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Abstract 

Background  Long COVID in children and young people (CYP) has posed significant challenges for health systems 
worldwide. Despite its impact on well-being and development, policies addressing the needs of CYP remain under‑
developed. This study examines UK Long COVID policies using ethical frameworks, integrating policy and social media 
analyses to explore public and professional concerns.

Methods  A mixed-methods approach was applied. Policy documents were reviewed using Thompson et al.’s pan‑
demic preparedness framework and Campbell and Carnevale’s child-inclusive ethical model. Social media discourse 
(12,650 posts) was analysed using Brandwatch™ to identify key themes around CYP and Long COVID policies. Data 
was collected and triangulated through the LISTEN method, which integrates policy analysis with social media dis‑
course to ensure a holistic understanding of systemic gaps and public perceptions.

Results  Analysis highlighted gaps in accountability, inclusiveness, and transparency in policy development. Social 
media data reflected significant public dissatisfaction, primarily critiquing government accountability (90% of posts) 
and delayed policy responsiveness (29% of posts). Key ethical challenges included limited CYP representation 
and unequal access to services.

Conclusions  Recommendations include improving transparency, incorporating CYP perspectives in policymaking, 
and ensuring equitable access to care. These findings provide a foundation for ethically sound and inclusive policies 
addressing Long COVID in CYP.

Keywords  Long COVID, Children and young people (CYP), COVID- 19, UK health policy, Social media discourse 
analysis

Background
The term ‘Long COVID’ – along with its variations, 
including ‘long term COVID- 19’, ‘long-haul COVID’ or 
‘Post COVID- 19 condition’ – first emerged in April 2020. 
It appeared in online patient narratives shared on social 
media, grassroots initiatives led by patient activist and 
early publications by a small group of researchers. In the 
latter half of 2020, key international bodies, including the 
World Health  Organization (WHO) and the Centre for 
Disease Control and Prevention (CDC), officially recog-
nised Long COVID as a significant health concern [1]. In 
February 2021, Anthony Fauci further recognised Long 
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COVID by defining it as ‘post-acute sequelae of COVID’ 
(PASC) [2].

Despite growing research, scientists and healthcare 
professionals still lack a full understanding of the long-
term consequences of COVID- 19 [3]. While studies 
of potential PASC symptoms are increasingly being 
published, researchers and healthcare professionals 
continue to stress the importance of redefining Long 
COVID as new symptoms are identified [4, 5]. Con-
sequently, policymakers are continuously working to 
define and frame the issue of Long COVID to ensure it 
can be effectively addressed [6, 7]. 

Understanding Long COVID in children and young 
people (CYP) is critical, as their developmental stages, 
immune responses, and social environments differ sig-
nificantly from adults. This creates unique symptom 
patterns and long-term health impacts, emphasising the 
need for tailored medical and policy interventions that 
address the developmental and social needs of CYP. By 
July 2022, the WHO had aligned its definition of PASC 
in CYP with that of adults but acknowledged that “the 
frequency and characteristics of [PASC] are still under 
investigation” [3, 8, 9].

In February 2023, a clinical case definition detailed the 
specific symptoms for Post COVID- 19 condition in CYP, 
including fatigue, altered smell, and anxiety [10]. These 
findings aimed to unify understanding and guide govern-
ments and health organisations toward informed policy 
decisions [10].

At the time of writing, policies addressing PASC in 
CYP primarily focus on adapting healthcare services 
to meet paediatric needs [11]. Although recent findings 
from the UK-based children & young people with Long 
COVID (CLoCK) study reveal that CYP with PASC expe-
rience diminished quality of life and well-being [12], 
policies to address these challenges have not yet been 
implemented.

This policy review addresses the following research 
question: “How have UK healthcare policies addressed 
Long COVID in CYP between 2020–2022, and to what 
extent do these policies align with Thompson et al.’s and 
Campbell and Carnevale’s frameworks for ethical pan-
demic response?”.

The study has four key objectives:

1.	 To analyse UK healthcare policies related to Long 
COVID in CYP from 2020–2022

2.	 To evaluate how these policies incorporate CYP per-
spectives

3.	 To examine public discourse around these policies 
through social media analysis

4.	 To identify gaps and make recommendations for 
future policy development

The review uses an adapted version of Thompson et al.’s 
framework, as developed by Campbell and Canaverale, 
to identify policies aimed at implementing and facilitat-
ing Long COVID healthcare delivery for Children and 
Young People (CYP) in the UK. Thompson et al.’s frame-
work is based on the idea that pandemic preparedness 
requires a multi-faceted and ethical approach that spans 
all stages of pandemic planning: prevention, prepared-
ness, response, and recovery [13]. While the framework 
highlights the importance of stakeholder collaboration, 
evidence-based decision-making, and continuous learn-
ing and adaptation, Campbell and Carnevale and others 
have criticised its limited inclusion of CYP, particularly 
in applying policy to CYP in the context of the COVID- 
19 pandemic and PASC [14–16]. The advocacy for the 
inclusion of CYP also aligns with the Convention for 
the Rights of the Child (CRC) [17]. The CRC, an inter-
national treaty adopted by the United Nations in 1989, 
establishes the rights of individuals under 18, including 
the right be heard, protection from discrimination, and 
the right to survival and development. However, these 
rights are often overlooked in policymaking for Long 
COVID, as highlighted in this study.

