28-TAMN-28EZ 1813

FROM RCP LOMDCH

TO BHETE4E2E234

College report

?‘{Chronic fatigue syndrome

SUMMARY OF A REPORT OF A JOINT COMMITTEE OF THE ROYAL COLLEGES OF
PHYSICIANS, PSYCHIATRISTS AND GENERAL PRACTITIONERS

ABSTRACT—GChronic Fatlgue Syndrame (£F3) s nul a
idngle diagnestic entity. It is a symptom complex which
“can be reached by many different routes. The con-
qeepiual miodel of CF5 needs to be changed from onc
| “determined by a single (ausefagent to one in which
“dysfunction it the end stage of @ multifactorial process.
" Although It is important ta recogrise the rle of fartars
“that precipitate the cendltion, greater understanding

is required of factors that predispose indlviduals to

develop the illness, and those that perpetuate disability.

v

“The relationship hetween CFS, vizal infections and
- “pawchological discrders is still not complerely under-
Jlr- stoodl, There is no evidence thal il'l_t"('lit"'!"*i have a
i primur causal role in the vast majoriny nf cases,
; althnup_rh thev appear 10 precipitate the disorder in
Csomne, Previons personality facters and pacho.ogical
,%lr{'w appear 10 be more imporiant than common
gl o e Lbcens, Thoey ras alax pla} an JmpDrEﬂ.nl rle
! peroetuating Gisabilin:
| The evidence for siruetural on funcrional abnormali-
i Haes of broin or imnuscle, or Tor a disturbance of
cb e LI A I § T Tl as TRy aviatogical
: factors in OF5 i~ weak, Manv of the findings mar be
} ._Epinnpnnml*na reelated 10 1he somfounding effeer ol
aholngical distress. sieep deprivation ar pmlnn}_.‘e
il':im:m'm
% The issues surrounding CF5 in children are similar
to those identified in adule war there is less research
1' based evidencr. The pringipies of assessment are
identical, with the addition of 4 consideration of fami-
F Ir and school Bactors. Most children shouold do weli
with simple managemenu strategies involiing
behavioural activation, goal sewing and rewrn to
swhool. A simall number may Jecd more soecialise care.
Managemen of children with severe CF3 requires
genuine multidisciplinary warking and a commitment
T I’..'l].'l‘. icp. anad pave hnlt-g]t_d] rehabilitation.
Mo JJ"LI!IH'ltH should be managed wis :him P]’II:Ildl“-
? Aare, niel in the general hospital, -iL prescil realment
j .!\l'lﬁl.]].d trclude appropriate edocaticn about the
T Batare of the condibon, cncouraze actvire and reduce
’ thereise telerance, aod address relevant psvcho.
?

This summary was prepared by SIMON WESSELY, v, wmno,
. Mxce, wmrcrier, Reader in Psychologica: Medicing, King's
:_ﬁﬂliege Schapd of Medicime and Denjstry, London.

! -
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lugicul and sleep diserders Beconr rrials of graded
exercise and/or cagnitive behavioural creaument
indicate thal these are nelpful tn management. The
awcgess of these winls emphazises the imporance of
dictors enenuraging and supporling their patients
while ther gradially extend their actividies. This runs
rannier o he advice, still piven 1w many pacenes, that
aclivity is hanmifcl and veeds to he resericeed.

In April 1995 the Chiel Medical Otficer [CMO)
requested dhat the Conference of Roval Colleses
produce a repart on the suect of CF3 with 'ipr:ctﬁ
reference (o the tssues of management and service
provisian, The initial reason for the request was w
enable him to respond w a report produced under the
auspices of (ke clarin Westcare, which exisis Lo pro-
vide support for sufferers fTom ME Omvalgic
encephalomyelitis| in e west couniry. Thae repors
was areduced v & commitree under the chabrmanship
of Dr David Tarrell, and was published in Seprember
199 [1].

In orcer wo responc o the CMO's reguess the Pres-
tiems of the Reval College of Flusicians and the Roval
College of Prrchiatrists, and lanerls the Reval College
Gl Ceneal Ta Liiomers nominated o cxper oom-
mirtee, This ret on several occasions between Juby and
December 1493 vurder the chairmanskip of Professor
Francis Creed, The members of the committee werye
drawn from medicine. psvchiatry. paediatrics and
peneral practice. Each had relevant clinical experience
nf this subjert, and pearly al! were actively invelved io
original rescacch in the area. The non-clivical member
was Mr juhn James, chief executive of the kensinglan,
Chelsea and Westminster JOMMINISEIONING AFency, who
contribuled a sunmary with the purchaser specifically
in mind. Members of the commitiee were asked 10
produce @ series of sl working pepreas. covering
infectious diseases. immunalogy, adule psvchiagry.
neuraimaging. epideminlogy, neurophvsiology, child
prrchiauy £10. Specific instrucsions swere ghven that the
commitiee would he guided by the principles of
cvidence-gased medicine. This is p:u'u-::ularh relevang
in the field of 5% where 1"|1':-11111"|11i are ofren held wirh
considerable intensity at variance wizh the qualine of
ithe evidence. Any recennmendations were 1o be
aceompanied by published evidenee., supplemented
where necessary by clinical experience.

