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Executive Summary



4Research objectives

Analyse narratives and themes 
related to the use of health data in 
UK media reporting and public 
discourse, including how they have 
changed during COVID-19

Assess how UK media reporting on 
the use of health data influences 
public discourse

Publish insights that can inform 
efforts to make the use of NHS 
health data more visible, 
understandable and trustworthy



5Key findings

1. Reporting on the use of health data is most positive 
when there is a tangible benefit for the health of 
individuals

ÅWhile more news stories were optimistic than negative, this was 
heavily driven by private companies reporting on successful 
outcomes, such as new medicines or products. These stories rarely 
explain the process behind the outcome, and so fail to drive 
widespread public awareness of the benefits of using health data.

ÅPositive reporting was also heavily driven by the potential for 
health data to help manage COVID-19. The pandemic has made the 
benefits of the use of health data clear to a wider audience and 
driven debate on the technicalities of regulation, opening up 
opportunities to increase general public awareness.

2. Reporting on the risks associated with the use of 
health data receives more cut-through with the 
general public than any other theme

ÅThe media typically only analyse the process of using health data 
when something goes wrong, such as a data breach, driving a 
strong focus on risks within public discourse.

ÅIn public discourse, the most widespread criticism emerges when 
private companies access data, despite few concrete examples of 
negative consequences. This is particularly true of companies who 
have been accused of misusing broader types of data in the past.

!
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3. The topic of health data is highly politicised, often 
becoming a lens for criticism of broader issues, such as 
privatisation of the NHS or the use of other types of 
data

ÅThere is greatest public scrutiny when NHS data is involved -
particularly if it is being shared with international organisations.

ÅIn both reporting and public discourse, there is limited focus on the 
potential benefits to an individual from these partnerships.

4. There is limited focus on the role an individual can 
play in managing their own data, potentially reducing 
opportunities for wider public engagement

ÅReporting tends to position individuals as passive players, likely 
contributing to a sense of powerlessness and driving sentiments 
such as anger and fear in public discourse

ÅIn both media reporting and general public discourse, there is very 
ƭƛƳƛǘŜŘ ŦƻŎǳǎ ƻƴ ŀƴ ƛƴŘƛǾƛŘǳŀƭΩǎ ƻǇǘƛƻƴǎ ŦƻǊ ŎƻƴǎŜƴǘ ƻǊ ǇƻǘŜƴǘƛŀƭ 
involvement in shaping regulation.

Key findings
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Research question: How does greater visibility of health data issues 
in the UK media influence public discourse on health data? 

Analyse media reporting on the use of health data to 
understand the sentiment, structure and themes of 

content available for public consumption

Review social media conversationon the topic of the 
use of health data to understand the influence of 

reporting on general public perceptions

This approach has two limitations:
1. While conversation on public social media platforms, such as Twitter, forms an integral part of public discourse, it is not 

necessarily fully representative of broader discussion or private perceptions of the use of health data.  
2. Through analysing media and social media conversations simultaneously, comparing and contrasting, we can start to 

understand the relationship between the two. However, given the wide factors influencing public understanding, it will 
not give us full conclusive evidence of the precise causal impact media coverage has on public discourse and 
understanding. 

Our definition of health data was based 
on the GDPR definition: 

Ψ5ŀǘŀ ŎƻƴŎŜǊƴƛƴƎ ƘŜŀƭǘƘΩ ƳŜŀƴǎ ǇŜǊǎƻƴŀƭ 
data related to the physical or mental health of a 
natural person, including the provision 
of health care services, which reveal information 
about his or her health status. 

In the process of our research, we refined 
this definition to: 

Å Exclude any macro level analysis of statistics on 
COVID-19 cases and deaths

Å Include topical conversation around anonymised 
data, as it touched on relevant themes of personal 
data use and access

Research approach

This research was conducted by strategic communications consultancy, Portland Communications, on behalf of Understanding Patient Data. 



8Research methodology

Stream 01. Media 02. Social Media

Time period 1 May 2019 ς30 November 2020 (allowing analysis of periods before and during the COVID-19 pandemic)

Data sources
TalkWalker with LexisNexis, drawing UK print, online 

and broadcast media
TalkWalker drawing in public social media content, 

largely from Twitter

Geography UK (sampled to ensure inclusion of sources across regions and devolved nations)

Approach to 
analysis

Å Development of search string capturing conversation 
around the use of health data

Å Exploratory research to determine the most relevant 
narrative strands appearing in the conversation

Å Conducting analysis of top line metrics using TalkWalker

Å Hand coding a sample of 350 articles for sentiment, 
narrative strands, and use of data mentioned

Å Identifying and analysing a set of the most relevant case 
studies, focusing on the life cycle of stories within the 
media

Å Adaptation of search string to capture relevant social 
conversation around the use of health data

Å Developing search strings to isolate conversation around 
specific narrative strands

Å Conducting analysis of metrics from TalkWalker, 
including volume, influential posts and influential 
accounts

Å Comparing social data to media data to isolate areas of 
greater and lesser pick up of media stories

Å Using TalkWalker to supplement case study analysis, 
mapping factors influencing social media pick-up



02
Media landscape



10Who is reporting on the use of health data in the UK?

