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Research objectives

s S Eaa

Analyse narratives and themes Assess how UK media reporting on Publish insights that can inform
related to the use of health datain  the use of health data influences efforts to make the use of NHS
UK media reporting and public public discourse health data more visible,

discourse, including how they have understandable and trustworthy

changed during COAI®
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Key findings 5

1. Reporting on the use of health data is most positive 2. Reporting on the risks associated with the use of
when there is a tangible benefit for the health of health data receives more ctthrough with the
individuals general public than any other theme

A While more news stories were optimistic than negative, thiswas A The media typically only analyse the process of using health data
heavily driven by private companies reporting on successful when something goes wrong, such as a data breach, driving a
outcomes, such as new medicines or products. These stories rarely  strong focus on risks within public discourse.
explain the process behind the outcome, and so fail to drive

widespread public awareness of the benefits of using health data. A In public discourse, the most widespread criticism emerges when

private companies access data, despite few concrete examples of
A Positive reporting was also heavily driven by the potential for negative consequences. This is particularly true of companies who
health data to help manage COVIB. The pandemic has made the have been accused of misusing broader types of data in the past.
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
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Key findings 6

3. The topic of health data is highly politicised, often 4. There is limited focus on the role an individual can
becoming a lens for criticism of broader issues, such ¢ play in managing their own data, potentially reducing

privatisation of the NHS or the use of other types of  opportunities for wider public engagement

data A Reporting tends to position individuals as passive players, likely
A There is greatest public scrutiny when NHS data is invelved contributing to a sense Qf powgrlegsness and driving sentiments
particularly if it is being shared with international organisations. such as anger and fear in public discourse

A In both reporting and public discourse, there is limited focus on the A In both media reporting and general public discourse, there is very

potential benefits to an individual from these partnerships. f AYAQ S_ R ?2 O dza _2 y Iy AYRAGARdZ t Qa
involvement in shaping regulation.

f T
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Research approach 7

Research question: How does greater visibility of health data issues

. .. . Our definition of health data was based
in the UK media influence public discourse on health data? on the GDPR definition:

W5 GF O2yOSNYyAy3a KSItOUKR YS
data related to the physical or mental health of a

Analysemedia reportingon the use of health data to Reviewsocial media conversatioon the topic of the | natural person, including the provision .
understand the sentiment, structure and themes m} use of health data to understand the influence of | ©f health care services, which reveal information

content available for public consumption reporting on general public perceptions about his or her health status.

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

This approach has two limitations: A Exclude any macro level analysis of statistics on
1. While conversation on public social media platforms, such as Twitter, forms an integral part of public discourse, it  not COVIB19 cases and deaths
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 star Include tpplcal conversation around anonymiseq
understand the relationship between the two. However, given the wide factors influencing public understanding, it jvill  data, as it touched on relevant themes of persorfal
not give us full conclusive evidence of the precise causal impact media coverage has on public discourse and data use and access
understanding.

This research was conducted by strategic communications consultancy, Portland Communications, on behalf of UnderstandinglrRd4.
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Research methodology

U

Stream
Time period
Geography

Data sources
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Patient Data

o Do Do Do D>

01. Media

02. Social Media

1 May 2019 30 November 2020 (allowing analysis of periods before and during the O\B&nhdemic)

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

TalkWalker with LexisNexis, drawing UK print, online
and broadcast media

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

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

Conducting analysis of top line metrics using TalkWalke A

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

Identifying and analysing a set of the most relevant cas A

studies, focusing on the life cycle of stories within the
media

TalkWalker drawing in public social media content,
largely from Twitter

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

Developing search strings to isolate conversation around
specific narrative strands

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

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

Using TalkWalker to supplement case study analysis,
mapping factors influencing social media pigk






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

A wide range of nospecialist 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.

