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Context: Persons with spinal cord injury (SCI) experience significant challenges when they access primary care
and community services.

Design: A provincial summit was held to direct research, education, and innovation for primary and community
care for SCI.

Setting: Toronto, Ontario, Canada.

Participants: Key stakeholders (N = 95) including persons with SCI and caregivers, clinicians from primary care,
rehabilitation, and specialized care, researchers, advocacy groups, and policy makers.

Methods: A one-day facilitated meeting that included guest speakers, panel discussions and small group
discussions was held to generate potential solutions to current issues related to SCI care and to foster
collaborative relationships to advance care for SCI. Perspectives on SCI management were shared by
primary care, neurosurgery, rehabilitation, and members of the SCI community

Outcome Measures: Discussions were focused on five domains: knowledge translation and dissemination,
application of best practices, communication, research, and patient service accessibility.

Results: Summit participants identified issues and prioritized solutions to improve primary and community care
including the creation of a network of key stakeholders to enable knowledge creation and dissemination; an
online repository of SCI resources, integrated health records, and a clinical network for SCI care;
development and implementation of strategies to improve care transitions across sectors; implementation of
effective care models and improved access to services; and utilization of empowerment frameworks to
support self-management.

Conclusions: This summit identified priorities for further collaborative efforts to advance SCI primary and
community care and will inform the development of a provincial SCI strategy aimed at improving the system
of care for SCI.
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Introduction

Persons with spinal cord injury (SCI) are less likely to
receive the same level of basic primary care services as
able-bodied persons; yet they are at greater risk for
adverse events, and earlier onset of chronic conditions
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and complications.' Identified care gaps for persons
with SCI have been identified related to preventive care
(cancer screening, immunizations), bladder and bowel
regulation, skin issues, sexual problems, and pain.'
Similarly, despite the high prevalence of depression,
anxiety and substance abuse among persons with SCI,
psychological disorders are often under-recognized and
under-treated.>”” Many health issues experienced by
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persons with SCI could be improved with access to
quality primary care.® Community care for persons
with SCI, including home-based attendant and nursing
care, is limited, which often contributes to preventable
secondary complications (e.g. skin, bladder and bowel
issues).” !" Persons with SCI are high users of health
care services, and often use emergency and/or hospital
services for conditions that could be managed in the com-
munity.>*'? Optimal primary care for persons with SCI
requires innovative solutions involving collaborative
relationships among persons with SCI, care providers
across sectors and services, researchers, policy makers,
funders and other key stakeholders.

In Canada a number of organizations are aimed at
supporting research and enhancing quality of life for
persons with SCI, including The Centre for Family
Medicine (CFFM) Mobility Clinic, an interprofessional
clinic with the objective to enhance primary care for
persons with SCI through research, knowledge trans-
lation, and development of strategies to improve access
to quality SCI care,”> '® the Ontario Neurotrauma
Foundation, a non-profit organization aimed at prevent-
ing neurotrauma and facilitating the application of neu-
rotrauma-related research into clinical practice, the Rick
Hansen Institute, a non-profit organization aimed at
increasing SCI research and improving the quality of
life and care for persons with SCI, and SCI Ontario, a
community-based agency providing advocacy, peer
support and service navigation support. With interest
in developing a provincial strategy to improve primary
care and community care for those with SCI these
groups came together to convene a one-day Primary
Care and Community Care SCI Summit of key SCI sta-
keholders. This summit provided an opportunity to
bring key partners together to foster relationships and
strengthen collaborative efforts that will be paramount
in developing a system of care that more adequately
addresses the needs of persons with SCI.

Table 1

This paper describes the summit proceedings, out-
comes, and key themes identified at the summit and
describes next steps toward the development of a provin-
cial strategy for SCI care.

Methods
The summit was sponsored by and organized by working
group members representing the Ontario Neurotrauma
Foundation, the CFFM, Rick Hansen Institute, and
SCI Ontario (Table 1). Working group members were
responsible for planning the summit, articulating objec-
tives and identifying summit panel members and partici-
pants. An agenda was developed by a professional
facilitator to discuss current issues related to SCI care
and potential solutions, taking into consideration the per-
spectives of experts in SCI care, consumers, and front-line
health professionals, with an aim to:

(1) Direct future research, education, and innovation in
primary and community care for SCI consumers
from the perspective of multiple stakeholders.

(2) Shape the direction and implementation of health
policy and SCI consumer care.

(3) Further develop a community of practice and learning
collaborative to advance primary and community care
for SCI consumers.

The summit was held on November 23, 2016, in
Toronto, Ontario.

