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ARTICLE INFO ABSTRACT
Keywords: Background: The media have played an important part in presenting arguments for and against vaccination. The
Vaccine trial potential for the media to influence public attitudes to vaccines is becoming increasingly crucial to address.
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Methods: To understand the differing roles and responsibilities in the communication of vaccine trials we draw
insight from a retrospective study of 349 survey responses and 102 semi-structured interviews conducted in 2020
with participants in the United Kingdom’s first-in-human clinical trial of the Oxford-AstraZeneca COVID-19
vaccine.

Results: We found that trial participants had mixed views as to whether their participation conferred re-
sponsibility to communicate more widely about their trial experiences. Some participants perceived themselves
to have an altruistic obligation to communicate to the media about the trial, and others felt that those who did
share their participation had ‘attention-seeking’ motives. When participants did speak out they preferred to do so
anonymously. Frustration was also reported with sensationalised and false media stories. Social media was
viewed as a means to accelerate misinformation or as a force for recruitment and public education about trials.
Participants were pleased to see trial investigators and trial team playing prominent roles in the media and this
instilled confidence in the vaccine and the trial. We discuss these evolving roles and responsibilities for trial
communication, concentrating on the views of participants about experiences, opportunities, and risks.
Conclusions: We argue that the pandemic has demonstrated the need for clinical trials to be made more trans-
parent as a scientific practice that requires better public understanding and engagement. For high-profile vaccine
trials we recommend; (1) explicit and comprehensive guidance aimed at all participants for interactions with the
media; (2) prioritising having open and effectively expressed accounts of trial composition, processes, and
participation; (3) offering support and a direct communication channel for journalists to report trials by utilising
internal press officers to engage with journalists.

1. Introduction television) and on social media (websites and applications used for
communicating online) of early COVID-19 vaccine trials was unprece-

During the COVID-19 pandemic in 2020 and 2021, the international dented, with public awareness of clinical trials reaching an all-time high
press was preoccupied with a near-running commentary on activities [11. Such® attention came amid an ‘infodemic’, described as a deluge of
related to SARS-CoV-2 vaccine research and development. The coverage information that includes false or misleading information during an
by mainstream media (large mass news media such as newspapers and infectious disease outbreak [2,3]. Concerns arose that the internet and
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social media were serving as a vehicle to bring false claims about vac-
cines to large audiences [4].

Early on, calls were made by the public health community for trials
to improve transparency so that they could be subject to public scrutiny,
thus building trust in the processes and people behind vaccine devel-
opment [5]. For example, trial protocols were made public, including in
some instances the publishing of information sheets and informed con-
sent forms.” As Harding et al. [6] argue, however, the provision of this
information lacked accounts by those taking part in the trials, being
overly focused on predefined scientific outcomes. Nevertheless, in the
media the voices of trial participants were in high demand.® Relatable
narratives have been an asset for public health messaging as they are
often more effective than statistical data, and relaying participants’
support for research was seen as a way to overcome misinformation and
instil confidence in vaccine development [7]. However, little has been
published regarding the experiences of early COVID-19 vaccine trial
participants with the media.

Media focus was also placed on COVID-19 vaccine clinical trial teams
and investigators. The unprecedented degree of attention created an
unfamiliar working environment for many clinical researchers, and
added to this was an expectation to provide constant up-to-date infor-
mation to the media, public, and trial participants. As a result, trial in-
vestigators found themselves in prominent media roles, often needing to
counter sensationalised and inaccurate stories, which could put the
public perception of the trials and the vaccines tested at risk.

The focus on trials by the public and media during pandemics is very
different to how more ‘everyday’ clinical trials are treated and there are
therefore different risks and potentially higher risk acceptance in these
settings for both participants and research teams [8]. In addition, there
are risks related to the public and media spotlight, including a need to
appear positively in media portrayals and when sharing experiences or
views about the trial publicly or even to adopt the dominant hero
narrative applied to those ‘fighting’ the pandemic, which only goes
further to heighten the stakes involved [9]. Furthermore, social media
presents new opportunities for trial communication, whether that is to
publicise trials for participant recruitment or for participants to share
their experiences. As Lynch et al. [10] argue, while there can be benefits
for recruiting participants, sharing information of study assignments and
test results on social media by participants could be a problem for trial
integrity. A delicate balance is necessary therefore when democratising
trials.

