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Context: Emotional Well-Being (EWB) post-spinal cord injury or disease (SCI/D) is a critical aspect of
adjustment to disability. Advancing care and assuring equity in care delivery within this rehabilitation care
domain is essential. Herein, we describe the selection of EWB structure, process and outcome indicators for
adults with SCI/D in the first 18 months after rehabilitation admission.

Methods: A pan-Canadian Working Group completed the following tasks: (1) defined the EWB construct; (2)
conducted a systematic review of available outcomes and their psychometric properties; (3) constructed a
Driver diagram summarizing available evidence associated with EWB; and, (4) prepared a process map.
Facilitated meetings allowed selection and review of feedback following rapid-cycle evaluations of proposed
structure, process and outcome indicators.

Results: The structure indicator is the proportion of staff with appropriate education and training in EWB and accessto
experts and resources. The process indicator is the proportion of SCI/D patients who were screened for depression
and anxiety symptoms at rehabilitation admission and rehabilitation discharge. The intermediary outcome is the
proportion of SCI/D patients at risk for depression or anxiety at rehabilitation discharge based on screening
symptom scores. The final outcomes are: (a) proportion of individuals at risk for depression or anxiety based on
screening symptom scores; and (b) proportion of individuals who received referral for EWB services or intervention.
Conclusion: The proposed indicators have a low administrative burden and will ensure feasibility of screening for
depression and anxiety at important transition points for individuals with SCI/D. We anticipate that the current
structures have inadequate resources for at-risk individuals identified during the screening process.
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participation in activities of daily living (e.g. self-care),
personal relationships, and community re-integration;
each of which are crucial for maintaining quality
of life* Often, individuals with SCI/D must
attempt to relearn new ways to engage in society.’
Understandably, high rates of psychological issues
occur following SCI/D are observed,’ including
depressive’® and anxiety disorders,” and other forms
of adjustment problems and psychological distress.”
The expression of psychological issues post-SCI/D is
not uniform and may be influenced by: demographic or
injury-related characteristics; pre-injury behaviors and
psychopathology; personality factors; social/environ-
mental factors; and, styles of appraisal.'' Although
depression is not a universal occurrence in individuals
with SCI/D,'? the observed prevalence rates are higher
in the SCI/D population when compared to their non-
disabled peers.'> Mood disorders following SCI/D can
further impact the experience of disability among affected
individuals® and lead to increased rates of suicide.'* ¢
The prevalence of depression and anxiety is approxi-
mately 30% in individuals with SCI/D.'"”** When
psychological issues emerge, the clinical manifestation
may follow different trajectories in terms of symptom
severity and onset. Some experience depression early
post-injury with improvements over time,**?® while
others continue to struggle with it over their lifespan.’
In other cases, individuals without signs of depression
and/or anxiety early post-injury did exhibit them many
years following their inpatient rehabilitation. For
example, Hoffman and colleagues® stated that 18% of
individuals with SCI reported major depression at five
years post-injury. Similarly, individuals with traumatic
SCI with an injury severity score of 16 or greater had
an almost two fold higher risk of developing depression
or anxiety within a three-year follow-up period.”’
Overall, depression and anxiety are significant issues
post-SCI, with a number of studies highlighting the first
year following injury as a time of high vulnerability.*”>°
Despite ample research suggesting that depression and
anxiety significantly affect health and well-being post-
SCI/D, the task of identifying clinical depression is chal-
lenging for rehabilitation professionals. Considering the
overlap between some physiological changes that occur
in SCI/D and the symptoms of depression (e.g.
fatigue), some health care professionals may overestimate
its occurrence®' while others may overlook symptoms.*
Although there have been many prior efforts to
improve the detection and treatment of depression,’
concerns remain that a significant proportion of inpati-
ents with SCI/D undergoing rehabilitation, as well as
outpatients, are not receiving appropriate screening or
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treatment.>* > In Canada, a recent environmental scan
of rehabilitation hospitals providing care to patients with
SCI/D indicated that there is inadequate capacity for
sites to serve the emotional well-being (EWB) needs for
this population.®® The key recommendation from the
environmental scan was the compelling need to assure
equity of access to clinical care nationally, which would
enhance the quality of care by standardizing the timing
and format of EWB assessments during inpatient rehabi-
litation, and in the community, through use of valid and
reliable assessment tools that do not conflate physiological
symptoms with those of depression.*’

