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I['r)igsag" 19 CES/ME patient care:
2 nosmg CES/ME In primary care
2 | olvmg community services
- e'ferral to St Helier/Sutton CFS/ME
" = SerV|ce for intervention
= —— * - Long term CFS/ME self management

_.-'__

- —

-~ supported In primary care
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) i)l PIiese ntation of TAT'S

2 Dasjfa r) ,-medlcme to Improve fatigue
2 ':rJ,)_c ation of negative test results
_J _aaf f*somethmg more sinister
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. = _...J-_,__

s

= Tﬁpact on occupational functioning/medical
_.....r-:-‘-'

= ":@'ert S

= ——e. Depression
® |mpatience for recovery



O ? O 4% of the population are
= affected by CFS/ME

-—
e

- —:_-f;' 26 40 patients in a G.P. practice of

e

.
—
—

= 10,000)



Triggers

Infections
Stress
Sore throat, Memary;
_‘ glands; flu-like . 4 sleep
':J'_','r-"lpthT'IS e '-—\t_'f: - ’_ : Bl - : concentrati ion;
g -\ Brain disturbance "~ depression

___ Autonamic
= néruous System

Hormones MNerves
Adrenal glands  Heart Bowels Bladder Messages
¥ to muscles
Cortisol l
Joint pains Palpitations Irritable Frequency Miucele
Allergies Low blood pressure  bowel 3 pain
Fatigue Cold hands/feet  symptoms

(Shepherd 1999)
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CRES/ME:Diagnostic:Cn

<

All of trigiailaninlef
SDELIIIEELNO Persistent or relapsing fatigue for at least 4
mgnth'* Ut— not life-leng

2> Not i esult ofi ongoing exertion and not substantially.
Jllé\ ated Py rest

%4 | t‘exertlonal malaise and/or fatigue, typically delayed

-—-"'

— *(e g. by at least 24 hours) with slow recovery over
~ several days

"= Seyere enough to cause substantial reduction In previous
levels of occupational, educational, social or personal
activities.
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Jalrie eztig)

EAUACHESS : —

AT Ym iy jodes without pathological enlargement
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JQTT-"[' lﬂ-‘ ='

EECognit *dysfunctlon

' _ost‘éxer’tlonal malaise

—-—-—-—-ﬂ"' fenéral ‘malaise or ‘flu-like’ symptoms

~ = Dizziness

~ = Nausea

- * Palpitations in the absence of identified cardiac pathology
s Alcoholintolerance
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r\r 1Y Jstable medical condition associated with

jeigue; w

N T T =

— '__'
= I
-

5 pgyg'u- 3 melanchollc or bipolar depression,
SCMIZ0 P renla

Lh |!

: _.—-'_

e AnoreX|a or bulimia nervosa

® Active drug/alcohol abuse



EXClUSIon Criteria: - tem
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Tro ;; ]g CONAILIONS requirng evaluation over

] =

_,)n_} lns dlscovered at onset or Initial evaluation,
.;,, ‘Untreated hypothyroidism, diabetes, active
Sinfection.

Z %'Genaltlons that resolve — 3 months post pregnancy,
~ 6mths post major surgery, 3mths post major infection.

J-3 .Major conditions — MI, heart failure.
4. Morbid obesity — BMI > 40 (45-CDC).
5. Inflammatory conditions.

—
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Differential -Diagm@i@"',- —

And2iy /o] o Anaemia

Daorasgs Df' Chronic Infection
r)rlfflrlf‘/ éep Disorder Immunodeficiency
(O3 HFUCtiVe Sleep Malignancy

'\C Ea) Multiple Sclerosis

= Coeliac Disease Myasthenia Gravis
.,_JEa*H_ng Disorder Rheumatic Diseases
“Alcohol Abuse Thyroid Disease

Adrenal Insufficiency Hyperparathyroidism



~ Similarities:

2 Loy éf]ﬂ gy / fatigue

=——e S]eep problems (non-restorative vs. early
morning wakening)
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Inte'_. e J];. act|V|t|es * Little /no interest remains

XS Post exel JJﬂ" -‘malalse * No post exertional malaise
| often feel better as a result
= of exercise
- Ch’ lange -‘m*-fmood related to * |Low mood more constant

== smél symptoms worse at specific
___,..* -i1mespf day
- =E *—.I\/Iixmg up words

- * Reduced co- ordination related to exertion
= * Spre throat / swollen lymph nodes

