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Abstract

Background Primary health care has a central role in dementia detection, diagnosis, and management, especially
in low-resource rural areas. Care navigation is a strategy to improve integration and access to care, but little is known
about how navigators can collaborate with rural primary care teams to support dementia care. In Saskatchewan,
Canada, the RaDAR (Rural Dementia Action Research) team partnered with rural primary health care teams to imple-
ment interprofessional memory clinics that included an Alzheimer Society First Link Coordinator (FLC) in a navigator
role. Study objectives were to examine FLC and clinic team member perspectives of the impact of FLC involvement,
and analysis of Alzheimer Society data comparing outcomes associated with three types of navigator-client contacts.

Methods This study used a mixed-method design. Individual semi-structured interviews were conducted with FLC

(n=3) and clinic team members (n=6) involved in five clinics. Data were analyzed using thematic inductive analysis.
A longitudinal retrospective analysis was conducted with previously collected Alzheimer Society First Link database

records. Memory clinic clients were compared to self- and direct-referred clients in the geographic area of the clinics
on time to first contact, duration, and number of contacts.

Results Three key themes were identified in both FLC and team interviews: perceived benefits to patients and fami-
lies of FLC involvement, benefits to memory clinic team members, and impact of rural location. Whereas other

team members assessed the patient, only FLC focused on caregivers, providing emotional and psychological sup-
port, connection to services, and symptom management. Face-to-face contact helped FLC establish a relation-

ship with caregivers that facilitated future contacts. Team members were relieved knowing caregiver needs were
addressed and learned about dementia subtypes and available services they could recommend to non-clinic clients
with dementia. Although challenges of rural location included fewer available services and travel challenges in winter,
the FLC role was even more important because it may be the only support available.

Conclusions FLC and team members identified perceived benefits of an embedded FLC for patients, caregivers,
and themselves, many of which were linked to the FLC being in person.
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Background

It is estimated that over 55 million people world-wide
are currently living with dementia, a number expected to
reach 139 million by 2050 [1]. Growth in aging rural pop-
ulations globally [2], paired with increased risk of demen-
tia with age, means rising numbers of people living with
dementia (PLWD) in rural and remote settings. Studies
of rural dementia service availability and acceptability
report insufficient services and numerous barriers to ser-
vice use [3-8]. Initiatives in dementia policy and research
at the international level [9] and national level in the UK
[11, 12], US [13], and Canada [14, 15] emphasize the
critical need to address inequities in access to appropri-
ate health and social supports for dementia, including in
rural and remote regions. Although policy, research, and
practice innovations in rural dementia care are emerging
internationally [16], more needs to be done.

Alzheimer Disease International has noted that given
rapidly aging populations, current specialist-led models
of dementia care are not sustainable or effective, espe-
cially in low-resource settings [9]. The report urged a
shift toward a model where primary health care (PHC)
plays a central role, supporting enhanced early detection
and more seamless post-diagnostic care coordination. In
Canada, the College of Family Physicians describes fam-
ily physician roles in key aspects of dementia care includ-
ing prevention, diagnosis, and post-diagnostic support
[17]. Post-diagnostic support is described as the bridge
between diagnosis and continuing care that adapts to
changing needs [9]. The growing demand for dementia
care requires health systems to urgently respond by rede-
fining roles, especially in primary care and in rural areas,
and that enhancing PHC for dementia should include
expanded roles in case management and service naviga-
tion [18].

Research to date supports the need for improved early
help with accessing supports for dementia care. Family
caregivers often delay seeking help until a crisis, when
caregivers are too overwhelmed and unable to continue
[19]. A review of rural family caregiver needs in demen-
tia identified needs for improved dementia information
and education, better communication with healthcare
providers about dementia and its course, and someone
to support connections among services [20]. Bayly et al.
[3] conducted a review of dementia service availability in
rural areas that identified strategies to address service use
barriers, including a point of contact to assist in access-
ing services that matched individual needs. Primary care
physicians often lack adequate time and reimbursement
systems needed to manage all the complexities of demen-
tia care such as education and care coordination [21, 22].

Dementia care navigation programs have been devel-
oped to support the cognitive, functional, behavioral and
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psychological needs of PLWD and caregivers [23, 24].
Care navigation provides a single point of contact with a
key person who offers individualized care management
and coordination beginning at the time of diagnosis and
over time [25, 26]. Care navigators partner with PLWD
and caregivers to identify unmet needs and provide emo-
tional support, coaching, education, skills building, and
connection to services [24, 27]. A review of character-
istics of navigation programs found that the majority of
navigators worked within interdisciplinary care teams
[27].

Recent reviews of dementia navigation [28, 29] have
identified some positive outcomes related to service use
but agree that there is not enough evidence to make sub-
stantial conclusions. Giebel et al. [28] conclude that there
is mixed evidence on effectiveness of care navigation,
despite studies showing sizable benefits for some out-
comes, and stress the need for more evaluation of impact
on care utilization and in countries outside the USA
which does not have universal health coverage. Kokore-
lias et al. [29] concluded there is strong evidence for care
navigation in delaying institutionalization and outcomes
such as caregiver mastery, but weak evidence for health
service use and functional independence. Both reviews
emphasize that although dementia care navigation shows
promise, to date evidence of effectiveness is mixed, most
studies are US-based and short-term, and the variation
in methods, outcome measures, and quality of research
indicate the need for more research to more fully under-
stand their impact.

There are also significant gaps in our understanding of
the navigator role within primary care memory clinics,
and the perceptions of both navigators and team mem-
bers involved in rural memory clinics. Little is known
about the impact of geographic location on navigator
roles and functions, how navigators connect with PLWD
and caregivers, and how the navigator is situated in the
rural care system. The current study describes naviga-
tor and clinic team member perspectives of the impact
of including a care navigator as a core member of rural
primary-care-based memory clinics, and analysis of Alz-
heimer Society data comparing outcomes associated with
different types of navigator-client contacts.

