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Purpose: To understand the journey of care in the prevention and
management of secondary health conditions (SHCs) following
spinal cord injury (SCI). Method: This was a case study design
with ‘Ontario’ as the case. The Network Episode Model was used
as the conceptual framework. Data sources included in depth
interviews with persons with SCI, care providers, and policy and
decision makers. Document analysis was also conducted on
relevant materials and policies. Key informants were selected

by purposeful sampling as well as snowball sampling to provide
maximum variation. Data analysis was an iterative process and
involved descriptive and interpretive analyses. A coding structure
was developed based on the conceptual framework which
allowed for free nodes when emerging ideas or themes were
identified. Results: Twenty-eight individuals were interviewed
(14 persons with SCl and 14 persons representing care providers,
community advocacy organization representatives, system
service delivery administrators and policy-makers). A major
over-arching domain that emerged from the data was the
concept of ‘fighting’ Eleven themes were identified: at the micro-
individual level: (i) social isolation and system abandonment, (ii)
funding and equitable care, (iii) bounded freedom and self-
management; at the meso care provider level: (iv) gender and
caregiving strain, (v) help versus disempowerment, (vi) holistic
care-thinking outside the box, (vii) poor communication and
coordination of care; and at the macro health system level: (viii)
fight for access and availability, (ix) models of care tensions, (x)
private versus public tensions and (xi) rigid rules and policies.
Conclusions: Findings suggest that the journey is challenging and
a persistent uphill struggle for persons with SCl, care providers,

Implications for Rehabilitation

o Secondary health conditions are problematic for indi-
viduals with a spinal cord injury (SCI).

o This study aimed to understand the journey of care in
the prevention and management of secondary health
conditions (SHCs) following SCI.

o Findings suggest that the journey is challenging and
a persistent uphill struggle for persons with SCI, care
providers, and community-based advocates.

o All stakeholders involved recognized the disparities
in access to care and resources that exist within the
system. We recommend that if we are to make signifi-
cant gains in minimizing the incidence and severity
of SHCs, we need to tailor efforts at the health system
level.

and community-based advocates. If we are to make significant
gains in minimizing the incidence and severity of SHCs, we need
to tailor efforts at the health system level.

Keywords: Health services, secondary health conditions, spinal
cord injury

Introduction

A spinal cord injury (SCI) is a chronic condition that involves
an insult to the spinal cord resulting in significant motor,
sensory and/or bowel and bladder impairments. Advances

Correspondence: Sara J. T. Guilcher, c¢/o Dr. Susan Jaglal, Department of Physical Therapy, 160-500 University Ave., Toronto, Ontario, M5G 1V7,
Canada. Tel: +1 416 946 8563. Fax: +1 416 946 8562. E-mail: sara.guilcher@utoronto.ca

(Accepted August 2012)



in early acute care and rehabilitation have contributed to
increased life expectancy and frequency of community
discharge [1]; however, these individuals continue to be at risk
of serious secondary health conditions (SHCs) [2-5].

SHC:s can include the following: respiratory disease, urinary
tract infections (UTIs), heart disease, osteoporosis, overuse
upper extremity injuries, sleep disorders, sexual disorders, sui-
cides, pressure ulcers, chronic pain, fatigue, depression and/or
respiratory infection [2,6]. Despite the fact that many of these
SHC:s are potentially preventable, they are purported to be key
contributors for ED visits, re-hospitalizations and/or death in
the post-acute phase [4,7]. Furthermore, SHCs continue to be
problematic in approximately 20% of this population [8].

Given the reduced lengths of inpatient rehabilitation, per-
sons with SCI often require outpatient care to manage SHCs
that have not stabilized at the time of index discharge [9,10].
Indeed, this shift from inpatient care to community care has
led to an increased role of formal care provision (paid medical
professionals), as well as informal caregiving (unpaid pro-
viders such as family, friends, community organizations) to
assist persons in the community [9,11,12]. These high utiliza-
tion rates of health care services [7,13-15] suggest that care
needs in the community are not being met for this popula-
tion. Unmet care needs in primary health care, such as lack of
information/education [10,16], psychosocial care [17], sexual
and reproductive health [18], and health promotion have
been previously identified in a few studies for persons with
a SCI [10,17-21]. Further, previous disability research has
identified structural and process barriers in the community
that influence the extent to which health care needs are met
[9,22-24]. Structural and physical barriers relate to the access
(e.g. inaccessibility of office facilities, transportation, diagnos-
tic services) and availability (e.g. absence of services) of ser-
vices; whereas process barriers are obstacles that an individual
may encounter with the health service delivery process such
as inadequate services (lack of lifts or transfer expertise), and
fragmentation of services [22,24].

Overall, there is a paucity of research that has examined unmet
needs for persons with SCI living in the community [21], and
in particular, very few that have examined factors related to the
prevention and management of SHCs beyond the bio-medical
focus [25,26]. Most of the research to date examining SHCs has
been narrow in scope lacking the examination of broader social,
community and environmental/health system factors [25], such
as access, availability, satisfaction of service delivery, and social
networks [26]. These factors may play a role in the development
of SHCs, health care utilization patterns, journey of care, and
outcomes and warrant further investigation [25-27].

In other vulnerable populations with high health care
utilization, such as mental health, investigation of the social
context has been useful in understanding the journey of
care [28-34]. In particular, Pescosolidos (1991) Network
Episode Model (NEM; see Figure 1) has been used as a con-
ceptual guide in the mental health literature to understand
the interactions at the micro level (individual), meso level
(care networks), and macro level (health systems) with the
overall journeys of health care (referred to as ‘illness career’
in Pescosolidos model) [35]. The NEM has four dynamic
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Figure 1. Conceptual framework based on Network Episode Model.

domains, social context (sociodemographic characteristics or
the organizational/health system constraints), social support
system (informal networks), the treatment system (formal
networks) and the illness career (journey of care). Networks
of care are conceptualized by structure (e.g. size), content
(strength of relationships, attributes of relationship) and func-
tions (the outcome of interaction such as advice, physical or
emotional assistance, satisfaction with relationship).

