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The sight of the British Prime Minister lining up with his scientific 
and medical advisers in the Downing Street briefing room became 
very familiar to UK citizens during the early stages of the corona-
virus (COVID- 19) pandemic –  the time that the research brought 
together in The Pandemic and Beyond was being carried out. Each 
day, three men shared a series of graphs and diagrams to explain 
the progress and development of the disease, the Prime Minister 
even going as far as to claim to be guided by ‘Data not dates’ (BBC 
News, 2021). The pandemic was being seen very much as an epi-
stemic and technical problem. What do we know about this new 
virus, to what level of certainty, and how does that guide us to 
act –  or not to act? In the Introduction to Volume 1 in this series, 
Knowing COVID-19: The Pandemic and Beyond, Fred Cooper and 
Des Fitzgerald noted that, in being ‘guided by the science’ (GOV.
UK, 2020), zooming in on ‘data not dates’, COVID- 19 decision- 
makers de- prioritised the importance of human stories about 
meaning and experience. In the pandemic world, the world of the 
briefing room, of the graphs and diagrams, people and viruses alike 
comprised the data points to be studied, counted, governed and 
regulated, individual pieces to be reorganised according to algo-
rithmic and scientific outputs. The focus in Volume 1 was on how 
humanities expertise can be a part of producing new knowledge on 
a novel infectious disease. In Volume 4, our focus is on how human-
ities research can inform and support better decision- making in the 
next pandemic.

Having started inside the briefing room, we now look outside. 
We zoom out from the graphs and diagrams, expanding the focus 
from the data points to the people they represent. This is the world 
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2 Governance, democracy and ethics

in which the humanities researchers, whose contributions shape 
this book, were bringing their expertise to bear. The conversations 
we had with our research participants were often difficult, and 
occasionally emotional, as we worked together to understand what 
was going on. New or developing research methods were some-
times employed as researchers worked to bridge the gap between 
descriptions of what was happening and what people thought ought 
to be happening (see, for example, Frith, 2012). People outside the 
briefing room were living and working in a very different pandemic 
world; a messier and more entangled world. In this world, people’s 
stories co- existed with stories about the virus, about the suffering 
and sacrifices of ‘key workers’, and about people dying alone. In no 
sense was co- existence with the virus an individual affair. Instead, 
people were intra- acting as components of communities that pulled 
together wherever they could, supporting each other, virtually 
where that was all that was permitted, and forming a broader, rela-
tional whole that was much larger than the sum of the parts.

But as infection rates climbed, human connections, personal ful-
filment, social groupings and leisure activities inexorably became 
intertwined with matters of governance and authority, the rule (and 
role) of law and legality, the economy and the markets, as well as 
public health, infection prevention measures –  and the virus itself. 
Questions of ethics moved far beyond well- trodden normative 
assertions of rights and wrongs, upheld by predictable and trans-
parent laws and regulatory processes. In this world of uncertainty, 
fear of infection and death loomed large. Where authoritarian 
lockdowns prevented social interaction, with the size of permitted 
gatherings seeming to reduce on a weekly basis, people understood 
the necessity for draconian measures and (generally) complied. 
After all, we were all in this together, weren’t we?

That, in fact, we weren’t all in it together was soon to become 
clear. The revelation that Boris Johnson, the (then) Prime Minister 
had hosted numerous gatherings in his home and office while the 
rest of the country had been in lockdown raised questions about 
his moral credibility, and the general fitness of many of his minis-
terial colleagues to occupy public office. In their recent book, Fred 
Cooper and colleagues (2023) describe how a patterning of shame 
and shaming emerged within the UK’s pandemic landscape. They 
discuss, through a series of case studies, how experiences of shame, 
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shaming and stigma dominated personal and public life during 
the COVID- 19 pandemic, with the use of terms like ‘COVIDiot’ 
seeing people divided into categories of morally worthy or morally 
unworthy, and being shamed or praised accordingly. Importantly, 
rather than minimising this, they argue that the UK government’s 
actions actually worsened this trend. Offering a ‘COVID- 19 and 
shame timeline 2020’ (Cooper et al., 2023: vii– xii), they situate the 
‘shameful’ personal actions of the Prime Minister and other senior 
public figures within the broader catalogue of rules and restrictions 
imposed on everyone else, asking why public officials felt it neces-
sary to deflect shame from themselves regardless of the public 
health consequences.

Elsewhere in the growing corpus of COVID- 19 literature, to 
which this book contributes, academics are examining the many 
aspects and implications of pandemic decision- making across 
various aspects of life, society and democracy. Emphasising the 
inter-  and intra- connectedness of virus, people and place, we find, 
for example, literature discussing microbiology and the built envir-
onment and how the decision- making of both public officials and 
homeowners might change following the pandemic (Dietz et al., 
2020). Academic commentary suggests that, in looking to the 
future more broadly, experiences of the pandemic have changed 
the notion of ‘community’ (Alberti, 2020), and that people want 
different things from their leaders now (Youngs, 2020). Suggesting 
that democracy is the missing link in European Union recovery 
plans, Youngs advocates for stronger democratic participation 
as a positive and helpful part of the post- virus rebuilding phase. 
Similarly, Parry et al. (2020) describe how democratic spaces were 
reconfigured during COVID- 19, noting how participatory spaces 
shrank, overlapped and invaded each other and concluding that 
democracies are generally not prepared to sustain deliberation and 
participation in times of crisis. For this reason, participation needs 
to be further institutionalised. Many contributors to this book, 
drawing on their investigations of pandemic decision- making, echo 
this call.

Alongside an examination of pandemic governance in academic 
literature and commentary, the decision- making behind pandemic 
rules and restrictions in the UK is, at the time of writing, subject 
to review by various official bodies, including the UK COVID- 19 
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4 Governance, democracy and ethics

Inquiry and the Independent Commission on UK Public Health 
Emergency Powers.1 Emphasising the need for a detailed reflec-
tion on decision- making during the pandemic, the House of Lords 
Select Committee on the Constitution (Constitution Committee) 
had noted, in June 2021 that, while exceptional measures had been 
necessary to limit the spread of COVID- 19 and keep communi-
ties safe, many of the decisions that had transformed everyday 
life by imposing unprecedented restrictions on ordinary activities 
had been made with extremely limited parliamentary oversight 
(House of Lords, 2021). As a result, the Constitution Committee 
recommended that a review of the use of emergency powers by the 
government, and the (lack of) scrutiny of those powers by parlia-
ment, should be undertaken. The Constitution Committee was par-
ticularly keen to emphasise that the approach adopted in response 
to the pandemic must not be used to justify weakened parliamen-
tary scrutiny of government action in response to any future emer-
gencies (House of Lords, 2021; emphasis added). In response to 
the Constitution Committee’s report, the Independent Commission 
on UK Public Health Emergency Powers (the Emergency Powers 
Commission) was convened. The Emergency Powers Commission 
has a broad remit to provide a legal and constitutional analysis of 
existing and alternative emergency public health laws, parliamen-
tary procedures for responding to public health emergencies, and 
the ways in which emergency laws and public health guidance were 
made, scrutinised, utilised and disseminated during the COVID- 19 
pandemic (British Institute of International and Comparative Law, 
2023).2

The work of the Emergency Powers Commission bridges the 
briefing room world and the messier human world in some respects. 
Among the issues it will examine are, for instance, the extent to 
which government messaging distinguished between binding law 
and non- binding public health advice. This subtle distinction 
appeared to be blurred further by those implicated in the Partygate 
events, as they sought to avoid any accusations of wrongdoing 
(UK Parliament, 2023) but also stimulated discussion outside the 
briefing room about exceptional executive powers in an emergency, 
the role of trust, and the importance of the principles of good gov-
ernance –  such as selflessness, integrity, accountability and honesty 
in leadership.
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In this book we explore these issues further. Specifically, we con-
sider what it means to be in a decision- making situation whereby 
rational or epistemic framings of the COVID- 19 pandemic, with 
a focus on data and scientific ways of knowing the world, rub up 
against more entangled human experiences and existences. How can 
(or should) we re- focus our perspectives and our systems as a result? 
Looking at matters ranging from the authority of the World Health 
Organization (WHO) and the power of data during an emergency, 
to the role of public engagement as a source of policy evidence, 
we reflect on what it means to govern ethically in a pandemic, and 
whether (and how) the expected standards and norms of public life, 
evidence and decision- making apply in such circumstances. We also 
reflect on how power, authority, trust and the sense of the ending 
of the pandemic are inextricably linked, creating a need for ethics 
to move beyond normative assertions of the law and regulations, 
whether in hospitals or in the halls of parliamentary power.

Bringing together findings from The Pandemic and Beyond 
research projects (all of which were carried out while the pandemic 
was unfolding), the chapters that follow reflect the voices of the 
authors’ research participants as they consider how we can grapple, 
collectively, with such challenges. All of the chapters are linked by 
a focus on how decisions have been made, but nevertheless look 
at the pandemic from very different perspectives. In this way, we 
produce a series of different portraits of pandemic decision- making 
that are marbled through with various common themes relating 
to ethics, values, governance, trust and inclusion. Indeed, some of 
these themes can be traced through the entire series. For instance, in 
their introduction to Adaptation and Resilience in the Performing 
Arts: The Pandemic and Beyond, Pascale Aebischer and Rachael 
Nicholas highlight values of inclusion, community, innovation, 
equity and care that inform their authors’ reflections on the impacts 
of the pandemic. Similar guiding reflections underpin the chapters 
that follow in this book, as our authors explore decision- making 
processes ranging from the everyday to the global.

More specifically, the chapters draw out discussions relating to 
the importance of values and ethics, both of which take on extra 
importance in the context of public health decision- making, where 
decisions can have physical impacts on human bodies. The import-
ance of institutional structures of governance and scrutiny –  and 
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6 Governance, democracy and ethics

the consequences of their neglect –  are thrown into sharp relief, as 
is the crucial importance of involving diverse voices in decision- 
making, acknowledging that the effects of the pandemic are not felt 
in the same way by different individuals, groups or communities. 
Collectively, the chapters reveal wider sociological lessons about 
how social and institutional arrangements (along with the virus 
itself) have co- produced (and undermined) power and authority, 
and how this has amplified some voices while sidelining or even 
silencing others. This book thus highlights the crucial role of human-
ities research in helping us look beyond ‘the science’, exposing and 
exploring the plural pathways that link microbial organisms and 
humans; children and data; decision- making and infection preven-
tion. We consider how the pandemic could have been otherwise 
and offer a series of perspectives on how, now and into the future, 
governance, democracy and ethics in crisis- decision- making must 
change.

The book starts with a chapter by Lina Minou, James Wilson and 
Daniel Herron, who question how we understand the ‘form’ of an 
epidemic (and by extension, a pandemic). Reflecting on the relation-
ship between the intellectual constructs of the epidemic phenom-
enon and its meaning as an occurrence within an individual life, they 
argue that while a key feature of an epidemic is the way in which 
cases of infection suddenly arise and then fall, in reality pinpointing 
these precise points is difficult and anyway does not do justice to the 
meaning of an epidemic for an individual as a life- event. Instead, 
they argue that the complexity of the several manifestations of the 
epidemic reality demands an equally complex conceptual frame-
work. In a pandemic, understood as a collection of interconnected 
epidemics, or an epidemic that travels, this complexity is amplified. 
In warning against the danger of presenting too linear and too homo-
geneous an understanding of pandemics, the authors set the scene 
in Chapter 1 for the chapters that follow, which tell the different 
stories of governance and decision- making that have emerged from 
the research projects represented in the volume.

Chapter 2 starts with tales from the fight against COVID- 19 
in National Health Service (NHS) hospitals in the UK. Caroline 
Redhead, Anna Chiumento, Sara Fovargue, Heather Draper and 
Lucy Frith explore the everyday ethical challenges faced by staff 
as NHS maternity and paediatrics services were ‘reset’ during 
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the pandemic. Such challenges were often embedded in changes 
to working practices intended to keep staff safe, and to protect 
hospital communities from COVID- 19 infection. However, these 
changes reduced healthcare professionals’ ability to ‘care’ for 
their patients, where care is understood as embracing the inter-
personal relationships between the patient (and their family) and 
the healthcare team. Although they protected healthcare staff 
and patients from COVID- 19, infection prevention and control 
measures caused harm by creating barriers to relational interaction 
and engagement. In this chapter, the authors consider the signifi-
cance of relationships in a healthcare context. They describe the 
theoretical underpinnings of a logic of relationality in healthcare, 
which they argue should underpin healthcare decision- making.

In Chapter 3, the focus shifts from healthcare to social care. 
Rather than providing care in the context of treatment for a med-
ical condition, social care is about offering people support with 
their day- to- day needs, whether they arise from illness, disability, 
old age or poverty. In the UK, the social care ‘system’ distributes 
responsibilities and obligations for this type of support between 
the welfare state, voluntary sectors and communities, and families. 
In this chapter, Cian O’Donovan describes and discusses the sig-
nificant existing problems in social care data infrastructures, and 
how these were exacerbated and amplified by government decision- 
making during the pandemic. Starting from the catastrophic gov-
ernment decision to discharge people from hospitals into care 
homes for the elderly without considering the significant risks of 
COVID- 19 transmission, the author considers how social care data 
systems could better support outcomes for care home residents and 
social care requirements more generally.

Data use during the pandemic is also the focus of Chapter 4, 
in which Melanie Smallman, Cian O’Donovan, James Wilson and 
Jack Hume ask whether data ethics have been a casualty of the pan-
demic. Describing three key ‘episodes’ in the COVID- 19 pandemic 
where data played a key role –  and which raised significant ethical 
issues –  they demonstrate how emergency measures were intimately 
linked with the collection and analysis of data at an accelerated 
pace, and how data formed a key part of the logic by which power 
was wielded over the public. They argue that the authority given by 
the seeming objectivity of data was sufficiently powerful to enable 
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8 Governance, democracy and ethics

the British Prime Minister and government to enact, and then 
repeal (arguably too quickly), severe restrictions on civil liberties in 
the UK, in some instances appearing to bypass the relevant ethical 
advisory boards and escape the scrutiny of ‘traditional’ data ethics 
frameworks. Drawing parallels to the regulation of drugs research 
during a pandemic, they conclude that a set of ‘emergency data 
ethics’ is needed to help guide thinking in a future such emergency.

In Chapter 5, the centrality of data- driven decision- making to 
the UK government’s response to COVID- 19 is considered from 
the perspective of children. Claire Bessant and Rachel Allsopp, 
working with child rights organisation, Investing in Children, as 
part of the Observatory for Monitoring Data- Driven Approaches 
to COVID-19, describe young people’s views about how their data 
was used during the pandemic. They note that government decisions 
(to close schools, to introduce lockdowns, social distancing and self- 
isolation requirements, and to determine exam results using flawed 
algorithms) have had a significant impact upon children and young 
people’s mental and physical health and wellbeing and upon their 
education, negatively affecting children’s rights. Reporting that 
more work is clearly needed to ensure that young people’s views are 
heard and their stories told, this chapter incorporates the voices of 
young people into the authors’ recommendations to policymakers 
for engaging effectively with this vital section of the population.

Continuing the theme of missing voices in government decision- 
making, the focus of Chapter 6 is on pandemic public policy-
making in the UK. Lamenting the absence of the public voice in 
ethically laden policy choices, such as vaccine prioritisation, Jamie 
Webb and Kiran Kaur Manku consider how the ‘public’ has been 
characterised in, how publics were present or absent from, and 
whether publics were consulted as part of decision- making during 
the COVID- 19 crisis. By interrogating the theoretical underpinnings 
and ethical justifications for practical engagement with publics, the 
authors suggest avenues for more proactive public engagement in 
the continuing COVID- 19 response as well as in planning for the 
pandemics to come.

In Chapter 7, Reema Patel widens the focus on the theme of 
missing voices in government to a global perspective. She notes 
that the onset of COVID- 19 resulted in the majority of democratic 
nation states worldwide implementing a state of emergency, often 
without widespread societal debate or discussion in key democratic 
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spaces such as parliamentary chambers. Thus, democratic public 
participation in national decision- making was a casualty else-
where as well as in the UK. The author contends that this created 
contradictory messaging –  on the one hand, appealing to the core 
concepts of democracy and the rule of law to ask for public compli-
ance and support, but on the other, actively undermining these core 
concepts by overstepping their legal authority in various ways. She 
suggests that the result was a crisis of confidence in the pandemic 
response, rather than confidence in a crisis. Drawing from a wide 
range of examples and the deliberations of two UK citizen juries 
considering the fundamentals of good governance, she argues that 
in future crises, democratic nation states need to create participa-
tory infrastructures for democracy in a crisis to complement (and 
act as a check on) the risks of executive power overreach through 
the blunt instrument of emergency decision- making.

Continuing the global perspective, Chapter 8 considers the use of 
emergency powers by the WHO, exploring the extent to which the 
use of these powers aligns with principles of good global health gov-
ernance. Harry Upton, Abbie- Rose Hampton and Mark Eccleston- 
Turner outline why good governance matters for international 
organisations, suggesting that, while the COVID- 19 pandemic 
has emphasised the vital importance of an effective and efficient 
coordinated response to emerging health threats on a global scale, 
it has also demonstrated that the current system ultimately lacks the 
means and mechanisms through which to ensure good global health 
governance within and between key organisations in global health, 
most notably the WHO itself.

To conclude, an important point we want to leave readers of 
this volume to ponder is the question of whether or not we need 
special measures for making decisions in a pandemic (or similar 
such emergency). A number of the chapters in this volume flag up 
insufficiencies in the way in which decisions were made during the 
early stages of the COVID- 19 pandemic in the UK. For instance, in 
Chapter 5, Claire Bessant and Rachel Allsopp argue that data- driven 
decision- making produced policies that disproportionately harmed 
children and young people, without offering them a voice in return. 
The authors advocate for better engagement with young people in 
future. Similarly, in Chapters 6 and 7, Jamie Webb, Kiran Kaur 
Manku and Reema Patel argue that increased public engagement 
in decision- making would have helped make better decisions –  not 
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10 Governance, democracy and ethics

least by strengthening the voices of those overlooked and perhaps 
worst affected by the pandemic. But what remains unclear is whether 
these insufficiencies were the result of the absence of mechanisms 
by which these voices or perspectives could have been brought into 
consideration, whether they were simply inappropriate under such 
urgent and straightened conditions, or, as Melanie Smallman, Cian 
O’Donovan, James Wilson and Jack Hume argue in Chapter 4 was 
the case with ethics advice, the checks and balances that were in place 
to ensure good policymaking were neglected, ignored or overridden 
by political leaders in this instance. In other words, was the pandemic 
the extraordinary condition from which we learn systemic lessons, 
or, rather, did the tone set by the government of the day marginalise, 
disable or ignore systems and processes that were already sufficiently 
dynamic and flexible to have enabled a different approach?

Perhaps history (together with the outcome of the UK 
COVID- 19 Inquiry and the work of the Public Health Commission, 
both ongoing at the time of writing) will enable us to make a better 
judgement on this. Suffice, for now, to say that gaining a clearer pic-
ture of the extent to which the COVID- 19 pandemic in the UK was 
an ‘ordinary emergency’ (as Lina Minou, James Wilson and Daniel 
Herron put it in their chapter) or whether there were other factors at 
play significant in creating an extraordinary situation (such as might 
be argued to have been the case for the healthcare professionals 
whose experiences informed the discussion in Chapter 2). The 
answers to these questions will be vital in understanding how we 
all need to reflect upon our pandemic life- event experiences of the 
last few years. Maybe, as we emerge from the pandemic through, 
and as a result of, accepting our entangled intra- relationships, the 
lessons drawn out in this volume will support decision- makers in 
both ordinary times and extraordinary emergencies.

Notes

 1 See https:// covi d19.pub lic- inqu iry.uk/  and https:// bingha mcen tre.biicl.
org/ inde pend ent- com miss ion- on- uk- pub lic- hea lth- emerge ncy- pow ers, 
respectively.

 2 Reema Patel, the author of Chapter 7, sits as one of the Commissioners 
on the Public Health Commission: https:// bingha mcen tre.biicl.org/ 
meet- the- commi ssio ner- uk- pub lic- hea lth- emerge ncy- pow ers
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Everyday life and other conditions of normality were affected to 
such an extent during the coronavirus (COVID- 19) pandemic that 
it seemed to many that they were living through a quite exceptional 
situation. However, a look to medical history quickly reminds us 
that, while what was experienced seemed exceptional to many, the 
sudden onset of an infectious disease that led to widespread and 
rapid restructuring of social possibilities was not unique. Epidemic 
diseases have emerged and re- emerged throughout history and they 
are imprinted in our cultural memory.1

Medical history points not only to the ordinariness of epidemics, 
their matter- of- factness, but also to the ordinary, regular patterns 
according to which they occur. With regard to the former, what 
makes epidemic diseases ordinary, epidemiologically speaking, 
is that the conditions for their occurrence are always already in 
place: new viruses will emerge, known viruses will mutate to pose 
threats, and pathogenic conditions –  usually related to the broader 
eco- social environment and the organisation of our living –  will 
materialise. The medical historian Frank Snowden (2008) had long 
warned against viewing them as something conquered or a thing of 
the past, and other scholars have warned against the hubristic atti-
tude of doing so (Garrett, 2018). With regard to the latter, medical 
history teaches us that the recurrence of epidemics and their shock 
value have led to certain tropes in the way we talk about them, the 
way we expect them to develop and come to a close, and in the 
narratives we tell about them. Epidemics, that is, have a form.

Charles Rosenberg, writing in 1989, recognised this form as 
drama and went on to propose a model of dramaturgic logic in the 
way they unfold: ‘epidemics start at a moment in time, proceed on a 

1

The epidemic as a life- event: epidemicity 
and epidemic form
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stage limited in space and duration, follow a plot line of increasing 
and revelatory tension, move to a crisis of individual and collective 
character, then drift toward closure’ (Rosenberg, 1989: 2).

Epidemics, Rosenberg posits, proceed according to certain 
stages, initially ‘progressive revelation’ and ‘recognition’ of the 
event followed by coping strategies and closure. At the heart of 
Rosenberg’s scheme lies intelligibility. There is no ambiguity with 
regard to what occurs. He notes that unlike other aspects of bio-
logical history that can proceed imperceptibly until ‘discovered’ by 
historians, epidemics are ‘highly visible’ phenomena (Rosenberg, 
1989: 1– 2). This underlies the predictability of their development 
which progresses along a pattern of beginning- middle- end. Other 
scholars have pointed to their formulaic structure: there are repeti-
tive tropes, images, characters and storylines along which we talk 
about epidemics, and arguably in the way we experience them 
(Wald, 2008). The literary form of epidemic disease is no coinci-
dence. David Steel, whose 1981 essay essentially establishes a lit-
erary canon, remarks that: ‘epidemic diseases … share with works 
of literature an inherent structure, an aetiology, rising from an onset, 
through a climax to a decline and an ending’ (Steel, 1981: 107).

This affinity may be ‘inherent’, to a degree, but it is also 
confirmed as such by the way we look at epidemics. Paul Slack aptly 
notices that the long heritage of texts that chronicled their various 
occurrences through time themselves followed an archetype:

One can never be entirely sure about the extent to which chroniclers 
of epidemics concentrated on social dislocation, the failure of doctors, 
flights to and from religion, rumours of poisoned wells, and similar 
phenomena simply because Thucydides and later writers down to 
Defoe taught them to look for them. (Slack, 1992: 9)

The textual heritage of epidemics taught us to look for certain 
patterns in their unfolding: recurring characters such as the ‘patient 
zero’, stories of infectiousness, suspicion towards possible carriers 
and so on. These were consolidated in repetition; by the practice of 
specifically looking to epidemics in the past and recognising these 
features. Scholars were guided to this by their attention- drawing 
aspect. As the historian Margaret Pelling observes, in the historio-
graphical record there is a disparity of attention with regard to 
epidemic and endemic disease. Endemic disease, the regular cause 
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14 Governance, democracy and ethics

of morbidity and mortality in a given area, tends, she says, to be 
considered normal and thus neglected. Epidemic disease, on the 
other hand, is dramatic and tends to hold our attention (Pelling, 
2020: 294– 295).

The insights offered above, are the product of analysis and thus 
derive from externalised perspectives. They are thoughts about 
the phenomenon ‘from above’, or from a physical and conceptual 
distance, or after the fact. They also consciously draw upon a 
specified written culture. They do not reflect the global aspects of 
epidemics. In the context of the current pandemic, scholars have 
revisited those models and tropes, questioning and revising them. 
Felicity Callard, writing from a human geography perspective, 
highlights how Rosenberg’s model posits unities that are not as 
stable as implied: ‘Rosenberg, in offering a dramaturgical logic 
to describe epidemic time, not only establishes a stage, but a par-
ticular sequencing of beginning, middle, and end. Any drama-
turgical logic installs an imagined point from which the observer 
watches a plot line develop and, then, perhaps, resolve’ (Callard, 
2020: 728).

Proposing a different vantage point, what she calls ‘thinking from 
the sickbed’, Callard asks instead ‘what kind of observation is pos-
sible when one is deeply entangled in what is unfolding’ (Callard, 
2020: 728). Her work takes two major public- initiated themes that 
originated within the context of the pandemic. One is the naming 
of the extended form of a COVID infection, that is, ‘long COVID’. 
Callard notes that the particular phrase was a patient- bestowed 
name rather than one ascribed by medical professionals and that 
choice of the adjective ‘long’ –  rather than any other term that would 
imply ‘post’ COVID –  entails the undoing of temporal linearity and 
also of externally imposed time frames into the discussion of dis-
ease (Callard, 2020). The very term ‘long COVID’ complicates the 
sequence of beginning- middle- end of the pandemic itself.

The other theme concerns sufferers of chronic conditions, par-
ticularly Myalgic Encephalomyelitis/ Chronic Fatigue Syndrome 
(ME/ CFS), who recognised in the symptoms of long COVID simi-
larities with the reality they have been experiencing for many years 
and which has been largely unnoticed or downplayed. The visi-
bility of long COVID afforded visibility of their condition and this, 
remarks Callard, upsets the temporality of a pandemic narrative 
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by allowing us to imagine a group of people who have essentially 
been waiting, in a sense, for the pandemic in order for their own 
concerns to become perceivable and to be given proper attention 
in the public and the scientific eye (Callard, 2020: 732). Thus, 
this ‘collective thinking from the sickbed’ has ‘disturbed common 
epidemiological and medical means of adjudicating illness time’ 
(Callard, 2020: 737). Instead of the linear conventions of medical 
science, whereby assigning severity and acuteness or chronicity 
also assigns valuations of suffering and of time, we are left with 
a ‘difficult’ temporality where ‘different patients inhabit different 
temporal horizons, different narrative scripts, different histories, 
different experiences of duration’ (Callard, 2020: 737).

Other scholars argue that we do not only need a look into 
epidemics from a different vantage point, but nothing short of a 
deconstruction of the models that circumscribe them. The historian 
Richard Keller notes how ‘limiting’ Rosenberg’s dramaturgy is, 
because ‘to circumscribe the pandemic with such a narrative device 
is to make it discrete rather than one facet of a broader experience 
of late capitalist modernity, or of peak Anthropocene’ (Langstaff, 
2020: para. 19 of 66). Guillaume Lachenal and Gaëtan Thomas 
argued for ‘emancipat[ing] the historical narration of epidemics 
from a set of literary tropes cemented by centuries of intertext-
uality’ (Lachenal and Thomas, 2020: 671). Looking to the multifa-
ceted perspectives developed within African studies on the afterlives 
of pandemics, they reach a conceptual framework that rejects their 
notion as ‘events oriented towards their own closure’ and proposes 
instead their viewing as ‘unsettling, seemingly endless, periods 
during which life has to be recomposed’ (Lachenal and Thomas, 
2020: 672). Lachenal and Thomas draw also on Jeremy Greene’s 
and Dora Vargha’s (2020) reflection on the elusive endings of 
pandemics and on the history of the AIDS epidemic, which leads 
to a reversal of Rosenberg’s definition of the epidemic from ‘event’ 
into ‘trend’ (Lachenal and Thomas, 2020: 680). Their perspective 
allows for no fixed points, either of ending or beginnings. They 
observe that the African experience is characterised by ‘copresence 
of deep and recent epidemic pasts’ and so epidemics are ‘best 
understood (and experienced) as contemporary to previous ones, 
nested into one another, like Russian dolls’ (Lachenal and Thomas, 
2020: 682).
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16 Governance, democracy and ethics

Such explorations allow us to consider causes, management, 
experiences through varied contexts, inclusive of global perspectives. 
They allow us to zero in on the inequality and disparity of experi-
ence within the same geographical area, the same social bounds. 
This is what is gained, for instance, by Callard’s analysis and its 
questioning of the linear temporality in epidemics. Conversely, 
we can also expand our view from the regional and the specific to 
greater scales. However, there is also something to be lost. Opening 
the form of epidemics can open our eyes to complex global issues 
and patterns, such as broad or global health inequalities, or gener-
alisable human behaviours, but it can also blind us to the signifi-
cance of each event to an individual life. There is a danger that the 
visibility of what is grander, complex and encompassing will come 
at the expense of what is single and singularised.

In this discussion we reflect on the relation between the intel-
lectual constructs of the epidemic phenomenon and its meaning 
as an occurrence within an individual life. We begin by acknow-
ledging that certain elements of epidemic discourse have a basis in 
disease behaviour and as such they cannot be denied. To be specific, 
a defining aspect of epidemics is their emergence which, at the most 
basic level, is a breaking off with the extant public health conditions 
in a given area. Compared to endemic disease, epidemics have the 
capacity to surprise us, they are unanticipated or unusual –  that is, 
in some manner they do rise. This suggests that a basic pattern of 
arise- rise- fall does circumscribe epidemics, even though in actuality 
those specified points can be elusive. We further suggest that in the 
context of the current pandemic we have conceptually followed that 
pattern, guided not only through pervasive intellectual constructs, 
but mainly through the information and data- driven culture within 
which we have experienced the coronavirus pandemic unfolding.

This pattern, on its own, does not do justice to the meaning of 
an epidemic for an individual as a life- event. This much has been 
shown by the corrective views offered by recent scholarly discus-
sion. Callard’s analysis has shown us that if epidemics are drama 
there is a multiplicity of other dramas enfolded into the main one, 
with different rhythms and structures. Lachenal and Thomas (2020) 
have made us aware that there is no event– aftermath dyad; that life 
becomes recomposed exactly as the seemingly endless period of a 
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pandemic goes on. Our discussion proposes that a way to unveil 
the separate, individual rhythms of the enfolded dramas of the epi-
demic is to consider them as ‘events’ in the specific way posited by 
phenomenological theory.

Our premise is the following: (1) the defining element of an epi-
demic is its emergence, its onset: where it peaks or how it ends are 
important structural elements, but not necessary to define it. Indeed, 
epidemics come into being once proclaimed as such. (2) This emer-
gence or onset is recognised in specified ways in epidemiological 
terms, it signifies a breaking off from extant conditions. This means 
something unsettles the norms and thus is extraordinary in some 
way. (3) Emergence and extraordinariness are two prominent con-
ceptual threads that allow us to understand epidemics. However, 
we need a separate account regarding what makes something extra-
ordinary epidemiologically versus what makes it extraordinary in 
the context of lived experience. These two are qualitatively different 
concepts. We suggest, therefore, that within epidemicity, which 
follows a priori aetiological and explanatory frameworks, various 
epidemic life- events transpire that are truly original in that they are 
neither anticipated nor fully explained by pre- existing frameworks. 
To do justice, then, to the complexity of the several manifestations 
of the epidemic reality, we need an equally complex conceptual 
framework, one that is co- produced by historical and philosophical 
insight.

Senses of ‘event’

We talk of epidemics as extraordinary events. To formally declare 
one requires making use of the very term. A PHEIC (Public 
Health Emergency of International Concern), such as the current 
COVID-19 pandemic, is an ‘extraordinary event that may con-
stitute a public health risk to other states through international 
spread of disease and to potentially require a coordinated inter-
national response’ (WHO, 2005).2 The guidance describes a situ-
ation that is serious, sudden, unusual or unexpected. The term 
‘event’ here is being used in the common, everyday sense of ‘signifi-
cant occurrence’. In this sense, ‘extraordinary’ suggests a breaking 
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off with conditions of normality as they are understood in a given 
situation. The epidemic as it happens to an individual, though, 
and its meaning, cannot be exhausted in that factually defined 
occurrence. We need to distinguish between these two notions of 
an epidemic. We will do this by defining ‘event’, following phe-
nomenological theorist Claude Romano, as the reconfiguration of 
possibility in one’s life that is truly original and refers only to itself. 
By contrast, epidemicity rests on factual conditions and contexts 
that pre- exist and explain it.

Epidemicity

The Dictionary of Epidemiology defines epidemic as follows:

EPIDEMIC: The occurrence in a community or region of cases of an 
illness, specific health- related behavior, or other health- related events 
clearly in excess of normal expectancy. The community or region 
and the period in which the cases occur must be specified precisely. 
The number of cases indicating the presence of an epidemic varies 
according to the agent, size, and type of population exposed; pre-
vious experience or lack of exposure to the disease; and time and 
place of occurrence. Epidemicity is thus relative to usual frequency of 
the disease in the same area, among the specified population, at the 
same season of the year. (Porta et al., 2014: 93)

According to the above, what seems to define epidemic disease –  
where the extraordinariness lies –  is this capacity to unsettle the 
usual conditions of public health in a given area. It is not about 
morbidity or mortality per se, but their excess in relation to existing 
norms. Thus, epidemicity is of relative originality in that this always 
depends on the state of conditions that it comes to unsettle.

This breaking off with normalcy conditions, however these 
are defined, is the rising of the epidemic. The identification of 
that moment in time may fluctuate. Some may choose to equate 
the beginning with first recorded cases, others with first acute 
hospitalisations. Other perspectives may defer the beginning still 
further and argue that the real start occurs at the microscopic level, 
when the infection actually takes place. Depending on the scale 
used, the beginning of the epidemic may be fixed or flexible, but it 
is always accessible as a point in time. This is because the beginning 
of the epidemic is necessarily linked to the aetiological framework 
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of disease. Even if we follow an open form, we cannot do com-
pletely away with a point of origin, a point of emergence. Even in 
regions of repeated outbreaks, we can recognise a trend, but within 
this trend it would still be possible to identify beginnings of sep-
arate cycles of epidemicity. This is the essential condition of an epi-
demic: that it rises and because of this it is expected to fall. This is 
apprehensible in the specified conditions of epidemiology. It is not 
the same as recognition, though.

The recognition that Rosenberg identifies as stage one of an 
epidemic is not an unaided, immediate and unmediated grasping 
of reality. Both an epidemic and a pandemic require a formal 
announcement to be perceived as such. In a sense, then, the very 
naming of a disease as ‘epidemic’ makes it so in an instant of per-
formative language. This is more pronounced in modern societies 
where death has retreated in visibility and happens largely out of 
the public eye (Mellor, 1992; Mellor and Shilling, 1993). Following 
the pronouncement, recognition then proceeds along evidence that 
nowadays is more and more quantitative in nature, such as death 
numbers, hospitalisations, the rate of infection, and so on. We 
do not wish to draw too bold a distinction line here: epidemics 
in pre- modern societies were understood by morbidity and mor-
tality numbers. However, it is notable that in plague writing of the 
Renaissance, for instance, the medical historian Margaret Healy 
recognises two major themes: one of ‘supernatural or natural 
explanation as to the “how” and “why” of the affliction’ and a 
second of ‘the eyewitness account that details signs, symptoms, and 
the effect of epidemic in society in visual and moral terms’ (Healy, 
2001: 61– 62). In a way, we still bear witness to the effects of the 
epidemic through the personal stories that feature in the news and 
which give shape to the notion of infectiousness. However, for 
the most part we follow the epidemic through data and graphs. 
We interpret and visualise epidemics in a particular way, mainly 
through the wave graph, which is itself laden with metaphorical 
and symbolic meaning beyond its objective values (Eyler, 2002; 
Jones and Helmreich, 2020). Epidemic data reach us with added, 
expert, interpretation. Hence in modern- day epidemics, the rec-
ognition that one is living through an epidemic is progressively a 
mediated act, albeit one that is punctuated by the deaths and illness 
of friends and family members.
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What is more, the data culture surrounding epidemics does not 
simply describe the phenomenon. Rather, it creates anticipation 
spurred by our aim to predict the course of the disease. But our 
anticipation is not necessarily met. For instance, the crisis, the peak 
of an epidemic, can be theoretically located on the fixed, and deter-
minable, point of greatest number of cases or excess deaths. As 
we reach a point that data sketch out as critical, this may also be 
deferred by conversations that look to the future; to another wave, 
to the possibility of a number that is bigger yet. The same happens 
with resolution. We can fix it on the ending point of measures being 
lifted, or case numbers falling, but, as happened with the official 
date of lifting restrictions in the UK, this point can be set and then 
invalidated –  while the falling number can turn out as too fragile a 
factor. Indeed, as Greene and Vargha reflect: ‘at their best, epidemic 
endings are a form of relief for the mainstream “we” that can pick 
up the pieces and reconstitute a normal life. At their worst, epi-
demic endings are a form of collective amnesia, transmuting the 
disease that remains into merely someone else’s problem’ (Greene 
and Vargha, 2020: para. 27 of 31).