Summit participants

In total, 95 individuals participated in the summit
(Table 2). The number of SCI consumers is underesti-
mated as some persons with SCI were attending the
summit as representatives of other groups (N = 2) and
were counted as such. Participants were identified by
working group members who were familiar with the
various key stakeholder groups in the SCI field;
working group members extended personal invitations

Primary care and community care summit working group members.

Working group member Affiliation

Professional role(s)

Peter Athanasopoulos
Kent Bassett-Spiers
Lindsay Donaldson, BA
Jennifer Howcroft
Jeremy Howcroft

Tara Jeji, MD

Phalgun Joshi, PhD
Joseph Lee, MD
Upender Mehan, MD
James Milligan, MD
Vanessa Noonan, PhD
Matt Smith, MB, MSc

Spinal Cord Injury Ontario
Ontario Neurotrauma Foundation
Centre for Family Medicine
Centre for Family Medicine
Centre for Family Medicine
Ontario Neurotrauma Foundation
Rick Hansen Institute

Centre for Family Medicine
Centre for Family Medicine
Centre for Family Medicine

Rick Hansen Institute

Centre for Family Medicine

Manager, Public Policy & Government Relations

Chief Executive Officer

Research and Evaluation Coordinator

Peer Research Assistant (Caregiver Consumer Representative)
Peer Research Assistant (SCI Consumer Representative)
Program Director, Spinal Cord Injury

Managing Director, Program Operations & Support
Family Physician, Chair

Family Physician

Family Physician, Director, Mobility Clinic

Director of Research and Best Practice Implementation
Research Assistant

SClI, spinal cord injury.
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Table 2 Summit participants (N = 95).

Frequency
Stakeholder group (%)
Primary care (family physicians, family medicine 24 (25.3)
residents, nurse practitioners)
Rehabilitation and specialized care (physiatrists, 7(7.4)
surgeons)
Primary and community care allied health 3(3.2)
professionals (occupational therapists,
chiropractor)
Rehabilitation allied health professionals 8(8.4)
(Educators, nurses, occupational and physical
therapists)
Researchers (professors, research assistants, 13 (13.7)
coordinators)
Consumers (persons with SCI, family caregivers) 7(7.4)
Consumer advocacy groups (SCI Ontario, other 15 (15.8)
organizations)
Health service administrators/ managers 2(2.1)
Policy makers (Local Health Integration 6 (6.3)
Networks)?
Organizations serving the SCI and health care 10 (10.5)

community (Ontario Neurotrauma Foundation,
Rick Hansen Institute, ICORD, Health Quality
Ontario, eHealth Centre of Excellence,
Association of Family Health Teams Ontario)

ICORD, International Collaboration on Repair Discoveries; SClI,
spinal cord Injury.

8n Ontario, Local Health Integration Networks are responsible for
health care planning and provision of home care services.

to participants. Participants were selected strategically
to represent all relevant key stakeholder groups across
different organizations, healthcare institutions, and geo-
graphic locations across the province. The majority were
from across Ontario, with several out-of-province par-
ticipants (Alberta, British Columbia).

Agenda and process

The morning agenda for the summit consisted of speakers
setting the context and identifying strengths and key
issues in primary care and community care (Figure 1).
The afternoon agenda aimed to facilitate collaborative
discussions towards solutions and directions forward.
Breakout sessions were designed to generate a rich discus-
sion on each of five domains: (1) knowledge translation
and dissemination, (2) application of best practices, (3)
communication among all stakeholders involved in SCI
care, (4) research, and (5) patient services (accessibility
and system issues). These domains were selected by the
summit working group as being the most important
areas of SCI care to address, as informed by the literature
and a pre-work survey in which summit participants were
asked to identify challenges associated with the care for
SCI from their role perspective. These domains created
a framework for participants to share what they knew
from the literature, experience, and/or existing practices.
The intent of the breakout discussions was to develop a
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preliminary list of issues and solutions related to each
domain to subsequently inform the development of a
strategy to improve the system of care for persons with
SCI. Identified issues and solutions were rank ordered
by priority (1 = top priority) to begin to identify priori-
ties for moving forward.

