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Message from the Chair

On behalf of CPA (Alberta) and the Steering Committee of the Alberta Spinal Cord Injury Collaboration
Initiative, I am pleased to present this report which outlines a common vision, strategic priorities and
proposed actions aimed at improving service delivery to people with spinal cord injury (SCI).
I am particularly pleased with the high level of commitment, cooperation, and desire shown by the many
consumers and stakeholders who participated in this process. This report is a reflection of their thoughts,
communicated to us through interviews, focus groups, and a two-day F u t u re Dire c t i o n s forum. I thank
them all, and in particular, the members of the Steering Committee who worked closely with the Canadian
Paraplegic Association (Alberta) to launch this ambitious project. We are pleased that they have confirmed
their support for another year as we move forward with developing a detailed implementation plan.
The results of the past year have given CPA (Alberta) renewed energy to continue providing leadership for this exciting
project. Our initial goals have been met: a common vision for stakeholders (including consumers) in SCI has been
forged, a set of four priority areas has been identified, and a very good start has been made in drafting possible actions
in those areas. Our immediate plans are to continue building upon this work by developing a detailed implementation
plan. We will be aided in this work by the Steering Committee. To succeed, we require the interest and participation of
consumers and stakeholders in each priority area. We also require adequate funding. CPA (Alberta) is doing the work
necessary to make sure both stakeholder support and finances are in place as we move forward with this work.
As we continue with the day-to-day work, we also look toward to the future and the project’s long-term goal to
improve rehabilitation services and quality of life for individuals and families living with SCI. The results of this phase of
the Collaboration assure us that we are truly forging “Future Dire c t i o n s ” in this area. Service providers are developing
new ways of thinking about how they can best help those with SCI from time of injury through to return to community
and life-long support. Better coordination of services in all these transition phases will streamline and improve access to
needed services for people when and where they need them. Improved information sharing, joint planning, and
collaborative research will contribute to an improved continuum of services that makes optimal use of limited financial
resources. A shared vision will bring together the various service sectors (e.g. clinical rehabilitation and community
support services) and give them an opportunity to reflect on long-term outcomes and address timely opportunities such
as the expanding role of voluntary organizations in supporting life-long independence and well-being.
We also look forward to sharing what we’ve learned with agencies and organizations focusing on other disability
areas and discliplines in order to help them further their own unique objectives.
As we proceed toward developing the implementation plan, these long-term goals will come into sharper focus.
CPA (Alberta) and members of the Steering Committee have much work ahead but we are approaching it with the
optimism that in the end, our clients with SCI will be the ultimate beneficiaries.
We have a unique opportunity to make a difference in the lives of Albertans with SCI. It begins with the creation of a
spirit of cooperation among the many professionals, community organizations and government departments working on
behalf of our clients and families. This spirit was clearly evident among those involved in the development of this
report. It’s beginning to dawn on all of us that finding new ways of doing business and better utilizing the natural
support systems that exist within the community will lead to greater efficiency and improved service quality.
The journey begins with us. Many thanks,

Neil Pierce, Chair, Alberta Spinal Cord Injury Collaboration Initiative
CEO, Canadian Paraplegic Association (Alberta)
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Terminology

Citizenship
“Citizenship gives every person the right to be included and actively involved in all aspects of Canadian society.”1
“Citizenship implies presence of a collective identity and sense of agreement amongst individuals about the rights
and responsibilities that are necessary for diverse populations to cohabitate. Persons with needs or interests that
are considered to be different from the general population often require the support of government to ensure that
their diverse needs are met.”2

Consumer
An individual with a spinal cord injury, or a member of this individual’s family, who is either in the position of
needing or accessing rehabilitation services.

Rehabilitation
Any intervention or support service that is offered or provided to assist a person with a spinal cord injury adapt to
their disability and become an independent and participating member of his/her community.

Spinal Cord Injury (SCI)
“Damage to the spinal cord that results from direct injury to the cord itself, or from indirect injury from damage to
the bones, soft tissues, and blood vessels surrounding the spinal cord.”3 SCI can be caused by an external forc e
such as in a motor vehicle collision or a fall, or can be caused by a biological condition affecting the spinal
column, such as a tumour or hemorrhage. A SCI can affect physiological functions including muscle function,
blood circulation, bowel and bladder functioning, and respiratory capacity.4 The most common secondary
conditions related to SCI are pressure sores, respiratory complications, urinary tract infections, spasticity, and
scoliosis.5

The SCI Rehabilitation Continuum
The path which someone typically takes once they have incurred a SCI. The major transitions in the rehabilitation
continuum are: injury, emergency care, care in hospital, active rehabilitation (typically in a rehabilitation centre ) ,
transition to community, and life-long living/citizenship. Each transition stage is characterized by a particular set of
services. A diagram and description are provided on page 10 of this report.

Transition
An event (e.g. spinal cord injury) or non event (e.g. loss of future career path) resulting in a change in one’s
assumptions about self and requiring adaptive changes in behaviour. Adjustment is affected by internal factors
(e.g. life view) and external factors (e.g. life situation) and is considered to have occurred when an individual is
no longer preoccupied with the transition. At this point the individual might be said to have undergone a
successful rehabilitation and adjustment process (adapted from Schlossberg, 19816 and 19847 ) .
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Executive Summary

Backgr
ound & Objectiv
es
Background
Objectives
In the summer of 2002, the Canadian Paraplegic Association (Alberta) decided to initiate 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, based on over 40 years of providing peer support,
counselling, advocacy and information services to people with SCI and their families, of the many barriers that
people with SCI face in achieving independence and experiencing quality of life in their home communities.
A 12 member steering committee, including representation from rehabilitation, research, disabled sports,
recreation, government, housing, injury control, and consumers (listed in Appendix A) established the following
objectives for the Collaboration:

1. to identify key issues and shortfalls in services, including advocacy, for people with spinal cord injuries;
2. to provide a forum where decision makers, service providers and consumers can collaborate on a vision,
strategic priorities, and future directions;
3. to foster enhanced working relationships and strategic alliances between the providers of services to
persons with SCI and consumers; and
4. to establish a process that supports ongoing planning and collaboration between providers of services to
persons with SCI.

The Committee determined that it would utilize a broad definition of “rehabilitation”—one that includes any
intervention offered or provided to assist a person with a spinal cord injury to adapt to her/his disability and
become an independent and participating member of her/his community. This would encompass a continuum of
services from emergency response through acute care, active rehabilitation, and community based support
agencies and incorporates research into health, rehabilitation and other quality of life related issues.
The Committee also felt strongly that the results, while focusing on spinal cord injury, would serve as a valuable
model for integrated service delivery in other disability sectors.

