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Abstract

Background: Dementia Care Navigators (DCNs) are professionals without clinical
training, who provide individualised emotional and practical support to people living
with dementia, working alongside clinical services. Navigator services have been
implemented but the service offered vary without a consistent overview provided.
The aim of this narrative systematic review was to describe and compare existing
service formats, and to synthesise evidence regarding their implementation and
impacts.

Methods: The review was registered on PROSPERO [CRD42021292518]. Three
electronic databases were searched and included studies reported on a DCN ser-
vice, defined as a service in which non-clinically trained workers provide person-
alised advice and support to people with dementia and/or carers in the community.
Two independent reviewers screened abstracts and titles and read through full
papers for inclusion. Risk of bias was assessed using the Standard Quality Assess-
ment QualSyst.

Results: We included 14 papers reporting on six studies. All services were US-based
and only varied by integration and training provided. Studies reported different
degrees of impact on service utilisation and on symptoms and mental well-being of
people with dementia and their carers, with too little evidence to draw substantial/
meaningful conclusions and studies employing different outcome measures. One
study evidenced greater impacts on people with more advanced dementia
compared to earlier stages.

Conclusions: DCN services have the potential to effectively provide non-clinical
support to people with dementia and carers from the point of diagnosis. Further
research from countries other than the USA, focusing on the impact on social care
and social support service access and utilisation, and utilising similar established

outcome measures are required.
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Key points

1 | INTRODUCTION

Across the globe, 55 million people are living with dementia, with
numbers constantly rising.? Whilst receiving a diagnosis can be full of
obstacles,? there are many barriers to living well with dementia and
living well caring for someone with the condition.

Post-diagnostic support includes sign-posting to care services,
and/or day care centres, respite care, peer-support groups, social ac-
tivities, paid home care, as well as befrienders. Accessing these ser-
vices helps in maintaining a good quality of life and remaining
independent for longer.> Many people with dementia and unpaid
carers do not receive the care they need however, and face different
barriers in accessing and utilising care.*® These inequalities are
underpinned by geographical location, socio-economic deprivation,
ethnicity, gender, and education. Living in rural areas can often entail
reduced service availability or lack of adequate transport to services’;
and services may not be suitable to people from minority ethnic
backgrounds.* Some services may not be subsidised, which may hinder
people from lower socio-economic backgrounds from accessing these.
There are additional barriers faced by those living alone, without a
carer helping with identifying and reaching services, as well as facing
the new digital format of many support services.8? Even if people with
dementia and carers would have the suitable means and lived nearby,
they may struggle accessing services due to lack of awareness.®

Care navigation is one way in which people with dementia and
unpaid carers can be linked up with suitable care and support in their
locality. Dementia Care Navigators are non-clinical staff working
either within a clinical or non-clinical infrastructure providing coor-
dinated person-centred care and support for people living with de-
mentia and unpaid carers from the moment of the dementia diagnosis.
They may provide a single point of contact who is in regular contact
with the person with the condition, and the unpaid carer if available,
and signpost people to suitable care and support services within their
locality. These care and support services may involve both health and
social care services, the latter of which can include paid home care,
respite care, day care centres, and support groups. Specifically, as
outlined in a report by Health Education England,!! the following
sectors are signposted to and linked up with: voluntary sector, com-
munity services, informal support networks, social services, general
practice, and hospitals. It may also be possible for people with de-
mentia and carers to contact the DCN with specific queries.

The role of the DCN can sometimes be integrated within other

roles, all subject to variations in terminology and task differences.

e Evidence on the impact of Dementia Care Navigators (DCNs) is limited but shows promising
benefits for people living with dementia and their carers.

® More research needs to be conducted in countries other than the US, where all evidence
was reported, and with similar outcome measures to allow comparison.

e DCNs are a highly useful professional group without medical training, who can navigate
people living with dementia and their carers to support and provide support themselves.

