Exploring self-management within hospital-based stroke care: current and

future opportunities.

Purpose: This study explored stroke self-management within a tertiary hospital setting

from the perspectives of health professionals working across the continuum of stroke care.

Materials and Methods: A qualitative descriptive design guided five focus groups in the
acute stroke service (n=2), inpatient rehabilitation (n = 2), and outpatient day hospital
service (n = 1). Focus groups were transcribed verbatim and analysed using thematic

analysis.

Results: Twenty-eight health professionals participated representing medical, nursing, and
allied health services. Two themes emerged from the data: Pieces of a puzzle illustrates the
inconsistent understanding about self-management with elements of the puzzle described
but rarely within the full concept of self-management; Readiness for self-management
highlighted that although self-management should commence in the acute setting, there

were many factors influencing why this was not always happening.

Conclusions: A consistent conceptualisation and approach to stroke self-management in
the hospital setting is required. Interprofessional education and shared intentional language

can enhance understanding and practice.
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Introduction

There is a growing interest in the role of self-management support in stroke care [1-4] however it
remains unclear how health services can best support self-management in stroke survivors [5].
This is an important area for research focus as the burden on health services may reduce when
stroke survivors are empowered to become effective self-managers of their condition [6,7].
Literature reports that self-management support builds a person’s confidence to identify and
address the problems that accompany their condition [6,8,9]. Health professionals coach
individuals to develop the skills and attitudes required to set goals, action plan, problem solve,
access appropriate resources, develop partnerships with health professionals, and make decisions
[8]. People who become good self-managers demonstrate sufficient self-efficacy to apply these
skills in medical, emotional, and role self-management behaviours [3].

Stroke specific self-management support tailor these skills to be more relevant and
applicable to stroke [10] and has been explored primarily in community settings as discrete
programs that teach people self-management skills [1,4]. Systematic reviews demonstrate
preliminary evidence of benefit for participants, specifically in outcomes for quality of life [1,4],
self-efficacy [4], disability, confidence in recovery, and some physical measures [1]. However,
confidence in these conclusions is limited by the variability in the quality of the research, as well
as the heterogeneity in program content and delivery [1,4].

People with stroke report an unmet need for education [11] and self-management skills
following discharge from health services [12], pointing to a need for self-management support
during hospital care [13]. However, hospital-based promotion of stroke self-management has
been reported to a lesser extent than in the community, resulting in a limited understanding of its
feasibility or optimal format [14,15]. One acute stroke team received interprofessional education
to embed self-management practices in daily care and demonstrated more collaborative practice

[15]. Another team, from an inpatient rehabilitation unit, found that a self-management approach



promoting independent physical activity increased patient engagement in exercises external to
therapy [14]. Importantly, the impact of any self-management support relies on health
professionals who empower, partner with, and offer resources to individuals [16]. In contrast,
when health professionals are reluctant to relinquish control over planning [17] or focus on
achieving the agenda of the health setting [ 18], limited self-management support is achieved.
These findings highlight how important it is for the multidisciplinary team to understand self-
management concepts in order to achieve self-management outcomes for patients [12,14,19].
Given self-management within the community has been extensively explored further
investigation into self-management understanding and practices in a hospital setting is warranted.
The purpose of this study is to explore the multidisciplinary team’s understanding of self-
management and opportunities they identified for its application across the stroke continuum in a

tertiary hospital.

Methods

Research design

A qualitative approach supported exploration of clinicians’ experiences of promoting stroke self-
management within a hospital setting. Qualitative description [20] guided the study methods
supporting an exploration of the phenomenon of stroke self-management from the perspectives
of the health professionals with a relativist ontology and subjectivist epistemology. Ethical

approval was gained from [removed for submission] and [removed for submission].
Study Setting,