* |Lack of energy for sex

Not reported

Not reported

Unusual symptoms
Lack of desire for sex
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2 Full fisiars
SHTiests rﬂ ommended Py NICE:

pECHES| RICRP,U&E, LFT, TSH, urinalysis for
r)fJFJ “blood and glucose glucose calcium and
_ sphate coeliac serology, random blood
i--_,__-c ﬁ'cose serum creatinine, CK

=f.“‘-8pe0|f|c — vitamin D, immunoglobulins, ANA,
-~ auto antibodies, paraprotelns/myeloma screen

“= Physical examination
® \ental health assessment
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2 TaJr esults usually normal (Significantly
rk)njm allwill net be accepted unless
theserhave been explained or are not
r@lm nt to CFS/ME)

q,,;. Ome patients have a definite starting
— point for their iliness e.g. frequently
= 'fﬂllowmg an Infection

“» Some patients have a gradual onset of
Symptoms
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2 Pati2nis nageioiayaels
noveon

- C Iéjr avel nce reguired showing diagnostic criteria are

:::-' -:'*
I—.|.—.— e

nce pplled can be difficult to remove!

:'E!'_ —_
- :

= -
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e

— —L‘abel can increase anxiety — media misinformation

e Danger of attribution of new symptoms to CFS/ME — new
symptoms need investigating on their own merits
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ec |ons — EBV, HHVG, viral hepatitis,
n , enterokuses parvovirus.

ST ' il Infections — salmonella, brucella,

_'.,_ :
| 4

o _."__.__.v; |
—

Ca—— —
-_-d-

L2530 rochetes — lyme disease.

_l?‘. —

—

~_* Protozoa — toxoplasmosis.

- * Fungi — little/no evidence of candida allergy.

® |[mmunizations — rare reports only (HBV, flu).

—
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n Ignificant negative events are
Iy to trigger mood disorder. Stress at
e of a triggering event may increase the
Iéf CFS/ME.

e

= = Slcal Injuries — Are more likely to trigger
o JBTomyaIgla but CFS/ME has been reported

—

“Hfter physical or operative trauma.

\ Ihlm

e Environmental Toxins



hiﬁlg'ggeabou-t-ﬁi? —

infection — unlikely a retorvirus
5 — benefits of CBT and GET

| Ti’t's of Rituximab — B cell depletion
;_,:_, _0|mmun|ty IgM rather than I1gG
ﬂ: immune deficiency — cellular > humoral
-® Muscle dysfunction — impaired energy

® Post exertional malaise — PME XS




Fatigue and

impaired iral infections
:antl-‘u'll'fﬂ with fatigue,
immunity sore throat

7

Meural hypersensitivity Chronic hyperadrenalism
‘ & vascular t—p- & mild hyperventilation /

insufficiency

/ \ Worry and

More viral stress that

illness or viral something
symptoms Impaired anti- may be wrong

| viral immunity
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NICE ¢ de@]mé 73]7

— ‘\dvk.é" ) Symptom management should not be
clafaly/ael ‘—current information indicates that early
lear ment may. prevent significant i1/iness.

—-__t-i: agn05|s at 4 months for adults and 3 months Iin
4 = ildren  (confirmed by paediatrician).

Map of medicine for CFS/ME (2012) available for
e ;qwck reference & management advice

: — If symptoms do not respond to advice, consider
referral.

— PACE trial (2011)
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~ Mild:

> MJJHJ‘ i
= q'.f._’”ng
ﬂ === ght domestic tasks with difficulty
"-\Norkmg/educatlon

- = [ittle or no leisure/social activity
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-~ Moderate:
“{éd.lr‘m moblllty
REstic Sted in ADL’s

= Vi ptoms and abilities fluctuate through
= -'-:pea<s and troughs
: '*" Frequently have stopped work
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. Sayere
Jn;l’_)]é% limited in carrying out
JL Vi 1es for themselves

_ 2:_- Vere cognitive difficulties
**"*JJ\ZIay be dependent on wheelchair for
- mobility

e (Often unable to leave the house
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“LLevels,of Severityas

e "-:._.___-_I-.._ .
- SN Wi -  — e

—

.~ Very'severe:

10 t for care
':"  sensitivities e. g. to light, noise

g
T

e



EarlyManagement p—

i

2 i\"’la]'n"téif sleep hygiene
SMERsUehiealthy diet and regular meals

= 3331 ”pacmg — take short, frequent rests, don't
SLyStorpush through the fatlgue (both physu:al
& 2nd mental activities can make symptoms
=-_”-' ."’-Worse)
s Maintain a level of activity, encourage to stay
out of bed once acute phase Is over
® Use of relaxation technigues

* Encourage to maintain enjoyable activities
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CEUENLS c'ilt;‘ex'pectations of-a specialist chronic fatigue
yndrorrw/i‘/]? Service: a gualitative study.

