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From Harm to help
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tHE DOCTOR'S EXPERIENCE



How to Treat 

ME/CFS

cme



A paradigm shift



• Jelstad 2016

NIH Research funding 2010-2014



Misinformation has derailed research and impacted care of patients



•

•

•

•

pathophysiology

Research studies describe pathophysiological changes
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EPidemiology 
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course



SPECTRUM of severity

May work but only at 

expense of other areas 

of life.

Mostly housebound

May use walking aid

Fully bed-bound.

Often can't speak.

Untreatable pain.

Often require 

nutritional support.

Mostly bed-bound.

May rely on 

wheelchair & carers.



Quality of Life

•

•

Hvidberg et al 2015



F L U - L I K E  S Y M P T O M S

R E D U C E D  F U N C T I O N A L I T Y

D Y S P N E A    P A I N M U S C L E  P A I N

M U S C L E  F A T I G A B I L I T Y  &  W E A K N E S S

T E M P E R A T U R E  D Y S R E G U L A T I O N    V E R T I G O

P O S T - E X E R T I O N A L  M A L A I S E    P H O T O P H O B I A

H Y P E R S O M N I A    M C A S    C H E M I C A L  S E N S I T I V I T E S

S W O L L E N  L Y M P H  N O D E S    A N A E M I A    C H E S T  P A I N

G A S T R O I N T E S T I O N A L  D Y S F U N C T I O N    H Y P E R A C U S I S

S L O W E D  S P E E C H    I N S O M N I A    P R O F O U N D  F A T I G U E

p O S T U R A L  O R T H O S T A T I C  T A C H Y C A R D I A  S Y N D R O M E  

H E A D A C H E S    M O O D  S W I N G S    F O O D  I N T O L E R A N C E S

J O I N T  P A I N    U N R E F R E S H I N G  S L E E P    D E P R E S S I O N

V I T A M I N  D  D E F I C I E N C Y    A L C O H O L  I N T O L E R A N C E

W E I G H T  G A I N / L O S S    A N X I E T Y    H Y P O G L Y C A E M I A

P O O R  C O O R D I N A T I O N    J O I N T  H Y P E R M O B I L I T Y

C O G N I T I V E  I M P A I R M E N T    B L U R R E D  V I S I O N

M I G R A I N E S    S Y N C O P E    C C I    A L L O D Y N I A

O R T H O S T A T I C  I N T O L E R A N C E

T A C H Y C A R D I A    D Y S P H A S I A

Symptom Presentation



DIAGNOSTIC criteria
F L U - L I K E  S Y M P T O M S

R E D U C E D  F U N C T I O N A L I T Y

D Y S P N E A    P A I N    M U S C L E  P A I N

M U S C L E  F A T I G A B I L I T Y  &  W E A K N E S S

T E M P E R A T U R E  D Y S R E G U L A T I O N    V E R T I G O

P O S T - E X E R T I O N A L  M A L A I S E    P H O T O P H O B I A

H Y P E R S O M N I A    M C A S    C H E M I C A L  S E N S I T I V I T E S

S W O L L E N  L Y M P H  N O D E S    A N A E M I A    C H E S T  P A I N

G A S T R O I N T E S T I O N A L  D Y S F U N C T I O N    H Y P E R A C U S I S

S L O W E D  S P E E C H    I N S O M N I A    P R O F O U N D  F A T I G U E

p O S T U R A L  O R T H O S T A T I C  T A C H Y C A R D I A  S Y N D R O M E  

H E A D A C H E S    M O O D  S W I N G S    F O O D  I N T O L E R A N C E S

J O I N T  P A I N    U N R E F R E S H I N G  S L E E P    D E P R E S S I O N

V I T A M I N  D  D E F I C I E N C Y    A L C O H O L  I N T O L E R A N C E

W E I G H T  G A I N / L O S S    A N X I E T Y    H Y P O G L Y C A E M I A

P O O R  C O O R D I N A T I O N    J O I N T  H Y P E R M O B I L I T Y

C O G N I T I V E  I M P A I R M E N T    B L U R R E D  V I S I O N

M I G R A I N E S    S Y N C O P E    C C I    A L L O D Y N I A

O R T H O S T A T I C  I N T O L E R A N C E

T A C H Y C A R D I A    D Y S P H A S I A



DIAGNOSis  

COGNITIVE 

IMPAIRMENT

Post 

Exertional 

Malaise

UNREFRESHING 

SLEEP

Orthostatic 

Intolerance ME/CFS

( IOM )

New onset
Impairment 

&
fatigue



Role of the General Practitioner



WHAT IS Post-exertional malaise (PEM)?
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PRE-Illness level of functioning
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WILL I SEE PEM in the clinic?

A patient with moderate / severe ME on a good day

what you might see....

often doesn't appear unwell



•

•

•

•

•

•

•

2019 diagnosed with ME/CFS



pem

after OVEREXERTION.... severe ME
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Investigations



PEM

a a+b b
PEM PEM

DIAGNOSTIC CONSIDERATIONS - OVERLAPPING AND COMORBID CONDITIONS ARE THE NORM
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SYMPTOM MANAGEMENT

Stepwise Symptom management

pem oi SLEEP pain brain fog

most troubling symptoms least troubling symptoms

1. 2. 3. 4. 5.



symptom management
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ME/CFS
without oi

ME/CFS 

with OI 
as a criterion 

feature

OI as a 

feature of  

dysautonomia

PEM PEM

exercise 
intolerance

orthostatic intolerance

•

PEM

•



Assessing POTS 

/ Nasa Lean Test / Passive Stand Test



Manageable as an aspect of ME 

managing pots
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pacing: reduce the impact of PEM BY LEAVING SOME FUEL IN THE Tank

•

•

•

•

•



What patients want us to know 
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take home messages
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