This paper summarises the final report, which has
been approved br the councils of the three Collpges.
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References o the criginal lireramire are Found in the
Al report [2.

Bar:lcgrnnnr{ 1o CFS

Chronic fatigue and CFS are not new. The illnesses
now constdered under these labels have been e Cog-
nised far many years. An historical perspective induces
4 certain humility—we have been here before, Many of
the problems thar confront both patients suffering
from Laugue syudromes and the dogtors allempling to
understand and heal them have been addvessed in the
past, sometimes more successiully than at present,
Wiy, therefore, was this report reguesied &0 he dme i
was* Une reason i the yecent rise to pruminenge of
patients with the label myalgic encephalamvelitis
(MFE ielf linked o several well publicised elasms
fram both sides of the Adantic of a viral actialogy for
atherwise unexplained fatigie. Although these clams
now appear premature they arrracted considerable
interest from patients, doctors and “he media,

Raising the profile of the chronically fatigued
patient was helptal, bur the MLOmPpAnYing conooversy
wan il The debate on CFS-ME s often aCLemIpEed
by simplistic and inaccurate poltemics, especiallv the
contrast berween ‘real’ and ‘unreal” disease. che boner
frequendy being seen as ssmonvimous with psvchologi-
cal disorder. The label of ME 14 :tself conwentious; i is
currendy attached o oo wide 1 range of conditions to
be micaningiul.

Definidons—what’s in a name?

[he most accerare term for the svndrome under
consideration it the chronic falizue sndrome (CFSY,
This can be operatinnally defined, 3 prerequisite for
chnical research, {1 s a short and accurate label, e
frum uwnproven aedological clains, Like olber Opera-
tinally defined canditions, it can be graded arcording
[0 SergTiny,

The committee rejected the use of the term ME.
Encephalomyelitis describes a distinct parhologicat
process, absent from this condition. Use of the term
erronsously endorses the existence of a specific
pathology for which there iz no evidence. It has been
sugpested that there i3 a wide group of disurders,
which fall under the term "CFS'. which is prederni-
nantly pwehosocial, and a core culledd *ME', which is
tore seveed, has a chalaceristc parern of fatiguats-
litv aand is primarily of organic origin. We tound fic
cvideice to support this. Thac group wichin CF5 with
maore swmptoms, profeunder fatiguabilivyg greave
disabilitv, anet looger illness duration is the subset witk
the strongest associations with psvchological disorder.
Such an assaciarion does not indicae that psrchologi-
cal disorder is the cause ot greater dismbiliy. However
siggestions thal the greater the severice of SYILPLOmS
ar disabilfity, the greater the chanee of finding an
‘organic’ actiology, are misguided.

Ko prinly-. -

The terin chrondc fatigue syndrome ( (51 can be ot
defired for elinicel and research prrpuses, The or
2ilons chrecians ta communicale effectively nith p
to prapote & management plan, whils admitiin
wnderstnding of the syttdtene is incompine, The
@ SR (er e were cwd (0 DOTEY @ bNga v
and mher complaints. The cannct be used for
researeh and may mislead patienis into belicving |
sevioney and specific pathalogical Frocesy affe
misscles and Erain, The value of research in thi ¢
enfuznced i future studies wse standgrdived criten
inedwiding @ mednre af cauarivy, jor thae i
TR rEsa R,

Epidemiology

The historica: lierature contains mznv exa
nutbreaks of tnusnal illnesses, ofien in confi
wtions, of which the best known was the st
versial episode that atected the staff of the R
Hosphial in 1955, and was the origin of the )
wte encepnalomyelits’. The aeticlogy and
the contagion in these epidemics have pe
satafactorily explaiucd. with compedng nfe
psvchological explanations proposed. There ;
distincdons bemween so called epidemic and
cases of LFE. The case deseriprions of epidem
from those of the sporadic cases thar are e
concern, The epidemics themselves have
defined, hersrngrnans and often poarly res
with different case descriptions and differen
modes of ransmission, [t is improbable rhay
explanation 2xjss uniting these phenomen
than the shared wame. It is misleading to 2p
rentative conclusions from the study of epid
wdern CFS.

The epidemiclogy of sparadic CFS is a
source of confusion. Many repores of s oar
prevalence have heen based on experie
speciallils. However, the characteristics
patieets do not reflect the pasition in prime
The observation that sufferers tend 11 con
Righer sucial clusies and from certain prof
most likely reflecrs selection bias and treat
seeking belindour. Svaemutic spedies of the e
B and prirgary care suggesc char CF5 is cor
than previeusly assumed dnd dees not have a
teristic social class disgibuton, although mest
fulfilling the criteria do net <eek hetp nnder ¢
of CFS or ME.

