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RÉSUMÉ
Les démences liées à l’âge constituent un problème de santé important au Canada, en particulier chez les communautés 
autochtones, où les taux de démences surpassent d’environ 34 % ceux retrouvés dans la population canadienne. Cette 
étude présente une synthèse des données qualitatives tirées des articles traitant de la compréhension culturelle des 
démences chez les peuples autochtones du Canada. Les résultats principaux suggèrent que peu de recherches ont 
été effectuées dans ce domaine, en particulier chez les Inuits et les Métis, malgré une progression de l’exploration 
de ce sujet au Canada. La synthèse de la littérature a révélé que la démence est perçue comme une partie naturelle 
du cycle de vie par de nombreux Autochtones. Bien que les modèles communautaires et informels de soins soulèvent 
d’importants défis pour les aidants naturels, ils sont régulièrement appliqués. Cette synthèse sera utile pour les 
organismes et les prestataires de soins de santé qui recherchent des approches appropriées pour répondre aux besoins 
des patients et des familles autochtones aux prises avec la démence.

ABSTRACT
Age-related dementias present a significant health concern in Canada, particularly for Indigenous communities, in 
which rates of dementia are estimated to be 34 per cent higher than in the general Canadian population. This article 
reports on a qualitative evidence synthesis of available literature concerning cultural understandings of dementia in 
Indigenous peoples in Canada. Key findings suggest that although exploration of this topic is on the rise in Canada, there 
remains a paucity of research on this topic, particularly among the Inuit and Métis. The synthesis of the literature found 
that dementia is viewed as a natural part of the life cycle by many Indigenous people; and although this presents 
significant challenges for caregivers, informal and community models of care are routinely practiced. This synthesis will 
be useful for health care providers and organizations that are searching for appropriate approaches to respond to the 
needs of Indigenous patients and families experiencing dementia.
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Introduction
Age-related dementias have become a significant health 
concern around the world. In Canada, approximately 
500,000 people are thought to have age-related dementias. 
This number is projected to more than double to 
1,125,184 over the next 30 years (Alzheimer Society of 
Canada, 2010). Dementia has also been identified as 
an emerging health issue in Indigenous communities 
globally (Mayeda, Glymour, Quesenberry, & Whitmer, 
2016; Smith et al., 2008) and in Canada (Jacklin, Walker, & 
Shawande, 2013). Recent research suggests that rates 
of dementia may be 34 per cent higher in First Nations 
populations than in non-First Nations populations 
in Canada, and that rates are also rising more quickly 
(Jacklin et al., 2013). This, coupled with the finding of a 
unique epidemiologic presentation in this population, 
such as a younger age of onset and higher prevalence 
in males, suggest it is time to review what is known 
about dementia in this population. Age-related demen-
tias, particularly Alzheimer’s disease, are argued to be 
“newer” illnesses in Indigenous peoples. It is suggested 
that because of improved life expectancy and an expand-
ing senior population, Indigenous peoples are beginning 
to experience a new magnitude of age-related demen-
tias (Henderson & Henderson, 2002; Jacklin et al., 
2013). These trends have led researchers to specifically 
suggest that understandings of cultural influences con-
cerning dementia in Indigenous peoples should be a 
priority research area (Henderson & Henderson, 2002). 
Effectively, these trends imply that Indigenous people 
may be in a transitionary period in which they are nego-
tiating cultural and biomedical meanings of this illness, 
which will in turn impact their health care seeking behav-
iours, and how they respond to biomedical treatment and 
care (Henderson & Henderson, 2002; Whitehouse, 
Gaines, Lindstrom, & Graham, 2005).

Concerns have been raised regarding the recent increase 
in cases of dementia in Indigenous communities, 
where traditionally low rates along with relatively 
smaller older adult populations have led to a lower 
prioritization of dementia than for other illnesses 
(Sutherland, 2007). As dementia is expected to be an 
increasing challenge for health care service delivery in 
Indigenous communities, the current lack of founda-
tional information makes planning and responding to 
this growing issue difficult for communities and ser-
vice providers (Lanting, Crossley, Morgan, & Cammer, 
2011; Sutherland, 2007).

In this article, we present a review and consolidation of 
knowledge concerning cultural influences on dementia 
in Indigenous populations in Canada. This work was 
originally undertaken by the authors in 2012, in response 
to a request from Health Canada, First Nations and 
Inuit Health Branch, to identify and synthesize available 

knowledge and provide recommendations to inform 
the First Nation’s and Inuit Home and Community 
Care (FNIHCC) Program. Our guiding research ques-
tion is: what is known about how culture influences 
experiences with dementia in Indigenous people in 
Canada? Specifically, we assess and report on the pub-
lished and grey literature concerning the cultural con-
struction and social mediation of the experience of 
dementia by Indigenous peoples, and how this affects 
experiences of care. It is well established that culture 
influences an individual’s understandings and behav-
iours around illness. This includes what people believe 
has caused their illness, how they think it should be 
treated, health care seeking behaviours, decision-making 
models, and what are considered appropriate models 
of care (Kane, 2000; Kleinman, Eisenberg, & Good, 1978). 
In dementia care, culture has been shown to influence 
individual and family experiences with the illness 
(Kane, 2000). Understanding patients in the context of 
their culture and history is considered vital to the 
implementation of cultural safety in health care and 
the improvement of health outcomes. Without this 
understanding of culture, it is not possible to develop 
appropriate mechanisms for diagnosis, treatment, and 
care; as such, it becomes impossible to achieve health 
equity for Indigenous peoples in Canada.

Methods
The review is best characterized as a qualitative system-
atic review also referred to as a “qualitative evidence 
synthesis” (Grant & Booth, 2009). Such reviews serve 
the purpose of broadening understandings of a partic-
ular topic through the synthesis of findings from qual-
itative studies. Qualitative evidence syntheses are 
appropriate to explore health-related questions such as 
“how do people experience illness,” and health systems 
questions such as “what are the barriers and facilita-
tors to accessing health care” (Noyes et al., 2013). The 
approach normally involves the development of a 
search strategy (inclusion/exclusion criteria), a critical 
appraisal of the studies identified, thematic analysis, 
and synthesis (aggregative, narrative, or interpretive) 
(Grant & Booth, 2009; Noyes et al., 2013). It is noted 
that there is greater flexibility in qualitative evidence 
syntheses than in other systematic reviews and that 
there is continued debate over the need for compre-
hensive, exhaustive searches and quality assessments 
(Noyes et al., 2013).

We undertook a review of published academic and 
grey literature on age-related dementias in Indigenous 
peoples in Canada using two separate search strategies: 
one for peer-reviewed, academic literature and one for 
grey literature. A grey literature search was included to 
ensure that we captured other forms of dissemination 
on the topic. It is recognized that dementia in Indigenous 
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populations is a recent topic of investigation and, 
therefore, it is reasonable to assume that data may be 
available from theses, dissertations, and Indigenous 
organizations that have not been published in peer-
reviewed journals.

This review builds on a previous review conducted to 
inform the Trends in Alzheimer’s disease and related demen-
tias among First Nations and Inuit (Jacklin & Walker, 2012). 
The purpose of the original review was to summarize 
the current state of knowledge regarding dementia 
among First Nations and Inuit in order to inform the 
FNIHCC Program 10 year strategy. This review con-
cerns the systematic qualitative literature search under 
the general topic of “cultural considerations in diagnosis 
and care.” The original project included the following 
additional four knowledge domains not reported in this 
review: (1) incidence, prevalence, and rates of dementia 
in Aboriginal peoples; (2) dementia detection, screening, 
and diagnosis in Aboriginal peoples; (3) co-morbidity, 
social determinants of health, and risk factors in Aborig-
inal peoples; and (4) prevention and awareness cam-
paigns aimed at Aboriginal people.

Academic articles and abstracts concerning this topic 
were identified through searches of the following data-
bases: Social Sciences Citation Index (Web of Science), 
Embase, PsycINFO, MEDLINE®, Native Health Data-
base, and WorldCat. These premier bibliographic data-
bases were selected because of the quantity of reliable, 
quality scientific biomedical literature. Appropriate 
key words, (Tables 1and 2), were used to identify liter-
ature focused on Indigenous peoples, and combined 
cognitive decline and culture. We included academic 

literature published between 1975 and 2017. This time 
period could be consistently searched in the various 
databases. A single reviewer conducted a database 
search, which resulted in a total of 455 articles, as indi-
cated in Figure 1. Articles were screened for relevance 
to the topic using the following criteria: (1) research 
focused on Indigenous dementia and/or dementia 
caregiving; (2) research was conducted with Indige-
nous people in Canada; and (3) culture was a variable 
in the analysis. To eliminate bias, a second reviewer 
also screened the titles of the articles identified in the 
search (n = 455). Of the 455 articles identified, 416 were 
eliminated by screening titles and removing duplicates; 
and an additional 13 articles were eliminated after 
reviewing the abstracts, resulting in 26 articles for full 
text review; 2 additional articles were identified by a 
hand search. The first author (K.J.) undertook a critical 
appraisal of the remaining articles in relation to our 
criteria, which resulted in the inclusion of eight academic 
articles. In our analysis primacy was given to Canadian 
references; however, because of the sparseness of avail-
able literature, studies from the United States were 
included at the authors’ discretion; for example, only 
one article in Canada touches on interpretations of 
symptoms, so we include a seminal U.S.-based study 
with Choctaw in this analysis.

