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Abstract

Background: Older adults (people aged 65 years and older) face many difficult decisions. Patient decision aids (PtDAS) can
help them and their families make informed value-congruent decisions. Some PtDAs have been developed for the home care
context, but little is known about scaling them for use with older adults in a different culture.

Objective: Thisstudy aimsto (1) assess the scalahility of existing PtDAs for older adultsin the home care context; (2) prioritize
those that best match the decisional needs of older adultsin home care; and (3) culturally adapt the prioritized PtDASs so they can
be scaled successfully to the Quebec health care system.

Methods: This multimethod study includes 3 phases. All phases will be overseen by a steering committee of older adults,
caregivers, health professionas, decision makers, community organization representatives, and researchers with the needed
expertise. In phase 1, we will usethe Innovation Scalability Self-administered Questionnaire, avalidated scalability self-assessment
tool, to assess the scalability of 33 PtDASs previoudly identified in a systematic review. Based on their scalability, their quality
(based on the International Patient Decision Aids Standards), and the importance of the decision point, wewill retain approximately
athird of these. In phase 2, we will conduct a 2-round web-based Delphi to prioritize the PtDAs selected in phase 1. Using a
snowball recruitment strategy, we aim to recruit 60 Del phi participantsin the province of Quebec, including older adults, caregivers,
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health professionals, decision makersinvolved in home care services, and PIDA experts. In thefirst round, wewill ask participants
to rate the importance of several PtDA decision points according to various criteria such as prevalence and difficulty on a 5-point
Likert scale (1=not important to 5=very important). Approximately 6 of the highest-rated PtDAswill be retained for presentation
in the second round, and we will select up to 3 PtDAs judged as having the highest priority for cultural adaptation. In phase 3,
using the Chenel framework and user-centered design methods, we will update and adapt the PtDASs to the Quebec health care
system and integrate these PtDAs into an interprofessional shared decision-making training program for home care teams. The
adapted PtDAs will respect the International Patient Decision Aids Standards criteria.

Results. Thisstudy wasfunded in March 2022 by the Canadian Institutes of Health Research. Data collection for the web-based
Delphi began in October 2023. Results are expected to be published in May 2024.

Conclusions: Thisproject will providerelevant and culturally appropriate decision support toolsfor older adults making difficult

decisions and their home care teams that will be ready for scaling across the province of Quebec.

International Registered Report Identifier (IRRID):

(JMIR Res Protoc 2023;12:€53150) doi: 10.2196/53150
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Introduction

In Canada, the number of people aged 65 years or older has
tripled over the past 40 years, and the current population is
expected to grow by 68% by 2037 [1]. In the province of
Quebec, Canada, people aged 65 years or older represent 21%
of the population and should reach 26% by 2041 [2,3]. While
6.5% of all adults have received home care servicesin Quebec,
this proportion risesto 28% among adults aged 75 yearsor older
[4]. Thus, the demand for health and socia services for older
adults within the context of home care is likely to increase in
the coming years. Asolder adults lose their autonomy and face
increasing health problems, health decisions become more
frequent as well as more difficult and decisions faced within
the home care context present specific challenges[5].

Shared decision-making (SDM) is a collaborative process
whereby clinical teams support individuals and their families
to make informed health and social care decisions based on the
best evidence and what matters most to them [6,7]. It fosters
informed consent [8] and improves care experiences [9,10],
health outcomes[10-12], clinical team well-being, and efficiency
[13,14]. SDM dso reduces the uptake of unproven treatments
and, consequently, reduces health care waste [15]. It supports
health equity, since the most vulnerable may benefit the most
[16-18]. Finaly, SDM has been adapted to and successfully
tested in the home care context among interprofessional teams
[19-21]. It was shown that home care interprofessional teams
trained in SDM, along with older adults and their caregivers
who had benefited from a decision aid, were more likely to
share decisionstogether about housing transitions[19,20,22-24].

Patient decision aids (PtDAS) are tools that support people in
defining the decision to be made, provide information regarding
options and outcomes, and help clarify personal values and
preferences [25]. They have been successfully used to bolster
SDM [26] and to promote the involvement of family members
in health decisions [19]. They have been shown to increase
participants’ knowledge, decrease their decisional conflict, and
reduce the number of people who were passive or undecided in
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decison-making. They also improve patient - clinician
communication and patient satisfaction with their decisions
[16,18,27].

