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PerleyHealth.ca/centreofexcellence.
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centreofexcellence@perleyhealth.ca

Office: 613-526-7170 ext. 2425

The Centre of Excellence Project Team:

• Michaela Adams, Centre of Excellence, Perley Health

• Jenna Henry, Centre of Excellence, Perley Health

• Linda Hunter, Family Partner, Perley Health 

• Atul Jaiswal, Centre of Excellence, Perley Health

• Heather MacLeod, Provincial Geriatrics Leadership Ontario

• Sai Prashanti Mohan, Centre of Excellence, Perley Health

• Maya Pot, Centre of Excellence, Perley Health

• Benoît Robert, Centre of Excellence, Perley Health

• Annie Robitaille, University of Ottawa; Centre of Excellence, Perley Health

• Danielle Sinden, Centre of Excellence, Perley Health

https://www.perleyhealth.ca/partnering-for-progress
https://www.perleyhealth.ca/centreofexcellence
mailto:centreofexcellence@perleyhealth.ca
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How to Cite 

Perley Health. (2025). Partnering for Progress: A Guide for Meaningful Engagement of 
Residents and Caregivers in Long-Term Care Research. PerleyHealth.ca/partnering-for-
progress

Copyright 

This work is licensed under the Creative Commons Attribution-Noncommercial-
ShareAlike 4.0 International License. 

You must provide attribution to the creator when the Partnering for Progress: A Guide for 
Meaningful Engagement of Residents and Caregivers in Long-Term Care Research is used 
and shared. 

All attributions must be the following statement: “Partnering for Progress: A Guide for 
Meaningful Engagement of Residents and Caregivers in Long-Term Care Research © 
2025 by Perley Health is licensed under Creative Commons Attribution-Noncommercial-
ShareAlike 4.0 International. To view a copy of this license, visit https://creativecommons.
org/licenses/by-nc-sa/4.0/. All rights reserved.” 

It may be used for education purposes and for use in public sector organizations. The 
authors do not take responsibility for the improper use of this guide.

Continuous Improvement

Please note that we view this as a living document. Our culture of 
self-improvement ensures that, together, we are always striving for a 
higher standard of excellence. We welcome feedback from all users—
residents, caregivers, researchers, staff, and administrators. Please 
share your experiences, comments, or questions by completing 
a brief survey at SurveyMonkey.com/r/N27LJMP or emailing 
centreofexcellence@perleyhealth.ca. 

Thank you for partnering with us in progress..

 Updated: June 4, 2025

CC BY-NC-SA: This license allows reusers to distribute, remix, 
adapt, and build upon the material in any medium or format for 
noncommercial purposes only, and only so long as attribution is 
given to the creator. If you remix, adapt, or build upon the material, 
you must license the modified material under identical terms.

https://www.perleyhealth.ca/partnering-for-progress
https://www.perleyhealth.ca/partnering-for-progress
https://creativecommons.org/licenses/by-nc-sa/4.0/
https://creativecommons.org/licenses/by-nc-sa/4.0/
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Who We Are: About Perley Health 
Perley Health, located in Ottawa, Ontario, Canada, is a leading provider of long-term care 
(LTC), known for its innovation, compassion, and research. As one of Ontario’s largest 
and most progressive long-term care homes, it accommodates over 600 Seniors and 
Veterans with a dedicated workforce of 800 employees and 400 volunteers. Perley Health 
is home to 450 LTC residents, many of whom are Veterans who served overseas, alongside 
approximately 200 seniors in 139 independent-living apartments. With a rich history dating 
back to 1897, Perley Health has evolved into a comprehensive care centre that offers LTC, 
short-stay accommodations, and specialized programs for Seniors and Veterans. 

At the heart of Perley Health’s mission is the Centre of Excellence in Frailty-Informed 
Care™, established in 2019 as a hub for innovation in research and education. The Centre of 
Excellence aims to set new benchmarks in senior care by facilitating applied research that 
drives innovation in education, best practices, and knowledge translation. Our goal is to 
ensure that Seniors and Veterans living with frailty receive the highest level of care both within 
our home and beyond. 

To learn more, please visit PerleyHealth.ca/centreofexcellence.

https://www.perleyhealth.ca/centreofexcellence
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Executive Summary
A long-term care (LTC) home is a unique environment that houses residents with various 
cognitive and health-related conditions. In these homes, residents are not only care recipients 
but individuals with a voice, valuable insights, rich life experiences, unique perspectives, and a 
right to shape their home and daily lives. 

In health research and the broader research field, there is a growing recognition of the 
critical importance of meaningful involvement of citizens in research otherwise described in 
terms such as citizen engagement, patient engagement, community engagement, public 
participation, etc. However, the voices of residents and caregivers of LTC homes remain largely 
excluded from meaningful involvement in research that directly impacts them. This exclusion 
is due to a lack of existing engagement frameworks that can be tailored to the unique realities 
of LTC homes. LTC homes are not just traditional healthcare facilities but the personal living 
spaces of residents where care, daily life, relationships, and community intersect alongside 
cognitive diversity and fluctuating health. 