The study was conducted in a tertiary hospital where the stroke continuum of care encompasses
the acute stroke unit, inpatient rehabilitation unit, and outpatient day hospital clinic. There is no
articulated mission for stroke care that refers to a self-management approach; however, elements

of stroke self-management support are integrated into standard care. For example, acute stroke



patients receive a booklet produced by the [blinded for submission] that provides basic stroke
education, encourages goal setting, and directs people to online and phone supports. People with
stroke and their carers in the rehabilitation unit are invited to fortnightly, multidisciplinary
education sessions that draw on the experiences of a stroke survivor volunteer to discuss the

content of this booklet in more detail.
Participants

Convenience sampling recruited participants from the multidisciplinary teams of the three stroke
care units. There were no other specific inclusion or exclusion criteria. Potential participants
received an email invitation that provided details of the study, including the dates and locations

of the focus groups.
Data collection procedure

To reduce the risk of coercion, the researcher responsible for recruiting participants (KB) was
not involved in gaining consent, participating in, or conducting the focus groups [21]. All
participants voluntarily attended and provided written consent prior to involvement in the focus
group. Five focus groups were facilitated by LG and AG, ranging in length from 35 to 50
minutes, and attended by a minimum of four and maximum of seven participants. Two separate
focus groups were conducted with the acute stroke and inpatient rehabilitation teams. One focus
group was conducted with the rehabilitation day hospital team due to the smaller number of
clinicians. The focus group enriched the data as participants’ interactions allowed for reflection
and clarification of understanding [22,23]. An interview guide offered structure to explore
participants’ understanding of self-management, examples of practices promoting self-
management, and contextual influences, yet provided enough flexibility to explore topics
generated by participants [24]. The following definition was introduced in the early section of

the focus group to orientate the participants — self-management is the demonstration of



behaviours such as problem solving, action planning, decision making, etc that support the
individual to manage the changing life roles, and emotional and physical effects of the chronic
condition [3]. The focus group questions explored the self-management support delivered across
the continuum of care and within the specific work unit and then focussed specifically on the
self-management behaviours considered essential for stroke survivors; how this was supported,
where in the care continuum and by who; what was their role in supporting self-management
behaviours; and what could be developed further. Focus groups were recorded for transcription

and brief field notes were taken to understand the data during analysis [24].
Data analysis

Three researchers (AG, LG, KB) read through all the transcripts to familiarise themselves with
the data prior to commencing analysis. Inductive thematic analysis [20] occurred after the
completion of all focus groups. The researchers independently coded transcripts and met to
discuss and identify patterns in the codes. The patterns informed the development of emergent
themes. The emergent themes were mapped against the transcripts and further refined to ensure
the findings were reflective of the data [25]. Four preliminary themes were developed and
described, and further discussions identified patterns that supported their integration as sub-
themes within the final two themes presented here. The summaries of the final themes were
finalised and sent via email to participants for member checking [26,27]. The participants were
asked to reply with any changes or clarifications. No responses were received. The primary
researcher engaged in a process of reflexivity, recording assumptions and developing

perspectives in a research journal [28] to discuss during research team meetings.

Rigor and trustworthiness

The primary researcher engaged in a process of reflexivity, recording assumptions and

developing perspectives in a research journal [28] to discuss during research team meetings. LG,



KW and KB all have experience in stroke rehabilitation and bracketing of assumptions occurred
prior, during, and after the data collection and analysis processes. Thus, open discussions and
peer debriefing within the research team were important to ensure that the findings were
representative of the data. Member checking included presentation of summaries of the themes to
the participants and was conducted as described in the data analysis section. Triangulation of the
data within and across the three different teams allowed for the development of a more

comprehensive finding.

Results

There were 28 participants recruited with a total of five clinicians from day hospital (average
years in ward = 7.2), thirteen from inpatient rehabilitation (average years in ward = 4.88) and ten
from the acute stroke unit (average years in ward = 1.44). Participating professional groups
included nurses, physiotherapists, speech pathologists, neuropsychologists, occupational
therapists, dieticians, social workers, and medical staff. All focus groups included representatives
from nursing and allied health; however, only the day hospital focus group included a member of
medical staff. The years of experience in stroke care have been averaged for allied health (4.2
years) and nursing staff (8.75 years). After each quote the participant’s years of experience is
indicated as either greater than or less than these figures. For participant demographics refer to

table 1.

Insert table 1 about here.

