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The effect of Severe Acute Respiratory 
Syndrome Coronavirus 2 (SARS-CoV-2) 
varies between individuals from 
asymptomatic infection through to 
respiratory dysfunction and multi-organ 
failure and death

COVID-19



What’s 
going on?

Remote 
consulting

Increased 
workload

Dealing with 
uncertainty

Managing 
risk



Long-term effects seen with other viruses

We already had 
experience of post-viral 
sequalae from Influenza, 
SARS and MERS. 

This Department of 
Health infographic from 
2014 illustrates the long-
term effects following 
influenza.



Some people who had COVID-
19 continue to suffer persistent 
symptoms - chest pain and 
palpitations, shortness of 
breath, muscle and joint aches 
and pains, headaches, cognitive 
impairment (‘brain fog’), 
neuropathy and paraesthesia, 
and fatigue.



At pace….

Research 
team

PPIE / 
‘experts by 
experience’

University 
ethics 

approval



The perspectives of people with 
‘Long-COVID’  - a qualitative study



Methods

• University ethics approval
• Input and advice from people with long-COVID into 

study documents
• Semi-structured (telephone/online) interviews with 

people with long-COVID recruited through social 
media
• July – August 2020

• Interviews digitally recorded with consent, then 
transcribed verbatim

• Thematic analysis
• Findings discussed with participants and people with 

long-COVID



Findings

• Hard and Heavy work
• Managing symptoms
• Accessing care

• Living with uncertainty
• What is the cause of my symptoms?
• Is recovery possible?

• Finding the ’right’ GP
• Being believed
• Referral for investigation

• What is needed?
• Investigation to exclude serious pathology
• Ongoing support and rehabilitation



Hard and Heavy work

Complex symptoms

I'm just exhausted ... I'm very 
conscious of my lungs because I 
don't want to put too much 
pressure on them. I know instantly 
when they've done too much 
because the pain is back, especially 
in the right one. I used to enjoy 
running, and exercising, and stuff 
like that. I rarely even go on walks 
now. P1 

I was tired all the time…..with this extreme chest pain, I started to have 
new symptoms, numbness in my fingers and then within days it 
developed to a numbness in my hands, tingling on my face. I started to 
have problems with my memory, brain fog, I had occasional 
unexplained rashes either on my belly or on my neck and I was 
extremely over-sensitive to smell, and my head was spinning and I had 
burning legs and arms sensation and a very weird taste in my mouth. 
P13



Hard and Heavy work
Managing symptoms

I really have to pace myself…I have to do a chore, 
sit down for 15, 20 minutes and then do the next, 
which frustrates me, it’s like peeling potatoes, I 
can’t peel the carrots straight afterwards. P11

…so I hope the acupuncture and the massages, the deep tissue massage 
and the dry-needling will help…what I found helpful for me with the 
fatigue was the anti-histamine diet - it’s very strict, but it really helped 
me, so the moment I started to do it, I noticed improvements with the 
neurological symptoms as well…P13



Hard and Heavy work

Seeking help and 
accessing care

I tend to speak to different GPs 
every time. There was one GP 
who just thought it was all 
anxiety ... she said, ”There’s 
nothing wrong with your lungs. 
This is all anxiety. You must treat 
your anxiety. There’s nothing 
wrong with you. That was really 
upsetting because I knew I was 
short of breath ... I just cried and 
when I called the GP and she 
said, ”There’s nothing wrong with 
you”, and then I told my husband 
what she said, that made 
everything even worse. I just felt 
very, very alone with no one to 
support me or talk to me ... I 
really did feel very, very alone 
and isolated at that point. P18

Well yeah, I feel like there's a 
lack of knowledge. And I 
really wasn’t able to get any 
answers, I know, you know 
this is obviously a novel 
illness. But just even for one
doctor to look into it a bit 
and come back to me, didn’t 
happen. P10



Living with uncertainty

And I’m sure I’ve got a long way to go but so I’m in a much 
better place than I was but yes, I was really frightened, 
terrified and just thought I might die on a couple of 
occasions…. maybe not “I’m going to die right now”, but 
definitely I’m never going to get better from this kind of 
feeling. P6

‘I wasn’t just fogged, I was confused. I had a very difficult 
encounter as a result of just being confused about things and 
that took a long time to resolve. I love words and I enjoy the 
business of communicating, and I felt that part of my life was 
lost. Really, I just did admin, I didn’t do anything that required 
clear thinking.’ P3 



Finding the ‘right’ GP

Finding the ‘right’ GP is important: being believed and 
symptoms taken seriously; empathy and 
understanding

She just listens a little bit more to what I'm saying and 
she’s much more willing to say, “Of course, we don't 
really know what’s going on because it’s a new 
disease”. P18

Because I’ve spoken to four different GPs throughout this.  I’ve not 
found them very helpful, so to be honest at all. Yeah, I mean I 
haven’t found it particularly helpful.  So they haven’t felt 
particularly interested…P6



What is needed?