To address this gap, we have used the adapted model 
of Thompson’s et  al.’s framework by Campbell and Car-
nevale [15] (Appendix  1: Table  1). This adaptation inte-
grates five key processes  –  accountability, inclusiveness, 
openness and transparency, reasonableness, and respon-
siveness – to ensure policies are ethically sound and equi-
table. Accountability ensures that policymakers are held 
responsible for outcomes, while inclusiveness empha-
sises engaging CYP as stakeholders in decision-making. 
Openness and transparency build public trust by clearly 
communicating policy decisions, reasonableness ensures 
policies are evidence-based and proportional, and 
responsiveness allows for timely adjustments based on 
new data and feedback.

Additionally, this study applies the LISTEN method 
[18] to operationalise these frameworks. Developed 
by the Rapid Research Evaluation and Appraisal Lab 
(RREAL) [18], the LISTEN method is designed for col-
laborative and digital analysis of large qualitative data-
sets in time-sensitive contexts. By combining traditional 
qualitative techniques with advanced digital tools (e.g., 
text network analysis), the method ensures efficiency, 
inclusivity, and rigour. It is particularly suited for mixed-
methods research like this study, as it enables triangula-
tion between formal policy analysis and real-world social 
media discourse. This approach ensures that insights 
reflect both systemic perspectives and stakeholder voices.

The utilisation of the frameworks of Thompson et  al. 
and Campbell & Carnevale, alongside the LISTEN 
method, provide a robust foundation for understanding 
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the ethical dimensions of policymaking during pandem-
ics. Thompson’s emphasis on prevention, preparedness, 
response, and recovery ensures a systematic approach, 
while Campbell & Carnevale’s adaptation incorporates a 
child-inclusive lens, addressing the specific needs of CYP. 
By integrating these frameworks, this study seeks to eval-
uate not only the content of policies but also their ethical 
alignment, highlighting gaps in accountability, inclusive-
ness, and transparency. The LISTEN method further 
operationalises this ethical lens, allowing the triangula-
tion of policy analysis with real-world social media dis-
course to validate findings and inform recommendations.

Methods
Study design and conceptual framework
Using the LISTEN method [18], we employed a mixed-
methods design, combining a rapid policy review with a 
quantitative–qualitative social media analysis. We used 
Thompson et  al.’s [13] ethical pandemic preparedness 
model as a starting point, which emphasises prevention, 
preparedness, response, and recovery in an evidence-
based, iterative manner. Building on critiques [15], we 
incorporated an adapted child-inclusive framework, 
focusing on accountability, inclusiveness, openness and 
transparency, reasonableness, and responsiveness in pol-
icy decisions (see Appendix 1).

In this study, the LISTEN method enabled the inte-
gration of data from two distinct sources: UK policy 
documents and social media discourse. The method sup-
ported the triangulation of findings, ensuring that both 
sources informed and validated each other.

Policy review
Policies were identified using systematic searches of UK 
governmental and health agency databases.

Inclusion criteria focused on Long COVID guidelines 
for CYP published between 2020 and 2022 (see Appen-
dix 2: Table 3).

Data sources
We searched for policy documents, guidelines, and rel-
evant governmental announcements in publicly available 
databases (UK Government, NHS, Public Health Eng-
land, NIHR). We included documents published from 
March 2020 to December 2022 that addressed “Long 
COVID,” “post-acute coronavirus syndrome,” or “PASC,” 
specifically referencing CYP.

Selection and extraction
Two researchers independently screened documents 
according to our inclusion criteria. Discrepancies were 
resolved via discussion. For each included policy, we 
extracted the date of publication, publishing institu-
tion, target population, and recommendations.

Analysis
We coded the content in relation to Thompson et  al.’s 
pandemic preparedness elements and the additional 
child-focused processes [15]. Framework analysis 
[19] was then used to categorise each policy guideline 
by how it addressed CYP within an ethical and child-
rights perspective.

Social media analysis
Twitter (now X) was selected as the primary social 
media platform for its widespread use in public health 
discourse and its ability to capture real-time, dynamic 
conversations. Brandwatch™, a social listening tool, 
was used to capture relevant data due to its advanced 
features, including geographical and timeframe restric-
tions, as well as Boolean search terms. This approach 
facilitated the identification of tweets discussing poli-
cies related to Long COVID and the lived experiences 
of CYP.

Data sources
Tweets were collected from users in the UK between 
January 2021 and February 2023 using advanced 
Boolean search terms referencing Long COVID in CYP 
(Appendix  3). These terms were designed to ensure 
comprehensive data collection, capturing discussions 
on policy and political discourse specific to CYP and 
Long COVID.

Sampling and data cleaning
Two researchers independently screened the dataset 
for relevance, removing irrelevant or duplicate posts. 
This process yielded 12,650 tweets mentioning pol-
icy or political discourse. A random 15% sample (n = 
1,898) was extracted for qualitative review to balance 
analytical depth and manageability while ensuring the-
matic representativeness. Following additional screen-
ing to ensure alignment with the research question, a 
final dataset of 1,629 tweets was retained for analysis. 
Discrepancies during selection were resolved through 
discussion.