Koy foents

a  The poprulation paint prevalemce of CFS m prn
L QL9 using restrictive 115) ritera tha
ftivaete wish proechiotrc disndes and T 5=3.0
the broader Oxford criteria.
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o There ic no clear nk te serinl olass or orrugationaf
grenep—hese associasions rfale i attendance 4f tertiary
wriw clinic, not pmmﬁewrp i the grﬂem.! papuhﬂian.

o There are an wliable date on mcdenee, excepy after FRT
imfertion.

Meost primary care vr community cases of CFY fulfi! orite-
vin Jor common psychelagical disorders; a proporiivn
CaT—2SE | o o,

o Fuacticua! disadilivy mey be warked in CF—the preater
T the Smpedinend, the greater e paychological morhbidif
.

 detiology

Yarslogn

There have been many rlaims over the vears linking
gal agernits with OFS. Currenily, most patierts seeking
specialist help report that their Blness began with a
wral infection. The commitice reviewed the various
_Bathods in whick: viral agents might be associated with
A%, The first s that the infecting agent might persisl
“ilihin the body in either an abnormal fashion or
E Aol Site. We were umabie o find aw compeliog
didence that viral persisience s uniguely identified
¥ith CF%, Claims For entcroviral persistence as the
e ol OF% have generaliy non withstood replication,
GF% nuay be riggered by certabn infectious epsodes.
fhe best evidence comes from Jonghudinal stedies of
# outcome of glandular fever, wirh addirional evi-
Bnce for same other, less common agents such as
Mfecrious hepatitis or viral meaingitis, The nsk of
thronic faigie and CF% afier viral infecoon is signib-
I @nty increased if there was evidence of excessive
- Faguy and. or psycholegical distress before aequiring
3N infecTion.

§ 3

Eiy points
® A present there f& w0 eowincing evidente thal enpumon
viread infections are 8 sk foctor for CFF, with the excep.
tion of the fatigue syrdvome that follows BV Vieal
¥ mfections may be only one of several porsible ectislomicat
frctom fn OFS. which should be regarded as being wulle-
Cv o jedoviad tn origen,
% Less then 10T of those with EEV infection develop
© CFS——the fariors thal distinguich these 10 fromn the
remainder need fo b eplored.
Biwifwes (n fovieary oore Aare feund thead gavcfudogicad
diserens, eeeesire fotipuabilite and perhups ettrbutiunal
style fedor so dinical virad infection, ar nisk faclers for
ifer vaLdmespuend devslvgenet wf G,
Furure verearch weeds tn renswdir predisposing fariers (og
persoralivs, Hfestele, briar foligue, prior depression,
geredicn), e RQEeT or precapitord Fag wural ilfnes) and
mainlaini g factors (g alarare of @ cirav diagnosis,
teduced exercive foleramee, soctetal forus of undeiecled
dnfectious agend and advice e steh work.

Muicle dysfurctinn

The reporr identfies en siadies dealing with muscle
finction and CFS, There i e consistent evidence of a
pomary disarder of muoscle i maost. and o evidence
of any changes in muscle struerure thal coutd not be
explained by the consecuence of ilness. This is consis
tenr with fhe frequens observation than fatigue iy GE3S
sffects bocl phisical aad mental functioning, ang s
worsened by prvsical and mental efore

Frmeme nodogy

The Comnittee were aware of a considerable mumhber
of studies of possible immune dvsfunction in CF.
There are echnical differences betwern studies. per-
haps exphaining the inconsistent natere of the report-
ed findings. The pussibilin: that any changes might be
secondary 1o canfounders such as neurcha onal
variables, sleen disorder or psychological diswess nus
been insufficiendy acdressed. The piosence of
immunotogizal dvsfunction has nat been associared
with climical statis or clinical ouwcome. Tlis 1= an arcs
fur mure multidisciplinary rescarch

Becldatry mid neuwrofsy i)

We agree that chromic fatigue smdromes odten do not
fi- neally ino the conventional view that disease is
sither ‘pinsical’ or “psychological’ (11, In this respect,
CF5 dovs nol present o new or unique problem in
medicz] gractice. 11 illustrates the difficuliy thart
madern medicine sometimes has in responding 1o dis
arders that have both physical and psvehologroal
componcnts, und 1he imirations of an overnarrow
hiomedical model,

There are aver 20 published studiss concerming the
piossible role of psrchinric disorder in CF5S. Detween
one half and two-thirds of individuals seen in either
primary or specialist care wlih a diagnosis of sume
form of chrunic fatigue ssndrome also il erteria {or
psvehiatrie disorder, chiefly depression, anxir:y o7
st sacion disorder; in all studics, a1 least ome third
do nob

