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ABSTRACT

Objective The aim of this study was to identify barriers
and enablers from the perspectives of stroke survivors,
carers and staff to understand the experiences of care.
Design The study used a qualitative descriptive
methodology and employed semistructured interview
technique.

Setting A metropolitan stroke rehabilitation unit in
Western Australia providing rehabilitation services for
inpatients and outpatients.

Participants Overall, 10 participants (four staff, four
stroke survivors and two primary carers) were interviewed.
Transcripts were analysed using thematic analysis.
Results Experiences of care focused on lack of time,
urgency to regain mobility, postshock recovery, uncertainty
about the future and the importance of accepting

help once home. There was a degree of mismatch
between staff experiences of the reality of what can

be provided and the experiences and expectations of
stroke survivors and families. However, the benefits of a
specialised rehabilitation unit were found to contribute to
a positive patient experience overall. The specialised unit
demonstrated that services must optimise staff time with
patients and carers in the poststroke rehabilitation journey
to ensure benefits for the long-term well-being for both.
Conclusion Seeking patient, family and staff experiences
of care can provide valuable insights into facilitating better
patient, family and staff engagement for preparation

for home-based rehabilitation for stroke survivors and
their caregivers. Further research with a larger sample
across diverse hospital settings would provide even
greater insight into strategies to best address the reality
of rehabilitation care and readiness of patients when
returning home to the community.

INTRODUCTION

Stroke is a leading cause of death and
disability globally with the burden of stroke
the greatest on people under 70 years.' Almost
35% of Australians who experienced a stroke
are left with some resultant disability, 64%
need assistance with healthcare, 58% with
mobility and 47% with self-care.” Thus, there
remains an evident need to provide adequate
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Strengths and limitations of this study

» The balance of in-depth opinions between a small
sample of hospital staff and stroke survivors and
carers provided a more holistic picture of the con-
vergences and contrasts of a patient rehabilitation
journey in a single specialised stroke rehabilitation
unit.

» This study was a small, exploratory qualitative study
but although the sample was small, we did reach
saturation.

» The sample represented stroke survivors, family
carers and staff from a single specialist rehabilita-
tion hospital. Thus, the findings may not be appli-
cable to those of other general hospital populations
providing non-specialised stroke rehabilitation care.

support and services after event to individuals
who have had a stroke (stroke survivors) and
families impacted by stroke due to the phys-
ical, cognitive and psychoemotional conse-
quences that usually require adaption to a
more restricted lifestyle with some reduction
in activities of daily living.”

From hospital data collected between 2015
and 2016, there were 37300 acute care hospi-
talisations in Australia where stroke was the
principal diagnosis, which equates to a rate
of 134 patients per 100000 population acute
care hospitalisations.” The Acute Stroke Clin-
ical Care Standard devised by the Australian
Commission on Safety and Quality in Health
Care® identifies the pivotal role carers and
family members have in the prevention,
early recognition, assessment and recovery
for stroke survivors. Furthermore, informal
carers such as family members and significant
others play a substantial role, providing an
estimated 1.9 billion hours of unpaid care in
Australia.”

The sudden onset of stroke and subsequent
early days in an acute hospital setting can be
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traumatic for both the stroke survivor and their families.’
The initial admission and early days following a stroke
can have a profound effect when the individual and their
family begin to realise the impact of the event which can
be frightening, confusing and distressing for all.’