Analysis
Tweets were analysed using an iterative coding pro-
cess, categorising them into the five child-inclusive 
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ethical processes outlined in the adapted framework. 
Descriptive analytics, such as word clouds, were used 
to identify key themes, hashtags, and user concerns. 
Quantitative measures were applied to assess the fre-
quency of each category, and overlaps were noted to 
highlight interconnections between themes.

Validation and triangulation
To ensure rigour and consistency in our mixed-methods 
approach, we employed an iterative triangulation process, 
synthesising findings from the policy review and social 
media analysis. The LISTEN method facilitated this inte-
gration by providing a structured framework for com-
bining diverse data sources, ensuring that insights from 
one dataset informed and validated those from the other. 
Additionally, the LISTEN method was instrumental in 
mapping ethical principles such as inclusiveness and 
responsiveness onto the triangulation process, ensuring 
that both policy analysis and social media discourse were 
evaluated against these principles. For instance, inclu-
siveness was assessed by coding both policy content and 
public discourse for evidence of CYP engagement, while 
responsiveness was analysed through the timeliness of 
interventions and feedback loops evident in the data.

The policy review process involved three stages of inter-
coder reliability checks. For initial coding, one researcher 
(ND) conducted a first round of coding, identifying key 
themes related to the ethical processes (e.g., accountabil-
ity, inclusiveness). A second researcher (MC) reviewed 
and expanded the coding, ensuring that overlooked or 
ambiguous themes were captured. This iterative process 
included discussions to resolve discrepancies. For the 
final validation, the research team (SM, ND and MC) 
conducted an intercoder reliability meeting where the 
team reviewed all codes and queries and achieved a final 
agreement threshold of 80%. This collaborative approach 
ensured alignment across all interpretations.

For the social media analysis validation, a similar inter-
coder reliability process was applied. For the initial cat-
egorisation of social media posts, two researchers (SM 
and MC) independently coded a subset of tweets using 
the child-inclusive ethical framework. Key themes were 
identified, such as accountability, responsiveness, and 
inclusiveness. Both researchers then met to reconcile any 
discrepancies in their coding. Any unresolved themes 
were discussed with ND to ensure consistency and clar-
ity. The final validation of the coding framework was car-
ried out by a third researcher (FK) to ensure robustness 
and minimise bias. Agreement across the team again 
reached 80%, confirming reliability.

The triangulation process then synthesised findings 
from the policy review and social media analysis, ensur-
ing that both datasets complemented and validated one 

another. This iterative approach, facilitated by the LIS-
TEN method, allowed us to integrate top-down (policy-
driven) and bottom-up (community-driven) insights, 
providing a comprehensive understanding of the ethical 
challenges and gaps in addressing Long COVID in CYP.

Themes identified in the policy review were system-
atically cross-referenced with those emerging from social 
media discourse. For example, the absence of child-
friendly guidelines highlighted in the policy review was 
reflected in social media critiques about the inaccessibil-
ity of information for CYP and their caregivers. Similarly, 
concerns about the uneven distribution of paediatric 
clinics, identified as a policy gap, were echoed in tweets 
expressing frustration over regional inequities in access 
to care.

Through this integration, the triangulation process 
ensured that the analysis captured both systemic policy-
level shortcomings and the lived experiences and per-
ceptions of stakeholders. This comprehensive synthesis 
allowed for actionable recommendations grounded in 
both evidence-based policy analysis and real-world social 
insights.

Ethical considerations
In line with University College London Research Ethics 
Committee guidelines [20], this study adhered to strict 
ethical standards for internet research. Only publicly 
available tweets were included in the analysis, and all 
data were anonymised to prevent identification of indi-
viduals. Personal identifiers, including usernames, were 
excluded, and no direct quotes that could be traced back 
to users were used in this paper. These measures ensured 
compliance with ethical guidelines for the use of social 
media data, focusing on privacy and the secure handling 
of publicly accessible information.

Results
To ensure a structured presentation of the study’s find-
ings, the results are organised as follows. First, the con-
text of Long COVID in CYP is introduced, accompanied 
by an overview of the key policies and measures identi-
fied through a review of government and health agency 
databases in the UK. This is followed by an analysis of 
these findings using the ethical pandemic preparedness 
framework proposed by Thompson et  al. Subsequently, 
relevant tweets are examined to capture public percep-
tions of Long COVID policies. Finally, the insights from 
the policy review and social media analysis are inte-
grated, offering a comprehensive synthesis of the issue. 
This structured approach aims to provide a holistic and 
empirically grounded analysis that informs more inclu-
sive and ethically robust policy strategies.
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Policy landscape: evolving recognition of CYP needs
Policy analysis revealed an incremental acknowledg-
ment of the unique challenges faced by CYP with Long 
COVID. Early policies, such as the NHS post-COVID 
assessment clinics established in December 2020, 
focused on adult pathways without addressing pae-
diatric needs [21]. It was not until June 2021 that the 
UK announced 15 dedicated paediatric post-COVID 
clinics, following increasing pressure from patient 
advocacy groups and emerging data highlighting the 
disproportionate impact of Long COVID on CYP. 
This timeline highlights a significant delay in address-
ing CYP-specific requirements, leading to prolonged 
unmet healthcare needs and delayed policy adjust-
ments of emerging evidence.

