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Abstract
The #WhyWeDoResearch campaign was set up in 2014 and was originally planned
to run locally, in Norfolk, at the James Paget University Hospitals NHS Foundation
Trust (JPUH) for 12 days in December. Within four days, the campaign was being
utilized nationally by other trusts and charities. By the New Year of 2015 it became
international and had reached Australia and Canada. The intended audience for
the campaign is broad and includes: patients, the general public, all staff working
in health care and/or research including (but not limited to) National Health Service
(NHS), commercial companies, charities and schools. The campaign has become
a community where patients, staff and public alike can share their voices about
health research on an equal playing field. Each year, to coincide with International
Clinical Trials Day (ICTD) on 20 May, a #WhyWeDoResearch ‘Tweetfest’ is hosted.
This includes a number of ‘tweetchats’ at set times throughout the Tweetfest.
Tweetchats are hosted by experts in particular diseases or other areas. Patients
and patient groups are included in this group of experts. This article uses the
#WhyWeDoResearch campaign annual Tweetfest to demonstrate how social
media can be utilized to raise awareness of health research around the world.
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Key messages
●

●

●

The #WhyWeDoResearch campaign has become a community to raise research
awareness, to share knowledge and experiences, and to connect researchers,
patients and the public around the world.
#WhyWeDoResearch provides a level platform for patients, public and staff to
discuss research issues, share a voice and be heard.
#WhyWeDoResearch has over 400 million impressions, is used by over 45,000
Twitter accounts and has a reach of 23 countries.
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Background
The #WhyWeDoResearch (http://whywedoresearch.weebly.com) campaign was set up
as a way of introducing the James Paget University Hospitals NHS Foundation Trust
(JPUH) (@JPUHResearch) research team to the local population through the Twitter
social media platform in December 2014. It was a Christmas campaign that utilized
Twitter to share photographs of staff members and others holding a placard describing
why they were involved in research (see Figure 1). Within four days, the social media
hashtag was being used nationally by trusts and charities. Within three weeks, it had
reached an international audience, with researchers from Australia, Spain and Canada
tweeting their own #WhyWeDoResearch quotations and photographs.
Figure 1: Representative images from the #WhyWeDoResearch campaign
A. An expectant mother stating that she takes part in research to keep mothers and
babies safe
B. A baby with a placard important to her mother

Credit: 1A @JamesPagetNHS
Credit: 1B @ClaireW_UK

The #WhyWeDoResearch campaign has since become the most utilized Twitter
research community globally, providing an open and equal playing field for staff,
patients and the public to discuss, share and learn about research.

Background to social media, and patient and staff
involvement
Social media brings a new dimension to health-care research as it offers a level platform
for discussion among patients, the public and health-care professionals (Gibbs et al.,
2015). Recent years have seen increasing interest in calls for health-care professionals
to focus on improving the patient experience and the engagement of patients in their
own care (Chauhan et al., 2012; Househ, 2013; Smailhodzic et al., 2016), although
little attention has been paid to understanding the impact and opportunities of social
media. At the same time, patients themselves are utilizing social media as a tool to
share experiences, often through blogs and other formats (Greaves et al., 2013). Any
direct benefits for patients who use social media are (as yet) little explored, but a small
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number of studies have found that patient voices can be stronger and more clearly
heard when they engage with (and lead on) social media activities (Househ et al., 2014;
Antheunis et al., 2013). Koumpouros et al. (2015) explored the importance of patient
engagement and analysed patients’ use of social media. They concluded that healthcare organizations and individuals should adopt social media marketing in their daily
practice in order to meet the demands and needs of patients and match their growing
technological savvy, a notion echoed by Moorhead et al. (2013) and Ventola (2014).
While there is growing evidence about the impact, benefits and limitations of
social media use for patients in health care (De Martino et al., 2017; Cordos et al.,
2017), there remains a paucity of literature focusing on patient leadership in the same
arena, and the impact this has on patients’ experiences, learning and outcomes.
Quantitative statistics were obtained through @WeGizmos to evaluate Tweetfest – an
event held each year on 20 May to coincide with International Clinical Trials Day (ICTD).
To assist the robustness of feedback reviews, qualitative responses were analysed
using thematic analyses.
This article describes how patients and the public are engaged, involved and
supported in leading tweetchats throughout #WhyWeDoResearch Tweetfests. We also
sought to analyse the unique experience of patients and staff leading on tweetchats,
and the subsequent impacts that being part of a global health-care research campaign
had on their learning and understanding.

