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Our goals

• Vision: frail older Canadians receive person-
centered, goal-consistent care in later life

• Objective: to increase the uptake, impact, and 
access to advance care planning for frail older  
Canadians across …
• primary care

• long-term care

• hospital settings



Advance care planning is … 

… a process that supports adults at any age or stage 
of health in understanding and sharing their personal 
values, life goals, and preferences regarding future 
medical care. 

The goal of advance care planning is to help ensure 
that people receive medical care that is consistent 
with their values, goals and preferences during 
serious and chronic illness.

Sudore RL et al. Defining Advance Care Planning for Adults: A Consensus Definition
From a Multidisciplinary Delphi Panel. J Pain Symptom Manage. 2017 Jan 3 [Epub ahead of print]



Conceptual framework of ACP activities



ACP is crucial for frail elderly persons

• They have told us in research studies that ACP is a 
high priority area to improve later life care

• Threat of declining health is now real, not abstract

• Tradeoffs between benefits and harms for a given 
treatment decision are highly dependent on values

• Frail individuals are at risk of others speaking “for” 
them rather than “with” them

• Many frail individuals (70%) will lose decision-
making capacity when decisions need to be made



Early CFN (TVN) work in ACP …

• In its first 5 years, ACP/EOL care identified as a strategic 
research priority (Theme)

• 50 projects were funded within the ACP/EOL care 
Theme, including work on ACP in:
• Primary care (Michelle Howard, Robin Urquhart)

• Long-term care (Sharon Kaasalainen, Tamara Sussman)

• Hospital care (John You)

• Marginalized populations (Gloria Gutman)



Our transformative grant …

• Responds to CFN’s need to focus its research 
agenda in this next 5 year cycle

• Leverages CFN-funded work in ACP

• Focuses on implementation and evaluation of ACP 
tools



ACP tools: Knowledge Synthesis (You J, et al)

• meta-analysis of 46 RCTs and 21 non-randomized 
studies

• increase frequency of ACP discussions (P<0.01)

• increase completion of ACP documents (P < 0.01)

• appreciable variability between studies in magnitude of 
effect of ACP tools (I2 = 73% and 85%, respectively)

• … thus we conclude that implementation of ACP tools 
needs to be adapted to the target population, tailored 
to reduce barriers in the local context, and evaluated 
to ensure anticipated benefits are realized

Oczkowski S, Chung H, Hanvey L, Mbuagbaw L, You J. 
PLoS One. 2016 Apr 27;11(4):e0150671.





Overview of research program

• Implementation of multi-faceted suite of ACP tools

• Guided by KTA framework:
• Tailor (reduce clinician, patient, family barriers to ACP)

• Implement

• Evaluate

• Refine

• While paying particular attention to needs of 
marginalized groups (ethnic and sex and gender 
minority groups)



Multi-faceted suite of ACP tools

• For patients & families:
• Introduction to ACP

• Clarify values

• For clinicians:
• Support person-centered conversations about goals of 

care

• Diminish the focus on procedures and maximize 
emphasis on values and goals



Common elements across sectors

• Shared vision & overall objectives

• Common methodology
• Conceptual framework of ACP activities
• Organizing framework for ACP outcomes
• Multi-faceted suite of ACP tools
• Integrated Knowledge Translation approach

• Cross cutting activities
• Needs of marginalized groups
• Patient engagement
• Partnerships
• Annual meetings (researchers, patient advisors, partners)



Final thought …

The most important priority to act upon to improve 
care of frail older citizens is … 

… to increase the uptake and impact of advance care 
planning … 

… so that frail older Canadians receive person-
centered, goal-consistent care in later life.



Extra slides



Improving Palliative Care in Long Term Care Homes Using Participatory Action Research: 
Strengthening a Palliative Approach to Care in Long-Term Care (SPA-LTC)
Co-Principle Investigators: Tamara Sussman (McGill University) & Sharon Kaasalainen (McMaster University)

Primary objectives of grant:   

To develop, implement,  and evaluate a multi-component palliative intervention in long-term care (LTC) that:
a) Improves staff knowledge and comfort working from a palliative perspective
b) Supports open communication between residents, staff and families about end of life care
c) Reduces unplanned and unnecessary hospitalizations at the end of life

Key learnings to date:

1. Monthly case based comfort care rounds support and enforce  staff’s perceptions of palliative care as a  holistic 
approach to care that extends beyond end-of-life care

2. Structured, interdisciplinary, end-of-life family care conferences support better communication with families and 
more satisfaction with end of life care for residents, staff and families. 

3. Unplanned hospitalizations can be reduced slightly when end of life family care conferences are implemented

Implications for work in our Transformative Grant:

• Our multicomponent intervention did not include a series of tools and mechanisms to support upstream 
conversations about end-of-life care (i.e. from the time of admission).

• In this Transformative Grant, our team will develop an implementation strategy and evaluation framework that 
supports the routine use of advance care planning (ACP) tools in LTC.  



Helping the primary care system identify, plan, and care 
for seriously ill, frail elderly
Primary objective(s) of grant:   

1. Develop a validated electronic algorithm using primary healthcare (PHC) electronic medical record (EMR) data to help PHC 
providers identify older patients in their practice at risk of declining health & dying

2. Explore the acceptability and implications of using such an algorithm

Key learnings to date:

• Routinely collected EMR data can be used in a systematic way to aid PHC providers in the identification of patients who are potentially 
approaching death

• Stakeholders (providers, policy-makers, patients, family/friend caregivers) view PHC-based identification as acceptable and aligned 
with the values, aims, and positioning of PHC

• Concerns focus on what to do after identification (e.g., how to initiate ACP conversations and continue them in ways that are sensitive 
and responsive to individual patients & their families) 

• Patients/caregivers feel ACP discussions should occur with someone familiar with the patient’s health & life circumstances (e.g., PHC 
providers)

Implications for work in our Transformative Grant:

PHC represents an ideal setting for early identification & ACP

Identifying patients in PHC who are at risk of declining health & dying will be acceptable to most stakeholders

PHC providers may require additional training/tools to initiate ACP conversations



Fostering End-of-Life Conversations, Community and 
Care Among LGBT Older Adults (de Vries & Gutman, Co-PI’s)

Primary objectives of grant:   

1) To understand issues/level of preparedness for EOL among LGBT older adults (e.g. document completion, care planning, 
discussions)

2) To share learnings/information about resources in Town Hall meetings with the goal of encouraging decisions and actions by 
attendees

3) To create a web-based platform for community-building, support, information sharing 

Key learnings to date:

• All LGBT sub-groups expressed difficulties in engaging in EOL discussions and identifying with whom to have such discussions

• Similarities but also differences between sub-groups e.g. Gay men more likely to identify issues of trust and legacy of HIV/AIDS
(“never expected to live this long”), lesbians had higher expectations for government support, transgendered persons  were most 
likely to note heteronormativity and insensitivity of health care settings

• Service providers echoed themes expressed by LGBT respondents but reported not knowing how to intervene/engage LGBT 
persons in EOL care planning

• Discussion Forum component of website under-utilized  

Implications for work in our Transformative Grant:

Ensure tools and procedures  are welcoming and inclusive of LGBT and other marginalized groups



Trajectories of dying
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Multi-faceted suite of tools

Category Example

Patient / family “facing” tools

Introduction to ACP Speak Up workbooks

Prepare website

Values clarification “What’s important to me: Graphic 
Values History Tool”

Best Worst scaling tool

Clinician “facing” tools

Communication guide Serious Illness Conversation Guide