Moving a nationwide care agenda for depression and
anxiety for SCI/D is challenging and requires buy-in
from key stakeholders including decision-makers and
front-line clinical staff. Therefore, it behooves us, as a
rehabilitation community, to formulate an approach
that builds upon the growing consensus for quality
measures to support decision-making in health care.*®
Indicators are widely used to identify trends, inform pri-
ority setting and policy formulation, and monitor rehabi-
litation programs and care processes. Quality indicator
data can further inform comparisons across different
health care settings and support continuous quality
improvement (i.e. benchmarking) while building trans-
parency in health care.*®* Indicators can measure the
structure, process or outcome of health care services
and their evaluation can facilitate the sustainability of a
high quality health care delivery system that is predicated
upon evidence-informed programs of relevance to stake-
holders.*® Structure indicators are defined by the proper-
ties of the setting in which the health care services are
delivered*' while process indicators describe the specific
activities in providing and receiving of care.*” Finally,
outcome indicators describe the effects of health care pro-
vided to a given individual or population (e.g. mortality,
health-related quality of life, or patient satisfaction etc.*?
Together, they provide a framework for evaluation care.

The objective of this initiative was to establish a set of
structure, process and outcome indicators to assess
EWB in adult patients with SCI/D during the initial
18 months following their admission to inpatient rehabi-
litation. The term “Emotional Well-Being” was selected
as the nomenclature to ensure recognition of a broad
perspective of elements affecting psychological well-
being. Although depression and anxiety are significant
clinical issues for individuals with recent onset SCI/D,
there are other aspects of EWB (i.e. coping, self-
esteem, etc.) that our team felt would merit exploration
to determine how to best impact practice and policy.
This process is part of a larger initiative to develop,
implement and evaluate 11 Domains of rehabilitaiotn



care across Canada to improve the quality and equity of
SCI rehabilitation care by 2020.4

Methods

A detailed description of the overall SCI-High Project
methods and process for identifying EWB as a priority
Domains for SCI rehabilitation care are described in
related manuscripts in this issue.** In addition to the
SCI-High Project Leaders (www.sci-high.ca), an exter-
nal advisory committee and national data strategy com-
mittee supported the global Project goals and provided
oversight regarding the context for implementing all of
the planned indicators. The Project Leaders stipulated
that the selected indicators must be relevant, concise
(<10 minutes to implement), feasible, and aligned to
measure critical elements that would drive advances in
care within each Domains.

The approach to developing the EWB indicators fol-
lowed a modified but similar approach to that described
by Mainz,*®*® which included the following planning and
development phases: (a) formation and organization of
the national and local Working Groups;* (b) defining
and/or refining the key Domain-specific construct; (c)
providing an overview of existing evidence and practice;
(d) developing and interpreting a Driver diagram; (e)
selecting indicators; and (f) pilot testing and refininig
the Domain-specific structure, process and outcome indi-
cators. Throughout these processes, a facilitated discus-
sion occurred amongst the Domain-specific Working
Group and SCI-High Project Leaders to utilize relevant
subject matter expertise, while ensuring the broader
goals of the SCI-High Project were aligned across the
other ten Domain Working Groups (as appropriate).

