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Abstract

Background: The aim of the study was to build understanding about
the lived urban Indigenous experiences of early-onset dementia
(EOD) to inform health services planning.

Methods: A phenomenological qualitative pilot study completed
with a total of five participants recruited and interviewed for 30 - 60
min. Interviews were transcribed using NVivol2 software and the-
matically coded with a multi-step process.

Results: Four overarching themes were identified: urban Indigenous
understandings of living with EOD, Indigenous family experiences
of adjusting to EOD, western approaches to healing and thriving with
EOD, and Indigenous ways of healing and thriving with EOD.

Conclusions: The findings of this project provide better understand-
ings of urban Indigenous experiences of EOD and also dementia more
broadly. Through a better understanding of the Indigenous experiences
of dementia, urban healthcare providers can be more aware of the needs
of urban Indigenous people living with dementia, and specifically
EOD, and may face and plan to co-design health services accordingly.

Keywords: Dementia; Indigenous health; Qualitative research; Ear-
ly-onset dementia

Introduction

Early-onset dementia (EOD) is used to describe a group of
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symptoms that affects the memory and cognitive ability of
individuals diagnosed under the age of 65 years old [1]. Indi-
viduals living with EOD face different challenges and issues
because their social constructs and social responsibilities are
different than individuals living with dementia over the age of
65 [2]. Individuals with EOD may have spouses/partners, older
parents and younger children that are still dependent on them
[2]. If they are still employed, an individual with EOD can
begin to experience changes in work performance which can
negatively affect their self-esteem as a valued worker of the
community and provider for their family [3]. An EOD diagno-
sis often also has a profound effect on the loss of identity for
the individual and creates feelings of social isolation [4]. EOD
accounts for approximately 6% of all dementia diagnoses and
is often overlooked for service and policy development and
provision [5]. Currently, most dementia resources available are
designed for the population over the age of 65 and there is a
paucity of information regarding the experiences of younger
people with dementia and the experiences of their families.

Furthermore, there is little published or grey literature to
provide understanding about the burden of lived Indigenous
experiences of dementia in general, including EOD. In the Ca-
nadian context, Indigenous people refer to the descendants of
the first peoples of this land and include three groups: First Na-
tions (FN), Metis, and Inuit. Based on current population-level
data, dementia is a healthcare priority for Indigenous popula-
tions in Canada as the age-standardized prevalence of demen-
tia in FN persons is 34% higher than in non-FN individuals in
Alberta [6]. This trend is evidenced in other countries where
Indigenous populations continue to experience the legacy of
colonization; in Australia, the incidence rate ratio of dementia
for Indigenous males and females between the ages of 45 and
64 years is 27.3 cases per 1,000 person-years in comparison to
the non-Indigenous population where it is 10.7 cases per 1,000
person-years [7]. However, detailed information on the needs
of Indigenous people living with dementia, and those of their
families and communities, remains sparse.

As community connection is a key part of many Indig-
enous cultures [8-10], positive support from community mem-
bers plays an important role in the lives of Indigenous people
living with EOD and their families and caregivers as well [8,
9, 11]; this may offset the health inequities that impact Indig-
enous people in accessing sufficient resources and support for
dementia care for younger Indigenous people [12] in the set-
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ting of the general lack of resources for younger people liv-
ing with dementia [13]. An additional layer of complexity re-
lates to the lived experiences of Indigenous people living with
EOD in urban settings. The populations of Indigenous (FN,
Metis and Inuit) peoples residing in urban areas (defined as
“places that have a population of at least 1,000 and no fewer
than 400 persons” [14]) is increasing, with the last Canadian
census reporting that this is where 60% of the total Indigenous
population resides [15]. Data regarding Indigenous people’s
experiences and perspectives living in urban areas are under-
represented and often outdated [14, 16, 17] and available an-
nual health information collected is primarily quantitative on-
reserve FN data and includes little qualitative data [18].

