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Background: Rates of return-to-work after stroke
are low, yet work is known to positively impact
people’s wellbeing and overall health outcomes.
Objective: To understand return-to-work trajecto-
ries, barriers encountered, and resources that may
be used to better support participants during early
recovery and rehabilitation.

Participants: The experiences of 31 participants
(aged 25-76 years) who had or had not returned to
work after stroke were explored.

Methods: Interview data were analysed using
reflexive thematic analysis methods within a broa-
der realist research approach.

Results: Participants identified an early need to
explore a changed and changing occupational
identity within a range of affirming environments,
thereby ascertaining their return-to-work options
early after stroke. The results articulate resources
participants identified as most important for their
occupational explorations. Theme 1 provides an
overview of opportunities participants found hel-
pful when exploring work options, while theme 2
explores fundamental principles for ensuring the
provided opportunities were perceived as benefi-
cial. Finally, theme 3 provides an overview of priori-
tized return-to-work service characteristics.
Conclusion: The range and severity of impairments
experienced by people following stroke are broad,
and therefore their return-to-work needs are
diverse. However, all participants, irrespective of
impairment, highlighted the need for early opportu-
nities to explore their changed and changing occu-
pational identity.
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(LAY ABSTRACT A
The aim of this study was to understand how best to
support people returning to work after a stroke. A total
of 31 people who had or had not been able to return to
paid work after stroke were interviewed. We listened to
their experiences and considered what worked best for
different people with a range of needs and aspirations.
People talked about wanting opportunities soon after
their stroke to explore changing thoughts about them-
selves and their ability to return to work. Conversations
with participants and their families, often starting very
early after stroke, were important. People also wan-
ted opportunities to practise skills they typically used
at work, such as social skills or planning and organiza-
tional tasks. Through these ongoing conversations and
opportunities to practise, people talked about gradually
regaining their confidence in the skills they had retained
after their stroke, rather than focusing only on the dif-

\ﬁcultles they were experiencing. Y,

S troke is a leading cause of disability worldwide, with
people of younger age increasingly being impacted
(1-3). At the same time, treatments to reduce mortality
and disability are increasingly effective (4, 5); hence
more people of working age are experiencing stroke
and there is a need to consider return-to-work (RTW)
goals for this group. In New Zealand (NZ), approxima-
tely 8,000-9,000 people experience stroke yearly (5).
While overall stroke incidence has decreased, Maori and
Pacific populations continue to experience stroke at a
significantly younger age (mean ages 60 and 62 years,
respectively) compared with NZ Europeans (mean age
75 years) (6, 7).

Returning to work after illness, injury or with a long-
term health condition is associated with improved health
and wellbeing outcomes (8—10). Nevertheless, RTW
rates for paid work remain low after stroke. Internatio-
nally, estimates of RTW rates can be as low as 19% of
people working at 3 months post-stroke, reducing to
12% at 5 years, and 3% at 10 years (11). Factors influ-
encing RTW after stroke include both non-modifiable
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(i.e. ethnicity, age, mental health history, education
level, and pre-stroke work role) and modifiable factors
(i.e. functional status, social support, workplace poli-
cies, and psychosocial resources) (11-13).

Vocational rehabilitation can support people with a
new health condition to RTW (14, 15). In spinal cord
injury (SCI) populations, early intervention vocational
rehabilitation (EIVR) provided soon after illness or
injury onset can improve RTW rates (16, 17). Evidence
suggests that EIVR, beginning with informal non-
pressured conversations with people with SCI about
their work options, can increase confidence in ability
to work, support psychological adjustment, and help
people engage in solution-focused options (18, 19).

Currently within NZ, the national health service does
not include comprehensive RTW services for people
following stroke. Instead, depending on where they
live, a small number of people after stroke can access
point-in-time funded support for discrete RTW goals.
Policies related to eligibility for means-tested disability
benefit also contribute to their inability to access RTW
services. This situation contrasts with people expe-
riencing injury within NZ, whose rehabilitation and
wage compensation are funded by a national no-fault
injury insurer that funds early and ongoing vocational
rehabilitation across a person’s life (20, 21).