In other words, as the drama of the epidemic unfolds, we do 
not proceed with clarity from one stage to another, but we are 
waiting for each one of these stages. The absence of a fixed ending 
is immaterial in this respect. The essential form through which we 
discuss epidemics creates waiting for, and anticipation of, an ‘after-
math’, a continuously projected future. This future is neither truly 
authentic nor solely based on the particular epidemic that happens 
now. It is shaped by our collective epidemic past and the way this is 
revived through experience, direct comparison with past epidemics, 
through interpretation, and through its preservation in text. In sum, 
it can be said that epidemicity is of relative originality or exception-
ality, of more or less established form, and of mediated intelligi-
bility. More than that, it is impersonal.

Epidemic as life- event

An epidemic occurs within a community, but is not assigned to 
anyone specifically, it befalls all of us. The epidemic as life- event, 
by contrast, occurs in my own life, spells out a particular reconfig-
uration of my possibilities and brings me closer to an ‘unanticipated 
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future’ that makes sense for me specifically. Following Claude 
Romano’s evential hermeneutics, the event concentrates the 
following aspects:

An event is truly original, in that it is not exhausted in the fact in 
which it occurred and cannot be anticipated and explained by a 
priori frameworks. An event truly arises in an individual life.

An event reconfigures the sum of my possibility and thus presents me 
with a future that is unanticipated and is made possible only due to 
the event’s arising.

An event is a hermeneutical phenomenon; it leads me to understand 
myself differently in light of the future it brings with it. The event 
arises with the full cargo of its possibilities, it is not retrospective 
judgment.

Finally, the event has the capacity to singularize me, the traversing 
of events in my life, and the precise way they have reconfigured 
my possibility and will continue to do so, give me my biography. 
(Romano, 2009)

Accordingly, then, to experience the epidemic as a life- event is a 
profoundly original phenomenon. Societies can prepare for an epi-
demic and can make use of historical insight to do so. Nothing can 
prepare a person for living through the event. Elizabeth Rourke, a 
US medical doctor who wrote about her personal experience of the 
pandemic, remarks in her reflection: ‘I never saw this coming when 
I went into medicine’ (Rourke, 2020: 2185).

The epidemic considered as a life- event is constituted in the recon-
figuration of possibility that is referred solely to its arising. Consider, 
for instance, a person who changes profession due to the way they 
are influenced by the COVID- related epidemic, choosing to enter 
the healthcare sector. Conversely, think of someone impacted by 
long COVID who cannot return to a job they loved and saw as part 
of their identity, or someone who may have lost the opportunity 
for life- altering medical treatment due to the pandemic’s impact on 
medical services. For the people involved in those cases, what led 
to their situation –  such as strained services, social and working 
conditions, specificities of disease susceptibility, specific infectious-
ness conditions in their area of living –  is relevant, but never suffi-
cient to fully account for their experience.
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Many other life- events can be recognised as well that can be 
linked either to infectious conditions or to the living conditions that 
the infection introduced, such as quarantine and isolation. Again, 
the frameworks that explain the necessity of these living conditions 
can never account for the ‘why’ of the personal event. Those who 
experience the infection as a life- event can neither anticipate nor 
prepare for it. In Romano’s words: ‘the event of an illness, as it 
happens unsubstitutably to an advenant by reconfiguring his essen-
tial possibilities, his world, and by bringing him to understand him-
self differently, is rigorously without a why and happens “because it 
happens”. It is itself its own origin’ (Romano, 2009: 58).

That the event happens ‘unsubstitutably’ to someone denotes 
the dynamic relation between event and the one who goes through 
it (the ‘advenant’ in Romano’s words). Specifically, that meaning 
is created in the interaction between event and ‘advenant’. Event, 
then, is no effect or aftermath: something that impacts upon and 
changes an already formed and stable self. Romano posits that 
events give us our biography in that what happens to us singularises 
us. To illustrate the point, not all those who suffer from long 
COVID traverse the same event. This is due not only to the diverse 
clinical manifestations of the condition, but also to the different his-
tories of those who suffer from it; differences that were shaped by 
the events that shaped those different histories themselves. That is, 
each advenant, to use Romano’s term, arrives at the long COVID 
event having traversed different other events in their own personal 
history. The long COVID event spells a specific reconfiguration 
of possibility that makes sense to each one in particular. Hence, 
unlike epidemicity, we cannot speak of a group event, not even one 
rooted in a common medical context. There is commonality in such 
experiences, but not necessarily sharedness.

The life- event defines its own temporality. Events, as posited by 
Romano, are instantiated according to what has already transpired 
and with the full cargo of the possibilities they carry. In this case, 
life- events transpire according to the already proclaimed epidemic 
and instantly reveal the future they spell for each advenant. This 
evential ‘future’ is neither consequence nor aftermath. It is not a 
matter of time difference, but a qualitatively different ‘after’ that 
is assuredly perceived exactly as the event arises. Rather, it is the 
arising of the event. This future is truly authentic, as nothing 
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prepares for it, or anticipates it, other than the event itself. What is 
more, though not precisely correlated to the unfolding of the epi-
demic itself, the evential future is rooted in the factual occurrence 
of the event itself and, as such, is separate from a collective epi-
demic past.

The life- event is essentially an interpretative act, in light of which 
the advenant reaches a different understanding of themselves and, 
as such, cannot be captured in quantitively defined time. For this 
reason, the life- event does not correlate to the development stages 
of the epidemiological occurrence. This is the reason why people 
experience lapses between formal announcements and their own 
personal realisations. Elizabeth Rourke, for instance, describes 
how she went from a point where ordinary life remained uninter-
rupted, to seeing fewer patients in the first weeks of March 2020 
and finally the moment she understands everything as ‘changed’ 
(Rourke, 2020: 2184). This lapse is also discernible in the many 
references to the ‘old life’, the life before COVID, that abound and 
are being used not retrospectively, but as the pandemic unfolds. 
In Rourke’s account, for example, ‘I never saw this coming’ is 
complemented by reflection on the already changed self: ‘[M] y old 
life, 2 weeks ago, feels like it happened to another person’ (Rourke, 
2020: 2185). Realisations such as the one cited by Rourke above, 
are not externally imposed. The intelligibility of the life- event is 
truly unmediated.

In sum, then, we can identify life- events as phenomena of pro-
found originality, of unmediated intelligibility and of no established 
form –  though not form- less. The originality of the event means a 
stark difference is created between its arising or its absence. This 
difference derives solely from the event. Those who experience the 
epidemic- as- event are confronted with ‘futures’ of reconfigured pos-
sibility. These futures are to be found in the interpretative function 
of events: in their capacity to present us with different articulations 
of possibility within our life, whether these have positive or nega-
tive valence, and lead us to redefine ourselves. In this respect, we 
must refine our notion of people experiencing different durations 
within the unfolding of a main social drama. To experience the 
epidemic- as- event is not a question of different rhythm but of a 
different sense of immediacy. It is not witnessing the ‘progressive 
revelation’ of Rosenberg’s drama, it is an immediate recognition of 
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changed possibilities. It is to be ‘entangled into what is unfolding’ 
but in an individual rather than a collective manner. It is to acknow-
ledge that people live through profound change irrespective of how 
epidemicity itself develops or concludes.

Co- presence and contemporaneity

Not everyone experiences the epidemic as a life- event. This is 
true for any given geographical setting, whether the memory of 
past epidemics is still vivid or not. The event- ness of the epidemic 
does not rest on originality in the sense of being novel or unprece-
dented. Event- ness itself, as defined by Romano, does not depend 
on a firm subject, an experiencing self, who gives meaning to what 
occurs in life. Rather, it is co- produced in an interaction between 
advenant and event. In turn, this signifies that even people who 
have gone through epidemic cycles, or have experienced them as 
‘trend’ may also experience one of these cycles as life- event, in 
the sense described here. More than that, it means that as we go 
through the current pandemic, and as we slowly and uncertainly 
move away from it, various individual versions of it have been, 
and are, co- present. There are people who grapple with the newly 
revealed futures of life- events, but these are also as dissimilar to 
each other as are the histories of the people experiencing them. This 
is because these histories, in turn, are produced by the sum of events 
in those individual lives and how these have shaped the advenant 
of this particular life- event. This may also signify an advenant who 
has already experienced a previous epidemic, or epidemics, or other 
life- events. By contrast, there are people who experience the epi-
demic as not eventful; neither original nor revealing.

It is then useful at this point to return to the concept of epidemic 
occurrences as ‘nested’ into one another as Lachenal and Thomas 
propose, but with certain modifications. The authors reached this 
description thinking of the recurrence of epidemics within a geo-
graphical region. However, we argue that it is not absolutely neces-
sary for actual epidemics to occur in order for the epidemic past to 
be co- present with the unfolding epidemic. It can be made present 
through exegesis and the attempts at interpretation of the experi-
ence. The collective epidemic past may become ‘nested’ into the 
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epidemiological occurrence through the authoritative texts that 
make up the genre of ‘plague’ writing, or may be raised through 
data comparison with epidemics of the past, or through the antici-
pation of the regularised stages of the epidemic. What is also ‘nested’ 
within epidemicity is the potential for epidemics- as- life- events. It 
is important to recognise the co- presence of those elements. It is 
also important, however, to distinguish between co- presence and 
contemporaneity.

To reiterate, epidemics materialise in an epidemiologically 
defined fact. Their actualisation as significant occurrences carries 
with it certain contextual elements that have been established intel-
lectually through a combination of historical experience, historical 
insight, information, stories and comparative thinking. This, in a 
sense is the en- present- ment of an epidemic past. At the same time, 
the experience of an epidemic, or of several cycles of epidemics, 
always carries with it the potential for epidemics- as- life- events. 
These manifestations of the epidemic phenomenon are not exactly 
contemporaneous to each other. As illustrated above, contempor-
aneity between the social fact of the epidemic occurrence and the 
personal life- event is not possible as the event occurs according to 
its own temporality.

Recurrent epidemic outbreaks, and the way these may bring the 
epidemic past into being, may establish familiarity, but not con-
temporaneity. This is because meaning is created through the inter-
action between event and the one who goes through it. Even if an 
occurrence is unoriginal and unrevealing –  in other words a non- 
event in Romano’s terms –  the difference between a past selfhood 
and a current selfhood, as this is shaped by the traversing of events, 
means also the clear apprehension of difference in terms of tempor-
ality. This is perhaps the most distinguishing insight that philosophy 
can afford us into the experience of epidemics. If we are to acknow-
ledge the historicity of epidemics –  their ‘palimpsest- like structures 
and temporalities’ (Lachenal and Thomas, 2020: 671) –  we must 
also acknowledge how this may obscure the dynamic between 
events and those who go through them. Unlike the receptive nature 
of a palimpsest as medium, as surface that captures change without 
changing in itself, the bodies and selves that go through epidemics 
change constantly through events. Appreciating this helps account 
for change in the lives of people who go through an epidemic that 
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does not derive from the particular way they are emplaced in the 
social drama –  their social position, their health status, their vulner-
ability –  but from their own capacity as evential beings.

Conclusion

Describing epidemics as social drama is not an obsolete analogy. 
It is a useful tool in understanding epidemics as long as we are 
conscious of its inherent limitations. What we need in order to 
understand the epidemic phenomenon is to attain to its complexity 
through a layered framework of thought that can include the multi-
plicity of experiences that characterise it. This framework has to 
include multiple senses of ‘event’ because this thought can alert 
us to different aspects of originality and thus to different ways of 
making meaning. Historical insight can alert us as to the common-
ality and the tropes of our experience. Philosophical insight can pro-
vide us with the language with which to express its uniqueness and 
distinctiveness. Different senses of ‘event’, the choice of describing 
it as ‘bounded’ or not, as defined epidemiologically or as seen in 
other disciplines, will allow the multiplicity of perspectives that 
we need. It will also afford us insights into the temporality(ies) of 
the phenomenon, which beyond being described as complex, are 
a major part of what differentiates the experience for those who 
supposedly live through it simultaneously. The closed, dramaturgic 
model proposed by Rosenberg, the open models that came to revise 
it, and the self- referential model of Romano, taken together, reveal 
what is characteristic about epidemics: they are neither ordinary 
(or normalised as endemic disease, for instance) nor extraordinary 
in themselves. Rather, they oscillate between ordinariness and ori-
ginality. This carries capacity for different kinds of hermeneutics. 
To return to, and revise, Rosenberg’s definition, an epidemic is 
both ‘events and a trend’. In light of this, there is not a given ‘col-
lective we’ that can reprise normal life after the end of an epidemic. 
A ‘collective we’ needs to be constituted out of collective stories; 
constructed by facts, the broader socio- cultural contexts in which 
these facts occur, and our interpretation of them. A crucial place 
into this interpretation must be afforded into how one’s life- story is 
shaped when traversing the experience of a life- event.
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Notes

 1 The definition of a pandemic is contested. Most definitions take 
a pandemic to be an epidemic that crosses international bound-
aries and occurs in a wide geographical area simultaneously. As 
de Campos (2020) examines, none of the standard definitions take 
severity to be a defining feature of pandemics, and some do not even 
require a pandemic to involve an infectious disease outbreak. The 
result is that the concept of pandemic can often be used in an unhelp-
fully broad way: communicable diseases that do not rise to a level of 
severity to threaten the need for emergency responses, or even non- 
communicable diseases such as obesity have sometimes been referred 
to as pandemics by the WHO. In this chapter, we are interested in 
epidemics of communicable disease that are of wide geographical 
spread and which do reach a level of severity that could require an 
emergency response. We take it to be uncontroversial that COVID-19 
presented such a case.

 2 A PHEIC, being an operative term, is narrower than our usual 
understanding of an epidemic. However, the term does serve to show-
case the unexpectedness of an epidemic occurring relative to the 
normal conditions over a given area. Additionally, we make use of 
the term here because it represents a formal point of ‘emergence’ or 
‘beginning’ without anticipating an end. Once announced, a PHEIC is 
reviewed every three months and can be maintained for long periods, 
see for example polio- related PHEIC, in place since 2014, at: www.
who.int/ news/ item/ 21- 05- 2021- statem ent- follow ing- the- twe nty- 
eighth- ihr- emerge ncy- commit tee- for- polio
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The young woman who had gone into premature labour had just 
returned home after visiting family overseas. The UK rules at that 
time required her to self- isolate for two weeks after she got back, 
and she gave birth before that period of quarantine had ended. 
Hospital infection prevention and control measures meant that, 
having delivered her baby, she had to stay, alone, in her specifically 
designated accommodation. She was not allowed to visit her baby on 
the ward, despite having twice tested negative for Covid- 19. Appeals 
by her baby’s healthcare team to make an exception for her were 
unsuccessful. The baby died a week later –  and only when the baby 
was dying, were the rules relaxed. Then, for the first and only time in 
its short life, were the baby’s mother and father able to be together 
with their child.1

Impossibly difficult experiences like this characterised the data 
collected as part of our ‘Reset Ethics’ research, which explored the 
everyday ethical challenges of reconfiguring (resetting) England’s NHS 
maternity and paediatrics services during the coronavirus (COVID- 
19) pandemic. This ‘resetting’ created a unique context in which it 
became critical to consider how ethical considerations did (and should) 
underpin decisions about integrating infection control measures into 
the routine practice of healthcare. Healthcare professionals told us 
that the ethical challenges they encountered were often embedded in 
changes to working practices intended to keep them safe, and to pro-
tect hospital communities from COVID-19 infection. However, the 
impact of changes to working practices mandated by infection preven-
tion and control measures reduced healthcare professionals’ ability 
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to ‘care’ for their patients, where care is understood as embracing 
the interpersonal relationships between the patient (and their family) 
and the healthcare provider. The importance of these interpersonal 
relationships is a key aspect of our data: offering care within a sup-
portive relationship between healthcare professionals, their patients 
and (particularly in the context of maternity and children’s services) a 
child’s family. This was experienced as an ethically important dimen-
sion of healthcare delivery, and an essential component of patient- 
centred care. The ethical challenges our participants discussed were 
linked to the impact on these interpersonal relationships of the man-
datory, non- negotiable infection prevention and control measures 
imposed during the pandemic.

It is this focus on infection prevention within healthcare settings 
that situates the puzzle that we address in our chapter. It is a puzzle 
because, at first blush, it seems entirely reasonable –  and ethical –  
to focus on infection control measures in order to keep staff and 
patients safe in healthcare settings. It is surely imperative to take 
all necessary steps to keep hospital communities safe, for reasons 
that are obvious. Our findings suggest, however, that, although they 
protected healthcare staff and patients from COVID- 19, infection, 
prevention and control measures, such as social distancing rules, 
visiting restrictions and the requirement to wear personal protective 
equipment (PPE), actually caused significant harm by creating 
barriers to interpersonal interaction and engagement in everyday 
healthcare practices. Infection prevention and control measures 
were not negotiable: the caring relationships had to give way. While, 
in our view, healthcare professionals and patients alike understood 
the need for strict infection control measures in the early acute 
phase of the pandemic, this changed during later waves of infection. 
At this point, we will argue, a focus on relationships would have 
helped to inform decision- making. The harms of refusing a new 
parent access to a sick baby despite her having tested negative for 
COVID- 19, for example, might have been mitigated by allowing 
the parents and the healthcare professionals to discuss and agree a 
safe, fair and less harmful interpretation of the rules for that par-
ticular circumstance.

In this chapter, we situate our participants’ reflections in a dis-
cussion about the importance of relationships and their signifi-
cance in a healthcare context. The chapter proceeds as follows. In 
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the first section, we introduce our study, touching briefly on the 
methodology adopted and the challenges we encountered. We next 
draw on our data to highlight the vital importance and value of the 
relationships that many healthcare professionals felt were central to 
the ‘family- centred’ maternity and paediatric services that were our 
focus. The theoretical underpinnings of a logic of relationality are 
then described, and we consider how our data support the import-
ance of such a logic in the healthcare context. In the following 
section, we discuss the risks of disrupting relationships, considering 
moral distress as one of the possible consequences of damaging the 
human caring relationships within which healthcare is embedded.

In concluding, we contend that an explicit attention to 
relationships is required to provide effective support to healthcare 
professionals in responding both to the everyday stresses and 
strains of working in healthcare, and to the extraordinary impacts 
of a public health emergency. Progress towards achieving this 
will be made by adopting an approach to decision- making that 
foregrounds the importance of relational engagement.

The ‘Reset Ethics’ project in context: the background  
to the empirical research

The effects of the COVID- 19 pandemic on the NHS have been pro-
found. The cycle of starting, suspending and restarting routine ser-
vices has been ongoing for over three years at the time of writing 
in 2023, and, with the impact of new variants of COVID- 19, con-
tinues. This process of ‘resetting’ has required consideration of how 
best to (re)organise healthcare services and (re)allocate resources so 
that COVID and non- COVID healthcare services can continue in 
tandem. New kinds of ethical issues and dilemmas have undoubt-
edly arisen as decision- makers have had to continually (re)assess 
the best way to balance individual access to healthcare services and 
the continued protection of hospital communities and the wider 
public from COVID- 19.

In April 2020, healthcare providers were asked by the govern-
ment in England to step up non- COVID- 19 urgent services as soon 
as possible (Stevens and Pritchard, 2020). The key question then 
facing healthcare providers was how to reset these services, some of 
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which had been required to cease the previous month. Guidelines 
and policies, which were rapidly developed to underpin the acute 
coronavirus response, had drawn on existing ethical frameworks, 
and posited pandemic- specific approaches to decision- making in 
anticipated worst- case scenarios.2 These documents, however, 
demonstrated little attention to the need to balance responses to 
the pandemic with the concurrent provision of non- pandemic 
healthcare, such as maternity and paediatric services. The central 
aim of our research was to consider how, in that context, decision- 
makers had understood and attended to the new kinds of ethical 
issues and dilemmas that were unique to the ‘resetting’ of everyday 
healthcare practices and process.

To investigate which ethical values were relevant, and to what 
extent they featured in guidance about the reorganisation of mater-
nity and paediatric services, we conducted an analysis of the policies 
and processes current between April 2020 and March 2021. Our 
review asked, ‘Which ethical values (explicitly or implicitly) guided 
decision- making in non- COVID- 19 paediatric surgery and mater-
nity services during the initial NHS reset in England?’ (Chiumento 
et al., 2021). We adopted a rapid review methodology, taking a 
comprehensive yet pragmatic approach to the searches, screening, 
analysis and appraisal of sources, and conducted a qualitative the-
matic synthesis of the included documents. We reviewed a diverse 
range of documents, such as government and hospital trust policies, 
statements and decision support tools; reports and statements from 
professional bodies and charitable organisations; and evidence 
reviews and commentaries in academic journals.

An interesting finding of the rapid review was that patternings 
of relationships were visible in numerous ways and were anchored 
in both the individual and organisational mutual dependencies 
and responsibilities that the pandemic has starkly highlighted. 
Relationality was implicit in inter- NHS organisational collaborations 
locally, regionally and nationally to coordinate continuity of care. 
There was also clear recognition of the ethical importance of 
acknowledging the adverse impact of the pandemic on caring and 
dependent relationships, while simultaneously attending to public 
safety. However, while the fundamental importance of relationships 
in healthcare practice was acknowledged, there was no meaningful 
engagement with the ways in which relationships might be valued 
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in practice. It was this lack of attention to the value of relationships 
in the resetting of healthcare practice that, we argue, left the door 
open to the ethical difficulties experienced by our participants. The 
impact of many of the changed practices appeared to be particu-
larly significant on the family and caring relationships inherent to 
our areas of focus: birthing partners in maternity care, and parents 
or carers in paediatric services.

The findings of the rapid review informed the design of the inter-
view guides for the qualitative data collection in our Reset Ethics 
project, particularly the interviews with senior decision- makers in 
our participating NHS hospital Trusts. An important aim of these 
interviews was to tease out the ethical values guiding both the 
approach to decision- making and the justifications for the decisions 
made, whether implicit or explicit. We were also interested in the 
reasons for any disagreements, whether (and how) these were 
mediated, and the degree to which the decision was then success-
fully implemented. Interviews and focus group discussions with 
healthcare professionals sought to explore senior management 
decision- making from a different perspective. These interviews 
focused on the way(s) participants’ working practices had to 
change to accommodate the resetting of paediatric and maternity 
services, and how clearly these changes, and the reasons for them, 
were communicated. We explored how participants felt about these 
changes and asked them to talk about any ethical challenges or dif-
ficulties they had experienced as a result.

Pandemic and everyday ethics in collision:  
the empirical research

Six NHS hospital Trusts took part in our study. From these, senior 
managers and healthcare professionals were recruited for interviews 
and to participate in focus group discussions. The recruitment 
period (from October 2020 to July 2021, inclusive) spanned the 
national and regional lockdowns imposed during repeated waves 
of COVID- 19 infection in the UK (Institute for Government, 
2022), which clearly placed heightened demands on healthcare 
management and clinical staff. As a result, recruitment was chal-
lenging across the whole study. A total of eleven senior managers 
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(seven female and four male) took part, and we spoke to twenty- 
six healthcare professionals (twenty female and six male) –  doctors 
(nine), nurses (twelve) and midwives (five).

Having completed the individual interviews, we looked 
more closely at the ethical challenges described by the interview 
participants in focus groups with healthcare professionals. The ini-
tial thematic analysis of the interview data had identified the preva-
lence of reference to moral distress in healthcare professionals’ 
accounts. Moral distress is the psychological, emotional and physio-
logical suffering that people sometimes experience when they act in 
ways that are inconsistent with deeply held ethical values, principles 
or commitments: ‘moral distress arises when one knows the right 
thing to do, but institutional constraints make it nearly impossible 
to pursue the right course of action’ (Jameton, 1984: 6).3

In July 2021, we convened a focus group with six clinical 
psychologists in order to explore the finding about moral distress in 
more detail. The psychologists’ role pre- pandemic had been to offer 
support to patients and families dealing with difficult clinical situ-
ations (such as end of life decisions), and to help them come to terms 
with what was happening. During the pandemic, however, these 
clinical psychologists agreed that their support had increasingly 
been sought by healthcare professionals for themselves, rather than 
for their patients. This was a notable change to their pre- pandemic 
practice. The focus group discussion explored in detail how the 
clinical psychologists had been asked to support their colleagues. In 
this discussion it became apparent that the moral distress described 
arose from the institutional constraints preventing the enactment 
of human relationships in the way participants’ personal and pro-
fessional ethical codes would usually direct. Thus, this moral dis-
tress had its roots in, and was a significant legacy for healthcare 
professionals of, the changed healthcare practices –  such as social 
distancing –  intended to have a protective effect from the physical 
effects of SARS- CoV- 2 infection.

To explore these implications of changed working practices in 
more depth, we considered with further healthcare professional 
focus groups the changes that they would not want to see normalised, 
and why. Following an expression of interest from a senior physio-
therapist, we recruited focus group participants (n =  13) from a 
team of paediatric physiotherapists spanning a range of specialties, 
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including palliative care, serious burns and traumatic brain injuries. 
Two discussion groups were planned, however, due to a resurgence 
of COVID- 19, shift patterns and staff holidays, dates for focus 
group discussions were difficult to coordinate. Ultimately only 
one focus group was held (with n =  5 participants) and a further 
two participants attended individual interviews. In the discussions, 
participants considered the ethical challenges raised by the practices 
about which they felt most uncomfortable, worked through what 
had made them challenging, and told us what (if they could choose) 
they felt would provide appropriate ethics support for them and 
their colleagues in the future.

The views and experiences of members of the public were also 
explored in focus groups with participants who had either had 
direct involvement with maternity or paediatric services during the 
pandemic, or had some prior experience of, or interest in, public 
involvement in NHS Trust decision- making. Recruitment to these 
focus groups was undertaken primarily by social media, through 
contacts made with local Trust patient partnership organisations, 
such as Maternity Voices Partnership (MVP),4 Healthwatch5 and 
Patient and Public Involvement (PPI) groups. Five focus groups 
were held in May and June 2021, involving a total of twenty- six 
participants. Participants were located geographically close to our 
participating Trusts; some had been patients at participating Trusts 
and some at other hospitals.

Our findings: making visible the importance of relationships

Our empirical data reflected the importance of relationships in 
various ways. Senior managers, for example, discussed the benefits 
of increased collaboration between Trusts and other organisations 
both regionally and more locally:

So COVID has brought the system closer together. And we’ve been 
meeting with our like- minded partners on a weekly basis since 
COVID, started. (Chief Medical Officer, Foundation Trust)

And I think it really has changed the way we view the local maternity 
and neonatal service now because previously they were suddenly you 
know, they were a nice add on and somewhere where you went and 
spoke to friendly faces and kind of shared, but through this we’ve 
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really come together and we’ve started to you know discuss cases and 
make joint decisions and look at us much more as one in the sector. 
(Head of Midwifery, District General Hospital [DGH])6

Interestingly, though, tensions between offering mutual aid and 
supporting staff in their ‘home’ hospital raised challenging questions:

So we had a mutual aid request, can we give some of our masks to 
the adult hospital? Potentially, what that meant was, we wouldn’t 
have masks for our staff. So I got, I got one body saying, essentially 
hide some in a cupboard, say no, we need to protect our own staff. 
I’ve got another body saying, how can you possibly leave all the 
people in another hospital at risk, knowing we’ve got some in the 
cupboard? And I couldn’t form a view … to protect my own, which 
is really selfish. Or do I benefit the wider health economy, which 
I think ethically is the right thing to do? So we took [it] to the ethics 
committee … and they came back with, we have a duty to help 
the health economy, we have a duty to share. (Deputy Chief Nurse, 
Children’s Hospital)

As well as discussing the benefits of regional collaboration, 
participants were positive about increasing collaboration within 
large hospital settings:

There’s probably a slight culture change … we’ve got four divisions, 
I wouldn’t say there is competition between the divisions, but they’re 
discrete business units. And we have league tables between them, 
etc. With the pandemic, it was being very much more of sharing of 
resource and supporting each other. And I absolutely want to keep 
that culture going. (Chief Operating Officer, NHS Foundation Trust)

Our data showed that the focus on the safety of all hospital staff 
during COVID- 19 encouraged the maintenance of relationships in 
different ways, particularly the use of video- conferencing and other 
technology- based solutions where possible: ‘But you could do it 
via Zoom. And we, we developed a whole new method of doing 
chief execs briefings, of communicating to staff, so on and so forth. 
So I think that was good. And we got good feedback from that’ 
(Deputy Chief Medical Officer, Foundation Trust).

The limitations of ‘electronic relationships’ were often noted too:

I think having things on over computers are really difficult, isn’t it? 
And I think there’s a lot of soft communication has been lost within 
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the organisation and a lot of, from a personal perspective, and I know 
from the Chief Nurse’s perspective, we used to walk around the 
organisation a lot more. Now I just sit in front of a screen. (Executive 
medical director, DGH)

Recognising the challenges that physically remote leadership can 
engender, some participants described creative solutions to support 
staff morale. Initiatives that were intended to support a feeling of 
‘all- being- in this- togetherness’ between senior decision- makers and 
staff were not, however, well received, particularly if they were 
perceived to go against rules imposed strictly on families:

[Chief Executive] went to visit the adult unit the other day, when 
I was there, to see the staff that were redeployed. And I struggle a 
little bit –  they taked [sic] an ITU nurse and a nurse from our unit 
had to show her round and I’m just like have they not got stuff that’s 
better to do than show you around? And for me also, I think, crikey, 
our families, there’s been a lot that has caused a lot of bad feeling. 
The families can’t come in, but here the Chief Executive can wander 
round. It’s like we had the Chief Nurse of [region] or something, come 
to our unit. And you’re just like, I can’t see my sister at the moment. 
Why, why on earth do I want to see you? Like, and I don’t know if 
they feel that’s morale boosting or something. But actually, it’s just 
annoying. … So it’s really interesting what they maybe perceive boosts 
our morale to what actually does. And for me, people should not be 
wandering around units to visit who aren’t necessary. I just think it’s 
wrong. (Advanced nurse practitioner, paediatric intensive care)

Miscommunications, misunderstandings and a lack of transparency 
in decision- making, especially where stress levels were high, were 
experienced as problematic for relationships. This was particularly 
apparent in the early stages of the pandemic, where the corona-
virus was not well understood, guidelines were changing rapidly, 
and staff members did not feel safe:

And then obviously, you’ve got all of this protection that you think 
is protection, and then it changed quite quickly to no, you don’t 
need to wear that anymore. And there was a lot of sort of conflict 
between teams, you know, Is this real? Are we sure? Is it because 
we don’t have enough PPE [personal protective equipment]? Or is it 
you know, or is this true? (Advanced nurse practitioner, paediatric 
intensive care)
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This emphasised the crucial importance of transparent communica-
tion in the maintenance of effective relationships between managers 
and healthcare professionals:

[A] nd I think that initially [our management] were caught in this 
sort of difficult situation where they would, rather than say, we’re 
not getting the PPE we need, or we want … they would say, this is 
all you need. You don’t need anything else. And so there’s this sense 
of distrust and dishonesty that develops. (Paediatric intensive care 
consultant)

While the different priorities of management and patient- facing 
healthcare professionals were acknowledged (‘so that is their … 
priorities are different when it comes to management team’ [neo-
natologist]), those with a clinical background often felt the burden 
of their organisational responsibilities: ‘We’re all really protective 
of our patients. Not everybody thinks that the good of the organisa-
tion some people quite rightly think of the good of their specialty. 
And it’s, unfortunately my job to make the decision and say … 
the balance of risk, it’s you, that’s the compromise’ (Deputy Chief 
Nurse, Children’s hospital).

These differing priorities introduced tensions into the relationships 
between individuals at different places in the hospital hierarchy, par-
ticularly where a healthcare professional was being asked to act in a 
way that they believed was contrary to the immediate needs of the 
patient, or family, in front of them:

We begged the Trust to be able to let this woman in, she had two 
negative COVID tests … And the trust wouldn’t budge with letting 
her into the unit because she had to quarantine for two weeks. 
And the baby started deteriorating on day five, and gradually got 
worse. And I asked the Trust again to let her in. And they said no, 
because the baby wasn’t for end of life care. So the only time that 
she’d be allowed in was if the baby died. And the baby did die on 
day seven. And that’s the only time she saw her baby. … You get 
annoyed with [management] and angry with them. And you think, 
you know, you just know you’re following a government guideline. 
(Neonatologist)

In some circumstances this disjuncture between senior decision- 
makers and frontline healthcare professionals was experienced as 
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very harmful, sometimes even to a healthcare professional’s ‘rela-
tionship’ with who they were as a doctor, nurse or midwife:

[A] nd you just didn’t feel like you could help this family, you just felt 
like your hands are tied and you were restricted and that you couldn’t 
deliver the level of care that you’re used to being able to deliver. 
Which makes you feel rubbish about your job, and makes you feel 
rubbish going home. (Neonatologist)

For healthcare professionals based in the community, relationships 
with the patients or families they were visiting appeared to be less 
constrained by rules and policies:

[A] nd it wasn’t that there was midwives that were not sticking to the 
guidelines and the rules, they were just saying, actually on reflection, 
this lady probably does need a visit, or I’m not happy to leave her 
four weeks because you know, looking at the growth chart, or the 
blood pressure was just creeping up a little bit … I wouldn’t be happy 
to leave it. (Community midwife)

Community- based healthcare professionals (of whom the majority 
were midwives) described a more pragmatic, personal approach to 
patient care, in this case considering the general policy preference 
for remote ‘visits’:

So I personally, would most definitely say if you’re not happy with 
a phone call, if you feel like you need a visit, … for you or the 
baby, you don’t hesitate to contact us if you can’t get me call the 
community office. So it’s the way I personally practise. (Community 
midwife)

While healthcare professionals worried that different approaches 
might lead to inconsistencies in care, they recognised that everyone 
was aiming to offer the best care they could within the constraints 
imposed on them. Public participants across our focus groups 
explicitly situated good care in a supportive relationship with a 
particular healthcare professional who had gone the extra mile. 
Some healthcare professionals recognised the importance of such 
an approach too: ‘the families always have my contact number for 
six months after discharge. And I always say to them, “You don’t 
know where to go for advice, you don’t know who to phone, phone 
me, and I will try and help” ’ (Specialist midwife).
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Some healthcare professionals, both hospital-  and community- 
based, felt more at risk than others and opted either to work 
from home or to decline community visits. This was sometimes 
experienced as burdensome by those who continued to work 
and to cover for shielding colleagues: ‘people were very generous 
in allowing people to shield. … Maybe a bit more challenging 
approach to is it correct that these people who maybe said they 
need to shield have to shield really?’ (Consultant paediatric sur-
geon). However, relationships between team members generally 
facilitated the protection of colleagues who felt unable to carry out 
their usual role:

I did pick up a few visits for a colleague who was just not happy to 
do that. And I absolutely understood that. Um yes, potentially, I was 
putting myself at risk, but I was using the correct PPE. And the visit 
needed to be done, the woman and baby needed to be seen. And 
actually, it wasn’t right to say to my colleague, no that’s your lady 
you need to do it. She didn’t feel comfortable, and she didn’t feel safe. 
And I absolutely understood that. (Community midwife)

The central theme across all the data was a recognition of the harm 
caused to relationships as a result of the changed working practices 
mandated by infection prevention and control measures:

I think … it’s very hard to show empathy without somebody seeing 
your full face. So you have to work harder at the words that you 
use and building relationships … because it’s very difficult to, when 
you your whole face is covered up. … You know, you’re saying that 
you’re very sorry that the baby’s dying, and you’ve got like a … a 
barrier between you. (Consultant neonatologist)

Relationships between healthcare professionals and patients were 
harmed:

[Y] ou make people, women, less resilient during their pregnancy 
because we’ve harmed them or upset them. And then when it comes 
to being in labour, they’re less resilient than they might otherwise be. 
And perhaps less trusting and, and then throw PPE on top of that, so 
you know, mask yourself up and glove yourself up and aprons and 
you introduce these barriers, you know, your midwife is not quite as 
friendly as she’s in complete PPE even though she might be smiling 
behind her mask, it’s harder to get close to someone. (Head of mid-
wifery, DGH)
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It was also noted that relationships between healthcare professionals 
and patients’ families, and within the wider family networks of 
those who had suffered a bereavement were compromised:

We had a child who died during the first lockdown, and she’d been 
with us, since she was about a week to two weeks of age. And so she 
hadn’t met the family. So at the funeral, nobody knew this child, they 
didn’t know her. And what mum was saying was that you are all the 
family, the nurses in intensive care and the nurses on the ward, you 
are my daughter’s family, because you’re the ones that have been 
there. And that was something that she even to this point now is 
really, really struggling [with] and gets angry, understandably. She’s 
angry with most people … but angry with us as a hospital, because 
we prevented family members actually coming in and seeing [her]. 
(Paediatric cardiac nurse)

The damage caused to relationships was often described as likely to 
have long- term consequences, both for families affected by difficult 
decisions, and for the healthcare professionals making them:

[T] he impacts on those families, I think will last a lifetime. And we’ve 
done that. And the impact of losing a child lasts a lifetime anyway, but 
we managed to make it worse. … I’ll never forget it, I’ll never forget 
those two examples. I’ll never forget those. And we did that. And 
I was involved in it. And I feel I did a really bad job. (Neonatologist)

Frequently, the counterpoint to the distress experienced by 
healthcare professionals within the context of their patient 
relationships (including with patients’ families) was the support 
available from colleagues:

[W] hen you’re tapping into your colleagues, you know, we were 
finding things out from each other, … you know, when it was like, 
kind of sharing with each other new ways of working and how we’d 
found things that worked, and actually how we found this is really 
helpful. So, so we were supporting each other, and providing each 
other with the latest information. (Community midwife)

The nature of that collegial support was also significantly impacted 
by the requirements of social distancing and infection prevention 
measures: ‘the support groups have all gone … to Zoom they 
don’t really work as well as having thirty to forty people in a room 
talking to each other about loss. … We’ve just lost this element of 
support, … and it’s, it’s hard’ (Neonatologist).
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Yet, the enduring availability of the relationships was valued. 
The availability of professional support from within the hospital 
was perceived positively: ‘Our senior clinical managers are really, 
really great. So if they are aware that someone is struggling, they 
will absolutely provide whatever support is necessary’ (Consultant 
neonatologist). Where it was made available to staff as well as 
patients, specialist support was valued: ‘The Trust has employed 
psychologists in order to support staff sort of in the here and now 
and they are, you know, they are able to run workshops around 
resilience’ (Head of Midwifery, DGH).