Stakeholder Consultation
The first step in addressing the objectives was to consult stakeholders in SCI (professionals and consumers) to find
out what they felt was working well in the rehabilitation continuum from emergency response through to return to
the community, and what they felt was not working well. All participants were asked for their suggestions as to
what improvements should be made.
In-depth telephone interviews were conducted with 27 organizational decision makers and administrators and
32 front-line service providers (and their supervisors) working directly with clients with SCI. Four focus groups
w e re conducted—one each in Grande Prairie, Edmonton, Calgary, and Lethbridge. Twenty-eight individuals
with SCI and their family members from these communities participated. (See Appendix B for a full listing of
consultation participants.)
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Consultation Findings
Five major themes emerged from the data:

1 . 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 .
2. Access to Services. While there is general satisfaction with the quality of rehabilitation and community based
support services, there is severe criticism of the availability of and access to these services, with frequent
references to a lack of funding and regional disparities. Concerns were raised regarding limited access to and
responsiveness of disability-related supports and services provided through government programs.
3 . Transition to Community. The system most often breaks down in discharge planning, transition to
community, and life-long follow-up.
4 . Housing. There is a critical lack of affordable, accessible housing across the province.
5 . Support for 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 actions plans
for SCI rehabilitation across the continuum.

The findings were developed into a draft Future Directions Interim Report that was circulated to the consultation
participants and others who were invited to participate in the next phase of the initiative—the Future Directions Forum.

Future Directions Forum
The F u t u re Dire c t i o n s F o r u m, held May 7th through 9th, 2003 in Edmonton, was an intense two and a half days of
work in which 47 professionals and individuals with SCI in Alberta developed a shared vision, strategic priorities,
desired outcomes in those strategic priority areas, and drafted a list of possible actions to achieve those outcomes.
Participants represented the following sectors (see Appendix C for a full listing of Forum participants):
 consumers
 emergency response and critical care
 active rehabilitation centres—occupational therapy, social work, physiatry, and administration
 counselling and information services
 injury control
 housing providers
 income support programs
 home care / self-managed care—both funders and providers
 attendant care—coordination, placement and training
 technical supports (e.g. equipment)—funders and providers
 employment counselling and placement—funders and providers
 active living, leisure, sports
 teaching and research
 program policy and planning with the provincial government
 researchers
.
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Forum Accomplishments
The forum gave everyone involved an opportunity to share their perspectives and insights on what needs to
change in the system of delivering services to Albertans with spinal cord injuries. In brief, the Forum resulted in:
 A shared understanding of what the service delivery system, from emergency services through life-long support
in the community currently looks like, and where current gaps exist.
 A common vision promoting full citizenship and an equal playing field for people with SCI, mirroring the
vision expressed in the Alberta Disability Strategy released in December 2002 by the Premier’s Council on the
Status of Persons with Disabilities.8
 Four strategic priority areas addressing concerns arising from the consultation:

1. To develop a p rovincial SCI housing strategy to address the current severe shortage of affordable,
wheelchair accessible housing.
 Key outcome: All Albertans living with SCI will have access to housing that allows them to live
with dignity in the community of their choice.
 Key action proposed: Collaboration partners to develop a provincial SCI housing network and
encourage the adoption of the recommendations of the Barrier Free Building Committee that
reviewed the Alberta Building Code.
2. To work toward a p rovince-wide interagency peer support program so that every person sustaining
a SCI is offered the support of a peer affected by a spinal cord injury.
 Key outcome: Every Albertan with a new SCI will have access to a trained SCI peer volunteer
before discharge from rehabilitation and at every stage along the service continuum.
 Key action proposed: Collaboration partners to further develop and expand the existing CPA
(Alberta) provincial peer support volunteer program.
3. To establish a spinal cord injury community transitions strategy so that all individuals with SCI
discharged from rehabilitation will have full support in making the transition back to their community.
 Key outcomes: 100% of individuals with a SCI will be discharged from a rehabilitation centre with
coordinated support throughout their transition to full participation in the community of their
choice.
 Key action proposed: Collaboration partners to establish a SCI Community Transitions Project Te a m
to develop strategies and actions to improve discharge planning, reintegration into the community,
and lifelong follow-up for individuals with SCI.
4. To work collaboratively on a unified, focused advocacy strategy so that our voice on issues of
concern to people with SCI is stronger and more effective.
 Key outcomes: The Alberta Disability Strategy (ADS) will be adopted as a framework for action by
the Government of Alberta; and, all Alberta communities will be accessible and welcoming to
people with SCI and other mobility impairments.
 Key actions proposed: Organize a major awareness campaign in support of the ADS; and,
spearhead coordinated initiatives to make Alberta communities fully accessible.

A more extensive list of outcomes and proposed actions in each area was drafted and is documented in the
remainder of this report. All of these outcomes and actions are preliminary and will be further refined with additional
input from stakeholders, as the Collaboration moves forward with developing a detailed implementation plan.
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Impact
As part of the Future Directions Forum evaluation, participants (including consumers) were asked: “Will these
priorities and strategies, if implemented, make a positive difference in the lives of people with spinal cord injuries
in Alberta?” Eighty-six per cent responded “Yes”, with the remaining 14% responding “Maybe.” Comments
included:
 Yes, but the key is to “do” and implement. Don’t drop the ball and let all this “good stuff” get lost.
 [Yes] if the political will is there .
 The challenge will be to ensure that there is leadership and commitment.
 We need to make it happen.

Summary and Next Steps
These comments indicate that the Collaboration is off to a very good start, and has the stakeholder support needed
to bring about long-term improvements in the lives of Albertans living with SCI. It is also clear that the Collaboration
must continue to move forward with implementation of the strategies and actions proposed by stakeholders
throughout the consultation process and Future Directions Forum. The next important steps in the process will be to
develop a detailed plan for implementation which includes further developing the strategies and actions with
stakeholder input, identifying roles and responsibilities, and calculating the human and financial resources require d
for implementing them (as a reference, a financial statement of revenues and expenditures for phase I of the
Collaboration is provided in Appendix E). The Steering Committee, with leadership provided by CPA (Alberta) is
committed to pursuing these next steps and maintaining the momentum that has already been built.
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Preamble: Why a SCI Collaboration Initiative?

When a spinal cord injury happens, life changes—it doesn’t end. Those who have been affected by SCI can attest
to the ways in which life changes and the challenges related to rebuilding a satisfying life after their injury.

“ W h e n I w a s i n j u re d i n 1 9 6 6 I s p e n t n i n e m o n t h s i n h o s p i t a l u n d e rg o i n g t re a t m e n t a n d re h a b i l i t a t i o n .
D u r i n g t h a t t i m e I w a s t o l d b y d o c t o r s t h a t I w o u l d n e v e r w o r k a g a i n , n e v e r h a v e a s e x u a l re l a t i o n s h i p w i t h
my wife again, and that I would be lucky if I lived another ten years. It was assumed that when I went home,
m y w i f e w o u l d b e m y s o l e c a re g i v e r. Wi t h a b r a n d n e w b a b y , t h a t w a s v e r y h a rd o n h e r. We l i v e d i n a s m a l l
t o w n a n d t h e w h o l e e n v i ro n m e n t t h e re b re d d e p e n d e n c y . I f I w a n t e d t o l e a v e t h e h o u s e , I h a d t o a s k f r i e n d s
to help me. If I wanted to go into a store, I had to rely on friends again, or strangers to lift me up the steps. I
c o u l d n ’ t f i n d a n y o n e t o p ro v i d e a t t e n d a n t c a re . E v e n t u a l l y m y w i f e a n d I s e p a r a t e d a n d I m o v e d t o a n
e x t e n d e d c a re f a c i l i t y i n E d m o n t o n , w h e re I c o u l d g e t a t t e n d a n t c a re a n d re t u rn t o s c h o o l . ”
–L. P., Edmonton, Alberta