This Partnering for Progress guide is designed to bridge a significant gap in literature and 
practice by offering a structured framework for the meaningful engagement of LTC residents 
and their caregivers in research activities. The guide provides researchers and LTC leaders 
with practical strategies, guiding principles, and concrete tools to tailor engagement into 
every stage of research in LTC homes across Canada. The framework identifies guiding 
principles and outlines practical strategies to overcome barriers to engagement to ensure 
residents, caregivers, and staff are partners, not just participants, at every stage of the 
research process. Key objectives of the guide include developing a systematic approach to 
engaging residents and caregivers in all stages of research, ensuring research reflects the 
needs and values of LTC residents, improving the relevance and translation of research into 
practice and policy, and enhancing transparency, accountability, and trust in the research 
process.

This Partnering for Progress guide represents a significant step towards meaningful 
engagement of LTC residents and caregivers in research. By centering the voices and lived 
experiences of LTC residents, caregivers, and staff, this work aims to advance research that is 
not only scientifically rigorous but also deeply relevant to the people it is meant to serve. 

“ Let our stories be heard. 'Meaningful' is not just ticking boxes. 
Meaningful is, 'What does my engagement contribute to? What 
is actually going to happen with the results?' I need to see that 
it leads to action. Residents are needed to ensure that the right 
questions are being asked.”
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“ LTC is not the same as a hospital—this is someone’s home.  
Give researchers the opportunity to understand that better.” 

Background
As of 2021, Canada has a total of 2,076 LTC homes providing 198,220 beds to 6,835,866 adults 
over the age of 65 1. There are 29 LTC beds per 1,000 Canadians aged 65 and older, with 
variations across the provinces and territories. In Ontario, there are nearly 626 LTC homes 
where roughly 78,000 adults reside 2. As it is crucial to understand the unique aspects of LTC 
homes, it is essential to prioritize research that is deeply rooted in the lived experience of 
residents and caregivers 3,4.

The Canadian Institutes of Health Research (CIHR) introduced “citizen engagement” in 
2008 to ensure that healthcare research and policy development align with the needs 
and experiences of the public, thereby enhancing relevance, transparency, and trust while 
empowering citizens to actively participate in shaping their healthcare 5.

“Citizen engagement” is defined as the active involvement of citizens in identifying problems, 
proposing solutions, and providing meaningful input to develop healthcare policies 5,6. This 
engagement serves as a bridge between the “citizens” or the “consumers” and healthcare 
research, ultimately contributing to policy development 5,6. By involving citizens, research 
becomes more meaningful as it incorporates diverse perspectives of citizens, and research 
outputs are more clinically relevant 3,7.

Citizen engagement in LTC involves the active participation of residents and caregivers in 
policy development and decision-making 4,5,7. Engaging individuals with frailty and their 
caregivers in decision-making is both feasible and essential 4. It ensures that research 
priorities and outcomes align with the needs and experiences of those directly affected 
by LTC policies and practices 5,7. Involving residents, caregivers, and staff in the research 
process provides valuable insights, leading to more relevant studies 3,5,7. This engagement 
empowers LTC residents and caregivers by giving them a voice in shaping their care and living 
environments, enhancing their quality of life and improving overall care delivery 4,5,7.

Although the term “citizen engagement” is increasingly used in research, during the 
development of this guide it was found to be less relatable for LTC residents and caregivers. 
As a result, the term “resident and caregiver engagement” is used throughout this guide to 
align more closely with the language commonly used by residents and caregivers themselves.
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Why We Need Resident and Caregiver 
Engagement in Long-Term Care Research 
Long-term care (LTC) homes are increasingly recognizing the critical importance of actively 
involving residents and their caregivers in an effort to improve the quality of care and life 
for residents 8. The benefits of such engagement are clear—when residents and caregivers 
are included in decision-making, care quality improves and residents experience a higher 
sense of well-being 8,9,10. Despite this recognition, challenges persist in ensuring diverse and 
meaningful participation 8. While methods such as Residents' Councils, surveys, committees, 
and consultations are commonly used to involve residents and caregivers, many of these 
efforts remain consultative rather than empowering, often leaving residents with little power in 
decision-making processes 3,6,8.

This gap is particularly significant in LTC homes where residents, especially those with frailty 
or complex health needs such as dementia or sensory loss, are often the most vulnerable 3,4,11. 
Meaningful engagement can profoundly affect residents' emotional, mental, and physical 
health, yet several barriers—ranging from communication challenges to institutional 
reluctance—continue to hinder the engagement process 3,4,10. Overcoming these barriers is 
essential to improve residents' care experience and their overall quality of life 3,8. 

While “citizen engagement” in research has demonstrated clear benefits, the involvement 
of residents and caregivers in LTC research remains limited 3. Through the process of 
developing this guide, it became evident that without including the lived experience of 
residents and caregivers, the research outcomes remain incomplete and disconnected from 
the actual needs of those directly affected by LTC services 9,10. The primary reason for this 
lack of engagement is a widespread lack of understanding of the barriers to involvement 
and the challenges in overcoming them 4,8,10. In the context of LTC research, there has been 
no comprehensive guide to help researchers and institutions effectively engage residents 
and caregivers throughout the research process. This guide aims to fill that gap by providing 
a structured approach to maximize meaningful engagement, ensuring that residents and 
caregivers are not just consulted but are active contributors in shaping research that affects 
their lives.

