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Abstract

Many people feel unprepared for life following discharge from stroke services.
Rehabilitation occurs within a harm-reduction framework, but evidence suggests
risk-taking is crucial for recovery. The aims of this review study were to
explore how risk is conceptualised in the stroke rehabilitation literature and to
develop a critical narrative synthesis of articles exploring and challenging
dominant conceptualisations of risk, in the context of post-stroke identity and
engagement in valued activities. We undertook a literature search (including
Embase, PubMed, CINHAL and PsycINFO), including qualitative, quantitative
and mixed-methods studies in post-stroke adults > 18 years. Phase 1 involved a
content analysis, with 1420 articles screened and 246 included. Most (n=233)
were described by the theme ‘Safety first’, divided into sub-themes: i) Physical
safety; ii) Societal and organisational protection; and iii) Cognitive, affective
and communication risks. Remaining articles were described by Theme 2:
‘Taking risks as necessary and subjective’. Critical narrative synthesis in
Phase 2 included fifteen articles, demonstrating the imposition of ‘rules’ for
safety, despite risk-taking being important. The predominant narrative prioritised
safety and harm-reduction during stroke rehabilitation, overlooking unintended
consequences for post-stroke identity and engagement in valued activities. The
voice of people post-stroke was largely absent in decision-making around risk
prioritisation and management, which often failed to acknowledge the inherent
uncertainties and sociocultural factors influencing beliefs and behaviours in
relation to risk. Further qualitative research is needed to understand the experi-
ences of people post-stroke and to inform service co-design and shared decision-
making in relation to risk in stroke rehabilitation.
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Introduction

In this article, we describe the findings of a review of the conceptualisation of risk in
stroke rehabilitation literature. Risk management and the prevention of harm are central
tenets to the delivery of healthcare, however there is also evidence to suggest that taking
risks is an important part of recovery post-stroke. Using content analysis, we examine the
scope and scale of literature relating to the concept of risk in stroke, followed by a
narrative synthesis of articles departing from the dominant narrative. We discuss the
inherent tensions and potential unintended consequences that occur in balancing safety
and risk-taking, in pursuit of recovery and living a good life post-stroke. This discussion
is situated in the historical context of epistemological shifts towards probabilistic expla-
nations of risk within medicine and healthcare more broadly, which influence contem-
porary risk assessment and management practices within stroke rehabilitation. These
practices are in themselves reciprocally legitimised and reproduced through sociocultural
processes which can be understood through contemporary risk theory.

Context

Stroke is a sudden-onset life-changing condition that often necessitates rehabilitation.
Caused by disruption to blood-flow in the brain, stroke is the leading cause of adult
disability in the UK, and results in a variety of impairments including hemiparesis
(weakness of one half of the body), cognitive and language problems, and incontinence,
existing on a spectrum from mild to severe. The risk of recurrent stroke is around 26 per
cent within 5 years of a first stroke and 39 per cent within 10 years. Stroke has been
described as a ‘fateful moment’, a sudden juncture in a persons life that disrupts feelings
of trust and certainty in the world (Alaszewski et al., 2006). In the UK, stroke rehabilita-
tion provided by the National Health Service is undertaken in inpatient and community
settings, delivered within varying and limited resources across the UK. Rehabilitation
aims to optimise engagement in and performance of activities of daily living and promote
participation in valued activities and quality of life. However, when formal stroke
rehabilitation services end, many people express feeling ill-prepared to manage and get
on with life post-stroke (Bendz, 2000b; M. Brown et al., 2014; McKevitt et al., 2011),
limiting engagement in valued activities such as leisure, work, household tasks, and
physical pursuits (Morris et al., 2014; A. Schmid & Rittman, 2009; Woodman et al.,
2014). This suggests that stroke rehabilitation is not fully achieving its objectives. Stroke
research undertaken through a sociological lens may be particularly useful due to the
focus on the individual experiencing the stroke, their social/relational context and life
before their stroke, how this changes post-stroke, and the associated meaning-making.
This contrasts with the narrower biomedical lens, which through which much stroke
research has traditionally been undertaken.

