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Abstract

Background Adult day programs aim to facilitate aging in place by supporting the health and well-being of persons
with dementia and providing respite to their caregivers. However, studies on the effects of day programs are inconclu-
sive, and we especially lack insights into the context conditions and mechanisms of day programs that may produce
different outcomes for different groups of persons with dementia and their caregivers. Our objective was to con-

duct a realist review, synthesizing research on day programs to develop program theories explaining how and why
day programs do or do not produce positive or negative outcomes for different groups of persons with dementia,
and caregivers.

Methods We identified 14 literature reviews (including 329 references published between 1975 and 2021) on adult
day programs. From this initial pool of studies, we will include those that focused on day program attendees

with dementia or meaningful cognitive impairment, and/or their caregivers, and that report how day program
contexts (C) and mechanisms (M) bring about outcomes (O) for attendees and caregivers. We will extract CMO state-
ments (i.e,, narratives that explain how and why day programs do or do not bring about certain outcomes for whom
and under what circumstances). Using additional focused searches, citation mapping, citation tracking, and discus-
sions with our researcher and expert team members, we will identify additional references. CMO statements will be
synthesized, transformed into hypotheses, and linked and visualized to form program theories. Using focus groups
and the James Lind Alliance Priority Setting Partnership method, we will discuss and prioritize our CMO statements
and refine our program theories with 32 experts (older adults, caregivers, Alzheimer societies, caregiver organizations,
day program staff and managers, and health system and policy decision makers).

Discussion By identifying essential elements and processes of day programs and related knowledge gaps, this study
will generate much-needed knowledge to leverage the full potential of day programs so they can provide appropri-
ate care, preventing premature institutionalization, and unnecessary acute and primary care use. This will ultimately

*Correspondence:

Matthias Hoben

mhoben@yorku.ca

Full list of author information is available at the end of the article

©The Author(s) 2024. Open Access This article is licensed under a Creative Commons Attribution-NonCommercial-NoDerivatives 4.0
International License, which permits any non-commercial use, sharing, distribution and reproduction in any medium or format, as long
as you give appropriate credit to the original author(s) and the source, provide a link to the Creative Commons licence, and indicate if

you modified the licensed material. You do not have permission under this licence to share adapted material derived from this article or
parts of it. The images or other third party material in this article are included in the article’s Creative Commons licence, unless indicated
otherwise in a credit line to the material. If material is not included in the article’s Creative Commons licence and your intended use is not
permitted by statutory regulation or exceeds the permitted use, you will need to obtain permission directly from the copyright holder. To
view a copy of this licence, visit http://creativecommons.org/licenses/by-nc-nd/4.0/.


http://creativecommons.org/licenses/by-nc-nd/4.0/
http://crossmark.crossref.org/dialog/?doi=10.1186/s13643-024-02683-1&domain=pdf
http://orcid.org/0000-0003-3465-315X

Nguyen et al. Systematic Reviews (2024) 13:265

Page 2 of 12

improve the quality of life of persons with dementia and their caregivers, alleviate caregiver burden, and reduce social

COsts.

Systematic review registration PROSPERO CRD42024504030
Keywords Realist review, Adult day programs, Persons living with dementia, Family/friend caregivers

Background

The health and well-being of people living with demen-
tia and their family/friend caregivers (herein referred to
as caregivers) are essential areas of healthcare reform
in Canada and globally [1-5]. Caring for someone with
dementia often causes distress, diminishing the health
and well-being of the person with dementia and increas-
ing costs to society incurred by potentially unwar-
ranted emergency and hospital visits and/or premature
admissions to residential long-term care (LTC) [6—14].
Addressing these challenges and prioritizing the care,
health, and well-being of those with dementia and their
caregivers is pivotal in the development of public health
policy and resource distribution at the community level
(1, 15-17].

In 2020, almost 600,000 individuals lived with demen-
tia in Canada, 62% of whom were women and 21% of
whom were newly diagnosed in that year [1]. By 2030,
these numbers will nearly double, and by 2050 almost
triple [1]. This matches global trends, with an estimated
57.4 million people living with dementia in 2019 and a
predicted increase of this number to 153 million in 2050
[18]. Global spending attributable to dementia was $263
billion in 2019 with an expected exponential growth to
$1.6 trillion by 2050 (11% of total healthcare expendi-
tures) [19]. Dementia is caused by a number of neuro-
degenerative, vascular, or other diseases [20, 21], often
linked with multiple pathologies. It is progressive, irre-
versible, and associated with neuropsychiatric symptoms
(e.g., delusions, aggression, wandering) [22], and declin-
ing cognitive and functional abilities [20, 21]. Persons
with dementia are at high risk for social isolation and
loneliness due to interpersonal stigma, exclusionary con-
tinuing care services and policies, and increased support
needs, negatively affecting their human rights, health,
and well-being [23]. Persons living with dementia in the
community often have multiple chronic conditions and
complex care needs [24, 25]. 25% have a severe cogni-
tive impairment, 28% require extensive assistance with
activities of daily living, 25% exhibit behavioral symp-
toms and 25% have signs of depression [26], all of which
increase the risk for admissions to long-term institutional
care [27-29]. Healthcare systems across the globe have
implemented aging-in-place policies, aiming to reduce
admissions to LTC and to increase the time spent in
the community [3, 30-33]. However, 10% of admissions

to LTC in Canada (up to 30% in some places) have care
needs that could have potentially been met in the com-
munity [34-36], highlighting the critical role of caregiv-
ers and appropriate community-based services.

Worldwide, 84% of those with dementia (almost 40
million people) live at home, largely supported by car-
egivers providing a total of 82.1 billion care hours per
year (5.7 h/day and 2089 h/year for every person with
dementia) [37]. While caregiving can be highly reward-
ing, caregivers are at high risk of caregiver burden. For
example, 70% of Canadian caregivers report negative
effects of caregiving, including feeling tired (55.5%), wor-
ried/anxious (44%), overwhelmed (36.9%), short-tem-
pered/irritable (30.8%), or having disturbed sleep (29.1%)
[11]. In the USA, 59% of caregivers of persons with
dementia report high or very high emotional stress, and
30-40% have symptoms of depression [38]. Worldwide,
71% of unpaid care of persons with dementia is provided
by women [37], and women, as well as racialized caregiv-
ers, are at significantly higher risk for caregiver burden
[39, 40]. With health system efforts to retain older adults
in the community longer, combined with increasingly
complex care needs, caregiver burden has substantially
increased [6—10]. At the same time, the number of avail-
able caregivers has declined and is expected to do so fur-
ther in the future [13, 38, 40]. Therefore, to enable older
adults with dementia to remain in the community safely
and well for as long as possible, we urgently need support
(especially those supporting social inclusion) that targets
both, persons with dementia and their caregivers.

Adult day programs are one of the few continuing care
options designed to meet these dual demands. Day pro-
grams are care settings that employ care staff and admit
people with some support needs [41, 42], setting them
apart from senior or community centers [43] and creative
arts programs [44]. Unlike home care [45] or in-home
respite [46], day programs serve groups of individuals in
a setting external to the person’s home [41, 42] support-
ing social interactions and caregiver respite [47]. Unlike
geriatric day hospitals, which provide medical, thera-
peutic, and rehabilitative care for a few weeks [48], day
programs prioritize social and recreational activities,
and they do so long-term (for months or years) [41, 42].
Since their origins (e.g., 1950s in the UK, 1960s in the
Netherlands, and 1970s in the USA) and since the ini-
tial research studies in the 1970s [49, 50], day programs
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have received increasing attention for their potential to
support aging in place [42, 49, 51]. An initial literature
search on adult day programs identified 14 systematically
conducted literature reviews [41, 42, 46, 47, 49, 52—-60],
including 329 international studies (most from the USA),
published between 1975 and 2021 (most> 10 years old).
These largely quasi-experimental studies mostly focus on
older adult day program attendees in general, and rarely
on those with dementia specifically. They suggest that,
compared to non-attendees, attendees had fewer mental
health issues (e.g., depression, loneliness), better cog-
nition, quality of life (QoL), subjective health, physical
health, and physical functioning. Attendees took fewer
medications, entered care homes later, were hospital-
ized less frequently, and had lower mortality. Positive
effects on caregivers included reduced stress, conflicts,
worries, and depression, improved mental health, well-
being, and confidence in managing behavioral symptoms.
However, the findings were inconsistent. For example,
two quasi-experimental studies found decreased levels
of depression among day program attendees [61, 62],
while a randomized controlled study found no such effect
[63]. Some studies suggested delayed admissions to care
homes [64, 65], while others found they accelerated this
outcome [47].

Traditional day program research has mostly followed a
causal XO-model, assuming that an intervention (X) (day
programs) leads to an outcome (O) (e.g., less depression,
caregiver distress, public costs). However, XO-models
do not account for the complexity of day programs, nor
do they explain “how” or “why” a particular day program
works (or fails to work)—a major knowledge gap of cur-
rent day program research [42, 44, 52]. Expanding the
traditional XO-model, realist reviews ask what contexts
(C) and mechanisms (M) explain how and why X does or
does not lead to O, so the XO-model becomes a CMO
model [66-69]. Context refers to the social conditions in
which day programs operate (e.g., social/economic/polit-
ical structures, geographical location, historical devel-
opments, day program characteristics and processes,
characteristics/roles/relationships of day program clients,
caregivers, and staff) [66—70]. Mechanisms produce out-
comes within particular contexts [66—69, 71]. They do so,
for example, through individual or collective reasoning,
choices, and (re)actions that are not directly observable,
but accessible through theory building and testing [66—
69, 71]. For example, an ethnographic study [72] found
that a home-like environment that reminded individuals
with dementia of their past (and staff dressing and acting
accordingly) (C) helped clients feel comfortable, safe, and
calm (M), reducing the outcome (O) of behavioral symp-
toms. In contrast, a hospital-like environment (with staff
dressed in care uniforms and enacting a nurse-patient
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relationship) (C) led to feelings of discomfort and anxi-
ety (M), increasing behavioral symptoms (O). Concerns
have also been raised about access barriers, especially for
equity-deserving groups (e.g., sexual and gender minori-
ties, racialized individuals, immigrants) [52, 54, 56, 58],
and about a disconnect between day programs and other
continuing care options [42], yet such contexts and
mechanisms remain under-explored. The purpose of our
realist review is to synthesize such studies into program
theories on how and why day programs bring about dif-
ferent effects on different groups of people with demen-
tia, caregivers, and health systems, which—to the best of
our knowledge—has not been done before. Day program
research, policy, and practice are under-theorized, but
such theory is required to better understand and improve
the effects of day programs.

Design and methods

In this 2-year project (August 2023 to July 2025), we will
apply a realist approach [66—69] to synthesizing evidence
and developing and testing program theories on day pro-
grams. Realist reviews are specifically designed to over-
come the limitations of traditional systematic reviews
[66-69, 73]. Systematic reviews are challenged to account
for the complexity of dynamic, multi-faceted social inter-
ventions (such as day programs), they typically evaluate
(and are better suited to evaluate) “if” an intervention
works, rather than “how” and “why” Rooted in criti-
cal realism, the realist approach assumes that (1) causal
explanations are achievable, (2) social reality is mainly an
interpretative reality of social actors, and (3) social actors
evaluate and act upon their social reality [73]. Guided by
these assumptions, realist reviews differ from system-
atic reviews in several important ways [73]. Experts (i.e.,
people with lived experience and knowledge users) are
involved in all stages of the review. In our review, using
an integrated knowledge translation (iKT) approach [74,
75], we have collaborated with a cross-Canadian group
of 32 experts in preparing this protocol, and we will con-
tinue to do so throughout the project. Experts include
older adults, some of them living with dementia, their
caregivers, representatives of Alzheimer Societies and
caregiver organizations, day program staff and manag-
ers, and government and health system decision-makers.
Evidence searches and appraisals are purposive, theoreti-
cally driven, interpretive, and cyclical, aiming to develop
and refine theory. Evidence includes a broad range of
sources, such as peer-reviewed research, grey literature,
theory, and expert knowledge. This protocol was guided
by the sections applicable to realist reviews of the Pre-
ferred Reporting Items for Systematic Review and Meta-
Analysis Protocols (PRISMA-P, Additional file 1) [76],
and it is registered with PROSPERO (CRD42024504030).
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Following well-established realist review guidelines [69,
77], our study will include six iterative and overlapping
steps (Fig. 1).

Step 1: formulate specific questions as lines of enquiry

In collaboration with our experts, we have completed this
step. Settings will include adult day programs that care
for individuals with dementia exclusively (dementia-spe-
cific) or in addition to other attendees (dementia-inclu-
sive). Populations will be day program attendees with
dementia or meaningful cognitive impairment and their
caregivers. Our team has agreed on two specific research
questions:

1. In what contexts and by what mechanisms do day
programs produce (or not produce) which kinds of
positive or negative outcomes for which groups of
persons with dementia, and caregivers?

2. What theories underlie these CMO constellations
and are they able to explain how and why contexts
and mechanisms do or do not produce outcomes?
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These lines of enquiry will be refined and extended as
needed, based on the subsequent steps.

Step 2: conduct a background search to scope

the international literature

This preliminary work is critical to prepare for the sub-
sequent steps of a realist review. Its purpose is to “scope”
the international literature and to develop an under-
standing of its quantity and quality [77]. With the assis-
tance of a librarian scientist, we searched the database of
MEDLINE via Ovid® in August 2023 for systematically
conducted literature reviews, combining various search
terms related to the concepts (and various synonyms)
of day programs, older adults, dementia, and caregiv-
ers (see Additional file 2 for detailed information on the
search). Systematic inclusion/exclusion screening and
quality appraisal are not usually part of a realist review
background search [77], but we will conduct systematic
focused searches at a later stage and evaluate the meth-
odological quality of included studies (step 4). Applying
our definitions of adult day programs, attendees with

Step 1:
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Fig. 1 Six iterative and overlapping steps
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dementia and their caregivers, two team members inde-
pendently screened titles, abstracts, and if needed, full-
texts of 892 references and resolved discrepancies by
consensus (August—September 2023). They identified 14
relevant reviews [41, 42, 46, 47, 49, 52—-60] that included
a total of 329 references (Additional file 3). These refer-
ences cover a breadth of approaches and perspectives,
including integrative [52, 54, 55], systematic [46, 47, 49,
57,59, 60], problematization-based [42], and scoping [41,
53, 56, 58] reviews, as well as original studies applying
quantitative, qualitative, and mixed methods designs.

Using Covidence for managing our references, our
team is currently mapping this initial pool of stud-
ies to identify the diverse perspectives, theories, and
approaches to examining day programs, as well as key
papers [77]. To identify additional references, we will
employ strategies commonly used in realist background
searches, including citation mapping, citation track-
ing, and discussions with our researcher and expert
team members [78]. Using Zoom, we are meeting with
our researchers every 2 weeks, and with our experts in
the alternating weeks to discuss the progress, key refer-
ences and their implications, our state of knowledge, and
important gaps. Separate meetings increase the feasibility
and give room to different perspectives. We are meeting
with the whole team every 8 weeks to ensure an exchange
of perspectives. This helps to refine and extend the initial
research questions (see step 1).

Step 3: develop initial program theories

Since January 2024 (to be completed in August 2024), we
have screened references identified in step 2 for suitable
CMO statements and for formal theories that can explain
how and why day programs do or do not work for who
and under what circumstances [77]. These CMO state-
ments and formal theories will be the basis for our ini-
tial program theories (to be refined in the subsequent
steps). CMO statements are hypotheses (framed as if—
then-statements) on what contexts trigger what types of
mechanisms, leading to which kinds of outcomes [69].
An example of a proposed CMO statement focusing on
an outcome for a day program attendee with dementia
might be:

If space in day programs is designed to resemble a
home-like (vs a hospital-like) environment (C), then
attendees with dementia are comforted by feelings
of familiarity and safety (M), leading to reduced
responsive behaviors (O).

An example, focusing on a caregiver outcome could be:

If social workers in a day program provide coun-
seling, guidance, and support in navigating the
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continuing care system and in accessing resources
to caregivers (C), then they feel more supported
and less overwhelmed by the complexities of navi-
gating continuing care systems (M), leading to
reduced caregiver distress (O).

A statement focusing on health system outcomes
could be:

If day program costs are publicly subsidized (vs
privately paid in full) (C), then more people can
access these services (M), increasing the number
of people whose physical, emotional, and social
care needs are addressed (0), reducing the risk of
adverse events associated with unmet care needs
(O), eventually leading to reduced acute, primary,
and long-term institutional care use, and reduced
public spending (O).

A program theory links multiple CMO statements,
attempting to explain how different mechanisms are
triggered in different contexts, generating different
outcomes [69]. Often, more than one program theory
is needed to cover all relevant aspects of an interven-
tion. Program theories are different from “formal” or
“substantive” theories. The latter include established
theories of different domains or disciplines, aiming to
explain certain phenomena in general (e.g., incentives
theory in economics, constructivist learning theory in
education, or complex adaptive systems theory in social
sciences) [79]. In contrast, our program theories will
specifically aim to explain how day program contexts
and mechanisms bring about day program outcomes.
Formal theory can help identify important contexts,
mechanisms, and their linkages to outcomes (translat-
ing into CMO statements that are part of our program
theories) and they can help explain how findings (espe-
cially those that seem disparate) fit together to inform
program theories [79].

Data have been extracted on key realist components
of contexts, mechanisms, and outcomes (each color-
coded), with added levels of granularity supplied by
the included literature [80]. We have developed defini-
tions of CMO elements, examples of CMO statements,
and instructions for identifying and extracting CMO
statements and trained our team members using these
resources (Additional file 4). Training included sev-
eral calibration exercises [81] in which all team mem-
bers extracted CMO statements of the same study
with subsequent meetings to reconcile the statements,
address any questions team members had, and refine
guiding documents as needed. Subsequently, each of
the two team members was assigned a study, extracted
CMO statements from that study, and reconciled
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discrepancies by consensus. Difficult decisions have
been brought forward to the larger research team for
discussion and resolution.

In addition to the references identified in our ini-
tial search, we will conduct several focused searches to
determine how each identified mechanism influences
outcomes in various contexts. We will develop and use
a meta-framework for data synthesis. This framework
will ensure that data are collected and synthesized in
a consistent way to maximize the value of comparisons
between day programs [80]. Data synthesis will also
involve reflection and intensive discussion within the
team. We will explore how different CMO statements
may be linked, and how similar CMO statements can
be combined, and we will synthesize linked CMO state-
ments into initial program theories. We will continue the
Zoom meetings with researchers and experts to discuss
and refine the emerging list of CMO statements and ini-
tial program theories.

Step 4: test and refine the program theories

This step (September to November 2024) will start with
a series of Zoom-based focus groups with our experts, in
which we will apply realist interviewing [82-86] to dis-
cuss, further test, refine, and extend the initial program
theories derived in the previous step. We will conduct
a separate focus group with each (1) older adults (some
with dementia) and caregivers, (2) day program staff and
managers, and (3) advocates and decision-makers. In an
iterative process, we will incorporate findings from these
focus groups into our program theories, determine addi-
tional needs for information, and then conduct additional
focus groups. We will use semi-structured focus group
guides, record focus groups, and transcribe them verba-
tim via Zoom. Focus group guides will be similar across
groups but use group-specific questions and wording
as needed, and—for the later focus groups—guides will
be adjusted to include revised or additional questions
informed by the previous work)We will start by asking
some general questions about the participants’ back-
grounds and roles, followed by presenting visuals of our
initial program theories to participants [82, 83, 86]. We
will then discuss these program theories with partici-
pants, using a set of basic questions, which were adapted
from Westhorp and Manzano’s [87] recommendations.
Examples of these questions include.

+ What do you consider an outcome of the day pro-
gram you have been attending (or that the person
you care for has been attending, or that you work in,
or that you are overseeing—depending on the group
of persons participating in the focus group)?
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+ Can you give an example of such an outcome (or out-
comes)?

+ Are the outcomes different for different groups of day
program attendees, caregivers, staff, managers?

+  What do you think has caused, or helped to cause the
outcome you just identified, and how has that hap-
pened?

In an iterative process, called the teacher-learner cycle
[82-86], participants will confirm, deny, or refine ele-
ments of the theory (i.e., contexts, mechanisms, out-
comes), and the proposed relationships among these
elements. Using NVivo software and applying configure
realist analysis [85, 88—90], we will identify and code par-
ticipant statements that reflect CMO elements and their
linkages. Memos will elaborate on each of the identified
CMO configurations. Based on these findings, we will
update the list of CMO statements and resulting initial
program theories generated in step 3.

Using the studies identified in the background search
and conducting additional systematic searches in the
databases of Embase, MEDLINE, ProQuest, CINAHL,
Web of Science, and Scopus, we will then explore to what
extent empirical evidence supports or refutes each of
our CMO statements and program theories. Guided by
a research librarian, we will develop purposeful search
strategies and extend the search described in step 2 to
identify additional evidence related to each CMO state-
ment and program theory. We will also use CLUSTER
searching (Citation tracking, tracing Lead authors, iden-
tifying Unpublished materials, Google Scholar searching,
Theory tracking, ancestry searching for Early examples,
and follow-up of Related projects). This strategy is specif-
ically designed for searches at advanced stages of a real-
ist review [91]. We will also retrieve grey literature and
regulatory/policy documents, and examine white papers,
editorials, reports, and guidelines describing the opera-
tions, policies, practice, and scheduling of day programs,
through diverse approaches: searches in bibliographic
databases, web engine searches, and examination of web-
sites of organizations. The librarian will facilitate access
to the bibliographic databases that index grey literature.
Our partners may grant access to their organizations’
program materials. These search approaches will con-
tinue until theoretical saturation is met. We will identify
“landmark” texts and main research traditions associated
with day programs, and then annotate selected texts to
create an evidence framework. Iterative, explicit search-
ing will create a pool of data extensive enough to support
CMO statements and program theories [92].

Quality appraisal in realist reviews is primarily inter-
pretive [69, 77]. It includes an assessment of the source’s
relevance, richness, and rigor [93]. A source’s relevance
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to this realist synthesis will depend on whether informa-
tion can be extracted on contexts and mechanisms of day
programs (even though the reference may not explicitly
use this terminology) and how they produce outcomes
for persons with dementia and/or their caregivers [93].
A source’s richness refers to the degree to which this
source (a) can theoretically and conceptually explain how
day programs are expected to work (conceptual rich-
ness), and (b) provides sufficient details to establish what
is occurring in day programs and in their wider context,
and whether these findings can be generalized across
people, places, situations, or environments (contextual
thickness) [93]. Finally, rigor refers to the quality of the
study design and methods, and the trustworthiness of the
study findings [93]. To assess relevance and richness, we
will adapt study appraisal questions previously employed
in realist syntheses [94]. To assess the rigor of theories,
theoretical models/frameworks, theoretical discussions,
etc. we will assess the logical coherence of the theoreti-
cal elements discussed. To assess the rigor of empirical
studies, we will use traditional methodological quality
checklists. Rather than determining a study’s rigor based
on traditional (and outdated) evidence hierarchy consid-
erations (which usually consider meta-analyses of rand-
omized control trials, followed by individual randomized
controlled trials the highest level of evidence), we will
use checklists that were specifically developed and vali-
dated to assess quality criteria relevant to specific study
designs: (1) Quality Assessment Tool for Quantitative
Studies (QATQS) for intervention studies with or with-
out a control group and with or without randomized allo-
cation of participants [95, 96], (2) The Newcastle—Ottawa
Scale (NOS) for cohort studies or case—control stud-
ies [97], (3) Appraisal tool for Cross-Sectional Studies
(AXIS) [98], (4) Critical Appraisal Skills Program (CASP)
Qualitative Studies Checklist [99], (5) Mixed Methods
Appraisal Tool (MMAT) [100]. Since even studies with
some methodological issues may contain important “nug-
gets of wisdom” [94], we will not exclude studies based
on their level of rigor, but rather use that information to
contextualize CMO statements (e.g., to tone down the
strength of a conclusion proposed by a study whose rigor
does not support such a strong conclusion). Each rele-
vance, richness, and rigor will be independently assessed
by two team members, discrepancies will be reconciled
by consensus, and difficult decisions will be brought for-
ward to the larger research team. The research team will
discuss the relevance, richness, and rigor of sources for
each identified CMO statement and program theory [67].
This will allow us to explore confirmatory and contradic-
tory findings in relation to our hypotheses [101]. We will
calibrate the relevance, richness, and rigor of about 5% of
the papers retrieved to ensure accuracy and consistency
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before breaking into dyads. In our team discussions, we
will question the integrity of each CMO statement and
program theory by examining the degree to which it is
supported by evidence. We may also adjudicate between
competing CMO statements and program theories, con-
sider the same-day program in different contexts, or ask
our experts to reflect on a CMO statement or program
theory based on their lived experiences [102]. Through
this iterative synthesis process, our initial program theo-
ries will be condensed and refined.

Step 5: finalize program theories and derive priority

recommendations for research, policy, and practice

In this step (December 2024 to April 2025) we will prior-
itize and further contextualize our refined program theo-
ries generated in step 4, and discuss and agree on priority
recommendations for research, policy, and practice. We
will use an adapted version of the James Lind Alliance
Priority Setting Partnership method [103-106], which—
unlike other consensus methods (e.g., Delphi panels) —
is specifically designed to engage individuals with lived
experience (including persons with dementia and their
caregivers) in prioritizing and contextualizing research
findings. First, we will develop and disseminate an online
survey, asking each of our researchers and expert team
members to rate (1) the perceived relevance of each of
the CMO statements on a 5-point Likert scale from not
relevant at all to highly relevant, and (2) the perceived
actionability (how easily can the issue be addressed/
improved) on a 5-point Likert scale from not actionable
at all to highly actionable. We will descriptively analyze
and visualize the survey results and we will share the
results with team members ahead of our final workshop.
In a 4-h Zoom-based workshop, facilitated by the York
University Centre for Aging Research and Education,
we will discuss, contextualize, and prioritize the find-
ings. The workshop agenda will be highly structured, and
we will prioritize CMO statements, using the Nominal
Group Technique [107]. To allow each group member to
express their views and to minimize the risk of individual
members dominating the discussion, each group member
will state their opinion, without justification or explana-
tion. Once each team member has had a turn, we will fol-
low up with a moderated discussion, concluded by voting
or ranking with structured group discussions. We will
first give a summary presentation on the project over-
all, on the project findings (CMO statements, program
theories) and on the ranking results. Then we will divide
participants into small groups, in which participants will
share their top and bottom three CMO-statements and
the respective rationales. Groups will include individuals
of similar backgrounds to minimize power imbalances.
This will ensure that each person has dedicated time
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to talk and feels comfortable sharing their views. Each
group will then rank the list of CMO statements. Dur-
ing a break we will aggregate these rankings and, after the
break, share and discuss these results with the group. Any
changes will be voted on electronically and anonymously
with majority decision. We will conclude with a discus-
sion of possible gaps in our program theories and recom-
mendations for research policy and practice, focusing
on the top 5 CMO statements. After the workshop, we
will use intensity sampling through focused searches to
identify where robust research is available for particular
contexts (e.g., day programs in a particular jurisdiction
or day programs with a particular focus such as demen-
tia care) to explore whether we can address any final gaps
identified in the workshop [108]. We will synthesize the
final program theories into a logical model (a visualiza-
tion of the linkages of all the CMO statements).

