
UK COVID 19 INQUIRY
MODULE 8

CLOSING STATEMENT ON BEHALF OF
LONG COVID KIDS AND LONG COVID KIDS SCOTLAND

I. INTRODUCTION

1. Long Covid Kids ("LCK") and Long Covid Kids Scotland ("LCKS") represent the growing

number of children and young people who have been left debilitated, and in some cases
disabled, by the long-term sequelae of SARS-CoV-2 infection. Children and Young People
("CYP") with Long Covid have been rendered invisible by Government decision-making. They
have suffered twice: first from the physical, developmental, educational and social impact of

the virus, and second from the harmful and stigmatising consequences of the Government's
pandemic response failures. Their concerns remain unheard and ignored by the Government.
A parent member of Long Covid Kids describes her child's experience of suffering with Long
Covid, 'people have used the term ghost children...it was as if he did not exist.

2. LCK and LCKS embarked on Module 8 wanting answers to why their children are unwell, why

so little was done to help them and why, even now, the most basic steps have not been taken

in response to a new paediatric disease. The answer to those questions, to the extent that

answers have been provided to the Inquiry, is shameful. Even after the evidence of paediatric

Long Covid was brought to the attention of the UK Government and the devolved

administrations, decision makers did not take the necessary steps to protect children from

developing Long Covid. To the contrary, the existence of paediatric Long Covid was ignored or

minimised. Even now, five years after the onset of the virus, wholly inadequate steps have
been taken to assist children who developed Long Covid to access healthcare and education.

These failures constitute an ongoing breach of the Government's duty to place the best

interests of children at the heart of their decision making, and to respect the human rights of

those children and their families.

3. This Closing Statement first outlines the impact of Long Covid on CYP. It goes on to cover the
foreseeability and early understanding of paediatric Long Covid. It considers next why there

was a failure to respond to paediatric Long Covid by examining (i) how paediatric Long Covid
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confronts the Government's pandemic narrative (ii) how an adult-centric approach overlooked

the physical harm of the virus to CYP and (iii) the failures of political, clinical and public health

leadership on the new disease. The Closing Statement then considers six failures of

Government in responding to paediatric Long Covid, namely the failures to: (i) prevent chronic

illness; (ii) ensure access to education; (iii) monitor disease and collect data; (iv) to warn the

public; (v) to inform and guide schools; and (vi) to ensure access to healthcare. The twelve

corresponding findings of fact the LCGs invite the Inquiry to make are set out at the beginning

of each section. The Closing Statement concludes with the ongoing failures in response to

paediatric Long Covid and sets out 10 recommendations to ensure the UK can better support

CYP who currently suffer from Long Covid, and to ensure that the UK is better prepared to

respond to a future, as yet unknown pandemic.

ll. THE IMPACT OF LONG COVID ON CHILDREN AND YOUNG PEOPLE

i FINDING: Paediatric Long Covid is a debilitating and disabling new childhood
disease caused by infection by SARS-CoV-2. It impacts all aspects of CYP's
lives, childhoods and development.

4. Long Covid is a significant new childhood disease which has a devastating impact on all

aspects of CYP's lives and development. There is no current prevalence data of Long Covid
in the UK however the RECOVER study estimates that there are almost 6 million CYP with

Long Covid in the USA, which makes paediatric Long Covid's prevalence more than that of

paediatric asthma.? Long Covid develops after infection with SARS-CoV-2. It comprises over

200 symptoms across nine body systems.* The long-term physiological complications of

paediatric Long Covid are not yet fully known, but a study found that CYP infected with SARS-
CoV-2 are at significantly increased risk of serious and diverse post-acute cardiovascular
outcomes.* Long Covid has caused otherwise healthy CYP to become 'newly-disabled', be

reliant on a wheelchair, and to even become bed-bound.®

5. These physical symptoms have an inevitable and profound impact on daily functioning. The
COSMO study found that 70% of CYP who self-reported with Long Covid said that it had limited

their daily activities and that they suffered from a 'severe' outcome.® The Long Covid experts
describe a severe outcome as being unable to conduct activities of daily living like showering

and self-care, having reduced mobility and being unable to speak for more than a few minutes.'
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These physiological impacts significantly disrupt CYP's ability to attend school, which has a

consequential impact on educational attainment. They require support such as reasonable
adjustments to properly access education, and in the absence of this support they can suffer

academic exclusion as well as social isolation and stigmatisation.® The Long Covid experts
state that Long Covid in CYP has a particular impact on developmental milestones as it occurs
at a crucial time of biopsychosocial changes.°

