BBZ
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DEPARTMENT OF HEALTH

Eileen House

20-94 Mewington Causeway : '
Londen SEI 6YX F;kf' ﬂbéa
Telephone No 01-972-2000 M

I Room 40%
! Direct Line: 071 972 2B26
] Fax No: 071 972 2844

Dr R Svkes
Director
WESTCARE
15 Queen Victoria Road
| Redland
Bristol BS6 7PE 29¢th May 1992

; Dear Dr Sykes
Further to our telephons conversation of today I am writing to
confirm arrangements for the meeting on the 6th July at 3.00pm in
Dr Metters' office (Em: 509) in Richmond House. I understand that
in addition to yourself Dr MeIntyre, Dr Pheby and Dr Shepherd will
also be attending.

I look forward to seeing you again then.

| Yours sincerely

I ij é?atﬂf.;::“

i’ br R Hangartner
Principal Medical Officer

' Hidden Copies:
Or Meters
Dr Hilten

' Dr Hills

Dr Aylward } For Information only.
- Dr Castaldi }

|l
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DEPARTMENT OF HEALTH
/ : EILEEN HOUSE
2 - B0-34 NEWINGTON CAUSEWAY
o wﬂ' LONDON SE1 6YX
i '_3’ TELEPHONE 01-872 2000
MAY\EH-WESTC, E2D
Room 409
Direct Line: 071-972 2826
Fax No: 071-972 2844
Dr R Sykes
Director
WESTCARE
1% Queen Victoria Road
Redland
Bristol BS6 7PE 20th May 1992

Dear Dr Sykes

Thank you for your letter of 27th April to Dr Metters and your
letter to me of the same date. Dr Metters has been out of the
office for much of May and asked me to reply on his behalf.

Flease will you also take this as a reply to Your letter to me.

First thank you for sending your detailed comments on our note on
behalf of yourself, Dr Pheby and Dr Mclntyre, and for the copy of
your aide memoire. I note you in turn invite us to comment on
¥our comments. Dr Shepherd accepted the Department’s notes of the
meeting with two minor correction which we have accepted. Might I
enguire if you have sent him a copy of your comments?

I understand that Dr Castaldi has written te you regarding the DSs
position on the note of the meeting. From the DH our point of
view there are a few points which I and colleagues feel need
clarification. In respect of your paragraph 3.2, however, you are

guite correct I did say I would explore another possibility and I
have that action in hand,

As 1 am sure you will recall I expressed doubts both about the
appropriateness and the effectiveness of the DH issuing any
circular or CMO letter about the diagnosis and management of ME.
As I am sure you will also recall, as is reflected in paragraph 5
of our note, I did suggest that Dr Shepherd should consult the
Royal Colleges to enlist their help with professicnal educational
which I considered to be the route which is most likely to produce
a lasting solution to the various problems that those that suffer
from ME encounter. I will ask you to bear those points in mind
when you read my comments on your paragraph 8.2.

Research

On the matter of research on ME I think 6.3 gives slightly the
wrong impression. What I offered to do was to explore where ME
might sit in the context of the Department’'s research strategy.

e




1| 2]ems The Mational Archives | ins ' 1] i

wef: BN T4l s 1 50855y

Please note that this copy i3 supplied subject to the National Archives” terms and conditions and that your
wse of it may be subject 1o copyright restrictions. Further information is given in the 'Terms and

Cenditions of supply of the Mational Archives® leallets

DE information on ME (Paragraph B.2)

Personally I think this paragraph, which reflects your closing
comments, takes certain key points of the earlier parts of your
note and changes the context somewhat.

I think the pragmatic solution is if DH modifies certain parte of
its note and we try to reach agreement on our note as a basis on
which to go forward. I attach a revised draft of our note which I
have amended to incorporate the omission in respect of Sidmouth,
pick up the peoint on the research strategy and to expand our
rather brief reference to your concluding remarks into something
more akin to a summary. I have not altered any of the parts of
the note referring to DSE interests.

On a general point we feel the meeting was of benefit in
increasing understanding between yourselves and the Department of
Health and the Department of Social Security. We did of course
agree to meet with you again separately. O©On that point the Bth
June is not convenient with Dr Metters who does wish to meet with
you. The following dates are convenient both for Dr Metters and
for Dr Hilton as well as for other colleagues here - 16 June (am);
17 June (am); 26 June (pm) and 6 July (pm). As you know Dr Hilton
together with her immediate administrative colleagues have a
gpecifie interest in ME on behalf of the Department of Health.
Perhaps you would telephone Dr Hills’ secretary on 071-972 2850
and let her know the best date for you and your colleagues.

I apologise for the length of these comments but I am sure you
would agree that it is important that we try to agree a note in
advance of the next meeting. I look forward to seeing you and
your colleagues again in due course. I have arranged for a copy
of our revised note to go to Dr Shepherd with a brief covering
letter explaining that we are seeking to reach an agreed note.

Yours sincerely

==t Dr HMetters DCHO
©  Dr Aylwazrd

Dr Hills

Dr Hilton
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Redacled under FOI
Exemplion 5 40 (2]
(3] closed Until 2072

MAY\EH1L.92

HOTE OF A HEETING ABOUT MYALGIC ENCEFHEALOHYELITIS

Preaent:

I Dr Hangartner welcomed the visitors.
Dr Metters was L1l and unable to take the meeting.

J0 MARCH 1992, 3.30 P.H.

Dr R Hangartner - DH (for Dr Metters)

Dr € Ghepherd; Vice-President of ME

PBasociation

br B Sykes, Director of Westcare

Dr A McIntyre, Hedical Adviser, ME Rotion

Campaign
Dr O F H Pheby, Westcare

Or M Aylward, Benefits Agency Medical

Earvices, DSS
Or P Castaldi, D55

Dr B Hills, DH

He explained that
He

understocd that the problems to be discusszed were the DLA
Bandbook and difficult relationships with the GPa in Sidmouth.

2. Dr Sykes asked that CHO be thanked for arranging the

meating.

2:1

2-3

2.4

He explained that Westcare provides a clinic vhere
patients can see a doctor or obtain counselling, and

alse srranges educational meetings.

He said that Westoare and the Department had shared

CoOncarns -
(a} to help patients to get better

iby to help genuine sufferers to get State
benefits. There were ho clear markers
disease and they must be distinguished
patients with the wrong diagnosis.

of
from

He claimed thers were thousands with the disease who
suffered injustice from lack of understanding and

ridicule.
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. g 2.5 There was little provision of care or
rehabilitation.

2.6 In the context of claim for benefits, the necessary
decigion was whether the disability was genuine and
posed needs for attentien or supervision, rather
than whether it was poEsible to determine whether it
was organic or psychiatrie.

* 2.7 ME support gruu§: sought continued discussicn of
ablems with the Departments of Bealth and Social
Security and jeint exploration of gsolutions.

3. Dr Shepherd reported a survey of GPe in Scotland where
10% denied the existence of ME. He described the difficult
aituation in Sidmeuth where patients have alleged that there
was only one group practice where the GPs did not recognise
ME, One patient was known to have registersd with a practice
in another town using a false address. It was likely that
this situation could coccur in rural areas.

4. He asked that the CMO circulate a letter informing
doetors that the Department recognised the diagnosis. It
would give salient features of the disease and be designed to
preduce better understanding and a sympathetic attitude to
sufferers. The chairman commented that the Department did not
give clinical asdvice, he had doubts about the educational
value and effectiveness of guch a communication. Hevertheless
the reguest would be considered. The Chairman said he would
explore another possibility in respect of the events described
in Sidmouth and asked Dr Shepherd to provide any additicnal
information that came to his attention. It was agreed that if
a letter ware produced, the HE advisers would be consulted
before it was circulated.

5. Dr Hangartner suggested that Dr Shepherd consult the
Royal Colleges to enlist their help in an educaticnal
programme. The Chairman considered the gducational route wWas
more likely to preduce a lagting solution to the various
preblems of those with ME sncountered (in their dealings with
health care professionals). There wag at least one current
gxample where the a leading asthma charity was working with
the Royal College of Physicians and the British Theracic
Society in the form of a tagkforce to address a number of
igsues facing asthma sufferers. A gimilar action might be an
appropriate way forward. The Department would be prapared to
axplore bringing the parties together if those concarned
thought it would be halpful.

Redacted under FOI

Exemgtion S 40 (2)d

{3) closed Until 2072
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7 i Westcare considered the "guidelines™ in the Disability
Handbook to be unacceptable and that they should be changed
immediately. Section 12.3.1 should include a statement that
conventional muscle tests may be normal, but this does not
exclude disability and real needs. Section 12.4 was
ambiguous. Dr Wesseley's work was mentioned. It was claimed
that DSE had misinterpreted hie work. He had included people
with chronic fatigue syndromes. There were other causes of
this from which people had recovered with exercise, whereas ME
was made worse by exercise. The ME representatives had not
seen the Board’s reply to Dr Wesseley. They were supplied
with a copy by Dr Aylward during the meeting.

8. Dr Aylward said it was impossible to change the
guidelines immediately. They had recently been endorsed by
the Disability Living Allewance Advisory Board (DLARB)}. They
would be reviewed after 6 months’ use and revised in
collaboration with interested parties. The DLAAB will keep
records of those cases of ME and Chronic Fatigue Syndromes
referred to them for advice, and they will document the advice
given to Adjudication Officers together with the bases upon
which such advice is given. The DLA Board are keen to meet
with representatives of disabled people and a meeting with ME
representatives will be arranged. The DLARB had advised DSS
to retain guidance in the Disability Handbook unmodified until
experience had been gained on its use during the first 6
monthes of the newly introduced DLA benefit.

9. The visitors said the only research into ME is funded by
their own Associations and finance obtained from various
charitable trusts. The DSS had spoken of MRC- funded research
into the chronic fatigue syndrome, but this was not ME. They
had not made any application to the Department of Health or
MRC for funding and locked for guidance. The chairman
explained that Professor Peckham had recently taken over as
Director of Research and Development. The Department Research
Strategy was still under consideration and it was not yet
known where the priorities would lie. Clinical research was a
matter for the MRC. Health Services (Operational) Research
was more a matter for DOH and the WES. Dr Pheby suggested
that health services research was required rather than
fundamental scientific research. The Chairman agreed to
explore where ME might sit within the context of the
Department’s developing research strategy.

10. It was decided that a further meeting should be arranged
after about 3 months. It was agreed that it was appropriate
to separate DSS issues from any DH issues. It was noted that
the next meeting should be arranged to enable Dr Hilton to be
present.

11. Dr Sykes summarised his points again and the meeting
closed.
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12. t a ad D

{. The Department will consider the request to issue a CHMO
letter on the subject of ME, though the Chairman had doubts
about the appropriateness, educational value and effectiveness
of such action (paragraph 4}.

ii. The Chairman would explore the circumstances in Sidmouth
with colleagues (paragraph 4).

jii. Should the charities decide to approach the Royal
Colleges the Department would see what it could do to bring
the parties together. A task force between the charities and
the profession might be one way forward (paragraph 5)-

jv. The Chairman would establish where ME sat within the
Department’'s developing research strategy (paragraph 2).
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préfiglviEEs DsSs - 'S Mgues el | From: Dr R Hangartner HC(M)1
Dr Castaldi DSS
Dr Hilton HP(M)1l Date: 19 May 1992

Dr Hills HC(M)1
MEETING WITH WESTCARE

1. I have reflected on Dr Sykes’ comments and the tactics over
the weekend. I think the better solution is that if we offer to
make some small amendments to the DH part of the note rather than
to in any way accept or refer to his note which in my draft reply
I now refer to as comments on our note.

2. I also attach a revised note of the meeting in point of fact
there are a couple of omissions from our note but they refer teo
actions on my part on behalf of DH rather than DSS. The revisions
are to paragraph 4 and 9. I have also taken the opportunity to
expand slightly on paragraph 5 in order to make a point in the
summary about the need for them to talk to the profession rather
than for us to do it for them. The summary is an addition and is
my attempt to get round having to deal in any detail with

Dr Sykes' summing up.

3. Grateful for any comments as socon as possible preferably by
4pm today.

%.I

Dr R Hangdartner

Room 409 Eileen House

Ext 22B26/22825

BT Gold NES:223

Radiopager:a) dial 0B1-884 3344

b) gquote callsign DHSS 2

c) give message to operator

Raf: MAY\EH=-WESTCARE.EZ0
File:
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DRAFT REFLY

Dr R Sykes

Director

WESTCARE

15 Queen Victoria Road

Redland

Bristol BS6 TPE May 1992

Dear Dr Sykes

Thank you for your letter of 27th April to Dr Metters and your
1etter to me of the same date. Dr Metters has been out of the
office for much of May and asked me teo reply on his behalf.

Please will you also take this as a reply te your letter to me.

First thank you for sending your detailed comments on our note on
behalf of yourself, Dr Pheby and Dr McIntyre, and for the copy of
yvour aide memoire. I note you in turn invite us to comment on
your comments. Dr Shepherd accepted the Department’s notes of the
meeting with two minor correction which we have accepted. Might I
enquire if you have sent him a copy of your comments?

T understand that Dr Alyward will be writing to you regarding the
pS5 position on the note of the meeting. From the DH our point of
view there are a few points which I and colleagues feel need
clarification. 1In respect of your paragraph 3.2, however, you are
gquite correct I did say I would explore another possibility and I
have that action in hand.

As I am sure you will recall I expressed doubts both about the
appropriateness and the effectiveness of the DH issuing any
cireular or CMO letter about the diagnosis and management of ME.
As I am sure you will also recall, as is reflected in paragraph >
of our note, I did suggest that Dr Shepherd should consult the
Royal Colleges to enlist their help with professional educational
which I considered to be the route which is most likely to produce
a lasting solution to the various problems that those that suffer
from ME encounter. I will ask you to bear those points in mind
when you read my comments on your paragraph 8.2.
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Research

On the matter of research on ME I think 6.3 gives slightly the
wrong impression. What I offered to do was to explore where ME
might sit in the context of the Department's research strateqy.

DH information on ME (Paragraph 8.2)

Personally I think this paragraph, which reflects Your eclosing
comments, takes certain key points of the earlier parte of your
note and changes the context somewhat.

I think the pragmatic solution is if DH modifies certain parts of
its note and we try to reach agreement on our note as a basis on
which to go forward. I attach a revised draft of our note which I
have amended to incorporate the omission in respect of Sidmouth,
pick up the point on the research strategy and to expand ocur
rather brief reference to your concluding remarks into something
more akin to a summary. I have not altered any of the parts of
the note referring to DSS interests.

On a general point we feel the meeting was of benefit in
increasing understanding between yourselves and the Department of
Health and the Department of Social Security. We did of course
agree to meet with you again separately. On that point the Bth
June is not convenient with Dr Metters who does wish to meet with
you. The following dates are convenient both for Dr Metters and
for Dr Hilton as well as for other colleagues here - 16 June (am);
17 June (am); 26 June (pm) and 6 July (pm). &As you know Dr Hilton
together with her immediate administrative celleagues have a
specific interest in ME on behalf of the Department of Health.
Perhaps you would telephone Dr Hills' secretary on 071-972 2850
and let her know the best date for You and your colleagues.

1 apologise for the length of these comments but I am sure you
would agree that it is important that we try to agree a note in
advance of the next meeting. I look forward to seeing yon and
your colleagues again in due course. I have arranged for a copy
of our revised note to go to Dr Shepherd with a brief covering
letter explaining that we are seeking to reach an agreed note.
Yours sincerely
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Dr R Hangartner
Principal Medical Officer

cel Dr Matters DEHD
Dr Aylward
Dr Hills
Dr Hilton

rf. MAY\EH-WESTCARE.E2D
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AR:EH11.9Z at 244797

BRAFT e

HOTE OF A MEETING ABOUT MYALGIC ENCEPHALOMYELITIE
30 HMARCH 1992, 3.30 P.M.

Frasant z Dr R Hamgartner = DH (for Dr Metters)

Or ¢ Shepherd, Vice-President of HE
Rassociation

De R Sykes, Dizector of Westcare

Dr A MclIntyre, Medical Adviser, ME Action
Campaign

Dr O F € Pheby, Westcare

Dr M Aylward, Benefits Agency Medical
Services, DSS

Dr P Castaldi, DSS

br E BHills, DH

- Dr Hangartner welcomed the visitors. He explained that
Dr Metters was i1l and unable to take the meeting. He
understood that the problems to be discussed were the DLR
Bandbook and difficult relationships with the GPs in Sidmouth.

Z. Dr Sykee asked that CMO be thanked for arranging the

maeting .

2.1 He explained that Westcare provides a clinic where
patients can see a doctor or obtain esounselling, and
aleo arranges educational mestings.

Redacted undar FOI
Exemplicn 5 40 (2)
(3) closaed Until 2072
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2.3 He said that Westcare and the Department had shared

cCONCeIns =

(a) to help patients to get better

(k) to help genuine sufferers to get State
benafits. There were no clear markers of
diseaze and they must be distinguished from
patients with the wrong diagnosie.

2.4 He claimed there were thousands with the disease who

suffered injustice from lack of understanding and
ridicule.

2.5 There was little provision of care or
rehabilitation.

2.6 In the context of claim for benefits, the necessary
decision was whether the disability was genuine and

posed needs for attention or supervision, rather

than whether it was possible to determine whether it

was organic or psychiatric.

2.7 ME support groups sought continued discussion of

problems with the Departments of Health and Social

Security and joint exploration of solutions.

3. Dr Shepherd reported a survey of GPs in Scotland where
10% denied the existence of ME. He described the difficult

situation in Sidmouth where patients have alleged that there

wae only one group practice where the GPs did mot recognise

ME. One patient was known to have registered with a practice

in another town using a false address. It was likely that
this situation could cccur in rural areas.
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. 4. He asked that the CMO circulate a letter informing
doctors that the Department recognised the disgnosis. It
would give salient features of the disease and be designed to
produce better understanding and a eympathetic attitude to
sufferers. The chairman commented that the Department did not
give clinieal advice, he had doubts about the educaticnal
value and effectiveness of such a communication. HNevertheless
the request would be considered. The Chairman said he would
explore another possibility in respect of the events described
in Sidmouth and asked Dr Shepherd to provide any additional
information that ca=me to his attention. It was agreed that if
& letter were produced, the ME advisers would be consulted
before it was circulated.

L Dr Hangartner suggested that Dr Shepherd consult the
Foyal Colleges to enlist their help in an educatisonal
programme. The Chairman considered the educational reute was
mere likely to produce a lasting solution te the variocus
problems of those with ME encountered (in their dealings with
health care professicnals). There was at least one current
example where the a leading asthma charity was working with
the Royal College of Physicians and the British Thoraecie
Society in the form of a taskforce to address a number of
issues facing asthma sufferers. A similar action might be an
appropriate way forward. The Department would be prepared to
explore bringing the parties together if those concerned
thonght it would be helpful.

Redacied under FOI
Examption 5 40 (2}
{3) closed Unlid 2072

7. Westcare considered the "guidelines™ in the Disability
Handbook te be unacceptable and that they should be changed
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immediately. Section 12.3.1 should include a statement that
conventional muscle tests may be normal, but this does not
excluode disability and real needs. Section 12.4 was
ambiguous. Dr Wesseley's work was mentioned. It was claimed
that DSS had misinterpreted his work. He had included people
with chronic fatigue syndromes. There were other causes of
this from which people had recovered with exercise, whereas ME
was made worse by exercise. The ME representatives had not
seen the Board‘s reply to Dr Wesseley. They were supplied
with a copy by Dr Aylward during the meeting.

8. Dr Aylward said it was impossible to change the
guidelines immediately. They had recently been endorsed by
the Disability Living Allowance Advisory Board (DLAAB). They
wonld be reviewed after & months’ use and revised in
collaboration with interested parties. The DLAAB will keep
records of those cases of ME and Chronic Fatigue Syndromes
referred to them for advice, and they will document the advice
given to Adjudication Officers together with the bases upon
which such advice is given. The DLA Board are keen to meet
with representatives of disabled people and a meeting with ME
representatives will be arranged. The DLAAB had advised DSS
te retain guidance in the Disability Handbook unmedified until
experience had been gained on its use during the first 6
months of the newly introduced DLA benefit.

9. The visitors said the only research into ME is funded by
their own Assoclations and finance obtained from various
charitable trusts. The DSS had spoken of MRC- funded rasearch
into the chronic fatigue syndrome, but this was not ME. They
had not made any application to the Department of Health or
MRC for funding and loocked for guidance. The chairman
explained that Professor Peckham had recently taken over as
Director of Research and Development. The Department Research
Strategy was still under consideration and it was not yet
known where the priorities would lie. Clinical research was a
matter for the MRC. Health Services (Operational) Research
was more a matter for DOH and the WHS. Dr Pheby suggested
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that health services research was required rather than
fundamental scientific research. The Chairman agreed to
explore where ME might sit within the context of the
Department's developing research strateqy.

10. It was decided that a further meeting should be arranged
after about 3 months. It was agreed that it was appropriate
to separate DSS issues from any DH issues. It was noted that
the next meeting should be arranged to enable Dr Hilten to be
present.

11. Dr Sykes summarised his points again and the meeting
closed.

12. Actio ead

i. The Department will consider the request to issue a CMD
letter on the subject of ME, though the Chairman had doubts
about the appropriateness, educational value and effectiveness
of euch action (paragraph 4).

ii. The Chairman would explore the circumstances in Sidmouth
with eolleagues (paragraph 4).

iii. Should the charities decide to approach the Royal
Colleges the Department would see what it could do to bring
the parties together. A task force between the charities and
the profession might be cne way forward (paragraph 5).

iv. The Chairman would establish where ME sat within the
Department’s developing research strategy (paragraph 9).
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LTS

Dr E Hills BEC(M)1 From: Dr R Hangartner HC(M)1l
Date: 12 May 1992

cc: Dr Castaldi DSS
Dr Aylward DSS
Dr Hilton HP(M)1
Mr Wilson HE(fy 3B

MYALGIC ENCEPHALOMYELITIS: MEETING WITH WESTCARE

l. Your suggested draft reply to Dr Sykes and Dr Hilton’s minute
of 6th May refer.

2. In fact I think Dr Sykes’ amendments have made a substantial
difference to the sense of many of the points that were discussed
in the meeting and are frankly unacceptable.

3. I note Dr Hilton has picked up the sentence in paragraph 3.2
"Dr Reobert Hangartner said that he would explore ancother
possibility."” I think on this point Dr Sykes is correct. Bas I
recall what I had in mind was to enguire of colleagues in HCD-SD
whether a blanket refusal on the part of a practice to recognise
the existence of a condition was contrary to "terms and conditions
of service". I certainly would not wish that to appear in the
record which is why I did not elaborate at the meeting. It would
of course be an entirely different matter if the GPs concerned
recognised the existence of ME but did not consider it was the
correct diagnosis in a particular individual case. My
recollection is that Dr Shepherd was referring to the former set
of circumstances rather than the latter.

4. I have absolutely no recollection of 6.3 at all. It is in any
event subsumed within 6.1 i.e the development of the research
strategy.

