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Preface

Canadians have acknowledged, at all levels, the importance and value of the active
contribution of people with disabilities as full citizens in our communities. The challenge lies
in how this vision is translated as governments, the voluntary, and private sectors provide
services and supports to people with disabilities.

Our view at the onset of this project was that, too often, government supports and services are
provided through structures and programs that assume the disability to be of a chronic or
permanent nature. Our partnership of Voluntary Health Organizations provides services to
people with degenerative or progressive disabilities. We share a commitment to improving
services available to Canadians living with progressive disorders.

Very little research or work had been done on the specific issues of progressive disabilities
and the need for such a perspective in the development of disability supports and policies.
The focus has been on general disability supports; that is, to look at the individual as static in
time. As our understanding of disability supports has broadened to include a more
comprehensive catalogue of supports (such as portability of supports, prescriptions drugs,
homecare, rehabilitation services, assistive devices, and other social services including
employment and income supports), there is a greater need to synchronize these supports to the
progression of disability.

Our wish was to develop a new policy “lens” (conceptual framework) to apply to the complex
reality of serving people with progressive disorders. Our report now delivers the conceptual
framework to guide program review and development processes so that services to those
affected are better synchronized and adapted to the reality of progression.

The changing reality of living with a progressive disability is therefore at the heart of
this project. It is built on the growing recognition that there are unique challenges to
living with disorders that are progressive.

Independence, and the struggle for full citizenship and participation as an overarching goal
has increased the urgency of considering disability supports from a progressive perspective.
Those we serve are not content to receive minimal incremental assistance to assist them in
their basic daily needs; they desire to become and remain as full participating citizens in
society. The concept of “basic needs” has therefore changed along with this vision. Full
citizenship is a vision we all share, and a “progressive disability lens” is a vital step on the
way to achieving this goal.

The publication of this document will not be the final step in the application of a progressive
“lens” to disability supports. In fact, it is just a first step. The project partners are committed
to keeping the final report alive and on the agenda of policy makers and elected officials.



Executive Summary

What Is In Synchrony?

The project was motivated by discussions at a meeting of the Health Charities Council of
Canada, between executive directors of four organizations who serve Canadians with a variety
of disorders that are progressive and dynamic (in terms of the compromise that occurs to
physical and/or cognitive abilities and general health). From these discussions in the fall of
2001 evolved a partnership between six national health charities:

ALS Society of Canada;

Alzheimer Society of Canada;
Huntington Society of Canada;
Multiple Sclerosis Society of Canada;
Muscular Dystrophy Canada; and
Parkinson Society Canada.
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The collaboration led to a proposal for a research project rooted in action, called In
Synchrony. Funding for the project was received from the Office of Disability Issues, Human
Resources Development Canada. Supplemental funding was received from the Charles E.
Frosst Foundation for Health Care. The research activities commenced in August 2002 with a
report of research findings delivered in June 2003. The research summary is documented as
part of the full In Synchrony Project Report delivered to the Office of Disability Issues in
October 2003. The report is translated and available in both official languages. The impact
of the project findings will affect the strategic directions of the partner organizations for
several years.

Why Did In Synchrony Happen?

The partners recognized that good work and progress has been realized related to many
programs that exist for persons with disabilities. However, the aim of this research was to
enhance the understanding of disability issues from the perspective of Canadians living with
progressive or dynamic disabilities. The project was designed to:

e examine the full range of programs available;

e consider the different participants involved in the delivery of these programs from all
levels of government;

e conceptualize approaches to improve program design and delivery;
e recommend solutions for action;

e deliver a full project report in both official languages to the funders, with web
availability to the general public; and

¢ disseminate the executive summary to ministers and public servants responsible for
health, social services, and children’s services at all government levels.
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In Synchrony Project Steps

Using the research framework outlined in the proposal to the Office for Disability Issues, a
request for proposals was issued to research teams across Canada, with interest and expertise
in disability issues.

Le Groupe-conseil D.O.M.E. Inc., under the direction of Pierre Majeau, was contracted to
conduct, analyze, and synthesize the research and present the findings in a summary report.
The work of the research team included:

literature review;
informant interviews with service providers from provincial/territorial government
programs and voluntary organizations;

e development of data gathering tools;
nine focus groups with persons or family members who experience the reality of living
with progressive or dynamic disabilities in locations across Canada;
analysis and synthesis of data gathered; and

» generation of a research report, including recommendations for action to improve
services and close the gap of unmet needs identified in the research.

Next, the project partners, utilizing the research findings, developed a tool referred to as a
“progressive disability lens” to guide policy development and improve program design of
services for persons with progressive disabilities. This “lens” enhances the existing work
done at the level of provinces that have developed Provincial Disability Strategies. Questions
to enhance understanding of progressive disability will be recommended for inclusion in the
next census/survey conducted by the federal government. The project partners will mobilize
stakeholders at the grassroots level to assist with the dissemination of the project report and to
advocate for acknowledgement of the issues and adoption of the recommendations.

