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An integrated approach to shared decision-making with older 
adults, their family, and healthcare team ensures:

 Respect for cultural values, communication preferences, 
and lived experiences

 Enhanced decision-making quality

 Supports safe aging at home 

Ultimately, integrated shared decision-making helps ensure that 
care decisions are not only clinically sound but also deeply 
respectful of the person’s identity, context, and wishes

Shared Decision-Making
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Objectives

• By the end of this presentation, participants will be 
able to:
• Define and discuss the relevance of Shared Decision-Making 

(SDM) 
• Identify remaining gaps in SDM across Canada 
• Reflect on Decision-Making Needs of Seniors Receiving Home 

Care
• Explore effective SDM Support Interventions for Seniors in 

Home Care
• Discuss the acceptability and impact of SDM Interventions for 

Seniors in Home Care



Key messages

• Shared Decision-Making (SDM) = engagement of end-users 
in decisions about their health

• Seniors receiving home care in Canada are not engaged in 
decisions about their health

• Their decision-making needs are primarily related to their 
location of care

• Decision aids, training of clinicians, and public awareness 
campaigns help foster SDM

• SDM tools such as patients' decision aids and SDM training 
programs have been co-developed and tested



Shared Decision-
Making: 

Definition and 
Relevance



Shared Decision-Making:
: definition

• A process through which 
clinicians and the patient 
work together to make 
informed decisions that align 
with the patient’s values 
regarding their health care.



Shared Decision-
Making : 5 Steps 



1-Identify the decision that needs to be made



2- Discuss the options: Evidence & 
Values/Preferences



3-Explore the desired role



4-Assess comfort with the decision – SURE 
(informed consent)

Garvelink MM, et al. Decisional Conflict Scale Use over 20 Years. Medical Decision Making. 2019;39(4
Garvelink MM, et al. Decisional Conflict Scale Findings among Patients and Surrogates Making Health Decisions. Medical Decision Making. 2019;39(4



Measuring Informed Consent 
in Daily Practice Using the 

SURE Tool
(Melbourne, Australia)



5-Decide now or delay the decision



Ethics

Deontological

RightsCodes of 
clinicians

Teleologic

VirtueValuesConsequentialism

Adapté de Professeur Mark Hunyadi
U Laval Bioethique ; Professeur Luc Bégin

1.1. Health Care Rights and Benefits – Federal Initiatives
a. Health Charter for Canadians
Article 4 of the bill outlines a substantial list of personal 
(individual) rights for users of the public health care system, 
including:
(a) the right to be fully informed about one’s health status;
(b) the right to be informed about available treatment options;
(c) the right to participate in decisions related to treatment.

Ethical Relevance



Relevance for Achieving the Quintuple Aim



What do we 
know about 
the state of 
SDM across 

Canada?



Asked about 
ideas/ 
preferences 
always/often

40.2%
Advantages/ 
disadvantages 
presented 
always/often

Choice 
discussed 

always/often

Asked about 
preferred 
option 
always/often

How much are Canadians 
engaged in shared decision 
making (SDM) when facing health 
related decisions? A Web-based 
survey of 10 provinces

Haesebaert et al. CMAJ Open 2019 Canadians (n=1591) 
experience a low degree of 
SDM, with variations across 
age, care setting, geographical 
area, province and ethnicity

Older people receiving home 
care experience the lowest
 
We know little about SDM in 
indigenous populations

38.8%45.4 %42.8 %



Decision-
Making Needs 
of Seniors in 
Home Care



Decision-making needs are defined 
as:

 the gap between a person’s state 
when facing a decision 

and 
the expected outcomes following 

that decision.
(https://decisionaid.ohri.ca/ODST/pdf-f.php ). 