“ Residents need to have a say in 
shaping the place they call home.”

“ I came here to be heard, so that something can be done.”
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Co-designed with residents and caregivers, this guide integrates insights gathered from 
a thorough review of literature, a pre-event experts' survey, and a one-day "Partnering for 
Progress" engagement event. This co-creation process helped identify what truly matters 
to residents and caregivers in terms of their involvement in research. The guide includes 
practical strategies, key considerations, and a framework to support effective resident and 
caregiver engagement in LTC research. A detailed description of the methods used to develop 
this guide is available in Appendix A or publication (link to be added).

By embracing the active involvement of residents and caregivers, LTC research can move 
toward more impactful, relevant, and compassionate outcomes—ultimately transforming care 
for the better.

“ You must think about the difference between ‘doing to’ residents 
versus ‘doing with.’”



10 | Partnering for Progress Engagement Guide

Barriers to Meaningful Engagement
Numerous barriers to meaningful resident and caregiver engagement in LTC research were 
identified through this project. The barriers are systemic and at the individual level, as shown 
in Figure 1. 

Recognizing and addressing these barriers is crucial for developing effective solutions and 
fostering meaningful engagement in LTC research. While we have identified some of the most 
significant barriers, it's important to acknowledge that additional barriers may exist, varying 
based on specific LTC contexts. Researchers and LTC leaders should carefully reflect on 
which barriers are most relevant to the LTC home where their research project will take place. 
This tailored approach ensures that engagement strategies are appropriately designed to 
overcome the unique challenges present in each setting, ultimately enhancing the quality and 
relevance of the research conducted

Figure 1: Barriers to meaningful engagement



Partnering for Progress Engagement Guide | 11 

1. Power imbalance

Researchers often possess greater authority than residents, which can stifle open 
communication and genuine collaboration. This dynamic may lead to residents and 
caregivers feeling undervalued and hesitant to share their insights. 

2. Resistance to change

Resistance within organizations can hinder effective engagement initiatives, manifesting 
as a lack of support or bureaucratic obstacles. Participants may feel their contributions 
are merely tokenistic, undermining the authenticity of their involvement in the research 
process.

3. Cultural differences

Cultural differences may not be adequately accommodated. For example, cultural values 
that emphasize privacy can lead to discomfort or reluctance among some residents in 
sharing their stories. The research process may not adequately address language needs, 
creating barriers for residents who speak different languages. 

4. Knowledge of research and technology 

A lack of sharing of clear, complete, and understandable information about the research 
project can leave residents feeling confused or intimidated, discouraging them from 
participating or sharing of their opinions. Appropriate technological support may not be 
always available for all residents and caregivers, which limits their ability to participate in 
any digital aspects of the research process. 

5. Complex terminology

The use of scientific terms and complex language can overwhelm or intimidate 
participants, leading to reduced engagement. This may also contribute to a sense of 
power imbalance or lack of trust between residents and researchers.

6. Non-inclusive space

Accessibility barriers in LTC homes, such as narrow doorways, inadequate seating, or a 
lack of maneuvering space for wheelchair use, significantly restrict residents' mobility 
and access to meeting spaces, hindering their ability to engage meaningfully in research 
processes. 

“ Some cultures are very private and 
don’t encourage sharing.”



12 | Partnering for Progress Engagement Guide

7. Fluctuating health status

Limited understanding and support 
for residents' varying health conditions 
can make participation challenging. A 
resident’s health status often fluctuates 
due to advancing medical conditions 
associated with age, complicating 
consistent involvement.

8. Complex health conditions

Inadequate support for residents with 
cognitive challenges (e.g., dementia), mobility difficulties, or invisible disabilities (e.g., 
sensory loss) can make it difficult for the residents to fully participate, limiting their 
engagement and contribution.

9. Differing priorities

The goals and priorities of the research team, residents, caregivers, staff, and the 
organization can differ in areas such as research ideas, intended outcomes, and 
processes. Failure to recognize and address these differing priorities can limit interest 
and engagement in the research. 

10.  Availability of caregivers and staff

Family members' participation in research may be limited due to personal schedules and 
responsibilities. A lack of accommodations (e.g., flexible scheduling) makes it difficult 
for their own engagement (i.e., providing their perspective) and reduces the support 
available for meaningful engagement of residents. Moreover, not all residents may have 
family members to support them. 

Caregivers and frontline LTC staff have busy schedules and may be unable to take time 
off work or time away from their regular duties, limiting their participation in research. 
Additionally, staff turnover can hinder consistent support for resident involvement in 
research activities.

“ The word ‘research’ itself can 
be a barrier. Some people 
may wonder what it means. 
Researchers are often in 
their own corner of the world, 
unable to understand how 
simple or complicated this 
can be for others to grasp.”

“ You might have plans to conduct interviews all day, but a 
caregiver could be very exhausted, so you shouldn’t proceed 
with the interview. Sometimes researchers focus so much on 
their work that they forget to consider the people they are 
connected with.”
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What is Partnering for Progress?
Partnering for Progress calls for a transformative approach and shift in thinking about 
long-term care (LTC) research, emphasizing the importance of viewing LTC as the home 
of residents rather than service institutions responsible for caring for residents. This 
engagement approach challenges traditional research methods by actively involving 
residents and caregivers as co-creators and partners in the research process through 
creative, flexible, and non-traditional practices.