In response to the Truth and Reconciliation Commission
(TRC) of Canada’s Calls to Action (2015) and specifically
Health Related Calls to Action to improve the health of Indig-
enous people, the aim of this study was to develop in-depth
understanding of how EOD is conceptualized and experienced
by urban Indigenous populations.

Materials and Methods

This was a small-scale qualitative phenomenological study [19].
A phenomenological analysis aimed to explore and share in de-
tail how individuals make sense of their experiences [19]. Given
the history of mistreatment of Indigenous people stemming from
the historical trauma of colonization, and the use of exploitative
and culturally inappropriate research methodologies [20], phe-
nomenology is an appropriate methodology as it honors meth-
ods of oral storytelling and narratives used in Indigenous tradi-
tions and cultures [21]. Throughout the completion of this work,
an ethical and thoughtful approach was used to ensure that we
build on the principles of ownership, control, access and posses-
sion (OCAP®) [22] in an urban context. The study was approved
by the Conjoint Health Research Ethics Board (REB19-1386).

Recruitment

We recruited three types of participants to the study between
December 2019 and February 2020. This included: 1) persons
residing in the urban center of Calgary, Alberta (population
1.33 million) and the surrounding metropolitan areas, self-
identifying as Indigenous (FN, Metis or Inuit), with an EOD
diagnosis; 2) persons who were friends or family members of
a self-identified Indigenous person with an EOD diagnosis;
and 3) health service providers specifically involved in pro-
viding care for Indigenous people with an EOD diagnosis liv-
ing in Calgary. We used a broad recruitment strategy includ-
ing posting advertisements at urban Indigenous community
services including the Elbow River Healing Lodge (an urban
Indigenous primary healthcare service) and the Metis Nation
of Alberta Region III. Despite our broad recruitment strategy,
we were unable to recruit any participants with a diagnosis
of EOD. Participants were provided with honoraria as a thank
you for their participation and recruitment was discontinued in
early March 2020 due to the COVID-19 pandemic.
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Data collection

Data were collected through in-depth, semi-structured inter-
views by PB and PR. Interview guide questions were based on
previous research and experience conducted by the research
team with guiding questions to prompt participants to discuss
their experiences of EOD and their experiences of EOD health
services (Supplementary Material 1, www.neurores.org). The
guiding questions were semi-structured to ensure the opportu-
nity was provided for any additional discussion and to explore
themes that were brought up or emphasized by the participants
themselves. During the process of data collection, it was em-
phasized that participants had full control over where and when
they wanted to meet for the interview and themes were brought
back to the participants after analysis. The semi-structured and
in-depth quality of the interviews provides participants with
control in the research setting.

To enhance the rigor of the study while also undertak-
ing peer-debriefing, the study team met after each interview
to discuss the process and interview content before the next
interview. Each semi-structured interview was transcribed ver-
batim by the same member of the team (PB); any identifying
characteristics such as names of individuals and communities
were not included in the transcript to protect anonymity. Au-
dio recording was reconciled to the transcripts as an additional
step to ensure immersion in the data prior to analysis.

Data analysis

A thematic qualitative analysis was conducted on the tran-
scribed interviews using Qualitative Description [23] using
NVivol2 software [24]. A multi-step coding process was con-
ducted by the study team (PB and PR). The transcripts were
thoroughly read through multiple times and descriptive codes
were identified. The codes where then organized into larger
analytical categories and those subheadings were thematically
synthesized to construct sub-themes and overarching themes.
Members of the study team not directly involved in the cod-
ing thematically analyzed random selections of interview data
(CR). All codes and themes were discussed and revised as a
team to achieve agreement with further triangulation on data
analysis. Throughout the analytical process ongoing develop-
ment of themes and sub-themes were discussed with study
participants for input and confirmation/disconfirmation one
to two times per participant. This was done to enhance rigor
through member checking but also to ensure that the analysis
accurately represented the experiences of the participants and
that the research team did not misinterpret or misrepresent par-
ticipant experiences.

