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A Priority Issue

Health care comes up consistently asthe
priority issue on the minds of Canadians. Itis
also afront-and-centreitem onthe agendaof First
Ministers. Storiesappear daily about the‘crisis
in medicare and about the job actions of health
care workers striking various parts of the coun-
try. Politicians, punditsand interest groups muse
regularly about the benefits or evils— depending
upon their perspective — of user fees and other
forms of privatization of public health care.
There is continuing talk (and endless reports)
about the need for mgjor structural reform of
health care.

Whilethereisno singlecurefor what ails
our cherished and still very popular medicare
system, one reform is essential: We must put in
place the supports that would enable many
Canadiansto liveindependently in communities
and stay out of expensive hospitals and institu-
tions. Inlooking for waysto reform health care,
governments need to develop more community
servicesthat prevent institutionalization and help
peopleliveat home. An adequate system of dis-
ability supportsis just one in a series of meas-
ures that would fill a major gap — the lack of
community options for independent living —
whichiscreating heavy pressuresfor costly, hos-
pital-based care.

The evidence is mixed as to how large
thefinancial savingsresulting from theintroduc-
tion of these supports actually would be. But the
impact of these arrangements upon the quality
of lifeis not in dispute: Care a home is afar
better option than institutional or group care.

Governments throughout the country
already have committed themselves — on paper
at least —to taking action in this vital area. On
October 27, 1998, all governments except Que-
bec signed a national agreement on disability
entitted /n Unison. A Canadian Approach to

Disability Issues. In Unisonis seen asavision
paper because it sets out a clear picture of the
ideals that the nation should strive to achievein
creating opportunities and ensuring necessary
supportsfor Canadianswith disabilitiesand their
families.

It isavision in which persons with dis-
abilities participate as full citizens in school,
work, culture, recreation and community life. /n
Unisonidentified three building blocks — disabil-
ity supports, employment and income—inwhich
changesarerequired to promoteinclusion. These
building blocks areintrinsically linked. Access
to disability supports helps ensure that persons
with disabilitiescan go to school, partakeintrain-
ing or get and keep ajob. The ability to work
reduces the need for income assistance. An
adequate income enables people to purchase
required supports.

In Unison commits all governments to
work toward ensuring access to disability sup-
ports, decent employment and adequate income.
Equally important, it represents a commitment
for all governments to work together to reach
these objectives. The areaof disability supports
provides a perfect starting point for the disabil-
ity agenda because it links so closely to the key
issue — health care — at the heart of the broader
socia policy agendain Canada.

Indeed, disability supports apply to far
more than the 16 percent of Canadians — or 4.2
million people — identified as disabled by the
Health and Activity Limitation Survey for 1991,
the latest available national data. The demand
for care at home will rise with an aging popula-
tion that is living longer. Statistics Canada
reportsthat nearly half of older Canadians expe-
rience some form of functional limitation. The
disability rate for Canadians age 65 and older is
46 percent; it jJumps to 70 percent for those age
85 or older.
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But disability supports refer not only to
health services delivered at home. They also
include other important forms of assistance that
enable individualsto liveindependently. These
supports are described more fully below.

Disability Supports

Disability supports are the goods and
servicesthat assist people with disabilities over-
come barriersto participating fully in daily liv-
ing, including economic and social activities.
These goods and services can be classified into
threemain streams: technical aids and equipment,
personal services and modification.

Technical aids and equipment include
such items as wheelchairs, visua aids, volume
control devices and prosthetic appliances, and
work-related equi pment such asscanners, TTY's
(teletypewriter devices) and large computer
screens.

Personal services include several major
components. Attendant servicesprovide assist-
ance with personal needs such as feeding, bath-
ing and dressing. Homemaker serviceshelp with
household tasks, such as meal preparation and
home maintenance. Respiterefersto assistance
primarily for families caring at home for chil-
dren with severe disabilities — and aging parents.
Interpreters, readers and intervenors assist with
communication needs. Brokerage includes the
information and counselling servicesrequired to
identify, organize and manage disability sup-
ports.

Modification refersto aterations or addi-
tionsto aprimary residence, workplace or vehi-
cle for accessibility purposes. These changes
include, for example, wider entrances, ramps,

special doorknobsor handlebars, lower counters,
visual fire alarms, emergency call systems or
steering wheel hand controls.

Delivery of Disability Supports

Disability supports are delivered prima-
rily by provinces and territories. The federal
government shares in these costs through the
Canada Health and Social Transfer and delivers
supports directly to Aborigina Canadians on
reserve. The current system of delivery (if ‘sys-
tem’ is not too ambitious a term) is plagued by
myriad problems. These include access and
availability, affordability, responsiveness and
portability.

I. Access and Availability

The availability of disability supports
varies widely throughout the country. The sup-
ports provided in one jurisdiction may not exist
elsewhere. The services to which individuals
have access are a function of where they live;
problems of availability are particularly acutein
rural and northern regions.

