
Every Canadian Counts 
Coalition

A Canadian coalition 
advocating for a national disability program to support 

the more than 1.9 million Canadians 
living with long-term, chronic disabilities 

Presentation to PONDA May  2019



Topics

1. The Issues 

2. The ECCC – Beginnings

3. The Proposal 

4. The Insurance Model 





Problems
• Long waiting lists for often inadequate and inequitable  

supports and services (inconsistent application)

• “Falling off the cliff” during life transitions

• Inability to relocate and take supports with you

• Limited provincial funding 
and resources

• Onerous bureaucracy

• Poor data and information 

• Fragmentation within sector



2. ECCC’s Beginning
• Board of developmental disability support organization 

recognizes the Ontario disability support system is ‘stuck’ 
– Challenges known but incremental changes not working
– Agenda created in the 1970’s focusing on deinstitutionalization 

has remained unchanged but has stalled - multiple agendas 
ensued – horrendous fragmentation

– Even significant sums did not do the job as evident in Ontario

• Research undertaken: What was happening in other 
provinces?
– Reveals similar issues coast to coast to coast



Much Effort, Shifting Focus, Increasing 
Marginal Returns

M
S

BLIND DEAF MD BI DD Autism Down CP SC

Income x x x x x x x x x x

Employ x x x x x x x x x x

Access x x x x x X x x x x

House x x x x x x x x x x

Integrate x x x x x x x x x x

Educate x x x x x x x x x x

Transition x x x x x 70’s Now 1960’s x 1980’s



The Approach Since 
Deinstitutionalization

• What was it?
– Income measures – insufficient
– Taxation – no effect when poor to begin with
– Employment – only for some
– Accessibility – did not address personal needs
– Housing – partial and (again) personal needs

• Providing basic supports makes those 
objectives more possible – person-centred



Lesson?

• Canada’s system  is under strain and 
increasingly failing:
– Aging population generates fear and anxiety in the 

care giving community
– Capacity of families to cope is decreasing while 

costs to governments and society are increasing
– The system is unsustainable in its current 

operational and financing environment



Looking abroad…

• National programs exist elsewhere:
ØGermany (insurance & allowance/pension)
ØDenmark (pension with expense supplement)
ØAustralia (voucher system for essential supports & 

pension)



Australian National Disability 
Insurance Scheme

• Disability support system was a 
“lottery”

• Coalition of individuals, 
caregivers & support agencies 
proposed a national insurance 
program to cover all those 
living with chronic, severe 
disability

• Gained unanimous support among Australian public 
& policy makers



The time is right…
• Canadian politicians support a national 

approach but emphasize that unity is required 
for change to happen

• Stakeholders eager for change
• Canadian public receptive
• Government is listening and active



What is Every Canadian Counts?
The ECC Coalition is a national not-for-profit organization.
We are a group of Canadians advocating for creation of a 
national cross-disability support program for those with long-
term, chronic disabilities.
This coalition includes: 

• individuals living with disabilities and 
their families 

• organizations, agencies and groups that 
support or advocate for people with 
disabilities

• concerned citizens



3. ECCC’s Proposal
A national publicly-funded disability program that will…

• Cover all Canadians living with long-term disabilities 
throughout their lives

• Provide essential supports and services 

• Ensure portability & minimum standards across Canada

• Improve data collection and sharing of best practices in 
the disability sector

• Introduce new federal funding to the disability sector



The Public Insurance Model

• A lifetime approach to care and support 
(replace specialist disability services)

• In the tradition of Medicare – universal health 
care
– assess risk of disability on the general population; 
– calculate costs of meeting essential lifetime needs 
– estimate premium



The Public Insurance Model

• Instead of capped programs and services 
which people need to find and access

• Fund on the basis of needs to drives nature of 
care and support

• Funded from general tax revenue
• Implemented over 7- 10 years 



Who would be eligible?

– People with a severe or profound disability 
– Those who always or sometimes need help with a 

core activity or task, would be eligible for life
– Carers would also be recognized and supported in 

their roles. Opportunities to combine caring and 
work would be encouraged

– People covered by province/territory-based 
accident compensation schemes would continue 
to be covered under them



What Services would be covered?