The Rural Dementia Action Research (RaDAR) program

For over 20 years RaDAR has conducted a commu-
nity-based participatory research program focused on
improving rural health service delivery for PLWD and
their families. In 2004 RaDAR launched an interdiscipli-
nary specialist Rural and Remote Memory Clinic at the
University of Saskatchewan, Canada [30], initially as a
research demonstration project and subsequently funded
by the provincial Ministry of Health. Although the clinic
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mandate is assessment of complex and atypical demen-
tias, we observed that 36% of referrals were for Alzheimer
Disease, which Canadian guidelines recommend be diag-
nosed in primary care [17, 31]. This finding prompted the
RaDAR team’s focus on rural PHC for dementia.

An interdisciplinary team-based approach has been
described as the most effective way to deliver post-diag-
nostic support for dementia [31-33]. However, there
is a lack of rural-specific models of team-based PHC
for dementia aimed at addressing the geographic and
resource challenges in settings with sparse populations
[34]. Playing a key role in dementia diagnosis and man-
agement requires PHC providers to have appropriate
education, tools, and supports [9, 13, 14]. To build this
needed capacity in PHC, RaDAR established a partner-
ship with one health region in southeast Saskatchewan
(Sun Country; population 60,000, area 33,239 km?). A
regional needs assessment identified three key issues:
challenges in early identification and diagnosis, lack of
standardized decision support tools to guide assessment,
and need for team-based care strategies.

The next step was development of a Rural PHC Model
for Dementia [35] based on an extensive scoping review
[36]. Seven key elements of best practice were identi-
fied and organized into three domains: team-based care
(including coordinated care management and education/
support for PLWD and caregivers), access to standard-
ized decision support tools and guidelines, and access to
dementia specialists for referral and education. Because
the scoping review identified little rural-based research,
RaDAR then collaborated with one rural PHC team in
the Sun Country health region to operationalize model
elements in ways that would be feasible, acceptable, sus-
tainable, adaptable to diverse rural contexts, and address
challenges identified in the needs assessment. This part-
nership led to a one-day interdisciplinary primary-care-
led memory clinic, held every one to two months, where
two patients and their caregivers attend for a half-day
each.

The Alzheimer Society of Saskatchewan First Link
Coordinators (FLC), who hold a navigator role, were

Table 1 History of the Alzheimer Society First Link Program
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invited to be part of the team to address the components
of coordinated care management and education and
support for PLWD and families. The Alzheimer Society
FLC require a degree in health-related field (social work,
kinesiology, nursing, or equivalent), 3—5 years experience
with dementia, comprehensive knowledge of the impact
of dementia on PLWD and families, and knowledge of
community resources. FLC complete comprehensive
training on hiring, and annual professional development.
More information about the First Link Program is avail-
able in Table 1.

Once the intervention was successfully developed and
refined with the first PHC team the clinic model was
gradually scaled up to other teams. Eight rural memory
clinics have been implemented in mostly small rural
communities (range 330-—11,000 population; median
1305). The RaDAR memory clinics provide diagnosis and
ongoing management for community-based individuals
with suspected dementia in rural settings. Clinic pro-
cesses are described in Table 2. Details about clinic devel-
opment, implementation, sustainability, and scale-up are
available in prior publications [35, 38, 39].

The objectives of this study were to: (1) examine the
First Link Coordinators’ (FLC) perspectives of the ben-
efits and challenges of their role in RaDAR memory clin-
ics, (2) examine the perceptions of other PHC memory
clinic team members on inclusion of the FLC in the clin-
ics, and (3) examine differences in client contacts with
the Alzheimer Society FLCs between PHC memory clinic
clients, direct-referred clients, and self-referred clients.

Methods

Study design

This study was conducted with a parallel mixed method
design, where qualitative and quantitative data are col-
lected and analyzed concurrently [41] for the purpose of
expanding the breadth of the inquiry and enhancing the
credibility and integrity of the findings [42]. As a mem-
ber of the Canadian Consortium on Neurodegeneration
in Aging [43] we include sex and gender analyses where
feasible.

« The First Link program was first launched in Canada as a demonstration project by Alzheimer Societies in Ontario and Saskatchewan in 2007 [37]. The
program emphasizes strong relationships with primary care, including family physicians and other care team members.

- The key aim is to connect PLWD with education and support as early as possible by encouraging primary care professionals to refer PLWD to First Link
at diagnosis, with permission from the PLWD (direct referral). The First Link Coordinator (FLC) contacts the PLWD and family directly, and then connects
regularly thereafter. FLC offer information about supports and educational opportunities, and provide referral to Society and community-based pro-
grams and services throughout progression of dementia. PLWD and family members can also contact First Link themselves (self-referral).

+ McAiney et al. [37] found that direct referrals to First Link from primary care providers were made sooner after diagnosis compared with self-referrals
(mean of 7 months in Ontario and 6 months in Saskatchewan). First Link was a key resource in rural and remote areas where there is limited access
to dementia supports and services. The program is now offered across Canadian provinces.
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Table 2 RaDAR memory clinic process

+ RaDAR memory clinic teams include a family physician or nurse practitioner lead, occupational therapist, physical therapist, home care nurse or social
worker, and a First Link Coordinator (navigator) from the provincial Alzheimer Society. Some clinics include dietician and pharmacy involvement.

« Two new patients and their family members are seen on clinic days for a half day each. For each PLWD-caregiver dyad the assessment begins

with a team huddle to review the referral, followed by an initial case conference with the PLWD and family to learn about their concerns and explain
the clinic process, individual team member assessments, a team debriefing meeting, and a final team case conference with the PLWD and family

to review the findings and recommendations.

« Over the half day the First Link Coordinator meets with the caregiver and participates in the team huddles and case conferences. Note that the term
“PLWD"is used in this paper rather than “patient’, although not all are diagnosed with dementia following the assessment.

