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Introduction 

Mr. Chair, Members of the Committee, Ladies and Gentlemen 

 

Thank you for giving the Alzheimer Society of Ontario (ASO) the opportunity to present to 

the Select Committee on Finance and Economic Affairs on the issues related to dementia in 

Ontario. 

About the Alzheimer Society 

The Alzheimer Society of Ontario, founded in 1983, supports a province-wide network of 

38 Chapters to: 

 Improve service and care 

 Fund and advance research 

 Educate the communities it serves 

 Create awareness and mobilize support for the disease. 

 

Our Society's vision is a world without Alzheimer’s disease and related dementias. We are 

affiliated with the Alzheimer Society of Canada and with Alzheimer Disease International. 

In March of this year, the Alzheimer Society will proudly welcome people from 71 

countries to the 26th Alzheimer Disease International conference in Toronto. 

 

Alzheimer Society Chapters offer a range of services including group supports, counselling, 

information, public awareness and dementia-specific education for front-line health 

service providers, those diagnosed with the disease and their families and caregivers. Some 

Chapters, like ours in Windsor Essex, also provide day programs and longer-term respite 

care. 

 

The Alzheimer Society of Ontario and the Chapters work in partnership with health service 

providers, primary care practitioners, long-term care facilities, and clients. We have a long 

history of working together to improve access to services for clients, promote best 

practices in dementia care and raise the profile of dementia-related issues. 

 

The Alzheimer Society of Ontario is a founding and leading member of the Ontario 

Caregiver Coalition. This coalition of caregivers, health charities, and community and 

health service providers is dedicated to bringing issues related to family caregiving to the 

policy table. Family caregivers care for spouses, children, parents and other extended 

family members who need support due to age, debilitating medical conditions, chronic 

injury, long term illness or disability. Family caregivers are the foundation of Ontario’s 

health care system, yet they are largely invisible. They are sometimes overlooked by health 

service providers and seldom acknowledged in public policy. 
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Presentation 

The focus of our presentation is on the following;  

 Prevalence and impact of dementia 

 Increasing access to flexible respite options for caregivers 

 Expanding the reach of the First Link® program to all Ontarians 

What is dementia? 

Dementia is a large class of disorders characterized by the progressive deterioration of 

memory, judgment and reasoning and can lead to changes in mood, behaviour and 

communication abilities. 

 

These symptoms may affect a person's ability to function at work, in social relationships or 

in activities of daily living. 

 

Alzheimer’s disease, the most common form of dementia, is a progressive, degenerative 

disease of the brain, which causes thinking and memory to become seriously impaired. 

After Alzheimer’s disease, Vascular Dementia (VaD) is the second leading cause of 

dementia. 

Prevalence and impact of dementia 

Today, more than 181,000 people in Ontario have dementia. In 10 short years, this number 

is expected to increase 40%, to 255,000 people. Dementia is the leading cause of disability 

in Ontarians over 60, causing more years lived with disability than stroke, cardiovascular 

disease and all forms of cancer. 

 

The annual total economic burden of dementia in Ontario is expected to increase from 

$7.1 billion in 2010 to $19 billion in 2020. This number includes the direct costs of health 

care services, the opportunity costs of caregiving’s impact on the ability to work, and the 

indirect costs of lost productivity and lost wages (Alzheimer Society of Canada, 2010).  

 

Direct costs of dementia to the health system are projected to increase by $440 million 

each year through 2020 (Alzheimer Society of Canada, 2010).  In partnership with the 

Ontario government, we have the opportunity to curtail these costs to ensure that 

investments are effective and multi-purposed. 

Impact on family caregivers 

Most Ontarians with dementia today are living in their homes with their families, outside 

of institutions.  

Studies have shown that caregivers, despite the inherent satisfaction of caring for their 

loved ones, endure considerable psychological, physical and financial stress. Caregivers of 

people with dementia report stress levels three times greater than those caring for persons 

with other chronic diseases, and depression is nearly twice as common (Alzheimer Society 

of Ontario, 2007). 
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In Ontario today, families and friends spend 87.1 million unpaid hours caring for people 

with dementia. By 2020, they’ll be offering 144 million hours, an increase of 65% 

(Alzheimer Society of Ontario, 2010). 