Participants were assigned to small groups (8 partici-
pants) to ensure representation from each key stakeholder
group and to facilitate rich discussion. In the first break-
out session, each group was assigned one of the five
domains and were tasked with brainstorming answers
to the question: “What are the emerging challenges for
SCI and primary care for [specified domain]?” identifying
at least 3-5 issues. A recorder and presenter was selected
by each group to document and present on the discus-
sion. After 30 min of discussion, each group was given
an opportunity to review and synthesize the challenges
they had identified, generating key themes as applicable.
Following the identification of challenges, groups were
then given 30 min to generate real, practical solutions
for their identified issues, completing the following state-
ment: “Given this challenge, we propose work should be
done to ... .[identified course of action].” Each group was
then tasked with identifying the most important chal-
lenge and a priority solution as a call to action from
the summit. Identified challenges and solutions were
recorded on Post-It notes and each group posted their
notes in a “Topic Bin” [a large sheet posted on a wall;
one sheet per domain]; as each domain was covered by
2-3 table groups, the Topic Bin became the repository
for all identified challenges and solutions.

A second facilitated breakout session was conducted
with the full group of participants. Each small group
reviewed with the larger group the top challenge and sol-
ution their group had identified. There was an opportu-
nity for comments, questions, and discussion from the
larger group. Following this group discussion, each
small group was given an opportunity to reflect on
and discuss further issues that arose in the larger
group discussion on all five domains. Each small
group was tasked with identifying the number one rec-
ommended solution for their specific domain, consider-
ing all of the challenges and solutions generated for that
domain. In addition, participants were given an oppor-
tunity to review the Topic Bin for each domain and to
identify their top priority solution. This provided par-
ticipants an opportunity to provide input on priorities
for all domains, not just the one their assigned to their
small group. Following the summit, the facilitator pre-
pared a report detailing the priorities that were docu-
mented for each domain. All presentations and
discussions were audio and video-recorded.
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Welcome & Opening Remarks
Honourable Minister Tracey MacCharles
Minister of Government and Consumer Services:

.

Keynote Address
Dr. Robert Bell
Deputy Minister of Health and Long-Term
Reflections on SCI Health Care Policy

:

Health Professional Reflections on SCI Health Care

Primary Care for
Persons with SCI
Drs. James Milligan and
Joseph Lee
(Family Physicians)

Neurosurgical
Perspective on SCI-DCM
Dr. Michael Fehlings
(Neurosurgion)

Healthcare Utilization:
Staying Healthy after SCI
Dr. Cathy Craven
(Physiatrist)

v

Panel # 1: Consumers of SCI Care: Experience of Primary Health Care in Ontario

Anita

Jeremy

Dan

Susan

Glenn

.

Panel #2: Primary Care Providers: Perspectives from the Front Line in SCI Care

Dr. Aisha Lofters
(Toronto)

Dr. Brian Klar
(Brampton)

Dr. Stewart Dr. Auri Bruno- Dr. Michelle
Kennedy Petrina Mason
(Thunder Bay) (Iroquois Falls) (Toronto)

Dr. Eric
Cadesky
(Vancouver)

v

’ Facilitated Breakout Session #1: Identification of challenges, problems, and solutions ‘

:

:

v

;

Knowledge Translation
and Dissemination
Methods, research and
activities associated with
translating knowledge into
useable information for
practice and sharing with
patients, practitioners, and
researchers.

Application of
Best Practices
Practices that
support effective
primary care
services for the
SCI' community.

Communication
Methods of getting
information into the right
hands at the right time
as well methodologies
to listen and learn from
the SCI community
about primary care
issues and question.

:

!

Research
Current research
and possible
research topics to
support and
strengthen primary
care activities for
the SCI community.

;

!

.

Patient Services in the
Healthcare system
The current or planned
activities taking place in
the healthcare system
that have direct impact
on primary care for
consumers, families and
practitioners.

;

Facilitated Breakout Session #2: Identification of priorities from ideas generated in Session #1

-

Group Discussion: What is your part in moving SCI care forward?

SCI = Spinal Cord Injury; SCI-DCM =Spinal Cord Injury Degenerative Cervical Myelopathy.

Figure 1

Results

Meeting agenda and processes.

Consumer panel
A consumer panel of four individuals with SCI and
a primary caregiver shared their experiences with
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accessing primary and community care. A number of
common themes arose in this panel discussion; these
themes are summarized with illustrative quotes in
Table 3. Panel members spoke of the need for care
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Table 3 Key themes generated from the consumer panel discussion.

Theme

lllustrative quote

Care for persons with SCI is fragmented, with minimal
integration and coordination between care and service
providers.