Disability supportsare provided through
various programs — whether they areinstitutiona
or residential settings, educational or training
programs, or income - benefits, such as social
assistance (welfare). Individuals who are not
affiliated with a particular residence or program
or who derive little or no benefit from current
incometax provisions must purchase these goods
and services on their own. Those who cannot
afford to make the up-front payments or pay the
required user fees often must rely on provincial/
territorial welfare programs to help with these
costs.
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ii. Affordability

Affordability also restricts access. The
cost of disability supportscan be prohibitive and
only limited assistanceisavailableto help offset
this cost. The Health and Activity Limitation
Survey reportsthat 36 percent of adultsface costs
related to their disability that are not reimbursed
by any public or private plan.

Goods and servicesthat are more health-
related in nature usually are provided in various
health settings and are delivered without addi-
tional user fees because these supports are con-
sidered to be‘insured services under the Canada
Health Act. Similarly, goods and services
deemed essential for basic education generally
are subsumed within provincia education bud-
gets (although there have been serious restric-
tions on these funds in recent years).

But user fees may be charged if the ser-
vices are delivered outside a hospital, clinic
or physician’s office. Charges may apply, for
example, to some services delivered at home.
These charges often are determined on asliding
scale that takes into account the user’ s ability to
pay the fee.

Iii. Responsiveness

Even when disability supports are avail-
able or affordable, problems can arise around
responsiveness. Supports for persons with dis-
abilities need to be highly individualized. Each
individual requires a different configuration of
disability supports — a unique package to meet
his or her needs.

But disability supportsoften arenot avail-
able at the place they are required. While some

services may be provided to peoplein their own
homes, these may not be delivered in settings
such as public schools, workplaces or recreation
centres.

Certain services operate as though they
are needed only between 9:00 am and 5:00 pm
on weekdays. Individuals typically have little
say in how services are delivered or managed.
Consumers often are afraid to voice their con-
cerns for fear of reprisal or losing the service
altogether.

iv. Portability

The provision of disability supports
should not be tied to a designated location or
income program, as is currently the case. Dis-
ability supports should be ‘portable.” They
effectively should ‘follow’ the person —into the
classroom, training program, workplace, home
or recreation facility — wherever these are
required.

As noted, individuals with disabilities
often receive the supportsthey need through pro-
vincia or territorial welfare programs. While
this special assistance is helpful, it can create
problems. The provision of thisincome-in-kind
makes it difficult for many recipients to move
off welfare for fear of losing special supports.
An improvement in financial circumstances
resulting from employment, inheritance or other
source of income means that persons with dis-
abilities risk their security, and possibly their
lives, if they cannot gain accessto these supports.
One-quarter of Canadians with disabilities on
income support programs cite the potential 1oss
of supportsasareason for not looking for work.
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Policy Options

There are several approachesto improv-
ing theavailability, affordability, responsiveness
and portability of disability supports. Oneroute
involvesincremental improvementsto the exist-
ing system: enhancing the quality of current ser-
vices, ensuring that personswith disabilitieshave
moreincometo purchase these supports and pro-
viding more assistance for offsetting costs
through the medical expense tax credit and the
disability tax credit.

But none of these options would do any-
thing to expand the supply of available supports.
There still would be fundamental problems of
access because the supply of supports cannot
meet the demand for them.

A morefar-reaching proposal for reform
focusses upon building the supply of disability
supports. We propose the introduction of a
National Disability SupportsInitiativethat would
invest in the network of provincial and territo-
rial disability supports. Thisproposal isconsist-
ent with the spirit of the Social Union Frame-
work Agreement, which speaks to the need for
joint federal-provincial/territorial investment
around key areas of social policy.

There is precedent for this kind of col-
laborative effort. In September 2000, all gov-
ernments (except Quebec) signed a federal-
provincial/territorial Agreement on Early Child-
hood Devel opment Initiatives. Provincesand ter-
ritories agreed to make investments in four
streams of early childhood development pro-
grams, levered by afederal contribution of $2.2
billion over five years. The four major catego-
ries of early childhood development services
investment are: promoting healthy pregnancy,
birth and infancy; improving parenting and fam-
ily supports; strengthening early childhood
development, learning and care; and strengthen-

ing community supports for families with chil-
dren.

National Disability Supports I nitiative
i. Purpose

The purpose of aNational Disability Sup-
ports Initiative isto promote the devel opment of
acomprehensive network of goods and services
for persons with disabilities and their support-
ing families throughout the country. The Initia-
tive would achieve this objective by expanding
the quantity of existing supports, reducing their
cost, improving their quality and ensuring their
portability across sectors and regions.