This paper explores the experiences of people fol-
lowing stroke who had and had not returned to work.
By reflecting on participants’ experiences, the study
aimed to develop a more nuanced understanding of
the RTW contexts people experience following stroke,
the resources that would best support them to RTW,
and how EIVR could optimize RTW goal achievement
and health and wellbeing outcomes. This study is part
of a larger “Early vocational rehabilitation following
neurological disability study” (EVocS) project that
used a 3-phase knowledge synthesis, evaluation and
knowledge translation exploratory design to develop
early intervention vocational services for people fol-
lowing stroke in NZ (18, 19, 22-24).

In this publication, the term “occupation” refers
broadly to the activities that people do as individuals,
in families and with communities to occupy time and
bring meaning and purpose to life (including paid
work), while “work” refers to paid employment. The
term “vocational” is used in relation to the providers
and services that support both non-paid and paid work
outcomes.

METHODS

Reflexive thematic analysis methods (25) were used
to collect and analyse data within a broader realist re-
search approach (26, 27). The EVocS project, including
this qualitative study, received ethics approval from
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the University of Otago Human Ethics Committee
(reference: H19/170).

Inclusion criteria

Participants were over the age of 18 years and working
at the time of their stroke. They were NZ residents and
able to communicate in English in an interview, either
with or without a support person or technology. People
who had and had not returned to work were included.

Recruitment

Participants were purposively recruited via social
media advertisements within healthcare provider net-
works. Participants were also identified via clinical and
community contacts of the research team. This study
sought to recruit a diverse range of participants in terms
of demographics and RTW experiences; however, eve-
ryone who expressed an interest in participating was
interviewed. One researcher (JJ) was provided with the
names and contacts of people interested in accessing
further study information, and easy-read information
and consent sheets were sent to them. Those expres-
sing interest were also individually contacted by JJ to
ensure they had the study information, to answer any
questions, and to check for accessibility needs. After
consent had been gained, an appointment was made
for the interview at a place, time and mode of the
participant’s choosing; either online, at the participant’s
home or in the researcher’s workplace.

Data collection
A mixture of face-to-face and online interviews were
conducted by 3 researchers (JJ, JB and TY). JJ is a
speech-language therapist with extensive experience
supporting the communication needs of people follo-
wing stroke. JB and TY live with their own experiences
of disability (SCI) and conducted interviews with pe-
ople living in their regional areas. All interviewers had
been involved in previous phases of the EVocS study.
Demographic information related to personal,
health and employment status, and living situations
was collected. A semi-structured interview guide
(Appendix S1) included questions about the contexts
and resources that did, or potentially could have, sup-
ported future work. However, the interview questions
remained flexible, with participants being encouraged
to tell the stories of their stroke journeys in their own
words and following their own structure. While atten-
tion was paid to what worked well for participants,
particularly early after their stroke, the study also
sought to gather data about unmet RTW needs and
aspirations. Communication support was provided as
required, including using written notes, paraphrasing
to check meaning, and giving extra time. Interviews
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were recorded on a digital recording device, transcribed
verbatim and anonymized for analysis.

Data analysis

Reflexive thematic analysis methods (25) were used
to guide the analysis of data gathered during inter-
views. Three researchers (RM, JJ and JH) inductively
coded 7 transcripts, contributing to a coding structure
developed at a face-to-face analysis meeting. RM is
an experienced qualitative researcher with 20 years of
experience providing rehabilitation to people following
stroke, and JH is a clinical psychologist who works
with people following acquired neurological condi-
tions. RM and JH contributed to previous phases of
this EVocS study. The coding structure was checked for
resonance with the other interviewers (TY and JB) and
the wider EVocS team, and then informed the ongoing
analysis of transcripts conducted by RM, JJ and JH. A
table within Microsoft Word was used to collate data
that supported, refuted or refined the coding structure.
Additional codes were added in response to analysis
of the remaining transcripts. Researchers also added
analytical comments to the table, providing additional
information about how each extract contributed to
the analytic process. Once all the transcripts had been
analysed, JH, JJ, JB and RM met to develop an overall
analytical framework. In this meeting, each researcher
individually interacted with printed-out code headings
to create possible theme groupings, sharing and discus-
sing their reasoning with others. RM then synthesized
these analytical thoughts to develop an overall model
and worked with JJ to articulate findings within a nar-
rative. Rigour and trustworthiness were further ensured
by presenting the findings to stroke lived-experience
experts, vocational providers, and healthcare pro-
fessionals in knowledge translation workshops and
interviews in the following phase of the EVocS study.

