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BACKGROUND

Community Identified Dementia as an
Emerging Health Priority - 2007
• Culturally appropriate approaches to

care:
• screening tools,
• Clinical and supportive services
• health promotion materials

• Cultural sensitivity training for health

care workers and physicians.
• Capacity building and training of
Aboriginal health care workers

Dementia in Indigenous Peoples in Canada
• Prevalence 34% higher

in First Nations
• Average age of onset 10
years younger
• Greater proportion of
males diagnosed
• Dementia increasing at
a faster rate in First
Nations

Age-adjusted treated prevalence of Alzheimer’s disease and dementia, Alberta, 19982009
Jacklin K, Walker J & Shawande M (2013) Canadian Journal of Public Health
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Some Risk Factors for Dementia
Age-related dementias arise from a combination of risk factors.
• Increasing Age
• Head Trauma
• Cerebrovascular Disease & associated factors - hypertension, stroke,
smoking, obesity
• Diabetes
• Social and Economic Status
• PTSD
• Genetics

Diamond, J. (2008). A Report on Alzheimer's Disease and Current Research.
Toronto: Alzheimer Society of Canada.
Patterson, C., et al. (2007). General risk factors for dementia: A systematic
evidence review. Alzheimer's and Dementia, 3(4), 341-347. doi:
10.1016/j.jalz.2007.07.001

Aging Trends and Projections
• Population growth in older adults -First Nations population in Canada is

expected to increase by 1.4 times between 2006 and 2030 with a
disproportional amount of growth among those aged 60 and older (an
increase of 3.4 times)[1].
• Projections based on only age as a risk factor suggest the number of First
Nations people over the age of 60 with dementia of will increase 4-fold
by 2031, compared to a 2.3-fold increase in the non-First Nations
population [2].
[1] E. Caron Malenfant and J. Morency, "Population projections by Aboriginal identity in Canada, 2006 to 2031,"
Statistics Canada, Ottawa, 2011.
[2] J. D. Walker and K. M. Jacklin, "Current and projected dementia prevalence in First Nations populations in
Canada," in Indigenous peoples and dementia: Experiencing and understanding memory loss and memory care in
three settler nations, Vancouver, UBC Press, in press.

2010-2014 Foundational Knowledge: Alzheimer’s
Disease and Related Dementias in Aboriginal Peoples in
Ontario, Canada

K. Jacklin & W. Warry

Literature Review
Dementia in Indigenous Peoples in Canada
• Limited published information indicates

possible higher prevalence of dementia in
First Nations than in general Canadian
population.
• Cultural understandings of dementia vary
from biomedical perspectives, affecting
prevention, diagnosis, and treatment
• Cognition is culturally constructed
• Caregiving was identified as more complex
for Indigenous families
(Jacklin & Walker, 2012)

Need: Appropriate Dementia Awareness
Service Use

Inappropriate health
information/health
literacy

Culturally appropriate
dementia information

• What is dementia?
• Signs and symptoms of dementia
• Warning signs of dementia
• Dementia Prevention/Healthy Aging
• What to expect following a diagnosis of dementia – Patient
• What to expect following a diagnosis of dementia – Caregiver
• Path of dementia
First Nations and Inuit Health – Home and Community Care
2014-2017 Contribution Agreement

UNDERLYING FRAMEWORKS
Privileging Indigenous Ways of Knowing

Two-Eyed Seeing
Mi’kmaw Elder Albert Marshall explained that two-eyed seeing was a
gift where we learn to see from one eye with the strengths of
Indigenous knowledge and ways of knowing, and from the other eye
with the strengths of Western knowledge and ways of knowing.
An explicit Two Eyed Seeing approach involves addressing the power
imbalance between the two knowledge systems and placing
Indigenous knowledge on equal ground with Western knowledge.

Cultural Safety
Cultural
Awareness:
Acknowledgement

Cultural
Sensitivity:
Knowledge

Cultural
Competency:
Knowledge &
Skills

Cultural Safety:
Addressing
Inequity

Culturally unsafe care: “any actions which diminish, demean or disempower the cultural
identity and well-being of an individual” (Whanau Kawa Whakaruruhau, 1991).
“While cultural sensitivity and cultural competence focus on learning about the culture of the
service user, cultural safety pays explicit attention to power relations between service user
and service provider, charging the service provider with the responsibility to consider and
address the role of their socially-constructed power in contributing to culturally safe or
unsafe care” (DeSouza, 2008)