Grey literature was included as an important contrib-
utor in providing balance to the academic literature 
and to minimize potential publication bias (Mahood, 
van Eerd, & Irvin, 2014; Paez, 2017). Grey literature 
may include theses, dissertations, non-peer-reviewed 
articles, organizational materials, and technical reports. 
To maximize search sensitivity and keep results man-
ageable and relevant (Wilcynski & Haynes, 2007), the 
grey literature search was limited to Canada for the 
years 1975–2017. The search strategy included identi-
fying a list of relevant organizations, Web sites, data-
bases, and search engines following the model outlined 
in “Grey matters: A practical search tool for evidence-
based medicine” produced by the Canadian Agency 
for Drugs and Technologies in Health (CADTH) (2015). 
The CADTH model was selected as the preferred 
comprehensive tool to obtain Canadian grey literature 
because it provides a grey literature checklist and 
guidance on relevant topics with related database 
search tools.

In cases in which the Web site had an effective embedded 
search engine, we used the following sets of search 
terms, as appropriate: set 1: Aboriginal, First Nations, 
Inuit, Métis, Indigenous; set 2: dementia, Alzheimer, 
memory. In cases in which the Web site did not have 
a search engine or the previously described search 
generated no results, we browsed the site for related 
reports, news items, and other relevant documents. 
Grey literature was assessed by the authors for relevance, 

Table 1:  Keywords and search strategy for Indigenous cultural 
considerations in diagnosis and care

Category Search Terms (Keyword)

Race/ethnicity Aboriginal OR
First Nations OR
Inuit OR
Metis OR
Indigenous OR
Native American OR
American Indian

Connector word: “AND”
Disease Alzheimer* OR

Dementia OR
Congit*

Connector word: “OR”
Cultural Considerations Cult* OR

Crosscult* OR
Cross-cult*

Disease state Diagnose OR
Diagnosis OR
Diagnosed

Care provider focus Caregiver OR
Caregiving
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Figure 1:  Flow diagram of academic literature database search 
results

source of information, and quality of information as 
determined by a critical review of the document. Once 
identified and reviewed for relevance, the academic 
and grey literature citations were entered into EndNote 
bibliographic management software with a summary 
and thematic tags.

An inductive analysis of the relevant academic and grey 
literature was undertaken, with memoing in the mar-
gins to develop initial codes (Finfgeld-Connett, 2014). 
Our approach to the analysis of the identified literature 
is informed by the Indigenous social determinants of 

health model (Loppie Reading & Wein, 2009). This frame-
work recognizes that Indigenous health is affected by a 
complex interplay of historic, environmental, social, 
political, cultural, economic, and behavioural factors 
over each individual’s life course. In this model, dis-
tal determinants include historic, political, social, and 
economic contexts, such as the effects of residential 
schools and the Indian Act (1985). Intermediate deter-
minants include community infrastructure, resources, 
systems, and capacities. Proximal determinants are more 
immediate factors such as health behaviours and 
physical and social environments (Loppie Reading & 
Wein, 2009). We acknowledge that the distal, interme-
diate, and proximal determinants are a complex inter-
connected web that is impacted over the life course. 
In this review, we focus on culture as a determinant of 
health that is influenced at each of these three levels.

Results
The database and hand searches resulted in eight rele-
vant peer-reviewed publications specific to culture and 
Indigenous experiences of dementia or dementia care-
giving in Canada (Table 3). Of these, five of the articles 
focus on some aspect of culture and experiences of 
dementia; and three focus on caregiving specific to  
dementia. However, we note that some sources touch 
on both cultural understandings and caregiving. Other 
articles concerning Indigenous experiences of illness 
and aging were included as needed to fill key gaps in 
knowledge, but these articles are not identified in our 
search results or results tables. Specifically, we refer-
ence articles relevant to Inuit mental health and aging 
(Collings, 2001; Kirmayer, Fletcher, Corin, & Boothroy, 
1994; Kirmayer, Fletcher, & Watt, 2009); dementia and 
culture in U.S.-based studies (Boss, Kaplan, & Gordon, 
1995; Henderson, 2002; John, Hennessy, Roy, & Salvini, 
1996), and research on Indigenous caregiving and 
institutionalized care that are not specific to dementia 
(Brown & Gibbons, 2008; Buchignani & Armstrong-Esther, 
1999; Chapleski, Sobeck, & Fisher, 2003; Graves, Smith, 

Table 2:  Search results for Indigenous cultural considerations in diagnosis and care

Database Name

Number of Articles  
Identified and Titles  

Screened

Number of Articles  
Eliminated (Identified as  
Irrelevant or Duplicates)

Number of  
Abstracts  
Reviewed

Number of Full  
Text Reviewed

Number of  
Articles  

Retained

Social Sciences Citation Index (Web of Science) 140 128 12 7 1
Ovid Embase 128 108 20 14 5
Ovid PsycINFO 101 95 6 5 0
Ovid MEDLINE® 70 70 0 0 0
Native Health Database 13 12 1 0 0
WorldCat 3 3 0 0 0
Totals 455 416 39 26 6
Papers identified as relevant by hand search 2
Total 8
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Table 3:  Relevant academic literature for Indigenous cultural considerations in diagnosis and care

Topic Reference
Methodology /  

Methods Group / Region Studied
Geographic  

Region
Type of 

Resource

Cultural  
understandings / 
constructions  
(n = 5)

Butler, R., Dwosh, E., Beattie, B. L., Guimond, C.,  
Lombera, S., Brief, E., et al. (2011). Genetic  
counseling for early-onset familial  
Alzheimer disease in large Aboriginal  
kindred from a remote community in  
British Columbia: Unique challenges and  
possible solutions. Journal of Genetic  
Counseling, 20(2), 136–142.

Mixed methods Large Aboriginal kindred  
living in dispersed  
communities throughout  
British Columbia

Canada Journal 
article

Hulko, W., Camille, E., Antifeau, E., Arnouse, M.,  
Bachynski, N., & Taylor, D. (2010). Views of  
First Nation Elders on memory loss and  
memory care in later life. Journal of Cross- 
Cultural Gerontology, 25(4), 317–342.

Constructivist  
grounded  
theory; sharing  
circles and  
interviews

Three First Nations communities  
in British Columbia

Canada Journal 
article

Jacklin, K., & Warry, W. (2012). Forgetting  
and forgotten: Dementia in Aboriginal  
seniors. Anthropology and Aging  
Quarterly, 33(13).

Qualitative;  
semistructured  
in-depth  
interviews  
and focus  
groups

Eight First Nations communities  
in Ontario; The Haudensaune  
Six Nations Reserve in Southern 
Ontario and the seven rural  
Ojibwa, Odawa, and Pottawatomi  
First Nations of Manitoulin Island in  
Northeastern Ontario

Canada Journal 
article

Keightley, M. L., King, G. E., Jang, S.,  
White, R. J., Colantonio, A., Minore, J. B.,  
et al. (2011). Brain injury from a First Nations’  
perspective: Teachings from elders and  
traditional healers. Canadian Journal of  
Occupational Therapy, 78(4), 237–245.

Qualitative;  
focus group

Elders and traditional healers  
from six First Nations  
communities in the Treaty  
No. 3 region of Northwestern  
Ontario

Canada Journal 
article

Lanting, S., Crossley, M., Morgan, D., &  
Cammer, A. (2011). Aboriginal experiences  
of aging and dementia in a context of  
sociocultural change: Qualitative analysis  
of key informant group interviews with  
Aboriginal seniors. Cross Cultural  
Journal of Gerontology, 26(1), 14.  
doi:10.1007/s10823-010-9136-4

Qualitative;  
key informant  
interviews

Three Aboriginal grandmothers in 
Saskatoon, Saskatchewan

Canada Journal 
article

Caregiving (n = 3) Finkelstein, S. A., Forbes, D. A., & Richmond, C. A.  
(2012). Formal dementia care among First  
Nations in southwestern Ontario. Canadian  
Journal on Aging/La Revue canadienne du  
vieillissement, 31(03), 257–270.

Constructivist 
grounded- 
theory;  
in-depth  
interviews

On- and off-reserve health  
care providers in  
Southwestern Ontario

Canada Journal 
article

Forbes, D., Blake, C., Thiessen, E., Finkelstein, S.,  
Gibson, M., Morgan, D. G., et al. (2013).  
Dementia care knowledge sharing within  
a First Nations community. Canadian  
Journal on Aging/La Revue canadienne du 
vieillissement, 32(4), 360–374. doi:https://dx. 
doi.org/10.1017/S0714980813000457

Constructivist 
grounded  
theory;  
semistructured  
interviews

Health care practitioners,  
care partners, and persons  
with dementia within a  
rural First Nations community  
in Southwestern Ontario

Canada Journal 
article

Jacklin, K., Pace, J., & Warry, W. (2015).  
Informal dementia caregiving among  
Indigenous communities in Ontario,  
Canada. Care Management Journals,  
16(2), 106-120.