From a psychological perspective, the shorter term
posthospitalisation effects of a stroke have been shown to
potentially create a sense of vulnerability for both stroke
survivors and families due to impacts on basic activities
of daily living.” A number of studies indicate that timely
recognition of the physical and the psychological impact
of stroke can be beneficial for both stroke survivors and
their families.” ® Vulnerability and uncertainty for the
future in turn affect the dignity of the person as they
struggle to cope with the discontinuity in body, self and
roles both within the family and more widely within the
community.” Stroke survivors have reported revaluing
their role as an ongoing struggle, and discontinuity and
uncertainty were characteristic of the adjustment process
after stroke.’ '’

Nonetheless, adjustment to living with the effects of a
stroke could be facilitated by the introduction of relevant
and timely strategies such as early coordinated multi-
disciplinary care in a specialist stroke unit to encourage
timely recovery.!" The Acute Stroke Clinical Care Stan-
dard identifies that a ‘carer of a patient with stroke is
given practical training and support to enable them to
provide care, support and assistance to a person with
stroke’ (p 2).* Research has identified the important
role multidisciplinary healthcare team such as within a
specialist stroke rehabilitation setting play in supporting
and encouraging the stroke survivor and their family to
adjust both physically and emotionally.'® Due to the chal-
lenges, stroke survivors may feel misunderstood by nurses
and other health professionals, and by further under-
standing their expectations and experiences of care it can
contribute to improving their recovery.’ This is also crit-
ical for improving the safety and effectiveness of health-
care delivery and patient-centred care and aligns with
partnering with consumers to improve care and patient
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Early interventions after stroke for patient and family

Given the suddenness of the onset of stroke, there is a
potential for the patient and family to leave the hospital
setting before being fully prepared for the continuing
rehabilitation process at home." Home-based commu-
nity care and rehabilitation may allow earlier patient
discharge, yet without access to adequate and ongoing
support, families are often ill equipped to deal with
the challenges of caring for the individual after their
stroke.'” Stroke survivors can have a variety of unmet
needs at discharge and once the person has returned
home, including mobility and communication, aware-
ness of recovery potential, interaction with healthcare
professionals, medicines and emotional well-being as well
as nfig% for information and aspects of social participa-
tion.

For the stroke survivor, changes in life plans and quality
of life can result in longer term psychological impacts
including mood swings and mental health issues,”'®'” and
found that there was a need for better discharge prepara-
tion and a further need for ongoing psychological and
social support within the community in understanding
readmission after stroke. In addition, a study by Kruithof
et a’ demonstrated beneficial outcomes for both family
and the stroke survivor relating to good discharge plan-
ning practice.

The aim of this study was to add to the body of knowl-
edge regarding the crucial need for early and specialist
team-based intervention. Such early intervention would
seek to identify barriers and enablers from the perspec-
tives of both stroke survivors and allied health teams.
This in turn would assist in better understanding what
is required to best support families and stroke survivors
during rehabilitation. It was anticipated the synthesis of
findings would identify any key areas that could poten-
tially be addressed to ensure better hospital care and
support for stroke survivors and their families when tran-
sitioning back home. Furthermore, the study lends weight
to the contention that a team-based approach provided
by the specialist stroke unit both during the stay and while
transitioning back to the community enables the stroke-
affected individual to better adjust to life after stroke.

METHOD

Methodology

This study used a qualitative descriptive (QD) method-
ology which enables the researcher to stay closer to their
data and to the surface of words and events.?! Interpreta-
tion is much less to the fore but instead is an extensive
summation of events as the participants have described
them to the researcher without interpretation by the
researcher of those said events. QD is a suitable method-
ology in healthcare research as it helps to focus research
questions directly on the experiences of participants.22

Setting and sample

The study was set in a metropolitan stroke rehabilita-
tion unit in Western Australia providing rehabilitation
services for inpatients and outpatients. It is a 10-bed unit
within a 199-bed community hospital in Western Australia
offering rehabilitation and acute services for inpatients
and outpatients. The unit is staffed by a multidisciplinary
team of medical, nursing and allied health who provide
support both during the hospital stay and prior to and
after the patient is discharged back into the community.
Interventions are centred on the needs of patients and
their families with the average length of stay being 22
days. This unit also provides patients and their families
with community rehabilitation services outside of the
hospital setting that include occupational therapy, physio-
therapy and social work. In this context, clients accessing
inpatient rehabilitation tend to have severe impairments
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that preclude early supported discharge to home-based

rehabilitation.

