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STUDY DESIGN: Comparative case study
OBJECTIVES: To elevate the voices of and capture the lived environmental and systems experiences of persons with spinal cord
injury (PWSCI) and their caregivers, in transitions from inpatient rehabilitation to the community. Also, to examine the perceived
and actual availability and accessibility of services and programs for this group.
SETTING: Inpatient rehabilitation unit and community in Calgary, Alberta, Canada
METHODS: As a comparative case study, this research included multiple sources of data including brief demographic surveys, pre-
and post-discharge semi-structured interviews, and conceptual mapping of services and programs for PWSCI and caregivers in
Calgary, Canada (dyads). Three dyads (six participants) were recruited from an inpatient rehabilitation unit at an acute care facility,
from October 2020 to January 2021. Interviews were analyzed using the Interpretative Phenomenological Analysis approach.
RESULTS: Dyads described transition experiences from inpatient rehabilitation to community as uncertain and unsupported.
Breakdowns in communication, COVID-19 restrictions, and challenges in navigating physical spaces and community services were
identified by participants as concerns. Concept mapping of programs and services showed a gap in identification of available
resources and a lack of services designed for both PWSCI and their caregivers together.
CONCLUSIONS: Areas for innovation were identified that may improve discharge planning and community reintegration for dyads.
There is an intensified need for PWSCI and caregiver engagement in decision-making, discharge planning and patient-centered
care during the pandemic. Novel methods used may provide a framework for future SCI research in comparable settings.
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INTRODUCTION
The transition home for people with acute spinal cord injury (SCI)
is fluid, starts in hospital [1–3] and can last for years in the
community [4]. Various stakeholders have identified transitions in
care as a gap in the continuum of SCI care, and previous work
suggests that this needs to be better supported [5]. Persons with
SCI (PWSCI) have reported social, financial, physical, and emotional
changes after injury and described challenges in translating skills
they developed on inpatient rehabilitation (rehab) units to
community environments [4, 6–9]. The contrived inpatient
environment does not always prepare PWSCI for inaccessible
community environments [9].
SCI not only affects the lives of people with the injury; people

close to the PWSCI (i.e., spouses, family members, or members of
the person’s close social network [7]) are also impacted and may
become informal, primary caregivers (herein referred to as
“caregivers”). Caregiver-related research has included objective

and subjective measures of burden [10, 11], stress [12], resilience,
and coping [13].
There is a paucity of research in three areas related to

community living post-injury. First is the shared experience of
PWSCI and caregiver dyads (herein referred to as “dyads”); only 10
articles were found that studied dyads [14–23]. Second is
qualitative research on the lived experiences of dyads; five of
the 10 articles were quantitative studies [14–18] and three were
study protocols (one was a scoping literature review [19], and two
were randomized-controlled trials of different psycho-educational
family group interventions [20, 21]). Only two articles used
qualitative methodology but did not investigate transitional
experiences of dyads from hospital to home [22, 23]. Third is
the limited research on the transition experience of dyads, from
inpatient rehab to community living, specifically, using qualitative
semi-structured interviews as the primary method of data
collection. This study was novel in its research question, methods,
participant population, and the experiences investigated.
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The research team had two objectives in this study. The first was
to capture the voices and lived environmental and systems
experiences of PWSCI and their caregivers, as they transition from
inpatient rehab to the community. The second was to examine the
perceived and actual availability and accessibility of services and
programs for this group.

