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Expert testimony to inform NICE guideline development 

Section A: Developer to complete 

Name: Dr Elizabeth Whittaker 

Role: Expert Witness – Practitioner  

Consultant paediatric infectious diseases and lecturer in 
paediatric infection and immunity 
 

Institution/Organisation 
(where applicable): 

St Mary’s Hospital, Imperial College healthcare NHS 
Trust and Imperial College London 

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: 

• case definition 

• signs and symptoms 

• assessment and investigation 

• rehabilitation 

• care pathways/service organisation 

• lived experience 

Evidence gaps or 
uncertainties: 

 

• 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:  

This expert testimony presented information and experiences of setting up and 
running services for children with ongoing symptoms of COVID-19 in London. In 
particular, the assessments and investigations undertaken, and care pathways for 
assessment and management. 

 

Various datasets (ONS data, data from the Zoe app) show that ongoing symptoms of 
COVID-19 are prevalent in children and young people:  

ONS data on persistent symptoms in people <16 were presented. 

• 9.8-13% had symptoms at 5 weeks 

• 7-8% had symptoms at 12 weeks. 

Zoe data (Molteni et al., 2021)  

• 4.4% had symptoms at 28 days 

• 1.8% had symptoms at >56 days. 

 

NHS services for children with post-COVID symptoms (London) 

In London, services for children have been set up based partly on services for adults 
with ongoing symptoms of COVID-19 but tailored for young people. Young people 
seen in this service are often struggling with their mental health and may be anxious 
as a result of their symptoms. 

These services have prioritised close working with local paediatric services through 
GPs and recognise the importance of involving family members in care. 

 

Care pathway 

Routes into the pathway: Children and young people can enter into the pathway in 
multiple ways (from emergency care, community providers or education providers).  

GPs: GPs are the first stage in the pathway. This should be a face-to-face 
assessment. The experience in the London service is that a significant proportion of 
young people had pre-existing conditions. A holistic approach is therefore required, 
particularly as many children have had time off school as a result of their symptoms. 
GPs should have rapid access to paediatrician-led rapid triage to minimise wait. 

Paediatrician-led rapid triage (PLRT): PLRT work with GPs to exclude other 
conditions and advise where diagnosis is unclear. If needed, paediatricians can refer 
into the virtual multidisciplinary team (MDT) assessment. A referral form has been 
created for this purpose 

Virtual MDT assessment: The MDT should involve a broad range of disciplines. Allied 
Health Professionals (for example, dieticians, speech and language therapists, 
occupational therapists, physiotherapists) are important members of this team. The 
MDT in London consists of at least 6 members, with specialities tailored depending 
on the symptoms presenting. An MDT coordinator has been added to the London 
team for admin support. This assessment can result in a referral for face-to-face 
rehabilitation in severe cases. Alternate outcomes include referral to appropriate 
specialist services, advice regarding further investigations, suggested treatment for 
symptom management, supportive guidance for self-management.  

Self-management supportive options are varied. They can involve information 
leaflets, webinars, online group sessions. Parental group sessions are being 
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considered for the future. 

General observations: Fewer children and young people are being referred into this 
pathway than expected. This is a concern, and the reasons behind it are not yet 
known. Activities to address this: 

• Active case finding 

• Engagement with schools 

• Education sessions with primary care (via Royal College of GPs RCGP, local 
primary care networks etc 

• Dissemination of information to paediatric teams via other networks – e.g. 
North and South Thames Paediatric networks (NTPN, STPN) 

However, it appears there may be other blockers to referral. Direct referrals are taken 
from primary care for the 16-18 year age group as they fall between paediatric and 
adult services. 

 

Common symptoms and management 

Case studies show that initial mild illness due to SARS-CoV-2 can result in ongoing 
symptoms of COVID-19. It is important not to miss other diagnoses during 
assessment for long-COVID. 

People presenting into the pathway may not have laboratory evidence (PCR, 
antibody) of infection (15/29 people referred into TRACCS service showed no 
evidence of infection). Most people accessing services present with more than one 
symptom: most frequently fatigue, followed by headache, gastrointestinal symptoms, 
cardiorespiratory symptoms, and neuropsychiatric symptoms. 

Most of these patients have treatment plans which involve groups or one-to-one 
sessions with a physiotherapist, psychologist or occupational therapist. 

Some case studies were briefly presented, one of which included treatment with 
antihistamines (symptoms included a rash and abdominal pain).  

 

Questions from panel 

Q: The presence of neurological symptoms months after infection is interesting. This 
is also seen in long-COVID in adults. Is this a distinction between long-COVID in 
children and young people, and long-term effects of other viral infections? 