Domain selection

The selection of EWB as a Domain of interest for devel-
oping indicators emerged from a consensus-building
activity to select the broader set of key Domains being
pursued in the larger initiative.** EWB, as well as the
other selected Domains, originated from the E-Scan
project.*® The E-Scan: defined specific domains of
adult SCI rehabilitation and the common goals and pro-
cesses of rehabilitation care specific to the domain; spot-
lighted a Canadian centre with the best practice in a
particular domain of care;*> and provided a national
summary report card pertinent to the domain of care
outlining gaps in care related to knowledge generation,
clinical implementation and health policy. Hence, the
initial EWB construct used for this initiative was:

Emotional well-being is a state of mind in which
the individual realizes his or her own abilities, is
able to cope with the normal stresses of life and
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can interact and contribute in the community.
Enhanced emotional well-being can positively
contribute to coping ability, self-esteem, pro-
ductivity and longevity.*°

Emotional Well-Being working group

In organizing a team to develop a set of indicators, it is
recommended to have individuals with different per-
spectives.*” This includes having individuals with exper-
tise in measurement, of the clinical domain, project
administration and/or user representatives.*® A caveat
is to limit the size of the team so that discussions do
not become “unwieldy”.*® A team of eight to 14 individ-
uals from different backgrounds and/or varying exper-
tise is sufficient for expert discussions.*® Hence, the
EWB Working Group was comprised of 12 members
who were expert clinicians (e.g. clinical psychologists,
social workers, patient and family educators, medical
doctors, etc.), researchers, and/or community advocates
from non-governmental organizations across three pro-
vinces (Ontario, Alberta and British Columbia).

Evidence map

For developing and selecting a set of indicators, it is
critical that the evidence informing this process is
based on empirical data,*® and not solely based on
expert opinion.*” Thus, a comprehensive review of the
literature and of existing clinical practice guidelines rel-
evant to the EWB was conducted, and a list of available
outcome measures used to assess EWB post-SCI/D was
generated (see Supplementary document). Furthermore,
the Project Leaders developed Ishikawa or Driver dia-
grams, which are graphic illustrations used as a brain-
storming tools to provide a systematic approach to
identifying components of care that contribute to each
priority rehabilitation care domain.** Two Driver dia-
grams were generated from the systematic literature
searches; these included EWB (Fig. 1) and depression
(Fig. 2). In addition, the Working Group was provided
with a proposed care model described in the EWB
chapter of the E-Scan;®’ (Fig. 3) to help stimulate
ideas for the selection and refinement of the indicators
following pilot testing.

Selection of indicators

Between September 2016 and November 2018, nine tel-
econferences with the Working Group were facilitated
by a member of the SCI-High investigative team to
establish the EWB indicators. The key parameters pro-
vided to the team included: the indicators that needed
to be collected at admission and then within the first
18 months following inpatient rehabilitation; the

The Journal of Spinal Cord Medicine 2019 VoL. 42 NO. S1

Development of emotional well-being indicators

S87


www.sci-high.ca

Hitzig et al.

Development of emotional well-being indicators

Impairment

Age at Injury
Etiology i

Individual

Sex

Psychological

Depression

ge PTSD
Npeerrvl}e’}l]:::'y Time Post Injury Personality Self—Est.eem
UEMS LEMS NLI —— Marital Status Anxiety
Concomitant Injury Mot(?r Ethnicity Coping
Brain Injury Trank Spasticity :IS R Financial Compensation Self-Efficacy
HR BP Proprioception  Vibration Econoiic Self-Management
Autonomic v AN 7 Sensory Score Income  Employment Sleep

Temprature

Respiratory

Light Touch

Community Access

Social Support

Secondary Health

Pressure Ulcer

»| Emotional Well-Being

Physical Well-Being

Complications
Culture
Cognitive Impairment
Residency Family Resilience
Environment Sexual Dysfunction
Community \ P bid Psychological T
Participation Staff aWiieiiess remorbid Psychological Treatment
Social Medical
Figure 1 Emotional Well-Being (EWB) Driver diagram. UEMS: Upper-Extremity Motor Score; LEMS: Lower-Extremity Motor Score;

NLI: Neurological Level of Injury; HR: Heart Rate; BP: Blood Pressure; PTSD: Post-Traumatic Stress Disorder; UTI: Urinary Tract

Infection.