Case management approaches to dementia care for example, as

2 is similar in that it

evidenced in a Cochrane systematic review,*
takes place in the community, not in long-term care. It focuses on
the planning and co-ordination of care however, which a DCN is
not necessarily involved with—instead, a DCN can provide educa-
tion and navigate people to services. In addition, case managers
can be social workers or nurses for example, and thus can be
clinically qualified, unlike DCNs. The limited evidence reported on
showcased potential benefit of case management for dementia,
although more evidence was required.'? Other existing roles
include Admiral Nurses in the UK, and through their definition
already differ by involving clinically trained nurses. Admiral Nurses
are a named, clinically qualified individual, who provides more in-
depth support, for example, with behavioural symptoms, and have
been found to be very effective in providing nursing-based de-
mentia care.’®

Dementia Care Navigators in England are not available in all
areas, as recent evidence indicates.'*®> Research from the USA
highlights the different aspects of a care navigator role, including
providing emotional support, tailoring education and resources, and
working closely with the clinical team.2®*” To date, there appears to
be little published evidence on DCN services across England, except
one report.*® The report highlighted patient and staff satisfaction and
increased signposting and access to care of the DCN service piloted
in primary care settings in Gateshead and Halton. To date, one sys-
tematic review!? has explored different system navigation pro-
grammes for dementia, albeit focusing solely on outcomes,
specifically admissions to long-term care, and has not provided a
comparison of different service formats and how these may influence
different community-based outcomes (such as everyday functioning,
well-being, and health and social care service utilisation).

Therefore, with a lack of an overview, comparison, and evalua-
tion of existing published DCN services, the aim of this novel mixed-
method systematic review was to explore existing DCN services, to
provide learning for the implementation of DCNs across different
regions and countries.

2 | METHOD

This systematic review has been registered on PROSPERO before
formal searches were undertaken [Ref: CRD42021292518]. We un-
dertook fact-finding discussions with a range of DCN services in
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several countries to define the scope and focus of the review and

associated terms.

2.1 | Population

We defined care navigators as non-clinical staff working either within
a clinical or non-clinical infrastructure providing person-centred care
and support for people living with dementia and unpaid carers from
the moment of the dementia diagnosis. This is a distinct role from case
managers. They may provide a regular single point of contact with the
person living with dementia, and the unpaid carer if available, and
signpost people to suitable care and support services within their lo-
cality. These care and support services may involve both health and
social care services, the latter can include paid home care, respite care,
day care centres, and support groups. Specifically, as outlined in a
report by Health Education England,'! the following sectors are
signposted to and linked up with: voluntary sector, community ser-
vices, informal support networks, social services, General practice, and
hospitals. It may also be possible for people with dementia and carers

to also contact the care navigator when they have specific queries.

2.2 | Inclusion/exclusion criteria

This mixed-method systematic review focused on quantitative and
qualitative studies exploring different DCN service formats and their
implementation reach. We included studies evaluating DCN services,
however they were termed. This was defined as (a) non-clinical staff
(b) providing emotional/practical support for people with dementia
and unpaid carers, (c) with people with dementia and carers able to
contact them directly, and the (d) role including elements of sign-
posting. Studies were included from any country, were published in
English or German, were published since 2000, and were a peer-
reviewed paper. Studies were excluded if the DCN described did
not meet the definition outlined or care navigators worked with
groups other than dementia, were published in languages other than
English or German and before 2000, and were an editorial, letter to
the editor or similar non-primary data and peer-reviewed article.

2.3 | Search criteria
Three databases (Pubmed, Scopus, Web of Science) were searched

using the following syntax: “(dementia) AND ((care navigat*) OR (care

coordinat*))”.

2.4 | Study selection

Once duplicates were removed, two research team members (CG,
AG) screened all abstracts. Where there were discrepancies in

judgement, the abstracts were discussed individually until agreement

was obtained. After abstract screening, both researchers read
through all full text articles of to be included citations. Similarly,

where discrepancies arose, these were resolved in discussion.

2.5 | Data extraction and synthesis

The following data were extracted by one research team member
(CG) into a table: country, study methodology (qualitative, quantita-
tive), DCN service details, frequency of contact and intervention,
population cared for (people with dementia and/or carers), outcomes.
Data were synthesised and grouped into different categories to
enable comparison between the services themselves, and their im-
pacts on service utilisation and the population cared for (including
well-being and behavioural outcomes), and synthesised narratively.
Dementia Care Navigator service components included training,
mode of contact (face-to-face or remote), frequency of contact, and

individual or team-based.