Accessing community-based care (home care services,
attendant services) is extremely challenging

There are geographic disparities in access to health and
community services and funding for services and specialized
equipment

Many family physicians and other care providers are not
familiar with health and management issues related to SCI

Physical barriers pose a challenge to accessing health care

Lack of adequate transportation is major barrier to accessing
health care

Peer and system navigation support is critical for community
reintegration

There is limited respite for family caregivers

Managing SCl is time and resource intensive, challenging
community reintegration

We need to look at building a system of service, trying to link hospital-
based programs with community services so there is that continuum
of care and people are followed and supported throughout their whole
journey. [Consumer]

[Home care services] have restrictions in their hours of service,
starting at 8am and going to I'm not sure when. But for someone
who’s looking at integrating back into the community and trying to get
back to work and trying to follow a 9-to-5 schedule it's nearly
impossible to be able to do that when you're restricted to getting up at
8am in the morning. [Consumer]

We live two hours north of the city, so we are up in a very rural area,
and I'm finding now that there are several challenges with living in a
very small community north of the city. The services are extremely
limited and we have very few services available to us for our daughter
once she does come home ... . Supportive housing in our area is
almost non-existent. There is one facility which | understand, is in
[smaller urban centre] but you're looking at a 5- to 10-year wait

list... .When comes to attendant care, services, OT, PT, the hours that
are allocated to a patient in our area are very, very restrained.
[Caregiver]

As a family, we do have a doctor in our area. But of course, our
doctor, he has offered to continue to treat [daughter] when she returns
home but he doesn'’t have the specific training with spinal cord injury.
He doesn’t have any of that expert or training that she’s definitely
going to need. [Caregiver]

| had to do some routine stuff, regular colonoscopy and things at the
local hospital and I thought that would be really accessible but found
out that yea, | can go into the change room that’s got an accessible
door but | can’t get my wheelchair in there. And then | got into where |
had to do an ultrasound and the room is not set up for transferring to
a bed and so it had to be done in a chair. Another time we had a lift
that they came in with but the bed was not conducive to having the lift
slide underneath. So all these things you think the hospital care would
have accessibility, but it's not even close. [Consumer]

| could have just gone downtown, | could have gone to people I've
accessed before at Lyndhurst, my specialist ... because | was as sick
as | was, | didn't have the ability to travel on [Transportation services]
or get there on my own. | didn’t have the money to take a $70 taxi
both ways, $140 downtown to see my physiatrist, so | tried to stay
local [within Greater Toronto Area] ... . I didn't think things were that
much different. Boy was | surprised. [Consumer]

It was very critical to know that there is so much that needs to be
known about what'’s available in the community. The resource there is,
is not only the specialist but also the people that have injuries like
yourself and you talk with them and they come across different things
that no one has known about. The support in the community is critical.
[Consumer]

My dear wife has been my primary caregiver and that’s one of my big
concerns too ... . The bladder, which basically regulates our whole
life, every 4-5 to 6 h, so she turns me in the middle of the night, has to
get up and so I'm really concerned too about just the amount of care
for the caregiver and that she has some breaks some time. We found
that was not available in [Suburban region] ... She’s been a real
trooper ... but I've got an exhausted caregiver. [Consumer]

Working with a spinal cord injury is really almost about having two full-
time jobs. Your job and also taking care of your individual self and
trying to stay at a level that is acceptable and navigable, in terms of
being able to navigate for work. [Consumer]

that is client-centred and team-based, with an emphasis
on supporting coordinated care and self-management.
Community integration was described as challenged
by restrictions on access to attendant services, which

made access to health care, employment and social
activities difficult. Rural areas were described as
lacking specialists, resulting in reliance on family phys-
icians who may lack expertise in SCI care to provide
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Table 4 Key themes generated from the primary care provider panel discussion, with illustrative quotes.

Theme

lllustrative quote

Primary care providers are well positioned to provide SCI care
within shared care and team approaches

SCl is a complex condition to manage

Primary care and home care providers receive minimal formal
education in their training on SCI and require resource
supports to optimally manage SCI

Technology has an important role in supporting SCI care

Social and financial determinants of health are significant in
SClI

Physicians have an important role in advocacy

Greater reflection is needed on accessibility of medical offices

Information system inadequacies make it difficult to obtain
objective information about SCI care

Continuity of care is so important, be it your primary care provider or
your family health team, because it takes a team to take care of
[persons with SCI]. A team that’s well coordinated, and we don'’t have
that in every aspect but when the patient does go into the hospital, it's
really good to have the family doctor as part of that team because he
can actually help to guide that patient and the team of providers
through the past 20 years of what this patient has been exposed since
their SCI and all the individuals’ comorbidities. So | think that the team
is very important and continuity of care is even more important, more
critical. You need a team leader to provide that continuity of care and
the family doctor is in the best position to be the team leader.