RESULTS

Participants

A total of 31 people were interviewed (Table I).
Interviews took between 36 and 132 min, and were
conducted online (n=17), on the telephone (n=1),
face-to-face in participants homes (n=5), or at the
researcher’s workplace (n=28). Participants were in the
age range 20—72 years at the time of their stroke, and
were interviewed a mean of 5 years after their stroke
(range 1-17 years). Most participants (91%) had an
inpatient admission following their stroke. Approxima-
tely half of all participants (45%) reported receiving
vocational rehabilitation. Nineteen participants (59%)
were in part- or full-time employment at the time of
the interview.
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Table I. Overview of participant demographic and employment
information (n=31)

Variable

Age at interview, (years), mean (SD), range
Age at stroke, (years), mean (SD), range

57.0 (11.8), 25-76
50.5 (13.3), 20-72

Time since stroke, (years), mean (SD), range 5(4.2), 1-17
Sex, n (%)
Male 15 (48)
Female 16 (52)
Ethnicity, n (%)
NZ European 26 (84)
Maori 2 (6)
Pasifika 1(3)
Other 2(6)
Type of stroke, n (%)
Ischaemic/clot 19 (61)
Haemorrhagic/bleed 10 (32)
Unknown 2 (6)
Side of impairments, n (%)
Left 12 (39)
Right 14 (45)
Other 5(16)
Previous stroke, n (%)
Yes 3 (10)
No 27 (87)
Unsure 1(3)
Required acute admission, n (%) 29 (94)
Received vocational rehabilitation support, n (%) 14 (45)
Not working at time of interview, n (%) 12 (39)
Working at time of interview, n (%) 19 (61)
Full-time (>30 h), n (% of those working) 8 (42)
Part-time (<30 h), n (% of those working) 11 (58)

As shown in Fig. 1, the results are presented around
a single overarching theme, “Exploring my changed
and changing occupational identity”.

Within this overarching theme, Theme 1 overviews
opportunities participants desired opportunities
participants desired in order to explore occupational
options, with sub-themes titled: (i) contributing to
others, (ii) practising work skills, and (7ii) employment
conversations and connections.

Theme 2 overviews the key principles ensuring
these opportunities were experienced in affirming
ways, including: (i) family and whanau (whanau is
defined as “extended family or family group; the term
can also include friends who may not have any kinship
ties to other members”) focus, (ii) time to understand
my new self, (¢c) we need to talk, (d) we are unique,
and (e) give us the maps and tools.

Theme 3 overviews the desired vocational service
characteristics: (i) proactively anticipating my voca-
tional support needs, and (ii) continuity of access to
vocational support over time.

In the results below, extended quotes longer than 40
words evidencing the narrative are included in Table I1,
indicated in the text as [Quote #]. Across the findings,
while some participants reflected on their experiences
of provided opportunities, others alluded to opportu-
nities they wished they had received.
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Fig. 1. Overview of analysis findings.

Overarching theme: Exploring my changed and
changing occupational identity
The range and severity of impairments experienced
by participants were broad, and their RTW trajectories
and experiences diverse. However, participants consis-
tently articulated a desire for opportunities to explore
their changed and changing occupational identity,
often very early after stroke [Quote #1]. As detailed
in the following themes, they also reflected on a need
for validating environments and interactions to allow
this to occur. While not all participants received these
opportunities, when they did occur, early affirming
opportunities to articulate and consider concerns and
questions were perceived as being helpful.
Participants talked about the emerging nature of these
explorations, stating that no final decisions were made
at this early stage. However, early employment con-
versations appeared to communicate expectations and
aspirations about possible future work options [Quote
#2]. They also impacted a person’s confidence to
explore occupational possibilities in the future as their
longer-term medical and functional status became clea-
rer. For example, in reference to early conversations,

\CING WORy "
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Exploring my changed
and changing
occupational identity

a participant talked about moving forward and stated,
“I don’t think it’s a skill thing, I think maybe it’s a
confidence thing” [STR15].

The 3 following themes overview, in more depth,
various ways participants explored their changed and
changing occupational identity, including the types of
support participants desired. It should be noted that
participants referenced paid and non-paid roles within
the notion of occupation, with both being valued,
especially when considering RTW trajectories toward
paid roles.

Theme 1: Opportunities to explore work options —
often at an early stage.

