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Introduction

In 2002, the Alberta chapter of the Canadian Paraplegic Association
(CPA) initiated a process aimed at building a shared vision and
collaborative strategies to address the needs of Albertans living with spinal
cord injury (SCI). The concept arose from CPA’s knowledge of the many
barriers that people with SCI face in achieving independence and a good
quality of life in the community of their choice.

The process resulted in the formation of an
Alberta Spinal Cord Injury Collaboration
Initiative Steering Committee. The original
Committee was composed of individuals
representing rehabilitation, research, sports &
recreation, government, housing, injury control
and consumers. The Steering Committee
sponsored stakeholder consultations, research and
a provincial planning forum to identify key
issues, priorities and desired outcomes relative to
SCI rehabilitation and quality of life services in
Alberta. The areas that emerged as primary areas
of importance were housing, community
transition, peer support and advocacy.
In 2004, the Committee embarked on developing
an action plan. Future Directions in Spinal Cord
Injury: A Business Case was developed to provide a
common base of understanding regarding spinal
cord injury, the continuum of care in Alberta,
and service and support gaps. In late 2004, the
business case, together with some potential

initiatives, was discussed with 51 stakeholders in
the housing, health, government, NGO,
community development and disability sectors.
See the appendices for a copy of the Business
Case and a summary of stakeholders’ response.
In March 2005 the Steering Committee met with
representatives of several non-government
organizations who have members or clients with
major mobility challenges. There was consensus
on a number of key points and agreement that
coordinating efforts whenever possible offered
several advantages.
This action plan reflects the input of a broad base
of stakeholders and Steering Committee
members. Its intent is to set out strategies,
initiatives and directions that will encourage
greater collaboration among service providers and
generate improvements in the quality of life for
persons with spinal cord injury and other major
mobility challenges.
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Executive Summary

The SCI Collaboration Initiative Steering Committee believes that
individuals with a spinal cord injury and other major mobility
challenges can, with the proper supports, enjoy healthy, active and
productive lives in the community. A review of Future Directions in
Spinal Cord Injury: A Business Case with key stakeholders confirmed
that this belief is shared by others in government, health and
community organizations.
Stakeholders agree changes are needed to broaden
community living options for persons with SCI
and other disabilities. Most acknowledge housing,
community transition, peer support, and
advocacy are priority areas. Improving
transportation for the disabled is also considered
a substantive need.
Many of the SCI service and support needs
outlined in the business case mirror the needs of
other disability populations. However, responding
to the needs of various disability populations
often requires different levels of support and
expertise.
Organizations with a broad mandate regarding
the disabled indicated it would be difficult for
them to justify resourcing, enhancing or
modifying programs or services for only one
segment of Alberta’s disabled population. This is
particularly true for areas outside of Calgary and
Edmonton. An action plan with goals and
strategies inclusive of other disability populations
with mobility challenges is more likely to garner
funding and implementation support than one
that is limited to just SCI.
Most stakeholders see a potential role for
themselves in achieving one or more priority area
goals but they want significant flexibility in the
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nature and extent of their involvement. While a
coalition of organizations is a favoured approach,
some stakeholders would not “sign on” if
coalition objectives or activities have political
overtones or duplicates the mandated roles of
others.
A key investment and participation determinant
for organizations is how well the action plan
aligns with other provincial or regional plans or
strategies. There are a number currently
underway or under consideration that address in
part the gaps identified in the business plan.
There is an expectation that the action plan will
complement or build upon the plans or strategies
of government or other external organizations.
This action plan incorporates the following
principles:
1. Include all disabled Albertans who have
major mobility challenges.
2. Align initiatives with the special interests,
priorities and business plans of other
organizations.
3. Complement or build upon other provincial
or regional strategies.
4. Utilize a coalition framework to attract
partners and manage the plan.

Action Plan Vision

Albertans with major mobility challenges will have the
health and social supports they need to enjoy full
inclusion, participation and citizenship in the
community of their choice.

Target Population

Any person with a major mobility challenge that requires
improved rehabilitation or quality of life services. Mobility
challenges may have resulted from birth defect, illness, injury
or disease. A major mobility challenge is defined as any
situation that results in an individual being unable to walk or
requiring an assistive device to do so.
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Priorities & Goals

In Alberta today there are many barriers to full inclusion and
participation in the community for persons with major mobility
challenges. In reviewing and analyzing various barriers, consumers and
key stakeholders determined that community transitions, housing, peer
support, advocacy and transportation required priority attention.

I. Community Transitions

II. Housing

Smooth, effective transition from hospital to
community or from one level of care to another
while in the community is a key determinant in
the ability of any person to be healthy, active and
to enjoy a good quality of life. Persons with
major mobility challenges often need specialized
and lifelong supports in order to function in the
community of their choice. Being engaged in
wellness activities is important, as it improves
mental and physical functioning and increases a
person’s ability to perform daily, independent
tasks.

Of principle importance to effective community
transitions is ready access to affordable and
adapted housing. There is a shortfall of such
housing — both transitional and permanent —
throughout Alberta. Albertans with major
mobility challenges need accommodation that is
suitable, appropriate or enables them to be a full
member of society.

Goals:
1. Educate policy makers, funders,
administrators, service providers and
caregivers about the community needs of
persons with major mobility challenges.
2. Define and promote best practices as it
pertains to providing community transitions
support and service in Alberta.
3. Develop a transitions system in Alberta that
adequately supports persons with major
mobility challenges to be as independent as
possible.
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Goals:
1. Reduce delays in securing accessible, adapted
and affordable housing.
2. Create more housing in the community that
will accommodate on-site personal care
support for those who require such care.
3. Generate more accessible, affordable and
adapted housing inventory by promoting
universal design in subdivisions, apartment
and condominium complexes and singlefamily homes.

III. Peer Support

Goals:

Peer support is an important factor in the ability
of children and adults to overcome the trauma of
becoming disabled, develop a positive outlook,
and adapt successfully to community life. Peer
support complements professional health care and
social services by providing unique insights,
understanding and learnings.

1. Support full implementation of the Alberta
Disability Strategy.
2. Encourage communities in Alberta to
become more accessible and welcoming to
persons with major mobility impairments.
3. Encourage municipal and provincial
governments to make all public buildings in
Alberta accessible as soon as possible.
4. Secure adequate funding for high needs areas.

Goals:
1. Enable every Albertan with a major mobility
challenge who wants peer support to access
such support.
2. Make peer support available in every part of
the province.
3. Provide individuals with major mobility
challenges with on-demand, current
information about community resources,
services and supports.
4. Establish peer support as a standard
rehabilitation and discharge planning tool for
health professionals in Alberta.

IV. Advocacy
Many communities in Alberta do not easily
accommodate persons with disabilities because of
physical or attitudinal barriers. Removing these
barriers paves the way for inclusive communities
that value and benefit from the involvement and
participation of persons with disabilities. Creation
of such communities is consistent with the
recommendations of the Alberta Disability
Strategy and the provincial government’s Office
for Disability Issues.

V. Transportation
The ability to travel is a critical link for most
community involvements, including participating
in recreation and volunteer activities, getting to
work or going to school. Individuals with major
mobility challenges need customized personal
vehicles or adapted public transportation in order
to travel. In large cities like Calgary and
Edmonton, DATS and accessible LRT systems
make mobility by public transit possible. Calgary
and Edmonton have accessible taxis, as do some
smaller centres like Red Deer. Elsewhere, persons
with disabilities must rely on private vehicles. In
many cases, being an active member of the
community is not possible because suitable
transportation is not available.

Goals:
1. Increase the capacity of public transit systems
and taxi services in Alberta cities so they meet
the needs of persons with major mobility
challenges.
2. Encourage more development of accessible
transportation for persons with major
mobility challenges living in rural Alberta.
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Strategies
The following strategies, unless otherwise indicated, may be implemented
concurrently or as time and resources allow. In most cases, a strategy will require
a project proposal in order to secure partners and/or funding support.