There are a number of explanations for these
findings. The firet is that peychiatric disarder i simplh
a reaction to physical illness. However. fove studies
that eompare CFS with chronic neuromuscular or
rhermatolngical disorders show that this s antenatte,

The possibilire of selection bias was also considered,
but studies in primary care have shown stmilar assacia-
tions, The repore voured three, overlapping expluna-
tions. The firs: is thar CF5 and psvekaatric diserder
share a common origin in heth newrobiological and
pavchosocial dwsfuncuon. The second ts thas the over
lap i parth artelacmial. since the operadonal defing-
tions for CF% and ths common psvehiawic disorders
thernselves overlap. The third is of mizdiagnosis, The
ke word s heleivpenei—we noted a recent stady

P.Gz
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that suggested <hat in some patienis symptoms were
assaciared with psvchiatric disorder, some with
abmormad exercise responises und some with neither.
We also considered the welcome recent upsurge of
neurobiological research into CFS, including studies
af neurapsychalogy, neureimaging and neuro-
endocrinology, At present no parecular pattern can he
discerned in the results. Formal disocders of intellect
and memory cunnet be canfirmed in CFS, despite the
severity ol the subjecrive complaints. but 2 disorder of
sustained attention zeems probable. Functional
neurcimaging shows phnarmuadides, bul wheibwr chese
are associaled with psichalogical morbidity, ar indeed
ire a cotsequence rather than a ceuse of cognitive
difficuities, renaine to be determined, There 3 ne
pathognort.c neurcimaging finding in CFS nov is
neurnimaging a diagnestic twol. Finally, we noted
recent work on the neuroendocrinalngy of CFS indi-
cating a disrurhance of the hepathalamic-pisvicry axis
(HPA;. Such work has considerahle attraction, since
the function of the HPA axis has celevance o the
clinical charnpeteristics of CFS. However, the namre of
these shnormalities remazps w be confirmed: recent
research has sugzested rhan some are secondary o
cliter belasioural changes in CF8, suvh as sdeep

disorder

KF_'U poenigx

¢ CES rannct b rpnsidenad eitiee pavsical” or prycko
foagral =ty nesd to b considered simultanconsly o
arieraticnd e Sraereme,

w  The depresaioon which s fowird T ooz Ralf ef patieni
cannal sonply by repavded a5 secondery o the dsabiiit
vl wroerieendy aisociided with COFF,

#  The numbar f’...l" Lesyehialric gumppioms fncreases adeh
nunber of sumatic thodily) symmptoms—ihe mave severe
Jarms fulfil riteria for samatisation disorder, in whick
dicalaluy iv profaunda.

»  Ser_cturad and funetiensd nenreimaging aad newre
endenture Jnvestigations hewe ot fed 1o conabitent eibmor
medittes detag demapstraled bt (FS, More clearbe estab
Lished nnvmel rages ars necessary 1o inlerbrot the
odserved abwormalities, These rhanges mey be chararter
iStic ta some subzvougy, dur may alse be due do such
Jorending fuctors as sleep disturbincs and prolonged
ERTet st

& Atports of ougrilive sbuormaliliv are sinilary incensis-
IFnit.

o Lurient finidings in relation to mwscle dysfunrtion and
imammne abnarmalittes are oper ta ieveral rnierpmeta-
tons. Theee & vu cometling ridenee for o substantial
primary role of aseromuscudar grifunction,

o Further reseacch should be emcouraged inta neure-
dfofogical aspecrs af CFF, wstng adeguaie case defing-
figns. semple descrifiticns and assessment of
ot fovea pielimn.

AL

Prezentation, assessment, imvestigattan and |

Ar ke enve F CFS is Lhe concepe of eusy
profound farigue. which is made worse b
physical or mental exertion. Svmiptowms
called ke [oatwies’ oy ovpical® are noc
tmanic, and can be encavriered aor only in
(Ltlfi] the operational criteria for CFS, but al
conditions, phesical o puvehalogical. Ty
diagnosur aknormal physicat signs in €
petients compladn of sore throuaes, e clind
Bitis is unnsual, Same patients davelop |
teeder lymph glands, £linically s
lvinphadenopathy should not be accepted
CFS—a cause for it mast be soughe

Patients need 1o be asmessed using a hinps
approach. Some doctors and patiencs
requirement aar diological and psvehosod
need o e assessed with equal thorowghn
medical clinics are illvguipped 2o offer o |
foctal assessment. Generic menial lealdy se
dlso lack the relevant skalls, or be unaccepta
paitient.