The importance of being examined
Access to tests/investigations needed

What would be good would be having my body checked 
to reassure me that there’s no long-term damage, or 
some monitoring, because we don’t know what the 
virus can do to your body. P4

I think it’s about it being a real person, at least someone 
assesses you and in some form in real life and gives you 
something that feels like its for you. And then that you can go 
away and do that, but knowing that there's somebody in the 
background being supportive of you on that journey. P16



What is needed?

A multidisciplinary team assessment

What we need is a service where people can get referred 
to, where people listen to them and then do the 
screening…, to screen the people who have symptoms 
suspicious of cardiac and respiratory issues that need 
further investigation. P14

Having an echo made me feel very reassured and with the 
CTPA, perhaps you can't do that on everybody, but I think 
some investigations would be good. Yeah, probably mental 
health and then a cardiologist or a respiratory physician. P18



Conclusions
• People with long-COVID need to be believed by their GP, with 

investigation and referral if necessary for worrying symptoms

• Patients with long-COVID should be coded in general practice – to 
enable 
• Data collection to demonstrate the extent of the problem
• Monitoring and support of the individual

• People want assessment by multi-disciplinary team, preferably 
face-to-face with examination

Kingstone et al. Finding the ‘right’ GP: a qualitative study of the 
experiences of patients with long-COVID   
https://doi.org/10.3399/bjgpopen20X101143



Impact

• Raise awareness amongst primary care of long-COVID  ✅

• Validate and legitimize the problems people with long-
COVID have  ✅



Impact

•NICE https://www.nice.org.uk/guidance/ng188

•RCGP
• Top tips  

https://elearning.rcgp.org.uk/pluginfile.php/160164/mod_
page/content/11/V2GA%20for%20publication%20updated
%20Management%20of%20the%20long%20term%20effect
s%20of%20COVID-19_formatted_29.10.20.pdf

• Learning module
https://elearning.rcgp.org.uk/mod/page/view.php?id=11665

•BJGP Life
https://bjgplife.com/2021the con/02/23/long-covid-in-children-

parents-and-families-perspectives-need-to-be-heard/

https://www.nice.org.uk/guidance/ng188
https://elearning.rcgp.org.uk/pluginfile.php/160164/mod_page/content/11/V2GA%20for%20publication%20updated%20Management%20of%20the%20long%20term%20effects%20of%20COVID-19_formatted_29.10.20.pdf
https://elearning.rcgp.org.uk/mod/page/view.php?id=11665
https://bjgplife.com/2021/02/23/long-covid-in-children-parents-and-families-perspectives-need-to-be-heard/


Impact

•Webinars
• RSM    

https://www.youtube.com/watch?v=tmzmx3LwEjY

• RCGP

• British Psychoanalytical Society

• IAPT

•Return to work 

•Commissioning
multi-disciplinary long-COVID clinics

https://www.youtube.com/watch?v=tmzmx3LwEjY


And where are we now?
• “Long-COVID”

• Patient-preferred term

• NICE/SIGN/RCGP
• Epidemiology
• Clinical practice 

• Management of people with Long-COVID

• Commissioning 
• Referral pathways and multi-disciplinary services



Long-COVID

• Umbrella term
• Persisting symptoms following even mild COVID-

19 infection
• A multisystem disease – wider range of 

symptoms
• Fatigue (post-exertional), chest pain, palpitations, 

shortness of breath, muscle and joint pain, 
dizziness, headaches and migraine, parasthesia, 
myopathy, gastro-intestinal symptoms (heartburn 
diarrhoea), rashes, ‘covid toe’

• Can be debilitating 



Most common presentations in 
primary care

• Fatigue and post-exertional symptom relapse – far more than simply
tiredness
• post-exertional fatigue is profound
• Inability to do anything other than rest is common

• Breathlessness – cardiac, respiratory, ‘breathing pattern disorder’ 
and dysphonia 

• Tachycardia and autonomic dysfunction including Postural 
Tachycardia Syndrome (POTS)

• Neurological symptoms, myelopathy, neuropathy, cognitive 
impairment /“brain fog”

• GI disturbance
• Urticaria, angioedema





Long-COVID – who is affected?

