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Expert testimony to inform NICE guideline development 

Section A: Developer to complete 

Name: Professor Sir Terence Stephenson 

Role: Expert Witness - Nuffield Professor of Child Health 

Institution/Organisation 
(where applicable): 

 

UCL Great Ormond Street Institute of Child Health 

 

 

Guideline title: Managing the long-term effects of COVID-19: update 

Guideline Committee: Expert Advisory Panel for the update of NG188  

Subject of expert 
testimony: 

Children and young people  

Evidence gaps or 
uncertainties: 

Physical and mental health symptoms 

Assessments and investigations 

Case definition 

 

• What are the physical, cognitive, psychological and psychiatric signs or symptoms 
of the long-term effects of COVID-19 in children and young people? What is the 
prevalence in children and young people? 

• What assessments and investigations are used to identify the long-term effects of 
COVID-19 in children and young people? Are they different to those recommended in 
NG188? 

• What is the most effective management and rehabilitation (for physical, cognitive, 
psychological and psychiatric symptoms) for children and young people with long-
term effects of COVID-19 (links to service organisations and care pathways) 

• What are the most effective modifications or support for children and young people 
with long-term effects of COVID-19 to continue with education? 

• What care pathways and service organisation are you aware of for the assessment 
and management of the long-term effects of COVID-19 in children and young people, 
and which is most effective? 

• Is there, or should there be a separate case definition for ‘long COVID’ in children?  
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Section B: Expert to complete 

Summary testimony:  

Children & young people with Long Covid (CLoCk) study 

 

This study looked at children and young people aged 11-17 who had a positive 
COVID PCR test, matched to those with a negative result. Requests were made to 
150,000, with a 13% response rate (results for 6,804 children and young people, 
subjects and controls). An online questionnaire was completed three months after the 
test. Controls were matched by age, gender and where they lived. 

 

At the time of the test the most common symptoms amongst those who tested 

positive were headache, tiredness, sore throat and loss of taste/smell. 

For those who tested negative: Sore throat, headache, persistent cough, fever. 

 

36% reported 1 symptom (vs 8% negative test), and 24% vs 4% reported ≥5 

symptoms. This number rose to 66% (positive) vs 53% (negative) at 3 months for 

one symptom and 13% vs 6% ≥5 symptoms. The increase over time may be 

because people had more interest in completing the questionnaire if they still had 

symptoms at 3 months. It should be noted that this does not mean that the 

prevalence of long COVID in young people is 66%. It is a percentage of the 13% who 

responded to the questionnaire. 

 

After 3 months the most commonly reported symptoms amongst those who tested 

positive were unusual tiredness (39%), shortness of breath (23%), headache (23%), 

loss of taste/smell (14%) and dizziness (14%). 

For those who tested negative symptoms at 3 months were: unusual tiredness 

(24%), other (16%), headache (14%), unusual shortness of breath (10%) and loss of 

smell/taste (1.4%). 

 

For mental health there were conflicting results. Using formal measurements resulted 

in no difference in mental health symptoms between the matched participants, or 

between pre and post-pandemic levels. However, when asked a more holistic 

question around happiness/sadness, more reported they were unhappy. It is 

postulated that this could be due to more general awareness of the situation and 

concern for family members, rather than the focus being on concern for themselves 

as individuals (the objective of the formal questionnaire). 

 

Currently there is a Delphi consensus process to produce a research definition of 

long COVID in children and young people, and to determine what tests are required 

to make a diagnosis of long COVID for research purposes. 

 

Questions from panel 

Q. Is there any reference to schooling in the study? 
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A. Currently working on data which shows the number of days of school missed. 

 

Q. Are there any comparators with other national surveys with which to compare the 
13% response rate? 

Is the demographic of the population analysed representative? 

A. The response rate is comparable to eg MORI polls, which are national, unsolicited 
surveys, but not to those which use an already captured group, such as hospital 
inpatients. 

The response rate for the latest national ONS surveys of randomly selected 
households is also 13%. 

Respondents were quite representative of the population. There was a high BME 
response. London and the North-West were under-represented. More females than 
males. 

 

Q. How can we get a better grasp of prevalence? 

A. This is the biggest study globally and we can state the denominator. There was a 

similar response rate in both matched groups. The latest national ONS surveys of 

randomly selected households report POPULATION prevalence levels (whereas we 

are describing the proportion of those who test positive who have persistent 

symptoms).  The latest ONS prevalence estimates for the four-weeks ending 6 June 

2021: the estimated percentage of CYP living in private household in England with 

self-reported long COVID of any duration is 0.51% for 12-16 years and 1.21% for 17-

24 years = 31,080 11-17 year olds. 

 

Q. Could clusters of symptoms be a way to target children who need referral? 

A. The study is aiming to establish a definition for use in research. For diagnosis, if a 
child or young person needs referral, this should be decided by presenting 
symptoms, in agreement with the patient, parents and clinician, based on symptoms 
not a definition. If the child or young person is ill they need help, regardless of the 
diagnosis. 

 

Q. Is there scope for genetic analysis? Were siblings studied to see if they are likely 
to have the same symptoms? 

A. No, but will note this to ask about family members in the follow up study. 

 

Q. Did you consider disutility breakdown? 

A. Haven’t done this but will look into it. 

 

Q. Prevalence of chronic fatigue is 1-2%. Is there a difference? 

A. There is commonality but at this stage it is preferable to keep clear water between 
chronic fatigue and post-COVID syndrome. 

 

References to other work or publications to support your testimony’ (if 
applicable): 
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Disclosure: 
Please disclose any past or current, direct or indirect links to, or funding from, the 
tobacco industry. 

None 

Declaration of interests: Please complete NICE’s declaration of interests (DOI) 
form and return it with this form. 

 

Note: If giving expert testimony on behalf of an organisation, please ensure you 
use the DOI form to declare your own interests and also those of the organisation – 
this includes any financial interest the organisation has in the technology or 
comparator product; funding received from the manufacturer of the technology or 
comparator product; or any published position on the matter under review. The 
declaration should cover the preceding 12 months and will be available to the 
advisory committee. For further details, see the NICE policy on declaring and 
managing interests for advisory committees and supporting FAQs. 

 

Expert testimony papers are posted on the NICE website with other sources of 

evidence when the draft guideline is published. Any content that is academic in 

confidence should be highlighted and will be removed before publication if the status 

remains at this point in time.  
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