The reper: strongly endorses the role o
care in the managerncul ol OF5 T e onsisieny
L4CH bIle ILLPUPLA LGS Ol CATIV LIt N po
o develop o beneficiab therapeuric doctor-ps
ticnship and o atterapr to preent chronic
Theare are sill problems and mcual misur
ing. We are aware of claims thar some do
dismiss rhe pariens’s swmprame with sueh g
‘pull vourself wgether', although such repa
the decline,

[n assessing patients with excessive Fat
SMPOrLant 1o sirike a balance lwepneer nincer-
investignrion, There is wo often o lendene
sible phusicai illnesses to be overtnvestig
possible psvchalogical disorders o o
investigated, The need For investgations will
mined largely by the resuits of s good climic
phviteal and psechianic examenation, all ol
muncalery. Unless there are pelnters in the
examination, detailed lanoratory invest
largclv unhelpbul in anvane wi.li Lutipue L
than six monchs, Stodies of acilected a3
patients huve revealed changes in some
menzs, bul these are encoittered only in o
are rarely substantial, and do not lead o any |
chinical managemens. Their significan,
resedarchers rarher than eliniFiane, There are
rarory tests that establish or confirm s “ding
CES, and pone should be pecfarmed for thar

Tke following simple resty are u com
between under and overdinestipation.

Full blood coum

Acnute phase priein changes [ESR. CREY
Liver Minction (2503

Lrea und elecerolyes

T5H and tree chyroxine

Jeurnal of the Roval College of PRysicians uf Lovedon Vul. 3 No. B November, Decen
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§ creatine kinase
v urine 1o {or protein and sogns

i The aims of assessment for patients presenting with
smptoms suggestive of CF5 e be summarized as
folorws 1 iahbe 11:

. ¢ The prognosis for patients with the label "ME” who

b teach specialist care is a cause for concern, The
AjLT ke e Ll socn specialisc clinics COALNLE TR

| have persistent sviproms andsor disabalite on fallow

© up. However these findings are influenced bv
aalertion foerars, The narwral hisiore of CFS in rhe

CROMMURITY OF Primary care réinains obscure,

wi No labotatory markers, virological ar immuno-

logical. have been shown o predien ourcame. On the

other hand, four studies have found that peor ous
tome is assecialed with socizl, psvcheolaogical and
eultural faclors. These include the strenzih of belief in
"3 solely Frll'lub]t.i] cause fnr sv mpLoms, uncreated
ps}chulutnca disiress, and the use of aveidant coping
strategies (ruch as reducing acdving, dietary, sucial and
ather restrictions].

T The repnrt also considered the use and abuse of the

dtarnosiz of CFS, At present a diapnosis of CFS can be

~of use in chnical practice as a structure for padiert
inderstanding and a mode! for wreatment. 1f a doctor

“thooses (o use the label, he or she must be also able o

fjiv.--r: cpprupriate managemen:. Whatever label is
thosen. i is cssential that the docior accepts the

- Bytienc's distress as genvine. No patiemt should ever

= their crecdivility ic doubzed. There is nn place in
e chinical consuliation for such statements as ‘there

El‘l(rlhmg wrang with vou or 'itis all in the mind’, pas

i ﬁrthen Ls no p]ch tor sich starement as “you, have
C-wbors s nathing | ean da’

i

Kl.j pone

3‘IL Profeund jitigue, made worie &y minivud p!t'rsrrrzf af
mental exevtion, fes gt the core of GFS bt there are no
ather cardinal l.le'a.l"unh ahnarmeafl P;rnﬂfﬁ'f S‘Jg"?‘i'ﬂ ar
faberatory teils which cas mnfﬂﬁ the ‘digmross .

L Béops_'mhnsmr.a; investipaiion 5 ESSERiEi—IRiY 5 best

Pravided in primery cave, Secondary cere unite should
pravide fupifitses for such sssessments when required,

o Dnless there are arvpical _,I"m!i ref, Dimtfted fnmvestigation
Jor eliernative diegroses i appropriate end should b
gerombanisd by assesement uf petiont T disabilis, precho-
mg'z'mi sefe and ilness Gefiefs,

v [onbealed, the prognosis for those seew in spenalis cere

15 o) cottiern. e frogmosss o fiFTRGry (AR TEmains

utrertain, mnd requires furifer research.

}‘_[anagement

Good clinjczl management relies on the biopsycha-
Mal approach. The doctor should give relevant infor-
@auu}n seck to solve problems. look a: coping strate-

Al ol the Pt € adleoe ol Pl den e af Fandan Yol 30 Yo, B Novermher S December 1006

Table 1. Alms of assessment

1 Ta clarify the nature of the camplaing and conyides
alternative diagnoses

2 1o assess the curmen disablligy

1 Taelicit the beliefs and fears of patient and family about
symptoms, diagnoss, and oeatment

4 Toedcit the baliefs of pateent and family agout the rale,
benefits and consequences of rest and agtivity

5 Toidentify psychoiogecal distress

& Taformulate the problem in terms of predisposing,
predipitating ang perpetuating factar

7 To provide a basis for negotiating a management plan

Fies and use  mulhidisciplinary approach, Depression
or anxiery, wher identified. showld be weaied.

