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To the funders, all team members who are supporting this work, and
to the persons living with dementia, their caregivers, and care settings
who have agreed to participate in the various parts of this research
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W
hat are adult day programs?
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Knowledge gaps

2,501 studies screened

80 studies included

Only 28 Canadian reports

>20 are older than 10
years, 8 are expert
opinions, only 1 (22 years
old) was cross-provincial
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Research : Realist Evaluation, :
program integrated knowlege translation

overview
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*Brain Health Knowledge Synthesis **Brain Health Impl. Sci. Team Grant

$100,000, 1 year Funding start: Jul 1, 2022 $750,000, 3 years
End date: Jun 30, 2027 A
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Funding start: Nov 1, 2023

Funding start: Apr 1, 2024
End date: Mar 31, 2026

End date: Mar 31, 2028
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Realist approach Context C Social and physical

conditions in which
nisms operate

of interest to bring about
the outcomes. May be single or collective reasoning,
choices and (re)actions, not directly observable, but
accessible through theory building and testing
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Integrated knowledge translation (iKT)

National advisory committee of 32 experts

Older adults,
some with Caregivers
dementia

Caregiver
advocacy
organizations

Alzheimer
Anita Kotharl ', C Nadine Wathen 2 SOCietieS

Comespondence to Dr Anita Kothari, School of Health Studies, The University of Western Ontario, Labatt Health Sciences Bulding, Room
222, London, Ontario, Canada N&A 5B, shothari@uwo.ca

Integrated knowledge translation: digging deeper, moving forward

Day program Government &

staff, managers, health system
operators, decision makers
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Roles, activities, collaboration with advisory committee members

Committeeis co-
chaired by MH (NPA) &
a knowledge user
(Andrea Ubell, ASY)

Collaboratively
developed and agreed
on Terms of Reference

Share lived experience,
expertise with
research team

Help identify and
prioritize knowledge
and improvement
needs

3
|

Agree on a research
plan and related
budget

Partner on grant
proposals (letters of
support, input on
proposal, methods, ...)

Help prepare for
recruitment and data
collections (discussing
most suitable
approaches)

Advertise the research
project to potential
participants and
encourage their
participation

Help the research
team prevent/
overcome challenges

Provide input on
preliminary findings,
help researchers
contextualize them

Input on dissemination
materials to make sure
they are tailored to
target audiences

Help disseminate
findings, facilitate
uptake of findings in
ADP practice and
policy
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Perspectives of Andrea, Hom, Hung

* Knowledge user perspective (Andrea), perspective of a person
with lived experience (Hom), and trainee (Hung/Hom)

* Experiences of working with a research team, using this kind of an
IKT/partnered approach

* Benefits, challenges, approaches to make this work



Questions?

WHY DO WE PARK
IN A DRIVEWAY AND
DRIVE ON THE
PARKWAY?

Matthias Hoben (he/him), RN, Dr rer medic
Associate Professor, Helen Carswell Chair
in Dementia Care

School of Health Policy and Management
Faculty of Health | YORK UNIVERSITY
Room 301E Stong College

Toronto ON, Canada

Email: mhoben@yorku.ca
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Additional slides

(If needed for discussion)



Protocol registered with PROSPERO and
published with Systematic Reviews

for
National Institute h

N‘HR \ Health and Care

Adult DAY P
(ADAPT
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Adult DAy Programs and Their effects on individuals with Dementia and
their Caregivers (ADAPT-DemCare): A realist synthesis

f Develop program theories on how and why day programs Elements essential to day program effectiveness include
< ’ do or do not produce positive or negative outcomes for appropriate space, staffing, programming (individual, tailored,
different groups of persons with dementia, and caregivers person-centered). However, we lack research on the Canadian day

program context. We especially lack studies comparing day
program policies, number and nature of day programs, and effects

|| Literature review :.; Focus groups of day programs across provinces and over time.
()

Studies
screened 5 focus groups, totalof 31 s2222  Older adults living with dementia and attending adult day programs

individuals LT and their family or friend caregivers
* Decision makers

Day program managers
» Advocates and caregivers

Studies 0 0y PrEEm S Government and health system decision makers

excluded « Social workers

!

Studies Y 190 CMO
included statements

A diverse, inter-disciplinary, cross-Canadian team, with members in
various stages of their career, and from multiple backgrounds,
provided multi-dimensional perspectives = theoretical richness of
findings and high relevance to practice and policy; but also at times
logistically complex, time consuming, challenging to navigate

Empirically testing pathways suggested by our program theories in
2 cohort studies (in the field), combined with comprehensive
qualitative work and engagement with experts (interest holders).
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Policy brief directed to ON Health & ON Health teams
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Four policy briefs developed by the OCC

Based on a caregiver survey
(612 responses) plus
extensive consultations

5t policy brief coming
soon: Caregiving and

employment httos:// . : lt ‘ /



Study registered and protocol published

s 0 andr
&, coteen JMaxwel> 91 N oa o
. Collees 2 4 Ron BL‘IC"-' - .

srias Hoben L fana' ' < . Q' AL
e 3 odarti' ,,Sa«fﬂ““ao 2 1.8 {iane Ginsburg =
Zahrd GOOUSEST o 13 8- Tamara DY p— |

enniter Bethell N e Kimbertyn McGT3

' ©: Kaithyn Tate”