- Team members assessments are guided by the Primary Care Dementia Assessment and Treatment Algorithm (PC-DATA™), a standardized assessment
based on Canadian guidelines and adapted for the team approach and electronic medical record use by PHC teams, RaDAR, and PC-DATA developer.

- More information about the clinics is available on the RaDAR website [40].

Study setting

This research took place in the western Canadian prai-
rie province of Saskatchewan (population 1,132,505,
area 577,060 km?, density 2.0 persons/km? 34% living
in rural areas with less than 10,000 population) [44].
The number of people with dementia in Saskatchewan
is expected to more than double in the next 30 years,
reaching 42,300 by 2050 [14]. With an aging rural
population in the province [45] many of these individ-
uals will be living in rural communities. A local steer-
ing group of health region managers, the Alzheimer
Society of Saskatchewan, and RaDAR researchers was
established in the Sun Country health region in 2013
and continues to meet three times a year. The region is
now part of the larger Saskatchewan Health Authority,
which provided operational approval.

Study population

Participants included all FLC coordinators (n=3, all
female) who covered the five teams in operation at the
time of the study, and members of the memory clinic
teams who agreed to participate in the study (n=6, all
female).

Recruitment and consent procedures

FLC and team members were sent individual email invi-
tations and asked to contact the study team to sched-
ule an interview. Consent forms were emailed prior to
the interviews, which were audio recorded (including
verbal consent), transcribed verbatim, and checked
for accuracy. The University Behavioral Research Eth-
ics Board approved the study. The board is governed by
the Tri-Council Policy Statement: Ethical Conduct for
Research Involving Humans (TCPS 2), a joint policy of
Canada’s three federal research agencies.

Data collection and analysis

Qualitative data

Individual semi-structured telephone interviews were
conducted in August and September 2020 with the 3
FLC. Between January 2021 and April 2023, 6 mem-
bers of the memory clinic teams were interviewed by
telephone (4) and in-person (2). Interview guides are
available in Additional File 1 (FLC) and Additional File
2 (team members). For each set of interviews (FLC,
team members) a separate inductive thematic analy-
sis [46] was conducted. Initial coding and preliminary
identification of broader themes was carried out inde-
pendently by two co-authors (DM, JK), who then met to
refine the themes for each data set. The third co-author
(MB) reviewed the final themes. All authors are doctor-
ally prepared and experienced in rural dementia care
research.

Quantitative data
A longitudinal retrospective analysis was conducted with
previously collected, de-identified records of patients and
family members from the Alzheimer Society of Saskatch-
ewan First Link client database between December 2017
and September 2022. Clients seen in the RaDAR mem-
ory clinics were compared to self- and direct-referred
clients in the same geographic area as the memory clin-
ics on several outcomes: sex, days between referral and
first contact, method and duration of first contact, days
between contact 1 and 2, total number of contacts, num-
ber of completed contacts, number of topics discussed at
contact 1, and number of Alzheimer Society and commu-
nity services recommended at first contact.

Data are presented as N (%) for categorial variables
and mean + SD for continuous variables. Statistical
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analyses were conducted using ANOVA for continuous
variables and Pearson’s Chi-squared test for categorical
variables. Analyses were conducted with SPSS version
28.0 [47]. Fisher’s Exact test for categorical variables
was used when the expected values in one or more cells
was less than 5. The nonparametric Kruskal-Wallis test
was used when tests of normality were significant for
continuous variables.

Results

First link coordinator interviews

The three FLC who covered the five rural memory clinic
teams in operation at the time of the study participated
in the interviews, which ranged from 24.0 to 45.5 min
(M=37.7). All participating FLC were female, which is
representative of the Alzheimer Society FLC in Saskatch-
ewan (10/11 female). Each FLC covered 2 to 5 of the
memory clinics over the study period. Five main themes
were identified: (1) The FLC role, (2) Perceived benefits
to patients and families, (3) Benefits to the memory clinic
and team members, (4) Benefits to the Alzheimer Soci-
ety and FLC, and (5) Benefits and challenges experienced
by FLC participating in the clinics. Quotations are used
to illustrate themes, numbered by the order in which the
interviews were conducted (FLC1, FLC2, FLC3).

First link coordinator role in the rural memory clinics

The FLCs actively participated in the initial team huddle,
initial case conference (with the team, patient, and fam-
ily), interview with the family that included some time
alone with them and some shared time with the home-
care nurse or social worker, end of day team huddle, and
final case conference. During their time with the fam-
ily, the FLC learned about their concerns and questions,
identified areas where support and other planning were
needed, and discussed the frequency of follow-up.

The FLC described their unique role in providing emo-
tional support for family members, and practical infor-
mation about resources and services available from the
ASOS and community programs. This included infor-
mation on topics such as specific dementia diagnoses,
support groups, and education programs, as well as
suggestions for handling challenges such as responsive
behaviors, memory loss, and driving cessation.

“It was always the trying to help them with the emo-
tions of it. Like the doctor and the OT and the PT
could provide the facts, but it was my role to get
more to the emotions and the grief and the loss of it...
and honoring that.... ‘[ know this is hard to hear...
but you know, we can work with you to come up with
some ideas to x, y, and z, right? To get through this.”
FLC3
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The aim of the First Link program is to connect with
PLWD and family members as soon as possible after
diagnosis (or at the time of diagnosis in the memory clin-
ics) to provide ongoing post-diagnostic support through
regular, planned contacts.

“Usually when you're the care partner of someone
with dementia there’s emotional baggage...so people
just ... chat about how tired they are or whatever. 1
try to support them that way... we talk about maybe
suggestions of how to handle things, like responsive
behaviors, or like hey, use a whiteboard next time
you go to the garage.... I try to offer some practical
suggestions.” FLC1

Perceived benefits to patients and families of FLC
involvement in the rural memory clinics

The advantages of the one-day team-based model for
patients and families included a faster assessment pro-
cess, more convenience, a better experience than sequen-
tial assessments, and the fact that team members can
share information with each other in person. Families are
grateful to have the support of someone who understands
dementia and the disease process. Importantly, the face-
to-face contact at clinic day establishes a relationship
that facilitates FLC follow-up contacts and increases the
probability that the patient and family will stay connected
to the Alzheimer Society and receive needed support in
the future. Engaging with PLWD and families is easier in
person than on the telephone where subtle nuances can
be missed and body language is not accessible.