Using survey responses and interview transcripts from a qualitative-
focused study of participants in the United Kingdom’s pivotal first-in-
human clinical trials of the Oxford-AstraZeneca COVID-19 vaccine, we
discuss the differing roles played by, and the responsibilities of trial
participants, the trial team and investigators, the media and social
media in communicating about vaccine trials. Furthermore, by exam-
ining the experiences of trial participants in this unusual setting we
make recommendations for media communication in future high-profile
trials.

2. Methods and materials

In this paper we draw on findings from the mixed methods ‘COVQ-
UAL’ (COVID-19 vaccine qualitative-focused research, https://vaccin
esandsociety.org/project/covqual/) study [11-13], Ethical approval
was provided by the University of Oxford Central University Research
Ethics Committee (ref: R70147_CURECQC).

COVQUAL explored COVID-19 participants’ motivations for and
experiences in taking part in the trials of the Oxford-AstraZeneca ChA-
dOx1-nCOV19 COVID vaccine (COV0O01 trial) [14]. We invited 770

2 See <www.covid19vaccinetrial.co.uk/participate-oxford>.
3 Which included some more high-profile participants, including journalists
and celebrities.
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participants screened in Oxford from this trial, who had indicated they
could be contacted, to participate in the COVQUAL study during
September and October 2020. A retrospective online survey was
completed by 349 participants and 102 took part in semi-structured
interviews. 84 % of survey participants (293/349) were vaccinated as
part of the trial.

Research questions were wide-ranging about participation in the
trial but concentrated on motivations to take part, opinions about the
general risk and safety, media representations, experiences of being a
trial participant during the pandemic, and attitudes to vaccines (see
Supplementary Information for Interview Guide and Survey). Partici-
pants received guidance regarding engaging with the media after
enrolment and associated negative press coverage (see supplementary
information for Media Guidance). Interviews were recorded using
handheld voice recorders and transcribed using an independent tran-
scription company (WayWithWords, https://waywithwords.net). The
transcripts were analysed by the COVQUAL team using NVivo 12.

A codebook was developed in an iterative fashion and regular
meetings were held to check for consistency between coders. An inter-
coder reliability test was performed, showing that agreement between 3
coders was excellent on average, with a kappa value of 0.75+. During
coding, any text that related to the media was coded to a broad ‘media’
node. An experiential thematic analysis approach (Braun & Clarke,
2006) was used by one coder to further analyse the data within this
node. NVivo was used to code the text to initial sub-nodes, and these
were refined iteratively. The data was extracted using NVivo’s frame-
work analysis function and the nodes were grouped into themes and
further refined.

The COVQUAL study took place at a time when no COVID-19 vaccine
had yet been approved and as COVID-19 cases were continuing to rise.
The level of media coverage and press contact for the University of
Oxford was unparalleled, and ‘Google trends’ showed more than a 100-
fold increase in United Kingdom searches for Oxford Vaccine Group
(OVG), which has now returned to pre-pandemic levels. Interviews
started soon after the trial had been temporarily paused in the United
Kingdom on 6 September 2020 following standard processes to review
an unexplained illness in a trial participant [15]. The first results from
the COV001 Oxford vaccine trial were then published on 8 December
2020, after the interviews had been completed.