The committer was aware of the frequen: misgivings
and misconceptions WAL continue to surround e
subjeet of activity, exercise and rest in OF5. The repore
strongly affiems that caulious. controlied inocases in
activity remiain the cornerstone ol the manazement of
CFS. Dvercoming the consequendces ol reduced or
variable levels of activies by a progratnme of conwrolled
incrense in actvitn ofien over a tme-scale measared in
weeks or months, is a crucial pert of guod dinical care.
Rest is conraindicated in CFS: 01t has a role., it is only
as ane romponent of o strategy for a short period,
measured in davs or weeks, Acovite cun he restored in
A OIEwLe of Wil s, A Lllp]t ERLUTCIAL prog: LIS iy
used in several centres. supportet by rwo randomised
controlled trials, There is no evidence thar caurtous
exercise leads o permanent damage or disability in
CFS. However, the intensity al exertise should he
rhesen it the Tight of the subject’s current capabilities
based on knowledge of the degree of physical ue-
fitness and deconditioning. The sewing of realisiic
goals that can be increased in a siepwise Mmanner is
impartant. Over-ambitious of aggressive exercise
programmes, ar following advice to “exercise awas the
fatigue’ are likelv to fail. This can be undersiood by
relerence to exercise phyvsiology and Lhe neuro-
muscular response to unaccustomed activiny, and does
not implr any patholegical process specilfic for CFS,
aMans CF3 sufferers adopt a patern in which Laiel
bursts of acdvity. mevitably followed by a worsening of
the symptoms of pain and exhaustion. in Durn give way
to periads of prolonged rest and avoidunce of acavin.

Effeciive psvchological and phmirai MATHECIENT
may invole replacing varving actvits Jeve] with a con-
gistentl programme of rest and acrivitr, ave iding
extremes of both. Patients should be advised that such
a progranime of praduaily increasing activity {in which
each increment may be spread over several weeks) may

Bk
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CANC A transient (activity associnted) rather than a
persistent, increase in muscle fatipue and pair.

Cognitive behaviour therapy {CBT} is annther
collaborarive approuch te rehahiliation that incorpo-
Tates elements of ateributingg) change {Inoking for
altermative explanations for svnploms), acevity inan-
agemeni and graded targer setting. A recen: systemaric
review nf Lhree randomised controlled trials con-
cluded it is a promising and cost effective anproach
recommended for the ourpatient munagement of CF,

The preventon of disabiliey, partcslarly in primars
CAre, Fequires encourigement o be clive. Prolonged
vesl is associated with sccandary disabilitv, We are
thercfore concerned awbuul sl advice as the need 0
teorganise life in order to 'live within vour limits”,
which carries a risk of perpeuating disability, Cereain
illness beliefs may have an adverse effect on out-
came—siich as the fear thut any acivin which ciuses
an increase in fatigue is damaging: thar 'deing tno
imuch’ callies permanent muscle damage: and char
CFS is irreversible or untreatalle. Such inaccurate
helleis might fuel avvidance of activice, and then be
powerfully reinforced by the pain and fatigue which
inevitanls liow euch attemgpr o resurme Rrevins
bevels of accivity. This in turn might lead to increasing
restriction of actviw, fiuseration, loss of control an:d
demioenlisu o, '

There 1v also anecdotal opinion suggesing that
rehabiliation needs to take account of the “stages’ of
illness which osually implles that daring “aerive’ Shases
of ilness patients need to rescrice their acuvite. We
know of oo estdence te snppoit this. Two classic ran-
domicd controlled oials sugacst Ui eaedy exervise in
the affermath of a proven vral tlness is nor ool sale,
but heneaiicial.

Many sanfferers make significunt lifesnle changas ns
noresult of illness, These mav inglude altering their
responese o stressful events, adjusting their work and
leisure goals, altering their coping strategies, and
reassessie T their priorites and svalues. These need o
b scknewledged, bur in the contest of enconraging
recovery and preverung relapse, rather than
reinforcing further withdrawal.

Drug cherapy

The list of treatmenis for which therapeutie claims are
made in the context of CFS is a sourrs of concern.
There is o salomade evidence supporgdng any drug
reginie for CFS We found no role for immuno-
globulins. antihistamines. other immunotherapies or
sntiviral agents. Experimental trevtments such as
Immunciicrapy should be given anbe as part of cnn-
trolled cliical trials, The commitiee saw na role for
vitamin ar dierary snpplementation. and was un.
convinced of the efficacy of magnesium or evening
pPrimrose <l

Antidepressants are used by a varien of cinlcians
involved in the care of palients with CFS. At present

mast aof the favourible avidencs comes |
cantrolled stutdies. Two placeboeontrolled s
Auoxetine are inconclusive—one sondw
evidernee -:'I:FF'FH-’:MT'!J rhe opther E'indin_g_J; u
dence, AL present we ¢ontinue w endorse 1
antidepressants in thase CFS palients with de
whilst accepting thar the evidence is incane
oLher indiceraons,