That chart review really drove home for me was how complex our
patients that we do provide care for are medically ... Getting
everybody that needs to be seen can be really challenging and the
urgency that accompanies that with things like infections that need to
be seen immediately or with skin issues that can turn in to pressure
sores if you don't get on top of them.

While | received absolutely no training in helping people with spinal
cord injuries formally in my education.

The learning curve is vertical ... Guidelines for care [are needed] fo
help with that steep learning curve if you don’t have 90 patients and if
you do have 2 patients, having comprehensive guidelines would make
all the difference and better system wide communication and
coordination between specialists and their primary care providers.
Our closest centre, if we have a traumatic spinal cord injury and a
need a neurosurgeon is 300 km away in Sudbury. We can’t change
that. However, in our organization with today’s technology | really think
we should improve accessibility to OTN or e-health ... when you need
to see a specialist instead of taking 31/ 2 years to see someone to
solve osteomyelitis, is there someone we can connect with through
OTN to help with this? This is my wish list.

| have a couple of patients that I'm thinking of. One had a good
insurance and really had a lot of things covered and | had another
patient that ended up having nothing. The economics, social
determinants of health and all those factors, | think that plays a big
role.

Think about the kind of care that you want to receive. Think about the
kind of care you want to provide and advocate for the changes that
will truly make that possible.

A few months ago we had a patient come to our site to talk to the
health care team about her challenges. She talked about from the
point of phoning the office to leaving the office ... She talked about
having to check in. At our particular site we have these large glass
partitions with a small hole you can talk into, which have been there
since days of SARS. | kind of have to tip toe to shout into the hole. She
talked about having to shout so that everyone could hear her and
mentioning all her personal information to communicate with the front
desk. And then having to go back to the waiting room where there is
no real room for a wheelchair ... This was all really eye opening for us.
The biggest gap | found was that we don't have a good search model
to find all the SCI patients. So we need a more rigorous IT network to
help us search for different types of patients. We look for
cardiovascular, heart failure, we can look at certain Mls but we don’t
have a good search model to look at SCI.

the majority of health care. Regional disparities exist in
access to care and services, including caregiver respite
and funding for specialized services and equipment,
knowledgeable care providers, physical accessibility,
and transportation services. These disparities can chal-
lenge and prevent health care access and contribute to
or exacerbate existing health issues. Support from
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peers was identified as facilitating community reinte-
gration and access to information about community
services.

Family physician panel
A panel of six family physicians from urban and rural
communities in Ontario and British Columbia shared
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Table 5 Summary of the issues and solutions identified for each domain as identified in the Summit meeting.

Domain — issues

1

o o o

. Knowledge Translation and Dissemination
Challenge finding useful information on SCI that is primary
care-based
Hard to meet learning requirements (specific issues related to
primary care in SCI when it is needed i.e. point of practice)
Lack of primary care guidelines for SCI; limited awareness/ use
of existing guidelines
Low priority knowledge requirement: low prevalence of SCl in
individual practices competing against much more common
conditions that PCPs must keep updated
Challenge to reaching PCPs who are inundated with practice
guidelines and updates and have vastly different practice
models
Lack of awareness of non-traumatic SCI (identification/
management)
Consumers often educating PCP on their condition

. Application of Best Practices
Limited knowledge regarding SCI and secondary complications
and preventative care issues related to SCI
Lack of standardized best practices
Limited awareness and accessibility of resources and
guidelines

. Communication
Lack of patient advocacy and empowerment
Everyone working in silos — very limited communication
between sectors and services resulting in duplication of
services
Geographic discrepancies can enhance communication gaps
Systemic remuneration deficiencies are barriers to
communication and collaboration

. Research
Limited funding
Difficulty identifying non-traumatic SCI
Limited access to information across services and sectors
(different EMRs, lack of coding for SCI)
Lack of national strategy for SCI primary care
Inability to coordinate research, lack of primary care data
Low prevalence, lack of consumer involvement

Solutions

Create an enabling network to create and share knowledge and
work collaboratively to improve care

Coordinate and utilize expertise from effective existing
knowledge mobilization groups; utilize methods that appeal to
PCPs in various ways: online modules, case-based modules,
point of care tools

Manage low volume/low prevalence conditions and competing
interests in primary care by changing perspectives (increase
importance by leveraging common conditions such as multiple
sclerosis, stroke, amyotrophic lateral sclerosis), empowering
consumers, and creating point-of-practice solutions

Enable consumer empowerment to inform/translate best
practices

Raise awareness among PCPs about SCI including non-
traumatic SCI and degenerative cervical myelopathy and
explore opportunities for collaboration with specialists for
education in primary care.

