
healthcare complaint, yet information-sharing following stroke
is little-researched.
Aim To describe and explore: a) carers’ experiences of profes-
sional truth-telling in the 6 months following severe stroke b)
how carers process uncertainty
Methods Secondary analysis of semi-structured serial interviews
with carers at 6 weeks and 6 months post-stroke, using
Framework approach.

Population: Informal carers of severely-dependent adult
patients with Total Anterior Circulation Stroke in Lothian
(Scotland), including carers of patients who died during the
study.

Sampling: Purposive sampling for maximal variation; secon-
dary analysis sampled geographically.

Rigor: Analysis of deductive and inductive themes; discus-
sion of emergent themes with primary data collectors; exami-
nation of deviant, negative and extreme cases.
Results 20 transcripts from 15 carers were analysed, including
6 bereavement interviews. All interviews referenced truth-tell-
ing by healthcare professionals, most frequently ‘construction
of truth as a process’ and ‘value of honesty/frankness’. Some
carers described professionals intending to deceive. Most
carers described uncertainty as something negative, using
behaviours to reduce uncertainty. A minority described uncer-
tainty as a positive or ‘window for hope’, using behaviours to
increase uncertainty.

Carer, professional, patient and environmental factors influ-
enced carers’ experiences. What carers said was complex and
views changed over time.
Discussion and conclusions We present a new visual model of
truth-telling between healthcare professionals and carers.
Truth-telling is a complex, two-way process. Carers and pro-
fessionals view ‘the truth’ through ‘lenses’ of their own world-
views, experiences and knowledge. Carers’ views of
uncertainty affect engagement with truth-telling. The truth-tell-
ing system is open, asymmetrical and dynamic: with access of
external information and a gradient of knowledge and power
within each professional-carer dyad, which changes over time.
Poor communication has important fall-out. Our visual model
could help professionals approach information-sharing follow-
ing severe stroke more confidently.
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Background Family carers often struggle to support relatives
living with dementia with nutrition and hydration towards the
end-of-life. The aim of this study was to co-design with family
carers and professionals an information resource to support
family carers with this task.

Methods This study consisted of four phases: 1) qualitative
systematic review; 2) a scoping review of existing resources;
3) 61 qualitative interviews with people with dementia, profes-
sionals, and family carers; 4) data synthesis and co-design
development of an information resource.

We constructed a matrix synthesising the key findings from
phases 1–3, devising themes of the key content across the evi-
dence and providing summaries from each source of evidence.
The matrix provided a transparent pathway of the evidence
and content for the design process.

For the co-design phase 18 participants were recruited, 9
family carers and 9 professionals, split into two mixed groups.
Four co-design workshops were conducted (two with each
group) to develop the resource. During the workshops partici-
pants were presented with a summary of results from the
matrix. Using modified nominal group processes and a series
of tasks including categorisation and ranking we produced an
initial prototype of the resource. The prototype was refined in
subsequent co-design meetings and via email with individual
participants.
Results The main areas covered within the resource include:
eating and drinking difficulties in dementia; end of life; man-
aging swallowing difficulties; points to discuss with professio-
nals in future appointments; support for family carers and;
further resources. Information is presented in a booklet with a
mix of formats including: diagrams; quotes; top tips; flow
charts; and visual images.
Conclusions This practical resource is the first to focus on
nutrition and hydration towards the end-of-life in dementia
care. This study provides a transparent stepwise approach to
developing interventions, key for future similar studies.
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Background People in the UK are often uncomfortable with
supporting the dying. As the population ages we are less likely
to have supported a loved one who has died.
Methods The Centre for the Art of Dying Well, with pallia-
tive care experts and experts by experience, created a
resource to support someone at the deathbed of a loved one.
This was updated for the COVID-19 pandemic. This abstract
describes the wider public engagement with this resource,
using content analysis to evaluate public sentiment and
understanding of it.
Results Release of the original Guide coincided with a report
assessing preparedness for supporting someone who is dying,
a podcast and a press release. It was widely quoted in the
news media with reports in The Times; local and national
news (Radio Oxfordshire, Talk Radio, Channel 5 News). Goo-
gle Analytics demonstrated 7,341 unique visitors to the Guide
spending, on average, 2 minutes 2 seconds reading it. The
version updated for COVID-19 was widely cited in the Finan-
cial Times, the Daily Mail, the Sun and Vatican News and an
interview on 5 Live Radio. Based on an analysis of article
comments, public sentiment and understanding were shown to
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