ÅOverall, 256 media outlets reported on the use of health data between 

May 2019 and November 2020. The majority of articles were in 

generalist outlets, covered by reporters across a variety or specialities 

ςƛƴŎƭǳŘƛƴƎ ΨǎŎƛŜƴŎŜΩΣ ΨǘŜŎƘƴƻƭƻƎȅΩΣ ŀƴŘ ƎŜƴŜǊŀƭ ƴŜǿǎΦ

ÅAmong national outlets, The Daily Mail reported on the topic of health 

data most frequently, closely followed by The Guardian. From both 

outlets, the majority of articles were negative (63% for both), indicating 

that these outlets tend to report with a high level of scrutiny.

ÅThe Financial Times also reported on the topic regularly, taking a much 

more positive position (81% of articles were positive). This is likely due 

to their higher prioritisation of business and technological perspectives 

on the issue.

ÅReuters and the BBC tended to be much more balanced in their 

reporting style. This is aligned to broader editorial stances positioning 

themselves as a primary source of neutral information for the public

0 50 100 150 200

The Sun

BBC

The Independent

Reuters

The Financial Times

The Guardian

Daily Mail

Negative

Positive

Neutral

Volume of coverage by outlet type:

Volume of coverage by outlet:

A wide range of non-specialist outlets report on the use of health data. The Daily Mail and Guardian reported on the topic most 
regularly, often with a high level of scrutiny and criticism. 

National (Print 
and Broadcast)Regional (Print 

and Broadcast)

Scientific 

* Proportion of coverage volume from each type of outlet based on coded sample 
**Top outlets in terms of volume of coverage determined by total data sample ςproportion of positive, negative and neutral coverage based on coded sample. 

*

**
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Sentiment by outlet type

National Regional

Is there any geographic variation in reporting?

The sentiment of regional reporting is slightly more positive 

than national outlets.

This slight difference in tone is largely driven by a higher percentage of 

regional articles focusing on the benefits of using health data to manage 

the COVID-19 pandemic.

There are no significant differences in reporting between national and regional media outlets; however, regional outlets tended not 
to cover stories about research or drug development, which are likely to be perceived as national issues. 

Type of data use covered by outlet typeSentiment by outlet type * **

*Percentage of national and regional coverage respectively related to each sentiment type, as based on coded data sample 
**Percentage of national and regional coverage respectively related to each data type, as based on coded data sample. Articles were coded for up to two types of data use
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Academics are the most regularly quoted spokespeople as a discipline in media 

coverage, suggesting a desire from journalists to access a relatively neutral 

commentator who can explain the technicalities of usage. However, academic figures 

tend to vary significantly and no consistent authority emerges from our analysis.

Spokespeople from private companies were also quoted regularly, either defending 

themselves against criticism or proactively showcasing the benefits of the use of 

health data.

The most regularly quoted individual spokespeople were generally political figures, 

who tend to convey a strong point of view on the issue:

Who is quoted as a spokesperson in media coverage?

Matt Hancock, 

Secretary of 

State for Health 

Harriet Harman, in her role 
as Chair of the Joint Committee 
on Human Rights 

Lord Ara Darzi, in his role 
as Director of the Institute 
of Global Health Innovation 
at Imperial College London

Jeremy Corbyn, ex-Leader 
of the Labour Party

²ƘƛƭŜ ŀŎŀŘŜƳƛŎǎ ǿŜǊŜ ǘƘŜ Ƴƻǎǘ ǉǳƻǘŜŘ ǘȅǇŜ ƻŦ ǎǘŀƪŜƘƻƭŘŜǊ ƛƴ ƳŜŘƛŀ ŎƻǾŜǊŀƎŜΣ ƴƻ ƛƴŘƛǾƛŘǳŀƭǎ ŎƻƴǎƛǎǘŜƴǘƭȅ ŜƳŜǊƎŜŘ ŀǎ άƎƻ-ǘƻέ 
authoritative experts able to share a balanced, constructive point of view on the issue.