A: We should be intentionally unbiased about how we think children and young 
people with long-COVID are going to present. We don’t want to miss any new 
symptoms by expecting symptoms to align with what has been seen before in other 
conditions. There are overlapping symptoms with other conditions, but there are also 
clear distinctions. While some tools can be re-used in long-COVID, more research is 
needed in this area. 

 

Q: Pulmonary and cardiovascular symptoms have been observed in children and 
young people with ongoing symptoms of COVID-19. Has organ damage been 
observed too? 
A: There is a single published case study (Buonsenso et al., 2021) which reports 
having seen organ damage. However, we haven’t observed this in London or 
England to date. This is a distinction from symptomatology in adults – even children 
who have been admitted to intensive care with COVID-19 don’t follow the same path 
as adults, in particular thrombotic blood clotting complications are much less 
frequently seen. However, it’s clear that investigations should still take place so that 
this isn’t missed if it is present. These are built into the screening investigations 
required for referral to the pathway.  
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Q: The presentation stated that there is a blockage for referrals from primary care. 
Why might this be? Parents have very different experiences of getting referrals based 
on geography. 

A: There is a problem with awareness. In London, we have done webinars, 
pamphlets, there are plans to go into schools to talk directly to children, young people 
and teachers. Active case finding could be the key. All of this requires resources, and 
while primary care services have done an incredible job throughout this pandemic, 
they may not have the resources to do this. It is true that there are people who are 
struggling to access care. 

 

Q: One of the case studies included treatment with antihistamines. This seems to be 
increasingly common for ongoing symptoms of COVID-19. How many patients are 
using antihistamines? Do they help?  

A: There is a published study from Russia (Osmanov et al., 2021) which shows that 
ongoing symptoms may affect children and young people with prior allergies (also 
noted in the CLoCK study not yet published). In London, treating with antihistamines 
has been trialled in patients with symptoms suggestive of urticaria or possible mast 
cell instability, as it is a relatively low risk treatment. Its effectiveness is uncertain (a 
trial is needed in this area, but will take time to produce results) – clinical experience 
suggests that it may work for some symptoms like rashes, but not for others like 
abdominal pain. 

 

Q: Should the service provided by MDTs be made more easily accessible, rather 
than having to access through GPs? Could access be direct, with GPs contacted 
afterwards? 

A: It’s important that we investigate and continuously reassess the model that we’re 
currently using, as we want to remove as many blocks to access as possible. It may 
be that opening up referrals more widely could overwhelm the service, but options 
like this one need to be considered. We have had discussions with primary care in 
London, and they were reluctant to refer directly in, and felt it was more appropriate 
that children and young people were assessed by a paediatrician first. However, if 
there are recognised delays in this pathway, we can reconsider this. 16-18 year olds 
are referred directly by primary care into the pathway as they can otherwise fall 
between paediatric and adult services.  

 

Q: There is a concern that difficulty in accessing MDTs (in some areas of the country, 
not necessarily everywhere) is driving parents to seek help through different 
channels. Sometimes this is private care, sometimes online advice about limiting 
diets or taking supplements. Do you think this could be diverting people away from 
pathways like the one in London, where they exist? 

A: Yes, they could be. We are trying to address this: our educational material 
contains information about not changing your diet, as this can affect the weight and 
nutritional intake of a child or young person. We also ask private paediatricians to 
refer directly into the MDT, in order to reduce unnecessary investigations and 
transfers between healthcare professionals or departments, all of which can increase 
anxiety for the child or young person. We want people to come through our pathway 
as much as possible.  

References to other work or publications to support your testimony’ (if 
applicable): 
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Illness duration and symptom profile in symptomatic UK school-aged children tested 

for SARS-CoV-2 (Molteni et al., 2021). 

https://www.thelancet.com/journals/lanchi/article/PIIS2352-4642(21)00198-X/fulltext 

Evidence of lung perfusion defects and ongoing inflammation in an adolescent with 
post-acute sequelae of SARS-CoV-2 infection (Buonsenso et al., 2021) 
https://doi.org/10.1016/S2352-4642(21)00196-6 

 

Risk factors for long covid in previously hospitalised children using the ISARIC Global 
follow-up protocol: A prospective cohort study (Osmanov et al., 2021); DOI: 
10.1183/13993003.01341-2021 

Disclosure: 
Please disclose any past or current, direct or indirect links to, or funding from, the 
tobacco industry. 

Nil 

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. 
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