Despite increasing recognition of “children’s rights” 
in later policies, the CRC was not explicitly referenced. 
This omission underscores Campbell and Carnevale’s 
[15] critique that healthcare poles often fail to priori-
tise the rights of CYP. Although the National Institute 
for Health and Care Research (NIHR)’s 2022 guidelines 
acknowledge the importance of “listening to children’s 
voices” in mental health research [22], they stopped 
short of incorporating the CRC as a guiding frame-
work (see Appendix  4: Table  4). Such gaps in policy 
alignment may further delay progress in addressing the 
developmental, psychological, and social impacts of 
Long COVID on CYP.

Analysis of the social media data further shows that 
there was a push for the inclusion of CYP’s lived expe-
riences in policymaking (44 tweets, 2.7% of the data), 
particularly emphasising the psychological and social 
impacts of long COVID that policies often neglect. This 
discourse highlights growing awareness to create equi-
table and effective healthcare strategies. However, the 
implementation of such principles remains inconsist-
ent. This inconsistency is exemplified by the delayed 
roll-out of paediatric clinics and the ongoing lack of 
comprehensive data collection on CYP with Long 
COVID. These gaps underscore the need for stronger 
policy frameworks that integrate children’s rights and 
voices.

The LISTEN method’s integration of social media anal-
ysis revealed significant gaps in the practical application 
of the ethical frameworks. For example, while policies 
emphasised accountability mechanisms for adult ser-
vices, they failed to implement similar measures for CYP-
specific interventions, as evidenced by public critiques 
on social media. Similarly, the absence of CYP voices in 
policymaking, reflected in both the policy review and 
social discourse, underscores the need for stronger inclu-
siveness and transparency mechanisms. This alignment 

between systemic shortcomings and public sentiment 
reinforces the validity of the findings.

Application of ethical processes to CYP in Long COVID 
policies
The adapted ethical framework revealed notable gaps 
across the five processes, reflecting systemic shortcom-
ings in addressing the needs of CYP with long COVID.

1. Accountability
Policies outlined accountability mechanisms for adult 
services, such as audits for post-COVID clinics, but 
lacked clear evaluation strategies for paediatric ser-
vices. Additionally, stakeholder oversight for CYP 
services was limited, and no specific metrics were 
provided to assess the effectiveness of educational 
adaptations or mental health interventions for Long 
COVID affected CYP.
2. Inclusiveness
Decision-making processes often relied on indirect 
input from parents and carers, rather than consulting 
CYP directly. Social analysis also revealed advocacy 
for incorporating CYP’s experiences into policymak-
ing. This omission contrasts with international best 
practices that prioritise youth participation in health 
policymaking [15]. The exclusion of CYP voices risks 
neglecting their unique perspectives on the physical, 
emotional, and social impacts of Long COVID.
3. Openness and transparency
Government documents related to Long COVID 
policies were publicly available, but they were not 
designed to be accessible to CYP. No youth-friendly 
materials were created to ensure understanding, nor 
were any efforts made to translate complex medi-
cal and policy jargon into formats appropriate for 
younger audiences. This lack of accessibility dimin-
ishes CYP understanding and engagement with Long 
COVID policies, leaving them unaware of available 
resources or services.
4. Reasonableness
Policies acknowledged the wide-ranging symptoms 
of Long COVID, they failed to account for its long-
term developmental, educational, and psychological 
impacts on CYP. For instance, there was no consid-
eration of how Long COVID might affect academic 
performance, social development, or transitions to 
adulthood for affected youth. This oversight is par-
ticularly concerning given the critical developmental 
stages CYP experience, during which prolonged ill-
ness can have far-reaching consequences.
5. Responsiveness
The establishment of tailored paediatric clinics was 
an important step toward addressing the needs of 
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CYP with Long COVID. however, the rollout of these 
clinics lagged behind adult services Additionally, 
these clinics were geographically concentrated in the 
south of England, exacerbating regional health ineq-
uities and limiting access for CYP in underserved 
areas.

Social media discourse: strong calls for accountability 
and responsiveness
Social media analysis of 1,629 relevant tweets provided 
insight into public perceptions of Long COVID policies. 
The findings show a growing public concern around the 
ethical aspects of policymaking, particularly focusing on 
accountability and responsiveness.

Accountability (90% of tweets (n = 1,151))
Posts frequently criticised the government for inad-
equate investment in paediatric Long COVID research 
and inconsistent school safety measures. For instance, 
one user tweeted: “How can they ignore the data? Chil-
dren with Long COVID deserve better. Where’s the funding 
for proper research?” (summarised for ethical reasons). 
Such posts underscore the perceived disconnect between 
public demand and governmental priorities, reflecting 
frustration with a lack of transparency and perceived 
inequities in policy focus.

Responsiveness (29% of tweets (n = 361))
Discussions highlighted delays in establishing paediatric 
clinics and frustration over limited government response 
to CYP-specific concerns. Parents often expressed feeling 
neglected, emphasising at government action only came 
after intense advocacy efforts gained media attention. 
This theme illustrates broader concerns about the timeli-
ness of healthcare service adjustments meet CYP needs, 
as policies often lagged behind emerging evidence.

Inclusiveness, openness and reasonableness (9% of tweets (n 
= 117))
Although less frequently mentioned, these themes over-
lapped with calls for accountability. Several tweets noted 
the lack of CYP representation in policymaking pro-
cesses, while other tweets criticised the absence of clear, 
child-friendly communication in policy implementation 
This lack of inclusiveness further exacerbated public 
mistrust in governmental handling of Long COVID in 
children.