Understanding these dynamic interconnected factors
such as the structures and roles of care networks and their
overall function are important, especially for populations
that frequently interact with the health care system [29,30].
Individuals who have suffered a SCI who are living in the
community are one such population.

Currently, there is a gap in the literature pertaining to
understanding the journey of care related to SHCs for persons
living in the community with a SCI. Most research has exam-
ined non-modifiable bio-medical variables (such as age, level
of injury, mechanism of injury) as predictors of SHCs [25,26].
There is a need to examine more contextual process-related
factors to better understand the prevention and management
of SHCs [9,25,26]. Despite the relatively low prevalence of
SCI, the burdens imposed on the individual, care providers,
and health care system are significant as demonstrated by
high health care utilization, decreased quality of life, and con-
siderable financial costs [25,36,37]. While we know that SHCs
are likely influencing health care use, the paucity of research
that has examined these issues in depth highlights that we
have a poor understanding of what factors at the micro level
(individual), meso level (care provider) and macro (health
system) level, may be associated with SHCs development and
persistence. There is a need to comprehensively examine the
journey of care related to SHCs and factors related to their
onset in a broader social context if any significant gains are to
be made in minimizing their occurrence [25,26].

Therefore, in light of the importance of this topic, this
paper sought to address the existing research gap by under-
standing the journey of care of persons with SCI related to
SHC prevention and/or management. The primary objectives
of this study were to describe the journey of care related to
the prevention and/or management of SHCs for community-
dwelling persons with SCI and to understand factors at the
micro (individual), meso (care provider) and macro (health
system) level that may influence the journey of care.
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Methods

Case study design

A single exploratory case study design was used to understand
the journey of care related to SHCs and the influence of infor-
mal and formal networks, health system and policies on this
care. Case study design is ideal for understanding a phenom-
enon in complex detail and gaining insight into the contextual
factors that may be related to the research question [38]. For
this research question, the province of Ontario was defined as
the ‘case’ under inquiry. The province of Ontario is situated in
central Canada and has a population of approximately 13 mil-
lion inhabitants [39]. Health care is publicly funded in Canada.
Specifically within Ontario, the Ministry of Health and Long-
Term Care (MOHLTC) provides publicly funded health care
for medically necessary hospital and physician services.

Conceptual framework

Pescosolido’s (1991) NEM was used to guide the research as
this model acknowledges the interdependency and social con-
text that exists between individuals and interactions with care
providers and the health care system (refer to introduction).

Theoretical position

The theoretical approach underlying this study was that of
relativist ontology; that is, a priori knowledge helped inform
assumptions but allowed for emerging themes to arise [40].
The paradigm guiding this research question was a naturalis-
tic interpretive one. This multi-lens approach was concerned
with understanding the subjective, complex, and contextual
experiences of participants [41], which consequently helped
inform and reshape knowledge gained from the research
inquiry [42]. Further, principles from Thorne’s interpretive
description methodology facilitated the scientific inquiry, as
this approach allowed for a priori assumptions (e.g. network
episode theory) to be synthesized with knowledge gained
from data, as well as other theoretical and contextual health
services clinical knowledge [42].

Key informant interviews

Semi-structured key informant interviews provided the primary
source of data. Key informants included persons with a SCI liv-
ing in the community, formal and informal care providers, case
managers, administration/executive managers, policy-makers
and decision makers. The recruitment strategy included pur-
poseful snowball sampling for maximum variation in stake-
holder experiences [38]. In particular for persons with SCI,
we specifically aimed to have fair representation across gender,
level of injury (cervical, thoracic, lumbar), and mechanism of
injury (traumatic and non-traumatic), as well as socioeconomic
status/funding source for health care services (private payments
from motor vehicle accident compensation, public payment
for services). Key informant interviews were conducted in two
phases. The first phase involved interviews with persons with
a SCI recruited in the community by advertising the study via
the Canadian Paraplegic Association (CPA)-Ontario division’s
website and email distribution. The second phase of interviews
involved formal and informal care providers, case managers, and

policy/decision makers. A preliminary list of key informants for
this phase was developed by the research team and increased
with snowball sampling techniques. In this second phase, key
informants were those individuals with detailed knowledge of
processes involved in managing SHCs for individuals with SCI
and were not directly connected to phase I participants.

Document analysis

In addition to key informant interviews, documents were
reviewed to gain a better understanding of the health system
context for individuals with SCI living in Ontario. These
documents provided data to assist with comparing and con-
trasting data obtained from key informant data. Considerable
efforts were made to review documents from multiple sources
(gray literature, websites, and brochures). Participants were
also invited to suggest any relevant documents that would
help inform the research inquiry.

Informed consent

Approval for this study was obtained from the University
Health Network Research Ethics Board, as well as the
University of Toronto. All participants provided informed
consent prior to the interview.

Data collection

Phase | and phase Il

Phase I interviews were conducted with persons with a SCI and
phase II with care providers, managers, policy-makers, and deci-
sion makers. The interview process involved using open-ended
questions and probes (see Tables I-II for open-ended questions).
Due to geographical and potential accessibility limitations,
the interviews were conducted over the telephone and audio-
recorded. Phase I interviews ranged from 60 to 90 min in length
and the second phase ranged from 30 to 60 min in length. These
interviews were conducted by telephone and audio-recorded.

Data analysis

All interviews were audio-recorded and transcribed verbatim.
Data analysis was an iterative constant comparative process
involving descriptive and interpretive analyses [38,40,43].
Using template analysis approach [44], a flexible coding struc-
ture was developed based on our conceptual framework (popu-
lation characteristics, social networks, journey of care) which
allowed for free nodes when emerging ideas or themes were

Table I. Phase I Interview guide for open-ended questions with
participants with SCIL.

1 What have been your experiences with your health care in the
community?

Probes: What made your health care experience easier? Harder?

2 What have been your experiences with care related to
prevention and/or management of secondary complications?

Probes: What made it easier? Harder?

3 What has been the role of your informal social networks
(friends/family) related to secondary complications?

4 Is there anything else you would like to mention that we have
not had the opportunity to discuss?

Additional probes were used to facilitate discussion if needed such as “Can you tell me
more about that? Can you speak more about the process? How s0?”
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Table II. Phase II interview guide for open-ended questions with care
providers, managers, policy-makers.