I. Community Transition
Goal #1:

Goal #3:

Educate policy makers, funders, administrators,
service providers and caregivers about the
community needs of persons with major mobility
challenges.

Develop a transitions system in Alberta that
adequately supports persons with major mobility
challenges to be as independent as possible.

Strategy:

D. Develop within one Regional Health
Authority a demonstration model of a
community transitions system that
adequately meets the daily community and
home living support needs of persons with
major mobility challenges.

A. Develop and implement a communications
program that increases knowledge and
awareness among key stakeholders of the
community needs of persons with major
mobility challenges, particularly the
importance of providing adequate
community-based rehabilitation, wellness and
continuing care services.

Goal #2:
Define and promote best practices as it pertains
to providing community transitions support and
service in Alberta.

Strategies:
B. Commission a study to determine
community transitions best practices for
people with major mobility challenges.
C. Distribute study results and promote
adoption of best practices among Regional
Health Authorities and health professionals.
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Strategy:

II. Housing
Goal #1:
Reduce delays in securing accessible, adapted and
affordable housing.

Goal #2:
Create more housing in the community that will
accommodate on-site personal care support for
those who require such care.

Strategies:
A. Develop a market proposal and secure
funding for the development of more
transitional housing in Calgary and
Edmonton.
B. Encourage better promotion and awareness
of the federal Residential Rehabilitation
Assistance Program and the provincial
Residential Accessibility Modification
Program (formerly Home Adaptation
Program) among landlords and homeowners
in smaller centres and rural Alberta.

C. Develop standards for defining, identifying
and tracking the availability of and the need
for accessible, adapted and affordable housing
in Alberta. Once standards are developed,
encourage all housing authorities and
registries in Alberta to adopt the standards.
D. Develop a business case that supports
increased subsidies for people requiring
assisted living and/or adapted, accessible
accommodation.

Goal #3:
Generate more accessible, affordable and adapted
housing inventory by promoting universal design
in subdivisions, apartment and condominium
complexes and single family homes.

Strategies:
E. Identity the best models in Alberta of
development and housing that meet the
needs of people with major mobility
challenges.
F. Targeting developers, builders and architects,
develop a marketing package illustrating best
models and the financial benefits of building
barrier free housing.
G. Lobby the Alberta Association of Architects
to include a mandatory course on barrier free
design in its continuing education program.

III. Peer Support
Goals #1& #4:
#1
Enable every Albertan with a major mobility
challenge who wants peer support to access such
support.

Strategies:
A. Develop a provincial protocol or practice
standards that will ensure individuals and their
families receive information concerning peer
support resources in hospital, a care centre or
when receiving rehabilitation services in the
community.
B. Commission a research study examining the
physiological and psychological benefits of peer
support for persons with major mobility
challenges.
C. Develop and introduce a module on peer
support into university and college curriculums
and the continuing education programs of
professional associations.

Goal #2:
Make peer support available in every part of the
province.

Strategy:
D. Increase the number of peer activities,
particularly outside of Calgary and Edmonton
and among Aboriginal communities, to attract
more interest and involvement.

Goal #3:
Provide individuals with major mobility challenges
with on-demand, current information about
community resources, services and supports.

Strategy:
E. Develop and promote an on-line database of
Alberta community resources, services and
supports for persons with major mobility
challenges. This would include hospitality and
travel services.

#4
Establish peer support as a standard rehabilitation
and discharge planning tool for health
professionals in Alberta.
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IV. Advocacy

Strategy:

Support full implementation of the Alberta
Disability Strategy.

E. Commission an accessibility assessment of all
public buildings in Alberta. Share the
findings as information with the provincial
government and all municipalities.

Strategies:

Goal #4:

Goal #1:

A. Align action plan strategies with the Alberta
Disability Strategy tenets and
recommendations.
B. Conduct an annual review and produce a
public report regarding the progress of
implementing Alberta Disability Strategy
recommendations.

Goal #2:
Encourage communities in Alberta to become
more accessible and welcoming to persons with
major mobility impairments.

Strategies:
C. Create a Barrier Free display and presentation
that will demonstrate for businessmen,
municipal and community leaders and the
public how accessible streetscape, building
and consumer environments are a benefit to
the disabled, business and community.
D. Establish mobility freedom design and access
standards for Alberta.

Secure adequate funding for high needs areas.

Strategy:
F. Develop and present position papers to
elected officials and senior bureaucrats
defining the need and outlining the
economic and social benefits of increased
investment in housing, community transition
and peer support.

V. Transportation
Goal #1:
Increase the capacity of public transit systems and
taxi services in Alberta cities so they meet the
needs of persons with major mobility challenges.

Strategies:

Note: A new Barrier Free Design and Access
Council is to be operational in 2005. Its mandate
will include studying and recommending barrier
free design and access standards for Alberta.

A. Work with the cities of Calgary and
Edmonton to ensure implementation of the
new DATS business model results in
increased capacity and more accessibility.
B. Develop a business case for creating or
expanding accessible taxi service in Alberta
cities. Initially focus on one Alberta city to
act as the model or pilot for the business
case.

Goal #3:

Goal #2:

Encourage municipal and provincial governments
to make all public buildings fully accessible as
soon as possible.

Encourage more development of accessible
transportation for persons with major mobility
challenges living in rural Alberta.

Strategy:
C. Develop and pilot an accessible
transportation service model in a rural
Alberta community or region. Promote this
model to other jurisdictions.
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Operational Framework

Feedback from stakeholders indicated that a
bureaucratic, top heavy approach to
implementing the action plan would dampen
interest and make it difficult to achieve real
change. The majority preferred an approach that
minimized meetings and planning and focused
on taking action.
Potential partners want the freedom to direct
their energies and support to specific strategies
without the larger responsibility or connection to
all priority areas. While sponsors and partners can
be secured on an individual project basis, the
action plan does require a group to oversee its
implementation. This group, in turn, requires ongoing administrative support.
With this in mind, a coalition composed of
organizations that support the action plan’s
overall vision, priorities and goals would be well
positioned to oversee implementation of the
action plan. This new group, tentatively called
the Coalition for Persons with Major Mobility
Challenges (CP2MC), would gather most of its
membership from existing Alberta Spinal Cord
Injury Collaboration Initiative Steering
Committee member organizations. Other
organizations that have members or serve the
interests of people with major mobility challenges
are other candidates for coalition membership.

outlined in the action plan. Each Working Group
would be chaired by a Coalition member but
may include non-Coalition organizations. For
example, the Housing Working Group would be
chaired by a coalition member but may include
an architect, a homebuilder, representatives from
government departments and others whose
organizations may not be officially part of the
coalition.
The Chairs of each Working Group plus the
Chair of the Coalition would form an Executive
Committee. The Executive Committee’s core
responsibilities would include:
•
•
•
•

Actioning the directives of the Coalition.
Overseeing implementation of the action
plan.
Managing Coalition administrative resources.
Keeping Coalition members and external
stakeholders informed.

The Coalition will require:
•
•
•
•
•

A charter that outlines the vision, mission
and guiding principles of the Coalition.
A terms of reference for the Executive
Committee.
A terms of reference for each Working
Group.
Core funding.
Staff support.

