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Mitigating Potential Bias

The information presented in this CME program is based on 
recent information that is explicitly ‘‘evidence-based’’.

This CME Program and its material is peer reviewed and all the 
recommendations involving clinical medicine are based on 
evidence that is accepted within the profession; and all scientific 
research referred to, reported, or used in the CME/CPD activity in 
support or justification of patient care recommendations 
conforms to the generally accepted standards



I acknowledge the traditional and 
present day territories of the people of 
the Treaty 7 region in Southern Alberta, 
which includes the Blackfoot 
Confederacy (comprising the Siksika, 
Piikani, and Kainai First Nations), as well 
as the Tsuut’ina First Nation, and the 
Stoney Nakoda (including the Chiniki, 
Bearspaw, and Wesley First Nations). 
The City of Calgary is also home to 
Métis Nation of Alberta, Region III. 



Learning Objectives

1. Understand the current drivers of dementia incidence and 
prevalence for Indigenous people 

2. Describe the experiences of Indigenous people living with dementia

3. Develop strategic thinking for improvements in service and supports 
for Indigenous people living with dementia



Indigenous People & Dementia

• Prevalence in Alberta:
• Age standardized prevalence of dementia in First Nations individuals living in 

Alberta 34% higher than non-First Nations individuals (Jacklin, Walker and 
Shawande 2013).

• Incidence Rate Ratios in Australia ages 45-64:
• Indigenous population: 27.3 cases / 1000 person years
• Non-Indigenous population: 10.7 cases / 1000 person years (Li et al. 2014). 



Cumulative effect of inequities

• Higher incidence and prevalence established but what is the 
impact?

• Health inequities 
• For Indigenous people as a result of colonization 
• Compounds general lack of resources already present for younger 

people with dementia

• Planning services and policies is difficult without full 
understanding of experience



Lived Indigenous experiences

• In order to improve services and experiences in 
a culturally safe way, we need develop our 
knowledge around: 

• Lived experience 

• Access/barriers to health services 



Establishing the Evidence Base
Main Theme Subthemes

Cultural Constructions 
of Early Onset Dementia

• Culture of community

• Indigenous understandings of 
early onset dementia

Community 
Connectedness and 
Impact on Experiences 
of Dementia Services

• Lack of services in the 
community 

• Experiences with services 
outside community

• Layers of Stigma

• Interviews with Indigenous people living 
with early onset dementia or who have 
experience of a friend or family member 
living with early onset dementia 

• Interviews also with health care providers 
(Indigenous or non-Indigenous) who work 
with younger Indigenous people living 
with dementia 

• Thematic Content analysis using 
Qualitative Description 



Literature Review: Key Takeaways

• Taking care of a person living with early onset dementia seen as a duty or responsibility
Care partners still experiences impact. This contrasts with much of the literature around 
dementia caregiving in non-Indigenous populations where ‘caregiver burden’ is a focus of 
attention and service provision.

• Leaving one’s community in order to live in an institution (e.g. long term care or supportive 
living facilities) 

may trigger for some Indigenous people the trauma of being forcibly removed from their 
homes and families to live in residential schools

• Layers of Stigma: 
named a top research priority by people living with dementia and care partners across 
Canada in Improving the Quality of Life and Care of Persons Living with Dementia and 
Their Caregivers report (Canadian Academy of Health Sciences 2019). 



Culture and Ways of Being

• Cultural Context 
• Role in the Community 
• Shared Experience of historical 

trauma of colonization 

• Indigenous Ways of Living with 
Dementia  

• Resiliency and living with 
dementia

• Changes to family roles
• Western vs Traditional ways of 

understanding dementia 
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Healing and Wellness

• Indigenous Experiences with Health 
Services

• Perceptions of healthcare services
• Experiences of racism and stigma

• Ways of healing for Indigenous 
people living with dementia

• Holistic supports for families 
• Bridging support between urban 

and non-urban settings 
• Trauma informed care



Indigenous Voices

“So, when I think about culturally appropriate services, they don’t even 
exist in Alberta for Indigenous people who have dementia. There is a huge 

gap.” – T

“Another approach is to be inclusive and be respective or have respect for 
Indigenous way of knowing, being and doing… there are ways of 

knowing, being and doing that Indigenous communities and Indigenous 
peoples have been living for thousands and thousands of years… As 

opposed to enforcing one way and the only way that you are going to get 
better.”- A



How to put it all together?

• The National Dementia Strategy for Canada recognizes 
the diverse needs and experiences of Indigenous 
communities (Public Health Agency of Canada, 2019)

• Need for culturally appropriate and culturally safe care 
and supports

• Need a distinctions-based approach to recognize 
differences among First Nations, Inuit and Métis cultures 

• Standardized cognitive testing less accurate for 
Indigenous peoples = possible misdiagnosis

• Need to work collaboratively with and engage 
Indigenous communities

• Also recognizes unique needs of people with EOD

• Importance of  trauma informed care and training of 
Indigenous physicians, and Indigenous-led healing 
centres



Directions for services, supports and 
research

• Inclusion of Indigenous people living with dementia
• Developing education 
• Policy and care planning 

• Ongoing work by UCalgary colleagues on Indigenous assessment tool (CICA-u)

• Tactile therapy interventions being developed with Alberta Health Services 
(Indigenous Wellness Core) and community partners (Aurora Heat)

• Future directions: reminiscence therapy and intergenerational interventions 