1 Would you be able to tell me a little bit about your
professional role?

2 What are some important barriers in preventing and/or
managing secondary health conditions?

3 What are some facilitators in preventing and/or managing
secondary health conditions?

4 What are some strategies and/or solutions that might help
assist the prevention and/or management of secondary
health conditions in the community?

Additional probes were used to facilitate discussion if needed such as “Can you tell me
more about that? Can you speak more about the process? How so?”

identified. After each interview, the principal investigator (SG)
wrote detailed reflexive notes on major emerging themes that
were later discussed in detail with research investigator (SJ).
The principal investigator (SG) coded all transcribed interviews
to generate initial codes. The other investigators (S], LLC, CC,
TC and MM) independently reviewed a sample and compared
emergent themes. The investigators reviewed and discussed
these developing themes at investigator meetings. Based on the
emerging themes identified in phase I, the investigators identi-
fied significant tensions and an over-arching ‘fighting’ concept
throughout the themes. Based on these reflections, the principal
investigator (SG) analyzed the themes from both phases I and
IT together with the perspective of ‘fighting’ and discussed in
weekly meetings with research investigator (S]). Themes were
then organized into ‘micro, ‘meso, and ‘macro’ categories based
on the original NEM. Data management was facilitated using
NVivo9 qualitative analysis computer software.

Assurance of quality

We followed Lincoln and Guba’s principles of trustworthiness
[41] as well as Yin's validity guidelines for case methods [38].
Theoretical saturation, constant comparative analysis, trust-
worthiness and validity checks provided assurance of data
quality and rigor [38,41].

Results

In phase I, fourteen interviews were conducted with indi-
viduals who had a SCI (see Appendix D for more clinical
characteristics). The majority of participants (n = 13) identi-
fied having significant problems with SHCs in the past year.
Fourteen participants were also interviewed in phase II (see
Table III for stakeholder representation). These participants
represented the following categories, care providers, com-
munity advocacy organization representatives, system service
delivery administrators and policy-makers across Ontario.
Case documents were collected from the participants, com-
munity advocacy organizations and various other websites
(see Appendix A for a list of documents reviewed). The docu-
ments reviewed triangulated with the themes discussed below.

Journey of care: a fight across the continuum

A major over-arching domain that emerged from the data
was the concept of “fighting” for all key stakeholder groups
(e.g. between individuals with a SCI and the care providers;
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Table III. Participants by stakeholder involvement.

Stakeholder representation Number*
Persons with SCI 14
Traumatic SCI-motor vehicle related 4
Traumatic SCI-non motor vehicle related 7
Non-traumatic SCI 3
Care providers 10
Formal (physiatrist, GP/FP, PT, case managers) 9
Informal 1
Community advocacy organization representatives 6
Regional services coordinators 2
Senior administrators 4
System service delivery administrators 2
Public senior administrator and policy maker 1
Private senior administrator 1

*Numbers do not add to 28 because many participants represented multiple roles.
GP/FP: General practitioner/family practitioner, PT: Physical therapist, SCI: Spinal
cord injury

between individuals with a SCI and the health system, among
care providers, and between care providers and the health
system). Given this, the results will be structured within
the context of the ‘fighting’ and themes stratified by micro
(individual-level), meso (care provider level) and macro
(health system level). In efforts to maintain participant
anonymity, only phase I or II, gender, and the broad stake-
holder category will be included with each quote. Overall,
eleven themes were identified and represented in Figure 2.

Micro level: individual experiences

Three major themes emerged from the data that represented
individual struggles/battles experienced by participants
related to SHC:s: (i) social isolation and system abandonment,
(ii) funding and equitable care, and (iii) bounded freedom for
self-management.

Social isolation and system abandonment

Participants in both phases described several challenges in
transitioning from inpatient rehabilitation to the community
in dealing with SHCs. In particular, participants highlighted
the issues with social isolation and spoke about a perception
of system abandonment. Several examples were described of
individuals being discharged home prior to any home and/or
vehicle modifications occurring, which posed increased risk
for adverse events and SHCs.

“An individual that I was working with was really isolated. He was dis-
charged to his home. The second story of his home was where the only
bathroom was. So basically he was stuck on the second floor of his home
with no way of getting down those stairs... I was very concerned about his
safety and the very fact that if there was an emergency he would be at the
mercy of the fire department to get him out. Anyway, because he was like
in bed most of the time it took a couple of months for a physiotherapist. He
was not in a position to be able to attend any kind of outreach, physical
therapy opportunities. So yeah, it took like some time and he had a huge
problem with edema.” (phase II; female community advocacy representa-
tive; informal care provider)

Participants in both phases spoke of the social isolation
due to limited resources in more rural communities such as
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Figure 2. Thematic results in conceptualization of the journey of care related to secondary health conditions.

those in Northern Ontario. Recreational activities and com-
munity participation were noted as being important aspects
of overall health and minimizing SHCs.

“..the lack of so many things that we all consider vital to our overall
health and wellbeing, that the access and availability to it is so limited.
I guess it’s again the social isolation that people face.” (phase II; female
community advocacy representative)

In addition to rural areas, participants noted similar chal-
lenges with limited resources in suburban areas. Participants
highlighted that unless they lived in an urban center with
access to a specialized rehabilitation center for SCI, they were
more likely to feel lost and disconnected.

The vulnerability of persons with SCI was evident and
participants stressed the importance of feeling supported by
their health care providers in dealing with SHCs. Participants
in both phases spoke about the need to be easily connected
with health care providers, especially given the acuity and
sensitivity of some SHCs that can transition rapidly from a
non-emergent scenario to an emergent situation. In particu-
lar, participants with SCI spoke about using the emergency
departments as means to access primary care services due to
various challenges in accessing a general practitioner.

“I did have one situation where I had a physician dump me as a patient
and it was at a critical time from a mental health perspective... That
can be much more devastating for somebody who has a spinal cord
injury and finds himself in a position where they don’t have a family
physician, especially if you're in kind of a crisis situation...” (phase I;
male with a SCI)

There was an added sense of social isolation if persons
with SCI were not of the ‘typical’ SCI, such as those with

non-traumatic SCI. Participants spoke about research and
supportive literature for SHCs being biased towards traumatic
SCI with limited resources for persons who might not fit the
stereotypical pattern of a SCIL. For example, participants spoke
about the common perception that SCI is only traumatic and
typically affects young males. This stereotyping can promote
persons who might not fit in this stereotype to feel isolated in
dealing with their SCI and associated SHCs.