Theme 1 gives an overview of the opportunities par-
ticipants wanted in order to explore RTW options that
might work for them. The varied ways participants
explored their changed and changing occupational
selves are discussed in relation to: (i) opportunities to
contribute to others, (i7) opportunities to test themsel-
ves and build confidence by practising work skills, and
(iii) opportunities to maintain connections with their
previous managers and work colleagues.
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Opportunities to contribute to others. Many par-
ticipants identified that engaging in activities and
roles enabling their contribution to others provided
low-pressure environments to self-assess their current
capabilities and capacities. In addition, these expe-
riences and spaces contributed to a sense of purpose
and provided avenues to build confidence about their
occupational futures. As examples, participants descri-
bed their involvement in stroke support groups, caregi-
ving for children, supporting their spouse in work, and
helping with sports tournaments. One participant, who
had a caregiving role with her baby granddaughter for
2 days a week, stated, “I really relished being trusted
... that was really helpful, to feel useful” [STR26].
For those who felt they could not contribute a great
deal, engaging with people still allowed them to feel
part of things, created the spaces for normalization of
experience, helped them to better understand common
impacts of stroke, and provided motivation when thin-
king about future work roles [Quote #3].

For many participants, collective aspects of contri-
buting to and receiving from others supported them in
gaining and retaining recognition of their self-worth.
For example, a regional group of Maori impacted by
stroke supported each other and collectively advocated
for change, preparing the road ahead for others coming
[Quote #4].

However, engagement in non-paid roles did not
automatically guarantee that participants would
benefit. For example, a participant felt that the voca-
tional provider’s suggestion of volunteer work being
more appropriate than paid work contributed to her
feeling “less valued”. Instead, she wanted to choose
her non-paid contribution based on her retained skills
as a consultant. Specifically, she felt she could lend
her voice to issues of accessibility within community
advocacy spaces, stating, “I think my value is lending
my voice in terms of someone that’s got a disability
perspective” [STR33].

Opportunities to practise work skills. Participants
wanted curated opportunities to test themselves, check
expectations and build confidence by practising work
skills, even within a few weeks after their stroke.
Examples included wanting to practise social conver-
sations with people they did not know, planning and
organizational tasks, and discrete physical tasks. For
example, STR06 spoke about the value of building
confidence in communicating with unfamiliar people
by practising in café settings. This reticence in social
situations was aligned with the types of situations she
would also experience in a work setting [Quote #5].
The desire to test oneself was particularly evident for
those participants with changes in their communica-
tion or cognition. These opportunities allowed them
to assess themselves and to gain feedback about what
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they could still do well (capabilities) and for how long
they could do it (capacity).

Participants felt that early opportunities to practise
skills, not just waiting to see what spontaneous reco-
very might occur with time, also contributed to fun-
ctional improvements and supported their RTW goals.
“The more you do stuff, the more you do stuff if you
know what I mean. It’s hard to type, it’s hard to do eve-
rything, but if you do it, you get better at it” [STR22].
However, even when paid work was not seen as being
a longer-term option, participants referenced the value
of real-world practise opportunities, since they could
gain external feedback about their functioning and start
re-building confidence in retained abilities, developing
self-assessment skills, and developing strategies to
manage any ongoing impairments and limitations.

Participants’ narratives highlighted 2 critical contexts
that needed to be present for these practise opportu-
nities to be perceived positively. Firstly, participants
frequently referenced the need for a slow, staged, low-
responsibility approach to practising skills, whether as
part of therapeutically-curated situations, volunteer
roles or paid employment roles. “I really want to
work part-time to see how it goes; very small, not
much responsibility” [STR28]. Some participants did
get offered this type of experience, and they reported
the positive benefits of being an observer. They also
appreciated opportunities to contribute to the work-
place from areas of retained capabilities and expertise.

Secondly, participants talked about the need for their
skills and expertise to be seen and recognized, and to
be given opportunities that reflected their abilities and
interests. For example, a participant reflected that the
vocational provider, “would help me get into work, but
the jobs were not, how could I say it? You know, I had
a senior [role pre-stroke], and the last thing I wanted
to do is push trolleys” [STRO1]. This alignment also
allowed participants to explore what they felt they
could offer in a future paid work role, reinforcing their
sense of self-worth. For some, educational opportu-
nities provided a context that allowed this to happen
[Quote #6]. If there was a lack of opportunities or
alignment with abilities and interests, then experiences
could contribute to participants feeling even further
devalued, experiencing an ongoing loss of confidence,
and undermining occupational identity [Quote #7].