 

In 2002, it was estimated that about two million Canadians were informal caregivers, 

delivering about $5 billion worth of service to Canada’s economy and saving Canada’s 

formal health system as much as $2 billion per year. Caregivers provide more than 80% of 

the care needed by individuals with long-term health conditions (Fast, Eales and Keating, 

2001; Human Resources and Skill Development Canada, 2006). 

What is needed? 

Today, we will highlight two key areas of support needed by caregivers. The first is 

increased access to flexible respite options. The second is expanding the First Link® 

program. 

Flexible respite options 

Respite services offer temporary relief from caregiving. Types of respite include 

 In-home respite where an alternate (usually paid) caregiver comes to the home for a 

few hours 

 Adult day programs where the person with dementia is taken to a community centre 

for a specified number of days in the week 

 Overnight respite, which is usually in short-term beds of a long-term care home or in 

purpose-built respite homes, of which there are only two in Ontario. These are owned 

and/or supported by local Alzheimer Societies. 

 

There are four key issues with respite in Ontario: 

1. Caregivers are unaware of available services or often act too late  

2. Supply of respite, especially short-term, is insufficient 

3. Services that are offered do not fit with family needs (i.e. hours of service, continuity 

of staff) 

4. Cost of in-home respite is too high for already strained caregivers. 

 

Still, innovative respite options exist in some regions of Ontario. They include the Seniors 

Managing Independent Living Easily program, or SMILE, in the South East, Wesway in the 

North West, and the Veterans Independence Program through Veterans Affairs Canada.  

By tailoring services to meet their needs, these flexible respite programs enable caregivers 

to support the person with dementia more effectively and extend independent living for 

the person with dementia. Most importantly, it keeps people in their homes with those 

who love them.   

 

With a modest investment to expand these existing programs, the Ontario government is 

poised to save dollars in direct costs.  We can look to an existing program as an example.  

Of a $2.9 billion budget in 2000, Veterans Affairs Canada spent $303 million to provide 

home care and support to 102,000 of Canada’s 200,000 service veterans through the 

Veterans Independence Program (VIP).  With an average age of 84 years, only 4,100 of 

them occupied long-term care beds. This program helped keep them living in their own 

homes by paying for homecare, respite and maintenance services. In 2000, the average cost 
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per person for VIP homecare was about $2,700 a year, compared with $43,000 a year for a 

room in an Ontario care facility or up to $1,000 a day for a hospital bed (Hy & Keller, 

2000).  

 

First Link® 

In Ontario, 29 Alzheimer Society Chapters offer the First Link® program that provides 

recently diagnosed individuals and their caregivers with comprehensive and coordinated 

services by reaching out as early as possible in the disease process. First Link enables 

collaboration between the diagnosing primary care physician, other members of the 

primary care team, diagnostic and treatment services, community service providers, and 

the Alzheimer Society. 
 

Many caregivers are not receiving the support they need because they are not aware of 

the services available to them. Through First Link, primary care providers refer those who 

are newly diagnosed to their local Alzheimer Society to ensure that caregivers maximize 

their awareness of existing programs.  

 

In November 2010, our First Link® program was selected as a finalist for the Celebrating 

Innovations in Health Care Expo in the area of improving access to care.  

 

Even though evaluation of the demonstration projects shows that the program is effective, 

First Link® is only available to 73% of Ontarians, as nine of our 38 Chapters continue to 

have challenges in accessing adequate funding. To ensure all Ontarians diagnosed with 

dementia receive the education, information and access to services they need, the First 

Link® program must be sustained in the 29 local Alzheimer Chapters currently offering the 

program, and expanded to all communities across Ontario.  

 

Initial investment of approximately $1.5 million to expand First Link to the remaining nine 

regions, and an ongoing investment of $400,000 each year to sustain the program are 

needed to provide this service to all Ontarians.   

Summary of requests 

 Increase availability of flexible respite options by leveraging existing effective 

programs 

 Expand the First Link® program to maximize access to existing services. 

 

By continuing to leverage existing programs and committing to new investments for 

caregivers we have the opportunity to curb increasing health care spending. 

 

Thank you 

 

 
 
 
For more information, please contact Delia Sinclair, Alzheimer Society of Ontario, Public Policy & Chapter Relations 
Analyst 
E: dsinclair@alzheimeront.org P: (416) 847-8928 

mailto:dsinclair@alzheimeront.org
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