• Gender – 83% female
• Age – mean 47 years

• Impact on work /work absence

• 84% symptoms affecting at least 3 organ systems

ONS (Dec 2020)
1 in 5 respondents testing positive for COVID-19 experience 
symptoms for >5 weeks
1 in 10 experience symptoms for 12 weeks or longer

https://www.ons.gov.uk/news/statementsandletters/theprevalenceoflo
ngcovidsymptomsandcovid19complications



NICE/SIGN/RCGP

• Acute COVID-19 infection 
• Signs and symptoms of COVID-19 for up to 4 weeks

• Ongoing symptomatic COVID-19 
• Signs and symptoms of COVID-19 from 4 weeks up to 12 weeks

• Post-COVID-19 syndrome 
• Signs and symptoms that develop during or following an infection 

consistent with COVID-19, continue for more than 12 weeks and are 
not explained by an alternative diagnosis

• It usually presents with clusters of symptoms, often overlapping, 
which can fluctuate and change over time and can affect any system 
in the body

• May be considered before 12 weeks while the possibility of an 
alternative underlying disease is also being assessed. 

https://www.nice.org.uk/guidance/ng188



Key recommendations from the guidance

• Listen and believe
• DO NOT dismiss this as a psychological problem / anxiety
• Build trust
• Use shared decision-making whenever possible
• Be aware of potential cognitive problems during the assessment 

(sometimes called Covid-19 ‘brain fog’)
• Consider validated cognitive assessment tool if any concerns 

regarding cognition are raised

Believe your patient, listen, acknowledge their symptoms and 
problems, show empathy



Key recommendations from the guidance

• Code the diagnosis once made

• Note:
• Anyone with an acute infection of COVID-19, however mild, 

can go on to develop long term effects of COVID-19
• Patients DO NOT need a positive test, antibodies or to have 

been in hospital to be diagnosed with long-COVID
• Do not attempt to predict who will have prolonged 

symptoms based on clusters of symptoms or hospitalisation



Key recommendations from the guidance

• Take a full history including every system of the body and impact of 
symptoms
• If screening questionnaires are used, only do so alongside a clinical 

assessment
• Include physical, psychological, emotional and other impacts on a 

patients life including ADLs, work, finance 
• Used shared decision-making to determine if face-to-face assessment 

required
• Appropriate examination based on symptoms should always be 

considered
• Always measure O2 saturations if ongoing shortness of breath 

and determine if the patients desaturates when short of breath 
• Postural symptoms (dizziness) require lying and standing BP
• Neurological symptoms require an examination

Remember that this is a multisystem disease



Key recommendations from the guidance

• Identify red flags that need immediate referral
• Multisystem inflammatory syndrome (Children), desaturation, 

cardiac chest pain, venous thromboembolism

• Rule out alternative diagnosis 
• Cancer, heart failure, hypothyroid, Multiple sclerosis…….
• Follow standard pathways if pathology identified eg 2ww or 

referral to appropriate secondary care service

Remember - this is a multisystem disease



Key recommendations from the guidance

• Blood tests
• Depending on presentation and local protocols (FBC, U&E, TFTs, 

Coeliac, D-dimer, Troponin, BNP etc)
• CXR

• Only if ongoing respiratory symptoms
• Repeat by 12 weeks if previous problems and still symptomatic (BTS)

• ECG
• For palpitations, chest pain

• More detailed investigation depending on symptoms (may be via direct 
referral or a post covid-19 clinic)
• CT/MRI
• Tilt tables for postural symptoms

Investigate appropriately to identify pathology



Key recommendations from the guidance

• Self management may be enough for mild symptoms
• Free access for everyone to “Your Covid Recovery” website

specifically designed for this condition 
• Primary care management can be used for those who need further 

investigation, help or support
• Support, investigate and follow-up as appropriate
• Consider the primary care team for support e.g. social prescribing, 

care coordinator
• Psychological intervention as per local referral practice for patients 

needing specific help
• Social services or other support services (occupational health) as 

needed based on local referral protocols

Agree Treatment plan

:/www.yourcovidrecovery.nhs.uk


Key recommendations from the guidance

• Refer to specialist service if needed for specific diagnostics and coordinated care 
for more complicated presentations
• Further investigation or treatment such as CT and MRI
• Patients with multiple pathology across many organ systems in England can 

be referred to a “multidisciplinary post covid-19 Clinic” and referral can be 
considered from 4 weeks once other pathology is ruled out

• Rehabilitation and recovery may be required for complicated cases directly or 
through a ‘post covid-19 clinic’ if available

• Physio/ OT/ speech therapy can be access directly following local referral 
policies or by referring to 

• Specialist rehabilitation (Via secondary care or “post Covid-19 clinics” in 
England

Agree Treatment plan



Your Covid Recovery website
www.yourcovidrecovery.nhs.uk

• Part 1
• Open website covers many symptoms related to the long term effects 

of Covid-19 including shortness of breath, fatigue, loss of taste and 
smell, mood changes, fatigue management and many more..