Professions of spokespeople:

* Volume of articles which include comment from each spoken type from coded data sample

*



13What is driving coverage of the use of health data?

Launch of COVID-19 
test and trace app trial

NHS gives Amazon 
free use of health 

information 

HDR UK launches 
competition for digital 
innovation hubs

Google Health develops AI 
for diagnosing breast cancer

March: NHSX works with tech companies 
on a datastore to support COVID-19response
May: Legal threat caused Government 
to publish details of deal

NHS accused of 
selling data to 
pharmaceutical 
companies 

Confirmation that the 
DƻǾŜǊƴƳŜƴǘΩǎ ŎƻƴǘŀŎǘ 
tracing programme 
failed to adhere to 
privacy regulations

National roll-out 
of COVID-19 test 
and trace app

The biggest peaks in media coverage are driven by critical reporting of an issue, such as the launch of the test and trace app

Percentage of coverage related to each type of data 
use:

1. COVID-19 27%

2. Routine 26%

3. Medical Research 17%

4. Other 9%

5. Wellbeing apps 9%

6. Clinical Research 6%

7. Commercial 5%

8. Pharmaceutical Drug Development1%

* Graph of volume of coverage over time based on total data sample 
**Percentage of coverage related to each type of data use based on coded data sample 

* **

N
u

m
b

e
r 

o
f 

a
rt

ic
le

s 

As a proportion of all articles coded, COVID-19 was 
the most common type of data use, followed by 
routine. Articles were coded for up to two types of 
data use, so many articles were coded as routine 
data, as well as another type of data use. 
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Optimism was the dominant sentiment of reporting, both 

before and during COVID-19. In the wake of the pandemic, 

over half of articles coded had a positive sentiment, with 

many of these related to the use of data for managing the 

pandemic. 

Among negative sentiments, scepticismhas increased most 

significantly as a proportion of reporting during the COVID-

19 pandemic. This is largely driven by stories about the test 

and trace app. However, both fear and anger have 

decreased. One hypothesis for this shift in negative 

sentiment is that COVID-19 has highlighted a clear need for 

data use, but there is still a high level of scrutiny from the 

media. 

Meanwhile, surprise has been consistently the lowest 

sentiment, decreasing slightly during COVID-19. 

Optimism is the most frequent sentiment of reporting, generally driven by discussion of the tangible benefits of data for managing 
the COVID-19 outbreak. 

Sentiment of reporting:

Pre-COVID-19 | During COVID-19

What is the sentiment of media reporting on the use of health data?

Volume of articles pre and during COVID-19 respectively 

*

*Percentage of articles coded for each data sample, out of the total number of articles coded pre and during COVID-19 respectively.  

3
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Stories about medical research, clinical research and 

pharmaceutical drug development were the most positive in 

sentiment. This positivity tended to be associated with two key 

factors:

1. Articles focused on a positive outcome, rather than going 

into the process of how data is used to achieve this. This was 

particularly the case in science outlets.

2. Coverage is often driven by proactive company press 

releases announcing successes, often found in trade outlets 

such as PharmaPhorum.

In comparison, the use of routine data is notably more debated in 

reporting, with a much greater split in sentiment. This is likely 

due to the fact that stories are more reactive, and often linked to 

an issue such as a data breach. With routine data, it is also harder 

to point to tangible benefits for an individual, rather than to the 

wider system.

Reporting is most positive where there is a tangible benefit to an individual, such as a new treatment option.

Does the sentiment of reporting vary depending on data type?

Sentiment of reporting by data type:

*Volume of articles coded for each type of data use, split by sentiment coded    

*
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The volume of media coverage focused on the use of health data 

increased overall during the COVID-19 pandemic, from 1,300 pieces 

pre-pandemic to 3,800 pieces during the pandemic. 

Based on our coded articles, the majority of coverage (51%) following 

the pandemic specifically discussed data use in the context of COVID-

19. However, the volume of conversation about other types of health 

data also increased, suggesting that the pandemic had the effect of 

generating broader discussion about the use of health data.

This is reflected in the increase in number of unique outlets from 145 

pre-COVID-19 (May-Dec 2019) to 245 during COVID-19 (Jan-Aug 

2020). 

Over the next pages we look in more detail at how the themes of 

reporting and sentiment changed over this period.  

During COVID-19 coverage on health data increased. This was largely related to the use of data to manage the virus, but stories on 
other types of data also increased.

How has reporting changed since the outbreak of COVID-19?

Volume of media coverage pre- and during COVID-19
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*Volume of coverage based on total data sample ςpercentage of COVID-specific content based on proportion in coded data-sample. 
The time period for during COVID-19 has been adjusted to January to August 2020, in order to have an equal number of months before and during COVID.