A Overall, 256 media outletseported on the use of health data between Volume of coverage by outlet type:

May 2019 and November 2020. The majority of articles were in Scientific
generalist outlets, covered by reporters across a variety or specialities
CAYOf dzZRAY3 WaOASYyOSQr WiSOKy2ft238Q> [yR 3SyYy

A Among national outlets, The Daily Mail reported on the topic of health Regional (Print
data most frequently, closely followed by The Guardian. From both and Broadcast)
outlets, the majority of articles were negatiy@3% for both)indicating
that these outlets tend to report with a high level of scrutiny

National (Print
and Broadcast)

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

more positive position§1% of articles were positiueThis is likely due .
to their higher prioritisation of business and technological perspectives ~ Volume of coverage by outlet:
on the issue. Daily Mail n———

The Guardiarn -

A Reuters and the BBt&nded to be much more balanced in their

reporting style. This is aligned to broader editorial stances positioning ' "¢ Financial Time m Negative

Reuters

themselves as a primary source of neutral information for the public m Positive
The Independent m——
Neutral
BBC mmmm
The Sun 8
0 50 100 150 200
Understqnding * Proportion of coverage volume from each type of outlet based on coded sample

U Patient Data **Top outlets in terms of volume of coverage determined by total data samplk@portion of positive, negative and neutral coage based on coded sample.



|s there any geographic variation in reporting? 11

There are no significant differences in reporting between national and regional media outlets; however, regional ouddtsaend
to cover stories about research or drug development, which are likely to be perceived as national issues.

Sentiment by outlet type Type of data use covered by outlet type

. Covids m 47%
" Routine _ 7;3/5))/0
Medical research “ 18%
- Wellbeing Apps ‘J/olo%

0
15%14% 15% 7%

12% 2(yl?z/o 13% 129% Other - 8%
10%
Commercial (e.g. marketing 331/&0
. 3%
I 2% 0% Clinical research. 3%
|
Acceptance  Anger Anticipation Fear Optimism  Skepticism  Surprise Pharmaceutical drug developmen- 204
m National ® Regional m Regional m National
The sentiment of regional reporting is slightly more positive This slight difference in tone is largely driven by a higher percentage of
than national outlets. regional articles focusing on the benefits of using health data to manage

the COVIEL9 pandemic.

Understqnding *Percentage of national and regional coverage respectively related to each sentiment type, as based on coded data sample
U Patient Data **Percentage of national and regional coverage respectively related to each data type, as based on coded data sampleefetmdeled for up to two types of data use



Who Is quoted as a spokesperson in media coverage?

2 KAfS OFRSYAOa 6SNX G(GKS Y2z2ail ljd20iSR (eL)lsS 27 a

authoritative experts able to share a balanced, constructive point of view on the issue.

Academics are the most regularly quoted spokespeople as a discipline in media Professions of spokespeople:
coverage, suggesting a desire from journalists to access a relatively neutral
commentator who can explain the technicalities of usage. However, academic figures °*

51
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 3 36 35

health data.
The most regularly quoted individual spokespeople were generally political figures,
who tend to convey a strong point of view on the issue:

Matt Hancock
Secretary of
State for Health

Harriet Harmanjn her role
as Chair of the Joint Committee
on Human Rights

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



What Is driving coverage of the use of health data?

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

800 Launch of COVHDO
test and trace app trial

640

480

HDR UK launches NHS gives Amazon
competition for digital -~ free use of health
innovation hubs information

320

Apr 292019 Jun 242019 Aug 192019 Oct 142019 Dec 9 2019

Google Health develops Al
for diagnosing breast cancer
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NHS accused
selling data to
pharmaceutical
companies

13

*%*

*
Percentage of coverage related to each type of dat
use:
Confirmation that the 3 1. COVIEL9 27%
D2@SNYYSyiQa O2)
tracing programme 2. Routine 26%
failed to adhere to
privacy regulations 3. Medical Research 17%
_ 4. Other 9%
National roltout
of COVIEL9 test 5. Wellbeing apps 9%
and trace app o
6. Clinical Research 6%
7. Commercial 5%
8. Pharmaceutical Drug Developm 1%

Feb 32020 Mar 302020 May 252020 Jul 202020 Sep 142020 Nov9 2020

March: NHSX works with tech companies
on a datastore to suppoi€OVIBEL9response
May: Legal threat caused Government

to publish details of deal

As a proportion of all articles coded, CO\EDwas
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.

* 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



What Is the sentiment of media reporting on the use of health data? 14

Optimism is the most frequent sentiment of reporting, generally driven by discussion of the tangible benefits of datadergnan

the COVIBEL9 outbreak.

Optimism was the dominant sentiment of reporting, both
before and during COVAL®. 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, scepticiias increased most
significantly as a proportion of reporting during the CGVID
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 COVHDO 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 duri@PVIBL9.