2.6 | Assessment of study bias

We assessed the quality of each included paper. For quantitative and
qualitative studies, we used the QuaISyst,20 which includes 14 items
for quantitative studies, and 10 items for qualitative studies. For
mixed-methods studies, we used the Mixed Methods Appraisal

121 All included studies were assessed by two research team

too
members (HH, CG) independently. Any discrepancies between rat-
ings were discussed jointly, and first- and final-round inter-rater
agreements were calculated. Quality ratings did not influence study
selection, but were used in guiding the discussion of findings and

drawing conclusions.

2.7 | Public and stakeholder involvement

Two unpaid dementia carers have been involved as team members
and helped synthesising the evidence and interpreting them in the
context of their real-life experiences of dementia care.

3 | RESULTS
3.1 | Overview of included studies

Originally, we found 3401 citations (see Figure 1 for PRISMA Flow-
chart). After duplicates were removed, we screened 2109 titles and
abstracts. We screened 42 full texts and included a total of 14 papers
reporting on six DCN services.1”2373> All DCN studies were con-
ducted in states across the USA. Different methodological ap-
proaches were used in the 14 papers, including mixed-method
process evaluation,?’ Randomised Controlled Trial,®%3% matched pair

intervention-control,?® and cost-effectiveness analysis.>”
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. . X X FIGURE 1 PRISMA Flowchart of study
Identification of studies via databases and registers . oo
selection.
ummn
g
= Records identified from: Records removed before
o Databases (n = 3,398) »| screening:
= Hand searches (n=3) Duplicate records removed (n
5 =1,292)
L/
-—/
A4
‘o
Records screened Records excluded
—
(n=2,109) (n =2,053)
\4
Reports sought for retrieval Reports not retrieved
2 (n = 56) ’ (n=14)
s
[
Q
] \4
Reports assessed for eligibility Reports excluded:
(n=42) > Letter, Editorial, Poster (n =
10)
DCN clinically qualified (n =
1)
Not focusing on dementia or
care navigation (n = 6)
— In languages other than
PR \4 English or German (n=1)
2 Studies included in review
S| | (n=6)
S Reports of included studies
= (n=13)
—

Whilst some excluded studies did report on dementia care
management, the care and navigation was provided by a nurse
practitioner (i.e.3¢), and thus a clinically qualified person, as opposed
to a non-clinically trained professional.

Studies reported on the following DCN services (also see Table 1
for more details): the telephone-based Care Ecosystem,”:2832-34 The
Dementia Care Coordination Programme,?? Maximising Indepen-
dence at Home (MIND),22%> and Partners in Dementia Care for
veterans with dementia and their family carers.>> 2% Studies also
reported on a service for those from a Latin American background?®
and care coordinator assistants.>° All service formats were similar in
their approach and only varied to some degrees in terms of how care
was delivered, whether the DCN was integrated into a wider team,
the population group (some focused on ethnic minority dyads only).

Given the large number of papers reporting on the same DCN
service, the following findings refer to a synthesis of each service,

unless different papers reported varied results.

3.2 | Service delivery mode

Dementia Care Navigator services varied between providing in-

29

person support only,“” remote support only via telephone and/or

email/post,” or a mixture.2>3° Whilst Bass et al.2® provided both
remote and in-person support as part of their “Partners in Dementia”
programme for veterans, the service was predominantly provided via
telephone or email, with rare in-person meetings. There were no
details as to whether the MIND DCN service®®> was provided in
person only or has remote components of support as well. Some
studies compared the effects of different types of service delivery.?®

3.3 | Training and roles of the Dementia Care
Navigators

The roles of the DCNs were very similar across the different services,
also because they were part of the inclusion criteria and thus
restricted to services run by non-clinical professionals, who did not
require to have a degree or other professional qualification. Some
studies noted the pre-requirements of DCNs, which were not
academically focused, but concerning their interpersonal skills and/or
experiences of working with people with dementia and unpaid carers.
Dementia Care Navigators on the Care Ecosystem 32 for example,
had to have strong communication skills, whilst Nowaskie et al.%°
outlined their DCNs (or care coordinator assistants) requiring to have

core skills of caring and compassion as well as interpersonal and
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TABLE 1 Characteristics of included studies.