A message from the research team:
Loving and Giving
You will notice that instead of “person with dementia” we use loved one. Throughout
this work, we spent time with Elder Jerry Otowadjiwan to make sure that work was done
in a good way. Elder Jerry shared teachings about love with us. He shared that a person
with dementia is someone who needs a lot of love and will need to be reminded that
they are loved. And whether or not their caregiver is someone who loves them, the act
of providing care is a loving act, and somebody, somewhere loves this person. Using the
term loved one reminds us of how we should be treating and respecting the person with
dementia.
Community advisory groups, participants in studies, and community partners all reacted
well to loved one and found it appropriate in an Indigenous context.
We also use the term caregiver instead of the more recent “care partner.” This is
because to provide care is to offer a valued gift to another. Caregiver was also preferred
by all of the community stakeholders and participants in the research.

INDIGENOUS UNDERSTANDINGS OF MEMORY LOSS
AND AGING

Cultural views of aging
I’ve watched elderly people and how they
do things to try to be like them. And we
have a song that goes with that. And we
sing those songs… The song goes, “When
that time comes, when my hair turns
white, silver, silver hair, will I be able to
sound like they sound?” That’s how the
song goes. “I wonder if I’m going to sound
how they sound, now, when I get there.”
- Elder Jerry Otowadjiwan

Cultural views of aging
Karen Pitawanakwat, RN, Manitoulin

Normalization and Acceptance
“The code talks about… it’s
more of a natural thing. It’s not
looked at as a disease, you
know. Some people go back
that way, and this is how
they’re going back to the
Creator.”
- Knowledge Keeper, Six
Nations

• Memory loss in aging may be

considered natural and normal by
Indigenous loved ones, caregivers,
and their families. This way, it is not a
negative experience, but just another
part of the circle of life.
• Since memory loss is not always

associated with illness, loved ones
and caregivers may not access health
and social services in the early stages
of dementia.

Teachings from the languages
• There are no specific words for

“The older people they
always refer to that term
of going back into their
childhood, but they use
the Anishnaabe word for
that, and that term is
“keewayabinoocheeaway.”
That’s returning back to
childhood.”
- Older Adult, Thunder Bay

“dementia” in Indigenous languages in
the communities included in the
research.

• There are gentle or humorous

descriptions of being confused, forgetful,
or mixed up.

• Inability to remember also did not mean

that memories were lost . In Manitoulin
Island communities, the term ngwosh
kaa ni we ga kendung was used to
describe memories as “buried” or
“covered” for the time being, but not
lost.

Unique Descriptions
• Mind changes
• Brain not
functioning
• Thoughts mixed
up
• Forgetful
• Confused
• Going back to
childhood /
second childhood
• Something wrong
with my head
• Coming full circle
• Buried memories
• Old timer’s

• We note that Indigenous people might use

different terms to describe their dementia or
symptoms of dementia.
• This might be due to a view of memory loss as

normal, or it could be because of a fear of stigma
and not wanting to be labelled with a disease.
• It could also be because the loved one and their

family want to keep it private or fear
repercussions from diagnosis (like losing a driver’s
license).

Buried Memories
Karen Pitawanakwat, RN, Manitoulin

Spirituality
“Elders with dementia [are] in a time
of preparation to leave this physical
earth. When the Elder with dementia
is not making sense in conversation or
talking about another place or time
that is not being experienced by all
those listening, their spirit is actually
travelling and amongst their next life
(after life experiences/on the other
side). These experiences are verbally
passed on in stories and not
considered hallucinations but a real
part of what we know as the circle of
life.”
– Anishinaabe Expert Language Group
Manitoulin Island

• Perceptions of memory loss in

aging are deeply affected by
spiritual beliefs and practices.
• The loved one was often viewed

as coming full circle or
experiencing their second
childhood as they returned to
the Creator.
• Visions were viewed as the result

of being closer to the spirit
world, and were not to be
confused with hallucinations.

Visions as strength
“We were somewhere and somebody was asking her about like seeing people that are dead or
gone and they were acting as if it was a bad thing. And it’s something that it’s a sign of
dementia and for me that is clearly not a sign of dementia. That’s an expected behaviour and
it’s expected in little ones and in older people and I found it irritating and demeaning to have to
explain it and for them to just dismiss it as a sign of dementia. Because I expect her to be able
to see um, people who have gone on, I expect her to be able to see things that aren’t accepted in
the main stream. So that was one point of irritation. I can’t remember who asked that question
but to me that was a culturally insensitive question. Well not even just elderly too, we look at it
as a better ability to be able to have that connection and we talk about the points of, of life and
that when you get close to the, the portal or the time of change the birth, death area. The closer
you are to both birth and death the more your able to see and experience so we don’t dismiss it
we accept it and we use it and were actually happy when that happens.”
- Caregiver, Six Nations
Further Reading: Henderson, J. N., & L. C. Henderson. (2002). Cultural construction of disease: A
“supernormal” construct of dementia in an American Indian tribe. Journal of Cross-Cultural
Gerontology, 17: 197-212.