Our data clearly identified the central importance of relationships 
in healthcare, encompassing relationships between colleagues as 
well as between healthcare professionals and the patients and fam-
ilies in their care:

We’ve just spent such a long time trying to ensure that parents are 
seen as equal partners and not visitors that they’re part of our team 
and that the family, and the context of the family, is incredibly 
important when you’re delivering care to a sick newborn baby or 
even a healthy newborn baby. (Consultant neonatologist)

Our findings thus make visible the harms to the enactment of 
healthcare relationships caused by practices and policies whose aim 
was to control the spread of the virus. While the virus was indirectly 
responsible, the regulations requiring social distancing and the con-
sequent changes to ‘usual’ working practices were the direct cause 
of these harms, experienced particularly acutely in the (ideally) 
‘family- centred’ maternity and paediatric services we were investi-
gating. In the next section, we will situate these findings about the 
centrality of relationships in healthcare in a discussion of relational 
theories more broadly, drawing out their significance in the context 
of maternity and paediatric services.

Relationships recalibrated: theorising the stories we were told

Relational theorists have long suggested that it is in our ‘networks 
of relationships’ that we (our identities) are constituted (Nedelsky, 
2011: 19; see Gilligan, 1977, 2014; Tronto, 1987; Barad, 2007). 
In suggesting this, they include widely drawn relationships that 
acknowledge the interdependence of humans and the natural world, 
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less broadly drawn local societal relationships, and closer family 
relationships. Notions central to the idea that human beings are 
separate, bounded individuals are reconsidered and reimagined by 
reference to how we see ourselves in relation to other(s). Nedelsky 
(2011: 39), for example, argues that ‘autonomy is made possible by 
constructive relationship (and undermined by destructive relation-
ship)’. Similarly, it has been suggested that the concept of agency can be 
reframed so that it encompasses the capacity to ‘affect and be affected’ 
rather than (just) to understand and reflect (Deleuze and Guattari, 
1987). In the discussion that follows, we review our findings through 
a relational lens, considering, in so doing, how a ‘logic of relationality’ 
(Lejano, 2021: 364) might form a better starting point than a logic of 
rationality for decision- making in the healthcare context.

Lejano (2021) offers the notion of a logic of relationality as 
a contrast to a conventional understanding of policy as under-
pinned by rationality, which he describes as prescription, guided 
by reason and knowledge, for pursuing desired ends, where the aim 
is to maximise the degree to which a decision conforms to a spe-
cified criterion. He suggests that a notion of relationality, where 
relationality describes the patterns and workings of relationships, 
better reflects how people work together in practice. Arguing that a 
rational, output- driven approach to rules and policies fails to attend 
to the way people work within relationships, he suggests that this 
explains the ‘gap’ that often develops in practice between the design 
of the rules, or policies, and the way they work or are interpreted by 
people whose work they are intended to direct.

The application of Lejano’s relational logic would understand 
healthcare professionals, patients and their families not just as rule- 
setting and rule- following beings, but as relational agents whose 
interpersonal everyday interactions work out how the rules fit, and 
how policies are applied, to allow for a particular clinical set of 
circumstances, or attend to a particular patient’s needs. Such a rela-
tional logic prioritises the sequences of actions and reactions that 
express and reinforce relationships. Viewed in this way, the rules are 
(to an extent) dynamic, creating an institutional approach which is 
negotiated to accommodate the various relational interactions and 
priorities.

An institutional approach underpinned by a relational logic, 
then, understands people within their networks (patients, healthcare 
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professionals and families) as tending outwards, being constituted 
within and by their relationships, rather than existing as autono-
mous individuals in the Cartesian sense (Husserl, 1901). Similarly, 
Pollard (2015) has concluded that central tenets of relational ethics 
include (most importantly) mutual respect, engagement and respon-
sibility. Gilligan (2014) has characterised relationality, feeling 
connected to other people and empathising with them, as an ethic 
of care and, developing this in the legal context, Herring (2013) has 
put forward four markers of care, situating the practice of caring 
specifically in a relational context, where care is an action, care 
meets a need, offers respect, and accepts responsibility.

Our research findings reconfirm the importance of these theor-
etical ideas in healthcare practice, highlighting the importance, for 
members of the public and for healthcare professionals, of emo-
tional engagement, the meeting of needs (spiritual as well as clin-
ical), mutual respect, and an enactment of responsibility for the 
wellbeing of patients, family members and colleagues. The caring 
relationships between healthcare professionals, their patients and 
the families of their patients, can, then, be understood as working 
to (co- )constitute their identities as people- in- relationships, as 
needs are met, responsibilities are accepted and both professional 
and personal selves are formed.

Attending in our analysis to the central importance of 
relationships in our data, we can theorise that the harms participants 
discussed were linked to the mandatory, non- negotiable nature of 
the infection prevention and control measures imposed during the 
pandemic. These strict measures, imposed (understandably, in 
the context of a public health emergency) to protect the ability of 
the system to continue to function, restricted (and in some cases 
removed) healthcare professionals’ usual ability to negotiate or 
interpret policies and guidelines with their patients (and families) 
to fit the particular therapeutic context. Our suggestion is that we 
can make sense of our findings by reference to Lejano’s (2021) 
logic of relationality. We posit that in what we might describe as 
‘usual’ times,7 hospital policy and decision- making sit within a 
combination of a logic of rationality (in terms of formulation of 
policy and guidance) and one of relationality when these policies 
and guidelines come to be interpreted and applied in practice.8 
In ‘usual’ times, the family is part of the team in maternity and 
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paediatric services, and policies and guidelines are interpreted by 
the healthcare team with the patient and their family members, 
within the unfolding of a relationship embedded in an organisa-
tional context:

But likewise, it’s also really stressful with our parents who are very 
experienced, very involved in their children’s care, for them to be 
excluded, because they really are part of our team. They are part 
of the treatment team for the child. Rather than just a supportive 
parent. Actually, it’s really hard for staff to turn them away, because 
you know what it is that they’re doing, and that they can. So I’d 
say probably that has been the greatest challenge for us. (Paediatric 
intensive care consultant)

Thus, the imposition of social distancing rules, visiting restrictions 
and the requirement to wear PPE, created largely non- negotiable 
barriers to relational engagement in the everyday practices our 
participants described. For the most part, the caring relationships 
had to give way. The consequent fracturing of the human interactions 
that our data describe sits at the heart of the ethical difficulties that 
were experienced by some of our interview participants and focus 
group discussants.

The case for a logic of relationality: the risks  
of disrupting relationships

The findings of our rapid review demonstrated that the safety of 
NHS staff was the most frequently occurring focus of guidance 
(Chiumento et al., 2021). This was also reflected in our interviews 
with senior managers.

So … the first thing that we thought about when we … decided to 
restart our services was the safety of our staff, as we reintroduced 
face to face services. Then, of course, we also thought about safety 
of the families who were attending the hospital. … So that was our 
overriding driver really, was how would we keep everybody safe … 
how we would restart safely in a way that did not overcrowd our 
physical environment. And so we had a one parent or one carer per 
child rule. And we had risk assessments done on all the different 
physical spaces so that we knew how many people we could keep in 
those physical spaces. (Medical director, Foundation Trust)
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In terms of organisational risk, then, healthcare professionals’ 
safety seemed primarily to have been understood in terms of phys-
ical safety, particularly minimising exposure to COVID- 19 in order 
to reduce as far as possible the impact of healthcare professionals’ 
sickness. The (rational) aim of such a policy was the protection of 
the system as a whole, to ensure its ability to continue functioning 
(Chiumento et al., 2021).

So there’s a number of mutual aid things put in place that compromised 
our ability to restore our services within our traditional organisation, 
it became more of a system effort. But certainly staff availability, 
space and equipment and consumables were hard core factors and 
things that we have to work around. (Hospital Trust chief operating 
officer)

While this might seem appropriate as part of a pandemic response, 
we suggest that relational aims are (at least) equally as important, 
and should always feature in decision- making. For some senior 
decision- makers, it is clear that they did. Our data show that some 
managers were very aware of the negative impacts of rigid and 
inflexible infection prevention measures on healthcare professionals 
and patients, and of the resulting ethical challenges in terms of bal-
ancing infection prevention and supporting relationships:

I mean, visiting is a big, big topic. And it was so upsetting for women 
and partners to miss out scans and some [to] miss birth and, you 
know, having to go home two hours after the birth and not being able 
to come to the ward. But it will also have to be done in a safe way. 
So there was lots of debate about, you know, is it safe to have, you 
know, how do we accommodate to safely –  how do we take the view 
of staff into consideration? (Head of Midwifery, DGH)

This suggests that, whether in ‘usual’ times, during pandemics, or 
when the system is under pressure for other reasons, safety should 
be understood holistically, as encompassing not only physical 
health, but social, mental and moral health as well. Prioritising 
healthcare professionals’ physical safety to the detriment of their 
mental and emotional wellbeing fails to recognise the longer term 
risks of burnout, or moral distress. While it is sad to note that 
‘absence, burnout and PTSD’ are (now) recognised as significant 
strategic risks,9 it is our contention that the risk of these harms 
could be mitigated with decision- making that recognises the moral 
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significance of caring relationships to healthcare professionals, and 
the role such relationships can play in helping them negotiate eth-
ical challenges.

The starting point for such a project, accepting that relationships 
are fundamental to healthcare, would be the development of organ-
isational rules and policies that support, rather than stress, those 
relationships. This requires meaningful engagement with the ways 
in which relationships are enacted and valued, with a view to better 
understanding how to support them in practice. Starting with an 
analysis of the values that underpin the patterns and workings of 
relationships in healthcare, an ethical framework could be developed 
on and around which to base a discussion, involving stakeholders 
from across the hospital community, about supportive organisa-
tional rules and policies. While we accept that an ethical frame-
work cannot (and should not) produce a recipe for decision- makers 
to follow, we suggest that a transparent ethical framework, co- 
constructed with relevant stakeholders (at the relevant time and in 
the relevant organisational context), offers a useful tool to support 
decision- making and help shape organisational practice. Drawing 
on our qualitative data and the ethical framework we developed 
inductively through our rapid review,10 we set out in Table 2.1 the 
values we think are key, together with a suggestion of their meaning 
in the context of the caring relationships we have described above 
and how we suggest they might be incorporated into healthcare 
decision- making and policy- setting.11

Conclusion: arguing for an explicitly relational approach to 
healthcare policy and decision- making

It is our suggestion that, in foregrounding the importance of (the 
enactment of) caring relationships to the wellbeing of people across 
a hospital community, policy-  and decision- makers will better 
engage and protect the people around whom the NHS is organised –  
members of the public, hospital staff, patients and their families. 
We do not argue that relationships are currently unrecognised in 
healthcare decision- making (this is clearly not the case), but, rather, 
that where rational outcomes (infection prevention and control, for 
example) are prioritised, this should be complemented by explicit 
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Table 2.1 Relationships and ethical values in healthcare decision- making

Ethical 
value(s)

What our data suggest  
this means in a healthcare 
setting

Recommendations for 
healthcare decision- making

Respect The notion of respect 
encompasses enabling 
healthcare professionals 
to express their views 
and, where they do so, 
respecting their choices. 
Where this is not possible, 
transparency about why 
not is important.

Policies and procedures 
should support 
relationships, recognising 
what people need from 
others, what is (or 
has been) particularly 
difficult, and why, and 
with a view to making 
change where possible.

Balancing 
harms and 
benefits

Harms and benefits should 
be broadly conceived, 
encompassing physical, 
psychological, social, 
economic and ethical 
factors. Impediments to 
caring relationships may 
lead to moral harms.

Healthcare professionals’ 
discretion in the 
interpretation of policies 
and procedures to 
support family (and 
other) relationships 
should be facilitated 
where possible.

Reciprocity Reciprocity assumes a mutual 
exchange of benefit, or 
risk –  and an assumption 
of responsibility. 
Within the context 
of the relationships 
we have considered, 
reciprocity is enacted, 
for example, in the tacit 
understanding that 
healthcare professionals 
will be kept safe at 
work, and that patients, 
healthcare professionals 
and other visitors to the 
hospital will adhere to 
infection prevention and 
control measures to help 
protect the wider hospital 
community.

Policies and procedures 
should be responsive to 
changes in the balance 
of benefits and risks, 
particularly where 
relationships are at 
stake. Reciprocity 
is at the heart of 
relationships, and an 
operationalisation of 
reciprocity in healthcare 
decision- making 
should, where possible, 
facilitate healthcare 
professionals’ discretion 
to support (a) particular 
relationship(s) in a 
particular context.
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Ethical 
value(s)

What our data suggest  
this means in a healthcare 
setting

Recommendations for 
healthcare decision- making

Fairness A fair approach assumes 
that everyone matters 
equally, and that any 
disproportionate impact 
on one person (or a 
particular group) will be 
attended to appropriately. 
In the context of 
paediatric and maternity 
services, this would 
include thinking about 
the impact on future 
generations.

In the ‘resetting’ of NHS 
services, decision- making 
should be attentive to 
the interdependencies 
between healthcare 
professionals, patients 
and their families, 
and the importance 
of facilitating a fair 
application of policies 
and procedures in that 
context.

Accountability Transparency, openness and 
information sharing are all 
aspects of accountability. 
In decision- making, or 
policy- setting (including, 
but not limited to, 
pandemic decision- 
making), transparency 
is crucial to underpin 
relationships founded on 
trust, in demonstrating 
how fairness and 
reciprocity are brought 
to bear, how harms are 
recognised and mitigated, 
and how respect is 
enacted.

Recognising the importance 
of transparency in 
relationships, decision- 
makers must develop 
and nurture an 
organisational culture of 
accountability. A culture 
of accountability would 
facilitate a softening 
or review of policy 
or procedure where 
required, by reference to 
a clear process to which 
all have access.

consideration of the impact on relationships. We found that this did 
happen in some settings, but that significant (moral) harm resulted 
in circumstances where it did not. In suggesting how attention 
might be paid to relationships, we return to Lejano’s (2021) logic 
of relationality.

Table 2.1 (Cont.)
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Lejano’s central contention is that interpersonal relationships 
and everyday transactions are the mechanisms used to work policy 
into practice, so that policy is not experienced as ‘prescription- and- 
implementation but as the workings of relationships’ (2021: 361). 
Our data show that this policy ‘dynamism’ is a feature of healthcare 
professionals’ normal negotiation of the rules in the context of 
their patient and professional relationships: respect for the patient’s 
views, the provision of clear information to allow a transparent 
balancing of harms and benefits for that patient in that family, and 
attention to fairness in terms of the needs of other patients, are, we 
suggest, all features of ‘usual’ healthcare practice. The pandemic 
imported impediments to this dynamism in the shape of rules that 
were not amenable to negotiation. While, in our view, healthcare 
professionals and patients alike understood and accepted the neces-
sity for this in the early acute phase of the pandemic, this changed 
during later waves of infection as understanding of the virus 
evolved. At this point, a focus on the impact of infection preven-
tion measures on the enactment of relationships would have helped 
to inform decision- making. Returning to the story with which we 
opened this chapter, we suggest that the harms of refusing this new 
mother access to the ward where her sick baby was receiving care 
might have been mitigated by considering how a safe, fair and less 
harmful interpretation of the rules could be achieved. Our data 
suggest that the benefits of so doing would have been felt (in both 
the short and the longer term) not only by the young parents, but 
also by the healthcare professionals involved in caring for them and 
their dying baby.

It is, of course, much easier to suggest solutions in isolation, 
with the benefit of hindsight, and without having to account for 
the wider ripple effects of such negotiations on the wider commu-
nity. For these reasons, this chapter is not intended simply to criti-
cise the ‘rational’ approach to decision- making that characterised 
the approach to restoring non- COVID services in the ‘reset’ period 
that we were investigating. Rather, we suggest that the pandemic 
emergency offers an opportunity for reflection and learning, par-
ticularly in the context of a health service that, even in ‘normal’ 
times, is stretched. Our contention is that in setting policy, trans-
parent and engaged communication that respects healthcare 
professionals’ ability conscientiously and fairly to engage with 
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others (colleagues,  patients, family members and other carers) 
is crucial. By facilitating this, decision- makers can enable a 
greater harmony between policy, its application in action and the 
relationships within which all policy is embedded. Achieving such 
harmony will ensure that healthcare professionals, patients and 
their wider family and care networks are supported when critical, 
ethically difficult, decisions about the delivery of services are made, 
whether in pandemic times or otherwise.
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Notes

 1 Extract from a semi- structured interview with a neonatologist partici-
pating in the NHS Reset Ethics research project.

 2 Such as, for example, the government’s ‘Guidance on pandemic flu’, 
available at: www.gov.uk/ guida nce/ pande mic- flu.

 3 For a definition, and discussion, of moral distress, see McCarthy and 
Gastmans (2015).

 4 A Maternity Voices Partnership (MVP) is an NHS working group: a 
team of women and their families, commissioners and providers (mid-
wives and doctors) working together to review and contribute to the 
development of local maternity care. See MVP website, available 
at: https:// nati onal mate rnit yvoi ces.org.uk/ .

 5 The Healthwatch website is available at: www.heal thwa tch.co.uk/ .
 6 Quotations, taken from semi- structured interviews, are mostly 

reproduced verbatim but, on occasion, have been ‘cleaned up’ to aid 
readability.

 7 Noting, as we do so, that the NHS experience over the course of a 
‘usual’ year might also involve significant pressures on services at cer-
tain times, but that what we are taking to underpin our understanding 
of ‘usual’ is a public health context that does not require the impos-
ition of any unusual or extraordinary measures.

 8 Lejano (2021) notes that relational processes function along with 
rational/ purposive rule systems in complementary fashion, and that we 
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should expect to find the relational to be operative everywhere, even in 
programmes that conform strictly to set rules and formal guidelines.

 9 See, for example, Risk Register Report for the period to end August 
2022 (as on 10 September 2022) for NHS University Hospitals 
Dorset Foundation Trust. Available at: www.uhd.nhs.uk/ uplo ads/ 
about/ docs/ bod/ 2022/ 6.3_ r isk_ regi ster _ rep ort.pdf.

 10 This framework was developed from the Pandemic Flu Framework. 
See Chiumento et al (2021) for a description of the iterative develop-
ment process.

 11 In addition to the rapid review framework, we have also drawn on the 
‘team actions’ set out in a document developed by one of our partici-
pating Trusts to guide decision- making on a paediatric ward.
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Introduction: the lives data saves

‘Suspected Covid’ was the cause stated on Michael Gibson’s death 
certificate. Mr Gibson died at the age of eighty- eight at the care 
home where he lived in Bicester, Oxfordshire, on 3 April 2020 after 
that care home took in a patient discharged from a hospital with 
coronavirus (COVID- 19) (BBC News, 2022). Exactly four weeks 
later, Donald Harris, eighty- nine, died in Alton, Hampshire, after 
an outbreak of coronavirus in his care home (PA, 2022). The deaths 
of Gibson and Harris were preceded on 17 March by orders from 
central government to discharge from hospital more than twenty- 
four thousand older and clinically vulnerable people, many of 
whom ended up in care homes. Across these two months more than 
twenty thousand older people died of coronavirus- related causes in 
England. And through the pandemic’s first wave, coronavirus was 
the greatest cause of death in care homes, and deaths in care homes 
occurred at greater frequency than in any other institutional setting 
(Dyer, 2022).

The pandemic exposed the long- standing neglect of care 
homes and wider social care infrastructure throughout the United 
Kingdom. In this chapter, I outline features of the data infrastruc-
ture that existed prior to the pandemic, scrutinising these features 
through three theoretic- analytic lenses: complexities within social 
care systems; the human values which shape what data measure 
and the decisions they inform; and the multiple scales at which 
data matter. I aim to show that a renewed infrastructure for pro-
ducing and using social care data is urgently needed, not least 
because such data will play a useful role in evaluating the impacts 

3

Evaluating post- pandemic plans 
for social care data infrastructures
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of policy interventions, or indeed further neglect, across the sector. 
However, I also argue that with more data come further burdens on 
the people who collect it; tensions between those in the social care 
system who pay for data infrastructure and those who realise the 
value of the data; and sometimes difficult choices over how data 
come to categorise and value some individuals and groups, while 
neglecting others. My aim with this commentary is to offer insight 
into how improved social care data infrastructure might distribute 
these benefits and costs, and more importantly, be tuned to measure 
what matters most to people throughout our care systems.

Returning to the early days of the pandemic, how many care 
home deaths can be attributed to the mass discharge of elderly and 
clinically vulnerable people from hospital into care homes remains 
a matter of intense debate. But one thing has been resolved by the 
English High Court: the discharge decision itself was unlawful. In 
a case brought by the daughters of Michael Gibson and Donald 
Harris against the Secretary of State for Health and Social Care 
and Public Health England, presiding judges Lord Justice Bean 
and Mr Justice Garnham held that ‘the drafters of the [discharge] 
documents of March 17 and April 2 simply failed to take into 
account the highly relevant consideration of the risk to elderly 
and vulnerable residents from asymptomatic transmission’ (PA, 
2022), concluding that this was ‘not an example of a political 
judgment on a finely balanced issue’ but a failure of decision- 
making (Gardner & Harris v. Secretary of State for Health and 
Social Care, 2022).

The judgment highlights at least two failures. The first is a failure 
of process. Lord Justice Bean and Mr Justice Garnham write: ‘the 
decision to issue the April 2nd admission guidance in that form was 
irrational in that it failed to take into account the risk of asymptom-
atic transmission, and failed to make an assessment of the balance 
of risks’ (Moore and Graham, 2022). Aggravating this failure of 
process was a long enduring failure across the English social care 
sector: a failure in the data infrastructures critical for keeping 
the health of social care service users under review, for regu-
lating providers of social care services, and for holding to account 
decision- makers, planners and providers when things went wrong.

These failures are linked. In assessing the balance of risks for 
individuals, two things must be known at a population level: first, 

 

 

 

Cian O’Donovan - 9781526180056
Downloaded from manchesterhive.com at 06/04/2024 03:35:14PM

via Open Access. CC BY
https://creativecommons.org/licenses/by/4.0/

https://creativecommons.org/licenses/by/4.0/


56 Governance, democracy and ethics

who, exactly, is at risk, and second, the degree to which that risk 
can be mediated, whether through action or by doing nothing. In 
practice, this arithmetic is complicated by a huge range of factors. 
For instance, comorbidities that vary across age, place, region and 
groups such as Black and Minority Ethnic people. Or the influ-
ence of environmental factors such as the quality of people’s living 
conditions, whether in care homes, in sheltered housing or in their 
own homes (Apea et al., 2021; Katikireddi et al., 2021). However, 
even two years into the pandemic, no UK country could routinely 
identify care home residents, recipients of social care at home, care 
home workers or those providing care to people living at home 
(O’Donovan, Smallman and Wilson, 2021). Moreover, comprehen-
sive data on the case mix and needs of residents was still absent. 
Simply put, even as the pandemic recedes, the government still does 
not know who is in care homes, where they are or what risks they 
face (Burton et al., 2022a). This is not only a failure of data: it is a 
failure of political and ethical responsibility too.

This chapter deals with two aspects of these data failures. First, 
I show that Michael Gibson, Donald Harris and other residents 
of UK care homes were invisible in national social care datasets, 
and I point to immediate causes and consequences of missing social 
care data during the pandemic. That is, missing data in terms of 
data that has not been created –  it simply is not there, but also data 
that, colloquially, miss the point. For instance, routine health data 
that record clinical care may, in the context of care homes, neg-
lect what matters most to residents themselves (Todd et al., 2020). 
Second, I use these stories to challenge already emerging narratives 
about pandemic data use. By the summer of 2021, a story of data’s 
unalloyed successes in mitigating coronavirus was starting to be 
promoted by expert advocates of clinical data research. Pandemic 
rules that reduced information governance burdens and increased 
interlinkage between huge sets of data meant they could com-
pile and analyse health research faster and at greater scale than 
ever, and their compelling story about data was one of lives saved 
(Department of Health and Social Care, 2021a; O’Donovan et al., 
2021b). The real story is more complicated than that. Data, and 
the political and ethical decisions about who and what is datafied, 
is also implicated in jobs and lives that were made more vulnerable 
and stressful, and in lives that were lost.
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The denominator problem in care home data

Accurate data and effective data infrastructures are critical for 
decision- making and planning at scale in representative democra-
cies such as the United Kingdom. Data, and the scientific methods 
that underpin their production, allow politicians and civil servants 
to make decisions about citizens at a distance, and (should) enable 
those citizens to hold decision- makers to account when things go 
wrong (Ezrahi, 1990). But in March 2020, as UK leaders watched 
television reports full of death and fear in Italian hospitals, there 
was no reliable dataset they could query to inform life and death 
choices about whether to prioritise vulnerable people already occu-
pying hospital beds in England, or to discharge them and make 
room for the thousands of COVID- 19 patients predicted to flood 
National Health Service (NHS) wards. On 17 March the govern-
ment did not understand who was in care homes, where those care 
homes were or for what duration of time people stayed in them 
(O’Donovan, Smallman and Wilson, 2021).

One major issue is what health system experts call a denomin-
ator problem, after the bottom number in a fraction (Lucas and 
Zwarenstein, 2015). This, in the care home context, is the number 
that represents the total population of people in care homes. 
Denominator problems often flow from issues of indicator con-
struction, where indicators are categories of real things, such as 
beds or people, especially when estimated numbers are crude or out 
of date. Statisticians choose to count particular indicators in order 
to build models that facilitate regulation, prediction or control. 
Decisions about what indicator to choose often hinge on what can 
be counted easily (for instance, tallying beds is more straightfor-
ward than counting the wellbeing of the people occupying them), 
or what is being counted already. In the case of social care, for 
example, surveys instigated by the regulator might be used. Where 
secondary data sources are available, their use can be cheaper or 
quicker than gathering new data, but the downside is that sec-
ondary data often arrive stripped of the context for which they 
were originally produced.

Problems can arise in social care when indicators acting as static 
variables, again bed numbers are a good example, are incorrectly 
used to model dynamic population sizes and distributions of people 
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actually moving –  say patients moving between hospital and com-
munity care, or between jurisdictions. Over time, inaccuracies can 
lead to substantial measurement issues. When decision- makers do 
not know the denominator, they quickly end up with problems in 
basic calculations and false precision in the evaluation of services 
and, thus, the evidence base for policy.

These errors cost lives. When the denominator does not accur-
ately represent the actual population of care home residents, 
reporting accurate segments of that population, or tracking homes 
that provide special kinds of care services, such as for residents 
over the age of eighty or with dementia, fair and useful allocation 
becomes impossible (Burton et al., 2020b). Even if we have a good 
sense of the care provided to the population overall, we have no 
idea about the care given to any one individual –  or even a ‘typical’ 
individual.

The denominator problem exists because health and care 
infrastructures are not measuring all that really matters to residents, 
staff and care home operators. These problems are social as well as 
technical. For instance, the Capacity Tracker is an example of data 
infrastructure that was expanded rapidly during the early months 
of the pandemic in order to collect data about care home residents 
and make those data useful for decision- makers (NHS Vale of York 
Clinical Commissioning Group, 2021). The tracker was designed for 
efficiently allocating people being discharged from hospitals to care 
homes or other community care settings. One major problem was 
that the tracker counted stocks of beds and resources, but during a 
public health emergency what planners really need is information 
about risk and virus spread. For this, what is crucial is knowing the 
number of residents in each home, where they have come from and 
how healthy they are. However, the Capacity Tracker was intended 
to solve an allocation problem within a care sector constructed 
to function like a market. That’s a necessary task, but one that is 
useful only in narrow terms.

The quality and comprehensiveness of care home data are made 
worse by other social and technological factors. The diverse settings 
of care homes make collecting standardised data difficult. Collection 
and maintenance of data are made more difficult still by poor digital 
infrastructures within many individual care homes. Regulatory 
incentives prioritise data gathering for monitoring systems and 
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neglect data for evaluating impacts on human residents. And com-
plex market arrangements and financial worries are disincentives 
for care home operators to share data within the sector, and between 
social care and NHS data systems. A major problem is that there 
are few trusted third- party data intermediaries who could increase 
trust in the sector and foster relationships between data providers 
based on common interests.

Why solving the denominator problem is important

The absence of these crucial data meant that adequate appraisal was 
impossible when it came to decisions about the March 2020 dis-
charge. Further, the absence of sufficient data was of critical import-
ance for ongoing planning during the pandemic. As is detailed 
elsewhere in this volume, gathering and sharing data became vital 
when decisions about allocation of personal protective equipment 
(PPE), enforcing action on care home staff and restricting visitors 
were being made, not least because care homes were housing and 
looking after residents who were typically older and less healthy 
than the general population, and so were more vulnerable to the 
most severe effects of coronavirus (Smallman et al., 2023). These 
points are of ongoing importance for anyone involved in oper-
ational and planning decisions in UK social care sectors.

This also matters because missing data contribute to a lack of 
public visibility and erode the ability of the individuals affected by 
such systematic underrepresentation to use the epistemic power of 
data to advocate for themselves in the public square. The lack of 
visibility for people in care flows from a lack of attention to, and 
resources for, the care sector –  a fact that is not down to a single or 
specific institution but implicates a range of policies, institutions and 
practices over time. In short, the arrival of the coronavirus ampli-
fied existing inequalities of epistemic power, such that the power of 
data often benefited already well- represented groups while others 
were made ever less visible.

This continues to matter greatly because comprehensive data 
about the population that relies on well- functioning social care ser-
vices like care homes remain patchy. Shockingly though, what we 
do know is that between March and July 2020, care home residents 
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represented almost half of all coronavirus deaths and, by the end of 
December 2021, more than 26,935 residents of English care homes 
had contracted the virus and died (Curry and Oung, 2021).

These arguments are important, because together they make the 
case that the denominator problem is not just a technical issue to be 
solved by collecting ever more data in care homes or by instigating 
deeper surveillance of communities. Rather, these issues expose a 
wider problem across social care –  that data come to categorise 
and value some individuals and groups while neglecting others. 
Moreover, these issues are not confined to care home data. Across 
social care, more denominator problems exist. People who pay for 
their own care, for instance, as well as adults in need of home care. 
In the first phase of the pandemic, more than 2,600 people with 
learning disabilities died in England, far in excess of deaths in the 
overall population (Kavanagh et al., 2021). Solving denominator 
problems across health and social care must be a priority for trans-
formation agendas across the care sector.

Understanding care data infrastructures in context

Analysts of care home data know how to solve the denominator 
problem. Clinical data expert Dr Jenny Burton and colleagues 
have proposed seven technical and social interventions aimed at 
governments and health services (Burton et al., 2020a). These are:

1 providing reliable identification of care home residents and 
their tenure;

2 creating common identifiers to link data sources from different 
sectors;

3 creating individual- level, anonymised data that include mor-
tality, irrespective of where death occurs;

4 investing in capacity for large- scale, anonymised linked data ana-
lysis within social care, working in partnership with academics;

5 recognising the need for collaborative working to use novel 
data sources, working to understand their meaning and ensure 
correct interpretation;

6 better integrating information governance rules and cultures to 
enable safe access for legitimate analyses from all relevant sectors;

7 creating a core national dataset for care homes, developed in 
collaboration with key stakeholders.
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These solutions, or versions of them, have been discussed for years 
so what makes them so hard to implement? Three features of the 
social, physical and political environments in which care homes 
operate are worth considering here. These are the complexity of the 
social care system itself; the diverse norms of data infrastructures, 
and the values around which data infrastructures are built; and 
the different scales at which data are produced, used and made to 
matter.

Complexity

Care homes, like many other places in English society, are already 
data- rich environments, full of smartphones, smart meters, 
monitoring equipment and digital technologies. And yet systemat-
ically producing data that are useful to and usable by organisations 
such as local authorities has not been possible. To understand why, 
we need to consider the broader social care sector in which care 
homes operate. There is no single policy, funding or service stream 
that is widely understood as social care. Rather, social care is how 
society orders practices of care and distributes responsibilities and 
obligations for these practices between markets, the welfare state, 
voluntary sectors and communities and families (Daly and Lewis, 
2000). The processes and practices that constitute social care thus 
take place across a hugely diverse and dynamic set of locations 
including, but not limited to, care homes. In the UK, care that is 
administered outside of hospitals and GP surgeries takes place in a 
patchwork of communities, small and medium enterprises, a small 
number of very large housing firms and charities –  around nineteen 
thousand providers in all (The King’s Fund, 2019). Approximately 
1.6 million staff, managers, administrators and others are involved 
in delivering this care (Skills For Care, 2021). Responsibility for 
policy, legislation, standards and the allocation of funding is 
devolved to the four nations of the UK. The delivery of services is the 
responsibility of 152 local authorities in England, 22 in Wales, 32 
in Scotland and 5 in Northern Ireland, each separately elected and 
responsible to their own local populations (Gray and Birrell, 2013).

In recent decades, this institutional and organisational com-
plexity has served to obscure political neglect. Government pol-
icies since the turn of the century have created quasi- markets 
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underpinned by ideologies of patient choice (Glendinning, 2016; 
Baxter et al., 2020). These politics and policies have failed (The 
Health Foundation, 2020; Allen and Tallack, 2021). They have 
resulted in the wide dispersal of key obligations, such as responsi-
bility for funding care services and accountability when things go 
wrong, and the dilution of agency within the system to direct care 
to where it is needed most. By the time the pandemic hit in 2020, 
resources such as data, a skilled workforce and even beds were 
not there in the numbers required. In addition, funding was both 
insufficient and not getting through to where it was needed most 
(National Audit Office, 2018; Blakeley and Quilter- Pinner, 2019).

Data are especially important within this complex sector because 
decision- makers need information to resolve the significant issues 
that currently exist. They need to be able to identify problems in the 
social care system as a whole, and then come to an understanding 
of what would count as an improvement. The Adult Social Care 
Outcomes Framework (ASCOF) in England is a standardised 
collection of tools, rules, categories and data built for this pur-
pose. Over the course of every year ASCOF aggregates data from 
a range of national and local surveys and databases, which is then 
used by central government for policy planning and monitoring, 
and by local authorities and councils with Adult Social Services 
Responsibilities (CASSRs) for measuring local performance and for 
benchmarking against other CASSRs (O’Donovan, 2022). However, 
people who are excluded from or unable to access local authority- 
funded care services are invisible in ASCOF data. Thus the annual 
reports produced using ASCOF data do not contain information 
that accurately reflects the quality of life of people receiving and 
delivering care (Jones and Meyer, 2021) and, crucially during the 
pandemic, data with which to assess and hold accountable, in close 
to real time, the delivery of care, the state of organisations pro-
viding care, and decision- makers directing resources.

System complexity is further increased by the constantly chan-
ging and dynamic nature of the system itself and what experts call 
system performativity (Wilson, 2021). Performativity is important 
because interventions in the present can and will impact the future 
of the system, and it is the evolving framing or shaping of the system 
itself that can influence these changes. System designers know this, 
and frameworks such as ASCOF are designed, at least in part, to 

 

 

  

  

 

 

 

Cian O’Donovan - 9781526180056
Downloaded from manchesterhive.com at 06/04/2024 03:35:14PM

via Open Access. CC BY
https://creativecommons.org/licenses/by/4.0/

https://creativecommons.org/licenses/by/4.0/


63Social care data

63

performatively drive behaviour across multiple levels of governance. 
Scholarship on improving accountability in social care notes the 
importance of good mechanism design within frameworks such as 
ASCOF to protect against unintended consequences (Naylor, 2018).

