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EDITORIAL

Supporting stroke survivors living in care homes:
challenges and opportunities for practice
development and research
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Key Points

• Stroke survivors moving into care homes have specific
needs for their care and support.

• We are still uncertain how best to maintain function or
improve the quality of life of care home residents after
stroke.

• Data-informed approaches have potential to improve
understanding, but must measure outcomes which matter
to stroke survivors.

• We require innovative methods and systems, sensitive to
the care home context, to enable delivery of the most
effective care.

Stroke is recognised to be a life-changing event, which can
result in an individual requiring a move to long-term care [1],
often termed ‘a care home’ in the United Kingdom (a 24-h
care setting with or without on-site registered nursing staff).
Those requiring care home admission are typically older,
with more severe stroke disease and greater disability [2, 3].
Unfortunately there is limited knowledge about the charac-
teristics, needs and outcomes of this population or how best
to deliver targeted services to support them. We therefore
welcome the work by Clery et al. that uses the South London
Stroke Register cohort data to explore survival, health status
and care among stroke survivors living in care homes [4]. The
methods are novel, using their local stroke register, linking
data to electronic primary care records and providing dedi-
cated follow-up using individual assessment or information
from family members and care home staff. Such efforts are
important as there is a recognised lack of inclusion among
those living in care homes in existing UK cohort studies [5].

These data clearly indicate the systematic differences
between the populations moving into a care home from
their counterparts who can be discharged to their own
homes. Striking differences relate to the prevalence of
faecal incontinence (56–76% versus 11.5–9.7%), urinary
incontinence (70.7–76% versus 11.5–9.7%) and cognitive

impairment (69.8–85% versus 36.3–31.4%). The work also
quantifies how these have changed over their follow-up
period [4], indicating a greater burden of disability among
those requiring care home placement over time. Although
these data may be unsurprising to stroke clinicians, it is
important to explore the factors that differentiate those who
are unable to return home after stroke from those who return
home successfully.

Residents in care homes have a significantly different
life expectancy from those returning home and has been
described previously in general population data [6]. How-
ever, the improvement in survival after stroke among those
returning home not being mirrored among those moving
into a care home [4] requires more careful consideration.
The clinical data presented show there is increased disability
over time [4], concurring with trends recently documented
in England and Wales in terms of increased disability and
complexity among care home residents [7]. With wider
policy directives to enable individuals to remain in their own
homes for longer, the outcome is increasingly complex needs
on admission to care homes and the consequent impact on
the resources and staff required to support such residents.

The challenges of identifying those living in care homes
within large clinical and administrative datasets are well-
described [8, 9]. but are seen again within this research
[4]. There is an urgent need to improve clinical health data
systems to accurately record where individuals are admitted
from and discharged to, including the ability to identify care
home residency on a temporary or permanent basis [10].
This will help us to better understand and evaluate our own
clinical services.

Missing data also limit the evaluation of other important
outcomes among stroke survivors, including quality of life,
anxiety and depression and cognitive performance [4]. The
challenges of collecting such data in this care home popu-
lation highlight the need for more appropriate and feasible
measures for those severely impacted by their stroke.

A multicentre cluster trial by Sackley et al . [11] evalu-
ated the provision of an occupational therapy intervention
targeted at maintaining self-care activities such as washing,
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dressing, feeding and toileting for residents in care homes.
In addition, significant effort focussed on training care home
staff to acquire the necessary skills to encourage indepen-
dence [12]. Despite a neutral outcome, this large study
highlighted many key issues such as the lack of autonomy in
such a disabled population, the high turnover and resultant
lack of continuity of staff who work in this setting, alongside
the minefield of who funds equipment to aid independence;
the resident, the care home or social care?

It is also reasonable to hypothesise that by improving
physical activity in this population, residents may be better
able to maintain self-care independence, however a meta-
analysis by Crocker et al . [13] found the potential for only a
very small effect size.

What then are the implications for practice development
and research to support stroke survivors living in care homes?

It is apparent from the literature to date that we are still
uncertain how best to maintain function or improve the
quality of life of care home residents. It is however clear
we cannot achieve this by implementing traditional reha-
bilitation methods. Is it then time we proposed, and eval-
uated, alternative ways of improving the lives of care home
residents? Sensitive and individual environmental design
and adaptation may be one way of starting to address the
comfort, safety and prevention of complications in this
vulnerable group.

Data-informed approaches have the potential to help
given the inclusivity and minimal burden these can pose
[10]. However, it is necessary to ensure these are capturing
measures that are relevant to those living in care homes in
terms of their daily lives and measuring outcomes, which
are important to them. This may include conditions, such
as incontinence or frailty, complications after stroke includ-
ing those affecting mood and cognition and quality of life
measures, which are not collected routinely in health datasets
but are highly valued by stroke survivors [14]. These may
be richly captured within care home records and care plans,
however their use and accessibility outside of the home is lim-
ited. There is a desire to develop improved integrated social
care and health records, however, we must acknowledge
the comparative maturity of routine electronic health data
systems in comparison to the secondary use of social care data
in the UK context. Data dictionaries, common standards and
meanings are a critical underpinning to effective reuse and
care must be taken to develop understanding of the origins
and purpose behind the original use [15]. If this investment
of time and digital infrastructure is not made, there is a risk
that social care services, like care homes, are evaluated against
health focused metrics (e.g. emergency admission and length
of stay) as these are more readily measurable but unlikely to
capture the essence of the care being delivered to care home
residents.