Purposive sampling was employed for patient and carer
dyads as well as registered nurses and allied health profes-
sionals. Purposive sampling is a non-probability sampling
technique which selects the sample based on what is
known about the target population in concordance with
the aim of the research and recruits those who possess
the maximum amount of information about the topic.23
The first group were patients who had sustained a stroke
and were subsequently discharged from the stroke reha-
bilitation unit within the previous 6-12 months from
commencement of the study (following ethical approvals)
and met the following criteria:

» Absence of comorbidities such as advanced dementia,
cancer or other poor life expectancy conditions that
would preclude participation.

» Completion of acute stroke care.

» Opver 65 years (or >45 years for Aboriginal and Torres
Strait Islander people) aligned with the criteria for
admission to the rehabilitation unit.

» Be medically stable (ie, not readmitted to acute care
or suffering a concurrent illness that would preclude
participation in interviews).

In addition, individuals who self-identified as the
primary carer (all were spouses) of stroke survivor partic-
ipants were also invited to participate either in the same
interview as the survivor, or in an individual interview.
Inclusion criteria were that the person had to be iden-
tified as the primary caregiver of the patient and able to
communicate in English to a standard that would enable
them to fully participate in an in-depth interview with the
researcher.

The second group were staff comprising three regis-
tered nurses and an occupational therapist who all
worked within the specialised community hospital stroke
rehabilitation unit and had each been working within the
field of specialisation for more than 6 months.

Recruitment procedure

Stroke survivors and carers

Stroke survivors and carer participants were informed
by a research nurse and clinical team member of the
study during inpatient care in the rehabilitation unit and
provided with a participant information form and consent
form. Participants were required to return the consent
form by mailing it to the external researcher using the
reply-paid envelope and the researcher then followed up
with a telephone call to arrange a suitable time and venue
for the interview to take place. Of the six participants, five
were interviewed in person and the sixth requested to be
interviewed by telephone.

Staff

Staff within the rehabilitation unit were invited to
participate in the study by the clinical nurse specialist
staff member during a staff meeting and were asked to

complete a consent form if willing to be interviewed by
the researcher.

Data collection

Stroke survivor and carer interviews

The QD methodology employed a semistructured inter-
view technique for all participants with an interview guide
(online supplemental appendix 1). A researcher who is
not employed by the hospital nor the rehabilitation unit
completed the interviews. The interview topic areas for
survivors and carers focused on a trajectory from recall
of stroke event and subsequent hospitalisation, followed
by experiences of the stroke rehabilitation unit and ulti-
mately discharge to return home. The interview guides
were informed by an extensive literature review and
developed in consultation with the individual research
team members who are currently working as clinical staff
within the rehabilitation hospital including a specialist
clinician and a clinical nurse specialist. Interview sched-
ules were piloted with a clinical nursing staff member
who understood and was experienced within the reha-
bilitation field within the hospital. Former inpatient
stroke survivors and carers were invited to discuss their
individual hospital experiences in terms of their aware-
ness, knowledge and involvement through nursing staff
along with understanding the rehabilitation and recovery
trajectories after stroke hospitalisation. Stroke survivors
and carers were also invited to discuss the future from a
personal perspective in terms of how life and roles may
have changed and preparedness to remain within their
home after rehabilitation unit stay. The interview content
also encompassed thoughts around the available support
systems from other friends and family members alongside
more structured community services. Interviews lasted for
approximately 1 hour.

Interviews with nurses and allied health team
Staff working within the stroke rehabilitation unit were
interviewed around perceptions of the stroke survivor
and nominated carer during their stay within the reha-
bilitation unit and their perceptions of preparation for
discharge to the community. Staff were also asked to
provide any possible examples of where a stroke survivor
had transitioned well and conversely any who did not tran-
sition successfully including their perceptions around the
differences between them and how these related to the
role of the participant. All staff interviews were conducted
by telephone at suitable times for the participating staff
members. Interviews lasted for approximately 30 min.