The two overarching themes were: Pieces of the puzzIe®®’ and Readiness for self-
management. Pieces of the puzzle described the absence of a unified understanding and approach
to providing self-management support across the teams and settings. This led to various

descriptions, understandings and applications of the concept that were influenced by clinicians’



professional paradigm and area of practice. Readiness for self-management demonstrated the
various opinions within the teams regarding when self-management support should commence,

and the individual and institutional factors that influence its application in a hospital setting.
Pieces of the Puzzle

The overarching representation from the participants was one of separate but interrelated puzzle
pieces scattered within and across the teams, with a need for a common thread or picture to be
developed and encompass the entire concept of self-management. The participants had different
ways that they understood self-management, differing applications, and this was context-specific

across the three services and professions.

Differing conceptualisations: Clinicians articulated different definitions of self-management
that included “...being able to identify goals... ” (Allied Health <4.2 years), “...the ability to be
able to advocate for themselves...” (Allied Health <4.2 years), or to, “...carry through with
exercises...” (Allied Health <4.2 years). In doing so, the participants were naming key
behaviours of self-management but not able to readily identify a definition to describe the
concept. In fact,t  he term self-management was rarely used: “I don’t tend to use the phrase
self-management as much just the word independence.” (Allied Health >4.2 years). This
conveyed  the impression that there was no  shared  conceptualisation or

language to  articulate  the concept of self-management as a whole.

Application - Self-management support was discussed by several participants. Education and
information provision were  identified by several participants as a key component. General
stroke education often commenced in the acute setting, focusing on the individual’s physical
capacity, function and risk of complications, “I find that my early education is around just
preventing bad things from happening, secondary changes...” (Allied Health <4.2

years). Education was also used to support ongoing care, “...depending on the patient, we have



to give some of our education strategies early, ... particularly from a communication or
swallowing perspective... because that obviously impacts their care...” (Allied Health >4.2

73

years). Clinicians in the acute setting utilised educational resources, “...we have these My Stroke
Journey packages that we also give them, ... that sort of helps them understand some of their risk
factors...” (Nursing > 8.75 years). This booklet was shared with family members to increase
their understanding of stroke, however it was not often referred to by participants from
rehabilitation settings. Inpatient rehabilitation clinicians spoke of a stroke education group to
help patients to build their knowledge of stroke, staff perceived that the focus of the stroke
education group was “....on basic function and discharge planning, but not necessarily as much
education, when managing a chronic condition.” (Allied Health > 4.2 years).
Goal setting was recognised as another important element of self-management support,

“some of our goal setting process ... is about well what’s important to you what do you want to
do so it is, I suppose at some level like some control back to that person... (Allied Health <4.2
years). It was recognised as a strategy that supported the active involvement of the individual in
treatment planning, “...if you 've had a really nice goal-setting session with someone, um, when

they come into the gym, you can say to them, what do you want to work on today?” (Allied

Health <4.2 years). Goal setting appeared to be the key strategy for empowering the individual.

Context-specific - Conceptualisation of self-management and the priority placed on it varied
across the different clinical settings. At the beginning of the focus group some participants in the
inpatient settings held a narrower perspective of what self-management involved, often reflective
of each participant’s unique professional paradigm. For example, nursing staff described self-
management as independence in self-care, physiotherapists described engagement in exercises
and speech pathologists described improving communication. However, the simple act of

participating in the focus group served as an opportunity to develop their understanding of self-



management, and how clinicians can provide self-management support. For example, a
participant who at the beginning of the group described self-management as functional
independence had by the end of the group progressed to questioning, “So how to get ... staff to
have those sort of knowledge and skills to engage with the patient, to encourage them to
participate in those self-management skills.” (Nursing < 8.75 years). Another participant
recognised that there should be an increased focus on empowering the individual and providing
more choice.

The participants in the day hospital focus group appeared to be more readily able to put

the puzzle of stroke self-management together, as reflected by this comment:

I think [self-management] is probably everything isn’t it?...., how to adapt and about whether
they have got a new disability... things change, about work about how they see their role

even about umm lifestyle changes with that as well, medication, diet. (Nursing > 8.75 years).