Establish evidence informed living guidelines to inform primary
care best practices

Further develop and promote point of practice tools and an on-
line repository for SCI resources for PCPs

Further develop Community of Practice (CoP) including all
relevant stakeholders such as consumers, cross sector care
providers

Foster knowledge empowerment through mentorship,
development of CoP and strategies to make knowledge
accessible.

Create an online repository of resources.

Create an integrated health record to empower consumers with
their health records

Utilize face to face and virtual appointments; further expand
virtual outreach such as eConsult and PCVC

Engage SCI consumers to identify strategies to improve
communication among PCP utilizing SCI consumer voice

Build a provider network to clarify system care pathways and
roles and responsibilities for care

Lobby for equitable compensation to support care

Align funding to support care (e.g. decreasing UTl in
community; understanding prevalence of SCI through EMR
coding)

Use working group and SCI Consumer Advisory Committee to
identify key priorities and leverage available funding
opportunities

Examine economic implications of SCI and effects of practice
changes

Identify key indicators or outcomes

Raise awareness among PCPs about SCI including non-
traumatic SCI and degenerative cervical myelopathy and
explore opportunities for collaboration with specialists for
education

Expand the critical mass to further the impact of initiatives on a
systemic level (i.e. leverage other conditions with similar
barriers)

Engage with PCPs in the identification of persons with SCI in
their practices to understand current care and promote use of
tools

Analyze health system utilization by persons with SCI using
population databases

Pilot a post graduate fellowship in family medicine focused on
research and care of those with physical disability

Create access to front line data to better code and understand
SCl in primary care; partner with key organizations to identify
opportunities.
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their experiences with providing SCI care, and discussed
strategies that enable them to optimize provision of care
to persons with SCI. A number of common themes
arose in this panel discussion (Table 4). Primary care
providers (PCPs) were described as being well posi-
tioned to provide continuity of care and to be leaders
in coordinating care across sectors and services, and
can best do this within multidisciplinary teams with
specialist collaboration and shared-care approaches.
The low prevalence of SCI challenges physicians to
remain updated on best practices. With minimal
formal training in SCI, PCPs require other opportunities
for capacity building such as mentoring opportunities,
best practice guidelines for care, and better communi-
cation and coordination of care between specialists
and PCPs. It was suggested that physical barriers to
care may be overcome with greater access to virtual
care, accessible by cell phone or computer via secured
platforms; this would be particularly relevant in rural
and remote areas. Provincial funding structures should
ensure adequate remuneration (billing codes) to
support physician use of technology-based services.
Access to social supports and funding were described
as important to enabling community care. PCP can be
strong advocates to the government for optimal SCI
care. Panel members noted the importance of physically
accessible health care and acknowledged a lack of
awareness of how significant a barrier to care this is. It
was noted that current health information record
systems are unable to accurately capture statistics and
code services related to SCI; system improvements are
needed to improve access to information that can
inform practice change.

Afternoon breakout sessions: identification of
issues and solutions

Identified issues and solutions for each domain are sum-
marized in Table 5.

Knowledge translation and dissemination

Summit participants identified a number of issues
related to SCI knowledge translation and dissemination:
challenges finding good information on SCI primary
care; difficulties meeting learning requirements with
existing knowledge sources; limited awareness and use
of clinical guidelines; and low patient volume and com-
peting interests. Solutions to these issues focused on
building capacity for SCI care by (1) Creating an
enabling network of SCI stakeholders; and (2)
Reconceptualizing the management of SCI knowledge
to accommodate for low patient volumes and competing
priorities. It was recommended that a network of SCI
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stakeholders, including clinicians across sectors and ser-
vices, and researchers, be created that would plan strate-
gically and in a coordinated manner to create and share
knowledge and work collaboratively to improve SCI
primary care. This network would coordinate and
utilize expertise from existing knowledge mobilization
groups. Strategies to manage knowledge needs for low
volume health conditions included elevating interest in
SCI by leveraging similar conditions (multiple sclerosis,
stroke, amyotrophic lateral sclerosis), having links to
SCI best practice guidelines integrated into electronic
medical records (EMR), creating incentives for partici-
pating in SCI CME, providing access to specialists for
timely consultation via e-consultation platforms,
empowering consumers to bring new knowledge to
care providers, and exploring opportunities for collabor-
ation with specialists for education in primary care.