https://decisionaid.ohri.ca/ODST/pdf-f.php


The Ottawa Decision Support Framework



Difficult Decisions Related to Living Environment:
Surveys

Deliberative
process

N=460
Seniors

N=932
Caregiver

N=614
Health care 
providers

N=20
Decision-
makers

A-Should I choose to stay at home or move? 2e 1er 1er 

B- What is the best option for me to stay safe at home? 1er 2e 2e 

What is the best option for me to prevent falls? 3e 3e 8e

What is the best option for me to get care immediately? 5e 4e 4e

Should I choose to receive assistance with my daily activities or not? 6e 5e 3e 

Should I stop driving my car or not? 8e 6e 9e

The types of difficult decisions are mainly those 
concerning the location of care (housing included)

Seniors
N=460

Caregiver
N=932

Health care providers, SE Health
N=614



https://www.mcmasterforum.org/about-
us/products/project/scaling-up-shared-decision-making-in-
home-and-community-care-in-canada 

Deliberative Forum with Five Provinces 
and the Federal Level

• Home and community care increasingly involves complex decisions, yet older 
adults are rarely meaningfully engaged in the process.

• There is confusion between the care needs of older adults and their decision-
making needs.

• Little attention has been paid to how service providers and policymakers can 
support older adults' decision-making needs.

• Systemic factors further complicate efforts to meet the decision-making needs 
of older adults.

• Other equity-related observations relevant to this issue.

https://www.mcmasterforum.org/about-us/products/project/scaling-up-shared-decision-making-in-home-and-community-care-in-canada
https://www.mcmasterforum.org/about-us/products/project/scaling-up-shared-decision-making-in-home-and-community-care-in-canada
https://www.mcmasterforum.org/about-us/products/project/scaling-up-shared-decision-making-in-home-and-community-care-in-canada


• What do we know about the three groups of decision-making needs?

• Group 1 — Decision-making needs that service providers could help address:
• Service providers could help meet certain decision-making needs of older 

adults regarding home and community care, such as knowing whom to turn to 
for understanding where and how to obtain care and assistance, where to find 
help in making complex decisions, or what to expect regarding the frequency 
and intensity of care.

• Group 2 — Decision-making needs that health policymakers could help address:
• Government health policymakers could contribute to meeting certain decision-

making needs of older adults in home and community care, such as knowing 
how they or their caregivers can ensure they have a say in the future direction 
of home and community care, how to access additional care beyond what is 
publicly funded, or how to determine if the care provided to people like them is 
adequate.

• Group 3 — Decision-making needs that policymakers in other sectors could 
help address:

• Policymakers in other sectors (e.g., finance, housing, and transportation) can 
help meet certain decision-making needs of older adults regarding home and 
community care, such as understanding what type of housing would allow 
them to receive an appropriate level of care, what kinds of food support are 
available, what transportation options they can access, or what types of 
financial assistance exist.



Shared
Decision-
Making
Support 

Interventions



2014–2016
In 16 HSSC, the 
DA and training 

increase 
perceived 

engagement by 
caregivers.

2016–2018
An initial 

online DA is 
developed.

2018–2023
Ongoing 

multicenter study 
evaluating the 

online DA 
(Québec, Alberta, 

Sweden, 
Netherlands)

2019
Older adults in HC 

are the LEAST 
ENGAGED in 

health and social 
care decision-

making, especially 
in Québec and 
rural regions.

2012–2014
Health and Social 
Services Centres 
(HSSC) need to 

implement the tool 
and training in 

home care.

2021
33 DAs 

addressing 
diverse home 
care decisions 
are identified

2010–2012
Decision aids (DAs) 

for residential 
settings and IP-SDM 

training are 
positively evaluated 
by teams (Québec 

and Alberta).

2015–2018
In 16 additional (HSSC), 

training + DA are 
perceived similarly to 
using the DA alone by 

older adults and 
caregivers, BUT teams 

value the training.

2022
Launch of the ENGAGE 

Project
Ongoing project aimed 

at prioritizing up to 
three decision-support 

tools and adapting 
them to the Quebec 

context.

Timeline: Shared Decision-Making in Home 
Care (2007–ongoing)

2007–2010
The IP-SDM model is 

integrated into 
clinical practices in 

home care (HC). It is 
both acceptable and 

feasible.