Lƴ ŀƭƭ ǘƘŜ ŀƴŀƭȅǎƛǎ ƻŦ ǘƘŜ ά5ǳǊƛƴƎ /h±L5-мф ǇŜǊƛƻŘέΣ WŀƴǳŀǊȅ ƛǎ ǘŀƪŜƴ ŀǎ ǘƘŜ ǎǘŀǊǘ ŘŀǘŜΣ ŀǎ ǘƘƛǎ ƛǎ ǿƘŜƴ ǊŜƭŜǾŀƴǘ ƳŜŘƛŀ ŎƻǾŜǊŀƎŜfirst appeared. 

*
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Risks of data (group) Benefits of data (grouped)Need for great regulation /
people to be involved in
decision making about

regulation of data

How has reporting changed since the outbreak of COVID-19?

Overall, the conversation around the risks of the use of health 

data has been dominant both before and during the COVID-19 

pandemic. 

However, during the COVID-19 pandemic, the proportion of 

articles about the benefits of data increased. This was, 

however, heavily driven by articles about the benefits of data 

to manage the COVID-19 pandemic. 

The only other narrative strand to increase as a proportion of 

the conversation was around the risk that data will be used 

for non-health purposes, such as by the police for 

surveillance, or by insurance companies. 

More nuanced arguments around the need for greater 

regulation decreased slightly as a proportion of conversation 

ςhowever, as the overall volume increased, this means the 

number of articles stayed relatively stable.

Overall, the proportion of conversation about benefits of using health data increased, but this is heavily driven by acknowledgment 
of the benefits of test and trace

During COVID-19 

Pre-COVID-19

Key themes of reporting

17

*

*Change in articles as proportion of conversation pre-COVID-19 and during COVID-19, respectively, based on coded data sample. 



Beyond reporting on the benefits of using health data to manage the pandemic, the only other narrative strand to increase as a 
proportion of conversation during COVID-19 was the risk that data could be used for non-health purposes.

How has reporting changed since the outbreak of COVID-19? 18

*Change in articles as proportion of conversation pre-COVID and during COVID-19, respectively, based on coded data sample.
**Non-health purposes such as by employers, insurance companies, the police/surveillance.  

Makes things more convenient

Helps identify new treatments

Helps manage COVID-19 

Improves NHS efficiency

Improves quality of life

Improves individual care

Used for non-health purposes**

Not anonymous

Potential for breaches

Commercial gain

Sold to private companies

No transparency on sharing

No transparency on use

People should be involved in decisions

Need for greater regulation

-20% -10% 0% 10% 20% 30% 40%

1

2

Benefits

Risks

*
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The breakdown of articles coded as anticipatory and optimistic is similar, with both 
sentiments predominantly associated with data used in the context of COVID-19 and 
medical research.

Optimism was more heavily associated with medical research, clinical research and 
pharmaceutical drug development, reflecting the excitement around innovative uses 
of data. 

This also reflects the positive sentiment attached to stories driven by press releases 
from research communities and industry, which highlight research successes. This 
corresponds with the outlets driving positive stories, with business outlets such as the 
FT and health trade outlets such as PharmaPhorum, accounting for most stories (see 
next slide).

The anticipation and optimism around data and COVID-19 related predominantly to 
articles about the use of test and trace to manage the pandemic, but it also included 
some articles about the use of data in AI technology to better treat COVID-19 patients.  

24%

27%

14%

2%

2%

5%

8%

2%

2%

9%

26%

20%

20%

18%

3%

16%

Optimism

Anticipation

Covid-19 Wellbeing Apps

Pharmaceutical drug development Clinical research

Commercial (e.g. marketing) Medical research

Routine Other

ά/ǊŜŀǘƛƴƎ ǎǳŎƘ ŀ ǘǊǳǎǘŜŘ ŀƴŘ ǎŜŎǳǊŜ Řŀǘŀ-sharing architecture could also 
help health authorities develop more effective track and trace systems to 
ŎƻƳōŀǘ ŦǳǘǳǊŜ ǇŀƴŘŜƳƛŎǎΣ {ƛǊ ¢ƛƳ ǎŀƛŘΦέ ςFT, November 2020

Anticipation

Positive coverage is generally being driven by COVID-19 stories, as well as research success stories.

What is driving positive reporting on the use of health data?