CP2MC would contain five Working Groups,
one for each priority area. The Working Groups’
mandate would be to implement the strategies
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Coalition Organizational Chart

Coalition Members

Staff Support

Housing
Working Group

Executive Committee

Community
Transition
Working Group

Peer Support
Working Group

Advocacy
Working Group

Transportation
Working Group

Partners/funders/participants

Budget
Core funding to cover the cost of administering the action plan and providing
support to the Coalition for the next three years is estimated to be $300,000
($100,000 per year for dedicated staff plus office, materials & travel). This
funding would not be sufficient to implement action plan strategies. Each
individual strategy will require its own workplan and budget.
Dedicated staff ’s role would be to provide
administrative support to the Coalition and its
Working Groups, help negotiate and secure
partners and funding support and manage the
implementation of the action plan on a day-today basis. Staff would report to the Chair of the
Coalition.
It’s envisioned core funding would be obtained
through a multi-year grant or a combination of
Coalition member, government and charitable
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foundation contributions. It’s suggested a
subcommittee of three, composed of a
representative of the CPA and two other
members of the current Collaboration Initiative
Steering Committee, be formed to pursue core
funding.
The Canadian Paraplegic Association’s Edmonton
office and CPA staff will provide administrative
support until core funding is secured.

Timeline
Development Steps

Target Completion Date

• Gain agreement from Collaboration Steering Committee
organizations to evolve into a Coalition.
• Form subcommittee to lead pursuit of core funding support.
• Confirm chairs for Coalition and Working Groups.

2005

• Complete first draft of charter.
• Complete terms of reference for Executive Committee and
Working Groups.
• Secure core funding support.
• Contract staff support and secure office space.
Spring/2006

• Finalize Coalition charter.
• Finalize Working Group members for each priority area.
• Develop work plans, budgets and timelines for action plan stategies.
• Implement work plans.

Fall/2006

Communications
The action plan requires communication support in order to foster collaborations, garner
interest and draw support from Coalition members, partners, funders and participants.
Immediate communication needs include a summary report, briefing package, briefing
tour, visual identity and a web presence. Other communication tools (newsletters, media
kit, etc.) would be developed over time as the Coalition matures and Working Groups
become active.

1. Summary Report

2. Briefing Package

This concise document would be distributed to
individuals who participated in Phases I and II of
the Spinal Cord Injury Collaboration Initiative
project, to allied organizations, to government
officials, to key stakeholders and to persons with
disabilities. It would also form a standard part of
the overall briefing package.

The briefing package is a support tool for
individuals providing briefings about the action
plan to key stakeholders. Provided either in
advance of a meeting/presentation or as a “leave
behind”, the package would include
backgrounders, a visual presentation with hard
copies (Powerpoint and overhead formats) and
contact information.
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In addition, speaking notes and a response primer
(questions and answers) would be given to
Coalition briefers as presentation supports.
Briefing materials would be customized to match
the interest of the target organization or
individual. For example, materials specific to
housing would be part of the briefing package for
an approach to the Canadian Mortgage and
Housing Corporation.

3. Briefing tour
The briefing tour involves approaching and
briefing key stakeholders regarding the action
plan to garner interest and secure support.
Coalition members and/or supporters of the
action plan would conduct the briefings. A
detailed list of target organizations and
individuals would be developed and contact made
in advance to secure meetings. Priority
organizations would include:
•

•
•
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Government of Alberta:
– Ministers responsible in key portfolios
– MLAs
– Officials in the departments of Health and
Wellness, Infrastructure and
Transportation, Seniors and Community
Supports, Municipal Affairs
– Premier’s Council on the Status of Persons
with Disabilities, Office for Disability
Issues, Interdepartmental Working Group
on Accessible Transportation
Select Regional Health Authorities
Select federal departments and agencies such
as Health Canada, Canadian Mortgage and
Housing Corporation, Social Development
Canada

•
•
•
•
•
•
•

Disability groups with members or clients
that have major mobility challenges
Alberta Disabilities Forum
Workers Compensation Board
Municipal or regional housing authorities
and societies
Select city municipal governments
Select educational institutions
Others identified as potential partners in
the action plan

4. Visual Identity
As a new entity, the Coalition requires a visual
identity to brand the group and provide a
common link for all communications and
materials. The initial identity may be a logo
with the name or a stylistic treatment of the
name only.
Once developed, the visual identity would be
applied to all communication materials and
products including stationary, folders, reports,
website, etc.

5. Web Presence
At some point, a web site dedicated to the
Coalition and its activities will be required. As
an interim measure, requests would be made to
post electronic equivalents of the briefing
package to Coalition member websites. Where
permitted, site information would be linked to
websites operated by government organizations
and other disability groups.

Evaluation
Globally, the success of this action plan can be measured by:
•
•

•

•
•

The number of Coalition members.
The number of organizations participating as
Working Group members, funders or
partners of individual strategies.
Securing core funding at a level and for a
duration that adequately sustains the
Coalition.
Achievement of tasks according to the
timeline.
Satisfaction in the action plan by Albertans
with major mobility challenges.

Before many of the specific strategies outlined in
this action plan can be evaluated, more
benchmark data needs to be gathered to
determine current knowledge and awareness
levels, perceptions and attitudes, housing
inventories, range of activities, etc. Work plans
for each strategy will delineate specific evaluative
tools to be used to gather this baseline data and
to measure impact, value and change after
strategies are implemented.

Collaboration Initiative Steering Committee Members

The following organizations were represented on the
Steering Committee as of June 2005:
•
•
•
•
•

Accessible Housing Society, Calgary
Alberta Centre for Injury Control and
Research
Canadian Paraplegic Association (Alberta)
Consumer advisors (2)
Foothills Medical Centre Neurorehabilitation
Unit, Calgary

•
•
•
•
•

Glenrose Rehabilitation Hospital, Edmonton
Premier’s Council on the Status of Persons
with Disabilities
Royal Alexandra Hospital, Edmonton
The Steadward Centre for Personal and
Physical Achievement
Wheelchair Sports Alberta
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Appendix A:
Stakeholder Response to the Business Case
Overview
The Business Case was distributed in November
2004 to 55 stakeholders in the housing, health,
government, NGO, community development and
disability sectors. Group and one-on-one
interviews were conducted with 51 people.
Most of the stakeholders interviewed had not
heard of the SCI Collaboration Initiative prior to
receiving the Business Case document. Those that
had heard of it were either closely aligned (i.e. a
Steering Committee or CPA staff member) or
participated in an aspect of Phase I.

General Feedback
Stakeholders found the document was
comprehensive, stated the need well and was
relevant to their organization or work. For the
most part, they agreed that the facts, issues and
gaps outlined in the document were consistent
with their knowledge or experiences.

A group of consumers felt it was important to
mention in the business case that education about
sexuality and starting a family, general health and
well-being, and aging with SCI is limited. They
also suggested there should be a section that
discusses medical research, advanced technology
and the possibility of people with SCI walking
again. A few stakeholders suggested the document
should emphasize the inadequacy of AISH.
Housing, community transition, peer support
and advocacy were supported as priority areas for
action by those interviewed. However, most
stakeholders were selective as to where they saw a
fit for themselves or their organization. Very few
envisioned universally embracing all four
priorities as a partner or initiative participant.

Priority Areas

Of particular interest was the
continuum of care components
that spoke of housing, home
and personal care,
transportation and income.
Many stakeholders mentioned
that insufficient or inadequate housing and
transportation for the disabled was a chronic
problem in their region or local community.

Housing

Most found the business case compelling as far as
validating the need for change. However it was
noted that other disability groups share many of
the stated needs. More affordable and accessible
housing, for example, is a need shared in general
by the disabled with mobility challenges. Also,
many stakeholders suggested the needs of SCI

Some questioned whether they are attainable,
particularly achieving a standard of having an
accessible, adapted and affordable home available
for every SCI patient within 30 days of discharge.
It was noted that such a goal would require a
significant increase in accessible, community
housing throughout the province. Such an

“It makes a good case that
actions are needed. But it
also applies to others with
a disability.”
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individuals, while valid, were no greater or more
important than people without SCI who are in
wheelchairs or severely disabled.