3. Results and discussion

To understand the differing roles and responsibilities for communi-
cating about vaccine trials, we have organised our results into analytical
categories that represent the views of trial participants towards different
groups: (1) themselves and others as trial participants; (2) the trial team
and investigators; (3) media and social media. The trial participants
were those who took part in the trial; the trial team were the researchers,
scientists, administrators and managers running the trial, including the
principal investigators; and the media and social media covered all the
outlets and platforms that were referenced in regard to stories and
messages about the trial. Trial participants expressed their views about
the motivations for communicating about the trial (for themselves and
others); the impression of trial team communication; and how the media
and social media represented and portrayed the trial.

These categories encapsulate the main roles we identified for
communication, each with different beliefs, responsibilities and expec-
tations. Clinical trial conduct has typically been structured around a
distinction between healthy volunteers taking a relatively passive role as
research subjects in comparison to the trial team who direct and orga-
nise the trial. This role also compares with patients taking part in
treatment trials who may have stronger interests in the research and
clearer identities as participants. As Mwale [16] has argued, healthy
volunteers are often financially motivated but there are also other rea-
sons for involvement in clinical trials including altruism, curiosity, and
support of science. However, a pandemic is unique situation in that
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participants have interests in trials by virtue of there being an ongoing
disease threat. In addition, as Dawson, Earl, and Livezey [17] point out,
trial participants during pandemics may be overconfident that sub-
stantial societal benefit will stem from the research. The uniqueness of
the situation also applies to trial teams and the media/social media
influencing their roles and relational interests.

3.1. Trial participants

Trial participants revealed nuanced views about their role in trial
communication and their responsibilities around engaging with both
mainstream and social media. They discussed whether sharing their
participation in the trial had altruistic or attention-seeking motives;
their experiences of engaging with the press, and concerns about the
negative impacts of trial participants communicating directly with the
public via mainstream or social media.

Some participants felt that their choice to share their participation in
the trial had altruistic motives, with an aim to spread positive trial
messaging by communicating their confidence in the process, as well as
support for the development of vaccines. One participant was motivated
to share their participation on social media to aid recruitment and raise
awareness amongst friends in different cities where the trial was rolled
out: ‘I think I posted at the beginning on Twitter ... when they tried to roll it
out across other cities, I shared it because I had a few friends that knew that
I'd done it. And they knew that it was happening in their cities’ (Inter-
viewee). Another participant wanted to publicly demonstrate their
support for vaccine development: ‘I'm from a biopharma manufacturing
background and have a good understanding of the positive power of vaccines
- and I wanted to stand up and be counted to show others that vaccines are a
positive force for good in the world’ (Survey respondent). However, several
participants who discussed media engagement felt that they would only
share their experiences if they were able to be anonymous: 1 think I
would potentially agree to give an interview, provided that it was anonymous
[...] I don’t really want to put my face out on the news’ (Interviewee). One
participant outlined that this was because they were not interested in
‘personal gain’: ‘The Guardian were looking to potentially have anonymous
participants write in anonymously to talk about their experiences on the trial.
[...]11didn’t give any details about who I was or anything like that. Because I
thought if they re publishing an article it’s about how good the trial is. How
positive this is. I wasn'’t really interested in reaching out to the press for any
personal gain.’ (Interviewee).

Some participants suggested that motivation for others sharing trial
participation on personal social media accounts or more widely by
engaging with the mainstream media could be linked to being ‘attention-
seeking’ or seeking praise for being altruistic: ‘I guess like a lot of reasons
for people to participate or to tell people is because they want some kind of
appreciation for participating. [...] I think a lot of people do participate
because they do think they do something good for society and I guess they
want appreciation for it.’ (Interviewee). This was reflected in the survey
responses with 44.7 % (156,/349) of participants agreeing that they were
motivated to take part by the hope that others would view their
participation positively and 23.5 % (82/349) agreeing that they were
motivated by wanting to tell others about their experience, although
only 0.6 % (2/349) were motivated by wanting to report their experi-
ence to the media, which could have been for various reasons.

There are potential downsides to participant involvement in trial
communication, particularly on social media. As Lynch et al. [10] note,
there can be risks to participant safety and participants reported con-
cerns about receiving too much journalistic attention or a negative
attention from those hesitant about vaccines. 8.3 % of survey re-
spondents (29/349) had concerns that they could be subject to high
media interest due to their trial participation.