5. I think Dr Sykes® B.2 is a rehash of Dr Hills' paragraph 4. I
think the most pragmatic solution is to amend Dr Sykes’' draft to
reinsert our paragraph 4 and our paragraph 5 and add that in
principle the Department would be prepared to consider using its
good offices to get such discussions of the ground. I understand
that Dr Aylward has considerable reservations about the sense that
is now conveyed by Dr Sykes’ alterations to the parts of the note
dealing with DLA and ?also certain aspects of Dr Sykes’ letter to
Dr Metters.

6. I think there are two coptions, one a brief acknowledgement
indicating that we reserve our position over the amendments to the
note and will respond more fully in the near future or a more
detailed reaction.

7. My instinct is to go for the latter course of action which has
the advantage of flagging our discontent early rather than later.




®

I The Mational Archives BT !

ref: BN M4l s 50855y

Please note that this copy (s supplied subject ve the Mational Archives’ iti
! ; : vt barms and condit
wse of it may be subject to _mp]rnght restrictions. Further information is given in l_lh:;i::di ;T; e
Conditions of supply of the National Archives’ leaflets

8. Grateful for any comments on the attached draft raply*which I
must send Friday morning else there is no reason for me to reply
on Dr Metters behalf.

D Ha ner
Room 409%“Eileen House
Ext 22826/228B25
BT Gold MES:223
Radiopager:a) dial 081-B84 3344
b} guote callsign DHSS 2
c) give message to operator

Ref: H&IHEEAHEETCARE.EEﬂ{44!4, 36/13)
File:

K and Jor awondwoats o B Syled! dift )y
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DRAFT REPLY

Dr R Sykes

Dirsctor

WESTCARE

15 Queen Victoria Road

Redland

Bristol BS6 7PE May 1992

Dear Dr Sykes

Thank you for your letter of 27th April to Dr Metters.

Dr Metters is away from the office until 20th May and he has asked
me to reply on his behalf. Please will you also take this as a
reply to your letter to me of 27th April.

First thank you for sending your detailed additions to our notes
on behalf of yourself, Dr Pheby and Dr McIntyre, and for the copy
of your aide memoire. I note you in turn invite us to comment on
vour amendments to our draft note and these are set cut below.

Dr Shepherd accepted the Department’s notes of the meeting with
two miner correction. My I engquire if you have sent him a copy of

Yvour amendments?

Un a general point we feel the meeting was of benefit in
increasing understanding between yourselves and the Department of
Health and the Department of Social Security. We did of course
agree to meet with you again separately. On that point the Bth
June is not convenient with Dr Metters who does wish to meet with
you. The fellewing dates [ ] are convenient both for Dr Metters
and for Dr Hilton as well as for other colleagques here. As you
know Dr Hilton together with her immediate administrative
colleagues have a specific interest in ME on behalf of the
Department of Health.

On the detail of your amendments to the note of the meeting there
are a few points which I feel need clarification. In respect of
your paragraph 3.2 you are guite correct I did say I would axplore
another possibility and I have that action in hand. As I am sure
vou will recall I expressed doubts both about the appropriateness
and the effectiveness of the DH issuing any circular abeut the

e —
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diagnosis and management of ME. As I am sure youn will also
racall, as was reflected in paragraph 5 of our original note, I
did suggest that Dr Shepherd should consult the Royal Colleges to
enlist their help in an educational programme which I considered
te be the route which is most likely to produce a lasting solution
to the various problems that those that suffer from ME encounter.
I will ask you to bear those points in mind when you read my
amendments to your paragraph B8.2.

On the matter of research on ME I think 6.3 gives slightly the
wrong impression. I thought what I offered to do was to explore
where ME might sit in the context of the Department's research

strategy.

DH information on ME I suggest we delete B.2 in its entirity and
replace with "The Chairman commented that the Department did not
give clinical advice and that he had doubts about the educational
value and effectiveness of such a communication. The request
would be considered. It was agreed that if a letter were
produced, the ME organisation advisors would be given an
opportunity to comment before it was circulated. Dr Hangartner
suggested that Dr Shepherd should consult the Royal Colleges to
enlist their help in an eaducational programme. The Department
would of course be prepared to see what it could de te facilitate
matters. This might include some form of task force similar to
that established the profession and the leading asthma charity.
Such a task force would not be led by the Department but could be
facilitated by it."

I attach a revised draft of your note which also incorporates

changes made by colleagues in DSS at paragraphs [xooooex].

[Finally I think it might be helpful if I explained a little more
fully the purpeose and function of CMO letters. The Department of
Health itself does not issue guidance on clinical matters. The
normal mechanism where a particular issue is deemed to be suitable
for a CMD letter is to either set up an Expert Advisory Group or
to take the advice of for example a Royal College. It is &
mechanism which is used relatively infreguently in order to bring

e —— - ~ : = el
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a particular matter urgently to the attention of doctors in
England which cannot be appropriately dealt with through other
channels. As I indicated, and as both notes of the meeting
accurately reflect, this is a matter that we have agreed to
consider. I think it is appropriate that Dr Metters should have
an opportunity to hear the views that were expressed at the
meeting. ]

I apologise for the length of these comments but I am sure you

would agree that it is important that we try to agree a note in
advance of the next meeting. I look forward to seeing you and

your colleagues again in due course.

Yours sincerely

Dr R Hangartner
Principal Medical Officer

cc: Dr Metters DCMO
Dr Aylward
Dr Hills
Dr Hilton

rf. MAY\EH-WESTCARE.EZ20
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NOTE OF - & MEETIKG -ADOUT HYALGIC EWNCEPHALOMYELITIS
30 MARCH 1992, 3.30 P.M.

Preschtd Ir R Hangartrnar - OH {for Dr Hetters)

br € Shepherd, Vice President of ME
Asaociation

Dr R Sykes. Directer of Westcare

Dr A Mocincrre, Medieal Adviser, ME
Acecion Campaign

e O F H Phehy. Westcare

ir M Avlward, Benefics Agency Hedical
Lervices, D55
hr P Cascaldi, D55

- Dr Hangartoer welcooed cthe wvisiteérs.. He wxplained that
r Ylezrers was 111 and unable to take the meeting.  He understood
shis the problems to be discussed were the DLA Hendbook and
11t relationships wich the GPs ip Sideguth,

Jr Svkes asked that CHO be chanked far arranging the

I He explained echat Wesreare provides @ clinic whero
picignis can see- & -doctor or - obrain counselling, and
glsd arranges educational meetings:

2.3 He sugzested that-the DOH, the D55 and the ME
Orgarisations hod the comson aims of vanting to thelp
pecple with ME-‘teo got berter and ‘wanting To Ensure
that genvine sufferors received ‘the State benglles to
which,  they werg properly encictled. The HE Organisga-
tianns recognised that MY posed complex rlt'&l.l]enﬁ. Lar
the DOH and DSE and they wished to offier a co-
apurative and constructive approsch -in helping -te
find solutions.

fConk'd. ..
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4 2.4 hs representatives of the ME Drganisacicns they were
. . spesking .on behalf of tena of thowseads of people with
HE; vho, rightly or wrengly, have & strong sense of
Ereat 1njustice and unreasonable neglect. They fesl
that their illness is frequencly misunderzcood and
that they are exposed te dismissive and derisory
attitudes both from doctors and from the general
- public; cthat while controversy abounds their vers
real problems are beipg ignored and very little iz
boing done ce provide care; treatment aed rehabilico-
5 tion; ethat thereé is o lack of copmitment Co gof be
the boceom of the problem: and that the unproven
speculations of paychiacriste have caseEed grest hars
te chem in exposing thew te derisiom and neglect -
especially the theory pur forwvard in 1970 thar
cpidenic ME was mass hysteria, a theory now gen=rall
ndeictted to be a mistake.

-
.

s it wozs supgesced that the mein focus for the sears
should be the guestion of whether the disphilirpies
of pesple with HE were genuine, racher thean how the

wére causned.

i

2 This was their third actempt in recent montchs oo
their poipc of view t6 the Government  and they wa
not clenr why it had net been Fownd acceptabla.
wishod to work constructively and co=operatcively
to draw on the resources of the ME Organisations
this affecc. They cowld affer considerable knowvl
of che rapidly growipng licerature on ME and-the
experience of doctors amd health care professlonals
in acttending to people wich HE. Even more imparTanc
they could drav on the personal sxperience of Cho
af pedpie with ME ="what having ME 15 lize frcm t

nside — and on the personal eiperience of thousa

f their partners and carers.

nEad

y

L

=
14

= Thav hoped to be able to demonstrate.a construccive
and rotional approach in the meeting, which could he
the bmsis for further co—operative work in the
future. They hoped that the need for urgent actiocn
' 08 =oge Satters and . longer term action on ofhers
could bo accepted.

Redacted wndar FOI
Exemplion S 40 (2)
(3) closed Until 2072
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on ME was currently classified.

Treatment for HE Because of time pressures this item

was not discussed.

8.

DOH Information on ME Dr Charles Shepherd pointed out that

even among doctors who accept ME/PVFS there is much confusicen and
uncertainty about how to diagnose and treat it.

9

8.1 There was the need for a DOH circular now (in the
same way that circulars on AIDS had to be sent out)
and for a working party to produce more detailed
infpromation later.

8.2 Dr Hangartner said that he would explore the
possibility of sending out a circular soon; the ME
Organisations would be consulted before any such
circular was sent out. He also said that he would
explore possible ways in which to facilitate the
establishment of & Task Force, similar to the task
forces on asthma and other conditions. Such a task
force would not be led by the Department but could
be facilitated by it. It would be important that
the Roval Colleges and other bodies were involved.

Follow Up It was agreed that the ME Organisations Group

(The MED Group) would meet with each of the Departments
separately in future. A meeting with the DOH was to be arrangead
within 2 te 3 months, at a time when Dr Hilton could be present.
The DSS would ask the DLA Board for the full Board to meet the
MEQ Group &8s socon as possible.

ﬂichard Svkes
2714192
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Dr J 5 Matters From:
MO
Richmond House
Date:
[
ME : WESTCARE

Chief Medical Adviser
BA medical Services

12 May 1992 ,&’
W

Dr Hangartner
Dr Aylward

1. In reply to your minute dated 30.4.92 about this subject I
confirm that separate meetings between DH AND DEE with the ME

organisation will be perfectly satisfactory.

2. Richard Sykes has written to me separately and 1 have

attached a copy of my response for your information.

In that

response you will see that I accept our account of the meeting

and not theirs.

F CASTALDI
FRH 131 EXT 23286

ll‘iif
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DEPARTMENT OF SOCIAL SECURITY
Friars House, 157-168 Blackfriars Road, London SE1 SEU
Telephone 071 972 3286
From the Chief Medical Advizer (Social Security)

Dr R Sykes 12 May 1992

Westcare

15 Quecn. Victoria Road
Redland

Bristol

BsS6- TFE

Dear Dr Sykes

Phank you for your latter dated 27 April 1992. Dr Aylward and
1 also appreciated the gpportunity of a discusgion with you.

T am afraid that 1 must begin in a negative way by not accepting

r account of our meeting. For example DS are not in a
poeition te have views on the provision of health-care in
Sidmouth, or anywhere else for that matter. That falls outside
the DSS remit. Ko doubt ¥ou will, by now, have received a copy
of the DH/DSS note about the meeting. 1 am of the opinion that
i+ is an accurate account of the proceedinge.

1 pote your reguest for a meating with the DLA Advisory Board and
have taken steps to put it bafore them. How they conduct their
business is, you will understand, a matter entirely for them.
I must say, howaver, that there has been wide consultation with
gpacial interast groups poth in DLA and in its predecessor
Attendance Allowance.  The Board's record 4is outstanding
especially in this #i{gld and there are many, many examples of
views being modified by such meatings. I would add however that
certain topics raised in the panultimate paragraph of your iatter
do not fall within the Board's remit.

Yours sincerely

P CASTALDI
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DISABILITY LIVING ALLOWANCE ADVISORY BOARD
The Adelphi 1-11 John Adam Street London WC2N 6HT

Tologhone 07 1-062-8000
GTN 381
Professor J Marshall
203 Robin Hood Way
London
SW20 QAR Date: 5 May 1992

Dear Professor Marshall

Please find enclesed copies of correspondence sent to Dr Aylward by
Richard Sykes of Westcare in connection with M.E.

With regard to the draft notes of the meeting held on 30 March 1992,
Section 5 in relation to the Disability Handbook is not wholly
accurate. As you know, Dr Wessley’'s main concern was that people with
M.E. exhibiting primarily psychiatrie symptoms should not be denied

benefit to which they were entitled because their disability arcse
from M.E. rather than from any other cause of depression.

I am also not aware that either Dr Castaldi or Dr Aylward undertoock
that the full DLA Board would meet with representatives of Westcare:
to my knowledge, the agreement was that representatives of the Board
would meet with them. There was certainly no suggestion endorsed that
such a meeting should be chaired by anyone other than yourself.

Dr Aylward suggests that you, he and I should discuss this further
when you are next at the Adelphi for a Board session an 12 May. He
and I will also discuss it with Dr Castaldi, so that a common approach
may be agreed.

I believe you have received all the background correspondence on this
matter, but if there is anything further which yon need, I am as
always at your service.

Yours sincerely

5é%§;a¥ad é{ﬁfféjéhﬁﬁﬁwa

0 F_f,;/f-}ﬂ'f-!,a:;rd DR M HENDERSON MRCGP

Secretary
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Dr Hangartner From: Dr J & Metters DCMO
30 april 1992
Coplies to: Dr castaldi

Dr Aylward

pr Hills

Dr Hilton
ME : WESTCARE
1. pr Sykes' letter of 27 April, which was copied to all, requests a

further meeting to discuse DE action on ME. I see from their note of the
meeting it was agreed that the HE oerganisatione would meet separately with DH
and DES. I assume this is satisfactory to our DSS colleagues.

2. I do not know what arrangements were made for circulaticn of & note of
the meeting but did we (unusually) agree to accept their record. I have to
gay I am not keen on this as a principle. Instead, I would prefer to let them
have a copy of our meeting note.

3. They suggest the week of & June for the next meeting with DHE. This is

not particularly good for me. cCould you liaise with Mrs de Sampayo about a
gnitable date.

4. A8 T will be away from the office until 20 May, at the World Health

Assembly, would you respond directly to Dr Sykes on my behalf to avoid a
prolonged delay.

211/¥da8
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Mr C G Blake From: Dr Mansel Aylward
Office of the Soliciter PMO, P&CS, BAMS
Room 412

Rew Court Date: 29 April 1992

cal Dr Moira Henderscn PACS

Re: DLA HANDBOOK AND THE CHAPTER ON:
CHRONIC FATIGUE SYNROMES AND ME

(1} WVery many thanks for your kindly copying me with the letters
you have written to Dr H Milton and Mr T J Heatley. More
importantly, I am most grateful for your dealing so ably with
these unpleasant letters and your vigorous -defence of me!

{2) Unfortunately, I have another. Attached you will find a
copy ©f Mr David Pratt's letter of 22 April. I could reply along
these lines of your letters to Milton and Heatley, but would
value your counsel before doing so.

DR MANSEL AYLWARD
ROOM 11/26
ADELPHI

EXT 28082
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Dr Mansel Aylward

Principal Medical Officer
Central Pollcy & Support Services
Benefic Agency Medical Services
1/11 John Adams Street

London

WC2N E6HT

Dear 5ir

Ihe Disability Handbook
12.4

63 Stanfell Boad
Leicescear
LEZ 3GE

22 April 1992

"In some c¢linical contolled studies people with chronie fatigue syndromes
have been shown to have adequate muscle power. They may however refrain
from walking because they are fearful of the consequences.™

1) Can yvou please confirm in writing that, as edivtor of the above handbook,

you are responsible for the above wording?

2) Can you please advize whether yours iz & policical appointment or a
medical one? If the wording in the handbook proved te be polictically

unacceptable, whoe would have the final say?

31 If you are not responsible for the wording given above, can you please

advise who is7

Yours faichfully
heww-’ é"ff

D A Pract

?‘u{:_‘,
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u M’ ﬁ{w‘{‘f'&-

15 Queen Victoria Road, Redland, Bristol BS6 TPE (Tel. 0272 - 738317
Registered Charity. No. 900619

April 27 1992

Dr Aylward

Dss

The Adelphi

1=-11 John Adam Street
London WC2N GHT

Dear Dr Aylward,

Enclosed is 8 copy of a letter to Dr Castaldi, together
with & draft record of the meeting on 30ch March.

I do hope that progress can be made over the various points
of difficulty with ME,

Yours sincerely,

Rctond G e

RICHARD SYKES

fencs.

WESTCARE aims to make available information about M.E. (Myalgic Encephalomyelitis) and similar conditions and 1o help in
the provision af services and care for ME sofferers in Bristol and the Westof England.
Drirector. Richard Sykes MLA. (Cantab) PhD., C.Q.5.W.

|.|'.'I.'I-]H-
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15 Queen Victoria Road, Redland, Bristol BS6 TPE (Tel 0272 - T3B317)
Registered Charity. No, 900619

27 April , 1992

Ir Caztaldi

D55

The Adelphi

1-11 John Adem Street
LONDON WC2N 6HT

Dear Dr Castaldi,

Thank you for attending the meeting, together with Dr Aylward, on Monday
30th March at Richmond House. We appreciated the opportunity to discuss
matters of great concern Lo us.

I am writing now to ask for a meeting with the full BL A
Board to be arranged at the earliest possible opportunity, as was agreed at
the meeting.

We were encouraged by the progress made in the clarification of some issues.
We were glad to hear that the DSS recognises (a) that the disabilities of
people with ME are genuine, (b} that a person with ME may be seriously
disabled even though no clinical signs are apparent on routine investigation
and {c) that disability claims relating to ME are no more suspect than those
relating to any other illness. We were also encouraged to learn that the DSS
considers the situation at Sidmouth unacceptable.

We were disappointed that the D55 was not willing to support the proposal

that the current guidelines on ME be withdrawn. It seems clear that they

can be construed in such a way 85 to prejudice claims for bemefit. It is
also clear that there is opposition to them from all quartersjnot only from
the ME Organisations but from independent scientists such as Dr Stuart Butler,
Scientific Director of the Burden Neurological Institute, and even from
paychistrists such as Dr Simon Wessely who has written to express his
opposition.

In this situation it would seem to be in the interests of the D55 to support
the proposal that the guidelines be withdrawn, rather than invite the storm
of criticism and protest which would seem almost inevitable, and which would
reflect badly on the Department.

fecont"d...

WESTCARE aims to make availsbie information about M.E. (Myalgic Encephalomyelinz) and similas condusss wand o hicdp n

the provision of services and care for ME sulferers in Bristol and the West of England
Director: Richard Sykes M. A [Cantsb) PhD., C.0.5W.
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We would suggest that a future meeting with the full Attendance Allovance
Board be exploratory in nature, and that the agenda should include the
following:

(1) problems for the D55 regarding benefits for ME,
(2) individual cases (to illustrate principles).

(3] problems for the ME Organisations.

(4) proposal for namede DSS specialists (to deal with

complex cases).
We also ask that consideration be given to the appointsent of an alterna-
tive chairman for this particular meeting. We are aware that Professor
Marshall's views on ME are at one end of the spectrum and in view of his
undoubted eminence there could be difficulties in fully considering a
contrary point of view,
I look forward to hearing from you.
Yours sincerely,

RICHARD SYKES

BS. A druft record §} M misking on 300 Mok 1y ombpsg . GF
Soad on asbrofO oI fomn by iy sl ictiadas atebliont foicki
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> Redacted under FOL
Exemplion S 40 {2)

(3] chosed Until 2072
@ ® DRAFT

7
=
"'~.h i

. KOTE OF & MEETING ABOUT MYALGIC ENCEPNALOHMYELITIS
10 HARCH 1992, 2.30 F.M.

Fresent: br B Hangartner - DH (for Dr Metters)

Ir C Shepherd, Yice President of ME
Association

l Dr B Sykes, Pirector of Wesctcaras

fr & Hacintyre, Medical Adviser, HE
Accion Campaign

Dr D F H Fheby, Westcare

Br M Aylward, Benefits Agemncy Medical
Services, D55

Or P Castaldi, DS:

0r E Hills, DH

T br Hamgartner welcomed the visitors., He explained that

Or Metters was i1l amd unable ta take the meeting. He weaderstood
that the problems te be discussed were the DLA Handbook and
difficult relationships with the GFs in Sidacuth.

2. Dr Sykes asked thar CHO be thanked for arranging the
mescing.

2.1 He cxzplained that Westcare provides a clinie where
patients can soe a doctor ar obtain counselling. and
also arranges educational meerLlngs-

Redacied under FOI
Exemplion 5 40 (2)
(3} closed Until 2072

2.3 He suggested that the DOH, the PSS and the HE
Organisations had the comson ales of wanting te help
people with ME to get betrer and wanting to ensure
that genuine sufferers recefived the State beneflits ta
which  they were properly emtitled. The HE Orgoaniso-
tions recognised that ME posed complex problems jor
the DOH and D55 and they wished to offer a co=
gperative and comstructive approach im helping to
find soluotions.

ICont"d...
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" 2.4 AE Tepresontatives of the ME Organizationa they were

speaking on behalf of tens of thousands of people with
ME, vho, righely ar wrongly, have n strong senme of
EFeat injustice and unreascnable neglect. They feel
that their illness is frequently misunderstood mnd
that they are exposed to dismissive and derigory
attitudes both from doctors and frem the general
publici that whils controversy abounds their very
real problems are being ignored and very litcle is
being dene te provide cere, treatoent and rehabilica-
Eion; that chere is & lack of CoREitEEnt to get to
the bottom of the probles: and that the unproven
speculations of peychiptrists have cauvsed great harm
to them in exposing them to derision and neglect -
especiolly the theory put forwvard im 1970 chae
epidemic ME was mnss hysteria, a theory now generally
admitted to be & mistake.

4

2.5 It vas suggested that the woin focus for the meating
should be the guestiopm of whether the dizabilities
of people with ME were genuine, racher than how they
Wereé caopsed.

2.6 This was their third attempt in recent menths Eo PUE
their peoint of view te Ehe Government and they were
ReL clear why it had notr been found acceprable, They
vighed to work constructively and co—operatively and
to draw on the resources of the HE Organizations ta
thia effect. They could offer censiderable knowledge
of the rapidly growing literature on ME and che
experience of doctors and health care profesgianals
in attending te people with ME. Even more importanciy,
they could draw on the personal experience of thousands
of peaple with ME - vhat having ME is like from the
inside - and on the personal expecrience of thousands
6f their pargners and Carers.

2.7 They hoped to be able e demonstrate a CONALructdve
and rational Bpproach in the meeting, which conld be
the basis for further Co-operstive work in the
futere. Theoy hoped that the neod for urgent action
98 some matters and longer term sction of athers
could be accepred.

- Sidmouth case A man suffering from ME vas not able to get
a8 8ick note. despite saupport [rom 4 consultant, hecavse nons of the
docters im the Single group practice which serves the small town of
Sidmouth recognizes HE or PYFL as & long=lasting conditian.

Redacted under FOI
Exemplion 5 40 (2)
() chosed Until 2072

fCont"d., .,
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4.1 While ne comments could be made on this particular
cage, the docters from the DOH and DSS agreed that
lack of clinical signs on routine exemination does
not mecessarily imply lack of disability. Sufforers
from ME do not have pescle paralysis.