It was believed that this approach would represent the
perspectives of stroke survivors, carers and staff across the
rehabilitation trajectory and from multiple viewpoints.

Data analysis

QD approach requires the researcher to employ either
content or thematic analysis to uncover commonalities
across a number of participant interviews rather than
focusing on the individual experiences of participants.”
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Qualitative data were analysed using template (frame-
work) thematic analysis and common themes extrap-
olated initially within participant groups and then
cross-comparisons between groups were made. All iden-
tifying names and characteristics were removed from the
groups. Thematic analysis was undertaken using the QSR
NVivo V.11.0 data management software.** The thematic
template was broadly based on the interview questions
and guided by the QD methodological process for data
collection and analysis. All themes and subthemes were
decided on by two researchers (CB and RS) with consensus
agreed on regarding the final coding framework along
with the hierarchical structure of themes. It was decided
at that point that saturation had been reached with the
number of interviews conducted and results addressed
the research question.

Patient and public involvement

Patients and carers were involved in the study during the
data collection phase by participating in the in-depth
interviews.

Ethical considerations

The study used a qualitative approach which sought
the personal and in-depth opinions and perceptions
of patients and wherever possible their carers along-
side those of staff providing care within the specialist
stroke rehabilitation unit. As such, great care was taken
to adhere to the National Health and Medical Research
Council (NHMRC) principles of integrity, justice, benef-
icence and respect for the participants. First, the inter-
views were conducted by a highly experienced qualitative
researcher who was not employed by the hospital and
who has expertise in interviewing persons with cogni-
tive impairment and those in vulnerable populations.
The team researchers have extensive knowledge of the
study population with one of the coauthors being a geri-
atrician who specialises in stroke outcomes for the older

Staff lack of time and urgency to
achieve mobility / discharge

Acceptance of altered state

Issues unresolved in hospital &
challenging family dynamics

Hospitalisation

STAFF &
PATIENT

population. The participants were not contacted directly
by the researcher interviewer and were invited to make
contact with her if they chose to participate. The partic-
ipants were stroke survivors and carers who had not
recently experienced a severe stroke within the last 2 years
of the interview period and were community-dwelling
individuals. All participants were provided with a partici-
pant information sheet which provided details of counsel-
ling contact details and an ethics representative number
from the university.

RESULTS

Overarching themes and trajectory of recovery

Only two carers (one female and one male) of four partic-
ipating stroke survivors agreed to be interviewed with the
survivor to provide supporting detail to the survivor’s
narrative. Stroke survivor ages ranged from 65 to 84 years.
Carer ages were 66 and 86 years.

Overarching themes from the analysis of the interview
data from the staff participants centred on staff perceived
challenges in rehabilitating stroke survivors to return to the
community given the limited available time along with the
issues in dealing with families of stroke survivors. Patients
and carers highlighted the sudden onset of stroke and the
limited adjustment time along with a loss of independence.

Another overarching theme for all three groups was
the benefit of providing stroke rehabilitation dedicated facilities
along with staff perceptions of the key characteristics of
positive and negative readjustments for families of those
affected by severe stroke. Figure 1 shows the trajectory of
recovery and factors which impact a successful recovery
based on this study findings.

From acceptance to adaptability: steps to success
The themes below highlight the key issues for patients,
carers and staff during the rehabilitation phase of the

STAFF AND
STAFF AND PATIENT /
PATIENT FAMILY
Specialist
assessment and Return to
advice for

ot e community

Degree of acceptance and motivation by both patient and primary caregiver

Trajectory of recovery after stroke —staff and patient perspectives.