By changing the language and conceptualization of engagement, the framework enables 
and empowers LTC residents and their caregivers to shape the places they call home. 
This approach recognizes the value of lived experiences and promotes a more holistic 
understanding of LTC environments. This shift promotes collaborative engagement, 
repositions residents as experts in their own care, and creates a more inclusive, person-
centred research environment that can drive meaningful improvements in LTC quality and 
understanding. 

Below, we present the framework and associated tools for resident and caregiver engagement 
in LTC research. 

Partnering for Progress Framework  
for Meaningful Engagement

Section 1: Guiding Principles for Resident and Caregiver Engagement in LTC Care Research

Section 2: Strategies for Meaningful Engagement at Various Stages of Research

Section 3: Checklist for Meaningful Engagement
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Partnering for Progress Framework for Meaningful 
Engagement
The Partnering for Progress framework represents a participatory approach to involving 
residents, caregivers, and stakeholders in shaping the future of LTC. This innovative 
framework recognizes the critical importance of engaging those directly impacted by LTC 
policies and practices in the research process. 

The framework is rooted in seven guiding principles: 

1. Open communication and transparency

2. Co-creation and collaboration

3. Trust and respect

4. Flexibility and accessibility 

5. Safe and supportive environment

6. Recognition, compensation, and sustainable engagement 

7. Impact, relevance, and continuous improvement

The framework serves as a guide to plan engagement strategies in LTC research and can 
be used in multiple ways, with the purpose of mutual learning and co-creation of research 
outcomes that are not only scientifically rigorous but also relevant and beneficial to LTC 
residents and their communities. 
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This illustration is a visual representation of the Partnering 
for Progress framework for meaningful engagement in LTC 
homes in which all elements are structured around the core of 
the framework: residents, caregivers, and LTC staff. 

The framework identifies the researchers and LTC 
administrators within the LTC environment but external 
to the core. The framework acknowledges the barriers to 
engagement with residents and caregivers in LTC research.

The framework highlights the guiding principles of meaningful 
engagement, such as trust and respect, collaboration, 
flexibility, and impact-driven research, that provide its 
foundational values.

The engagement strategies build off the principles and aim 
to overcome the identified barriers to ensure residents and 
caregivers are given the resources and support to be involved 
throughout the research stages. 

Finally, the engagement strategies lead to the expected outcomes of this framework, such as 
enhanced research practices, empowerment of LTC residents, and improved care.

We hope that using this framework can lead to enhanced research practices and outcomes, 
better-informed decisions, increased accountability, and more effective solutions to complex 
challenges in the LTC sector in Canada and beyond.

Tip
Regular check-ins 
with the project team 
(including residents 
and caregivers) are 
important to keep 
everyone informed 
and help people feel 
included.

Tip
Provide regular updates to all those involved about the research process—what has 
happened, what is happening now, and what the next step is. Don’t just wait until you 
have results.



Partnering for Progress Engagement Guide | 17 

The guiding principles for meaningful engagement in LTC research are essential to creating 
a collaborative and inclusive environment that respects and values the contributions of all 
residents and caregivers. These principles apply to the overall research process and help 
guide and facilitate meaningful engagement of residents and their caregivers. 

 Meaningful engagement requires:

1. Open communication and transparency. Ensure honest, transparent dialogue and 
open information sharing, creating an environment where residents and caregivers feel 
fully informed about the entire research process. Use enabling language to facilitate 
engagement and document research, emphasizing how the process supports and 
empowers participation.

2. Co-creation and collaboration. Encourage active participation and joint decision-
making, valuing the contributions of all residents and caregivers in developing research 
approaches and outcomes.

3. Trust and respect. Build a foundation of mutual understanding and appreciation, 
recognizing the inherent dignity and worth of each resident and caregiver’s experiences 
and perspectives.

4. Flexibility and accessibility. Adapt research methods to accommodate diverse 
needs, ensuring that participation is possible for individuals with varying abilities and 
circumstances. Accessibility of physical environment is an important factor. 

Fig 2. Guiding principles for meaningful engagement

Section 1: Guiding Principles for Resident 
and Caregiver Engagement in LTC Research
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5. Safe and supportive environment. Create a welcoming space where residents and 
caregivers feel secure, valued, and comfortable expressing their thoughts without fear of 
judgment or negative consequences.

6. Recognition, compensation, and sustainable engagement. Acknowledge the time, effort, 
and expertise of residents and caregivers through appropriate compensation and ongoing 
appreciation of their contributions.

7. Impact, relevance, and continuous improvement. Focus on ensuring that research remains 
meaningful, is responsive to residents and caregivers needs, and continuously evolves 
based on ongoing evaluation, feedback, and emerging insights on engagement. 

These guiding principles for LTC 
residents, caregivers, researchers, and 
LTC staff emphasize person-centred 
care, collaboration, and respect for 
diverse perspectives. These principles 
aim to create a supportive and inclusive 
environment in LTC homes, promoting the 
well-being of residents and their caregivers. 

Table 1 on next page provides engagement 
strategies tailored for residents, caregivers, 
researchers, staff, and administrators, 
based on each guiding principle.  

Tip
There should be an open-door policy—a 
bulletin board outside the research area 
that has a keynote section.