People injured more recently relate some of the same experiences that L. P. had in the sixties: limited accessibility
particularly in smaller communities; pressures on spouse and family to provide care; needing to move to another
community to receive necessary services. What is very different, however, are the expectations of professionals
working with people with SCI and those of people with SCI themselves. Now, more than ever, people with SCI
are encouraged, and given opportunities, to fulfill roles as husbands, wives, parents, employees, volunteers,
community leaders, and more .
Significant changes have taken place in the areas of SCI treatment, rehabilitation and community supports that
reflect these changing expectations. Advances have been made in the early treatment of SCI, resulting in a greater
survival rate, better outcomes, and a longer life-span for people with SCI. New rehabilitation practices have been
developed that focus on teaching skills needed to live as independently as possible and maintain health over the
long-term. The number of community-based supports for people with disabilities has increased, making it possible
for many people with SCI to pursue higher education, employment, and other personal goals. Technological
advancements in the area of equipment and medical supplies, and improved physical accessibility of such things
as transportation, housing, and recreation increase the possibilities for people with SCI to live in their own homes
and be active participants in the community.
In spite of these major changes, many people with SCI continue to face tremendous challenges in making the
transition to life with a disability. Community services and supports have a large role to play in helping with this
transition. Access to appropriate supports is critical. The goal of the Alberta SCI Collaboration (the Collaboration),
is to address issues in service delivery, ensuring that services are available to meet the needs of all Albertans
adjusting to life with SCI.
Through the Collaboration, we have learned that there is strong support from both consumers and service providers
across the province to begin working together to address new challenges in service delivery and ensure that the
needs of Albertans with SCI are met. This common interest came together in a shared vision to guide the
Collaboration. The vision was developed by a group of more than 40 Alberta professionals and consumers at the
Future Directions Forum, held in May 2003 in Edmonton.
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The vision encompasses the concept of full citizenship that is described in the Alberta Disability Strategy, a document
released by the Premier’s Council on the Status of Persons with Disabilities in December, 2002. Motivated by this
progressive and comprehensive document, the participants in the Future Directions Forum determined that they
envisioned a province where all persons with disabilities:
 are valued and can participate fully in the social, economic, and political life of their communities;
 receive the support they require to achieve a quality of life that ensures health, safety, comfort, and dignity;
 have the rights, freedoms and responsibilities to make choices and determine their own destinies;
 can participate in education and employment at rates similar to those of the general population;
 are respected as partners and valuable assets in the process of crafting and owning the new Alberta
prosperity.9
This vision is the beacon for the Alberta SCI Collaboration Initiative, and will continue to guide partners involved
in the initiative as they develop strategies and implement programs and projects that will meet needs expressed by
consumers with SCI.
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Background & Objectives

Background
In the summer of 2002, the Canadian Paraplegic Association (Alberta) 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, based on more than 40 years of providing peer support, counselling,
advocacy and information services to people with SCI and their families, of the many barriers that these
individuals face in achieving independence and experiencing quality of life in their home communities. Funding
was received, and a steering committee was formed to guide the Collaboration. The Steering Committee (listed in
Appendix A) included representation from rehabilitation, research, disabled sports, recreation, government,
housing, injury control, and consumers.

Objectives
In September, 2002 the Steering Committee met and established the following objectives for the Collaboration:

1. to identify key issues and shortfalls in services, including advocacy, for people with spinal cord injuries;
2. to provide a forum where decision makers, service providers and consumers can collaborate on a vision,
strategic priorities, and future directions;
3. to foster enhanced working relationships and strategic alliances between the providers of services to
persons with SCI and consumers; and
4. to establish a process that supports ongoing planning and collaboration between providers of services to
persons with SCI.

The Steering Committee determined that these objectives would focus on SCI, with the understanding that the
process and results of the initiative would be relevant and shared with other disability groups. By taking this
approach, the Collaboration could ensure that it was meeting the needs of people living with SCI and address
specific issues relating to SCI rehabilitation. The Collaboration’s learnings and accomplishments will serve as a
valuable model of integrated service delivery—one that can be utlized by other disability sectors.
In addition, the Steering Committee agreed upon a broad conception of “rehabilitation” – one that includes any
intervention offered or provided to assist a person with a spinal cord injury adapt to her/his disability and become
an independent and participating member of her/his community. This would encompass a continuum of services
from emergency response through acute care, active rehabilitation, and community based support agencies.
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Context: Understanding SCI in Alberta

Any investigation into the needs of people with SCI must begin with an accurate understanding of the scope of the
spinal cord injury problem in Alberta, the social and economic circumstances of people living with SCI, and the
current service delivery system in Alberta.

SCI Facts
On average, 116 Albertans will survive a traumatic spinal cord injury each year. 10 An unknown number of people
will also experience SCI due to causes such as surgical error, cancer or hemorrhage. While the causes differ, health
related outcomes and the personal adjustment process have many similarities. The Alberta SCI Collaboration
Initiative considers the needs of all spinal cord injured Albertans, regardless of cause.
In Alberta, 50% of people who suffer a SCI are 35 years or younger. 11 Fifty per cent of those who die before
they reach hospital are 27 years or younger. Males have a SCI rate 2.5 times higher than females.12 Residents of
rural areas are at 2.3 times the risk of SCI than people living in large urban centres.13 Motor vehicle collisions
(MVCs) are by far the most common cause of traumatic SCI. Over three years, MVCs were responsible for 56%
of SCI-related hospitalizations.14 While data are not available for the Aboriginal population exclusively, we do
know that First Nations people in Alberta have an injury mortality rate four times greater than for other
Albertans15 and seatbelt wearing rates in First Nations communities are very low—between 16 and 54%
depending on the community.16
Reliable data on the number of people living with SCI in Alberta are not available. According to estimates
provided by CPA (Alberta) there are about 3,600 people with SCI living in the province. The 2001 National
Participation and Activity Limitation Survey (PALS) estimates that 217,950 Albertans over the age of 15 have a
mobility impairment. 128,000 are between 15 and 64 years of age. Only pain disables more adult Albertans in this
age group.17 A survey conducted by the national office of the Canadian Paraplegic Association18 revealed the
extent to which the population of people with SCI is aging: 42% of the 966 people surveyed had been injured 15
years or longer.
More important than the numbers of people who are injured, is the impact that SCI has on individuals and on
society. Employment is one measure of the personal impact of SCI. As a whole, people with disabilities continue
to experience high rates of unemployment and lower earnings than those without disabilities. In Alberta in 1991,
57.6% of people with disabilities were employed, compared with 78.6% of those without disabilities.19 Only 15.6%
of individuals with a disability were earning more than $20,000 annually through employment compared with
30.0% of the general population.20 In the CPA national study, 40% of those surveyed had never worked since they
w e re injured.21
Making the transition to life with SCI is possible but takes time and support. SCI presents massive changes in
physical ability and self-image to which people must adjust. The movement of limbs and the functioning of
internal organs can be greatly affected, requiring people to learn new ways of caring for their bodies. It also
brings about changes in a person’s ability to perform the roles she/he once performed. Intimate relationships as
well as relationships with family and friends can be affected. How well a person copes with this transition
depends on many factors. Some are personal such as coping ability and a person’s natural response to
challenges and change. Others are external, such as the availability of family support and services in the
community. Transition is therefore a long-term, complex process that many people will seek professional
assistance to manage.
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The Rehabilitation Services Continuum
Throughout this report, rehabilitation is defined as a n y i n t e r v e n t i o n t h a t i s o ff e re d o r p ro v i d e d t o a s s i s t a p e r s o n
w i t h a s p i n a l c o rd i n j u r y a d a p t t o h e r / h i s d i s a b i l i t y a n d b e c o m e a n i n d e p e n d e n t a n d p a r t i c i p a t i n g m e m b e r o f h e r /
h i s c o m m u n i t y . The rehabilitation continuum encompasses the whole process of recovery and adjustment
following injury, including any services or interventions that impact on health or quality of life. It includes
emergency services, acute (hospital) care, active rehabilitation, and return to life in the community.
The illustration below is a visual representation of the SCI rehabilitation continuum. In this illustration, the square
blocks arranged horizontally along the centre of the diagram represent individuals as they make the transition
from injury back to the community. The supports and services the individual may require are represented at the
top and bottom of the diagram; the lower bar and balloons below it represent community-based service providers
delivering an array of disability-related services and supports. The arrows represent the degree to which the
individual needs to access disability-related services: larger arrows indicate greater need, usually at the beginning
of the transition back to community; smaller arrows indicate less need as the individual becomes more
independent and begins to access mainstream services (i.e. services designed for the general population) more
often. The vertical arrow to the right of the diagram represents the influence of advocacy and awareness on the
way services are delivered. The assumption here is that the more accessible and sensitive the mainstream system
becomes, the less demand there is likely to be for services designed specifically for people with disabilities.