Of those participants who did engage with the press or shared their
participation on social media, most had positive responses. In the open-
ended survey responses, participants relayed their experiences of
engaging with the press as a positive experience, with one participant
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revealing: ‘It felt like a positive thing to do, although I really didn’t expect it.
Journalists tracked me down via Twitter. I didn’t mind, and I never felt under
any pressure and I didn’t receive any abuse/unwanted attention.’ (Survey
respondent). Another felt it was an extension of feeling positive about
trial participation: ‘Feel really positive about being involved & have been
happy to share experience with the media’ (Survey respondent). The
mainly positive reception could be specific to the context of a large,
high-profile trial conducted during a global pandemic. Therefore, while
this support of trials and the development vaccines might be celebrated
during times of crisis, this appreciation may not be present in normal
times. Negative experiences were also discussed, although these were
not explained in much detail: ‘I enjoyed every aspect of the trial, except that
I received negative media attention due to my participation’ (Survey
respondent). For one there was a worry of potential ‘backlash/bullying
from anti-vaxxers and conspiracy theorists’ (Survey respondent) and when
another participant was asked if they had communicated about the trial
on social media, they answered: ‘I didn 't for a long, long time. I think purely
because I didn’t want any backlash... Especially during the beginning stages
where I didn’t really know what was going to happen to me. I kept it quite
quiet’ (Interviewee).

Many noted from sharing messages on social media that it seemed
that others saw participants as ‘brave’ and were grateful for their
involvement. Some participants even found that family members shared
details of their participation on their behalf, it being unclear whether
this was done with consent, however those posts expressed excitement
and pride. See Box 1 for three interviewee responses to the interviewer
question on this, noting how it was family members who shared
information.

Some participants saw it as a responsibility to protect trial privacy
not to share messages on social media nor speak to the press, which may
have been influenced in part by the particularly high-profile nature of
this trial: ‘It’s too big a trial, it wasn’t for me to go public on my expe-
rience of it. It wouldn’t have served any purpose at all’ (Interviewee).
This sense of responsibility to ensure a solution to COVID-19 is noted as
part of the exceptional circumstances of a global pandemic by Leisinger
and Schroeder [18]. Some felt that media engagement was not within
their remit, as their potential lack of understanding of the vaccine or the
trial could generate misinformation, damaging the research pro-
gramme’s reputation: 7 think if participants are just talking about a trial
that they didn’t really fully understand, there’s a danger of misinformation.
And it’s obviously not done maliciously, it’s just where people have not really
understood the ins and outs of everything’ (Interviewee). Others mis-
interpreted a recommendation from the study team to not engage with
the media as strict prohibition from making contact with the press and
had even thought they had signed an agreement to this effect, when this
was not the case. Participants did, however, report that they were
pleased the trial team had provided guidance on interacting with the
media.

In summary, the trial participants viewed their own communication
role as potentially useful to spread positive messaging about the trial but
also acknowledged risks in doing so for trial privacy, in the potential for
backlash or communicating the wrong information,

3.2. Trial team

Participants discussed their views about how the trial team engaged
with the media. Some mentioned specific trial investigators that they
had seen, most often referred to was Professor (now also Dame) Sarah
Gilbert: ‘I think it’s important to say that Professor Sarah Gilbert, ...when
you see her on the TV, she’s very reassuring and trustworthy. So, I think that
gave us confidence that this felt like someone who knew what she was talking
about’ (Interviewee). As described in the Financial Times, she became ‘the
public face of the project’ [19].

In Gilbert’s book Vaxxers [20] written with Professor Catherine
Green, the head of the clinical biomanufacturing facility that produced
the first batches of the Oxford-AstraZeneca vaccine, she noted the high
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Box 1
Family members sharing details about participation in the trial online.

Vaccine 42 (2024) 126391

Interviewer: ‘Have you ever communicated about the trial on social media?’