“ Researchers should come with a flexible agenda, flexible 
timelines, extra helping hands, and a true commitment to 
knowledge mobilization.”
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In alignment with the guiding principles, we present the list of key engagement strategies for 
meaningful engagement of residents and caregivers in LTC research.

1. Co-creation/design in research: Involve residents and caregivers as active collaborators 
in research design, ensuring their lived experiences and perspectives shape the study’s 
objectives, methods, and outcomes. This participatory approach enhances relevance and 
fosters ownership of the research process.

2. Meaningful engagement plan: Develop a structured plan that outlines clear goals, 
timelines, and strategies for engagement, accommodating the unique needs of LTC 
residents and caregivers. This ensures inclusivity and maximizes participation throughout 
all research stages.

3. Multimodal communication: Utilize diverse communication methods, such as newsletters, 
videos, seminars, or interpreters, to cater to varying preferences and abilities. This ensures 
accessibility and keeps participants informed while fostering engagement.

4. Collaborative decision-making: Facilitate shared decision-making by involving residents 
and caregivers in key research decisions. This approach respects their autonomy and 
ensures that their insights directly influence the study’s direction.

5. Defined roles/responsibilities: Clearly define roles for all participants to ensure 
accountability and streamline collaboration. Tailoring responsibilities to individual 
strengths promotes active involvement and enhances the efficiency of the research 
process.

6. Supportive environment: Create a safe and respectful environment by addressing physical, 
cognitive, and emotional needs. Providing adequate resources, training, and flexibility 
ensures meaningful participation while reducing barriers.

7. Diverse perspectives: Incorporate cultural, ethnic, and experiential diversity into the 
research process to ensure inclusivity. Recognizing varied backgrounds enriches the 
study’s findings and promotes equitable representation.

8. Feedback loops: Establish continuous feedback mechanisms to gather input from 
participants at every stage of the research. Transparent communication builds trust, 
validates contributions, and ensures iterative improvements in engagement strategies.

Section 2: Engagement Strategies for 
Meaningful Engagement in LTC Research
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1.  Engage residents and caregivers from the inception of the project.

2.  Encourage participation at any and every stage of research.

3.  Identify barriers to engagement and co-create solutions in the LTC home. 

4.  Establish advisory boards for research projects.

5.  Establish a point of contact from the research team for continuous flow of information.

6.  Prioritize relevant topics by regular consultation, dialogue, and feedback.

7.  Use clear language and accessible formats throughout the research (e.g., avoid 
abbreviations or scientific terminology, use large fonts, and add a glossary of terms).

8.  Offer educational support for participants on research and technology use.

9.  Give participants the anticipated practical impacts of the project. 

10.  Instill participants’ confidence by sharing documents ahead of time for preparation.

11.  Use residents’ preferred communication modes for project updates.

12.  Recognize and accommodate diverse accessibility needs, including physical, cognitive, 
and invisible disabilities, such as hearing impairments and dementia.

13.  Ensure adequate time is allotted for meaningful discussions. 

14.  Choose data collection methods based on participants’ preference (e.g., paper surveys 
versus online surveys, interviews versus focus groups). 

15.  Incorporate participant feedback or provide rationales for when you can’t. 

16.  Assess participants’ comfort levels to create safe space (e.g., preferred location, ground 
rules for meetings).

17.  Ensure participants’ confidentiality and disclose exceptions (e.g., in focus groups).

18.  Take participants’ cultural and ethnic diversity into consideration and understand the 
underlying differences.

19.  Work around residents’ and/or caregivers’ schedules as much as possible. 

20.  Accommodate residents’ fluctuating health with flexible engagement options and 
supports (e.g., virtual or in-person, translators/interpreters, technological support).

21.  Offer appropriate compensation for participant time and contributions (e.g., physical 
versus digital gift cards, amount).

Section 3: Checklist  for Resident and Caregiver 
Engagement
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Key Takeaways
The Partnering for Progress framework’s development involved continuous reflection, 
collaboration, and adaptation, culminating in valuable insights and key lessons tailored to 
the unique context of LTC. Research conducted in an LTC home requires a distinct approach, 
recognizing that these settings are primarily the residents' homes rather than traditional 
healthcare or institutional environments. Here, we list some of the key takeaways for LTC 
residents, caregivers, LTC staff, administrators, and researchers that may help other LTC 
homes in developing a guide of a similar nature for their respective homes.

LTC Residents

• Active participation: Engage in regular meetings and discussions to share living or lived 
experiences and highlight problems faced in LTC, ensuring research addresses high-
priority issues.

• Comfortable communication: Feel safe sharing thoughts without repercussions to care, 
fostering open dialogue and trust in the research process.

• Influence on research direction: Considering one's health and life situation, contribute to 
as many stages of research as possible, from literature review to report writing, to ensure 
the research remains relevant and impactful.

Caregivers

• Supportive role: Assist and support residents in participating in research, providing 
valuable insights and guidance to the research team.

• Active engagement: Interact regularly with researchers to ensure their perspectives are 
considered and integrated into the research process.

• Collaborative problem-solving: Work with researchers to identify and address problems 
faced by residents, leveraging their unique understanding of resident needs.