6. Many CYP with Long Covid have struggled to obtain a diagnosis or to have their symptoms

believed because of the significant and ongoing challenges in accessing healthcare.' There
was an additional delay in the recognition of Long Covid in CYP, beyond even the delay in

recognising it in adults."

7. Studies highlight a correlation between Long Covid and deprivation.'2 Long Covid therefore

creates new inequalities amongst CYP, as well as exacerbating existing inequalities. Finally,

its risk is indiscriminate: "anyone can develop Long Covid.""* It follows that many more CYP
are likely to develop Long Covid in the future as SARS-CoV-2 remains in circulation.

lil. THE FORESEEABILITY / UNDERSTANDING OF PAEDIATRIC LONG COVID

FINDING Paediatric Long Covid was a foreseeable consequence of SARS-
CoV-2 and there was clear understanding of its impact in scientific, clinical and
political circles very early in the relevant period.

8. Expert reports in Modules 2 and 8 confirmed the foreseeability of long-term sequelae from
SARS-CoV-2,'* and the Inquiry has found that long term illness was predictable.'® The
paediatric Long Covid expert report notes the known impact of other post-viral (or post-

bacterial) infections, like Kawasaki disease, on CYP, whilst also noting its similarity to

paediatric Long Covid.'® The presentation of Long Covid in CYP was not therefore, an

unpredictable or unusual consequence of the virus. Indeed, Duncan Burton stated that the

foreseeability of post-viral impact in CYP was generally acknowledged by clinicians, including
the National Clinical Director for Children, who considered that whenever there is viral impact,
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there is likely to be some post-viral process on a CYP's body.'" Despite this, no steps were

taken to plan for, prepare or monitor post-acute sequelae in adults, or CYP.

9. An understanding that the long-term sequelae of SARS-CoV-2 impacts CYP took shape within

the scientific community from May 2020, very early in the relevant period. Dr Arora confirmed

that PHE, as well as the "rest of the scientific community", including DHSC and the CMOs,
were aware of the susceptibility of CYP to Long Covid from May 2020 onwards.'® This
understanding followed clinical observations of Kawasaki-like syndrome in children from April

2020 onwards."?

10. That CYP may develop Long Covid was also well understood by Government decision-makers
early in the relevant period.

a. Wales: the First Minister Mark Drakeford confirmed that the Welsh Government were
aware of Long Covid as a distinct condition from Autumn 2020 when a written statement

on Long Covid was issued to Ministers.21 He confirmed that its impact on children was
understood "certainly by the end of 2020" and that "by the beginning of February, we

[were]more aware of the potential impact of Long Covid on 2

b. Scotland: Caroline Lamb confirmed that by October 2020 the Health and Social Care
Department of the Scottish Government recognised that CYP were at risk of developing
Long Covid.2? That Scottish Government departments more generally shared this

understanding is apparent from Neil Rennick's confirmation in October 2020 that the

Education and Justice business area of the Scottish Government appreciated that

"children might also suffer from Long Covid.'24

c. Northern Ireland: by at least March 2021 there was a clear understanding that Long
Covid impacts "younger people in a CMO/CSA Review of Cross Departmental
Proposals,"° though uncertainty about its prevalence was noted.

d. England: understanding of paediatric Long Covid was advanced enough in 2020 for

NHSE to convene the first meeting with clinical stakeholders to discuss the creation of a

national Long Covid paediatric service on 24 November 2020.26
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11. From 15 October 2000, all four nations had the benefit of the NIHR's first research paper on