Ethnographic;  
in-depth,  
semistructured  
interviews

People caring for a person with  
dementia, seniors, key informants,  
and health care workers in seven  
diverse Indigenous communities from  
Ontario, including urban (Ottawa,  
Sudbury, Thunder Bay), peri-urban  
(Six Nations), rural (Wikwemikong  
Unceded Indian Reserve, United  
Chiefs and Council of Mnidoo  
Mnissing [Manitoulin Island]), and  
remote (Moose Cree First Nation)

Canada Journal 
article
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Easley, & Kanaqlak, 2004; Hennessy & John, 1995; Jervis, 
Boland, & Fickenscher, 2010; John, Hennessy, Dyeson, & 
Garrett, 2001; McClendon, Symth, & Neundorfer, 2006).

The grey literature search strategy and hand search 
identified 10 relevant resources specific to culture and 
Indigenous experiences of dementia or dementia care-
giving in Canada (Table 4). The resources include: one 
Master’s thesis (Cammer, 2006); one dissertation (Pace, 
2013); and two online reports (Native Women’s Associ-
ation of Canada, 2013; Sutherland, 2007); as well as five 
fact sheets, a corresponding model and methodology 
report (Jacklin, Blind, Jones, Otowadjiwan, & Warry, 
2017; Jacklin, Warry, Blind, Jones, & Webkamigad, 
2017a, 2017b; Jacklin et al., 2017; Jacklin, Warry, Blind, 
Webkamigad, & Jones, 2017a, 2017b, 2017c).

Together, the available resources were analyzed and 
categorized into five thematic areas related to how 
culture may influence experiences of dementia:  
(1) Indigenous understandings of dementia, (2) the-
ories of causation, (3) interpretation of symptoms, 
(4) caregiving, and (5) Indigenous medicine. The Indig-
enous determinants of health became a cross-cutting 
theme in the five thematic areas. The extent of infor-
mation available for each theme is not consistent, with 
more information available in the areas of Indigenous 
understandings.

Indigenous Understandings of Age-Related Dementias

Our knowledge of how Indigenous peoples experi-
ence dementia is limited (Boss et al., 1995; Finkelstein, 

Table 4:  Relevant grey literature for Indigenous cultural considerations in diagnosis and care

Topic Reference
Geographic  

Region Type of Resource

Cultural understandings /  
constructions (n = 10)

Cammer, A. (2006). Negotiating culturally incongruent healthcare systems:  
The process of accessing dementia care in northern Saskatchewan.  
(Masters thesis), University of Saskatchewan, Saskatoon. Retrieved from  
http://library.usask.ca/theses/available/etd-12192006-160831/

Canada Master’s thesis

Jacklin, K., Blind, M., Jones, J., Otowadjiwan, J., & Warry, W. (2017). Dementia  
care with older Indigenous adults: A focus on culturally safe and appropriate care.  
June 29, 2017. Canadian Intellectual Property Office, Registration #1141638.

Canada Model

Jacklin, K., Warry, W., Blind, M., Jones, L., & Webkamigad, S. (2017a). Preventing  
dementia in Indigenous peoples by aging well: Advice from older Indigenous  
peoples. Retrieved from https://docs.wixstatic.com/ugd/27ba04_ 
3a49b97afde14d7aba5dee9e8355c09e.pdf

Canada Fact sheet

Jacklin, K., Warry, W., Blind, M., Jones, L., & Webkamigad, S. (2017b).  
What to expect after a diagnosis of dementia: An Indigenous persons guide.  
March 16, 2017, Registered Copyright by Canadian Intellectual Property Office,  
Registration #1138628. Retrieved from https://docs.wixstatic.com/ugd/ 
27ba04_63357f59e3584b1da17ed8e3e5ec95d3.pdf

Canada Fact sheet

Jacklin, K., Warry, W., Blind, M., Jones, L., Webkamigad, S., & Otowadjiwan, J.  
(2017). Developing educational materials for community based dementia care:  
Methodology report. Retrieved from Sudbury, ON. Retrieved from https://docs. 
wixstatic.com/ugd/27ba04_c4aa05b928d845fe92d0fa12a3cf3875.pdf

Canada Report

Jacklin, K., Warry, W., Blind, M., Webkamigad, S., & Jones, L. (2017a). The path  
of dementia. Retrieved from https://docs.wixstatic.com/ugd/27ba04_ 
8390fb60914441d2a9f5df5ac17e84a5.pdf

Canada Fact sheet

Jacklin, K., Warry, W., Blind, M., Webkamigad, S., & Jones, L. (2017b). Signs and  
symptoms of dementia: An Indigenous guide. Retrieved from https://docs. 
wixstatic.com/ugd/27ba04_63f11dcd595a49edb3a07469d107c03c.pdf

Canada Fact sheet

Native Women’s Association of Canada. (2013). Understanding from Within:  
Research findings and NWAC’s contributions to Canada’s National Population  
Health Study on Neurological Conditions (NPHSNC). Retrieved from http://www. 
nwac.ca/files/download/UFW%20Research%20Report%20FINAL%20 
June2013%20_wACmemberslist.pdf

Canada Report

Pace, J. (2013). Meanings of memory: Aging and dementia in Manitoulin  
Island First Nations Ontario. (Ph.D. dissertation), McMaster University,  
Waterloo, ON. Retrieved from https://macsphere.mcmaster.ca/ 
bitstream/11375/13464/1/fulltext.pdf

Canada Ph.D. Dissertation

Sutherland, M. E. (2007). Alzheimer’s Disease and Related Dementias  
(ADRD) in Aboriginal communities: New visions and understandings.  
Paper presented at the Alzheimer’s Disease and Related Dementias  
within Aboriginal individuals: Roundtable Forum, Sudbury, Canada.

Canada Report
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Forbes, & Richmond, 2012; Jacklin, Warry, Blind, 
Webkamigad, & Jones, 2017b). Most research with Indig-
enous peoples to date has found that the biomedical 
construct of dementia, in which dementia is perceived 
as a disease, is not well understood, and that often the 
illness is not viewed as problematic. The studies and 
reports we reviewed that discussed dementia in an 
Indigenous framework included participants who 
described dementia as a “natural” part of the “circle 
of life.” This was the case for the Secwepemc in British 
Columbia (Hulko et al., 2010), for communities in rural 
Northern Saskatchewan (Lanting et al., 2011), for mul-
tiple communities in Ontario (Jacklin & Warry, 2012; 
Pace, 2013), and Ojibwe in the United States (Boss  
et al., 1995). A study with Secwepemc communities in 
British Columbia found that community Elders1 held 
differing perceptions of dementia and that these  
understandings have changed over time (Hulko et al., 
2010). Understandings included Secwepemc beliefs 
that dementia was a part of “going through the full 
circle of life” (Hulko et al., 2010, p. 308). In Saskatchewan, 
Grandmothers described dementia as going “back to 
the baby stage” and part of the “circle of life” (Lanting 
et al., 2011, p. 109). These ideas were similar to those in 
a study among Ojibwe in northern Minnesota in which 
female caregivers explained “part of her life was just 
part of the circle of life; she became a little child again” 
(Boss et al., 1995, p. 8). During a roundtable gathering 
in Ontario, Indigenous participants from on- and off-
reserve communities in Ontario described dementia as 
part of the natural life cycle and a return to the stage of 
infancy (Sutherland, 2007). The cultural understanding 
of dementia as “normal” and as part of “the circle of 
life” was consistent among diverse Indigenous com-
munities in Ontario, including the Haudensaune people 
of Six Nations of the Grand River Territory in Southern 
Ontario, and the seven rural Ojibwa, Odawa, and 
Pottawatomi First Nations of Manitoulin Island in 
Northeastern Ontario (Jacklin & Warry, 2012; Pace, 
2013). Arguably, the view of dementia as “normal” is 
widespread across many non-Western cultures (Botsford,  
Clarke, & Gibb, 2011); however, the nuances of how 
“normal” is defined and understood vary considerably. 
In the studies from Indigenous peoples cited, the 
cultural framework of the medicine wheel and the circle 
of life provide context for Indigenous understandings. 
For example, the understanding of the connections 
between the spirit world and the physical world at 
the intersection of old age, death, birth, and infancy 
help explain “childlike” behaviour and communica-
tion with the deceased.

Indigenous participants at an Ontario roundtable on 
this issue suggested that because people are described 
as being “closer to the Creator” there may be less stigma 
associated with mental illness, including dementia, 

in Ojibwa communities (Sutherland, 2007). Other studies 
have also found a general lack of shame associated 
with dementia (Hulko et al., 2010; Jacklin, Pace, & 
Warry, 2015). However, there was also recognition of 
dementia and/or Alzheimer’s disease as a biomedical 
disease process; for example, among the Secwepemc it 
was reported that the changing perception that dementia 
is “your dementia” (a disease of white people) has been 
increasing over the past century (Hulko et al., 2010). 
Focus group participants in this study agreed to use 
the term “your dementia” to identify the biomedical 
disease of dementia.