Interviewee: ‘Not personally. I think my mum probably put something on, I think, when she was like, [participant name] just got a vaccine.’
Interviewee: ‘No. I think my mum did once, but I ignored her. So, only on Facebook... I think a couple of friends just said, wow that’s brave. But that’s about it.’
Interviewee: ‘I think my sister might have done a post just to say she was proud of me or something like that when I first went. But no, because I think we were told not to or just to be careful of the

press and stuff like that, so I didn’t really openly broadcast it.”

media pressure and public scrutiny of developing the COVID-19 vac-
cines: “Working things out as we went along, we were learning how to
navigate the communications challenges of being part of the ‘only story in the
world’...” [20]. These views were repeated by Teresa Lambe, co-
developer of the vaccine, who recounted: ‘The search for a vaccine took
over my life. I've never worked harder’ [21]. Participants echoed these
sentiments, recognising that although there was a large amount of
pressure ‘to save the world’ (Interviewee), the scientists were able to be
measured and ‘acted very responsibly’ (Interviewee).

Overall, the trial team and scientists came across well to participants.
They were praised — for instilling confidence and reassurance in the
vaccine: ‘I have every confidence in the way the trial’s being run’ (Inter-
viewee) — and through their honesty: ‘I think they’ve been very honest all
the way through about what stage the trial is at and what still needs to be done
and the realistic chances are of it working or not working’ (Interviewee).
Several participants also remembered specific statistics mentioned in
interviews that investigators gave to the media. They recounted that
when asked to give an estimate of the likelihood of the Oxford vaccine
being successful, Gilbert said that she was 80 % sure it would work. This
number appeared to have stuck in the minds of some, with one partic-
ipant even thinking that it had been part of the literature given to them
by the trial team at screening and another who thought giving this figure
raised expectations too high: ‘Think some mistakes were made early on in
playing up expectations for the timeline/probability of success of vaccine
trials (e.g talking about this being available millions of doses by Sept 2020,
80% chance of success). don’t know how much driven by govt/pharma hype
but don’t think this was helpful for public understanding.’ (Survey
respondent).

The communication about trial events, and specifically pauses (when
a trial is temporarily paused by investigators to review safety data), was
a contentious issue with reports of receiving information about the trial
from the media before being informed by the trial team. For some of the
participants this was a problem, as they would have liked some warning.
They described the earlier press coverage as ‘The only negative side’
(Interviewee) and being ‘irked the press has seemed to receive more infor-
mation’ (Survey respondent). However, many also appeared to under-
stand that because the media moves fast that it was often very difficult
for get the information out to them before the press were made aware: 7
think it would have been better if we’d heard that by communication rather
than on the media first, but I guess the media go at their own speed’ (Inter-
viewee). Some did in fact credit the trial team with efficient communi-
cation about events related to the trial and were satisfied that they were
told at a similar time to the public: ‘When there was significant public
interest when the trial was put on hold, participants were informed by email,
which was very important to me, as participants have put themselves at risk
and should be told contemporaneously with the general public, not later’
(Survey respondent). It should be noted that communications to trial
participants are formal processes and often require approval to be ob-
tained from the ethics committee and the regulator, especially if aspects
of safety are involved. The media is able to communicate much more
quickly about trials as no similar procedures need to be followed.

More generally, participants had varying ideas about the level of
information that should be released to the media about the trial,
including the view that either too little or too much information was
shared with the press. Some participants felt that too much access to the
details of the trial encouraged the media to report on ‘non-news’, for
example, applying specific significance to trial pauses in news stories
that would not be highlighted during a clinical trial outside of a

pandemic setting: ‘And because the case was highlighted, something which
never would have been highlighted for any other study, I thought it was really
negative. And it was unnecessary, and [...] would not have been newsworthy
in any other study at all. [...] I don’t believe it should have gone to press at
all.’ (Interviewee). Others felt that the opposite was true, and that
transparency and regular updates from the trial team were important to
retain interest and public confidence, with more basic information about
how clinical trials work and likely timelines for a successful vaccine
serving as an educational service to the public: ‘I think the trial, to their
credit, they’ve been really transparent about the results and about when they
had to pause the trial and about why that was important to pause the trial.
[...] I think all it does is it exposes a process that people don’t know anything
about, so actually it’s helped people to be educated a little bit about how
medicines and vaccine trials work.” (Interviewee).