For the most part, stakeholders do not see a
difference between the housing needs of SCI
individuals and others with mobility challenges.
The housing goals set out in the business case
were considered reasonable, given the pursuit of
such goals would be of benefit to persons with
SCI and other disabilities.

increase is unlikely as Alberta’s strong economy
makes community housing a low priority among
builders and developers. Their focus is on
meeting the demand for single family and
condominium housing.
One stakeholder questioned the financial need,
indicating that grants for renovations to existing
homes for persons with disabilities (Residential
Rehabilitation Program for the Disabled) offered
by the Canada Mortgage and Housing
Corporation in Calgary is under-subscribed each
year.
Another stakeholder indicated that
more accessible housing units were of
little value if people can’t afford to live
in them. Subsidizes are easily obtained
for people in long term care centres
but not so for those in the community.
People on AISH or other low fixed incomes can’t
pay market rents or afford the personal supports
they may need every day to stay in the
community.

“Bricks and mortar
are not the problem.
Subsidizes are the
real issue.”

There was general support for modelling best
practices in barrier free, accessible housing – or at
least, promoting universal designs in a more
coordinated way. Many stakeholders pointed out
that universal design guides already exist (i.e.
guides produced by the Alberta Safety Codes
Council and Canadian Mortgage and Housing
Corporation).
It was suggested promotion of best practise
models to builders and developers be simple to
understanding, include basic technical
specifications, and be accompanied by facts and
figures that make a good financial case for
building barrier free housing (i.e. market size and
demand, cost benefit analysis, etc.)

Reaction was mixed to the proposal of creating a
provincial registry of accessible housing. Some
agreed there was a need but others felt would it
duplicate what already exists. The cooperation of
various housing and social service agencies across
the province would be needed and the logistics of
setting up, managing and updating such a registry
would be challenging. In the end, a province
registry might incur more difficulties than
benefits.
Those who supported the idea of a registry liked
the idea of “one-stop” shopping and consistency,
particularly in defining categories like access,
affordable and adapted. It was noted that a
registry of available units could be compared with
statistics on demand. This would make it easier to
build a case for additional housing in underserved
areas of the province.

Community Transition
Community transition gaps identified within the
business case document resonated with most
stakeholders, particularly areas like housing,
transportation and personal supports. The goals
were deemed to be appropriate but some felt they
should be prioritized. There was no
consensus on what the top priority goal
“Everything hinges on
should be.
effective community

transition.”
Some stakeholders noted that transition
evolves into long term care and support
for persons with SCI. Adequately meeting this
lifelong need is as important as improving
transition from hospital to community. Staying
mentally and physically well once hospital and
outpatient rehabilitation has been completed has
significant benefits for both the person with SCI
and service providers. Wellness programming
should be part of the transition mix.
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Alberta Wellnet’s Telehealth was mentioned by
several stakeholders as a useful tool in providing
SCI information and instruction to health
professionals and other caregivers. In some
Regional Health Authorities, Telehealth involving
rehabilitation specialists at the Glenrose Hospital
has been used to improve patient access to
specialty rehabilitation services. In cases where
face-to-face sessions are not feasible, stakeholders
supported an expansion of Telehealth’s SCI
subject matter to cover a wider range of topics.
Most stakeholders supported the concept of a
community transition coordinator within each
Regional Health Authority (RHA) if his or her
role served more than an SCI population. In
some cases, it was felt that community service
providers within RHAs already adequately fill
such a coordination role.
It was noted that most SCI individuals who
require special medical or on-going rehabilitation
services live where such services are readily
available. The number of SCI individuals in each
health region is not known but the number
outside of the Calgary and Capital Health
Regions is considered to be low. This makes it
difficult to justify dedicating one full-time
position within each region to their needs. A
coordinator that provided support to a broader
range of disability populations that all experience
similar medical or social challenges would be
more practical and easy to support.
Of equal interest to many RHA stakeholders is
evaluating whether the health needs of SCI
individuals within their jurisdictions are being
met. Once the extent and nature of gaps are
known with some certainty, staff and resources
can be targeted to try and fill those gaps.

Generally, stakeholders said they would be
interested in the outcomes of a study that looked
at SCI community transition best practices in
Alberta and other jurisdictions. It was mentioned
that it would be difficult to apply a uniformed set
of community transition best practices across the
province because of the variance in resources,
need and desired outcomes.

Peer Support
SCI peer support is seen as a core business of the
Canadian Paraplegic Association. CPA is
considered uniquely qualified to fill this niche
need and therefore other organizations, while
supportive of the program, are not interested in
directly developing peers. Their interest in peer
support centres mainly on how peer involvement
can complement other client care and service
programs.
Some organizations consider peers to be an
important part of treatment and care while others
prefer peers to play a more cursory role. This,
coupled with fluctuations in peer supply and
demand, results in significant variance of peer
involvement across the province.
The peer support goals contained within the
Business Case were considered appropriate but
there is consensus, including among those who
have a spinal cord injury that peer support does
not work as a “top down” enterprise. To be
successful, an individual in need must desire the
peer connection and have control over the extent
and nature of that connection. The process must
also be confidential. This makes it difficult to
have outreach initiatives with point of contact
objectives that fit within a certain timeframe or
geographic location.
Stakeholders prefer an informal, passive peer
support network that is responsive when and
where it is needed. This need may be manifested
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as a person-to-person interface, person-to-group
experience or the access of information at arm’s
length. Close working relationships between peers
and health professionals, therapists and caregivers
is also encouraged.
Some stakeholders said peer supports
need to be more visible. SCI
information, services and resources
should also be more accessible. Better
communication and promotion of peer
support with easy to access information
would reduce the level of isolation and frustration
felt by many SCI individuals and their families,
particularly in rural Alberta.

“Encouraging
informal contact is
better than creating
a formal structure.”

The concept of a provincial Peer Support
Advisory Council had mixed support.
Stakeholders considered it more important to
generate awareness and opportunity than invest
in a new planning or policy group. The Advisory
Council, if struck, should ensure local mentors
and volunteers have autonomy over local peer
support activities. It was pointed out that
approaches and activities that work in one city are
not necessarily appropriate or attractive to people
who live elsewhere.

Advocacy
Stakeholders agreed with the advocacy goals set
out in the business case with the understanding
that achieving the goals would benefit any
Albertan with a disability.
The Executive Director of the Safety Codes
Council indicated a new Barrier Free Design and
Access Council would be operational early in
2005 and confirmed its mandate would include
studying and recommending mobility freedom
design and access standards for Alberta.

with the idea in principle, feeling any initiative
that raises awareness of the issues is positive.
Others reserved judgement, saying the success of
such a display would depend on the target
audience and reach. A display of limited impact
or one “that preached to the converted” would
have little value.
Some stakeholders emphasized the need to build
awareness and lobby MLAs and other political
leaders in Alberta for change.

Resource and Management
of Action Plan
Most stakeholders were interested in discussing a
specific role for their organizations once the
action plan is developed. The nature and extent
of that role would depend upon the plan’s
initiatives and implementation approach.
Similarly, most stakeholders saw an investment by
their organizations in one or more of the priority
areas as worthwhile. However, they required more
specifics to determine the potential size and
nature of that investment.

“Government is looking
A key investment determinant for
for leaders who are
organizations is how well action
thinking out of the box.”
plan initiatives will align with
existing projects or strategies that
support improved rehabilitation, education,
participation and inclusion for persons with
disabilities. For example, the Alberta Disability
Strategy, Canada-Alberta Housing Partnership,
Alberta Health and Wellness’ Coordinated Access
Policy, etc. Creative joint ventures with other
disability groups or government entities that share
SCI concerns in priority areas, particularly
housing and community transition, were seen as a
likely magnet for investment support.