Key painis

o eeeptance af the Fadient’s syt wnd acta
therafientir alliance are W stavting poiaty
merrriagentent of CFS,

o Ciradual, planned. matually agreed and
inorease hoexercise, forms the curnerstoee of
Lxcessive ved aned the prdera of alterrating
MEAFPATILLY ARy covmierproducifoe

o Cogmivee Whaviowr therapy has boen siesun |
tivw in recell contridled trials,

o Some Putients weed helh to adinst their pra
fifestvles o une of ranststend and move Arodere
T

& Mope pebdnmised conteafled (el of teeiens,
1N PTYTHEEY COTe, GFE reguired.

Children

CFS does occur 111 children and adalsscens.
no firm informalon or it prevalence, We are
af aty evidence that severe [orns ae nore
ir. children thap aduls, The sitptoms enco:
children are stmilar 1 those 1o adols. The or
of drvergence benween children and adulis is
six monthd duration criterion may be toe Loy
manths iy be more sppropriate, CFS in
may, as in adudis, be triggered by cerrain in
such as glanduylar Fever, i thers i5 o svic
support abnerinal vical POrSISenCe 4% g cause
werm disabilipe

Pubiished studies of CF% in chileleen, all
from specialist centres, show the important ¢
ion mide b psvchosecial Facoors. The sam
depresion is important and comimen. As wit
emotions such as trustration are esncow
tngether with feelings of lass reluted o time av
schosy and impairmgnl of social relalious, A
afso comman. Many children attending sp
centros with g diagnosis of CF3 are 'h igh arl
#nd ofien have anxicties aboct their sechoeod
mance, whic I cauwse them o wiork excessively
achieve at the limils af their ahilin, Overall, we
that relevant psveholegical Relors contritnreing
in chiléren may invale 4 venples Lonity dyvn
involvement. high expectation, lmited comrm
100 on emotional issues and previowus exper
illness. Schoal phabia 1 imporen, both as o«
val diagrosis and a complication of TFS. The

02 Journal of the Reyed Cotlege of PRysivinns of Londmn \nl, 39 No. 6 November/ Decemt
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resne schoal attendance dors nat exclude the diag-

nosyr children nmay have profound anxieties ahout
attendance despite a stronghy expressed wish to
TELI1E .\Cht’)ll]iﬂﬁ.

ANSESEE A

It is imaprrlany) 6 anprociate the walidite of the child’s
camplosts. Cinlilren are as. i nol mare, sensitive to
anv suorention 10eir il health might be spuriaus, or
all in 1he mind’. Acknowkedping the veality of the
_fhild’s sympioms reduces the risk of a defensive
Sreaction by either the chilil or lanil. Thas, although
.r:xp].nnmn of education, [zl and psy chosucial
iggues s mlwars indicated. this mst abwavs be done with
tact and sensitivite, especially as many families
cantinue i see thye problems as selel organic’

Investigma tiou:

CAs bnowdnles, ks essential thar a foll clinical history
~andd phvsical examination is performed in every case,
but 1he mumber of phvsical investigations shoaid be
kept 1o 2 minimum unless theve are specific pointers
in the leslory on examinadon. Laboralory investiga-
‘Tigms e usia |l unhelpful, with the exeeption of 1ens
tor intect:ous mononucleoss. Regent EBY infection
can onls be diagoosed by the presence of the VCA IgM

EH{IH-'TE_FF?M'H !

Meo snadsmiserd trizle exist iooinfarm anpropriate

~iRanagemenl in chijaren. Lase series from spocialist
Lestres repurt the <uccess of Selavioural activation
pa.cl,ag-ﬁ,, olten linked witn a tamay therapy approach.
“Tuition ut hone should be reserved ontly for the tmost
l.-?‘:vere‘!*_.' affected and should be for as sharr a time as

Tpussinte. and alwass in close liaison wich thie scbool. Tu
severely atfeemed cheldren, work with the family and
Laisnn beweeen healik and educadion services is
invariahby req tired,

Dl coate

A recent paper reported the oweome of a case series
of 50 children with severe chranic fatgue, most of
wlhiom recalled o n"[ggtring_, sunporiiy infecion. A
programmc heginaing with careful assessment and
‘togapement, fallowed by sy mpmmnm relief. reduc-
Hop of secondury gain, snaistding on regular echool
Aendance and 1he gradual rt*surn]:rtion of activity
dxﬂpm_- {:ngo]*w faligue, resuieed in 2 good outcome
I B4 Soach fowlings are nnconmralled and bazed on
wlected cases. bar contradict unsupported slaternens
ch as 'the average lenpgrn of iliness in Leenagers Lasts

; lhmu Frawr and @ hall vears'.