Impairment

Medical

Diagnosis

Psychological

Age at Injury
Etiology A

Peripheral
Nerve Injury

ge
Time Post Injury

Sexual

Pain

Suicide Ideation/History of Suicide
Coping Learning/Development Disability

Unrealistic Expectations

UEMS LEMS NLI Comorbid .
i i Anxiety
Concomitant Injury Motor Disorders* Y Mindfulness
Brain Injury \ \ Function (including anxiety)
Trunk Spasticity AIS Screening Self-Efficacy
. . _— Treatment
HR BP Proprioception  Vibration Characteristics** Helplessnes

Autonomic 77 7 Sensory Score History of Attitude (PIL)
T . . Psychological
emperature Respiratory Light Touch Disorder - ]
— Depression
Self- Management
Caregiver Massage Therapy Pharmacotherapy
Diet/Nutrition gon?rr}unity Combined Psycho/
articipation
Marital Status Pleasant/Rewarding P Pharmacotherapy
Activities (EROS) Exercise Psychotherapy
Education . y /Counselin;
Social Support Caregiver g
Computer Based
Income Access to Medical
Individual

Sex

Follow-up Family

Rehabilitation

Group  Personal

CBT

Individual

Social/Environmental

Physical

Treatment

S88

Figure2 Depression Driver diagram. UEMS: Upper-Extremity Motor Score; LEMS: Lower-Extremity Motor Score; NLI: Neurological
Level of Injury; AIS: ASIA Impairment Scale; HR: Heart Rate; BP: Blood Pressure; PIL: Purpose In Life; EROS: Environmental Rewards
Observation Scale; CBT: Cognitive Behavioral Therapy. *Personality disorder, substance abuse, bipolar disorder, Schizophrenia,

anxiety, and Post-Traumatic Stress Disorder (PTSD). **Intravenous anesthesia, tracheostomy, artificial respiration, and gastrostomy.

and resources. The goal was to develop a set of three
indicators that would improve EWB rehabilitation care
for patients with SCI/D by 2020.

indicators should inform one another; and could be fea-
sibly implemented nationally, recognizing that some
hospitals varied in their capacity in terms of size, staffing
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i.e., social work, psychology,
psychiatry depending on the
nature and severity of the
emotional impairment

e Reassessment and follow up as needed
e Teach monitoring behavior and relapse
prevention strategies

Figure 3 A diagram depicting a potential model for future emotional well-being service provision (taken from the E-Scan Atlas with

permission from the author®’).

Pilot testing

An important step prior to implementing a set of indi-
cators is to conduct pilot testing.® Following the
series of Working Group meetings to develop the indi-
cators, a pilot study was implemented to test the feasi-
bility of the agreed upon indicators (described in the
Results section below).

Results

Construct definition

The initial process towards indicator development was
to review and refine the construct definition and
related Driver diagrams. Throughout these processes,
the Working Group felt it was imperative that the con-
struct of EWB was retained to ensure that the focus
was not solely on psychopathology. For instance,

identifying factors that promoted self-efficacy were dis-
cussed as this construct is an important predictor of
positive outcomes post-injury.’®? Similarly, coping
styles were of interest, as other authors have reported
that how individuals cope early-post injury can predict
long-term outcomes. Pollard and Kennedy’* conducted
a longitudinal study of 87 inpatients with SCI and
reported that the rates of anxiety and depression did
not significantly change over a decade and that coping
strategies used at week 12 explained one third of the var-
iance in depression rates at year ten. Thus, there was a
strong impetus to ensure that key factors associated
with promoting EWB were included in the national dia-
logue. Although other EWB definitions were reviewed
(e.g. Public Health Agency of Canada®) to help criti-
cally reflect on the construct definition, the team
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decided to endorse utilizing the construct described in
the E-Scan,’* albeit with some modifications. For
example, the group agreed to remove “productivity”
from the working definition as it denotes employment,
which is not available to significant proportions of
people with SCI/D. However, the group agreed to add
in “economic stability” to recognize the importance of
the contribution of economics to EWB in the first 18
months post-SCI/D rehabilitation admission. The
final construct definition was:

Emotional well-being is a state of mind in which
the individual realizes his or her own abilities, is
able to cope with the stresses of life, and can inter-
act and participate in the community. Enhanced
emotional well-being is associated with improved
mood states, self-esteem, meaningful roles and
relationships, resilience, physical and mental
health, economic stability and longevity.