The other immediate action item suggested under
Advocacy – creation of a travelling, self-contained
display – received a mixed response. Some agreed
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Partnership or participation in the SCI
Collaboration Initiative through a formal
governance relationship like a Board of Directors
was attractive to a minority of organizations. A
Board of Directors normally involves several
organizations or people who have a share or
interest in an enterprise. Board Directors are
equal partners (or expected to participate equally)
and are responsible for setting policy and
overseeing operations.
Those that favoured this option said it promised
equal representation regardless of the size of the
organization, more accountability and clear
direction. A formal Board or Council was also
seen as having a stronger identity and more
influence in boardrooms and within government
circles.
However, the majority of stakeholders favoured a
collaboration or coalition relationship that
committed partners or participants to a common
vision, goals, or set of principles or beliefs but did
not have the formality of a
Board of Directors. A coalition
“A coalition is something
typically involves organizations
we’re comfortable with
or people with a similar interest
and used to.”
in a common enterprise but
does not require members to be
equal partners or participants. A coalition
structure allows organizations to be involved in
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specific initiatives without a commitment to all
aspects of the enterprise. A few people or
organizations, usually those who are ‘charter’
members of the coalition, normally assume
responsibility for policy and operational
decisions.
This latter approach was seen as offering
organizations the flexibility to pick and choose
which initiatives they would like to support. It
enabled a contribution to be made at a level that
was comfortable for the organization. It also
represented a more familiar structure for many
who have been involved in past, multi-partner
collaborations.
Many stakeholders cautioned that a bureaucratic,
top heavy approach to implementing the action
plan would dampen most individuals’ interest
and enthusiasm and make it difficult to achieve
real change. It may also lead to duplication of
effort and mandate overlaps.
A flat organization focused on taking action was
preferred over a hierarchical organization that
absorbed time and resources on meetings and
planning sessions. It was noted that managers,
directors and administrators had very little time
to give to planning initiatives or information
sharing that did not result in relatively quick
benefits.
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Executive Summary
“With early intervention, quality medical treatment and rehabilitation, and
access to a range of disability related supports and services in the
community, it is not unreasonable to expect that all individuals with a spinal
cord injury can return to, or achieve a healthy, active, productive lifestyle in
the community of their choice.”
Excerpt from the 2003 Cross Canada Checkup report,
Rick Hansen Man in Motion Foundation
From the moment it happens, the life of a person
who experiences a spinal cord injury (SCI) is
changed dramatically, and forever. Care begins
with emergency response and continues for the
remainder of the person’s life. The quality,
consistency and effectiveness of the continuum of
care determine whether an individual with a
spinal cord injury will be able to “achieve a
healthy, active, productive lifestyle in the
community of their choice.”
In Alberta today there are many barriers to
inclusive community living for persons with SCI.
In 2002, several organizations came together
under the leadership of the Canadian Paraplegic
Association (Alberta) to look at ways of
improving SCI rehabilitation and quality of life
services in Alberta. They, in consultation with
consumers and other key stakeholders in the
province, have identified four areas that require
immediate attention: community transition,
housing, peer support and advocacy.
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This document is intended to provide a common
base of understanding and focus for discussion
regarding these priority areas. It also presents a
business case for addressing SCI service and
support gaps.
In order to move forward, a commitment is
needed from government, health authorities,
community organizations and the private sector
to participate in strategies and initiatives that will
result in positive change. Discussions with
potential partners and supporters over the next
several months will help crystallize these strategies
and initiatives, and guide development of a
provincial strategic action plan.

Background
In 2002, the Alberta chapter of the Canadian Paraplegic Association (CPA)
initiated a process aimed at building a shared vision and collaborative
strategies to address the needs of Albertans living with spinal cord injury
(SCI). The concept arose from CPA’s knowledge of the many barriers that
people with SCI face in achieving independence and a good quality of life
in the community of their choice.

A 12-member steering committee composed of
individuals representing rehabilitation, research,
sports & recreation, government, housing, injury
control and consumers form the leadership of the
Alberta Spinal Cord Injury Collaboration
Initiative. The Initiative’s core goal is to improve
rehabilitation support services and the quality of
life for those living with spinal cord injury. Its
objectives are to:
1. Identify key issues and shortfalls in services,
including advocacy, for people with spinal
cord injuries.
2. Provide a forum where decision makers,
service providers and consumers can
collaborate on a vision, strategic priorities
and future directions.

3. Foster enhanced working relationships and
strategic alliances between the providers of
services to persons with SCI and consumers.
4. Establish a process that supports ongoing
planning and collaboration between providers
of services to persons with SCI.
Objectives one and two have been accomplished
following a period of stakeholder consultations,
research and a provincial planning forum. The
results are published in a 26-page report entitled
Future Directions in Spinal Cord Injury. In
essence, the report lays out the SCI community’s
vision, strategic priorities and desired outcomes
for four priority areas.
The next phase of the Alberta Spinal Cord Injury
Collaboration Initiative involves developing and
implementing a detailed action plan. This action
plan will set out strategies and initiatives that will
generate improvements in the rehabilitation and
quality of life of persons with SCI.
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Spinal Cord Injury in Alberta
Spinal Cord Injury Statistics

•

In 2002-2003, 126 people were in an Alberta
hospital undergoing treatment for a spinal cord
injury. Many were traumatic injuries resulting
from accidents. Others were caused by illness or
disease. In total, there are an estimated 4,400
Albertans living with spinal cord injury. They are
part of an estimated 218,000 Albertans 15 years
of age and older who have mobility impairments.
The majority of people who experience a SCI are
under the age of 45. Males have a SCI rate 2.5
times higher than females and rural Albertans are
2.3 times more likely to experience a spinal cord
injury than their urban counterparts.

•

SCI Stakeholder
Consultation

•

In 2002, the SCI Collaboration Initiative
commissioned a stakeholder consultation with
SCI consumers, professionals and service
providers living in Alberta. The object of the
consultation was to find out what stakeholders
felt was working well or not working well in SCI
acute care, rehabilitation and community living.
They were also asked for their suggestions on
how to improve care and support. The
consultation involved 59 in-depth interviews and
four focus groups across the province.

Continuum of care

The consultation revealed five core themes:
•
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•

Access to Services. There is general
satisfaction with the quality of rehabilitation
and community based support services.
However, there is severe criticism of the
availability and access to these services.
Concerns were expressed about a lack of
funding and regional disparities, and limited
access to and responsiveness of disabilityrelated supports and services provided
through government programs.
Transition to Community. The system most
often breaks down in discharge planning,
transition to community and life-long follow
up.
Housing. There is a critical lack of
affordable, accessible housing across the
province.
Support of a Collaborative Approach. The
service delivery system can be improved for
Albertans with SCI and there is
overwhelming support for developing a
shared vision, priorities and action plans for
SCI rehabilitation across the continuum.

Quality of Care. There is a high level of
satisfaction with the quality of care available
at the emergency response stage, in hospital
trauma centres, in active treatment
rehabilitation centres and in particular
programs such as self-managed care.

From the moment of injury, a SCI survivor’s life
is changed dramatically, and forever. Treatment
and care transitions from hospital to community,
with the end goal of returning the SCI survivor
to a healthy, active and productive life in the
community of his or her choice.
The continuum of care has many components.
These components must complement each other
and work seamlessly together if the consumer’s
service and support needs are to be met.

Emergency and acute care
Alberta has primarily three centres of acute care
for individuals who experience a traumatic spinal
cord injury. The Foothills Medical Centre in
Calgary serves central/southern Alberta plus
southeastern British Columbia. Capital Health
Region hospitals (University of Alberta Hospital
and Royal Alexandra Hospital) in Edmonton
serve central/northern Alberta, the Yukon and
Northwest Territories.
The average length of stay of SCI survivors in
acute care at the Foothills Hospital during 20032004 was 29 days. The average length of stay of
SCI survivors in acute care at Capital Health
hospitals during the same period was 26 days.