• Very useful for patients and for clinicians to find out more
• Part 2

• Closed part of the website that needs referral AFTER pathology is 
excluded and the rehab team are happy for virtual rehabilitation to 
proceed. Provides remote support from a rehab team who supervise 
the progress of the patient, given them access to a clinician to answer 
questions along the way.

• Requires rehab team assessment
• Requires ongoing rehab team input to supervise patients progress 

during their treatment



Figure from ESS 1313 Long-COVID 2021 



Long-COVID clinics

• National investment: £10m to fund 69 clinics across 
England

• Multidisciplinary [including allied health 
professionals, MH practitioners, doctors (primary 
and specialist), occupational health…..]

• Referral pathway will vary between locality – so do 
find out what is available in your area!



Managing patient expectations
• General Practice has a key role in supporting people 

with Long-COVID:
• Initial management
• Continuity and generalism
• Holistic care
• Navigating and linking specialist investigations
• Patient advocate
• Supporting ‘recovery’ and return to work

• No one knows how long symptoms will persist for 
(supporting patient with uncertainty)

• We don’t ’discharge’ our patients in primary care



• Patients do not need to have had a positive 
SARS-CoV-2 test (PCR, antigen or antibody) or a 
previous COVID-19 diagnosis code, for the long 
COVID codes to be used.

• Do not use the term ‘Long COVID’, which is not 
searchable.

• Use appropriate templates to support coding, such 
as the free to use Ardens COVID-19 templates which 
embed relevant SNOMED codes.

• Further guidance and support on clinical coding can 
be found at NHS England and NHS Improvement via 
the Future NHS platform, and NHS Digital COVID-19 
Information Standards.

Key principles for coding

https://www.ardens.org.uk/coronavirus-covid-19-resources/
https://future.nhs.uk/L_C_N/grouphome
https://hscic.kahootz.com/connect.ti/COVID19_info_sharing/grouphome


What should be coded in primary care?

COVID-19 
diagnosis*

• COVID-19
(840539006)

*where this has not 
been previously 
recorded

Ongoing symptomatic 
COVID-19/post-COVID-19 
syndrome diagnosis

• Ongoing symptomatic COVID-
19 (1325181000000106)

• signs and symptoms of COVID-
19 from 4 to 12 weeks

• Post-COVID-19 syndrome  
(1325161000000102)
• signs and symptoms for more 

than 12 weeks

Red flag symptoms/signs

• Peripheral blood oxygen 
saturation on room air at rest
(866661000000106)

• Peripheral blood oxygen 
saturation on room air on 
exertion (866681000000102)

• Respiratory disease (50043002)

• Cardiac chest pain (426396005)

Diagnostics/investigations

• Blood test (396550006)
• Assessment using 1-minute sit-

to-stand test 
(1321911000000103)

• Lying blood pressure 
(163033001)

• Standing blood pressure
(163034007) 

• Plain chest X-ray (399208008)

The minimum dataset and recommended SNOMED CT codes based on NICE/SIGN/RCGP, NHS Digital, and NHS England and NHS Improvement guidance

Not all codes need to be used in each encounter (if not present) and codes are not exhaustive

https://www.nice.org.uk/guidance/NG188
https://hscic.kahootz.com/connect.ti/COVID19_info_sharing/grouphome
https://future.nhs.uk/L_C_N/grouphome


What should be coded in primary care?

Post-COVID assessment clinic

• Referral to post-COVID assessment clinic 
(1325031000000108)

Specialist referral
• Referral to paediatric service (306128002)
• Referral to respiratory medicine service 

(306114008)
• Referral to pulmonary rehabilitation

(24461000000105)
• Referral to cardiology service (183519002)

• Referral to cardiac rehabilitation programme 
(704050007)

• Referral to pain management service (306109009)

• Referral to gastroenterology service (183523005)
• Referral to endocrinology service (306118006)
• Referral to neurology service (183521007)

• Referral to rheumatology service (306127007)
• Referral to dermatology service (183518005)
• Referral to ENT service (183544005)

• Referral to infectious diseases service (306124000)

Outcome measure score*

• EQ-5D-5L - EuroQol five dimension 
five level index (736534008)