2020
The decision-making 
needs of hundreds of 
older adults, caregivers, 
and home care teams 
are numerous, but those 
concerning living 
environments are the 
most frequent, while 
those related to end-of-
life are the most 
challenging.

2018
Deliberative Forum 
Report – McMaster: 
Decision-makers 
want more SDM in 
home care
Dialogue summary: 
https://bit.ly/3AW7kS
H

2020
Project to sustain the DA at 
CIUSSS-CN by the 
Advanced Practices Team: 
more diverse decision-
making needs of the 
clinical units



• Cycle 1:  Development of a prototype
• Needs assessment
• Search for existing DAs and selection of generic OPDG
• Evidence about options:  pilot umbrella review
• Prototype 1:  8 page booklet, IPDAS fulfilled

• Cycle 2: Adjusting the prototype
• Usability testing 1 (caregivers)
• Adjusting prototype (multiple cycles): deletion pros and cons ⌿ IPDAS

• Cycle 3: Finalizing the tool
• Refining prototype
• Readability (software) – grade 4-5
• Usability testing 2 (seniors): info clear, amount right, balanced, helpful.



Decision aid guide

To receive the care 
and services I need, 
should I stay at 
home or move?



2014-18 Two large randomized trials: a total of 32 CSSS



More individuals took an active role in the decision to 
relocate a senior following training of the teams in 

shared decision-making and the use of a decision aid 
tool.

Variable n (%) Intervention arm 
(n=138)

Control arm 
(n=158)

Role assumed in decision-making
Active role 71 (51.5) 64 (40.5)

Collaborative role 38 (27.5) 44 (27.9)

Passive role 28 (20.3) 50 (31.6)

No role 1 (0.7) 0 (0.0)

11%

p= 0.09;   ICC: 0.14

Adekpedjou. R. et al.  



What feedback did we receive from the home care teams 
following the shared decision-making training?



Confidence in using the patient decision aid

0------1------2------3------4-------5-------6------7------8------9-----100-------1------2------3------4------5------6------7------8------9------10

Before training (n=183) After training (n=209)
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Confidence that this will help seniors and their caregivers 
engage in the decision-making process
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Impact on caregivers' involvement in 
decision-making: urban vs. rural settings

Variable n (%) Intervention group
(n=138)

Control group 
(n=158)

Decision-making role (urban/semi-urban 
setting)

Active/collaborative role 40 (81.6) 13 (65)

Passive role 9 (18.4) 7 (35)

Decision-making role (rural setting)

Active/collaborative role 69 (78.4) 95 (68.8)

Passive role 19 (21.6) 43 (31.2)

10%

17%

The effect in urban/semi-urban settings is more pronounced than in rural areas

Adekpedjou. R. et al. 



Preferred role vs. assumed role in decision-
making is less discordant.

Adekpedjou. R. et al. En cours Adekpedjou. R. et al. 

Variable n (%) Intervention group
(n=138)

Control group
(n=158)

Preferred role in decision-making

Active role 66 (47.8) 69 (43.7)

Collaborative role 52 (37.7) 61 (38.6)

Passif role 19 (13.8) 28 (17.7)

Missing data 1 (0.7) 0 (0.0)

Assumed role in decision-making

Active role 71 (51.5) 64 (40.5)

Collaborative role 38 (27.5) 44 (27.9)

Passive role 28 (20.3) 50 (31.6)

Missing data 1 (0.7) 0 (0)

Mismatch between preferred and 
assumed role

13 (25.5) 38 (74.5)

11%

49%





ENGAGEMENT OF OLDER ADULTS 
RECEIVING HOME CARE AND THEIR 
CAREGIVERS IN SHARED DECISION-MAKING 
WITH CLINICAL TEAMS (ENGAGE)
Funded by CIHR



Objectives
1) Establish a close partnership with all knowledge users (KUs);

2) Assess the scalability of the 33 decision aids for older adults in home care (HC) 
identified through a systematic review;

3) Prioritize the decision aids that meet the needs of the KUs;

4) Lay the groundwork for adapting the prioritized decision aids to the context of 
the KUs, with the goal of integrating them into training for home care clinical 
teams;

5) Strengthen capacity in partnership and research related to home care and care 
for older adults.