Application of best practices

Issues related to the application of SCI best practices
included: limited knowledge regarding SCI among
care providers, lack of standardized best practices
related to primary care, and limited awareness of and
access to resources and guidelines. Solutions to these
issues focused on building capacity for SCI care by:
(1) Fostering primary care knowledge empowerment
(providing clinicians with the knowledge to facilitate
practice improvement); and (2) Creating an online repo-
sitory of SCI resources. Summit participants suggested
that knowledge empowerment could be fostered
through mentorship opportunities between primary
care and rehabilitation specialists, use of clinical ‘cham-
pions’, the development of Communities of Practice
(CoP) including care providers across health sectors to
develop evidence-informed guidelines, inform interpro-
fessional best practices, and to develop mechanisms to
make knowledge more accessible, including integrating
resources and tools into EMRs. An online repository
of an SCI resource repository for primary care related
was proposed to share and promote new knowledge
and tools among PCPs.

Communication

Related to communication, summit participants ident-
ified issues related to lack of patient advocacy and
empowerment, lack of collaboration and integration
between stakeholders, and lack of infrastructure to
support communication and collaboration among care
providers (remuneration, collaboration mechanisms).
Solutions to these issues focused on improving SCI care
by: (1) Creating integrated health records; (2) Using tech-
nology to access care providers; (3) Building a network of



providers for SCI care; and (4) Advocating for equitable
compensation to support care. Patient access to an inte-
grated health record was suggested as an opportunity
for patients to share health information between care pro-
viders who might otherwise not have access to this infor-
mation and facilitate patients’ ability to advocate for
needed care. Timely access to care for persons with SCI
could be improved, particularly for those in rural areas,
with the use of technological platforms such as e-consul-
tation and Personal Computer Videoconferencing
(PCVC). Building a provider network with system care
pathways to guide patient flow between primary care,
community care and specialist care could improve
access to the right care at the right time. Advocacy
efforts are needed to ensure adequate remuneration for
communication between care providers and the provision
of complex care.

Research

Summit participants identified issues related to conduct-
ing SCI research in primary care related to limited
funding, limited attention to non-traumatic SCI,
limited access to information, and inability to coordi-
nate research. Proposed solutions to these issues
focused on improving SCI research in primary care by:
(1) Aligning research funding to care; (2) Promoting
research on non-traumatic SCI as a priority; and (3)
Improving the availability of data on SCI in primary
care. Capacity for research in SCI could be expanded
by advocating for funding to support knowledge cre-
ation related to key SCI care issues, particularly those
contributing to high health service utilization such as
urinary tract infections. Research on SCI care could be
promoted by piloting a postgraduate fellowship in
family medicine focused on research related to physical
disabilities. Creating a value proposition to highlight the
impact of research on SCI care (economic, system
impacts) would serve to support advocacy efforts to
secure more research funding, as would expanding the
research efforts to include other conditions with
similar characteristics. Increasing awareness among
PCPs about the identification of non-traumatic SCI
and promoting research collaborations with specialists
would support efforts to conduct more research on
this condition. Improving access to information on
SCI in primary care for research purposes could be
facilitated by improved coding of SCI in EMR software
and other large databases.

Patient service accessibility and system issues
Issues identified related to service accessibility and
system issues focused on: the lack of a clear model of
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primary care for SCI and care inequities across geo-
graphical regions.

Proposed solutions to these issues focused on improv-
ing care by: (1) Advocacy for effective models of care
for SCI across the care continuum and improved access
to community services; (2) Developing and implementing
strategies to improve care transitions across sectors; and
(3) Utilizing self-management and patient empowerment
frameworks. It was noted that transforming the system of
care for persons with SCI will require all key stakeholder
groups to lobby for more effective and efficient models of
care across all health sectors. Process mapping of services
within regions and sub-regions would serve to identify
existing gaps in health care and services to support advo-
cacy efforts. Further expansion of existing models of care
that have demonstrated effectiveness, such as the CFFM
Mobility Clinic model of care, should be explored.
Improved transitions across health sectors require the
development of strategies to ensure coordinated and con-
tinued access to health care and services such as desig-
nated SCI system navigator roles, improved information
sharing and communication between all care providers,
and use of technology to expand virtual outreach and
reduce geographic equities. Use of patient empowerment
frameworks to support self-management was proposed
as one strategy to improve access to care for persons
with SCI.