Figure 1
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recovery journey. Overarchingly, it was evident that there
was a mismatch between staff expressing desire to spend
more time with the inpatient stroke survivors and families
and the actual lack of available time tending to individual
patients. Subsequently, this led to unresolved issues for
both families and the stroke survivor participant in terms
of acceptance and receptivity to clinical advice. The find-
ings below relate to each of the stages of patient rehabili-
tation and recovery after stroke and show the subthemes
of staff perceived lack of time and resultant lack of future
preparedness for the stroke survivor and family. None-
theless, the process for patients and carers in having
the ability to adapt was uncovered in the subthemes of
willingness to cooperate with staff alongside the level of
acceptance for the stroke survivor and family which could
potentially be ameliorated by intervention and support of
rehabilitation staff.

Lack of time and urgency to regain mobility

Staff respondents felt that the lack of time to spend with
individual patients impacted on the degree of preparation
for both the stroke survivor and their family in returning
home. This was compounded by an unspoken ‘sense of
urgency’ to ‘get the person mobile’ again during their
hospitalisation in rehabilitation. During the average stay
in the rehabilitation unit, staff also encountered patient
and family shock and lack of awareness of the level of
impact from the stroke event.

It is described as a catastrophic event. So it really
is quite life changing—you know—it involves a lot.
I think probably the surprise. I mean.... I think the
family get a surprise just how much is involved. (Staff
participant)

The dynamics of families were also noted as difficult to
deal with in the short space of time within the rehabilita-
tion period, with respondents perceiving that there was
a mismatch between the hopes and desires of the stroke
survivor and the ability of the family to commit to care in
a short time frame.

And if you don’t have the family support which often
they don’t because, you know what it’s like? You get
some families where the children want them to go in
a home and they want to go home to their own per-
sonal home. So, you've got all those things you have
to work through. (Staff participant)

From the stroke survivor and carer perspective, there
was some confusion around the initial diagnosis of a
severe stroke and a lack of awareness and preparation
for potentially what could be a very long-term recovery
process.

When we took him to the hospital and they were
asking what happened I had already picked it up. I
knew....his speech was slurring. But they were still
saying that he hadn’t had a stroke. But then it might
have been just about to happen. (Family participant)

One stroke survivor respondent spoke about the chal-
lenge of processing that they had been diagnosed with
severe stroke and subsequent loss of mobility (especially
loss of independence). This resultant sense of helpless-
ness impacted heavily on the patient’s ability to accept
and adapt:

I was taking a little water tablet, I also needed to go
to the toilet. And that was a nuisance to the nurses.
And I got into trouble for that because I got out of
bed once. I got out of bed because I was in a room by
myself. (Stroke survivor participant)

Postshock recovery and uncertainty about the future

The findings also highlighted the challenges of the rela-
tively short inpatient rehabilitation time frame given that
most staff felt that families were ‘in shock’; in the early
days and yet having to make major decisions about the
stroke survivor’s future. The return home also required a
period of adjustment both in physical circumstances but
also regarding relationships. Staff findings identified an
awareness of stroke survivor and family concerns and staff
shared that they endeavoured to provide support in what-
ever ways they could using open communication, reas-
surance for the stroke survivor and their family as well as
providing realism regarding what was possible in terms of
alonger term recovery. Nonetheless, the recovery journey
was potentially hampered by differences in information
and communication expectations between patients,
carers and staff and lack of time to process the event.

A very experienced nurse was telling me that we don’t
allow time for people to grieve ... But also the signif-
icant grieving and particularly with some people... I
think have worked hard their whole life, and been
responsible, and contributing and then for this to
happen. (Staff participant)

Staff participants spoke of the characteristics of stroke
survivors and carers in terms of adjustment and accept-
ance. Unwillingness of family members to ‘accept reality’
was noted as a major issue for staff in trying to emphasise
to families what the barriers to providing care within the
home are likely to be

Some people are not ready to hear what we are telling
them. (Staff participant)

I think sometimes that’s where there’s—you know—I
think sometimes people aren’t ready to hear what we
are telling them in terms of the extent of the deficits
are. (Staff participant)

Despite the fact that staff participants believed that
they did their best to reassure inpatient stroke survivors
and respond to queries, family support was also clearly
important to the acceptance and adaptability process. A
participant acknowledged that his wife was well supported
through family meetings with the rehabilitation team.