Despite those who view dementia as normal (or as 
having been normal prior to colonization), dementia 
could still be feared by many, and caring for someone 
with dementia was sometimes viewed as extremely 
difficult (Hulko et al., 2010). In some cases, communities 
reported feeling unprepared and poorly equipped to 
deal with someone in the later stages of the illness 
(Hulko et al., 2010; Sutherland, 2007). In Ontario, 
studies found that Indigenous persons with dementia 
and informal care providers often lacked knowledge 
about dementia, including information about risk factors, 
symptoms, progression, and treatments (Finkelstein 
et al., 2012; Jacklin et al., 2015).

We found no research reports on understandings of 
dementia among the Inuit, but did find some limited 
information on perceptions of aging and conceptions 
of mental health. One research study in the Northwest 
Territories with the Inuit community of Holman inves-
tigated Inuit conceptions of healthy aging and found 
linkages to mental and physical capacities (Collings, 
2001). Continuation of a physically active life on the 
land was highly regarded among men, and continued 
social engagement and domestic roles were valued for 
women. Interestingly, there was no mention of dementia, 
memory loss, or forgetfulness that emerged from this 
study. However, there were frequent mentions of 
“mind changes” being related to aging poorly, which 
would fall into the categories of apathy and depression 
that can be related to Alzheimer’s disease. Further, 
“wisdom”, as related to the role of passing on knowl-
edge, was a highly valued aspect of healthy aging, but 
not having “wisdom” was never cited as a contributor 
to “unhealthy aging”. This limited evidence suggests 
that the primary symptoms of dementia (forgetfulness, 
memory loss, confusion, inability to recall knowledge) 
may not be viewed as problematic by Inuit throughout 
the aging process, but that related symptoms of depres-
sion and apathy are viewed as problematic, especially 
for women. Kirmayer et al. (2009) cite earlier work 
(Vallee, 1966), which also described “withdrawal and 
melancholy” as one of the patterns of mental illness 
among Inuit, as well as an additional behaviour called 
quajimaillituq: “a term applied to rabid dogs, and, in this 
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context, conveying the sense ‘he does foolish things 
and he does not know what he does’” (Kirmayer et al., 
2009, p. 312). These categories of behaviours were gen-
erally used to describe acute episodes, but there was 
also recognition that they could become chronic. In their 
own research, Kirmayer et al. (1994), were made aware 
of isumaqanngtiuq, meaning “he has no mind/brain”, 
“crazy”, “doesn’t know what is going on around him”, 
with the literal translation to English being “she/he is 
without thoughts” (Kirmayer et al., 1994, p. 31). Kirmayer 
et al. (2009) suggest that the same term can be applied 
to someone who is profoundly intellectually disabled 
or demented (Kirmayer et al., 2009).

Although little is known about the biomedical construct 
of Alzheimer’s disease or dementia in Inuit people, the 
work of Kirmayer et al. (2009) suggests that there is a 
specific cultural interpretation of symptoms related to 
dementia for the Inuit, which warrants further work 
specific to dementia.

Theories of Causation

The most widely held view found to date is that 
dementia is a natural part of the life cycle. Yet, in most 
studies, the participants also held alternative views of 
dementia as a disease caused by external determinants 
such as Western foods, changes in lifestyle, drug and 
alcohol use, environmental toxins, and more (Butler 
et al., 2011; Hulko et al., 2010; Jacklin & Warry, 2012; 
Pace, 2013). One study in northern Minnesota linked 
dementia with lifestyle, suggesting “…what goes 
around comes around, and how we live our life will 
eventually come back to us” (Boss et al., 1995). In Ontario, 
people expressed that dementia has emerged because 
older adults are not as engaged as they used to be, and 
discussed that in previous generations they kept busy 
and had more defined roles, which may have helped to 
prevent memory loss and other symptoms of cognitive 
decline (Pace, 2013). Those studies that investigated 
Indigenous peoples’ views of the causes of dementia 
found that there was generally a much greater empha-
sis placed on social and environmental factors than on 
biomedical factors (Butler et al., 2011; Hulko et al., 2010; 
Pace, 2013). Secwepemc participants discussed changes 
in diet, the transition off the land, chemicals in the food, 
accidents, alcohol, drugs, age, medications, pollutants, 
loss of oral cultural traditions, and trauma (residential 
schools included), creating complex interconnected 
webs of causation that could include a multitude of the 
above-mentioned causes (Hulko et al., 2010). Study 
participants in a remote community in British Columbia 
with early-onset familial Alzheimer’s disease identified 
by genetic testing, attributed the disease to the environ-
ment, changes in diet, industrial pollutants, and alcohol 
and drug use, in addition to hereditary genetic factors 
(Butler et al., 2011). One study involving Six Nations of 

the Grand River Territory and seven rural First Nations 
communities on Manitoulin Island, Ontario suggests 
that Indigenous peoples’ explanations of what causes 
dementia can be categorized into three frameworks: 
(1) physiological (e.g., genetics, aging, vascular disease, 
medication side effects, and Parkinson’s disease); 
(2) psychosocial (e.g., unresolved grief and historical 
trauma, stress, substance misuse); and (3) Indigenous 
(e.g. disruptions to land-based and traditional activ-
ities) (Jacklin & Warry, 2012).

Interpretation of Symptoms

Very little has been reported concerning Indigenous 
interpretations and understandings of symptoms of 
dementia. A detailed case study of an American Indian 
woman described by Henderson and Henderson (2002) 
demonstrates how an American Indian family living on 
reserve interprets their mother’s Alzheimer’s disease. 
For this family, the hallucinations associated with the 
illness are viewed as a mechanism by which their 
mother is able to communicate with the “other side”. 
In this case, her illness was not normalized; rather it 
was viewed as “supernormal”. The interpretation of 
symptoms as expressions of culture and as part of the 
life cycle was also found in Ontario, where some Indig-
enous research participants expressed great concern 
when behaviours such as hallucinations were labeled 
as symptoms of a disease, because caregivers viewed 
these as visions (Jacklin et al., 2015).

Caregiving

Indigenous caregiving in relation to dementia is only 
just beginning to be explored in Canadian contexts 
(Finkelstein et al., 2012; Forbes et al., 2013; Jacklin et al., 
2015). More studies concerning caregiving for older 
Indigenous people were found coming from the United 
States (Boss et al., 1995; Brown & Gibbons, 2008; 
Chapleski et al., 2003; Graves et al., 2004; Hennessy & 
John, 1996; Jervis et al., 2010; John et al., 1996; John et al., 
2001) We draw on these studies as well as Canadian 
studies to provide a more complete overview of the topic.

Informal Caregiving

Informal caregivers in Indigenous communities are 
reported to find caregiving rewarding, but they also 
experience stress in the form of anxiety related to the 
quality of care they are providing (Jacklin et al., 2015; 
Jervis et al., 2010), the psychosocial aspects of care, the 
strains on family relations, and the negative effects on 
personal well-being (Hennessy & John, 1996).

In Indigenous communities, the family is often viewed 
as the primary or sole provider of care (Buchignani & 
Armstrong-Esther, 1999; Cammer, 2006; Chapleski  
et al., 2003; Hennessy & John, 1996; Jacklin et al., 2015; 
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John et al., 1996). This stems from necessity in some cases, 
but more often it takes place because of a cultural empha-
sis on familial interdependence (Hennessy & John, 
1995), and the cultural values of reciprocity (Jervis et al., 
2010) and respect (Jacklin et al., 2015). However, the 
dependence on family for the provision of care is some-
times the only option, as many First Nations reserves do 
not have residential care facilities or trained home care 
staff that can properly care for people at later stages of 
dementia (Jacklin et al., 2015).

Studies in the United States among the Pueblo and 
Northern Plains have found that caregiving is most 
often provided by females (Hennessy & John, 1995; 
Jervis et al., 2010; John et al., 2001). One study among 
Anishinaabe female caregivers found that the eldest 
child, whether daughter or son, is raised to know 
that when the time comes to provide care to their  
elders, it will be their designated role and responsi-
bility (Boss et al., 1995). These studies have found 
that caregiver burden in these communities is excep-
tionally high, but that the caregivers rarely express 
any negative emotions. It was reported that the 
strategy for coping was similar to that of other tribes, 
which emphasized acceptance and adaptation rather 
than control or trying to “fix” things or “make them 
better” (Boss et al., 1995; Hennessy & John, 1995), 
and that caregivers rely heavily on cultural resources 
such as siblings, extended family, and traditional, 
spiritual, and religious practices to cope (Boss et al., 
1995). There is some suggestion as well that cultural 
values of reciprocity were related to low levels of 
caregiver stress and strain (Jervis et al., 2010), and 
that Indigenous caregivers feel rewarded in their 
role because of the development of strong relation-
ships with loved ones (Jervis et al., 2010). Such 
thoughts were echoed in a Canadian study whereby 
dementia caregivers expressed feelings of frustra-
tion, anger, and stress associated with their care-
giving responsibilities, but felt committed to and 
rewarded in their role. Participants in this study  
attributed their commitment to Indigenous values of 
respect, reciprocity and love, and reported that they 
drew strength from their spirituality (Jacklin et al., 
2015).