LTC Staff

• Collaborative environment: Foster a supportive environment that encourages resident and 
caregiver participation in research, promoting a culture of collaboration and trust.

• Flexibility and adaptability: Be adaptable to the changing needs and health status of 
residents, ensuring research processes are flexible and responsive.

• Empathy and understanding: Approach research with empathy, recognizing the unique 
context and challenges of LTC settings.
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LTC Administrators

• Institutional support: Provide a supportive environment, resources, and space for research 
activities, ensuring alignment with institutional values and priorities.

• Resource allocation: Manage budgets effectively to support research projects, ensuring 
substantial resources are allocated while staying within budget constraints.

• Communication and engagement: Facilitate communication and engagement by 
providing access to institutional newsletters to advertise research events and maximize 
engagement in research activities. 

Researchers

• Collaborative problem identification: Engage residents and caregivers in identifying 
research problems, ensuring topics are relevant and meaningful to the LTC community.

• Flexible and adaptive approach: Adopt a flexible approach to accommodate the unique 
needs of residents and caregivers, fostering trust and meaningful engagement.

• Open communication and co-creation: Foster open communication and co-creation with 
residents and caregivers by establishing clear timelines, project priorities, engagement 
plans, funding application, feedback mechanisms, and other solutions to address specific 
barriers to engagement in the LTC home.

• Empowering language: Use language that empowers residents and caregivers throughout 
the research process, valuing their insights and feedback to drive impactful solutions.
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Appendix A: What We Did: Brief Description of 
Project

Embracing the principles of co-design, the Centre of Excellence project team identified 
stakeholder groups, including residents, caregivers, and LTC professionals and researchers 
to join the “Advisory Committee” (the Committee) for this project in 2023. Members were 
recruited, and meetings were organized to discuss the plan for the study. The project began 
with a literature review to inform the committee about the current evidence on resident and 
caregiver engagement. Based on this review, the committee developed a plan proposing a 
two-phase study: first, a survey to assess existing knowledge about resident and caregiver 
engagement, and second, a one-day in-person “Partnering for Progress” engagement event 
with residents, caregivers, researchers, administers, and sector leaders. This collaborative 
approach ensured that the project was grounded in evidence while incorporating valuable 
diverse perspectives. 

Phase 1: Survey

A cross-sectional survey was conducted, focusing on three important questions:

i. What are key elements of the successful engagement of residents?

ii. What are some challenges to successfully engaging residents of LTC homes as partners 
in research?

iii. How can these challenges be overcome?

For survey distribution, we collaborated 
with CanSPARK LTC to distribute the survey 
through their network. In addition, surveys 
were sent to 90 potential participants using the 
email network of Perley Health. Research team 
members participated in two resident council 
meetings and one Family and Friends Council 
meeting, advertised in the resident newspaper, 
and presented to senior leadership to promote 
the survey.     

A total of 33 LTC residents, caregivers, 
researchers, and organizations within the LTC 
sector completed the survey. (See Figure 1 for 
survey participant demographics.) 

The research team collated and cleaned survey responses to ensure completeness and 
remove redundancy. Specific themes were assigned to each response to increase clarity. 
The raw data was then transcribed into accessible language and was later presented at the 
advisory committee meetings. The analyzed data was compared to existing literature to 
highlight any gaps in knowledge and inform the development of the one-day engagement 
session topics.

LTC 
representatives 
(n=15)

LTC residents 
and families 
(n=9)

LTC 
researchers 
(n=9)
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Phase 2: Partnering for Progress engagement event

The Centre of Excellence Project team hosted a “Partnering for Progress” engagement 
event on May 29, 2024, attended by over 30 residents, caregivers, researchers, and 
LTC staff. The event aimed to integrate resident and caregiver perspectives on their 
meaningful engagement in LTC research and inform the development of an engagement 
framework and associated implementation tools. This in-person event encouraged 
residents and their caregivers to share their experiences (Perley Health Centre of 
Excellence Newsletter, June 2024).

Roundtable discussions were organized with residents, caregivers, researchers, and LTC 
representatives. Two facilitators were placed at each table—one to moderate the discussion 
and another to take meeting notes. Careful consideration was given by the project team to 
seating placement, ensuring each table had equal representation from diverse perspectives. 
Discussions focused on the topics of making residents comfortable sharing perspectives, 
addressing engagement barriers, and involving residents and caregivers in research stages. 

The project team organized and refined the engagement event data to ensure 
completeness and eliminate redundancy, organizing the responses by theme for clarity. The 
data was transcribed and later presented at the committee meetings. Subsequently, the 
project team combined data from both phases to develop the framework and associated 
guide for the LTC sector.  
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Unique elements of our project

One of the important design elements of both phases was to gather real-time input from 
residents and caregivers about their living or lived experiences. 

Both phases highlighted key factors influencing meaningful engagement in LTC, such as 
barriers to engagement, guiding principles of engagement applicable to the overall research 
process, and strategies for engaging residents in research process. The data collected from 
these activities allowed us to identify crucial aspects of resident engagement directly from the 
participants. 