• Consult & Diagnostics

• Physiatrist

• STARS/EMT

• Neurologist

• Neurosurgeons

• Nurse

• Ortho Surgeons

• Social Worker

• ICU Team

• PT

• Social Workers

• OT

• 1-800 Trauma Line

• RT

• Family Peer Support

• Peer Support

The rehabilitation continuum as described has evolved over many years, and continues to evolve, with changes
taking place in emergency and acute care, active rehabilitation, and community supports. These changes have
come in response to new knowledge, technology, consumer expectations, and political directions affecting such
things as program funding. In the current social and political climate, service providers are focusing more and
more on reducing duplication, unnecessary competition for limited funds, and gaps in service delivery between
the different stages of the continuum. The guiding principle is that, with the proper supports in place, people with
SCI can achieve, or return to, a healthy, active and productive lifestyle. The proper support system is one that
works efficiently, provides a seamless continuum of client-focused services.
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Consulting with Stakeholders

The key problem facing the Collaboration Steering Committee was to find out why, when Alberta has excellent
programs and an array of committed and highly skilled workers, many individuals with SCI continue to face
tremendous challenges in accessing the services and supports they need to adapt to life with SCI. To answer this
question, a stakeholder consultation was conducted.
A consulting firm with extensive experience in the field of SCI conducted telephone interviews with 27
organizational decision-makers and 32 front-line staff working in the various areas of the rehabilitation continuum.
Organizational decision-makers included directors, executive directors and program managers. Front-line workers
included staff, their supervisors, social workers, occupational and physical therapists, community services
coordinators, case workers, and home care providers, all of whom support persons with spinal cord injuries.
Participants represented the following areas:
 emergency response and critical care
 active rehabilitation centres—occupational therapy, social work, physiatry, and administration
 counselling and information services
 injury control
 housing providers
 income support programs
 home care / self-managed care—both funders and providers
 attendant care—coordination, placement and training
 technical supports (e.g. equipment)—funders and providers
 employment counselling and placement—funders and providers
 active living, leisure, sports
 teaching and research
 program policy and planning with the provincial government
Four focus groups were conducted with consumers and family members—one each in Edmonton, Calgary,
Lethbridge and Grande Prairie. Each group was facilitated by a professional working with Alberta Community
Development, Volunteer Services. In all, 28 people with SCI and family members participated.
A full list of stakeholders consulted is provided in Appendix B.
Both the interviews and the focus groups pursued similar lines of questioning, asking participants what they felt was
working well in the rehabilitation continuum and what they did not feel was working well, and then asking how
things might be improved. In addition, organizational decision-makers and front-line workers were asked for their
opinions on future trends affecting service delivery and any opportunities or challenges the future might hold.
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Consultation Findings

An abundance of information was received describing respondents’ perceptions of what is currently working well
and what is not working well in the SCI rehabilitation continuum in Alberta. Through careful analysis, grouping of
common issues, and identifying frequency of responses, five key themes emerged:

1. Quality of Care
There is a high level of satisfaction with the quality of care/services available within various programs and are a s
(e.g. emergency response, acute (hospital) care, in-patient rehabilitation, home care ) .
Respondents said:
“There are similar emergency response systems in the North and South [of the province] and both appear to work
well.” (Organizational decision maker)
“Physicians are highly trained and highly skilled.” (Consumer)
“Self-managed care is well suited to individuals with spinal cord injury.” (Front-line worker)
“They [rehabilitation centre therapists] made me feel like my input was just as important as their input.” (Consumer)

2. Access to Services
While there is general satisfaction with the quality of rehabilitation and community based support services, there is
severe criticism of the a v a i l a b i l i t y of and access to these services, with frequent references to a lack of funding
and regional disparities. Concerns were raised regarding limited access to and responsiveness of disability-related
supports and services provided through government programs.
Respondents said:
“Access to quality home care is good…but there is not enough.” (Front-line worker)
“We want to move [from Edmonton] back home but we can’t get the same amount of home care [in that health
region].” (Consumer)
“Competition for resources is fierce in the care sector.” (Organizational decision-maker)
“I had to keep going back to Calgary for rehab since there is no spinal cord clinic in Lethbridge.” (consumer)

3. Transition to Community
The system most often breaks down in discharge planning, transition to community, and life-long follow-up.
Respondents noted the need for more housing options, better discharge planning, more accessible communities,
and better follow-up and treatment of post-injury health problems such as chronic pain and scoliosis.
Respondents said:
“Outpatient departments are not resourced well—there is limited followup (by telephone only) and newly injure d
get priority.” (Front-line worker)
“The hospital staff expect too much of family members—they forget that you have another life—kids at home, a
job …” (consumer)
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“I suffer from chronic pain. I take serious pain-killers. I was told I’d just have to live with it.” (Consumer)
“The financial challenges are overwhelming—there should be more help while you are still in rehab.” (Consumer)
“There is no common understanding of desired outcomes.” (Organizational decision maker)