Across both the United States and Canada, Indige-
nous research has suggested that role conflict, nega-
tive feelings, doubt concerning caregiving abilities, 
and guilt are common burdens experienced by Indige-
nous caregivers, both when deciding to take on the 
role, and after the caregiver role has been assumed 
(Boss et al., 1995; John et al., 1996). Some caregivers 
relocated and changed their children’s schools (Boss 
et al., 1995) or set aside their own careers and educa-
tion goals in order to fulfill their caregiving duties 
(Jacklin et al., 2015).

Community Caregiving

An underdeveloped theme that emerged from the 
Canadian literature is the role of the community in 
dementia caregiving. Research with a remote First 
Nation in British Columbia found that the community 
participated in dementia caregiving in two distinct 
ways: first, Elders from the community became involved 
in decision making in cases in which the person with 
dementia had no family; and second, community mem-
bers participated in monitoring people with dementia 
who were known to wander. In the latter case, care-
givers sent letters to other community members to 
alert them to the person’s behaviour (Lombera, Butler, 
Beattie, & Illes, 2009). The role of community members 
in locating the wandering elderly was also mentioned 
in an Ontario study in which one caregiver explained 
how everyone in her community knew where she 
worked and knew that her loved one wandered, so 
those who located her always knew where to bring her 
(Jacklin et al., 2015).

Community caregiving was also noted to have potential 
therapeutic advantages. A caregiver in a remote First 
Nations community explained that the community 
is the best place for people with Alzheimer’s disease, 
as they are surrounded by all of their memory triggers. 
The caregiver expressed that placing someone with 
dementia in a hospital setting would result in the loss 
of those cognitive stimuli (Jacklin et al., 2015). Among 
the Secwepemc, it was suggested that community 
caregiving is not just therapeutic but also culturally 
appropriate: “… as part of a community whose mem-
bers support one another through the life course, an 
Elder would continue to be supported and to support 
others while completing their journey through the full 
circle of life” (Hulko et al., 2010, p. 342). This group 
suggested that the words “supporting one another” 
best reflected the participant’s ideals concerning care-
giving for persons with dementia, such as family rela-
tionships, holistic health, and community. More explicitly, 
“supporting one another” is also meant to convey that 
participants felt that there is a growing disconnect 
between the vision of the health care system and the 
vision of the community (Hulko et al., 2010).

Formal Caregiving

Indigenous grandmothers in Saskatchewan talked about 
the ‘big change in culture’ that has been occurring in 
their communities. They discussed the increased pace 
of life and changing family structures as being related 
to less community helping and more isolation for elders 
(Lanting et al., 2011). In Ontario, Indigenous people 
shared how specific historical policies of the federal 
government, such as the residential school policy, have 
led to post-traumatic stress in the older Indigenous 
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population, and intergenerational trauma in the younger 
generations, which greatly affects the ability of fam-
ilies to function in a caregiving role without a healing 
process (Forbes et al., 2013). Yet, enabling community 
and family caregiving is viewed as culturally appro-
priate whereas long-term care facilities are viewed as a 
“death sentence” (Sutherland, 2007).

Such sentiments about long-term care were echoed in 
Ontario, where caregivers from rural, remote, and urban 
Indigenous research sites all expressed a deep aversion to 
the use of long-term care, sometimes relating this idea  
directly back to cultural family values (Jacklin et al., 2015). 
Removal from a community to obtain care at a nursing 
home or hospital was viewed as inappropriate, detrimen-
tal to health, and a last resort (Forbes et al., 2013; Jacklin  
et al., 2015). Others have commented that removal of  
elders from the community is seen to further disrupt tra-
ditional modalities for the passing on of knowledge; that 
is, preventing the teaching and learning of culture and the 
passing on of Indigenous knowledge, and has been 
described as “forced disengagement” (Graves et al., 2004).

These concerns are not unfounded; institutionalization 
can double the mortality rates for people with dementia 
(McClendon et al., 2006). From the limited studies avail-
able, suggestions to strengthen care in the community 
include improved home care, supporting traditional 
caregiving values, more culturally congruent and safe 
care from service providers, and nursing homes that 
more closely resemble assisted living facilities under 
the ownership and operation of the tribe or band, 
which better reflect Indigenous culture, language, and 
values (Brown & Gibbons, 2008; Chapleski et al., 2003; 
Graves et al., 2004).

Indigenous Medicine

Plant-based remedies and ceremonies are an important 
aspect of healing from past traumas and medical con-
ditions (Sutherland, 2007). The inclusion of Indigenous 
medicine and ceremony in care is a reccurring theme in 
the literature (Henderson & Henderson, 2002; Hulko 
et al., 2010; Jacklin et al., 2015; Keightley et al., 2011; Pace, 
2013). These studies suggest that the incorporation of 
Indigenous medicine is an important part of providing 
culturally appropriate care and improving outcomes. In 
Northwestern Ontario, a study that included Alzheimer’s 
disease in its categorization of “acquired brain injury” 
found that spirituality and access to Indigenous care 
were deemed essential (Keightley et al., 2011). It was 
emphasized that the Ojibwa approach to wellness does 
not focus on fixing the illness, but rather that wellness 
is holistic, and improvements in cognitive function can 
be best accomplished when biomedical health care teams 
work with Indigenous healers to promote wellness 
(Keightley et al., 2011).

Limitations

It is unlikely that any search strategy can identify all 
published knowledge on a given topic. Our search 
strategy was unlikely to identify any articles in which 
dementia in Indigenous contexts was incidentally 
mentioned or in which the mention was not substan-
tial enough to be reflected in the title or keywords. 
We also believe that our strategy did not adequately 
capture chapters in edited volumes, because of index-
ing strategies on the part of publishers.

Because of the limited number of studies concerning 
culture and dementia in Indigenous populations in 
Canada, it was necessary to include some US-based 
studies to inform more substantive discussions.  
Although we have been transparent in our decision 
to include these, it is possible that some themes, for 
example, caregiving, appear more robust than is the 
case in Canada.

Assessing the state of knowledge concerning how 
culture influences the experience of dementia in  
Indigenous populations comes with the strong caveat 
that Indigenous populations in Canada are diverse. 
Culture is different among First Nations; First Nations, 
Inuit, and Métis; among Indigenous communities who 
are urban, rural, and remote; and among those in the 
north, south, west, and east. Additionally, in some of 
the dementia studies we reviewed, researchers found 
that external pressures resulting from colonialism 
and increased experiences with, and exposure to, 
Western biomedical models and Western culture can 
impact Indigenous frameworks for understanding 
dementia (Henderson & Henderson, 2002; Hulko et 
al., 2010; Jacklin & Warry, 2012; Lanting et al., 2011). 
That is, each person’s view of dementia reflects bio-
medical and Western information as well as cultural 
understandings framed within that person’s own 
history, circumstances, and context (Henderson & 
Henderson, 2002).

Therefore, it is important in considering the consoli-
dated evidence to remember that cultural beliefs and 
practices presented here are specific to a time and 
place, and that although they are useful in helping us 
to understand some common cultural values and con-
ceptualizations concerning dementia in Indigenous 
peoples, they should not be used to essentialize or  
romanticize the Indigenous experience with dementia. 
It is widely recognized now that assigning general cul-
tural attributes or traits to populations comes with many 
risks to patient care (Botsford et al., 2011).

Conclusion
Our review revealed that although there have been 
some recent studies concerning culture and dementia 
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in Indigenous populations in Canada, this remains  
a relatively unexplored area, with only eight peer-
reviewed publications focused on this topic. To date, 
First Nations communities in British Columbia and 
Ontario have been involved in Indigenous dementia 
research. Studies have also included urban popula-
tions in Ontario and Saskatchewan, and health service 
providers in Ontario. All eight of the peer-reviewed 
publications and all but two of the grey literature 
contributions were published from 2010 through 
2017. Information from a multi-site study in Ontario 
supplemented by available literature has recently been 
synthesized into information fact sheets (Indigenous 
Cognition & Aging Awareness Research Exchange 
[I-CAARE], 2018; Jacklin et al., 2017), yet the diversity 
of Indigenous peoples in Canada has yet to be adequately 
represented in our knowledge base. Overall, we found 
studies specific to dementia, aging, and caregiving in 
older Indigenous people in Canada to be rare. The 
research did not uncover any information specifically 
concerning dementia in the Inuit population, and, as 
such, we are only able to hypothesize based on studies 
concerning aging and mental health. Also, to date we 
have not located any studies specific to Métis people. 
The absence of information on the Métis and Inuit pop-
ulations regarding cognitive health and aging repre-
sent important knowledge gaps.

Although the study of dementia among Indigenous 
populations in Canada is in its infancy, this review 
revealed several themes relating to how culturally 
informed frameworks of Alzheimer’s disease and  
related dementias impact the Indigenous experience 
and understanding of dementia: Indigenous understand-
ings, theories of causation, interpretations of symptoms, 
caregiving, and Indigenous medicine. Although we do 
not suggest that these are the only ways that cultural 
frameworks shape Indigenous experiences, the findings 
will be useful to health service providers as they begin to 
respond to the increasing rates of dementia in Indigenous 
peoples and seek to provide Indigenous-specific dementia 
care strategies.