Long Covid, which included patient testimony from CYP with Long Covid.2" NICE published

guidelines for Long Covid in adults and children on 18 December 2020.28 A Note prepared for

the CMO by DHSC's Long Covid policy team referred to the (i) impact of Long Covid on CYP
and (ii) the rise in referrals for children with Long Covid symptoms by paediatric services. The
Note confirmed that by January 2021 there was cross-UK engagement on Long Covid such

that it had been discussed by the four UK CMOs and with senior clinicians across the Devolved
Administrations.2? The same document notes that at this point NHSE, NICE and RCPCH had

discussed the development of a CYP-specific clinical case definition. Further, on 9 March 2021,
Cabinet Office produced it's "In-depth: Long COVID" report highlighting that Long Covid is

"disproportionately affecting certain groups of people such as groups that were previously
considered as 'ow risk' from COVID-19...including children" as a 'key insight.'®° In conclusion,
therefore, there was understanding of the existence of paediatric Long Covid in the scientific,

clinical and decision-making circles of all four nations, by early 2021 at the latest.

IV. WHY WAS THERE A FAILURE TO RESPOND TO PAEDIATRIC LONG COVID?

12. We set out the key failures in the approach taken to paediatric Long Covid in Section V below.

No satisfactory explanation has been provided to the Inquiry as to why the response to

paediatric was, and remains, so inadequate. Understanding the "why' matters, both to

improving the immediate changes required to the response to paediatric Long Covid, but also
to improving the response to long-term sequalae in CYP in a future pandemic.

13. Three key themes are apparent from the evidence which inform the "why" question, namely:

(i) the existence of paediatric Long Covid contradicts the Government's enduring pandemic
narrative; (ii) the Government approached the pandemic with an adult centric approach which

overlooked viral harm to CYP; and (iii) there were failings of political, clinical and public health

leadership on paediatric Long Covid. These are each addressed in more detail below.

(i) Paediatric Long Covid undermines the Government's pandemic narrative
14. The existence of paediatric Long Covid contradicts the three pillars of the Government's

pandemic narrative that (i) SARS-CoV-2 is mild and harmless for CYP; (ii) that CYP will recover
after infection from SARS-CoV-2; and (iii) that the Covid-19 pandemic is over and has been

successfully defeated.
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15. The three Long Covid expert reports confirm that SARS-CoV-2 can cause serious physical
harm to children and that paediatric Long Covid is a multi-organ, disabling disease caused by

infection with SARS-CoV-2. As outlined above, infection from the virus is not mild for all CYP;
some can die and many more will never recover from its long-term sequelae. The virus remains

in circulation today, increasing the number of CYP developing Long Covid. The fact of

paediatric Long Covid's lasting impact, and the lived experience of the children and families
who form the membership of LCK and LCKS, undermine the Government's pandemic narrative

of successfully defeating Covid-19. As a result, decision makers were unwilling to act on

scientific knowledge, prevalence data, the lived experience of patient advocates or on policy

advice on paediatric Long Covid, all of which damaged their pandemic narrative.

(ii) An adult-centric approach overlooked viral impact on CYP

ML. FINDING The Government took an adult-centric approach to pandemic policy
which overlooked the physical harm the virus causes to CYP.

16. The Government approached the pandemic by applying the assumptions that Covid-19 would

be mild for all CYP and that they will all recover from an infection, or "bounce back." These
assumptions were both false and contrary to the available scientific evidence.

17. The evidence base the Government had as it approached the pandemic indicated that CYP
were likely to be physically impacted by SARS-CoV-2, by both acute infection and post-viral

conditions:

a. The Coronavirus Action Plan was based on the 2011 UK Influenza Pandemic
Preparedness Plan. The Influenza Plan recognised that "all ages are likely to be affected"

based on the evidence that adults and children experienced severe and even fatal illness
in H1N1.31

b. The Influenza Pandemic of 2018/19 saw a very large proportion of deaths and serious
illness in children, higher than that in adults, as Professor Sir Chris Whitty confirmed.°2

c. The impact of long-term sequelae on CYP was foreseeable given experience of previous
coronaviruses.*?

18. Contrary to the evidence available, the UK Government nonetheless assumed that CYP would

not be physically impacted by the virus. Insofar as children were considered, it was as conduits
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of viral transmission to the adult population, such that the virus' physical impact on CYP was
almost entirely overlooked.