Results

Participants

A total of five participants were recruited and interviewed, and
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Table 1. Participant Demographics

Participant cAagteegory 5?3:?:;?; tia Indigenous identity Participant category Gender
Dana 50-59 > 10 years Metis Family member Female
Trish 40 - 49 5-10 years First Nations Family member and healthcare provider Female
David 50-59 > 10 years Non-Indigenous Healthcare provider Male
Alice 30-39 <5 years First Nations/non-Indigenous (mixed) Friend/carer of person living with EOD  Female
James 50-59 > 10 years Non-Indigenous Healthcare provider Male

EOD: early-onset dementia.

participant demographics are presented in Table 1 (with pseu-
donyms). Five out of the six of the semi-structured interviews
were held in-person at a time and location that was most con-
venient to the participant, and the interview with “Alice” was
held over a Skype call. Each interview session was recorded
after consent was confirmed and was between 30 and 60 min
in duration.

Themes

Four overarching themes emerged from the thematic analysis:
1) urban Indigenous understanding of living with EOD; 2) In-
digenous family experiences of adjusting to EOD; 3) western
approaches to healing and thriving with EOD; and 4) Indig-
enous ways of healing and thriving with EOD. Each of these
themes is discussed below.

Theme 1: urban Indigenous understandings of living with EOD

Participants described varying coping mechanisms with symp-
toms or a diagnosis of EOD. Some individuals described fam-
ily members being aware of their diagnosis but were too afraid
to tell their family, while recognizing the potential need for
more family support with daily activities and decision making.

“And you know, I question myself if I ever get a demen-

tia, I would like to know. I don t know if I have it and [

don't know if I have - and I want to know if I have it...

The thing is that I read that dementia can happen in any

age now. And for me thats very interesting to me. Like

where does it come from? Where does it start? What

are the signs and symptoms?” - Dana

Participants perceived that Indigenous people in urban ar-
eas experienced greater disconnection from culture and com-
munity that may support them and their family members while
living with EOD. Participants also described difficulties in
connecting to elders and traditional teachings in urban settings.
Trauma from colonization and residential schools was recog-
nized by all participants and it was emphasized that the history
of trauma caused by colonization and residential schools may
cause fear of seeking treatment or care from medical institu-
tions.

“.. but I think talking about specifically Indigenous

people's trauma in Canada, you know thinking about
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colonization and the Indian Act... And I think you

know a lot of maybe fear of seeking medical attention

- you know that is a lot of common experience that is

shared.” - Alice

The differences between traditional and western under-
standings of dementia were also discussed by all participants.
Traditional ways of knowledge were described to be more
holistic, circular and interconnected through generations. In
some cases, a diagnosis of dementia or any other chronic ill-
ness was not necessarily negatively viewed, but part of a plan
that the creator had designed. Although differences persisted
between western and traditional understandings of dementia,
one specific way of knowing was not ascribed to be better than
the other but it was clear that it was felt these differences could
cause misunderstandings and disconnect the people seeking
and providing health services.

“Another approach is to be inclusive and have respect

Jfor Indigenous ways of knowing, being and doing. So

not discredit western medicine - but I think western

medicine or western premonitions need to acknowl-

edge that there are ways of knowing, being and doing

that Indigenous communities and Indigenous peo-

ples have been living for thousands and thousands of

years... And so instead of suppressing it, why don 't we

Just uplift both and allow the person to decide which

way they turn for support. As opposed to enforcing

one way and the only way that you are going to get

better.” - Alice

Theme 2: Indigenous family experiences of adjusting to EOD

There was considerable impact on family members supporting
someone living with EOD. After witnessing a family member
experience dementia, participant Dana was concerned with de-
veloping EOD and wanted to get tested. Alternatively, Trish
had family members living with EOD and did not want to be
tested avoided thinking about the potential implication to her
own health.