The classic Royal Society (1992, p. 2) definition of risk states that it is ‘the
probability that a particular adverse event occurs during a stated period of time, or
results from a particular challenge’ (Risk: Analysis, Perception and Mangement,
1992). However, this definition has been criticised for being too narrow. In economic
theory, the concept ‘uncertainty’ is linked to risk, but unlike probabilistic calculations
of risk, cannot be measured (Alaszewski & Coxon, 2009). Later definitions of risk
took a broader view that encompassed both risk and uncertainty, and included
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consideration of the role of the risk observer, through whose ‘lens’ risk is viewed.
Heyman et al. (2010) proposed the definition of risk as ‘the projection of uncertain
expectation, viewed in terms of randomness, about the occurrence of a negatively
valued outcome category within a selected time frame’ (Heyman et al., 2010, p. 19).
According to the eminent cultural anthropologist and risk theorist Mary Douglas, risk
is a social construct, and the risk perceptions of social actors exposed to or experi-
encing the same danger will be different, based on a variety of sociocultural factors
(Douglas, 1994). Douglas suggests that in contemporary Western society, the word
‘risk’ has become synonymous with danger, and risk is predominately viewed as
something that can and should be controlled and avoided. The prioritisation of
certain risks over others reflects context-specific social and political power structures
(Alaszewski, 2015; Lupton, 2013). However, in their widely cited qualitative study
underpinned by a social constructionist viewpoint, Lupton and Tullock describe how
risk-taking is used for the development and maintenance of personal identity (Lupton
& Tulloch, 2002).

Within healthcare, stakeholders, including healthcare workers and organisations, have
an obligation to manage risk and prevent avoidable harm at individual and population
levels, and to organisations and society (Andreoli et al., 2022b). Gale et al. (2016)
describe this using the term ‘risk work’, defined as ‘working practices framed by
concepts of risk’ (p. 1047). This concept brings together sociological understandings of
both risk and work/employment (Gale et al., 2016), supporting insights into how risk
work is produced and reproduced in healthcare settings. In addition to the moral and
ethical imperative to protect users of healthcare services from harm, contemporary risk-
work practices are pragmatically seeking to balance short-term risks with longer-term
goals and maintaining relationships, while also shaped by healthcare governance and
resource allocation policies (Horlick-Jones, 2005). Despite the focus on risk management
in healthcare, in the stroke rehabilitation literature there is evidence to suggest that
people post-stroke may need to take calculated risks during their recovery to assess,
challenge and enhance their abilities to resume valued activities (M. Egan et al., 2017,
Kubina et al., 2013; Robison et al., 2009). Many people post-stroke experience a loss of
identity and disruption in their personal narratives (Anderson & Whitfield, 2013; Higgs
& Soundy, 2020; Sarre et al., 2014), representing the ‘biographical disruption described
by Bury (1982); that is, a disruption in the individual’s ontological security and expected
life course. Although risk-taking has been identified as a factor that facilitates the
development of a new post-stroke identity and social standing (Alaszewski et al.,
2006; C. S. Ellis-Hill et al., 2000; Higgs & Soundy, 2020), rehabilitation programmes
predominantly focus on physical recovery (Martin-Saez & James, 2021).

Sociocultural factors and underlying assumptions are thought to influence beliefs
about the nature, predictability and prioritisation of risk, and who is responsible for
managing it in a given context (Alaszewski et al., 2006; Armstrong, 2023; Byrne et al.,
2019; Egan et al., 2016; Gale et al., 2016; Hunt & Ells, 2011; Lupton, 2013; Morden et
al., 2012; Mukherjee, 2022; J. Zinn, 2005). Despite the importance of risk in stroke
rehabilitation and healthcare more broadly, there is currently no agreed-upon definition
or understanding of the concept (Bob Heyman et al., 2012; MacLeod & Stadnyk, 2015;
Morden et al., 2012). Clarity is further challenged by subtle differences in meaning
dependent on context of use, such as to describe a potential danger versus predicting a
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future likelihood (Armstrong, 2023; Douglas, 1990; J. Zinn, 2005). Indeed, some authors
suggest that in healthcare encounters, the service-user is unlikely to use the word ‘risk’,
instead talking about being ‘worried’, ‘scared’ and concerned’ (Lian et al., 2023). Zinn
suggests using both the terms ‘risk and uncertainty’, encompassing both the population-
level risks that may be able to be calculated, and the lack of certainty in both applying
these calculations to the individual, and in knowing the future (J. O. Zinn, 2008, 2016).

The probabilistic application of condition-specific population-level data to the indi-
vidual, situated within their unique sociocultural and biographical context, is made the
more challenging by the changing patterning of illness in modern Western societies, with
multimorbidity and chronic illnesses becoming increasingly prevalent (J. Zinn, 2005).
Zinn and others also write of the erosion of trust and ‘declining power of experts’ (p.2) in
imposing definitions about risk, an observation made 20 years ago that rings true in
relation to the COVID-19 pandemic, and which itself contributes to uncertainties experi-
enced by people accessing and delivering healthcare (P. Brown, 2020). The epistemolo-
gical uncertainties around risk can hinder effective communication, trust and therapeutic
relationships as demonstrated in self-management, goal-setting, older persons and
dementia literatures (Boger et al., 2015; Dickins et al., 2018; MacLeod & Stadnyk,
2015; Morden et al., 2012; Sadler et al., 2017; Stevenson et al., 2019). Stroke and
dementia share commonalities with these populations, including cognitive, communica-
tion and memory issues, as well as increased incidence with age.