METHODS
Study design
This project was a comparative case study, which involves two or more
cases [24]; here, a case refers to a dyad, involving a PWSCI and their
caregiver. Participants were recruited within the last month of their
inpatient rehab stay and followed up four to six weeks post-discharge.
Demographic surveys were administered before each first round

interview. Semi-structured interviews were conducted pre- and post-
discharge with each dyad, to capture their lived environmental and
systems experiences longitudinally. Environmental experiences include
home and community environments, transportation, and aspects of
physical access [25, 26]. Systems experiences refer to those within the
continuum of care [5], navigation of services [5, 6], and self-perceived
preparedness at discharge [2].
The interview guides were developed with input from the Patient

Liaison at the inpatient rehab unit. Questions in first round interviews
inquired about dyads’ feelings towards their upcoming discharge, services
and programs that may be helpful in the community, and about social and
medical supports they may have upon returning home. The second-round
questions followed up on responses from the first interview and inquired
about dyadic experiences navigating home and community environments
and services, among other questions.
Conceptual mapping of services and programs was used to compare the

perceived availability and accessibility of services and programs with actual
availability. This comparison allowed for insight into what services people
were aware of, where gaps in transitional support exist, and how COVID-19
has impacted the availability and accessibility of services.

Recruitment
To develop rich descriptions and comparisons of cases as per the
objectives of comparative case studies [24] and Interpretative Phenomen-
ological Analysis [IPA] [27], recruitment was restricted to three dyads,
which prioritized depth rather than breadth of representation. Patients in
the last month of their inpatient stay were recruited from the rehab unit at
an acute care facility in Calgary, Alberta, Canada. PWSCI and caregivers
who were older than 18 years, spoke English, consented to participate as a
dyad, and who both resided within Calgary city limits were eligible. In
accordance with ethical guidelines, potential participants on the unit were
approached by the SCI Nurse Clinician with information posters and
consent-to-contact forms prior to a member of the study team contacting
PWSCI and caregivers by email or phone and obtaining informed verbal
consent.

Data collection
Demographic surveys were administered using Qualtrics. Interviews were
conducted by telephone or Zoom from October 2020 to January 2021.
Services and programs identified by dyads were listed, and a structured
search process was conducted using Google to identify others. All services
and programs were then characterized by the following information:
details of what was offered, eligibility criteria, location/s, and times of
operation. Where possible, information about the impact of COVID-19 to
service delivery was documented.

Data analysis
Interviews were manually transcribed from recordings to password-
protected Word documents and uploaded to NVivo12. All speakers’ names
were replaced with codes, to anonymize the data. Interview transcripts
were analyzed using IPA [4, 28]. Using IPA, researchers seek to examine
personal lived experiences of research participants [28].
Interview analysis began by reviewing each transcript separately, to

refamiliarize the analyst with the data and preliminary notes were
recorded in a research log. The objective was to determine and describe
the lived experiences of the dyads; therefore, themes were developed
inductively from within the data in an emergent fashion [29]. Triangulation

occurred between the analyst and members of the research team with
methodological and clinical expertise. Recurrent themes evolved through-
out the second round of interviews and thematic saturation was achieved
to create rich descriptions as per IPA [27] and comparative case study
research [24].
Once the information about services and programs was collected, the

concept map was developed. The software Diagrams.net was used to
produce the conceptual map (Fig. 1).

RESULTS
Participant demographics
Three dyads (six people) participated in this study and there was
full retention of participants from first- to second-round inter-
views. Each PWSCI and caregiver identified as spouses and each
dyad reported living together (Table 1).

Conceptual map of services and programs
The conceptual map is broadly separated into services and
programs identified by dyads during the interviews (gray boxes),
and those that were not (white boxes) (Fig. 1). Within those two
groups, services and programs were divided into those for PWSCI,
those for caregivers, and those for both. Changes to service-
delivery due to COVID-19 were represented in this visual with
dashed lines through boxes. Seven services and programs were
identified by dyads during interviews; all of which were for PWSCI.
No services were identified for caregivers nor for both people. The
research team identified an additional 26 services and programs
for PWSCI, four services for caregivers and none for both, although
services were not contacted to determine how dyads could be
accommodated.

Semi-structured interviews
Two themes are presented from first-round interviews and one
theme from second-round interviews.

