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Measures brought in during
crises have a way of becoming
permanent, and of being applied
in situations beyond those used
to justify them. As the crisis
stage of Covid-19 ends in the
UK, a review of the temporary
pandemic measures is now
in order.
On research data, one key
tool has been control of patient
information (Copi) notices. It is
usually illegal to share patients’
identifiable information without
their consent for purposes
beyond their individual care. Copi
notices, issued by the health
secretary, not only make this
legal, but require it.
One Copi notice, for instance,
requires GPs to supply data to
UK Biobank, a huge biomedical
database that records the
genomic and health records of
500,000 consenting patients.
This can then be released to
researchers. Other Copi notices
have gone to NHS Digital, NHS
England and local authorities.
Copi notices are a means of
prioritising one set of values over
another. During the pandemic,
research practices that placed a
premium on patient privacy have
been traded for fast-flowing data.
These notic es must be
renewed every six months;
unless NHS Digital requests
another extension, the current
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batch will expire in March 2022.
At some point, the Department
for Health and Social Care will
have to decide what measures
to keep, what to adapt, and what
to de-commission.
The game to muster influence
is already afoot. Experts in data
science and artificial intelligence,
convened by the Turing Institute,
have noted that “consideration
might be given to how the
best aspects of Copi might be
retained, whilst ensuring that
the permissiveness does not
undermine individual rights and
protections”.
Uncertain times
There are important points on
all sides. Researchers using the
data are reluctant to give up their
productivity gains. Privacy and
open-science advocates want to
shine a light on the infrastructure
for public health data.
Perhaps the clearest argument
is this: there is still lots of
science to do. The data, disease
specialisms and disciplines
needed to understand long Covid,
for example, remain uncertain.
Some researchers are likely
to see Copi notices as a means
of doing things that they should
already have been able to
do. This stance, though, risks
overlooking a dramatic shift in
public attitudes. Moves to use

emergency measures to drive
post-pandemic data strategies
must contend with increasing
strains on citizens’ confidence
in public data.
This was evident in the summer,
as the health department and
NHS Digital were caught on the
hop during the long-planned
rollout of the General Practice
Data for Planning and Research
(GPDPR) programme. In June
alone, over 1.2 million people
opted out of sharing their GP data.
The controversy shows that
the debate around data and trust
has changed. This is no surprise.
Parliamentary committees have
challenged the public value of
huge spending on NHS Test and
Trace, while campaigners against
NHS privatisation objected to
a £23 million contract that
the government awarded US
tech company Palantir to run
the Covid-19 Data Store. If data
controllers are struggling to
gain trust, it is because goodwill
has been squandered during
the pandemic.
Improving trust
Policymakers must recognise
these changes. We don’t know
what the public thinks of Copi
notices, because they haven’t
been asked. Neither do we know
much about their long-term
impact on research, although

work by the PHG Foundation is
due on this soon.
NHS Digital cannot afford
another GPDPR-style controversy.
Recent research by the UK
Pandemic Ethics Accelerator
shows that the public wants trust
in institutions to be improved
and meaningful involvement in
pandemic policymaking. Without
this, expanding emergency data
measures risks perpetuating a
cycle of distrust.
Data institutions must show
they can be trusted and make
a better case for public benefit.
For instance, any process to
make Copi notices permanent
should be accompanied by public
dialogue and open debate. The
health department, NHS Digital
and the UK genomics community
must make the case for how
public data benefits us all.
Data projects must also work
out how to address individual
and collective concerns together.
Debates should not be reduced
to individual privacy versus
population health.
It looks likely that Copi notices
will be renewed in March next
year, possibly with the proviso
that this is the last time. That
gives data controllers 10 months
to make a better case for why
we all should buy into these
benefits. That is less time than
it might seem.

“Data projects must work out how to address individual and
collective concerns together. Debates should not be reduced
to individual privacy versus population health.”