Data use driving positive sentiment: *

*Percentage of articles related to each data type for each sentiment, from coded sample 

https://www.ft.com/content/01480644-3ca3-486e-907d-4abf8aac1719


20

Optimism
ά{ǘŀŦŦ ŘŜǎŎǊƛōŜ ǘƘŜ ǘŜŎƘƴƻƭƻƎȅ ŀǎ ŀ ϦǇƻǘŜƴǘƛŀƭ ƭƛŦŜǎŀǾŜǊά - using 
hundreds of thousands of pieces of data, including blood tests and 
heart rate, it was able to work out whether a patient would develop 
acute kidney injury up to 48 hours in advance of it actually being 
ŘƛŀƎƴƻǎŜŘΦέ ςBBC, August 2019 

The outlets reporting most regularly about the positive benefits of using health 
data were primarily specialist health outlets, such PharmaPhorum, Nature and 
Health Europa, as well as business outlets, such as The Financial Times, The 
Telegraph, and City AM. This suggests that outlets writing for an industry 
audience are more likely to write articles about the end use of health data and 
the potential benefits. 

A significant proportion (34%) of positive reporting also came from local outlets. 
This positive sentiment may be skewed by the nation-wide public health 
campaign encouraging people to download the test and trace app, which saw 
many articles from local outlets writing positive stories about its use. 

What is driving positive reporting on the use of health data?
Health and business outlets were responsible for the majority of positive coverage.

Positive sentiment by outlet type

National 

Regional 

Science 

Positive sentiment by outlet **

*

*Percentage of positive coverage from each outlet type, as a proportion of all positive coverage, within coded sample 
ϝϝtŜǊŎŜƴǘŀƎŜ ƻŦ ǇƻǎƛǘƛǾŜ ǎŜƴǘƛƳŜƴǘ ŀǎ ǇǊƻǇƻǊǘƛƻƴ ƻŦ ŜŀŎƘ ƻǳǘƭŜǘΩǎ ŎƻǾŜǊŀƎŜΣ ǿƛǘƘƛƴ ŎƻŘŜŘ ǎŀƳǇƭŜ 

0% 20% 40% 60% 80% 100%

The Telegraph

City AM

The Financial Times

Health Europa

The Scotsman

Pharmaphorum

22%

34%

44%

https://www.bbc.co.uk/news/health-49178891
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Benefit if data is used to improve quality of life for a patient population

Benefit if data is used to improve management of the covid-19 pandemic

Benefit if data is used to make things more convenient for people

3a

1

2

3b

Peak 1: At this peak there were several 

unconnected positive stories, on Health Tech 

start-ups such as Closed Loop Medicine, 

.ŀȅŜǊΩǎ ǎǘŀǊǘ-up collaboration programme 

G4A, as well as other positive stories such as 

an algorithmto which can predict 

heart-attacks. 

Peak 2: Similarly, at this point there was a 

peak of unconnected positive articles about 

Amazon moving increasingly into the health 

space, as well as patients being able to have 

control over their own personal data. 

Peak 3a: This was the launch of test and 

trace pilot, which saw a number of positive 

articles which outlined the potential 

benefits. There was a second peak (3b) of 

similar coverage when the app was rolled 

out nationally.

What is driving positive reporting on the use of health data?
Other than the launch on the test and trace app, peaks in positive reporting were not generally driven by external high-profile news 
moments, but rather a collection of several different stories coinciding. 

*

*Volume of narrative strands over time, from coded data sample 

../Health tech start up will help doctors deliver personalised treatment programmes using digital tech
https://pharmaphorum.com/views-analysis-digital/bayer-g4a-digital-health-startups/
https://www.dailymail.co.uk/sciencetech/article-7022667/Netflix-style-algorithm-detect-DIE-heart-attack-90-cent-accuracy.html
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Fear and anger were most likely to be associated with articles about the 
routine use of data. This is generally because routine data becomes more 
άƴŜǿǎ-ǿƻǊǘƘȅέ ǿƘŜƴ ǎƻƳŜǘƘƛƴƎ ƎƻŜǎ ǿǊƻƴƎ ςfor instance, many of these 
articles were related to data breaches. 