To enhance clinical practice and shared decision-making regarding risk and uncer-
tainty in stroke rehabilitation, it is essential to establish a comprehensive understanding
of how risk is conceptualised in this context. Previous research identified two implicit
conceptualisations of risk: the risk of dependency in daily activities and the financial risk
to healthcare systems (Egan et al. 2016). The authors used ‘problematisation’, an
approach used to challenge unacknowledged assumptions, to explore how risk is con-
ceptualised in stroke rehabilitation. In this study, we aim to expand on this work by
adopting a broader perspective on the types of risks examined in the contemporary
literature and relating them to post-stroke identity and engagement in valued activities.
We employ two complementary methodologies to understanding the conceptualisation of
risk in the stroke rehabilitation literature, addressing the following aims:

(1) To understand how risk is conceptualised in the stroke rehabilitation literature;
and,

(2) To develop a critical narrative synthesis of articles which explore and challenge
dominant conceptualisations of risk, in the context of post-stroke identity and
engagement in valued activities.

Methods
Methodology
Phase 1: Content analysis

To develop an understanding of how risk is conceptualised in the stroke rehabilitation
literature, we used inductive qualitative content analysis to develop an interpretive
analysis of the scope and scale of risk phenomena described in the literature. This
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method is useful to distil large bodies of text into broader categories or themes (Elo &
Kyngis, 2008; Graneheim et al., 2017).

Phase 2: Critical narrative synthesis

Critical narrative synthesis is an approach used to bring together findings from multiple
studies using predominantly words and text (Popay et al., 2006). We used this methodol-
ogy to ‘tell the story’ (Popay et al., 2006) of a subset of included qualitative articles
whose discussion of risk differed from the emerging dominant narrative identified during
phase 1. We identified these articles iteratively and explored post-stroke identity and
engagement in valued activities in relation to risk.

Identification and selection of articles

We undertook electronic searches in: PubMed, Embase, CINAHL and PsycINFO (1946
through August 2021; updated: June 2023) for articles relating to risk within stroke
rehabilitation populations/settings. The full search strategy is available as supplementary
data on request. Initial screening of titles and abstracts against inclusion and exclusion
criteria was undertaken by SJ, who discussed any uncertainties with the supervising
authors.

Phase 1: Content analysis

We included studies if: (1) study participants were aged 18 or over; and (2) had
experienced or were caring for someone who had experienced one or more strokes or
worked in stroke healthcare; (3) the article focused on risk as a concept and the types of
risks occurring in stroke rehabilitation; and (4) the article was written in English.
Exclusion criteria were: (1) post-partum strokes; (2) mixed diagnoses studies (including
Transient Ischaemic Attacks); (3) study designs: review articles, design/validation of
outcome measures, study protocols and feasibility studies; and (4) articles in which the
word ‘risk’ occurred but was not the main focus in the context of answering the research
question.

Phase 2: Critical narrative synthesis

Articles included in the critical narrative synthesis were a subset of articles identified in
the content analysis phase. We selected articles for inclusion if they explored and
challenged dominant conceptualisations of risk, in the context of post-stroke identity
and engagement in valued activities. Additional articles were identified through reference
lists of included articles.

Data extraction and analysis

Alongside the methods described below for each phase of this review, we used visual
mind mapping (Davies, 2011) to support decision making regarding whether concepts
discussed in included articles helped to answer the research question, moving back and
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forward within the datasets. The first author undertook multiple reviews and revisions of
the included studies and the developed codes, sub-themes, and themes, supported by
discussions to aid clarification and decision-making with SD and DK.

Phase 1: Content analysis

We used the systematic review application Rayyan (Ouzzani et al., 2016) to support the
content analysis, using inductively generated free-text labels (codes) to describe the type
of risk addressed. We extracted these codes into a custom Microsoft Excel (2016)
template and iteratively generated sub-themes. We tabled codes according to frequency
of occurrence, supporting the development of an understanding of the areas of risk that
had received the most attention in the stroke rehabilitation literature.

Phase 2: Critical narrative synthesis

We extracted textual descriptions of the included articles into a custom Microsoft Excel
(2016) template along with excerpts and quotes which challenged the dominant con-
ceptualisations of risk identified in phase 1. We used inductively generated codes to
describe the aspects of stroke rehabilitation being studied. We generated descriptive
themes for each article and iteratively applied these to other articles on re-reading,
supporting exploration of conceptual relationships between the studies. We also explored
relationships between analyses from both phase 1 and phase 2.