Farn Prace, 200 1 Oct;28(5):572-8. Epub 2011 May 9.
M‘)armo,i’: f_-ynch J, Leydon GM.

—

%J Pﬂrﬁferral to a specialist service appeared to be highly valued by
""ﬁe participants.
— The levels of uncertainty expressed by many patients about the
.~ nature of CFS/ME raises the issue of the role of information on
CES/ME during the early stages of the illness
® Suggests a need for more reassurance and positive advice during

the waiting period


http://www.esth.nhs.uk/cfs

I : - —
\Enagementof severelyeam, |

SRUSERGVice for early management
ERBnItorgeneral physical well being - pressure
aleasrdeconditioning, nutrition (e.g. Vit D)

2 Tfé“ symptomatu:ally

SSERefer to community services, e. g. physiotherapy,
= -eccupatlonal therapy, social services
- f(equment)
“= Refer to specialist service when patient
physically able to attend appointments
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-
edical Treatment s—
2 JJ,),)]!)H Ribose; L= Carnltlne CleO hlgh dose
fish oils, HLJLI‘ eiminsteesmineRISmagnesiun

Irljd!.ElOfb

T nyrg),ﬂn* no more than 25mcg.
‘__,;jsone - Try for 1 month, if unhelpful reduce to
:'Sr‘r]g‘_j’c‘? ally for a week and then cease.

= ?G)Zd(:obalamin 1 mg once/week for 10 weeks
__.,:__.._-f |GWed by 1 mg once a month for a year, Folic acid 5
= -mgs once a week for the duration of the therapy

—

= = |nosine Pranobex
~ e Anti-viral agents
® Amitriptyline
e Sleep medication
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Completion of CEE/NE rafanal i9g) 9% OF

3§ ISTOTA/A Q; J -atlon of symptoms

LIl rory _ f-prewous Investigations & referrals in relation
| o r] St Jg,/ of presenting complaint.

— T
L _.-_.

--|—-_ ____..'

A{tach blood test results to referral form

- e — .-'_-__
— —

e

= Dlagn03|s of CES confirmed by GP

p——

e Referral form found on website
WWW.epsom-sthelier.nhs.uk/cfs



http://www.epsom-sthelier.nhs.uk/cfs

Tiag;ﬂj:efer-r-ai '

Cognalaie consultant/ CN

;T.
gnnmur n ‘of diagnosis & completed blood tests —
oo,gsg] u o First Steps Seminar

—'

2 Ulg ear. dlagn05|s or additional medical complications —
> ;_)e eﬁl mto to see Consultant or Clinical Nurse specialist

—

'_-‘—"

*evere CES/ME patients — domically service on hold.
: 'CFS team to liaise/ consult with local MDT’s where
-~ appropriate



Re-referrals

Discharge

Diagnostic
Assessment Lifestyle management group

/ R P
| ot NG / Individual Psychology

| GP completes Triage by
~ | referral form Consultantor | | FIRST STEP SEMINAR Clinic

=" TR iy L T il \
Individual OT

Y

h 4

¥

Severe CFS — No capacity

for domiciliary service. A Nadical i

Team can offer liaison fo MDT

community health care meeting

professionals. with MDT follow-up clinic
Consultant




ﬁtew@g@ PG

SISt rc)c-“ Seminar
M‘JCJIL,)]

(Jm,]a,]_-. ﬁ-xeruse Therapy (not available)
r\c.r,lv Management

= h'I_‘tlye Behavioural Therapy

> FS/ME Lifestyle Management Group
"‘J\/lDT follow up clinic

- * External referral e.g. IAPT, social services,
domiciliary physiotherapy

-
-
®
o)

p—
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SPAtiEnts discharged for non attendance/non-
arjcjel Jérf nt

2 Jérw;a nable to support patients long term

2 Rga errals assessed on case by case basis

-___. _|-_.._--|_'

ﬁn s to offer information, advice and support
= ~-{-o facilitate long-term self management of
— - CES/ME



ave had to prove you are ill,
=1 very difficult to get well”.

_-_ - Dr Brlan Marien (Barts & The London)



- Questions?

== WWW.epsom-sthelier.nhs.uk/cfs
~ www.richmondandkingstonmegroup.org.uk
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