Analysis of the tweets reveals mistrust in the govern-
ment’s handling of Long COVID policies for CYP. As 
shown in Appendix  1: Table  2, many users highlighted 
the failure to incorporate CYP’s voices in policymaking, 
with a small but notable proportion of parents explicitly 

referencing the CRC or child rights to argue that chil-
dren should not simply treat CYP as “mini-adults.” These 
tweets underline the pressing need for consistent stake-
holder engagement, clear communication, and the ethical 
inclusion of CYP perspectives in policy development and 
implementation.

Integration of policy and social media findings
The triangulation of policy analysis and social media dis-
course revealed critical overlaps, gaps, and contradic-
tions in the UK’s response to Long COVID in CYP.

Delayed paediatric interventions
Policy timelines demonstrated slow responsiveness in 
addressing CYP-specific needs, with significant delays in 
establishing paediatric-specific clinics. Social media cri-
tiques mirrored these findings, with advocacy groups and 
affected families expressing frustration at the reactive 
nature of policies. Furthermore, recent findings from the 
CLoCK study, the largest matched cohort study of Long 
COVID in CYP, underscore the significant prevalence of 
persisting symptoms such as tiredness and shortness of 
breath among CYP who tested positive for SARS-CoV- 
2. Specifically, 39% of test-positive participants reported 
tiredness three months post-infection, with symptoms 
persisting or increasing up to 12 months [23].This align-
ment highlights the importance of integrating CYP-spe-
cific requirements into pandemic preparedness plans 
rather than relying on retrospective adjustments.

Regional inequities
Both policy analysis and social media posts revealed 
significant disparities in the availability of paediatric 
Long COVID clinics across different regions. Families in 
underserved areas frequently posted about the challenges 
of accessing care, often emphasising longer wait times 
and financial burdens related to travel. These regional 
inequities reflect systemic issues in resource allocation 
and the need for targeted interventions to ensure equita-
ble access to healthcare services.

CRC and child‑friendly communication
While policies made rhetorical references to “children’s 
voices”, they fell short of embedding meaningful struc-
tural inclusion of CYP perspectives in policy commu-
nications. Social media users emphasised the need for 
structural inclusion of CYP perspectives, such as child-
friendly materials and clearer communication strate-
gies to engage CYP directly. The closure of the “Your 
COVID Recovery” website further exacerbated this gap, 
as the platform had provided accessible information for 
adolescents. This disconnect between policy intent and 
execution illustrates the need to align initiatives with the 
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United Nations CRC [17], ensuring that CYP are not only 
heard but actively involved in shaping policies affecting 
their lives.

Figure  1 shows an Infographic summarising the UK 
policy timeline during the COVID- 19 pandemic. It 
highlights significant milestone for CYP, beginning with 
the initial establishment of adult-oriented post-COVID 
clinics in December 2020, the delayed announcement of 
paediatric clinics in June 2021, and later updates tailored 
to children’s healthcare needs. The now closed “Your 
COVID Recovery” website is also marked as a resource 
that demonstrated the potential of youth-centred com-
munication but was discontinued, leaving an unad-
dressed gap in support for CYP.

Discussion
This study offers critical insights into the evolution of UK 
Long COVID policies for CYP and their alignment with 
ethical frameworks for pandemic response. By applying 
the LISTEN method to triangulate policy analysis and 
social media discourse, we identified significant ethical 
and practical challenges in addressing CYP needs during 
the COVID- 19 pandemic. This study sought to answer 
three key research questions:

1.	 What ethical principles underpin UK Long COVID 
policies for CYP?

2.	 How do public and professional discourses reflect 
these principles and identify gaps in policy respon-
siveness?

3.	 How can policy frameworks better incorporate CYP 
perspectives to promote equity and accountability?

Our findings provide critical insights into how UK Long 
COVID policies for CYP align with ethical frameworks 

for pandemic response, reflecting both progress and per-
sistent challenges.

Policy evolution and ethical challenges
Our analysis of UK Long COVID policies reveals incre-
mental recognition of CYP-specific needs, yet persis-
tent ethical shortcoming–particularly in accountability, 
inclusiveness, and transparency. Initially, policies adapted 
adult-focused frameworks, delaying the development of 
tailored intervention for CYP. While the rollout of paedi-
atric-specific clinics in 2021 marked progress, disparities 
in regional access and the absence of formal consulta-
tion mechanisms with CYP limited the inclusiveness and 
equity of these policies.

These findings align with Baz et al., who highlight how 
barriers to Long COVID care disproportionately impact 
vulnerable groups, including CYP [24]. Similarly, a com-
parative analysis of European policies reveals inconsist-
encies in addressing children’s needs, with delayed policy 
responses and limited consultation mechanisms across 
multiple countries [25].

Using Thompson et  al.’s framework, complemented 
by Campbell and Carnevale’s child-inclusive model, we 
identified key gaps:

•	 Accountability: Mechanisms to monitor and evalu-
ate the impact of paediatric interventions remain 
limited. This aligns with Campbell and Carnevale’s 
critique that pandemic responses often marginalise 
CYP.