This approach was essential for achieving our objective of maximizing engagement by 
involving residents and their caregivers at every step. Practical strategies used for resident 
and caregiver engagement included effective advertising, continuous discussion in resident 
meetings, wheelchair accommodations, and flexible participation options for residents with 
fluctuating health conditions. This approach helped our project achieve the overall objectives 
of meaningful resident and caregiver engagement by directly involving residents and their 
caregivers throughout every step of this project.
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Appendix C: Glossary*

Activities of Daily Living A term used to collectively describe fundamental skills 
required to independently care for oneself, such as eating, 
bathing, personal hygiene, dressing, transfers/bed mobility, 
locomotion, and bowel and bladder control.1

Canadian Institutes of Health 
and Research (CIHR)

Canada’s federal funding agency that supports research 
and innovations in the field of healthcare with the aim of 
improving the healthcare system.2

Canada Supporting 
Partnerships, Advancing Care 
and Knowledge in Long-Term 
Care (CanSPARK LTC) 

A collaborative network in Canada supporting partnerships 
to cultivate a pan-Canadian learning ecosystem driving 
continuous learning, research, timely data, innovation, 
and coordination of existing and emerging efforts with an 
inclusive community of all interested partners.

Caregiver They are essential visitors, designated by a resident or their 
substitute decision maker, to provide support or assistance 
to residents. Caregivers can be family members, friends, 
or people of importance to a resident, including privately 
hired caregivers, paid companions, translators, etc.3

Citizen Interested representatives from the general public, 
consumers of health services, patients, caregivers, 
advocates, and representatives from affected community 
and voluntary health organizations.4

Citizen engagement Meaningful involvement of individual citizens in policy or 
program development, from agenda setting and planning 
to decision-making, implementation, and review. This 
"meaningful involvement" can take place at a variety of 
stages in the research, planning, or implementation phases 
of a project.4

Cognitive disorders Disorders that affect the intellectual abilities of an 
individual, including thinking, learning, memory, reasoning, 
perception, and problem-solving. 

Consultations The techniques involving a two-way flow of information 
that offers options for consideration and encourages 
feedback, such as additional ideas or options, from the 
public.4

Co-creation A co-operative approach to problem-solving that involves 
diverse stakeholders at every stage of a project. It fosters 
value creation by actively engaging stakeholders in 
identifying issues, developing solutions, and assessing 
their effectiveness.5

Co-design Engaging stakeholders in joint solution design, fostering 
citizen participation to address and enhance specific 
issues.5
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Family council A group formed of family and friends of LTC home 
residents that focuses on improving residents' quality of life 
and care, while providing support to one another.3

Lived/living experience Personal knowledge about the world gained through 
direct, firsthand involvement in everyday events rather 
than through representations constructed by other people 
(e.g., living in a LTC home or caring for someone who lives 
in LTC home is lived/living experience; a person with lived/
living experience is an expert by experience).6

Long-term care (LTC) Long-term care homes provide accommodation, nursing, 
and personal support services to adults who need 24-hour 
care, seven days a week (24/7).7 

LTC staff Any employee of the LTC home. It may include doctors, 
nurses, personal support workers (PSWs), and allied 
healthcare and recreation staff.3 

Person-centred care Person-centred care is a philosophy that recognizes 
individuals have unique values, personal histories, and 
personalities and that each person has an equal right to 
dignity, respect, and the ability to participate fully in their 
environment.8

Research A detailed study of a subject, especially to discover new 
information and/or reach a new understanding. 

Resident council A group of LTC residents who meet to provide advice, 
feedback, and recommendations on what residents would 
like to see done to improve care or the quality of life in the 
home.3

Stakeholder An individual, group, or organization having a "stake" in 
an issue and its outcome.4 In LTC, this includes residents, 
families, staff, management, healthcare providers, 
policymakers, and researchers.

*Citations used in the glossary are listed in the References section
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Appendix D: Resources and Tools

Here are some resources and tools that could be helpful and applied to residents and 
caregiver engagement.

Alberta SPOR SUPPORT Unit (2018) - Patient Engagement in Research: A How-to Guide for 
Researchers 

Link: https://absporu.ca/wp-content/uploads/2020/05/How-To-Guide-Researcher-Version-
8.0-May-2018-1.pdf 

Key feature: Step-by-step guide for researchers, including tools, strategies, and checklists for 
patient engagement in research process. 

CIHR (2020) - Ethics Guidance for Developing Partnerships with Patients and Researchers 

Link: https://cihr-irsc.gc.ca/e/documents/ethics_guidance_partnerships-en.pdf

Key feature: Ethical guidance for research partnerships between patients and researchers. 

Healthcare Excellence Canada (2024) - Guiding Principles of Engagement 

Link: https://www.healthcareexcellence.ca/media/d5koz5cf/20230511_pe_guidingprinciples_
v4_en.pdf

Key feature: Guiding principles of engagement across the organization.

Health Quality BC (2024) - A Guide to Authentic Patient Engagement 

Link: https://healthqualitybc.ca/resources/a-guide-to-authentic-patient-engagement/

Key feature: Step-by-step framework, principles, and resources, including sections on 
diversity, equity, and inclusion; Indigenous cultural safety. 

Health Quality Ontario (2017) - Ontario’s Patient Engagement Framework 

Link: https://www.hqontario.ca/portals/0/documents/pe/ontario-patient-engagement-
framework-en.pdf

Key feature: Framework that guides planning, implementation, and evaluation of patient 
engagement activities across all levels of the health system. 