They discussed seeing the completed puzzle, which was supporting individuals to manage life in
their home and community with their new condition as opposed to focusing on puzzle pieces of
self-management. The change of context to the community provided opportunities for the
promotion of self-management to be contextualised, and for rehabilitation to focus on a broader
scope of previously held roles. This finding supported discussions within the other groups
regarding the best time to support the development of skills for self-management as is illustrated

in the next theme.

Readiness for self-management

Like the puzzle pieces of self-management, the teams presented interrelated ideas about when
patients were ready to receive support for self-management. These opinions primarily related to

perceived barriers encountered at the time of acute management, the timing of hospital



discharge, and when a patient or family displayed ‘readiness’ to engage in self-management
behaviours.
The influence of context: The rehabilitation clinicians suggested that self-management could,
and perhaps should, start in the acute setting. “/ think it should start right at the start and I do
think... it should get reinforced throughout their journey.” (Allied Health > 4.2 years). While
some acute clinicians agreed that self-management should commence “...right from the
beginning for ... the majority of the patients”, (Nursing > 8.75 years) they also described barriers
such as the rate of patients’ recovery, resourcing, and time availability. Acute clinicians reported
difficulty planning what they would be working on given that an individual’s presentation had
the propensity to change quickly:

... they change quickly as well ... and then you have to go and see them again. Which, I

guess, makes me think about, ...what self-management strategies ... or what information am

I giving and what's my plan for this patient... (Allied Health <4.2 years).

For people transferring to rehabilitation, acute clinicians would focus on completing assessments

113

and considered that self-management would occur during rehabilitation, “...our role is to get
them to somewhere where they can engage in that self-management.” (Allied Health <4.2 years).
The transitional nature and short time frame of the acute setting led to the suggestion that
commencement of self-management could be detrimental: “...1 ...make the decision ... it's not
appropriate for me to build a quick relationship and try and help these people when, ... they can
receive long term follow up in rehab or in another hospital.” (Allied Health >4.2 years).

When hospital discharge occurred from the acute setting, clinicians offered “information
about ways in which they can self-manage post-discharge ... in the acute setting so that they can
apply that once they re returning home.” (Allied Health <4.2 years). However, there was no

consistent approach or follow-up described to achieve this. An upcoming discharge from

inpatient rehabilitation was also seen as a key trigger for promoting self-management. A



rehabilitation clinician commented, “/ find that the transition for most people seems quite
natural. I think there are some people, where I guess, you ... need to start drumming in the self-
management, because you know their discharge date...” (Allied Health <4.2 years). Within the
day hospital group, it was unanimous that self-management often became more applicable after
discharge to home and as individuals were required to manage life and their previously held
roles.
Personal factors: Individuals’ readiness for self-management was often described in relation to
physical or cognitive recovery, “...If ... the damage to the brain is very severe and then, they
cannot really use their limbs at all, there’ll be no hope for them to self~-management [sic] in any
way.” (Nursing < 8.75 years). An individual’s awareness of their condition was also seen as a
factor impacting self-management. “I think they need to have a level of insight ..., to be able to
take and run with their self-management...., and that will differ for patients, depending on where
they are in their journey.” (Allied Health <4.2 years). Similarly, clinicians noticed individuals
who were actively involved in their therapy, stating that this was often an indication that it was
an ideal time to introduce self-management support, “If they start asking a lot of questions... so
they are really keen to learn, keen to engage.” (Allied Health <4.2 years). This was reinforced
by the observation that they “...had a lot of success with people that are naturally driven...”
(Allied Health <4.2 years) suggesting clinicians perceived individuals who were motivated or
engaged in their recovery were more likely to respond to self-management support.

The willingness of families to be engaged with the therapy process and promote self-
management behaviours seemed to influence decisions about when to commence support for
self-management. Engaged families would motivate the individual, gather information on their

behalf, and continue therapy programmes in the clinician’s absence.