•	 Inclusiveness: Minimal direct engagement with CYP 
in policymaking, relying instead on indirect inputs 
from caregivers, has hindered the representation of 
their lived-experiences.

Fig. 1: Timeline of key UK policy developments for Long COVID in children and young people (CYP)  .
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•	 Transparency: The absence of youth-friendly com-
munication materials have undermined CYP’s abil-
ity to engage and understand policies affecting their 
health.

•	 Responsiveness and Reasonableness: Evidence-
based interventions tailored to CYP were slower 
to materialise compared to adult-focused policies, 
reflecting a systemic delay in recognising paediatric 
needs.

These findings underscore the need for ethically 
grounded approaches that prioritise equity and account-
ability in policymaking for CYP during public health 
crises. For example, incorporating mandatory audits of 
paediatric interventions could enhance accountability.

Integration of public and professional discourses
Social media analysis offered a valuable lens to under-
stand public perceptions of Long COVID policies. 
Accountability emerged as the most frequently discussed 
theme (90% of tweets), with significant concerns about 
the government’s failure to prioritise CYP needs. The 
theme of responsiveness (29%) highlighted widespread 
dissatisfaction with the government’s prioritisation of 
CYP needs. Additionally, themes of inclusiveness and 
transparency emphasised the exclusion of CYP voices 
from decisionmaking processes and the lack of accessible 
information tailored to young audiences.

By triangulating these insights with policy findings, we 
uncovered overlaps and contradictions between policy 
intentions and public perceptions. Public discourse cri-
tiqued the government’s stated commitment to inclu-
siveness, pointing out the exclusion of CYP perspectives. 
While policies prioritised paediatric clinic rollouts, 
public concerns about regional inequities and delays in 
implementation remained unaddressed.

These results highlight the importance of integrat-
ing stakeholder feedback into policy development. 
As Thompson et  al. [17] emphasise, transparency and 
stakeholder engagement are critical to building trust 
and ensuring policies address the needs of marginalised 
groups. The study’s findings reinforce the critical need 
to embed ethical principles, such as inclusiveness and 
accountability, into pandemic policymaking. For exam-
ple, the LISTEN method revealed that delays in the roll-
out of paediatric clinics were not only logistical but also 
reflected a lack of responsiveness to emerging evidence. 
By aligning recommendations with Campbell & Carnev-
ale’s emphasis on child-inclusive processes, this study 
demonstrates that meaningful CYP engagement is essen-
tial for ensuring policies are equitable and effective. For 
instance, structured youth advisory boards could provide 
direct input into policymaking processes. Similarly, the 

triangulation approach provided by the LISTEN method 
highlights the importance of integrating public and pro-
fessional discourses to address policy shortcomings.

Practical barriers and recommendations for inclusion
In addition to ethical challenges, this study identified 
practical barriers that hindered the implementation of 
effective Long COVID policies. Regional disparities in 
clinic availability, workforce shortages, and limited fund-
ing emerged as critical obstacles. Addressing these barri-
ers. requires actionable strategies to enhance both ethical 
and practical dimensions of policymaking.

To improve accountability, policymakers should estab-
lish robust monitoring mechanisms, such as regular 
audits, third-party reviews, and feedback loops for CYP 
and their caregivers. For example, regular reporting on 
paediatric clinic outcomes could ensure transparency 
and build public trust.

Inclusiveness can be enhanced through delibera-
tive dialogues that convene all stakeholders, includ-
ing CYP, caregivers, and healthcare providers, to 
co-develop policies. Transparency should be prioritised 
by providing clear, accessible updates on policy deci-
sions and outcomes, ensuring CYP and their families are 
well-informed.

Finally, addressing practical barriers necessitates equi-
table resource allocation to reduce regional disparities, 
investment in workforce development, and integration of 
mental health support into Long COVID care pathways. 
Policymakers must also develop clear school mitigation 
plans informed by stakeholder input to ensure policies 
support the holistic needs of CYP with Long COVID.

Policy implications
This study leveraged the LISTEN method in order to 
generate evidence-based policy recommendations. 
The integration of policy analysis and social media dis-
course provides a a comprehensive understanding of the 
systemic and stakeholder-driven gaps in current Long 
COVID policies for CYP. Each recommendation pre-
sented here aligns with the ethical principles of equity, 
inclusiveness, accountability, and responsiveness, offer-
ing actionable pathways to improve clinical practice, 
operational policy, and strategic planning.

Enhancing clinical practice
The results highlight the critical need for CYP-spe-
cific diagnostic and treatment protocols. Our analy-
sis revealed that current guidelines, which often adapt 
adult-centric models, may not adequately consider the 
developmental variability and unique symptom profiles 
of CYP, particularly in mental health support pathways. 
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Standardisation of clinical assessments tailored to CYP, 
incorporating both physical and psychological assess-
ments, and updating these protocols based on emerging 
evidence are urgent priorities. This is further reinforced 
by stakeholder frustrations expressed in social media 
data, which emphasised gaps in mental health services 
for CYP.

Mental health support pathways emerged as a par-
ticularly fragmented area of care, risking exacerbation of 
Long COVID’s psychological impact on CYP. Embedding 
mental health services within Long COVID care frame-
works–including routine screenings and clear referral 
mechanisms to specialist support– would significantly 
strengthen the quality of care. These measures align with 
broader calls for family-centred approaches, recognising 
the interconnected needs of affected children and their 
families.

