Report: World Stroke Day Forum 2018
“To develop high-quality research and ultimately better healthcare for stroke
survivors it is essential to establish a common understanding of the needs,
experiences, and priorities of those living with the results of stroke. Events like this
really help us do that.”
Professor Jenny Crinion, Institute of Cognitive Neuroscience

Activity
UCL World Stroke Day Forum took place on Monday 28th October 2018, bringing together
over 100 stroke survivors and their carers with six UCL research and clinical groups and four
charity partners.
Organised by the Wellcome Centre for
Human Neuroimaging, the Forum
provided a platform for researchers to
share the latest developments in stroke
research and rehabilitation at UCL, but
also enabled stroke survivors to share
their priorities and experiences with
researchers.

As well as an expo with 10 different stalls offering opportunities to get involved with
research and clinical trials, a series of workshops and talks promoted discussion around the
challenges stroke survivors face negotiating their recovery.

“I wish there had been something like this when I had my stroke seven years
ago.” Attendee

Highlights
Engaging attendees
“Refreshing to know clever people are doing clever things.” Attendee
Jenny Crinion and Nick Ward were singled out as highly effective at engaging with attendees during
their talks, perhaps due to their clinical experience but also because the content of their research is
easily accessible. Others were not so effective, with ushers noting the use of overly technical
language and a focus on research design over practical application as particular issues.
The interactive workshops were also particularly successful, especially when providing an
opportunity for attendees to try out tools like the neurotherapeutic apps and get a sense of how
using them could benefit their recovery.
One attendee commented that research engagement “helps you understand why you are the way you are”.

Ushers
“The ushers and guidance were so useful, especially as it can be very daunting to
come to a place like this brand new.” Attendee
Personalised ushers worked very well, and made the participants feel safer, ensured they got
to their correct session and stayed with their group. The ushers themselves were excellent at
immediately engaging with those in their group, and going out of their way to find anyone
who went missing.

“In the beginning, I was a little unsure of how to talk to the visitors because I haven’t worked with stroke patients a lot before (e.g. what
I should or shouldn’t ask them, what would be too personal, how fast to talk), but that became easier quickly…. I met some very warm,
kind and funny people.” Usher

Learning for 2019
The World Stroke Day Forum was not without its challenges, but these were mainly logistical, so learning can
be built into planning for future events.

Timing and set up
Sessions were very tight for time and a number of attendees expressed frustration at not being able to start
or finish conversations, expectations of longer lecture-like talks, and the need to move on so quickly to the
next session with little time to process. Additionally, those with additional mobility needs sometimes
struggled to get between sessions in enough time, while if someone needed a break or to use the bathroom,
then they risked missing the whole session.

“It was a shame to stop people from asking questions because we had to move to
another room. It would’ve felt a lot less rushed if the stroke survivors had more time
to listen and feedback and ask questions. Another 5 minutes in each workshop
(meaning 15 mins less in the expo hall) would’ve been great.” Usher
There was also some confusion on the registration desk and amongst the ushers about
timings, with the complicated system of matching participants to workshops was difficult to
manage. The space was quite difficult to manage, especially around the entrance, given the
number of attendees with additional mobility requirements. It also felt like there were a lot
of researchers and other non-attendees in the room at various points, which contributed to
the space feeling quite tight and a sense of confusion about where people should be.

Assigned workshops
Some attendees were very unhappy at not being able to choose the sessions they attended – some had signed up for the day just for one aspect, e.g.
aphasia. Given the variety of stroke experiences, it may be better to allow people to select the sessions which are relevant to their own personal needs, or
at least warn people in advance that they will be assigned. Some people did go into different sessions or stay from the morning to the afternoon session in
order to do this.

Conclusion
The World Stroke Day Forum met an important need in stroke survivors, who are often left with limited support after their initial recovery period. Many of
them are very keen to help others in similar positions to themselves, even if their research involvement may lead to limited direct benefits for them. Most
importantly, the event provided stroke survivors with hope, the chance to meet others in similar situations ,and the opportunity to contribute to and
influence cutting edge research.

“I thought that the researchers managed to convey very well that it was their (the patients’) opinion that mattered and that their
feedback was very valuable to them, so the visitors felt that they were contributing to research.” Usher