No changes were made to the Driver diagrams through-
out the indicator development and selection process
after the initial presentation and review of the Driver
diagram to the Working Group members. As well, the
Working Group felt an additional Driver diagram on
anxiety was not required as the diagrams were primarily
used to sensitize the Working Group members to EWB
constructs, and highlighting anxiety as a driver of within
the EWB diagram was sufficient for our discussions.

Indicator development

After finalizing the construct, the guiding strategy of
ensuring significant clinical impact was used to focus
the group’s efforts. Given the significance and impact
of depression and anxiety following SCI/D’ the group
achieved consensus to develop a set of three indicators

focused on achievement of a single aim. To substantially
impact the EWB needs post-SCI/D, it was agreed that
having indicators that could identify the incidence of
depression and anxiety symptoms would be invaluable
as no national data was available on this topic. As
well, it was felt that screening inpatients would lead to
a higher likelihood of patients being referred to an
appropriate EWB service. The EWB structure, process
and outcome indicators are presented in Table 1.

To assure national generalizability, the Working
Group initially focused on the structure indicator in
order to inform the process and outcome indicators
(Fig. 4). For the structure indicator, the Working
Group agreed that any health care professional with
appropriate education and training in recognizing and
understanding EWB post-SCI/D with access to experts
and resources participate in the provision of EWB ser-
vices, as not all rehabilitation hospitals have on-site
access to psychologists, psychiatrists and/or social
workers. Pilot data collection of the structure indicator
is currently ongoing, and the collected data will use con-
sensus methods to inform a future definition of “appro-
priate education and training”. The natural process
indicator to emerge from this structure indicator was
the process of screening for symptoms of depression
and anxiety. Recognizing that not all patients with
SCI/D within Canada are likely to continue to receive
follow-up services at their initial rehabilitation center,
the Working Group decided that the two time points
for screening would be at admission and discharge
from inpatient rehabilitation.

With regard to the outcome indicator, several meet-
ings were focused on discussing publicly available (e.g.
no cost) reliable and valid screening measures for
depression and anxiety post-SCI/D. Although the

Table 1 Selected structure, process and outcome indicators for the Emotional Well-Being Domain.

Indicator Denominator Indicator Type  Time of Measurement

Proportion of staff with appropriate education and Total number of health care Structure Annual

training in EWB and access to experts and professionals within the tertiary SCI

resources. rehabilitation team

Proportion of SCI/D patients who were screened for ~ Total number of inpatients per fiscal ~ Process Rehabilitation

depression and anxiety symptoms at rehabilitation year admission

admission and rehabilitation discharge. Prior to rehabilitation
discharge

Proportion of SCI/D patients at risk for depression or ~ Total number of inpatients per fiscal ~ Qutcome — Prior to rehabilitation

anxiety at rehabilitation discharge based on year Intermediary discharge

screening symptom scores.
Proportion of individuals at risk for depression or
anxiety based on screening symptom scores.

Proportion of individuals who received referral for
EWB services or intervention.