Authors

Bass et al.2%"%°

Bernstein et a
Merrilees
et al?® &
Possin
et al.323 &
Rosa et al.*

|17

Country
USA

USA (California,
Nebraska, lowa)

Date of

Study design intervention DCN system
Matched intervention missing “Partners in

and comparison site dementia”
Qualitative interviews 20/03/ “The care

and focus groups 2015- ecosystem”

(Bernstein); mixed- 28/02/

methods (Merrilees); 2017

RCT3233; cost-
analysis (Rosa)

Team and roles

Care coordinators and
assistants worked
across health care
and community sites.
One half-time care
coordinator and
assistant based at
veteran affairs site,
and one half-time
coordinator and
assistant based at
local Alzheimer's
association site—
both settings
offering slightly
different support
(support with
medical-related
concerns vs. support
with non-medical
concerns). Initial
assessment and
action plan
developed with
veteran with
dementia or dyad
over first 4 weeks,
with each person
with dementia on
average having 7
personal action
steps.23

Care team included:
Navigators,
advanced practice
nurses, a social
worker, a
pharmacist.

Care team navigators
unlicensed (not
medically qualified)
are single point of
contact.

Intervention
frequency and length

12 months

Monthly remote
contacts for up to
1 year

Recipients of care (n) Outcomes

2013: 486 (6-month:
394; 12-month: 324)
carers of veterans
with dementia;

2013: Carer perception
of unmet needs;
carer strains, carer
depression, support
resources:
Improvements
across all measures
after 6 months, more
limited effects after
12 months.

2014: 333 (6-month:
263; 12-month:194)
veterans;

2014: Reduced
relationship strain,
depression and
unmet needs.

2015: 328 veterans 2015: Fewer hospital
admissions and
emergency
department visits in
treatment group
veterans with more
severe cognitive
impairment and
behavioural
symptoms compared
to comparison.

Bernstein: 10
navigators;

Merrilees:

3 case studies, but n
(interviews and
focus groups
missing);

Bernstein: ldentifying
care navigator ap-
proaches to address
carer burden

Merrilees: Improved
self-efficacy but
limited to 3 case

Possin 2017 & 2019: studies;
780 people with de- Possin (2019): Improved
mentia and 780 quality of life,

reduced carer
depression and

carers;

(Continues)
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TABLE 1 (Continued)

Authors Country

Chodosh et al.?®  USA (California)

Nadash et al.2? USA

(Massachusetts)

Study design

Pre-post assessment
(but only analysed
for method of care
delivery variations at
each time point)

Mixed-methods process
evaluation

Date of

intervention DCN system

2007-2009 Dementia care

Jun 2014 to

May
2015

management

“The dementia
care
coordination
programme”

Team and roles

Remote care for carer

Navigators were social

Navigators were two

Intervention
frequency and length Recipients of care (n)

Rosa: 464 people with
support, education, dementia
medications,

advance care

planning, behaviour

symptom

management

12 months: Monthly
contacts in the
first 3 months;
quarterly contacts
thereafter

144 patient-caregiver
workers with dyads
previous experience
in Spanish-speaking

populations.

In-person home/

community visits
plus telephone and
mail versus remote
telephone and mail
only.

Navigators worked with

the caregiver to
prioritise problems,
identify counselling
and educational
needs, and provide
referrals.

14 interviews (9 staff
and administrators,
6 referring health
care providers);

Interviews and two
full-time care surveys
consultants who

provided education,

symptom

management

strategies, advanced

care planning,

emotional support,

and referral to

community services.

Survey 1 to 15 health
care providers;

Survey 2 o 136 unpaid
carers

Outcomes

burden, reduced
emergency depart-
ment visits;

Rosa: Reduced costs per
participant per
month ($75-$92)

Care quality improved
regardless of which
intervention;

Caregiver burden,
behavioural prob-
lems, retention, and
health care uti-
lisation did not differ
between interven-
tion arms with in-
person arm costing
more.