Addressing regional inequities in service access
One of the most pronounced themes in both policy 
review and social media discourse was the inequitable 
distribution of paediatric Long COVID clinics, with ser-
vices disproportionately concentrated in southern Eng-
land. This geographical disparity highlights a systemic 
failure to meet the principles of equity and inclusiveness, 
as identified in ethical frameworks and our triangulated 
findings. While a strategic expansion of paediatric ser-
vices is essential, this could take the form of a phased 
approach prioritising regions with the most care deficits.

Variations in the availability of paediatric Long COVID 
services reflect broader trends observed in European pol-
icies, where mitigation strategies and healthcare access 
differed significantly between countries and regions [25]. 
This geographical disparity exacerbates health inequali-
ties, with children from lower-income backgrounds fac-
ing additional barriers to accessing care [24].

Virtual care models, such as telemedicine, may com-
plement physical clinics by improving access for fami-
lies in remote areas. However, challenges such as digital 
connectivity and caregiving training must be addressed 
to ensure equitable implementation. Although direct 
evidence on the success of telemedicine was limited in 
this study, existing literature supports its role in miti-
gating access barriers for underserved populations. The 
re-opening of the (now closed) “YourCovidRecovery” 
website could be part of this strategy.

Embedding inclusiveness in policy design
Inclusiveness emerged as a significant ethical and prac-
tical gap in our analysis, with both policies and social 
media critiques highlighting the limited involvement 

of CYP in decision-making. For instance, our analysis 
revealed that social media posts called for the inclusion 
of CYP voices in policy development, underlining the 
absence of formal consultation mechanisms. While some 
policies referenced the importance of “children’s voices,” 
the lack of formal consultation mechanisms for CYP 
arguably diminishes the effectiveness of these efforts.

One recommendation to address this gap would be the 
establishment of structured youth advisory boards and 
feedback channels. These mechanisms could involve col-
laboration with schools, community organisations, or 
healthcare providers, ensuring diverse participation from 
CYP across different socioeconomic and geographical 
contexts. Digital tools could also play a role in broaden-
ing engagement, enabling CYP from underserved regions 
to contribute remotely. Such measures allow CYP to 
engage meaningfully, with age-appropriate, culturally 
sensitive tools that would ensure diverse perspectives are 
represented.

Moreover, addressing inclusiveness must also involve 
a review of the CRC to identify overlooked rights and 
disparities across groups of CYP. These disparities are 
often compounded by regional inequities in service 
access, which intersect with other forms of marginalisa-
tion, such as socioeconomic status, ethnicity, and rural-
ity. For instance, children from lower-income households 
in remote areas may face additional challenges, such as 
transportation costs or limited digital connectivity, fur-
ther hindering access to care. Addressing these inequities 
demands a commitment to a health equity framework, 
where resource allocation is tailored to the needs of 
diverse and underserved populations.

Inclusiveness is also closely tied to other ethical princi-
ples, such as transparency and accountability. For exam-
ple, incorporating CYP perspectives into policymaking 
fosters public trust and ensures that policies reflect the 
lived realities of those they are designed to serve. By 
embedding inclusiveness into policy design, policies can 
align with the ethical principles that underpin equitable 
healthcare systems.

Strengthening transparency and accountability
Transparency and accountability were recurring themes 
in our analysis, reflecting a gap between policy intentions 
and stakeholder perceptions. Social media data high-
lighted frustrations with inconsistent government com-
munication and the absence of clear timelines for policy 
implementation. For example, stakeholders expressed 
concerns about the delayed rollout of paediatric services, 
as highlighted in both policy review findings and social 
media critiques.

Regular evaluations of service outcomes, supported by 
robust audit frameworks, are critical to addressing these 
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gaps. These evaluations could include monitoring clinic 
performance metrics, such as patient wait times, ser-
vice utilisation rates, and patient satisfaction surveys, to 
ensure consistent care quality. Additionally, audits could 
assess the equity of service distribution by examining 
geographic, socioeconomic, and demographic dispari-
ties in access to care. Involving independent reviewers in 
these audits would enhance impartiality and public trust. 
Regular publication of these evaluations in accessible for-
mats would further promote transparency, ensuring that 
stakeholders are informed about progress and challenges.

Engaging stakeholders—particularly CYP, their fami-
lies, and healthcare providers—could further strengthen 
these efforts. Stakeholders can be involved in co-devel-
oping evaluation frameworks, participating in feedback 
sessions, and contributing to the interpretation of find-
ings. This participatory approach aligns with principles of 
inclusiveness and accountability, helping to rebuild pub-
lic trust in policymaking.

Adopting a health equity framework
The findings also call for a broader integration of health 
equity principles in policy development. Disparities in 
access to paediatric services, such as the concentration 
of clinics in Southern England, reflect systemic ineq-
uities that disproportionately affect marginalised CYP 
populations. These include low-income households, 
rural communities, and ethnic minorities, who may 
face compounded barriers such as transportation costs, 
digital connectivity limitations, and language barriers. 
The recent publication of the CLoCK study findings 
also highlighted potential disparities in symptom man-
agement and reporting between SARS-CoV- 2 positive 
and negative children, reflecting broader challenges 
in achieving equity and inclusiveness within the UK’s 
healthcare policy landscape for Long COVID [23].