1) Scalability assessment of the tools using the 
ISSaQ 4.0 tool

2) Prioritization of tools that address 
stakeholders’ needs (eDelphi)

4) Partnership and capacity building in home care and aging research

3) Cultural adaptation of the prioritized tools and of a training to the quebec context

Objectives



Results of the consensus with 
the steering committee to 
select the Delphi Decision 
Aids (DAs)

Obj. 2: Prioritization of tools (eDelphi)

The tools included in the Delphi 
were those that received a “yes” 
vote from at least 75% of the 
committee members

Of the 33 tools identified in the systematic review, 10 were selected:

•2 tools related to living environment: maintaining independence in 

daily activities; deciding whether to stop driving following a memory 

disorder diagnosis

•3 tools on health condition management and care: malnutrition; 

options for feeding individuals with dementia; depression

•1 tool on end-of-life care: deciding whether to discontinue life-

sustaining treatments

•2 tools for caregivers: acting as a substitute decision-maker for a person 

with loss of autonomy; options for supporting caregivers

•2 tools for older adults with memory disorders: maintaining cognitive 

abilities; options to ensure quality of life and comfort



Obj. 2: Prioritization of tools (eDelphi)

6 tools for the 2nd round

Among the 10 tools selected in the first round:

• 2 tools related to the living environment: maintaining independence in 

daily activities and deciding whether to stop driving following a memory 

disorder diagnosis

• 3 tools related to the management of health conditions and care: 

malnutrition; options for feeding individuals with dementia; depression

• 1 tool related to end-of-life care: deciding whether to discontinue life-

sustaining treatments

• 2 tools intended for caregivers: substitute decision-making for a person 

with loss of autonomy; options to support caregivers

• 2 tools for older adults with memory disorders: maintaining cognitive 

abilities and options to ensure quality of life and comfort

FINDING:

The priority decisions are not related 
to treatments or health conditions, 
but rather to decisions concerning 
daily life, end-of-life care, or caregiver 
support



Tool Number of prioritized 
criteria (n = 6, 

threshold 75%)

Date of the last 
update

Available for 
adaptation

Decision aid tool for situations where a loved one is too ill to 
make decisions about their own health and a family member 
becomes the substitute decision-maker for subsequent 
healthcare decisions.

5 (frequency, difficulty, 
values + frequency and 
difficulty according to 

experience)

2008 No (tool no longer 
exists)

For advance care planning: Should I stop the treatments that are 
keeping me alive?

4 (difficulty, values + 
difficulty according to 

experience)

Nov. 2023 No (no adaptation 
rights)

Options to ensure the quality of life and comfort of older adults 
with memory and attention disorders?

4 (difficulty, values + 
frequency and difficulty 

according to 
experience)

Mar 2016 Yes

Options to support me as a caregiver of an older adult with 
memory and attention disorders.

2 (frequency, values) Nov./Dec. 2015 Yes

Maintaining independence in daily activities. 2 (frequency, values) May 2018 (V1) et 
April 2020 (V2)

Yes

Deciding whether to stop driving following a diagnosis of memory 
and attention disorders related to aging.

2 (difficulty + difficulty 
according to experience)

Feb. 2016 Yes

Results of the 6 prioritized tools during the 2nd round
 Selection of one tool with the committee



Update of the tool’s evidence base
Devis : Rapid review

Search strategy:  Launched on June 18, 2024 (systematic reviews)

Literature search

Title and 
abstract 

screening
Full-text
selection

Data 
synthesis

Data 
extraction



Update of the tool’s evidence base
Data extraction:

• 26 studies included
• 10 effective studies covering 7 types of interventions
• 2 interventions shared with the existing decision aid tool and 5 new 

interventions:
• Cognitive stimulation
• Art therapy
• Mind-body therapies
• Online cognitive intervention
• Physical activity and cognitive training
• Reminiscence
• Virtual reality