Bulsara C, et al. BMJ Open 2021;11:€047559. doi:10.1136/bmjopen-2020-047559

"ybuAdoo Aq paroslold 1sanb Aq #7202 ‘Sz J1oquaAoN uo /wod g uadolway/:dny woly papeojumod TZ0Z loquiadad 0z Uo 655/ 0-020z-uadolwg/oeTT 0T Se paysiignd 1s11y :uado CING


http://bmjopen.bmj.com/

... if you have any questions then just ask us now. That
was good to have the family meeting and then if any-
body there had any questions then they could ask and
so my daughter, yes she had quite a few concerns and
so she was able to ask them. (Family participant)

Returning home and the importance of accepting help

One of the key advantages of the specialised stroke reha-
bilitation unit was perceived as the multidisciplinary team
who supported the stroke survivor while in hospital as
well as assessing the person’s living arrangements after
returning home. This provided a continuity of care which
positively impacted the carer and stroke survivor’s ability
to return home.

As part of the care in the unit, staff reported that the
stroke survivor and the family were prepared for the tran-
sition home through inpatient assessment to determine
the stroke survivor needs and home assessment to deter-
mine if modifications or aids were needed to support
the stroke survivor on return to their home. The ‘wrap
around’ services before and after discharge supported
the continuity of care model offered by the unit.

I guess you kinda hope you covered all those bases
before they go home. That you have put enough ser-
vices and you have put enough support and that they
really do know what they are going to deal with. (Staff
participant)

Participating staff highlighted that the key character-
istics of a positive recovery were observed to be stroke
survivor and family confidence in being able to adjust,
realistic expectations of what degree of functionality
could be achieved in the future and good family support:

But another gentleman that springs to my mind
again. He was only able to get home and continue
that rehab because everyone had a ‘can do’ attitude
with him. ‘Give it a go’, ‘You’re gonna give it a go’,
‘Let’s see what happens’... do you know what I mean?
And that instilled confidence in him as well. (Staff
participant)

From a stroke survivor and carer perspective, those
interviewed believed that the staff at the specialist reha-
bilitation unit had facilitated a smooth transition home
for the most part. Interestingly, the ability to adjust once
home was influenced by the personality and perspective of
the patient. The three families who were better equipped
emotionally and physically had a primary carer (usually
their spouse) to support them. However, sometimes the
expectation that participants placed on their children
and families was at odds with the reality of the support
that significant others were willing and able to provide.

I do get depressed sometimes because I think that I
have two sons and daughter here, but our next door
neighbours do more for us than them. (Stroke survi-
vor participant)

A participant who had no spouse or partner to provide
informal support and care spoke of his frustration with the
services and in making himself understood due to speech
problems as an outcome of the stroke. Regardless, this
participant who lived alone aside from regular visits by his
adult son spoke of his resilience and autonomy which he
perceived as important in managing his condition. As can
be seen in the following quote, the participant who lived
alone with visits from his family and neighbours took a
sense of pride in his resilience, despite his frustration
around speech difficulties.

I am able to look after myself. I've been on my own
for 30 years. Important to me. I am strong—I used
to work on the oil rigs. (Stroke survivor participant)

In terms of accepting help, participating stroke survi-
vors and carers highlighted the fact that they appreciated
help from family and neighbours, but this needed to be
balanced to avoid too much intrusion into their personal
lives.

He’ll [neighbour] pop in every two or threeweeks,
[and say] ‘everything alright? Is there anything you
need?”” They’re not always in and out of the house.
They’re not those kinds of neighbours. (Stroke survi-
vor participant)

DISCUSSION

Summary of main findings and comparison to existing studies
The findings from this study highlight the importance of
seeking and understanding stroke survivors, family and
staff experiences of care to provide quality care for best
patient outcomes and prevent readmission. In this study,
there were observable differences in experiences in the
stroke unit and this identified the mismatch between the
reality of what rehabilitation staff can provide and what
is expected of them by both stroke survivors and family.
In addition to this, there was a limited time frame during
hospitalisation for the necessary acceptance of both
stroke survivors and family as to the realities of life for the
person affected by severe stroke.