“I think it just gives them more comfort. When a doc-
tor or homecare or whoever refers them [direct refer-
ral to Alzheimer Society]... it’s just kind of a blind
call. Whereas if they met us at clinic... then there’s
more comfort there, and more confidence there.
They've already shared a big piece of themselves with
you... there’s that comfort in knowing that we know
the story” FLC3

The FLC noted that there are advantages to not being
members of the provincially funded healthcare system,
such as being able to connect people to a wider scope
of services and provide encouragement to PLWD and
families having difficulties accessing services. Because
the FLCs travel out to the clinics in smaller rural centres,
they are not members of those communities and are able
to see situations from a different viewpoint. Being “out-
siders” can address concerns of PLWD and families about
confidentiality and add credibility to the FLC role.

“We’re not only outsiders of the health region, but for
the most part outsiders of the community... they’re
not going to see you at the rink, they're not going to
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see you at the grocery store. And in small towns that
kind of matters, right? ... I think that the Alzheimer’s
Society role was seen as a value add, if you will”
FLC3

There were advantages to seeing PLWD and their
families in their own community, in a familiar clinic
environment where they would normally go for medical
appointments, by healthcare providers they may already
know. This situation was seen as allowing for a more
accurate assessment because it was more comfortable
and less stressful for the PLWD and family, and local sup-
ports were more apparent when teams were delivering
the service in the patient’s community.

“For us to see people in .... that familiar environ-
ment, it just gave us a better sense of life... the sup-
ports that were in the community were maybe more
apparent because we were there” FLC3

Benefits to the memory clinic and team members of FLC
involvement

Like other team members, the FLC have a unique role,
allowing other team members to focus on their specific
contribution without having to provide the support
aspect as well. The complementary roles free up other
team members to focus on what they do best.

“So if dementia wasn't it [their specialty] it was nice
for them to have somebody to refer people to right?
So it wasn’t just on them” FLC2

The FLC served as a resource to other team members
who did not regularly work with PLWD and families and
therefore may not be as knowledgeable about dementia
subtypes or the kinds of challenges that family members
can experience. The FLC shared information they learned
from their meeting with the family, which the team may
not otherwise be aware of.

A lot of the staff would admit they didn’t have a
whole lot of dementia information. So that was what
I was there for, I was to be the expert in providing
that information and support to families specifi-
cally in relation to Alzheimer’s Disease and related
dementias... So staff even told me after meetings
that they had learned from what I said, because they
weren’t aware of some of the things people were going
through” FLC2

Involvement of the FLC in the clinics allowed other
team members to see what the FLC role was and what the
ASOS could offer to PLWD and families, making it more
likely that they would refer non-clinic PLWD to the First
Link program.
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“Someone who's already part of the team would be
more likely to fill out the paperwork [to refer to Alz-
heimer Society]... .because they've met me, we have
that relationship... it opens that door professionally,
and validates the Society’s position and ability to
support our clients” FLC1

Benefits to the Alzheimer Society and First Link Program

of FLC involvement in the memory clinics

A major advantage of the memory clinics is the ability
of FLC to meet the PLWD and family in person versus
making contact on the telephone, which is how the first
contact occurs for direct and self-referrals to the Alzhei-
mer Society. The in-person contact enables FLC to better
understand the family’s experiences and provide emo-
tional support.

“I think just that face. Like, putting a face to it... a lot
of communication being so nonverbal, I think that
being there talking with them, doing a touch—you
know, a touch on the knee or a touch on the shoulder,
handing them a Kleenex... just being able to support
that person in person means a lot” FLC1

The involvement of FLC in the clinics opens doors
professionally by fostering relationships with other team
members, so that FLC are more comfortable contacting
team members about clinic patients if new needs emerge
during FLC follow-up appointments. Another benefit of
FLC involvement is learning about the PLWD and family
from other team members, most of whom are local and
know the PLWD and family.

“In the memory clinic I find it’s a little bit easier,
because I might have heard the doctor say some-
thing, and I can pull from other people’s assessments.
You know, when we're in a small town like [XXX]
these people... know the clients, from like forever!...
with most of my direct referrals or self-referrals,
they’re coming in blank to me. Like I don’t know who
they are, so I can’t pull any of that extra stuff out,
like it’s harder” FLC1

The sharing of knowledge among team members
exposed the FLC to perspectives and roles of different
disciplines in relation to dementia care and resulted in
mutual learning. The FLC found it rewarding working as
part of the team and feeling they are making a difference
for PLWD and families. All described the shared learning
and teamwork as a very positive experience and valuable
for everyone.

“I really wish all our FLC could have this experi-
ence... there’s so much value in these memory clin-
ics, in being part of the memory clinic, and then the
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shared knowledge that we get, working with, you
know, the physiotherapist, and OT, and the doctor”
FLC3

The FLC felt accepted and respected as part of the team
from the outset. Being involved in the clinic raised aware-
ness of the ASOS and FLC contributions to dementia
care, and confirmed and elevated the importance of their
role. They appreciated how committed all team members
were to the common goal of better care for PLWD and
families in rural settings.

“I think it really validates the Alzheimer Society’s
place in the memory clinic. ‘Cause I'm the only
unregistered person... the only one who is outside
the health care system as well... I think it really ups
our... like, position. So I feel really honored that I get
to be there, that my voice is heard and my sugges-
tions are validated” FLC1

Finally, being in the rural communities for the clin-
ics was an opportunity for FLC to do outreach and to
increase exposure of the Alzheimer Society, by visiting
hospitals, health centres, and physician offices to drop off
Society brochures and resources.