Understanding
U Patient Data

Sentiment of reporting: *

PreCOVIBL9 | During COVH29

Optimism 28 66
Acceptance 17 26
Anticipation
Anger 19 13
Surprise ¥

B

10 20 30 40 50 60 70 80 90 100

Volume of articles pre and during COMI®respectively

*Percentage of articles coded for each data sample, out of the total number of articles coded pre and durind (@¥factivéy.



Does the sentiment of reporting vary depending on data type? 15

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

Sentiment of reporting by data type: * Stories about medical research, clinical research and
pharmaceutical drug development were the most positive in
mFear mAnger mSkepticism m Surprise mAcceptance m Optimism m Anticipation sentiment. This positivity tended to be associated with two key
factors:
Routine 1. Articles focused on a positive outcome, rather than going
Covid-19 into the process of how data is used to achieve this. This was
particularly the case in science outlets.
Medical research E 2. Coverage is often driven by proactive company press
Wellbeing Apps ! releases announcing successes, often found in trade outlets
_ such as PharmaPhorum.
Commerc_lal (e.g.E _ _ ' _
marketing) In comparison, the use of routine data is notably more debated in
Elires! researchE ! reporting, with a much greater split in sentiment. This is likely
_ due to the fact that stories are more reactive, and often linked to
Pharmaceutical drug ] ] ) o
development - an issue such as a data breach. With routine data, it is also harder
0 20 40 60 80 100 120 to point to tangible benefits for an individual, rather than to the
Volume of articles wider system.

m Understqnding *\Volume of articles coded for each type of data use, split by sentiment coded
U Patient Data



How has reporting changed since the outbrealkCaiVIB1L9? 16

During COVH29 coverage on health data increased. This was largely related to the use of data to manage the virus, batstories
other types of data also increased.

Volume of media coverage prend during COVIE19 * The volume of media coverage focused on the use of health data
increased overall during the COVID pandemic, from 1,300 pieces
4,000 pre-pandemic to 3,800 pieces during the pandemic.
3 500 . Based on our coded articles, the majority of coverage (51%) following
= the pandemic specifically discussed data use in the context of COVID
3,000 % 19. However, the volume of conversation about other types of health
2,500 g :GC; data also increased, suggesting that the pandemic had the effect of
@) c . . .
2 000 2 generating broader discussion about the use of health data.
" This is reflected in the increase in number of unique outlets fidi&
’ pre-COVIB19 (May-Dec 2019) t@45 during COVH29 (JarAug
1,000 2020).
500 Over the next pages we look in more detail at how the themes of
0 reporting and sentiment changed over this period.
Pre-COVID-19 During COVID-19
May-Dec 2019 Jan-Aug
2020

d di *Volume of coverage based on total data sampfgercentage of COVi8pecific content based on proportion in coded datmple.
Un _erStq" ing The time period for during COVI has been adjusted to January to August 2020, in order to have an equal number of montesabefduring COVID.
U Patient Data Ly Ftt GKS FylfeahallBRAARES a WHzWHz/ BB/ h&a LG 1Sy | & GKSfirsidppendd RI G S3



How has reporting changed since the outbrealkCaiVIBE19? 17

Overall, the proportion of conversation about benefits of using health data increased, but this is heavily driven by dgieotvlie

of the benefits of test and trace

Overall, the conversation around the risks of the use of health Key themes of reporting

data has been dominant both before and during the CEGMD
pandemic.

However, during the COWUI® 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 COVAIDO 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
¢ however, as the overall volume increased, this means the
number of articles stayed relatively stable.

Understanding
U Patient Data

100% :
During COVI29

90%
PreCOVIBL9
80%
70%
60%
50%
40%
30%
20%

10%

6%
10%

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

regulation of data

0%

*Change in articles as proportion of conversation®@VIB19 and during COVADY, respectively, based on coded data sample.



How has reporting changed since the outbrealkCaiVIBE19? 18

Beyond reporting on the benefits of using health data to manage the pandemic, the only other narrative strand to inaease as
proportion of conversation during COVIBD was the risk that data could be used for #i@malth purposes.

Makes things more conveniel

Helps identify new treatment:

o Helps manage COVID®
Improves NHS efficienc

Improves quality of life

Improves individual cart

e Used for nonhealth purposes**
Not anonymous

Potential for breache:

Commercial gair

Sold to private companie

No transparency on sharin

No transparency on us

People should be involved in decisic
Need for greater regulatior

Understanding
U Patient Data

*

Benefits

Risks

30% 40%

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



What is driving positive reporting on the use of health data? 19

Positive coverage is generally being driven by CQYdories, as well as research success stories.