The Indigenous determinants of health framework 
served as a valuable tool for analysis and interpretation. 
Colonialism as a distal determinant of health was per-
vasive in these studies. Federal and provincial policies 
specific to Indigenous populations in Canada shaped the 
dementia experience for participants in these studies at 
the distal level by creating differential conditions for 
Indigenous communities that limit access to their cul-
tural, social, and environmental resources and healing 
traditions. The outcomes of government policies creating 
inequitable health, economic, and social systems for 
Indigenous peoples are realized at an intermediate 
determinants level at which participants discussed 
inappropriate and inadequate caregiving resources. 

At the level of the individual, the participants in these 
studies shared how the impacts of policies have every-
day consequences affecting their belief systems, their 
family, and their social support systems.

In general, the review revealed that Indigenous peoples 
hold unique understandings of dementia, which are 
influenced by an Indigenous cultural framework that 
people engage with to make sense of the illness. In this 
view, dementia is often thought of as normal and as 
a natural part of the “circle of life”, as understood in 
their teachings that speak of coming “full circle” and 
“back to the baby stage”. Underlying belief systems 
about the Indigenous life cycle and Indigenous spiritu-
ality support this interpretation. This cultural frame-
work, although reportedly largely intact, has been 
challenged by Western biomedical models, which con-
sider dementia a physiological disease of the brain 
(Jacklin & Warry, 2012), sometimes leading to the dis-
tinction of “your dementia” in reference to Western bio-
medical constructions of the illness (Hulko et al., 2010). 
In the articles reviewed, Western biomedical notions of 
dementia as a disease were usually articulated more 
prominently in relation to causation as compared with 
the other themes. For example, Indigenous explana-
tory models of dementia can be seen to be expanding 
to include “Western” influences in theories of causation 
such as vascular factors, diet, and substance misuse 
(Jacklin & Warry, 2012; Lanting et al., 2011). Discus-
sions in the studies reviewed identified concerning 
disconnection from land and culture, and trauma from 
residential schools as causes of dementia, which dem-
onstrate how at an individual level Indigenous people 
connect the distal determinants of health to their every-
day dementia experiences.

The review also uncovered some of the ways that cul-
ture permeates experiences of symptoms of dementia, 
particularly visions (Henderson & Henderson, 2002; 
Jacklin et al., 2015; Jacklin & Warry, 2012). In these 
cases, symptoms commonly known as hallucinations 
were understood as visions and as gifts that individ-
uals have access to as they sit closer to the Creator at 
this point in their life cycle. This discord between 
Indigenous and biomedical understandings of the 
cause of this phenomenon was noted as a source of 
conflict at the patient level (Jacklin et al., 2015). Overall, 
culturally grounded understandings were reported 
to be beneficial in reducing stigma and promoting 
familial and community caregiving. Respecting these 
views will be an important aspect of the develop-
ment of culturally safe dementia care and the overall 
decolonization of health care (Jacklin et al., 2015; 
Jacklin & Warry, 2012).

Caregiving is a theme that is just beginning to be 
explored in Canada, with a much longer research record 
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in the United States. Taken together, the evidence 
suggests that there is a strong desire to age in place 
(in one’s home community), even when physical or 
cognitive limitations are present. All of the caregiving 
literature suggests that formal institutionalized care-
giving is viewed as problematic by many Indigenous 
people. Institutions are viewed as a mechanism by 
which the transmission of knowledge between genera-
tions in the community is interrupted, and elders’ 
important roles in the community are undermined, 
especially when institutions are located outside of the 
community. Although there are significant medical and 
social challenges for older Indigenous populations, the 
studies we reviewed suggest that informal caregivers 
in Indigenous communities often view their roles pos-
itively and accept responsibility with few questions. 
Cultural values play a large role in sustaining infor-
mal and community caregiving in these communities. 
Historical and contemporary government policies and 
the changing way of life in Indigenous communities 
figured prominently in the caregiving literature reviewed. 
Although culture was a positive force in sustaining 
community-based caregiving models, it was clear from 
the participants in these studies that past policies such 
as residential schools and the Sixties Scoop created 
familial disruptions and, in some cases, unhealthy home 
environments. Particular participants described their 
conversion of these challenges into positive caregiving 
outcomes (Jacklin et al., 2015).

Very little was revealed about the potential role of 
Indigenous medicine and Indigenous approaches to 
care for dementia. Across studies, participants refer-
enced Indigenous understandings of health as related 
to medicines and healing, but nothing has yet been 
reported that would provide specific information on 
how Indigenous medicine could be applied to dementia. 
Although perhaps not surprising, there may be much 
to learn from investigations in this area that would 
help support culturally safe dementia care for Indig-
enous peoples.

There are recent “calls to action” resulting from the 
Truth and Reconciliation Commission of Canada 
findings (The Truth and Reconciliation Commission 
of Canada, 2015). Many of the actions are related to the 
provision of appropriate, safe, and equitable health ser-
vices for Indigenous peoples in Canada. This review 
suggests that Indigenous culture has an important and 
central role in shaping understandings of dementia as 
well as responses to the illness. It provides a means to 
understand the illness and its symptoms, and to shape 
how loved ones and communities respond. What has 
been published to date suggests that dementia is an 
area that would greatly benefit from cultural safety 
training for health care practitioners. There is certainly 
room for practitioners to reflect on any potential bias 

that they may carry during health care interactions, 
and to consider opportunities that they have in their 
practice to respect and incorporate Indigenous views 
of the illness. The Indigenous dementia fact sheets 
found at www.I-CAARE.ca/factsheets are currently 
the only tools available to guide providers and those 
affected in the Indigenous dementia care journey.

As rates of dementia continue to increase in Indigenous 
populations, individuals, communities, and health and 
service providers will need information concerning the 
patient and caregiver experiences in order to formulate 
appropriate responses and services. Although not 
reviewed in this article, it is not difficult to speculate 
that if culture is shaping Indigenous perspectives on 
cause, symptoms, and caregiving, culture will equally 
influence prevention and intervention. Given the 
growing disparity in the prevalence of dementia in 
Indigenous populations in Canada and abroad, it is 
imperative that there are substantial investments in 
research concerning Indigenous patient and family 
experiences from diverse regions of the country. This 
knowledge is fundamental to the provision of appro-
priate, effective, and safe dementia care for Indigenous 
populations.

Note
	1	� According to Hulko et al. (2010), “not all older Indigenous 

people are ‘Elders.’ One can be an ‘Elder’ before reaching a 
particular age, and the designation of ‘Elder’ is based on 
one’s role in the community, e.g., as a teacher, guardian of 
knowledge, spiritual leader” (Hulko et al., 2010). In this 
article, we have identified designated “Elders” with an 
uppercase “E.” Indigenous adults who are of a more advanced 
age, are referred to as “elders” with a lowercase “e.”

References
Alzheimer Society of Canada. (2010). The rising tide: The 

impact of dementia on Canadian society. Retrieved  
15 May 2019 from https://alzheimer.ca/sites/default/ 
files/files/national/advocacy/asc_rising_tide_full_
report_e.pdf

Boss, P., Kaplan, L., & Gordon, M. (1995). Accepting the circle 
of life: Lessons for the Anishinabe about caring for Elders. 
Center for Urban and Regional Affairs (CURA) Reporter, 25(3), 
7–11.

Botsford, J., Clarke, C. L., & Gibb, C. E. (2011). Research and 
dementia, caring and ethnicity: A review of the litera-
ture. Journal of Research in Nursing, 16(5), 437–449.

Brown, C. M., & Gibbons, J. L. (2008). Taking care of our Elders: 
An initial study of an assisted-living facility for American 
Indians. Journal of Applied Gerontology, 27(4), 523–531.

Buchignani, N., & Armstrong-Esther, C. (1999). Informal 
care and older Native Canadians. Ageing and Society, 
19(1), 3–32.

https://doi.org/10.1017/S071498081900028X Published online by Cambridge University Press

http://www.I-CAARE.ca/factsheets
https://alzheimer.ca/sites/default/files/files/national/advocacy/asc_rising_tide_full_report_e.pdf
https://alzheimer.ca/sites/default/files/files/national/advocacy/asc_rising_tide_full_report_e.pdf
https://alzheimer.ca/sites/default/files/files/national/advocacy/asc_rising_tide_full_report_e.pdf
https://doi.org/10.1017/S071498081900028X


232    Canadian Journal on Aging 39 (2) Kristen Jacklin and Jennifer Walker

Butler, R., Dwosh, E., Beattie, B. L., Guimond, C., Lombera, S., 
Brief, E., et al (2011). Genetic counseling for early-onset 
familial Alzheimer disease in large Aboriginal kindred 
from a remote community in British Columbia: Unique 
challenges and possible solutions. Journal of Genetic 
Counseling, 20(2), 136–142.