However, the uptake of SDM and PtDAs in Canada has been
disappointing [15]. In a 2018 survey of 1591 Canadians, only
36% of older adults reported that they were always or often
offered choices, and only 35% were always or often asked what
was important to them. Among them, 8.9% reported receiving
home care services, and results showed that they were the | east
engaged in decisions about their health [28]. In order to address
thisinequity in decision support, we conducted 2 pan-Canadian
surveys and found that older adults in the home care context
face numerous difficult decisions that fall under 3 main areas:
housing and saf ety, managing health conditions, and end-of-life
care[5,29]. In another survey, health care professionalsreported
that older adults and their family members needed more help
in obtaining information about available options, dealing with
peer pressure, and navigating the health care system [30].

We hypothesize that widespread uptake of PtDAswill be more
likely if they are adapted to the context in which they will be
used [31-33]. Most PtDAs are created to target 1 decision point,
1 defined population, and 1 context or health care system, but
when they are scaled to further contexts, they rarely addressthe
specificities of the stakeholders or health care systems into
which they will beintegrated. Rather than creating anew PtDA
for each context, the adaptation of existing PtDAs has numerous
benefits: it reduces the duplication of development efforts,
optimizes the use of resources, improves relevance and
applicability, and engages knowledge users in target locations
[34].

Therefore, we propose the ENGAGE (Engagement of Older
Adults Receiving Home Care Services and Their Caregiversin
Health Decisions in Partnership With Clinical Teams) study:
an integrated knowledge mobilization (iKM) scaling project
whose aim is to assess the scalability of existing home care
PtDAs, prioritize them in relation to the decisional needs of
older adultsin home care, and culturally adapt them so they can
be scaled successfully to the Quebec health care system.

JMIR Res Protoc 2023 | vol. 12 | €53150 | p. 2
(page number not for citation purposes)


http://dx.doi.org/10.2196/53150
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR RESEARCH PROTOCOLS

Methods

Overview of Study Design and Context

The ENGAGE study is a multimethod study with 3 phases: (1)
ascalability assessment, (2) the prioritization of existing PtDAS,
and (3) cultural adaptation of the most relevant PtDAS to the
specificities of the stakeholders and the Quebec health care
system. Each phase will use adistinct methodology to meet the
objectives.

The ENGAGE study will be conducted within the Quebec health
and social care system, 1 of 14 independent health and social
care systems in Canada. Each of these systems (1 in each
province or territory and 1 at the federal level) is responsible
for coordinating, insuring, and managing care and services for
the population. Within Quebec, health care services, including
home care services, are provided by 18 regional authorities
[15,35]. Since the province of Quebec has its own health care
system and regulations, and its population is mostly French
speaking, PtDAs need careful and culturally sensitivetranslation
and need to be adapted to the Quebec situation, for example,
include options available specifically in Quebec, to ensuretheir
uptake by the population [36].

Throughout the project, we will use an iIKM approach to
strengthen our partnerships with knowledge users and other
interested parties [37]. We will form a steering committee of
8-10 persons to oversee the operationalization of the project.
The committee will involve older adults, caregivers, health
professionals, decision makersin health organizations offering
home care services, representatives of community organizations
offering services to older adults and caregivers, and
representatives of the provincial health ministry. The committee
will aso include researchers with the expertise needed to
conduct the project, that is, experts in PtDAs, the
interprofessional SDM approach, Delphi design, scaling, and
research with older adults receiving home care services. We
will recruit the committee through our networks in 2 regional
health authorities (1 rural and 1 urban). We will organize at
least 6 meetings over the course of the project to ensure the
engagement of committee membersin all phases of the project.
We will also send quarterly newsletters to all knowledge users
and partners to inform them of the project’s progress. We will
remain attentive to the needs of the knowledge users and will
respect the constraints of the managers and workers in the
clinical settings as well as the older adults and their families.
We will also contribute to capacity building by including
trainees in all phases of this project. Finally, considerations of
sex, gender, equity, diversity, and inclusion will be considered
at al stages of the project using the Canadian I nstitutes of Health
Research (CIHR) guidelines [38,39].