The principal role care infrastructure plays in people’s lives 
changed rapidly during the peak of the pandemic. At the time, the 
top priorities for many staff were minimising virus transmission, 
infections and deaths. Capacity Tracker data designed to allocate 
beds were now being used to make decisions about distributing PPE. 
With the provision (or lack) of equipment, staff were adapting their 
work practices to new realities on the ground. At the same time, 
policymakers learned more about the risks posed to residents by the 
virus and came under increasing scrutiny for their delayed response 
to coronavirus in care homes. In response, government legislated to 
require all care home staff to receive a vaccination (Department of 
Health and Social Care, 2021b). Discussing the efficacy and ethics 
of vaccine mandates are beyond the scope of this chapter, save that 
the controversy highlights important ethical implications for data 
infrastructure: for any data system or set of indicators, however 
carefully constructed, what counts as a breach of a duty of care or 
a violation of privacy is not something that can be described once 
and for all. Rather, what constitutes a violation is partly constituted 
by individual expectations and sectoral norms, which will them-
selves change in response to external crises and government action. 
Taking performativity in systems seriously means rethinking the 
assumption that there is a static ethical reality, which can accur-
ately be mapped and modelled with ethical concepts and theories. 
Thus, system design needs also to be attentive to the potential for 
values to change with circumstances.

Values

Data play an important role in clarifying the relationship between 
an idealised concept of how care in homes should be delivered and 
the lived realities of people’s lives as measured by specific variables. 
In doing this, data are imprinted with the value judgements of 
those choosing what data to collect, and those giving consent for 
that collection. These value judgements are not universal. What is 
valued in data can and often does differ significantly across health 
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and social care settings. For instance, values guiding data collection 
and interpretation in hospitals often differ from those prioritised in 
care homes. Moreover, individual care homes are themselves com-
plex settings, within which a vast milieu of human values, interests 
and normative concerns combine.

So, what values matter within social care data infrastructures 
and where can we find these? First, ideas and values about how 
care should be delivered and measured do not form separately 
from understandings already present in policy debates, within local 
authorities and on the ground which are often institutionalised 
as rules, regulatory frameworks and best practices. For instance, 
ASCOF (Measure 1L) reports ‘the proportion of people who use 
services or carers who reported that they had as much social contact 
as they would like’ and this is recorded via the annual Adult Social 
Care Survey (NHS Digital, 2021). Indicators in surveys like these 
typically stage individuals and their rights as service users as the 
ethical unit of analysis. This staging is, itself, a design choice that 
has implications for how care is assessed and delivered in society.

In addition to the hundreds of value judgements made during 
the construction of individual measures and indicators, there are 
overarching logics driving data design and use. One major issue is 
the focus by local authorities commissioning services on measures 
of time and task (a measure of resource efficiency) rather than on 
individual or community outcomes, which are much more difficult 
and costly to count. Also, the survey methods used to produce data 
tend to discount people who fund their own services and are not 
recorded in local authority figures. Is this because these people are 
not deemed important enough to be datafied, or do they subse-
quently become unimportant because they are missing from data? 
Whatever the rationale, the implications are significant. Because 
of the quasi- market organisation of care services, accountability is 
structured through consumer choice. Thus, excluding segments of 
the population from data effectively excludes their voices from gov-
ernance in the sector completely.

Of course, care itself is also a value; one that directs attention 
to neglected things and devalued doings (Puig de la Bellacasa, 
2011) such as the hidden labours of care workers (Lutz, 2013), 
or the marginalised groups being excluded from social services. 
Recognising the value and potential of care in this way, socially 
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and relationally as well as economically, depends on a different 
understanding of what care actually is: not as a bundle of market- 
based services but as a set of relationships that depends on human 
connection (Cottam, 2021). Relational values of care are notable 
in their commitment to egalitarian practices and the affording of 
agency to those receiving care (Arora et al., 2020). This means that 
processes for measuring and directing care should extend beyond 
counting resources and indicators of services and, in so doing, use-
fully report on the heterogeneous relationships that make up caring 
practices. Yet, insofar as these relations and aspects of everyday 
lives are captured at all by existing measures and methods in data 
infrastructures, it seems system designers have not thought them 
worth knowing.

Even in this brief discussion, then, it is clear that there are 
tensions between decentralised logics of how data encode what 
matters to people and groups on the ground; market- oriented 
logics of accountability and governance across the sector; and 
imperatives for centralised command and control logics that might 
allow the government take a firm grip in public health crises such 
as coronavirus.

Multiple scales

These tensions between conflicting values can be mapped across the 
different scales at which data infrastructures operate. For instance, 
in the early days of the pandemic, decisions about health and care 
were rapidly centralised within government departments and at the 
level of national administrations. Thus, a critical part of assessing 
data infrastructure is understanding and addressing the conflicts 
and tensions that come from putting data to use across different 
scales.

Our assessment of these ethics and politics is guided by Melanie 
Smallman (2022) who offers a set of questions that heuristically 
guide our investigation. These include, for instance, questions that 
address tensions between comprehensive coverage of populations 
and over- surveillance of groups and communities. As discussed 
above, the initial production of care home data usually focuses 
on the level of individuals, through the work of care home staff 
or residents filling out surveys. During the pandemic, many staff 
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members worried about the increased data collection responsibil-
ities imposed by the Capacity Tracker. As well as increasing the 
burdens on staff members, this amplified existing problems of low 
pay and time scarcity (Jones and Meyer, 2021; O’Donovan, 2021b) 
and is an example of the tensions that can exist between local, insti-
tutional and system- level demands –  in this case, the benefits for 
local authority and central decision- makers of collecting care home 
data versus the burdens on the care staff.

At the individual scale, there are also important questions of 
who benefits and who is burdened by data. For instance, what 
kind of accountability processes are in place to ensure that rights 
to privacy surrendered by individuals are duly matched by gains 
from increased pandemic surveillance. Similar questions arise at the 
scale of groups and communities. We know that existing social, 
economic and health inequalities were made much worse by the 
pandemic and contributed to unequal outcomes, including higher 
death rates, among people from Black, Asian and Minority Ethnic 
communities compared with the general population (Health and 
Social Care, and Science and Technology Committees, 2021). We 
also know that increased exposure to COVID- 19 as a result of 
people’s housing and working conditions played a significant role 
in unequal outcomes for people working in health and care jobs 
(Health and Social Care, and Science and Technology Committees, 
2021). Data that fail to convey the heightened risks at these group 
and community scales to the level of national decision- making fur-
ther exacerbate racist and unequal structures across care sectors.

Time also matters. As the crisis stage of the pandemic ends 
in the UK, a comprehensive review of the temporary pandemic 
data measures is now in order. Measures brought in during crises 
have a way of becoming permanent and of being applied in situ-
ations beyond those used to justify them. Infrastructures lock in 
routines and practices which, once established, can be difficult to 
alter. For instance, obligations on care staff to collect data as part 
of the Capacity Tracker programme is one such issue. Another 
issue is concerns around data governance arrangements that have 
reduced information governance burdens to allow researchers and 
planners to more quickly access and analyse population health data 
(O’Donovan, 2021a). Researchers will be reluctant to let these 
measures go. But this stance risks overlooking dramatic shifts in 
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public attitudes around how data are collected and used, driven by 
huge overspends on NHS Test and Trace, ongoing scandals relating 
to the procurement of PPE and the opaque nature of deals with 
large technology firms for enterprise data systems (Bharti et al., 
2021). Given that timescales of pandemics are rarely certain at the 
start, it is critical, then, that as the crisis evolves into something else, 
data infrastructures and the manner in which they shape organisa-
tional, institutional and social arrangements across a range of scales 
are revisited and reassessed.

Policy for social care data

So, what can an approach that foregrounds complexity, values and 
multiple scales tell us about the prospects for emerging responses 
and long- term plans that aim to transform data use in social care? 
What is most curious about transformation policies and reports is 
that already the pandemic response has been hailed as a victory for 
accelerating data use in health and care, and for scaling up data 
infrastructures that support these uses. Take Data Saves Lives, the 
UK government’s first major consultative study on data use in health 
and social care during the pandemic (Department of Health and 
Social Care, 2021a). The consultation’s title neatly foreshadowed 
its findings, focusing in the main on how health data played a sig-
nificant role in decision- making and planning associated with miti-
gating and adapting to the virus (Department of Health and Social 
Care, 2022b).

The Goldacre Report, a parallel consultation sponsored by the 
Department of Health and Social Care, intensified a focus on large- 
scale digital research infrastructure and the imposition of flexible 
information governance regimes that accelerated clinical research 
on the virus (Goldacre, 2022). These reports praised pandemic 
changes in data governance, and the practices and infrastructures 
that supported rapid data use in health and social care sectors. But 
they contained little discussion about the complexity of social care, 
the unintended consequences of increased data gathering in care 
homes, or the impact of data beyond clinical research, for instance, 
how data shapes and obscures who is made accountable in the 
sector.
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Data Saves Lives and the Goldacre Report are important 
because they form the rhetorical and evidentiary basis of subse-
quent White Papers, strategic plans and policy proposals for 
addressing long- term neglect in English social care. For instance, 
the 2021 Social Care White Paper (Department of Health and 
Social Care, 2021c) recognises that transformation in the sector is 
urgently needed and, specifically, that this must include improving 
data infrastructures. But, in relying so much on Data Saves Lives 
and the Goldacre Report, the 2021 White Paper replicates their 
neglect of certain people, places and issues. The White Paper also 
advances and anticipates commitments relating to a series of sub-
sequent consultations.1 Across these strategies, there are at least 
three significant proposals for digital transformation in social care. 
The first proposal is renewed attention to evolving and improving 
the ASCOF, including efforts to link health and care records across 
organisations and institutions. This is to be welcomed, at least 
to the degree to which this project will embed and make explicit 
the diverse ways in which social care services, service users and 
outcomes can be measured and ultimately valued by government 
and society.

The second proposal revolves around the integration of a wide 
variety of services, procurement and operational strategy at a local, 
place- based level. The creation of Integrated Care Systems within 
the Health and Care Act 2022 (UK Government, 2022) has led to 
a major reorganisation and convergence of NHS systems and ser-
vices in the first instance with the integration of social care often a 
secondary concern. Cresswell, Sheikh and Williams (2022) iden-
tify three key issues with convergence: a lack of clarity on exactly 
what systems are to converge and at what scale; open questions 
about how to conceptualise convergence and concerns that more 
important than identifying single systems for interconnection is 
a job of aligning cultures and practices of care across complex 
settings; and the need to develop a sense of shared direction towards 
a future state –  questions about how future integrated systems will 
be maintained and evolved remain open.

Ignoring these issues risks reinforcing concerns about top- 
down management. Indeed, a worry reported in informal 
conversations among social care staff and decision- makers is that 
the NHS will continue to take precedence in the allocation of 
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resources, marginalising or alienating social care services and users 
(O’Donovan, 2021b). As far as data use is concerned, the technical 
job of linking data between organisations and institutions must, 
in my view, be preceded by an ethical analysis of the reasons for, 
and the terms on which, data are used in different settings and at 
different scales. It is not sufficient to consider the political, personal 
and ethical implications during design and build phases of data 
infrastructure. Procedures that ensure ongoing accountability for 
residents, staff and informal carers are critical for good governance.

The third proposal is concerned with accelerating the con-
struction of digital research infrastructure such as the trusted 
research environments (TREs) championed in the Goldacre Report 
(Goldacre, 2022). TREs are technical platforms and standardised 
data practices designed to enable access to sensitive data for 
authorised projects and researchers only, thereby minimising risk 
of data release or exposure. Social care data analysts are making 
use of TREs, especially in work that makes use of interlinked 
healthcare data (Burton et al., 2019, 2022b). But, given the relative 
immaturity of social care data infrastructure compared with those 
of hospital and GP patient data, advocates of health data research 
are likely to steer the agenda for investment in TREs in the imme-
diate term.

Conclusions: what social care data need to measure

So, what is missing from forward plans and policy? First, pol-
icies might better recognise heterogeneity in social care systems, 
in term of individuals, groups, organisations and the institutional 
players with a stake in the sector. Planners must acknowledge 
that different groups will benefit from data differently and, given 
the drive towards further interconnection and convergence, the 
assumptions on which plans are based must be spelled out. The 
benefits of data cannot be taken to be the same in different parts of 
the social care system. Plans must, then, clearly distinguish between 
how different groups in society interact with health and social care 
data, and experience data- informed decisions. Finally, the attention 
to TREs is a welcome step in acknowledging that public percep-
tion of data infrastructure matters, but the issue of building public 
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trust in the wider health and social care system, while at the same 
time broadening data use, cannot be addressed through technical 
specifications alone.

Problems with data about care homes often result from choices 
in design, or from neglect. In both cases, these things offer oppor-
tunities for redesigning the system, and maintaining it differently 
(and better). At the level of individual care homes, for instance, it 
will be important to consider how to design and implement a data- 
informed, data consent system that is appropriate for a cohort of 
people who are not digital natives. Approaching these challenges 
from a systemic perspective, the key question is not so much how 
best to measure the system on a static snapshot basis (the how 
many beds approach), but rather requires a strategic analysis. 
This is a bigger- picture question of how to structure institutions, 
networks, incentives and accountabilities in ways that maintain and 
strengthen how the system distributes obligations such as care and 
accountability over time (Wilson, 2021). And given that there is 
no universal and enduring measure of what we mean by care in 
care homes, it is, in my view, better to adopt a pluralist approach. 
This means acknowledging that the problems revealed by data are 
historical, contextual and differ from place to place and, further, 
that solving one problem may often contribute to worsening others. 
Because of these factors, different kinds of data, and the expertise to 
gather and use those data, are required.

The greatest challenges in UK social care today are tackling 
cost pressures and demographic needs, ensuring people currently 
excluded from services get the help they need, building staff cap-
abilities, and improving the quality of services and outcomes 
for users. These challenges are urgent and have been for years. 
Improving data infrastructures is a pre- condition to the design 
and operationalisation of post- pandemic strategies that aim to 
tackle these issues and evaluate their impacts. Failure to do so risks 
making things worse.

But perhaps, too, there exists an opportunity for a more radical 
agenda for data in social care. Backed by a series of White Papers 
in 2021 and 2022, the English government again promised major 
reform of the social care sector (Department of Health and Social 
Care, 2021c), but by April 2023 a major roll- back was under 
way as hundreds of millions of pounds of funding for workforce 
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training and housing adaptation was postponed (Bottery, 2023). 
The most useful progress towards meeting the challenges that this 
chapter describes, then, might not start with the data. Rather, the 
first step should be to ensure that social care cultivates the kind 
of political capital across society as well as within the sector that 
makes breaking these promises impossible. This is a fundamental 
prerequisite to ensuring that staff who work with data in care 
homes and across the social care sector are empowered to lead sat-
isfying work lives, on terms that align with best practice and shared 
values. Recognising the value of social care, and of the relations of 
care that underpin the sector, will afford both staff and people who 
depend on social care status and respect in society and within the 
infrastructures through which we know them in data.

Funding

The chapter was supported by the UKRI- funded UK Pandemic 
Ethics Accelerator, Data Use workstream, grant number AH/ 
V013947/ 1 and UKRI- funded Environmental impacts of digital 
services for health and wellbeing in the home, grant number EP/ 
V042130/ 1.

Note

 1 Consultations and strategies reviewed for this chapter include ‘Health 
and social care integration: joining up care for people, places and 
populations’ (Department of Health and Social Care, 2022c), and the 
2022 Cavendish Report (Cavendish, 2022) as well as a specific digital 
strategy for health and social care (Department of Health and Social 
Care, 2022a) which in turn builds on the 2021 Adults Social Care 
Technology and Digital Skills Review (Blake et al., 2021).
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Over the past five or more years, as the power of data- driven tech-
nologies has become increasingly apparent, the field of data ethics 
has emerged as an interdisciplinary field, drawing upon important 
ideas from bioethics, particularly around the rights of the indi-
vidual. Notwithstanding the plurality of ethical guidelines, prior to 
the coronavirus (COVID- 19) pandemic, reviews of guidelines for 
ethical AI and data technologies have described a strong conver-
gence around five key ethical principles: transparency; justice and 
fairness; non- maleficence; responsibility and accountability; and 
privacy (Jobin et al., 2019; Fjeld et al., 2020; Hagendorff, 2020).

The pandemic has, however, seen data used in new and 
accelerated ways, and in a very different context. The urgent need 
to find public health measures to reduce the spread of the disease 
and to develop new vaccines and new treatments has been coupled 
with the promise that more data can help (Wood et al., 2019; 
Davalbhakta et al., 2020). In the UK in particular, this increased 
collection and use of data –  specifically via the initially planned 
NHS contact tracing app –  raised serious concerns about users’ 
privacy, as the app would have gathered and stored anonymised 
data from the app on a central NHS database. The Ethics Advisory 
Group to NHSX on the COVID- 19 Contact Tracing App put for-
ward a series of ethical issues to be considered in the development 
of the app, highlighting the importance of value, impact, security 
and privacy, accountability, transparency and control in securing 
public trust (Ethics Advisory Group, 2020).1

However, for some scholars, the increased possibility for surveil-
lance of citizens afforded by these apps pushed ethical concerns fur-
ther, raising issues about human rights and privacy (Sekalala et al., 
2020a, 2020b), while others have argued that there is a danger that 
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heightened levels of surveillance become more publicly acceptable 
(Couch et al., 2020) in a context in which capacity for critical scru-
tiny is disarmed (Philip and Cherian, 2020).

In medical and research ethics, there have been important 
discussions about the appropriateness or sufficiency of traditional 
research ethics in the context of a pandemic. Research ethics aims to 
protect research participants from any unacceptable risks presented by 
new treatments or the research process as set out in the WMA (World 
Medical Association) Declaration of Helsinki –  Ethical Principles for 
Medical Research Involving Human Subjects, 1964 (WMA, 1964). 
A life- threatening pandemic raises new questions about what risks 
should count as ‘unacceptable’: a prominent example was the per-
formance of Challenge Trials, in which participants were deliberately 
infected with COVID- 19 (Killingley et al., 2022). Arguably, the wide-
spread presence of a novel infectious disease calls for lower levels of 
risk aversion towards untested treatments as we try to expand our 
arsenal of medical defence against a new disease (Edwards, 2013). 
In recognition of that, and the pressures that pandemics put upon 
researchers, in 2016 the World Health Organization (WHO) released 
specific Guidance for Managing Ethical Issues in Infectious Disease –  
a set of guidelines for conducting ethical research during a pandemic 
(World Health Organization, 2016). These guidelines acknowledge 
that ‘during an infectious disease outbreak there is a moral obligation 
to learn as much as possible as quickly as possible, in order to inform 
the ongoing public health response, and to allow for proper scientific 
evaluation of new interventions being tested’.

In this chapter, we argue that we need a similar debate and set of 
guidelines for ethical data use in an emergency such as a pandemic. 
By examining how data have been used during COVID- 19 in the 
UK, we reflect on the value of the ethical principles that currently 
govern the ethical use of data and consider whether they have been 
sufficient during the pandemic.

COVID- 19 and data in the UK

To begin reviewing the effects of data on the pandemic we 
examined third- party timelines of policy decisions relating to the 
pandemic in England –  for instance, the Institute of Government 
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Timeline and supporting data (Institute for Government, 2021). 
We aimed to identify key ‘moments’ where data played prominent 
or particular roles. This flagged up three ‘data episodes’ which 
we investigated further and briefly describe below. These ‘data 
episodes’ were selected to help us understand the different ways 
that data were involved and used in the pandemic, rather than to 
give an historical account of the pandemic. We have described the 
time period in which these episodes were situated for contextual 
purposes, but it is important to note that these are not necessarily 
discrete events. The timescale in which these episodes (and their 
effects) occurred are complex, intertwining and far reaching –  
factors that generate many important, and perhaps novel, ethical 
considerations.

Episode 1: the data pandemic (March 2020)

On 16 March 2020, the then British Prime Minister Boris Johnson 
began a series of daily press conferences to update people on the 
COVID- 19 pandemic. In his very first press conference, he explained 
that ‘our objective is to delay and flatten the peak of the epidemic 
by bringing forward the right measures at the right time, so that we 
minimise suffering and save lives’ and that ‘it looks as though we’re 
now approaching the fast growth part of the upward curve’ (UK 
Government, 2020c).

Four days later, on 20 March 2021, more than 600 public 
health, epidemiology and medical experts sent a letter to the gov-
ernment arguing that data, models and experience elsewhere were 
clearly pointing to a need for urgent measures to stop the spread of 
COVID- 19 (Iacobucci, 2020). Infographics of the model produced 
by Imperial College, showing the predicted exponential growth of 
COVID- 19 cases with and without lockdown measures, spread 
across social media. On 23 March 2021, Boris Johnson announced 
the first UK- wide lockdown, which would come into force a few 
days later on 26 March 2021. Dramatically restricting people’s 
movement and social contact, the Prime Minister explained that 
the purpose of this lockdown was to protect the NHS. ‘To put it 
simply, if too many people become seriously unwell at one time, the 
NHS will be unable to handle it –  meaning more people are likely 
to die, not just from Coronavirus but from other illnesses as well’ 
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(UK Government, 2020b). From the very start, this was a data pan-
demic, with graphs, infographics and figures driving public concern 
and, in turn, government action.

Reinforcing this, in March 2020, a team from the digital arm 
of the NHS (NHSX) were assembled and tasked with developing 
a contact tracing app. The app ‘appeared to be at the very centre 
of the government’s strategy to beat coronavirus and help us all 
emerge from lockdown’ (Cellan- Jones, 2020). Using mobile 
phones’ Bluetooth functionality, the app would keep a record of 
any other users that the phone came into contact with, sending an 
alert and instruction to quarantine if a close contact tested posi-
tive. Importantly, this NHS app would have gathered and stored 
anonymised data on a central NHS database. Even before the app 
was tested in the Isle of Wight in May 2020, concerns about data 
security and privacy were prevalent. In June 2020, plans to develop 
the NHS’s own app were dropped in favour of one based on tech-
nology provided by Google and Apple –  ostensibly because this 
technology was more reliable, although this version of the app also 
had the privacy benefit of not passing data onto a single official 
database (Wise, 2020). During the first year after its launch, the 
app was used regularly by approximately 16.5 million users (28 per 
cent of the total population), sending approximately 1.7 million 
exposure notifications. The privacy- preserving features of the app 
made measuring its effects difficult, but Wymant et al. (2021) esti-
mate that, between 24 September 2020 and the end of December 
2020, it reduced case numbers in England and Wales by between 
108,000 and 914,000.

Alongside these new forms of data collection, existing regulations 
and guidance on the use of confidential patient information were 
relaxed on a temporary basis. Under the Health Service (Control 
of Patient Information) Regulations 2002 (COPI), a COPI notice 
was sent to a wide range of NHS bodies on 20 February 2020, 
requiring them to process and make available confidential infor-
mation to support the COVID- 19 response. This had the effect of 
setting aside the common law duty of confidentiality where data 
was processed by health professionals for COVID- 19 purposes 
during the time that the COPI notices remained in force (they 
expired on 30 June 2022).
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The COPI notices provided the legal basis for the setting up 
of the NHS COVID Data Store, in March 2020, which brought 
‘together multiple data sources from across the health and care 
system in England into a single, secure location’. Creating such a 
centralised NHS data store ‘would have taken years under normal 
circumstances’, but under the COPI notices, ‘the data store was 
established at pace, while protecting the privacy of our citizens’ 
(NHS Transformation Directorate, undated). The US tech com-
pany, Palantir, known for its work on behalf of the CIA, played a 
key role in the setting up and running of the backend for the data 
store. Palantir initially contracted to work for a fee of £1, with its 
contract being extended for four months in June 2020 for a fur-
ther £1 million. This contract was extended again, in December 
2020, for another two years, this time for £23 million, without 
the contract at any stage undergoing a formal tendering process 
(Downey, 2020).

Adding to the data involved in the government’s response to the 
pandemic, in mid- April 2020, the UK’s Office of National Statistics 
(ONS) working with the University of Oxford, IQVIA, Lighthouse 
Laboratory at Glasgow, UKHSA, the University of Manchester and 
the Wellcome Trust, piloted a coronavirus (COVID- 19) infection 
survey, inviting 20,000 people in England to provide a blood and 
swab sample at regular intervals. In August 2020, this sample size 
was expanded and from October 2020 extended to the whole of the 
UK, such that by the spring of 2022, the survey was collecting and 
analysing 120,000 blood samples every month. As well as being 
used to estimate the rate of transmission of the infection, the survey 
provided sociodemographic information about those contracting 
COVID- 19.

Episode 2: care homes scandal (May 2020)

By 15 May 2020, press conferences from 10 Downing Street fea-
turing politicians and senior government science advisers had 
become a daily feature of pandemic life. That day, the Secretary 
of State for Health and Social Care –  standing in for the Prime 
Minister and announcing a new support package for the social 
care sector –  assured the public that a ‘protective ring’ had been 
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placed around UK care homes (Merrick, 2021). He was responding 
to concerns that the government’s stated priority to protect the 
NHS had resulted in neglect elsewhere across other public sectors –  
specifically in social care.

In particular, in March 2020, thousands of older people had 
been discharged from hospital, many ending up in care homes 
without having been tested for COVID- 19. Gathering and sharing 
data became vital when decisions about allocation of PPE, enfor-
cing action on care home staff and restricting visitors were being 
made, not least because care homes were housing and looking after 
residents who were typically older and less healthy than the gen-
eral population, and so were more vulnerable to the most severe 
effects of COVID- 19. Yet basic data about who lived in which 
care home were missing. This is perhaps unsurprising given that 
while care homes are information-  and data- rich environments, it 
was also a sector experiencing decades of neglect, underfunding 
and being undervalued. In addition, different stakeholders and 
different care homes had different information requirements. But 
this absence of data created fresh vulnerabilities (and effectively 
rendered invisible) an already extremely vulnerable population. 
In the first wave, COVID- 19 was the greatest cause of death in 
care homes, and deaths in care homes occurred at greater fre-
quency than in any other institutional setting (Dyer, 2022). 
However, because of insufficient testing at the time and an absence 
of data about who was in which care home, it is likely that the 
exact figures of COVID- 19- related infections and deaths –  and 
whether Hancock’s ‘protective ring’ had been effective –  will never 
be known.

Since then, some social care data infrastructure has improved. 
The ONS began to report (on an experimental basis) the numbers 
of self- funded people in care homes on 15 October 2021; and the 
Capacity Tracker, which was used by administrators to locate avail-
able care home beds, was adapted to monitor levels of infection, 
PPE and, ultimately, vaccination nationally. Nevertheless, even by 
the summer of 2022, no UK country was able routinely to identify 
who was resident in care homes, who was receiving social care at 
home or who was working in or visiting a care home or the home 
of someone receiving care in the community (O’Donovan et al., 
2021; Burton et al., 2022). Moreover, comprehensive data on the 
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case mix and needs of residents are still absent. Simply put, even as 
the pandemic recedes, the government does not know who is in care 
homes, where they are or what risks they face.

Episode 3: It ain’t over ’til it’s over: the end of the pandemic? 
(February 2021– 22)

In February 2021, as the COVID- 19 vaccine rollout was reaching 
the majority of the UK population and the Prime Minister faced 
mounting pressure from his own party to ease restrictions, the 
Westminster government stated in its ‘Roadmap out of lockdown’ 
(22 February 2021) that the government would be ‘guided by 
data, not dates’. Shortly afterwards, the UK saw the arrival of the 
delta and the omicron variants of the virus, which, although they 
were significantly more transmissible and caused infection rates to 
escalate, in combination with the effectiveness of the vaccine, ultim-
ately caused a lower proportion of deaths than the initial strain.

The soaring number of cases that came with the initial relaxation 
of lockdown measures in the summer of 2021 resulted in what 
became known as the ‘pingdemic’, when more than 500,000 alerts 
and instructions to self- isolate were sent out via the contact tracing 
app in the week ending 7 July 2021. Coming at a time when the 
seven- day rolling death rate was under 30 per day,2 the disruption 
being caused led many individuals to delete the app.

The government launched a ‘Living with COVID- 19’ plan on 
21 February 2022. This involved a phased reduction or elimination 
of various COVID measures, including dropping asymptomatic 
testing in schools (on 21 February 2022); removing the requirement 
for routine contact tracing and self- isolation after a positive test 
result (on 24 February 2022); removing powers from local author-
ities to process data under the COPI regulations (which lapsed on 
1 July 2022); and removing free testing (asymptomatic and symp-
tomatic) for the general public (on 1 April 2022) (see Mehlmann- 
Wicks, 2022; GOV.UK, 2022).

With the end of free testing, of the test and trace system and of 
the legal duty to report cases of COVID- 19, the most significant 
source of data about the spread and levels of COVID- 19 infections 
was effectively disrupted, and the official government COVID data 
reports3 moved from daily, to weekly updates on 1 July 2022. 
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The COPI regulations also lapsed on 1 July 2022. Nevertheless, 
COVID cases continued to rise, with more than 200,000 new cases 
reported on 24 March 2022,4 and deaths within 28 days of posi-
tive test remained high, averaging over 200 per day for much of 
April 2022.

Concurrent with relaxation of COVID regulations, one of the 
biggest scandals in British politics (‘Partygate’) was unfolding. 
Between December 2021 and January 2022, allegations emerged 
that the Prime Minister and staff at Downing Street had broken 
the government’s own COVID rules by holding a series of parties 
during lockdown. In December 2021, civil servant Sue Gray was 
tasked with investigating these allegations, after the Cabinet 
Secretary, the Prime Minister’s initial choice to lead the inquiry, 
had to recuse himself when one of the parties was revealed to have 
occurred in his private office. Public outrage about the allegations 
coincided, in January 2022, with the growing concern among 
right wing Conservative MPs about the number of restrictions on 
freedoms still being imposed through the COVID- 19 regulations, 
and a number of Conservative backbenchers began to call for Boris 
Johnson’s resignation. On 25 January 2022, the Metropolitan 
Police also announced a criminal investigation into Downing Street 
parties. On 13 April 2022, Boris Johnson and his wife Carrie were 
served with fixed penalty notices for breaking lockdown rules, with 
Johnson eventually being forced to resign as Conservative Party 
leader on 7 July 2022.

Insights

These three ‘data episodes’ raise a number of questions about 
whether the values standardly discussed in data ethics are sufficient 
to guide us in a pandemic.

Ethics advice in an emergency and the risk of ‘ethics washing’

At a practical level, the standardly discussed data ethics values 
have been adopted in the UK government’s Data Ethics Framework 
(UK Government, 2020a), which specifically highlights the values 
of transparency, accountability and fairness. But neither this 
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framework, nor the principles developed specifically by the ethics 
advisory board for the NHS COVID- 19 app, nor the government’s 
Pandemic Influenza Ethical framework, appear to have been made 
use of in government decision- making during the pandemic (Gadd, 
2020). It was therefore unclear whether, and which, ethical con-
siderations were given weight within government decision- making.

This is problematic in the first instance because, in the UK, 
there are clear rules to ensure those in public life are acting in 
the public interest, enshrined in the ‘Nolan Principles of Public 
Life’: Selflessness, Integrity, Objectivity, Accountability, Openness, 
Honesty and Leadership. The lack of transparency about if and how 
ethical frameworks were used would arguably have fallen short of 
the Openness and Accountability called for by the Nolan Principles, 
and the Good Decision- making principle of the ‘Pandemic Influenza 
Ethical Framework’.

Beyond that, however, there is also a risk that the logic of ethics 
advice could uphold the logic that produces the unethical effects, by 
providing the possibility of ethical cover and compliance. Taking 
ethical advice could thus be a way to give the impression that 
actions are ethically justifiable. While we argue that a framework 
for data ethics in an emergency is needed, being able to evaluate 
whether and how such frameworks and sources of ethics advice are 
used is important too.

Time, scale, data infrastructure and democracy

Measures that might appear appropriate during a pandemic may 
become problematic if they are incorporated into everyday life –  per-
haps, as some have argued, risking gently moving us towards a less 
democratic and more authoritarian state (Cooper and Aitchison, 
2020; Thomson and Ip, 2020). Furthermore, the impact on par-
ticular groups that have already been well described elsewhere 
(for instance, Hendl et al., 2020) are likely to be compounded by 
the persistence of COVID surveillance infrastructure. Considering 
questions of time and persistence seems to be vital –  but seemingly 
absent in the pandemic response –  when looking at infrastructures 
that affect large numbers of people and institutions, such as 
discussions around the test and trace system and the contact tra-
cing app (discussed in Episode 1 above).
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Arguably, existing ethical frameworks could incorporate these 
elements. For instance, time in the form of intergenerational 
fairness would seem to be a reasonable consideration within 
the ‘fairness’ agenda. But, in the absence of a structured way of 
ensuring time and scale are factored into ethical considerations, 
the point at which the trade- off between privacy and public health 
becomes less favourable for the majority of the public becomes 
difficult to identify. As a result, the data infrastructure put in place 
and the data collected during COVID- 19 risk taking on a perman-
ence. For example, while the COPI notices lapsed at the end of June 
2022, the appetite for large- scale health data infrastructure built 
by commercial companies persisted. In April 2022, NHS England 
announced a £240 million contract for a Federated Data Platform 
for the NHS, the value of which was upgraded to £360 million in 
July 2022.

Scheuerman (2006) has written about the problem of ending 
emergency powers in relation to the additional powers acquired 
by the US President in the aftermath of 9/ 11. He argues that the 
distinction between ordinary and emergency law easily becomes 
blurred, while the mechanisms for containing emergency powers 
are unclear. Scheuerman advocates for legal processes to constrain 
and potentially end any emergency powers (for instance requiring 
increasing super- majorities in parliament to support extensions of 
temporary powers). Here, we add that these questions should also 
be built into ethical evaluations of data collection and use.

Role of data/ absence of data in creating vulnerabilities

As we have described, concerns about privacy and over- surveillance 
appear to have been at the fore of ethical discussions and 
frameworks relating to COVID, and the contact tracing app in par-
ticular. However, the care homes episode shows very clearly that the 
opposite (under- surveillance) could present a risk too –  an issue that 
was neglected in ethical considerations.

This danger presented itself on two fronts: first, as an ongoing 
absence of data about the health, wellbeing and whereabouts of 
residents and staff in care homes; second, as an absence of appro-
priate data sharing and linkage between care home providers, the 
care sector more broadly and other public domains which relied 
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upon such data to make decisions and to evaluate the impact of 
those decisions in real, or close to real, time.

Sustained absences in these data were especially pernicious in 
social care, as they fed into decisions about the distribution of 
resources, responsibilities and obligations between markets, the 
welfare state, voluntary sectors and families. Without these data, 
decisions about who is deemed to require or deserve care, about 
how resources such as PPE should be distributed and how the 
effectiveness of decisions can be monitored and measured, were 
very difficult, if not impossible.

A renewed data ethics for pandemics that is attentive to these 
issues would trace how data systems simultaneously tackle and 
sustain diverse vulnerabilities, while at the same time reflexively 
addressing unintended systemic impacts.

Role of data in co- producing authority to act

Looking at all three data episodes, it becomes apparent that 
data played a role in providing the authority to act: First, at the 
start of the pandemic, the Prime Minister drew upon figures and 
statistics based on the data to build a picture of the pandemic as a 
growing threat that required him to introduce stringent measures 
to limit people’s personal freedoms. For instance, his daily press 
conferences typically opened with a series of slides showing graphs 
and figures, which journalists and the public were invited to query 
and share. We argue that at the start of the pandemic, given the ser-
ious restrictions that needed to be imposed by a Conservative leader 
who was politically disposed to increase, not limit, freedoms, data 
provided additional legitimacy to act, beyond that provided by pol-
itical arrangements at the time. The authority and legitimacy to act 
were co- produced through the sense of objectivity that data offered, 
along with the political powers of the office of prime minister.

