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Otto Neurath (philosopher)



Covid-19: a changing disease

March 2020:
A disease of the lungs 

Lasted ~2 weeks
Libby Eur Heart J 2020; 41: 3038

Dec 2020: A multi-system endothelial disease



What is the prognosis of long covid? 

Around 1 in 3 Covid-19 
patients still have 

symptoms 4 weeks 
after the acute illness

~Half of these 
will be 

symptom-free 
by 12 weeks 
(=> ~ 1 in 10 
still troubled)

~Half of these will 
be symptom-free by 

6 months (=> 
~ 1 in 20 join the 

‘tail’ of Covid long-
haulers)

BUT estimates vary+++



LC mechanisms 
(hypothesized)

LC 'treatable traits’ e.g.
(not mutually exclusive)

LC symptoms 
(relapse and remit)

Endothelitis, platelet 
activation  microclots, 
failure of small blood 
vessel regulation

Persisting viral antigen / 
autoantibodies  
immune activation

Dysautonomia (commonest = 
Postural Orthostatic Tachycardia 
Syndrome, POTS)

Breathing pattern disorder (‘vicious 
circle’ of misalignments in 
breathing muscles)

Cognitive malfunction with ⬇  ️
memory and executive function

Psychological impacts of loss of 
work and social interaction

Mast Cell Activation Syndrome (?)

Fatigue; post-exertional 
symptom exacerbation (PESE)

Breathlessness, voice problems

Chest pain (‘burn’), tachycardia

Urticaria, gastric reflux, bloating, 
sleep problems

‘Brain fog’ 

Anxiety and depression

FUNCTIONAL IMPAIRMENT+++

Thanks to 
Brendan Delaney 
for this slide



WHO case report form emphasises functional impairment 



Summary:
For complex reasons, some long covid patients 
experience profound functional impairment 
which follows a relapsing-remitting course, 
with diverse symptoms such as fatigue, chest 
pain, breathlessness, ‘brain fog’ 
and many more 



Long Covid:
A tiered approach

Tier 1: Support for self-management

Tier 2: Primary care (general practice 
and community-based rehabilitation)

Tier 3: Specialist assessment 
and rehabilitation

Tier 4:
Care of 

complications

Communication and 
coordination between 
the tiers is crucial



Long Covid: 
Which paradigm?

1. Biomedical paradigm: a 
search for drugs to treat 
vasculitis / inflammation?

2. Rehabilitation paradigm: 
gradual increase in exercise, 
with self-pacing and 
cognitive support

3. Relationship-based care 
paradigm: clinician as 
witness to suffering, avoid 
over-investigating



LOCOMOTION Quality Improvement Collaborative

9 sites across England

Clinical research fellows – no QI training, no research training

Almost no RCTs to draw on!!! Much of the evidence is our embodied 
clinical wisdom along with the lived experience of patients.

“Potentially better practices”

Crucially important to have rapid-cycle tests of change



LOCOMOTION Quality Improvement Collaborative

Q1: Should we 
standardize outcome 
measures within and 
across clinics?



Symptom distribution 
in 370 clinic patients 

Covid-19 Yorkshire 
Rehabilitation Scale 

(C19-YRS)

Thanks to Manoj 
Sivan for this slide

Sivan M et al. J Medical 
Virology. 2022; 94:1419



LOCOMOTION Quality Improvement Collaborative

Q2: What should be the referral 
criteria for long covid clinics? 

[depends what is being done, and 
what could be done, in primary care]



LOCOMOTION Quality Improvement Collaborative

Q3: What investigations and initial 
management should people have 
when seen in clinic? 

[ pre-investigation in primary care]



LOCOMOTION Quality Improvement Collaborative

An early finding was that many GPs had no knowledge of long covid, no confidence in 
managing it, and some did not “believe in” it. 

They didn’t know what kind of illness long covid is. Symptoms were legion! 

They feared ‘opening the floodgates’.

Patients talked about ’gaslighting’. Many had never been seen by a doctor.

We could not systematically improve quality in secondary care until we had addressed 
initial assessment and management in primary care.  



BMJ September 2022

60,000 
downloads









LOCOMOTION Quality Improvement Collaborative

Q4: Assessment and management of dysautonomia

Q5: Assessment and management of cognitive dysfunction

Q6: Assessment and management of breathing disorders

Q7: Getting patients back to work

etc



LOCOMOTION Quality Improvement Collaborative

The patient experience is central. 

 



LOCOMOTION QIC: Reflections

Running a QIC in an over-stressed healthcare system

Frictions with patient advisory group

Philosophical issues: embodied versus ‘objective’ knowledge

Local practicalities versus general truths

Unmet need – the missing denominator

Political and ideological issues
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