Stroke survivors moving into care homes have specific
needs for their care and support, increasingly more complex
than those who can return home. We now urgently require
new and innovative methods and systems, sensitive to the

care home context, to enable those individuals to receive the
most effective care.

Jennifer Kirsty Burton1, Marion F. Walker2

1Institute of Cardiovascular and Medical Sciences, University of
Glasgow, Glasgow, Scotland

2School of Medicine, University of Nottingham, Nottingham,
England

Address correspondence to: Jennifer Kirsty Burton.
Email: Jenni.Burton@glasgow.ac.uk

Declaration of Sources of Funding: JKB is supported by
an NHS Education for Scotland Clinical Research Excel-
lence Scheme (SCREDS) Clinical Lectureship.

References

1. Visvanathan A, Whiteley W, Mead G, Lawton J, Doubal FN,
Dennis M. Reporting “specific abilities” after major stroke to
better describe prognosis. J Stroke Cerebrovasc Dis 2020; 29:
104993.

2. Burton JK, Ferguson E, Barugh AJ et al. Predicting discharge
to institutional long-term care after stroke: a systematic review
& meta-analysis. J Am Geriatr Soc 2018; 66: 161–9.

3. Clery A, Bhalla A, Bisquera A et al. Long-term trends in stroke
survivors discharged to care homes: the South London stroke
register. Stroke 2020; 51: 179–85.

4. Clery A, Martin F, Redmond P et al. Survival and outcomes
for stroke survivors living in care homes: a prospective cohort
study. Age Ageing 2021. doi: https://doi.org/10.1093/agei
ng/afab140.

5. Moore DC, Hanratty B. Out of sight, out of mind? a
review of data available on the health of care home res-
idents in longitudinal and nationally representative cross-
sectional studies in the UK and Ireland. Age Ageing 2013; 42:
798–803.

6. Burton JK, Reid M, Gribben C et al. Impact of COVID-19 on
Care-Home Mortality and Life Expectancy in Scotland. Age
Ageing 2021; 50: 1029–37.

7. Barker RO, Hanratty B, Kingston A, Ramsay S, Matthews
FE. Changes in health and functioning of care home residents
over two decades: what can we learn from population-based
studies? Age Ageing 2021; 50: 921–7.

8. Shah SM, Carey IM, Harris T et al. Identifying the clinical
characteristics of older people living in care homes using a
novel approach in a primary care database. Age Ageing 2010;
39: 617–23.

9. Burton JK, Guthrie B. Identifying who lives in a care
home - a challenge to be conquered. Age Ageing 2018; 47:
322–3.

10. Burton J, Goodman C, Guthrie B, Gordon A, Hanratty B,
Quinn T. Closing the UK care home data gap - methodolog-
ical challenges and solutions. Int J Popul Data Sci 2020; 5.
https://doi.org/10.23889/ijpds.v5i4.1391.

11. Sackley C, Walker M, Burton C et al. An occupational therapy
intervention for residents with stroke related disabilities in

1902

https://doi.org/10.1093/ageing/afab140
https://doi.org/10.1093/ageing/afab140
https://doi.org/10.23889/ijpds.v5i4.1391


Editorial

UK care homes (OTCH): cluster randomised controlled trial.
BMJ 2015; 350: h468.

12. Smith LN, Craig LE, Weir CJ, McAlpine CH. The evidence-
base for stroke education in care homes. Nurse Educ Today
2008; 28: 829–40.

13. Crocker T, Young J, Forster A, Brown L, Ozer S, Greenwood
DC. The effect of physical rehabilitation on activities of daily
living in older residents of long-term care facilities: systematic
review with meta-analysis. Age Ageing 2013 Nov; 42: 682–8.

14. Stroke Association. Priority Setting Partnership. 2021; Avail-
able from: https://www.stroke.org.uk/research/priority-setti
ng-partnership (25 July 2021, date last accessed).

15. Witham MD, Frost H, McMurdo M, Donnan PT,
McGilchrist M. Construction of a linked health and social
care database resource–lessons on process, content and
culture. Inform Health Soc Care 2015; 40: 229–39.

Received 27 July 2021; editorial decision 28 July 2021

1903

https://www.stroke.org.uk/research/priority-setting-partnership
https://www.stroke.org.uk/research/priority-setting-partnership

	Supporting stroke survivors living in care homes: challenges and opportunities for practice development and research
	�ontsize 109 Key Points
	2 Declaration of Sources of Funding:


