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Abstract

Background One way of standardizing practice and improving patient safety is by introducing clinical care
pathways; however, such pathways are typically geared towards assisting clinicians and healthcare organizations
with evidence-based practice. Many dementia care pathways exist with no agreed-upon version of a care pathway
and with little data on experiences about their use or outcomes. The objectives of the review were: (1) to identify
the dementia care pathway's purpose, methods used to deploy the pathway, and expected user types; (2) to identify
the care pathway’s core components, expected outcomes, and implications for persons with dementia and their
care partners; and (3) determine the extent of involvement by persons with dementia and/or their care partners in
developing, implementing, and evaluating the care pathways.

Methods We systematically searched six literature databases for published literature in the English language in
September 2023 utilizing Arskey and O'Malley’s scoping review framework.

Results The findings from the dementia care pathways (n=13) demonstrated assistance in dementia diagnostic and
management practices for clinicians and offered structured care processes in clinical settings. For this reason, these
pathways emphasized assessment and interventional post-diagnostic support, with less emphasis on community-
based integrated dementia care.

Conclusion Future dementia care pathway development can seek the involvement of persons with dementia and
care partners in designing, implementing and evaluating such pathways, ensuring that outcome measures properly
reflect the impact on persons with lived dementia experience and their care partners.
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Background

Presently, more than 55 million people are living with
dementia worldwide, with an incidence of 10 million new
cases annually [1]. With no cure for dementia, those liv-
ing with the condition and their care partners require
and rely on pharmacological and non-pharmacological
interventions, support and resources [2]. Advocates of
post-diagnostic support have called on service delivery
models that are “one-stop-shop” in nature, consisting of
education, case management, legal services, allied health,
and culturally appropriate health care [3]. People with
dementia and their care partners also seek opportunities
to engage in meaningful research [4] and look to clear
communication with primary care physicians [5]. As
such, an accurate diagnosis facilitates an entry point to
treatment and intervention and for families planning and
preparing for the future [6]. However, barriers to demen-
tia-related education and support services exist, and they
include low knowledge of services, lack of resources (e.g.,
transportation, financial), values and beliefs, and stigma
[7, 8]. Existing research describes system navigation of
the formal care systems by care partners as burdensome
given the lack of clear and transparent information and
resources, fragmentation and an absence of coordination,
and unresponsive services to family needs and circum-
stances [9]. The burden of navigational work manifests
in excessive time and energy needed to engage in system
navigation and the emotional toll (e.g., confusion, frus-
tration, feeling overwhelmed) placed on individuals and
family care partners [10]. For dementia care partners, the
disease progression triggers specific care partner support
needs corresponding to phases of the caregiving trajec-
tory [11].

One way of standardizing practice and improving
patient safety is by introducing clinical care pathways
[12]. Clinical pathways are structured, multidisciplinary
care plans meant to support the implementation of pro-
tocols and clinical management of a defined patient
population [13] for a well-defined period [14]. Research
suggests that clinical care pathways, when implemented
in hospital settings, may be associated with improved
quality of care, decreased hospital costs, and increased
staff satisfaction [15, 16]; however, such pathways are typ-
ically geared towards assisting clinicians and healthcare
organizations with evidence-based practice [17, 18]. On
the other hand, care pathways are defined as longer and
include more facets of the care process, such as discharge
from the hospital and after-care [14]. According to Samsi
and Manthorpe [19], care pathways or other suggested
terms (e.g., critical care pathway, integrated care path-
way, etc.) systematically plan, modify or vary patient care
and organize follow-up care. Given the promise of clar-
ity, care pathways can offer, and that living with dementia
often leads to anxiety and confusion [20], a dementia care
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pathway can provide reassurance and a clearer image of
the prognosis and timeline [19].

Many dementia care pathways exist with no agreed-
upon version of a care pathway and with little data on
experiences about their use or outcomes [19]. For exam-
ple, existing dementia care pathways vary in format (i.e.,
online platform) [21], intended discipline (i.e., nursing)
[22], and target population (i.e., prisoners) [23]. Aware-
ness of and efforts for patient and public engagement in
improving health service delivery is considered founda-
tional to quality care pathways [24]. Considerable litera-
ture indicates patient involvement can lead to positive
clinical and patient-level outcomes (i.e., empowerment),
quality of care, and the organizational setting (i.e., culture
shift) [25, 26]. However, the involvement of persons with
dementia and their care partners in developing, imple-
menting, or evaluating such pathways remains elusive.
The shift to patient engagement extends to dementia
care service design and research [27, 28] and increasingly
person-centred care, emphasizing the person behind the
patient [29].

Given the growing number of persons with dementia
and the potential for dementia care pathways delivering
person-centred care, we conducted a scoping review to
map and synthesize the dementia care pathway literature.
This consisted of identifying and reporting the empiri-
cal evidence according to the following objectives: (1) to
identify the dementia care pathway’s purpose, methods
used to deploy the pathway, and expected user types; (2)
identify the care pathway’s core components, expected
outcomes, and implications for persons with dementia
and their care partners; and (3) determine the extent of
involvement by persons with dementia and/or their care
partners in developing, implementing, and evaluating the
care pathways.

Methods

We followed the Arskey and O’Malley (2005) six-step
approach, including a consultation stage [30]. We
reported in adherence with the Preferred Reporting
Items for Systematic Reviews and Meta-Analyses exten-
sion for Scoping Reviews (PRISMA-ScR) Checklist [31]
(Supplemental Sfile 1).

Step one: developing the research question

To address the objectives of our scoping review, we
sought to answer the following question: What are the
existing dementia care pathways, their purpose, and core
components?

Step 2: identifying relevant studies

We searched six literature databases for this review
in September 2023: Ovid MEDLINE, Ovid Embase,
Cochrane Database of Systematic Reviews, Cochrane
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Central Register of Controlled Trials, PsycINFO, and
CINAHL. Our comprehensive search strategy was devel-
oped with the assistance of an Information Specialist
using a combination of database-specific subject head-
ings and text words for the main concepts of dementia
and care pathways. To increase consistency with pre-
viously published work in this domain, we adopted a
dementia search string from the Cochrane Collaboration
[32], included in Supplemental file 2. We also manually
reviewed the reference list of relevant papers to identify
new articles appropriate to our research question. Final
search results were exported to Covidence Reference
software (Veritas Health Innovation, Melbourne, Austra-
lia) to remove duplicates [33].

Eligibility criteria

We included studies that discussed or investigated
dementia care pathways (or related terminology such as
clinical pathway or critical care pathway) in the context
of their development, evaluation, or implementation.
For this scoping review, the dementia care pathway was
broadly defined as an approach to systematically plan-
ning, modifying, or varying patient care or organizing
follow-up care across four common points: early symp-
tom identification and first service encounters, assess-
ment process, diagnostic disclosure, and post-diagnostic
support and appropriate intervention [19]. Our exclu-
sion criteria included care pathways, which focussed on
a singular time point (e.g., end-of-life), articles focused
on non-dementia populations, commentaries, conference
abstracts, or posters that did not provide sufficient infor-
mation about the care pathway. We limited our search
results to articles published using human subjects and in
English (see Table 1).

Included
Population: People living with dementia

Excluded

- Sources that include a participant group « Sources in which it is
who are affected with dementia not made explicit that
OR the participant group is
« Sources that focus on the dementia patient  affected with dementia
population OR
« Sources that focus on
non-dementia patient
population
Concept: Dementia care pathway
- Sources that focus on
pathways for end-of-life,
responsive behaviours or
on one of the four com-
mon points only

- Defined as an approach to systematically
planning, modifying, or varying patient care
or organizing follow-up care across four
common points: early symptom identifica-
tion and first service encounters, assess-
ment process, diagnostic disclosure, and
post-diagnostic support and appropriate
intervention
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Included Excluded

- Sources with insuffi-
cient details to meaning-
fully meet the scoping
review objectives

- Sources that are academic literature (i.e.,
studies, conceptual papers)

- Sources from any geographic region - Sources without Eng-

lish language full text

Search terms
See Supplemental file 2.

Step 3: study selection

The reviewers (MS, EM) screened 100 duplicate titles
and abstracts for two rounds to ensure consistency
between reviewers. This exercise yielded an inter-rater
coeflicient of 67% and 87%, indicating a high consistency
rate [34]. Reviewers then independently evaluated title
and abstract screening and independently completed a
full-text review of all eligible articles from the title and
abstract screening process. The first author identified
grey literature by manually searching Google Scholar for
technical reports of dementia care pathways that met eli-
gibility criteria. Our article selection process required no
third-party discussions.

Step 4: charting the data

Data extracted

Two independent reviewers (MS, EM) extracted data
from the included articles using a data extraction tem-
plate in Covidence software developed by the research
team. The data extraction form included information on
the study characteristics (Le., title, author(s), year and
country of publication, journal, and funding sources),
study objective/purpose, study design, care pathway
components, user type, study outcomes, and implications
for persons with dementia and their care partners. We
also captured the reported involvement of those affected
by dementia in developing, implementing, or evaluating
the care pathway.

Step 5: collating, summarizing, and reporting the results
The extraction data was analyzed deductively according
to the content analysis method [35] and bound within
our research objectives. Using tables and figures, we
summarized article characteristics, care pathway pur-
pose, and method used to deploy the pathways and
expected users. We synthesized care pathway compo-
nents, expected outcomes, and implications for the users
identified and grouped findings by identified themes. The
authors also synthesized the methodological limitations
of the included studies. Finally, we reported any reference
to user involvement in pathway development, implemen-
tation or evaluation processes.



Page 4 of 12

(2024) 24:690

Saragosa et al. BVIC Geriatrics

(PRUSWISP
‘Kemyied pajesbajul pue pauljuieas sy ybnoiyy saj| Yyum uoljen|eAs
-lwiey PUB SI24eD 11943 ‘elRusWRp Yum 3|doad Joj 921195 943 panoidull sey pue swie pasoubelp pue uoliez|jeny wopbury
pa1e3s sy 199w 03 sieadde yoeoidde 9314195 Loddng pue A1oWB|\ Xa553-PIA Sy L e/u S95e2) 8/% HIETEIEN-) -dasu0d weibold pauun  0l0¢ ‘|e 12 ueaH
‘Kemyied a1ed [edjuld aseasig
S, JaWIRyz|y UoieIaUSb-1Xau 3y} J0oj }lomawel) [eqolb e bunuswsjdul pue buidojan
-9p Jo Aouabin pue aduepoduwl ayy 3ybiybiy AbojoisAydoyied pareidosse-aseasiq si2upied aled
s Jawlayz|y bunsbiel syuswiealy paseg-Aemyied papinb-isyiewolq buibiaws ayy pue ejuswap
pue 1oNnJ35U0d [e2160j0Ig—[eDIUl|D B SB 35B35IJ S 43WIaYZ|y JO Uoiiezijenidaduod ay| e/u e/u YHM SUOSIDd payodal 10N VSN 720z e 19 [adudey
-91eudoidde Ajjeinynd aie 1ey3 SDIAISS a1ed
|BI20OS PUB Y1|B3Y UIIM S11{UNUIWIOD 3SIDAIP AJ[eD1NsSINBul] pue Ajjeinnd buipiaocid Ag (s12uyJed siauiied aied
sdeb 301AIDS WSISAS S1EDY3B3Y 1URLIND SISSUPPE Aemyied 21ed eljuaWSp 3519AIQ 2JeD ||)  pueepuUIWSP  uolezienidaduod
AJ[eo1sinbur pue Ajjeinind pue a1ed Jo [9pow S3sINN enuawaq isienads ay 71 F69 29 YHM SUOSIDd wieibold elelSNY 9107 [P 19 UBWS0D
yeis
"S9DUB)ISWINDIID [BD0] 3y 03 Jdepe ued suolesiuebio 10303s-piiy} SIDIAIDS PISE]
pue A101n3e1s 1940 puUe ‘Lels 21ed [eID0S pue yijeay ‘siauosiid ‘sio0jo uosud jeyl -AHunwiwod Apnis wopbury
somaulely e apiroid 03 sjelarew bujulesy pue Aemyied aied e padojaasp sioyiny e/u e/u pue uosid SpPoOYIaU PaxiN paluUN 0707 |32 Yiksiod
Jsed oy ul yum pajussald usaq pey Asy3 1ey3 Indino UsRLM a4 UeY3 SI0Wl Jey (s1ounied
‘WaY3 yum A|buoiis A1 payeuosas yoeoidde [BNSIA ‘DLIUSD-ISWNSUOD Y3 18y} Paels 2led g| siauled aljed uolen|eAd
syueddiped 's1a1ed JIay} pue epuawap yum buiall aidoad jo sAksuinofl jeuosiad usay ‘sjusned /) pue ejpuswRp pue uojiez|eny JEBE}
-ybis Jo suones|ensiA dojaAsp 03,5I19WNSU0D JO 9310A, 33} pasn 323(oid ydieasal siy | e/u ST YHM SUOSIDd -dasuod weiboud elensny 810z p|eiabzii4
(sp10d3l
ased 15160|01
-Nau woy
Tt 'sioviom
spaau aled aepdoidde 03 ss9328 pue SiIsoubeIp Aj2WIL 24NSUS 0} 3|IYMYIIOM poddns Al siauiied aied
A|918WIIN INQ “YNOLYIP SI 19PI0SIp dAIssalboid A|mofs e Ul spaau jusijed pue Ayauab (8/-7F -WejWOl )  PUB BRUSWSP wopbury Jaulen
019313y 3seasIP sassalppe Aj21enbape yoiym Aemyied aied pajesbajul ue buisieg  :abuel) sieak 09 syusned |§ YHM SUOSID payodal JoN payun 0107 19 salneq
*34ed eljuawWap uod siauyled aled
-dns 03 suo1IN|OS SAIPAOUUI JO UORIUSWS|dWI PUP JUSWAOSASP SY3 0} [BIDNID Sie pue elUSWSP
uoedNPa pue Juswabebus AJUNWWOD pue 3BP3a|MOUy [BIO] ‘SSSUIIBME [BIN}ND e/u e/u YHM SU0SIDd payodal 10N eulyd 170z ‘e 39 491IED
"3WOY 0} I350|D $3IAISS Jao pue abueyd 193ye 0} paiinbal abpajmouy pue (s9sunu pazie
S|IYS [estulp 1steads oy a3esodiodul 03 A1unpoddo ue Jalo PO S|PPOW SUIRISAS -ads enuawiap) wopbury
24D Pa3eID3IIU| pUE SHIOMIDU 248D Alewlid Ulyum BUISINN [ellupY JO UoISNpUIl 3y e/u e/U  S3SINU [RIWIPY payiodas JoN payun  610C e 312 2bpuUplY
SELFCL9 (s12uped
sioued aled) 218D G/ siauled aled uopen|ead
'24BD IJUSWISP Ul SUOHBHWI|  €6F €€/ =51Ual} ‘sjuaned /y/)  pue epuauwiap pue uoliezjeny
Juand buissaippe 1oy asiwold pjoy sayoeoidde euoissajoidiaiul pue aAIRIOGE||0D -ed 767l YHM SU0SIDd -dasuod weiboid VSN 7207 |e 39 auMIinby
sbuipuy jo Alewwns 9by abeisany 9zis sjdwes uone|ndod ubisaqg Apmis Anunod  Jesp Apms

Sol3s14R10RIRYD UORRDNAN L 3lqel



Page 5 of 12

(2024) 24:690

Saragosa et al. BVIC Geriatrics

d|qe|ieAe 10U “\f/N :SUOIRIADICQVy

Juswanolduwil 0} 26eIaA3| 1s0W 2y apircid Aewl ‘21nynd pue sassad0.id aled
BUNSIXS Y1M UOIIUSAISIUL, MU, 3 JO AXljigiedwod se yons ‘aiew|d> uopeiuswaidui
pUE S22IN0S3 3|CR|IRAR JO SULIR) U] SSaUIpeal [euopiesiuebio Buissaippe pue Buissasse

ey} s35266ns uoieuswa|dul pajiey, e Jo uoien|eAa siy | “AIaAl2p aied buiroidwi jo (yeas
AYNDOLYIP Y} O} PPE 'SJUSWUOIIAUS 21eD JO A}xa|dwod ay3 yaim buoje ‘a1ed eluswsp [e2IUIP 67
40 Alxa|dwiod ay] "sbuIas 218D 91Nde Ul 31ed BIUSWSP JO AISAIISP pue uoneiusws|d 'S3SINU €17) 4eis [ed UOI1eN|eAD $59D
-WI 9y} 03 SIUBUIULISIDP [PlIUSNUI 3ISOW 243 1€ $1010e) ssad0id pue [euonesiueblQ 0T0LFTLeE 7/ -UIP pue sasInN  -0id SpoyIaw PaxiAl PUBISZIMS  €£20T ‘e 39 A113d
'sbuias [euoibai pue [eini ul Aiendijied ‘seale yiesy Jsyio 03 Ajljigerajsues
Buibuel apim Joj [euaiod ayj sey |00 Aemyied pIUSWSJ Y "92USPYUOD pue Ul
-dojanap abpajmouy 03 anjeA paAlaIad 3 PUB $32IN0S3I [BD0] 33 JUS3UOD Y3 0} (s9sunu
P303uUU0D A[950P2 I Aemyied ay3 JO anjeA ay3 3ey3 1s9b6ns sbuipuld “eiuswisp 1oy |7 'suen
S92IN0Sal JudWabeuew pue |elajai dYDads-uoibal pue Sple UoIsSIdap [ed1ul|d O3 SS9 -IsAyd |g) sasinu pue suep Apnis ‘e 19
-oe siauonoeld yyeay jeuoibas pue [eini papiaoid [00] Aemyied eluauwag auljuo e/u o -Iskyd jessuan [PUOID3S $SO1D ellelsny 8107 MeYsual9|0
"BIJUSWISP }0333p 0} Aydeded Jisyy bupiwi| se payijuapl
9ABY SJauo3oeld [BINI SUIOS Jey} SJUlRIISDI dUI} B3 SSRIPPE 0S|e AeW 92I1N0sa)
SUIUO ‘SARINIUI UB 0} $S32DY "21ed Bulobuo pue Juswabeuew ‘[ela)al ‘sisoubelip pue
JUSWISSaSSE Ul ple 0} uoleudiojul bujpiacid ‘aa130eid JIsyy Ul S0 1SISSe 0} elpusuwsp
INOQe UOIIRULIOJUI JURAS|SI PUE 3}RINDIE JUSLND YIM Jay3aboy ‘spioddns pue
SIDIAIDS PIIUSWISP IsIjedads Dyioads -uoibal Inoge uoleulojul sapiroid [00] S3sINU pue suep
skemyied eiuawiag ay | e/u e/u  -Ishyd [elausn payiodal JoN elelSNY  SLOZ  MBYSUI9|O
"abe3s ay1| pue ‘abeys aseasip ‘sajyo.d dyidads-woidwAs syabiey
pue ‘wea) A1eudids|pialul Pa||B{s B UO $31[31 ‘SUSWISSasse |edlbojoydAsdoinau
pue [e1>0soydAsd s, [enplAlpul Ue WOl elep UO paseq ueld aied paiojie} suepIuld
B SP|INg g-3YVD 'Sl|lue) Y3 puUB BIIUSWSP YIM uosiad yoea Jo spaau anbjun juapedino
3y} pue SIWOIPUAS RUSWSP JO A1xa|dwod ay3 saziubodal [spow -39y YL e/u e/u Aseuldpsipiyniy payiodal JoN VSN SLOZ ‘[P 39 IPIeyIon
[GAVEWIETS)
yum ajdoad
40 sisulled
218D 7| pue
‘3|doad sapjo
61€ ‘siaarun
“|OA Yiesy
Aunwwod
“aInny I 4SE]
sy} Ul sbumss aied Aewnd ay) 1e Aemyied ad1A19S 21D elusWS( SIy) bunuswsidw -pinoud a1ed SI9p|oyMeIS
AQ $921AISS 218D BIUSWSP BuidojaASp Ul $9]0) Bulpes)| aye) pinoys siapiroid a1ed Areuwud 1) Kemyied ased ‘leiau
Alewd pue sasinu ‘ejusauwap yim uonendod buibe buimolb e aoej 03 bunedaid u e/u opE eljusWaQg payiodal JoN puejley] 6107 -OYpuooswiyl
sbuipuy jo Alewwns oby abeiany 9zis sjdwes uone|ndod ubisaqg Apmis Anuno>  eap Apms

(Penunuod) | 3jqel



Saragosa et al. BVIC Geriatrics (2024) 24:690

Studies from databases/registers (n = 7851)

c
.2
=
]
Q
P
S
c
]
ne

Page 6 of 12

References removed (n = 2631)

VY

Duplicates identified manually (n = 1224)
Duplicates identified by Covidence (n = 1407)

Studies screened (n = 5220)

> Studies excluded (n = 5050)

v

Studies sought for retrieval (n = 170)

v

Screening

Studies assessed for eligibility (n = 170)

A4

A4

Studies included in review (n = 13)

Fig. 1 PRISMA (Flow diagram of study selection)

Results
Publication characteristics

In total, 7851 articles were identified from our database
search; 2631 duplicates were removed. Of the remaining

Studies excluded (n = 157)
Not available (n = 10)
Not primary data (SR) (n =12)
Wrong population (not dementia) (n = 4)
Wrong intervention (not a care pathway) (n = 76)
Wrong paper type (abstract, not peer reviewed) (n
=55)

5220 articles, 170 met the criteria for full-text review.
After a full-text review, 13 articles were included, with
one additional study from hand-searching (see Fig. 1)
[36]. Eight studies reported sample sizes representing
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2,568 participants, including program referrals [21, 37—
43]. Studies included various populations of interest,
including exclusively persons with dementia and family
care partners (n=4) [37-40] or physicians, nurses, clini-
cal staff, and aged-care service providers (n=5) [21, 23,
43-45]. Two studies used a triadic approach involving
clinicians, persons with dementia, and care partners [39,
42] (see Table 1).

Four studies were geographically located in the United
Kingdom [23, 38, 41, 44] and Australia [21, 39, 40, 45],
followed by single articles from China [46], Thailand [42],
and Switzerland [43]. The study designs reported consist
of a mixed methods process evaluation [43], a quanti-
tative pilot study [21], a co-creation and participatory
action research [40], a mixed methods study [23], and
a technical collaborative action research [42]. A study
design was not reported in the remaining nine studies
[18, 3739, 41, 44—47].

Care pathway characteristics

Purpose

The aims of the care pathways are related to support-
ing those living with dementia, clinicians (i.e., primary
care, specialists) or offering structured care processes
within the clinical setting. For example, several studies
articulated assisting persons with cognitive impairment
with early diagnosis and treatment, including non-phar-
macological and managed care [23, 41, 43, 46]. Another
stated purpose concerned supporting clinicians in their
timely and accurate decision-making processes to detect,
diagnose, and treat dementia and to access informa-
tion to support patients’ diagnosis, referral, and ongoing
management [18, 21, 40, 42, 45]. Pathways embedded in
dementia specialty care settings offered structure and
clinical procedures for clinicians participating [47] and a
collaborative care model [37, 44]. One study in their care
pathway objective included providing service support
for care partners of people with memory problems [41].
Another study indicated the pathway as a visual repre-
sentation to inform the future redesign of dementia care
delivery [39].

Design process

The design of the care pathways used different
approaches. For several, co-design activities, reflections,
or an inclusive management approach involving com-
prehensive consultation with stakeholders occurred to
review and refine the proposed pathway [21, 23, 37-40,
43, 45]. Fitzgerald, Curry [39] used a “storyboard” design
to depict how “consumers” and their carers would like to
experience the dementia journey using a particular soft-
ware, Essomenic™. The design of other pathways, such
as the CARE-D model, relied on conceptual frameworks
of psychosocial and rehabilitative interventions [47],
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input from a National Dementia Strategy [41], or consul-
tant case reports [38] and peer reviews from dementia
experts [37, 46]. Emerging evidence of Alzheimer’s dis-
ease as a clinical and biological construct informed the
development of Hampel, Au [18] bio-marker clinical care
pathway.

Expected users

The expected users for most dementia care pathways
were clinicians. A combination of primary care or spe-
cialist physicians and nurses was identified in three stud-
ies [18, 21, 45], and dementia-trained nurses were solely
mentioned in two studies (i.e., “Admiral Nurses” [23, 44].
The target users for the remaining seven pathways were
multidisciplinary clinicians, clinical staff, and healthcare
professionals [37, 38, 40, 41, 43, 46, 47]. Fitzgerald, Curry
[39] reported a combination of policymakers, healthcare
providers and research as potential users of the experi-
ential care pathway. As a publicly accessible resource, the
Dementia Pathways Tool is also available to the general
public [45].

Core components

The core components of the dementia care pathways are
categorized in the following way: Assessment: Cogni-
tive assessments, medical history, physical examination,
and care needs to assist in identifying persons with mild
cognitive impairment and more advanced dementia [23,
37, 38, 41-43, 45, 46]. Hampel, Au [18] categorizes diag-
nostic work-up as first-line (primary care) and second-
line (Alzheimer’s disease specialist) approaches guided
by biomarkers and behavioural or functional changes in
the person. Dementia-specific treatment (pharmacologi-
cal and non-pharmacological): Interventions consisted
of medical and non-medical (i.e., person-centred com-
munication and counselling, memory aids, home modi-
fications, etc.) [18, 37, 40, 43, 44, 46, 47] with higher or
lower tiered assistance, depending on the level of need
[44]. In the dementia care pathway from Goeman, King
[40], quick reference cards offer culturally appropriate
guidance for engaging with culturally and linguistically
diverse groups. Referral: Referral pathways, including
websites, service directories, and other resources (i.e.,
home care services) [41, 42, 45] help provide additional
support (in-house or community) [23, 45]. As for Hean,
Nojeed [41], the “single point of access” care pathway
enables individuals to link to integrated community ser-
vices. Family support and education: Support and edu-
cation for family members were also considered [37, 41,
43, 45, 47], including immediately following diagnosis
disclosure [41]. For example, Morhardt, Weintraub [47]
share communication tips and alternative responses to
challenging behaviour for families. Care coordination:
Six studies referred to care coordination and developing
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care plans [23, 37, 40, 42, 46, 47], allowing for consistent
re-evaluation of the selected interventions [23, 46]. Com-
munity collaboration and community-based care were
also embedded in two pathways, working closely with
researchers and community-based organizations to uti-
lize existing resources and improve outcomes [37, 44].

Outcome measures

In the included papers, only six reported on outcome
data. The outcome measures used to evaluate the demen-
tia care pathways consist of the implementability of the
pathways. These measures assessed the acceptability,
appropriateness, and feasibility of the care pathway [43,
46] and awareness and usage of the tool (i.e., number
of identification and diagnoses of dementia and new
registrations, referrals made, views of the tool, etc.)
[21, 41, 44]. Indicators that target patient and family-
reported outcomes include evaluating changes in the
physical, emotional, and mental well-being of the person
with dementia and their families [44], visit satisfaction
questionnaires [37, 41], and family feedback [46]. Sev-
eral studies included clinician outcome measures that
reported on interprofessional effectiveness and satisfac-
tion with the care pathway using the Team Fitness Test
[37], communication practices between services [44],
dementia knowledge and competence [21, 43, 46], and
staff workload [46]. Last, none of the studies considered
system-level outcome measures except for inappropriate
hospital admissions [44].

Evaluative data

The available evaluative data in the included studies
reported on the dementia care pathway scoring high
acceptability and low feasibility with concerns about
introducing into clinical routines [43]. Several studies
captured improvements in knowledge, skills, and confi-
dence about core dementia topics from clinician survey
respondents and team member feedback, respectively
[21, 37, 46]. Page views and time spent at the virtual care
pathway site were reported for a digital tool [21]. Sev-
eral studies collected positive feedback about the service
guided by a pathway on accessibility, better coordina-
tion and continuity, quicker response rate to referrals,
and good treatment for users [41]. Aguirre, Hilsabeck
[37] demonstrated a reduction in the intervening time
between initial appointment and diagnosis to 2 months
compared to 14—15 months. Feedback was also received
from family members who noted the pathways facilitated
more in-depth engagement of the person with dementia
within the family [46]. Higher numbers of people diag-
nosed with dementia at an earlier stage were an indicator
of success for one study. One study reported a high work-
load for each team member solved by restructuring staff

Page 8 of 12

duties [46], and another reported a higher cost associated
with the pathway [41].

Methodological limitations

Several studies referenced methodological limitations
in evaluating dementia care pathways. These limitations
stemmed from an absence of a more robust evaluation
(e.g., economic evaluation, subjective, randomized con-
trol trial) [18, 21, 37, 40, 43], a small sample size [21, 37,
43], and a lack of transferability to other forms of demen-
tia [46] or practice settings [21, 42, 45].

Implications for persons with dementia and their care
partners

The noted benefits of the dementia care pathways
described in the studies include facilitating close col-
laboration and engagement with affected persons and
family members and providing them and staff with meth-
ods (i.e., non-pharmacological strategies) to manage and
cope with the changes related to dementia [43, 46, 47].
Two care pathways benefit particular sub-groups: per-
sons with frontal-temporal-lobe dementias (FTLDs) [38]
and culturally and linguistically diverse people [40]. The
authors supporting the development of a prison-based
dementia care pathway also implied positive implica-
tions for the older prisoners receiving an equivalent ser-
vice to what happens in the community [23]. The noted
advantage to clinician pathway users is access to evi-
dence-based guidelines to inform care processes such as
screening and referral services [21, 42, 45].

Involvement by persons with dementia and/or their care
partners

The involvement of persons with dementia and their care
partners in developing, implementing, and/or evaluat-
ing the care pathways varied based on what the authors
reported. Participation in developing the care pathways
occurred in a series of co-design activities or feedback
delivered in a validation workshop with family members
[23, 43]. Experiential data was collected through semi-
structured interviews and Experience Group sessions
with patient-carer dyads [37, 38] and care partners who
provided and validated data [42]. Two papers rely on or
call for direct input from end users in developing ideal
care pathways in the future. First, Fitzgerald, Curry [39]
“ideal state” journey modelled the pathway on the “con-
sumer voice” Next, in the paper by Hampel, Au [18], the
authors describe the future state of a biomarker-informed
clinical pathway and advocate for the collective involve-
ment of persons affected and care partners’ perspectives
in developing the “next generation” of clinical pathways.
According to the authors, their engagement will provide
essential insight into the existing gaps in health services.
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Discussion

This study aimed to map the existing evidence of
dementia care pathways and to determine the extent
of involvement by persons with dementia and/or their
care partners in developing, implementing, and evalu-
ating the care pathways. Our review, which included 13
unique care pathways, is the first to focus on synthesiz-
ing published care pathways in dementia, which adds to
the knowledge base of other reviews targeting pathways
into aging or dementia care services [48, 49]. Our find-
ings suggest that pathways mainly assist dementia diag-
nostic and management practices for clinicians and offer
structured care processes in clinical settings (i.e., referral
and treatment pathways). For this reason, these pathways
emphasized assessment and interventional post-diag-
nostic support, with less emphasis on community-based
integrated dementia care. With rising service demand
[50] and the preference of people with dementia to live at
home as long as possible [51], robust community-based
dementia care can provide and coordinate potential
solutions.

Only one pathway mentioned voluntary or third-sec-
tor organizations as an option for providing ongoing
activities and community engagement [23], and several
had pathways inclusive of community-based care and
resources (i.e., home care and Alzheimer’s Society) [41,
44]. While quality home care for community-dwelling
people with dementia and their care partners is vital to
their independence and quality of life [52], affected indi-
viduals require access to various community care ser-
vices to meet their needs (e.g., informational and social
support, advice, and peer support) [53]. As such, support
from voluntary or third-sector organizations is also val-
ued [19]. The growing interest in dementia-friendly com-
munities [54, 55] also means that dementia care pathways
require more widespread integration of formal and infor-
mal health and social care locally.

While few of the pathways were planned for use by
persons with dementia and/or their care partners, many
received input from individuals with lived experience
during the design process. However, none of the path-
ways received feedback on their implementation or evalu-
ation measures. This confirms a positive shift to involving
people with lived experience in co-creating interventions
[56], although the varying degrees of involvement suggest
room for improvement. For example, evidence-based
design principles or tools and recommendations for the
dementia stage could support the involvement of persons
with dementia in all aspects of the co-design process [57],
including identifying patient-reported outcome measures
(PROMs) to inform the success of dementia care path-
ways [58]. Our findings indicate that less than half of the
papers included outcome data measuring pathway effec-
tiveness, and fewer utilized PROMs. Often, clinicians
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favor symptoms or functional limitation measurements
in contrast to patients valuing quality-of-life [59] and
autonomy outcome measures [60]. To our knowledge,
there is no established set of PROMs for dementia care
pathways. Similarly, identification of the outcomes of the
most importance to persons with dementia involved in a
dementia care pathway is also limited [19]. Yet, involving
older people in producing meaningful PROMs is possible
[60, 61] and warrants exploration in persons at varying
stages of dementia and their care partners. Notably, reli-
ance on proxies or clinicians for measuring PROMs in
the dementia patient population has been shown [58]
due to errors in self-reported questionnaires associated
with cognitive impairment [62]. Innovative approaches,
like eye-tracking technology, are being explored [63] to
address these challenges.

Another area needing more exploration and consider-
ation is the cultural relevance of established and future
dementia care pathways. Our findings revealed only one
study that described a pathway embedded within an
inclusive model of culturally sensitive support to assist
people with dementia from culturally and linguistically
diverse communities [40]. There are enormous gaps in
the dementia evidence on racial and ethnic groups [64],
including disparities in dementia diagnosis and care [65,
66]. Challenges navigating health systems pose additional
difficulties for racialized dementia care partners [67]. For
this reason, developing dementia care pathways that con-
sider the cultural influences on service use and cultural
perceptions of dementia are needed [68]. Other areas
where the pathways did not exclusively target were end-
of-life care and advanced stages of dementia. Given the
variable disease progression of dementia, care pathways
would benefit from a long-term palliative care approach
for those with advanced stages of the disease. Models
formed around one care delivery location [37, 41, 42, 47]
could potentially contribute to fragmenting care when
care needs change and require transitions in location
or provider [69]. Examples of more integrated demen-
tia care systems include the Care Ecosystem Collabora-
tive Model [70], designed to augment existing healthcare
services [71]. Models such as this could help people with
dementia and caregiver dyads not only with advanced
planning and behavioural support [72] but also with navi-
gating newer pharmaceutical treatment options. Such
medical advances paired with holistic care approaches
will improve the care that those living with dementia
receive during the dementia trajectory.

Strengths and limitations

The strengths of this scoping review include an exist-
ing protocol, which was peer-reviewed by study authors
before conducting the review. We also conducted an
in-depth search strategy developed by an information
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specialist. Two independent reviewers double-screened
at all stages of the screening process. Our review also
has several limitations. Quality assessments were not
conducted. Also, a broad definition of the dementia
care pathway was used, and the grey literature was not
reviewed. These limitations may have contributed to
missing relevant studies. However, now that we have
identified the empirical literature with sufficient research
evidence, the next step for the field is to assess non-peer-
reviewed data sources, including websites that feature
local dementia care pathways.

Conclusion

This scoping review demonstrated a growing evidence
base on dementia care pathways to support the diagno-
sis and post-diagnostic dementia phases. Most existing
pathways focused on supporting diagnostic assessments
and dementia-specific management aspects with less
attention to ongoing care coordination and community
support. Future dementia care pathway development can
seek the involvement of persons with dementia and care
partners in designing, implementing and evaluating such
pathways, ensuring that outcome measures may properly
reflect the impact on persons with lived dementia experi-
ence and their care partners.
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