Second, during the care- home episode, the absence of data was 
implicated in the neglect of care home residents; without the data 
to back up the need to act, residents, family members and staff on 
the ground had little by way of authority to redirect centralised 
resource distribution to care homes, or to engage in democratic 
challenges to the story emerging at government level of a ‘protective 
ring’ having been constructed around the sector.
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Others have previously described the power of numbers and how 
data and political arrangements co- produce power and legitimacy 
(for instance Ezrahi, 1990; Porter, 1996). Looking at the third epi-
sode (the end of the pandemic), we argue that it was the complex 
and co- productive relationship between data, politics, authority 
and legitimacy, and a prime minister under threat and needing to 
consolidate power, that played the key role in creating the sense that 
the pandemic was over in the UK. For most Britons, the COVID-19 
pandemic ended in the spring of 2022, when restrictions were lifted 
and test and trace stopped. Yet, in June 2022, the British Medical 
Journal warned that one in fifty people in the UK tested positive 
that week (Wise, 2022). Even in the well- vaccinated UK, the pan-
demic was far from over. Despite claims to ‘follow the data not 
dates’, we argue that when the Prime Minister’s authority was 
challenged after the ‘Partygate’ scandal, he wrested back power by 
tipping the balance of the co- productive relationship towards his 
political authority by ending the collection and publication of key 
data –  most notably the daily numbers of new infections. In the 
absence of these data, the authority and legitimacy to act –  and 
therefore decision- making power –  was produced by the position of 
prime minister alone.

Conclusions

In this chapter we have identified and described three key ‘episodes’ 
in the COVID- 19 pandemic where data played a key role –  and 
raised significant ethical issues. In so doing, we have shown that 
during the pandemic, emergency measures were intimately linked 
with the collection and analysis of data at an accelerated pace. 
Data, therefore, formed a key part of the logic by which power 
was wielded over the public. Moreover, the authority given by the 
seeming objectivity of data was sufficiently powerful to enable the 
British Prime Minister and government to enact, and then repeal 
(arguably too quickly), severe restrictions on civil liberties in 
the UK.

We have drawn attention to the range of consequences this has 
had for our lives as citizens. Some of these consequences are acutely 
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ethical: increased surveillance capability; invisibility and neglect; 
placement of power and political authority to act; and the potential 
to ‘ethics wash’, yet typically escape the scrutiny of ‘traditional’ 
data ethics frameworks. We therefore conclude that a set of ethical 
guidelines for the use of data in an emergency needs to be developed 
to help improve the use of data in future pandemics.

In particular, these emergency data ethics need to take account of 
how the sense of objectivity, and therefore the authority to act, are 
co- produced by data and political arrangements; the effect of data 
gaps in creating vulnerabilities; a mechanism for structuring ethics 
thinking to look at the timescale of the pandemic and to consider 
the conditions under which the emergency will have ended and 
when normal regulations should once again apply. This last point is 
not inconsiderable given that, in the UK at least, data and the sense 
of the pandemic were intertwined, with the end of the pandemic 
being produced by the end of data collection and reporting, rather 
than the end in infections.

Finally, any emergency ethics framework needs concrete 
principles and clear ways of evaluating and accounting for their 
uptake, since, as we have shown, ethics frameworks may prove 
ineffectual if they are too abstract and indeterminate, allowing mul-
tiple plausible interpretations and accommodations. For instance, 
the issues we have raised here, such as the long- term effects of data 
collection, could be accommodated within ideas around privacy 
and security, but appear not to have been. More concrete principles 
and ways of evaluating their uptake seems necessary in the face of 
creeping powers and surveillance during a pandemic.

In saying this, we are not denying that data –  and indeed emer-
gency powers –  can play a legitimate role in achieving public safety 
during a pandemic. But we argue that emergency contexts set 
different standards for data ethics and government transparency, 
because emergencies give rise to uncomfortable decisions about 
whose wellbeing ought to be prioritised and how. Neither the ‘trust- 
based’ reasons for transparency, common to some public health 
discourse, nor the ‘rights- based’ approach taken by traditional data 
ethics, may be sufficient in the context of a pandemic to ensure that 
a desirable balance is struck between health benefits, erosions of 
privacy and costs to democracy.
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Notes

 1 This ethics advisory board was disbanded when the UK government 
made the decision to move from an NHS developed app to one based 
on Google/ Apple technology.

 2 Deduced by comparing the deaths data here: coronavirus.data.gov.
uk/ details/ deaths?areaType= nation&areaName= England with the 
COVID- 19 app dataset at stats.app.covid19.nhs.uk/ . Available at: 
stats.app.covid19.nhs.uk/ data/ covid19_ app_ country_ specific_ dataset. 
csv? cache Buster= 1660125249358

 3 coronavirus.data.gov.uk/ 
 4 Infection rates reported here: systems.jhu.edu/ research/ public- health/ 

ncov/ 
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Data- driven decision- making has been central to the UK government’s 
response to the coronavirus (COVID- 19) pandemic. In February 
2021, the government memorably promoted a ‘data not dates’ 
approach to pandemic decision- making (Prime Minister’s Office, 
2021), describing its use of data as ‘a cornerstone of the nation’s 
fight against Coronavirus’ (Department for Digital, Culture, Media 
and Sport (DCMS), 2021: 6). Indeed, during the pandemic the gov-
ernment utilised a range of data- driven approaches, from entirely 
automated, AI- powered processing to more ‘mundane’ uses of 
digital information and statistics to inform decisions (OMDDAC, 
2021: 6).

In November 2020, Northumbria University and the Royal 
United Services Institute joined forces, forming the Arts and 
Humanities Research Council (AHRC)- funded Observatory for 
Monitoring Data- Driven Approaches to COVID- 19 (OMDDAC) 
to monitor key developments in this area.1 OMDDAC has since 
highlighted several important legal, ethical, regulatory and policy 
challenges resulting from the UK government’s data- driven 
response, identifying key lessons to be learned to inform responses 
to related challenges in future (OMDDAC, 2021).

Early in 2021, OMDDAC identified that a critical perspec-
tive was missing from discussions of data- driven approaches to 
COVID-19: the voice of the child.2 Children have been described as 
‘the hidden victims of COVID- 19’ (Barnardo’s, 2021). Government 
decisions, including key decisions to introduce lockdowns and 
self- isolation requirements, have had a significant impact upon 
children, yet children’s voices appear to have been excluded 
from discussions regarding the data- driven coronavirus response 
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(Children’s Commissioner for England, 2020; Barnardo’s, 2021). 
Although others have explored how the pandemic affected adults’ 
views about governmental use of their data (Lewandowsky et al., 
2021), the study discussed in this chapter is the first to recognise 
that children hold views on this important issue. Indeed, while it 
might not be considered surprising that children should have views 
about data- driven decision- making and should express those views 
when asked to do so, the need to explore children’s views about gov-
ernmental use of their data appears never to have been considered 
before the pandemic.

OMDDAC commissioned a child rights organisation, Investing 
in Children (IiC),3 to seek children’s views about how their data 
were being used during the pandemic. IiC used their innovative 
agenda dayTM method, together with an online survey, to ask seven-
teen children their views about the UK government’s data- driven 
approach to coronavirus. A crucial finding of this study was that 
many of these children considered the government had afforded 
their views insufficient consideration; a perspective reflected else-
where (Barnardo’s, 2021; Girlguiding, 2021; Lundy et al., 2021).

Increasingly, decisions impacting individuals are being 
determined based upon ‘the data’ (Lupton and Williamson, 2017; 
Barassi, 2020). Where decisions affect children, there may be a 
still greater reliance upon data, because children themselves are 
often viewed as incapable of contributing meaningfully to debates 
about matters affecting them (Barassi, 2019). During the pandemic, 
decisions made upon the basis of ‘the data’ resulted in lockdowns. 
Reliance upon data also led to a host of other data- driven decisions 
(to close schools, to determine exam results via algorithms) which 
impacted upon children’s health, wellbeing and education in a way 
that adults may not have fully considered or perhaps could not have 
foreseen.

Before the coronavirus pandemic, some children had already 
expressed concern that their views and interests were not being 
considered by politicians, stating that they ‘felt side- lined by 
adults making decisions without them’ (Children’s Commissioner 
for England, 2019: 1– 2). The significant, negative impact of the 
government’s pandemic decision- making upon children, the 
government’s reliance upon data and a corresponding failure to 
consider the views and interests of affected children (resulting from 
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a predisposition to ignore children’s rights) appear to have magni-
fied the existing issues, leaving many children feeling they had not 
been respected as citizens (#Covidunder19, 2020).

A key lesson to be learned from the pandemic is that policymakers 
could do more to respect children’s interests, rights and views. To 
support this contention, this chapter first details the rights and 
interests of children impacted by the government’s data- driven 
pandemic response. It considers why the increasing datafication of 
children requires children’s views to be fed into data policy and 
explains why continued public sector data- driven decision- making 
post- pandemic is likely to result in the increasing marginalisation 
of children’s voices in all policy areas. It subsequently presents the 
findings of OMDDAC’s study, exploring children’s perspectives 
through their own words. It highlights that the government’s inter-
national obligations under the United Nations Convention on the 
Rights of the Child, including the obligation to afford children a 
right to be heard, do ‘not cease in situations of crisis or in their 
aftermath’ (United Nations Committee on the Rights of the Child 
(hereafter, UN Committee), 2009: para. 125). It suggests how the 
government could ensure children’s views are incorporated into 
policy, both in times of emergency and more generally.

The government’s data- driven pandemic response and its 
implications for children

Public and private sector bodies are increasingly using data, 
including individuals’ personal data, to take data- driven decisions 
which affect our lives (Barassi, 2020; Robertson and Tisdall, 2020). 
The use of personal data in data- driven decision- making has been 
particularly evident during the coronavirus pandemic. The sharing 
of personal data from multiple sources (NHS Test and Trace 
datasets, the NHS list of patients for those who were shielding, 
general practitioner records, and local authority records regarding 
school attendance and free school meal eligibility) was crucial to 
supporting vulnerable individuals and delivering localised pan-
demic responses (London Councils, 2020; OMDDAC, 2021). Free 
school meals data was vital in ensuring free computers reached 
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disadvantaged children (Department for Education, 2020). Novel 
approaches to data sharing were illustrated in public- private 
collaborations, resulting in prioritisation of supermarket delivery 
slots for vulnerable people (DCMS, 2021). In addition, statistical 
data (infection rate data and reproduction number (R number) 
data) were key to anticipating and understanding the spread 
of COVID- 19, determining alert levels and deciding when to 
impose lockdowns (UK Health Security Agency, 2021a). Data on 
COVID- 19 prevalence, COVID-19 vaccine deployment and health 
system capacity were key to determining the nature and severity 
of restrictions upon movement and social gatherings (Cabinet 
Office, 2021). Key technological data- driven innovations include 
the QCovidTM algorithm, which uses data to profile and identify 
people at high risk of hospitalisation, and the NHS COVID- 19 
app, a digital proximity app which identifies and notifies people 
who have been in close contact with someone who has contracted 
COVID- 19 (Dawda et al., 2021).

While the government contends that data- driven decision- making 
played a vital role in addressing the pandemic (DCMS, 2020), the 
negative implications of the government’s decisions for children 
must be acknowledged. Although children are at a reduced risk of 
becoming seriously ill from COVID- 19, ‘the secondary impacts of 
the pandemic’, namely the government’s data- driven decisions to 
impose restrictions and to close schools, have severely affected chil-
dren (Children’s Commissioner for England, 2020: 15).

In response to the pandemic, between late March 2020 and mid- 
July 2021, a series of national and local coronavirus regulations 
and directions were implemented, placing restrictions on individ-
uals’ movement and their ability to gather (Brown and Kirk- Wade, 
2021). The United Kingdom entered its first national lockdown in 
late March 2020; everyone was ordered to stay at home, schools 
were closed to all but ‘vulnerable children’ and the children of ‘key 
workers’ (Cabinet Office and Department for Education, 2020). 
Most children, unable to attend school, were reliant upon schools 
providing remote or online learning. Many parents reported, how-
ever, that during this first lockdown their children’s schools failed 
to provide any remote learning (OFQUAL, 2021). When further 
national lockdowns ensued in November 2020 and January 2021, 
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again school attendance was limited to vulnerable children and 
critical workers’ children (Department for Education, 2021).4 
Although there is some evidence that by January 2021 the quality 
of remote teaching had improved compared with during the first 
lockdown, many pupils were still unable to access online learning 
because they had no laptop (OFQUAL, 2021).

National lockdowns and social distancing requirements affected 
children’s ability to socialise with friends and family (Streetgames, 
2020), restricting their right to freedom of association (pursuant 
to Article 15 of the UN Convention on the Rights of the Child 
(UNCRC) and Article 11 of the European Convention on Human 
Rights (ECHR)). The Article 31 UNCRC right to leisure, play and 
recreation was hampered by lockdowns and the closure of schools 
and playgrounds (Children’s Commissioner for England, 2020). 
Reduced physical activity, and loneliness caused by social isolation, 
had significant negative impacts upon children’s ability to attain 
the highest standards of physical and mental health, protected by 
Article 24 of the UNCRC (Children’s Commissioner for England, 
2020: 15; Barnardo’s, 2021; Young Minds, undated). Compounding 
matters, the NHS’s capacity to treat children declined (Children’s 
Commissioner for England, 2020; Barnardo’s, 2021). Government- 
mandated school closures also had a severe impact upon children’s 
ability to access an effective education (pursuant to Articles 28 and 
29 of the UNCRC and Article 2, First Protocol of the ECHR), with 
pre- existing educational inequalities between children of richer 
and poorer households exacerbated (Barnardo’s, 2021; Lundy 
et al., 2021).

While the principle of non- discrimination lies at the heart of the 
UNCRC (Article 2), the government’s decisions have impacted most 
harshly upon those children already vulnerable to breaches of their 
rights (Children’s Commissioner for England, 2020; Barnardo’s, 
2021; Lundy et al., 2021), particularly poorer children and children 
from black and minority ethnic (BAME) backgrounds.5 The poor 
and disadvantaged were most likely to experience increased levels 
of violence and abuse, notwithstanding Article 19 UNCRC’s right 
to protection from abuse and violence (Children’s Commissioner 
for England, 2020; Lundy et al., 2021). Lockdowns had a cata-
strophic impact on family finances, pushing some families into pov-
erty, with some struggling to pay bills and to feed their children 
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(Barnardo’s, 2021), impacting upon children’s Article 27 UNCRC 
right to an adequate standard of living. This has led some to 
describe the coronavirus pandemic as a ‘syndemic’ (‘where the virus 
interacts with pre- existing vulnerabilities’ that are ‘driven by larger 
political, economic, social, and environmental processes’) (Wernli 
et al. and Geneva Science Policy Interface, 2021: 4).

Children’s privacy6 was also affected by requirements for those 
testing positive for COVID- 19 to provide contact information 
to NHS Test and Trace (UK Health Security Agency, 2020) and 
by schools obliging pupils to inform them when they tested posi-
tive (Cumbria County Council, undated). The use of algorithms 
to determine children’s exam grades in August 2020 provides a 
final example of how data- driven decision- making affected chil-
dren, again impacting most upon disadvantaged children (House 
of Commons Education Committee, 2020). With the majority of 
children prevented from attending school, and thus unable to sit 
examinations, the UK’s qualification regulators7 were directed to 
develop an alternative approach to awarding grades (Office for 
Statistics Regulation, 2021). In England, OFQUAL asked schools to 
provide the grade they thought a student would have received had 
their exams taken place. This information was combined with other 
data, including previous grades attained by students at each school 
and teacher- awarded grades for other 2020 exam candidates. When 
results were published, 40 per cent of grades had been moderated 
down by OFQUAL’s algorithm (Children’s Commissioner for 
England, 2020). Many children were unaware of the regulators’ 
proposed alternative grading process, subsequently expressing con-
cern about how their grades were calculated, the impact it had 
upon their ability to attend their desired university, and thus upon 
their futures (Busby, 2020; Priestley et al., 2020).

The UNCRC imposes significant obligations upon the UK, 
including requirements to treat the child’s best interests as a primary 
consideration (Article 3). Every law and regulation that affects chil-
dren should be underpinned by the ‘best interests’ criterion (UN 
Committee, 2013). During the pandemic, however, many decisions 
impacted negatively upon children, raising questions about the 
UK’s compliance with Article 3 UNCRC (best interests) and 
Article 2 UNCRC (non- discrimination). Concerns have also been 
expressed about governmental failures to consult with children 
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during the pandemic upon issues directly affecting them, and about 
the inability of decision- making processes ‘to meaningfully respect 
children’s rights to be active participants in decisions made about 
them’ (Observatory of Children’s Human Rights Scotland and 
Children and Young People’s Commissioner Scotland, 2020: 5, 
13). Article 12 UNCRC stipulates that ‘States Parties shall assure 
to the child who is capable of forming his/ her own views the right 
to express those views freely in matters affecting them, such views 
being given due weight in accordance with the age and maturity of 
the child’. Children themselves argue that to protect children’s rights, 
children’s voices must be heard (Office of the Special Representative 
of the Secretary- General on Violence Against Children, 2021), yet 
during the pandemic children have not felt heard; they have felt for-
gotten (Barnardo’s, 2021; Girlguiding, 2021; Lundy et al., 2021). 
England’s Children’s Commissioner has suggested that during the 
pandemic children’s best interests were not the government’s pri-
mary consideration. Instead, children’s needs were ‘side- lined and 
ignored’ and their rights ‘downgraded’ (Children’s Commissioner 
for England, 2020: 27).

It is, of course, possible to argue that both the undue impact on 
children and lack of engagement with them are symptomatic of the 
same problem, that children’s wellbeing and rights could not be 
prioritised during a pandemic where many basic human rights were 
suspended. Eminent child- rights scholars make clear, however, that 
such an argument is unsustainable. The UN Committee emphasises 
that children’s views should be sought whenever their views are 
likely to improve the quality of the solutions (UN Committee, 
2009: para. 27). It confirms that the Article 12 UNCRC right to 
be heard ‘does not cease in situations of crisis or in their after-
math’ (UN Committee, 2009: para. 125). Indeed, as Lundy et al. 
note, ‘States’ responses to the Covid- 19 pandemic is one of the situ-
ations where there were (and are) clear and grave consequences for 
children’s enjoyment of their human rights, and thus an obligation 
to engage with them quickly and directly’ (Lundy et al., 2021: 262). 
Given that children’s rights (e.g., to health, to protection from 
harm, to education, to play) were so significantly impacted, it is 
arguable that children were impacted by the pandemic more signifi-
cantly than adults, and that there was, therefore, a crucial need to 
seek children’s views.

 

   

 

 

 

 

Claire Bessant and Rachel Allsopp - 9781526180056
Downloaded from manchesterhive.com at 06/04/2024 03:35:28PM

via Open Access. CC BY
https://creativecommons.org/licenses/by/4.0/

https://creativecommons.org/licenses/by/4.0/


101Data-driven decision-making beyond COVID-19

101

A continued emphasis on data- driven decision- making  
and the ‘datafication of children’

The UK government now proposes to build on its data- driven 
response to the coronavirus pandemic, suggesting a data- driven 
approach will be used to inform other ‘governmental priorities, such 
as improving outcomes in education’ (DCMS, 2021: 103). The gov-
ernment does not outline how such expanded data use may affect 
children, and there is no evidence that children’s views have been 
sought either upon the government’s Data Strategy (DCMS, 2020), 
or upon its proposals for data protection reform (DCMS, 2021).

Such a continued lack of focus on children is unsurprising. Policy 
debates tend often to be dominated by adults and by the view that 
young people need to be protected (Coleman et al., 2017; Barassi, 
2019). The need to consider how data- driven decision- making 
impacts upon children is, however, more important now than ever. 
Children are ‘increasingly datafied’, through mobile phones, social 
media and education software, with data generated often being 
used to monitor, evaluate and make decisions about them (Lupton 
and Williamson, 2017: 781). Such ‘dataveillance’ reconfigures chil-
dren into ‘digital data assemblages’; once transformed ‘into data’ 
they are then used as ‘numbers to influence or act on individuals’ 
(Lupton and Williamson, 2017: 783). Consider, for instance, how 
during the pandemic individuals who tested positive for COVID-19, 
who were hospitalised, or who died became ‘data’ used to justify 
decisions to introduce lockdowns and to close schools.

Such ‘dataveillance’ raises important rights issues for children. 
Lupton and Williamson identify that increasingly data that ‘speak 
for themselves’ are being used ‘in ways that override the rights of 
children to speak for themselves’; they suggest data- processing 
algorithms are ‘erasing children’s own embodied experiences and 
voices from decision- making processes’ and that ‘[r] ather than 
engag[ing] children in their right to involvement in decisions about 
important matters that affect their lives, many analytics systems 
appear to distribute decision- making to automated, proprietary 
systems’ (Lupton and Williamson, 2017: 790). They argue that in

many approaches to the datafication and dataveillance of children, 
the embodied and subjective voices of children are displaced by 

  

 

 

 

 

 

 

 

 

Claire Bessant and Rachel Allsopp - 9781526180056
Downloaded from manchesterhive.com at 06/04/2024 03:35:28PM

via Open Access. CC BY
https://creativecommons.org/licenses/by/4.0/

https://creativecommons.org/licenses/by/4.0/


102 Governance, democracy and ethics

the supposed impartial objectivity provided by the technological 
mouthpieces of data. Data are positioned to provide a more detailed 
and manageable account of who children really are, free from the 
messiness of dialogic deliberation and freedom of expression. 
(Lupton and Williamson, 2017: 790)

The study

Given the significant impact data- driven decision- making has had 
upon children, the indications such a data- driven approach will 
continue after the coronavirus pandemic, and the implications for 
children of such data- driven decision- making, OMDDAC decided 
to commission IiC to seek children’s views on the government’s 
data- driven response to the coronavirus pandemic.

Investing in Children

IiC is a children’s human rights organisation which supports chil-
dren to enter into dialogue with adult decision- makers.8 IiC believes 
‘children are knowledgeable about the world in which they live and 
can be powerful participants in political dialogue and persuasive 
advocates on their own behalf’ (IiC, undated- a).

IiC used its innovative, agenda day™ method to engage chil-
dren in discussion.9 An agenda day is an adult- free space. Child 
facilitators lead group conversations, encouraging other children 
to express views (Stalford et al., 2017; IiC, undated- b). Children 
themselves take primary responsibility for notetaking and report 
writing, although an IiC project worker assists, discussing issues 
for exploration prior to the agenda day, providing support where 
needed. Child facilitators and attendees all receive a nominal fee to 
thank them for their time.

Although agenda days traditionally take place in person, social 
distancing measures made a face- to- face event impossible. A virtual 
agenda day was therefore facilitated via Zoom, taking place on the 
evening of 7 July 2021, a time chosen to suit children. Conscious 
that many children were feeling ‘Zoomed out’, IiC also offered chil-
dren the opportunity to contribute views via an online survey avail-
able from 23 June to 16 July 2021. The framework for the study 
was provided in a detailed brief, designed by OMDDAC.
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Participants were recruited by IiC via email and Twitter. 
Recruitment was timed to ensure children’s views could be 
incorporated into OMDDAC’s final report (OMDDAC, 2021) 
and shared with policymakers. In accordance with Northumbria 
University ethics requirements and IiC procedures, consent was 
obtained from participants or their parents, depending upon age, 
using a consent form IiC co- produced with children.

In total, seventeen children participated. Five children aged 
15– 18, including two participant facilitators attended the agenda 
day. Twelve children completed the survey: two aged 11– 13, five 
aged 14– 16 and five aged 17– 18. Children lived in areas ranked in 
deciles 3, 4, 5, 7 and 8 of the English Index of Multiple Deprivation 
(IMD), decile 1 encompassing the most deprived areas and decile 
10 the least deprived (Ministry of Housing, Communities and Local 
Government, 2019).

The OMDDAC brief

OMDDAC’s brief to IiC included open and closed questions, 
offering children the opportunity to respond to specific queries and 
provide more detailed commentary. The brief was designed to be 
accessible to children from primary school age upwards and rele-
vant to policymakers. It contained several broad topics, which were 
explored at the agenda day and via the survey:

• what the children knew about how the government was 
responding to coronavirus; including what they knew about 
how information and technology were being used;

• from where they obtained their information;
• whether they wanted more information about the government’s 

approach;
• whether they felt there had been enough discussion with them 

about data- driven decision- making;
• whether they would have liked their views to have been sought 

before decisions were made; and
• how they thought the government could obtain their views.

In addition, the brief covered three scenarios involving data- 
driven approaches used during the pandemic: wastewater testing; 
algorithmic determination of school grades; and monitoring of 
self- isolation obligations by police. The facilitators suggested the 
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agenda day focus on two scenarios. Scenario 3 (police monitoring) 
was therefore not discussed at the agenda day, although it was 
included in the online survey.

The impact of algorithmic assessment of school grades is discussed 
above, as are the self- isolation requirements which prevented chil-
dren from attending school and leisure activities. OMDDAC also 
decided to explore children’s views on the less- discussed topic of 
wastewater analysis, having identified that this novel dataset was 
being used during the pandemic in unprecedented, innovative ways 
to detect geographical outbreaks of COVID- 19 and inform local 
and national responses (Allsopp et al., 2021; OMDDAC, 2021; 
UK Health Security Agency, 2021b). Such testing is expected 
to continue post- pandemic, to monitor and respond to public 
health concerns but also, for example, to detect the presence of 
illegal substances (Ott, 2020; Van der Sloot, 2021). Academics are 
already raising concerns about potential ‘scope creep’, suggesting 
‘sewage monitoring might become one of the most common and 
invasive forms of surveillance’ (Van der Sloot, 2021: 1). Including 
wastewater analysis in the brief afforded children a valuable oppor-
tunity to contribute their views to dialogue on this emerging issue.

Reflections on the study design

This study did not aim to achieve representativeness. The challenges 
of recruiting children as participants are widely recognised (Cree 
et al., 2002). Discussions with a large research consultancy suggest 
the challenges have been exacerbated during the pandemic. This 
study sought to investigate whether any children knew how data 
were being used in response to the pandemic, and to gain insights 
into children’s views about such data use. Children themselves 
believe they can provide meaningful insights into issues which adults 
consider of limited importance (Office of the Special Representative 
of the Secretary- General on Violence Against Children, 2021). 
Academics suggest even small samples can afford valuable infor-
mation about children’s perspectives and experiences and can be 
useful in the development of practical recommendations (Millward 
and Senker, 2012).

The pandemic undoubtedly posed challenges. Social distancing 
measures meant some form of online engagement was the only 
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realistic option. Using two different online data collection methods 
raised further issues. While individualised responses were provided 
by survey respondents, the agenda day report delivered a broader 
overview of discussions, as interpreted by the child facilitators. 
Agenda day participants only covered the first two scenarios, 
while survey respondents provided views on all three. Despite 
the recognised limitations of this study, the clear, often detailed, 
comments provided by the children nonetheless merit further 
consideration.

Findings

Several themes were identifiable from participants’ comments. 
Specifically, the children wanted to be provided with reliable infor-
mation about matters affecting them, including use of their data. 
They held clear views about how their data should be used, and 
they wanted to express those views and for the government to con-
sider them.

Children want to be reliably informed

Most participants (five agenda day attendees, nine survey 
respondents) were aware of key measures introduced to address 
coronavirus (COVID- 19), mentioning: lockdowns; social distan-
cing; mandatory mask wearing; COVID- 19 vaccinations; tiered 
travel restrictions; school closures; funded tutoring; monitoring of 
infection rate, hospitalisation and mortality data; NHS Test and 
Trace; and the NHS COVID- 19 app. Gaps in knowledge were, 
nonetheless, evident. Answering the question ‘What have the 
Government done to tackle COVID- 19’, one survey respondent 
said they did not know, two respondents failed to answer. Some 
agenda day attendees knew wastewater was being tested, others 
were ‘absolutely clueless’. Seven survey respondents were unaware 
of wastewater testing. Awareness of the algorithms used to grade 
students again varied. All children attending the agenda day knew 
about the plans; seven survey respondents did not. Significantly, 
this included five children aged 14– 18. This did not mean, how-
ever, that the children had no opinion about this proposal; indeed, 
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all agenda day attendees and four survey respondents said they 
disliked the idea.

As to how children obtained information, the children referred 
to various avenues: schools, social media, parents, family, friends 
and televised and reported news.10 Nonetheless, the children did 
not all believe they had received sufficient, trustworthy informa-
tion from the government; five survey respondents thought children 
had been given insufficient information about government decisions 
relating to coronavirus, with one child commenting that policies 
‘aren’t broadcasted well enough’. Although agenda day participants 
had seen official government announcements about coronavirus 
restrictions, this was through social media. They commented critic-
ally upon the government website: ‘The Government has not used 
their website effectively as it was very difficult to read and under-
stand. The young people were rather critical of the Government 
website as it was difficult to navigate.’ This criticism is particularly 
notable given that agenda day attendees expressed concerns about 
the reliability of information gained from other sources, such as 
‘biased’ news reporting and social media, which they described as 
‘a very untrustworthy source’.11 Responses suggest even digitally 
literate children, who wish to keep themselves informed, may not 
always be able to effectively access government messaging, and 
that the government could do more to afford children access to 
information about policies affecting them.12 Article 17 UNCRC 
(the right to access information and mass media) and Article 13 
UNCRC (imposing an obligation on states ‘to refrain from inter-
fering in children’s expression of their views, or in their access to 
information’) are viewed as ‘crucial prerequisites for the effective 
exercise’ of the child’s Article 12 UNCRC right to be heard (UN 
Committee, 2009: para. 80). Where children do not know how 
their data are used, or how decisions affecting them are made, they 
may be unable to effectively exercise their Article 12 UNCRC right. 
The importance of ensuring information is presented to children 
in child- friendly, understandable language is recognised nation-
ally and internationally (UN Committee, 2009; Council of Europe, 
2018; Information Commissioner’s Office, 2020). In the context of 
data- driven decision- making, Article 12 of the UK General Data 
Protection Regulation (UKGDPR), further affords a right to receive 
information about the collection and processing of one’s personal 
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data. UKGDPR Article 12 and Recital 58 emphasise that informa-
tion provided to children should be intelligible, easily accessible and 
in clear, plain language.

Children have views about the government’s  
data- driven approach

Participants expressed clear, but mixed, views about the data- driven 
pandemic response. Ten did not support the education regulators’ 
decision to use an algorithm to determine student grades, raising 
concerns about the inability of computers to determine a student’s 
capabilities, as well as the exacerbation of a social class divide. 
One thought it a good plan, six were undecided. In relation to 
wastewater monitoring, again, views varied. The child facilitators 
in their agenda day report for example, described wastewater 
testing as ‘innovative’, explaining that agenda day attendees:

believed that if it was going to protect people that it shouldn’t matter 
if they felt that it was a little invasive as it is for the greater good. 
They said that it was a good way of identifying the COVID-19 
hotpots. The young people didn’t believe it to be an invasion of 
privacy because it could help prevent the spread of COVID- 19 by 
recognising where most cases were and putting certain restrictions in 
place, such as a local lockdown.

Six survey respondents also considered wastewater testing an 
acceptable response. Two, however, were unsure. A further four 
opposed testing, with one stating, ‘people need to be aware and 
consenting’. When asked whether information derived from such 
testing should be shared with others, again views varied. Agenda day 
attendees accepted the need to share data with health professionals 
and the local authority but were less happy for it to be shared with 
the police, elaborating that ‘the police had no business in knowing 
this information’ and querying ‘what they would do in protecting the 
public with this information’. Several survey respondents thought 
it acceptable for the information to be widely shared, with two 
children suggesting it might even be shared publicly. Again, how-
ever, a preference was shown for sharing with health professionals 
and the local authority over the police (nine survey respondents 
supported information sharing with health professionals and the 
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local council; five agreed to information sharing with the police). 
This aligns with findings from OMDDAC’s nationally representa-
tive UK public perceptions survey, which also identified that adults 
were less prepared to share information with the police than with 
health professionals or local authorities (Sutton et al., 2021). Both 
this study and the adult public perceptions survey found also that 
participants were more willing to share anonymised information 
than non- anonymised information.

As mentioned above, agenda day attendees did not consider police 
monitoring. Survey respondents’ views about the police being told 
when individuals are required to self- isolate were again divided. Five 
children considered disclosure acceptable; four were unsure; three 
objected. More children (eight) expressed concern, however, when 
asked how they would feel if their family were monitored to ensure 
they were self- isolating. Two children raised specific concerns about 
the police, one suggesting ‘police are corrupt and have biases which 
could lead to unequal fines’, the other worrying that any fines levied 
for non- compliance would ‘disproportionately impact poorer fam-
ilies who often have no choice but to go to work’.

Overall comments suggest further research exploring children’s 
views about public sector data sharing with the police would be 
valuable. Given the children’s apparent lack of trust in the police, 
consideration should be given to exploring, with children, how trust 
in the police and other public bodies can be improved. The diver-
sity and complexity of participants’ views indicate a potential need 
for wider scale, representative research exploring children’s views 
about public sector data- driven decision- making. Limited attention 
has been given to children’s views about governmental use of their 
data (Milkaite et al., 2021; Stoilova et al., 2021). The only other 
study which considers children and data- driven decision- making 
focuses primarily upon children’s data literacy, not children’s views 
about governmental or public sector use of their data (Robertson 
and Tisdall, 2020).

Children want their views to be considered

The key message articulated by participants was that the govern-
ment (not just academia) should consider their views. Seven survey 
respondents said there had been insufficient discussion with children. 
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Seven respondents also said young people should have been asked 
before decisions were taken about important matters such as school 
closures, COVID- 19 testing at school and mask wearing at school. 
The agenda day report similarly illustrates the children’s desire to 
feed into decision- making:

Without any hesitation, definitely the young people would have 
wanted to be asked about the decisions being made, as it was their 
future so they should have a say. They said that if they were asked 
about wearing masks they would have agreed in a heartbeat as they 
would rather wear a mask than work on a laptop virtually at home.

Agenda day attendees clearly thought the government could have 
done more to engage with children and ensure their interests were 
considered, commenting that:

young people are not considered enough, especially when the pan-
demic has affected them massively. People doing exams this year and 
last year, such as GCSEs weren’t even considered when forming a 
plan and making big decisions about their futures. … The young 
people seem frustrated as their futures have not been considered at 
all, they believe that COVID- 19 is going to impact future employ-
ment and the government has simply ignored this.

Recommendations beyond COVID- 19

As this chapter illustrates,

[d] uring crises, every decision taken by governments not only affects 
the adults … but … has an impact on the community that surrounds 
children. … It becomes important to seek children’s views not only 
because of the direct implications that decisions during crises have, 
but also because there are numerous indirect impacts of such crises 
on children. (Lundy et al., 2021: 280)

It is widely recognised, however, that, as children in OMDDAC’s study 
noted, during the coronavirus (COVID- 19) pandemic children’s views 
were absent from ‘adult- centric’ public discourse (Lundy et al., 2021), 
and those formulating policy solutions ignored children’s interests in 
favour of adult concerns (Reid et al., 2022). Some academics rec-
ommend that policymakers should, in future, use Children’s Rights 
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Impact Assessments to examine the potential impact on children of 
proposed laws, policies and decisions as they are developed, to avoid 
or mitigate negative impacts (Reid et al., 2022). Given the comments 
of the children who participated in OMDDAC’s study, and given 
the government’s UNCRC obligations, particularly under Article 
12, it is suggested that the UK government should also incorporate 
children’s views into policy-  and decision- making, in times of emer-
gency but also more generally. Such an approach accords with the 
UN’s 2030 Agenda for Sustainable Development, which articulates 
member states’ commitment to empower vulnerable people including 
children and makes explicit the role children may play as ‘critical 
agents of change’ (United Nations, undated: para. 51). Specifically, 
given its stated intention to continue its data- driven approach, the 
government should support children to become active agents in data 
policy. While it is often assumed that children lack the maturity and 
capacity to formulate opinions on such complex issues, OMDDAC’s 
study challenges this view.

Children’s participation and Article 12 UNCRC

Article 12 UNCRC is a particularly important right for children, 
because it affords children the status of rights holders entitled to 
participate in decision- making (Cuevas- Parra, 2021: 83). The UN 
Committee explains the term ‘participation’

is now widely used to describe ongoing processes, which include 
information sharing and dialogue between children and adults based 
on mutual respect, and in which children can learn how their views 
and those of adults are taken into account and shape the outcome of 
such processes. (UN Committee, 2009: para. 3)13

Effective, meaningful participation cannot, therefore, be under-
stood as an individual one- off event (UN Committee, 2009: para. 
133). Participation should involve two- way dialogue. It should be 
‘undertaken with the very specific purpose of enabling children 
to influence decision- making and bring about change’ (Sinclair, 
2004: 111).

Lundy’s internationally respected model of participation, which 
reflects the UN Committee’s understanding of how Article 12’s 
obligations can be satisfied, is recommended as a basis for ensuring 
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policy is informed by children’s views (Lundy, 2007).14 It comprises 
four components which form part of an iterative process of consult-
ation, feedback and consultation:

1. Space: Children must be given the opportunity to express a view;
2. Voice: Children must be facilitated to express their views;
3. Audience: The view must be listened to; and
4. Influence: The view must be acted upon, as appropriate. (Lundy, 

2007: 933)

Compliance with Article 2 UNCRC (non- discrimination) requires 
that any participation strategy acknowledges that children are not 
a homogeneous group (as illustrated by the diverse views expressed 
by study participants). Care must be taken to include perspectives 
from minority groups, including: home- schooled children, children 
excluded from or truanting from school, children in local authority 
care, children with disabilities, children for whom English is not a 
first language, children from travelling or socially excluded com-
munities, and children from ethnic minority backgrounds (Borland 
et al., 2001). Materials must be child- friendly, multilingual, age-  
and capacity- appropriate and accessible to all children. This is 
particularly relevant given the negative comments expressed by 
participants concerning the government website.