“I’'m not going to lie and say that it is not on the back

of my mind almost daily. That I wouldn't end up like

my sister in the next 5 or 10 years... But also if that

happens. It happens. And I think there are some parts

in my life that I don't mind forgetting and so I don't

approach it as this horrible outcome” - Trish
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Family members expressed feelings of sadness when wit-
nessing the decline of memory and cognitive ability in their
family members living with dementia. Family members also
expressed a sense of guilt and yet relief when a loved one liv-
ing with dementia passed away.

“dementia can take a toll on the person who is caring
for them. Because you are worried. Worrying about
falls. Worrying about walking out at night. Worrying
about if they took their meds. If they didn t take their
meds. Did they fall in the tub?” - Dana

“And when people do pass, almost a sense of relief ...
People will not say that. But it is.” - Trish

Theme 3: western approaches to healing and thriving with
EOD

Participants reported that there would always be a need for
Indigenous people who live in non-urban areas to access urban
center for healthcare, in addition to those that live in urban
areas, and expressed difficulties with transitioning from a non-
urban to urban contexts with different support systems availa-
ble. Issues with travelling far distances and transportation cost
were mentioned, as well as issues deciding on which family
members or friends should accompany them to urban areas.

“When you are in an urban centre the services are go-

ing to be all over the place so finding your way to get

to those services can be difficult.” - Trish

Healthcare professionals reported difficulty connecting
younger Indigenous patients living with EOD to specialist ser-
vices as the majority of dementia services in Calgary are ca-
tered towards older people living with dementia. Participants
expressed a lack of Indigenous specific healthcare services
available in urban centers that are culturally appropriate and
the already limited culturally appropriate healthcare services
that were available were not specific to EOD. This lack of ser-
vices was identified as an issue for on-reserve health access in
addition to urban settings:

“I do think on reserve especially there are diagno-

sis problems, access to primary care issues perhaps

a delay in diagnosis, perhaps a harder to manage the

condition with effective interventions, lack of skill set

like rehab or whatever, lack of facilities, Lack of long

term care or hospital wards that may be required. A

lot of these barriers that are well known for FN living

on reserve.” - David

“So like just recognizing that what our entire popula-

tion here is vulnerable and when you like when you

have early-onset cognitive issues on top of that, like

the ability to navigate the system is severely compro-

mised and you need people to help them to kind of

work on getting proper housing and to make sure that

their health services that are safe and stuff. It is quite

challenging” - James

Other issues accessing western health services in urban
settings included experiences of racism and stereotyping to-
wards Indigenous people, especially when visibly Indigenous.
For Indigenous peoples living with EOD these negative ex-
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periences can be especially difficult and can lead to increased
fear of seeking healthcare services. Participants mentioned
they are aware that stereotyping, bias, and racism against them
exist within the urban centers and resulted in patients feeling
unwelcome. Feelings of isolation were amplified with experi-
ences of racism in urban areas.

“So again, coming back to that institutional and system-

ic racism. I think that is a very real experience for many

Indigenous people coming from their communities to

urban centres to seek medical attention. The barrier of

isolation - of sort of being misunderstood.” - Alice

“There are a whole host of problems, homelessness,

addiction that are never getting a specific diagnosis

because of complex reasons and are sort of strug-

gling.” - David

Theme 4: Indigenous ways of healing and thriving with EOD

There was an expressed need from participants for urban
healthcare services to implement Indigenous knowledge of
healing including the inclusion of elders and holistic services.
Incorporating traditional knowledge keepers into healthcare
services in a culturally appropriate manner and emphasizing
that healthcare services must find a way to promote multiple
ways of knowing priorities for the participants. Suggestions
included creating spaces in healthcare centers for smudging or
sweat lodges, creating culturally safe EOD diagnostic tools by
collaborating with Indigenous communities, as well as having
centralized healthcare services and systems that are Indige-
nous-specific and Indigenous-led.