Lessons from In Synchrony

In looking at the data collected from all sources (literature review, pre-survey with key
informants, and focus groups with persons having a progressive disability), it was clear that
there was a very high level of agreement about the realities of the situation by all involved. In
most cases, the key informants drawn from different levels of government and from disability
non-governmental organizations (NGOs) were aware that difficulties are encountered by
persons with a progressive disability and their proxies in accessing appropriate disability
supports, and were committed to finding concrete solutions.

In Canada, people living with progressive disabilities have historically been included in the
category of “people with disability.” This category is a cause for some confusion.
Progressive disabilities typically fall between the concepts of disabilities and illness. By
disability, we usually refer to a stable state, without fluctuation, among individuals living with
this permanent difference on a daily basis. The notion of progressiveness is generally more
associated with sickness, which, within a curative perspective, aims at stabilization (Danzing,
1978). The difficulty arises from this notion. That is, progressive disabilities are not stable
and are therefore impossible to deal with using the curative perspective.
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Further, it is unclear who is included in the category of progressive disability, as every person
with a disability will see their individual condition change over time, even those considered
highly stable. For example, aging people with spinal-cord injury (Beauregard, 2002).

With some exceptions, people living with progressive disabilities are not included in the
major disability organizations. This excludes them from their lobby power and their ability to
define and promote ideas about disability to the public. In part because of this lack of a
coherent and well-respected voice, the notion of progressive disability seems to be totally
ignored by governmental institutions. This lack of a definition at a service provision level and
the incomplete or nonexistent recognition by disability organizations makes it difficult to
advance the concept of progressive disability as legitimate to government and the public, and
certainly does not contribute to legitimatizing the notion that gaps in service exist. The
question is whether or not services provided to a broad category of people living with
disabilities can be accessed by persons living with progressive disabilities when these
programs have been conceived of and applied within the perspective that the needs of the
individual receiving services are not going to change.

People with progressive disabilities encounter many obstacles to meeting the expectations of
our modern world. Access to disability supports is recognized to be a critical factor in
ensuring the social participation of people with disabilities. Existing policies and programs
designed to support people with disabilities do not address the needs of the sub-population of
persons with progressive disabilities. Based on the preliminary interviews, it appears that
there are no specific tools or procedures to assess the needs of people living with progressive
disabilities. The lack of understanding and inflexibility of the existing service structure
demonstrate there is an urgent need for a restructuring of governmental policies to attain the
basic principles of independent living promoted by the disability movement. The current
situation is probably due to the lack of a clear definition of the concept of progressiveness, or
at least its inclusion in the definition of disability. This lack of definition and the literature’s
silence regarding the issue of people living with progressive disabilities’ needs, indicates a
general misunderstanding of what people living with progressive disability experience, even
by the major contributors involved in disability supports.

The research points out that lack of a clear, common definition of progressive disability
contributes to:

e a misunderstanding of their experiences and daily struggles by health and social
services providers and governments;

 under-recognition or negation of their needs and lack of inclusion in the major
disability support policies;

» lack of awareness on the part of public institutions and the larger disability movement
regarding the additional needs, unique experiences, and complex daily struggles; and

e negative consequences on the evolution of their disability related to the lack of
understanding and lack of appropriate supports.
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The data is clear that the daily experiences of a large number of people living with
progressive disabilities are far from the ideal sought by the “independent living movement”
(Fougeyrollas et al., 2001; Beauregard et al., 2003; Cameron and Valentine, 2001; Lord and
Hutchinson, 1994 or Young, 1997). The changing individual situation and conditions of
people living with progressive disabilities are generally not taken into account by the existing
service provision structures. This is largely due to the inflexibility in many bureaucratized
and fragmented service access points.

Canadian authors (Young, 1997, and Lord and Hutchinson, 1994) and international authors
(Stiker 1999, 1997, Barnes et al., 1999 or Murphy, 1990) point out that people living with
disabilities are often still considered second class citizens. Without appropriate supports,
these people are often condemned to an unsatisfying life in which emancipation and full
participation is quite difficult. Obstacles created by a world in which their voices are
misunderstood, marginalized, or ignored reduce their experience as individuals who want to
socially participate.

The focus groups conducted among people living with progressive disabilities confirm that
many feel marginalized. People appreciate that services are available, but report that
accessing them was problematic for most. People with progressive disabilities are regularly
required to adapt themselves to policies and service management structures to receive needed
support, even though participants agreed the opposite should hold true. That is, policies and
service management structures should adapt to the needs of people with progressive
disabilities.

This study enabled the researchers to propose a categorization of the problems and obstacles
faced by people with progressive disabilities in terms of disability supports.

First Level
General Disability Issues

All individuals living with a disability experience similar challenges and these are best dealt
with in a collective manner.

Second Level
General and Progressive Disability Issues

Problems or obstacles that are amplified by the progressive aspect of disability are the lack of
reassessment processes or the difficulties of accessing information. These issues are not
specific to people with progressive disabilities, but affect them more acutely. Most
importantly, when dealing with an uncertain future, an effort should be made to provide
structures that will assist and support people throughout the evolution of their individual
conditions.