In-patient rehabilitation
In central/southern Alberta, SCI survivors get
rehabilitative treatment and care at the Foothills
Medical Centre in Calgary. In central/northern
Alberta, SCI patients receive in-patient
rehabilitation services from the Glenrose
Rehabilitation Hospital in Edmonton. Both
facilities have specific beds, units and health
professionals to meet the specialized rehabilitation
needs of SCI survivors. The average length of stay
in 2003-2004 at the Foothills Medical Centre was
80 days. During the same period, the average
length of stay at the Glenrose was 62 days.

Outpatient medical
care and therapy
The Foothills Medical Centre and Glenrose
Rehabilitation Hospital are the only two centres
in Alberta with specialized outpatient clinics for
individuals with SCI. In both centres, outpatient

visits have steadily increased since 2000-2001. At
the Foothills, total number of outpatient visits in
2002-2003 (349) jumped by 38% and new
outpatient visits (61) climbed by 79%, when
compared to 2001-2002.
Almost half of SCI in-patient rehabilitation
patients come from communities outside the
Calgary and Capital Health Regions. But health
regions outside of Calgary Health and Capital
Health do not have health professionals,
community workers, health units or clinics with
special knowledge or training regarding spinal
cord injury. Out-of-region patients discharged
back to their communities find it difficult to get
the type of care and support they need to
continue rehabilitation in their home
communities.

Home and personal care
SCI individuals need some degree of home or
personal care support in order to progress towards
independent living in the community. Many will
need it for the rest of their lives. Often, family
members or friends provide this support. When
this is not possible, or professional care is needed,
services and supports must be obtained through
the local Regional Health Authority (RHA).
Budgets and policies for providing these services
are set by individual RHAs and therefore can vary
significantly from region to region. Self-managed
care contracts provide an illustration of this. Selfmanaged care contracts allow individuals to
secure their own care needs directly, such as
hiring a personal care attendant. Contracts vary
depending on an individual’s condition and
circumstance.
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The average cost in 2002/2003 of the 1,178
clients in Alberta who received care under selfmanaged contracts was $1,588 per month.
Clients on self-managed contracts may or may
not have a spinal cord injury. Clients were likely
to get more money if they lived in Edmonton
than in Calgary and $1,000 less than the
provincial average if they lived in Aspen Health
Region (north central Alberta). The amount of
money received by any one individual may be
above or below the average.

needs of individuals with SCI, particularly
outside Edmonton and Calgary. This makes it
more difficult for someone discharged from
hospital to get the support they need to cope and
move towards independent living in the
community.
According to a Statistics Canada study, 201,700
people with disabilities in Alberta in 2001 needed
help with everyday activities. Of this total, 37%
said their needs were not being met.
1

Home care refers to health and supports services provided
in the home to people who are ill or recovering from illness.
This may include professional services such as nursing,
physiotherapy or occupational therapy or non-professional
services like homemaking, bathing and grooming.

2

Personal supports refer to a range of goods and services,
technical aids and equipment, personal services and
assistance required to offset a disability. Depending on the
type and severity of impairment, persons with disabilities
may need one or more of these elements to be provided.

Self-Managed Care (SMC) in Alberta
(2002-2003)
Health Region

SMC
clients

Chinook
Palliser
Calgary
David Thompson
East Central
Capital
Aspen
Peace Country
Northern Lights
Unknown

32
1
568
97
16
347
49
41
1
26

1,567
2,727
1,531
1,094
1,979
1,922
550
1,934
2,745
1,340

0.7%
0.1%
2.5%
1.3%
0.4%
1.3%
0.9%
1.1%
0.1%
1.3%

1,178

1,588

1.5%

TOTAL

Average SMC as total
monthly cost of all home
care clients

Source: Annualized Home Care Information System,
Alberta Health and Wellness.
Regardless of location, the level of home care1 and
personal supports2 provided by RHAs for SCI
individuals is often inadequate. In addition, many
community health professionals have little or no
specialized knowledge or training regarding the
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Housing
Affordable housing that meets the needs of
persons with SCI is in short supply throughout
Alberta. These needs centre on having a living
space that is accessible and adapted for someone
in a wheelchair. There is usually also a need for
some daily personal or health care support. There
are pockets of suitable housing for persons with
SCI in Alberta that support full integration into
the community. However, demand far outstrips
supply.
There are a number of agencies in Alberta who
maintain housing registries for those seeking
affordable, accessible or adapted housing. A severe
lack of inventory means waiting lists are long and
few placements are made. In Red Deer, for
example, 50 new applications for accessible
housing were made to the Innovative Housing

Society of Alberta in 2003. Only four were
placed. During the first five months of 2004, the
Accessible Housing Society of Calgary had 356
inquires regarding accessible or affordable housing
but could only place 23. Eight of these
placements were in units that were not wheelchair
accessible.
Government programs like the Canada-Alberta
Affordable Housing Program helps provide more
affordable housing units, but only a small portion
of the 1,005 units committed to so far under the
program are suitable for persons with SCI.
Units that may be suitable for persons with SCI
often do not incorporate on-site personal or
health care support, something many persons
with SCI must have to live independently. For
example, a person may require attendant care or
nursing services daily but proximity and building
restrictions may be barriers to the provision of
such services.
Lack of personal supports in apartments or
homes force many persons with SCI to live in
long-term care facilities.
Living in long-term care is a major barrier to
attending school, working or being full engaged
in the community. It is often more expensive
than living in the community. A housing model
developed by the Accessible Housing Society of
Calgary estimates the cost to house and provide
personal supports to a minimum of five people
with SCI in a building with independent living
suites would be $3,580 per person per month.
This cost would be offset somewhat by the
individuals paying $300 to $900 in rent,
depending on their income.

In comparison, the average cost for someone
living in a long-term care facility in Alberta in
2001/2002 was $4,110-$4,350 per month.

Assistive devices
People with spinal cord injuries need wheelchairs
and other assistive devices to help them function
independently. In total, 144,000 people with
disabilities in Alberta in 2001 used or needed an
assistive aid or device. Of this total, 43% said
their assistive device needs were not being met.
Alberta Aids to Daily Living (AADL) provides
financial assistance to people with a chronic
disability or a chronic or terminal illness who
need medical equipment and supplies. Clients
pay 25% of the cost of the approved item up to
$500 per year. They also pay for any upgrades.
People on low-income government support
programs (e.g. AISH) are exempt.
According to AADL, the maximum wait time for
approval to purchase a standard or powered
wheelchair is eight weeks. A ministerial
committee reviews all power wheelchair
applications. Any equipment or supplies
purchased before an AADL application is
approved is not reimbursed.
While beneficial, many with SCI have indicated
the program’s assessment criteria and limited
equipment list is a handicap to some individuals
who may otherwise be able to live and function
independently in the community. For example,
the program does not fund tilting wheelchairs.
Many SCI survivors in Alberta report the need to
find donors or to take on an economic burden
they can’t afford to get the equipment they need.
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Albertans with physical disabilities and their
families who need equipment but can’t get it
through government or other community
resources can apply to Alberta Easter Seals March
of Dimes. Application can be made to obtain
power wheelchairs, scooters, vehicle adaptations,
housing adaptations, communication devices and
other environmental control options. Generally,
the equipment is provided on a long-term basis.
Each request is assessed based on physical need
for the equipment and financial need for
assistance. Support is offered either as an interest
free loan, cost sharing or as an outright grant.