Tweetchats and Tweetfest
#WhyWeDoResearch tweetchats are held approximately monthly, with a specific
Tweetfest covering International Clinical Trials Day annually (schedules for the 2016,
2017 and 2018 Tweetfests are shown in Figures 2, 3 and 4). A tweetchat is an hour-long
live discussion, which anyone can join at a predetermined time and date using the
hashtag #WhyWeDoResearch. Tweetchats are designed to engage the audience and
Twitter followers about specific research topics, to share learning and experiences,
and to raise awareness of research opportunities about a particular topic. Tweetchats
are hosted by #WhyWeDoResearch originator @ClaireW_UK, @smithhazelann and/or
guest hosts who are either working in a research area or are a patient with a particular
research interest in a disease or process.
Tweetchat hosts are provided with a toolkit of materials that allows them
to develop a title and set questions to be launched via Twitter every ten to fifteen
minutes within the hour. Tweetchats have two or more hosts to manage the scale of
participation, and to support those hosting for the first time.
In 2016, #WhyWeDoResearch ran the world’s first research Tweetfest, which
included 19 tweetchats over one week. In 2017, this increased to 29 tweetchats over two
weeks with 51 hosts. For the two-week Tweetfest, the times, dates, titles and presenters
of the chats were all included in the schedule, as well as on the website, and this was
advertised prior to the event (see Figure 3). Tweetchats included a range of topics
and were hosted over lunchtimes, evenings and weekends to maximize participation.
The Tweetfest for 2018 was reduced to 14 tweetchats. Titles were voted for by the
#WhyWeDoResearch community in the months preceding International Clinical Trials
Day in May (see Figure 4). Tweetchats were hosted by patients and/or patient groups,
and support was provided by @ClaireW_UK and @smithhazelann.
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Figure 2: Tweetfest 2016 schedules from the UK and Australia
A. The 2016 UK Tweetfest schedule. The times, dates, titles and presenters of
the chats were all included in the schedule as well as on the website and this was
advertised prior to the event
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B. The Australian event was hosted by @AusNurseEd and ran for several days in May

Week 1 of the 2017 Tweetfest dedicated every evening to patient and public tweetchats;
other tweetchats were interspersed throughout the days. Some patients contacted the
organizer directly to request a hosting position and others – those who had shown
interest in the campaign previously or who had hosted tweetchats before – were
approached. Patient hosts chose their own tweetchat titles and subjects, which were
reviewed in line with all others to ensure no duplication of content. Hosts were further
supported in the design of questions, to build confidence if they were unsure about
the approach and to allow for open discussion.

Limitations
Social media as a stand-alone tool
Not all members of the public, or indeed health-care staff, are active on social media
platforms. This may be due to lack of access to technology, or issues with confidence
in using technology, and particularly in using social media platforms (Antheunis et al.,
2013). Therefore, although Twitter was the social media platform used in this campaign,
it should not be used as a stand-alone tool for raising research awareness. To address
this, #WhyWeDoResearch campaign followers also host events at their health-care
organizations or in local communities. Previous examples of such events include stalls
with ‘pop-up’ photo booths (see Figure 5). At these stands, the public, patients and
staff may have photographs taken or share their experiences.
Some organizations have hosted live ‘twitter walls’ within their hospitals, where
tweetchats are linked to a television screen in lobbies and communication teams enter
feedback to questions from patients or the public in real time.
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Figure 3: Tweetfest 2017 schedule

#WhyWeDoResearch also host monthly guest blogs, which are written by patients
and staff sharing their experiences of research. On the #WhyWeDoResearch website
there is an option to comment on and discuss the guest blogs. This provides another
forum for the public, patients and staff to engage with each other, commenting on and
discussing health-related research.