These important findings were triggers for nursing and
other staff to improve communication with patients and
families. Positive experiences of care in other studies were
related to reciprocal communication and information
sharing with patients and families."

Nurses and health professionals need to understand
the complexity in terms of family dynamics and relation-
ships which can be significantly and negatively affected by
a sudden illness or traumatic events.” %° In this study, it
highlighted the issues juxtaposed between staff urgency
for the patient to be mobile and ready for discharge, while
the stroke survivors and their families were still coming to
terms with the shock of the stroke and associated after-
effects thereof. Therefore, good interprofessional skills
and providing emotional support is another key part of
supporting a positive experience and for nursing staff
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and allied health professionals to better prepare both the
stroke survivor and their families in the early rehabilita-
tion days. The early days and the rehabilitation processes
were strongly influenced by the stroke survivors and their
family members’ ability to adjust and maintain focus and
positivity. However, for this to be achieved, healthcare
team support and communication is essential.””

Our findings were in keeping with other studies which
indicated that the patient and carers experience two crisis
moments following the stroke event. First, the crisis at the
time of the stroke and again prior to discharge when the
reality of the recovery journey ahead is realised by both
the patient and family members.'’ The second potential
crisis point also requires the support of rehabilitation
staff members as the reality of discharge ‘looms large’."

In terms of early rehabilitation of stroke survivors, the
multidisciplinary team are a key part of the provision of
care of patients after stroke and supporting their families.
The study found that staff identified stroke survivors and
family confidence in being able to adjust contributed to
a positive transition to home. This reinforces the impor-
tance of health professionals conducting a comprehen-
sive assessment of family carer concerns and abilities to
support the stroke survivor at home; developing a plan
in partnership with stroke survivor and family as part of
preparation and support for a caregiving role.”

Strengths and limitations

This study was a small, exploratory qualitative study of
the challenges of the recovery during rehabilitation and
transition to home from the perspectives of hospital staff,
stroke survivors and family carers. Although the sample
was small, we did reach saturation for the specific smaller
specialised rehabilitation unit. However, the authors
recognise that the participant experiences within a
small purpose-built stroke rehabilitation unit cannot be
generalised to an entire population of survivors of severe
stroke. Nonetheless, the balance of opinions between the
small specialised rehabilitation team and the patients and
carers revealed some core issues around the mismatch of
expectations in terms of return to normalcy for patients
which were consistent across all interviews. The inter-
viewer is an experienced qualitative researcher and is
familiar with interviewing vulnerable populations and
those with cognitive impairment. However, the inter-
viewer was not a member of the specialist team nor affili-
ated with the hospital in any way. This enabled both staff
and the patient and carer dyads to be completely free to
express forthright opinions confidentially.

Another strength was the inclusion of carers where
possible in the study as the carer interviews provided a
richer viewpoint regarding the experiences of the patient
during the rehabilitation journey. When interviewed
together with the stroke survivor, the stories became
richer as each participant provided greater detail to the
experience of the other.

As the sample represented stroke survivors, family carers
and staff from hospital thus may not be applicable to

those of other hospital populations such as larger hospital
with generalised rehabilitation services. This unit with a
coordinated small team of health professionals is specific
to providing rehabilitation support for stroke survivors
only from inpatient rehabilitation through to return
to community and ongoing support once the patient is
at home. However, the authors believe that balance of
opinions between staff and stroke survivors and carers
provided a more holistic picture of their experiences and
the rehabilitation journey in a specialised stroke rehabil-
itation unit.