Types of interventions In the existing 
decision aid tool

In our review

•Consultation in a specialized clinic to establi sh the 
diagnosis

✓ X

•Recovery-oriented intervention ✓ X

•Caregiver training and support ✓ X
•Cognitive stimulation ✓ ✓
•Art therapy ✓ ✓
•Mind-body therapies X ✓
•Online cognitive intervention X ✓
•Physical activity and cognitive training X ✓
•Reminiscence X ✓
•Virtual reality X ✓

23

Update of the tool’s evidence base
 Comparison of effective interventions: those included in the existing decision aid tool 

and those identified through the rapid review



Key messages

• Shared Decision-Making (SDM) = engagement of end-users 
in decisions about their health

• Seniors receiving home care in Canada are not engaged in 
decisions about their health

• Their decision-making needs are primarily related to their 
location of care

• Decision aids, training of clinicians, and public awareness 
campaigns help foster SDM

• SDM tools such as patients' decision aids and SDM training 
programs have been co-developed and tested



Thank
you!
http://www.decision.chaire.fmed.ulaval.ca/
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Meet Mrs. Amina Khan
• Mrs Amina Khan is an 82 year old woman and widow who immigrated to Canada over 40 

years ago and currently lives in an apartment with her adult son, who travels frequently for 
work.

• Her primary family support and carer is her adult daughter who lives within 30 minutes of 
her apartment.

• Her primary language is Urdu, and although she understands English, she prefers to 
speak in Urdu when discussing personal or complex matters.

• Mrs. Khan herself, played an active caregiving role within her extended family, and her 
own values are shaped by strong cultural values around aging and family responsibility. 

• She receives publicly funded home care supports (personal care provider, medication 
management and currently, wound care for diabetic foot wound). 



Meet Mrs. Amina Khan
Medical History (Multimorbidity):
• Type 2 Diabetes (non-insulin-dependent)

• Congestive Heart Failure (CHF)

• Hypertension

• Osteoarthritis

• Early-stage Chronic Kidney Disease (CKD)

• Cognitive decline suggestive of progression beyond Mild Cognitive Impairment (MCI); possible early-
stage vascular dementia under consideration by primary care

Physical Health & Functional Status:

• Multiple chronic conditions have impacted her functional status:

• Despite diuretics she experiences shortness of breath with exertion. 

• Her osteoarthritis affects mobility and grip strength, making tasks like preparing                                     
meals and personal care increasingly difficult.

• While her medications have remained stable over the past 3 months, her daughter has noted 
challenges with adherence and organizing her medication schedule.



Meet Mrs. Amina Khan
Current Challenges:
• Responsive behaviours are straining the home care relationship and have led to increased 

concern from the care team.

• Mrs. Khan has occasionally declined personal care and some visits, she has become 
verbally distressed, raising her voice or asking care providers to leave mid-task. 

• Poor glycemic control due to missed insulin doses and irregular meals.

• Daughter is experiencing caregiver stress and considering long-term care, but Mrs. Khan 
strongly wishes to remain at home.

• Although Mrs. Khan lives with her adult son, he is often away for work and not consistently 
involved in her day-to-day care. It is unclear whether he is also experiencing caregiver 
stress and there are no concerns about mistreatment .

• Care coordination between the primary care team and home care is ad hoc, with no 
shared care plan or regular communication. 

• Her daughter has requested more home support but is unsure how to coordinate services 
or who to speak to, highlighting gaps in system navigation and caregiver support. 



Reflect on What You Heard...

Based on today’s discussion what can 
you add or incorporate into your daily 

care or practices that will better 
support shared decision-making?

Join us next time to share and hear from 
others. 



Upcoming TeleECHO Clinics

cdnhomecare.ca/chca-project-echo 

Holistic Spirituality and Care at End of Life
June 11, 12 – 1pm ET

Caring Together: Integrated Approaches to 
Support Responsive Behaviours in Dementia 
Care
June 25, 12 -1pm
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