4. Housing
Respondents in all three categories referred to a critical lack of affordable, accessible housing across the province.
Limited access to adequate levels of home care or self-managed care funding is a closely related issue, as these
types of supports are often required to enable a person to live in their own home. Some respondents expressed
concerns that too many people were being placed in long-term care facilities and staying there because adequate
housing and supports were not available.
Respondents said:
“There are no residential options for individuals who are ventilator dependent.” (Organizational decision-maker)
“Housing is a total nightmare—there’s no affordable housing.” (Consumer)
“Some people are in rehab months too long because there’s nothing available—doesn’t take much to do the
math.” (Consumer)
“Early release from rehabilitation means there is too little time to modify the person’s existing home or find
something else appropriate.” (Front-line worker)

5. Support for a Collaborative Approach
A majority of organizational decision-makers and front-line workers were in support of a process where
stakeholders, including consumers, could develop a shared vision, priorities and action plans for SCI rehabilitation
across the continuum.
Respondents said:
“We need much greater collaboration between agencies and hospitals.” (Organizational decision-maker)
“A network could move forward together on a number of critical areas of common interest.” (Organizational
decision-maker)
“Partnerships will help to reduce duplication and keep people from falling through the gaps.” (Front-line worker)
“Let’s get away from the ‘dance for dollars’ mentality—work together collaboratively on key issues.”
(Organizational decision-maker)

SCI Rehabilitation into the Future
In addition to the five themes described above, organizational decision-makers and front-line workers in
rehabilitation identified several trends that they felt would significantly impact service delivery to Albertans with
SCI in the next decade. These included:
 a perceived erosion of the government’s commitment to social policy;
 health care reforms;
 economic prosperity;
 a growing senior’s population;
 changing societal attitudes around disability and aging;
 continuous growth in the population of Aboriginal people with SCI; and
 rapid growth in technology.
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Each of these trends presents certain threats and opportunities in the future development of the SCI service
delivery system.
Organizational decision-makers and front-line workers expressed different opinions about how best to address
current problems in service delivery. Some proposed that the system needed minor tweaking, while others felt
major improvements, or a complete overhaul were in order. Some felt that the system ought to be rebuilt from the
ground up, with a much stronger focus on community ownership and involvement and much more emphasis on
peer support and positive role models. For a minority, a system of cross-disability services was preferred.
The vast majority felt that it was not beneficial, possible, or practical to dismantle the current delivery system. Instead,
they felt that stakeholders must seek ways to make the current system more efficient, seamless, and client-focused.
Support was nearly unanimous for a forum where a shared vision and strategies could be worked on together.
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The Future Directions Forum: the Search for Solutions

The Future Directions Forum took place on May 7th, 8th, and 9th, 2003 in Edmonton, Alberta and involved 47
consumers with SCI and others working in various facets of the rehabilitation continuum. Participants were invited
by the Steering Committee to be a part of the 2½ day event. An expansive invitation list was developed, including
those who participated in the consultation along with many others living with SCI and working in the field of SCI
rehabilitation. There was no registration fee, and financial support for travel and accommodations was available to
consumers and others on request. Efforts were made to involve people from across the province. A full listing of
participants can be found in Appendix C.
Over the 2½ days of the Forum, participants worked together to develop a common vision and strategies for
addressing the priority issues laid out in the Future Directions Interim Report.
The process began on the evening of May 8th with an overview of the current context of SCI service delivery,
including reference to government reports, and developments like the National Rick Hansen SCI Network Initiative.
The findings of the Collaboration consultation were presented. Participants had the opportunity to add their own
comments based on the presentations and their reading of the interim report which was circulated prior to the
Forum.
Work began in earnest on May 9th, when participants were divided into small groups to develop a Vision that
reflected the direction they wished to see the Collaboration take and define the values and principles to guide
Collaboration leaders.
The consultants invited participants to contribute their ideas to refining a pictoral diagram of the rehabilitation
continuum. They then facilitated a process in which participants determined four priority areas for action, based
on the consultation results and their own understanding of the rehabilitation process.
Participants agreed upon the following four priority areas:

1. Accessible, appropriate and affordable housing
2. Access to peer support
3. Improving the transition to community
4. Increasing the effectiveness of advocacy efforts

Day three began with participants dividing into four groups to establish preliminary outcomes and possible
strategies in the four priority areas. Each small group shared the results of their deliberations with the entire group
at the end of the morning session.
In addition to housing, peer support, advocacy and transition to community, participants identified the ongoing
structure and governance of the SCI Collaboration as a priority. Consultants gathered input on this issue through a
questionnaire which forum participants completed in the afternoon session.
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Forum Accomplishments

A Common Vision
The participants at the Forum embraced the vision of full citizenship for people with disabilities as stated in the
Alberta Disability Strategy (2002). In summary, the ADS envisions a province where, with the proper supports, all
people with disabilities:
 are valued as full citizens in all aspects of Alberta society—fully participating in the social, economic and
political life of Alberta communities;
 receive the support they require to achieve a quality of life that ensures health, safety, comfort, and dignity;
 have the rights, freedoms and responsibilities to make choices and determine their own destinies;
 can participate in education and employment at rates similar to those of the general population; and
 are respected as partners and valuable assets in the process of crafting and owning the new Alberta
prosperity.22

Service providers will be guided by this vision to provide services and supports to people with SCI that are
 based on the best available knowledge of what works;
 of consistent quality, and portable throughout the province;
 accessible and affordable;
 customized to individual needs;
 seamlessly integrated with other services in the continuum;
 responsive to the life-long needs of people living with SCI;
 providing support by involving peer volunteers with SCI;
 comprehensive – addressing all aspects of quality of life; and
 focused on the achievement of client-centred outcomes.

Services, having as their focus the achievement of client-centred outcomes, will ensure that those living with SCI
 are fully informed of services and options available to them;
 have the freedom to choose services that best meet their needs;
 are treated with respect and dignity;
 enjoy physical access to a welcoming “barrier-free” community, including inclusive attitudes;
 have access to the support of peers with similar injuries; and
 have the financial resources to live fully and with dignity.
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Guiding Principles
As the Collaboration strives for change and improvement, it will be guided by its vision and the following
principles:
 Inclusiveness, i.e. representation by people living with SCI and/or their families in planning and
implementation
 Consensus-building, i.e. the need for partners to work toward speaking with one voice
 Balanced perspectives, i.e. representation of service providers from all areas of the rehabilitation service
continuum
 Sensitivity to community, regional, and cultural differences
 An open and transparent process
 Accountability to people living with SCI
 The highest standard of professional ethics and integrity
 Respect for diversity of opinions
 Avoidance of duplication and competition between agencies
 Synergy and resource sharing between agencies
 Commitment to projects and programs based on the best knowledge available about their effectiveness
 Services committed to achieving client-focused outcomes
 Leadership with a focus on the “big picture”
 Partnerships and alliances with related networks and initiatives
 Work that demonstrates a shared vision

Strategic Priorities
Forum participants discussed and agreed to pursue four strategic priorities in the area of SCI rehabilitation:
1. A provincial SCI housing strategy incorporating care and support as required.
2. A province-wide inter-agency peer support program – unleashing the power of peers in the rehabilitation
process.
3. A SCI community transitions strategy providing seamless and supportive transitions from acute rehabilitation to
full community participation.
4. A unified, focused advocacy strategy that makes a difference for Albertans with spinal cord injuries, their
families, caregivers, and service providers.