4.3 The right of HE patients to Attendance Allowance and
Disability Living Allowance depends on their dis-
ability. Adjedicacion officers are independent of
the Department. Dr Pheby felt that they required
more guidance.

5 New puidelines on HE Dr Charles Shepherd and Dr Anne
Macintyre suggested that the new guidelines could be construed
in an unfeir snd damagimg way which would prejudice claims [oT
benefir, A reguest was sede for cheir withdrawal,

5.1 Particularly prefjudicial was Section 12.&, which
spated:-

"In some controlled clinice] studies some people
with chronic fatigue syndromes have been shown to
have adeguate muscle power. They may howvever reflrain
from walking because they are fearful of the
conseguences” .

This could be read as implying thet people with ME
had normal muscle power and that, therefore, they
wvere able to walk; but that they refrained Irom
walking through fear rather than because of genuine
disability.

[
)
L]

Dr Wessely's work was mentiomed. He had expressed
hig dissotisfaction with the guidelines and had
vritten te the Board to this effect. It was claimed
that the D55 had misinterpreted his work. He had
included pecple with chronic fatigue syndromes.
There were other causes of this from which pecpla
had recovered with exercise, wvhercas ME was maddo
worse by ezercise. The Board had replied ta

br Wessely and a copy of their reply was supplicd

o the ME ropresentatives at the moeeting.

fCont"d...
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Sad

Dr Castaldi and Dr Aylward were not willing to
support the proposal that the guidelines be with-
drawn, and they did not agree that the guidelines
could be construed in an unfair and demeging way.

Dr Aylward said it was impossible to change the
guidelines immediately. They had recently been
endorsed by the Disability Living Allowance Advisory
Board (DLAAB). They would be reviewed after 6 months'
use and revised in collaboration with interested
parties. The DLAAB will keep records of those cases
of ME and Chronic Fatigue Syndromes referred to them
for advice, and they will document the advice given
to Adjudication Officers vogether with the bases upon
which such advice is given. The DLA Board are keen
to meet with representatives of disabled people and

a meeting with ME representatives will be arranged.
The DLAAE had advised DSS5 to retain guidance in the
Disability Handbook unmodified until experience had
been gained on its use during the first & months of
the newly introduced DLA benefit.

The doctors from the DOH and DSS agreed that the
digabilities of people with ME were genuine and that
they could last for years. The doctors from the DSS
agreed that the disability claims of people with ME
are no more suspect than these of any other group of
sufferers.

6. Research on ME Dr Anne Macintyre suggested that research

into ME was urgently needed. The only research inte ME is funded

by their own

Associations. The D55 had spoken of MRC-funded

research into the chronic fatigue syndrome, but this was not ME.
{Only a very small proportion of those with chronic fatigue had ME).

They had neot

made any application te the Department of Health or

MRC for funding and looked for guidance.

6.1

The chairman explained that Professor Feekham had
recently taken over as Director of Research and
Development. The Department Research Strategy was
5till under consideration and it was not yet known
where the priorities would lie. Clinical research
was a matter for the MRC. Health Services (Qpera-
tional) Regearch vas more a matter for DOH and the
NHS .

Dr Pheby suggested that health services research was
required rather than fundamental scientific research.
He said that there was a8 need for clarification of
terminology a the use of definitions which
incorporated diagnostic criteria. There was a need
for rigorous research to characterize the disease,

to establish its epidemiology, to assess the burden
of disability and to establish a strategy for
providing appropriate treatment and care facilities
and support progprammes for sufferers.

Dr Hangartmer said that he would explore the
possibility of reviewing the way in which research

fCont'd...
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on ME was currently classified.

7o Treatment for ME Because of time pressures this item
was not discussed.

B. DOH Information on ME Dr Charles Shepherd pointed out that
even among doctors who accept ME/PYFS there is much confusion and
uncertainty about how to diagnose and treat it.

8.1 There was the need for & DOH circular now (in the
same way that circulars on AIDS had to be sent out)
and for a working party to produce more detailed
information later.

8.2 Dr Hangartner said that he would explore the
possibility of sending out a circular soon; the ME
Organisations would be consulted before any such
circular was sent out. He also said that he would
explore possible ways in which to facilitate the
astablishment of a Task Forece, similar to the rtask
forces on asthma and other conditions. Such a task
force would not be led by the Department but could
be facilitated by it. It would be important that
the Royal Colleges and other bodies were involwved.

9. Follow Up It was agreed that the ME Organisations Group
{The MEO Group) would meet with each of the Departments
separately in future. A meeting with the DOH was to be arranged
within 2 to 3 months, at a time when Dr Hilton could be present.
The DSS would ask the DLA Board for the full Board to meet the
MEO Group as soon as possible.

Richard Sykes
2714792
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Westcane Mo

15 Queen Victoria Road, Redland, Bristol BS6 7TPE (Tel. 0272 - 73821 T)
Registered Charity. No. 900619

April 27 1992

Dr Avlward

nss

The Adelphi

1=11 John Adam Screet
London WCZIN 6GHT

Dear Dr Aylward,

Enclosed iz a copy of a letter te Dr Castaldi, together
with a draft record of the meeting on 30th March.

I do hope that progress can be made over the various points
of difficulty with ME.

Yours sincerely,

Rictosd 8 4ey

RICHARD SYEES

/encs.

WESTCARE aims 1o make availsble information about M.E. (Myalgic Encephalemyelitis) and similar conditions and 10 help in

the provision of services and care for ME sufferars in Bristol and the West of England.
Director; Richard Sykes M.A. (Cantab) PRD., CO08 W,

e e— - i
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I5 Queen Victoria Road, Redland, Bristol BS6 TPE (Tel 0272 - 73831 T)
Registered Charity. No. 30061%

27 April , 1992

Dr Castaldi

&S

The Adelphi

1-11 John Adam Street
LONDON WC2N 6HT

Dear Dr Castaldi,

Thank you for attending the meeting, together with Dr Aylward, on Monday
10th March at Richmond House. We appreciated the opportunity Eto discuss
matters of great concern Lo us.

I am writing nov to ask for a meeting with the full LLA
Bogrd to be arranged at the earliest possible opportunity, as was agreed at
the meeting.

We were encouraged by the progress made in the clerification of some issues.
We were glad to hear that the D55 recognises {a) that the disabilities of
people with ME are genuine, {b) that a person with ME may be seriously
disabled even though no clinical signs are apparent on routine investigation
and (c) that disability claims relating to ME are no more suspect than those
relating to any other illness. We were also encouraged to learn that the D55
considers the situation at Sidmouth unacceptable.

We were disappointed that the D55 was not willing to support the proposal

that the current guidelines on ME be withdrawn. It seems clear that they

can be construed in such a way as to prejudice claims for benefit. It is
alse clear that there is opposition to them from all quartersjnot only Erom
the ME Organisations but from independent scientists such as Dr Stuart Butler,
Seientific Director of the Burden Neurological Institute, and even from
psychiatrists such as Dr Simon Wessely who has written to express his
opposition.

In this situation it would seem to be in the interests of the D33 ro support
the proposal that the guidelines be withdrawn, rather than invite the storm
of criticism and protest vhich would seem almost inevitable, and which would
reflect badly on the Department.

Jcone'd. ..

WESTCARE sims to make availabé information sbout M.E. (Myaigic Encephalomyelstish ard sumalar condutions ETCVETA L ek

the provision of services and care for ME sufferers in Bristol and the West i England.
Director Richard Sykes MLA. (Cantab) Ph.D., C.Q.3W.
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We would suggest that a future meeting with the full Attendance Allowance
Board be exploratory in nature, and that the sgenda should include the
following:

(1) problems for the DSS regarding benefits for ME.

{2) individual cases (to illustrate principles).
{3) problems for the ME Organizations.
{4) proposal for named DSS specialists (to deal with

complex cases),
We also ask that consideration be given to the appointment of an alterna-
tive chairman for this particular meeting. We are awsre that Professor
Marshell's views on ME are at one end of the spectrum and in view of his
undoubted eminence there could be difficulties in fully considering a
contrary point of view.
I look forward to hearing from you.
Yours sincerely,

Huchocit Logbian

RICHARD SYKES

P35 A gt el JI e masding o 300 Mok v encloned . 2 o
bond om @ bl NI from B My o vnelucdes adeldinad fonki
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NOTE OF A HEETING ABOUT MYALGIC ERCEPHALOMYELITIS
30 MARCH 1992, 3.30 P.H.

%
Present: ir B Hangarener - DH {for Dr Mercere)

by C Shepherd, Yiee Fresidemnt of HE
Azgociation
Or B Sykes, Director of Westcare
br A Macincyre, Hedical Adviser, HE
Action Campaign
ODr D F H Fheby, Westcare
Dr M Aylward. Benefits Agency Hedical
Services, D55
Dr P Castaldi, D55
Dr E Hills, DM

L. Dr Hangartner welcomed the visitors. He explained that

Dr Marbers was ill and unable to cake che seeting. He underscood
that the problems to be discussed were the ODLA Handbook and
difficule relacionships with the GP= ian Sidasuth.

2. Dr Sykes asked that CMO be thanked for arranging the
mecting. :

2.1 He explained that Weskcare provides o climte whare
patients cen see a doctor of ebtein coonselling. and
also arranges educnticnal meetings.

7.3 Redacted under FCH
! Exemplion 5 40 (2}
{3) closed Unlil 2072

He suggested cthac the DOM, che 055 and the HE
Organisations had the common pims of wanting to help
prople with ME to get betteér and wanting L0 onsure
that genwine sufferers received the State benelfits to
which they were properly encicled. The HE Orgoniss-
tions recognised thae ME posed complex problems for
the' DOH and D55 and they wished te offer & co=
operacive nnd constructive approach in helping to
find solutionms.

kJ
B
Lt

fCont'd...
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2.4 As representativea of the ME Orgonisations they ware
. . speaking on behalf of tems of thowsands of people with
ME, who, rightly or wrongly, heve o strong sense of
great injustice and unressonable neglect. They Ffeel
that their illness is froquently misenderstood and
thot they are exposed to dismissive and derisory
sttitudes both from doctoars amd from the general
public; that while controversy abounds their very
real problems are beimg ignored and very little is
being dose to provide care, treatsent and rehobilita-
= tion; that there is & lack of commitment to get to
the bottom of the problea; and that cthe unproven
speculations of psychistriscs have caused great harm
to them in exposing cthem to derision and meglect -
especially the theory put fervard im 1970 that
epidemic HE vaa mass hysterie, & theory now generally
admitted to be o mistake.

L o3 It was suggested that the main fecus for the meecing
should be the gquestion of whether the disabilicdes
of people with HE wvere genuine, rather than how they
vere caosed.

2.8 This was thedr third accesmpt in recent months to put
cheir poiat of view to the Government and they were
ret clesr why it had not been found mcceptable. They
wished to work constructively and co-operatively and
to drav on the resowrces of the HE Organisations to
this effect. They could offer considerable knowledge
of the rapidly growing literacture on ME and the
exporience of doctors and hemlch care professionals
in atcending to pecple with HE. Even more importantly,
they could draw on the personal experience of thousands
of people with ME - what having ME is like freom the
inside = and on the persenal experience of thousmnds
el their partners and caroers.

Lol They hoped to be able to demonstcrage o constructive

and retional approach im the oeeting. which could be
I the basis for Eurther co=operactive work in che
future. They hoped that the seed for urgent action
an some mALLters and longer term action on ochers
could be accepred.

Redacied ynder FOI
Exemplion 5 40 {2)
(3] closad Lntil 2072

fCane"d...
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4.1 While no comments could be made on chis particular
cage, the doctors from the DOH and D55 agreed that
lack of elinical signs on routine sxaoination does
not necessarily fimply lack of disability. Sufferers
from HE do not have muscle paralysis.

4.2 The right of HE patients to Attendance dllowance and
Pisability Living Allowance depends on their dig=
ability. Adjudicacion officers are independent of
the Department. DOr Pheby felt thatr they reguired
mpre guidance.

5. New guidelines on ME Dr Charles Skepherd and Dr Anne
Macintyre suggested that the mew guidelines could be cemstrued
in an unfair and damaging way which would prejudice clalms for
benefic. A request vas made for their withdrawal.

L | Particularly prejudicial was Section 1Z.4. which
stated:=

"In some controlled clinical studies some people
with ehromic fatigue syndromes have been shown to
have adegquate Buscle powvar, They may however Tofrsin
frog walking because they are fearfuol of the
consequences",

This could be read as implying cthet pecple with HE
had normal muscle power and that, therefore, they
were able te walk: but that they refrained from
walking through fear rather than because of genuwine
disabilicy.

.2 Dr Wesgely's work was mentioned. He had expressed
his dissatisfaction with the guidelines and had
written to the Board to this effect. It vas claimed
that the D55 had misinterpreted his work., He had
included people with chronic farigue syndromes.
There ware other causes of this Erom which people
bad recoversd with ezercise, whereoas ME was made
worse by exercise. The Beard had replied to
Dr Wessely and & copy of their reply vas supplied
ko the ME repressntatives ot the mesting.

fComt "d..-
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Dr Castaldi and Dr Aylward were not willing to
support the proposal that the guidelines be with-
drawn, and they did not agree that the guidelines
could be construed in an unfair and damaging way.

Dr Aylward seid it was impossible to change the
guidelines immedistely. They had recently been
endorsed by the Disability Living Allowance Advisory
Board (DLAAB). They would be reviewed after & months'
use and revised in collaboration with interested
parties, The DLAAE will keep records of those cases
of ME and Chronic Fatigue Syndromes referred to then
for advice, and they will document the advice given
to Adjudication Officers together with the bases upon
which such advice is given. The DLA Board are keen
te meet with representatives of disabled people and

a meeting with ME representatives will be arranged.
The DLAAB had advised D55 to retain guidance in the
Disability Handbook unmodified until experience had
been gained on its wse during the first & months of
the newly introduced DLA benefirt.

The doctors from the DOH and DS5 agreed that the
disabilities of people with ME were genuine and that
they could last for years. The doctors from the DSS
agreed that the disability claims of people with ME
d4re no more suspect than those of any other group of
sufferers,

6. Research on ME Dr Anne Macintyre suggested that research

into ME was urgently needed. The only research into ME is funded
by their own Associations. The D55 had spoken of MRC-funded
research into the chronic fatigue syndrome, but this was not ME.
(Only a very small proportion of those with chronic fatigue had ME).
They had not made any application to the Department of Health or
MRC for funding and looked for guidance.

6.1

6.2

6.3

The chairman explained that Professor Peckham had
recently taken over as Directeor of Research and
Development. The Department Research Strategy was
still under consideration and it was not yet known
where the priorities would lie. Clinical research
was a matter for the MRC. Health Services (Qpera-
tional) Research was more a matter for DOH and the
NHS.

Dr Pheby suggested that health services research was
required rather than fundamental scientific research.
He maid that there was a need for eclarification of
terminology & the use of definitions which
incorporated diagnostic criteria. There was a need
for rigorous research to characterize the disease,

to establish its epidemiology, to assess the burden
of disability and to establish a strategy for
providing appropriate treatment and care facilities
and support programmes for sufferers.

Ir Hangartner said that he would explore the
possibility of reviewing the way in which research

JCont'd. ..
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on ME was currently clessified.

Treatment for ME Because of time pressures this item

was not discussed.

B.

even among doctors who accep

DOH Information on ME Dr Charles Shepherd pointed out that

uncertainty about how to diagnose and treat it.

9

g.1

a.2

There was the need for a DOH circular now {in the
same way that circulars on AIDS had to be sent out)
and for a working party to produce moTE detailed
information later.

Dr Hangartner said that he wvould explore the
possibility of sending out a circular soon; the HE
Organisations would be consulted before any such
cireular was sent out. He also said that he would
explore peossible ways in which to facilitate the
sestablishment of a Task Force, similar to the task
forces on asthma and other conditions. Such a task
force would not be led by the Department but could
be facilitated by it. It would be important that
the Eoyal Colleges and other bodies were involved.

Follow Up It was agreed that the ME Organisations Group

{fhe MED Group) would meet with each of the Departments

separately in future. & meeting with the DOH was to be arranged
within ? to 3 months, et a time when Dr Hilton could be present,.
The DSS would ask the DLA Board for the full Board to meet the
MED Group as soon as possible.

Richard Sykes
2Traf92

t ME/PVFS there is much confusion and
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Dr Elizabeth Hills From: Dr Mansel Aylward
SMO/BC(M}1 PMO, PACS BAMS
405 Eileen House

Date: 9 April 1992

oo (plus enclosures)
Dr P Castaldi CHMA
Dr M Henderson
DLAAB

RE: MYALGIC ENCEPHALOMYELITIS - HOTE OF MEETING HELD ON
30 MARCH 1992

1. WVery many thanks for kindly providing Dr Castaldi and me
with a copy of your draft notes of the meeting which
accompanied your minute of 7 April 1992.

2. I am responding for both Dr Castaldi and me.

j I enclose your draft which I have annotated in red ink with
respect to corrections and additions. I hope you will
find my handwritten notes legible but please let me know if
you need further clarification or amplification.

4. I would be most grateful if you could let me have a copy of
the final note which you will circulate.

DR MANSEL AYLW.
ROOM 11/26
ADELPHI

EXT 28082

s ——— —— L —
e —— e S
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Dr Cagtaldi

Dr EE!EEEQ

Ja

From: Dr Elizabeth Hills
Date: 7 April 1992

MYALGIC ENCEPHALOMYELITIS - NOTE OF A MEETING HELD ON
30 MARCH 1992

1.

¥.4R

I enclose draft notes of the meeting with representatives
of ME organisations.

Please let me have any corrections/additicns before they

are circulated by 15 April.

ﬂﬁb_rmﬂiﬁ&/\

ELIZABETH HILLS

SMO/HC (M9 1
405 Eilesn House
Ext 22821

e e —
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DRAFT

NOTE OF A MEETING ABOUT MYALGIC ENCEPHALOMYELITIS
310 MARCH 1992, 3.30 F.M.

Pragent: Or R Hangartner - DH [(for Dr Hettecos)

br T Shepherd; Vice-President af ME
Asscciation

by R Sykes, Director of Westcare

Or & Hoclntyre, Medical Adviser; HE Acticn
Campalgh

br b F B Pheby, Westcare

43 53..,!,:.%...12.1.4:;[&#%@
Dr M Avlwar ¥ngs
r P Castalaoi, D38

br E Hills, DH

l. Dr Hangartner welcomed the visitors. He explained that
or Matters was 11l and unable to take the meeting. He
understead that the problems to be discussed were the DLA
Handbook ‘and difficult relaticnships with the GPFs in Sidmouth.

2. Dr Sykes asked that CMO be thanked for arranging the
meating.

7.1 He explained that Westcare provides & clinic where
patients can see a doctor or obtain counselling, and
also arranges edocational meetings.

Redactad under FOI
Exemplion S 40 (2)
(3) closed Until 2072
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2.3 He said that Westcare and the Department had shared
concerns -

{a) to help patients to get better

{b) to help genuine sufferers to gat State
benefits. There were no clear markers of
disease and they must he distinguished from
patients with the wrong diagnosis.

2.4 He claimed there were thousands with the disease who
suffered injustice frem lack of understanding and

ridicule.

2.5 There was little provision of care or
rehabilitation.

2.6 1In the context of claim for benefits, the necessary

dEl:_:LS.LDI'I was whether the dlsbg:.‘él was enuin Mf}-ﬂ-‘ﬁﬁf
. H— & L, 54 {EL '%‘ﬁ.!'ﬂ.ﬂ'
heeds }“ ;”Eher Ehan whether it wa%{ﬁt@anlc or psy:h1&tr4c.

2.7 ME support groups sought con iﬁ'ﬂiﬁzdlﬂf EEJ.LE]. of
problems with the Departmen? nd jeoint exploration
of solutions.

3. Dr Shepherd reported a survey of GPs in Scotland where
10% denied the existence of ME. He described the difficult
situation in Sidmouth where there was only one group practice
where the GPs did not recognise ME. One patient was known to
have registered with a practice in another town using a false
address. It was likely that this situation could occur in
rural areas.

. He asked that the CMD ecirculate a letter informing
dectors that the Department recegnised the diagnosis. It
Wwould give salient features of the disease and he designed to
produce better understanding and a sympathetic attitude to
sufferers. The chairman commented that the Department did not
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give clinical advice, he had doubts about the educational
value and effectivensss of such a communication. The reguest
would be considerad. It was agreed that if a letter were
produced, the HE advisers would be consulted before it was

circulated.

- Dr Hangartner suggested that Dr Shepherd consult the
Roval Colleges to enlist their belp in an educaticnal

PIOOTAMNE .

i formadion om ME avd Gherne
ke it
T Westcare considered the swtdeiimes in Eﬁﬂ Handbook te
L | ]
be unacceptable and that thay should be changed immedistelsy.
Section 12.3.1 should include a statement that conventional
muscle testa air b%gnnrmnl. but thiszs deoes not exclode
raat
-:Ij,:abj.]_;i_t.}' Sgction 12.4 waa .u.mbl-guuuzl. Dr Wesley’s work was
mentioned. It was claimed that D55 had misinterpreted his
work. He had included pesple with shrenie fatigued There
1 . ~
ware ather causes of this from which pecple had recovered with
exercise, whersss ME was made worde by axercige. The ME

representatlives had not seen the Hnaid'a reply to Dr HEEIE?.ﬂhd'ﬂfa

R g~q1jmd & Loy bﬁ'ﬁu

i g, or p,:,r]_rd'ug.r.-;'l said it was impossible to change the » I'-ﬁ“‘
L : LrE::E;
uldelines frmediacely.) They would be reviewsd after &
g ¥ } - :

i,

menthe® use and revised in collaboration with interested aﬂ‘%
= £ "

parties. {5—fgeurd-u4éi—hﬁ—*ﬂgﬁaﬁiqrsutu—ft*&eﬂ; The DLA
Kﬁfﬁnard are keen to meet with representatives of disabled people

.and & meeting with ME representatives will be ;I:anqed.ITE'Fhﬁﬁﬁ

lIH oS R SR ALl DR D T ot S
. W

isitors said the cnly redearch into ME is funded by

| their own Asscciations. The D55 had spoken of MRC- funded
research inte the chronic fatigue syndrome, but this was t l*qiﬂhﬂJl
ME. They bed not made any application to the DEpartmanéEQI

floace tophase i b : The Dt will heep +covels & Mo cases
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MRC for funding and locked for guidance. The chairman
explained that Professor Peckham had recently taken over as
Director of Research and Development. The Department Research
Strategy was still under consideration and it was not yet
known where the priorities would lie. Clinical research was a
matter for the MRC. Health Services {Cperational) Research
Wwas more a matter for DOH and the NHS. Dr Pheby suggested
that health services research was required rather than
fundamental scientifiec research.

10. It was decided that a further meeting should be arranged
after about 3 menths. It was agreed that it was appropriate
to separate DES issues from any DH issues. It was noted that
the next meeting should be arranged to enable Dr Hilton to he
present.

11. Dr Sykes summarised his points again and the meating
closed.

—
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i From: Dr Elizabeth Hills
Dr Aylward Date: 7 April 1992

MYALGIC ENCEPHALOMYELITIS - NOTE OF A MEETING HELD ON
20 MARCH 1992

1. I enclose draft notes of the meeting with representatives
of ME organisations.

2. Please let me have any corrections/additions before they

are circulated by 15 April.