Engagement methods

The children involved in OMDDAC’s study suggested a range of 
methods government and policymakers might use to engage with 
children: through schools, youth organisations, social media and 
surveys, including surveys disseminated through schools. Further 
options include: one- to- one interviews; group discussions; inter-
active events; online discussions; events and conferences; con-
sultation documents circulated for written comment; online 
consultation; visual approaches including maps and flow diagrams; 
video; theatre; formal structures such as youth forums and repre-
sentative councils; youth juries; and face- to- face meetings between 
children and politicians (Borland et al., 2001; Coleman et al., 2017; 
Livingstone et al., 2019; Observatory of Children’s Human Rights 
Scotland and Children and Young People’s Commissioner Scotland, 
2020; Barnardo’s, 2021).
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Many of these methods require careful thought for several 
reasons: the formal written consultation typically used by govern-
ment departments15 may be inaccessible to children, particularly 
those with disabilities or poor literacy; individual interviews are 
costly; and focus groups, group interviews, events and conferences, 
while popular with children, may inhibit marginalised and less vocal 
children from expressing their opinions. While the pandemic has 
illustrated the effectiveness and accessibility of large- scale online 
surveys designed with and for children, some investment may be 
needed to ensure children can interact safely with decision- makers 
via accessible, multilingual, age- appropriate digital platforms 
(Children’s Commissioner for Wales, 2020; Children’s Parliament, 
2020; Girlguiding, 2021; Office of the Special Representative of the 
Secretary- General on Violence Against Children, 2021). Since not 
all children can access information technology (Joining Forces for 
All Children, 2021), some children may require support to com-
plete surveys at school or college (Borland et al., 2001). A combin-
ation of methods may be required to ensure all children can express 
a view.

Crucially, many initiatives developed during the pandemic have 
illustrated the important role child-  and youth- led organisations can 
play in supporting participation and in engaging ‘hard- to- reach’ 
children (Observatory of Children’s Human Rights Scotland and 
Children and Young People’s Commissioner Scotland, 2020; Office 
of the Special Representative of the Secretary- General on Violence 
Against Children, 2021). Children can provide invaluable advice 
upon the design of child- friendly resources (Stalford et al., 2017) and 
should be involved in the design and delivery of all communications 
to children (Observatory of Children’s Human Rights Scotland and 
Children and Young People’s Commissioner Scotland, 2020), par-
ticularly communications conveying ‘often opaque’ information 
about data processing (Milkaite et al., 2021: 6). Children, where 
trained, can also play an important role in identifying issues and 
collecting and analysing data from other children (Office of the 
Special Representative of the Secretary- General on Violence Against 
Children, 2021; Lundy et al., 2021). Ultimately, however, the gov-
ernment needs to invest in development of children’s networks 
(Office of the Special Representative of the Secretary- General on 
Violence Against Children, 2021) and commit to resourcing and 
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training individuals to engage with children: ‘[I] nvestment in the 
realization of the child’s right to be heard in all matters of concern 
to her or him and for her or his views to be given due consideration, 
is a clear and immediate legal obligation of States parties under the 
Convention’ (UN Committee, 2009: para. 135).

Listening to, hearing and acting upon children’s views

Finally, and as Lundy’s model recognises, it is not sufficient to 
simply ask children to provide their views. Effective participation 
requires the government to listen to and act on children’s views. 
To ensure that children’s rights and interests are protected, a shift 
in perception is needed from children as ‘passive objects in need 
of protection’ to ‘active participants in decision making processes 
affecting them’ (Observatory of Children’s Human Rights Scotland 
and Children and Young People’s Commissioner Scotland, 
2020: 13). As the UN Committee recognises, this may ‘necessi-
tate dismantling the legal, political, economic, social and cultural 
barriers that currently impede children’s opportunity to be heard 
and their access to participation in all matters affecting them. It 
requires a preparedness to challenge assumptions about children’s 
capacities’ (UN Committee, 2009: para. 135). If the lessons of 
the pandemic are to be learned, and acted on, political environ-
ments, structures and institutions must become ‘more respectful 
of and responsive to children’s civic society’ (Joining Forces for All 
Children, 2021: 11).

Concluding comments

The coronavirus (COVID- 19) pandemic, and the data- driven 
decisions taken in response, affected every aspect of children’s lives. 
They are likely to have a long- lasting impact upon children (Irwin 
et al., 2022). Such obvious impacts mobilised researchers (including 
OMDDAC), the Children’s Commissioners, NGOs and charities to 
seek children’s views. Children’s concerns that they have not been 
listened to have been expressed loudly across a plethora of projects 
and surveys,16 including the study discussed in this chapter; a study 
which emphasises that many children are articulate, intelligent, 
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want to, and when provided with appropriate information can, 
play a valuable role in responding to policies which impact upon 
children.

Of course, the pandemic brought unprecedented challenges for 
governments. One could argue that they did the best they could, that 
they could not be expected to take everyone’s interests into account, 
that the UK government’s approach, to make the protection of lives 
and livelihoods its ‘overriding goal’ (Cabinet Office, 2021) was the 
correct one. Such arguments are, however, ill- founded. As Lundy 
notes, the coronavirus pandemic was ‘one of the situations where 
there were … clear and grave consequences for children’s enjoyment 
of their human rights, and thus an obligation to engage with them 
quickly and directly’ (Lundy et al., 2021: 262). UNCRC obligations 
continue to apply even ‘in situations of crisis’ (UN Committee, 
2009: para. 125). The government’s commitment to the UNCRC 
(Article 3) required it to treat children’s best interests as a primary 
consideration, and to afford children a right to be heard.

During the pandemic, however, children faced a ‘double- 
whammy’ –  a pre- existing preference for adults to take decisions 
without considering the child’s perspective, a preference based upon 
misguided assumptions that children are incapable of contributing 
effectively to decision- making, and a data- driven approach to pan-
demic decision- making which encouraged the further marginalisa-
tion of children’s views and rights. It has been suggested that data 
are often assumed to speak for themselves (Lupton and Williamson, 
2017: 790). As the eminent statistician, David Spiegelhalter, 
highlighted during the pandemic, however, ‘[d] ata does not speak 
for itself –  it needs people to speak honestly and carefully on its 
behalf’ (Spiegelhalter and Masters, 2022). Where decisions affect 
children, children need to be afforded the opportunity to express 
their views. Indeed, children make clear that where (data- driven) 
decisions are taken without additional reference being made to 
those affected, such decisions may not only have a negative impact 
on them, but may also result in them feeling that they are not 
afforded due respect as citizens (#Covidunder19, 2020).

Pre- pandemic, many of the concerns about the dataveillance of 
children have focused upon commercial organisations and tech-
nologies. The UK government’s data- driven pandemic response, 
and its assertions that it will continue and develop this data- driven 
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approach post- pandemic in areas affecting children, now require 
us to turn renewed attention to state dataveillance, the impact of 
governmental data- driven decision- making upon children, and 
how children’s views are fed into decision- making. The coronavirus 
emergency and the government’s response has made apparent the 
complex relationship between public sector data- driven decision- 
making and the child’s UNCRC rights to be heard, to receive 
information and to have their best interests treated as a primary con-
sideration. In this, the first study to have asked children about gov-
ernmental use of data to make decisions affecting them, children’s 
views are clear. They want to be listened to.

It is impossible to know whether outcomes/ policy would have 
been different had the UK government and other governments 
listened to children. If governments had listened to children, they 
might still have come to the same conclusions. It is easy in hind-
sight to recognise where decisions have had significant negative 
impacts upon children. In the midst of the pandemic, it was perhaps 
less easy, for example, to identify the long- term impact of school 
closures. The fact that decisions might have been the same does not 
mean that it was not still important to listen to children. They have 
a right to be listened to and their views taken into account.

In any future pandemic, governments must be mindful of the 
views expressed by children during this pandemic and, respecting 
their obligations under the UNCRC, pay careful attention to their 
rights and interests. As important, the UK government should act 
now to ensure children’s UNCRC rights are fully recognised and 
that, in accordance with the recommendations made in this chapter, 
its approach to decision- making is informed not only by data but 
also by children’s views and interests.

Notes

 1 See www.omd dac.org.uk/  (accessed 21 September 2022).
 2 In this chapter, the term ‘children’ encompasses all children and young 

people under the age of eighteen, reflecting the terminology in Article 
1 United Nations Convention on the Rights of the Child (UNCRC).

 3 See https:// inve stin ginc hild ren.net/  (accessed 24 August 2022).
 4 Reclassification from key to critical workers (parents whose work 

was critical either to the coronavirus or EU transition response) meant 
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more children attended school in the second and third lockdowns, 
albeit most continued to access education remotely. See: https:// 
education hub.blog.gov.uk/ 2021/ 01/ 08/ am- i- a- criti cal- wor ker- or- are- 
they- vul nera ble- or- with out- inter net- acc ess- or- broadb and/ 

 5 Children’s access to public green space for play was limited, espe-
cially in poorer urban areas. Eight per cent of children in England 
had no access to a private garden, rising to 22 per cent for children 
from BAME backgrounds (Children’s Commissioner for England, 
2020: 24).

 6 Protected by Article 16 UNCRC and European Convention on 
Human Rights Article 8.

 7 In England, the Office of Qualifications and Examinations Regulation 
(OFQUAL); in Scotland, Scottish Qualifications Authority (SQA); 
in Wales, Qualifications Wales; in Northern Ireland, Council for the 
Curriculum, Examinations & Assessment (CCEA).

 8 https:// inve stin ginc hild ren.net/  (accessed 24 August 2022).
 9 An approach used in the UK, and internationally (by Irish Child 

and Family Agency, Tusla (www.tusla.ie/ uplo ads/ cont ent/ Investing_ 
i n_ Childr en_ A gend a_ Da ys_ 2 021.pdf) and by Norwegian children’s 
rights organisation Med Ungdom in Fokus (https:// ung dom.com/).

 10 These sources are similar to those other children report using (Children’s 
Commissioner for Wales, 2020; Children’s Parliament, 2020).

 11 Other children have expressed similar concerns about social media 
(Lundy et al., 2021).

 12 Also suggested by other children (Children’s Parliament, 2020).
 13 For detailed discussion of what effective participation entails, see 

Bessant (2022).
 14 Lundy’s model has been used nationally and internationally to give 

children a voice (Department of Children and Youth Affairs, 2015; 
Leicester City Council, undated; World Health Organization, 2018).

 15 For example, the consultation document, ‘Data: a new direction’ 
(DCMS, 2021).

 16 See, for example: Children’s Commissioner, 2020; Barnardo’s, 2021; 
Girlguiding, 2021; United Nations Special Representative of the Secretary 
General on Violence Against Children, undated; #CovidUnder19,  
2020.
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In this chapter we argue that when the UK government engaged 
publics during the coronavirus (COVID- 19) pandemic, it did so in 
ways that reduced them to imagined publics or passive objects to 
be measured, rather than elevating them as active citizens whose 
values should be incorporated into decision- making.1 To support 
this claim, we provide a brief survey of pandemic public engage-
ment, contrasting the diverse range of activities conducted by 
non- central government agencies with the limited way the UK gov-
ernment engaged publics during the pandemic, remaining on the 
lower rungs of Sherry Arnstein’s (1969) ladder of citizen participa-
tion (Figure 6.1).

We highlight how the narratives and policies deployed by the 
government actively removed values from policymaking and 
communication with publics. This reflected a hollowing out of 
values in policy, supposedly justified by the oft- repeated scientistic 
mantra, ‘follow the science’ (GOV.UK, 2020: 8), an impossible 
guiding principle given the irreducible trade- offs governments face 
during a pandemic, but one which demonstrated a disinclination 
to engage with the plurality of values that publics would bring to 
policy questions.

This status quo posed a challenge for those who wished to 
engage publics more substantively in pandemic decision- making. 
In our experience, centring the perspectives of publics can uncover 
new questions, positions and values that may be neglected in 
their absence, particularly because of the epistemic benefits that 
engaging diverse non- expert publics can bring (Bohman, 2006; 
Landemore, 2013). This is a very different activity from pro-
viding direct guidance on the questions and policy challenges that 
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decision- makers may already have formulated in the absence of 
engaging publics (Weible et al., 2012).

We explore this challenge through our own experiences of 
engaging publics and policymakers during the pandemic as 
researchers on the UK Pandemic Ethics Accelerator, an interdis-
ciplinary and cross- institution ethics research group,2 specifically 
through our work on the Accelerator’s public dialogue and policy 
workshop. Our solution is to narrow this gap between policymakers 
and publics by institutionalising structures that allow publics more 
substantial deliberative engagement in policymaking. We follow the 
OECD (2020) in defining this institutionalisation as the incorpor-
ation of deliberative activities into governance structures in a way 
that establishes a legal or regulatory framework to ensure con-
tinuity regardless of political change. A variety of institutionalised 
public engagement activities conducted outside of the UK govern-
ment is considered, before challenges to effective institutionalisa-
tion are acknowledged. Despite these challenges, we recommend 
the institutionalisation of participatory forms of governance that 
centre ethical deliberation of public values in policy decisions.

An overview of pandemic public engagement

The breadth of engagement work conducted by UK organisations 
outside of central government during the coronavirus pan-
demic demonstrates the variety of methodologies, purposes and 
partnerships that can be employed for publics to participate in 
policymaking. The heterogeneity of these activities confounds any 
attempt at providing necessary and sufficient conditions for what 
makes something ‘public engagement’ (Webb, 2021b) but their 
overlapping features can be shown through case studies of work 
carried out during the pandemic.

Surveys, focus groups and workshops have all been used to gain 
a better understanding of public perspectives on key issues during 
the pandemic. For example, a 1,003- person survey inquired about 
views on coronavirus certification (Serco Institute, 2021), while 
another survey of over 2,000 UK adults investigated attitudes 
towards inequalities and coronavirus (Duffy et al., 2021). An 
online focus group was used to explore participant perceptions 
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and experiences of social distancing and social isolation during 
the pandemic (Williams et al., 2020), while a dialogic workshop 
investigated attitudes towards vaccination among minoritised 
groups (Traverse, 2021).

Publics have also been involved in creating tools to help others 
manage through the pandemic: the CoRay project, led by Emerging 
Minds, worked with young people to develop and share their own 
resources for dealing with the disruption and challenges the pan-
demic brought (Emerging Minds, 2022). Partnerships have been 
devised between research institutes and publics, for example when 
Health Data Research UK (HDR UK) created an eighteen- person 
public panel to explore perspectives on making regional, linked 
health data available to support vaccine safety research (Slape, 
2022). Elsewhere, the Scottish government crowdfunded ideas 
for the COVID- 19 response from its citizens, allowing registered 
users to submit ideas, rate the ideas of other users, and provide 
(moderated) comments (Participedia, 2021c).

Even more radically, deliberative democracy has engaged rep-
resentative groups of non- expert members of publics in learning 
from expert testimony, discussing, deliberating and making policy 
recommendations on pandemic issues, using deliberative bodies 
such as Citizens’ Juries and larger Citizens’ Assemblies. Cases in 
the UK include Citizens’ Juries assembled to deliberate on the pro-
vision of scarce ICU resources (Kuylen et al., 2021), on the use 
of health data to combat the pandemic (Oswald and Laverty, 
2021), and on building public trust in a contact tracing app (Ada 
Lovelace Institute, 2020). Deliberative approaches have also been 
used in devolved and local areas. A Citizens’ Panel in Scotland 
was made part of the oversight of the Scottish government’s cor-
onavirus response (Participedia, 2021d). A Citizens’ Assembly in 
Camden considered the impact of coronavirus on local residents 
(Participedia, 2021b), while one in Bristol set priorities for the city’s 
pandemic recovery (Participedia, 2021a).

Inadequacies in UK government pandemic public engagement

This diverse array of public engagement activities conducted during 
the pandemic stands in stark contrast to the role of publics in the 
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UK government’s decision- making at the beginning of the cor-
onavirus pandemic. Major decisions were taken which rested on 
catastrophically false beliefs about the purported behaviour of a 
homogenised and imagined public. The choice to delay lockdown 
until 23 March 2020 was taken partly based on concerns of behav-
ioural fatigue: the belief that the British public would never accept 
stringent lockdown measures for any significant length of time. 
This intuitive folk judgement –  connecting exceptionalist narratives 
about freedom- loving Britons and the Orientalist assumption that 
what was possible with a supposedly pliable Chinese public would 
not be accepted here –  was not based on any respected concept 
in behavioural science.3 Rather it was an imagined public, created 
by politicians and scientific advisers, that shaped the space of con-
ceivable policy decisions during the initial spread of coronavirus 
(Ballo et al., 2022: 11– 12). In 2020, the most important political 
decision since the Second World War was guided by the same phe-
nomenon that pragmatist philosopher, John Dewey, identified in 
1927: ‘our political “common- sense” philosophy imputes a public 
only to support and substantiate the behaviour of officials’ (Dewey, 
2016 [1927]: 150).

This could be excused as an unfortunate consequence of decision- 
making under conditions of extreme uncertainty, at the start of a 
pandemic which has often been described as unprecedented and 
unforeseeable.4 However, since that point, the UK government’s use 
of public engagement to inform policymaking was limited. Public 
engagement was used as a tool of measurement, as with surveys and 
opinion polls. Here, knowledge has been extracted from publics –  
for example, their attitudes towards social distancing requirements, 
their engagement with contact tracing, their willingness to get 
vaccinated, their support for vaccination certification, and so on –  
to inform policy decisions taken by government (ONS, 2023). It 
was also used to inform and influence publics in certain ways –  for 
example, through public information campaigns informing people 
about social distancing rules or encouraging them to get vaccinated 
(PHE, 2021).

Referring to Sherry Arnstein’s ladder of citizen participation 
(Arnstein, 1969: 217), government engagement operated at the 
level of what Arnstein identifies as ‘tokenism’ (see Figure 6.1). 
Informing publics, while a necessary first step to more substantive 
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participation, is often used as a one- way flow of information with 
limited opportunity for dialogue.5 Through these engagements, 
publics are made passive and disconnected from any direct creative 
influence on the decisions that affect them or the wellbeing of their 
fellow citizens.

Figure 6.1 Arnstein’s Ladder of Citizen Participation
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More substantive government- led engagement was rare. When it 
was sought –  for example, the call for evidence regarding attitudes 
to COVID- 19 vaccine mandates for care home workers –  no explan-
ation was provided in advance regarding how responses would be 
taken into account in the policy decision (GOV.UK, 2021). When 
in- depth interviews and focus groups were conducted with publics 
during the pandemic by the government and its opposition, the 
focus was often on overcoming barriers, that is, how to make an 
already agreed policy more palatable for citizens, or on perceptions 
and compliance with an agreed policy, for example social distan-
cing guidance (Mavron, 2021). Citizens who engaged in these 
discussions were not given the power to inform policymaking, 
merely to offer a reaction. This accords with Arnstein’s critique of 
‘tokenistic’ consultation practices, which often operate as nothing 
more than window dressing, a façade of engagement with no real 
substantive impact (Arnstein, 1969: 217).

Further up the ladder comes partnership –  where individuals are 
able to negotiate and engage in trade- offs with traditional power 
structures –  and delegation and citizen control –  where citizens 
occupy direct decision- making authority –  all of which confer 
increasing degrees of citizen power (Arnstein, 1969: 217). The 
examples of public engagement conducted during the pandemic 
given at the start of this chapter demonstrate the wide variety of 
methodological approaches that can be leveraged to meet aspirations 
higher up this ladder. But this work was largely conducted by pri-
vate organisations, academics, public and third sector bodies, or 
local and devolved authorities. Central government- led engagement 
never progressed above the lower rungs of the ladder.

The impossibility of value- free policymaking

This tokenistic engagement of publics was in keeping with the 
government’s self- mythologised model of pandemic decision- 
making. The claim that government decision- making was ‘guided 
by the science’ was a constant refrain at Downing Street press 
briefings (GOV.UK, 2020), as was ‘data not dates’ in planning 
the lifting of coronavirus (COVID- 19) restrictions (BBC News, 
2021). These narratives legitimised the government’s approach to 
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engagement. In focusing on measurement and communication, they 
created a role for publics as a collection of atomised data points, 
made passive subjects of scientific instruction, to be assessed like 
lab measurements in a research study, not engaged in collective 
processes of decision- making. Non- expert publics lack scientific 
expertise, and, if our decision- making process is simply following 
an imagined scientific consensus, climbing higher up the ladder of 
citizen participation to more proactively engage citizens is not only 
unnecessary but an irresponsible waste of time and money.

Of course, these narratives were fictions, promoting a model of 
scientific deference that obscured the essentially value- laden nature 
of political decision- making: for example, the relative weighting 
of economic activity, personal freedom, public health and diver-
ging pandemic risks to different demographic groups (Ballo et al., 
2022: 6). Nevertheless, as well as creating a scientised model of their 
imagined public, this narrative encouraged a hollowing out of how 
value- laden decisions were made and communicated. Inescapably 
moral decisions that rested with government were either offloaded 
to others, hidden from sight, or reimagined as encompassing 
purely ‘scientific’ concerns. In late March 2020, for example, when 
COVID- 19 threatened to overwhelm hospitals and necessitate 
triage decisions over ventilators and ICU beds, UK health officials 
rejected a draft guideline that proposed a scoring system incorpor-
ating age, frailty and comorbidities to guide allocation decisions 
(Kirkpatrick and Mueller, 2020). No official NHS guidance was 
produced, leaving decisions to local health authorities and indi-
vidual doctors (Wilkinson et al., 2020). The membership of the 
Scientific Advisory Group for Emergencies (SAGE) and the minutes 
from its early meetings were kept secret until the end of May 2020. 
As a result (and, presumably, by design) the process of how scien-
tific advice informed policy deliberations was made opaque to citi-
zens in the crucial early stages of the pandemic (Freedman, 2020; 
Landler and Castle, 2020).6 Furthermore, in advising on whether to 
recommend the vaccination of 12– 15 year olds, the Joint Council 
of Vaccination and Immunisation (JCVI) explicitly limited itself to 
consideration of the direct benefits and risks of vaccination on the 
child being vaccinated (JCVI, 2021). Consideration of the broader 
societal impacts of vaccination were not delegated to any other offi-
cial body, nor was an explanation provided for how they would 
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be considered in government decision- making. Arguably, a general 
culture of opacity as to how values informed government pandemic 
decision- making facilitated the obscuring of some of the values 
informing specific behaviours: for example, greed and cronyism in 
the procurement of government contracts (Siddique, 2022), and the 
prioritisation of internal Conservative Party unity in the decision to 
lift COVID- 19 restrictions (Riley- Smith and Knapton, 2022).

While government may still contend that it was accountable to 
citizens, this notion of accountability was devoid of any reference 
to ethical values. This was most obviously seen with Partygate,7 as 
even government figures who accepted this behaviour was wrong 
claimed that the continuing focus on Partygate was a distraction 
from getting things done, which is what they said people ‘really 
cared about’ (Rogers, 2022). Further, a key contention was that, in 
any case, it was undemocratic for the Prime Minister to leave office 
over the scandal because of the majority the Conservative Party 
had won at the last election (Wingate, 2022). But Partygate was 
about the moral conduct of individuals in government, and people 
did care about what Partygate revealed about the ethics of people 
operating at the highest levels of public office (Ferguson, 2022). 
Restricting the ability of citizens to advocate for ethical standards 
in public life to a vote in the General Election every four years –  
when this vote must also be used to express policy preferences and 
pass judgement on the competence of their local candidates for 
MP –  is, we argue, a massive hollowing out of ethics and public 
participation in governance.

The Hopkins Van Mil public dialogue

This reality –  of limited government public engagement, ethic-
ally opaque policymaking, yet a strong independent evidence base 
of meaningful coronavirus (COVID- 19) pandemic engagement 
activities –  influenced our own public engagement work during the 
pandemic. The authors of this chapter were researchers on the UK 
Pandemic Ethics Accelerator (hereafter ‘the Accelerator’), an inter-
disciplinary and cross- institution research group which worked to 
bring UK ethics research expertise to bear on the multiple, ongoing 
ethical challenges that arise during pandemics. The Accelerator 
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aimed to provide rapid evidence, guidance and critical analysis to 
decision- makers across science, medicine, government and public 
health (Ethics Accelerator, 2022).

Both authors were primarily attached to the Accelerator’s 
‘public values, transparency and governance’ workstream. As well 
as producing pieces of theoretical work –  including ethical ana-
lysis of pandemic public engagement activities (Webb, 2021b), a 
tracker of public engagement work conducted during the pandemic 
(Webb, 2022) and an analysis of the ethical arguments provided by 
Conservative MPs against COVID- 19 certification (Webb, 2021a) –  
this work stream aimed to directly engage publics and policymakers 
in the ethical challenges that arose during the pandemic.

Building on our analysis of pandemic public engagement work, 
we entered the planning of our own engagement having made 
some explicit methodological choices. Rather than measuring or 
predicting the beliefs or preferences of publics to gauge support for 
a proposed policy choice, we wanted to give space to participants 
to explore the relationship between their ethical values and the 
coronavirus response. This took us higher up Arnstein’s ladder of 
participation (Figure 6.1), and required a methodological approach 
aimed at facilitating dialogue and deliberation among participants. 
This explicitly ruled out opinion polls or surveys as methods. 
The Accelerator therefore commissioned the public engagement 
firm Hopkins Van Mil (HVM) to lead a public dialogue. HVM 
specialises in encouraging engagement through social research 
techniques to design, facilitate and report on approaches including 
dialogue, focus groups and community mapping (HVM, 2023).

Although this was only a small- scale public dialogue with twenty- 
four people from across the UK invited to take part, a specification 
and screener were used to ensure that the group reflected a diverse 
segment of the UK population, including guaranteeing a range 
of different locations: urban, suburban, rural and coastal (HVM, 
2021: 6). This was important because a major epistemic benefit of 
representativeness is that publics bring a diversity of experiences 
and expertise to discussions (Bohman, 2006; Landemore, 2013). 
Representativeness can lead to the inclusion of a broader range of 
ethical values than the usual risk- benefit calculations espoused by 
many experts, considering a range of social and practical consider-
ations that impact on those affected by policymaking.8
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We further reflected that many of the dialogic and deliberative 
events conducted in the UK during the pandemic, such as those 
detailed in the first part of this chapter, had a narrow, directed focus 
on a single issue or region. While the topics of dialogue in these 
events had clear ethical significance, public values were not always 
the explicit focus.9 In contrast, we wanted to give participants a 
wide degree of freedom to shape the topics of discussion and what 
they viewed as the key ethical issues emerging during the pandemic. 
A primary motivation for doing this research was the desire to use 
the results to engage policymakers with the values of importance to 
participants, in a way that prior government- led engagement work 
had not done.

HVM convened three two- hour workshops during July and 
August 2021, with sessions focusing on participants’ experiences 
with coronavirus, their priorities for the COVID-19 recovery, and 
how they believed the UK government should prepare for future 
pandemics. An online homeworking space was also in use before 
and during the dialogues, so that participants could watch infor-
mational videos, engage in online discussion and deliberation, and 
shape aspects of future workshop sessions.

A thorough summary of the processes and results of this engage-
ment can be found in the HVM report ‘Pandemic ethics: a public 
dialogue’ (HVM, 2021). However, we wish here to briefly high-
light some of the distinctive ethical perspectives participants 
brought to the engagement. Participants spoke candidly about their 
frustrations with the government’s lack of recognition of the value- 
ladenness of decision- making –  ‘Not once have I heard anybody 
mention the ethical implications of going into lockdown’ (HVM, 
2021: 34) –  and a desire for meaningful public engagement to meet 
this challenge: ‘Let’s get a policy built from that, so all of us can be 
involved’ (HVM, 2021: 41).

Some participants were concerned that vaccines were not the all- 
protective shield they were sometimes presented as being (HVM, 
2021: 16), and recommended extra steps be taken to protect the clin-
ically vulnerable, including the destigmatisation of mask wearing 
(HVM, 2021: 21), increased capacity for home working (HVM, 
2021: 24), and increased support for community healthcare (HVM, 
2021: 27).10 Many participants were sceptical of the return to 
normal promoted by the government (HVM, 2021: 20), and viewed 
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the pandemic recovery as an opportunity to embrace new ways of 
living, with increased support for mental health (HVM, 2021: 22), 
research into long COVID (HVM, 2021: 23), and experiments 
in Universal Basic Income (HVM, 2021: 28– 29). Finally, they 
examined issues through novel ethical lenses, considering safety 
(HVM, 2021: 33) and kindness (HVM, 2021: 26) as key ethical 
values, and over the course of the dialogue shifted from an initial 
focus on individual choice to a more collective response to adversity 
(HVM, 2021: 40).

The researchers at HVM highlighted several key priorities iden-
tified by participants as particularly important for the corona-
virus recovery and future pandemic responses. They included the 
following:

• Re- balance inequalities that coronavirus exposed and 
exacerbated: address disparities in healthcare, particularly 
those experienced by people with Black, Asian and Minority 
Ethnic heritage, and combat poverty which worsened alongside 
intolerable inequalities.11

• Build trust and transparency into government policies and 
actions: for example, through greater collaboration across the 
home nations to provide consistent and clear messaging and 
communications for citizens across the UK.

• Develop public involvement in policymaking: to create a society 
which is resilient in the face of future pandemics, participants 
want ordinary citizens to be involved in shaping future policies 
(HVM, 2021: 2– 3).

The Westminster policy workshop

Following the publication of the dialogue report in September 2021, 
the Accelerator hosted a workshop in the Houses of Parliament to 
engage policymakers, advocate for greater public engagement in 
ethical policymaking, and showcase the results of the dialogue. The 
logistical challenges of securing a venue in parliament, our desire 
to invite a wide variety of stakeholders, and the need to organise 
a high- quality programme and set of speakers, meant the work-
shop took place in May 2022. It engaged forty parliamentarians, 
policymakers, patient representatives and academics.
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The ordering of events so that the public dialogue led into the 
policy workshop was designed intentionally to centre the outcome 
of the public dialogue in the aims of the workshop. Rather than 
centring the interests of policymakers, and having the questions 
they wanted to consider determine the content of the dialogue, we 
wanted the priorities and values of participants to be prioritised 
and decide the content of the policy workshop.

This was achieved in several ways. First, one- page summaries 
of the results of the HVM dialogue were distributed to attendees 
in information packs at the event. Second, the topics chosen to 
structure the event, and therefore influencing the choice of invited 
speakers and the content of the discussions, were taken directly 
from the priorities identified by dialogue participants. The first 
half of the event focused on addressing inequalities, and the 
second on trust and transparency. Both parts of the event involved 
one speaker directly describing the views of participants on those 
issues. Third, several speakers, including one of the authors of 
this chapter, made direct calls for more radical forms of participa-
tory engagement to be institutionalised in pandemic policymaking 
(something for which dialogue participants had also expressed 
a desire).

Despite the clear methodological justification for doing things 
‘this way round’, it is important to note the difficulties of this 
approach. One of the challenges of influencing policymakers is the 
need to meet them where they are: both physically –  which is why 
we wanted to hold the event in the heart of government –  and in the 
delivery of information, by providing specific content designed to fit 
their evolving agenda. A common objection to academics’ attempts 
to influence political decision- makers is that the former leave the 
latter with new questions, new problems and new complications, 
but few concrete solutions or suggestions as to how decision- makers 
should respond to the challenges they face. As Weible et al. point 
out in their widely cited paper on public policy, goal achievement 
in policy influencing often requires attention to issues within an 
existing government programme or policy (Weible et al., 2012: 6). 
Academics who wish to have a demonstrable impact on public 
policy are, therefore, often advised first to find out what problems 
policymakers face and want guidance on, and then to provide direct 
answers to those questions.
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This is a particular challenge given the kind of ethical expertise 
we were attempting to provide to policymakers. Knowledge can 
come in two forms, either propositional or performative (Archard, 
2011). Propositional knowledge is knowledge that something is the 
case, whereas performative knowledge is an understanding of how 
to enact or engage in a process. Propositional moral knowledge 
was not the form of ethical expertise that we wished the policy 
workshop to consider. Rather, we wanted to highlight the range of 
ethical factors that we argue must be weighed in pandemic policy 
decisions, and advocate for a long- term procedural shift where more 
power was given to the deliberations of publics as a key part of the 
performance of this weighing process. We wanted to give publics 
the opportunity to pose their own questions and develop their own 
solutions to the problems they have identified. It was observing a 
lack of opportunities for non- expert publics to have this kind of 
input in pandemic policymaking that motivated the HVM dialogue 
and our methodological choices. But this kind of engagement is less 
likely to receive uptake in policymaking, because, instead of pro-
ducing results already tailored to the immediate policy problems 
of decision- makers in positions of power, it may suggest different 
priorities altogether.

It is, therefore, possible that our workshop might have had 
more chance of directly impacting policy if we had done things ‘the 
other way round’, with the topics of the workshop being set by 
policymakers, and with the speakers providing their responses to 
these predetermined topics. But this would have taken control away 
from the participants whom we wished to empower. This tension 
is potentially irresolvable within the current policy landscape. It 
would only be resolved by a significant redistribution of power 
from the executive branch of central government (revealed by the 
pandemic to be the main source of decision- making authority) to 
publics assembled to discuss, deliberate and, crucially, to inform 
decisions. A central aim of our workshops was to advocate for that 
approach, to try to create the conditions from within which our 
dialogue and its deliberations would seem a natural and essential 
component of policymaking.

A further challenge with engaging policymakers in a workshop 
specifically focused on ethics is that they are afforded relatively few 
opportunities for structured discussion and deliberation on ethical 
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values. This can be seen in the ethical opacity of the UK’s COVID-19 
policies, and the way ethical values were missing in ‘follow the 
science’ narratives, as described in the opening part of this chapter. 
It was also seen through discussions at the policy workshop. One 
attendee12 described being asked to provide ethical input into the 
government’s decision of whether to introduce COVID- 19 vaccine 
certification, but upon submitting their report, being asked to remove 
the references to ‘solidarity’ within the document.13 The reluctance 
on the part of government to consider ethical values was reflected 
in the relative novelty, more than two years into the pandemic, of 
having an event in Westminster explicitly focus on pandemic ethics.

Key points emerging from our workshop were a call for explicit 
engagement with the ethical tensions of pandemic decision- making 
through trustworthy processes, including engaging publics on these 
matters of ethical value. The Accelerator offered support for this 
work through sharing tools to help approach ethically complex 
decisions in fast changing situations and build capacity to ensure 
ethics is at the centre of organisational decision- making. A sum-
mary of the workshop was produced, distributed directly to all 
participants, and published online (Manku, 2022).

The workshop was well received, with positive engagement 
during and after the event. It provided an opportunity to build 
relationships with policymakers, many of whom wanted to engage 
with the Accelerator further. Given that the objectives arising from 
the workshop –  particularly the need to effect procedural changes 
to embed ethics and public involvement into decision- making –  
can only properly be met in the long term, prolonged engagement 
with policymakers will be essential in securing them. However, the 
standard fixed- term funding model of projects like the Accelerator 
means that longitudinal engagement from within a single research 
initiative is a particular challenge. The maximum length for UKRI- 
funded coronavirus- specific projects was eighteen months (UKRI, 
2020). The Accelerator officially concluded its research activities on 
31 July 2022. Any further engagement that researchers on the pro-
ject can facilitate with policymakers to meet the goals arising from 
the workshop can only be done as individuals, without access to the 
project infrastructure for resources and support.

Our experience was that the point at which we had begun to build 
significant relationships, crucial for developing ethics expertise, was 
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also the point the project had to end. This funding model thus poses 
challenges to gaining the necessary recognition from policymakers 
for progress to be made. As Weible et al. (2012: 1) argue, successful 
policy engagement requires three factors: deep knowledge; building 
networks; and participation for extended periods of time. We 
were able to achieve the first two parts of this formula within the 
timespan of the Accelerator, but not the final one.

A final challenge was striking the balance between our work out-
side of governance processes, providing critique and modelling best 
practices, and that which made attempts, like the policy workshop, 
to directly influence policymakers and have an impact within the 
current political landscape. How best do we bring public ethics to 
policy: through modelling a constructive process from the outside or 
by trying to influence decisions from the inside? This is, in itself, a 
moral choice. The best chance of influencing policy entails moulding 
the advice to the needs of current decision- makers. It is hard to do 
that ethically when the behaviour of so many in the executive and 
ministerial positions of government has been shown to be unethical.