...the people... I’ve seen in day hospital that have really ... taken on ...some activities

around managing their recovery, have not had significant cognitive issues ...or had a really



supportive family member or carer that’s attended their therapy and has kind of partnered in

that with them. (Allied Health >4.2 years).
In contrast, clinicians identified times when family characteristics were not consistent with
promoting self-management. Families could hinder self-management skill development because,
“...the carer sometimes won't let someone self-manage...” (Nursing >8.75 years) and “ ...self-
management in those early stages is not letting the family members take over care for the

patient...” (Nursing <8.75 years).

Discussion

Stroke self-management support has previously been explored in the context of the
multidisciplinary team in the community [17,29] and this study extended that work to explore the
perspectives of clinicians working in multidisciplinary teams across hospital-based care. The
findings suggest that support for self-management across the care continuum was impacted by an
inconsistent understanding of self-management within and across teams, and differing
expectations and beliefs about readiness for self-management support.

Inconsistent language was used to describe self-management, perhaps influenced by the
limited self-management terminology available in current stroke literature [3,30]. However, the
clinicians identified that they purposively avoided the term self-management, opting for what
they considered more client-friendly terminology such as independence or education. This is in
contrast to recommendations that clinicians should be intentional in the language they adopt to
support a shared understanding and recognition of self-management [31]. While clients are
reportedly unfamiliar with the term self-management, studies demonstrate that they can develop
their own definition, typically describing it as a strategy to support independence in their life
[12,32]. This reinforces that clinicians should not necessarily avoid the term self-management,

rather it should be incorporated into their existing vernacular and explained in conjunction with



other empowering language. The finding suggests an opportunity for the teams to develop shared
terminology that may in turn, facilitate more self-management support in a hospital-based
setting.

Few clinicians in this study could articulate the whole concept of self-management,
instead describing elements such as resource utilisation, goal setting and education [8].
Clinicians within the inpatient units articulated skills that appeared to support medical self-
management as outlined by Parke et al. [3], such as performing exercises and increasing
knowledge of the condition. However, there was limited discussion of the other core skills
including decision making, problem solving and forming partnerships with clinicians, suggesting
that role and emotional self-management behaviours were considered less often [3]. For
individuals to receive comprehensive support in developing self-management skills and
behaviours, clinicians first need a strong foundational knowledge of all self-management
principles [29]. Day hospital clinicians were the only participant group to address all elements of
self-management in their practice, perhaps due to working with clients who had returned home
and were better able to clearly articulate their needs [17]. Overall, it was clear that different
understandings of self-management within and across the teams impacted practice. This
highlights opportunities to develop shared knowledge and skills, and consistent approach across
the stroke continuum of care.

The second theme identified various beliefs about readiness for self-management, with
clinicians suggesting that this varied significantly between individuals. It has previously been
demonstrated that clients and clinicians alike report differing ideas regarding the best time to
commence [29,33-35] and that a standardised approach is considered to be ineffective due to the
individualised nature of self-management [33]. Some individuals may demonstrate readiness to
engage in self-management soon after stroke and evidence demonstrates that self-management

support at this stage is feasible [14,15]. However, there is also concern that some individuals



may not be ready, and there are mixed opinions from multidisciplinary teams regarding how
realistic self-management is within the acute setting, given the barriers of time and resourcing
[17].

All clinicians, regardless of the setting, agreed there was a need to support self-
management prior to discharge, but could not agree when this should commence. The acute care
clinicians prioritised patients who were discharged directly to home and suggested that the
rehabilitation clinicians would commence self-management with the patients transferring to their
units. On returning home, individuals are responsible for managing the symptoms of their
condition [5], often with reduced contact from health professionals [36]. Perhaps aware of this,
clinicians in this study highlighted the value of promoting self-management, usually in the form
of education, prior to discharge. Whilst this strategy for developing self-management is
beneficial, education alone is not sufficient to promote self-efficacy and support behavioural
change [29]. Parke and colleagues [3] describe a process that includes the acquisition of self-
management skills followed by the independent incorporation of these skills into self-
management behaviours, thereby building individuals’ self-efficacy.