Benefits and challenges associated with FLC involvement

in the rural memory clinics

FLC viewed the rural location of the memory clinics as
a benefit to patients and families, who no longer had
to travel to urban centres for assessment. A challenge
for the FLC was the limited number of post-diagnostic
resources and supports in rural communities for them to
make referrals to. Also, not everyone was ready to accept
support.

“If anybody understands rural... there’s not a lot of
support... there's not a lot of anything out in these
rural communities. [Clinic community] is in the
middle of nowhere, it's two hours away from eve-
rything basically... people would have to drive to
[city] to the [urban] memory clinic to get assessed,
and wait however long they had to wait. So there
was huge benefits to bringing it to the people in these
rural communities” FLC2

The FLC often had to travel long distances to the clin-
ics and were sometimes unable to attend in person due
to winter driving conditions. During the COVID-19 pan-
demic the FLC could only attend virtually, which lim-
ited their ability to engage with patients and families.
Although the Alzheimer Society adapted many of their
education and support programs to virtual delivery, not
everyone had on-line access.

“Like with Covid, we've changed how we’re rolling...
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I'll do it remotely, my portion, I'll be a face on the
screen. And I'm happy to do that [but] I think it will
take away a little bit from the experience, just those
subtle nuances when you're together in a room and
you can feel someone’s body language” FLC1

Primary health care team member interviews

Six team members participated in interviews exploring
their perceptions of the FLC role in the rural memory
clinics. All participants were female, which is representa-
tive of the teams as across the five clinics only two active
team members were male at the time of the interviews.
Interviews ranged from 5.7 to 16.4 min (M =10.3). Three
key themes were identified: (1) Perceived benefits to
patients and families of FLC involvement, (2) Benefits to
the memory clinic and team members of FLC involve-
ment, (3) Impact of rural location on FLC coordinator
involvement. Quotes from team members are numbered
by the order in which the interviews were conducted
(e.g., TM1, TM2).

Perceived benefits to patients and families of FLC
involvement in the rural memory clinics

All participants noted the key role of the FLC in provid-
ing education and resources to PLWD and families about
the different types of dementia, the Alzheimer Society
programs and services available to them, and other com-
munity services that may be useful. The emotional sup-
port provided by the FLC was also identified as a unique
role on the team.

“You especially see that [impact] with the family
who’s struggling as a caregiver; struggling with their
own emotions around it. The FLC is a huge resource
for them in realizing what they’re going through and
just being present for them; giving them that sense
of belonging that there’s no shame in what they are
going through or what they’re going through is nor-
mal.... I can’t say enough good things” TM6

The FLC role is focused on the caregiver and their
concerns, whereas other team members are involved in
assessment of the PLWD. Team members emphasized
that without FLC involvement, caregiver needs would
not be taken into account in the same way.

“They have the time to talk and listen to the family
and hopefully make sure all the family’s concerns
are being heard. And they can also provide resources
to the family for how best to help the person with
dementia. And they have lots of resources for car-
egivers, care of themselves” TM3

“[The biggest benefit is] the relationship and the
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engagement with the Alzheimer’s Society and their
ability to have a connection—the patient’s ability to
have connection to support” TM6.

Being in person at the clinic makes the FLC role more
effective because they are able to establish a relationship
with the caregiver, compared to self or direct referrals
where contact is by telephone.

“It’s nice to have a face attached to an organization.
It’s one thing for us to make a referral to First Link,
to the Alzheimer’s Society, but its a whole other
thing if there’s an actual face that’s sitting around
the room.... it becomes more personalized and... a
little bit less scary for them.” TM4

“We can do assessments, we can do treatment
plans, but the supportive resources, the emotional
resources, the social support, the education ses-
sions.... the FLC is the direct connection to that. We
could give out that information... but you don’t get
the same engagement... the same buy-in when peo-
ple are able to see the face and know the person on
the other end that they're talking to” TM6

At the clinics the FLC meets with the caregiver dur-
ing their initial assessment, whereas with other types of
referrals there is a delay in connecting with the FLC.

“I find when they’re here [in person] patients get bet-
ter access to them versus when we refer them, there’s
just more lag, they're not as open with them [when
direct referred]. So I find they really do create that
relationship to help them feel more supported” TM5

The FLC provide regular follow-up after the initial
clinic day assessment. The ongoing connection is impor-
tant as needs can change over time.

“One of the gaps they fill is they provide a lot of
follow-up for the family, after. Even after the clinic
they’ll phone and touch base with the family, and
then they continually do that” TM3

“It can be helpful if there's been a diagnosis made....
it allows the individual, as well as the family, to
know that there are ongoing supports and resources
outside of that clinic. I think it can often give the
family a sense of reassurance” TM4

Benefits to the memory clinic and team members of FLC
involvement

The involvement of the FLC benefitted other team
members by allowing them to focus on their unique
roles, knowing that the FLC are there to support the
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caregivers, learning about their concerns and how they
are managing. The FLC then bring this knowledge to
the closing team case conference where recommenda-
tions are discussed, giving team members a fuller pic-
ture of family functioning and needs.

“They kind of get [the family’s] perspective of how
things are going, which is really helpful, because...
then when we have our team meeting, they’re able
to bring forward any concerns that maybe other
team members didn’t pick up on. And then they are
a huge resource for the team in terms of resources
and education... They often have lots of good ideas
of what's available in the community for different
programs.” TM3

Another benefit of the FLC participation is greater
visibility of the FLC role and increased awareness of
the Alzheimer Society’s services and their value. Team
members reported that because of their exposure to
FLC in the clinic they now refer non-clinic patients to
the First Link program.