Opportunities for employment conversations and
connections Participants who were offered oppor-
tunities to have conversations and maintain con-
nections with their employers, managers and work
colleagues felt that this supported them to explore
what employment might look like post-stroke. This
was particularly evident for those who could RTW in
the short to medium term; although, those with less
clarity about their RTW plans also benefited from the
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connections [Quote #8]. Regular, informal, and non-
pressured conversations with managers and colleagues
to explore future work tasks and responsibilities could
be positive — particularly for participants who held
work roles with a high degree of autonomy [Quote
#9]. For those participants who could not RTW in
the short-term, discussions around graduated and
individualized pathways contributed to a sense of
agency within the RTW process and allowed partici-
pants to “have something that you can work towards”
[STR30]. As such, these employer conversations and
connections created a hopeful space in which work
was viewed as possible.

However, employer conversations and connections
were not a guarantee of success. In the context of a lack
of information and employer understanding, partici-
pants often described all-or-nothing options presented
to them when they talked with their employers about
returning to work. “It was, ‘do this job that you have,
one way or another... or don’t be here’”[STR25].
Furthermore, participants frequently described this
lack of employer and colleague understanding as
undermining occupational identity.

Participant narratives suggested that they were
more likely to perceive colleagues as acting in their
best interests; that is, judging colleagues’ responses
as being supportive rather than undermining, when
meaningful connections with work colleagues had
been maintained while the participant was not wor-
king [Quote #10]. Participants referenced colleagues
providing information, adapting the work programmes
to allow them to work in their areas of strength, taking
care of more complex tasks, and providing practical
and emotional support. Reshaping work roles, when
they did occur, appeared to provide participants with
increased confidence and further enhanced a positive
sense of self [Quotes #11 and #12].

Theme 2: Key principles ensuring opportunities
were experienced in affirming ways

Theme 2 overviews the fundamental principles
participants highlighted as ensuring opportunities to
explore a changed and changing occupational identity
were perceived as positively supportive rather than
detrimental. Participants talked about needing, both
individually and collectively as family or whanau, time
and space to understand their new selves, be able to
speak of occupational options, be seen and treated as
unique, and be able to access the maps and tools for
their RTW journeys.

Family and whanau focus. While some participants
talked about exploring occupational identity as a per-
sonal journey, a large number explicitly referenced the
notion of occupational self in the context of family,
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whanau and community, in contrast to an individual
focus. For example, STRO3 stated that he would have
liked vocational rehabilitation to “know where the
patient is at, where the family are at” since he had “a
strong, knowledgeable whanau, and they knew enough
about me to get me to re-engage in all of the things
I love” [STRO3]. Participants also referenced the
importance of family members receiving support and
education to better understand the impacts of stroke and
how best to support the individual to return to a work
role aligned with and supporting their occupational
identity [Quote #13].

Time to understand my new self. Most participants
indicated that exploring changed and changing aspects
of self-identity took time, was challenging, and fre-
quently took place in conversations about their past,
present and future occupational selves early after stroke
[Quote #14]. For some participants, self-identity and
biographical continuity more generally, rather than
occupational identity specifically, was the focus. In
these cases, participants’ experiences highlighted the
importance of conversations around who they were
as people and the impact this had on all areas of their
lives, including their physical, relational and spiritual
selves [Quote #15]. Furthermore, internalized stigma
was apparent within several participants’ narratives,
impacting their confidence to undertake previous
work roles, sustain work team practices and develop
new relationships with clients [Quote #16]. The opp-
ortunity to talk through internalized narratives within
occupationally-focused conversations appeared to con-
tribute to participants’ sense-making and allowed them
to review previously held attitudes about disability.