– Coordinated services based on need including 
respite, aids, equipment, transport, home 
modifications and community and day programs

– Other support funded outside the scheme such as 
income support, housing and employment 
services would be integrated in a holistic approach

– Emphasis on early intervention and access to 
education and training to maximise long-term 
independence and potential



Principles

• Participants have a plan and goals that focus on maximising 
independence and social and economic participation

• Works alongside disability support pensions and other measures 
such as health, education and other public services, which have 
universal service obligations, including those with disability

• Not means tested
• Not charity - an equitable insurance model 
• Early intervention and sustained supports
• Individualized funding
• Choice over how funding is managed
• Modes of support are many (no one template of  support delivery)



4. The Insurance Model 

• Why an insurance approach?
– Expenditure is factored out over the life of an 

individual
• Total future costs of all insured
• Incentive to make strategic investments that maximize 

lifetime opportunities and reduce long term costs (cost 
reduced by enabling independence)

– Continuous comparison between experience and 
forecasts
• Early intervention on autism was one result

– Outcomes performance and risk management integral



What are the benefits?
• People with disability and their families have certainty and clarity 

about their options from the point of determination of a 
disability.

• Eligible people entitled to services determined on an 
individualized plan and needs basis, giving them access to an 
appropriate whole-of-life suite of services and support. 

• Families have more choices about the combination of work and 
informal care for family members at various life stages, as in other 
families.

• Addresses the current unmet and under-met need for care and 
support and the unsustainable reliance on carers. 



What are the benefits?

– Clear incentives in the service system to invest in 
timely interventions that promote independence 
and produce long-term benefits.

– A sound platform of lifetime support to enable a 
range of innovative private contributions from 
individuals and families.



Lessons from Australia:
Harness People Power

1. Form a core organization
2. Gather at the grassroots 

level
3. Unite behind a single 

message
4. Educate and spread the 

word



Lessons from Australia:
Knowledge is Power

• Disability Investment Group (DIG Report) 2009
– “barriers are less to do with particular 

impairments and more to do with the lack of 
guaranteed access to customized plans of timely 
support and development”

• Productivity Commission Study 
– Economic analysis: “Pay now or pay later”
– Personal stories: “It’s the right thing to do”



Lessons from Australia
Sending the same message is essential
• 10 non-negotiables

1. Designed to fill the disability supports gap in Australia’s social 
safety net.

2. Aims to remove barriers to the full social, economic, and 
cultural participation of individuals living with disabilities and 
their families.

3. Reframes disability support as an economically responsible 
investment rather than charity.

4. Focuses on early intervention and sustained support to 
produce better long-term outcomes.

5. Relieves families of unpaid care work and of being primarily 
responsible for providing disability supports to loved ones.



Lessons from Australia

10 Non-negotiables (sending the same message)
6. Offers person-centred funding.
7. Covers cost of regular care, support, therapy, 
equipment, residential needs, and training (personal care, 
life skills, employability).
8. Provides choice to individuals and families in regards to 
how funding for supports is managed (indirect vs. direct 
funding).
9. Offers equitable levels of support to individuals with a 
similar type/severity of disability.
10. Available to all Australians who are born with or 
acquire a long-term disability.



Lessons from Australia:
Find Champions

• Find political 
champions

• Bring them to the 
table

• Keep them active 
in the House



Champions in Canada

• Federal Government response?
– Met with Minister, Parliamentary Secretary to PM, 

Liberal Party Policy VP and Head of Women’s 
Caucus
• The message is clear 

“ We are interested”

Q? Are the people of Canada interested?



Where are we now?
• Twitter 
– 1500

• Facebook (started 4 months ago)
– 580

• Presentations – over 30
• Board Representation
– Deaf Blind Ontario Services
– Brain Injury Canada
– Ontario Neurotrauma Network
– Advocating Parents of Nova Scotia
– BC Family Net (pending)



Where are we now?
• Partners: 

– CAD Canadian Association of the Deaf
– CAM-D Canadian Association of Muslims with Disabilities
– CASDA Canadian Autism Spectrum Disorder Alliance
– CCRW Canadian Council on Rehabilitation and Work
– CFWDR Canadian Farmers with Disabilities Registry
– DAWN Disabled Women's Network
– DBSO Deaf Blind Services Ontario
– ILC Independent Living Canada
– Neil Squires
– NNMH National Network for Mental Health
– OASIS Ontario Agencies Supporting Individuals with Special Needs
– ONF Ontario  Neurotrauma Foundation
– SBHAC Spina Bifida and Hydrocephalus Association
– NHCC Neurological Health Charities Canada



Where are we now?