Cammer, A. (2006). Negotiating culturally incongruent healthcare 
systems: The process of accessing dementia care in northern Sas-
katchewan. (Masters Thesis), University of Saskatchewan, 
Saskatoon. Retrieved 15 May 2019 from https://harvest.
usask.ca/handle/10388/etd-12192006-160831 

Canadian Agency for Drugs and Technologies in Health 
(CADTH). (2015). Grey matters: A practical search tool for 
evidence-based medicine. Ottawa, ON. Retrieved 15 May 2019 
from https://www.cadth.ca/media/pdf/Grey-Matters_A-
Practical-Search-Tool-for-Evidence-Based-Medicine.doc

Chapleski, E. E., Sobeck, J., & Fisher, C. (2003). Long-term 
care preferences and attitudes among Great Lakes 
American Indian families: Cultural context matters. 
Care Management Journals, 4(2), 94–100.

Collings, P. (2001). “If you got everything, it’s good enough”: 
Perspectives on successful aging in a Canadian Inuit 
community. Journal of Cross-Cultural Gerontology, 16(2), 
127–155.

Finfgeld-Connett, D. (2014). Use of content analysis to conduct 
knowledge-building and theory-generating qualitative 
systematic reviews. Qualitative Research, 14(3), 341–352. 
doi: https://doi.org/10.1177/1468794113481790

Finkelstein, S. A., Forbes, D. A., & Richmond, C. A. (2012). 
Formal dementia care among First Nations in southwestern  
Ontario. Canadian Journal on Aging/La Revue canadienne 
du vieillissement, 31(3), 257–270.

Forbes, D., Blake, C., Thiessen, E., Finkelstein, S., Gibson, M., 
Morgan, D. G., et al (2013). Dementia care knowledge shar-
ing within a First Nations community. Canadian Journal on 
Aging/La Revue canadienne du vieillissement, 32(4), 360–374. 
doi: https://dx.doi.org/10.1017/S0714980813000457

Grant, M. J., & Booth, A. (2009). A typology of reviews: 
An analysis of 14 review types and associated meth-
odologies. Health Information and Libraries Journal, 26, 
91–108. doi: 10.1111/j.1471-1842.2009.00848.x

Graves, K., Smith, S., Easley, C., & Kanaqlak, G. P. C. (2004). 
Conferences of Alaska Native Elders: Our view of digni-
fied aging. National Resource Center for American  
Indian, Alaska Native, and Native Hawaiian Elders. 
Anchorage, AK: University of Anchorage.

Henderson, J. N. (2002). The experience and interpreta-
tion of dementia: Cross-cultural perspectives. Journal  
of Cross-Cultural Gerontology, 17(3), 195–196. doi: 10.1023/ 
a:1021201119592

Henderson, J. N., & Henderson, L. C. (2002). Cultural construc-
tion of disease: a "supernormal" construct of dementia in 
an American Indian tribe. Journal of Cross-Cultural Geron-
tology, 17(3), 197–212.

Hennessy, C. H., & John, R. (1995). The interpretation of bur-
den among Pueblo Indian caregivers. Journal of Aging 
Studies, 9(3), 215–229.

Hennessy, C. H., & John, R. (1996). American Indian  
family caregivers’ perceptions of burden and needed 
support services. Journal of Applied Gerontology, 15(3), 
275–293.

Hulko, W., Camille, E., Antifeau, E., Arnouse, M.,  
Bachynski, N., & Taylor, D. (2010). Views of First 
Nation Elders on memory loss and memory care in 
later life. Journal of Cross-Cultural Gerontology, 25(4), 
317–342.

Indian Act, I-5. (1985). Pub. L. No. R.S.C., c. I-5 (Minister of 
Justice 1985) Retrieved 15 May 2019 from https://laws-
lois.justice.gc.ca/eng/acts/i-5/

Indigenous Cognition & Aging Awareness Research Exchange 
(I-CAARE). (2018). Dementia Factsheets. Retrieved 15 May 
2019 from https://www.i-caare.ca/factsheets

Jacklin, K., Blind, M., Jones, J., Otowadjiwan, J., & Warry, W. 
(2017). Dementia care with older Indigenous adults: A focus on 
culturally safe and appropriate care. June 29, 2017. Canadian 
Intellectual Property Office, Registration #1141638. 
Unpublished registered copyright.

Jacklin, K., Pace, J., & Warry, W. (2015). Informal dementia 
caregiving among Indigenous communities in Ontario, 
Canada. Care Management Journals, 16(2), 106–120.

Jacklin, K. & Walker, J. (2012). Trends in Alzheimer’s disease and 
related dementias among First Nations and Inuit. Unpublished 
document Prepared for Health Canada, First Nations 
and Inuit Health, Home and Community Care Program. 
Ottawa: Government of Canada.

Jacklin, K., Walker, J., & Shawande, M. (2013). The emer-
gence of dementia as a health concern among First 
Nations populations in Alberta, Canada. Canadian 
Journal of Public Health, 104(1), e39–e44. doi: http://
dx.doi.org/10.17269/cjph.104.3348

Jacklin, K., & Warry, W. (2012). Forgetting and forgotten: 
Dementia in Aboriginal seniors. Anthropology and Aging 
Quarterly, 33, 13.

Jacklin, K., Warry, W., Blind, M., Jones, L., & Webkamigad, S. 
(2017a). Preventing dementia in Indigenous peoples by  
aging well: Advice from older Indigenous peoples. 
Retrieved 15 May 2019 from https://docs.wixstatic.com/
ugd/27ba04_3a49b97afde14d7aba5dee9e8355c09e.pdf

Jacklin, K., Warry, W., Blind, M., Jones, L., & Webkamigad, S. 
(2017b). What to expect after a diagnosis of dementia: An 
Indigenous persons guide. March 16, 2017, Registered 
Copyright by Canadian Intellectual Property Office, 
Registration #1138628. Retrieved 15 May 2019 from 
https://docs.wixstatic.com/ugd/27ba04_63357f59e3584
b1da17ed8e3e5ec95d3.pdf

Jacklin, K., Warry, W., Blind, M., Jones, L., Webkamigad, S., & 
Otowadjiwan, J. (2017). Developing educational materials 

https://doi.org/10.1017/S071498081900028X Published online by Cambridge University Press

https://harvest.usask.ca/handle/10388/etd-12192006-160831
https://harvest.usask.ca/handle/10388/etd-12192006-160831
https://www.cadth.ca/media/pdf/Grey-Matters_A-Practical-Search-Tool-for-Evidence-Based-Medicine.doc
https://www.cadth.ca/media/pdf/Grey-Matters_A-Practical-Search-Tool-for-Evidence-Based-Medicine.doc
https://doi.org/10.1177/1468794113481790
https://dx.doi.org/10.1017/S0714980813000457
http://10.1111/j.1471-1842.2009.00848.x
http://10.1023/a:1021201119592
http://10.1023/a:1021201119592
https://laws-lois.justice.gc.ca/eng/acts/i-5/
https://laws-lois.justice.gc.ca/eng/acts/i-5/
https://www.i-caare.ca/factsheets
http://dx.doi.org/10.17269/cjph.104.3348
http://dx.doi.org/10.17269/cjph.104.3348
https://docs.wixstatic.com/ugd/27ba04_3a49b97afde14d7aba5dee9e8355c09e.pdf
https://docs.wixstatic.com/ugd/27ba04_3a49b97afde14d7aba5dee9e8355c09e.pdf
https://docs.wixstatic.com/ugd/27ba04_63357f59e3584b1da17ed8e3e5ec95d3.pdf
https://docs.wixstatic.com/ugd/27ba04_63357f59e3584b1da17ed8e3e5ec95d3.pdf
https://doi.org/10.1017/S071498081900028X


Understandings of Dementia in Indigenous Peoples La Revue canadienne du vieillissement 39 (2)    233

for community based dementia care: Methodology report. 
Sudbury, ON. Retrieved 15 May 2019 from https://
docs.wixstatic.com/ugd/27ba04_472fa677a166482dad0
00f0daf98abeb.pdf

Jacklin, K., Warry, W., Blind, M., Webkamigad, S., & Jones, L.  
(2017a). The path of dementia. Retrieved 15 May 2019 
https://docs.wixstatic.com/ugd/27ba04_8390fb6091
4441d2a9f5df5ac17e84a5.pdf

Jacklin, K., Warry, W., Blind, M., Webkamigad, S., & Jones, L. 
(2017b). Signs and symptoms of dementia: An Indige-
nous guide. Retrieved 15 May 2019 from https://docs.
wixstatic.com/ugd/27ba04_63f11dcd595a49edb3a0746
9d107c03c.pdf

Jacklin, K., Warry, W., Blind, M., Webkamigad, S., & Jones, L. 
(2017c). What is dementia? Indigenous perspectives and 
understandings. Retrieved 15 May 2019 from https://
docs.wixstatic.com/ugd/27ba04_7042c9f81bf946feba37
b90d9db5261d.pdf

Jervis, L. L., Boland, M., & Fickenscher, A. (2010). American  
Indian family caregivers’ experiences with helping 
Elders. Journal of Cross-Cultural Gerontology, 25(4), 
355–369.

John, R., Hennessy, C. H., Dyeson, T. B., & Garrett, M. D. 
(2001). Toward the conceptualization and measurement of 
caregiver burden among Pueblo Indian family caregivers. 
The Gerontologist, 41(2), 210–219.