!ƭƳƻǎǘ ƘŀƭŦ ƻŦ ΨǎŎŜǇǘƛŎŀƭΩ ŎƻǾŜǊŀƎŜ ǿŀǎ ŦƻŎǳǎŜŘ ƻƴ /h±L5-19. In many of these 
articles the potential benefit of data was clear (the ability to manage the 
pandemic); however, scepticism was driven by two separate factors: 

1. /ƻƳƳŜƴǘŀǘƻǊǎ ǎŎŜǇǘƛŎŀƭ ǘƘŀǘ ǘƘŜ DƻǾŜǊƴƳŜƴǘΩǎ ŀǇǇǊƻŀŎƘ ǘƻ Řŀǘŀ ƘŀƴŘƭƛƴƎ 
would be effective in managing the pandemic

2. /ƻƳƳŜƴǘŀǘƻǊǎ ǎŎŜǇǘƛŎŀƭ ŀōƻǳǘ ǘƘŜ DƻǾŜǊƴƳŜƴǘΩǎ ŎƭŀƛƳǎ ǘƘŀǘ ǘƘŜ Řŀǘŀ 
would be managed ethically and not compromise human rights

Articles about wellbeing apps also made up a significant proportion of 
sceptical coverage. This may be because the apps themselves could offer a 
clear benefit, but reporting is sceptical of their efficacy or the potential risks.

Fear and anger were predominantly driven by stories about the use of routine data, while reporting on COVID-19 data was more 
associated with scepticism. 

ά¢ƘŜ ǊŜŎƪƭŜǎǎ ōŜƘŀǾƛƻǳǊ ƻŦ ǘƘƛǎ ƎƻǾŜǊƴƳŜƴǘ ƛƴ ƛƎƴƻǊƛƴƎ ŀ Ǿƛǘŀƭ ŀƴŘ ƭŜƎŀƭƭȅ 
required safety step known as the data protection impact assessment 
ό5tL!ύ Ƙŀǎ ŜƴŘŀƴƎŜǊŜŘ ǇǳōƭƛŎ ƘŜŀƭǘƘΣέ
ςThe Guardian, July 2020
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What is driving reporting on the risks of health data?

Data use driving negative sentiment: *

*Percentage of articles related to each data type for each sentiment, from coded sample 

https://www.theguardian.com/technology/2020/jul/20/uk-government-admits-breaking-privacy-law-with-test-and-trace-contact-tracing-data-breaches-coronavirus
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Based on the sample of coded articles, tabloid outlets such as the Sun 
and the Daily Mail had a high proportion of articles with a critical 
sentiment (fear, anger or scepticism). 

The high proportion of critical coverage from an outlet such as WIRED 
reflects the fact that specialised journalists are more likely to cover 
stories around health data in more detail and with a critical eye. 
aŜŀƴǿƘƛƭŜΣ ǘƘŜ ŦŀŎǘ ǘƘŀǘ ǘƘŜ ../Ωǎ ŎƻǾŜǊŀƎŜ ǿŀǎ рл҈ ŎǊƛǘƛŎŀƭ ǊŜŦƭŜŎǘǎ 
the balance in its output. 

What is driving reporting on the risks of health data?
Outlets such as the Sun and the Daily Mail have a high proportion of articles with a critical sentiment ςhowever, fear, anger and 
scepticism is not limited to the tabloids.

National 

Regional 

Science 

ά¢ƘŜ ǇŀǊǘƴŜǊǎƘƛǇ ώōŜǘǿŜŜƴ DƻƻƎƭŜ ŀƴŘ !ǎŎŜƴǎƛƻƴϐ ƛǎ ƛƴǘŜƴŘŜŘ ǘƻ ǳǎŜ 
artificial intelligence to find patterns that could help doctors, but 
some are concerned about privacy and protecting patients' sensitive 
ƘŜŀƭǘƘ ƛƴŦƻǊƳŀǘƛƻƴΦέ ςThe Daily Mail, November 2019 

Scepticism

Critical sentiment by outlet 

Critical sentiment by outlet type

tŜǊŎŜƴǘŀƎŜ ƻŦ ŎǊƛǘƛŎŀƭ ǎŜƴǘƛƳŜƴǘ ƻǳǘ ƻŦ ƻǳǘƭŜǘΩǎ ŎƻǾŜǊŀƎŜ 

**

*

*Percentage of critical coverage from each outlet type, as a proportion of all critical coverage, within coded sample 
ϝϝtŜǊŎŜƴǘŀƎŜ ƻŦ ŎǊƛǘƛŎŀƭ ǎŜƴǘƛƳŜƴǘ ŀǎ ǇǊƻǇƻǊǘƛƻƴ ƻŦ ŜŀŎƘ ƻǳǘƭŜǘΩǎ ŎƻǾŜǊŀƎŜΣ ǿƛǘƘƛƴ ŎƻŘŜŘ ǎŀƳǇƭŜ 

0% 10% 20% 30% 40% 50% 60% 70% 80% 90%

BBC

Daily Mail

The Guardian

Wired

Evening Standard

The Sun

5%

69%

26%

https://www.dailymail.co.uk/wires/ap/article-7678165/Googles-health-care-ambitions-involve-patient-data.html


24

Peak 1: This peak relates to a number of 

stories about medical implants being 

vulnerable to cyber attacks.