CIH | Canadian Institutes of ‘:}

Health Research

i
ﬂé’ IRSC miusdemsre  CARSWELL neatth | YOR K L1,

FAMILY FOUNDATION




Activities and timeline

2022 | 2023 | 2024 | 2025 | 2026 | 2027 | 2028 _

Start of realist work

Jan-Jun
Submitted CIHR
grant (extend the

Jul-Sep
Establish advisory
committee
realist synthesis to
other provinces)
Funded in Nov

Start of prosp. cohort

Feb-Jul
Submitted CIHR
grant (extend
prospective cohort
to other provinces)

Aug-Oct
Research plan,

budget (approved
by ACon Oct 6)

Well over 50
meetings,
conversations

Not funded
Resubmitted in
Nov
Funded in Apr ‘24

Extended realist work

Extended prospective cohort work

Retrospective cohort work
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Retrospective cohort study objectives and methods

Day program attendees (2012-2024)

Objective 1. Explore patterns of day program use (e.g., variations in time to first attendance, monthly
hours of attendance, ongoing versus interrupted attendance, and total time of day program exposure),
using latent class analyses (LCA), and compare the frequency of each latent use class between
provinces and over time.
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Retrospective cohort study objectives and methods

Day program attendees (2012-2024)

Home care recipients not exposed to a day program (2012-2024)

Objective 2. Compare older adults’ demographic, social, and health characteristics (e.g., age, sex,
physical or cognitive disability, area-based deprivation indices, and caregiver availability/distress) by
day program use class (including nonuse), province, and time.
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Retrospective cohort study objectives and methods

Day program attendees (2012-2024)

Day program eligibility RAI-HC assessment (index date)

Matching variables: RAI-HC variables used to determine day program eligibility: physical functioning (ADLh Scale),
cognition (CPS), behavioral symptoms (ABS), bladder or bowel continence (items 11, I3), availability of a caregiver (item
Gle), and caregiver distress (items G2a-c) plus health and social characteristics identified as important in objective 2

Initial RAI-HC assessment, completed within * 3 months of the index date

Propensity score matched control group of non-attendees

Objective 3. Assess whether, compared with a propensity score-matched control group of non-
attendees, day program attendees enter care homes at later points in time; use emergency, acute, or
primary care less frequently; experience less cognitive and physical decline; have better mental
health; and have less distressed caregivers. We will assess potential modification of these effects by
day program use/nonuse class, age, sex, and social determinants of health (e.g., area-based
deprivation indices).
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Progress as of to date

Ethics approvals In prep.

Operational approvals N/A In prep. v v
Data requests N/A In prep. ’(‘i':"p;:’e":g ’a':"p;:’e":‘)’
Data analyst hired N/A v v v

Next steps:

 Dataaccess

« Dataanalyses

 Summary reports to the advisory committee and other experts
» Feedback summits and focus groups to obtain expert input
 Updated analyses

» Publications
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Limitations of the retrospective cohort study approach

Health administrative data in some
provinces do not include a variable
documenting day program use
(study cannot be done there)

Health administrative data include
very limited information on social
determinants of health, quality of
life, caregiver burden, ...

Unclear who the caregiver of an
older adult is (cannot link older
adult and caregiver data)

Very limited information on
characteristics of the day program
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Study registered, protocol under review with BMC Public Health
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Prospective cohort study objectives and methods

Recruit 250 day Day program Surveys:
program attendees spaces, staffing, programming,
with demenftia arjd wait lists, out-of-pocket fees,
their caregivers in admission/discharge criteria &

each of 4 regions

(total of 1,000 dyads) processes, ...

Specify inclusion/exclusi ter Collect surveys from Feedback of research

* Specifyinclusion/exclusion criteria dav prosram . . results in webinars,

for control participants that reflect attexdpeef non- Olbien eaen cky) Ll sy i &l discussion of results
day program admission criteria in attendeeé and PIEEE EEENRS AL CEE, GEele: in focus groups &
the respective region caregivers at baseline il RS EEIEES semi-structured

« Adjust for covariates in the analyses and after 1 & 2 years interviews

Recruit 500 older
adults with dementia
in the community and

tgfc'[]coe}rﬁzgeifn'g 1. To assess whether day program attendees with dementia and their caregivers, compared to non-attendees

(total of 2,000 dyads) and their caregivers, have better primary outcomes (attendee and caregiver QoL), and secondary

outcomes (attendees’ later admission to congregate care, slower cognitive and physical decline, improved
attendee and caregiver mental health)

2. To examine what attendee and caregiver health and social characteristics, and what day program
characteristics are associated with these outcomes, and with the degree of day program use or non-use

3. To explore perspectives of persons with dementia, their caregivers, advocates, day program
staff/managers, and health system decision makers on why persons with dementia do or do not use a day
program, and on how and why day programs have positive, negative, or no effects on attendees with
dementia and their caregivers — especially those with multiple, intersecting vulnerabilities.

heatth | YO R K u




Progress as of to date

Staff/trainees hired

Ethics approvals v v v v
Operational approvals N/A In prep. v v
Recruitment, data collection Started - Started Started
Next steps:

» Finalize operational approvals

« Data collection

« Dataanalyses

 Summary reports to the advisory committee and other experts
» Feedback summits and focus groups to obtain expert input

« Updated analyses

» Publications
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