Implications for clinical practice

The structure of the rehabilitation multidisciplinary team
at the unit demonstrated a willingness to work together
to prepare the patient for discharge both within the unit
and at the person’s home setting. Notwithstanding this
ideal, nursing staff participants reported they are under
significant pressure to discharge patients once they regain
mobility as well as supporting family members and carers,
while relying on allied health staff such as occupational
therapists and social workers to facilitate their transition
home.

CONCLUSION

As an unforeseen event, stroke can put family members
into an unexpected carer role and the findings of this
study highlight the importance of staff understanding
experiences of care so this can contribute to reflective
practice and to ‘frank and open’ discussion about what is
or is not possible and to prepare families and the patient
about the pace of rehabilitation. Given the benefits for
the long-term well-being of both the stroke survivor and
family carer, it is essential that services optimise staff time
spent with the individual patient and family in the post-
stroke rehabilitation journey. This would serve to clarify
expectations and reassure stroke survivors and families
regarding what to expect in the future once they are
discharged from hospital and improve care experiences.
Future research exploring how discharge planning and
processes for stroke survivor, the education and resources
provided to family carers impact on experiences of care
and the transition to home and the well-being of the
family carer could provide valuable insight into identi-
fying resources to support family carers within limited
rehabilitation time frames.
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APPENDIX 1

DRAFT INTERVIEW SCHEDULES / POSSIBLE AREAS FOR DISCUSSION

DRAFT PATIENT INTERVIEW POTENTIAL AREAS FOR DISCUSSION

Thank you for agreeing to speak to me about your experiences and thoughts about how you have
adjusted to life following the stroke event. As you know, your experiences in terms of what you have
changed and your perspectives on life before and after your recovery are very important to us. We
would like your story and those other patients who participate to inform and improve future services
within the Bentley Stroke Unit. This is a time of adjustment to changes in circumstances for your
family. So initially | would like to start, [name] by asking........

1) Area around early days in hospital exploring for awareness, knowledge and of any
changes in perceptions and values for the patient. Potentially touching on areas of
communication with the staff on the ward. Any perceived changes when coming to
Bentley Stroke Unit.

2) Exploring what helped, guided and assisted in the earlier days for patients. Also
articulating how this may / may not have changed over time.

3) Relationships with others in immediate sphere and externally within a community.
Thoughts and perceptions of the future.

4) Degree of preparation once back home in the community. This area will also seek to
touch on support services and groups outside of the hospital system.

5) Support, if any, from other friends, family members over an extended time period.

6) Any other issues not discussed.
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DRAFT STAFF INTERVIEW SCHEDULE — TOPICS MAY CHANGE DEPENDING ON RESUTLS OF PATIENT

AND CARER INTERVIEWS.

Thank you for agreeing to speak to me about your experience in the stroke unit and in caring for
patients and their families affected by severe stroke. As you know, your experiences are very
important to us. We would like your perspectives and thoughts to inform and improve future services
within the Bentley Stroke Unit. So initially | would like to start, [name] by asking........

Q1. If you think about your role here at Bentley, what would you say are the perceived
challenges and benefits of caring for stroke patients?

Q2. Do you see any perceived benefits for stroke patients and their families to attending
a specialised stroke rehabilitation unit? If yes, what are they and if no, why not?

Q3. From your experiences, what do you see as the complexities, if any, of family members
caring for someone post stroke event within their own home? What sorts of individuals
seem to cope better than others?

Q4. Do you believe that there is a role for you in transitioning patients and their families
towards living back within a community setting? If so, what would that role look like to
you? If not, can you explain why you might feel this way?

Q5. Can you tell me of any good examples of personal experiences whereby a patient has
transitioned well and conversely one who did not transition successfully? What were the
differences between them?

Q6. Can you tell me about what the key elements of your role in assisting patients and
families through the rehabilitation journey and how is this approached in a professional
capacity?

Q5. Before we finish the interview, | wonder if there was any other issues that we haven’t
touched on and that you would like to raise on this topic or your role in caring for someone
who has had a stroke?
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