“Like having a safe space, I think, for victims of resi-

dential schools or runways or that are Indigenous

people to have - like a safe space for them to be able

to talk.” - Dana

Health professionals identified the need to further educate
healthcare staff about the histories and cultures of the Indig-
enous peoples who engage with the health system. Culturally
safe healthcare services and training for healthcare providers
in the local area were getting better but they could be expanded
and further improved.

“I would say that on reserve, many more of my patients

are kind of more engage in a traditional wellness kind

of sort of thing. Like so you know yeah, we would be

meeting with people to do smudges and things like that.

What's the word I want to say? It’s more natural there.

It is just part of what is happening there.” - James

All participants identified the need for extra support for
family members involved in the care of the individual with
EOD, including the availability of counselling services such as
support groups or sharing/healing circles. Because many indi-
viduals living with dementia prefer to stay in their home rather
than transition to a care facility, there is an increased need for
home care supports. Collaborating with Indigenous peoples
as an important aspect of designing and implementing Indig-
enous EOD services such as diagnostic tools and interventions
that are culturally appropriate in urban contexts was discussed
by all the participants. This approach targets the heterogeneity
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of the Indigenous peoples and their needs and the needs for
their specific community. Participants also expressed the need
for more research in terms of EOD in Indigenous populations.
This included assessing the current state of services, under-
standing the underlying causes and scope of EOD in Indig-
enous populations.

“So like just recognizing that what our entire popula-

tion here is vulnerable and when you like when you

have early-onset cognitive issues on top of that, like

the ability to navigate the system is severely compro-

mised and you need people to help them to kind of

work on getting proper housing and to make sure that

their health services that are safe and stuff.” - James

This study works to address the TRC’s Health Related
Calls to Action numbers 20-22 [25]. The TRC’s Call to Action
number 20 requires that the health needs of Indigenous people
residing off-reserve must be recognized and addressed [25],
and this study provides some insight into the experiences of
healthcare providers and family members of Indigenous peo-
ple living with EOD in an urban center of Calgary, Alberta.
TRC’s Call to Action number 21 requires that there is sustain-
able support for new and existing Indigenous healing centers
[25]. Our results indicate a need to support new and existing
Indigenous healing centers including services that specialize
in EOD for Indigenous people. The health professionals that
took part in this study are familiar with the locally available
traditional healing options and still recognized the need for
improved access to non-western healthcare. The TRC’s Call to
Action number 22 requires that the Canadian healthcare sys-
tem recognize the importance of traditional Indigenous heal-
ing practices and work collaboratively with Indigenous people
to integrate these practices as treatment where requested [25].
This aligns with study participants’ concerns that western, ur-
ban healthcare services currently do not incorporate traditional
knowledge and healing methods into health services for EOD.

The National Dementia Strategy for Canada recognizes
the diverse needs and experiences of Indigenous communities
in relation to dementia, and the importance of supporting In-
digenous communities and organizations with dementia in cul-
turally appropriate and culturally safe ways while maintaining
a distinctions-based approach to recognize differences among
FN, Inuit, and Metis cultures [26]. As reflected in our findings,
the strategy also recognizes the importance of engaging Indig-
enous communities and organizations in understanding unique
dementia challenges that they face, conducting and strengthen-
ing ongoing surveillance of dementia in Indigenous communi-
ties, and facilitating the development of dementia solutions for
FN, Metis and Inuit communities of Canada to improve the
quality of life for people living with dementia and caregivers
in those communities [26]. In terms of diagnoses, standardized
cognitive testing has been shown to be less accurate for In-
digenous peoples, possibly resulting in misdiagnosis, and the
strategy highlights the need to work collaboratively with and
engage Indigenous communities to develop culturally safe and
culturally appropriate tools for diagnosis that are not currently
widely used, but are in development [26]. However, this strat-
egy continues not to be specific to EOD and focuses more on
the populations of the Indigenous people that live in non-urban
settings, highlighting the need to include more of the experi-
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ences of Indigenous peoples with EOD that live in urban set-
tings in national dementia strategies.