Theme one: being a part of the discharge process
Theme one includes dyads’ experiences preparing for discharge,
their perceived involvement in discharge planning, and the
meaning of these experiences. Participants described a fragmen-
ted discharge-planning process. Two of the three PWSCI explained
that they had to advocate for themselves, to fill their psychosocial
and financial needs while on the unit. A third PWSCI described
receiving information about their discharge and community
reintegration only in the last week of their inpatient stay (see
Box 1a).
Information was not always communicated by the healthcare

team transparently and in a timely manner. Whether it was
disjointed communication with healthcare professionals, or an
overall lack of information, all PWSCI described feeling confused,
rushed, or as if discharge planning was done in isolation from the
healthcare team.
There was a general sense among both PWSCI and their

caregivers of no or limited clarity about the discharge process.
One PWSCI identified struggling to envision how the rehab
activities on the unit would translate to their home environment.
Another dyad described confusion about how they could access
SCI-related services once discharged from the hospital (see Box
1b). A lack of communication between healthcare providers and
the dyad in this situation resulted in concerns that the PWSCI had
to take responsibility for referrals to community services.
Lastly, while all three dyads described uncertainty about the

services and programs available in the community, there was
variation in how this uncertainty impacted people. One dyad
described not having any questions about community services
and programs, but the PWSCI described not knowing what else to
ask, because there were so many unknowns (see Box 1c). The
caregiver of that dyad described feeling isolated from discharge
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Fig. 1 Conceptual map of services and programs in Calgary, for persons with SCI and caregivers. Note: Due to COVID-19 availability of in-
person services with these resources fluctuate. This table is accurate as of February 22, 2021.

Table 1. Participant demographics.

Demographic variable Participants (#)

Gender

Woman 3

Man 3

Other identity 0

Age

18–29 0

30–44 0

45–59 3

60–74 3

75+ 0

Caregiver employment status

Unemployed 2

Employed full-time 1

Employed part-time 0

Retired 0

Box 1. Illustrative quotes for ‘Being a Part of the Discharge Process'

a. PWSCI18: “… the information that was provided to me within the last week
was kind of overwhelming, because of the lack of information in weeks prior
to my discharge.”’

b. PWSCI50: “Well, that’s what I asked about and he [Physiotherapist] said he
would sign me up for the CAR program…”
C50: “But is this… is he just doing that because you asked? Like this is I guess
my point, is what is standard? Like if you didn’t ask about that would you be
signed up for the program? Like this is… it’s not clear to me.”
PWSCI50: “Yeah, I don’t know.”

c. PSCI50: “… from what I know right now, I think I’ve got the answers, or
getting them still. But there could be something new that comes up and I’m
like oh, I didn’t even know to ask that, or know about that, and that’s the
challenge.”
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planning due to the COVID-19 visitation restrictions on the unit.
Because she felt disconnected from the discharge planning
process, she did not prioritize learning about community services
pre-discharge, and instead prioritized preparing their home for her
spouse’s return.

Theme two: rehabilitation and transition in the time of a
pandemic
The Provincial Government’s COVID-19 public health restrictions
had significant impacts on discharge preparation. Many services
that the rehab unit usually offered were suspended, such as
weekend passes, home visits by Occupational and Physical
Therapists, and community outings with Recreation Therapists.
Without these available services, the PWSCI returned to their
home and community for the first time, unsupported, on the day
of their discharge.
Additionally, visitation restrictions at the facility prohibited

caregivers from entering the hospital and visiting their spouses.
Due to the staggered timing of each participant’s inpatient stay,
the first dyad reported that the caregiver had access to the
hospital while the PWSCI was preparing to discharge. For example,
the first dyad was able to practice using a set of stairs together, so
that the caregiver could learn techniques to support their spouse
in their own home. This dyad explained these joint sessions were
useful and they expected to use that knowledge once home.
The second dyad described that the caregiver only had

visitation access to the rehab unit for a short time during their
spouse’s stay, due to evolving outbreaks and subsequent
lockdowns. The caregiver felt disconnected from what was
happening, and described feeling responsible for the discharge
planning that had to be done in the community. One small
example was the process of obtaining a parking permit for the
dyad’s home (see Box 2). The third dyad reported that the
caregiver did not have any access to the hospital for the duration
of their spouse’s stay on the rehab unit, nor did the caregiver have
direct contact or communication with the healthcare team.