The breakdown of articles coded as anticipatory and optimistic is similar, with both
sentiments predominantly associated with data used in the context of GO¥Hnhd
medical research.

Optimism was more heavily associated with medical research, clinical research and
pharmaceutical drug development, reflecting the excitement around innovative uses
of data. Anticipation 27% - 592% 20%
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 CGlADelated predominantly to Optimism 24% 2% 8% ) 26%
articles about the use of test and trace to manage the pandemic, but it also included

some articles about the use of data in Al technology to better treat CQ¥ iatients.

— Anticipation

Data use driving positive sentiment: *

A . % . A~ _ . . mCovid-19 Wellbeing Apps
a/ NBIF GA )/ 3 a dzOK I -3ha¢1hgéalcf8té2:turb @ﬁmd alb® dzNXB Rearmthckutical drug development Clinical research
help health authorities develop more effective track and trace systems Commercial (e.g. marketing) m Medical research
O2Yol 0 Fdzi dzNB LI y RTSNGVero@r2020 A NJ ¢ A al ARy m Other

m Understqnding *Percentage of articles related to each data type for each sentiment, from coded sample
U Patient Data


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

What is driving positive reporting on the use of health data? 20

Health and business outlets were responsible for the majority of positive coverage.

The outlets reporting most regularly about the positive benefits of using health ~ POsitive sentiment by outlet o
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 Pharmaphorum |
audience are more likely to write articles about the end use of health data and The Scotsman I
the potential benefits.

_ . " . Health Europa |
A significant proportion (34%) of positive reporting also came from local outlets. SRS

This positive sentiment may be skewed by the natiade public health The Financial Time GGG
campaign encouraging people to download the test and trace app, which saw .

many articles from local outlets writing positive stories about its use. Sl

" - The Telegraph I
Positive sentiment by outlet type *
0% 20% 40% 60% 80% 100%
Science
449 NP a{GFFF RSAaONAOGS GKS 0SOKghgt 23& |

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
RA I 3y 2 BBS Rugnist 2019

Regional

@ Understclnding *Percentage of positive coverage from eachAoutIet type, as a proportic’onf all gositive coverage, within coded sample
U Patient Data PRt SNOSYGF3IS 2F LRAAGASS ASYGAYSYyd Fa LINE LR NI


https://www.bbc.co.uk/news/health-49178891

What is driving positive reporting on the use of health data? 21

Other than the launch on the test and trace app, peaks in positive reporting were not generally driven by exteprafilegiews
moments, but rather a collection of several different stories coinciding.

*
5 32
16 Peak 1At this peak there were several
unconnected positive stories, on Health Tech
14 start-ups such a€losed Loop Medicine
12 . | & S NXup coltalibtatibdi programme
" G4A as well as other positive stories such as
s 10 0 @ analgorithmto which can predict
e heart-attacks.
o
g 9 Peak 2:Similarly, at this point there was a
£ peak of unconnected positive articles about
Z

Amazon moving increasingly into the health
space, as well as patients being able to have
control over their own personal data.

Peak 3aThis was the launch of test and
NN N NN R R DR R R D D D D 4D trace pilot, which saw a number of positive

@’3\ = W v‘)% & $°4 F ¥ & @'z} W& @"’* S > v\’% L %04 articles which outlined the potential
benefits. There was a second pe&k)of
B Benefit if data is used to improve quality of life for a patient population similar coverage when the app was rolled
Benefit if data is used to improve management of the covid-19 pandemic out nationally.

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

Understanding
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*\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

What Is driving reporting on the risks of health data? 22

Fear and anger were predominantly driven by stories about the use of routine data, while reporting ori € @&tEDwas more
associated with scepticism.