We need to talk. Participants indicated that they and
their family or whanau wanted to start talking about
vocational concerns from an early stage (i.e. within a
few days to weeks of their stroke). However, partici-
pants’ narratives also suggested that these employment
conversations often did not occur, were discouraged, or
attempts were made to delay discussions [Quote #17].
Many participants provided examples of feeling inva-
lidated when talking with healthcare providers about
their future functioning in a work role. In addition, they
felt that conversations were discouraged, since staff
perceived that it was too early to have these discussions
given a lack of clarity about their long-term functional
status [Quote #18]. However, even at an early stage,
concerns related to financial implications of a change
of employment status, their legal and workplace
rights, and how family and whanau members could
access knowledge to inform their collective decision-
making were evident. Participants also referenced the
value of early conversations that both normalized the
experiences of recovery after a stroke and challenged
unrealistic expectations around RTW trajectories.
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Participants suggested that discussing occupational
options amid uncertainty could be helpful, with one
suggesting that “[talking to a vocational provider
has] kind of taken worry away from me. It’s eased the
scariness, I suppose” [STR09]. Furthermore, early opp-
ortunities to talk helped participants appreciate there
was a process that could be accessed in the future once
they were able to prioritize planning for and enacting
specific RTW pathways [Quote #19].

For some participants, their ability to engage in
the sense-making process took time. Some clearly
articulated that starting employment conversations
too early would not have been helpful for them, given
their medical status. These participants felt they would
not have been able to retain the information. Howe-
ver, many of these same participants could also see
the possible advantages in retrospect and would have
found it helpful to have access to someone to talk to
when they did feel it was more appropriate for them
[Quote #20]. Therefore, even for participants who
stated that they would have limited ability to engage
in early employment conversations, the opportunity
to make connections with vocational providers, to be
given an overview of possible RTW pathways and to
know how to access support when needed, appeared
to be of longer-term value.

We are unique. Participants wanted vocational pro-
viders to get to know them, their specific situations,
and those of their family and whanau. Many partici-
pants talked about cultural knowledge or an attitude
of deep listening required by vocational providers to
ensure that the unique needs of participants and their
families/whanau were understood. In the context of
participants’ experiences, deep listening refers to non-
judgemental, responsive and reflective communication
that meets the person and whanau where they are at.
When deep listening, accompanied by a holistic focus,
occurred, participants talked about their sense of self
being supported, meaning they were more able to
explore their occupational identity and future RTW
options in positive ways. For example, STR19 refer-
red to what she experienced in her interactions with a
vocational provider soon after her stroke [Quote #21].
The respectful, tailored, and individualized approach
contributed to STR19 feeling motivated and engaged
in the vocational rehabilitation process. “It made me
want to work with her and made me respect her as
a practitioner. And it made me value the advice she
gave, I think, so I really took notice of what she was
saying” [STR19]. This contrasted with the check-list
approach that she experienced with other vocational
rehabilitation providers, who made her feel like she
“was more of a number”.

For some participants, especially those with higher
level executive difficulties, their impairments were

Return-to-work experiences after stroke p. 9 of 13
often more significant than healthcare providers
appreciated or addressed. This contributed to a lack
of specific support targeted to the particular work role
requirements or challenges the person encountered,
and contributed to poor RTW experiences and outco-
mes [Quote #22]. The need to understand the unique
aspects of participants and their family or whanau was
closely related to how information about proximal and
distal RTW options and pathways were communica-
ted. Many participants referenced a large amount of
written material provided to them, but which contri-
buted to confusion and a lack of accessible knowledge
[Quote #23].

Give us the maps and the tools. Participants wanted
to be actively involved in considering their options and
partnering in decision-making as much as possible.
They frequently talked about a desire to understand
RTW pathways and processes and a range of strategies
they could use to take action and advocate for themsel-
ves in the future. Enacting personal strategies, using
maps and tools, allowed them to sustain momentum,
reinforced a positive view of self, and supported a sense
of hope [Quote #24].

Without access to these maps and tools, participants
could not effectively contribute to coordinating their
own RTW pathways. For several participants, being
provided with knowledge about their legal rights and
employer responsibilities would have supported their
autonomy and ability to advocate for themselves.
Others wanted to be offered pathways to exploring
assistive technology solutions that may optimize their
participation in work roles. A need for more informa-
tion about how transportation options could be acces-
sed was highlighted by many participants. For instance,
despite work readiness being achieved, misinformation
about temporary disqualification from driving and reas-
sessment waitlist times meant that some participants
could not RTW in arole requiring driving [Quote #25].

Theme 3: Vocational service characteristics

Within this theme key vocational support service
characteristics related to proactivity and continuity
are overviewed. Rather than reactive services, par-
ticipants talked about needing RTW services that
proactively anticipated and responded to their current
and future needs, and which they could continue to
access over time.