• Endorsers: 
– 19 including OASIS,  5 CL organizations, NUPGE, Tunis 

Shriners, Christian Horizons, Alhambra, Kamloops Self 
Advocacy, Participation House, Ability First Ottawa, 
Lifeskills Centre, OCAPDD, Woodstock and District 
Development Services, Ottawa Carleton Lifeskills, 
Canadian Disability Policy Alliance

• In discussions with: 
– AFN, CLC, Tetra Society, Rick Hansen, March of Dimes, 

many family groups esp. in BC
• Research Alliances: 
– CCDS, CDPA, Pearson Centre , NHCC



Where are we now?

• Politically
– Resolution before the Liberal Party of Canada
– Active discussions with the NDP
– Linked to Conservative Senators
– Facilitated meeting between Canadian Minister 

and head of NDIS Bruce Bonyhady
– Identifying and approaching political champions

• Organizationally
– Reps in Ontario, Toronto, 



How we’re going to get there…













The Government Agenda

• Committed to passing a National Canadians 
with Disability Act
– Rooted in the International Convention on the 

Rights of Persons with Disabilities
• An Act is fine – what is the program?
• Public consultations under way 

– Not an Accessibility Act but an Opportunities Act

– We should all be calling for a national disability 
insurance program – not just the ECCC



Australia: Outcomes
• Doubling of funding, from 8 to 15 Billion
• National program offers consistent, needs-based 

supports including early intervention
• Sustained political support
• As of Nov 2016:
– Rolled out to nine trial sites
– Over 40,000 individualized plans in place
– 1,350 registered service providers
– Avg. $34,600 per person/yr
– 85% of recipients rate planning good to very good
– Positioned to contribute to economic growth



Australia: Outcomes

• Challenges to note:
– Delayed timeline for implementation (need to 

ensure agencies/families prepared)
– Inclusion of mental health issues (psycho-social)
– Inclusion of those over 65 years of age
– Need for cultural shift away from old system 

(medicalization, bureaucracy, “menu” of supports)
– Destroys innovation? (does not)
– Cost shifting – must be monitored 



The Results

• Kezia’s story –
– With Kezia, we were spending all our time, all our 

life, looking after her. What we didn’t realise was 
her care was consuming us, we weren’t living life 
for ourselves,” …“Now my wife and I can enjoy 
activities together, and we feel confident leaving 
Kezia because we know she is in safe hands 
(thanks to the NDIS).”



The Results

• Jack’s story
– Thanks to the NDIS focus on early intervention, 

five-year-old West Australian Jack Bloch is 
“skyrocketing ahead” with his speech, writing, 
recognition and motor skills, so much so he is now 
age appropriate and able to exit the scheme.



The Results

• William’s Story
– ‘To be honest if we were not in the Scheme now 

William would not be walking,’ Haidee (his mom) said. 
‘The NDIS has without a doubt enabled him to 
become independent. We now have a child who 
walks, who with adapted fonts can communicate, who 
can now use sign language to communicate, all 
because we’ve got enough therapy to focus on his 
needs intensively.

– ‘William’s got a voice now, a say and a place in the 
world because he can control his world.’



What can you do to help?
• Sign up to be an ECC supporter and donate
• Become a local ECC advocate – spread the word, organize 

meetings, fundraise
• Promote National Disability Insurance to friends and family
• Share your story at www.realpeoplecampaign.com

Belong to an organization?
• Formally endorse ECC 
• Become a financial sponsor
• Call for national disability insurance

http://www.realpeoplecampaign.com


Questions, Comments, 
Thoughts?



www.everycanadiancounts.com

1 (866) 844 8736

info@everycanadiancounts.com

Follow us @EveryCdnCounts

“Like” Every Canadian Counts

http://www.everycanadiancounts.com
mailto:info@everycanadiancounts.com