Qs

ELIZABETH HILLS
SMO/HC (M) 1

405 Eileen House
Ext 22821

e
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ERAFT

NOTE OF A MEETING ABOUT MYALGIC ENCEPHALOMYELITIS
30 MARCH 1992, 3.30 P.M.

Present: Dr R Hangartner = BH [for Dr Hetters|

Dr © Shepherd; Vice-President of HE
Aspociation

Dr R Sykes; Director of Westcare

br A MeIntyre, Medical Adviser, ME Action
Campaign

Dr D F B Pheby, Westcare

Dr M Aylward, DES

Dr P Castaldl, DSS

Oc E Hille, DH

I Dr Hangartner welcomed the visitors. He explained that
Dr Metters was Ll] and unable te take the meating. He
understood that the problems to be discussed were the DLA
Handbook and diffiewlt relaticnships with the SPs in Sidmouth

£ br Sykee asked that CHO be thanked for arranging the

Beating.

2.1 He explained that Westcare provides a clinic where

patients can see a doctor or obtain coungelling, and

also arranges educational meetings.

Redacted undear FC
Examplion 5 40 {2)
{3) cloged Unlil 2072
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that your

2.3 He said that Westcare and the Department had shared
CONCarns -

(a} to help patients to get better

(b} teo help genuine sufferers to get State
benefits. There were no clear markers of
disease and they must be distinguished from
patients with the wrong diagnosis.

2.4 He elaimed there were thousands with the disease who

suffered injustice from lack of understanding and
ridicule.

2.5 There was little provision of care or
rehabilitation.

2.6 In the context of claim for benefits, the necessary
decision was whether the disability was genuine
rather than whether it was organic or psychiatric.

2.7 ME support groups sought continued discussion of
problems with the Department and joint exploration
of solutions.

3. Dr Shepherd reported a survey of GPs in Scotland where
10% denied the existence of ME. He described the difficult
situation in Sidmouth where there was only one group practice
where the GPs did not recognise ME. One patient was known to
have registered with a practice in another town using a false
address. It wae likely that this situwation could occur in

rural areas.

4. He asked that the CMO circulate a letter informing
doctors that the Department recognised the diagnosis. It
would give salient features of the disease and be designed to
produce better understanding and a sympathetic attitude to

sufferers. The chairman commented that the Department did not
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. ‘give clinical advice, he had doubts about the educaticonal
value and effectiveness of such a communication. The reguest
wounld be sonsidered. It was sagreed that if a letter were
preduced, the ME advisers would be consulted before it was

circulated.

5.% Dr Hangartner suggested that Or Shepherd consult the
Royal Calleges to enlist their help Lin an educalional
pE O E ARRE .

Redacted under FON
Exermption 5 40 (2)
{3} closed Uintil 2072

Ts Weatcare considered the guidelines in the DLA Handbook ta
be unacceptable and that they should be changed immediately.
Section 12.3.1 should include & statement that conventlonal
migcle tests may be normal, but this does pot exclude
disability. Section 12.4 was ambiguous. Dr Wesley's work was
mentiahned. It was claimed that D55 had sisinterpreted his
work. He had included people with chronic fatigua. There
were other causes of this from which people had recovered with
axercisa, whereas ME was made worse by exercise. The ME
representatives had not seen the Board’s reply to Dr Wesley.

. Or Ayleward eald it was impeossible to change the
guidelines immediataly. They would be reviewed after &
months' wse and revised in collaboration with interestod
parties. A record will be kept of caspes failed. The DLA
Board are keen to meet with representatives of disabled people
and a meeting with ME representatives will be arranged.

I The vigitors said the only research into ME is funded by
their cwn Associations. The DE3 had spoken of MRC- funded
resaarch inte the chreonic fatigue syndrome, but this was not

HE. They had not made any applicatien toe the Department or
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. MRC for funding and looked for guidance. The chairman

explained that Professor Peckham had recently taken over as
Director of Research and Development. The Department Research
Strategy was still under consideration and it was not yet
known where the priorities would lie. Clinical research was a
matter for the MRC. Health Services (Operational} Research
was more a matter for DOH and the NHS. Dr Pheby suggested
that health services resaarch was required rather than
fundamental scientific research.

10. It was decided that a further meeting should be arranged
after about 3 months. It was agreed that it was appropriate
to separate DSS issues from any DH issues. It was noted that
the next meeting should be arranged to enable Dr Hilten to be
present.

11. Dr Sykes summarised his points again and the meeting
closed.
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DEPARTMENT OF HEALTH

Eileen House
80-94 Newington Causeway
London SEI 6YX

Telephone Mo 01-572-2000

A:EH11.92 . .;l( G/géﬁfi‘

O Fodbeos.
o Masctadl.

Dear b- Aﬂ—{l‘ﬂﬁﬂ#‘{

DRAFT MINUTES OF A MEETING ON MYALGIC ENCEPHALOMYELITIS
20 MARCH 1992

I enclose a draft set of minutes of the above meeting, which
has been agreed by Department of Health and Department of
Social Security colleaques.

Would you be kind encugh to let me know if yYou agree with this
record of our meeting - a telephone call would suffice if this
is easier. My direct line is 071-972- 2821,

Yours sincerely

-ﬂ.,m el PSS

ELIZABETH HILLS
Senior Medical Officer
Health Care (Medical) 1 iz

Dot N T i

o a3 fuit
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DEAFT

HOTE OF A MEETING RBOUT MYALGIC ENCEPHALOMYELITIS
40 MRRCH 19%2, 3.30 P.H.

Presant: Or B Bangartner - DH (for Dr Hetters|

Dr C Shepherd, Vice-President of HE
hAssociation

Dy R Sykes, Director of Westcare

Dr A MoIntyre, Medical Adviser, ME Action
Campaign

Dr D F H Fheby, Westcara

Dr M Avlward, Benefits Agency Medical
Services, DES

D P Castaldi, D55

D E Rills, DH

1. Dr Hangartner welcomed the visitors. He explained that
Dr Metters was 1ill and unable te take the meeting. He
understoocd that the problems to be discussed were the DLA
Handhoaok and difficplt relatisnshipe with the GPe in Sidmouth.

2. Pbr Sykes asked that CMD be thanked for arranging the

meeting.

2.1 He explained that Westcare provides a glinle whare
patients can see & doctor or cbitain counselling, and
alas arranges educational meetings.

Fadaciad under FOI
Exampiion S 40 (2]
{3) elosed Until 2072
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2.3 He said that Westcare and the Department had shared
CONCerns -

(a) to help patients to get better

(b) to help genuine sufferers to get State
bencfits. There were no clear markers of
disease and they must be distinguished from

patients with the wrong diagnosis.

2.4 He claimed there were thousands with the diseaze who
suffered injustice from lack of understanding and
ridicule.

2.5 There was little provision of eare or
rehabilitation.

2.6 In the context of claim for benefits, the necessary
decision was whether the disability was genuine and
posed needs for attention or supervision, rather
than whether it was possible to determine whether it
was organic or psychiatric,

2.7 ME support groups sought continued discussion of
problems with the Departments of Health and Social
Security and joint exploration of solutions.

3. Dr Shepherd reported a survey of GPs in Scotland where
10% denied the existence of ME. He described the difficult
situation in Sidmouth where there was only one group practice
where the GPs did not recognise ME. One patient was known to
have registered with a practice in ancther town using a false
address. It was likely that this situation could occur in
rural areas.

= el el
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d. He asked that the CMD circulate a letter informing

doctors that the Department recognised the diagnosis. It

would give salient features of the disease and be designed to

produce better understanding and a sympathetic attitude to

sufferers. The chairman commented that the Department did not

give clinical advice, he had doubts about the educaticnal .
value and effectivences of such a comminication. The reguest

would 'be considered. It was agreed that if a letter were

produced, the ME advisers would be comsulted before it was

circulated.

L1 Dr Hangartner suggested that Dr Shepherd consult the
Roval Colleges to enlist their help in an educational

programme .

Redacted under FOI
Exemplion 5 40 (2)
(3] closad Lintil 2072

T Westoare coneidered the “"guidelines” in the Disabilircy
Handbook to be unacceptable and that they should be changed
Immodiately. Section 12.3.1 showld include a statement that
conventional muscle tests may be normal, but this dees not
axclude disability and real needs. Section 12.4 was
ambiguous. Dr Wesley's work was mentiened. It was claimad
that DEE had misinterpreted his work. He had included people
with chronic fatigue syndromes. There were other causes of
this from which people had recovered with exercise, whereas ME
was made worse by axercise. The ME representatives had not
geen the Board's reply to Dr Wesley. But they were supplied
with a copy by Dr Aylward during the mesting.
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B. Dr Aylward said it was impossible to change the
guidelines immediately. They had recently been endorsed by
the Disability Living Allowance hdvisory Board (DLAAB}. They
would be reviewed after 6 months’ use and revised in
collaboration with interested parties. The DLAAB will keep
records of those cases of ME and Chronie Fatigue Syndromes
referred to them for advice, and they will document the advice
given to Adjudication Officers together with the bases upon
which such advice is given. The DLA Board are keen to meet
with representatives of disabled people and a meeting with ME
representatives will be arranged. The DLAAE had advised DSS
to retain guidance in the Disability Handbook unmodified until
experience had been gained on its use during the fiqk & months
of the newly introduced DLA benefit.

#. The visitors said the only research inte ME is funded by
their own Assoclations. The DSS had spoken of MRC- funded
research into the chronic fatigue syndrome, but this was pnot
ME. They had not made any application to the Department of
Health or MRC for funding and loocked for guidance. The
chairman explained that Professor Peckham had recently taken
over as Directer of Research and Development. The Department
Research Strategy was still under consideration and it was not
yet known where the pricrities would lie. Clinical research
was a matter for the MRC. Health Services (Operational)
Research was more a matter for DOH and the NHS. Dr Phehy
suggested that health services research was required rather
than fundamental scientific research.

10. It was decided that a further meeting should he arranged
after about 3 months. It was agreed that it was appropriate
Lo separate DSS issues from any DH issues. It was noted that
the next meeting should be arranged to enable Dr Hilten to be
present.

11. Dr Sykes summarised his points again and the meeting
closed.
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Meeting at DOH, Richmond House, 30/3/92

Dr Metters (DOH), Dr Aylward (DS55) Dr Castmaldi (D55)
and Dr Macintyre (ME Action), Dr Pheby (Westcare)
Dr Shepherd (ME Assoc.), Dr Sykes (Westcare)

PROPOSED AGENDA

Introduction
Sidmouth case, ERefusal of sick note by GP.

N's case, Lack of disabilicy inferred from lack of
clinical signs.

New DLA Guidelines for ME.
Research on ME.

Treatment for ME.

DOH Information on ME.

Follov up.
EUnﬂwﬂn#ﬂ ﬂﬂiiﬁlélﬂrigﬁﬂlt;i.




1’ 2| ems The National Archives | ins " 1] i

v BN 1Al 7 | 50 8S5H

Please note that this copy is supplied subject to the National Archives' terms ard conditions and that your
wie of it may be subject to copyright restrictions, Further information i given in the "Terms and
Conditions of supply of the Mational Archives® leaflets

|

.A The National Archives

LETTERCODE/SERIES

o e 1 i R - I
Extract/ltem —_: 5 T
Extract/Item Details: Initial & Date
S page(s)
e A e e R e e Sub folder

eI I R ———— e

Closed under FOI Exemption(s)

Section: ‘40{?- J * (_3)

Closed until: @ 1 1 o0 }__h] 4\[ T—




'|| Elcrns

The Mational Archives

| ins | 1] 2

wi: BN 141 7 |

50855k

Please note that this copy is supplied subject to the Nati
use of it may be subject to copyright restrictions.
Conditions of supply of the Mational Archives® leaflets

onal Archives’ terms and conditions and
r _ that
Further information s given in the Terms and

your

ta Mewgnathal (191} 85 G0 = 45

He&:ﬁpathnlngiﬂ

xS pringerVierag 1991

Mitochondrial abnormalities in the postviral fatigue syndrome™

W, ML 11, Behan!, 1. A. IR, Merc®, and 1% O. Behan?

Depactments of "Pathalogy, and Neurology, University of Glasgow, Scotland
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Summary. W have examined the muscle biopsics of 50
paticnts whe had postviral [atigue syndrome (PFS) for
from 1 to 17 years. We found mild 1o scvere atrophy of
type 11 fibres in 39 biopsics, with a mild 10 modorate
excess of lipid. On ucltrestrectural examination, 33 of
these specimens showed branching and [usivn of mito-
chondrial cristue. Mitechondrial degeneration was
obvipus in 40 of the biopsies with swelling, vacuolation,
myelin figurcs and sccondary lysosomes. These abnor-
malities were in gbvious contrast 1o conteol biopsics,
where even mild changes were rarely detected. The
findings described here provide the first evidence that
PFS muy be due to a mitochondrial disorder precipitated
by a virus infection.

Key words: Postviral fatigue syndrome = Branching and
{usion of mitochondria - compartmentalization — Mito-
chondrial vacuolation

The postviral {atigue syndrome (PFS) is o disease of

unknown actiology, developing after & geligile vicl

fatioue and myals

Lin, together with a varicty o

psychiatric and other
symptoms [1, 6, 17]. About one-third of paticnts also
comploin of pulpitations andfor unsteadiness [1,6].
Routine laboratory tests ace normal but specialiscd

investioations of muscle reveal myopathic featurcs on
T el ST ond o uruseg

i liul il g
maynetic resonance lesting (4], About 70 % of musl:ic
| ] i 1 LL Ti s wilh

1 ific features 6], Auditory brain stem and

gyve_motility responses hawve also been recor 15
abnormaul (29, 301, Formal psychological tests i our

* Supparted by the Barclyy Research Trust

Offprine requesty to; B QL Dehan, Depariment of Mewrology,
Institute of Meursdogical Scicnces, Southern General Hospital,
[ 345 Gowvan Moo, Cilxspaw G51 4TF, Scedland

labarutory have revealed defects in sustained concenira-
tion and o curious sensitivity [0 visually desturbing
patterns (in propacation).

The lack of specific diagnostic critcnio has made it
very difficult to study the discase and, until recently, it
has not been the subject of scieatific investigation.
Attempts hove now becn made to set strict guidelines [or
diagnasis, with a working case delinition [18]. Unfortu-
nately, the term “chronic fatigue syndrome™ has been
selected and this will certainly lead to severe problems
sinte fatigue is a feature common 1o so many, divorse,
medical and psychiatric diseases. We prefer the term
“postviral fatigue syndrome™ and sclect all our cases on
the basis that the musele fatigues and myaigio started at
the time of a viral infection and have been continuous
since then. The fatiguc appeurs to have a eentral nervous
system component because there is no lack of power on
testing but the patient has to make o determined effort
to curry oul simple routing tusks. It is also invarially
accompanicd by depression, a reduced ability to concen-
trate and a decrease in intellectual performance.

There ace some clues as to the actiology ol the
syndrome: viruses have been 1solated in rare cases (10,
19] and high titres 1o coxsackic antibodics have been
detected in a fow, small scrics [6, 8, 13], although results
in a fater, larper study were not convincing [23]. Nucleic
acid hybridisation studies bave provided additional
support fora viral actiology: 20 % of 96 cases were [ound
1o have enteroviral BRNA sequences in samples of their
muscles [2], while another 10% had sequences which
hybridised to un Epstein-Barr virus-specific probe [3].
Finally, using the more sensitive polymerase chain
reaction we have conlirmed that emerovirab-specific
sequences can be found in 33% of cascs [L3).

In spite of this evidenee of viral involvement, muscle
biopsics from our carclully selected group of paticnts
showed none of the histological features of inflamma-
tion or necrosis. Ultrasiructural exemindtion, however,
reveated obvivus mildchondrial damage, sugpesting for
the first time that this may be the pathogenesis of
PES
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Methods

Padient saleciion

Fiflty patients were stidicd, 19 males and 31 femades, The ages of
Hlee st chmged From 17 8o #4 yenrs (mean 2.2 years) aned (i of
the women freme [6 1o 50 years (mean 3.5 years). They were
sebecied hecawsg of (he severity of their symprves which hag been
percstnl T B ooz g |7 years, [mean 4,1 :,l:.;irsj.‘l"lm:f were ol
invgstignted to exchucle the many ather conditions which enter into
the dilferentisl depnosis of PES [17). Eagh one reported thit a
Febirile diness, of such severity thal he or she hod been confined to
bed far 5-T diays was the precipitating factor, with the illacsscs ns
fdlows: o influenea-like iltness witls headsehe, sore troar nisd
myilgia {35 cases), fectious nononuclcods (8), Bornbolm's
wlisgise (4], dinrrhoen and vomiting (1), labyrinthies (1) and
chickenpox (1). In three of the inluenza-like ilincsses, rising titses
of antiscoxsackic smibudies hngd been docisented while the
dingnasis of infeoiows monoculeosis was bised on typecal elinical
and |ndosary findings,

The symyiioms il they complained of have been deseribed in
eletial ehowherg 1) Thaey eonisied Wl overwhelming Ttigee made
wurse by exercise, myndgia, 3 redueed ubilify to concenirude, loss of
sheort-lerm memory aied depression. The majority lod slss had
malpitations. 1t some stage and unstendloess. Their symplons
siared at the tieme of the ariginal dlacss and had persisicd sincs
then, Seven coses hud been asdasitted 1o hospital nd thele iniial
presentifinn beeacs of the severity of the synHomE,

Mo paticals were xking medication when thoy were studied.
Previously Lhey had all had good work reconds: there were 3
fall-lime housewives among the 31 wamen but all the rest bad
additional jobs, The octupaticns of the paticnis sanged from
tcachers (8 cnses, illll:lL'Hlill_E i univ:mi:r pml'i:-:mr] 1] hﬁpilﬂl
workers (9, including a chicf pharmncise nod 3 phygieist), engineers
g workers (9) and office warkers (5). The teachers mcluded 3 who
taiighil pliysical educntien and there were & wther keep-fis entlie-
sinsts including o mormihan reasee and 3 county cling badmiston
player, Mo pativats had previvusly been referred o o psyehiatrist,
Twa puticnts repariedd wilslings deweloping infeciious mosenueleo
si nE Llve s vt 05 Uhomsclves bt resovering camplotely, while
i 4 enses, thier fnmily members lad had the inffuenza-Gike Ainess
b agnin recovered, There were, howewer, 2 eises whe had
afbected relatives = o woman whoase mather and brother developed
the digense aflter her, and 2 man whose niece was ill, Five pntienis
haedd ielengificd anuther | or 2 people at their work place who had
devaloped the sme Hingss alier themsglogs, :

A detailed plysical and seuralopieal assessment was carricd
aul. The nutritionnl siale was conlirmed ns satsfaciony. The routing
laberatory investigations curried out included wrinulysls, cuinplels
blood eaunt, sedimentntion mie, serum clectrolyles, liver function
lesis, muscle cnzymes, fhyeoid (umction tests, chest X-roys,
eleeimncarndi ¥ and serological tests for common viruses,
inclsding infuenzn A ond B, coxasckio B group, berpes | ond 3,
eylemmephisving, Bepatitis [ amd ihe Epatcin-Maer vire, lnwnaos
rndopecal stuaies inclisded immmnogblobulin concentnuinms, com-
[eme sl component cstimations, pnginoelenr amilsodies and theu-
mataish fnctor detorminations. & detailed evalustion of hypothals
ann e Tunction was nkso made. Pereentage popalations of Tand B
Iymphocyics were detormined in 35 of the palicnts. Eleetromyo-
graphy and necdle mescle blopsics were earricd vul, Lumbar
punciuees, iesthag of visual evoked responscs, a CT scan and
nuclear imoging of muscle were done in 5 cases where ain
slicrnative dingnosis had been raised. Mo patient was admiteed 1o
the study if e or she hid any olber comdition which might expluin
even somc of the fndings,

Musele Wopsies

Thiree cores of skeletal musele were sliained from encl cise fram
tleg right or lefl vastus laterndis enusele, under bacal anaesthetic

Cignoeaing 279, taken with the UCH biapsy nocidie ax deserilsed
[12]. One fresh tissae cube, | mm diameter, was plaged fnniedinge.
Iy in eold (4°C) 2% EM grade ghuamidehyds in Surcnsen's
phicsplente busffer (pld 7.4) ned asosher, taken info 6 tube ander
slerile procautiens, was frozen i liguid sitrogen for Bier exman-
natign by enleroviral prohes using the polymeruse chain reaction,
The main paris of all three cores wers examined under Lhe
diseccting microscope ai the bedsicle, orientated on cork dises,
skirfembod h_-.-‘l'-:uw-‘lbk sigid frozecinin Acrvivn, [recsoled in ligusd
nitrogen [12]. Sections (5 pm) were then preparcd. wding (he
laflowing stains in the order piven: hacmatosylin ond eosin,
madified Gomari trichrome, adenosine triphospliatase at pH 9.4
and 4.3, NADH-tetrazolium redusctase, succinale dehydropenase,
addenylite deamanase, il red O PAS and PAS with dinsiase.
Approprinte coatrals for the histochemieal iaing were used in |l
sequence. For cleciron microscupic cxamination, the specinens
wen left ar 4*°C avernight, Then, afier washing and treatment witl
% O30y, the tissue was debydrated wing graded nloohals,
impregnaled with Araldite resin and polyvinerised ia fresh rosin
mixture gwarmight at 60" Seetions (S0-90 nm} wene cut, stined
i the conveationnl masner wing uraniem and lead snd cxamined
kit i Philips W cleciron misrascape,

Ax caatrol samples, 50 1-mm? samples ol skebornl mssele were
wluzingd over the same perigd of tme, from the opermtive site of
[itients undergaing various surgical procedures ansl ireated in the
snme manngr a8 above. The semples were frem pectarnlis major,
reciuy abdoainis anad VIS l'l'lﬁ-ﬁ“l‘us. miuiches. "'|-|.¢ r;|;||;;¢|1,'|; £XH-
sisted of 30 Fenanbes aged Fram 24 10 71 years fmsens 51,4 yean and
20 mmples, frons LE 1o 73 years (mean $9.8 vears), The women were
ol undesgoing cither lumpectomy of mastectaomy for benign (12)
or madigaant (13) breast disease, while the men had larmial repairs
or vasculnr swrgery Monc of those patiems bl o muscle
FIELT.E L

Kesulis

Raoutine histology

Light micrascopy examination revealed only one consis-
tent abnormality, present in 39 eases, and that was type
Il atrophy which ranged from mild and focal (6 cases) to
moderate and dilluse (33). Four cases also had mild type
1 atrophy. One or two necrotic fibres were identified in
three of the specimens, a tiny inflammatory [ocus in
another two, and evidence of regencration in a further
four. One case had two rapped-red fibres on the Gomori
stain: in 25 other cases, this stain identificd unusually
prominent mitochondria, especially in the type 1 fibres,
but the typical ragged-red appearanes was not present.
The cnzyme staing revealed | patient with adenylate
Uoaminase deliciency and 24 coses with 5 ould o
moderale excess of lipid present.