Transportation
The ability to travel is a critical link for most
community involvements, including participating
in recreation or volunteer activities, getting to
work or going to school. Individuals with SCI
need customized personal vehicles or adapted
public transportation in order to travel. In large
cities like Calgary and Edmonton, DATS and
accessible LRT systems make mobility by pubic
transit possible. Calgary and Edmonton have
accessible taxis, as do some smaller centres like
Red Deer. Elsewhere, SCI individuals must rely
on private vehicles. In many cases, being an active
member of the community is not possible
because suitable transportation is not available.
Limited or no access to suitable transportation is
a problem shared by many Albertans and
Canadians. A 1997 study of accessible
transportation in Alberta showed nearly 200,000
Albertans living in the community have at least
one “transportation disability” that makes it
either very difficult or impossible for them to use
regular transportation services. A 2001 Statistics
Canada study showed nearly one-third (30%) of
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Canadians with severe or very severe disabilities
(453,800) reported they had difficulty using
public transportation for local travel.

Education
The education level of Albertans with SCI is not
known. However, in 2001, 47% of persons with
disabilities aged 15-64 in Alberta had a trade
certificate, college or university degree. Another
21% had graduated from high school. This is
about the same educational levels obtained by
persons without disabilities. In 2001, 98,670 or
48% of all persons without disabilities aged 1564 had a trade certificate, college or university
degree. Another 26% (43,760) had graduated
from high school.
There are a number of programs in Alberta’s high
schools and post-secondary institutions that assist
persons with disabilities to obtain an education.
Access to buildings and around campus varies but
is generally good. However, lack of suitable
transportation or adequate personal care supports
can often prevent someone with SCI from getting
from attending school.

Employment
A national survey conducted by the Canadian
Paraplegic Association in 1997 revealed that 38%
of those living with a spinal cord injury in
Canada are employed. This is well below a 2001
Statistics Canada study that showed 52% of
adults with disabilities aged 15-64 in Alberta were
employed. In comparison, the same study showed
79% of adults without disabilities aged 15-64 in
Alberta had jobs.
There are a number of government and nonprofit job training supports available in Alberta
for persons with disabilities. However, many jobs
and employment programs don’t accommodate
the individual needs and challenges faced by
individuals with SCI.

SCI survivors who want to work face barriers that
persons without disabilities do not. Inadequate
community supports in personal care and
transportation can make it difficult to meet basic
job expectations, such as arriving on time
everyday. Some employers may not want to hire a
person with SCI because of false perceptions
regarding ability, productivity and costs. This
results in some people not getting jobs they are
otherwise qualified, willing and capable of doing.

Recreation and Leisure
An active and healthy lifestyle contributes
significantly to the physical and mental well
being of any individual. An active lifestyle is
defined as a way of life in which physical activity
is an integral part of the person’s daily routine. It
is particularly important for persons with SCI to
engage in recreation and leisure pursuits because
it improves mental and physical functioning. An
active lifestyle also helps persons with SCI
perform daily activities better, thereby increasing
their independence.
A 2000-2001 study by the Canadian Community
Health Survey showed that 56% of Canadians
with disabilities aged 15 and older were physically
inactive. This compared with 48% of Canadians
without disabilities who were physically inactive.
Another separate national study showed that only
a small percentage of adults with disabilities are
unable to participate in a physical activity because
of their disability. Most reported that barriers to
participation prevented them from being active.
There are a number of recreation and leisure
facilities and programs in Alberta that are
accessible. Many are adapted for wheelchair use.
However, a significant number of facilities,

programs and services in communities
throughout Alberta remain physically
inaccessible, do not accommodate the needs of
persons with disabilities, or are too expensive for
people with low incomes. This means many SCI
individuals who want to be active, particularly in
smaller communities, have few recreation or
leisure options.
Removing participation barriers has both social
and economic benefits. The Active Living
Alliance for Canadians with a Disability estimates
that increasing physical activity among Canadians
with disabilities by 20% over a five year period
could save more than $1 billion in health care
costs.

Income
The income level of persons with SCI is not
known. However, in 2001, the average income
for persons with disabilities in Alberta aged 15-64
was $25,288. Persons without disabilities in the
same age group earned about 24% more
($33,318) in 2001. Some people with SCI receive
monthly support from the provincial Assured
Income for the Severely Handicapped program or
Canada Pension Plan disability supplement. Both
programs offer base payments that are below
Canada’s poverty line.
Lower income coupled with higher medical and
daily living expenses means persons with SCI and
other disabilities have much less disposal income
than other Albertans. Paying a substantially larger
portion of income on housing, food and other
essentials of life means many persons with SCI
find it very difficult to become an active member
of the community and improve their quality of
life.
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Peer support
The Canadian Paraplegic Association has offered
peer support to SCI survivors for a number of
years. Peer support is voluntary and is available in
both group and one-on-one environments. When
permitted, peer support is first provided in
hospital following injury. Support continues
through rehabilitation and following discharge. In
many cases, peer support is the only constant link
through the continuum of care for SCI survivors.
Established relationships exist between CPA and
Alberta hospitals regarding peer support. Peer
support activities in hospital range from

educational talks to participating in discharge
planning. The level of involvement varies and is
predicated on patient consent and unit policies.
CPA has hired a provincial peer coordinator to
expand the program and achieve 100% reach to
all persons with SCI living in Alberta. The
expanded program is expected to help fill some
existing information and social support gaps. This
move complements the national Rick Hansen
Spinal Cord Injury Network development
project. The Rick Hansen project aims to connect
people with SCI, researchers and service providers
in an effort to accelerate improvements in the
quality of life for people with SCI.

SCI Service and Support Gaps
It is generally acknowledged that Alberta has excellent emergency, acute care
and in-hospital rehabilitation services.
SCI survivors first experience service and support
gaps at the community transition phase of
recovery. Community transition is a key
determinant in the ability of any person
recovering from illness or injury to be healthy, to
be active and to enjoy a reasonable quality of life.
Successful community transition for someone
with SCI means access to adequate basic living
supports and services in the community of their
choice.
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Of principle importance is affordable and
adapted housing and in-home personal care
services.
SCI survivors also need good information and
knowledge of community supports before
discharge from hospital. Following discharge,
they need proactive, on-going outreach and
follow-up by knowledgeable health professionals,
other service providers and their peers.

Priorities for Improvement
Research and interviews with consumers, service
providers, administrators and other stakeholders
show that SCI rehabilitation and quality of life
services can benefit most by improvements in
four critical areas: community transition,
housing, peer support and advocacy.

Community Transition
Transition from hospital to community for
persons with SCI is inconsistent across the
province. In rural and Aboriginal communities,
support services are often non-existent.
Individuals who would otherwise be independent,
employed and contributing to society are often
forced to live in dependency and isolation.
A provincial SCI community transitions strategy
is needed to apply a high, consistent standard of
discharge planning and transition support across
Alberta. Specifically, the goals of this strategy are
to:
•

•

•

Educate consumers, caregivers, health
professionals, service providers and others
about the community needs of those with
SCI in key areas like health care, mobility,
accommodation and active living.
Apply best practices within an evidence-based
framework to the provision of transition
supports and services.
Incorporate a province-wide transition system
that supports SCI survivors until they are
capable of managing on their own in the
community of their choice.