Step 6: document the research process and disseminate
findings

Throughout the research project, we will thoroughly doc-
ument each process step, all decisions made, the searches
conducted, and any findings. We will make all searches
publicly available, and, using the open-source software
Zotero to manage our references, we will share our ref-
erence libraries publicly. Project outputs will include (1)
a non-technical report directed at lay audiences (experts
will be involved in producing and disseminating this
report), (2) a policy brief for health policy makers (our
policy experts will be involved in producing and dis-
seminating this report), (3) a list of recommendations for
policy and practice on how to improve the impact of day
programs on clients with dementia, their caregivers and
health systems, (4) presentations at 2—4 peer-reviewed
Canadian and international conferences, (5), webinars to
the public (e.g., via brainXchange or our collaborators’
platforms), co-presented by researchers and experts, (6) a
peer-reviewed open access paper in a journal focused on
patient/expert engagement on the methods and results
of the priority setting workshop, and (7) a peer-reviewed
open access publication of the realist review.

Discussion

This study will make several critical contributions, given
our aging population and our health systems’ ongo-
ing struggles to care well for people with dementia and
their caregivers. Day programs have the potential to
constrain public healthcare costs (compared to long-
term institutional care) and to support individuals with
dementia and their caregivers to age in the community
safely and well for as long as possible [41, 47, 52-55].
However, day programs are variable in funding models
and programming, posing challenges for evaluation and
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improvement [41, 42]. By identifying essential elements
and processes of day programs (and how they can be
improved for whom) or knowledge gaps related to these
essential elements, this study will generate much-needed
knowledge to leverage the full potential of day programs
so they can provide appropriate care, preventing prema-
ture institutionalization, unnecessary acute and primary
care use. This will ultimately improve the quality of life
of persons with dementia and their caregivers, allevi-
ate caregiver burden, and reduce social costs associated
with the aforementioned undesirable outcomes. Our
close and continued collaboration with experts (iKT) is
critical in generating knowledge relevant to day program
practice and policy. Our experts are highly committed to
this research and have highlighted its high priority, and
they intend to use our findings to inform improvements
to their day program policies and practices. Therefore,
our study will enable health system and policy decision-
makers, and day program teams to take our evidence to
practice quickly to benefit older adults with dementia
and their caregivers. Finally, this study will inform future
research on day programs, including our own program of
research. Our own research (including two cohort stud-
ies) and that of others will empirically test and further
refine our program theories.

Limitations of this review may include those associated
with the available literature and those related to realist
approaches. Many of the available day program studies
will have methodological limitations, limiting our ability
to draw strong conclusions from these studies. Sources
may also have a low degree of richness, making it difficult
to identify and extract CMO statements and to under-
stand the proposed linkages between the CMO elements.
We will address these issues by rigorously assessing the
relevance, richness, and rigor of included sources, com-
prehensively training our team members in identifying
CMO elements (especially when they are hidden and not
well described), excluding sources that do not include
the required information (no relevance), transparently
reporting on the quality of each included source, and on
the challenges and mitigation strategies associated with
extracting CMO statements. Generally, realist reviews
are complex and resource-intensive [67, 73]. Finding a
balance between capturing every detail in the literature
and an abstraction level that is too high and unspecific
can be difficult [73, 109]. Various of our team members
have extensive experience in conducting realist synthe-
ses, which will assist us in mitigating these challenges.
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