Fear and anger were most likely to be associated with articles about the Data use driving negative sentiment: *
routine use of data. This is generally because routine data becomes more

Gy SHANI Ke ¢ g KSy a2 ySiifrstante mamhpobtheses N2 y 3
articles were related to data breaches. o

L tY2ad KIEF 2F WAOSLIGAOKD meg d ek 385 18
articles the potential benefit of data was clear (the ability to manage the

pandemic); however, scepticism was driven by two separate factors:

1. / 2YYSy Gl G2NER a0SLIAOIET (KIFG GKS D2@SNYy
would be effective in managing the pandemic Anger
2./ 2YYSyidl Gd2NaR aOSLIWGAOKE Fo2dzi GKS D2 @SNI
would be managed ethically and not compromise human rights

8%

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

. Anger 0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
G¢KS NBOlftSaa oSKIFZA2dzNI 2F (KAA |FI20SNYYSyYyd Ay AIy2NAy3I | GAGEHE FyR €S3Fffe
required safety step known as the data protection impact assessment 10 Wellbeing A oh ical drua devel .
: . . x A =0 A A - = &1 % vid- ellbeing Apps armaceutical drug developmen
oS5t L! U_ Kiha SYyRFY3ISNBR Lzt A0 KSHTU 1égnl‘%:llal research Commercial (e.g. marketing) ®m Medical research
¢ The GuardianJuly 2020 Routine m Other

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

U Patient Data


https://www.theguardian.com/technology/2020/jul/20/uk-government-admits-breaking-privacy-law-with-test-and-trace-contact-tracing-data-breaches-coronavirus

What Is driving reporting on the risks of health data? 23

Outlets such as the Sun and the Daily Mail have a high proportion of articles with a critical seqtimoeeter, fear, angerral
scepticism is not limited to the tabloids.

Based on the sample of coded articles, tabloid outlets such as the Sun Critical sentiment by outlet o
and the Daily Mail had a high proportion of articles with a critical
sentiment (fear, anger or scepticism).

he sun [
The high proportion of critical coverage from an outlet such as WIRED Evening Standard |||

reflects the fact that specialised journalists are more likely to cover

stories around health data in more detail and with a critical eye. wired |
aSlIygKAfSET GKS FILO0G GKFG GKS . .1 The Guardian [ N 1B T €
the balance in its output.
paity vl [
" - sac
Critical sentiment by outlet type *
Science 0% 10% 20% 30% 40% 50% 60% 70% 80% 90%

t SNOSy i3S 2F ONARGAOFE aSyuaAayYSyid :

Regional B Scep:[iCism - - — i
| G¢KS LI NIYSNEKALI woSugSSy D223t S
National artificial intelligence to find patterns that could help doctors, but

some are concerned about privacy and protecting patients' sensitjve
KSI f 0K A yTike Dy Mall Nbyerlger 2019

Understclnding *Percentage of critical coyeraggfronj eachAoutIet type, as a p,ropo[tion of aIJ cAritica'I coverAage,'withinvcoded sample /
U Patient Data FFt SNOSyualr3asS 2F ONRARUAOIE asSyuAYSyd Fa LINRLI2 NI,


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

What Is driving reporting on the risks of health data? 24

There are clear external moments driving peaks in coverage, including a number of concerns following the launch ofthe test a
trace app.

12

e Peak 1This peak relates to a number of
10 stories about medical implants being
vulnerable to cyber attacks.

(0e]

Peak 2This peak corresponds to the

D2 @S NY Y Sy jive AmaRdh adcesdit@
healthcare information from the NHS.uk

website which was reported in the media as

the Government giving Amazon access to NHS
KSIfGK aRFEGEE F2NJ FNBSO
more detail as a casgtudy later in this report.

Number of articles
o

2 . :
Peak 3:Slightly after the test and trace pilot
launched in April, there was a peak of stories

0 with concerns over potential hacks of the

S ) S ) S ) o S N o o N o o N o o o o .
N N N N N N N N v v v v v v v v v v v
3 ¥ S & @ W A contact tracing app.

Peak 4:This peak corresponds with reporting
that police may have access to test and trace

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

This data should not be being used for advertising/commercial gains without consent

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

Understanding *Volume of narrative strands over time, from coded data sample
U Patient Data
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Cutthrough to the
general public*
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What are the key themes of conversation on social media? 26

The nature of conversation on Twitter surrounding the use of health data is highly political, with the 2019 GenerabRtection

government management of the pandemic featuring strongly

#medical #HETT19
smHealth#VoteConservative2019 #cutreact

#1CO sreformregulation = =
stestanarrace # G D PR #coronavirus fhealt hé:’feoum“s
#tech#blockchain #CitizensSummit #BigData

#API

Al #datasi

#GTTO #SocialPre ing
~waneng FA@taprivacy #,ghEzo19#CoronavirusBillUK
#healthcarescoyip19 -