Housing
There is a critical shortage in Alberta of
affordable homes and apartments that are suitable
for persons with disabilities. Waiting lists exist in
every community for accessible housing units.
Turnover is very slow, forcing many with SCI to
live in accommodation that does not meet their
needs or is totally inappropriate, such as a nursing
home.
A provincial housing strategy is needed to address
the shortfall and allow Albertans living with SCI
and other disabilities to live with dignity in the
community of their choice. Specifically, the goals
of this housing strategy are to:
•

•

•

•

Make accessible, adapted and affordable
housing available as soon as possible
following discharge from a rehabilitation
centre. The target is to achieve an availability
standard of no more than 30 days from date
of discharge.
Support housing in the community for
persons with disabilities who have high care
needs with around-the-clock personal care
based on individual need.
Relieve shortfall pressures by adding more
housing inventory with universal designs to
Alberta’s existing inventory.
Make a portion of new multi-family
buildings and community developments
accessible to all.
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Peer Support

Advocacy

Peer support is an important factor in the ability
of spinal cord injured persons to overcome the
trauma of becoming disabled, develop a positive
outlook, transition into the community and
maintain independence once there. CPA has
provided peer support services for sometime but
geographic and operational limitations have
prevented it from reaching out to all consumers.
An expanded peer support program would
provide all those with SCI access to the support
they need to integrate more successfully into
community life. Specifically, the goals of a
province-wide, interagency supported peer
support program are to:

Many communities in Alberta do not easily
accommodate persons with disabilities. Physical
and attitudinal barriers make it difficult for SCI
persons to make a smooth transition from
hospital to community. Knowledge and awareness
make communities more accessible and open to
persons with disabilities. This can be done
through consistent, visible education and
communication programs.

•

•
•

•

Enable every Albertan with a new spinal cord
injury to access peer support while in hospital
and following discharge.
Make peer support available in every part of
the province.
Provide SCI consumers with on-demand,
current information and resources on
community services and supports.
Entrench peer support as a standard
rehabilitation and discharge planning tool for
health professionals.

The building blocks of accessible communities
are enhancements in access and services that
persons with disabilities require in their daily
lives. Advocating for the creation of such
communities is consistent with the
recommendations of the Alberta Disability
Strategy and the goals of the newly formed Office
for Disability Issues. Specifically, the goals of an
advocacy strategy focused on constructing
accessible communities are to:
•
•

•
•
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Support full implementation of the Alberta
Disability Strategy.
Encourage communities in Alberta to
become more accessible and welcoming to
persons with mobility impairments.
Make all public buildings in Alberta fully
accessible.
Encourage Alberta Health and Wellness and
other ministries to provide adequate funding
for critical need areas like housing, peer
support, personal and home care, etc.

Economic and Social Benefits of Change
The successful community transition of a SCI
survivor results in positive economic and social
impacts. A SCI survivor in the community is
likely to attend school, be employed or train for
employment and volunteer their time. Educated,
skilled, eager workers and volunteers are a
valuable asset to any community. They are much
needed additions to Alberta’s stressed labour and
volunteer pool, and they contribute to the local
and provincial economy.
A person living independently in the community
is a consumer. They rent or own a home and buy
food, clothing, transportation, utilities, financial

services, entertainment and other goods and
services. They pay school tuitions, taxes, user fees,
premiums and other expenses that offset public
service costs.
Contrast this with SCI survivors who remain in
hospital or a care centre longer than necessary or
are placed in long term care facilities because of
unavailable housing or insufficient home support.
The costs to government in both of these cases
are substantially higher, communities are denied a
valuable human resource, and the reintegration of
individuals with SCI into the community is
delayed, sometimes for months or years.

SCI Survivor Institutional Stay Costs
Institution
Glenrose rehabilitation
(2003-2004)
Foothills rehabilitation
(2002-2003)
Long term care facilities
(2001-2002)

Cost per
day

Cost per month
(30 days)

Average length
of stay

Average total cost
per patient

$695

$20,850

62

$43,090

$641

$19,230

80

$51,280

$137-$145*

$4,110-$4,350

Not available

Not available

* Range includes average estimated cost of $97 per day for health services and the provincially regulated charge for a
standard, semi-private or private room. The range is $40 - $48 per room per day. The estimated cost for health services
is determined by the Funding and Costing Branch of Alberta Health and Wellness using system-wide data obtained
from regional, public and privately owned and operated facilities in Alberta.
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Each year, a significant number of SCI
rehabilitation in-patients experience a discharge
delay or discharge to another institutional setting.
In 2003/2004, 27% of patients from the
Foothills experienced discharge delays. The
average discharge delay was eight days. During
the same year, 34% of SCI patients from the
Glenrose Hospital and 31% of SCI patients from
the Foothills Hospital were discharged to another
province or to another hospital or long-term care
facility in Alberta.

In most cases, discharge delays and discharges to
other institutions occur because there is no
suitable place in the community. Often, home or
apartment modifications take months to arrange
and complete. With little transitional housing
available, patients are forced to wait in a hospital
or a long-term care facility until such changes are
made. For some, there is no home to return to.
The wait for a suitable home or apartment is
much longer for these individuals, as vacant
adapted/accessible rental units are rare.

Destination on Discharge from
a Rehabilitation Hospital
Destination

Glenrose
(2003-04)

Foothills
(2003-04)

Home/transitional residence

65%

69%

Other Alberta hospitals

24%

Long-term care facility

7%

Out of province

4%

31%

Sources: Glenrose and Foothills SCI rehabilitation program
annual reports.
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Resource and Management Needs
Partnerships
Improving SCI rehabilitation and quality of life
services in Alberta requires the cooperation of
those with community transition mandates. The
Collaboration project has already gathered a
critical mass of organizations but additional
private and public partners in key service sectors
like housing development and community health
need to be brought on-stream to help achieve
Collaboration goals.

Leadership
Effecting change over time amongst Alberta’s
communities and service providers requires
dedicated leadership. Improving SCI community
transition and supports like housing need a team
of people in both governance and administrative
roles who are committed to achieving the
Collaboration goals.
Effective leadership has been demonstrated in the
planning stage by CPA and members of the SCI
Collaboration Initiative Steering Committee. The
implementation phase of the project needs a
broader involvement. There are two
recommended options:

Option A

A terms of reference approved by the SCI
Collaboration Initiative Steering Committee
would set the mission, mandate and objectives of
the Board. Sponsoring organizations would have
dedicated seats on the Board. A few seats would
be reserved for SCI individuals and a consumer
would be the Board Chair.
Secondments, grants and in-kind support would
offset administrative and staffing costs.

Option B
Form a coalition of agencies and organizations
that support the Collaboration Initiative. Its
mandate would include overseeing the
implementation and management of the SCI
Collaboration Initiatives action plan. Coalition
members would be required to sign a charter
committing themselves to common goals, beliefs
and guiding principles.
An Executive Committee drawn from coalition
members and chaired by a consumer would
provide operational direction and leadership.
CPA would provide administrative support to the
Coalition. Coalition members would be expected
to underwrite the administrative costs of the
Coalition, either through a direct financial
contribution or in-kind support.

Form a Board of Directors composed of major
partners representing government, public and
private interests to oversee implementation of the
SCI Collaboration Initiative action plan. The
Board would be supported by a secretariat. The
secretariat would be responsible for implementing
the decisions of the Board and managing the
action plan.
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Business Case Date References
Funding
Some aspects of improving SCI rehabilitation and
quality of life services in Alberta will require
significant investment. For example, increasing
the accessible, adapted housing inventory in
Alberta will involve a significant capital cost. It is
important to note that creating more units has
limited value to SCI individuals if on-site
personal supports that enable them to live
independently are unavailable.
It is expected that the level of investment needed
will decline over time as services and supports
improve. Long-term investments in community
supports would be offset by savings in other
areas, such as fewer extended stays in institutions
forced by inadequate community supports.
The SCI Collaboration Initiative action plan will
provide specifics regarding the nature and
amount of required resources. However, a cost
sharing formula that involves public, private and
consumer interests will generate the necessary
investment and ensure sustainability over the
long-term. For example, accessible housing
contract agreements among the three levels of
government, local developers, local housing
authorities and community agencies.

Measurement
Current research exists or is underway that
provides a snapshot of housing inventories, wait
lists, health outcomes and other factors in Alberta
that impact the lives of SCI persons. This data,
plus any additional research required to fill
information gaps, will be used as benchmarks for
assessing the impact of action plan strategies and
initiatives on community transition, housing,
peer support and advocacy.
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