• EQ-VAS - EuroQol visual analogue 
score (736535009)

*where available

Assessment tools**

• Newcastle Post-COVID syndrome 
Follow-up Screening Questionnaire 
(1325051000000101)

• COVID-19 Yorkshire Rehabilitation 
Screening tool 
(1325071000000105)

**where specific assessment tools/screening 
questionnaires are already being regularly 
undertaken in clinical practice 

Mental health support

• Referral to IAPT programme (380201000000109)
• Referral to liaison psychiatry service (306136006)
• Referral to mental health team (390866009)

Self-management/supported self-
management

• Signposting to Your COVID Recovery (1325021000000106)
• Advised to self care (315241000000102)

• Provision of support for self-management (733810001)
• Primary care management (737470001)

• Community care management (781901000000106)
• Referral to social prescribing service (871731000000106)

Management/referrals Outcome measures

The minimum dataset and recommended SNOMED CT codes based on NICE/SIGN/RCGP, NHS Digital, and NHS England and NHS Improvement guidance
Not all codes need to be used in each encounter (if not present) and codes are not exhaustive

https://www.nice.org.uk/guidance/NG188
https://hscic.kahootz.com/connect.ti/COVID19_info_sharing/grouphome
https://future.nhs.uk/L_C_N/grouphome


Potential mechanisms in Long-COVID

• Inflammatory response
• Fibrosis/scarring
• Auto-immune
• Vasculitis
• Persistent virus
• Endothelial damage
• Genetics



Underlying organic pathology -
latest evidence

• In individuals with ongoing symptoms, 70% have impairment in 
one or more organs 4 months after initial COVID-19 symptoms.

Dennis A, Wamil M, Alberts J On behalf of COVERSCAN study investigators, et al. Multiorgan 
impairment in low-risk individuals with post-COVID-19 syndrome: a prospective, community-based 
study. BMJ Open 2021; 11:e048391. doi: 10.1136/bmjopen-2020-048391 

• Up to one-third of COVID-19 patients analysed in this review 
experienced at least one neurological manifestation. One in 50 
patients experienced stroke. In those over 60, more than one-
third had acute confusion/delirium; the presence of 
neurological manifestations in this group was associated with 
near doubling of mortality.

Shubham Misra, Kavitha Kolappa, Manya Prasad, et al. Frequency of neurological manifestations in COVID-19: a systematic review 
and meta-analysis of 350 studies.  medRxiv 2021.04.20.21255780; doi: https://doi.org/10.1101/2021.04.20.21255780 pre-print



Underlying organic pathology -
latest evidence

Crook H et al. Long COVID – mechanisms, risk factors and management. BMJ 2021;374:n1648 

• Fatigue – combination of physical and psychological factors: 
inflammation, auto-immune

• Cardiovascular – myocarditis, hypercoaguability, emboli: 
inflammation, impact on ACE2 receptors

• Pulmonary – inflammation, impact on ACE2 receptors, emboli, 
fibrosis

• Cognition and mental health – auto-immune, inflammation 
(‘cytokine storm’), hypercoaguability

• Abnormalities of smell and taste – inflammation and direct 
cell damage



Crook H et al. Long COVID – mechanisms, risk factors and management. BMJ 2021;374:n1648 



Is there any evidence for? 
• Smell training

According to the smell loss charity Fifth Sense, studies 
suggest “you should choose scents that represent the four 
smell categories: flowery, fruity, spicy, and resinous - choose 
any smell you feel comfortable with, have available, and 
enjoy!”
Vaira LA, Hopkins C, Petrocelli M. et al. Smell and taste recovery in coronavirus disease 
2019 patients: a 60-day objective and prospective study. J Laryngol
Otol2020;134:7039.doi:10.1017/S0022215120001826 pmid:32782030

• Opera/Breathing
A breathing and wellbeing programme for people 
recovering from the effects of COVID-19
https://eno.org/eno-breathe/

https://eno.org/eno-breathe/


Pamela
• 29years
• Physiotherapist 
• Double vaccinated
• Had COVID-19 6w ago – thinks caught when 

working on a respiratory ward
• Mild symptoms (temperature and cough) at 

the time, but now has persistent cough, 
shortness of breath, fatigue, ‘brain fog’

• Has not been able to go back to work –
although is now able to read and spend 
short periods of time looking at computer

• Main worry is that feels short of breath 
most of the time and feels has no exercise 
tolerance (used to run 20km a week)

• What are you 
thinking?

• What can 
primary care do?

• Any referrals 
needed?