During the pandemic, there were multiple breaches of the Nolan 
Principles that are supposed to guide behaviour in public life 
(Oliver, 2021), and a revision of the ministerial code which failed to 
strengthen the enforcement of standards in government (Durrant, 
2022). Prime Minister Rishi Sunak only appointed Sir Laurie 
Magnus as his government’s ethics adviser in December 2022, 
over six months after the previous officeholder, Lord Christopher 
Geidt, resigned in June 2022, with two other prime ministers in 
that time having left the position vacant (BBC News, 2022). Prime 
Minister Sunak ignored the recommendations of the Committee on 
Standards in Public Life to give the adviser the authority to begin 
investigations into ministerial conduct without the authority of the 
prime minister (Brown, 2022). Furthermore, the only independent 
ethical body institutionalised within government, the Moral and 
Ethical Advsory Group (MEAG), which was set up in March 2020 
at the start of the pandemic to provide the government with expert 
advice on ethical issues in health and social care, officially closed in 
October 2022, following its last meeting in December 2021 (GOV.
UK, 2022). The short- lived nature of MEAG’s tenure is not a sign 
of a government committed to proactively engaging with the ethical 
aspects of its own policymaking.
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The attendees at our policy workshop all demonstrated a great 
commitment to integrating ethics into public life. But they were 
self- selecting. Those most in need of heeding the messages of the 
workshop were probably not in attendance. Unfortunately, at this 
moment in public life, they are the ones most likely to be wielding 
the greatest power.

Recommendations

How might these issues be addressed? There is no simple way 
to bridge the gap between modelling participatory governance 
and having internal influence on policymaking. One approach is 
through sustained modelling of best practice by non- government 
organisations. This approach enables reputations of competence to 
be built with sympathetic politicians or policymakers with power –  
which may be at a local or devolved level –  as a foundation for 
integrating those best practices into decision- making structures. 
During the workshop, Simon Burall, one of our panellists and a 
director at the public engagement company Involve, spoke about 
his own recent experiences with Camden Council using participa-
tory methods to design and implement a Data Charter, engaging 
local residents in deciding how their data should be used to deliver 
public services (Involve, 2022).14 This level of sustained engagement 
may not be possible for projects supported by short- term research 
grants, such as the Accelerator. But this would not be so great a 
problem if practices of participatory democracy were integrated 
into long- term decision- making structures, so that their presence 
would not remain dependent on sympathetic politicians and 
policymakers, who may be replaced by less sympathetic successors 
through the democratic process. Properly institutionalising par-
ticipatory democracy would allow short- term research projects to 
utilise existing structures to engage publics on particular questions 
rather than justify, create and promote an infrastructure from 
scratch each time.

Institutionalising participatory governance could also address 
two of the challenges recognised during our work: the gap between 
the challenges policymakers face and the perspectives of publics. By 
recentring ethical discussion and deliberation about public values 
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within policy decisions, the gap between the policymakers and 
publics would be bridged, and value judgements of publics would be 
integrated into decision- making from the outset. Experts who then 
engaged with policymakers on the pressing questions facing them 
would do so on the basis of their already having been informed by 
public deliberation. Our experience of the HVM dialogue indicates 
that those discussions would involve a plurality of sophisticated 
ethical perspectives grounded in the lived realities of ordinary citi-
zens, ensuring that policy decisions would not be so detached from 
ethical reasoning as they have been during the pandemic.15

But what could this institutionalisation of public dialogue 
and deliberation look like in practice? Although it feels very far 
removed from how UK government decision- making operated 
during the pandemic, there are moves from governments across the 
world to use approaches from far higher up Arnstein’s ladder of 
participation to integrate the perspectives of their citizens. Taiwan 
is an excellent example of the potential for mass participation delib-
erative approaches. It used online platforms to great effect during 
the pandemic to mobilise citizens in the fight against COVID- 19 
(Nabben, 2021). Taiwanese citizens were engaged in information 
gathering, discussion and deliberation which directly informed 
decision- making: an egalitarian vision of technology- facilitated 
democracy. A Citizens’ Council has been made a formal part of 
government structures in Paris (Sortition Foundation, 2021) as has 
a Citizens’ Assembly on climate in Brussels (G1000, 2022). The 
EU’s Conference on the Future of Europe involved four panels of 
200 European citizens from the twenty- seven member states, chosen 
through random selection (EU, 2022). This led to the European 
Commission committing to institutionalise European Citizens’ 
Panels (ECPs) as a regular part of consultations prior to major legis-
lative proposals (Greubel, 2022).

There are opportunities to be similarly bold in the UK, where 
local examples such as the development of Camden Council’s Data 
Charter could be scaled up to a national level. In 2022, Labour 
unveiled plans for House of Lords reform, committing to a con-
sultation on whether it should be replaced with an elected second 
chamber (Mason and Brooks, 2022). These plans were scaled back 
in 2023 (Helm and Savage, 2023). But even if an elected chamber 
were introduced, it is possible that it would be just as unresponsive 
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to the perspectives, values and arguments of ordinary citizens as 
the democratically elected members of the UK government were 
during the coronavirus crisis. To fully elevate citizens up Arnstein’s 
ladder, a representative body of citizens assembled through sorti-
tion to deliberate on ethically laden policy decisions could become 
an institutionalised part of government decision- making.

These proposals are radical, and we accept they must be 
embarked upon carefully and with an awareness of the challenges 
they face. The Conservative government did not show a desire 
to engage publics higher up Arnstein’s ladder of participation 
during the pandemic. As such support is an important ingredient 
in securing institutionalised public engagement (Cornwall, 2004), 
the case for it must be made as strong as possible. Though this 
reputation has been severely tarnished in recent years, the govern-
ment is expected to provide expertise and competence in decision- 
making. To create the best case for reform, efforts to institutionalise 
public deliberation should follow established best practice in order 
to ensure transparency, trustworthiness, and accountability to citi-
zens (Chwalisz, 2021). Participatory work must always have its 
motivations explicitly conveyed, its methodologies justified, and its 
results properly contextualised.

Institutionalisation is still in the experimental stage (OECD, 
2020). Even where it has seemed most successful, follow through 
is not guaranteed. Iceland’s 2010– 13 constitutional process, which 
engaged a representative Constitutional Assembly to review its con-
stitution, led to a revised text which won the support of 67 per cent 
of voters in a non- binding referendum. But efforts to enshrine it 
in law were abandoned following the succession of a new govern-
ment (Landemore, 2020). Early participatory budgeting initiatives 
in Brazil, which particularly focused on the preferences of poor and 
minoritised citizens, and led to a greater acknowledgement of their 
needs in municipal spending priorities, have been held up as a great 
success of public deliberation. However, over time, the level of pol-
itical endorsement for participatory budgeting waned, leading to its 
ultimate discontinuation in its birthplace of Porto Alegre in 2017 
(Abers et al., 2018). The challenges of building a more radically 
participatory democracy are very real. The case for its long- lasting 
institutionalisation in the UK must be made now, then again as it is 
established, and then again, and again, long into the future.
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Conclusion

This chapter has shown that publics have only been permitted 
a passive, disengaged role in public policymaking during the 
COVID-19 pandemic: policymaking that has too often failed to 
grapple with ethical values. Nevertheless, examples of more partici-
patory engagement demonstrate that involving publics and ethics 
in policymaking is possible. To realise this potential, we conducted 
our own public dialogue and brought its results to policymakers. 
Although the Accelerator’s main work is now completed, we as 
individual researchers will continue to advocate for the role of 
ethics in public life, and for a more radically participative role for 
publics in ethical deliberations to inform public policy.

Notes

 1 We use ‘publics’ rather than ‘the public’ throughout this chapter 
because there is no single monolithic public that can be surveyed, 
engaged or deliberated with. Instead, publics are constructed 
through different methods of engagement, and their characteristics 
and capabilities determined by this construction (Felt and Fochler, 
2010). Using the term ‘public’ would obscure the active process of 
constructing publics that has occurred throughout the pandemic. The 
use of ‘public values’ at points throughout this chapter should not 
be taken as a suggestion that there are fixed values all citizens share, 
but that more participatory and representative forms of engagement 
can be used to involve publics in dialogue and deliberation on policy 
decisions so that their ethical perspectives, informed by this process of 
engagement, can be accounted for in decision- making.

 2 The Accelerator’s website and research outputs can be found 
at: https:// ukpan demi ceth ics.org/ 

 3 Some later survey findings suggested this belief in a freedom- loving 
British public was not just false, but comically so. A survey into public 
attitudes towards the closure of various types of businesses during the 
pandemic found that 26 per cent of respondents were supportive of 
the closure of all nightclubs, even when there was no threat of corona-
virus at all (Skinner, 2021).

 4 Putting aside the fact that a zoonotic pandemic had been widely 
anticipated and the UK had been previously assessed as having the 
second highest level of pandemic preparedness in the world (Cameron 
et al., 2019).
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 5 Though Arnstein does not explicitly consider measurement as a form 
of participation, this has been pursued by the UK government as a 
method of engagement likewise characterised by one- way informa-
tion flow –  with information moving from measured publics to the 
government, but in a process controlled by government, with no 
channel for more participatory engagement to follow from it.

 6 This early opacity was a major factor in the decision to form 
Independent SAGE so that scientific advice was transparently avail-
able to citizens (Landler and Castle, 2020).

 7 A political scandal involving parties held by government staff during 
the pandemic while public health restrictions meant social distancing 
rules were in place which prohibited most gatherings: see BBC News 
(2023) for a timeline of events.

 8 For example, a Canadian public deliberation on colorectal cancer 
screening recommendations found particular participant concerns 
around the level of information regarding screening options that would 
be provided to patients, and vulnerability within the doctor– patient 
relationship if a patient resisted screening. These factors had not been 
considered by an expert panel which focused its analysis more narrowly 
on clinical benefits and cost- effectiveness (Solomon and Abelson, 2012).

 9 A clear exception to this general rule was the deliberative event on 
prioritisation of ICU resource allocation, which revealed considered 
prioritisation preferences balancing the ethical values of efficiency, 
vulnerability and equality. Our approach differed in that we wanted 
participants to shape the topics for discussion and deliberation rather 
than be directed to consider one particular topic, in this case the allo-
cation of scarce resources in an ICU (Kuylen et al., 2021).

 10 This collection of suggestions was reminiscent of the ‘Swiss cheese 
model’ in pandemic management, where multiple layers of risk man-
agement strategies are used to build more resilient health systems, 
in contrast to the government’s approach of removing protective 
measures as part of their ‘living with covid’ strategy (Williams and 
Michie, 2022).

 11 For more discussion on inequalities, coronavirus and the cor-
onavirus recovery, see Marmot et al. (2020). For a project on the 
experiences of Black and Asian healthcare staff during the pandemic, 
see Ramamurthy et al. (2022).

 12 This comment has been anonymised in accordance with the 
event being run along Chatham House Rules, where reporting of 
participants’ contributions is permitted provided these contributions 
are not attributed to any particular individual at the event.

 13 Solidarity can be defined as the enacted commitment to carry the 
‘costs’ (financial, social, emotional and other contributions) of 
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assisting others with whom a person(s) recognises similarity in a rele-
vant respect (Prainsack and Buyx, 2017: 77).

 14 This contribution to the workshop is attributed to Simon Burall with 
their permission.

 15 Relatedly, the OECD list seven purported benefits of representa-
tive deliberative processes: they can lead to better policy outcome, 
give decision- makers greater legitimacy, enhance public trust, signal 
civic respect and empower citizens, make governance more inclu-
sive, strengthen integrity and prevent corruption, and help counteract 
polarisation and disinformation (OECD, 2020: ch. 6).
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Introduction and roadmap

In this chapter, I argue that an emergency public health response 
is most effectively implemented when liberal democratic nation 
states recognise that their mandate to govern stems from their 
adherence to the core principles that underpin ideals and notions 
of democracy. There has been substantial critique of the way in 
which ‘illiberal democracies’ deployed measures justifiable during 
the pandemic to entrench authoritarian power. Drawing from case 
studies and the empirical, deliberative research of the Ada Lovelace 
Institute and the Bingham Centre for the Rule of Law, I show that 
the impact on the health of liberal democracies was also markedly 
damaging and profound.

Core principles, such as the rule of law, human rights and 
good governance principles, were systematically undermined 
and overlooked in numerous liberal democratic governments’ 
COVID-19 response. The effect of this was, I argue, to undermine 
the quality, effectiveness and legitimacy of government interven-
tion –  at a time when the government most relied on the confi-
dence of its people –  contributing to the longer term erosion of the 
health of democracy itself. In particular, the citizen juries under-
taken during the lockdown by the Ada Lovelace Institute and the 
Bingham Centre for the Rule of Law found that, despite the state of 
emergency implemented during the lockdown, people continued to 
expect good governance during the pandemic and did not readily 
accept that democracy itself could be paused (Patel, 2020a).

7
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confidence in a crisis: what can we 
learn about the pandemic’s impact 
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In future crises, democratic nation states need to create par-
ticipatory infrastructures, adapted to enable real- time collective 
dialogue, that complement the blunt instruments of emergency 
decision- making and act as a check against the risks of executive 
power overreach through (in effect) ‘pausing democracy’ or placing 
democracy itself in ‘lockdown’. Such participatory infrastructures 
would support the maintenance of the quality and health of dem-
ocracy. In this chapter, by reference to six short inter- related 
discussions and four evidence- based case studies (both from the 
coronavirus pandemic and other public health crises), I will take the 
reader through my developing argument. In concluding, I suggest 
that our empirically tested citizen jury model, piloted and adapted 
specifically for emergency situations, could (and, I argue, should) be 
adopted by policymakers going forward.

Discussion 1: Democrats relied on the social contract  
in a crisis, but also eroded it

I wish to be somebody, not nobody; a doer, deciding, not being 
decided for. … I feel free to the degree that I believe this to be 
true, and enslaved to the degree that I am made to realise it is not. 
(Berlin, 1969)

The use of emergency powers (as set out in the Public Health Act 
1984 and Coronavirus Act 2020) imposed as a direct result of the 
UK government’s COVID- 19 response undeniably, eroded most 
people’s sense of agency –  their natural desire to ‘be somebody’, 
and to be free (Berlin, 1969).

This generated widespread resistance from some members of 
the public, manifesting in outright rejection of particular govern-
mental policies such as mask wearing, vaccine uptake and lock-
down restrictions (Kleitman et al., 2021). While policymakers, 
scientists and researchers opted for the simplistic narrative of 
assuming these individuals were ‘misinformed’ or ‘disinformed’, 
many risked overlooking substantive differences of viewpoints, 
values and perceptions that needed to be understood and engaged 
with directly (Nuffield Council on Bioethics and Involve, 2020). 
The state of emergency also contributed towards a concern among 
some members of the public that they were being reduced to passive 
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‘recipients’ of government policy in the crisis rather than active co- 
creators of the crisis response.

However, while specific individuals expressed concerns about 
their individual rights and freedoms being compromised due to 
the pandemic, the majority of people in liberal democracies did 
comply to some great extent with policies designed to manoeuvre 
their societies out of the crisis. However, their compliance does 
not suggest that they necessarily agreed that all exercise of emer-
gency power was proportionate or accepted that democracy itself 
was a luxury in the pandemic that needed to be paused for the 
greater good.

On the contrary, I argue that compliance reflects adherence to a 
different viewpoint about democracy, even in a crisis. Social con-
tract democracy theorists, for instance, propose that true liberty 
can only emerge from active participation in a society that secures 
the wellbeing and rights of its citizens through the establishment of 
a social contract (Rousseau, 2004 [1762]). This notion of a social 
contract is therefore founded on the premise that, without the exist-
ence of government and governmental intervention, life would be 
‘nasty, brutish and short’ (Hobbes, 2008 [1651]).

In a more contemporary context, the work of both Rousseau 
and Hobbes has been adapted by Rawls to indicate that the social 
contract grounds justice itself in a democratic society –  recognising 
that the source of these principles of justice and equity are them-
selves necessarily social (Rawls, 1999 [1971]). As the pandemic 
and the responses worldwide from governments and their citizens 
illustrate, without the existence of democratic infrastructures and 
government intervention at all, life would have indeed been nasty, 
brutish and short or, at the very least, nastier, more brutish and 
shorter –  COVID- 19 was a very real threat that required a swift, 
broad brush and collective societal response to contain its spread. 
This is borne out by research into compliance that suggests the key 
factors facilitating compliance were first, a desire to reduce risk to 
oneself and one’s family and friends and then, to a lesser extent, 
to the general public. Also of importance were a desire to return to 
normality, the availability of activities and technological means 
to contact family and friends, and the ability to work from home 
(Wright et al., 2022). It was this notion of democracy that citi-
zens accepted. Rather than a pausing of democracy itself, people 
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continued to expect good governance during the pandemic, as 
findings from numerous citizen juries undertaken during the lock-
down demonstrated (Patel, 2020a).

On the whole, politicians and policymakers did not understand 
that this was expected of them during COVID- 19. Politicians asked 
people to both consider others and the long term in acting to address 
the pandemic but did not demonstrate their own trustworthiness in 
navigating the crisis (Annweiler et al., 2021). In failing to reassure 
and persuade their citizens that they were committed to the protec-
tion of democratic rights and liberties in the long term, and thereby 
to justify the extraordinary measures that they needed to take, 
politicians and policymakers created a crisis of confidence rather 
than confidence in a crisis (Patel, 2020a). In short, policymakers did 
not recognise that they were both relying on and seeking to recon-
stitute the ‘social contract’ at a time of crisis and asking citizens 
actively to co- create the (worse) new deal.

Internationally, a Freedom House (2020) study found that dem-
ocracy itself was weakened in eighty countries, including liberal dem-
ocracies, due to the pandemic. Among the study’s 398 global civil 
society survey respondents, 27 per cent reported government abuse 
of power as one of the three issues most affected by the coronavirus 
outbreak. Worldwide, officials and security services perpetrated 
violence against civilians, detained people without justification and 
overstepped their legal authority (Freedom House, 2020).

I argue, with reference to UK and US examples, that these actions 
had the long- term effect of undermining the legitimacy of govern-
mental actions and, thus, confidence in government, at a time when 
it was most needed to generate buy- in and compliance. It also 
impacted on the likely effectiveness of their interventions.

Discussion 2: States of emergency

Despite the fact that ministers required democracy itself to operate 
with confidence and legitimacy from the public, politicians in liberal 
democratic states almost universally entrenched executive power 
through a variety of mechanisms. Emblematic of this were the ‘states 
of emergency’ declared worldwide, which enabled governments to 
deal swiftly with the emergency, but also had the effect of actively 
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concentrating untrammelled executive power and contorting the 
democratic state into an ‘Emergency State’ by eroding fundamental 
democratic constitutional checks and balances (Wagner, 2022). 
This was a worldwide phenomenon –  in Israel, for example, the 
judiciary was suspended, electronic surveillance and the tracking of 
patients was implemented, and parliament was shut down for four 
days (Wagner, 2022), leading to claims that emergency powers had 
been pushed to their limits.

Even particular day- to- day choices in the UK, such as parlia-
mentary and council decisions to return to deliberating in person 
during the pandemic while social distancing and mask wearing 
were necessary, had the effect of undermining the quality of 
debate and discussion (White and Lilley, 2021). This, therefore, 
had the effect of corroding the very institutional frameworks and 
structures on which government demands for public compliance 
relied. Fukuyama, for instance, found that the factors responsible 
for successful pandemic responses were state capacity, social trust 
and leadership and that even those historic liberal democracies 
that lacked those features struggled in their response to the pan-
demic (Fukuyama, 2020).

Discussion 3: Abrogation of the rule of law

Lord Bingham defined the rule of law in its essence in the following 
way: ‘all persons and authorities within the state, whether public 
or private, should be bound by and entitled to the benefit of laws 
publicly and prospectively promulgated and publicly administered 
in the courts’ (Bingham, 2011).

During the pandemic, governments found they needed to ask, 
and sometimes require, or enforce, people to give up their indi-
vidual freedoms to realise societal freedoms –  crucially to enable a 
successful navigation out of the pandemic for everyone. Challenges 
arose when people decided not to comply, particularly when the 
rules were ignored by the very individuals responsible for cre-
ating them, as the trip to Barnard Castle by policymaker Dominic 
Cummings served to illustrate.

The ‘Cummings effect’ significantly shaped how the public 
perceived government policymaking –  surveys undertaken during 
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lockdown show that confidence in the government stabilised and 
improved in the fortnight prior to Cummings’ trip to Barnard 
Castle, but that confidence suddenly decreased further after that 
event (Fancourt et al., 2020). Subsequent public and societal anger 
about the Downing Street parties underline this point –  there 
remained the clear expectation that the application of all laws to all 
persons should remain, without exception. The independent inves-
tigation led by Sue Gray into the civil service Downing Street parties 
held during lockdown rules found: ‘At least some of the gatherings 
in question represent a serious failure to observe not just the high 
standards expected of those working at the heart of Government 
but also of the standards expected of the entire British population 
at the time’ (Gray, 2022: 7).

Discussion 4: Surveillance technologies

Unique to the COVID- 19 pandemic was the rapid acceleration of 
technologies and the onset of electronic surveillance worldwide. At 
the same time as policymakers recognised how technologies could 
help citizens extend their sense of agency in day- to- day life through 
enabling remote work, remote education, remote council meetings, 
and opportunities to share knowledge and learning digitally, by 
way of example; some other technologies were rapidly accelerated 
in ways that did the opposite –  they sought to exercise some level 
of government control over, or power to influence and shape, the 
behaviour of citizens.1

In Singapore, for instance, a COVID- 19 digital contact tracing 
app, TraceTogether, was being accessed by the police for crim-
inal investigations, despite reassurances of privacy from ministers 
(Han, 2021). Privacy experts increasingly expressed concern that 
governments would accumulate more personal information, with a 
view to shaping and influencing their citizens, than was necessary 
or proportionate to respond to the public health crisis, and would 
otherwise use that information to contravene the principles of indi-
vidual autonomy and freedoms.

Despite substantial concerns about democracy and rights in 
the context of their use, they relied deeply on the conception of 
the social contract for their use and uptake, thus creating a highly 
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compromised and ambivalent approach to their use at the outset by 
both citizens and policymakers. Two case studies follow, by refer-
ence to which I exemplify these concerns.

Case study 1: NHS Test and Trace contact tracing app (UK)

The UK’s digital contact tracing app was a mobile application 
developed by the UK government to assist in the identification and 
notification of individuals who may have come into contact with 
someone infected with COVID- 19. The app used Bluetooth tech-
nology to detect when two app users were in close proximity to 
each other for an extended period of time. If one user later tested 
positive for COVID- 19, the app would alert other users who had 
been in close contact with that person and provide guidance on 
what steps to take next. The app was launched in September 2020, 
after a prolonged development period and some controversy due to 
concerns expressed by privacy organisations. It was initially only 
available in England and Wales, with Scotland taking a distinct 
approach.

The Test and Trace app was problematic for a number of 
reasons. There was a fundamental concern about its effectiveness 
in identifying close contacts. In addition, there were concerns over 
privacy and data protection, a lack of transparency in the devel-
opment process, the potential for misuse and commercialisation 
of data and accessibility for people with disabilities. Additionally, 
the app was initially centralised, meaning that data were stored 
on a central server rather than on users’ devices, raising concerns 
about government surveillance. Following an initial trial on the 
Isle of Wight, the Information Commissioner’s Office2 undertook 
a Data Protection Impact Assessment, and indicated the lack of 
clarity about data collection gave rise to concerns that its collection 
was not proportionate (Civil Service World, 2020). Overall, these 
issues highlighted the need for a more democratic and transparent 
approach to the development and implementation of digital tech-
nologies for public health purposes.

The UK’s National Audit Office (NAO) published a report in 
December 2020 on the government’s approach to Test and Trace 
during the COVID- 19 pandemic, including the digital contact 
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tracing app. The report highlighted several issues and challenges, 
including the delayed launch of the app and the need to integrate it 
with the existing manual contact tracing system.

The NAO also raised concerns about the effectiveness of the app, 
noting comparatively low levels of uptake for the level of public 
investment that development of the app had necessitated, and iden-
tifying that it was unclear what impact the app had had on redu-
cing the spread of COVID- 19 in the UK. It concluded that ‘for as 
long as compliance is low, the cost- effectiveness of [NHS Test & 
Trace]’s activities will inevitably remain in doubt’ (National Audit 
Office, 2020).

An international review of similar apps, including in Australia 
(New South Wales) and in Switzerland, found that digital contact 
tracing itself is a complex public health intervention depending not 
just on the functioning of the technology but also on its adoption by 
its users and on its wider integration into the broader public health 
response system. Despite the fact that similar technologies were 
rolled out internationally, levels of uptake and confidence varied 
enormously, suggesting that social factors (trust and confidence) 
played a key role in enabling uptake.

The [Swiss] study found that ‘the optimal implementation of a 
digital contact tracing app must account for the epidemic context 
and deal with acceptability, privacy, and the respect of civil lib-
erties’ (Poletto and Boëlle, 2022). I go a step further than this to 
suggest that where there was a lack of confidence more broadly in 
the government’s pandemic response, there was a lack of uptake.

Case study 2: Vaccine passports (UK)

Vaccine passports are documents or digital certificates that provide 
proof of a person’s vaccination status against a particular disease, 
such as COVID- 19. The purpose of vaccine passports is to allow 
vaccinated individuals to show that they are protected against the 
disease, thereby reducing the risk of spreading the disease to others.

In navigating the pandemic, numerous governments and nation 
states mooted the development of digital health and vaccine 
certificates. This generated considerable societal debate and contro-
versy. Individual rights concerns arose from the potential for vaccine 
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passports to be used as a tool for government surveillance and con-
trol. There were concerns about the potential for these passports 
to be used to restrict individual freedoms, such as the freedom of 
movement, and to create a ‘two- tier society’ where those who are 
or choose to be vaccinated have greater freedoms and opportunities 
than those who are not.

Others expressed the concern that vaccine passports did not 
guarantee immunity from infection or reinfection, and thus that 
the implementation of the initiative may risk increasing the preva-
lence and spread of COVID- 19 inadvertently (Ada Lovelace 
Institute, 2021).

Despite those concerns, digital vaccine passports were also 
contextualised by proponents and governments as enabling demo-
cratic freedoms –  yet again, manifesting the ambivalent demo-
cratic positioning of policymakers in relation to their use of the 
technology. As well as using the technology to exert some level of 
influence or control over citizens’ freedom of movement, arguments 
positioned the technology itself as mediating increased access to 
individual rights and freedoms.

For instance, vaccine passports were suggested as a way to enable 
increased individual freedoms (presenting an opportunity to emerge 
from lockdown while minimising risk or exposure through vaccine 
certification) –  the Tony Blair Institute for Global Change described 
them as the ‘ultimate exit strategy’ (Tony Blair Institute for Global 
Change, 2021). They were proposed as a mechanism to facilitate 
the safe resumption of activities such as international travel, large- 
scale sporting events and attendance at bars, restaurants and hotels.

However, in reality, they were often used in implicitly coer-
cive ways –  for instance, they were mandatory for international 
travel and thus enjoyed success and uptake due to people’s appe-
tite for travel. However, appetite for their use in domestic contexts 
remained limited –  in the UK they were initially required for some 
venues in all of the four nations but were later phased out (White 
and Lilley, 2021).

This followed the finding from the Public Affairs and 
Constitutional Committee that the government should abandon 
its ‘unjustified plans’ and that the government had ‘failed to 
make the scientific case’ for their use (Public Administration and 
Constitutional Affairs Committee, 2021).
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Discussion 5: The undermining of democracy in turn 
undermined the quality of science and data

Beyond the day- to- day of the pandemic response, this ambivalence 
also manifested at a different level –  the ‘science- led’ approach 
claimed by policymakers existed in tension with the practical 
constraints of resourcing and truly enabling a data- driven approach. 
This resulted in the critique that ‘following the science’ mantra 
often adopted by policymakers had the effect of transforming 
science into a ‘fig- leaf’ for decisions that were predominantly 
values- laden and political in nature (Wagner, 2022). The narrative 
of ‘scientism’ from the UK government served to mask the reality 
of decision- making in the pandemic: while it was important for the 
government to be guided by scientific advice, good judgement and 
interpretation of societal values were equally (some might argue 
more) important. This, in turn, required collective intelligence at 
a time when the power to make decisions was concentrated in the 
hands of comparatively few. As events in the UK illustrated, there 
was a need for both more principled approaches to governance and 
more principled approaches to government itself, particularly by 
the front benches.

One of these approaches is epistemological pluralism, which 
essentially means an acceptance that we can know and understand 
things in alternative ways. This, despite the increasing evidence that 
points to the value of epistemological pluralism, and the importance 
of ‘self- consciously recogniz[ing] the limits of [one’s own] epistem-
ology … and engag[ing] with other approaches without attempting 
to usurp them’ (Beaumont and de Coning, 2022).

Policymakers struggled with the epistemological openness that 
marks the feature of democratic society –  what Popper described as 
the ‘open society’ (Popper, 1945). In such a society, epistemological 
pluralism is able to thrive –  there is the recognition that know-
ledge itself (particularly the approach to science and policymaking) 
requires pluralism to develop and advance rather than the propos-
ition of a single viewpoint.

In their efforts to deliver clear and consistent messaging about 
what was required for compliance from citizens, policymakers 
found themselves at times masking the rationale for their decisions 
or presenting only a singular perspective on the data. In so doing, 
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they delivered a simplified view of COVID- 19 itself, rather than 
acknowledging that their work was founded on assumptions and 
itself subject to an ongoing process of continuous and rapid epis-
temological inquiry.

In illustrating the risks generated by such an approach I turn to 
two further case studies –  one from the time of cholera in the nine-
teenth century, and one from the COVID- 19 pandemic itself.

Case study 3: The pump handle and John Snow

There is a saying, incorrectly attributed to Mark Twain, that states, 
‘History never repeats itself but it rhymes’. We can look towards 
the nineteenth- century cholera outbreak in London’s Soho to iden-
tify some ‘rhyming patterns’ that might inform politicians’ and 
policymakers’ often conflicted and ambivalent approaches to data 
use and evidence (and thus, to a genuinely ‘open society’) in times 
of crisis.

In 1854, Snow’s use of a dot map to illustrate clusters of cholera 
cases around public water pumps, and of statistics to establish 
the connection between the quality of water sources and cholera 
outbreaks, led to a breakthrough in public health interventions –  
and, famously, the removal of the handle of a water pump in Broad 
Street.

Although John Snow had persuaded government officials to 
remove the handle of the water pump he had linked to cholera cases 
in Soho, his own explanation of the cause of cholera outbreaks –  
that it was a water- borne disease –  was rejected for months. The 
Board of Health issued a report that said, ‘We see no reason to 
adopt this belief’ –  prompting Snow to continue to gather data 
about cases of cholera, tracing them back to the pump.

Scientific orthodoxy at the time preferred the ‘miasma’ theory –  
that cholera was caused by the inhalation of vapours in the atmos-
phere –  and it took considerable time for Snow’s hypothesis to be 
taken seriously. In the meantime, people were falling ill and dying.

There can be a discrepancy between what the data say we 
should do, and what governments want to do –  other short- term 
economic and political pressures push against the evidence base, 
compounding a natural resistance to change.
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Furthermore, as the examples of both NHS digital contact 
 tracing and vaccine passports illustrate, how the data is generated 
is of great significance and importance. Equally likely to be the 
site of political contestation is the purposes for which the data 
is used.

The John Snow Society, at its annual Pumphandle Lecture, 
commemorates, through a ceremonial removal and reattachment 
every year of a pump handle, the medical world’s ongoing struggle 
against such forces (Patel, 2020c). This example illustrates the 
importance of both data and other types of knowledge in addressing 
the crisis.

Thus, epistemic pluralism, a core feature of an open and demo-
cratic society, is itself central to liberal and democratic states navi-
gating their way out of the pandemic, saving lives and offering 
timely responses to public health emergencies.

However, Case study 4 uses a more contemporary point from 
the pandemic to illustrate a similarly ambiguous relationship with 
evidence and data that policymakers exhibited worldwide.

Case study 4: Johns Hopkins data dashboard (USA)

Despite their claim to be ‘led by science’, many actions by 
policymakers served to suggest otherwise. A key example of a real- 
time resource established in the early days of the pandemic was the 
aggregated database established by Johns Hopkins University –  a 
web- based dashboard that mapped (very rapidly) the growth rate 
of incidences of COVID- 19 deaths and recovery cases across 
the world. This source of data was vital for policymakers and 
researchers to understand and track the incidence of COVID- 19 
worldwide.

The Johns Hopkins data dashboard became essential for 
decision- makers as it enabled them to track the spread of the virus 
worldwide, with the university reporting that the dashboard was 
viewed more than 2.5 billion times and that more than 200 billion 
requests for data were received.

However, the dashboard encountered (over time) significant 
resistance, with a number of US federal agencies and states failing 
to share data in a timely fashion, or at all. It also encountered 
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barriers when it came to the standardisation and consistency of 
data collection worldwide.

Ultimately, the dashboard closed, due to the lack of adequate 
participation from governments around the world to provide an 
accurate perspective on transmission (Torkington, 2023).

The Coronavirus Research Centre (CRC), which hosted the data 
dashboard, found that, from 2021, US states and counties began to 
consistently reduce the amount of publicly reported data, leading 
the CRC to discontinue hourly reporting for testing and vaccine 
data. Public reporting continued to decline from then onwards.

Meanwhile, the federal government significantly expanded its 
data tracking and reporting capacities (Donovan, 2023).

As these examples illustrate, despite claims of being ‘science 
led’, the behaviour of policymakers, when it came to access to and 
control of data about the pandemic, contributed towards concerns 
that the science was instead being led by politics. This contributed 
to widespread societal concern, in turn undermining the spirit 
of epistemological inquiry that characterises a genuinely demo-
cratic and open society, but also undermining the potential for the 
effective functioning of science at a time when this was crucial for 
the effectiveness of policymaking (Popper, 1945). Yet again, the 
task for policymakers was to interpret and apply the principles 
of epistemological openness to the context of the crisis –  rather 
than to reach immediately for and adopt the ‘closed’ epistemo-
logical model. The lessons of history (the cholera outbreak) as well 
as the instance of the Johns Hopkins database serve to illustrate 
this point.

Discussion 6: Towards confidence in a crisis –  where next?

As part of a UKRI COVID- 19 rapid- response grant, I was a 
co- investigator on behalf of the Ada Lovelace Institute, with 
researchers from the University of Edinburgh and the Bingham 
Centre for the Rule of Law, exploring citizens’ views and values in 
the UK through the use of citizen juries. Our participants (n =  50) 
were demographically sampled to represent the diversity of the 
UK population, while including a significant number of individ-
uals from clinically vulnerable groups and disproportionately 
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affected minorities (Bingham Centre for the Rule of Law, 2020). 
The group was purposively sampled with a broad distribution 
of age, gender, ethnicity and location (rural, market town and 
urban split), with slight overrepresentation of those who were 
asked to shield due to COVID- 19 vulnerability in the pandemic, 
to ensure adequate representation of their perspectives. They 
were recruited by the agency People for Research to meet the 
pre- identified quota sample and remunerated for their time to 
contribute.

This project, at the intersection of law, ethics, citizen deliber-
ation, public health and data science, aimed to develop a values- 
based framework to help understand and address the challenges 
posed by data- driven responses to public health emergencies and 
the need to build public trust.

The juries that deliberated as part of this work examined a 
range of data- driven technologies deployed in response to the pan-
demic, including digital contact tracing, vaccine passports to enable 
freedom of movement, and the use of the Shielded Patients List to 
identify those most vulnerable.

The two online citizen juries were held during summer 2021. 
Each jury deliberated for four consecutive days. The jury process 
combined short briefings by experts, followed by extensive delib-
eration within the jury group and a final presentation of preferred 
regulatory frameworks to policymakers from the NHS, UK govern-
ment and devolved administrations.

Jurors met for two- and- a- half hours each day from Monday to 
Thursday in a single week, to hear presentations and take part in 
facilitated discussions in breakout groups. Each jury followed the 
same structure:

• Day 1: Jurors were introduced to the project, provided with 
an overview of data- driven technologies deployed in response 
to the pandemic, and given some initial provocations around 
challenges for the rule of law and good governance to aid their 
deliberations.

• Days 2– 3: Jurors were given presentations about their chosen 
case studies –  vaccine passports, risk- scoring algorithms and the 
General Practice Data for Planning and Research programme 
(GPDPR) –  from experts who spoke either for or against each 
case study. Following these discussions, jurors discussed the 
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technologies in depth in their deliberations –  articulating ‘green 
lights’, ‘red lines’ as well as conditions and safeguards relating 
to the technologies themselves.

• Day 4: Jurors reflected on all they had heard in the previous days 
and discussed conclusions across the technologies –  developing 
and co- creating principles for good governance in emergencies.

The process aimed to identify areas where there were substantial 
points of disagreement, as well as consensus, crystallising their 
deliberations into a set of principles for good governance of the use 
of the technologies that were discussed.

The process provided a fascinating window on the extent to 
which good governance and the rule of law were considered 
important by members of the public, not only in the context of pan-
demic response measures but also in relation to other democratic 
developments in data- driven technologies that could be anticipated 
in future (Patel et al., 2022).