To ensure accurate reporting of the iKM approach, we will
report results using the Guidance for Reporting I nvolvement of
Patients and the Public (GRIPP2) checklist [40]. We will also
report on the adaptation of PtDAs according to the Guidance
for Reporting Intervention Development Studies in Health
Research (GUIDED) checklist [41].

https://www.researchprotocol s.org/2023/1/€53150

Guay-Bélanger et a

Phase 1. Scalability Assessment of the Existing PtDAs

We recently completed a systematic review of PtDAs developed
for home care [42]. For them to reach the largest proportion of
people who can benefit from them, PtDAs for home care use
must be analyzed for their scalability. Scalability is the ability
of ahealth innovation that has demonstrated effectiveness under
controlled conditions to be expanded in real-life circumstances
toreach alarger proportion of the eligible population while still
maintaining effectiveness [43]. Our team developed and tested
the Innovation Scalability Self-administered Questionnaire
(1SSaQ), a vaidated evaluation tool for assessing the scaling
potential of health innovations that is designed to be used by
teams planning to scale health and social services innovations
[44,45]. 1SSaQ is a list of 37 items covering 12 essential
components of scalability, such as evidence on the effectiveness
of the innovation, its characteristics, its acceptability, its
adaptability, and the quantifiable costs and benefits of scaling
(Multimedia Appendix 1, in French only). We will therefore
use the 1SSaQ to assess the scalability of each of the 33 PtDASs
developed for home care that were identified in our systematic
review [42].

First, we will retrieve all available information on each of the
PtDAs included in our systematic review by searching for
publications. A total of 2 team memberswill then independently
extract the characteristics of the PtDASs (eg, type, purpose,
decision point, target population) and complete the 1SSaQ
scalability assessment grid for all 33 PtDAs identified in the
literature [42]. Any disagreementswill be discussed with athird
team member to reach a consensus. The results will be
synthesized and discussed with the steering committee. Given
the large number of PtDAs identified in the literature review
(n=33), the steering committee will then select approximately
one-third of the PtDAs based on the relevance of the decision
point to home care for older adults in the experience of the
steering committee, their scalability, and their quality according
to the international criteria established by the International
Patient Decision Aid Standards (IPDAS) Collaboration [46].
In order to reach a consensus on the final selection, steering
committee members will vote according to al 3 criteria
mentioned above, and PtDAS receiving the highest number of
votes will be selected for the next phase.

Phase 2: Prioritization of PtDAs Selected in Phase 1

Study Design

We will conduct a web-based Delphi (e-Delphi) study to
prioritize the PtDAs selected in phase 1 [47]. The RAND
research organization at the University of California at Los
Angeles (RAND/UCLA) appropriateness method will be used
to judge the prioritization and relevance of the selected PtDAS
(maximum of 10 PtDAS) [48]. The decision point criteria
deemed necessary for prioritization will be determined by the
steering committee. These criteria could include, for example,
the prevalence of the decision addressed by the PtDAS, the level
of difficulty of the decision, the date at which the evidence was
updated, and its potential for scale-up. A questionnairewill then
be devel oped that addresses the various decision point criteria
identified as priorities.
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Delphi Participants
Recruitment

We aim to recruit 60 participantsin the province of Quebec for
this phase of the study to ensure a minimum of 40 participants
in both rounds of the e-Delphi study [49,50]. We will use a
snowball recruitment strategy, anonprobability sampling method
whereby study participants are asked to recruit future
participants from among their socia networks [51]. We will
recruit older adults, caregivers, health professionals, decision
makers involved in home care services (eg, home care team
managers, directors of community organizations, managers of
health care organizations, and government deputy health
ministers or advisers), researchers, and PtDA experts. We aim
to recruit a minimum of 8 to 12 participants for each of these
categories to ensure representativeness [49]. Inclusion criteria
for older adults will be as follows: (1) aged 65 years or older;
(2) hashome care experience; (3) can participatein the specified
timeframe; (4) can read and understand French; and (5) can give
informed consent. Inclusion criteria for other categories of
participants will be the same except for the following: (1) aged
18 years or older and (2) has home care experience as a
caregiver, health professional, decision maker, or expert. We
plan to recruit participants using the snowball method with the
help of our steering committee members, partners, and
knowledge users.

Older Adultsand Caregivers

We will ask our partners about the possibility of recruiting
potential candidates from their organizations. Our partnersin
relevant organizations will be invited to share the invitation
email with their members and through their socia media
platforms. The clinical teams in home care working for 2
regional health and socia service authorities (1 rural and 1
urban) will also be invited to share the invitation with the ol der
adults and caregivers they meet during their home care
appointments. If necessary, with the agreement of the potential
participants, the names and telephone numbers of interested
individuals may be shared with the research team so that ateam
member can contact them, explain the project further, and invite
them to participate.

Health Care Professionals

Health care professionals will be recruited with the help of
managers from the 2 regiona heath and socia services
authorities. We will ask them to distribute an invitation email
to the health professionals in their organizations. If necessary,
wewill contact home care managers in other health authorities
in the province of Quebec.