“..the other gap I think is the non trauma... Trauma comes through a
certain trajectory. You end up in an emergency, trauma send you up to
acute care and you by and large end up in rehab... If you come out from
oncology, you don’t and you are lost in the system... If you ... didn’t
graduate from Toronto Rehab, you cannot get in without a GP (general
practitioner) referral and it depends when you have a GP and if you
have a GP that has the time, energy and effort to sort of manage that

»

piece for you...” (phase II; male senior system administrator)

On the other hand, the importance of community advo-
cacy groups, like the CPA, was identified in minimizing social
isolation, as these organizations helped link individuals to
services within the community.

“...rehab is non-existent up here... Theres no follow up... CPA [Canadi-
an Paraplegic Association], if it hadn’t been for the regional coordinator,
I'would have been left slapping in the wind.” (phase I; female with a SCI)

Fight for funding and equitable care

Participants in both phases highlighted the inequities based
on funding and insurance coverage. Inequities were sug-
gested to be critical factors related to the prevention and/or
management of SHCs. Particular differences were noted in
community rehabilitation between those individuals with pri-
vate insurance versus individuals solely relying on publically
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funded rehabilitation such as home care services. Individuals
with private insurance were able to receive private rehabilita-
tion such as physical therapy, occupational therapy, massage
therapy, while those individuals relying on home care services
were not having needs addressed that would minimize the
occurrence and progression of SHCs.

..when I didn’t have insurance, there was like oh its ADP [Assistive De-
vices Program] so they’re going to get the bare minimum, so let’s get them
in a chair. My chair was totally wrong for me when I got home, totally
wrong... when I went to CPA, the regional coordinator kept looking at me
and my chair going ‘you're not sitting very well’ She had somebody come
and check it... I was practically laying down in my chair and she had it
adjusted so that I could at least function until I could get a new chair... I
remember the girl that was in the room with me, she had insurance and I
didn’t and like she had tried out like 4 or 5 different chairs. I got like 2 to try
and then they were pressuring me to order. The only reason I got 2 to try
was because I didn't like the first one. So like a really big difference and a
lot of people will tell you that too. The care is totally different... If you don’t
advocate for yourself, then you're totally lost” (phase I; female with a SCI)

Participants in both phases highlighted the battles for
individuals who did not have private insurance with respect
to accessing proper technology and assistive devices, home
and vehicle modifications, medical expenses for equipment
such as catheters. One male participant spoke of the financial
‘sacrifice’ that he and his wife consciously made to use new
catheters every time to minimize the occurrence of UTL

“She was very vulnerable. She was reusing catheters. ADP (Assistive
Devices Program) will give you a power chair but they won't give you
a manual backup. So if the power chair breaks, you're stuck at home or
stuck in bed. She will be able to purchase all of those services when she
gets her settlement. So she’s going to go back into a house or a condo or
something that is accessible. She will get a vehicle. She will be able to be
mobile within her community. She will be able to manage her bladder
better because she will have more attendant care and she won't need
to be reusing catheters. I mean the whole quality of her life is going to
change as soon as this lawsuit is settled.” (phase II; female formal care
provider)

The necessity for advocacy was noted whether it be driven by
the person with the SCI, care provider, or advocacy group. The
time required to negotiate the various processes and policies for
funding such as assistive devices was ascribed to be similar to
a full-time job. “There’s a lot of negotiating, managing, working
through, pulling out hair... (phase I; male with a SCI)

Bounded freedom: the fight to self-manage

Participants with SCI expressed frustrations at the care pro-
vider, as well as the health system level with respect to the
concept of self-management. Persons with SCI spoke about
having the self-efficacy to self-manage but highlighted that the
health care system was paternalistic with barriers imposed on
one’s ability to self-manage. For instance, participants spoke of
not being able to initiate home care services without a general
practitioner/family practitioner’s referral in circumstances
when timely access is critical (e.g. wound management).

“The thing is he has to refer everything, so I have to go through my GP. Then
it goes to CCAC [Community Care Access Centre/home care service], they
have to approve it and they prioritize at CCAC. Then my nurse prioritized

© 2013 Informa UK, Ltd.
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me though and then it goes to an agency and then with time restrictions
for them, it took... it had been okayed at CCAC in two weeks and then it
took another two weeks for the OT to come to me. So it had been sitting at
the agency then...I'm top priority and I've waited a month... because my
cushion needed checking and I was top priority for that and it took them
over a month to get to me.” (phase I; female with a SCI)

Some participants noted that their formal health care pro-
viders were not paternalistic in their interactions with patients,
as there was a trust established with their formal health care
providers to initiate needed care; rather, the larger health sys-
tem is structured in a paternalistic manner with barriers at the
system/policy level that prevented initiation of care.

“When I had this gash, I phoned up my family doctor and she’s superb.
I've had her for 20 years and knows me on a first named basis. I sort of
said Tve got this gash. I need somebody to come in and look at it’ She
sort of said okay, try and do it yourself Initially it was phone CCAC and
see if you can do it yourself. Well their policy is you as the patient cannot
initiate care unless you want to pay for it. It has to be done through a
GP or what not. So it wound up being sort of a laggy process because
my doctor doesn’t work 5 days a week, 8 hours a day... we wound up
skipping through a weekend before we could get back on the phone to
her and say ‘please make the phone calls to initiate this and this’ and
it took a day or two to get that set up... I couldn’t get what I knew I
needed fast enough... When the family doctor called, the earth moved.
So it bothered me a little. Maybe it’s just me because I'm not the kind of
person who tends to cry wolf. But you know I clearly knew there was a
problem and an issue, let’s just get it solved and let’s just get it solved and
do it. I felt constrained by the system I guess.” (phase I; male with a SCI)

Meso level: caregiving tensions

Four major themes emerged from the data at the meso care pro-
vider level: (i) gender and informal caregiving strain, (ii) help
versus disempowerment, (iii) holistic care and thinking outside
the box, and (iv) poor communication and coordination.