John, R., Hennessy, C. H., Roy, L. C., & Salvini, M. L. (1996). 
Caring for cognitively impaired American Indian Elders: 
Difficult situations, few options. In G. Yeo & D. Gallagher-
Thompson (Eds.), Ethnicity and the dementias (pp. 187–206). 
Washington, DC: Taylor & Francis.

Kane, M. N. (2000). Ethnoculturally-sensitive practice and 
Alzheimer’s disease. American Journal of Alzheimer’s 
Disease and Other Dementias, 15(2), 80–86.

Keightley, M. L., King, G. E., Jang, S., White, R. J., Colantonio, A.,  
Minore, J. B., et al (2011). Brain injury from a First 
Nations’ perspective: Teachings from elders and tra-
ditional healers. Canadian Journal of Occupational Ther-
apy, 78(4), 237–245.

Kirmayer, L. J., Fletcher, C., Corin, E., & Boothroy, L. (1994). 
Inuit concepts of mental health and illness: An ethnographic 
study. Retrieved 15 May 2019 from http://www.
santecom.qc.ca/Bibliothequevirtuelle/santecom/ 
35567000032158.pdf

Kirmayer, L. J., Fletcher, C., & Watt, R. (2009). Locating  
the ecocentric self: Inuit concepts of mental health  
and illness. In L. J. Kirmayer & G. G. WValaskakis 
(Eds.), Healing traditions: The mental health of Aborigi-
nal peoples in Canada (pp. 289–314). Vancouver: UBC 
Press.

Kleinman, A., Eisenberg, L., & Good, B. (1978). Culture, 
illness, and care: Clinical lessons from anthropologic 
and cross-cultural research. Annals of Internal Medicine, 
88, 251–258.

Lanting, S., Crossley, M., Morgan, D., & Cammer, A. (2011). 
Aboriginal experiences of aging and dementia in a 
context of sociocultural change: Qualitative analysis 
of key informant group interviews with Aboriginal 
seniors. Cross Cultural Journal of Gerontology, 26(1), 14. 
doi: 10.1007/s10823-010-9136-4

Lombera, S., Butler, R., Beattie, B. L., & Illes, J. (2009). Aging, 
dementia and cognitive decline: Perspectives of an aboriginal 
community in British Columbia. Paper presented at the 
Canadian Association of Neuroscience Annual Meeting, 
Vancouver, 25–29 May 2019

Loppie Reading, C., & Wein, F. (2009). Health inequalities and 
social determinants of Aboriginal peoples health: National 
Collaborating Centre for Aboriginal Health. Retrieved 
15 May 2019 from http://www.nccah-ccnsa.ca/docs/
social%20determinates/NCCAH-Loppie-Wien_Report.
pdf

Mahood, Q., van Eerd, D., & Irvin, E. (2014). Searching for 
grey literature for systematic reviews: Challenges and 
benefits. Research Synthesis Methods, 5, 221–234.

Mayeda, E. R., Glymour, M. M., Quesenberry, C. P., &  
Whitmer, R. A. (2016). Inequalities in dementia incidence 
between six racial and ethnic groups over 14 years.  
Alzheimer’s Dementia: The Journal of the Alzheimer’s Asso-
ciation, 12(3), 216–224. doi: 10.1016/j.jalz.2015.12.007

McClendon, M. J., Symth, K. A., & Neundorfer, M. M. 
(2006). Long-term care placement and survival of per-
sons with Alzheimer’s disease. Journal of Gerontology, 
61B(4), 220–227.

Native Women’s Association of Canada. (2013). Understanding 
from within: Research findings and NWAC’s contributions to 
Canada’s National Population Health Study on Neurological 
Conditions (NPHSNC). Retrieved 15 May 2019 from https://
www.nwac.ca/wp-content/uploads/2015/05/2013-
NWAC-Understanding-from-Within-Research-Findings-
to-NPHSNC.pdf

Noyes, J., Hannes, K., Booth, A., Harris, J., Harden, A., Popay, J.,  
et al (2013). Chapter 20: Qualitative research and  
Cochrane reviews. In J. P. T. Higgins & S. Green  
(Eds.), Cochrane handbook for systematic reviews of inter-
ventions Version 5.3.0: The Cochrane Collaboration.  
Retrieved 9 May 2019 from https://training.cochrane. 
org/handbook

Pace, J. (2013). Meanings of memory: Understanding aging and 
dementia in First Nations communities on Manitoulin Island, 
Ontario [Ph.D. dissertation]. University of Waterloo, 
Waterloo, ON.

Paez, A. (2017). Gray literature: An important resource in 
systematic reviews. Journal of Evidence Based Medicine, 
10, 233–240. doi: 10.1111/jebm.12266

Smith, K., Flicker, L., Lautenschlager, N. T., Almeida, O. P., 
Atkinson, D., Dwyer, A., et al (2008). High prevalence 
of dementia and cognitive impairment in Indigenous 
Australians. Neurology, 71(19), 1470–1473.

https://doi.org/10.1017/S071498081900028X Published online by Cambridge University Press

https://docs.wixstatic.com/ugd/27ba04_472fa677a166482dad000f0daf98abeb.pdf
https://docs.wixstatic.com/ugd/27ba04_472fa677a166482dad000f0daf98abeb.pdf
https://docs.wixstatic.com/ugd/27ba04_472fa677a166482dad000f0daf98abeb.pdf
https://docs.wixstatic.com/ugd/27ba04_8390fb60914441d2a9f5df5ac17e84a5.pdf
https://docs.wixstatic.com/ugd/27ba04_8390fb60914441d2a9f5df5ac17e84a5.pdf
https://docs.wixstatic.com/ugd/27ba04_63f11dcd595a49edb3a07469d107c03c.pdf
https://docs.wixstatic.com/ugd/27ba04_63f11dcd595a49edb3a07469d107c03c.pdf
https://docs.wixstatic.com/ugd/27ba04_63f11dcd595a49edb3a07469d107c03c.pdf
https://docs.wixstatic.com/ugd/27ba04_7042c9f81bf946feba37b90d9db5261d.pdf
https://docs.wixstatic.com/ugd/27ba04_7042c9f81bf946feba37b90d9db5261d.pdf
https://docs.wixstatic.com/ugd/27ba04_7042c9f81bf946feba37b90d9db5261d.pdf
http://www.santecom.qc.ca/Bibliothequevirtuelle/santecom/35567000032158.pdf
http://www.santecom.qc.ca/Bibliothequevirtuelle/santecom/35567000032158.pdf
http://www.santecom.qc.ca/Bibliothequevirtuelle/santecom/35567000032158.pdf
http://www.nccah-ccnsa.ca/docs/social%20determinates/NCCAH-Loppie-Wien_Report.pdf
http://www.nccah-ccnsa.ca/docs/social%20determinates/NCCAH-Loppie-Wien_Report.pdf
http://www.nccah-ccnsa.ca/docs/social%20determinates/NCCAH-Loppie-Wien_Report.pdf
http://10.1016/j.jalz.2015.12.007
https://www.nwac.ca/wp-content/uploads/2015/05/2013-NWAC-Understanding-from-Within-Research-Findings-to-NPHSNC.pdf
https://www.nwac.ca/wp-content/uploads/2015/05/2013-NWAC-Understanding-from-Within-Research-Findings-to-NPHSNC.pdf
https://www.nwac.ca/wp-content/uploads/2015/05/2013-NWAC-Understanding-from-Within-Research-Findings-to-NPHSNC.pdf
https://www.nwac.ca/wp-content/uploads/2015/05/2013-NWAC-Understanding-from-Within-Research-Findings-to-NPHSNC.pdf
https://training.cochrane.org/handbook
https://training.cochrane.org/handbook
https://doi.org/10.1017/S071498081900028X


234    Canadian Journal on Aging 39 (2) Kristen Jacklin and Jennifer Walker

Sutherland, M. E. (2007). Alzheimer’s disease and related  
dementias (ADRD) in Aboriginal communities: New visions 
and understandings. Roundtable Forum Report. Aundeck 
Omni Kaning, Ontario: Noojmowin Teg Health Access 
Centre.

Truth and Reconciliation Commission of Canada, The. (2015). 
The Truth and Reconciliation Commission of Canada: Calls 
to Action. Winnipeg, MB. Retrieved 15 May 2019 from 
http://nctr.ca/assets/reports/Calls_to_Action_English2.
pdf

Vallee, F. (1966). Eskimo theories of mental illness in the 
Hudson Bay Region. Anthropologica, 8, 53–83.

Whitehouse, P. J., Gaines, A. D., Lindstrom, H., & Graham, 
J. E. (2005). Anthropological contributions to the under-
standing of age-related cognitive impairment. The Lancet 
Neurology, 4(5), 320–326.

Wilcynski, N. L., & Haynes, R. B. (2007). EMBASE search 
strategies achieved high sensitivity and specificity for 
retrieving methodologically sound systematic reviews. 
Journal of Clinical Epidemiology, 60, 29–33.

https://doi.org/10.1017/S071498081900028X Published online by Cambridge University Press

http://nctr.ca/assets/reports/Calls_to_Action_English2.pdf
http://nctr.ca/assets/reports/Calls_to_Action_English2.pdf
https://doi.org/10.1017/S071498081900028X