Proactively anticipating my vocational support
needs. Participants talked about the need for proactive
RTW supports. They wanted to understand typical
trajectories and pathways for exploring RTW options
so that they could actively contribute to choosing
solutions most relevant to their unique situation.
For example, a participant referred to the vocational
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support coming to him: “I didn’t have to go chasing it.
It was presented as an option, and ‘Yes, thank you. I’ll
do that”’ [STR13]. However, many participants shared
that they felt they were expected to tell vocational
providers their questions and concerns. They described
this as being unhelpful since they did not know what
was reasonable to expect nor what options could be
offered to them [Quote #26].

Early introduction to people who could provide
navigation through vocational services and pathways
as and, when required, supported participants to expe-
rience a sense of hope, along with clarity about how
they might enact their vocational goals [Quotes #27 and
#28]. Many participants discussed the value of having
aproactive plan, explicitly articulated and showing key
milestones to be achieved. However, participants also
recognized the need for plans to remain responsive
to their emerging needs and changed and changing
occupational selves. For instance, a participant talked
about her desire for a flexible plan: “Just to start having
an idea what the options were, you know, like that you
can do limited hours and stuff” [STR29].

Continuity of access to vocational support over
time. Participants also wanted to access vocational
support over time rather than being offered services
that responded to issues at a single point in time
and/or in a time-limited way. A desire for continuity
also included coherent messaging about vocational
options, expectations, and planning between reha-
bilitation services provided in inpatient and com-
munity settings. Without continuity, participants
experienced a lack of clarity and fragmentation of
support, contributing to disempowerment and a loss
of hope [Quote #29].

Participants frequently talked about the non-linear
aspects of exploring their occupational futures in line
with the non-linear characteristics of the recovery.
Given the complexity of participants’ RTW pathways,
their vocational needs and aspirations changed over
time, requiring them to access vocational support
longitudinally. The inability to access support as and
when needed and how they needed it was a strong
feature of participants” RTW narratives. Many talked
about being unsure who to contact if vocationally
related issues arose [Quote #30]. When participants
had greater clarity over the process and knew how to
access support when required, they were empowered
to take action to achieve their RTW goals, and their
occupational identity was supported.

DISCUSSION

By reflecting on participants’ experiences, this study
developed a nuanced understanding of contexts im-
pacting people seeking employment following stroke.

Return-to-work experiences after stroke p. 10 of 13

The study identified the resources that best support the
journey towards meaningful and sustainable employ-
ment, and how early vocational intervention could sup-
port RTW goals, and health and wellbeing outcomes.
Participants’ experiences suggest that early validating
opportunities to explore their changed and changing
occupational identity supported the enactment of their
vocational intentions. For participants in this study,
the centrality of a person’s identity following stroke
was intrinsically linked to their thoughts about their
occupational options. Participants experienced self-
identity as continuous yet fractured, echoing the Life
Thread Model as conceptualized by Ellis-Hill et al. (28)
articulating how coherence and predictability are chal-
lenged, and can best be supported, following a stroke.

For many people, occupation generally, and paid
work roles specifically, were integral to the expression
of'their identity. This was particularly evident for those
with cognitive or communicative changes. Therefore,
from a provider perspective, ensuring opportunities
to intentionally listen to how people consider their
changed and changing identity appears to be important,
even in the very early stages after stroke. Unfortuna-
tely, consistent with other work (29, 30), participants’
experiences suggest that listening to people’s con-
cerns following stroke does not happen consistently,
with many feeling dissuaded from asking questions
and interacting with healthcare professionals about
employment early after their stroke.

Participants’ opportunities for self-reflection occur-
red in tandem with opportunities to test themselves in
arange of environments. For some, this also involved
addressing internalized stigma they may hold about
occupational possibilities for people with ongoing
impairments after stroke. While it should be noted that
these early employment conversations would need to
be sensitive to, and account for, the presence of depres-
sive symptoms post-stroke (31), it seems plausible that
early conversations allowing people to explore patterns
of thinking may also support wellbeing and mood.