Gender and informal caregiving strain

The importance of informal caregiving was articulated by par-
ticipants and often referred to as a ‘secondary team’ and ‘fill-
ing in the gaps’ of the formal health care system. In particular,
women seemed to be providing more of the caregiving role,
whether as a wife, mother, daughter or female friend.

“Her mother is elderly. When she dies I would imagine that she’ll prob-
ably have to be placed. She’ll go into long-term care. She’s very young.
I don’t even know at this point if shes eligible for senior housing and
would probably cycle in and out of hospital as she ages and she starts
to develop the chronic medical problems that we know that people with
spinal cord injuries who have to function solely within the system do
sustain.” (phase II; female formal care provider)

Men who experienced an SCI seemed to be coping better in
the prevention and management of SHCs as often their wives
were performing on-call duties for activities such as bowel and
bladder management. In contrast, women who were married or
had a common-law relationship did not speak of their male signif-
icant others to be assisting with the more intimate personal care.

“Now my wife fortunately works literally 10 minutes down the road
from the house, so if all of a sudden I'm going I've got to go now, I often
can just pick up the phone and say please come home now if you can.
And she does...” (phase I; male with a SCI)
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Most participants in both phases were aware of how
dynamics between family and friends change with informal
caregiving.

“..let’s go back to this same individual that spent that first year pretty
much isolated in this small second story bedroom, that his wife was feel-
ing overwhelmed because she actually maintained a full time job and
she had minimal energy left at the end of the day to actually even clean
her own house... the frustration because so many things are out of your
control. That’s another part of this, whether it's anything to do with sys-
tems or government or whatnot, is that feeling of being disempowered,
when everything is out of your control, when you're waiting by the phone
so to speak for somebody to call and say ‘yes, it’s been approved.... there’s
a lot of caregiver burnout. Because you go to work, you come home and
there are other things that need to be done. There’s more laundry, there’s
incontinence issues.” (phase II; female community advocacy represen-
tative; informal care provider)

In particular, female participants with SCI spoke of being
uncomfortable with these new role changes that occur with
their informal care providers. There was a sense of frustration
that they required help from informal care providers to help
with day-to-day activities.

“Even with my family, I relied on them an awful lot but I didn’t want my
mom to feel that she got her baby back. You know I was 40 some years
old when this happened to me.” (phase I; female with a SCI)

Help versus disesmpowerment

Participants in both phases, particularly in phase II, spoke of
the delicate balance between helping persons with SCI versus
‘over-prescription’ and ‘disempowerment’ This balance was
noted to be critical in maximizing independence and foster-
ing a person with SCI's ability to deal with SHCs. Participants
noted that there is a risk of over-prescription, particularly in
the event that an individual with SCI has access to private
insurance coverage, such as that from a motor vehicle accident.

“So they want to give everybody 24 hours of attendant care. Now if you
actually receive 24 hours of attendant care when you don’t need it and
you receive homemaking services and childcare services, all of a sudden
there’s a question and there would be a question in my mind, is are we
almost supporting a disability lifestyle. So there’s also a concern I know
on the insurer part that over prescription in fact may promote a sense
of greater disability and a sense of needing help and a sense of becoming
more and more dependent. Whereas I know in many cases attendant
care is critical for toileting and dressing. There’s no question there’s a
need for attendant care. But again, there’s a concern that it’s being over
prescribed”(phase I; female with a SCI)

Holistic care and thinking outside the box

The findings highlighted perceptions of a struggle for valida-
tion and the necessity to continue ‘fighting’ to have concerns
heard by health care providers. Moreover, participants in both
phases spoke of frustrations experienced with health care pro-
fessionals primarily stemmed from the treatment of a SHC in
a manner that fails to consider the ‘whole person’ or context.
Participants noted that treating a SHC with a silo narrow-
minded lens led to a myriad of potential adverse risks.

“I think that doctors need to take a look at the whole person and how ev-
erything kind of fits together and how something like bladder and bowel

problems can affect things like skin breakdown. They wanted to try dif-
ferent oral diabetic medications with me but most of them have diarrhea
as a side effect. With a neurogenic bowel, that’s not the right way to go.
But they don’t see that. They just see how these medications can help
with the one disease or ailment that they are treating. They don't see it as
oh well, if it’s a neurogenic bowel, that means prone to diarrhea anyway,
so you add a medication with the diarrhea as a side effect, that can lead
to skin breakdowns, bladder infections, pressure sores. They don’t see it
that way.” (phase I; female with a SCI)

Poor communication and care coordination

Participants in both phases spoke about challenges with com-
munication between persons who have a SCI, informal care
providers and formal health care providers. Participants in
phase II particularly noted that having access to a case coordi-
nator made a significant difference in facilitating communica-
tion and care coordination. For example, several participants
described how a private case coordinator is able to facilitate
virtual rounds for all the formal health care professionals,
informal care providers and the person with the SCI to dis-
cuss care management and SHCs.

“This is really kind of frustrating because when people don’t even know
what they actually could be rightfully entitled to or what they could
actually achieve... it’s so fortunate for the people that actually do have
some kind of insurance coverage that at least quite often they will end
up with a case manager or a lawyer or somebody that’s actually on their
team. ...it’s a fight for everything... unless they have an unusual oppor-
tunity to have an ally or for example a wife or a parent or somebody that
is just a go getter... But not everybody has that support... Its a lot of
connecting of the dots. When a person is depressed or having a bad pain
day or whatever reason, that’s when they’re most vulnerable and that’s
when they’re least capable of doing all this work, all this coordination.
They don’t have the energy.” (phase II; female community advocacy
representative; informal care provider)

Despite the increased role of informal care providers and
community advocates such as regional service coordinators
with the CPA, many participants perceived a lack of respect
for these individuals on the part of formal care providers and
a failure to recognize them as an integral part of the team.

Macro level: health system influences on the

journey of care

At the health system level, four major themes emerged from
the data: (i) fight for access and availability, (ii) models of care
tensions, (iii) private versus public tensions, and (iv) rigidity
and inflexibility of policies.