In May 2017, Research
Fortnight marked its
500th issue with an
edition guest-edited by Andre
Geim, the Nobel prize-winning
physicist and co-discoverer of
graphene. For the comment
section, Geim, who works at
the University of Manchester,
wanted contrasting views of the
UK’s post-Brexit future.
The Conservative hereditary
peer and science journalist
Matt Ridley did the positive one,
looking forward to UK innovators
being freed from “cautious and
burdensome” EU regulations.
I cooked up something a bit
more dystopian.
Inglorious four-year plan
Imagining a dispatch from
the 600th issue, dated late
2021, I sketched a nation
being abandoned by financial
services and universities alike.
Each departure was celebrated
by the respective opposing
sides in the culture war, and stillpresident Donald Trump was
buying up bankrupt UK higher
education institutions to rebrand
as Trump U.
Geim prodded me to crank
the absurdity as high as I
d a r e d . B u t e v e n s o, t h e
predictions in that piece turned
out to be not just wrong, but
ridiculously jaunty. In my defence,

I don’t remember many people
back then anticipating a Boris
Johnson premiership, let alone
QAnon. My 2017 self foresaw
anticapitalists harassing bank
workers, not anti-vaxxers
harassing schoolchildren.
Suggesting that Brexit would
make the UK less attractive
to anyone with options—as
shown by last week’s revelation
that precisely no one wants a
science-prizewinners’ visa—was
a safer bet, as was imagining a
continuing mood of umbrage
and polarisation.
Charged with writing a cheesedream vision of the 700th issue
in spring 2026, I’d plump for a
pretty similar tone.
It would probably focus on
identity politics rather than
economics. It might riff on the
rise of malignant idiocy. Feel free
to have a go; I’ve been working at
home for 20 months and I haven’t
got the strength.
So, then, that. Back in 2017,
Brexit seemed like it was going to
be the research-policy story of a
lifetime. But, like extreme weather
events, stories of a lifetime are
coming around more often than
they used to.
What’s truly strange, though,
is that, looking a hundred issues
hence, it’s difficult to predict what
the long-term imprint of Covid-19
on research might be, separate

from its impact on individuals,
might be.
Increased enthusiasm for
video meetings and preprints
doesn’t seem like much of a
legacy for a disease that has
caused the biggest social and
economic upheaval since the
Second World War, and killed
more British civilians.
The public inquiry, set to
begin next year, might lead to
changes in the structures and
processes of scientific advice to
government. Or it might just show
that advice is only as good as the
people charged with acting on it.
Instead, one consequence of
Covid-19 has been to prolong
the sense of interregnum that
began with the 2016 Brexit
referendum, or even the 2008
financial crash. Brexit got done,
but the certainty that universities
and businesses craved failed to
arrive. The country’s economic
future, place in the world and
response to climate change all
remain uncertain.
Era of weirdness
The 500th issue appeared less
than a month before the 2017
general election. At that point, it
looked as if Theresa May would
blow Jeremy Corbyn’s Labour
party out the water and set the
weather for a decade to come.
I expected that at some point

soon we would know what kind
of political era we were in.
Perhaps I was being hasty. Or
perhaps things have settled down
already; with the Conservatives
embracing state intervention, in
some ways the two main parties
are closer than they have been
for some time.
But that’s not how it feels.
Instead, it ’s lo oking as if
weirdness, conflict and crisis
represent the era, not the
interlude. Johnson is a brilliant
campaigner, able to connect
with large sections of the public.
Meanwhile, his government’s
capacity to shape the future
seems to diminish every week.
Will it be that combination that
makes him the defining political
figure of the age?
This year, I’ve thought often of
the economist Milton Friedman’s
remark that change only comes
in a crisis, and that the form
change takes depends on the
ideas “lying around”. His job, said
Friedman, was to keep ideas
“alive and available”.
Research Fortnight’s readers
are better placed than most to do
that, and to fight the ugly ideas lying
around at present. Universities
are resilient institutions, and
researchers are among society’s
most highly skilled and educated
people. It’s everything else I’m
worried about.

“The public inquiry might lead to changes in the structures
of scientific advice to government. Or it might just show that
advice is only as good as the people charged with acting on it.”