Pamela
• GP/ANP assessment:

• Careful history including GAD2 and PHQ2
• Examination – the value of a physical examination

• peak flow
• Investigation 

• Bloods
• CXR
• ? V/Q 
• ? ECHO

• Clinician action:
• Support and regular review
• Fit note
• YCR website
• Referral respiratory clinic/Long-COVID clinic

• Investigated
• Physio for dysfunctional breathing

• Consider IAPT



Bharat
• 38years
• Teacher
• Married, three children (13, 10 and 7)
• Not worked since covid in Oct 2020 (LFT and PCR 

+ve)
• Main symptoms

• Extreme fatigue – often stays in bed ‘til 2pm
• muscles aches, brain fog
• dizziness on standing
• palpitations

• Can’t see how to move forwards
• Wife frustrated
• Not sure how will get back to work
• Feels very down
• 13year old son has similar symptoms

• What are you thinking?

• What can primary care 
do?

• Any referrals needed?



Bharat
• Initial GP/ANP telephone call
• Clinician assessment:

• Careful history 
• GAD2 and PHQ2
• Explore impact on work, impact on family

• Examination – the value of a physical examination 
• Lying and standing BP

• Investigation 
• Bloods
• Tilt table

• Clinician action:
• Support and regular review
• Fit Note
• YCR website
• Referral 

• Long-COVID clinic (?POTS)
• Fatigue clinic

• Consider IAPT



Postural Tachycardia Syndrome 
(POTS)

• POTS - autonomic nervous system abnormality/ dysfunction sometimes 
called “dysautomnia”
• Presents with a fast heart rate, palpitations and dizziness/ 

lightheadedness on standing
• Diagnosed when symptoms, and a sustained increase in heart rate is 

seen on standing, for 3 months or more
• Normal response on standing – slight increase in HR on standing that 

normalizes
• Abnormal response is seen in POTS

• >30 beats increase (40 bts in 12-19 yrs) within 10 minutes of 
standing

• No associated BP drop
• Symptoms relieved by lying down

• Consider face to face assessment if postural symptoms are identified
• More information (patients and clinicians) can be found at 

https://www.potsuk.org and    https://www.potsuk.org/gp_guide

https://www.potsuk.org/
https://www.potsuk.org/gp_guide


Postural Tachycardia Syndrome (POTS)



POTS

https://www.potsuk.org/UserFiles/File//PoTS_on_a_Page_GP_Guide.pdf

https://www.potsuk.org/UserFiles/File/PoTS_on_a_Page_GP_Guide.pdf


CJ Muhammad

• 13years old
• Son of Bharat
• COVID symptoms in October 2020

• All family affected
• Uncle died of COVID in local hospital 

following a month on Critical Care
• Not been to school since end of October
• Main symptoms

• Fatigue and poor concentration
• Outbursts of temper
• Headaches
• Loose stools (fears leaving the house)

• What are you 
thinking?

• How can primary 
care help?

• Any referrals 
needed?



CJ Muhammad
• Initial GP/ANP telephone call to assess problem
• Clinician assessment f2f, if not had before:

• Careful history 
• Explore symptoms, ICE
• Explore impact of symptoms on family
• Explore impact of and feelings around bereavement 

• Examination 
• Investigations 

• Bloods

• Clinician action:
• Support and regular review
• YCR website
• Consider Paediatric Fatigue clinic
• Liaison with school



Long-COVID in children
• CLOCK study – one in 7 of children (11-17years) who 

test positive for covid have prolonged symptoms –
lasting 15 weeks
• Unusual fatigue
• Headaches
NOTE- imitation of the study is response rate was only 13.5%. The 
researchers say that if this 13% is representative of all 11-17 year 
olds who have tested positive, 32 000 throughout England would 
still have three or more physical symptoms three months later. 
However, if only teenagers who responded to the survey had any 
persisting problems and those who chose not to respond had 
completely recovered, this would mean a best case scenario of 
4000 cases of long COVID.

Stephenson T, Pereira S, Shafran R, et al. Long covid—the physical and mental health of 
children and non-hospitalised young people 3 months after SARS-CoV-2 infection; a national 
matched cohort study (The CLoCk) Study.2021.doi:10.21203/rs.3.rs-798316/v1



Liz

• 61 years
• Divorced
• PA/secretary in small printing company
• Had COVID-19 May 2020 – no covid test
• Moderate symptoms and did contact NHS 

111 who advised oxygen monitoring and 
‘stay at home’

• Feels that never really recovered: chest 
pain, headaches, rashes, fatigue, anosmia

• Was off sick until August and then 
furloughed until Feb 2021; employer asked 
her to start working at home – negotiated 
part-time working

• What are 
you 
thinking?