19. Following consideration of the impact of the virus in other parts of the world, Professor Whitty

explained that the Government relied on "reasonable evidence, not convincing evidence
overwhelmingly, but convincing evidence, that children were relatively unaffected in terms of
severity." He noted that it was still not known if this was due to a reduced risk of infection or

due to children having milder, or clinically undetectable infections.*° Despite the foreseeable
impact of the virus on CYP and early acknowledgement that the virus could infect CYP, the
Inquiry has heard evidence that CYP were only considered for their role in viral transmission

to the adult population, without consideration of the epidemiological risk to CYP as individuals

requiring protection.** For example, Professor Whitty confirmed that school closures were not

designed to protect CYP from the physical harm of the virus.°" Their sole aim was to reduce

overall community transmission, rather than to reduce CYP's exposure to harm,*8 'these kind

of interventions were not designed to try and protect individual children. They were designed
to try to pull down the overall rate of infection for the whole of society."°

20. This adult-centric approach to pandemic policy making continued throughout the relevant

period. Government departments such as DfE maintained that CYP were at low risk of serious
illness, by incorrectly comparing the viral risk in children to that in adults, and not to the risk

presented by other childhood infectious diseases.*° Education unions raised concern that the

DfE's data analysis was flawed and risked minimising the virus' impact on CYP. These
concerns were ignored."

21. The repeated comparison of paediatric Long Covid to that in adults, as for example in Professor

Whitty's Rule 9 statement, resulted in minimisation of the impact of paediatric Long Covid,
"although rarer than in adults, there are acute and chronic post COVID-19 syndromes in

children...thealreadyrelativelysmaller risk ofpost-COVID-19 syndromes relative to adults has
become smallerstill...the (welcome) fact that the proportion of cases which led to significant
and prolonged symptoms afterwards was smaller" than in adults.*2
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(iii) Failures ofPolitical, Clinical and Public Health Leadership

IV. FINDING There was a failure of political, clinical and public health leadership
in relation to paediatric Long Covid, which minimised the disease's impact and
delayed its recognition.

V FINDING These failures left patient advocates, the parents and carers of
newly-unwell CYP. to advocate for recognition of the disease.

22. Notwithstanding clear awareness that some CYP in the UK would develop long-term injury

from infection with SARS-CoV-2, there was and remains, a failure of leadership in relation to

paediatric Long Covid. This has delayed the "collective realisation", and formal recognition that

Long Covid affects CYP.*

23. As to the politicians, first, none of the witness statements provided by politicians who gave oral

evidence in Module 8, refer to paediatric Long Covid. This omission reflects a wider failure in

political leadership on the long-term impact of the virus.

24. The Inquiry has previously heard evidence of the former Prime Minister's disparaging remarks

about Long Covid." Mr Johnson gave evidence in this module that he cannot ever remember

being advised about paediatric Long Covid.** This is not supported by the evidence. As he

confirmed orally, Mr Johnson asked for a paper on Long Covid,** which was produced on 31

May 2021 by Professor Sir Chris Whitty. The 'Short Note on Long Covid' advised the Prime

Minister that CYP could develop Long Covid and that the prevalence was between 7-8% for

2-16 year olds at the time.*" Following the CMO's advice, discussion took place about rising

rates of Long Covid within Government. A Covid-O Cabinet Meeting of 6 July 2021 referred to

Long Covid in children stating it was a "strategic risk and potentially an area of concern.""* and

on the next day the Duchy of Lancaster prepared a paper to inform Ministers of the risks and

planning priorities for Autumn/Winter. Under the heading "Long Covid in Children" (underline

in original) this stated: "we can expect cases to rise rapidly in this group. 49 Further, on 1 April

2022 a group of children with Long Covid visited No. 10 with personal letters addressed to Mr

Johnson. The letters detailed the life-changing harm caused by Long Covid.°° Mr Johnson did

not meet the children, DHSC instead provided a standardised reply.°' The former Prime
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Minster did not at any time make any public statements to acknowledge paediatric Long Covid,
much less take any steps to minimise its impact. He continues, five years after the onset of the
virus, to minimise the existence of paediatric Long Covid.