Electrommicroscopic findings

Evidence of mitechondrial abnermalities was present in
40 of the cases (80 %) with the commonest change (scen
in 70 %) being branching and fusion of eristae, produc-
ing “compartmentalisation”. Mitochondrial pleomor-
phism, size variation and occasional focal vacuolation
were detectable in 64 %, together with sccondary lysos-
TGS

Groups of mitechondria, together with the nucleus
and abundant glycogen, were present in 2 sub-sarcolem-
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Fig. L. Pleomarphic milochendna relaled o ||pu|]. 15500

mal position and also scaticred between muscle Obres
with thieir long axis paralle] to that of the fbres. They
showed severe pleomarphism of shape and size {Fig. 1).
Their sizes minged from 0.3 pm to 1 @m oo maxinsem
divmeter, whils the shape was rouded, angulaisd or
sinugus. Expanded arcas of vanable shape were contin-
wous with more conventional long sinuous types. In
some” instances, however, they were prossly ierepular
with pscudopodia-like projections thrown out ar right
angles 1o the main body of the mitochondrion.

The cristae were conventionally transversc in some
cases but in others, longitedinally orientated cristoc

Pz 2s, b Mitoclwdia sliosing vonspiceous congrr imcnalihss
Cian @i H_nu.-utci,, =3 EE)

ai
predominated; in a propontion, both forms were found,
In many mitochondria branching of the cristne was a
prominent feature, such that the intenor of the mito-
chondrion was converted into a serics of compariments
(Fig. 2a, b}, These compartments varicd in appearance,
the mujority beiny rounded although some were angular,
In some instances, they were of a uniform size within a
given mitochondrion, whilst other showed a marked size
variation. Some compariments could be scen to Gl the
whole body of the mitochondrion while others were
confined to the outer membrane area, At the sites where
the branching or fusion of cristic took place there was
some loss of the paralle] arrangement of the membranes
olihe eristuc. No (rue 2ig-zag or coneentnic Cristag were
seen. Mo crystalling or paracrystalling inslusions wene
found and nutochondreol gronules were scanty
Vocuplulion of mitochondria was {requent although
variable in extent. In some cascs there was swelling of
the whale mitochondrion with rupture of the outer
membrancs and continuity of the matrx spacs with the
generil cell cytoplusn, In others, only o portion of the
mitochondron was swollen, centercd quite obviously on
one of the compartments formed as described above
{Fig. 3). Such limitation of the swelling suggested that
those were closed comparments, subjoct to sclective
damage, although it 15 trec to say that usually the rest of
the mitochondrion was also damaged but 10 3 lesser
extent.

Lipid globules were commonly found ranging in size
from 0.2:pm to 3 pm in diameter. They were scattered at
rancdom through the cell or in small groups in association
with the sarcolemnal membranes,

Sccondary Ivsosomes were promincnt in some of the
worst-alfected cases, associated with the mitochondria,
nucleus and plycogen at the cell penphery, The vancd in
size from 0.5 pm 15 3.5 g and inappearance conlaining
lipid of variable density, membranes, granclar debris and
vacuodes. are areas of myolibrillary degeneration were
present where the mitochondria were found with their
lony wxes at pight angles to their normal oncntation as
well as in the more usual positions.

Exzmanation of the 3 contrsl biopsics revealed no
mitochondrial pleomorphism, There was miner size

Fig. 3. Pocul vacunlation i misehiond iin with companeial-
dsmion, = d9 KK
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variation, as expected since both type 1 and type 11 fibres
were examined. Rare focal vacuolation was detectable in
52 %, of very mild degree and not comparmable to the
gross change visible in the patient biopsies. With regard
te compartmentalisation, none of the samples revealed
the severe changes seen in patients with PFS but on
carcful examination, seme oceasional compartments in
a rare mitochondrion could be [ound.

The pleomorphism of the mitochondria tn the
patients” muscle biopsies was in clear contrast 1o the
findings in the normal control biopsics.

Diiscussion

Scientific study of the postviral fatigue syndrome (PFS)
has been bedevilled by the dilficulty in diagnosis and the
absence of ibre necrosis on routine histology. Noncthe-
less, diffuse or focal atrophy of type I fibres has been
reported, and this, although non-specific, docs indicate
muscle domage and not just muscle disuse [9]. In
addition, specialised tests have revealed clectrophysio-
logical [20, 21] and metabolic muscle abnormalities [4, 7]
and recent reports suggest that a persistent local cate-
roviral infection may be present [2, 3. 15).

In the study reported here we found that the mito-
chondria in 80% of the biopsies [rom paticats with PFS
shiowed an vnusual appearance, consisting of branching
and fusion of the cristac which produced the appearance
of comparimentalisation within the organclie.

In general the number of eristac within a mitochon-
drion is thought to reflect its level of activity; normal
muscle mitochondria have more cristae thon those of
liver [32]. Branching and [usion of cristae (comparmen-
talisation) or a honeycomb appearance, along with other
structural abnormalities, are secn at their most frequent
and florid in the mitochendrial myopathics. Indecd,
although net correlating with any specilic metabolic
lestion, defects involving the respiratory chain-or com-
ponents of the encrgy conservation or transducing
sysicms have consistently shown major alicrations in
mitochondrial structure and number [11, 25]. It is
assumed that the usual sequence of metabolic steps is
disturbed in these cases, leading to accumulation of a
metabolitc and attempts at compensation.

The morphological changes which occur in mitochon-
drial myopathies do have one feature in common: they
all represent an increase: the organelles are more
numercus, larger and pleomorphic, developing abun-
dant, branched cristae, show anincreased matrix and ans
surrounded by more and larger triglyceride droplets
[22]. Sometimes crystalline or paracrystalline structures
are found [22]. These changes are similar these we
detected in our cases of PFS except that we found no
inclusions. -

One of the problemsin studying the ulirastrecture of
muscle mitochondria is that similar abnermalitics can be
found, although very rarely, in normal muscle, and can
be indueed experimentally by ischacmia or mitochon-
drial poisons ElEn. 25]. They may also form a minor

fcature of diseases such as muscular or myotonic dystro-
phy or polymyositis, although in these cases, the changes
are overshadowed by other diagnastic features [11, 25].
In muscle, a3 elsewhere, these organelles obviously have
a limited range of responses to injury

What s described in the literature as “non-specific
changes due to cell injury™ [14] have also to be distin-
puished from artefactual injery produced during prepa-
ration.We cxcluded this artefact by collecting the muscle
specilfically for clectron microscopy with no delay in
fixation and processing the samples according (0 a
wll-recognized schedule in a laboratory which handles
some 90 specimens per annum. We also took the
precaution of examining 50 muscle samples, processed
in exactly the same way, from paticnts with no muscle
diseases. The changes we descnibe here were present
only in the muscle samples of the paticnis, never in tho
surrounding connective tissue. In addition, they were
ofien associated with an excess of lipid or with foc of
myelibrillary degencration, features not associated with
preparative artcfact.

We have not yet carricd out any functional studies of
the mitochondria in PFSSbut other workers have
reported mild depression of state 3 respiration rates
using sites I and 11 substrates in two cases [7]. P! nuclear
magnetic resonance tests on patients [4] have shown an
abnormally rapid fall in phosphocreatine during light
aerobic exorcise, similar {o cases of coenzyme Qsodue-
tase deficicncy [26]).

Can mitochondrinl damage follow & viral infection?
The obvious comparison to make is with Reye's syn-
drome, which follows influenza or varicella virus infee-
tion and is charucterized by mitochondria described as
structurally disrupted or abnormal, oddly shaped or
swollen with a dilfuse matrix and loss of cristae. Dense
bodies are absent but peroxisomes are increased [27].
These changes, which are seen in liver and muscle, oecur
in the absence of any inflammation or cell necrosis and
arc completely reversed if or when the patient recovers.
Apart from compartmentalisation, these features ane
gimilar Lo those we deseribe here, Others hove olso
reported  virtually identical mitochondrial damage
{again except for compartmentalisalion) in acute viral
infections of muscle [5, 2B]. We conlirmed these resulis
in a small series of biopsics [rom patients with acute viral
illnesses,

How might a virus produce the mitochondrial
damage shown here? Workers suggested originally that
the Kearns-Sayre syndrome, now shown to be due to
deletions in mitochondrial DNA [24], was due to a viral
infection [31]. Three patients (not included here) whom
we examined and were later confirmed to have mito-
chondrial myopathies, were referred to us originally as
cases of PFS, It is tempting To speculate that a persistent
virus might interfere with mstochondrial DA, leading
to muscle Tatipue.

Mitechondrial disorders are expresscd in other tis-
sues, although becawse of its special metabolic demands
symptoms in muscle may predominate. Similar damage
to the central nervous system might account [or the
psychiatric features deseribed in this syndrome and for
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the hyvpothalamic dysfunction which we have recently

identificd.

In summary. we are not putting forward the muscle

damage found here as specific for PES but suggest our
results show that mitochondrial lesions may be present
in the muscle, that they may explain many of the clinical
and laboratory [eatures and that they sugpest a new way
of investigating the discase.
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Mr T Heatley 18 March 1992
Membership Secretary

Myalgic Encephalomyelitis Associatien

Leicestershire Group

36 Scraptoft Lane

Leicester

LES 1HU

Dear Mr Heatley

I have been asked by the Secretary of State for Social Security to
reply on his behalf to your letter of 5 March 1592 about the entry on
Myalgic Encephalomyelitis (ME)} in the recently published Disability
Living Allowance Handbook.

I can reassure You that both this Department and the Department of
Health recognise Myalgic Encephalomyelitis as a debilitating and
distressing condition affecting many pecple.

The chapter on Chronic Fatigue Syndrome ang Myalgic Encephalomyelitis
in the Disability Handbook was written following careful study of
pbapers and articles on these conditions in several scientific
journals. Drafts of the handbook Were circulated widely among
organisations representing disabled pPersons for consultation before
it was published. The Disability Living Allowance Advisory Board was
also consulted, and met with members of the M.E. Action Group to
discuss the drafting of this chapter. Many of the suggesticons made
by the H.E. Action Group were incorporated intg it. The Board itself
includes eminent clinicians from the whole range of medical
specialties and members who are elther disabled themselves or involved
in the care of disabled people. The Board members therefore have a
wide expert knowledge of disability and its effects on everyday life.

The Handbook acknowledges the two conditions are not fully understood.
It recognises that in some bPersons with Myalgic Encephalomyelitis
there is evidence of persisting viral infections in muscles, with soma
evidence of muscle damage. Hence a physical cause for Myalgic
Encephalomyelitis is recognised. The Handbook does net suggest that
"it is all in the mindv,

The Handbook also recognises that there is as yet no consensus with
Tegards to advice given to sufferers. Some deoctors advise complete
rest, but there is another large consensus of medical opinion which
advocates graded exercise of muscles to assist the return to normal.

—_——— —
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d conditions and th'“'f“"-'

the hypothalamic dysfunction which we hove recently
pdentified.

In summary, we aré not putting forward the muscle

damage found here as specific for PFS but supgest gur
results show that mitochondrial lesions may be present
in the muscle, that they may explain many of the clinical
and laboratory features dnd that they suggest a new way
of investigating the discase.
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Mr T Heatley 18 March 1992
Membership Secretary

Myalgic Encephalomyelitis Association
Leicestershire Group

36 Scraptoft Lane

Leicester

LES 1HU

Dear Mr Heatley

I have been asked by the Secretary of State for Social Security to
reply on his behalf to Your letter of 5 March 1952 about the entry on
Myalgic Encephalomyelitis (ME) in the recently published Disability
Living Allowance Handbook.

I can reassure you that both thie Department and the Department of
Health recognise Myalgic Encephalomyelitis as ga debilitating and
distressing condition affecting many people.

The chapter on Chronic Fatigue Syndrome and Myalgic Encephalomyelitis
in the Disability Handbook was written fellowing carefyl study of
papers and articles on these conditions in several scientific
journals. Drafts of the handbook were circulated widely among
organisations representing disabled persons for consultation before
it was published. The Disability Living Allowance Advisory Beoard was
also consulted, and met with members of the M.E. Action Group to
discuss the drafting of this chapter, Many of the suggestions made
by the M.E. Action Group were incorporated inte it. The Board itself
includes eminent clinicians from the whole range of medical
specialties and members who are either disabled themselves or involved
in the care of disabled People. The Board members therefore have a
wide expart knowledge of disability and its effects on everyday life.

The Handbook acknowledges the two conditions are not fully understood.
It recognises that in some Persons with Myalgic Encephalomyelitis
there is evidence of persisting viral infections in muscles, with some
evidence of muscle damage. Hence a physical cause for Myalgic
Encephalomyelitis is recognised. The Handbook does not suggest that
"it is all in the mind".

The Handbook also recognises that there is as Y&t ne consensus with
regards to advice given teo sufferers. Some doctors advise complete
rest, but there is another large consensus of medical opinion which
advocates graded exercise of muscles to assist the return to normal.

———
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The Handbook describes the care needs and the mobility regquirements
likely to arise from various disabilities and chronic illnesses. It
provides general information about these conditions. It is primarily
intended to help Adjudication Officers in deciding claims to
Disability Living Allowance and Disability Working Allowance. It is
not intended to be used as authoritative information in any other
context.

The Handbook is not intended to be used in preference to evidence
available in individual cases. The introduction to the Handbook (para
1.1.1) clearly explains this.

Entitlement to Disability Living Allowance does not depend on a
particular illness, disease or diagnosis. It depends on each Persons
needs for attention with personal care, or supervision/watching over
to avoid substantial danger, or on the difficulty in getting around
which arises from disablement. Each claim is considered individually,

and is judged solely on whether the eligibility ecriteria applicable
to the benefit are satisfied in that particular case.

The Disability Handbook will be reqularly reviewed and revised. The
Disability Living Allowance Advisory Board, which has the function of
advising on the contents of the Handbock, considers that the best
approach at present would be teo wait and assess the cutcome of claims
to Disability Living Allowance over the next few months before
advising revision of any of the chapters in the Handbook. The Board
will be closely observing the situation. Although there will be no
immediate changes, all representations received will be carefully
considered when the Handbook i=s next revised.

As far as providing information for the medical profession is
concerned, the Department of Health inform me that it is encouraged
by the increased number of informed articles on ME appearing in
professiconal journals and by the number of regional health autherities
approving courses for GPs in ME; the various ME groups do valuable
work in this area too. It is not that Department’s practice, howaver,
to issue clinical guidance to doctors, and, until such time as more
is known about the illness and its epidemiclogy, the Department of
Health does not believe it is in a position to send eut more
authoritative information than is provided already.

Several studies are already taking place into the possible physical
causes of ME, while the Medical Research Council is funding a study
at the Institute of Psychiatry to investigate chronie fatigue in GP’s
attenders. Researchers at the Institute are attempting to find ways
to help ME sufferers cope with their disease and regain their health,
which then can be used in a primary care setting. All evidence
suggests that, whilst the primary trigger may be wviral, the
determinants producing the condition are more complex.
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The source of such a study should not be assumed to imply any pre-
conceived ideas about its likely findings. The Institute’s study is
an initial exercise which will enable us to assess the feasibility of
further studies as well as Providing some information on the
epidemiology of ME. The Department of Health Advises me that it would
wish to have an opportunity to consider the results of that study,
together with any problems eéncountered in carrying it out, before
deciding what further studies are feasible.

Turning now to the payment of invalidity allowance with invalidity
pPension, I can confirm that invalidity allowance has not baen
abolished. However, from November 1985 the amount of invalidity
allowance payable hasz either been reduced or extinguished by the
amount of any additional Pension and/or guaranteesd minimum pension
also due.

There is alsc a change in the calculation of the amount of additional
Pension payable where entitlement to basie invalidity pension starts
on or after 6 April 1992. From this date no entitlement to additional
pension will arise an @arnings paid after the 1990/91 tax vyear.
However, all existing rights are preserved. All earnings between
1978/79 = the first tax year to count in the calculation of additiona]l
pension - and 1590/19%51 (both years included) will continue te count
for additional pension entitlement. The earnings for these tax years

will also be adjusted to keep pace with the general rise in earnings.

The Secretary of State is grateful for the SpPpertunity to explain the
position.

Yours sincerely

VAL WIDDICOMBE
DLAAB SECRETARIAT
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Lewis Hunn From: Val Widdicombe
A3C DLAAR Secretariat
Room 11/39 ADI Room 11/39% ADI

Date: 18 March 1992

LETTER FROM ME ASSOCIATION = LEICESTERBHIRE GROUP
Many thanks for your helpful notes concerning IVA.

I have incorporated your suggested contribution on this matter
in my reply, a copy of which is attached for your reference.

VAL WIDDICOMBE
Ext 2BOS56
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Mrzs V Widdicombe From: Lewis Nunn A3C
AAB(Sec) Date: 18 March 1992
Room 11-39%9

Adelphi

Letter from MYALGIC ENCEPHALOMYELITIS ASSOCIATION (Leicestershire

Group)
1. Thank you for letting me see the letter from the above
ASsocliation.
2. A contribution towards your reply is attached.

3. As you will see invalidity allowance (IVA) has not been
abolished. The only recent change in the amount of IVA payable
occurred in November 1985, almost 2 vyears befors the 1987

election.

4, The only major change to IVB since the last election has
been the curtailment of additional invalidity pension (AP) for
new claims starting on or after 6 April 1992. I wonder if this

is what the writer is on about? In case it is, I have menticned
this change in my contribution.

-1 Because we are in between Governments I have kept my
contribution factual, and not gone into the reasons behind the

changes.

L ¥ Nunn
Room 11-39
Adelphi
Ext 28081
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Turning now to the payment of invalidity allowance with
invalidity pension, I can confirm that invalidity allowance has
not been abolished. However, from November 1985 the amcount of
invalidity allowance payable has either been reduced or
extinguished by the amount of any additional pension and/or
guaranteed minimum pension alsc due.

There is alsc a change in the calculation of the amount of
additional pension payable where entitlement to basic invalidity
pension starts on or after & April 1992. From this date no
entitlement to additional pensicn will arise on earnings paid
after the 1990/91 tax year. However, all existing rights are
preserved. All earnings between 1578/79 - the first tax year to
count in the calculation of additional pension - and 1990/91
(both years included) will continue to count for additional
pension entitlement. The earnings for these tax years will also
be adjusted to keep pace with the general rise in earnings.

e e . e e e
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Date:

B2 MAR 127

TREAT OFFICIAL CORRESPONDERCE

The sttached correspondence hes been received in Privete Office.
Fleese acknowledge immediately and send an official reply indicating -
thet the Minister has sskef you to reply. . -

If it leter trenspires thet this is not for your Agency,
to the appropriste sectien or division. . sency. plesze pass

If it is for snother Department, plesse trensfer to the Private
Office of thet Depertment. It is not necessary to inform Private
Office of the transfer.

L——J{ﬁuﬂ{_w—

Leoise Peccer

Private Office
Correspsndence EBection
Fichmond House

Foom 239
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MYALGIC ENCEPHALOMYELITIS AS50CIATION
GROUP

LEICESTERSHIRE GROUP
Address:
Mempership Secretary:
36, Scraptoft Lanme,
= LEICESTER
| LES 1HU
Tel: 766998

Mr Tony Hewbon,

secretary of State for i P
Social Security,

House of Commons,

LOMDOK SWLA OAA

5th March 1992

Dear Mr MNewcoon,

M.BE. Definition Errors in the DLA Bandbook

I have just received a copy of the contentious paragraph of the DLA handbook
(enclosed) in which it is quite apparent chat rather than trying to extend
the social security benefits for pecple you are in reality deliberately
attempting to disgualify many thousands of people who would currently be
entitled to mobility and other benefits. Since you have been well-briefed by
M.E. Associations both nationally and locally this political ploy is nothing
short of frand and is an attempt to mislead doctors and adjudicators.

AS you must well know by now, the reason that sufferers are fearful of the
consequences of walking is because from past experience they KHOW the
consequences. The question is not merely to do with muscle power but equally
with the devastating effect on subsequent energy levels that walking will
have, and in that I mean the high risk of major relapse lasting over a period
of weeks or months, Since this scenario is similar to that of heart

patients wny is it so difficule for you to understand? As exercise is
believed to increase virus replication (the cause of M.E.) is it no wonder
that pecple don’t want to be made worse by aggravating this. Brynmoor John,
one of your ex-colleagues, died as a result of doing too much while trying to
recover from M.E. Surely this is a lesson Eo You.

orie of my members last year in a desperate attempt to exercise her way out of
the rut she was in decided to walk 20 yards to the corner of her road and
back to her house. This she achieved guite successfully. However, later in
the day she became quite ill and the next day had gone into a severe relapse.
This unfortunately is all too common an occurrence. I am amazed and

appalled at the number of wheelchair sufferers and desperately ill people
that have recently been turned down for benefit. BExploiting the sick by
rigging the health criteria for benefits is as low as any politican can get
particularly when he is trying to convince the electorate ctherwise. Many
M.E. sufferers will remain housebound because of this.
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12.5.2 CHRONIC FATIGUE SYNDROMES AND
MYALGIC ENCEPHALOMYELITIS

1 2 22 ﬁgrearden!nfha!p may be expected by, and is often given o, a sulfercr from
CFS or ME. Sufferers are sometimes advised to 1est completely but muscles
which are not used detericrate rapidly. There is however another school f
thought which advocates graded exercise of muscles o assist the rewrn o
normal muscle function and power. In some studies of people alfecied by
chronic fatigue syndromes objective tests of muscle power have shown it 1o
Le normal or near normal. A person affected by these syndromes may
thereforz be able to atiend to bodily functions without the assistance of
another but each case must be considered in the light of the available
evidene.

12.4 Mobility considerations

v I sume controlled dlinical swidies people with chronic [arigue syndromes
- & hawe been shown 10 have adequate muscle power. They may however f
' refrain from walking because they are fearful of the consequences,

12.5 Additional sources of evidence

A rcport by an Examining Medical Practitioner may greaily assist in ielping
the alfected person properly identify the level and extent of care and
mobility needs.
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Mol
15 Queen Victoria Road, Redland, Bristol BS6 7TPE (Tel 0272 - T3R317)
Registered Charity. No. 900619

March 25 1992

Dr J Metters
Deputy Chief Medical Officer
Richmond House

79 Witehall ae De CasTalale
LONDON SW1 : _‘hr, Ayl esoansy

iy
Dear Dr Metters, Jﬁﬁ?
I am writing to confirm our meeting at 3.30 pm on Monday next
{March 30th). I understand that Dr Castaldi and Dr Aylward
from the DSS will be present.

Three doctors will be coming with me, Dr Charles Shepherd,

Vice President of the ME Asscciation, Dr Anne Macintyre, ME
Action Campaign and Dr Derek Pheby (Westcare - Director of

the Cancer Epidemiology Unit, University of Bristol).

In order to have a fruitful discussion, we ask that up to one
hour thirty minutes should be available for the meeting. I do
hope that it will be possible to make progress on the issues
which we are bringing to your attemntion.