• What can 
primary 
care do?

• Any 
referrals 
needed?



Liz
• GP/ANP assessment:

• Careful history 
• GAD2 and PHQ2
• Explore impact on work, impact on family

• Examination – the value of a physical examination 
• Lying and standing BP

• Investigation 
• Bloods
• ECG
• ?V/Q scan

• Clinician action:
• Support and regular review
• Fit Note
• YCR website
• Referral 

• Long-COVID clinic 
• Fatigue clinic
• IAPT



MCAS Mast Cell Activation Syndrome
• SARS Cov2-RNA activates mast cells in acute COVID causing histamine 

release
• Controversial area amongst allergy and immunology community in UK 
• Clinical features extremely distressing and therefore prompt 

symptomatic therapy is vital.
• Recurrent seemingly unrelated symptoms

• Cutaneous and systemic: urticaria, angioedema, flushing, 
tachycardia, dyspnoea

• Gastrointestinal: cramping abdominal pain, nausea, vomiting, 
diarrhoea

• Oculonasal: nasal congestion, rhinorrhoea, and itchy, watery, red 
eyes

• Polyuria
• Cognitive dysfunction occur
• Anaphylaxis may be seen

Glynn P et al. Long-COVID following mild SARS CoV-2 infection: characteristic T cell 
alterations and response to antihistamines. Pre-print. 
https://www.medrxiv.org/content/10.1101/2021.06.06.21258272v1



MCAS – possible management
• High dose H1 blockade is the mainstay.

• Doses are off-label; is supported by the urticaria guidelines from the British Society of 
Allergy and Clinical Immunology (BSACI). Doses up to cetirizine 20mg bd or 
fexofenadine 360mg bd may be required. Do an ECG to check QTc before using higher 
doses, and check patient not on other drugs that can cause QT prolongation. Ketotifen 
3rd line

• H2 blockade (famotidine 20mg bd) can be added in especially if there are GI 
symptoms

• Mast cell stabilizer therapy with montelukast 10mg nocte can be a useful 
adjunct; Oral sodium cromoglicate if GI symptoms

• Topical therapy with calamine OTC; if inadequate, prescribe levomenthol
• Prednisolone can be given as a short course for persistent distressing 

symptoms; prescribe 1mg/kg/day up to a maximum of 40mg/day for 3 days 
initially. In case of early recurrence of severe symptoms, taper subsequent 
courses.

• Anaphylaxis: manage as usual; issue an Epipen
• Low histamine diet - anecdotally useful

• Signpost patients to Mast Cell Action Support Group     https://ukmasto.org

https://www.bsaci.org/wp-content/uploads/2020/01/Urticaria_Angioedema2015-1.pdf
https://ukmasto.org/


Peter

• 48years
• Housing officer, local council
• Married with three teenage children
• Had COVID-19 in January 2021
• Admitted to hospital and spent 8 nights on 

Critical Care Unit
• Discharged after 4 weeks
• Remains very tired, short of breath, poor 

concentration, poor exercise tolerance, 
anxious and finding it difficult to leave the 
house

• Was reviewed at post-CCU clinic 4 weeks 
ago and discharged

• Has been off sick since admission

• What are you 
thinking?

• What can 
primary care 
do?

• Any referrals 
needed?



Peter
• GP/ANP assessment:

• Careful history 
• GAD2 and PHQ2
• Evidence PTSD?
• Explore impact on work, impact on family
• How does Peter feel about discharge from post-

CCU clinic?
• Examination?

• Clinician action:
• Support and offer regular review
• YCR website
• IAPT
• Fit Note





Key points:
• Definition from NICE/SIGN/RCGP national guidance Dec 2020

• Acute COVID-19: signs and symptoms of COVID-19 for up to 4 weeks.
• Ongoing symptomatic COVID-19: signs and symptoms of COVID-19 from 4 

to 12 weeks
• Post-COVID-19 syndrome: signs and symptoms that develop during or after 

an infection consistent with COVID-19, continue for more than 12 weeks and 
are not explained by an alternative diagnosis

• Coding essential to ensure accurate notes and assist in resourcing and data 
collection/research 

• Post COVID-19 syndrome:
• Multisystem disease, usually presenting with clusters of symptoms, often 

overlapping, which can fluctuate and change over time and can affect any 
system in the body

• Patients DO NOT need a positive Covid-19 test or antibody test 
• Can consider the diagnosis of “Post Covid syndrome” before 12 weeks if 

other causes ruled out
• Adults AND Children are affected and all age groups can have ongoing 

symptoms 



Finally…….