“[1 am] just definitely more aware of what’s avail-
able. And I know why it’s beneficial as well... I
can really see the value of it, I guess, now that I
see their interaction with families and what they
bring” TM3

The FLC were a resource to the team, bringing infor-
mation about Alzheimer Society services such as edu-
cation programs and support groups that other team
members may not be aware of. Driving issues were
common and team members appreciated FLCs’ sug-
gestions and resources in managing this difficult topic.
Caregivers sometimes felt overwhelmed, and the FLC
was helpful in sorting out what to focus on.

“Yes, absolutely [a benefit to the team] because we
don’t know the scope and we don’t offer those same
services. In order to make it really team-based
and holistic, the FLC are coming in with more of
the emotional support, the education tools, and
the gaps, the things that the [health region] doesn’t
provide” TM6

Knowledge about dementia subtypes and their man-
agement was another important contribution of the
FLC that benefited other team members with less expe-
rience in working with PLWD and caregivers.

“«

ust bringing that... specialty knowledge about
our dementias and different ways they’ll present,
and also looking at ways we can support patients
and their families [that] we don’t think of, like out-
side community resources for them.” TM4
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Impact of rural location on FLC involvement

It was noted that the FLC role is even more important
in rural settings compared to urban locations that have
more supports and services. Small centres do not have
the capacity to offer local education and support groups,
which the Alzheimer Society delivers virtually.

“Just the fact that they have a lot of virtual resources,
they have a lot of online learning sessions.... So we
don’t have to have the person right in our commu-
nity and every small community... education and
support groups and all that kind of stuff. I think
they’re well-suited to providing support in a rural
location” TM3

“I feel there’s probably more benefit with the rural
.. when theyre more isolated and there’s less
resources—the Alzheimer’s Society definitely fills
that gap with their FLC in a much more valuable
way than, say, someone in [larger centre] who would
have access to counseling ... mental health. Those
rural areas don’t have that. This might be the only
support those families and caregivers have” TM6

When asked about the FLC role in rural clinics, team
members commented on the value of having the FLC in
person, describing their experiences during the COVID-
19 pandemic when FLC were unable to travel. Although
they participated virtually, team members observed that
it was difficult to create the same connection with the
FLC.

“I think it’s a really good thing to have [in rural]...
it'll allow for more continuity with the family to fol-
low through with those supports, reaching out, just
having that personal connection” TM4

One team member stated that some family members
are deterred from engaging with the FLC when they
learn the FLC is associated with the Alzheimer Society.
She observed that this occurred more often in situations
where a specific diagnosis had not yet been made, a non-
Alzheimer diagnosis was given, or when the caregiver
may not be ready to accept a diagnosis of Alzheimer Dis-
ease. This participant also commented that community
size can influence the FLC role, with more openness to
engaging with the FLC in larger centres. She speculated
that perhaps rural people are more wary of people they
do not know. Her experience was that in smaller centres
people often know the homecare nurses and are more
likely to accept help from them.

“[Clinic location] is city enough that there’s not as
much personal connections with the patients. So
they’re kind of more willing to go with the outside
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resource. But [another clinic location], because it’s
small, and if they don’t know you they don’t want to
talk to you” TM2

Alzheimer Society First Link Client Database

The last component of this study was analysis of the Alz-
heimer Society of Saskatchewan’s First Link Client data-
base. A total of 139 clients had contact with Alzheimer
Society FLCs between Dec 2017 and September 2022 (47
rural memory clinic, 34 self-referred, 58 direct-referred)
(Table 3). Client relationship to the PLWD was self (16%),
spouse/partner (41)%), adult child (3%), and other fam-
ily or friend (8%). Females represented 44% of the sample
(61/139) although sex data were missing for 44 clients.
There were no significant differences in proportions of
females and males across the three groups (p=0.313,
44 missing). Mean client age at referral was 69 years (99
missing); mean age of PLWD at referral was 80 years (70
missing).

Pairwise comparisons between groups are shown at
the bottom of Table 3. Client relationship to the PLWD
differed between memory clinic and direct referrals
(p=0.020) with the PLWD being identified as the cli-
ent more often than with direct referrals. The duration
of contact 1 was significantly longer for memory clinic
clients (p<0.001) with 76.6% having a 3—-4 h contact
with the FLC. The FLC have a scheduled 1-hour meet-
ing with caregivers, participate in initial and final case
conferences, and are present throughout the half-day
appointment. For self- and direct-referred clients, the
duration was more evenly split between 15 and 30 min
contacts and 45-90 min contacts. In terms of method
of contact, most memory clinic contacts were in-person
(85.1%), whereas the majority of self-referred (87.5%) and
direct-referred clients (94.3%) were by telephone/other
(p<0.001).

There was a significant difference in number of days
between referral to the First Link program and contact
1 (p<0.001) with memory clinic clients being contacted
sooner than direct-referred clients (p <0.001). The num-
ber of days between contact 1 and contact 2 was sig-
nificantly different, with a longer time between contacts
for memory clinic compared to direct-referred clients
(p=0.004). The number of completed contacts differed
significantly across groups (p=0.029); memory clinic
clients had more completed contacts than both self
(p=0.012) and direct-referred clients (p=0.049). Across
the groups there were significant differences in the num-
ber of topics discussed at contact 1 (p=0.046); more
topics were discussed with memory clinic clients com-
pared to self (p=0.035) and direct referrals (p=0.033).
There were no differences between groups on number of
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Table 3 Descriptive characteristics and differences in contact numbers, duration, method, number of topics discussed, and number of
services recommended for rural memory clinic (RMC), self, and direct-referred First Link clients

Variables Total Rural Self-referred Direct referred p value
N=139  Memory N=34 N=58
Clinic (RMC)
N=47

Sex® (n=95)

Female 61 (64.2) 21 (56.8) 21 (75.0) 19 (63.3) 0313

Male 34(358) 16(43.2) 7 (25.0) 11(36.7)
Relationship to person with dementia® (n=135)

Person with dementia 22 (16.3) 14 (30.4) 3(9.1) 5(8.9) 0.027

Spouse/partner 55 (40.7) 15 (32.6) 12 (36.4) 28 (50.0)