MIRA Collaborative for Health & Aging & Julia Abelson, Rebecca Ganann, McMaster 
University (2020) - Partnering Principles and Strategies: A Guidance Document 

Link: https://mira.mcmaster.ca/news-events/partnering-principles-and-strategies-a-
guidance-document-for-researchers-patients-and-caregivers/

Key feature: Actionable principles and strategies to plan for and involve Patient, Caregiver, and 
Public Research Partners. 

https://absporu.ca/wp-content/uploads/2020/05/How-To-Guide-Researcher-Version-8.0-May-2018-1.pdf
https://absporu.ca/wp-content/uploads/2020/05/How-To-Guide-Researcher-Version-8.0-May-2018-1.pdf
https://cihr-irsc.gc.ca/e/documents/ethics_guidance_partnerships-en.pdf
https://www.healthcareexcellence.ca/media/d5koz5cf/20230511_pe_guidingprinciples_v4_en.pdf
https://www.healthcareexcellence.ca/media/d5koz5cf/20230511_pe_guidingprinciples_v4_en.pdf
https://healthqualitybc.ca/resources/a-guide-to-authentic-patient-engagement/
https://www.hqontario.ca/portals/0/documents/pe/ontario-patient-engagement-framework-en.pdf
https://www.hqontario.ca/portals/0/documents/pe/ontario-patient-engagement-framework-en.pdf
https://mira.mcmaster.ca/news-events/partnering-principles-and-strategies-a-guidance-document-for-researchers-patients-and-caregivers/
https://mira.mcmaster.ca/news-events/partnering-principles-and-strategies-a-guidance-document-for-researchers-patients-and-caregivers/
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PEIRS Project Team (2018) - Workbook to guide the development of a Patient Engagement In 
Research (PEIR)

Link: https://www.arthritisresearch.ca/wp-content/uploads/2018/06/PEIR-Plan-Guide.pdf

Key feature: Reference for workbook and practical tools to guide the development of plan for 
patient engagement in research. 

PERC Advisory Board (2019) - Patient Engagement in Research: A toolkit for Patient Partners 

Link: https://perc-phc.mcmaster.ca/app/uploads/2022/01/Patient-Engagement-in-Research-
A-toolkit-for-Patient-Partners.pdf

Key feature: Reference for step-by-step guidance, practical tools, and tips to engage patient 
partners in research. 

Peterborough Public Health (2018) - Community Engagement Planning Toolkit 

Link: https://www.peterboroughpublichealth.ca/wp-content/uploads/2019/09/PPH-CE-
Planning-Toolkit_2018.pdf

Key feature: Reference for customizable worksheets and step-by-step guidance to plan, 
implement, and evaluate community engagement activities. 

PPEET Research - Practice Collaborative & Julia Abelson. McMaster University (2018) -  
Public and Patient Engagement Evaluation Tool (PPEET) Version 2.0

Link: https://ppe.mcmaster.ca/wp-content/uploads/2023/04/PPEET_Version-2.0_Full-Set.pdf

Key feature: Reference for comprehensive set of three distinct questionnaires-targeting 
participants, project leads, and organizations-to rigorously evaluate the context, process, and 
impact of public and patient engagement activities. 

University Health Network (2023) - Engaging People with Lived Experience in Research

Link: https://perc-phc.mcmaster.ca/app/uploads/2023/12/piper-tool.pdf 

Key feature: Reference for information and training resources to help plan, implement, and 
evaluate patient engagement in research, with emphasis on meaningful involvement of 
people with lived experience as research partners. 

University of Manitoba Centre for Healthcare Innovation (2020) - Methods of Patient & Public 
Engagement: A Guide 

Link: https://umanitoba.ca/centre-for-healthcare-innovation/sites/centre-for-healthcare-
innovation/files/2021-11/methods-of-patient-and-public-engagement-guide.pdf

Key feature: Reference for stage-specific guidance on participatory methods for engagement 
during research. 

https://www.arthritisresearch.ca/wp-content/uploads/2018/06/PEIR-Plan-Guide.pdf
https://perc-phc.mcmaster.ca/app/uploads/2022/01/Patient-Engagement-in-Research-A-toolkit-for-Patient-Partners.pdf
https://perc-phc.mcmaster.ca/app/uploads/2022/01/Patient-Engagement-in-Research-A-toolkit-for-Patient-Partners.pdf
https://www.peterboroughpublichealth.ca/wp-content/uploads/2019/09/PPH-CE-Planning-Toolkit_2018.pdf
https://www.peterboroughpublichealth.ca/wp-content/uploads/2019/09/PPH-CE-Planning-Toolkit_2018.pdf
https://ppe.mcmaster.ca/wp-content/uploads/2023/04/PPEET_Version-2.0_Full-Set.pdf
https://perc-phc.mcmaster.ca/app/uploads/2023/12/piper-tool.pdf
https://umanitoba.ca/centre-for-healthcare-innovation/sites/centre-for-healthcare-innovation/files/2021-11/methods-of-patient-and-public-engagement-guide.pdf
https://umanitoba.ca/centre-for-healthcare-innovation/sites/centre-for-healthcare-innovation/files/2021-11/methods-of-patient-and-public-engagement-guide.pdf
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