25. Secondly, there has been a lack of clinical leadership on paediatric Long Covid. Professor
Viner, the Chief Scientific Advisor to the DfE, confirmed in March 2022 at a Ministerial

Roundtable on Long Covid that paediatric Long Covid was foreseeable, its existence
recognised by clinicians, and that it was impacting "a farge number of children."

Notwithstanding this, the expert report observes a psychologization, "minimisation and
disbelief' by some clinicians, who "labelled parents (affected by the pandemic) as 'anxious'

and 'hypervigilant' and assumed exaggeration of their children's symptoms, again refuting

Long Covid diagnosis and therefore support. The damaging consequence of "this non-belief"

is that 'if made the process of trying to get help even more difficult, and in some cases
impossible."*> The expert's conclusions on the lack of clinical knowledge on paediatric Long
Covid are mirrored in the experiences of the LCK and LCKS who describe the minimisation

and disbelief that their members' children experienced, and continue to experience."

Professor Viner confirmed in oral evidence when questioned by both the Chair and CTI that

he had not provided any advice to the DfE on paediatric Long COVID.® There is no reasonable

explanation for this failure.

26. The RCPCH represents 24,000 paediatrician members across the UK. The college is

responsible for "transforming child health through knowledge, research and expertise, to

improve the health and wellbeing of infants, children and young people across the world," yet
the only evidence provided to the Inquiry of its activity on paediatric Long Covid is a single
press release in August 2021 on the CLoCK 2021 study®" (the findings of which have
subsequently been superseded by the CLoCK 2024 study results). There is no evidence that

RCPCH produced any clinical guidance, conducted any training, provided any public health

information or set professional standards to inform its members on the risk of Long Covid, even
as a body of evidence emerged.

27. Indeed, Professor Turner, President of the RCPCH, to the contrary, offered unnuanced oral

evidence which failed to recognise that the virus had any impact on CYP "we very quickly had
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knowledge, data, experience, that children [sic were] not being directly affected by the virus",

'the individual child was at no increased risk - of no meaningful increased risk for coming to

any harm from Covid" and that 'the virus bounced off them." Clinical knowledge of Long
Covid amongst paediatricians appears unlikely to improve when even the President of the

RCPCH is dismissive of the physical impact of SARS-CoV-2 on CYP.

28. Professor Whitty appeared to accept the lack of clinical knowledge of paediatric Long Covid
when he told the Inquiry that "the medical profession and other healthcare workers... need to

understand where the current science is so that they can respond appropriately when children

who have symptoms compatible with Long Covid present. He went on to state that he is not

the right person to lead on improving clinical knowledge of Long Covid.©

29. Overall, therefore, there is a lack of interest and failure of leadership amongst senior clinicians
in addressing paediatric Long Covid, which has been profoundly damaging to CYP suffering

from Long Covid.

30. Thirdly, there was a lack of leadership amongst public health officials in respect of Long Covid.
PHE, and later UKHSA, are responsible for providing clinical and public health advice to inform

Government decision-making,*' yet PHE has not provided evidence of any advice given on

paediatric Long Covid to inform decision making. To the contrary, despite confirming clear

knowledge of paediatric Long Covid from May 2020, the corporate statements provided by

PHE and UKHSA for this module make no reference at all to Long Covid.

31. The sole reference to PHE 'advice' on paediatric Long Covid to Government departments has

been gleaned from DfE meeting minutes. Susan Acland-Hood has told the Inquiry that the

weekly Permanent Secretary Stakeholder Group meetings on Education had a stable

membership of attendees who had the responsibility to take action across the system, "to make
things happen."* She confirmed that DfE followed the scientific and public health advice of

PHE and DHSC® and that Consultant Paediatrician Dr Shamez Ladhani was the 'PHE
recommended' person to advise on Long Covid." Dr Ladhani's minuted advice on 9 June
2021 was "Dr Ladhani was clear that children should not be labelled with Long Covid (i.e. a
medical condition), as this has potential to cause longer-term, psychological harm." The
minutes also note Dr Ladhani's minimisation and psychologization of the physiological harm
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of paediatric Long Covid, "any instances of fatigue orprolonged sense offeelingunwell...would
likely be blamed on Covia-19.°