•Listen to (and believe) the 
patient ‘in front of you’

•Reflect on how to work 
effectively with your patients 

Look after yourself and your 
colleagues



Resources

• https://www.guysandstthomas.nhs.uk/resources/coronavirus/wellbeing/breathing-
techniques-and-advice.pdf

• https://enderley.nhs.uk/wp-content/uploads/2020/04/Covid-booklet-post-discharge-
hospital-FINAL.pdf

• https://eno.org/support-us/how-to-support/eno-breathe/

• https://www.blf.org.uk/support-for-you/long-covid/recovering-from-long-covid/managing-
your-energy

• https://www.yourcovidrecovery.nhs.uk/managing-the-effects/effects-on-your-
body/breathlessness/

• https://www.yourcovidrecovery.nhs.uk/managing-the-effects/effects-on-your-
mind/managing-fear-and-anxiety/

• Coding
• Use appropriate templates to support coding, such as the free to use Ardens COVID-19 templates which 

embed relevant SNOMED codes.

• Further guidance and support on clinical coding can be found at NHS England and NHS Improvement via 
the Future NHS platform, and NHS Digital COVID-19 Information Standards.

https://www.yourcovidrecovery.nhs.uk/managing-the-effects/effects-on-your-body/breathlessness/
https://www.yourcovidrecovery.nhs.uk/managing-the-effects/effects-on-your-mind/managing-fear-and-anxiety/
https://www.ardens.org.uk/coronavirus-covid-19-resources/
https://future.nhs.uk/L_C_N/grouphome
https://hscic.kahootz.com/connect.ti/COVID19_info_sharing/grouphome


Resources

• YCR website https://www.yourcovidrecovery.nhs.uk/
• NICE/SIGN/RCGP guidance https://www.nice.org.uk/guidance/ng188
• https://www.nhs.uk/conditions/coronavirus-covid-19/long-term-

effects-of-coronavirus-long-covid/
• http://dx.doi.org/10.1136/bmj.n136
• https://evidence.nihr.ac.uk/themedreview/living-with-covid19-

second-review/
• https://www.medrxiv.org/content/10.1101/2020.12.08.20246025v1
• https://www.thelancet.com/journals/lanpsy/article/PIIS2215-

0366(21)00084-5/fulltext
• https://www.medrxiv.org/content/10.1101/2020.12.24.20248802v3
• https://www.nature.com/articles/s41591-021-01283-z
• https://academic.oup.com/cid/advance-

article/doi/10.1093/cid/ciaa1792/6012625

https://www.nhs.uk/conditions/coronavirus-covid-19/long-term-effects-of-coronavirus-long-covid/
http://dx.doi.org/10.1136/bmj.n136
https://evidence.nihr.ac.uk/themedreview/living-with-covid19-second-review/
https://www.medrxiv.org/content/10.1101/2020.12.08.20246025v1
https://www.thelancet.com/journals/lanpsy/article/PIIS2215-0366(21)00084-5/fulltext
https://www.medrxiv.org/content/10.1101/2020.12.24.20248802v3
https://www.nature.com/articles/s41591-021-01283-z
https://academic.oup.com/cid/advance-article/doi/10.1093/cid/ciaa1792/6012625


Resources

• https://www.som.org.uk/return-to-work/

• https://www.som.org.uk/coronavirus-resources.php

Return to work

Managing fatigue

• https://www.rcot.co.uk/how-manage-post-viral-fatigue-after-covid-19-0
• https://www.yourcovidrecovery.nhs.uk/managing-the-effects/effects-on-

your-body/fatigue/
• https://patient.info/news-and-features/what-you-need-to-know-about-

post-viral-fatigue

• PoTs
• https://www.potsuk.org

https://www.som.org.uk/return-to-work/
https://www.som.org.uk/coronavirus-resources.php
https://www.rcot.co.uk/how-manage-post-viral-fatigue-after-covid-19-0
https://www.yourcovidrecovery.nhs.uk/managing-the-effects/effects-on-your-body/fatigue/
https://patient.info/news-and-features/what-you-need-to-know-about-post-viral-fatigue
https://www.potsuk.org/


It’s the Keele difference.

Research Institute for Primary Care & Health Sciences

David Weatherall Building

Keele University 

Newcastle-under-Lyme 

Staffordshire 

ST5 5BG

+44 (0)1782 733905

Thank you for listening – any 

questions?

c.a.chew-graham@keele.ac.uk
@CizCG

mailto:c.a.chew-graham@keele.ac.uk