Findings
We present the findings in two sections, reflecting the two phases of analysis. In this

section, people post-stroke are referred to as ‘patients’, in keeping with the language used
in the included studies.

Phase 1: Content analysis

Our searches yielded 1420 records for screening once duplicates were removed (see
Figure 1). Of these, 246 met the inclusion criteria and were included in the content
analysis to describe the scope and scale of literature relating to risk in stroke rehabilita-
tion. We generated fifty-six codes to describe the aspect(s) of risk discussed within
included articles. Most articles (n=231) were ascribed only one code, whilst fourteen
articles were assigned two or more codes to adequately describe the article.

Theme 1: safety first

Unsurprisingly, the finding of our analysis show that the prevailing narrative around risk
in stroke rehabilitation is centred on keeping people safe from harm post-stroke. We
developed one over-arching — ‘Safety first’ (Theme 1) — which was underpinned by three
sub-themes:

(1) Keeping the physical body safe
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(2) Protecting society and organisations from socioeconomic harm
(3) Risk of cognitive, affective and communication problems

Sub-theme 1: Keeping the physical body safe. In approximately half included articles
(125/246), researchers focused on post-stroke risk (s) to the physical body, their inci-
dence, prediction, prevention, management, and consequences (Table 1). Articles relating
to post-stroke falls (n=31) were the most prevalent in this sub-theme, with a particular
focus on risk factors and predictors (n = 14), interventions to reduce falls risk (n=7) and
incidence rate (n=>5).

Sub-theme 2: Protecting society and organisations from socioeconomic harm. We
coded approximately one quarter of the included articles (64/246) as relating to the
incidence and impact of socioeconomic risks of stroke rehabilitation (Table 1). The
largest proportion, representing around a third of articles in this sub-theme (n=19),
were focused on identifying and preventing the risk and consequences of carer burden.

Sub-theme 3: Risk of cognitive, communication and affective problems. In 44
articles, researchers focused on the prediction, prevention, management, and impact of
post-stroke problems with mood, cognition, and communication (Table 1). Articles on
depression represented the largest proportion (7 =26).

Theme 2: taking risks as necessary and subjective

In contrast to the dominant ‘safety first’ narrative, authors of a smaller sub-section of
literature (n=9) discuss risk-taking as a necessary ingredient in stroke rehabilitation
(Table 2). This included for resuming valued activities (Kubina et al., 2013), mobilising
outdoors (Barnsley et al., 2012), occupational adaptation (Williams & Murray, 2013) and
exercising autonomy (Hunt & Ells, 2011; Proot et al., 2000). Several authors contend that
the perceptions of risk are subjective, and influence goal-setting processes in stroke
rehabilitation (M. Brown et al., 2014; Kessler et al., 2019; Rosewilliam et al., 2016). The
author of one article describes taking risks as a right which supports the maintenance of
dignity (Mukherjee, 2015).

Phase 2: Critical narrative synthesis

Of the 246 articles included in the content analysis (phase 1), authors of 16 qualitative
and theoretical articles explore and challenge dominant conceptualisations of risk, in the
context of post-stroke identity and engagement in valued activities. See Table 3 for a
summary of the characteristics of the included articles. In the following section, we
present a critical narrative synthesis of this literature.

‘Safety first’

Authors of six of the 16 empirical studies included in this narrative synthesis identify
‘safety’ as a high priority within stroke rehabilitation. These studies are focused on goal-
setting (Kessler et al., 2019; Rosewilliam et al., 2016), physical activity (D. Simpson et
al., 2022), walking outdoors (Barnsley et al., 2012) and falls (Walsh et al., 2019; T. Xu et
al., 2019). Rosewilliam et al. (2016) describe how professionals perceived themselves as
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Table 2. Codes for theme 2: taking risks as necessary and subjective.