Peak 2: This peak corresponds to the 

DƻǾŜǊƴƳŜƴǘΩǎ ŘŜŀƭ ǘƻ give Amazon access to 

healthcare information from the NHS.uk 

website, which was reported in the media as 

the Government giving Amazon access to NHS 

ƘŜŀƭǘƘ άŘŀǘŀέ ŦƻǊ ŦǊŜŜΦ ¢Ƙƛǎ ǎǘƻǊȅ ƛǎ ŀƴŀƭȅǎŜŘ ƛƴ 

more detail as a case-study later in this report. 

Peak 3: Slightly after the test and trace pilot 

launched in April, there was a peak of stories 

with concerns over potential hacks of the 

contact tracing app. 

Peak 4: This peak corresponds with reporting 

that police may have access to test and trace 

data. 

What is driving reporting on the risks of health data?
There are clear external moments driving peaks in coverage, including a number of concerns following the launch of the test and 
trace app.
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This data should not be being used for advertising/commercial gains without consent

A lack of security means that there is high potential for data breaches or losses

This data could be used for non-health purposes, e.g. employers, insurance, police/ surveillance without consent
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*

*Volume of narrative strands over time, from coded data sample 
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Cut-through to the 

general public*
ϝaŜƴǘƛƻƴǎ ƻƴ ǎƻŎƛŀƭ ƳŜŘƛŀ ŀǊŜ ōŜƛƴƎ ǳǎŜŘ ŀǎ ŀ ǇǊƻȄȅ ƛƴŘƛŎŀǘƛƻƴ ƻŦ ǘƘŜ ƎŜƴŜǊŀƭ ǇǳōƭƛŎΩǎ 

discussions and perceptions



26What are the key themes of conversation on social media?

COVID-19 featured in an important way, as seen through the 

prevalence of test and trace, herd immunity and the 

Coronavirus Bill. 

The 2019 election was a key driver for conversation around 

the use of health data with #GE2019 as well as #VoteLabour 

featuring in a number of tweets.

Concerns around the use of health data emerged in debates 

around data privacy, the role of private companies and the  

privatisation of the NHS.

The positive impact and role that data can play was noted, 

however, through the prevalence of #datasaveslives.

The nature of conversation on Twitter surrounding the use of health data is highly political, with the 2019 General Election and
government management of the pandemic featuring strongly
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Demographics

Who is talking about the use of health data on social media?

Carole Cadwalladr 

Guardian Journalist

Jonathan Ashworth

Shadow SoS for Health

Influential accounts*

Are in 
the 18-34 
age band

69%

13%

10%

9%

7%

5%

5%

Author/Writer
(incl. Journalists)

Teacher

Executive
manager

Health worker

Consultant

Entrepreneur

Top occupations:

*Influential accounts belong to public figures / organisations with significant reach and have generated engagement through relevant posts

The conversation around the use of data is skewed towards a younger age group, and is influenced by the contributions of more
informed audiences such as journalists, experts and politicians

OurNHSmust not be forsalein a trade deal with 
Trump,patient data must be safeguarded and 

our NHSƳǳǎǘƴΩǘ ōŜ ŦƻǊŎŜŘ ƛƴǘƻ ōǳȅƛƴƎ ŜȄǇŜƴǎƛǾŜ ¦{ 
pharmaceuticals.

hƘΦ aŎYƛƴǎŜȅΩǎ ƴƻǘ Ƨǳǎǘ ƎŜǘǘƛƴƎ ϻрслƪ ŦƻǊ с ǿŜŜƪǎΩ ǿƻǊƪ 
ƻƴ ŎǊŜŀǘƛƴƎ ΨǾƛǎƛƻƴΩ ŦƻǊ ƴŜǿ ǇǳōƭƛŎhealthōƻŘȅΦ !ƭǎƻΥ ΨώLǘϐ 
is authorised to processpersonaldata for test and trace 
personnel, contractors, customers,usersand suppliers, 

ŦƻǊ т ȅŜŀǊǎΦΩ

Dr Mike Galsworthy

Founder, Scientists4EU

*WHAT!?* "Amazon has been handed the keys to a 
trove ofNHSdata it canuseto develop products 

to sell internationally without paying a penny to the UK." 
This one actually shocks me. This could contain 
verypersonaldata. HUGE national security risk.