32. Ms McFarland has explained the real-life consequences of this advice, "he says 'label', say
'diagnosis' and without diagnosis our children were unable to access care or to be believed,

and that put additional pressure on families and children and young people themselves. It

brought additional stigma. It makes me wonder if they wanted a barrier to stop our children

being diagnosed because they didn't want people to understand the amount of children that

were getting sick.'*

33. The failures in leadership caused a consequential delay in recognition and response to Long
Covid in CYP, further to the delay in formally responding to Long Covid in adults.©" Patient

advocates (lay parents and carers of chronically unwell children) had to fill the vacuum of

leadership by building the evidence base demonstrating CYP's post-infection experience,
campaigning for recognition and having to advocate for measures to minimise the prevalence
and impact of Long Covid on CYP.

V. FAILURES IN RESPONDING TO PAEDIATRIC LONG COVID

34. The evidence reveals systemic failures in responding to paediatric Long Covid. These can

be categorised as: (i) implementing policies that failed to prevent chronic illness amongst
CYP; (ii) a failure to ensure educational settings were adequately safe from viral

transmission; (iii) a failure to ensure education was accessible for CYP with Long Covid; (iv)
a failure to adequately collect data and monitor paediatric Long Covid; (v) a failure to warn

the public about the new disease; (vi) a failure to inform schools and teachers on how to

support pupils with Long Covid; and (vii) a failure to ensure adequate healthcare for CYP with

Long Covid. These failures are detailed below.

(i) A Failure to Prevent Chronic Iliness

Vi. FINDING Pandemic policies did not protect CYP and did not prevent the
development of chronic illness.

35. The Inquiry has found that there was sufficient information available by October 2020 for

decision makers to understand that Long Covid was a significant policy and health issue,® and

as detailed in section III above, there was clear knowledge of Long Covid's impact on CYP by
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early 2021, at the very latest. However, this knowledge and awareness did not translate into

policies that protected CYP from the long-term physical harm of the virus.

36. Even when decision makers were expressly advised that CYP were at risk of acquiring Covid
and developing Long Covid, that risk was unnecessarily accepted because decision makers
used the flawed comparator of relative risk to adults. The Government did not heed the call by

education unions for a precautionary approach to protecting CYP.® Government documents
from summer 2021 show that decision makers were advised that the prevalence of Long Covid
amongst CYP wouid increase:

a. 9 March 2021: the Cabinet Office advised that "groups that were previously
considered as 'low risk' from COVID-19 are being affected by long COVID, including
children, younger age groups among adults, those with no pre-existing health

conditions, ethnic minorities and those who experienced mild disease and were not

hospitalised with COVID-19."°

b. 6 July 2021: a Covid-O meeting was held to build a "collective understanding" among

Ministers about the trajectory of the virus, and to respond to the risks posed. The
meeting note referred to "Long Covid in children" and concluded that "there remains

an unquantified risk that higher levels of COVID-19 infection will lead to increased
levels of Long COVID."

It continued "given the uncertainty of vaccination and
children, Long COVID represents a strategic risk and potentially an area of
concemn."' The evidence of Long Covid in children was presented in comparison to

the "post-Covid symptoms experienced by adults" and prevalence data was provided

as relatively lower than in comparison to prevalence of Long Covid in adults. In this

meeting, Ministers were advised that summer/autumn high prevalence period posed

an unquantifiable risk that CYP would develop Long Covid. Measures to mitigate this

risk were not discussed. Rather Ministers were urged to accept an unquantifiable

number of CYP developing Long Covid as a "strategic risk."

c. 7 July 2021: the Duchy of Lancaster published a paper for a ministerial meeting to

understand risk and to agree planning priorities for Autumn/Winter. The paper noted

at the outset that the pandemic would not be over by then and that there was a need

to manage the risk of serious illness. Page 3 of the paper detailed the specific
'operational risk' of "Long Covid in children", noting clearly that "we can expect cases
to rise rapidly in the group.""? Again, Ministers were advised that an unknown number
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