High stakeholder
satisfaction

J
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TABLE 1 (Continued)

Authors Country
Cottingham USA

et al.?’;

Nowaskie

et al.*®

Samus et al.%%;
Wilink et al.®®

USA (Maryland)

Study design

Case reports

Pre-post assessments

Date of

intervention DCN system

Missing

Enrolment
between
Mar
2015
and Oct
2016

Care coordination
assistants

“Maximising
independence
at home
(MIND)”

Team and roles

Care coordinator
assistants supervised
by a registered nurse
and social worker;

Person-centred
approach with home
visits and telephone
consultations;

Need to have core
empathy, caring, and
compassion skills;

Trained, non-clinical
community workers
with excellent
communication and
interpersonal skills,
supported by
multidisciplinary
team (nurses,
physicians including
geriatric
psychiatrists,
occupational
therapists);

Traditional care
management process
(comprehensive
assessment,
individualised care
planning, care plan
implementation,
monitoring impact,
reassessment and
revisiting care plan)
for 13 broad care
needs plus education,
skills coaching,
emotional support.

At least one contact per
month.

frequency and length Recipients of care (n)

No maximum length  People with dementia

342 people with

Outcomes

Study outcome: DCN job
and unpaid carers, satisfaction
with study focusing

on 119 quarterly

case reports

provided by 16

navigators.

Slower growth in inpa-
dementia and carers tient and nursing
(medicare-medicaid home placement
dual beneficiaries vs. 5-year medicaid savings
medicare-only from MIND
beneficiaries) estimated at $7052
per person, a 1.12-
fold return on
investment
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analytical skills. In Chodosh et al.’s?® service, DCNs needed to be
bilingual in English and Spanish, as the service was particularly tar-
geted at people with dementia and carers from a Latin American
background.

All services provided special training to the DCNs, including el-
ements of communication skills, dementia care, and general skill
building. Most services provided ongoing training and supervision,
with some services providing weekly case study discussions (i.e., Care
ecosystem;>?) and supervision by nurses and social workers (i.e.%°). In
some services, DCNs were integrated into multi-disciplinary teams,
so that complex issues could be discussed and fed back to the service
users. 3235

As part of their role, DCNs met regularly with people with de-
mentia and their carers to support them accessing services and
provide general dementia education. The MIND in Dementia (MIND)
service for example, provided four core elements®>: needs assess-
ment and care plan development, dementia education and skill
building strategies, coordination, referral to services, care moni-
toring. The DCN roles of the Partners in Dementia service for vet-
erans?®-2% were split between one DCN providing medical advice,
such as with medication, and one DCN providing non-medical advice
to access services and deal with dementia symptoms. Some services
reported on conducting initial needs assessments, which were

revisited half-way through or at the end.2¢%°

3.4 | Impact of care navigators on service access

Reports on the effects of DCN services on service access (including
both health and social care) were primarily focusing on health care
utilisation (five studies), with a more limited focus on some types of
social support services. The veteran-specific service, Partners in

3 showed decreases in hospital admissions and

Dementia Care,?
emergency department visits among those veterans with greater
cognitive symptoms at 6 months (more advanced dementia), and
those with more behavioural symptoms at baseline and 6 months.
However, no significant association was reported. By contrast, Possin
et al.®® utilised a randomised control trial approach and showed
significant reductions in emergency department visits for people with
dementia who had accessed the DCN service, compared to those
receiving usual care.

Chodosh et al.?® evidenced no difference in impact of their ser-
vice for Latin American people with dementia and unpaid carers on
health care utilisation when comparing telephone only versus tele-
phone and in-person care delivery. The authors solely compared
differences at baseline, 6-month, and 12-month follow-ups, neglect-
ing to compare baseline with follow-up data. According to the data
evidenced in their paper, there appear to be reductions in carer
burden over the study period for both methods—however, the au-
thors fail to run suitable statistical tests on this, thus not allowing any
conclusions to be drawn on the efficacy of their service. By contrast,
the MIND DCN service®® noted reduced spending (as noted via

MediCaid) and spending redistributed to in-home services as

opposed to inpatient and institutional long-term care services (first
paper). In addition, the authors also noted a delay in time to transi-

tions from home.3?