Child 47 (34.8) 13(283) 13 (39.4) 21 (37.5)

Other 118.1) 4(87) 5(15.2) 2(36)
Duration of Contact 1€ (n=131)

15-30 min 50(38.2) 3(64) 15 (46.9) 32(61.5) <0.001

45-90 min 45 (34.4) 8(17.0) 17 (53.1) 20 (38.5)

3-4h 36 (27.5) 36 (76.6) 0 0
Method of Contact 19 (n=132)

In person 47 (35.6) 40 (85.1) 4(12.5) 3(5.7) <0.001

Phone or other 85 (64.4) 7(14.9) 28 (87.5) 50(94.3)
Days between referral to ASOS and Contact 1€ (n=130) 58+13.0 13+33 6.1+179 93+136 <0.001
Days between Contact 1 and Contact 21 (n=125) 45.0+49.8 472+365 54.7+56.0 37.5+558 0.012
Total number of contacts? (n=139) 80+56 92+51 69+6.1 77+56 0.046
Number of completed contacts” (n=139) 44432 52427 38+37 42+33 0.029
Number of topics discussed at first completed contact' (n=131) 95+6.2 115+68 83+65 84+5.1 0.046
Number of recommended ASOS services at first completed contact (n=131) 24+20 25418 22420 24422 0.608
Number of recommended community services at first contact (n=131) 05408 06+10 03+06 04+0.7 0.150

For categorical variables, n (%) is shown; comparisons across all groups and between each pair of groups were conducted with Pearson’s Chi-squared test or Fisher’s
Exact test. For continuous variables, mean +SD is shown; comparisons across all groups and pairwise comparisons were conducted with the Kruskal-Wallis test

@ RMC v Self (p=0.128); RMC v Direct (p=0.585); Self v Direct (p=0.337)
b RMC v Self (p=0.134); RMC v Direct (p =0.020); Self v Direct (p=0.220)
€RMC v Self (p <0.001); RMC v Direct (p <0.001); Self v Direct (p=0.189)
4 RMC v Self (p <0.001); RMC v Direct (p <0.001); Self v Direct (p=0.417)
€ RMC v Self (p=0.459); RMC v Direct (p < 0.001); Self v Direct (p <0.001)
f RMC v Self (p=0.576); RMC v Direct (p=0.004); Self v Direct (p=0.052)
9 RMC v Self (p=0.014); RMC v Direct (p=0.118); Self v Direct (p=0.258)
"RMC v Self (p=0.012); RMC v Direct (p=0.049); Self v Direct (p=0.402)
"RMC v Self (p=0.035); RMC v Direct (p=0.033); Self v Direct (p=0.807)

Alzheimer Society or community services recommended
at contact 1.

Discussion

This study examined the role of care navigators (Alzhei-
mer Society First Link Coordinators) in rural-based pri-
mary care memory clinics, from the perspective of team
members and FLC. The study used a mixed qualitative
and quantitative design to highlight the contributions of
care navigators embedded within interprofessional mem-
ory clinic teams, with a focus on rural settings. There was
overlap in key themes across the team member and FLC

interviews on the perceived benefits of the FLC role for
PLWD and family, and for the team members. The cen-
tral finding was the essential role of FLC in the memory
clinics; while other team members’ assessments were
concentrated on the PLWD, the FLC was the only team
member primarily focused on the caregivers and family.
The FLC role as characterized by study participants
is more than navigation to services. Both the FLC and
memory clinic team members spoke about the emo-
tional and psychological support the FLC provide, ena-
bling caregivers to talk about their experiences and
concerns in a non-judgemental atmosphere. FLC also
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provide information on specific dementia subtypes, what
to expect in the future, what programs and services are
available and how to connect with them, and suggestions
for managing memory-related and behavioral symptoms
of the PLWD. These findings are consistent with earlier
studies describing the importance of initial and ongoing
psychological support, education, information, and con-
nection to dementia support services [48, 49], especially
in rural settings [3, 5, 25, 50—52] and represent key activi-
ties that the dementia care navigator role can be targeted
to as a member of an interprofessional team.

Another key finding was their views on the importance
of the FLC’s face-to-face contact with PLWD, caregivers,
and team members. Team members and FLC empha-
sized how being in person in the clinic helped to develop
a relationship between the caregiver and FLC, which
made the experience more personalized, reassuring, and
supportive for caregivers, resulting in more engagement.
The relationship established at the initial assessment also
facilitated future FLC contacts, increasing the probability
of a long-term connection with the FLC. A related ben-
efit of in-person presence was the ability of FLC to learn
more about the PLWD and caregiver from other team
members, which helped in tailoring the care plan devel-
oped at the final team case conference. Care coordination
and building the client-navigator relationship have been
described as the defining characteristics of patient navi-
gation [27]. The benefits of having the FLC embedded in
the team highlight the advantages of this approach com-
pared to stand-alone navigation models.

Findings from the FLC and team interviews regard-
ing the benefits of having a FLC as a core team member
and attending in-person, were supported by analysis of
the Alzheimer Society First Link database. Compared to
self- and direct-referrals, in which FLC contacts are con-
ducted by telephone, those seen in the clinics were con-
tacted by a FLC sooner after referral, had contacts that
were longer in duration, had more completed contacts,
and had more topics discussed with FLC. The longer time
between initial and second contact for memory clinic
clients may be due to the longer time spent with clients
on clinic day and face-to-face interactions that facilitate
more in-depth conversations compared to telephone,
making the need for a second contact less urgent.