Total number of inpatients per fiscal
year 18 months post-admission

Total number of inpatients per fiscal
year 18 months post-admission

Outcome - Final 18 months post
rehabilitation
admission

18 months post
rehabilitation

admission

Outcome - Final
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Structured Clinical Interview DSM,>> which is the gold
standard used by trained mental health professionals for
diagnosing major depressive disorders, was ideal; it was
not a feasible solution for a national rollout because of
the high degree of administrative burden and lack of
available expertise. The clinical members of the
Working Group used different measures in their practice
for screening depression and anxiety, with the Patient
Health Questionnaire-9 (PHQ-9),>° the Generalized
Anxiety Disorder 7 (GAD-7) scale,’’ and the
Depression Anxiety Stress Scales 21 (DASS-21)
being the more commonly used measures. Following a
review of available literature, there was not one
measure that the team felt best-addressed screening for
both depression and anxiety and/or across all patient
settings. For instance,” the team was concerned that
the PHQ-9 was not ideally-suited for inpatients, but
felt it was appropriate for outpatients. However,
Bombardier and colleagues® debunked this assumption
as their data was collected in an inpatient context. As
well, some were concerned the PHQ-9 did not screen
for anxiety.

Conversely, the DASS-21 does screen for anxiety but
it has a greater level of administrative burden and is not
as sensitive for detecting depression as the PHQ-9 in
individuals with SCI. A challenge with using depression
screening measures in SCI/D is the need to adjust cut-
off scores to minimize conflating depressive symptoms
with physical symptoms of SCI (e.g. fatigue).®!:
Given the various strengths and weaknesses of each
measure, the group decided that the PHQ-9 and
DASS-21 (found in the public domain) would be
piloted as potential outcome indicators.

Indicator piloting

To trial and optimize workflow, the process of screen-
ing for depression utilizing the PHQ-9 measure was
implemented in an adult outpatient clinic at a tertiary
SCI rehabilitation hospital in a large urban center.
Consecutive patients attending routine follow-up
appointments with physiatrists were approached by
trained evaluators (fellows or senior residents in
Physiatry) to complete the PHQ-9 prior to physician
assessment. Physical assistance was provided in com-
pleting the pen and paper tool when required. A posi-
tive screening test was defined as a score of 11 or
greater, as defined in the literature,®® which was pro-
vided to the physician to incorporate into their man-
agement plan. The data collected included the
number of positive screens, time required to complete
the questionnaire, concordance of the PHQ-9 results
and physician clinical impression and actions taken

Hitzig et al.

by a regulated health care professional (physician or
nurse) due to the identification of depressive symp-
toms. Additionally, barriers to implementation of the
questionnaire were noted.

A similar process of screening for anxiety was per-
formed at the same outpatient clinic using the seven-
item Anxiety subscale of the DASS-21. Overall scores
for the related subscales of the anxiety construct were
calculated, with higher scores indicating greater dis-
tress.”> Data collected included the overall scores
related to the anxiety subscale, time required to com-
plete the measure, as well as the feasibility and chal-
lenges of implementing the measure. There were fewer
established processes for treatment of anxiety than
depression in this setting.

Pilot study results - PHQ-9

Initial pilot data from 15 individuals with SCI/D
approached for screening included 13 patients who com-
pleted the PHQ-9. Three patients’ scores fell within the
range suggestive of depressed mood. All positive
screens were concordant with the physician’s clinical
assessment. For management of depressive symptoms,
all patients were referred for counseling and one was
also started on pharmacotherapy. One patient did not
complete the measure due to concurrent cognitive and
hearing deficits, while another declined the assessment
due to an established psychiatric diagnosis. Negative
screens were completed in less than two minutes;
however, positive screens were completed in 5-10
minutes. Noted barriers to implementation included
the impact of cognitive and motor deficits on the
ability to independently answer questions, the additional
time required to address mental health issues, and the
impact of pre-existing psychiatric diagnosis on the
interpretation.