Balance / Out of Balance
this Elder said to me, “you’re out of
balance,” you know? When I first
went to him for help all he said was,
“you’re out of balance,” so I think that
Alzheimer’s is being out of balance,
for me anyways. So that’s why I look
at it not being able to function in a
balanced way to your thoughts your
feelings and your actions and
acceptance.
- Older Adult, Manitoulin Island

• Loved ones, caregivers, and

knowledge keepers talked
about balance a lot.
• The rise in dementia was

viewed as a symptom of being
out of balance due to historical
changes in diet and lifestyle,
disconnection from the land
and culture, trauma,
intergenerational trauma, and
unresolved grief.

FACT SHEETS: DEMENTIA CARE FOR
INDIGENOUS PEOPLE AND THEIR FAMILIES
Available at https://www.i-caare.ca/factsheets

Fact Sheet Development
Our aim is to increase awareness and promote access to care, without interfering
with Indigenous understandings of dementia
• Environmental scan of currently available health promotional materials for
Indigenous people in Canada
• Literature Review
• Qualitative research results from the Perceptions of Alzheimer's Disease and Related
Dementias among Aboriginal Peoples in Ontario project.
• Knowledge Translation Activities – moving the evidence into the materials
• Supports: Elder Jerry Otowadjiwan, First Nation and Inuit Health Home, Community and

Preventative Care Program & Behavioural Supports Ontario Northeastern Ontario Medical Advisory
Council

Fact Sheets

PREVENTING DEMENTIA IN INDIGENOUS PEOPLES BY AGING WELL
Advice from older Indigenous peoples
Share knowledge with
younger generations
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Maintain health holistically
Speak, learn,
& listen to
original languages

Attend ceremony or church

Continue to be active and
involved in community life

Exercise
Don’t misuse alcohol or drugs

Learn & remember protocols for
ceremony

Stay away from
environmental contaminants
when gathering food/medicine

Carry and share songs,
teachings, or ceremonies
Do puzzles or crosswords

Laugh

Grow and/or gather
your own food

Sing and dance

Get involved in community
& develop a support network

Prevent head injuries

Craft, bead, knit, crochet,
or sew

Be aware of aging
& dementia

Eat healthy,
unprocessed foods

Express
gratitude

Participate in
storytelling and singing

Read books

Use the internet
Seek therapy and/or advice from Elders
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Spend time with young
people & grandchildren

This version was created by the Canadian Consortium on
Neurodegeneration in Aging Team 20 Advisory Group for the
Manitoulin Region of Ontario, Canada. Other versions and further
resources are available at www.i-caare.ca.
© I-CAARE Jacklin, Blind, Jones, Pitawanakwat, Otowadjiwan, & Warry

What is Dementia? Indigenous
Perspectives and Cultural
Understandings
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Symptoms
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Developed with
Anishinaabe
CCNA Project
Elder and
Advisory Council
members from
Manitoulin Island

PREVENTING DEMENTIA IN INDIGENOUS PEOPLES BY AGING WELL
Advice from older Indigenous peoples

Read books
Seek therapy and/or advice from Elders
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Neurodegeneration in Aging Team 20 Advisory Group for the
Manitoulin Region of Ontario, Canada. Other versions and further
resources are available at www.i-caare.ca.
© I-CAARE Jacklin, Blind, Jones, Pitawanakwat, Otowadjiwan, & Warry

Key Takeaways
• Health care providers should be familiar with Indigenous understandings and

terminology. Even if you are not comfortable using them yourself, loved ones might
use them to describe their experiences, and understanding will help you provide
better care.
• Consider the repercussions of a possible diagnosis for the loved one and caregiver(s)

and be ready to talk about this.
• Words like dementia might also be unwelcome and culturally inappropriate. Follow

the lead of the person you are working with. Do they use the word “dementia”? If
not, how do they talk about memory loss?
• When in doubt, ask! “What do you call your forgetfulness?”
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