#Marr #loT #NHSX

P “r#datasaveslivesisionmeinziin
#DIHLaunch S# He rd Immun ity #Cybﬂg.!.és&y rity:dlgltal

#HostileEnvironment

. @ g
Z:<#databreach #VoteLabour #digitalhealth#Sooele
nnnnnnnnn gon #OEBLUCRSS)EI o i e I:conlﬁcli‘egtlallty:patiems
o TSAILDatabank # aunches ominicCummngs#healthdata
mybat#infosec ypatientData #mentalhealth #%ovidlgux,;,a;spa,en}, i

:PopulationHealth# prlva Cy #technology #InformedConsent
#NHSADp
4Pp} ¥ fperseasidn

#personaldata
#FHIR #digileaders
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COVIEL9 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 #VotelLabour
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.



Who is talking about the use of health data on social media? 27

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

Demographics Influential accounts*

Top occupations:

=hglene Dr Mike Galsworthy

Author/Writer Founder, Scientists4EU
Wales (incl. Journalists)

Scotland e

Executive
manager

Northern
Ireland

Jonathan Ashworth
Shadow SoS for Health

Health worker

Are in Consultant

69% the 1834 Carole Cadwalladr

Guardian Journalist
age band Entrepreneur
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U Patient Data *Influential accounts belong to public figures / organisations with significant reach and have generated engagement tlevaghposts



Social media mentions

To what extent is media coverage driving social media conversation? 2s

Not all media stories generate the same levels of social conversation, with stories around the sale of health data pgrenmptisy
significant spikes in social conversation. The peaks do not follow the same trajectories, and social media conversegain incre

rapidly at certain points, and dropped off quickly again.
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Is social media conversation aligned to the sentiment of reporting? 29

Discussion about the potential risks of using of health data dominate the conversation on social media, with verydittte focu

potential benefits.

Proportion of key narrative strands
Sold to private companies| G

Potential for breaches || IENEGEEGEGEG 22%
Greater regulation needed |G 19%
Helps manage COVID-14 23%
No transparency on sharindi 10%
Risk of use for non-health purpose Sl N 12%
Improves quality of life || 15%
Not anonymous [ IGEEE 10%
Improves individual care Bl 14%
No transparency on uselil§ 13%
Helps identify new treatmentsife 13%
Commercial gain S5l 10%
Improves NHS efficiencylfe 11%

People should be involved in decisiorjs 7%

i i 0 . c
Makes things more convenien{ 7% Bl o ocialmennons
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7%

% of articles

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 followthrough explaining why
this is a concern, with issues such as anonymity
and data being used for nemealth purposes
featuring less prominently.

Despite trends in media reporting, the benefits relating
G2 GKS dzasS 2F KSIFf UK RIFQOL
general publie even when related to management

of COVIEL9.

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 decisiwaking
on regulation generated close to no conversation
on social media.



Which stories gain the most traction on social media?

Critical stories gained the most traction across Twitter and represented most of the stories inie topst widely shared
hyperlinks.

Description of link Headline Number of —— ) )
times shared i oscs NewsScientist

Video by Mike Galsworthy
Article by New Scientist
Article by Euractiv

Article by The Guardian
Article by New Scientist
Article by The Guardian
Article by The Guardian

Survey by Clinical Informatics
for Mind and Brain Health

Article by Tech Crunch
Article by Tech Crunch
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The NHS *is* for sale to the US... and it starts with patient data. 1.9K
Google gets green light to access five years of NHS patient data 399
UK patient health data traded to US firms 172
Patient data from GP surgeries sold to US companies 48
NHS may use people's phone data to predict mental health issues 28
UK government using confidential patient data in coronavirus response 26
Revealed: how drugs giants can access your health records 22
National Health Data Consent Survey 21
'YQd KSFEGK RFEGE JdzZ NRAFY &aSdGa | FANRY

Google has used contract swaps to get bulk access terms to NHS patient data 17

30

News Podcasts Video Technology Space Physics Health More = S

fAYS F2NJ I LI RSOSt 2LIVYSy i

Google gets green light to access five
years of NHS patient data
0000000

& SignIn QSearch

UK coronavirus variant
gets nastier as South 1
African variant spreads

Wood can easily be turned
transparent to make 2
energy-saving windows

Gaslighting warps our
view of reality. How to 3
spot it - and fight back

Physicists finally figured
out why food sticks to a 4
frying pan

dzaAy3 LI GASyYyQ


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/





















































