Pilot study results — DASS-21

The pilot data on anxiety screening includes results from
21 individuals with SCI/D that completed the DASS-
21. While majority of the patients’ scores fell within
the range suggestive of normal (0-7) and moderate
anxiety (10-14) levels, three patients had scores indicat-
ing extremely severe anxiety (20+) levels. The DASS-21
tools were completed on average in less than two
minutes. Noted feasibility issues and challenges experi-
enced when the patients self-administered the tool
included: (1) the impact of motor deficits on the
ability to self-administer the tool; and (2) inability to
understand certain aspects of the tool (i.e. clarifications
needed on the timeframe of the questions being asked).
Feasibility issues and challenges when the evaluator
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conducted the interview included: (1) the additional
time taken by patients to discuss the responses in-
depth; and (2) potential response bias, whereby some
patients responded in a positive way (i.e. providing
responses that made themselves look favorable to the
evaluator).

Discussion

The SCI-High initiative established a set of structure,
process and outcome indicators to assess EWB in
adults with SCI/D in the first 18 months after inpatient
rehabilitation admission. Although the conceptual
focus of this Domain of care is intended to represent
a broad construct of what constitutes EWB, the result-
ing indicators are designed to identify symptoms of
depression and anxiety following SCI/D, and to
capture whether individuals are receiving appropriate
treatment referrals. These EWB Domains were selected
by the Working Group since they were determined to
likely have the most impact on making a meaningful
change in inpatient rehabilitation practice for the
SCI/D population. Depression and anxiety are preva-
lent conditions post-SCI/D, which can subsequently
affecting health and quality of life.® Addressing
depression and anxiety during inpatient rehabilitation
might provide opportunities to mitigate its effects,
given that early adjustment following SCI/D is a posi-
tive predictor of long-term outcomes.’ Regardless, the
decision to keep the EWB nomenclature to encompass
this rehabilitation Domain construct will ensure on-
going national recognition that other aspects of EWB
(e.g. coping styles, life satisfaction, etc.) should be
addressed to optimize outcomes following SCI/D in
subsequent indicator interactions.

The selected indicators on depression and anxiety will
provide an opportunity to decrease stigma associated
with mental health issues,* consistent with the goals
of several national health programs.®® Although the
social stigma associated with experencing depression
post-SCI/D has not been investigated extensively, pre-
liminary findings suggest it exists.”> Accordingly,
raising awareness with universal screening may help
individuals with SCI/D to seek various supports
during inpatient rehabilitation and once discharged
home.

Potential challenges associated with the implemen-
tation of the proposed indicators include the costs
associated with identifying large numbers of individuals
with depression and/or anxiety. It is well-established
that the economic burden post-SCI/D in Canada is sub-
stantial, with lifetime estimates ranging from $1.5
million for individuals with incomplete paraplegia to
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$3.0 million for those with complete tetraplegia.®®
Similarly, the economic burden of mental illness in
Canada will increase six-fold over the next 30 years,
with costs likely to exceed 2.7 trillion CAD.®” Within
the Canadian finite-envelope health care funding
system, the ability to adequately meet all of the physical
and mental health needs of individuals with SCI/D will
be challenging given the substantial costs associated
with SCI/D and mental health services. As well, there
is inequity in the availability of resources across the
country, with urban centers having more access to
specialized services within both hospital and the com-
munity setting to meet the needs of individuals with
SCI/D compared to rural regions.*> We further
foresee a potential constraint associated with determin-
ing a protocol for referring at-risk patients (post-screen-
ing for symptoms of depression and anxiety) to
appropriate resources. The Working Group is currently
in discussion as to whether to develop such a protocol
to enhance implementation. In addition, there may be
potential feasibility challenges with respect to obtaining
informed consent from patients to share anonymized
results and allow for widespread reporting of indicator
data. Although there are challenges, it is critical to
implement the EWB indicators to ensure people with
SCI/D at risk for depression and/or anxiety have their
mental health needs met to maximize coping, improve
quality of life, enhance community reintegration, and
engage in meaningful roles and relationships.