Articles
Risk (code) (n) References
Goal-setting 3 M. Brown et al. (2014); Kessler et al. (2019); Rosewilliam et al.
(2016)
Autonomy 2 Hunt and Ells (2011); Proot et al. (2000)
Valued activities 1 Kubina et al. (2013)
Occupational 1 Williams and Murray (2013)
adaptation
Dignity 1 Mukherjee (2015)
Outdoor mobility 1 Barnsley et al. (2012)
working in a culture of © ... “safety first”, fear of blame or litigation ... * (p. 515) and

argue that this focus on safety, alongside prioritisation of early discharge, was counter-
productive to patient-centred goal-setting. Similarly, this perception was reported by
people post-stroke in the study by D. B. Simpson et al. (2021), wherein participants
felt that standing and walking were discouraged in order to reduce falls risk. Kessler et
al. (2019) also report risk-aversive organisational cultures as influencing goal-setting,
resulting in therapist reluctance to endorse patient-generated goals that are perceived to
entail physical risk to the individual. In a theoretical analysis on risky choices and
autonomy presented by Hunt and Ells (2011), risk is characterised as subjective in nature
and often difficult to accurately predict. The authors write of the challenge of scenarios
where patients’ choices were perceived to be ‘risky’ and incongruent with the purpose
and processes of rehabilitation service delivery. This in turn created incongruencies
between ethical and professional responsibilities to support autonomy and choice, and
the professional and legal responsibility to ensure the safety and wellbeing of people
post-stroke.

According to Xu et al. (2019), some family caregivers in their study viewed ‘safety as
the top priority’ (p. 1051), resulting in ‘overprotectiveness’, the imposition of rules and
restriction of activities deemed ‘risky’. The caregiver of one post-stroke participant said:

I think I would rather he does less activity, than try to do something and fall .... (p. 1050)

Perceived over-protectiveness of families, caregivers and professionals is also reported in
Barnsley et al. (2012) and Walsh et al. (2019):

The physios. They’re over cautious, they don’t want anything to happen while you’re here
... and if they’d just said carry on and do your thing I’d have been better off. (Walsh et al.,
2019, p. 145)

Activity modification by people post-stroke is reported in several studies, in response
to falls risk, fear of falling and perceptions of mixed messaging in relation to physical
activity (Barnsley et al., 2012; D. Simpson et al., 2022; Walsh et al., 2019; T. Xu et al.,
2019). All nine participants in Walsh et al. (2019) used the term ‘being careful’ to
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describe efforts to prevent further falls whilst continuing to undertake activities that are
described by the authors as a form of ‘self-management’. The authors discuss how uptake
of falls risk advice is influenced by whether the advice is congruent with factors
including participants’ self-identity and personal priorities. Post-stroke participants in
T. Xu et al. (2019) and Barnsley et al. (2012) also described modifying their activities
due to falls risk and fear of falling.

Feeling safe and protected whilst on an inpatient stroke unit was prioritised by
participants in Suddick et al. (2021). However, as one participant neared discharge, she
described her experiences of discharge planning conversations as involving ‘restriction
and overprotection’ (p. 109).

‘Rules’ are imposed for the management of risk

In seven of the 16 articles included in this narrative synthesis, authors discuss how
perceived or actual ‘rules’ were set by healthcare workers, organisations, family mem-
bers and caregivers, influencing behaviours relating to risk in stroke rehabilitation
(Barnsley et al., 2012; Bendz, 2000a; C. Ellis-Hill et al., 2009; Proot et al., 2000;
Rosewilliam et al., 2016; D. Simpson et al., 2022; T. Xu et al., 2019). Articles focussed
on different aspects of stroke rehabilitation, including mobilising outdoors (Barnsley et
al., 2012), rehabilitation processes (Bendz, 2000a), experiences of hospital discharge (C.
Ellis-Hill et al., 2009), influences on autonomy (Proot et al., 2000), goal-setting
(Rosewilliam et al., 2016), physical activity levels (D. Simpson et al., 2022), and falls
(T. Xu et al., 2019). According to Bendz (2000a) and Proot et al. (2000), ‘institutional
rules’ governed the behaviours of healthcare workers and people post-stroke in relation
to risk. Based on interviews exploring experiences of mobilising outdoors post-stroke
(Barnsley et al., 2012), and Xu et al. (Barnsley et al., 2012) describe how rules or
restrictions on activities were often set by family members and/or therapy staff:

The physiotherapist they told me not to go around some parts and to be careful not to put
myself in danger. (Barnsley et al., 2012, p. 76)

... I don’t allow him to walk ... we put up the bedside rails, so that he can’t get up .... (T.
Xu et al., 2019, p. 1051)

Rule-setting was not always considered negative by people post-stroke. C. Ellis-Hill
et al. (2009) report that those participants who felt they had access to a professional
safety net and consistent ‘rules’ to follow post-discharge felt satisfied with their dis-
charge. Lou et al. (2017) studied experiences of people accessing early supported
discharge. The theme ‘Professional safety net’” was described as a having a reassuring
effect which enhanced feelings of safety and control at home, following the structure and
‘rules’ of the hospital setting. However, participants in both Rosewilliam et al. (2016)
and Proot et al. (2000) indicated that once discharged from hospital and away from the
‘rules’ imposed within the setting, they would decide autonomously what ‘rules’ they
would abide by:

I have to abide by your rules. When I am out of here I abide by my rules .... (Rosewilliam et
al.,, 2016, p. 513)
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Taking risks as necessary

Risk-taking was posited as a necessary ingredient for stroke rehabilitation in two
empirical studies considering post-stroke engagement in valued activities (Kubina et
al., 2013) and occupational adaptation (Williams & Murray, 2013). Kubina et al. (2013)
observed a ‘cyclical relationship between incremental risk taking in activities and
success, hope for full recovery and further risk taking’ (p. 240). Or as one participant
in Williams and Murray (2013) said:

... you have to try and stretch, stretch the limitations so that you can still do things ....
(p- 44

In an expert opinion piece by Ethics Consultant Debjani Mukherjee called the ‘Dignity of
Risk’ (2015), risk-taking is linked at a fundamental level to individuals’ right to self-
determination, free from paternalistic ‘over-protectiveness’.

Discussion

This is the first article to provide a content analysis of the concept of risk in stroke
rehabilitation in the scientific literature, alongside narrative synthesis of articles explor-
ing and challenging dominant conceptualisations, in the context of resuming valued
activities and post-stroke identity. The findings raise questions about how risks are
defined, by whom, and for what purpose; suggesting the need for a fundamental rethink
of how risk is understood and managed in stroke rehabilitation. The evolution of the
current model of organisational-led risk management and harm prevention is under-
standable, however this unidimensional perspective fails to recognise the unintended
consequences; resulting in people leaving stroke rehabilitation feeling unsupported in
negotiating everyday risks essential for re-engagement in valued activities, re-negotiating
post-stroke identity, and living a good life (Alaszewski et al., 2006; Andreoli et al.,
2022b; Egan et al., 2016; Higgs & Soundy, 2020; Kubina et al., 2013). An in-depth
exploration of the impact on post-stroke outcomes of contemporary approaches to risk
and risk management in stroke rehabilitation has not yet been undertaken.

This review builds on the findings of Egan et al. (2016), who identified two
prominent implicit conceptualisations of risk in stroke rehabilitation: i) the risk of
dependency in activities of daily living; and ii) the financial risk to healthcare systems
of stroke rehabilitation provision. According to these authors, these findings are under-
pinned by practice-oriented and paradigmatic assumptions, which are situated within the
historical context of stroke rehabilitation. These paradigmatic assumptions are also
evident in the content analysis presented in the present article. The predominant narrative
of included literature focuses on ‘safety first’, using an actuarial approach to describe
various risks in stroke rehabilitation including physical risks, socioeconomic harm to
people post-stroke and institutions, and risk associated with mood and cognitive deficits.
This ’safety first’ approach is influenced by historical, moral, ethical, regulatory, legal,
and financial frameworks underpinning contemporary stroke rehabilitation (Egan et al.,
2016; Hunt & Ells, 2011). In his 1995 article, Skolbekken described the emergence of a
‘risk epidemic’ in medicine (1995, p. 297), following technological and scientific devel-
opments and an epistemological shift towards the use of statistics and risk calculations,
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impacting research and practice. Based on past events and population-level data, the
application of this probabilistic approach to predict future events and reduce risk at an
individual level is legitimised and reproduced by professionals and sociocultural norms
around acceptable behaviours in relation to risk (Armstrong, 2023; P. Brown, 2014,
Byrne et al., 2019; Gale et al., 2016; Skolbekken, 1995; J. Zinn, 2005). This can be
understood by drawing on concepts from Douglas (1966), Gale et al. (2016). and
Alaszewski (2015); the repeated practices — or ‘rituals’ - of ‘risk-work’ over time become
a sort of ‘institutional magic, which are no longer questioned (J. A. Roth, 1957). Within
this context, where the inherent uncertainties of risk predictions are not acknowledged or
understood, risk management advice from healthcare professionals — in a position of
power as expert — may result in actual risk severity and certainty being overstated or
misinterpreted (Alaszewski et al., 2006; Egan et al., 2016; Hunt & Ells, 2011; Lupton,
2013; Marsh & Kelly, 2018; Morden et al., 2012; Mukherjee, 2015). Alaszewski and
Brown (2007) give the example of smoking, where studies have shown that around half
of regular smokers dies as a result of smoking-related illnesses, however the individual
smoker cannot be sure which half they fall into (p.3). There is a decision to be made — to
continue to smoke, or not — accepting the potential for an undesirable outcome; yet there
is uncertainty linked to individual (in)action(s) (J. O. Zinn, 2004; 2008).