3.5 | Impact of care navigators on people with
dementia and unpaid carers

The included DCN services reported impacts on various outcomes,
including quality of life, carer burden, depression, carer self-efficacy,
unmet needs, and financial planning. Five similar DCN services
focused on different impacts on the person living with dementia and
their unpaid carer. Using a qualitative and quantitative approach, the
Care Ecosystem model was explored for its impact on carer out-
comes, including quality of life, carer burden and depression, and
carer self-efficacy.’’?83% DCNs used strategies to reduce carer
burden, by reducing carer guilt and frustration, trying to reduce carer
depression, improving the dyadic relationship, and identifying stra-
tegies to support behaviours in people with dementia.l” In addition,
Merrilees et al.?® reported three different categories of DCN ap-
proaches to address and improve carer self-efficacy: emotional,
informational, and instrumental. These included activities such as
psychosocial support (emotional), providing educational materials to
communicate better with the person with dementia (informational),
and identifying support groups and subsidised application pack for
local nursing home (instrumental). Whilst these three different cat-
egories of approaches were considered beneficial in increasing carer
self-efficacy, findings were based on three case studies, and thus
three dyads of a person with dementia and their carer, only. This
limits the representativeness of the findings, and is in contrast to
their statements in the abstract that they conducted interviews and
focus groups, whilst no sample size is provided. However, Possin
et al.’s®® randomized control trial involving 780 dyads showed sig-
nificant improvements in quality of life and reductions in carer
burden and depression by accessing a remote (telephone or online)
DCN service for 12 months, and provides more rigorous data on the
potential impacts of a DCN service.

Other evaluations of DCN service also showed positive impacts.
The Dementia Care Coordination Programme was linked to reduced
levels of carer burden and better financial planning. The MIND ser-
vice was shown to improve self-reported quality of life, albeit no
significant associations with changes in proxy-rated quality of life,
neuropsychiatric symptoms, or depression.>* When compared with
usual care for veterans, the Partners in Dementia Care programme
reported reduced depression, unmet needs, and relationship strains
after 6 months compared to usual care. However, Bass et al?4
compared the service with other sites as opposed to within sites as
controls, thereby limiting the comparison. Focusing on carer out-
comes, Bass et al.?* reported reduced unmet needs and levels of
depression, as well as two support resources easier accessed as a
result of the DCN service. The authors failed to distinguish between
the types of unmet needs explored (which included understanding

dementia, daily living tasks, accessing veteran affairs and other
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services, legal and financial issues, organising family care, alternative
living arrangements, emotional support, medications), making it un-
clear where the effects where noted. Some of those outcomes
improved for all carers, whereas others only improved for those
caring for someone with severe dementia. No other study has
focused on the severity of dementia, so it is not possible to draw
comparisons between the effects of DCN services based on severity.

Whilst some of those services reported no effects for some
outcomes, or for different levels of dementia severity only, Chodosh

26 intervention for people with dementia and carers from a

et al’s
Latin American Spanish-speaking background was not found to be
effective. Compared to no intervention receipt, no differences were
noted in carer burden or problem behaviour. One service type did not
evaluate the impact of the service on people living with dementia or
their unpaid carers, but focused on job satisfaction and team work*°
instead.

In summary, there is mixed evidence on the effectiveness of DCN
services for people with dementia and their carers, albeit a number of
studies indicating sizeable benefits to the population. Given the
variation in methods, populations, and outcome measures, it was

difficult to compare studies and their reported impacts.

3.6 | Quality assessments

Quality ratings for quantitative (n = 7), qualitative (n = 2) and mixed-
methods studies (n = 3) are shown in Table 2, with inter-rater
agreements (HH, CG) shown in Table 3. Samus et al.®! is a proto-
col paper and was thus not rated. There was full inter-rater agree-
ment for the few items on the mixed-methods studies. Quality
overall was generally evaluated as good, although some quantitative
studies had not included confounding variables in their analysis,
whilst some were missing sufficient detail on study design and clearly
stated aims.

4 | DISCUSSION

This systematic review is the first to compare existing published DCN
services of non-clinically qualified professionals providing care navi-
gation to people with dementia and their carers, and synthesises the
evidence on different outcomes of dementia and service utilisation.
Findings therefore advance a recent review!® which focused solely
on different outcomes and did not provide a framework for how
effective DCN services are structured and run. This review provides
novel insights into the different formats of DCN services, training
requirements, engagement levels and formats that are currently re-
ported on, and the fact that only DCN services in the US are
published.