Fight for access and availability

Participants in both phase I and phase II spoke about having
to fight for access to services, particularly access to specialists
(especially urologists) and rehabilitation professionals. In par-
ticular, participants noted significant wait-times for care, which
was suggested to have exponential consequences for SHCs. As
an example, several participants noted the lengthy wait-times
for occupational therapy seating assessments. During this wait-
time, participants spoke of pressure sores developing and caus-
ing a series of negative consequences including re-admission to
the acute care. Re-admissions to acute care were required for
several participants due to further wait-times to obtain access
to community wound care management.

Disability ¢ Rehabilitation



“..its just so promising to see all the research...And then when I think
of coming back to [small town] and my community and what little there
is for us and how long it takes individuals to actually get a referral to a
urologist. I can give you an example of an individual that waited almost
a year to see a urologist to get the results of urodynamics testing and
then after all was said and done now he’s waiting another almost nine
months for a referral to a urologist in the Toronto area. In the meantime
he’s living life with ongoing incontinence issues and it’s really impacted
the quality of life... It has far reaching systemic impact.” (phase II; fe-
male community advocacy representative; informal care provider)

In both phases, participants spoke of the challenges in
physically accessing different health services in the commu-
nity that are not in close proximity. Participant identified a
need to have a ‘one stop shop” where all services would be in
the same facility (diagnostic testing, screening services, spe-
cialists, general practitioners, rehabilitation professionals).

“.. most of the people that I speak to with spinal cord injuries can’t get
to their GPs because it’s not accessible. They can’t get on the examining
bed.” (phase II; female formal care provider)

Models of care tensions

Models of care tensions were identified in four main areas: (i)
bio-medical versus social determinants; (ii) prevention versus
acute care; (iil) GPs versus specialists; and (iv) informal versus
formal care provision. Participants noted that health is beyond
the traditional bio-medical model and includes social deter-
minants of health and preventative care. Participants spoke of
frustrations with the narrow scope of publicly funded health
care and noted that it is important to address the long-term
well-being of a person in thinking about SHCs.

“Welfare and social assistance and all that needs to be considered because
you're looking at the person from a holistic point of view. You have to look
at where they are in their life cycle and what are their needs and it's not
just healthcare. Other things contribute to probably their health deteriora-
tion... Its health in its broadest sense, broadest term. So health and well-
being fundamentally” (phase II; female senior system administrator)

Models of care were seen to take a reactive approach that
focuses on acute care following worsening of symptoms rather
than a pro-active approach that focuses on prevention. The
health system was consequently described as ‘putting out fires’
(phase II; female community advocacy representative; infor-
mal care provider) rather than working on preventing SHCs.

“We don’t move money to the areas of high need. We react to the politi-
cal pressures. Nor do we have a long run view. We have a short view...
So what gets us through tomorrow or gets them out today, not what’s the
best thing ultimately. You have to invest in that and I think prevention
is a classic one. No one argues prevention. No one just wants to invest in
it because its an opportunity cost against something today.” (phase II;
male senior system administrator)

Participants in both phases also spoke of caregiving ten-
sions surrounding the question of who should provide care to
persons with SCI, in addition to the pros and cons of adopt-
ing different models of care in the process (specialist versus
general practitioner, formal versus informal). The interviews
reflected a lack of consensus among participants regarding
who is best able to provide care. Several participants spoke
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about the responsibility of the formal system, particularly
using general practitioners/family practitioners as the main
source of care provision. Other participants suggested that
SCI requires specialized knowledge, resources and time to
which general practitioners/family practitioners do not have
easy access. Given the specialized care that is often required
when treating SCI, several participants highlighted the need
for general practitioners to be supported by experts such as
physiatrists.

“Most specifically with the healthcare is a lack of I guess awareness or
lack of specialization on the parts of our local physicians about spinal
cord injury and those secondary complications. Most physicians don’t
have very much, if any, experience working with someone with a spinal
cord injury. So I don’t think they understand those complications at all.
As a result, they’re not able to effectively deal with those secondary com-
plications or make appropriate referrals” (phase II; female community
advocacy representative)

There were also tensions regarding the increasing empha-
sis on informal care provision and decreasing responsibility
of the formal providers. Several participants highlighted con-
cerns with this growing shift in care delivery.

“Caregivers... theyre doing all the work. They’re doing themselves a
service and a disservice. They’re servicing, they’re looking after a loved
one. The problem is they’re masking the system’s inability to look af-
ter, so that they’re actually solving the problem so it isn’t a problem.
They’re stretched to the limit to do that. As long as they can manage
that piece one more time, then the system doesn’t... need to look after
that individual because mom and dad are. In fact mom and dad are
getting older, that the individual has no place to go when they pass on.
That they can’t be caregivers to their parents is we don’t want to talk
about that..” (phase II; male senior system administrator)

Participants in phase II noted that a case management
model is useful in assisting individuals within the community
deal with SHCs, and how case managers can appreciate the
influence of the context in which an individual lives; however,
differences were noted between private case management ver-
sus the publically funded model with home care services (to
be discussed in more detail below).

Public versus private tension

In both phases, significant tensions were noted in the dis-
cussion related to publically versus privately funded care.
Private insurance coverage, particularly within motor vehicle
accidents, can provide individuals with significant financial
protection compared to that of the publically funded health
care. Several participants in both phases noted that this
access to funds could lead to inappropriate and inefficient use
of services within the health care community and profession-
als with over-prescription. This notion of over-prescription
in the privately funded community is a contrast to the sig-
nificant struggles participants highlighted for basic services
and equipment that are sought through publically funded
channels throughout the journey of care. Participants in both
phases noted the challenges of working within a multi-tiered
healthcare system, particularly with community rehabilita-
tion, which represents an important component for individu-
als with SCIL.
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“Well I think that there’s a general perception that Canada has a single
tiered healthcare system and that’s simply not true and its unfortunate
that people think that. I think it’s not so much the insurance sector. I
think it’s the auto insurance sector where there are rich benefits for
people who have spinal cord injury. So if you compare funds available to
someone who sustains a spinal cord injury in a car crash versus someone
who sustains spinal cord injury by a fall in their backyard, there’s a huge
discrepancy... I think that because there are such rich accident benefits
that are quite easy to access... they’re all fighting over a piece of the pie
and nobody has to cure our patients. So they treat and treat and treat.
I think there are a lot of good providers. I think there’s probably 25%
or 50% of the system are really good people trying to do the right thing
but the rest of the system is just trying to juice it. Of course the good
providers get trapped in that whole game. Insurers become cynical and
distrustful and they distrust the good provider just as they distrust the
bad provider. Then there’s this misunderstanding and again, frustration,
on all parts.” (phase II; female formal care provider)