ik

el o Ve Feeed adlere of Physaevnria of Loselors Vol 20 Mo, & *ovemnber Decembar 10O

SHOTCE frRTiIen

slost childrer pughc w be adequarely managed by a
corpbination of primary care, school nurse and school
anthorities. with e support of focal paediaenic
pormiatric or psvrhology services where appropriae.
Referral to a specialist tearn may de indicated 1f there
is evidence of specific psichiawric disorder, severe or
orodonged disalailit. o farndls Tacvors imerfering wich
orogress, [n the absence of such faciors. basic manuge-
ment invalves reassmrance. exslanation. exploration
and wlleviatinn of school faews dearning diffieuldes.
exan siressors, bulhing), busic goal sewing and mon-
wiring with planned fooreases in activin aud planned
rezurn to school These can usually be provided Iy the
LGP or primary care 1eam, vho will need Lo monitor
the child and famik closeh, Good clinical pracdce for
severely affecied ehildron will usually invalve access w
a combined usit with facilities for asessment. wea-
ment and rehabilitsion. Sech units will require close
coaperadon hetween pacdiatricians and psychiatrsts.,
The necessary skilis mav invaive psychology, accupa-
tivnal therapy, nursing, phesictherapy. dieretics and
rducation,

K prodnes

o T presetation aned wnanagenent of (FS o cheldven i
siwmalay te Wl of adulis. The fime eritemion for CF8 oy
be shorler e fonadudis. Early wehabilialion w paiic-
Lavly fmpartani.

»  Mulnprajessional cave i rfpeomriate especialfy for wmore
SETH ;nwmn.

w  Thete is on eoen grenier lock af systemefieath aridred
dace br chifdrer ehan in el widh OFS grad e
PeseE IR Y J'r*r‘.'.ua.l'r“.ff_. Jiw."!.'r"ulm'{ﬁ feh Mt btk

Facilities and service provision

Owerall. the report emplisises (that the management
of CFS 15 firat and foremwest the respunsibiiline of the
primary care ream. The majority of cases can be
managed satisfactorily in primary care provided that

# the GP has sufficient uncerstanding
and <kills to manage the conditdon

s other members of 1he primnary care 1eam | physio-
therapist. scoial worker and/ar psuchelogise) can
be involied when necessar.,

. svmpathy.

Nevertheless a small number of patients mav
df"‘.'fln]} severe. nrolonged or complex disabibities rkat
redquire ?.p(-l:l:!.llq[ care. Tl'ns 1 oan arsa af unmer nesd
whick we see as broader thun the narrow perspecrive
ol CFS, including chronic funcooral symptoms and
serdrnmes mach as irritable bowel, libromyalia, nos-
cardiac chest pain and chroaic pain. All thise nver-
lepping svndromes are associzled with marbidin and
hirh resource constipiion. Their managemenm is

RS
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unsatistactory for both docter and patient. There is a
neacl for 3 recontigeration of general hespital sevvices
L0 address these problems more effectively and
etficientdy [3].

Service provision for CFS should combine a phosica
and psychological mullidisciplinary care approach. Al
models for delivering such care involve some fortn of
multidiseiplinary working and some Form of rebabili-
live management stracegies. Table 2 gives the essental
skills necessary for the task,

Implications for purchasers

In @n appendix the report includes some imphcations
fur commissioners, The conclusions paint out to

Tabla 2. Ersantial skills/tasks For a multidiadplinary CF5
unit, Ability ta:

1 Take a full history and carmy oul an appropriate physical

examinatian

2 Cbtain information on emotional issues such as depres-
3i0R, anxiety, hopelessness and suicidal risk

4 OBcain infornation on attributions, caping strategies
and previous experionca: of treatrment

4 Parfrrm the mimimum fiumber of investigations

5§ Provide appropriate and unambiguous reassurance
when these is no evidence of relevant physical
pathology

b krovide appropriate ang scceptable gxplanations far
fymptoms such a3 pain, fatigue, diziness and so on

7 Plan individually tailored rehabilitaticn programrres
aimed ot increasing acliAty, Enproving confidencea and
rastaoring cantrol

% Recognise when and how ta obtain specialist
rmedicatipsychiatric/pspehological =] =Lt

§ Remain informed alout current avidence on CFS

10 Provide outcome data

purchasers that it is likelv that CFS is alre
sening significant resources in botk prir
secondary ¢gre, some of which has heer
bengfir o the patient. Purchasers should be
recent developments in good linival pracdce
improve this situation, whilst acknowledging
tinuing uncertainities surrounding the cag
the condjchon.

Cammissiorers of services can wke immeq
to identify which sperialist units in their
cquipped [0 Lreat pattents with establishe:
review with those units their knowledge an
standing of the issues raised in the Joinc Cor
report, and (o draw the findings in the rep
attention of GPs. Mare effective manzgemsen
particularly at the pritnary care preveari
should avold waste af resources.
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