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Outline

To provide an overview of patient engagement and 
research

To provide examples of insights gained through the 
engagement of patients and caregivers in ACHRU

To discuss how we have applied these insights to 
expand this field of research
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Aging, Community and Health Research Unit

Goals of Strategic Patient-Oriented Research

Meaningfully engage patients in research

Better address patients’ needs by increasing relevance 
and translation of health research

Improve health outcomes and health care system

“Right treatment at the right time”
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What is Patient Engagement in Research?

Defined as:

“Meaningful and active collaboration in governance, 
priority setting, conducting research and knowledge 
translation. Depending on the context patient-oriented 
research may also engage people who bring the 
collective voice of specific, affected communities”

CIHR (2014). Strategy for Patient-Oriented Research – Patient Engagement 

Framework. Available from: http://www.cihr-irsc.gc.ca/e/documents/spor_framework-

en.pdf.5



Patient Partners or Co-Researchers 

Defined as: 

Members of the research team involved in all stages of 
the research including planning, conducting and 
disseminating  research

Related & Diverse Terms:

Patient subjects: individuals actually enrolled as trial 
participants

Patient and Public Engagement (PPE), Patient and Public 
Involvement (PPI), co-design, and participatory 
approaches

PCORI Engagement Rubric. PCORI (Patient-Centred Outcomes Research Institute) 

website. http://www.pcori.org/sites/default/files/Engagement-Rubric.pdf. Published 

February 4, 2014. Updated October 12, 2015.6



Value of Engaging Patients as Partners in 

Research

High-Level

Increased trust at the community & patient level in 
health research as a whole

Increased relevance of health research

Improve applicability of results to the target population 

Increased translation of health research through 
capacity building

Empowering effect on participants 
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Health Canada’s Continuum of Involvement

Health Canada Policy Toolkit for Public Involvement in Decision  Making. Available 

from https://www.canada.ca/content/dam/hc-sc/migration/hc-sc/ahc-

asc/alt_formats/pacrb-dgapcr/pdf/public-consult/2000decision-eng.pdf.8



Guiding Principles for Patient Engagement 

in Research

Inclusiveness Support

Mutual 
Respect

Co-Build

Canadian Institutes of Health Research (CIHR) 

Strategy for Patient-Oriented Research (SPOR)

CIHR (2014). Strategy for Patient-Oriented Research – Patient 

Engagement Framework. Available from: http://www.cihr-

irsc.gc.ca/e/documents/spor_framework-en.pdf.

9



EXAMPLES of Engaging Patients in 

Research from the Aging, Community and 

Health Research Unit 
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Example 1: ACHRU CPP Program
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Example 1: Example 1: ACHRU CPP Program 

for Older Adults with Diabetes and MCC: 

Feasibility Study
Purpose

To engage patients, caregivers, and providers in co-
designing an intervention that addresses the needs of 
community-living older adults with type 2 diabetes and 
MCC

To evaluate the feasibility of implementing a 6-month  
community-based self-management intervention into 
current practice, and to capture preliminary measures 
of effect of the intervention on diabetes self-
management, quality of life and health service use for 
older adults with type 2 diabetes and MCC
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Example 1: ACHRU CPP Program

Patient and Caregiver Engagement
Identified the need for the program 

Qualitative study to understand the needs, gaps, 
challenges and opportunities for improving diabetes care

National workshop

Interpretation of the results 

Co-created the intervention and identified strategies for 
implementation and evaluation of the intervention

Proposal writing and application for funding 
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Example 1: ACHRU CPP Program

Patient and Caregiver Engagement (cont’d)
Members of a study advisory committee 

Training peer-support volunteers

Peer-support volunteers shared experiences and 
provided support 

Interpretation of findings

Feedback regarding suggested changes to the program 

Co-presented at MOHLTC meeting
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Example 1: ACHRU CPP Program

Benefits of Patient and Caregiver Involvement: 

Identification of need for the program and patient-
relevant outcomes and experience measures (PRoMs, 
PReMs)

Improvements to program implementation and study 
methods (e.g., recruitment, data collection tools)

Interpretation of findings from patient perspective 

Assisted with adaptation and refinement of program 
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Example 2: Review of Caregiver Websites

Researchers: 