Yours sincerely,
Plod S,

RICHARD SYKES

g

WESTCARE aims 1o make available information sbout M.E. {Myalgic Encephalomyelitis) and similar conditions and to help in
the provision of services and care for ME sufferers in Bristol and the West of England.
Diirector Richard Sykes M.A. (Cantab) PhD., C.Q.5W.
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APPENDIXE
CORRESPONDENCE

CORRESPONDENT DATE
Hestcare 11.11.%1
ME Action Campaign 30.10.91
Westcare 14.09.91
International Federation of ME Associations 06.09.91
ME Action Campaign 04.09.91
ME Association 28.08.91

Royal Association for Disability and Rehabilitatien 23.08.91

Standard letter from the general public

April 8l

produced by ME Association and ME Action Campaign

ME Association
ME Association
ME Action Campaign

Dr G A Jamal

l8.08.90
20.08.90
16.03.90

08,03.90

Dept of Neurolegy, University of Glasgow

Dr Anthony Pelosi MSc MRCP MRCPsych

29.02.90

Dept of Psychiatry, University of Edinburgh (probably 01,03.90)

ME Association
ME Action Campaign

ME Association

12.06.89
25.10.8B9

23.12.88
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Thank you for your letter of on behalf of
about the entry on Myalgic Encephalomyelitis (ME)
in the recently published Disability Living Allowance Handbook.

I c=an reassure you that both this Department and the Department of
Health recognise Myalgic Encephalomyelitis as a debilitating and
distressing condition affecting many people.

The chapter on Chronic Fatigue Syndrome and Myalgic Encephalomyelitis
in the Disability Handbook was written feollowing careful study of
papers and articles on these conditicns in several scientific
journals. Drafts of the handbook were circulated widely among
organisations representing disabled persons for consultation before
it was published. The Disability Living Allowance Advisory Board was
also consulted, and met with members of the M.E. Action Group to
discuss the drafting of this chapter. Many of the suggestions made
by the M.E. Action Group were incorporated into it. The Board itself
includes eminent clinicians from the whole range of medical
specialties and members who are either disabled themselves or involved
in the care of disabled pecple. The Board members therefore have a
wide expert knowledge of disability and its effects on everyday life.

The Handbook acknowledges the two conditions are not fully understood.
Tt recognises that in some persons with Myalgic Encephalomyelitis
there is evidence of persisting viral infections in muscles, with some
evidence of muscle damage. Hence a physical cause for Myalgic
Encephalomyelitis is recognised. The Handbock does not suggest that
"it is all in the mind".

The Handbook also recognises that there is as yet no consensus with
regards to advice given to sufferers. Some doctors advise complete
rest, but there is another large consensus of medical opinion which
advocates graded exercise of muscles to assist the return to normal.

The Handbook describes the care needs and the mobility requirements
likely to arise from various disabilities and chronic illnesses. It
provides general information about these conditions. It is primarily
intended to help Adjudication Officers in deciding claims to
Disability Living Allowance and Disability Working Allowance. It is
not intended to be used as authoritative information in any other

context.

The Handbook is not intended to be used in preference to evidence
available in individual cases. The introduction to the Handbook (para

1.1.1) clearly explains this.

Entitlement to Disability Living Allowance does not depend on a
particular illness, disease or diagnosis. It depends on each persons
needs for attention with personal care, or supervision/watching over
to avoid substantial danger, or on the difficulty in getting around
which arises from disablement. Each claim is considered individually,
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and is judged solely on whether the eligibility criteria applicable
to the benefit are satisfied in that particular case.

The Disability Handbook will be regqularly reviewed and revised. The
Disability Living Allowance Advisory Board, which has the functien of
advising on the contents of the Handbook, considers that the best
approach at present would be to wait and assess the cutcome of claims
to Disability Living Allowance over the next few months before
advising revision of any of the chapters in the Handbook. The Board
will be closely observing the situation. Although there will be no
immediate changes, all representations received will be carefully
considered when the Handbook is next revised.

As far as providing information for the medical profession is
concerned, the Department of Health inform me that it is encouraged
by the increased number of informed articles on ME appearing in

professional journals and by the number of regional health authorities’

approving courses for GPs in ME; the various ME groups do valuable
work in this area too. It is not that Department’s practice, however,
to issue clinical guidance to doctors, and, until such time as more
ie known about the illness and its epidemiology, the Department of
Health does not believe it is in a position to send out more
authoritative information than is provided already.

Several studies are already taking place into the possible physical
causes of ME, while the Medical Research Council is funding a study
at the Institute of Psychiatry to investigate chronic fatigue in GP’'s
attenders. Researchers at the Institute are attempting to find ways
to help ME sufferers cope with their disease and regain their health,
which then can be used in a primary care setting. All evidence
suggests that, whilst the primary trigger may be viral, the
determinants producing the conditien are more complex.

The source of such a study should not be assumed to imply any pre-
conceived ideas about its likely findings. The Institute’s study is
an initial exercise which will enable us to assess the feasibility of
further studies as well as providing some information on the
epidemiology of ME. The Department of Health advises me that it would
wish to have an opportunity to consider the results of that study,
tegether with any problems encountered in carrying it out, before
deciding what further studies are feasible.

I am grateful fer the opportunity to explain the position.
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Dr castaldl oCMa From: Dr J 8 Metters DCOMO
3 HErGh 1993
Copies to: Dr Aylward
Hr Padwick
Dr Hicholas

SECRETARY OF STATE FOR HEALTHE'S CONSTITUENCY CASE :
FROVISION OF SERVICES FOR CARE OF ME SUFFERERS IN THE SOUTH WESTERN ARER

1. Thank you for your minute of 27 February. I am grateful for your offer
to join me for the meeting with Westcare's representatives. It would be
helpful if Dr Aylward can alsoc join us.

2. I am asking my secretary to find a mutually convenient day for Dr Sykes
and his colleagues to meet us.

e HelaLorpry o

J 5 METTERS
Room 509%
Rich=mend Bousa

314/ real
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Dr Castaldi oMp From: Dr J & Metters poMo
J March 1997

Copies to: Dr Aylward
Mr Padwick
Dr Richolae

SECRETARY OF STATE FOR HEALTH'E CONSTITUENCY CASE ¢
FROVISION OF SERVICES FOR CARE OF HE SUFFERERS IM THE SOUTH WESTERN ARER

1. Thank you for your minute of 27 February. I am grateful for Your offer
to join me for the mesting with Westcare's Tepresentatives. It would be
helpful if Dr Aylward can also join us.

2 I am asking my secretary to find a mutually convenient day for pr Sykan
and his colleagues to meet ug,

e ’y“'/%i":ﬁi?f“’

J B METTERS
Foom 509
Richmond Houss

314/YdeE
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Dr J § Metters DCMO From: Chief Medical Adviser
Date: 27 February 1992

Copy: Dr M Aylward BAMS-3
Dr Padwick
Dr HNicholas

SECRETARY OF STATE FOR HEALTH'E COHSTITUERCY CASE: PROVISION OF
SERVICES FOR CARE OF ME SUFFERERS IN THE SOUTH WESTERH AREA

1. Thank you for sending me the papers about this subject.

2. I would be happy perscnally to accompany you to meet
Westcare’s representatives, although I would like to bring along
Dr Aylward the PMO who has been very actively invelved in the
development of the new Disability Living Allowance. He was
involved especially in the process of consulting a large number
of special interest groups on a wide variety of subjects.

¥

P CASTRLDI
FRH 211 EXT 23286
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br castaldi From: Dr J B Metters DCHO
FRH 213 24 February 1952

Copies to: Mr Fadwick
bDr Wicholas

SECRETARY OF STATE FOR HEALTH'ES CONSTITUENCY CASE : PROVISION OF SERVICES FOR
CARE OF ME SUFFERERS IN THE SOUTH WESTERN ARER

1. You will wigh to see these papers which begin with a letter from
pr Richard sykes dated 15 January. Dr Sykes is Director of "Westcare”, a
charity concerned with Myalgic Encephalomyelitis.

2. The Secretary of State has asked that direct contact be established with
*Hestcare®™ to discusse some problems about ME-related matters in the Sidmouth
arefi.

3. It has been agreed that I and a "Senior Social Security Poctor™ should

mest Westcare's representatives. I would appreciaste your advice about which
penior social security doctor should join me for this meeting.

. yﬂfff_{i";?f“{fﬁ

J & METTERS
Room 509
Richmond Bouse

283/vdes
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Dr P. Castaldi DMS From: Dr M. Henderson
Room 211/212 Secretary DLAAB
Friars House

Dr M. Aylward PMO Date: 5 March 1992

Secretary of State for Health’s Constituency Case:
Provision of Services for care of ME sufferers in the
South Western Area.

a I I have been dealing with various items of Parliamentary
correspondence in relation to the Disability Handbook and M.E.

2. The enclosed data may be of use to you as briefing for your
forthcoming meeting with Westcare. It includes the official
line taken by the Department of Health on various issues.

3. The line which I have taken on the Disability Handbook has
been approved by Professor Marshall on behalf of the DLAAE.

4. Pleasg let me know if there is any further information which I
can provide.

Mhosn. Hosidviwss

DR M. HENDERSON
ROOM 11/26
ADELPHI

EXT 28794
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' on behalf

Thank you for your letter of
of about the entry on Myalgic
| Encephalomyelitis (ME) in the recently published Disability Living

Allowance handbook.

| I can reassure you that both this Department and the Department of
Health recognise ME as a debilitating and distressing condition

affecting many people.

The chapter on Chronic Fatigue Syndrome and ME in the disability
handbook was written follewing careful study of papers and articles
on these conditions in several scientific journals., Drafte of the
handbook were circulated widely among organisations representing

| digabled persons for consultation before it was published. The

| pisability Living Allowance Advigory Board was also congulted, and
met with members of the ME Action Group to discuss the drafting of
this chapter. Many of the suggestions made by the ME Actlon Group
were incorporated into it. The Board itself includes eminent

| clinicians from the whole range of medical specialties and members
who are either disabled themselves oOT involved in the care of

I disabled people. The Board members therefore have a wide export
knowledge of disability and its effects on everyday life.

The handbook acknowledges the two conditions are not fully
understood. It recognises that in some persons with ME there is
evidence of persisting viral infectiong in muscles, with some
avidence of muscle damage. Hence, a physical cause for ME is
recognised. The handbook does not suggest that “it is all in the

mind”® .

The handbook also recognises that there is as yet no consensus with
regards to advice given to sufferers. Bome doctors advige complete
regk, but there is another large consensus of medical opinion which
advocates graded exercise of muscles to assist the return to normal.
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The handbook describeg the care needs and the mobility regquirements

likely to arise from various disabilities and chronic illnesses. It
provides general information about these conditlioms. It is

primacily intended to help adjudication officers in deciding claims

to Disability Living Allowance and Disability Working Allowance. It

is not intended to be used as authoritative informationm in any other |
context.

The handbook is not intended to be used in preference to evidence
available in individual csees. The introduction to the handbook
(para 1.1.1) clearly explains this.

Entitlement to Disability Living Allowance does not depend on a
particular illness, disesse or diagnosis. It depends on each
person‘s needs for attention with personal care, oOr
supervision/watching over to avoid substantial danger, or on the
difficulty in getting around which arises from disablement. Each
claim is considered individually, and is judged solely on whether
tha eligibility criteria applicable to the benefit are satisfied in
that particular case.

The disability handbook will be regularly reviewed and revised. The
Disability Living Allowance Advisory Board, which has the function
of adviging on the contents of the handbook, considers that the best
approach at present would be to wait and assess the outcome of
claims to Diability Living Allowance over the next few months before
advising revision of any of the chapters. The Board will be closely
obsarving the situation. Although there will be no immediate
changes, all representations received will be carefully considered
when the handbook i3 next revised.

The other issues raised concerning research and information on ME
are the responsibility of the Department of Health , to whom I am
copying this correspondence for separate consideration.

T am grateful for the opportunity to explain the position.
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1. Mr Sharpe From : R M Freeman HP(A)3B
X Mr I Jones Date : 27 February 1992
Parliamentary cc : Dr Henderson DSS
Dr Hilton HP(M)
Mr Wilson

EARLY DAY MOTION 759 : MYALGIC ENCEPHALOMYELITIS

I attach a line to take - provided by Dr Henderson (DSS) - plus
background notes on the three points made in the EDM.

R M FREEMAN

ARER 425
WELLINGTON HOUSE
EXT 24178
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LINE TO TAKE

The relevant chapter in the Disability Handbook was written
following study of relevant scientific papers and consultasion
with the Disability Living Allowance Advisory Board and The
ME Action Group. The Handbook does not suggest that ME is
all in the mind. The Handbook provides general informatien
about care needs and mobility requirements resulting frem
disabling conditions, but each claim to benefit is decided on fire
basis of the individual circumstances of that claim. |

c il ote

The Disability Handbook has been written by senlor medical staff of the Benefits
Agency Medical Services. The Disability Living Allowance Advisory Board,
comprising a wide range of experience of disablement and rtise In managing
it, was extensively consulted. Many organisations in in the care of the
disabled, including the ME Action Group, were consulted.

The Disability Handbook is primarily intended for Adjudication Officers of the
Benefits Agency, who determine eligibility to DLA. It is not Intended to be used
In preference to the evidence available in individual claims, each of which must
be considered on its own merits.

The Disability Living Allowance Advisory Board, which has the function of
advising on the contents of the Handbook, considers that the best approach at
present would be to wait and assess the outcome of DLA claims over the next few
months before advising any revision of the Handbook.

It 1s not the Department's practice to issue clinical guidance
te doctors; that is a matter for the medical profession.
However, we are encouraged by the increasing number of
informed articles on ME appearing in professional journals and
by the number of Regional Health Authorities APProving courses
for GPs in ME;: the various ME groups do valuable work in thig
area too.

The Medical Research Council. is funding a study at the
Institute of Psychiatry to investigate chrenic fatigue in general
practitioner®s' attenders. The Institute's study is an initial
exercise which will enable us to assess the feasibility of
further studies as well as providing some information on the
epidemiology of ME. We would wish to have an opportunity to
consider the results of that study, together with any problems
encountered in carrying it out, before deciding what further
studies are feaszible,
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To ﬂﬁ.%ﬁ?@?f{.. ----- From: Eva Davison (PRO)
WeRI3E ... Date: Si!l:ﬁlqﬂ._
M U0 el
Please find attached a copy of your new standard
lettar /paragraphs about:- 3
| Minister has approved
[vff Minister has approved with amendments
[} Minister would like s redraft
[ ] Your amepdrents have been incorporated
Your standard is called ...J?ﬁg ............ and this must be

gquoted clearly on all drafts.

If you are using paragraphs ycu must also guote the nuzber of
the paragraph.

Flease check the draft YERY carefully for errors and notify me
if any amendments are necessary. Held on to any yellow
Jjackets relating to this standard until all amendments have
been made and checked.

If any of your yellow jackets are coming up te, or are past,
their due date please sand pe a list of the numbers.

Thank you

Eva Davison
Correspondance Section
Foem 226 Ext 5075
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ME
MYALGIC ENCEPHALOMYELITIS
WILSON
HP(A)3B ROOM 402
WELLINGTON HOUSE
EXTENSION 24177
292
ME1

mduphrmthmianﬁng}mmm{CFS}deﬁ]gjﬂMmﬂmmuﬂm
Disability Handbook was written following careful study of papers and articles on these
conditions in several scientific journals. Drafts of the bandbook were circulated widely among
organisations representing disabled persons for consultation before it was published, The

Disability Living Allowance Advisory Board was also consulted, and met with nembers of the “q
ME Action Group to discuss the drafting of this chapter. y of the suggestions made by the

ME Action Group were incorporated into it. The Board itself includes eminent clinicians from

the whole range of medical specialties and members who are either disabled themselves or

imvelved in the care of disabled people. The Board members therefore have a wide expent
knowledge of disability and its effects on everyday life.

ME2

The Handbook acknowled two conditions are not fully understood. It recognises that in
some persons with ME there is evidence of persisting viral infections in muscles, with some
evidence of muscle damage. Hence 2 physical cause for ME is recognised. The Handbook
does pot suggest that it is all in the mind®.

ME3

The Handbook also recognises that there is as yet no consensus wail-regardsto-advice given to ﬂl/
sufferers. Some doctors advise complete rest, but there is another large consensus of medical
opinion which advocates graded exercise of muscles 1 assist the return to normal.

ME4

The Handbook describes the care nesds and the maobility requirements likely 1o arise from
various disabilities and chronic illnesses. It provides general information about these
conditions. It is primarily intended 1o help Adjudication Officers in deciding claims 1o
Drisability Living Allowance and Disability Working Allowance. It is not intended 1o be used
&s authoritative information in any other context.

MES

The Handbook is not intended to be used in preference to evidence available in individual cases.
The introduction of the Handbook (para 1.1.1) clearly explains this.
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MEG

Enﬂﬂmmwﬂiuhﬂﬂyuﬁnzhﬂumdmnmd@mﬂm.wﬁwhm“.ﬂnnw
dizgnosis. Itmm:m'nmfwm.umﬁmmmmmw,
or on the difficulty in petting around which arises from disablement. Each claim is considered
individually, and is judged solely on whether the eligibility criteria applicable to the benefit are
satisfied in that particular case.

MET

The Disability Handbook will be regularly reviewed and revised. The Disability Living
mmmﬂmﬂ.whkhhuhmﬁmﬂmﬁumﬂumudlh ' |
Handbook, considers that the best approach at present would be to wait and assess the outcome
of claims to Disability Living Allowance over the next few months before advising revision of
mynfﬂu:[‘mptn‘iiﬂlhtﬁﬂdhﬁﬂh The Board will be closely cbserving the sifuation.

there will be no immediate changes, all representations received will be carefully
considered when the Handbook is pext revised.

MES

As far as providing information for the medical profession is concerned, we are encouraged by

the increased number of informed articles on ME appearing in professional journals and by the

number of regional health authorities approving courses for GPs in ME; the various ME groug/ 54

do valuzble work in this ares too. It is not the Department’s practice, however, to issue

clinical guidance to doctors, and, until such time as more is known about the iliness pf its and//
,[dnnmhﬂim‘:dulﬂtb:paﬂmn‘nhlnlpmiﬁnnhﬂdmimm

authoritative information than is provided already.

ME?

Swuﬂmﬂumﬂmﬂyuhﬂpumhmmﬂeﬂwﬁmlmmﬂhﬁ,m:ﬂuMnﬁw
Research Council is funding & study at the Institute of Psychiatry to investigate chronic fatigue
in GP"s attenders. Ressarchers a1 the Institute are attempting to find ways to help ME sufferers
cope with their disease and regain their bealth, which can then be used in a primary care
setting. All evidence suggests that, whilst the primary trigger may be viral, the determinants
producing the eondition are more complex.

MEID

The source of such a study should not be assumed to imply any pre-conceived ideas about its i
likely findings. The Institute's study is an initial exercise which will enable us to assess the '
feasibility of further studies as well as providing some information on the epidemiicRy of ME. K

We would wish to have an opportunity to consider the results of that study, together with any
problems encountered in carrying it out, before deciding what further studies are feasible.

¥ £pifemiolagy i

w¥ TOTAL PARAGE.BAS ==
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Dr J 5 Metters DCMO From: Chief Medical Adviser
Date: 27 February 1992

Copy: Dr M Aylward BAMS-3
Dr Padwick
Dr Micholas

SECRETARY OF STATE FOR HEALTH'S COHSTITUEHCY CASE: PROVISION OF
SERVICES FOR CARE OF ME SUFFERERS IR THE S0UTH WESTERE ARER

1. Thank you for sending me the papers about this subject.

o g 1 would be happy personally to accompany you to meet
Westcare's representatives, although I would like to bring along
Dr Aylward the PMO who has been wvery actively invelved in the
development of the new Disability Living Allowance. He was
involved especially in the process of consulting a large number
of special interest groups on a wide variety of subjects.

"

P CASTALDI
FRH 211 EXT 23286

- - - - ~ ] ik = e e ——— e e — -
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Dr Castaldi From: Dr J 5 Hetters DCHO
FRE 213 24 Pebruary 1992

Coples to: Mr Padwick
br Hicholas

SECRETARY OF STATE FOR HEALTH'S CONSTITUENCY CASE : PROVISION OF SERVICES FOR
CRRE OF ME SUFFERERS IN THE S0UTH WESTERN AREA

1s You will wish to see these papers which begin with a letter from
pr Richard Sykes dated 15 January. ODr Sykes is Director of *Westcars®, a
charity concerned with Myalgic Encephalomyelitis. '

2. The Secretary of State has asked that direct contact be established -u-j.ti:
“Westcare® to discuss some problems about ME-related matters in the sidmouth
ACea .

3. It has been agreed that I and a "Senior Sseial Becurity Doctor” should

meel Westcare's representatives. I would appreciate your advice about which
senicr social security doctor should join me for this meeting.

. y‘v“fﬂ—ég_**?fﬁ“

. J & METTERS
..h'..' e ! Room 509
: Riehmond Houasa

FLEFRE




1| 2| ems The National Archives TR, = —

Ref.: 54""!"' Fl'f.lrfl’ 55'555.1{

Please note that this copy is supplied subject to the Nati i
' ional Archives” fe it
use of it may be subject 1o copyright restrictions. Further iﬂfﬁﬁ:ﬁﬁﬂ:“:}::’;ﬂlﬂlllﬂmm that your

Cﬂn'di'iﬂﬂﬁ of jup-I:IE}r al the mtim AI'-I:hi'ut*' IHHE‘= i thee 'r'm'lj And

AG—] 2
g AThe National Archives

LETTERCODE/SERIES 8 N / '4 ||'
Extract/ltem _:"ll:_ ] _.i_f_ ________________
Extract/itern Details: Initial & Date
[P O — page(s)
o L Sub folder
Closed under FOI Exemption(s)

Section: 40 [r.‘?_\H—-(@'l %LP\

Closed until: o) O 7 & 2:{;\5\ |




The National Archives | ins! 1] U

1| Elcms

ref: DN WL /|

S50 885 H

Flease note that this copy is supplied subject to the National Archives terms and conditions and that your
wie of it may be subject Lo copyright restrictions. Further information is given i the Terms and

Cenditions of supply of the National Archives’ leaflets

This extra condition
appias lo claims for
Cruidren up o age 16

Making a fresh claim

The special rules

The rates of the
arowance

The law aboul
Aliendance Allowance
reviews

To be entitied fo Atiendance Aliowance, 8 person must be so .

he requires rom another person, frequent atiention
wﬂmhmmmmmm
unctions:

o

MMMMMWWW
throughout the day in order to avoid substantial
danger 1o himsel! or others;

At night — ha requires from another person prolonged or repeated
ahention in connection with his bodily functions;
or
N Order lo avoid substantial danger to himsedf or
others he requires another person 1o be awake for a
prolonged period or at frequent intervals for the
purpose of walching over him.
In the case of children, the attention or supenvision or walching over
they require must be substantially in excess of that normally required
by a child of the same age and sex. (Social Securily (Attendance
Allowance) (No 2) Reguiations, regulations &{1) and &(2))

Tumﬁyrmmmmmwummmmwwmﬂ
the medical conditions for at least 6§ months,

If you make a fresh claim for Attendance Allowance you may not

havﬁtnwiilﬁmmmmﬂyagﬁnﬂihammnmﬁuunl
anendance neads in issue within the past 2 yaars.

The allowance can be paid to a person {including a child under 16)
who, al the dale of claim, sufiers from a progressive diseasa and
whose death, in consequence of thal disease, can reasonably be
expected wittun 6 months.

Il you are claiming under the special ruies, you do not need 1o
satisfy the 6 month qualifying penod.