Rigidity and inflexibility of policies

Participants in both phases noted frustrations with policies
pertaining to initiation of health services particularly related
to home care services. Previous frustrations are described in
the ‘bounded freedom’ theme with respect to policies requir-
ing a physician’s referral to initiate services such as wound
care or rehabilitation. In addition, participants noted frustra-
tions with the rules established for determining rehabilitation
eligibility. Participants with SCI commented on how being
refused for rehabilitation led to increased risks for developing
and/or worsening SHCs. These rules for rehabilitation eligi-
bility were perceived by participants to highlight the ‘reactive’
nature of health care rather than a focus on “prevention” and
‘maintenance of well-being’

Participants in phase II also noted significant challenges
with how family physicians and general practitioners are
financially compensated. Most of these physicians are com-
pensated by fee for service rather than salary-based com-
pensation. As such, certain services that are not financially
compensated (e.g. renewing prescriptions over the phone)
require physicians to perform the service free-of-charge or
individuals to physically visit the clinic.

“So how perverse is that? So that if I'm a family doctor, why would I take
an hour for an individual when I'm compensated for 10 minutes?... Forget
altruism. I mean it just unfair to make people do that. With that incen-
tive system, take a whole bunch of people that don’t need healthcare or are
they already well. So again, our models aren’t sweet enough to differenti-
ate. It’s a one size fits all... I think that’s frustrating for individual families
because they come out of it from that level. It’s about them. I mean it’s not
about the policy. They're saying I need these kinds of things to improve my
quality and manage myself... So we over service some things and we under
service other things.” (phase II; male senior system administrator)

Discussion

Using Pescolidos NEM, we identified several key themes
related to the journey of care for preventing and managing
SHCs for persons with SCI living in Ontario. Specifically,
we identified significant tensions and struggles that exist for
persons with SCI, care providers, administrators and policy-
makers. While these tensions were evident across the micro,
meso and macro levels, these findings suggest that the struc-
tural and policy-related barriers within the macro health
system are major obstacles in the care pathway (see Figure 3).

Allies and Weapons
Advocacy and self-determination
Secondary team- informal care network
Improved communication/coordination
Holisticand preventative care

Access to resources and funding

Technology and assistive devices

Health System Barriers
Rigid “One-Size Fits All” policies (e.g. no self referral)
Gate-keeping model
Ambiguity of roles
Wait-times for services
Biomedical focus

Figure 3. The uphill journey in the prevention and management of sec-
ondary health conditions.

Social inequities and funding

Taken together, the findings point to a general uphill jour-
ney for persons with SCI and for those who assist with care
provision in the community. The individual struggles at the
micro level were also highlighted, particularly with respect to
perceived abandonment by the health system due to short-
comings with the provision of support and services, as well as
various restrictions resulting from health care policies that are
perceived to be strongly paternalistic in nature [45].

These micro level battles seemed to be influenced by overall
macro health system structures and rigid policies. Particular
structural obstacles were identified that rendered pathways
of care more arduous such as distribution of and access to
services. Participants identified frustrations rising out of an
inability to initiate care with the current gate-keeping referral
model. These tensions reflect Lawn’s concept of ‘responsibliz-
ing’ without power sharing (p.e7) and contributes to overall
frustrating experiences with the health care system in dealing
with SHCs, especially given most of the intervention efforts
to date have been targeted to patient knowledge and self-
management behaviors [9].

Further, given the current gate-keeping model of primary
care and the vulnerability of persons with SCI developing
SHC:s, it is critical for persons with SCI to feel validated and
concerns heard [46]. The present study builds on previous
work highlighting caregiving tensions between persons with
SCI and care providers. Lack of formal care providers’ knowl-
edge and negative attitudes [22,23,46] seem to promote frus-
trating health care experiences for persons with SCI, and their
informal care providers.

Additionally, participants noted rigid rules and policies
within home care services that rendered significant difficulty
in accessing ‘maintenance rehabilitation. Unless persons
with SCI have access to private insurance and/or personal
funds, community-based rehabilitation is limited in Ontario
[47]. Maintenance rehabilitation can serve an important role
in preventing and/or slowing down the potential decline
in functional ability; however emphasis is not placed on
rehabilitation but rather acute medical needs [9]. This is
particularly important given the decreased length of stay in
acute and rehabilitation facilities and earlier discharges to the
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community [9]. It is beyond the scope of this paper to engage
in a philosophical debate regarding what constitutes ‘rehabili-
tation’ but results of this study suggest that this discourse on
rehabilitation and how we operationalize and implement the
concept of rehabilitation warrants further attention.

The fight to access maintenance rehabilitation under the
publicly funded health system highlights a significant weak-
ness in it's focus on acute bio-medical management rather
than embracing a more individualized prevention chronic
care and living well model. The lack of rehabilitation services
available within the publicly funded system once persons are
discharged to the community was highlighted as a key barrier
in preventing and managing SHCs.

The present research identified caregiving tensions with
respect to who should be assisting with care and, in particular,
the ambiguity of roles for informal care providers. We have
transitioned responsibility to informal care providers without
perhaps proper reflection of the ethics associated with this
change of care delivery [11,48]. Informal care providers and
individuals associated with advocacy groups provide numer-
ous roles as ‘secondary team members’ for persons with SCI
(see paper 2). These secondary team members serve as critical
allies in creating a more positive journey. However, as partici-
pants highlighted in the present research, at what point does
the scale of informal-formal care provision become unbal-
anced? At what point is it no longer acceptable for informal
care providers and community advocacy organizations to
cover the fragmented holes in the formal health care system?
As DeJong states ‘use of peer mentors, patient navigators,
patient advocates, and other forms of patient coaching under-
scores many of the health system’s underlying weaknesses with
respect to access, usability, and responsiveness’ (p. 50) [9].