Despite the abundance of slightly different DCN service types, in
one country alone, there seem to be clear components for each DCN,
in addition to the definition used for study inclusion. Considering that

all service types involved specific training for the DCNs, the

overarching components of the services—including the role, setting,
integration into existing care services, and service delivery
components—could be adapted and modified, alongside the training,
to different country settings. Considering findings from a recent
Clinical Commissioning Group survey in England about care naviga-
tion®” for example, which reported over 75 different titles for care
navigation for adults aged 18+, it is perhaps less surprising that this
review only identified US-based DCN services. Findings by Tierney
et al.®” suggest that there are further ongoing DCN services in En-
gland which have not been reported on in detail to date. Future
research thus needs to evaluate existing DCN services in other
countries outside the US, to allow a full realist evaluation across
countries to assess what works, for whom, and how.

Whilst different DCN services were reported on from various
angles, overall, there was limited evidence on the impact on service
access. Specifically, evidence only showed some reductions in health
care utilisation, including reduced hospital admissions and reduced
healthcare costs, and some spending redistributions to in-home
services compared to institutional long-term care and non-
significant reductions in caregiving services. This limited evidence
on delays to long-term care entry adds to literature on the link be-
tween for example, day care centre use and delays in long-term care
entry.*® However, evidence lacks long-term and adequately powered
studies to provide an understanding of the link between community-
based social care usage and long-term care, whilst the benefits of
community-based social care availability on reduced health care
utilisation has been evidenced.’ Improving service access via DCN
services also requires the DCNs to be well integrated into existing
health and social care systems. This involves the General Practitioner
or other medical professional delivering the dementia diagnosis to
refer the person with dementia and their carer to the DCN service,
and for services themselves to be integrated well to social care and
support to refer to. Future DCN evaluations need to explore the
impact on care utilisation to a greater degree than currently done to
fill this gap in the literature, with early evidence from the USA
providing indications of the potential success of DCNs.

These findings need to be considered in the context of a very
specific healthcare funding system in the USA though, which varies
greatly compared to other countries. The USA experiences growing
inequalities in terms of health care access and usage, and related
outcomes.*® Included studies were not always specific on how the
DCN services were funded and accessed, whilst one study in
particular highlighted access to Medicaid recipients.>*>> Medicaid is
a Government-run, state-dependent support for health coverage for
people in need, including eligible low-income earners, pregnant
women, and older adults. Given the non-universal health coverage in
the USA, some studies will have recruited participants who were able
to afford health coverage and were thus eligible to receive a DCN.
This already biases the representativeness of the sample, as in Ger-
many or England for example, every resident is required to have
health insurance, either via an insurance provider selected them-
selves (Germany) or via a national health service (England). Thus, in

other countries with universal health coverage, every person with
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TABLE 2 Quality ratings for quantitative, qualitative, and mixed-methods studies.

QualSyst—Quantitative studies

Item Wilink Rosa Possin 2019 Chodosh Bass 2013 Bass 2014 Bass 2015
Question/Objective 2 2 2 1 2 1 0
Study design 2 2 2 1 2 2 2
Methods of subject comparison 2 1 2 2 2 2 2
Subject and comparison group characteristics 2 1 2 2 2 2 2
Random allocation 0 2 2 2 2 2 2
Blinding of investigators N/A N/A N/A 2 N/A N/A N/A
Blinding of subjects N/A N/A N/A N/A N/A N/A N/A
Outcomes well defined 2 2 2 2 2 2 2
Sample size appropriate 2 2 1 2 2 2 2
Analytic methods described 2 2 2 2 2 2 2
Estimate variance 2 2 2 2 2 2 2
Controlled for confounding 1 2 2 2 2 0 1
Results reported sufficiently 2 2 2 2 2 2 2
Conclusions supported by results 2 2 2 2 2 2 2
QualSyst—Qualitative studies

Item Bernstein Merrilees
Question/Objective 2 2
Study design 2 2
Context clear 2 2
Connection to theory 2 2
Sampling strategy 1 0
Data collection methods 2 1
Data analysis 2 1
Verification procedures 2 0
Conclusions supported by results 2 1
Reflexivity of account 1 1
Mixed methods appraisal tool - mixed methods studies

Item Nadash Nowaskie Possin 2017
Adequate rationale Yes Yes Yes
Research question Yes Yes Yes
Outputs adequately interpreted Yes Yes Yes
Divergences and inconsistencies addressed Yes Yes Yes
Quality criteria Yes Yes Yes

Note: This table shows the final agreed ratings. Details of inter-rater agreements are provided in Table 3. For the Qual Syst, the following ratings are

used: (2) Yes; (1) Partial; (0) No; (N/A).

dementia would have been eligible to receive a DCN, regardless of

their financial background.