The findings suggest that family involvement in self-management is frequently identified
as a strategy to improve an individual’s engagement; however, families may become overly
involved and limit opportunities for patients to practise self-management behaviours
[14,30,32,37-39]. Families who are willing to support self-management outside of the therapist-
driven sessions provide greater opportunity for patients to master self-management skills within
the hospital setting [40], which is particularly valuable for time-poor clinicians [17]. Many
families articulate their need for skill development in this area [40] indicating that they should be
included for a successful approach to self-management support.

The individual’s willingness and motivation to engage is often a key factor influencing

clinicians’ decisions about whether or not to provide self-management [41,42]. Clinicians



highlighted that individuals who appeared motivated were given more self-management support.
However, individuals who experience low self-efficacy in self-management skills [43] may take
small steps during hospitalisation to better facilitate self-management behaviours after discharge
[44,45]. Indeed, people who receive self-management input from clinicians typically have higher
engagement in their health care [46], highlighting the need for the clinicians to include all
individuals regardless of level of motivation. Clinicians in this study also indicated that a level of
physical or cognitive recovery influenced whether self-management training was provided. This
belief has been described elsewhere [35]; however, may result in clinicians further withholding
support from individuals who they feel are unable to engage [19,32,35].

Finally, for some participants engagement in the focus groups led to an evolving
conceptualisation of self-management . The participation in a focus group allowed
perspectives to be clarified, justified, and refined in light of the discussions and perspectives
from other participants [47]. This outcome demonstrated a readiness to listen and grow in
understanding that augers well for knowledge and service development. It appeared at times as if
the focus group served as a community of practice, providing a space for discussion and
development of understanding. This may be one approach that could be taken to foster the
development of a consistent understanding of and approach to self-management support across
the three services.

This study has demonstrated the need for further collaborative training to foster a shared
understanding and application of self-management. Interdisciplinary training has shown to led to
improved communication of individuals’ goals, an increase in self-management provision and
consistent application of self-management across the team [31,48]. However, staff training alone
is not indicative of practice change [29,39] rather, a transformative approach to practice is
required, beginning with clinicians first acknowledging their perspectives and methods of

practice to consider how these influence self-management support [5,39].



Limitations and future research

This study included multidisciplinary teams within a single organisation which limits the
generalisation of findings to other tertiary hospitals. Although a broad representation of health
disciplines was achieved across the groups, there was only one dietician and one doctor
recruited. The absence of doctors, in particular, may explain why there was a stronger focus on
exercise and education as elements of self-management, and less discussion on managing stroke
risk factors in the focus groups. Limited participation from doctors has been reported elsewhere
[15], but their significant involvement in patient care means their presence in these studies is
essential. Practice change to support self-management implementation is needed, with this study
demonstrating that further investigation into practice guidelines to support this change is
required. This study identifies a number of avenues for future research including development of
interdisciplinary training in self-management and exploration of strategies to support teams to

integrate self-management development into current hospital-based services.

Conclusion

Self-management in stroke care is a multifactorial approach which lacks clarity, consensus and
consistency within inpatient hospital settings. However, with a growing body of literature
highlighting the importance of self-management support across the stroke continuum [3,4,13,14]
it is necessary to establish a consistent understanding. The lack of a common conceptualisation,
language and approach — particularly in relation to timing - both at a local level and more
globally, impacts on application in practice and research. This study has reinforced the need for
strategies to enhance implementation in a hospital setting, including interprofessional training
[29,31,39,41,48]; adopting an agreed shared language [31]; and staff reflection on their

conceptualisations and practice to facilitate service transformation [5,39].
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Table 1. Participant demographics

Profession Number Yrs. experience Yrs. in stroke care
average (min-max) average (min-max)
Doctor 1 38 33
Nurse 10 19.85 (1.5-40) 8.7 (1.5-23)
Occupational Therapist 5 6.7 (0.5-15) 2.5(0.5-7)
Physiotherapists 3 7 (5-10) 3.83 (2.5-5)
Speech Pathologist 4 10.5 (2-25) 8.75 (1.5 -25)
Social Work 2 8.75 (2.5-15) 1.34 (0.67- 2)
Dietician 1 13 ~13
Neuropsychologist 2 20 (20-20) 1(1-1)
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