A model developed by J. O. Zinn (2008) and later further elaborated (J. O. Zinn,
2016) describes strategies that may be employed in decision-making in relation to risks
and uncertainties. In addition to ‘rational’ strategies, for example based upon scientific
findings, and ‘non-rational’ strategies, based on concepts such as hope, faith and belief,
Zinn proposes ‘in-between’ strategies, based on trust, intuition and emotion. If the
limitations of population-based data to predict individual outcomes are accepted, these
‘in-between’ strategies may be important in healthcare, in supporting the management of
uncertainty (Alaszewski & Coxon, 2009; J. O. Zinn, 2008; 2016). In their review, Gale et
al. (2016) describe one component of the ‘risk-work’ undertaken by healthcare profes-
sionals as involving ‘translating risk information into different contexts for different
audiences’ (p. 1063). This involves ‘telling interpretive stories’ (Tanenbaum, 1994),
which may require engagement of the ‘in-between’ strategies described by Zinn. In
addition to intuition, Gale et al. (2016) describe other terms used in the literature,
including ‘tacit knowledge’, ‘broad, practical experiences’, ‘intuitive expertise’ and
‘embodied knowledge’. According to Gale et al. (2016), additional components of
‘risk-work’ undertaken by healthcare professionals involve implementation of strategies
to minimise risk and maximise safety, a key element of the risk management practices
undertaken within stroke rehabilitation, and caring in the context of risk. These compo-
nents involve the balancing of personal and professional tensions around choice, respon-
sibility and power in relation to risk and uncertainty. The findings of Gale et al. (2016)
elucidate the ways in which risk work has the potential to be used to both to support the
management of risk and uncertainty in stroke rehabilitation and provide reassurance and
comfort to people post-stroke, but also to control and legitimise power structures with
important moral consequences (P. Brown, 2014; Douglas, 1994).

While safety and harm prevention are, rightly, guiding principles in stroke care
(NICE, 2023), an unintended consequence apparent in our review is the development
of risk-aversive cultures and practices (Egan et al., 2017; Kneafsey et al., 2015; Robison
et al., 2009); despite evidence suggesting that risk-taking is necessary for building self-



292 S. Jackson et al.

efficacy, returning to valued activities and promoting positive post-stoke identity (Egan
et al., 2017; Higgs & Soundy, 2020; Kubina et al., 2013; Robison et al., 2009; Taylor et
al., 2014). Furthermore, the burden of enacting risk management advice sits with the
person post-stroke. If advice is not situated within their wider context — or is outdated — it
may result in unintended consequences such as activity limitation due to imposition of
‘rules’ by ‘overprotective gatekeepers’ (Andreoli et al., 2022b; Barnsley et al., 2012;
Bendz, 2000a; C. Ellis-Hill et al., 2009; Janssen et al., 2020; Proot et al., 2000;
Rosewilliam et al., 2016; D. Simpson et al., 2022) and lack of transparency in conversa-
tions around risk, influencing therapeutic relationships (Hunt & Ells, 2011; Rosewilliam
et al., 2016) and conversely, potentially exacerbating risks.

The absence of the voice of people with lived-experience is notable in defining
risk, risk management practices, and decisions about which risks are prioritised in the
stroke rehabilitation literature (Egan et al., 2016; Hunt & Ells, 2011; Kessler et al.,
2019; Rosewilliam et al., 2016). This contrasts with best-practice guidance and pub-
lications describing the importance of personalised care, shared decision-making and
support for autonomy and choice, including in relation to risk-taking (Andreoli et al.,
2022b; Bornat & Bytheway, 2010; Faulkner, 2012; Gale et al., 2016; Mukherjee, 2015;
2022; NHS, 2023; NICE, 2021; D. Simpson et al., 2022). In a recent publication,
Andreoli et al. (2022a) explicitly call for shared decision-making around management
of post-stroke falls risk, reframing falls as part of a carefully planned rehabilitation
journey for some people. Similarly, D. Simpson et al. (2022) recommend explicit
policies promoting physical activity as a managed risk in hospital settings. Given
that healthcare workers report risk-aversive practices due to concerns regarding the
potential for blame and litigation, work is required to realise these aspirations. The
broader literature indicates that decision-making by people in relation to their health
does not always take into account the probabilistic risk calculations provided by
healthcare professionals, relying more on alignment of health advice with personal
values, lifestyle and experience, and taking (or avoiding) calculated risks if they
aligned with personal goals and/or maintained identity and autonomy (Bedin et al.,
2020; Polak, 2016). This has been proposed as one reason why health promotion
campaigns often fail. Whilst there has been little research in stroke populations,
Alaszewski et al. (2006) reported similar findings in their study on risk management
among stroke survivors. Taken together, the findings of this review and the wider
literature suggest that stroke healthcare workers may be missing the mark when (not)
discussing risk, uncertainty, and life post-stroke, potentially contributing to the reported
feelings of unpreparedness for life after stroke reported by some.