Discussion

This paper describes the processes, findings and rec-
ommendations of a one-day provincial summit on
primary and community care for individuals with SCI.
Building on expert presentations and panel discussions,
summit participants identified the existing care issues
and possible solutions to improve and transform care
for persons with SCI. Priority issues identified are con-
sistent with those documented in the literature, particu-
larly as related to the limited community services
impacting community integration,!” limited clinician
access to SCI guidelines and tools,'® limited use of tech-
nology to support communication between family phys-
icians and specialists,'® limited care integration and
coordination across sectors,'? and lack of infrastructure
support for SCI care.?” Similarly, there is some evidence
to support the implementation of proposed solutions
such as the establishment of key stakeholder networks?'
and CoPs?? to advance research and care, use of elec-
tronic platforms to improve collaboration and com-
munication,”> development of clinical support tools
integrated into EMR software,>* and use of patient
empowerment frameworks to support self-manage-
ment.>>?® These solutions are well aligned with the
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Patients First: Action Plan for Health Care — Ontario’s
plan for changing and improving Ontario’s health
system, emphasizing the role of patients at the centre
of the system, focusing foremost on their needs.>’

There are several limitations to the delivery of this
Summit. The Summit focused on broad topics and
issues related to health care service delivery for a
person with SCI with limited attention paid to the
social determinants of health (housing, employment,
relationships).”® Similarly, limited attention was paid
to the specific health conditions associated with SCI
(e.g. mental health, bowel and bladder dysfunction,
spasticity). As such, absent from the list of participants
were care providers that specialize in the provision of
care for specific conditions, such as mental health coun-
sellors, psychologists, and psychiatrists who manage
mental health issues in persons with SCI. Although
there were representatives from other provinces in
attendance, the Summit was focused on health care
delivery in Ontario and outcomes may not be applicable
to other jurisdictions.

As a follow-up to the summit, a call-to-action event
was hosted by SCI Ontario on January 26, 2017; this
in-person event (98 registrants) was accessible by live-
stream webcast (174 registrants) and by videoconference
from eight sites across the province (99 participants). This
event served as an opportunity to review key issues and
solutions discussed at the summit and to share with con-
stituents plans for developing with a strategy for improv-
ing care for persons with SCI. Underscoring work
towards the development of this strategy was the need
to: continue to work with consumers to understand
their needs, continue to work with partners to leverage
opportunities, develop an action plan for presentation
to the Ontario Government, and work with Local
Health Integration Networks on the implementation of
the Patients First Act® as it relates to persons with SCI.
This call-to-action event is just one example of efforts
aimed at developing strategies to improve health care
for persons with SCI. Other efforts have been undertaken
to develop strategies to improve SCI knowledge trans-
lation,®® neuropathic pain management,’’ and to
develop SCI-related research priorities.>>3*

As a result of the summit and subsequent call-to-
action event, the following points were identified as
key to understanding the care received by people with
SCI: 1. Impacts of the current system of care for
persons with SCI, namely the disparity in care
between people with SCI and able-bodied peers result-
ing in a lower level of care for those with an SCI and
increased likelihood of experiencing SCI-related compli-
cations (e.g. pressure injuries, bladder infections); and
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2. Barriers to healthcare for persons with SCI, including
insufficient information sharing between persons with
SCI and their physicians, physical and environmental
barriers preventing access to healthcare, attitudinal bar-
riers preventing healthcare providers from caring for
persons with SCI, and insufficient system-wide sharing
of healthcare information sharing, resources and
funding. Furthermore, three key goals emerged when
considering the solutions developed for the five break-
out session topics: 1. Increased accessible services for
people with spinal cord injuries, regardless of home
location, including access to family physicians, occu-
pational therapists, physiotherapists, and nurses;
2. Increased access to and expanded scope of care for
attendant services in the community; and 3. Increased
engagement of persons with SCI to ensure their contin-
ued involvement in improving SCI healthcare.

In March 2017, several summit working group
members met with government representatives to share
findings from the summit and call-to-action event and
to further dialogue between key SCI stakeholder groups
to advance research, care and innovation in primary
and community care for persons with SCI. The CFFM
Mobility Clinic continues to pursue efforts to improve
primary care for persons with SCI, acting on solutions
prioritized at the summit, such as the development of
point-of-practice tools integrated into EMR,** develop-
ment of a repository for information, guidelines and
tools specific to SCI primary care, development of case-
based learning modules covering key issues related to
SCI care including: preventative health, autonomic dys-
reflexia, neurogenic bowel and bladder, pain, pressure
ulcers, sexual health and spasticity, expansion of
Mobility Clinic care model to other sites, and the devel-
opment of partnerships for ongoing research.

Conclusions

The Primary Care and Community Care SCI Summit
brought together various key stakeholder groups to
better understand the experiences of persons with SCI
and the clinicians who care for them, to explore and
develop quality improvement solutions for SCI care.
This summit resulted in a common vision amongst
varied stakeholders to improve health care for persons
with SCI, strengthened partnerships, and fostered a
commitment to consumer participation in the improve-
ment of SCI health care.
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