Proposed Actions
It was recognized that much discussion and further action would be needed to fully articulate actions in the
strategic priority areas, however, the objective of the Forum, and the desire of all participants, was to begin this
process immediately. The following strategies incorporate the wisdom of many individuals, however many more
will be consulted and brought into the process as the work of the Collaboration continues. The additional work
needed will be articulated in a detailed Implementation Plan scheduled for future release.
The Steering Committee, with leadership provided by the Canadian Paraplegic Association (Alberta), will take the
lead in ensuring an Implementation Plan is completed.

Future Directions in Spinal Cord Injury | 17

Strategic Priority #1: A Provincial SCI Housing Strategy
Throughout the consultation process, people with spinal cord injuries, their family members, service providers and
organizational leaders in the SCI field reiterated how desperate the housing situation is. There is a critical shortage of
new homes and apartments with universal design features. Community and residential housing for ventilatordependent individuals, with around-the-clock home care and support services is not available. In many cases, there
is no option but to wait for a bed in a long term care facility where the individual with SCI may end up staying for
the remainder of her/his life. Long waiting lists for accessible housing exist in many, if not all, communities where
agencies who assist with placements exist. In the midst of the crisis, funding to launch new housing projects and
provide financial supports to individuals for housing has become more restricted and difficult to access.
The purpose of a provincial SCI housing strategy is to address the extreme shortage of housing and related
personal supports (e.g. home care). The proposed actions include a sustained message to government leaders and
policy makers for additional funding, policy commitments for implementation of universal design features, and
enforcement of building codes. It is suggested that action be taken to educate individuals about existing housing
options and that there be a strong public education component.

Desired Outcomes
1. All Albertans living with SCI will have access to housing that allows them to live with dignity in the
community of their choice.
2. Appropriate, accessible, and affordable housing will be available at the time of discharge from a
rehabilitation centre .
3. Community housing options for individuals with SCI with high care needs will be supported by aroundthe-clock personal care based on individual need.
4. An increase of 500 accessible, affordable housing units over the next 5 years and, in the meantime,
waiting lists for accessible housing for people with SCI will decrease to a maximum of one month.
P roposed Actions
1. Establish a provincial SCI Housing Network with an identifiable leadership and membership drawn from
key stakeholder groups.
2. Via the provincial SCI Housing Network, work with existing registries to ensure optimal access to
housing information by consumers with SCI and track changes in the availability of and need for
accessible housing by people with SCI.
3. Ensure that people with SCI and other physical disabilities are adequately represented in regional
housing plans through various means including revisions to the provincial building code.
4. Develop a housing information package to educate home builders, architects, and other industry
representatives on the need for more residences built with universal design in mind.
5. Identify and train housing advocates in all provincial regions to strengthen advocacy efforts at the local level.
6. Recognize and promote positive advancements in the availability of accessible housing through various
means (e.g. a 5-star rating system).

Strategic Priority #2: A Province-Wide Interagency Peer Support Program
Peer support refers to the support and guidance provided by an individual with a spinal cord injury to another,
more recently spinal cord injured person and/or their family. Peer support augments counselling and is a way for
people with SCI to obtain additional information, overcome social isolation, and gain a positive outlook on their
future. Peer support can take many forms, ranging from self-help groups to more formal arrangements where
peers are integrated into other healing environments such as hospitals and rehabilitation centres.
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The national Canadian Paraplegic Association was founded on the motto of “Members Helping Members” and has
long had a close relationship with rehabilitation centres where they provide support to the newly injured and their
families. In 1997, CPA National and its provincial divisions formally established peer support as a core service. As
such, CPA (Alberta) is committed to providing peer support services in a way that best addresses the changing
needs of the clients it serves.
Peer support was widely accepted by stakeholders attending the Future Directions Forum as playing an important
part in the transition back to the community and supporting long-term independence. The purpose of a provincewide inter-agency peer support program is to identify and unleash the power of peers in a way that contributes to
a trouble-free transition back to the community, and optimizes long-term independence.

Desired Outcomes
1. Every Albertan with a new spinal cord injury will have access to a trained SCI peer volunteer before
discharge from rehabilitation and at every stage along the service continuum.
2. 150 active, trained SCI peer volunteers will be available at any given time.
P roposed Actions
1. Further develop the CPA (Alberta) Peer Support Program by accessing the best knowledge available on
peer mentoring and modeling approaches, and expanding this program to all populations and all are a s
of the province. The province-wide program should be
a . overseen by a formalized group of stakeholders from the province’s rehabilitation centres, other
community agencies, and consumers (e.g. an advisory committee);
b. appropriately staffed by a coordinator who is accountable to CPA and to the Collaboration;
c. supported by a dynamic training curriculum.
2. Negotiate access to hospitals and rehabilitation centres in the province.
3. Maintain a registry of trained peer volunteers.
4. Generate support among all partners in the Collaboration to make client referrals and assist in the
recruitment of peer volunteers.

Strategic Priority #3: A Spinal Cord Injury Community Transitions Strategy
Transition back into the community following a spinal cord injury is a significant event requiring the attention of
service providers, and was identified as a key theme emerging from the consultation. Throughout the consultation,
respondents consistently stated that information, outreach services, and follow-up were not adequate to meet the
needs of people with SCI. The much shorter duration of in-patient rehabilitation these days, requires that these
needs be addressed much earlier following injury than in the past.
Many people with SCI will choose to live in their home community. To do this, they need to have reasonable
access to adequate medical care, home care, and opportunities for employment and education wherever they live
in the province. The service system must be able to respond with creative ways of providing specialized services,
and ensuring that more mainstream services (e.g. physiotherapy, occupational therapy, physician care) are capable
of meeting the needs of people with SCI. Needs in rural areas and Aboriginal communities are consistently
identified as being more acute than in the province’s larger urban centres.
The purpose of a provincial SCI Community Transitions Strategy is to ensure a seamless transition back to the
community for people with new spinal cord injuries, and that services supporting their continued independence
and quality of life are available across their lifespan.
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Desired Outcomes
1. 100% of individuals with SCI will be discharged from a rehabilitation centre with coordinated support
throughout their transition to full participation in the community of their choice.
2. 100% of individuals with SCI will have access to peer support as early as admission.
3. All health care workers involved with individuals with SCI will employ best practices in an evidencebased framework.
4. Individuals with SCI, their family members, and caregivers will be educated and knowledgeable in
matters of concern to them throughout the transition and continuing through a lifetime.
P roposed Actions
1. Establish a SCI Community Transitions Project Team to review current practices and develop strategies
and actions to improve discharge planning, reintegration into the community, and lifelong follow-up for
individuals with spinal cord injury.
2. Develop the results of this review into a detailed action plan which considers the creation of appropriate
transitional teams across the province.
3. Educate individuals with SCI, their families, and health care providers to prevent secondary
complications and promote health and active living for people with SCI.
4. Conduct research into:
a . the impact of shorter stays in rehabilitation centres on transition to community; and
b. indicators of success in transition (to allow service providers to measure their success in helping
clients with SCI).