Decision Makers

Wewill solicit our partnerswho are aready in decision-making
roles to disseminate the invitation within their networks and
help us identify other decision makers.

Other Experts

Finally, members of our research team and collaborating teams
will circulate theinvitation by email to their respective networks
to help us identify potential PtDA experts who can manifest
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their interest by contacting the team members responsible for
the study.

We will make sure all participants understand our research
objectives as we prepare and oversee the information provided
to them. With a concern for equity, we will also solicit older
adults and family membersin rural areas, whom we will reach
in person if necessary.

Data Collection

The e-Delphi consensus study will be conducted over the web
using the REDCap (Research Electronic Data Capture;
Vanderhbilt University) tools hosted at Université Laval [52,53].
Participants will read and sign a consent form in the REDCap
platform before completing the questionnaire. We anticipate
that 2 rounds will allow for an acceptabl e degree of agreement
on the PtDAs to be prioritized. There will be an interval of
approximately 3 weeks between the 2 questionnaires.
Participants who do not have easy access to acomputer will be
invited to complete the questionnaire during an in-person
meeting with aresearch assistant. For each round, participants
will be asked to submit their completed questionnaire within 2
weeks. An email reminder will be sent 48 hours before the end
of the 2-week period. In the first round, we will collect
participants’ sociodemographic information such as age, sex,
gender, and education level. For each of the PtDAs selected in
phase 1 (maximum of 10 PtDAsS), we will present the main
characteristics of the PtDAs (eg, decision point addressed, year,
and country of development) and an image of each PtDA. Then
we will ask participants to rate the PtDA according to the
decision point criteriaprioritized by the steering committee (eg,
prevalence of the decision, level of difficulty of the decision,
and potentia for scale-up) included in the questionnaire on a
5-point Likert scale (1=not important to 5=very important).
Participants will also be able to add free-text comments. We
will calculate the overall scores and summarize free-text
comments. Results will be synthesized and discussed with the
steering committee. The highest-rated PtDAs will be retained
for the next round (approximately 6 PtDAS).

In the second round, we will repeat the same procedure, but
only the PtDAs prioritized in the first round will be presented
(approximately 6 PtDAS). The results of the second round will
be summarized and they will be presented and discussed with
the steering committee. We will then select up to 3 PtDAs
judged as having the highest priority for cultural adaptation
(phase 3).

Data Analysis

Descriptive analyses of sociodemographic data will be
conducted to profile the participants. Descriptive analyses will
also be used to cal culate the overall scoresfor each of the PtDAS
after the 2 e-Delphi rounds. Regarding relevance and clarity, if
the number of participants giving a score of 4 to 5 for each
dimension divided by the total number of participantsisgreater
than 0.80, this will be considered a good score. Regarding
necessity, the formula (Ne— N/ 2) / (N / 2) will be applied,
where Ne is the number of participants indicating an element
as important and N is the total number of participants. This
indicator varies between—1 and +1, with higher scoresindicating
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consensus. Resultswill be collated using SAS (version 9.0; SAS
Ingtitute Inc) to calculate the median score and percentage of
agreement. We will summarize the open-ended commentsusing
thematic analysis.

Phase 3: Adaptation of Prioritized PtDAsto the
Specificities of the Stakeholdersand Health Care
Systems Into Which They Will Be I ntegrated

Chenel et a [54] propose a framework for cultural adaptation
of PtDAs in 4 stages: exploration (ie, identification of content
to be adapted), adaptation (ie, incorporation of modifications),
pilot testing (ie, validation with knowledge users), and field
testing (ie, validation in areal-world context). Informed by this
framework, we propose to pilot the cultural adaptation of the
selected PtDASs using user-centered design methods and to set
up a process that will serve as a proof of concept for the
adaptation of the PtDAs to Quebec.

Specifically, with the help of the steering committee and the
extended knowledge user group involved in this project, we
will tranglate the selected PtDAs into French and identify the
content that needs to be adapted, such as evidence updates and
local information on available options. The research team will
then incorporate these changes into the new versions of the
selected PtDAs. We will engage language editors or graphic
design services as needed. We will then validate the new
versionswith the steering committee members and our extended
knowledge user team, using a new collaborative web-based
platform for designing printable and interactive PtDAs [55].
This user-tested platform (PADA) was developed by an
international team and enablesthe collaborative design, revision,
or adaptation of PtDAs for multiple needs and contexts. PADA
also facilitatesthe collection and integration of knowledge users
feedback [56]. Agendas and minutes of each meeting will be
produced to document the process of adapting the PtDAsto the
Quebec cultural context. The final step will be to integrate the
adapted PtDAsinto an interprofessional SDM training program.
Our team produced and contributed to thefirst interprofessional
model of an SDM training program [57,58] and devel oped with
knowledge users an interprofessional SDM training program
for the use of a PtDA for housing transitions that was well
received in home care settings [19-21,59]. We will develop a
new generic version of this interprofessiona SDM training
program that can be used in conjunction with the selected PtDASs
or any other PtDA.