It is imperative to recognize that one-size rehabilita-
tion does not fit all patients with SCI/D.®® In fact,
rehabilitation treatment interventions are context-
specific for the individual with SCI/D (i.e. patient
and injury characteristics) and are influenced by the
hospital/ site’s access to resources (e.g. availability of
health care professionals trained to provide care
related to depression and anxiety).®® There are guide-
lines for the management of mental health in
Canada (http://www.canmat.org/), but unlike other
countries, these are not SCI/D specific. While our
study does not dictate how health care professionals
should provide treatment to their patients with SCI/
D within their setting, it has provided a set of
quality indicators that would be feasible for all
centers to adopt to facilitate routine screening. This
ensures that patients “at-risk” for depression and
anxiety are not overlooked in the rehabilitation
process. If a better understanding of the extent of
depression and anxiety post-SCI/D is established,
this could help stimulate the development of SCI-
specific clinical guidelines for Canada and reallocation
of mental health resources.


http://www.canmat.org/
http://www.canmat.org/

To support the national implementation of the SCI-
High indicators, a meeting was held with managers of
Canadian rehabilitation centers providing care to
patients with SCI/D to review the proposed indicators
for all care Domains, including EWB. The outcome of
that meeting was a commitment to explore the inclusion
of the potential indicators at the individual rehabilita-
tion hospitals. However, Mainz*® notes “Before clinical
indicators are implemented they should be thoroughly
tested” (p. 110). At this stage, the pilot testing of the
EWB indicators has not yet been fully vetted due to
some noted patient and system barriers encountered in
the pilot testing described above. A limitation of our
pilot data was that it was obtained at a large specialized
tertiary site that was dedicated to SCI/D rehabilitation.
As a result, this site had wide access to medical residents,
a psychologist, and social workers who could support
the testing of our indicators. Other sites across Canada
are either smaller or may have a mixed patient-popu-
lation due to inequities of services,”* which will necessi-
tate that other sites enrolling into the SCI-High initiative
might need to modify how these indicators are
implemented. An implementation science approach
(i.e. specifying what, when and how®’) will be utilized
to help identify facilitators and barriers that different
sites will need to consider in adopting the EWB indi-
cators. Regardless, our pilot data suggests mental
health screening is feasible for individuals with SCI/D
at important rehabilitation transition points, which has
helped to set the stage for nationwide validation and
benchmarking to advance knowledge and access to
proper care.

Conclusions

In summary, the use of structure, process and outcome
indicators to support EWB across Canadian SCI rehabi-
litation hospitals holds the potential for advancing
knowledge about the incidence and clinical course of
depression and anxiety and will ensure that more indi-
viduals with SCI/D have access to proper care.
Moreover, Elliott and Kennedy'? have noted the
research on interventions for depression is not as well-
developed and that there is a need for more research
to bolster the evidence underlying various treatments.
Raising further awareness regarding EWB might stimu-
late further research on the topic to refine current
approaches to be more targeted for individuals with
SCI/D. More importantly, addressing depression and
anxiety early-post injury will likely lead to better phys-
ical health outcomes and reduce the burden to the
larger health care system since patients better equipped
to self-manage their injuries in the community.
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SCI-HIGH

19. If yes to question 18, please state the total estimated number of hours:

20. On average, what percentage of your time do you spend managing and/or supporting
(counselling/pharmacological interventions) patients with diagnosed depression and/or anxiety?

0 0% 0 51-60 %
0 1-10% 0 61-70%
0 11-20% 0 71-80%
0 21-30% 0 81-90 %
0 31-40 % 0 91-100 %
0 41-50 %
21. How would you rate the amount of available time you have to address the emotional well-being of your
SCI/D patients?
O Very little amount of time
O Little amount of time
O Adequate amount of time
O Good amount of time
O A lot of time
22. Do you feel that you have adequate skills or training to provide emotional Yes (skip to question 24)
well-being services to patient with SCI/D? No

Somewhat

23. If no to question 22, what skills or training do you require?

24. How do you propose we advance services that support emotional well-being for patients with SCI/D?

Emotional Well-Being — Structure Indicator Version 1.0: March 2019
Page 5 of 5

Figure 4 Continued
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