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Rising Tide: the impact of 

dementia in Alberta 
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The Interventions 

Four intervention scenarios were identified by the 
Alzheimer Society of Canada and its subject matter 
experts and used to simulate the potential impacts of 
dementia prevention and patient and caregiver 
support programs. The intervention scenarios 
evaluated included: 
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• 1. Primary Prevention #1 – the impact 
of physical activity programs that aim to 
increase physical activity by 50% on 
reducing dementia incidence; 
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• 2. Primary Prevention #2 – the impact 
of hypothetical primary prevention 
programs to delay disease onset by two 
years; 
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• 3. Informal Caregiver Support – the 
impact of hypothetical caregiver support 
programs on delaying admission to long 
term care (LTC) and reducing the 
caregiver burden; 
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• 4. System Navigation – the impact of 
assigning a system navigator to all 
dementia patients on reducing, costs, 
delaying admission into LTC and reducing 
the caregiver burden 
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Behind every stat there is a 

PERSON 
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Six-Phase Model for Helping Families with 

Alzheimer’s Disease 

• Phase 1. Prediagnostic 

• During this time there is a growing 
awareness that something is wrong. Both 
the family and the person with dementia 
are trying to decide how seriously they 
should take memory lapses, functional 
impairments, or periods of confusion. 
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• Phase 2. Diagnostic 

• Sooner or later, as symptoms of cognitive 
impairment accumulate or a single, critical 
event occurs—making it impossible to 
believe nothing is wrong—families will 
obtain a diagnosis. The family must deal 
with the emotional issues of fear, sadness, 
anger, and denial that will be present and 
begin to process the meaning of the 
diagnosis. 
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• Phase 3. Role Change 

• With the progression of impairment, the 
person with dementia changes from an 
independent adult into a person who 
requires support with activities of daily 
living. Family roles also change as the 
caregiving system is organized. 
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• Phase 4. Continued Caregiving 

•  the person with dementia requires 
greater amounts of support with activities 
of daily living. The major challenge for the 
family is to stave off the physical and 
emotional effects of caregiving. Support 
systems must be alert to signs of 
exhaustion, burnout, or depression among 
all family members, including the person 
with dementia, and plans must be 
developed to provide respite and maintain 
energy in daily life. 12 



• Phase 5. Transition to Alternative Care 

• As caregiving roles change, it is often no 
longer possible to care for the person with 
dementia at home, necessitating a move 
to alternative care. The family must be 
provided assistance to help identify the 
point at which this should occur. This 
traumatic event marks the end of personal 
caregiving and requires a shift into 
collaborative caregiving with appropriate 
role expectations. 
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• Phase 6. End of Life 

• Families are faced with many decisions 
regarding care and treatment at end of 
life. Based upon the foundation of values 
and benefits unique to each family, the 
family must be helped to develop an 
image of a “good death,” including 
important rituals and legacies, which will 
help bring closure and meaning at the 
point of death. 
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Working together to link individuals and families affected 

by Alzheimer Disease or dementia 

to a community of learning, services and support 
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• A direct referral service that links individuals 
diagnosed with Alzheimer’s disease or a related 
dementia to a community of learning, services 
and support 

 

• A service designed to provide access to 
comprehensive services by reaching out to 
persons with dementia and their caregivers as 
early as possible in the disease process and 
throughout the continuum of the disease  

 

What is First Link? 
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Why First Link? 

• Reluctance of individuals and family 
members to access education and support 
until a crisis situation develops 

 

• Evidence indicates those people, who are 
provided information and support services 
early in the continuum of the disease and 
receiving support on an ongoing basis, are 
better equipped for the challenges that 
will arise 
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First Link Goals 

• Increased effective & efficient utilization of 
community resources 

• Stronger links between diagnosing physicians / 
health care professionals, the Alzheimer Society 
and community service providers 

• Reduced overall incidence & intensity of crisis 
situations 

• Reduction of caregiver burden by providing early 
access to learning, services and support  
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Key Elements of First Link  

• Direct referrals 

• Early intervention and on-going support 

• Community collaboration 

• Progressive learning series “Seeds of 
Hope” 
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Direct Referrals 

• Families often too overwhelmed to initiate call to 
ask for help 
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After the Referral is Received 

• Three attempts to contact 

• At time of Contact 

– Support and information  

– Links to community resources 

– Introduction to programs and other services 

• Information package is sent 

• Follow up throughout continuum of 
disease 
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Early Intervention – On-going 

Support 

• Links need to be made early 

• Families will then know who to call 

• Build relationship for continuum of journey 

• More likely to access services down the 
road 
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Community Collaboration 

 

• Professionals from various agencies within 
each zone teach/facilitate sessions of 
Seeds of Hope 

• Referral to other community agencies 
depending on circumstances and identified 
need 
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Progressive Learning Series 

Planned and delivered collaboratively by partners 
within each zone: 

 

• Seeds of Hope 
  Early 

  Middle 

  Late 

  End of Life 
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Benefits – Client Perspective 

“From our initial introduction with the First Link learning 
series we have been able to better understand the 
disease, its progress and what we had to do to prepare 
for the future.  As my husband's disease progresses, I 
am able to not only apply what we had learned but also 
access services that were discussed.  It has made my 
role as caregiver easier to cope…One of the wonderful 
things we cherish from the program was the friends we 
made, who are facing the same challenges as we 
are, and with whom we continue to socialize with after 
the learnings series was complete.” 
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“As a health care professional First Link provides a 
much needed a valued service. Receiving a 
diagnosis of any kind of cognitive change can be 
very difficult for clients and their families. Having 
First Link to refer them to, I am confident that 
they are going to get timely advice and support 
not only at the point of diagnosis but as their 
disease, circumstances and needs change.” 

       Geriatrician 
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What the Canadian Consensus 

Guidelines say… 

The Canadian Consensus Guidelines on 
Dementia (Hogan et. al., 2007), developed 
by 45 medical experts, recommend that 
primary care providers utilize First Link as 
a support to persons and families affected 
by dementia 
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Benefits of Referring to First Link 

• Stronger links between diagnosing 
physicians / health care professionals, the 
Alzheimer Society and community service 
providers 

• Reduction of caregiver burden by 
providing early access to learning, services 
and support  

• Overall increase in public awareness 
helping to reduce stigma 
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Currently… 

• A referral to First Link is considered best practice 
in the provision of dementia care 

• Anywhere in Canada, the Alzheimer Society 
should be the health care provider’s first contact 
after diagnosis 
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Dementia Friendly Communities 
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Call to Action 

• Strategy 

• Language  

• Culture 

Alzheimer Society of Ottawa and 

Renfrew County 
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