Ethical Considerations

This project was approved by the ethics committee of the Centre
intégré universitaire de santé et de services sociaux de la
Capitale-Nationale (MP-13-2023-2848). All stages of this
research project will be carried out in accordance with Canadian
proceduresfor informed consent (Tri-Council Policy Statement:
Ethical Conduct for Research Involving Humans) [60]. These
procedures include disclosure of benefits, risks, and drawbacks
of participation, documentation of consent, patient or surrogate
competency, plain language, the voluntary nature of thedecision,
consent for future use of data, confidentiality of data, and data
management practices. All participants will give informed
consent before participating in the study.

https://www.researchprotocol s.org/2023/1/€53150

Guay-Bélanger et a

Results

This study was funded in March 2022 by the CIHR. This
protocol was initially submitted before any participants were
recruited. The steering committee was recruited in June 2023
and isready to begin itswork. The committee consists of 2 older
adults or caregivers; 1 representative of an organization whose
mission is to improve services for older adults, 2 health
professionals who are also decision makers in 2 health
organizations offering home care services in the province of
Quebec; 1 representative of the provincial health ministry; 1
geriatric internist with expertise in research with older adults
receiving home care services; 1 family physician with expertise
in SDM, PtDAS, scalability assessment, and e-Delphi studies,
and 1 junior researcher with expertise with SDM and PtDAs.
The consensus meeting with the steering committee to select
the PtDASs to be prioritized in the e-Delphi study was held in
September 2023. Data collection for the e-Delphi study began
in October 2023. Results are expected to be published in May
2024.

Discussion

This study will provide information about the scalability of
PtDAs relevant to home care, a prioritized list of PtDAs for
home care, and up to 3 PtDAs culturally adapted to the
specificities of the Quebec health care system and stakehol ders
in the home care context. The study will provide a proof of
concept of the process of adapting the PtDAs and integrating
them into an interprofessional SDM training program for the
home care sector so they can be scaled successfully in the
Quebec hedlth care system.

This study has several notable strengths. Firt, this project was
developed as part of a collaboration with knowledge users that
dates back to 2007, and its objectives were developed in
response to their stated needs [19,20,28,59,61-63]. We have
assembled an experienced interdisciplinary team with a long
history of collaboration who possess expertise in developing
and adapting PtDAs for the home care sector. In addition, the
goals of this project are supported by earlier studies conducted
by our team since 2007 showing that older adults have unmet
needs for support in making shared informed decisions
[5,19,20,28-30,59,61-63] and that the engagement of older
adults and their families in health and social care decisionsis
encouraged by the use of PtDAs and training of clinical teams
in SDM [19,20,64,65]. Since most PtDAs are in English and
were developed in high-income countries, another strength of
thisstudy isthat it will contribute to the literature on the cultural
adaptation of PtDAs, not only for the Canadian context but for
any context where languages and cultures differ within the same
region or country.

The main limitation is that the PtDAs we will prioritize have
been identified in a systematic review of published literature
[42]. It istherefore possible that these PtDAS do not represent
all the current or emerging difficult decisions faced by older
adults, their families, and stakeholders. During the COVID-19
pandemic, different decisional needs emerged among older
adults that affected their care, such as “should | delay my
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surgery?’ [66,67]. To address this limitation, if participants
express a desire for new PtDASs that do not yet exist, we will
use the generic Ottawa decision aid to create one that is
culturally adapted to the Quebec context [68]. Finally,
operational issues could include recruiting enough people for
the e-Delphi study. If we are unsuccessful with our current
methodology, we will ask the 32 home care teams who
participated in our previous home care randomized trials to

Guay-Bélanger et a

The ENGAGE project is a response to a declared urgent need
by the Quebec government to address gapsin home care[69-72],
including the need to support and empower older adults and
their families in health-related decision-making. This project
will providerelevant and culturally appropriate decision support
toolsfor older adults making difficult decisions and their home
care teams. The resulting tools will be ready for scaling across
the province of Quebec.

suggest additional potential members [19,21].
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