Addressing these challenges requires the application 
of a robust health equity framework to ensure fairer 
resource allocation and the reduction of disparities.

Applying a health equity framework to service plan-
ning could help with fairer allocation of resources, 
prioritising underserved regions and communi-
ties. Community-based consultations could also be 
employed to gather insights directly from affected 
groups, ensuring that policy decisions reflect diverse 
lived experiences. These strategies would help to ensure 
that health policies are both equitable and responsive. 
Regular equity audits could also be conducted to evalu-
ate access and outcomes, with adjustments made to 
address disparities. These audits can examine service 
accessibility, patient outcomes, and cultural and lin-
guistic support, helping policymakers identify gaps and 
implement targeted solutions.

Such measures may prove critical for ensuring 
that CYP-specific policies uphold the ethical prin-
ciple of reasonableness by addressing diverse needs 
comprehensively.

Investing in CYP‑focused research
Finally, this study has shown the need for dedicated fund-
ing streams to support research on Long COVID in CYP. 
Potential avenues for funding include government initia-
tives, such as the NIHR in the UK, as well as collabora-
tions with international organisations or public–private 
partnerships. Establishing sustained funding mechanisms 
is critical to building a robust evidence base for CYPspe-
cific interventions, which remains a significant limitation 
in both policy development and clinical practice.

Additionally, involving CYP as co-researchers where 
appropriate would enhance the relevance and applicabil-
ity of research findings, aligning with the ethical princi-
ples of inclusiveness and accountability. Participatory 
research methods, such as involving CYP in advisory 
roles or co-designing studies, would ensure their per-
spectives and lived experiences are directly incorporated 
into the research process. However, challenges such as 
ensuring ethical participation, providing adequate train-
ing, and avoiding tokenism must be addressed. Solutions 
may include creating age-appropriate research frame-
works, offering capacity-building workshops, and facili-
tating ongoing engagement through accessible digital 
tools.

The limited evidence base for CYP-specific interven-
tions arguably constrains both policy development and 
clinical practice. Prioritising research into the long-term 
impacts of Long COVID, including mental health, educa-
tional outcomes, and service evaluations, would provide 
the foundation for more effective and responsive policies.

Limitations and future directions
This study provides valuable insights into the ethical and 
practical challenges of UK Long COVID policies for CYP. 
However, limitations should be acknowledged.

First, reliance on publicly available social media data 
limits the representativeness of stakeholder views, par-
ticularly excluding younger children and digitally mar-
ginalised populations or those less inclined to share their 
opinions. Future studies could address this by incorporat-
ing qualitative interviews or surveys to capture a broader 
range of perspectives.

Second, the LISTEN method’s reliance on compre-
hensive policy documents and metadata from social 
platforms makes it vulnerable to inconsistent policy 
transparency and algorithmic changes. Diversi Diver-
sifying data sources, such as including parliamentary 
debates, healthcare provider insights, and CYP-focused 
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workshops could strengthen the robustness of future 
analyses.

Third, this study’s UK-centric scope limits the general-
isability of findings to other contexts. Comparative analy-
ses of Long COVID policies across different countries 
could offer valuable insights into global best practices 
and innovative approaches.

Finally, the study highlights key evidence gaps that 
warrant further research, including regional disparities 
in access to CYP-specific care, the effectiveness of tel-
emedicine for underserved populations, the intersection 
of Long COVID with socioeconomic and demographic 
factors, and the longitudinal impacts of Long COVID 
on CYP’s mental health, education, and development. 
Addressing these limitations through future research 
could significantly enhance the comprehensiveness and 
applicability of policy recommendations.

Conclusion
This study provides a critical ethical assessment of UK 
Long COVID policies for children and young people 
(CYP), highlighting significant gaps in inclusiveness, 
equity, and transparency. By employing the LISTEN 
method, which integrates policy analysis and social 
media discourse, we were able to triangulate findings and 
generate evidence-based insights into public concerns 
and systemic shortcomings. These insights offer action-
able pathways to refine policy and practice.

Our recommendations focus on enhancing clinical 
practice through CYP-specific diagnostic and treat-
ment protocols, addressing regional inequities in service 
access, embedding inclusiveness in policy design, and 
strengthening transparency and accountability. Addition-
ally, we emphasise the adoption of health equity frame-
works and sustained investment in CYP-focused research 
to ensure the long-term success of policy interventions.

Limitations to this study must be acknowledged. Reli-
ance on social media data may have excluded digitally 
marginalised populations, and the study’s dependence 
on publicly available policy documents and metadata 
could affect the reliability of analyses. Furthermore, the 
UK-centric scope limits the generalisability of findings 
to other contexts. To address these limitations, future 
research should incorporate diverse data sources, explore 
international comparative analyses, and investigate the 
longitudinal impacts of Long COVID policies on CYP’s 
mental health, education, and development.

By addressing these gaps and prioritising the inclu-
sion of CYP voices in policymaking, the adoption of 
robust equity frameworks, and the investment in tar-
geted research, policymakers can lay the foundation 
for a more ethical, inclusive, and effective pandemic 
recovery. Immediate action is necessary to ensure these 

recommendations are implemented before the long-term 
impacts of inaction become more pronounced.
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