The inclusion of urban Indigenous experiences is im-
portant for multiple reasons. Although urban center may of-
fer more healthcare services, Indigenous people are often met
with barriers that hinder their access to such services. Research
shows that Indigenous peoples face challenges like lack of fi-
nancial support, social exclusion, discriminatory practices, as
well as interpersonal and systemic racism that create barriers
to healthcare access [27]. Indigenous people living in urban
areas report experiencing higher rates of racism and discrimi-
natory practices when accessing healthcare services [28] and
report that healthcare workers show a lack of understanding
of historical state violence and how trauma is related to health
outcomes [29]. Discriminatory practices reduce people’s trust
of healthcare providers, trigger a lack safety for clients in care
facilities, and discourage clients and healthcare providers from
speaking out against discrimination that occurs [30]. Moreo-
ver, the United Nations Declaration on the Rights of Indige-
nous Peoples outlines that Indigenous peoples should have full
access to healthcare services in ways that reflect and are re-
sponsive to Indigenous worldviews and conceptions of health,
without discrimination [31].

The importance of acknowledging the cultural, socioeco-
nomic, and past experiences of the Indigenous individuals liv-
ing with EOD that seek treatment in urban centers was also
clearly expressed throughout the findings. Guidance for this
acknowledgement and inclusion in health services and systems
exists in ways applicable to dementia care design. A framework
for cultural competency in healthcare practice that touches on
the aspect of cultural competency and the physician’s role in
healthcare for Indigenous peoples is the CanMEDS-FM 2017,
which is a competency framework designed for all family [32],
and more recently the Indigenous health supplement [33] that
adapts the CanMEDS-FM 2017 document specifically for In-
digenous health. These frameworks emphasize the need for a
more holistic and culturally appropriate approach to healthcare
practices, which was reflected in our findings [32]. The frame-
work introduces the concept of “community-adaptive compe-
tence”, where the dynamic role of the physician to adapt their
competence to meet the needs of the community they are serv-
ing [32]. In the findings, the importance of collaborating with
Indigenous healthcare providers, other social workers, and In-
digenous communities was emphasized. One of the competen-
cies of the framework is that family physicians should value
continuity and collaboration with other healthcare providers
and relationality with patient, families, and communities to op-
timize patient outcomes [32, 33]. Overall, the CanMEDS-FM
2017 framework is a comprehensive example of how health-
care professionals can conceptualize enhanced cultural safety
when working with Indigenous people living with EOD, their
families and communities.

Limitations

The sample size was small (n = 5), though does provide valu-
able preliminary evidence for an understanding on themes re-
lated to Indigenous experiences living with EOD. It will not
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capture all perspectives and experiences on being Indigenous
and living with EOD in an urban setting. Another limitation
of the study was none of the participants had a diagnosis of
EOD themselves. Though three participants had experience of
loved ones living with EOD, it is always crucial to include
the voice of those living with dementia when understanding
gaps and unmet needs. These findings may provide prelimi-
nary information towards better understanding of Indigenous
experiences with EOD, but this needs to be verified using a
larger population.

Conclusion

The findings of this project provide a foundation to our under-
standings of urban Indigenous experiences of EOD as well as
dementia more broadly. Through a better understanding of the
Indigenous experiences of dementia, urban healthcare provid-
ers and other services can be more aware of the challenges that
Indigenous people living with dementia may face and more
so for those living with EOD. This work provides evidence to
inform future, larger-scale research concerning the co-design
of health services specifically for EOD. This will become in-
creasingly important as many Indigenous people are living in
urban contexts and will be accessing healthcare with western
health care systems and professionals providing care.

Supplementary Material

Suppl 1. Semi-structured interview guide.
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