Strategic Priority #4: Toward a unified, focused advocacy strategy
Advocacy and communication has a part to play in the success of any effort to change or improve service
delivery to people with SCI. A primary consideration is to avoid duplicating the efforts of other groups.
Forum participants working on developing an advocacy strategy agreed that a unified, focused strategy
addressing two areas that have a broad impact on citizenship would dominate the current approach. These
two areas are: improving community access, including attitudes; and adoption of the Alberta Disability
Strategy 23 (ADS) by the provincial government.
The ADS presents eight major recommendations aimed at improving the status of, and achieving a level playing
field for, people with disabilities. Government adoption of the ADS as a framework for action would help unify
the disability community, and ultimately address the full spectrum of concerns of Albertans with disabilities,
including those with SCI.
Building accessible communities was also seen as an important first step. Improved attitudes and a better
understanding of SCI at the community level is crucial if improvements are to be made in housing, home care, and
many other service areas.
The overall purpose of a unified, focused advocacy strategy is to lay the groundwork for the work of the
Collaboration and ensure greater success in its strategic priority areas. In addition, critical needs in the areas of
self-managed care will be addressed.

20 | Future Directions in Spinal Cord Injury

Desired Outcomes
1. The Alberta Disability Strategy will be adopted as a framework for action by the Government of Alberta.
2. All Alberta communities will be accessible and welcoming to people with SCI and other mobility
impairments. As a part of this, all public buildings in all communities in Alberta will be universally
accessible.
3. Alberta Health and Wellness will provide comprehensive, self-managed care funding to individuals with
SCI based on their individual and specific personal care and homemaking needs, with these services
available equitably across the province.
P roposed Actions
1. Organize a major awareness campaign in support of the Alberta Disability Strategy with the aim of
building support for the principles and recommendations outlined in the document.
2. Spearhead an advocacy initiative to make Alberta communities fully accessible. The campaign should
aim to educate and motivate industry, government, the public and other relevant stakeholders to support
accessibility.

A Proposed Model For Governance
A key concern expressed by individuals at the Future Directions Forum was that momentum not be lost and that
action be taken on the work completed thus far. To that end, governance and leadership and funding are k e y
issues for consideration. The Steering Committee, with leadership provided by CPA (Alberta) for the Collaboration
received rich and varied input on how governance may best be established. The primary message was that the
continuation of the Steering Committee, with leadership provided by CPA (Alberta) would be sufficient until a plan
for implementation was fully prepared. At that time, the leadership issue will be reviewed.
Forum participants suggested the following parameters for the composition of the Steering Committee, its roles,
accountability, and the formation of working groups.

1. Membership of between 10 and 12, with representation from each service sector represented in the SCI
rehabilitation continuum (acute care, rehabilitation centres, community transition, long-term support),
provincial government, SCI/quality of life related research, and consumers.
2. Member selection through a process of nomination and review, with a chair appointed by the Steering
Committee.
3. Member terms limited to 3 consecutive years and staggered to ensure continuity.
4. Accountability to individuals with SCI maintained through regular forums and printed updates.
5. Primary roles to include: facilitation and communication within the SCI field; advocacy, evaluation and
monitoring, strategic planning, coordination of stakeholder activities; innovation; and appointment of
working groups as required to address the strategic priorities.

Funding is another key responsibility of the governing body. Core funding for coordination and administrative
support and seed money to invest in meeting costs and initiatives related to the strategic priorities is needed.
These dollars can be sought from a combination of foundations and other sources. The Canadian Paraplegic
Association’s first priority, on behalf of the Steering Committee and the community of stakeholders, is to secure the
dollars needed to develop a detailed implementation plan. As a reference, a financial statement of revenues and
expenditures for phase I of the Collaboration is provided in Appendix E.
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Next Steps: Towards Implementation

Throughout the implementation of the various stages of the Alberta SCI Collaboration Initiative, equal emphasis
was placed on learning and taking action. Much was learned about stakeholders’ perceptions of the current system
of services and supports for people with SCI in Alberta. At the same time, significant forward movement was made
toward taking action on what was learned. The Future Directions Forum in May 2003 gave stakeholders an
opportunity to communicate and collaborate in order to develop the first stages of an action plan for addressing
issues in SCI.
Developing a sound implementation plan that builds on the work done so far, is the next critical step which the
Steering Committee has undertaken. Steps in the process include inviting proposals from experienced consultants
to undertake a process of continued consultation and partnership-building in the areas identified in the four
strategic priorities. The result will be strong action plans in each area, with agencies or groups of agencies
identified to take the lead on the various actions. Bringing the initiative to this point will require dedicated
resources to provide leadership, coordination, and administrative support, and so CPA (Alberta) is at work to
secure the required funding. These are tangible steps already being taken to build upon the findings outlined in
this report.
As in any consultation process, there were unexpected findings. What the Steering Committee discovered was that
stakeholders in SCI share a strong common interest in working together to bring about change. There is a strong
desire to see the momentum continue and action arise from the work that has been accomplished so far. This
momentum will play a significant role in fueling the Collaboration to pursue improvements in service delivery.

Our Thanks
The Steering Committee would like to express its gratitude to everyone who participated in the consultation and
Future Directions Forum, and all who showed interest in and support of the Collaboration’s work. We also thank
our sponsors, without whom the Collaboration would never have begun.
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APPENDIX A
Alberta SCI Collaboration Steering Committee Membership as of May, 2003













Neil Pierce (Chair), CEO, Canadian Paraplegic Association (Alberta)
Bob Barraclough, Director, Strategic Planning and Policy Development, Alberta Community Development
Kathy Belton, Co-Director, Alberta Centre for Injury Control and Research
Braden Hirsch, Director of Rehabilitation Services, Canadian Paraplegic Association (Alberta)
Jim Killick, Consumer Advisor, Legal, Alberta
George Markin, Executive Director, Wheelchair Sports Alberta
Dr. Gary McPherson, Consumer Advisor, Edmonton
Susan Muirhead, Administrative Director, Glenrose Rehabilitation Hospital, Edmonton
Dianne Nickel, Executive Director, Accessible Housing Society, Calgary
Dr. Garry Wheeler, Acting Executive Director, The Steadward Centre for Personal and Physical Achievement
Didi Wimmer-Frank, Health Care Consultant, Workers’ Compensation Board of Alberta
Cathy Yuzwak, Social Worker, Foothills Medical Centre Neurorehabilitation Unit, Calgary