Guidance is lacking in cases where there is disagreement regarding risk in clinical
practice (NICE, 2021). Risk-related conversations are often led by professionals, driven
by organisational demands and constraints focussed on keeping healthcare workers and
organisations ‘safe’; from physical and professional harm and litigation, as well as cost
and social care burdens (Egan et al., 2016; Gale et al., 2016; Hunt & Ells, 2011;
Rosewilliam et al., 2016). These concepts of blame, morality and power are explored
in the sociocultural analyses of risk presented by Mary Douglas (Douglas, 1990; 1994).
According to Douglas, the foregrounding and backgrounding of the values of social
actors in relation to risk, and its application in holding others to account, makes risk a
political tool, which can be used coercively and to maintain order. Some authors have
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reported on risk assessments being used to delay decision-making and point out they are
often reliant on professional judgement, potentially neglecting consideration of service
user preferences (Bornat & Bytheway, 2010; Huby et al., 2007; Kneafsey et al., 2015). In
their ethnographic study on case management practice for older people, Ceci and Purkis
(2009) explore the relationship between service users’ decisions relating to risk and
ongoing service provision. They describe how service users assessed as ‘choosing’ to
live ‘with, or at risk’ may subsequently be limited in the support they can access.
Moreover, these authors argue that such choices may stem more from inadequacies in
service provision which limit choice, rather than genuine service user preferences. In
addition to being an unwelcome imposed identity, being labelled as ‘at risk’ may also
attract additional unwanted scrutiny and be used as a means to exert control over an
individual or community (Bedin et al., 2020; Gale et al., 2016).

Research in stroke, dementia, mental health and chronic illness suggests perceptions
and behaviours relating to risk are individual and contextual for both service-users and
healthcare workers (Alaszewski et al., 2006; Ceci & Purkis, 2009; Dickins et al., 2018;
Hunt & Ells, 2011; Marsh & Kelly, 2018; Morden et al., 2012; Stevenson et al., 2019).
This became evident in the UK during the COVID-19 pandemic, as efforts to minimise
viral transmission risk led to policies focussed on expedited hospital discharge and
preventing admissions (Department of Health and Social Care, 2022; Rothstein et al.,
2022). The effects of these policies is still being examined, but evidence suggests that
individuals delayed seeking hospital care for conditions including stroke during lock-
downs (D’Anna et al., 2021; Padmanabhan et al., 2021), and access to stroke rehabilita-
tion was limited (Jesus et al., 2021). The long-term impact of the pandemic on risk
prioritisation in healthcare settings, including stroke rehabilitation remains uncertain.

Currently, there is a lack of shared understanding regarding the meaning of risk in the
context of stroke recovery, engagement in valued activities, and the development of post-
stroke identity. It is crucial to develop this understanding, alongside implementation of
robust processes (legal, ethical, professional), training and education, and fostering of
organisational cultures that enable people post-stroke to engage in shared-decision
making about risk (Andreoli et al., 2022b; Egan et al., 2016; Rosewilliam et al., 2016;
D. Simpson et al., 2022). Sociologically-informed research aimed at developing a deep
understanding of the social context in which risk work occurs, the personal factors and
social world that the person post-stroke inhabits, and how this changes post-stroke will
be useful in advancing clinical practice approaches to risk work.

Limitations

Limitations of this article include the exclusion of non-English language and mixed
diagnoses articles, grey literature and case studies, and the absence of quality appraisal
for included studies. These decisions were based on pragmatic reasons relating to time
and resources, whilst maintaining focus on the aim of exploring the scope and scale of
dominant conceptualisations of risk in the existing stroke rehabilitation literature.
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Conclusion

Contemporary stroke rehabilitation research and practice primarily rely on healthcare
workers to prioritise, assess, and manage risks. Certainty around risks may be overstated,
potentially contributing to unintended consequences. A shared understanding of risk in
stroke rehabilitation is lacking, and the voices of people post-stroke are largely absent.
Further research rooted in the experiences of people post-stroke is needed to inform a
personalised approach to risk management and support early intervention in preparing
individuals for life after stroke services. Understandings derived from such studies could
be used to inform research and practice aimed at creating a personalised risk manage-
ment framework that reassures and supports healthcare workers, while prioritising the
preferences of people post-stroke and their well-being. Achieving these aims is likely to
require paradigmatic shifts in how risk is understood in stroke rehabilitation and in how
risk management is enacted in everyday healthcare practice.
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