Overall, in terms of the trial team, participants recognised the high-
pressure environment that the investigators were working under and
were generally satisfied with the communication. They reported a high
level of trust in the trial, and especially in the investigators. However,
many requested clearer advice about media involvement and advanced
knowledge about trial pauses and note-worthy events.

3.3. Media and social media

The unparalleled media and social media coverage surrounding
COVID-19 vaccine trials elicited a variation of views from trial partici-
pants about how information about the trial was reported on. There
were positive or negative perceptions of media coverage, as well as
views on sensationalism and misinformation. The increased coverage
meant a greater attention paid to the development of a vaccine and
solution to the pandemic generally, which included high profile per-
sonalities. For example, participants spoke of the influence of high-
profile personalities in relaying the importance of having a COVID-19
vaccine such as Bill Gates: I heard a talk by Bill Gates and realise the
importance of the vaccine in getting us out of a pandemic. I felt completely
powerless and want to do something to help.’ (Survey respondent) or
finding figures such as Captain Tom Moore, who raised money for Na-
tional Health Service charities, inspirational: I couldn’t cope seeing all the
deaths of vulnerable people. I was also inspired by Captain Tom Moore.’
(Survey respondent).

Participants were concerned about irresponsible reporting by
mainstream media, motivated by profit rather than public health goals,
and expressed anger and frustration that the reputation of the trial was
jeopardised: ‘Media in general, not just newspapers, are incredibly irre-
sponsible... and they need to work harder at presenting it more accurately’
(Interviewee). Most participants felt the mainstream media sensation-
alised stories — with news being presented as more extraordinary than it
was — particularly with regards to the trial pauses: ‘Obviously news, the
more sensational it is, the more theyll sell. So, you can’t really trust and news
service to give clear information because they’ll want to tell you the worst
part, so people will buy the newspapers’ (Interviewee). Others had not seen
many examples of irresponsible reporting but added that they avoided
certain news outlets for this reason. Still, researchers have reported that
news sensationalism during the pandemic was low overall [22].*

4 While also noting politically centre and left news outlets in Canada and the
United States had greater sensationalism than media outlets in the United
Kingdom.



M. Patrick-Smith et al.

Nevertheless, such sensationalism was reported to have caused public
anxiety and mistrust early in the pandemic [23], and Dudley et al. [24]
caution that sensationalism exacerbates even minor flaws in scientific
messaging.

The unusual amount of media interest in this particular trial was
highlighted by participants, who felt that trials are not usually so high-
profile and hence the media are not informed about how to report on the
technical details: ‘I think it’s very difficult to report on science because it
very quickly gets very technical. I think they 've had to somehow dumb it down
a bit. They’ve had to either say it’s been going well or badly’ (Interviewee).
Some spoke about a general lack of scientific understanding amongst
journalists and the media particularly when it came to trials and gave
examples that they had seen in the news, such as describing participants
as ‘guinea pigs’: ‘It was either the BBC or the Guardian that used the word
guinea pigs, which obviously is very common. [...] (Dt’s not a fair way of
describing participants because informed consent is such a massive deal, and
we go to such huge lengths to make sure that participants are well informed
and understand their rights to withdraw, and all that sort of thing’ (Inter-
viewee). As Dudley et al. [24] have also argued, members of the media
who focus on science topics should thus receive specialised training and
press officers should be better integrated with research teams to improve
understanding. Some participants felt the lack of understanding
contributed to an unrealistic idea of how clinical trials work for the
public, impacting the perception of trial safety. For example, one
participant thought that ‘the assumption for most people would be that it
was the live vaccine’ (Interviewee) and felt there was nothing to contra-
dict this in the media, corresponding with a sense of an intrinsic lack of
scientific understanding. While there was a lot of media coverage about
the vaccine itself, how it worked and how it was developed, perhaps
lacking was a corrective stance when incorrect information was relayed.

Regarding social media, participants had a range of views about its
role in shaping public perception of trials. The views fell broadly into
two camps: those who thought social media is a vehicle for misinfor-
mation, and those who thought it can be a force for good. There was
commentary around how professional misinformation can be on social
media and the increased possibility of large-scale dissemination: ‘And a
lot of it does look very, very professional. ...Someone can put up something I
think that looks almost like a clinical trial unless you look at it properly.
When you start reading that it was published in the Journal of Hippy
Happiness or something, you go oh actually that’s not a real journal, is it? But
the way they write it up, it’s very, very persuasive’ (Interviewee). For
example, one participant felt social media has had a negative impact on
trial communication and that there should be no role for it at all 7
definitely don’t think social media is a good place to get news on this trial or
discuss it or anything, really’ (Interviewee), and others commented on
how the information about trials on social media is untrustworthy ‘I just
take anything that appears on social media is an untruth’ (Interviewee).

A specific incident discussed by multiple participants was the fake
news story about the death of the first participant to receive the vaccine,
which was circulated on social media and picked up by mainstream
news outlets before being shown to be false [25] (see Box 2). Most
participants who mentioned this story during interviews had not
believed it, although they were concerned about the impact on the trial,
with one participant suggesting that it demonstrated the strength of
some people’s opposition to the vaccine: ‘I think that suggests that there
are people out there that are quite worried about it because they feel the need
to make up stories like that in order to get their point across’ (Interviewee).

For others it brought forward concerns that they might also face

Box 2
Fake news about the first trial participant.
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backlash: ‘I have been very careful who I have told about being in the vaccine
trial since an a [sic] member of the initial trial had negative press’ (Survey
respondent). Another offered that participants could have been better
prepared through information provided, including specifically about
media appearances which had been organised by the trial team: 7 was
the 4th person to have the vaccine and was filmed. I believe more information
could have been given about the possible negative consquences [sic] of being
filmed. For example there was a fake news article which said that the person
who was vaccinated first had died. Although this article wasn’t about me I
would have liked to have been warned that these articles could be made using
the footage taken’ (Survey respondent).

Nevertheless, social media was felt to be a positive for some partic-
ipants as a method of educating others ‘Not all of my friends online or on
social media were completely trusting of the vaccine or knew a lot about it. So
I'm grateful that I had the opportunity to talk to them about it before they
could latch onto some piece of misinformation, and then start panicking about
it.” (Interviewee) and for trial recruitment ‘I posted at the beginning on
Twitter. I was doing it, when they tried to roll it out across other cities’
(Interviewee). Notably, 31.5 % (110/349) of survey respondents heard
about the opportunity to take part in the trial via social media, the
majority on Facebook (66.4 %, (73/110)) or Twitter (23.6 %. (26/110)).
It is unclear whether this was from interacting with the official
recruitment material circulated on social media channels by the trial
team or from seeing information about the trial on individual user ac-
counts. One participant spoke of how social media could counteract fake
news and misinformation, having witnessed users who shared a fake
news article being called out by other users: 4 think it’s been represented
quite well, but I did see one cheeky headline. I think it was The Washington
Post the other day who just put a headline out, which is, participant dies in
Oxford vaccine trial. And it turns out that he hadn’t even had the injection yet
or he’d had the placebo or something like that. I think that was represented
quite poorly, but I think it was being called out on Twitter for doing that.’
(Interviewee). The potential for social media to spread misinformation,
therefore, is influenced by its users, who can amplify or counter pro-
posed information depending on their own beliefs.

What the media and social media could offer for trial representation,
therefore, was the potential for sensationalism and misinformation, but
also to counter false claims, educate more broadly about trials and aid
recruitment.

4. Conclusion

We have shown how trial participants have considered their roles
and responsibilities and that of the trial team, the media and social
media in communicating about trials. The representation and portrayal
of trials in the media will continue to be a crucial means of communi-
cating about vaccines and their testing post-COVID-19, particularly in
the context of future outbreaks and pandemics. We have discussed how
the positions of different parties involved in communicating about trials
are evolving but also highlighted some points of contradiction. Trial
participants viewed motivation for communicating as either altruistic or
attention-seeking, where engagement with the media could be useful
but also held risks. The trial team was seen as trustworthy and knowl-
edgeable but slow in keeping participants informed before the media.
The media could both be sensationalist or informative, and social media
a force for misinformation or an educational tool. These very varied
ideas about roles and responsibilities convey the high potential for
positive or negative effects of trial communication. From our study,

On 25 April 2020, microbiologist Dr Elisa Granato, the first participant in the Oxford-AstraZeneca COVID-19 vaccine trial, woke up to the news of her death [25]. This viral news story
fed into concerns that the vaccine was unsafe. Granato confirmed her ‘alive’ status on Twitter (now called X), however, for some this rebuttal was even further evidence of a
conspiracy that was designed to conceal she had died. In response to ongoing speculation Granato then released a video to ‘prove’ she was alive, but the authenticity was questioned.
The Department of Health and Social Care also announced via Twitter that her death was ‘completely untrue’. Granato continued to receive messages from those who believed her
death was a state-sponsored cover-up months later, adding to the misinformation that can undermine confidence in COVID-19 vaccines (ibid.).
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while trial participants views are varied, there are some touchpoints,
however, that have been highlighted as being important to communi-
cating about trials involving the different parties discussed that could
build on the positive possibilities for trial communication.

We have three key recommendations for future media involvement
of trial participants. The pandemic has demonstrated the need for clin-
ical trials to be made more transparent as a scientific practice that re-
quires a better public understanding and engagement. Therefore, media
coverage of trials needs to be taken seriously in how progress and results
are reported, especially to address poor information related to un-
certainties, rumours, and myths. A better understanding of the experi-
ence of participants in clinical trials could help the media and trial teams
to be clearer about what risks, benefits and vested interests are involved,
in order to counter public misinformation. Thus, the first recommen-
dation is for explicit and comprehensive media guidance for all partic-
ipants to encourage awareness of what is discussed in the media and
posted on social media, and what consequences it might have. Second, is
to prioritise having open and effectively expressed accounts of trial
composition, processes, and participation. A way to do this would be to
identify participants and investigators early in a high-profile trial who
can receive media training for their benefit and to optimise information
about the trial, with participants giving feedback and input to the trial
team and investigators. Then media and social media as a vehicle to
express views could be further harnessed to allay concerns and
communicate experiences of being vaccinated from well-informed and
relatable voices. Third, is to offer support and a direct communication
channel for journalists to report trials by utilising internal press officers
to engage with journalists, providing tailored materials and consistent
messaging across investigators.

There are also further related roles that also could be considered for
future media engagement in trials, including the additional role of
media in trial recruitment, role of press offices for academic centres, and
the role of trial investigators giving press interviews to inspire trust and
confidence (all of which does not often happen actively). There is value
for instance in having ongoing institutional press officers and dedicated
institutions set up to mediate discussions between researchers and
journalists, and can offer valuable insight for media communication.
The Science Media Centre, a charity which was set up in 2002 is one
example of an institution that took on a key function during the
pandemic to support journalists, researchers, and press offices to pro-
vide evidence-based information and high-quality media coverage (see
https://www.sciencemediacentre.org). As public interest and trans-
parency in trials have increased since the COVID-19 pandemic, it is to be
expected that ongoing consideration about the most effective method of
trial communication for the benefit of all stakeholders will be needed in
the future.
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