The proposal recognizesthat the federal,
provincial and territorial governments already
invest in awiderange of disability supports. The
proposed I nitiative would hel p generate new and
continued investment in this crucial areaover a
sustained period of time. The federal portion
allocated to provinces and territories would be
directed toward the three streams of disability
supports—technical aidsand equipment, personal
services and modification — and not solely to one
area

ii. Financing

In order to make a significant dent in the
availability problem, the federal government
would invest a substantial sum of money in
respect of disability supports — in the order of at
least $.5 billion a year over a five-year period
for a cumulative total of a minimum $2.5 bil-
lion. Federal funds would be allocated among
the provinces and territories according to afor-
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mula based on projected population growth and
economic need.

The federal investment is intended to
lever associated provincial and territorial contri-
butions derived from a combination of sources:
provincial and territorial revenues, municipali-
ties, community funds and geared-to-income
fees. Subsidized goods and services would be
available to low-income individuals and house-
holds.

In order to ensure adequate investment
as well as stability in the financing arrange-
ment, the National Disability Supports Initia-
tivewould set out afive-year schedul e of financ-
ing. Adequate and stable funding isan essential
prerequisite to a successful initiative. The
arrangement would be monitored and assessed
on an ongoing basis and modified accordingly.
It would be evaluated and renegotiated at thefive-
year point.

While provincesand territorieswould be
the primary beneficiaries of federal funds, the
disability community in all jurisdictionsideally
would be involved actively in decisions regard-
ing the design, delivery and governance of dis-
ability supportsin al jurisdictions.

The proposed financing would take the
form of ablock fund that would alow flexibility
in design and delivery and would enable the
integration of disparate supports. Integration
would help eliminate the barriers created by cur-
rent funding arrangementsthat effectively require
artificial distinctions among health, socia and
educational services.

Another major strength of this proposal
is that a National Disability Supports Initiative
would establish a mechanism separate from
income programs to provide for disability sup-
ports. It no longer would be necessary for per-
sons with disabilities to turn to welfare or other

income programsin order to obtain essential sup-
ports—a‘Catch-22’ that often createsbarriersto
employment and independence.

Despite the flexibility that the proposed
National Disability Supports Initiative would
allow with respect to program design and deliv-
ery, it nonetheless would operate according to
clear guiding principles to which provinces and
territories would adhere in order to receive fed-
eral funds.

This practice is consistent with the cur-
rent funding arrangement for medicare. The
Canada Health Act sets out the key principles
which provinces and territories must respect in
order to maintain federal transfers. Moreover,
al jurisdictions would be required to provide
financial and program information on their use
of dollarsallocated under the proposed initiative.

lii. Guiding Principles

The following guiding principles have
been identified in numerous reports over the
years, including federal Parliamentary Commit-
tees and Task Forces as well as federal-provin-
cial/territorial reviews.

Self-determination means all services,
ideally, would be self-directed and sel f-managed
in order to meet individual requirements. Con-
sumers would play an active role in the design
and planning of disability supports at both the
policy and delivery levels.

Comprehensiveness: Disability supports
should be provided through a coherent system,
assuring awiderange of goodsand services. The
systemwould be‘ seamless’ —i.e., disability sup-
portswould be available wherever required rather
than in disaggregated pieces that fall under the
separate auspices of education, health care,
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socia services, employment or recreation.

Accessibility means that disability sup-
ports would be available to all Canadians who
need them. Functional ability would be the pri-
mary eligibility criterion. Access would not be
based on such factors as age, employability or
cause of disability.

The principle of portability seeks to
ensure that persons with disabilities have access
totheformsand levelsof support they requirein
any part of the country without having to estab-
lish residency, undergo a waiting period or
‘present with’ acertain medical condition. The
provision of disability supportswould not betied
to adesignated location or income program.

To honour the principle of accountabil-
ity, governmentswould agreeto organizein their
respective jurisdictions an advisory group con-
sisting primarily of the consumers of disability
supports. The group would include representa-
tives from the community, and the research and
policy sectors. Governmentswould be expected
to monitor the provision of disability supports
and report publicly on their progress on an
annual basis.

Why Do This?

Success in this area is important not just
for persons with disabilities. A National Dis-

ability Supports Initiative embodies more than
an appropriate policy for an aging society. There
Is an important political imperative that should
be noted as well.

The Social Union Framework Agreement
(SUFA) setsout three substantive areasin which
thefederal and provincial/territorial governments
agreed to make progress: the children’ s agenda,
disability and labour market programs. While
various measures have been effected with respect
to the children’ s agenda (including the National
Child Benefit and the Agreement on Early Child-
hood Development Initiatives) and labour mar-
ket issues, there has been only minor progress
on the disability agenda. The primary changes
have taken the form of improvements to exist-
ing income tax measures and the introduction of
the federal Opportunities Fund. While these
developmentsareimportant, thejoint investment
potential inherent in SUFA has not yet been
tapped in this area.

Because the Social Union Framework
Agreement is up for assessment, there are good
political reasonsto havea’ success' inthispolicy
area. They would demonstrate through their ac-
tions that they have been able to work together
to improve the standard and quality of life for
familieswith children, for personswith disabili-
tiesand for all Canadians.
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