Longer-term health and social care strategies
for stroke survivors and their carers: the
LoTS2Care research programme including
cluster feasibility RCT

Anne Forster,12* Seline Ozer,! Thomas F Crocker,1
Allan House,2 Jenny Hewison,* Elaine Roberts,>
Josie Dickerson,! Gill Carter,® Claire Hulme,”-8
Matthew Fay,? Gillian Richardson,1° Alan Wright,1
Christopher McKevitt,11 Rosemary McEachan,12
Robbie Foy,13 Lorna Barnard,* Lauren Moreau,1*
Arvin Prashar,! David Clarke,12 Natasha Hardicre,?!
lvana Holloway, 14 Richard Brindle,1* Jessica Hall,1
Louisa-Jane Burton,! Ross Atkinson,1

Rebecca J Hawkins,12 Lesley Brown,! Nicola Cornwall,1
Bryony Dawkins,® David Meads,? Laetitia Schmitt,8
Marie Fletcher,* Michael Speed,® Katie Grenfell,!
Suzanne Hartley,14 John Young?! and Amanda Farrin14

IAcademic Unit for Ageing and Stroke Research, Bradford Institute for Health
Research, Bradford Teaching Hospitals NHS Foundation Trust, Bradford, UK
2Academic Unit for Ageing and Stroke Research, University of Leeds, Leeds, UK
3Leeds Institute of Health Sciences, School of Medicine, University of Leeds, Leeds, UK
4Division of Health Services Research, School of Medicine, University of Leeds,
Leeds, UK

>Stroke Association, London, UK

éPatient and public involvement contributor, York, UK

’College of Medicine and Health, University of Exeter, Exeter, UK

8Academic Unit of Health Economics, School of Medicine, University of Leeds,
Leeds, UK

Westcliffe Medical Centre, Shipley, UK

10Public Health, Wakefield Council, Wakefield, UK

11School of Population Health & Environmental Sciences, Faculty of Life Sciences &
Medicine, King’s College London, London, UK

12Born in Bradford, Bradford Institute for Health Research, Bradford Teaching
Hospitals NHS Foundation Trust, Bradford, UK



13Dijvision of Primary Care, Palliative Care and Public Health, School of Medicine,
University of Leeds, Leeds, UK

14Clinical Trials Research Unit, Leeds Institute of Clinical Trials Research, University
of Leeds, Leeds, UK

*Corresponding author a.forster@leeds.ac.uk

Declared competing interests of authors: Anne Forster was a member of the National Institute for
Health Research (NIHR) Health Services and Delivery Research Researcher-led Panel (2016-18) and a
member of the NIHR Programme Grants for Applied Research (PGfAR) subpanel (2006-18). Allan House
was a member of the NIHR PGfAR Expert Panel (2011-19), NIHR Career Development, Senior and
Transitional Fellowships Panel (2015-19) and NIHR PGfAR subpanel A (2017-19) and chairperson of
the Research for Patient Benefit Yorkshire and Humberside Regional Funding Committee (2012-16).
Jenny Hewison was a member of the NIHR Clinical Trials Unit Standing Advisory Committee (2012-17).
Claire Hulme was a member of the NIHR HTA Commissioning Board (2013-17). Robbie Foy reports
being a member of the NIHR Dissemination Centre Advisory Group (2015-19) and member of a NIHR
PGfAR subpanel (2017 to present). David Meads is a member of a NIHR PGfAR subpanel (2018 to present)
and was a member of a NIHR HTA prioritisation panel (2013-17). Amanda Farrin was a member of

the NIHR HTA Clinical Evaluation and Trials Board (2014-18) and of the HTA Commissioning Strategy
Group (2014-18). Elaine Roberts was Director of Stroke Support (England) for the Stroke Association
during this programme (2017-19); the Stroke Association provides commissioned services for people
after stroke.

Published March 2021
DOI: 10.3310/pgfar02030

Plain English summary

LoTS2Care research programme including cluster feasibility RCT
Programme Grants for Applied Research 2021; Vol. 9: No. 3

DOI: 10.3310/pgfar09030

NIHR Journals Library www.journalslibrary.nihr.ac.uk



Programme Grants for Applied Research 2021 Vol. 9 No. 3 (Plain English summary)

Plain English summary

he post-discharge care pathway for people after stroke remains ill-defined beyond the first few

weeks; consequently, many stroke survivors experience poor longer-term outcomes and report a
range of unmet needs. We sought to develop and evaluate an approach to improve these outcomes
through five workstreams.

Through interviews with stroke survivors and their carers, and review of the literature, we identified
and then prioritised 23 post-stroke unmet needs.

The variability of current stroke services was captured through a national survey and focus groups
with colleagues providing those services. As only a small minority of services saw people beyond
12 months after stroke, we focused on developing an intervention to be delivered at approximately
6 months post stroke.

Using the information obtained in the earlier work, we convened a group of stroke survivors and
service providers and, working with the research team, developed an intervention to address unmet
needs and enhance participation (i.e. involvement in life situations) for people after stroke.

This intervention was further refined by working with three stroke services to test parts of the
intervention. The intervention (called New Start) included identifying needs, problem-solving and
self-management.

In the final part of this programme of work, we undertook a feasibility trial in 10 stroke services;

five were allocated by randomisation to provide the new intervention and the other five continued
providing their usual service to all stroke survivors. A total of 269 stroke survivors were included in
the trial; some stroke survivors chose not to accept an offered service. Some stroke survivors and the
staff delivering the intervention found it difficult to engage with problem-solving, although stroke
survivors receiving the intervention appreciated it.

This work suggested that, with some optimisation of the intervention, a larger trial evaluation is
feasible. The intervention could include a screening assessment for those who do not wish to receive
or who do not require this approach.
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