In addition to service access, DCN services also reported various

impacts on people living with dementia and their carers, including

quality of life, carer self-efficacy, reduced unmet needs, and improved

finance management. Whilst these findings are promising, studies
were too varied in their outcome measures and foci to reliably state
that DCNs impact on these areas, with Possin et al’s%3 randomised
controlled trial involving 780 dyads providing the strongest evidence

on the efficacy of (remote) DCN support on quality of life, carer
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TABLE 3 Inter-rater agreements for first and second round of
ratings for quantitative and qualitative papers.

Quantitative papers (n = 7)

Inter-rater agreement Inter-rater agreement

Item round 1 (%) round 2 (%)
1 375 100
2 75 100
3 100 100
4 100 100
5 100 100
6 87.5 100
7 87.5 100
8 87.5 100
9 75 100
10 100 100
11 75 100
12 50 100
13 100 100
14 100 100

Qualitative papers (n = 2)

Item
1 100% 100%
2 100% 100%
3 100% 100%
4 100% 100%
5 50% 100%
6 50% 100%
7 50% 100%
8 100% 100%
9 50% 100%
10 100% 100%

Mixed-methods papers (n = 3)

Item
1 100%
2 100%
3 100%
4 100%
5 100%

depression and burden. The evidence is promising and in line with
existing research showcasing the positive impact of accessing social
support services on the population group.®>>*' DCNs therefore
appear to be beneficial to the lives of people with dementia and their
carers, although more evidence needs to be collected on similar

outcome measures, such as on quality of life, cognitive and everyday

functioning, as well as behavioural symptomatology and mental well-
being, to provide clearer conclusions on the service impacts.

There were some limitations to the review and to the evidence
that need to be considered. The term DCN is predominantly used in
England, albeit no published research exists as this systematic review
shows. Therefore, different role descriptions were used with some of
them meeting the DCN definition, whilst others were excluded as the
professional was clinically trained or provided case management as
opposed to care navigation (i.e.*?). In addition, we searched three
data bases and did not include grey literature.

Considering the included evidence, research only emerged from
the USA, despite known similar programmes in other countries, such
as England and the Netherlands.®> The referred to cross-country
comparison was not part of this review as it did not look at the
effectiveness of a single DCN programme, but instead reported on
how DCNs were perceived to be facilitators to social support ser-
vices in the Netherlands, whilst sporadically provided and accessed in
England. Future research thus needs to evaluate the effects of DCN
services in other countries, with other health care systems, and with
established valid and reliable outcome measures, such as on quality
of life, cognition, everyday functioning, behavioural symptomatology,
and carer well-being and burden, to ensure that the promising albeit
limited findings from the USA are not country-specific and globally
applicable. The lack of similar outcome measures across the studies
was a notable limitation in drawing strong conclusions as to the ef-
ficacy of DCN services. Moreover, there was little evidence on the
impact on social care and social support service utilisation, which is
one of the key foci of the DCN role.

5 | CONCLUSIONS

There is limited published evidence into the existence and impacts of
DCNs on the lives of people with dementia and their carers, including
access to dementia-related health and social care. Current evidence
is restricted to the USA and provides some mixed, albeit promising,
evidence into the positive impacts on people affected by dementia,
including improved quality of life, reduced carer burden, and reduced
emergency department visits and delayed long-term care entry.
Dementia Care Navigators therefore could provide a potentially
cost-effective, non-clinically trained, avenue to improving the lives of
people with dementia and their carers, and improve access to care.
Dementia Care Navigators have the potential to address the severe
inequalities in access to post-diagnostic care, as outlined in recent
national from the UK Alzheimer's Society*® and international reports
from Alzheimer's Disease International,’ and in times of a cost of
living crisis and reduced social care funding for the most vulnerable in

our Societies, can provide a valuable solution to tackling inequalities.
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