Global inclusivity
In ensuring the #WhyWeDoResearch campaign was inclusive to the global community
throughout Tweetfest, different time zones posed a potential problem for participation.
Strategies employed to combat this included scheduling tweetchats towards the
afternoon and evening Greenwich Mean Time where possible, which equates to
European Standard Time morning and lunchtimes (with others fitting in between), and
inviting people to host tweetchats from their own country and at a time that was most
suited to themselves and their followers. The same hashtag was used throughout,
which allows people to catch up at a later, more convenient, time if they want to.
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Figure 4: Tweetfest 2018 schedule

Figure 5: Engaging with the #WhyWeDoResearch campaign locally
A. Research team showing their support for the #WhyWeDoResearch campaign
using their #WhyWeDoResearch placards
B. A #WhyWeDoResearch stall with a ‘pop-up’ photo booth

Credit: 5A @NNUHResearch
Credit: 5B @TaraAPuley
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Funding and input
The campaign is completely voluntary with no current funding. The input in terms of
time required from the organizers was high level to support first-time hosts. However,
the benefits far outweighed the limitations and are discussed below.

Benefits
Reach
The #WhyWeDoResearch campaign has demonstrated global impact and engagement.
The hashtag has had over 400 million impressions to date. An ‘impression’ on Twitter
measures the total number of times a tweet has been viewed or acted upon.
More than 45,000 individual social media accounts have participated in the
campaign, spanning 23 countries. The 2017 Tweetfest reached over 50 million
impressions in two weeks. Each tweetchat, both patient- and staff-led, throughout the
2017 Tweetfest achieved over one million impressions within their dedicated chat hour
(statistics were kindly generated through @wegizmos). This demonstrates huge impact
and engagement, thus highlighting the reach and power that positive social media use
can have on health research.

Feedback from 2017 Tweetfest hosts
Hosts provided feedback about their experience of leading tweetchats via a
SurveyMonkey questionnaire. Of the hosts that replied, 80 per cent of hosts had
participated in a tweetchat prior to Tweetfest and 50 per cent had hosted a tweetchat
prior to the event; therefore, 20 per cent of people had neither participated nor hosted
before. Qualitative data collected from staff and patient hosts demonstrate the clear
impact of the campaign (examples are provided in Figure 6). Themes included, but
were not limited to: increased knowledge of research, increased awareness of research
opportunities, and feeling part of a community.

Networking
All hosts fed back that their communities (personal and professional) had increased
as a direct result of participating in the Tweetfest. Feedback from staff included an
increase in patients asking about research opportunities in the months following
Tweetfest. There were multiple reports of collaboration in research studies and of
sharing of studies already open at sites to enable more opportunities for patients to
join in from around the world. International discussions meant that assumptions and
different working practices were challenged in a professional way, and learning ensued
from this.
Patient hosts reported either an increase in their own followers or increases in
communication with others with the same disease or research interest. All reported
a consequent and immediate increase in their personal support networks, and some
enrolled as ambassadors for charities in specific disease areas as a direct result of their
experience in the #WhyWeDoResearch campaign.
The #WhyWeDoResearch initiative described in this article is one aspect of
the campaign and consequent community. The vision of the campaign is to raise
research awareness and opportunities for patients, public and staff. Feedback from
patient, public and staff hosts through the annual Tweetfest has demonstrated a new
era of collaborative working, and shown important benefits in collaborative learning
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and sharing of ideas and knowledge. While limitations of the social media platform
should be acknowledged, it is also possible to overcome these with preparation and
perseverance, and when compared to the available benefits, the limitations pale in
comparison.
Figure 6: Qualitative feedback collected from tweetchat hosts
A. Qualitative feedback from staff chat hosts
B. Qualitative feedback from patient chat hosts
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Conclusion
Social media has become a valuable platform for sharing voices and engaging healthcare staff and patients in research, although it should not be used as a stand-alone
tool. There are many aspects to the #WhyWeDoResearch campaign and community,
and this paper has highlighted the many benefits of #WhyWeDoResearch tweetchats
in generating open discussion among patients, public and staff.
Patients are experts in their own right, and engaging and informing patients in
research was the primary motivation for establishing the campaign, not forgetting that
at various times in life, we are all patients. Both patients and staff reported positive
outcomes from hosting tweetchats, both on personal and professional levels. Further
formal research would be useful in contributing to the body of literature around lived
experiences of patients and staff, with particular focus on the benefits and limitations
of engaging with social media for health-care purposes.
The annual #WhyWeDoResearch Tweetfest and ongoing campaign provide an
example of how social media has been used effectively and positively as a tool to
engage the public, patients and health-care staff in research.
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