There are 2 rates of Attendance Allowance. The lower rate is
payable il you need a lot of help duning the day or the night.The
hugher rate is payable ff you need a lol of help during the day and
e righl or il you salisfy the special rules.

The law about Aftendance Allowance reviews is set out 1n Social
Secunty (Adjudicaton) Regulaions 1986 (Regulatons 38 and 39)
and the Social Secunly Acl 1975, Section 106(1). You can find
copees of these at your Soeial Secunly office, a Ciizens Advice
Bureau, main Library of local law cenire.

ul P —— sy
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15 Quech Vicioria Roag, Redland, Bristol BS6 TPE (Tel. 0272 - 738317)

Registered Charity No.%00619

21 February 1992

| '..'.”':';.;
Dr J Metter e el
' "Deputy:Chi'sf Medical Dfficers
- Richmond sHouse "'
79 WHitehs®1i . -

gy T oy,
LDHBB b %H'l SRR o |
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kR I, T |
| BT o P |
| agde = R Yol e
i Dear Dr Metters, -* igh 0 R ok raot [
- > ¥ L o e i 5 & .

: i = oy, B2 .

Thank yous very much ‘for yoyr' 'phgne-eall this gfrernoon.
T Rl iy : 4 L

As- gsuggested o ghé“”ﬁﬁﬁﬁéf‘cnpieq of the papers being

sent to MrpsWalfegrave are enclosed herewith.

o HO
I shall be awvay. next weekvbut I look forward to a meeting
in the near fiofyre.™
% T -.a-": - _-' -."'_"‘.:l".:'
Yours Eiﬂt!ftl%h'g~““¢
. x I_E".F .
Rochovd Sephan P4
RICHARD SYKES .4avd
' sy

-

E

CrE

et

g2

fencs. TR

g
T
T
gAY .;.:::-':**' N !
..ﬂaﬂéiaﬁﬁﬁk“ |
(P S, L L N et
e RN
e il i 1."._1:..' )
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Etcephalodiyelitis) end similar conditions andtabelpin
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Weatcane

15 Queen Victoria Road, Redland, Bristol BS6 TPE (Tel 0272 - 738317)
Registered Charity No.900619

17 February 1992

Corinne Short

cditor

HMHedical Moniteor

The Quadrant

118 London Road
EINGSTON-UPON-THAMES
Surrey KT2 6QJ

Degar Hadam,

Qur registered charity Westcare has been providing medical and
counselling support for people with Post Viral Fatigue
SyndromeS M.E., for the past 24 vears. Our experience is quite
the reverse of that expressed by the anonymous doctor

{14 March). What we encounter is genuine disability, often
severe, and great suffering.

Qur knowledge of patients is derived from working with them

over extended periods and there are many reasons for believing
that what they tell us is truve. Before their illness they had

no need or desire for an "escape route". When ill they feel
intense frustration (mot relief that they no longer have to
work). Periods of remission bring tantalising joy (not
despondency that their excuse for avoiding their problems has
gone). Those that recover are delighted to be able to work again
and put the misery of the illness behind them.

We would be glad to share our experience with the anonymous doctor
and with any other doctor who wishes to learn more about this
complex illness. We find it sad that the vricter has chosen to
dismiss and deride patients with M.E.: they have enough to endure
already.

Yours sincerely,
Rackanel Lben

RICHARD 'SYKES M.A. Ph.D
Director, Westcare.

WESTCARE alfms to make availabie information about M.E. {Myalgic Encephabomyelitis) and similar condilions and to help in
P iyt e i, i o i o TR, g M o, Tl et B WM TRt o
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DEDALKYMPLE'S DILEMMAS

L T T T T I T T b L L L L T T Y T ] L LT

tw right to cut them Published keriers will receive an honoesrium of
Emhﬁuu%ﬂﬂmﬁm,ﬂdumm

Quadrant, 118 London Road,

Mwm

z Q. Letwers can abo be senit by faue 081541 4746

Myalgic encephalomyelitis

— my eye

ME 5 a disease o A short time ag, 1 published an
who :ﬁﬁh&ﬂm : f":, 'ﬂl M:::u:; vy
classes escaping and — unlike real discases —
on the back of s ntclecnue middle s
Yuppie flu’ To my surprise, | received

sored ol letters from sufferers:
despite the fatigue which had
i prevented them from going 1o
work, washing up, :inppf.rlg
snd so on, they managed 10
write several pages of impas-
ﬁnni:d prose.
went 1o a 5y wm on
the illness (if tha im: it is)
tast week. As the paricipans
cred just before it began, |
eard anxiously whispered
questions among them as they
tentatively sounded each ocher
out; ‘Do you believe in it?" Care
had 10 be exercised, because rwo
sufferers were in the audience,
pale and thin-lipped h::li:; af
vengeful appearance, waiting 10
pounce neurasthenically on
those who dared 10 t that
their sufferings were than
virally induced.

From dme 1o time | see
cases of ths mysteriows condi-
tion, and in my heart of hearts |
believe it to be a sickness not of
the bady but of the spirit. | am
rarely the first doctor the suf-
J[ﬂv.-rs h:\iz ‘consulted: more

wently I am the 46¢h.
man“ patients come armed
with sheaves ol papers, .
bxs, documents and so forth 1o
persuade me that there was
never suffering Like theirs, and
that it is viruses that cause it
The whole episode is more Lke
an amempt at religions conver-
sion than 3 nermal consultation,

"What's your position on
ME? they sy, more like an ac-
cusation 3 QUESTIGN.

‘I don't think ME is incom-

26/ Medical Monitor/14 February 1992

patible with a long life," I re-
mark, as mildly and dryly 15 | can
Quite often | am ed a

photocopied page of lsborsary
results, in the way that candi-
dates for rather miner posiGons
hand over educatia certifi-
cates or personal testimonials,
The resulis are of LEftx
ordered by doctors convinced of
the :aﬂ?« of ME (by reality |
mean, of course, the physical
CamsatIon ),

60 iy experience of
ME sufferers is that

they suffer
triwmpbantly, and
that their claim that
the disease bas
rutned their lives is
not to be believed 99

The antibody rests demen-
strate that ar some mme in the
ast the pavient has been in-
ected with one or several
viruses, The presence of these
antibodies reinforces the con-

vicuon of the patiens that he or
she has an in:]uhn'l:blf physacal
ellness.

In vain do I tell the patients
thar m;.rhﬁ:ud Caics mi:-ndm i
aganst titis A, but thar this
does not sccount for the tired-
ness against which | — like
most of humanity — have

ed. Koch's huﬁ
not fulfilled by the mere
presence of antibodies (or even
of the allegedly causative viruses
themselves). Until someone can
demonstrate that viral infectiong
produce the same effects in 2

ion that has never heard
m shall remain scepaical.

B}" et e it will be d?m
10 the reader that | do nae have

a completely open mind on the
sebizz T have my own, admir-
tedly rather ill-formed, theory
Fbmdf:::djr i an cxcape route
or iddle ll:l.'l.!.l-r.r., ﬂpunl' I]}'
teachers and paamedics such as
ﬂ:in:hr;ﬂ I515, Ocrupationsl

speech I.E.m i

I do not in the leasm blame
them for wanring 1o escape.
Anyone who has dealt wien
madern Brivish youth ar the
public ar large mun ofien wane
to do that. Bur the desire to -
@pe 1 not somcthing they can
@aly admit 1o thenselves, espe-
cally if they sec themselves as
carers (horrible word).

ME offers not just an eseape
but something bewer still: 2
cause. You can suffer and,
joining one of the pestilential
sell-help or pressure groups, be-
Lieve that in somc way your
suffering & not entirely in vain,
but is helping 1w bring abour 3
better world,

Almost everyone | spoke to
ar the symposium agreed with
me, but wil;-ﬂ'i‘n secret and only
in hushed tones. OF course, the
ME will take this as yer
anather sign of the medical pro-
fession’s eriminal blindness and
lack of understanding (hew deli-
Sous it is 10 be misundersiond

everyone!) But in my o
H&n,hﬂ:; unwillingness of tﬁ;
medical profession 1o speak
plainly on this marer &5 3 sipn of
En{.uil]uu'mity. not of obduracy.

¥ cuperience of ME sufferers
is that they suffer trivmphandy,
and thae their claim that the dis-
ease has ruined their lives s nor
to be believed.

| could write a great deal
more on ths fascinanng subjec,
but unformunately 1 had the s
four years ago and am fecling

tired.

Theodore Dalrymple i the pen
name of 2 pracismy docor
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Dr Abrams e BFODOTY 0 From: Jane Verity APS/CMO

Dr Metters Rt T 11
EH_n.ﬂ:F?=:= Date: i}

Dr Walford
SECRETARY OF ETATE'S CONESTITUENCY CASE: PROVISION OF SERVICES IN
CARE FOR ME SUFFERERS IN THE S0OUTE WESTERM AREA e

February 19592

Please find enclosed a copy of the papers we have received from
Secrecary of State's office about "Westcare" - a charity which
deals with the problems of ME sufferers in Bristel and the South
West. .
Secretary of State has asked for MO or a DCMD to establish
direct contact with Westcare to discuss ME related matters. OCMO
would be grateful /for your advice but feels that perhaps he
gshould meet WestcaAre.

JANE VERITY
Rm 109, Richmond Hse

M O BExt 5151

Ms Venty
Tis & dopunely @ “hasd
5611.*&&“""‘“"5‘ deplt 1Sl
co W I-AJ'DH'\)‘-b i’L’J‘*
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Dr M. Aylward PMO From: Dr M. Henderson
11/26 Secretary DLAAB
Adelphi

Date: 31 January 1992

¢c: Professor J. Marghall
b T, Scott
Mr K. Palmer
Mr I. Rogers

RE: ME Action Campaign

1. Thank you for your minute dated 30 January 1992,

s Identical data has been sent to me, fowr distributien to
Professor Marshall and all members of the DLAAB.

3., I have discussed the matter with Professor Marshall, and we
consider that the most appropriate action would be for the Full
Board to discuss the papers at it forthcoming meeting (25
February). They will therefore be sent cut to all members together
with the other papers for the Board.

4. I am writing to Angela Hendersen and to Nick Anderson, who
sent me a covering letter, to inform them of this.

5. I have also responded te the letter from Simon Wessely, whieh
was sent to you directly at an earlier date, and which you
forwarded to me for action. Many of the points which he raises are
conetructive, and I am holding his letter on file for consideration
when the chapter on CFS is next Ml tndes .

Mr ¥ # g:if&r;’ Erre.

DR M.

ROOM 11/28&
ADELPHI
EXT 28794
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Dr Micholas PS/CMO £ From: Chris Padwick

Datt:}l? January 1992

BECRETARY OF ETATE'S CONSTITUENCY CASE: PROVIBION OF HEE?ICBE IN
CARE FOR ME EUFFERERS IN THE BOUTH WESTERN AREA -

I attach correspondence to the Secretary of State from Dr Richard
Sykes, Director of "Westcare", a charity that deals with the
problems of ME suffers in Bristol and the South West. As you can
see, the Secret of State met Drs Sykes and MacIntyre at a
recent surgery re they discussed the ME-related matters, as
laid out in Dr Sykes’ letter of 23 January to the Secretary of
State. The Secretary of State has commented:

"T would like CMD or a DCHMO to establish direct
contact with "Westcare™ to discuss what seems to ne
very real issues."

I should be grateful if you could set this in hand and keep me
posted as things progress. I shall of course let you have the
papers concerning Dr Newman, as mentioned in Dr Sykes’ letter of

23 January as soon as they arrive.

CHRIS PADWICEK
Room 407
Richmond House
Ext 5798
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Department of Psychological Medicine
King's College Hospital,

Denmark Hill,
London SE5 9RS
Professor Robin M. Murray 071 - 326 3014
Dr Anthony S. David
Dr Simon C. Wessely
Dr Mansel Aylward
Department of Social Security
The Adelphi
1 John Adams Street
London WC2ZN &NT 10 January 1992

Dear Dr Aylward

pr Richard Sykes, of Westcare, has sent me a draft version of the
revised guidelines for dealing with sufferers of chronic fatigue
syndrome (CFS) that are being considered for the new Disablement
Living Allowance handbook. This is an area that I have had a
considerable interest in and have carried out a number of
research studies. I have been particularly concerned in the
area of rehabilitation of CFS patients and was therefore most
interested to read the proposed guidelines.

1 must admit to some concern about certain aspects about these
guidelines, in particular as, at least in part, I think they are
based on a misinterpretation of some of the published research,
including my own studies. I note that you state that studies of
CFS have essentially found normal muscle function. This is
indeed correct. However, you go on to state that patients may
nrefrain from walking because they are fearful of the
consequences®™. It is certainly true that I and my colleagues
consider that anxiety about the consequences of activity is one
factor perpetuating disability in CPS patients. However, I
should point out that, unlike the studies of muscle function,
this is by no means proven. FPurthermore it is probably only one
of many factors contributing to digsability, and even then may
enly be of importance in a small sub group.

1 alse feel that the guidelines have failed to point out the
second conclusion from the studies of muscle function in CFS.
The evidence of normal muscle dynamic function in controlled
conditions is indeed incompatible with theories of primary
neuromuscular origin to CFS symptoms. However, it is also
equally incompatible with theories of a hysterical origin to
symptoms, or indeed any theory that suggests motivational factors
in CFS. Perhaps the leading researcher in -this field, Andrew
Lloyd recently wrote in an important paper in Brain that "neither
muscle contractile failure or abnormal motivation are the cause
of fatigue in CFS". My reading of the proposed guidelines is
that these second set of conclusions have not been adequately
emphasised.

e s e ™
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The guidelines also suggest that because laboratory testing of
muscle function is normal, a person should be able to be self
caring without the assistance of another. I believe that this
is a non seguitur. There are many illnesses in which muscle
function is objectively normal, but nevertheless a person
abilities to look after themselves are severely impaired. For
example in the field of psychiatry, patients with severe
depressive lllnesses are often comnpletely unable to look after
themselves, and yet have totally normal neuromuscular functions.
There are also many disorders of cerebral function in both the
p@ychiatyic and non psychiatric fields in which this is also
true. Given that research shows a considerable overlap between
depression and CFS, that the two are often difficult to
distinguish, and that cerebral dysfunction is almost certainly
present in both. I think it is essential that the guidelines
should not suggest that any forms of benefits are denied to a
patient with CFS that would be avallable if the diagnosis was of
depression. This would appear to be both unjust and
inconsistent.

My final point concerns the prognosis of CFS. This is a very
difficult subject, but I hope that the guidelines will not
perpetuate the idea that CFS5 is both of poor prognosis and
untreatable. Research is at an early stage, but the prospects
for rehabilitation look promising, and there are undoubtedly many
major medical discoveries to be made, all of which may have
dramatic effects on treatments. I have previously been involved
in advising the DS5 that as CFS5 in undoubtedly a genuine
condition and is as legitimate an illness as any encountered in
the fiqld of both medicine and psychiatry, CFS sufferers should
be entitled te the full range of benefits. 1In particular it
should be emphasise that symptoms and disability are genuine, and
suggestions to the contrary ill founded. On the other hand I
have also advised that CF5 should not be grounds for permanent
disability but provision should be made for regular reassessment
of what may well be changing circumstances.

I hope these comments are of use. I certainly do not envy you
your task, as I have found ocut to my cost just how controversial
and difficult an area this is. However, I think that gives us
all the duty to be extremely cautious in any public statements
on this illness, and in particular take great care to not go
beyond the evidence available.

With k}nd regards.
L

Ms Angela Henderson
: ME Action campaign
Queen Victoria Road PO Box 1302

Redland T3k Wells
Bristol BS& 7PE Somerset BAS 2WE

—
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' @Xing’s College Hospital and the Institute of Psychiatry

Department of Psychological Medicine
King's College Hospital,

Denmark Hill,
London SES 9RS
Professor Robin M. Murray 071 - 326 3014
Dt Anthony 5. David
Dr Simon C. Wessely
Dr Mansel Aylward
De t of Social Security
The Adelphi
1 John Adams Street
London WC2ZN 6NT 10 January 1992

Dear Dr Aylward

Dr Richard Sykes, of Westcare, has sent me a draft version of the
revigsed guidelines for dealing with sufferers of chronic fatigue
syndrome (CFS) that are being considered for the new Disablement
Living Allowance handbook. This is an area that I have had a
considerable interest in and have carried out a number of
research studies. T have been particularly concerned in the
area of rehabilitation of CFS patients and was therefore most
interested to read the proposed guidelines.

I must admit to some concern about certain aspects about these
guidelines, in particular as, at least in part, I think they are
based on a misinterpretation of some of the published research,
ineluding my own studies. I note that you state that studies of
CFS have essentially found normal muscle function. This is
indeed correct. However, you go on to state that patients may
nrafrain from walking because they are fearful of the
consequences”. It is certainly true that I and my colleagues
consider that anxiety about the consequences of activity ie one
factor perpetuating disability in CFS patients. However, I
should point out that, unlike the studies of muscle function,
thie is by no means proven. Furthermore it is probably only cne
of many factors contributing to disability, and even then may
only be of importance in a small sub group.

I also feel that the guidelines have failed to point out the
czscond conclusion from the studies of muscle function in CFS.
The evidence of normal muscle dynamic function in controlled
conditions is indeed incompatible with theories of primary
neuromuscular origin to CFS symptoms. However, it is also
equally incompatible with theories of a hysterical origin to
symptoms, or indeed any theory that suggests motivational factors
in CPS. Perhaps the leading researcher in this field, Andrew
Lloyd recently wrote in an important paper in Brain that "neither
muscle contractile failure or abnormal motivation are the cause
of fatigue in CFS". My reading of the proposed guidelines is
that these second set of conclusions have not been adeguately
emphasised.
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The guidelines also suggest that because laboratory testing of
muscle function is normal, a person should be able to be self
caring without the assistance of another. I believe that this
is a non seguitur. There are many illnesses in which muscle
function is objectively normal, but nevertheless a person
abilities to look after themselves are severely impaired. For
example 1n the field of psychiatry, patients with severe
depressive illnesses are often completely unable to loock after
themselves, and yet have totally normal neuromuscular functions.
There are also many disorders of cerebral function in both the
psychiatric and non psychiatric fields in which this is also
true. Given that research shows a considerable overlap between
depression and CFS, that the twe are often difficult to
distinguish, and that cerebral dysfunction is almost certainly
present in both. I think it is essential that the guidelines
should not suggest that any forme of benefits are denied to a
patient with CFS that would be available if the diagnosis was of
depression. This would appear to be both unjust and
inconsistent.

My final point concerns the prognosis of CFS. This is a very
difficult subject, but I hope that the guidelines will not
perpetuate the idea that CFS is both of poor prognosis and
untreatable. Research is at an early stage, but the prospects
for rehabilitation look promising, and there are undoubtedly many
major medical discoveries to be made, all of which may have
dramatic effects on treatments. I have previously been involved
in advising the D35 that as CFS5 in undoubtedly a genuine
condition and is as legitimate an illness as any encountered in
the field of both medicine and psychiatry, CFS sufferers should
be entitled to the full range of benefits. In particular it
should be emphasise that symptoms and disability are genuine, and
suggestions to the contrary ill founded. ©On the other hand I
have also advised that CFS should not be grounds for permanent
disability but provision should be made for regular reassessment
of what may well be changing circumstances.

I hope these comments are of use. I certainly deo not envy you
your task, as T have found out to my cost just how controversial
and difficult an area this is. Howewver, I think that gives us
all the duty to ba extremely cautious in any public statements
on this illness, and in particular take great care to not go
beyond the evidence available.

With kind regards.
: .

Ms Angela Henderson

Eﬂib :
jgste ME Action Campalgn
15 Queen Victoria Road PO Box 1302
Redland s Wells

Bristal BS6 7PE Somarset BAS 2ZWE
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ATTENDANCE ALLOWANCE BOARD
The Adelphi 1-11 John Adam Street London WC2N 6HT
Telephona 071-962-8000
GT™ 296

Dr 5. C. Wessely
Department of Psycholegical Medicine
Kings Ceollege Hospital
Denmark Hill
London SE5 9RS
Date: 2B January 1992

Dear Dr Wessely,

Dr Aylward has asked me to reply to your letter dated 10 January
1992, concerning the guidelines on chronic fatigue syndrome in the
Disability Handbook for the Disability Living Allowance. Thank you
for taking the trouble to write, and for your very helpful
cbservations and comments.

The Disability Handbook has now gone to print, but one of the
important functions of the DLA Advisory Board will be to update and
revige it from time to time, and to advise on changes which should
be made. Your letter will be held on file until the next time that
the chapter on CFS falls for review, when the points you raised
will be given careful consideration.

Perhaps it would be helpful if I were to make some general comments
at this stage. First of all, it cannot be emphasised too strongly
that the Disability Handbook is intended as a guideline only. Each
claim must be considered individually on its own merita.

It was certainly not the intention that the Handbook should give
the impression that CFS ie not a genuine condition. However, I
think you-will agree that the degree of disablement arising from it
can vary considerably from person to person. In assessing
entitlement to Disability Living Allowance, as indeed to its
predecessor Attendance Allowance, it is the degree of disablement
present in the individual which must be considered, not the
disabling condition of itself. FPurthermore, the legal criteria
demand that the disablement be due to a physical or mental
disorder, and that in conseguence the claimant should be in need of
frequent attention throughout the day in connection with bodily
functions, or of prolonged or repeated attention at night, or in
need of continual supervision to avoid substantial danger. The
criteria for the new lowest rate of care for DLA are that attention
is required for a significant portion of the day, or in order to
prepare a cooked main meal: this latter criterion applies to those
aged over 16 only.
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A depressive illness of sufficient severity to result inp
significant lack of motivation for self-care could certainly
satisfy the legal criteria for an award. Ag you rightly point out,
the fact that such an illness was associated with CFS should not
preclude entitlement. In this context I thank You for your
suggestion that greater emphasis should be placed on the complex
relationship between CFS and depression, as highlighted in the copy
of your editorial which you so kindly sent.

With regard to prognosis, again it was not the intention that the
Handbook should suggest that CFS carries a hopeless prognosis. It
makes the point that post viral fatigue syndrome rarely lasts
beyond a few weeks. Of CFS it states that "symptoms persist for
months, or in some cases indefinitely”. Almost by definition the
CFS sufferers claiming benefit are those, admittedly at one end of
the spectrum, in whom disability has persisted for monthe, and
sometimes for years. The Attendance Allowance Board has
considerable experience of claims from persons, usually describing
themselves as sufferers from M.E., in the majority of whom symptoms
have persisted for very prolonged periods.

I hope that you will find these comments helpful, both in reply to
your letter and in any future contacts you may have with Westcare
or the M.E. Action Campaign.

The DLA Advisory Board is of course always willing to meet with
representatives of disabled persons for discussien of points of
interest or concern.

Once again many thanks for your contribution.