This study stresses the importance of timely access to
comprehensive primary health care. For certain conditions,
such as pressure sores, persons with SCI need to have timely
and efficient access to services from preventative services
such as cushion assessments to wound management. In the
present research, there were several examples of how long
wait-times ranging from occupational therapy assessment
to community-based nursing care contributed to individuals
with SCI being re-admitted to acute care facilities for wound
management. While home care services in Ontario currently
have a priority list, this research suggests that persons with
SCI are not getting appropriate treatment in a timely man-
ner that prevents the negative sequence of adverse events for
highly sensitive conditions. Due to rigid policies, participants
with SCI in this study spoke of long wait-times to see their
GPs to initiate a home care service referral and then another
delay in receiving home care services. The costs to the person
as well as the health system are significant for pressure sore
management. For example, the annual costs to home care ser-
vices in Ontario (Community Care Access Centres [CCACs])
for wound care management of approximately 30,000 persons
is $240 million (CND) [49]. Specific to SCI, persons with
pressure ulcer history have significant decrease in life expec-
tancy [50] and the cost to the system is estimated to be over
$100,000 USD per pressure ulcer case in the acute care setting
[51]. A better triage priority system needs to be implemented
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across the continuum of care for persons with SCI in the com-
munity for these highly sensitive medical conditions.

Previous efforts to minimize SHCs have largely focused on
the person with SCI and at the provider level [9]. Results from
this research suggest that in order to effectively reduce SHCs,
we need to start thinking bigger and more holistically in
addressing triggers of SHCs rather than fragmented efforts to
‘put out the fires’ DeJong recently noted three key solutions to
improving health care for person with SCI in the community:
(i) patient education and health behavior change, (ii) better
transitions from inpatient rehabilitation to community care,
(iii) new systems of health care delivery. Most efforts have pre-
viously focused the first solution [9] and the present findings
suggest that individuals with SCI are knowledgeable about
their injury and SHCs; however, there seemed to be a need
for improved knowledge dissemination as to how to navi-
gate through the fragmented health care system. Documents
reviewed for this study supported the notion that information
on funding sources for durable medical equipment and assis-
tive devices are not easily accessible to individuals. Informal
care providers and community advocacy organizations
(regional service coordinators within the CPA for example)
were assisting as knowledge brokers to address this challenge
with knowledge transfer.

Our research findings support DeJong’s second sugges-
tion to improve transition to the community but especially to
provide innovative new systems for health care delivery [9].
The first and second solutions assume that that the commu-
nity-based health system environment is agreeable to foster
optimal care; however, the struggles identified in the present
study suggest that we need to re-think the payment systems,
delivery of services, and models of care.

Our current publicly funded health care system in Ontario,
as exemplified by these findings, is a broken system for per-
sons with SCI. Ontario policy-makers need to start innova-
tively thinking of strategies to minimize these barriers for
persons with SCI living in the community. For example, per-
haps there needs to be accountability and accreditation across
the continuum of care [52,53]. It is not acceptable for health
care institutions or as Michael Porter calls ‘focused factories’
to be working in silos with minimal feedback for care provi-
sion [52]. We need to start thinking innovatively as to how
best to provide timely, efficient, effective, comprehensive indi-
vidualized care for persons with SCI and on a larger scale, for
persons with any complex chronic condition.

It is our understanding, that to date, the NEM has not been
applied beyond mental health and the present research has
highlighted it is a useful model for other complex conditions,
such as SCI. This model was useful in guiding the research
inquiry, as it helped with the conceptualization of key areas
related to the journey of care (e.g. network characteristics and
environmental components). Based on the present research
findings, a few modifications to the NEM are recommended
in its application to understanding the journey of care related
to SHC:s for persons with SCI. A key modification would be
to recognize the magnitude of the health system and environ-
mental influence on the overall journey, networks of care as
well as the individual experience. Thus, the proposed change
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Figure 4. Revised Network Episode Model based on research findings.
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would be to place the other domains within the macro health
system (see Figure 4), as this acknowledges the critical influ-
ence the health system environment has on the other domains.

Limitations of research

There are several limitations to this work that should be noted.
Firstly, this research reflects the micro, meso and macro levels
of Ontario as this province was selected for the case of inquiry.
Given that health care services are provincially operated in
Canada, these research findings may not be generalizable to
these different contexts. Future research, such as a multiple
case study, would be warranted in the examination of the
journeys of care with other provinces. Comparisons of these
case findings would be beneficial, especially in the context of
different health system structures. As with all convenience
sampling approaches, there is a potential for responder bias.
However, considerable efforts were made to use purposeful
sampling such that there was a broad representation across
persons with SCI as well as the other stakeholder groups.

Implications for future research

This study highlighted several important themes, particularly
with respect to health system and environmental factors that
relate to the journey of care for SHCs. In using case study
methodology and the NEM as a conceptual guide, findings
from this study suggest the need for future research to inves-
tigate the associations between themes identified and health
outcomes. Further, future research is warranted in examining
more specifically how Porter’s outcome measures hierarchy
framework fits within the context of SCI and SHCs.

Conclusions

This study focused on an in depth examination of the journey
of care related to SHCs for persons with SCI living in Ontario.
Findings from this case study suggest that the journey is chal-
lenging and an uphill struggle for persons with SCI, care pro-
viders, and community-based advocates. Results suggest that
if we are to make significant gains in minimizing the incidence
and severity of SHCs and improve the overall value of health
care, we need to tailor innovative interventions at the health
system level, rather than our current trend of fragmented
interventions at the individual or health provider level.
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Appendix A: Example list of documents collected and reviewed

Documents

o Canadian Paraplegic Association Websites

o 2010 Federal Disability Report

o Community Care Access Center Website

o Home and Vehicle Modification Program Guidelines

« Ontario Travel Grants

o Assistive Devices Program

o Ontario Community Support Association

o Centre for Independent Living Toronto

« Financial Services Commission of Ontario: Auto Insurance
o Slide decks from National Case Management Network

o Codes of Ethics and Standards of Practice for Case Management
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