Theme three: community services and accessibility
This theme encompasses dyadic experiences in navigating
different aspects of the community, which were addressed in
second-round interviews once PWSCI had returned home. Sub-
themes include Healthcare in the Community, Out in the
Community, and Navigating Services.

Healthcare in the community. Two dyads described barriers to
receiving necessary primary healthcare services. One PWSCI
described frustration when she encountered hesitancy from her
family physician in treating her SCI-related health needs (see Box
3a). Another dyad described feeling unsupported by the
healthcare system when the PWSCI encountered a minor
secondary complication during the holiday season. The caregiver
described calling their family physician and the rehab unit Nurse
Practitioner without success (see Box 3b). The caregiver identified
that planning for discharge should have included coordination
with the dyad’s family physician and believed that it may have
mitigated the challenges the dyad faced in receiving necessary
medical care when the PWSCI required it.

Out in the community. One dyad described multiple instances of
inaccessibility of public spaces, such as entering their family
physician’s office due to poorly designed ramps and entrance-
ways, as well as public washrooms and department stores with
heavy manual doors and narrow aisles that made navigating the
environment with a wheelchair difficult. The dyad recognized that
the options for improving public accessibility are limited and
suggested it would have been helpful to practice in such
environments with the rehab therapists prior to discharge.
Although one dyad did not have experience navigating

community spaces at the time of the second-round interview,
both people speculated that their family physician’s office and
dentist’s office would be challenging to access. The PWSCI
wondered whether the inpatient rehab team could have provided
the dyad with a selection of accessible offices for these services.

Navigating services. All PWSCI identified that they were unsure
what services were available for them in the community. The
PWSCI in two dyads were on the waitlist to begin outpatient rehab
at the Community Accessible Rehabilitation (CAR) program at the
time of the second interview, and both described needing that
program to determine what other services and programs were
available to them. Both individuals had been in contact with
Spinal Cord Injury Alberta (SCI-AB), an organization that provides
community-based services and referrals to persons with physical
disabilities. However, they both planned to ask therapists during
their appointments at the CAR program about other available
services and programs. The third PWSCI felt the accessibility of
SCI-AB was hindered due to the virtual nature of their introduction
to the program (see Box 3c).
The third PWSCI did not identify plans to access additional

services in the community beyond the CAR program, private
physiotherapy, and rehab services. This dyad identified that they
did not know of any services they would find useful; however,
they acknowledged their uncertainty about the breadth of
services and programs they believed may be available.

DISCUSSION
This study provides a novel perspective, having examined a
relatively short period of time between inpatient rehab and
community living, compared to previous studies in the literature
[4]. Considering the overlaid context of the COVID-19 pandemic,
this study provides novel insights into the need for enhance-
ments, not restrictions during unprecedented circumstances.
The experiences described in this study support those of Cott

[2] who reported that persons with disabilities felt under-
supported, abandoned by the healthcare system, and isolated
once back home. Work by Lindberg, Kreuter, Taft, and colleagues
[3] highlighted a lack of patient-centered care and the importance
of patient participation in rehab. In the present study, the lack of

Box 2. Illustrative quote for ‘Rehabilitation and Transition in the Time
of a Pandemic’

C50: “So, when I finally looked into it, I’m like oh, we need the parking placard
permit. And then that permit of course needs healthcare provider information to
be documented on it. So [person with SCI] looked into it and, I’m just a little bit
frustrated in the process because I’m like this is something that needs to happen
on the inside but I’m flagging it on the outside. And I’m like why hasn’t someone
done this?”

Box 3. Illustrative quotes for ‘Community Services and Accessibility’

Sub-theme: Healthcare in the Community

a. PSCI57: “… I’ve found even with going to my family doctor, of course not
being as familiar with my injuries and stuff as the doctors in the hospital, he
seemed really, like very reluctant to prescribe things at first. So, I found that a
little frustrating.”

b. C50: “It just, it felt like it could’ve been set-up better so that there was
something planned and organized with our family doctor for when
discharge happened.”