Yours sincerely

,éé%%;r;?i,;ﬁiﬁﬂh;l&#fdrhh

Dr M. Henderson MRCGP
The Secretary
Attendance Allowance Board.
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Department of Psychological Medicine
King's College Hospital,

Denmark Hill,

London SES 9RS

Professor Robin M. Murray 071 - 326 3014
Dr Anthony 5. David
Dr Simon C. Wessely

Dr Mansel Aylward
Department of Social Security

The Adelphi
1 John Adams Street
London WC2H &6NT 10 January 1992

Dear Dr Aylward

Dr Richard Sykes, of Westcare, has sent me a draft version of the
revised guidelines for dealing with sufferers of chronic fatigue
syndrome (CFS) that are being considered for the new Disablement
Living Allowance handbock. This is an area that I have had a
considerable interest in and have carried out a number of
research studies. I have been particularly concerned in the
area of rehabilitation of CFS patients and was therefore mOSt
interested to read the proposed guidelines.

I must admit to some concern about certain aspects about these
guidelines, in particular as, at least in part, I think they are
based on a misinterpretation of some of the published research,
including my own studies. I note that you state that studies of
CFS have essentially found normal muscle function. This is
indeed correct. However, you go on to state that patients may
"refrain from walking because they are fearful of the
consequences®. It is certainly true that I and my colleagues
consider that anxiety about the consegquences of activity is one
factor perpetuating disability in CFS patients. However, I
should point out that, unlike the studies of muscle function,
this is by no means proven. Furthermore it is probably only cone
of many factors contributing to disability, and even then may
only be of importance in a small sub group.

I also feel that the guidelines have failed to point out the
second conclusion from the studies of muscle function in CFS.
The evidence of normal muscle dynamic function in controlled
conditions is indeed incompatible with theories of primary
neuromuscular origin to CF5 symptoms. However, it is also
equally incompatible with theories of a hysterical origin to
symptoms, or indeed any theory that suggests motivational factors
in CFS. Perhaps the leading researcher in this field, Andrew
Lloyd recently wrote in an important paper in Brain that "neither
muscle contractile failure or abnormal motivation are the cause
of fatigque in CPS". My reading of the proposed guidelines is
that these second set of conclusions have not been adequately
emphasised.
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The guidelines also suggest that because laboratory testing of
muscle function is normal, a person should be able to be self
caring without the assistance of another. I believe that this
iz a non seguitur. There are many illnesses in which muscle
function is objectively normal, but nevertheless a person
abilities to look after themselves are severely impaired. For
example in the field of psychiatry, patients with severe
depressive illnesses are often completely unable to lock after
themselves, and yet have totally normal neurcmuscular functions.
There are also many disorders of cerebral function in both the
peychiatric and non psychiatric fields in which this is alse
true. Given that research shows a considerable overlap between
depression and CFS, that the two are often difficult to
distinguish, and that cerebral dysfunction is almost certainly
present in both. I think it is essential that the quidelines
should not suggest that any forms of benefits are denied to a
patient with CFS that would be available if the diagnosis was of
depression. This would appear to be both unjust and
inconsistent.

My final point concerns the prognosis of CFS. This is a very
difficult subject, but I hope that the guidelines will not
perpetuate the idea that CFS is both of poor prognosis and
untreatable. Research is at an early stage, but the prospects
for rehabilitation look promising, and there are undoubtedly many
major medical discoveries to be made, all of which may have
dramatic effects on treatments. I have previously been involved
in advising the DSS that as CPS in wundoubtedly a genuine
condition and is as legitimate an illness as any encountered in
the field of both medicine and psychiatry, CFS sufferers should
be entitled to the full range of benefits. In particular it
should be emphasise that symptoms and disability are genuine, and
suggestions to the contrary ill founded. ©On the other hand I
have also advised that CFS should not be grounds for permanent
disability but provision should be made for regular reassessment
of what may well be changing circumstances.

I hope these comments are of use. I certainly do not envy you
your task, as I have found out to my cost just how controversial
and difficult an area this is. However, I think that gives us
all the duty to be extremely cautiocus in any public statements
on this illness, and in particular take great care to not go
beyond the evidence available.

With kind regards.
¢
w

ﬁs Angela Henderson
ME Action Campaign
15 Queen Victoria Road PO Box 1302

Redland . Wells
Bristol BSeé 7PE Somerset BAS 2WE
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ATTENDANCE ALLOWANCE BOARD
The Adelphi 1-11 John Adam Street London WC2N 6HT
Tolaphone O71-562-B000
GTH 396

Dr 8. C. Wessely
pepartment of Psychological Medicine
Eings College Hospital
Denmark Hill
London SES5 SRS
Date: 28 January 1992

Dear Dr Wessely,

pDr Aylward has asked me to reply to your letter dated 10 January
1992, concerning the guidelines on chronic fatigue syndrome in the
Disability Bandbook for the Disability Living Allowance. Thank you
for taking the trouble to write, and for your very helpful
cbservations and comments.

The Disability Handbook has now gone to print, but one of the
important functions of the DLA Advisory Board will be to update and
revise it from time to time, and to advise on changes which should
be made. Your letter will be held on file until the next time that
the chapter on CFS falls for review, when the points you raised
will be given careful consideration.

Perhaps it would be helpful if I were to make some general comments
at this stage. First of all, it cannot be emphasised too strongly
that the Disability Handbook is intended as a guideline only. Each
elaim must be considered individually on its own merits.

It was certainly not the intention that the Handbook should give
the impression that CFS is not a genuine condition. However, I
think you will agree that the degree of disablement arising from it
can vary considerably from person to person. In assessing
entitlement to Disability Living Allowance, as indeed to its
predecessor Attendance Allowance, it is the degree of disablement
present in the individual which must be considered, not the
disabling condition of itself. Furthermore, the legal criteria
demand that the disablement be due to a physical or mental
disorder, and that in conseguence the claimant should be in need of
frequent attention throughout the day in connection with bodily
functions, or of prolenged or repeated attention at night, or in
need of continnal supervision to aveid substantial danger. Tha
eriteria for the new lowest rate of care for DLR are that attemtiom
is required for a significant portion of the day, or in order to
prepare a cocked main meal: this latter criterion applies to those
aged over 16 only.
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A depressive illness of sufficient severity to result in
significant lack of motivation for self-care could certainly
satisfy the legal ecriteria for an award. As you rightly peint out,
the fact that such an illness was associated with CFS should not
preclude entitlement. 1In this context I thank you for your
suggestion that greater emphasis should be Placed on the complex
relationship between CFS and depression, as highlighted in the copy
of your editorial which you so kindly sent.

With regard teo prognosis, again it was not the intention that the
Handbook should suggest that CFS carries a hopeless prognosis. It
makes the point that post viral fatigue syndrome rarely lasts
beyond a few weeks. Of CFS it states that "symptoms persist for
months, or in some cases indefinitely”. Almost by definition the
CFS sufferers claiming benefit are those, admittedly at one end of
the spectrum, in whom disability has persisted for months, and
sometimes for years. The Attendance Allowance Board has
considerable experience of claims from persons, usually deseribing
themselves as sufferers from M.E., in the majority of whom symptoms
have persisted for very preolonged periods.

1 hope that you will find these comments helpful, both in reply to
your letter and in any future contacts You may have with Westcare
or the M.E. Action Campaign.

The DLA Advisory Board is of course always willing to meet with
representatives of disabled persons for discussion of points of
interest or concern.

Once again many thanks for your contribution.

Yours sincerely

%—; ke }‘.:"‘r.#ﬂvi-z‘?gﬂ-ﬁfdﬁ'ﬁ_

Dr M. Henderson MRCGP
The Secr
Attendance Allowance Board.
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Department of Psychological Medicine
King's College Hospital,

Denmark Hill,

London SE5 9R5

Professor Robin M. Murray 071 - 326 3014
Dr Anthony §. David
Dr Simon C. Wessely

Dr Mansel Aylward
Department of Social Security

The Adelphi
1 John Adams Street
London WCZN &NT 10 January 1992

Dear Dr Aylward

Dr Richard Sykes, of Westcare, has sent me a draft version of the
revised guidelines for dealing with sufferers of chronic fatigue
syndrome (CFS) that are being considered for the new Disablement
Living Allowance handbook. This is an area that I have had a
considerable interest in and have carried out a number of
research studies. I have been particularly concerned in the
area of rehabilitation of CFS patients and was therefore most
interested to read the proposed guidelines.

I must admit to some concern about certain aspects about these
guidelines, in particular as, at least in part, I think they are
based on a misinterpretation of some of the published research,
including my own studies. I note that you state that studies of
CFS have essentially found normal muscle function. This is
indeed correct. However, you go on to state that patients may
"rafrain from walking because they are fearful of the
consequences®. It is certainly true that I and my colleagues
consider that anxiety about the consequences of activity is one
factor perpetuating disability in CPS patients. However, I
should point out that, unlike the studies of muscle function,
thies is by no means proven. Furthermore it is probably only cne
of many factors contributing to disability, and even then may
only be of importance in a small sub group.

I also feel that the guidelines have failed to point out the
gecond conclusion from the studies of muscle function in CFS.
The evidence of normal muscle dynamic function in controlled
conditions is indeed incompatible with theories of primary
neurcmuscular origin to CFS symptoms. However, it is also
egually incompatible with theories of a hysterical origin to
symptoms, or indeed any theory that suggests motivational factors
in CFS. Perhaps the leading researcher in fhis field, Andrew
Lloyd recently wrote in an important paper in Brain that "neither
muscle contractile failure or abnormal motivation are the cause
of fatigque in CPS"., My reading of the proposed guidelines is
that these second set of conclusions have not been adequately
emphasised.
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The guidelines also suggest that because laboratory testing of
muscle function is normal, a person should be able to be self
caring without the assistance of another. I believe that this
is a non sequitur. There are many illnesses in which muscle
function is objectively normal, but nevertheless a person
abilities to loock after themselves are severely impaired. For
example in the field of psychiatry, patients with severe
depressive illnesses are often completely unable to look after
themselves, and yet have totally normal neuromuscular functions.
There are alsc many disorders of cerebral function in both the
psychiatric and non psychiatric fields in which this is also
true. Given that research shows a considerable overlap between
depression and CFS, that the two are often difficult te
distinguish, and that cerebral dysfunction is almost certainly
present in both. I think it is essential that the guidelines
should not suggest that any forms of benefits are denied to a
patient with CFS that would be available if the diagnosis was of
depression. This would appear to be both unjust and
inconsistent.

My final point concerns the prognosis of CFS5. This is a very
difficult subject, but I hope that the guidelines will not
perpetuate the idea that CFS is both of poor prognosis and
untreatable. Research is at an early stage, but the prospects
for rehabilitation look promising, and there are undoubtedly many
major medical discoveries to be made, all of which may have
dramatic effects on treatments. I have previously been involved
in advising the D85 that as CPS in undoubtedly a genuine
condition and is as legitimate an illness as any encountered in
the field of both medicine and psychiatry, CFS sufferers should
be entitled to the full range of benefits. In particular it
should be emphasise that symptoms and disability are genuine, and
suggestions to the contrary ill founded. O©On the other hand I
have alsc advised that CFS should not be grounds for permanent
disability but provision should be made for regular reassessment
of what may well be changing circumstances.

I hope these comments are of use. I certainly do not envy you
your task, as I have found out to my cost just how controversial
and difficult an area this is. However, I think that gives us
all the duty to be extremely cautious in any public statements
on this illness, and in particular take great care to not go
beyond the evidence available.

With kind regards.
¥

Ms Angela Henderson
2= ME Action Campaign
5 Queen Victoria Road PO Box 1302

Redland ot Wells
Bristol BS6 7PE Somerset BAS ZWE




ref: BN 1| /| IMEGSES'H

Please note that this copy is suppli i

plied subject to the Matisnal Archives' terms iti

; _ k and cand

uie of it may be subject h.:i copynght restrictions, Further information is Brven j: ‘:;TEF-EI:;E' th:ll o
Londitions of supply of the National Archives’ leaflets e

'I| El-tms The Mational Archives I e 1' ;

The Adelphi 1-11 John Adam Street London WC2N 6HT
Telephone 071-862-8000
GTH 395

Dr 8. C. Wessely
Department of Psychological Medicine
Eings College Hospital
Denmark Hill
London SES5 9RS
Date: 2B January 1992

Dear Dr Wessely,

Dr Aylward has asked me to reply to your letter dated 10 January
1992, concerning the guidelines on chronic fatigue syndrome in the
Disability Handbook for the Disability Living Allowance. Thank you
for taking the trouble to write, and for your very helpful
cbservations and comments.

The Disability Handbook has now gone to print, but one of the
important functions of the DLA Advisory Board will be to update and
revise it from time to time, and to advise on changes which should
be made. Your letter will be held on file until the next time that
the chapter on CFS falls for review, when the pointe you raised
will be given careful consideration.

Perhaps it would be helpful if I were to make some general comments
at this stage. First of all, it cannot be emphasised too strongly
that the Disability Bandbook is intended as a guideline only. Each
claim must be considered individually on its own merita.

It was certainly not the intention that the Handbook should give
the impression that CFS is not a genuine condition. However, I
think you will agree that the degree of disablement arising from it
can vary considerably from person to person. In assessing
entitlement to Disability Living Allowance, as indeed to its
predecessor Attendance Allowance, it is the degree of disablement
present in the individual which must be considered, not the
disabling condition of itself. Furthermore, the legal criteria
demand that the disablement be due to a physical or mental
disorder, and that in consegquence the claimant should be in need of
frequent attention throughout the day in connection with bodily
functions, or of prolonged or repeated attention at night, or in
need of continual supervision to aveid substantial danger. The
criteria for the new lowest rate of care for DLA are that attention
is required for a significant portion of the day, or in order to
prepare a cooked main meal: this latter criterion applies to those
aged over 16 only.
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R depressive illness of sufficient severity to result in
significant lack of motivation for self-care could certainly
satisfy the legal criteria for an award. As you rightly point out,
the fact that such an illness was associated with CFS should not
preclude entitlement. 1In this context I thank you for your
suggestion that greater emphasis should be placed on the complex
relationship between CFS5 and depression, as highlighted in the copy
of your editorial which you so kindly sent.

With regard to prognesis, again it was not the intention that the
Handbook should suggest that CFS carries a hopeless pPrognosis. It
makes the point that post viral fatigue syndrome rarely lasts
beyond a few weeks. Of CFS it states that "symptoms persist for
months, or in some cases indefinitely”. Almost by definition the
CFS sufferers claiming benefit are those, admittedly at one end of
the spectrum, in whom disability has persisted for months, and
sometimes for years. The Attendance Allowance Board has
considerable experience of claims from persons, usually describing
themselves as sufferers from M.E., in the majority of whom symptoms
have persisted for very prolonged periods.

I hope that you will find these comments helpful, both in reply to
your letter and in any future contacts you may have with Westcare
or the M.E. Action Campaign.

The DLA Advisory Board is of course always willing to meet with
representatives of disabled perscns for discussion of points of
interest or concern.

Once again many thanks for your contribution.

Yours sincerely

5égg;fyuL ﬁﬂﬁﬂtélﬁﬁ*dﬁh_

Dr M. Henderson MRCGP
The Secretary
Attendance Allowance Board.
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@ ing’s College Hospital and the Institute of Psychiatry

Department of Psychological Medicine
King's College Hospital,

Denmark Hill,
London SES 9RS
Professor Robin M. Murray 071 - 326 3014
Dr Anthony S. David
Dr Simon C. Wessely
Dr Mansel Aylward
Department of Social Security
The Adelphi
1 John Adams Street
London WC2N 6NT 10 January 1992

Dear Dr Aylward

Dr Richard Sykes, of Westcare, has sent me a draft version of the
revised guidelines for dealing with sufferers of chronic fatigue
syndrome (CFS) that are being considered for the new Disablement
Living Allowance handbook. This is an area that I have had a
considerable interest in and have carried out a number of
research studies. I have been particularly concerned in the
area of rehabilitation of CFS patients and was therefore most
interested to read the proposed guidelines.

I must admit to some concern about certain aspects about these
guidelines, in particular as, at least in part, I think they are
based on a misinterpretation of some of the published research,
ineluding my own studies. I note that you state that studies of
CFS have essentially found normal muscle function. This is
indeed correct. However, you go on to state that patients may
"refrain from walking because they are fearful of the
consequences®. It is certainly true that I and my colleagues
consider that anxiety about the consequences of activity is one
factor perpetuating disability in CFS patients. However, I
=should peint ocut that, unlike the studies of muscle function,
this is by no means proven. Furthermore it is probably only one
of many factors contributing to disability, and even then may
only be of importance in a small sub group.

I alsc feel that the guidelines have failed to point out the
gsecond conclusion from the studies of muscle function in CFS.
The evidence of normal muscle dynamic function in controlled
conditions is indeed incompatible with theories of primary
neuromuscular origin to CFS symptoms. However, it is also
equally incompatible with theories of a hysterical origin to
symptoms, or indeed any theory that suggests motivational factors
in CFS. Perhaps the leading researcher in .this field, Andrew
Lloyd recently wrote in an important paper in Brain that "neither
muscle contractile failure or abnormal motivation are the cause
of fatigue in CFS". My reading of the proposed guidelines is
that these second set of conclusions have not been adegquately
emphasised.
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The guidelines also suggest that because laboratory testing of
muscle function is normal, a person should be able to be self
caring without the assistance of another. I believe that this
is a non sequitur. There are many illnesses in which nuscle
function 1is objectively normal, but nevertheless a person
abilities to look after themselves are severely impaired. For
example in the field of psychiatry, patients with severe
depressive illnesses are often completely unable to look after
themselves, and yet have totally normal neuromuscular functions.
There are also many disorders of cerebral function in both the
peychiatric and non psychiatric fields in which thie is also
true. Given that research shows a considerable overlap between
depression and CFS, that the two are often difficult to
distinguish, and that cerebral dysfunction is almost certainly
present in both. I think it is essential that the guidelines
should not suggest that any forms of benefits are denied to a
patient with CFS that would be available if the diagnosis was of
depression. This would appear to be both unjust and
inconsistent.

My final point concerns the prognosis of CFS. This is a very
difficult subject, but I hope that the guidelines will not
perpetuate the idea that CFS is both of poor prognosis and
untreatable. Research is at an early stage, but the prospects
for rehabilitation loock promising, and there are undoubtedly many
major medical discoveries to be made, all of which may have
dramatic effects on treatments. I have previously been involved
in advising the DSS5 that as CFS in undoubtedly a genuine
condition and is as legitimate an illness as any encountered in
the field of both medicine and psychiatry, CFS sufferers should
be entitled to the full range of benefits. In particular it
should be emphasise that symptoms and disability are genuine, and
suggestions to the contrary ill founded. ©On the other hand I
have also advised that CFS should not be grounds for permanent
disability but provision should be made for regular reassessment
of what may well be changing circumstances.

I hope these comments are of use. I certainly do not envy vou
your task, as I have found out to my cost just how controversial
and difficult an area this is. However, I think that gives us
all the duty to be extremely cautious in any public statements
on this illness, and in particular take great care to not go
beyond the evidence available.

Wi kijnd regards.

M= Angela Henderson

r:.a re ME Action Campaign
15 Queen Victoria Road PO Box 1302
Fedland i Wells

Bristol BS&é 7PE Somerset BAS 2WE
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ATTENDANCE ALLOWANCE BOARD
The Adelphi 1-11 John Adam Street London WC2N 6HT
Telephone 071-862-8000
GTN 396

Dr 5. C. Wessely
Department of Fsychelogical Medicine
Kings College Hospital
Denmark Hill
London SES 9RS
Date: 28 January 19912

Dear Dr Wessely,

Dr Aylward has asked me to reply to your letter dated 10 January
1592, concerning the guidelines on chronic fatigue syndrome in the
Disability HBandbook for the Disability Living Allowance. Thank you
for taking the trouble to write, and for your very helpful
chservations and comments.

The Disability Handbook has now gone to print, but one of the
important functions of the DLA Advisory Beard will be to update and
revise it from time te time, and to advise on changes which should
be made. Your letter will be held on file until the next time that
the chapter on CFS falls for review, when the points you raised
will be given careful consideration.

Perhaps it would be helpful if I were to make some general comments
at this stage. First of all, it cannot be emphasised too strongly
that the Disability Handbook is intended as a guideline only. Each
claim must be considered individually on its own merits.

It was certainly not the intention that the Handbook should give
the impression that CFS is not a genuine condition. However, I
think you will agree that the degree of disablement arising from it
can vary considerably from person to person. In assessing
entitlement to Disability Living Allowance, as indeed to its
predecessor Attendance Allowance, it is the degree of disablement
present in the individual which must be considered, not the
disabling condition of itself. Furthermore, the legal criteria
demand that the disablement be due to a physical or mental
disorder, and that in conseguence the claimant should be in need of
frequent attention throughout the day in connection with bodily
functions, or of prolonged or repeated attention at night, or in
need of continual supervision to avoid substantial danger. The
criteria for the new lowest rate of care for DLA are that attention
is required for a significant portion of the day, or in order to
prepare a cocked main meal: this latter criterion applies to those
aged over 16 only.
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A depressive illness of sufficient severity to result ip
significant lack of motivation for self-care could certainly
satisfy the legal criteria for an award. As You rightly point out,
the fact that such an illness was associated with CFS should not
preclude entitlement. In this context I thank you for your
suggestion that greater emphasis should be placed on the complex
relationship between CFS and depression, as highlighted in the copy
of your editorial which you so kindly sent.

With regard to prognosis, again it was not the intention that the
Handbook should suggest that CPS carries a hopeless prognoeis. It
makes the point that post viral fatigue syndrome rarely lasts
beyond a few weeks. Of CFS it states that "symptoms persist for
months, or in some cases indefinitely”. Almost by definition the
CFS sufferers claiming benefit are those, admittedly at one end of
the spectrum, in whom disability has persisted for months, and
sometimes for years. The Attendance Allowance Board has
considerable experience of claims from persons, usually describing
themselves as sufferers from M.E., in the majority of whom symptoms
have persisted for very prolonged periods.

I hope that you will find these comments helpful, beth in reply to
your letter and in any future contacts you may have with Westcare
or the M.E. Action Campaign.

The DLA Advisory Board is of course always willing to meet with
representatives of disabled persons for discussion of points of
interest or concern.

Once again many thanks for your contribution.

Yours sincerely

42;%;;ﬁﬁ;.ﬁaﬁgb;%2#fﬁﬁi_

Dr M. Hendermon MRCGP
The Sec
Attendance Allowance Board.
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Friars Cottage Surgery, Cueens Square, Chalfond HIN, Glos GLS SEH
Tel: Brimscombe [0453) 885462

l ‘:‘r. Charles Shepherd |

9

The Melvin Ramsay Memorial Lecture

"Postviral Neurclogical Syndromes"”

@MQEﬂWle

I am writimg

of Neurology at the Institute of Neurological Sciences
Glasgow will be delivering the above lecture in the Ed
Lewis Theatre, Windever Buildinmg, University College &
Hiddlesex Hospital School of Medicine, Cleveland Stree
London W1l at 6.15pm on Friday December 6th 1991.

The lecture has been organised by members of the Melvi
Ramsay Society = an independent study group set up to
promote scientific understanding into postviral fatigu
syndromes, particularly myalgic encephalomyelitis/ME.

You are most welcome to attend this lecture, and I wou
be grateful if you could also inform any other colleag
or members of yvour department who may be interested in

this subject. No advance tickets are required and we shall

be providing some light refreshment.

i:j[;ézin:erelr Lbhﬁ
Ch ks igepggrd
Treasurer, Melvin Rams Society

ODetaber 20th 1991

t you know that Peter Beham, Professor
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