Importantly, through the method of deliberation itself, we aimed 
to reflect in the juries the ambivalence, nuance and the wide range 
of values and views held by citizens more broadly, both in terms of 
the restrictions on their lives during lockdowns and in the context 
of the use of rapidly developing technologies.

The deliberative process also challenged participants to work 
together, putting the ambivalent and wide- ranging views to work as 
a tool for developing each jury’s own views on good governance in 
a crisis. Informed by these deliberations, the Ada Lovelace Institute 
synthesised the seven key principles required for good governance 
of technologies.

I suggest that these principles need not be constrained to the 
technologies themselves, but have wider relevance, even to inform 
how democratic states might best govern themselves to (more) suc-
cessfully navigate similar crises in future. This would help address 
the gap in the literature at which this book is directed –  an initial 
review indicating that, despite the breadth of literature reviewing 
the impact of the pandemic in retrospect, there is markedly limited 
research and work seeking to articulate good governance, particu-
larly by understanding the views of citizens themselves.

Thus, the work of the Ada Lovelace Institute and the Bingham 
Centre for the Rule of Law represents a contribution, not just to 
the debate about the good governance of technologies, but more 

 

Reema Patel - 9781526180056
Downloaded from manchesterhive.com at 06/04/2024 03:35:47PM

via Open Access. CC BY
https://creativecommons.org/licenses/by/4.0/

https://creativecommons.org/licenses/by/4.0/


165What was the pandemic’s impact on democracy?

165

broadly, to an understanding of good governance for a public 
health response to a pandemic, mediated by rapidly developing 
technologies. In Table 7.1 I have adapted these seven principles to 
suggest how they might inform successful public health emergency 
decision- making and governance more widely.

Table 7.1 Seven principles for successful public health emergency 
decision- making and governance

Principle Significance for crisis decision- making

Transparency, 
communication 
and clarity

To support clear and consistent communication 
on the use of public health measures in a crisis

Accountability To reinforce the importance of adherence to 
the rule of law from all parties, including 
government and policymakers themselves

Ensuring appropriate checks and balances are in 
place

Equity, 
inclusivity and 
non- discrimination

To ensure that the use of public health measures 
does not exacerbate inequities within society, 
or create a two- tiered society

Protection of 
personal freedoms

To ensure that public health measures, so far 
as possible, should recognise and respect 
individual freedoms and rights

Proportionate and 
time- limited 
measures

To ensure that public health measures strike 
the appropriate balance between public 
health needs and risks to individuals and 
society –  pandemic response measures 
designed explicitly for the crisis must not 
extend into post- pandemic data futures

Emergency 
preparedness and 
planning supports 
epistemic pluralism

To acknowledge that effective, accurate and 
responsibly managed data and other relevant 
evidence form the basis for preparedness, 
planning and crisis response measures

Trustworthiness Organisations and governance structures 
implementing a public health or emergency 
measure must be trustworthy, and must act in 
demonstrably trustworthy ways
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In addition, participants articulated numerous ‘red lines’ –  clear 
boundaries that public health decision- makers ought not to over-
step. Again, while these were initially generated for the use of tech-
nologies as a public health intervention, they can be extrapolated 
more widely for public health measures in general. The citizen 
juries’ ‘red lines’ were:

• Public health measures should not create a two- tiered society 
that disproportionately discriminates against or disadvantages 
certain groups.

• Any measures exceptionally and temporarily accepted during 
the pandemic should not be extended into the future, after the 
pandemic ends.

• Public health measures should not be used to surveil, influence, 
profile or predict the behaviour of individuals.

Institutionalising deliberation at a time of crisis: a conclusion

The process of public deliberation piloted by the Bingham Centre 
for the Rule of Law and by the Ada Lovelace Institute (through the 
pandemic) itself illustrates the potential for governments to operate 
in a deliberative and democratic manner, even at a time of signifi-
cant pressure and crisis.

At a time where executive decision- making is concentrated in 
the hands of very few, there are significant benefits to broadening 
out consideration of decision- making on issues as controversial or 
challenging as vaccine passports or contact tracing to a broader 
range of viewpoints. The ‘mini public’, adapted to convene rapidly, 
represents a practical and feasible way to do so (Patel, 2020b).

Our work demonstrates the feasibility of creating an open society 
that can operate in an epistemologically pluralist way, combining 
policy and science with citizen values and expertise. I suggest it 
points to the potential for developing a scalable, real- time, respon-
sive model that would enable policymakers to embed the principles 
of a democratic dialogue and a more open society even (and maybe 
especially) at a time when policymaking risks ‘closing’ societies and 
thereby ‘locking down’ democracy.

It is no surprise then, that as we emerge from the pandemic 
structures –  for instance, the sunset clauses that provide for the 
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expiry of emergency legislation such as the Coronavirus Bill in the 
UK (Davis and Cowie, 2020) and the broader return to due parlia-
mentary process – we are tracing a shift away from ‘scientisation’ 
towards a deliberative and ‘participatory turn’ in policymaking, 
with policymakers and scientists increasingly appreciating the value 
of turning to the experiences of diverse citizens to help shape and 
inform better science, and better policymaking (Krick et al., 2019).

Our citizen jury data suggest that, in preparation for future 
crises, it is crucial that democratic nation states reflect (honestly 
and transparently) on their recent experiences, learn from these 
‘online deliberative debate’ models and adopt them to help shape 
increasingly participatory and deliberative infrastructures for dem-
ocracy in a crisis. These models of deliberation have the potential to 
engage policymakers and scientists in dialogue with the public and 
to co- create a vision for a future in which we are all shaped by the 
pandemic, but seek, constructively, to move beyond it.

More broadly, this chapter has shown that the best course for 
liberal democratic states to chart in effectively implementing their 
public health responses is to recognise that their mandate to govern 
stems from their adherence to core rule of law, human rights and 
good governance principles. We have seen that these key tenets 
of democratic government matter in protecting and promoting 
legitimacy, compliance and broader societal support and con-
sensus around key policy measures during a major public health 
emergency.

During the pandemic, governments succumbed to the strong 
temptation to overreach their powers through the blunt instrument 
of the emergency powers at their disposal. They sought to control, 
nudge and influence the public, and to impose control in a ‘top- 
down’ manner.

However, as the case studies discussed above illustrate, there is 
limited evidence to demonstrate that this approach is (in the long 
term) wholly effective in enabling a swift and effective response to 
crises. Indeed, we might conclude such an approach is largely inef-
fective, the tendency to ‘overreach’ contributing towards diminishing 
trust and confidence in policymakers during the pandemic.

Numerous public deliberation exercises in the pandemic (Patel 
et al., 2022) found that, while citizens are willing to accept that 
policymakers face unusual pressures and may need to resort to 
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unprecedented mechanisms and powers at their disposal, they 
expect the broad overarching frameworks of rule of law, good gov-
ernance, proportionality, democracy and human rights to remain 
in place –  and for public health measures taken to be transparently 
and clearly justified. Democratic states depend on their democratic 
mandate, even in a crisis, and must actively engage their citizens in 
reshaping their social contract if they are to avoid crises of confi-
dence and, instead, create confidence in a crisis.

Notes

 1 I note here that even those technologies and platforms that are 
positioned as ‘neutral’ mediators or brokers of dialogue and discus-
sion themselves had the potential to gather data without adequate 
transparency for the users of digital services. Here, in the context 
of the pandemic, technologies presented a privacy/ agency trade- off 
throughout, some more prominently than others.

 2 The Information Commissioner’s Office is the UK’s privacy regulator.
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The World Health Organization (WHO) has a broad, expansive 
role during a health emergency, and despite the proliferation of 
NGOs and public- private partnerships into global health in the 
past twenty years (Anbazhagan and Surekha, 2021), as well as 
other international actors encroaching upon the WHO’s mandate 
(Burci, 2014), it remains the central actor in global health govern-
ance. Traditionally, the role of the WHO has been normative in 
nature, providing advice and guidance to member states on best 
practice during a health emergency. Indeed, the Organization his-
torically viewed itself as merely a norm- setting body, gathering sci-
entific evidence, synthesising it, and communicating it to member 
states, and, increasingly, to the general public. However, this role 
shifted significantly in 2003 during, and after, the outbreak of 
severe acute respiratory syndrome (SARS), a viral respiratory dis-
ease caused by a SARS- associated coronavirus. The WHO director- 
general at this time took unprecedented steps to recommend 
travel restrictions to mitigate spread of the virus, including direct 
calls to action aimed at private industry as well as governments 
(Eccleston- Turner and Wenham, 2021). Throughout the SARS out-
break, the WHO became central to collating and analysing data, 
providing technical guidance to states, and indeed travel and trade 
recommendations to minimise the disease’s spread, even when it 
had no explicit legal mandate to do so (Heymann and Roider, 2004; 
Kamradt- Scott, 2010). Indeed, as Kamradt- Scott observed, the 
WHO now found itself acting simultaneously as ‘real time epidemic 
coordinator, policy advisor, government assessor, and government  

8

Accountability, transparency  
and good governance: the WHO’s 

decision- making during an emergency

Harry Upton, Abbie- Rose Hampton 
and Mark Eccleston- Turner

  

 

 

 

 

 

 

Harry Upton, Abbie-Rose Hampton, and Mark Eccleston-Turner - 9781526180056
Downloaded from manchesterhive.com at 06/04/2024 03:35:58PM

via Open Access. CC BY
https://creativecommons.org/licenses/by/4.0/

https://creativecommons.org/licenses/by/4.0/


173Accountability, transparency, good governance

173

critic’ (Kamradt- Scott, 2015). Such was the perceived success of 
this new role for the organisation during SARS that this role was 
‘legalised’ through the post- SARS reforms to the International 
Health Regulations (IHR) in 2005 (WHO, 2005), where ‘the alert 
and response mechanisms of the [revised] IHR are modelled on 
the tools, processes and assumptions that characterized the global 
response to SARS’ (Burci and Eccleston- Turner, 2020).

Despite the fact that the IHR –  the singular piece of binding 
international law governing infectious disease outbreaks –  is 
intended to ‘prevent, detect against, control, and provide a public 
health response to’1 the spread of infectious diseases, it is overly 
focused on prevention and detection, and plays a very limited role 
in the direct response to an outbreak, beyond affording the director- 
general the power to make recommendations, in highly limited, 
specific circumstances (Eccleston- Turner, 2023), recommendations 
which are often ignored by member states, who prioritise their 
own self- interest in response to an infectious disease outbreak, 
rather than the collective good (Tejpar and Hoffman, 2017; 
Mason Meier et al., 2022). Despite this rather limited explicit 
legal mandate, the WHO does carry out a number of response 
functions during a health emergency that go beyond the norma-
tive. Most notably, the WHO is actively involved in the procure-
ment and delivery of medical supplies, such as through the COVAX 
Facility during COVID-19 and the WHO Pandemic Influenza 
Preparedness Framework, attempting to counter the huge global 
injustice in access to medicines which exists during health emergen-
cies (Eccleston- Turner and Upton, 2021a, 2021b; Hampton et al., 
2021). In some circumstances, such as Ebola in West Africa and 
the recent outbreaks in the Democratic Republic of the Congo, the 
WHO has gone as far as to provide health services in a ‘boots on 
the ground’ manner (Gostin and Friedman, 2014; Wenham, 2017). 
Due to the limitations of the legal structure of the IHR, these vital 
response activities are not grounded in IHR, but rather done on the 
basis of the constitutional mandate of the director- general.

The fact that these operational activities exist outside the legal 
framework for health emergencies provided by the IHR gives rise to 
some important questions about accountability and good governance, 
particularly when things go wrong, or the operations do not function 
as intended. This chapter begins by outlining why good governance 
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matters for international organisations, notably good governance 
as a ‘soft’ legal concept, as well as a hard one; it then goes on to 
question the binary nature of an ‘emergency’ and ‘non- emergency’ 
distinction, upon which much of the discussions on this issue have 
been predicated to date; and finally, considers the governance of the 
WHO’s operational activities during a health emergency.

Why good governance matters

The COVID- 19 pandemic has served as the most recent reminder 
that while good global health governance (GHG) is understood to 
be vital for an effective and efficient coordinated response to emer-
ging health threats on a global scale (Gostin et al., 2020), the current 
system ultimately lacks the means and mechanisms through which 
to ensure good GHG within and between key organisations in global 
health, most notably the WHO. From the WHO’s initial response 
to the emergence of COVID- 19 –  which was criticised by many as 
being ‘inordinately slow’ (Larinova and Kirton, 2020: 13) –  to the 
organisation’s participation in COVAX amid mounting pressure 
to achieve global vaccine equity –  with the WHO’s authority and 
calls for solidarity being ignored in favour of policies aligned with 
vaccine nationalism (Gostin et al., 2020) –  the COVID- 19 pan-
demic has marked a new wave of concern with regards to the level 
of trust in the WHO and the organisation’s legitimacy overall as 
the central actor in GHG. The criticism surrounding the WHO’s 
COVID- 19 response has sparked discussions and debate with 
regards to the reimagining of GHG in a post- COVID world (Gostin 
et al., 2020: Larinova and Kirton, 2020), with it being clear that the 
achievement of good GHG is vital to rebuild trust in the organisa-
tion, although there is considerably less consensus as to what that 
would involve in practice.

While GHG is understood to be something of a ‘slippery’ con-
cept (Lee and Kamradt- Scott, 2014: 5), with an array of definitions 
existing within the literature, it is broadly understood to refer to 
the framework of principles, arrangements, norms and processes 
(Lisk and Šehović, 2020: 48) utilised by the multitude of actors 
who share responsibility for addressing and responding to issues in 
global health (Eccleston- Turner et al., 2018). The actors involved 
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here range from state and non- state actors to international 
organisations; with the WHO’s role in GHG (WHO, 2013) relating 
directly to the powers and responsibility conferred upon it in its 
Constitution to act as ‘the directing and coordinating authority on 
international health work’ (WHO, 1948: Article 2(a)). Pressure 
is mounting, however, as a result of the growing need to achieve 
‘good’ GHG (Eccleston- Turner and Villarreal, 2022). Precisely 
what constitutes good GHG, alongside its purpose, has been the 
subject of much debate within academic and policy circles but, des-
pite the lack of clarity around its precise meaning, its achievement 
is a clear expectation for all actors involved with GHG (Lee and 
Kamradt- Scott, 2014); good governance appears to fall into the cat-
egory of concepts which are difficult to define, but ‘I know it when 
I see it’, a quote made famous by the US Supreme Court decision in 
Jacobellis v. Ohio.2 While variations of the key indicators do exist, 
the principles of transparency and accountability remain consistent 
as the twin tenets of good GHG (Buse and Walt, 2002) with add-
itional indicators including legitimacy, effectiveness and respect for 
the rule of law (Lee and Kamradt- Scott, 2014).

The need for greater transparency forms the starting point in the 
bid to achieve good GHG, with its centrality being widely recognised 
by academics and policymakers alike (Storey and Eccleston- Turner, 
2022). While transparency has ‘no fixed meaning’ and its features 
are open to interpretation (Gostin and Mok, 2009), the need for 
transparency in ‘the decision- making process and the implemen-
tation of … decisions’, as well as ‘access to information open to 
all potentially concerned and/ or affected by the decisions at stake’ 
(Storey and Eccleston- Turner, 2022), is vital at both the national 
and international level. While much of importance attributed to 
transparency in the context of good GHG emerges as a result of 
it amounting to an ‘enforcement mechanism’ which can be seen 
to facilitate or ensure the accountability of GHG institutions, of 
equal importance is its ability to produce trust and legitimacy 
(Storey and Eccleston- Turner, 2022). In taking the necessary steps 
to ensure transparency with regards to the processes and practices 
utilised by the varying institutions, the relevant stakeholders –  such 
as WHO member states, and increasingly during COVID- 19, the 
general public –  are able to develop a clear understanding of how 
and why decisions have been made, with this often leading to the 

 

 

 

 

 

 

 

 

 

 

 

Harry Upton, Abbie-Rose Hampton, and Mark Eccleston-Turner - 9781526180056
Downloaded from manchesterhive.com at 06/04/2024 03:35:58PM

via Open Access. CC BY
https://creativecommons.org/licenses/by/4.0/

https://creativecommons.org/licenses/by/4.0/


176 Governance, democracy and ethics

production of confidence or trust in these practices and, if not, pla-
cing stakeholders in a position to call for change and improvements 
(Storey and Eccleston- Turner, 2022).

Thus, a potential consequence of a lack of transparency at the 
WHO is reduced trust in the organisation from member states. The 
result of this is likely to be a lack of willingness to follow WHO 
recommendations during times of emergency, ultimately causing 
further damage to its reputation. An example of this can be seen 
with the widespread use of travel restrictions in the early stages of 
the COVID- 19 pandemic. By April 2020, ninety- six countries had 
imposed travel restrictions or blanket bans on travel to and from 
China, where the outbreak was first identified, and approximately 90 
per cent of commercial air traffic was grounded, following the intro-
duction of global travel restrictions by 130 countries (Devi, 2020; 
Kiernan et al., 2020). These restrictions were introduced contrary 
to the Temporary Recommendations that had been issued by the 
WHO director- general, following the advice of the IHR Emergency 
Committee Regarding the Coronavirus Disease Pandemic, which 
called for states to avoid the introduction of travel restrictions at 
that time (WHO, 2020; COVID- 19 IHR Emergency Committee, no 
date). This led some scholars to suggest that states had breached 
their obligations under Article 43 of the IHR, calling into question 
the ability of the WHO to command the confidence of its member 
states during an emergency (Habibi et al., 2020; Meier et al., 2020).

As for accountability, while this again has a variety of definitions, 
it is typically understood to ensure the acceptance of responsibility 
for one’s actions, alongside the provision of both explanations and 
justifications (Eccleston- Turner et al., 2018). It is ‘fundamental to 
the exercise of power’, with GHG actors being expected to have 
comprehensive mechanisms in place which facilitate the scrutiny of 
processes, decisions and the subsequent consequences (Eccleston- 
Turner et al., 2018). For the most part, accountability is therefore 
largely concerned with the obligations of an institution (Eccleston- 
Turner et al., 2018), particularly with regards to whether they have 
been carried out in a satisfactory manner, and to account for the 
decision or failure to exercise relevant powers (Eccleston- Turner 
and McArdle, 2017). While accountability may seem like a rela-
tively simple concept to understand, its implementation typic-
ally produces difficulties, taking place across multiple levels and 
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incorporating a vast number of requirements (Eccleston- Turner 
and McArdle, 2017). What is clear, however, is that accountability 
mechanisms must ensure that GHG institutions are held to account 
for their actions as much as they hold others accountable, while 
going beyond purely internal accountability to include external 
accountability also (Eccleston- Turner and McArdle, 2017). 
Engaging with the concept of accountability and implementing com-
prehensive accountability mechanisms is, therefore, vital for good 
GHG; with the decisions made by GHG institutions often meaning 
the difference between life and death for the populations of affected 
nations, particularly during the exercise of emergency powers. 
External stakeholders must be able to demand explanations and 
justifications for actions which undermine their national interests 
or put the lives of their populations at risk but mechanisms which 
facilitate both transparency (Gostin and Mok, 2009) and account-
ability are severely lacking at the international level.

Despite the vast responsibilities and powers afforded to the WHO 
by both its Constitution and the IHR (WHO, 2005), the legitimacy 
of the organisation has ultimately been called into question as a 
result of a lack of transparency and the failure to implement com-
prehensive accountability mechanisms, which are sufficiently robust 
to defend the organisation from external critique (Eccleston- Turner 
and McArdle, 2020). COVID- 19 has clearly highlighted the tensions 
which exist in times of emergency between the desires of the WHO 
to respond effectively and promptly to a health emergency, and the 
need to pursue transparency and accountability. Indeed, the very 
fact that an event is an emergency has been used to minimise the 
importance of accountability and checks and balances or sidestep 
them entirely.3 Therefore, greater consideration must be afforded 
to the different modes of accountability utilised both within and 
beyond the organisation in a bid to ensure the achievement of good 
GHG, even during an emergency event.

A ‘legal’ emergency

For the most part when considering the good governance of the 
WHO in an emergency, the focus is on the formal, legal structures 
the WHO uses to operate during an emergency, that is, the IHR 
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(WHO, 2005). The IHR is the singular binding international legal 
instrument governing global health security, and central to the activ-
ities of the WHO within the regulations is the declaration of a public 
health emergency of international concern (PHEIC). A PHEIC dec-
laration is made by the WHO director- general, on advice of the 
Emergency Committee, and empowers the director- general to make 
Temporary Recommendations to states that, while non- binding, 
seek to provide public health guidance and counteract unneces-
sary restrictions states may seek to place on international trade and 
travel (WHO, 2005; Art. 15). In addition, the PHEIC is typically 
seen as a clarion call to the international community (Gostin et al., 
2019) that there is an outbreak on the horizon, but crucially fails to 
allocate the WHO or states additional financing in order to prepare 
and respond. A PHEIC declaration, by its very nature aligned with 
states of emergency elsewhere in governance structures, can bring 
the outbreak to the attention of governments beyond the health 
portfolio, including at presidential or cabinet level, and importantly 
into the treasury and/ or department of defence, mobilising financial 
and technical assistance (Eccleston- Turner and Wenham, 2021). 
Indeed, the purported impact of a PHEIC declaration is one of the 
compelling reasons for its declaration (Gostin et al., 2019). Much 
has been written about governance of PHEICs, and the explicit 
powers they confer upon the WHO to act in an emergency (see, for 
example, Fidler, 2005; Fidler and Gostin, 2006; Eccleston- Turner 
and Wenham, 2021; Wenham et al., 2021), as well as the need for 
good governance of these emergency powers, and the account-
ability and control mechanism surrounding the use of explicit legal 
powers in a health emergency by the WHO (Eccleston- Turner and 
Wenham, 2021; Eccleston- Turner and Villarreal, 2022). However, 
this only tells part of the story, and there are a number of instances 
where the WHO operationally acts during an emergency, but does 
so beyond the confines of the PHEIC and the governance system 
created by the regulations.

For example, there are a number of instances whereby a PHEIC 
declaration is not made, but the WHO still becomes operationally 
involved in the response. One such case was the 2014 outbreak of 
Ebola in West Africa, when the WHO deployed epidemiologists 
there, and established initial contact tracing, laboratory support 
and infection control mechanisms, mirroring that which they had 
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implemented in previous Ebola outbreaks (Wenham, 2017), des-
pite the fact that an Emergency Committee had at that point not 
even met to consider declaring the event a PHEIC. Moreover, 
during the 2018 Ebola outbreak, the WHO consistently refused to 
declare the event a PHEIC (despite it being clear the criteria were 
met (Eccleston- Turner and Wenham, 2021)). By contrast, the WHO 
was still issuing advice to member states about the application of 
international travel or trade restrictions, stating that ‘the Committee 
does not consider entry screening at airports or other ports of entry 
to be necessary’ (WHO, no date). While this advice is similar to the 
content of many formal recommendations issued previously under 
the IHR, it was not promulgated in accordance with the procedure 
laid out in the regulations, meaning the recommendations lacked 
normative force and a legitimate basis in the legal structures for 
health emergency response. Indeed, there are numerous instances 
where a declaration of a PHEIC has not been made, or has been 
delayed for wider political reasons, yet the WHO responds to these 
emergency events (in a normative and operational manner). In such 
instances the organisation responds outside of the confines of the 
legal structures and processes created in the regulations for health 
emergency response. Further, as the following section lays out, the 
WHO has an entire programme of work on emergency response, 
which is not structurally aligned to the IHR or the declaration of a 
PHEIC, in that, the WHO Health Emergencies (WHE) Programme 
does not require a PHEIC declaration to trigger its activities.

Moving beyond the legal emergencies: WHO Health 
Emergencies Programme and COVAX

WHO Health Emergencies (WHE) Programme

The WHO Health Emergencies (WHE) Programme was established 
in 2016 following the Ebola epidemic in West Africa. The WHE 
Programme was designed to consolidate all of the WHO’s work 
during health emergencies into a single programme, creating a 
common structure across all regional offices in order to increase effi-
ciency and cooperation during health emergencies (United Nations 
(UN), 2016). The programme was designed: ‘to bring speed and 
predictability to WHO’s emergency work, using an all- hazards 
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approach, promoting collective action, and encompassing pre-
paredness, readiness, response and early recovery activities’ (UN, 
2016; para. 10). As part of the WHE Programme, the WHO aims 
to initiate an on- the- ground assessment within seventy- two hours 
of being notified of a high- threat pathogen, clusters of unexplained 
deaths in low- capacity settings or any other event to be determined 
at the discretion of the director- general (UN, 2016). The programme 
is headed by an executive director, but ultimately authority for the 
WHO’s work in emergencies remains with the director- general.

The WHE Programme is overseen by the Independent Oversight 
and Advisory Committee (IOAC), which was established to pro-
vide independent scrutiny of the WHO’s work during emergen-
cies, following organisational and operational failings during the 
response to the West Africa Ebola epidemic. The first report of the 
IOAC urged the WHO ‘to undertake major transformation in order 
to strengthen its organisational capacity to respond to outbreaks 
and other emergencies, and to restore trust and confidence in its 
ability to protect global health’ (UN, 2020).

While the WHE Programme has sought to address the  
shortcomings of the response to Ebola in West Africa, the IOAC 
has raised several ongoing issues that must urgently be addressed to 
ensure that the programme functions to the best of its abilities. One 
such issue is capacity; the report of the IOAC to the 74th World 
Health Assembly revealed that the WHE Programme is ‘inad-
equately equipped to deal with a global pandemic while simultan-
eously responding to other emergencies’ (Syam and Alas, 2021). 
This issue with capacity is linked to what the IOAC called ‘chronic 
underfunding’ (UN, 2020), but also to concerns surrounding the 
ability of the programme to recruit, retain and manage an appropri-
ately skilled workforce to support the work of the programme during 
emergencies (UN, 2020). Furthermore, while the WHE Programme 
has successfully engaged in partnerships with civil society and the  
private sector, such as the Access to COVID- 19 Tools (ACT) 
Accelerator, urgent work is need to clarify the governance structure 
of WHO partnerships, including ensuring greater transparency at 
all levels (UN, 2020).

While the introduction of the WHE Programme may have 
improved communication within the wider WHO structure, it 
falls short of introducing the kind of structural changes needed to 
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effect significant change to governance within the organisation. For 
example, the common structure of the WHE Programme has been 
relied upon to improve coordination between the WHO’s regional 
offices, but some have suggested that use of the programme in this 
way simply masks the need for more comprehensive governance 
reforms, including restructuring of the regional offices, and there-
fore represents a ‘governance drift’ rather than a much- needed ‘gov-
ernance shift’ (Mackey, 2016). There is also concern from some 
commentators that the WHE Programme may weaken the norm- 
setting function of the WHO by drawing precious resources into 
functions and operations associated with ‘permanent firefighting’ 
(Yach, 2016).

Such concerns surrounding the governance of the WHO, par-
ticularly with regards to accountability and transparency within 
the organisation or rather the lack thereof, are further exacerbated 
in the instances whereby the WHO operates through an external 
Public- Private- Partnership (PPP). Most recently, this has been 
evidenced during the COVID- 19 pandemic through the WHO’s par-
ticipation in COVAX, with the remainder of this section offering an 
insight into the varying issues, questions and concerns surrounding 
the governance of the organisation which have emerged as a result.

COVAX

Throughout the COVID- 19 pandemic, the WHO has acted as one of 
the main partner organisations of COVAX, the global, multilateral 
initiative designed to secure equitable access to COVID- 19 vaccines 
(Eccleston- Turner and Upton, 2021a). Its participation raises some 
interesting questions about accountability at the WHO during its 
participation in extraordinary partnerships such as COVAX and 
the COVAX Facility.

For example, one relevant enquiry is to ask whether the WHO’s 
involvement in the COVAX Facility’s procurement of vaccines is 
compatible with the WHO’s responsibility to be accountable to its 
member states. This issue is somewhat complicated by the confi-
dential nature of COVAX’s advance purchase agreements (APAs) 
and the involvement of other actors, such as Gavi the Vaccine 
Alliance and The Coalition for Epidemic Preparedness Innovation 
(CEPI), in their negotiation and completion. Like APAs conducted 
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by the governments of individual states, the details of the purchase 
agreements completed on behalf of COVAX are generally confi-
dential. This makes it difficult to understand the precise terms 
of the agreements reached by COVAX, with only details such 
as the total number of doses generally being made public. This 
complicates the assessment of the relative success that COVAX has 
had in negotiating its APAs compared to individual states, which 
in turn obstructs any inquiry into how well each of the partner 
organisations has been operating in terms of negotiating agreements 
for vaccine procurement (Hampton et al., 2021). In the context of 
vaccine procurement via COVAX, this is perhaps more of an issue 
for accountability at Gavi than it is for the WHO, because Gavi 
bears primary responsibility for negotiating purchase agreements 
on behalf of COVAX (Gavi, 2020). Nevertheless, the WHO is one 
of COVAX’s main partner organisations. The fact that the precise 
details of what is perhaps the most important output of COVAX’s 
work, the APAs, remains confidential is therefore a concern from 
the perspective of ultimate accountability to WHO member states.

Another question pertinent to the WHO’s involvement in 
COVAX is how its engagement with the management and delivery 
of COVAX- supplied doses affects the WHO’s obligations to its 
member states. Perhaps the WHO’s main role in COVAX has 
been to coordinate and facilitate the delivery of the vaccines that 
COVAX has supplied, as well as additional doses donated by indi-
vidual states. This has involved the creation of the WHO’s ‘Fair 
Allocation Framework’, designed to ensure that the doses purchased 
by COVAX are split equitably between all of COVAX’s partici-
pating economies (Eccleston- Turner and Upton, 2021a). In this 
context, ‘equitable’ distribution meant that doses were allocated so 
that countries received a similar number of doses relative to their 
population, although many high- income states chose to defer their 
early allocations, allowing more doses to be allocated to other par-
ticipating states. In some ways, this aspect of the WHO’s role in 
COVAX might be seen as being a practical way of fulfilling its man-
date to promote the highest attainable standard of health among 
individuals within its member states. While COVAX has ultimately 
fallen short of its initial targets for vaccine delivery, it has never-
theless succeeded in delivering doses to participating states more 
quickly and in larger quantities than would have been possible if 
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states had been left to fight entirely among themselves (Berkley, 
2021). The WHO’s role in leading the coordination of the delivery 
and utilisation of COVAX- supplied doses may therefore be seen as 
a way of the WHO fulfilling its constitutional mandate.

The question, in terms of accountability, is whether COVAX was 
the most appropriate mechanism through which the WHO could 
have pursued equitable access to vaccines. On the one hand, as 
referenced above, COVAX has contributed to improved, albeit not 
equitable, access to vaccines, particularly in low- income countries.4 
However, on the other hand, the WHO should be accountable to 
all of its member states, not just those represented by COVAX. 
Furthermore, the WHO was just one of the partner organisations 
responsible for the operation of COVAX. This makes the lack of 
transparency regarding things such as the details of APAs conducted 
by Gavi more problematic from the perspective of accountability 
because, while Gavi was the primary negotiator for those deals, 
they are nevertheless part of the COVAX programme of which the 
WHO is a key partner. The question is whether or not these trans-
parency concerns are outweighed by the benefits of the WHO’s par-
ticipation in COVAX.

This may be said to depend on whether or not the WHO could 
have done more to contribute to equitable access outside of the 
COVAX initiative. This is a difficult question to answer, but one 
way of doing so is to compare the deployment of COVAX vaccines 
to the delivery of vaccines to countries supported by the WHO’s 
Vaccine Deployment Initiative (VDI) during the 2009- H1N1 influ-
enza pandemic. The VDI was designed by the WHO to facilitate 
the donation of influenza vaccines from high- income countries with 
excess doses, to the low- income countries which had been unable 
to procure their own doses (WHO, 2011). It delivered a total of 
78 million doses to low- income countries, out of 122 million doses 
which had been pledged by high- income donors (Eccleston- Turner 
and Upton, 2021b). The first of these doses arrived in recipient 
countries four months after vaccination campaigns got under way 
in high- income countries which had procured their own doses 
(Partridge and Kieny, 2010). By comparison, COVAX delivered its 
first doses to Ghana in 24 February 2021 (WHO, 2021) around 
two months after the first dose was administered in the UK (GOV.
UK, 2021). In total, COVAX has now delivered more than 1 billion 
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doses of vaccine (Gavi, no date). Thus, while COVAX has failed 
to meet its own targets, its contribution to equitable access to 
vaccines has arguably been greater than the VDI’s was during the 
2009- H1N1 pandemic. Naturally, it is impossible to know how 
the WHO would have fared had it operated a similar system on 
its own for COVID-19. However, the fact that COVAX has been 
more successful than the VDI, for which the WHO acted largely 
alone, suggests that the WHO’s involvement with it was ultimately 
of benefit to its member states.

Conclusion

The role of the WHO during a health emergency has been described 
as ‘managerial’. The use of emergency powers by this international 
organisation, therefore, has necessitated a consideration of the 
extent to which the use of these powers aligns with principles of 
good governance. To date, consideration of the WHOs emergency 
powers has been limited, in that they have focused on the legal 
basis of these powers, and the extent to which the exercise of emer-
gency powers aligns with the powers, duties and obligations of the 
WHO as outlined in the IHR and the WHO Constitution. To this 
extent, the current debates are grounded within the ideas of respon-
sibility for internationally wrongful acts –  formal international law. 
Such considerations have been rather limited, largely because of the 
limited development of the law of responsibility for international 
organisations, and the fact that the rules and principles contained 
within it lack practical application, especially during an emergency 
(Eccleston- Turner and McArdle, 2020).

The present chapter has moved beyond this limited, wholly legal 
consideration of WHO emergency powers, by considering to what 
extent WHO actions in an emergency –  beyond the formal legalistic 
approaches –  are grounded in principles of good governance. Such 
a consideration is notable because accountability, transparency and 
good governance are inherently linked to trust and legitimacy; given 
the significant challenges to the epistemic authority of the WHO 
during the COVID- 19 pandemic, activities which enhance the legit-
imacy of the organisation are of vital importance. Through an 
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examination of the WHE and COVAX initiatives, and the WHO’s 
involvement in them, the present chapter has demonstrated that 
there are very limited control mechanisms over the WHO during 
a health emergency. This is particularly apparent when the WHO 
operates through an external PPP such as COVAX, with this ultim-
ately functioning to produce an additional layer of complexity with 
regards to the achievement of good governance. While concerns 
surrounding the levels of accountability, transparency and legit-
imacy within the WHO are by no means a new phenomenon –  with 
trust in the organisation having somewhat declined over time as a 
result –  the experiences throughout the COVID- 19 pandemic have 
ultimately strengthened the need for soft forms of accountability 
and control over the WHO, especially during an emergency.

Notes

 1 Article 2, IHR.
 2 Justice Stewart, in attempting to define obscene publications fam-

ously quoted, ‘I shall not today attempt further to define the kinds of 
material I understand to be embraced within that shorthand descrip-
tion [“hard- core pornography”], and perhaps I could never succeed 
in intelligibly doing so. But I know it when I see it, [emphasis added] 
and the motion picture involved in this case is not that.’ Jacobellis 
v. Ohio, 378 U.S. 184 (1964), at 197.

 3 At the international level see Eccleston- Turner and Villarreal, 2022. 
For a national perspective on emergency declarations being used to 
sidestep checks and balances see Grogan, 2022.

 4 While ‘equity’ is difficult to define, the contention that COVAX has 
not delivered equitable access to vaccines is repeated here on the basis 
that (i) COVAX failed to meet its own target of delivering 2 billion 
doses before the end of 2021 and, as of April 2023, COVAX has still 
delivered fewer than 2 billion doses globally; and (ii) that vaccination 
rates in high- income and upper- middle- income countries are over 79 
per cent, whereas the equivalent figure for low- income countries is just 
26 per cent. Thus, while COVAX may be considered to have improved 
access to COVID- 19 vaccines, it cannot be said to have delivered 
equitable access. See COVAX, ‘COVAX data brief: February 2023’, 
www.gavi.org/ sites/ defa ult/ files/ covid/ covax/ COVAX- data- brief _ 20.  
pdf; Our World in Data, ‘Share of people vaccinated against COVID- 19,  
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18 April 2023’, https:// our worl dindata.org/ explor ers/ coro navi rus- data-  
 explo rer?zoom ToSe lect ion= true&time= 2022- 12- 31&facet= 
none&pic kerS ort= desc&picke rMet ric= pop ulat ion&hide  
Contr ols= true&Met ric= Peo ple+ vac cina ted+ %28by+ dose%29&  
Inter val= Cum ulat ive&Relat ive+ to+ Pop ulat ion= true&Color+ by+ test+ 
pos itiv ity= false&coun try= Lower+ mid dle+ inc ome~Upper+ mid dle+ 
income~High+ inc ome~Low+ inc ome
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