The current study highlights the importance of unique,
tailored approaches to early conversations and interven-
tions aimed at supporting RTW following stroke. Many
participants strongly endorsed including family and sup-
port networks in discussions and service delivery, par-
ticularly relevant in NZ (32, 33). Occupational identity
was, for many, enacted through, and mediated within, the
whole family system and support network relationships,
contributing to how a person could express their occu-
pational identity across time. Actively and intentionally
including family and other support people in discussions
around occupational futures seems prudent and most
likely to support sustainable RTW outcomes, given
evidence demonstrating the significant financial and
emotional pressures experienced by families (34-36).
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Early conversations about employment also needed
to establish expectations for likely future challenges,
since, for participants in this study, new areas of need
emerged over time as they returned to employment
and sought to sustain it over time; for example, setting
the stage for developing dynamic, person-centred and
adaptive attitudes toward working while living with
the enduring consequence of stroke (37). Participants’
experiences also highlight the importance of the nature
of these conversations, and a desire to receive support
with trusted people who listened and respect their
holistic selves.

The current study highlights the importance of
people following stroke, their families and support
people, being given the resources to self-direct and
enact their own RTW trajectories, with many partici-
pants expressing a lack of autonomy and self-efficacy
around achieving their occupational aspirations within
vocational services they had accessed. Pathways and
tools to enact their intentions were also of critical
importance. These pathways and tools include usea-
ble knowledge about options for accessing vocational
support over time, information about legal rights, and
the curation of volunteer roles or graduated RTW pro-
grammes. These findings resonate with the increasing
attention being given to self-management approaches
within stroke rehabilitation (38) and echo the approach
articulated within the Taking Charge after Stroke inter-
vention (39), based on early listening conversations
supporting autonomy, connectedness, mastery and
purpose responses within people following stroke (40).
Findings also endorse those of a systematic scoping
review by Murray et al. (13), suggesting that vocational
services need to be coordinated, interdisciplinary, and
be accessible over the long term.

This paper sits within a larger EVocS study, aiming
to develop early intervention vocational services for
people after stroke in NZ (18, 19, 21-23). Like the SCI
population (24), people who have had a stroke also
endorse the value of early intervention approaches,
and especially unpressured listening conversations,
in supporting occupational identity. Findings from
this study suggest that these early conversations can
benefit a broad cohort of people following stroke.
This is in contrast with service currently accessible
to people following stroke in NZ who focus primarily
on people who are likely to return to paid work in a
similar role and with the same employer. Broadening
eligibility criteria for early vocational support would
allow more people to explore their retained strengths
and capacities, even amid a lack of clarity about
long-term functional outcomes, thereby potentially
contributing to the maintenance of their occupational
self and the enactment of hope. However, as indica-
ted in previous publications within this project, the
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proximal outcomes of these early interventions should
be explored in terms of hope and self-efficacy, with
RTW rates and work sustainability being more distal
outcomes (18, 19).

Participants in this paper were reflecting on the expe-
riences of their RTW pathways, on average, 6.5 years
after their stroke. More information about how people
within the first few months of a stroke respond to
employment conversations is required. Distinguishing
early conversations focused on supporting occupatio-
nal identity from other approaches that support self-
management and biographical continuity (e.g. Take
Charge after Stroke (39) or other self-management
approaches (38)) also requires further consideration.
Specifically, it is unclear if people’s responses to these
early conversations differ depending on the person
they are conversing with (e.g. healthcare professional
vs peer). Within the broader EVocS project, we have
conducted an observational study (manuscript under
peer review) exploring both the EIVR responses in
people following SCI as well as conceptualizing how
EIVR functions during spinal cord injury rehabilita-
tion. Findings from the observational study have sug-
gested that unity, flexibility and clarity between EIVR
services and the wider multidisciplinary team (MDT)
are essential foundations for supporting people with
SCI on their journey to employment. An observatio-
nal study replicating this work in a range of stroke
rehabilitation contexts (e.g. inpatient rehabilitation
units, early supported discharge services, and other
community-based rehabilitation programmes) would
contribute to our understanding of team processes and
early responses to vocational support in the stroke
population.

CONCLUSION

Participants experiences endorse the value of early
vocational interventions aimed at optimizing RTW out-
comes. The curation of opportunities soon after stroke
allows people to explore their changed and changing
occupational identity and to both envisage pathways
toward their possible occupational futures and en-
act their occupational intentions, both non-paid and
paid. Early validating employment conversations and
opportunities to practise work skills allowed people
following stroke time to gradually regain confidence
in their retained skills and capabilities, rather than
focusing only on their difficulties and impairments,
and allowing them to develop and use strategies to
coordinate their own RTW trajectories. Vocational
rehabilitation services need to address the holistic and
long-term needs of people following stroke, their fami-
lies and their support networks, including employers
and work colleagues.
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