Sub-theme: Navigating Services

c. PSCI18: “It also doesn’t help that because of COVID, we have not met the
people from the spinal cord injury program face to face. That, you know,
being all virtual so it makes things a little bit less accessible.”
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caregiver participation and engagement indicated the need for
them to also be partners in care, rehab, and discharge planning.
There was inadequate transitional support, beginning inpatient,

that created identifiable barriers and preventable challenges for
dyads. The continuum of care included gaps in knowledge and
subsequent referrals from inpatient to community services. PWSCI
described passive experiences while preparing for discharge
because they were not adequately engaged in decision-making.
Caregivers were disenfranchised from the planning process, which
had negative impacts on their preparation process and placed the
burden of preparing for the discharge on their shoulders.
Dyads were unsure in both first- and second-round interviews

about the services that were available to them. Participant
testimonies of this uncertainty are supported by the visual
representation and comparison offered in the conceptual map.
Dyads only identified a fraction of the services and programs that
are available in Calgary. Additionally, dyads struggled to obtain
necessary care from their family doctors and had to self-advocate
by educating their providers and navigating gaps in services to fill
their needs.
Results from this study highlight the critical importance of

providing context-relevant rehab and activities. Due to the COVID-
19 pandemic all passes and outings were suspended, leaving
PWSCI to practice their adapted mobility skills solely inpatient and
often without their caregiver present. PWSCI did not experience
their home or community environments until discharge, which
dyads found challenging.
Patient and caregiver engagement emerged as particularly

important given the changes and limitations in service delivery
because of the pandemic. Streamlined coordination between
dyads, inpatient, and community healthcare providers could
support accessible and effective care for PWSCI and caregivers
as they reintegrate into the community. The concept mapping
exercise identified multiple community-based supports, although
none for dyads specifically, and participants were unaware of most
of them. This signals a need for enhanced awareness among
inpatient staff to help facilitate the transition back home.

Limitations and future research
The eligibility criteria for this study excluded perspectives from
rurally located patients, patients without a caregiver, and
participants who did not speak English fluently. This study did
not examine experiences that may be impacted by social identity
or social position, and future research could focus on the impact
of various positions including gender, culture, race, or income.
COVID-19 impacted the recruitment process and the interviews,
which were all done virtually. Not having in-person interaction
with study participants may have affected the researcher’s rapport
with participants and therefore the experiences they shared. This
study was not conceptualized through a community-based,
participatory action approach. Future research must include dyads
as research partners when developing a research question and
methods, through to data analysis and knowledge translation.
Lastly, the small number of participants included in this study may
limit the transferability of these findings—future research should
include larger and more diverse number of participants.
Further studies could explore how to safely provide passes and

outings from the rehab unit during a pandemic. Sustaining
community-based activities in unprecedented times such as the
COVID-19 pandemic would increase the adaptability of these
integral services and bolster discharge planning.

CONCLUSION
Based on the evidence reviewed for this study, there is a paucity
of SCI literature exploring the dyadic experience during the
immediate transition from rehab to community. Our exploration of
systems and environmental experiences across the SCI continuum

of care from a dyadic perspective contributes novel methods and
findings to SCI research, and insights for clinical teams to consider
integrating into care. Firstly, while transparent decision-making is
a vital component of patient- and family-centered care, it is not
enough. Dyads need to be partners in decision-making, rather
than passive recipients of decisions made on their behalf.
Secondly, the COVID-19 pandemic highlighted that support for
community integration is not only required but must be bolstered.
Lastly, innovations in service delivery must be grounded in patient
and caregiver engagement to ensure people have the information
and confidence they need to transition into home and
community-life following a significant and life-changing event.

DATA AVAILABILITY
The datasets generated and/or analysed during the current study are available from
the corresponding author on reasonable request.
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