APPENDIX B
Interviewees and Focus Group Participants



























Bob Barraclough, Alberta Community Development
Kathy Belton, Alberta Centre for Injury Control and Research
Randene Burr, Handicapped Housing Society of Alberta
Canadian Paraplegic Association (Alberta) Counsellors (group interviews—North, Central and South offices)
Holly Crichton, Grovedale
Dave Clark, Vulcan
Dr. Albert Cook, Faculty of Rehabilitation Medicine, University of Alberta
Colleen Davis, Edmonton
Darren Davis, Edmonton
Helen Desjarlais, Mayerthorpe
Janet Dory, Human Resources Development Canada
Earl Duffield, Pincher Cre e k
Jodi Duffield, Pincher Cre e k
Tracey Eadie, Royal Alexandra Hospital, Edmonton
Bobby Engerdahl, Grande Prairie
Dr. Robert Gall, Champions Career Centre, Calgary
Ginette Hacault, Calgary
Kevin Heikkila, Calgary
Marilyn Hillaby, Calgary
Braden Hirsch, Canadian Paraplegic Association (Alberta)
Edgar Jackson, Sherwood Park
Joey Jenkinson, Residential Aide Placement Service (RAPS)
Terry Keyko, Premier’s Council on the Status of Persons with Disabilities
Jim Killick, Legal
Linda Killick, Aspen Health Region, Home Care
Amy Klassen, Edmonton
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Kristy Klassen, Edmonton
Roy Koshy, Home Care, David Thompson Health Region
Mike Lal, Calgary
Susan Law, Easter Seal Ability Council
Louise Lockhart, Alberta Human Resources and Employment
Dr. Dan McGowan, Foothills Medical Centre, Neurorehabilitation Unit
Diana McKenna, Raymond
Travis McNally, Grande Prairie
Dr. Gary McPherson, consumer and advocate, Edmonton
Bernie Mallon, Glenrose Rehabilitation Hospital
George Markin, Wheelchair Sports Alberta
Val Mayes, Active Living Alliance for Canadians with a Disability
Paul Merkl, Taber
Marie Moyer, Lethbridge
Beth Moyer, Lethbridge
Susan Muirhead, Glenrose Rehabilitation Hospital, Edmonton
Donna Murray, Lethbridge
Joanne Nettleton, Neurosciences, University of Alberta Hospital, Edmonton
Dianne Nickel, Accessible Housing Society, Calgary
Abigail Parish-Craig, Grant MacEwan College, Edmonton
Roger Pechanic, Fort Assiniboine
Donna Pechanic, Fort Assiniboine
John Petryshen, Canadian Paraplegic Association (Alberta)
Neil Pierce, Canadian Paraplegic Association (Alberta)
Edward Potts, Edmonton
Betty Reimer, Lethbridge
Ann Royan, Edmonton
Stacey Royan, Edmonton
Tom Russell, Blood Tribe
Dean Rycroft, Grande Prairie
Iris Saunders, EmployAbilities, Edmonton
Anne Semeniuk, Capital Health Authority, Home Care
Clark Sloan, Calgary
Dr. Robert Steadward, The Steadward Centre for Personal and Physical Achievement
Marjory Sutherland, Alberta Aids to Daily Living
Richard Theuman, Assured Income for the Severely Handicapped (AISH)
Joan Wagner, Capital Health Region, Home Care
Arlene Weidner & Thelma Inkson, Calgary Health Region, Home Care
Ken Werner, Residential Aide Placement Service (RAPS)
Dr. Garry Wheeler, The Steadward Centre for Personal and Physical Achievement
Denise Wilson, Grande Prairie
Mark Wilson, Grande Prairie
Didi Wimmer-Frank, Workers’ Compensation Board
Cathy Yuzwak, Foothills Medical Center Neurorehabilitation Unit

APPENDIX C
Future Directions Forum Participants





Bob Barraclough, Alberta Community Development
Nicola Birchall, Canadian Paraplegic Association (Alberta) – Calgary Office
Bob Defrain, Edmonton
Peter Duhault, Sports and Recreation, Red Deer
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Brad Ellingson, Lethbridge
Cathy Gladwin, Alberta Centre for Injury Control and Research
Rick Goodfellow, Alberta Human Resources and Employment
Bonnie Graham, Glenrose Rehabilitation Hospital
Dr. John Guthrie, Glenrose Rehabilitation Hospital
Dave Haut, Handicapped Housing Society of Alberta
Kevin Heilkkila, Calgary
Braden Hirsch, Canadian Paraplegic Association (Alberta)
Ralph Hubele, Housing, Calgary Health Region
Gregory Humphrey, Champions Career Centre, Calgary
Tammy Isaacs, Foothills Medical Centre Neurorehabilitation Unit
Joey Jenkinson, Residential Aide Placement Service (RAPS)
Shawna Jensen, Edmonton
Terry Keyko, Premier’s Council on the Status of Persons with Disabilities
Jim Killick, Legal
Shirley Kerkhof, Handicapped Housing Society of Alberta
Hélène Larway, Canadian Paraplegic Association (Alberta) Board of Directors
Barry Lindemann, Canadian Paraplegic Association (Alberta) – Calgary Office
Louise Lockhart, Alberta Human Resources and Employment
Val Lougheed, Northern Lights Vocational Services
Jim Maguffee, Canadian Paraplegic Association (Alberta)—Grande Prairie Office
Bernie Mallon, Glenrose Rehabilitation Hospital
George Markin, Wheelchair Sports Alberta
Dr. Laura May, Faculty of Rehabilitation Medicine, University of Alberta
Kathleen McHugh, Siksika Nation
Dr. Gary McPherson, Edmonton
Marie Moyer, Lethbridge
Susan Muirhead, Glenrose Rehabilitation Hospital
Susan Munro, Home Care, Calgary Health Region
Vivian Mushahwar, Department of Biomedical Engineering, University of Alberta
Neil Pierce, Canadian Paraplegic Association (Alberta)
Muriel Roggensack, Alberta Aids to Daily Living (AADL)
Muriel Roggensack, Alberta Aids to Daily Living (AADL)
Cory Royal
Clark Sloan, Calgary
Marlin Styner, Canadian Paraplegic Association (Alberta) – Red Deer Office
Stephanie Tempest, Canada Pension Plan – Disability (CPP-D)
Peggy Theissen, Assured Income for the Severely Handicapped (AISH)
Dianne Vanderwell, Faculty of Nursing, University of Alberta
Joan Wagner, Capital Health Region, Home Care
Cynthia Watson, Talisman Centre for Sport and Wellness (Calgary)
Dr. Garry Wheeler, The Steadward Centre for Personal and Physical Achievement
Didi Wimmer-Frank, Workers’ Compensation Board
Cathy Yuzwak, Foothills Medical Centre Neurorehabilitation Unit

Consultants/Support







Eric Boyd and Lydia Bardak, Beta Beta Consulting
Ken Balmer and Brenda Clarke, ReTHINK West, Inc.
Alberta Community Development, Volunteer Services
Heather Lissel, Canadian Paraplegic Association (Alberta)
Nan Shybunka, Alberta Centre for Injury Control and Research
Cliff Bridges, Bridges Communications Corp.
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APPENDIX E
Phase 1 Financial Repor
t* No
v/02 to Oct/03
Report*
Nov/02
CPA (Alberta)
In Kind
32,546

Revenue
Expenses
Project Development/Consultation
Project Coordinator
Administration/Overhead
Total Expenses
Surplus (Deficit)
*Project completion expenditures to October
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7,799
11,777
12,970
32,546

Alberta Paraplegic CommunityInitiatives
Foundation Grant
Fund Grant
20,657
38,855

20,657
30,005
–
8,850
–
–
20,657
38,855
31/03 including report printing are estimated.

Total
92,058
58,461
20,627
12,970
92,058
-