78%

14%

7%

1%

England

Wales

Scotland

Northern
Ireland



28To what extent is media coverage driving social media conversation?
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Not all media stories generate the same levels of social conversation, with stories around the sale of health data prompting the most 
significant spikes in social conversation. The peaks do not follow the same trajectories, and social media conversation increased 
rapidly at certain points, and dropped off quickly again. 

Story about access by US 
companies to UK health data 

prompted a significant spike in 
social mentions

Media peak around test and 
trace ςand in particular the 

contact tracing app

Social volume spikes 
again around potential 

sale of health data, 
with reference to the 

Palantir story, discussing 
how the NHS gave U.S. 

tech firm Palantir access 
to health data 
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29Is social media conversation aligned to the sentiment of reporting?

Concerns around who has access to health data drives 

the majority of conversation on Twitter as users 

express unease around access by private companies, 

data being breached by security flaws, and a lack of 

transparency around who data is shared with. 

There is limited follow-through explaining why 

this is a concern, with issues such as anonymity 

and data being used for non-health purposes 

featuring less prominently.

Despite trends in media reporting, the benefits relating 

ǘƻ ǘƘŜ ǳǎŜ ƻŦ ƘŜŀƭǘƘ Řŀǘŀ ŘƻƴΩǘ Ŏǳǘ ǘƘǊƻǳƎƘ ǘƻ ǘƘŜ 

general public ςeven when related to management 

of COVID-19.

This is likely to be partly influenced by a tendency 

to use social media platforms, such as Twitter, to voice 

concern, rather than express support. 

Issues such as citizen participation in decision-making 

on regulation generated close to no conversation 

on social media.

Discussion about the potential risks of using of health data dominate the conversation on social media, with very little focus on 
potential benefits.

Proportion of key narrative strands

1%

3%

1%

2%

2%

6%

4%

7%

12%

6%

15%

40%

7%

7%

11%

10%

13%

13%

14%

10%

15%

12%

10%

23%

19%

22%

7%

Makes things more convenient

People should be involved in decisions

Improves NHS efficiency

Commercial gain

Helps identify new treatments

No transparency on use

Improves individual care

Not anonymous

Improves quality of life

Risk of use for non-health purposes

No transparency on sharing

Helps manage COVID-19

Greater regulation needed

Potential for breaches

Sold to private companies

% of social mentions % of articles



30Which stories gain the most traction on social media?

Description of link Headline Number of 
times shared

Video by Mike Galsworthy The NHS *is* for sale to the US... and it starts with patient data. 1.9K

Article by New Scientist Google gets green light to access five years of NHS patient data 399

Article by Euractiv UK patient health data traded to US firms 172

Article by The Guardian Patient data from GP surgeries sold to US companies 48

Article by New Scientist NHS may use people's phone data to predict mental health issues 28

Article by The Guardian UK government using confidential patient data in coronavirus response 26

Article by The Guardian Revealed: how drugs giants can access your health records 22

Survey by Clinical Informatics 
for Mind and Brain Health 

National Health Data Consent Survey 21

Article by Tech Crunch ¦YΩǎ ƘŜŀƭǘƘ Řŀǘŀ ƎǳŀǊŘƛŀƴ ǎŜǘǎ ŀ ŦƛǊƳ ƭƛƴŜ ŦƻǊ ŀǇǇ ŘŜǾŜƭƻǇƳŜƴǘ ǳǎƛƴƎ ǇŀǘƛŜƴǘ Řŀǘŀ20

Article by Tech Crunch Google has used contract swaps to get bulk access terms to NHS patient data 17

Critical stories gained the most traction across Twitter and represented most of the stories in the top-ten most widely shared 
hyperlinks.

https://www.pscp.tv/w/1mnGezoaEOqJX
https://www.newscientist.com/article/2220344-google-gets-green-light-to-access-five-years-of-nhs-patient-data/
https://www.euractiv.com/section/data-protection/news/uk-patient-health-data-traded-to-us-firms/
https://www.theguardian.com/politics/2019/dec/07/nhs-medical-data-sales-american-pharma-lack-transparency
https://www.newscientist.com/article/2231423-nhs-may-use-peoples-phone-data-to-predict-mental-health-issues/
https://www.theguardian.com/world/2020/apr/12/uk-government-using-confidential-patient-data-in-coronavirus-response
https://www.theguardian.com/technology/2020/feb/08/fears-over-sale-anonymous-nhs-patient-data
https://www.climbproject.org.uk/consentsurvey
https://techcrunch.com/2019/08/23/uks-health-data-guardian-sets-a-firm-line-for-app-development-using-patient-data/?guccounter=1
https://techcrunch.com/2019/10/22/google-has-used-contract-swaps-to-get-bulk-access-terms-to-nhs-patient-data/

























