A review of facilitators and barriers to implementation
of patient navigator programs found that using referral
from physicians to obtain clients could cause recruitment
difficulties [27]. Connection with the First Link program
can be made directly by PLWD and caregivers (self-
referral), but health professionals are encouraged to refer
at diagnosis, with permission of the PLWD or caregiver
(direct referral). A challenge with the latter approach has
been low rates of referral, leading to efforts to promote
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the program with primary care physicians [37]. Find-
ings from the current study suggest that presence of the
FLC in the memory clinics supports the earliest possible
connection with the First Link program because of the
immediate contact in the clinic, bypassing the need for
referral. Early education and connection to supports can
delay institutionalization and reduce caregiver distress
[3, 37, 52]. Other barriers to delivering navigation pro-
grams [27] were difficulties connecting with patients’ pri-
mary care providers and partnering organizations, both
of which were ameliorated by inclusion of the FLC in the
rural clinic teams. Collaboration with key stakeholders by
embedding local Alzheimer Society representatives into
memory clinics was identified in the review as an imple-
mentation facilitator.

Earlier studies have identified essential aspects of sup-
port worker roles such as FLC that have shown a posi-
tive impact on caregiver burden and quality of life. These
include face-to-face contact, initial and ongoing follow-
up throughout the course of dementia, individualized
education and support based on needs, participation in
multi-disciplinary teams, and inter-professional collabo-
rations with a shared approach to care [52]. The presence
of a consistent key contact person has been suggested as
a strategy to overcome barriers to service use [10, 48],
with early contact to provide time to establish a “bond
of trust” and understanding of needs [19]. Rural-based
studies have identified that a single point of access for
information and referral, and a presence in local commu-
nities, were important [3, 52]. Including the navigator in
the rural memory clinic team is one strategy for ensuring
this point of access for PLWD and families at the initial
assessment, and facilitating early and ongoing follow-up
with the FLC.

The FLC involvement in the clinic benefited team
members by allowing them to focus on their roles know-
ing that caregivers were being supported, and by learning
about available community and Alzheimer Society ser-
vices. Rural family physicians recognize caregivers’ need
for education and emotional support and see this as part
of their role [21, 53] but like many primary care physi-
cians they lack the resources and time needed to provide
ongoing care management and support [22, 24]. Heintz
et al. [22] assert that within collaborative care teams,
dementia care managers, which share many facets of
the FLC role, can ensure that PLWD and caregivers have
access to the information and support needed to obtain
services, while also improving primary care providers’
work lives and sense of competence. Including an Alzhei-
mer Society representative in memory clinics has been
found to reduce burden and stress of team members,
who were relieved knowing that education, information,
and navigation support were being provided [54].
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Both FLC and team members noted challenges associ-
ated with the rural location of the clinics, including fewer
services for FLC to refer to and travel required for FLC to
participate. The limited service options in rural commu-
nities was seen as making the FLC role in the clinics even
more important than in larger centres, as they provide
an ongoing contact and support in the absence of other
resources. Other studies have reported on the reduced
availability of dementia services in rural settings [7, 20,
25, 27] and the need for better care coordination to help
caregivers feel comfortable using services [5, 50]. For
FLC, benefits of participation in the rural clinics included
the credibility associated with being a community “out-
sider”, improved understanding of local supports, learn-
ing from team members who know clients well, and
raising team members’ awareness of the FLC role and
Alzheimer Society services.

The practice-oriented service model [5] outlines three
types of information that caregivers require to use a sup-
port service: believing there is a need, knowing a service
is available; and knowing how to obtain it. The current
study identified that FLC provide all of these types of
information. Recommendations from a review of rural
dementia education and service availability [3] included
having a point of entry to service use, inter-organiza-
tional collaboration, education, and development of per-
son-centred services tailored to individual preferences
and needs. Results of the current study indicate that
these strategies to counter barriers to service accessibil-
ity and use are addressed by having FLC as integral mem-
bers of rural memory clinics. Our findings are consistent
with the recommendation that improving access to ser-
vices requires dementia care navigators to be well inte-
grated into health and social care systems [28].

Strengths and limitations

This study has potential limitations. It was conducted
with a small number of memory clinic teams within one
geographic area of the province where the clinics are cur-
rently located. Additionally, it is possible that team mem-
bers with more positive views of the FLC role may have
been more likely to participate in the study. The inclusion
of both FLC and team member perspectives, as well as
analysis of Alzheimer Society data comparing three types
of referrals, is a strength. The consensus between FLC
and team members on the perceived benefits of FLC par-
ticipation reinforces the credibility of these findings. Sex
and gender analyses were not possible because all partici-
pating FLC and team members were female. This should
be a focus for future research, as no existing studies were
found on this topic. Across all five clinics included in the
study, team members were overwhelmingly female. It is
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unclear how study results might be different if healthcare
providers on the clinic teams were male. The Alzheimer
Society database had considerable missing data for age of
the client and PLWD, and client sex. However, since April
2023 the Society is regularly collecting data on age, sex,
gender, ethnicity, race, and languages spoken and read for
those accessing their services, which will facilitate future
research on understanding the needs of diverse commu-
nities. The absence of involvement of PLWD and caregiv-
ers is a limitation. At the time of this study we had several
studies ongoing (PLWD and caregiver experiences with
the RaDAR memory clinics, support and service needs
before and after initial assessment, quality of life), and we
were concerned about burdening them with additional
data collection. Future research should explore percep-
tions of PLWD and caregivers attending the clinics spe-
cifically regarding FLC involvement.

Conclusions

Alzheimer Disease International has called for a greater
role for primary care in dementia that includes sup-
port and care coordination beginning at diagnosis and
sustained over time [9] and for post-diagnostic support
that is more effective, equitable, and accessible wher-
ever people live [10]. The importance of primary care
for dementia is especially critical in rural areas with few
specialists and other resources. Embedding the FLC in
the clinics helps to addresses the key needs identified
by rural caregivers of PLWD for navigation support,
reducing the challenges of travel to access services, and
addressing the lack of dementia-specific services and
expertise in rural settings. The current study shows
that the inclusion of a navigator role in rural primary
health care memory clinics can address these recom-
mendations, is feasible, and has the potential to benefit
PLWD, caregivers, and other team members.
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