John Ganann (Caregiver Partner)

Susan Kaufman (Caregiver Partner)

Delores Radcliffe (Caregiver Partner)

Brenda Smith (Caregiver Partner)

Jennifer McKinnell

Jenny Ploeg

Laurie Kennedy

Amy Bartholomew

Conrad Worrall
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Example 2: Caregiver Website Review 

Purpose

To engage caregivers in the identification and evaluation 
of websites that address needs of caregivers 

To develop recommendations for the development of 
caregiver websites/resources that could be used by the 
MOHLTC in their planned development of web resources 
for caregivers 

To share the results of the website review with 
representatives of the MOHLTC
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Example 2: Caregiver Website Review 

Caregiver Engagement

Caregivers participated in the project (retired journalist, 
retired nurse, retired educator, community volunteer) 

Regular meetings with caregivers

Caregivers searched for and found some of the sites

Caregivers used a template to evaluate the sites and 
provided results to the team 

19



Example 2: Caregiver Website Review 

Caregiver Engagement (cont’d)

Caregivers met with researchers in person to review 
findings and recommendations

One caregiver co-presented at MOHLTC meeting with 
investigators to share her experiences and 
recommendations related to web resources
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Example 2: Caregiver Website Review

Insights Gained

Establishing and maintaining relationships over time, 
getting to know expertise, interests

Caregivers identified different strengths and limitations 
of the websites

Caregivers identified unique recommendations for 
websites (e.g., rural issues) 
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Biography

Started personal caregiver journey 4 years 
ago when retiring

Moved closer to Hamilton and combined 
households with parents

BScN graduate from McMaster with 
Certification in Infection Control

Long career in public health (Peel Public 
Health, Ministry of Health and Public Health 
Ontario) in the area of Communicable 
Disease Control and Infection Control
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Challenges & Benefits

What made it easy for you to be involved in this project?

Caregiving was a current issue for me and I was happy to 
learn more, compare notes with others and contribute 
by sharing my story and experiences

Concrete task to review caregiver websites and provide 
feedback on features, content, usability, accessibility

Offered reimbursement for expenses and travel
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Challenges & Benefits

Provided generous timelines so I could rearrange my 
schedule

Value research and have based my practice on scientific 
evidence so I was happy to participate 

What made it hard for you to be involved in this 
project?

Arranging coverage to have time to participate

Out of my element, offering stories and experiences
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Challenges & Benefits

What did you like most about being involved in the 
project?

Included as a team member to review communications 
and present at MOH meeting

Being able to contribute to a project that I was 
passionate about
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Impact

How do you think being involved in the project 
impacted you?

Reviewing websites provided an opportunity to be 
engaged, to step back, refresh my perspective and 
validate my strategies. Distraction from my stressful 
situation. 

Full circle coming back to the School of Nursing
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Key Messages to Funders

Including caregiver voices makes the info presented, 
relevant, timely and useful

Audience can identify with personal stories

Caregivers are volunteering their time so make easier for 
them to participate
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Example 3: The Community Assets Supporting Transitions 

(CAST) Study: A Multi-Site Pragmatic RCT
Co-Principal Investigators: Maureen Markle-Reid, Carrie McAiney
Co-Investigators: 
Gail Heald-Taylor (Patient Partner)
Lawrence Ogden (Patient Partner)
Bill Johnson (Patient Partner) 
Patricia Reid (Patient Partner)
Rebecca Ganann
Ruta Valaitis
Jenny Ploeg
Lehana Thabane
Amiram Gafni
David Price
Kathryn Fisher
Nick Kates
John Lavis
John Cairney
Isabelle Vedel
Wayne Warry
Patricia Wilson
Brenda Flaherty
Cheryl Williams
Janet McElhaney
Alain Gauthier
Diana Urajnik
Eva Neufeld
Morgan Slater
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Example 3: The CAST Study

Purpose

To evaluate the implementation and effects of a nurse-
led transitional care intervention for older adults with 
depression and MCC and their family caregivers in three 
ON communities

To evaluate the implementation and impact of patient 
and public engagement within the CAST study
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Example 3: The CAST Study 

Patient and Caregiver Engagement

Proposal writing and application for funding

Co-researchers

Community forum 

Community Advisory Boards

Ad hoc patient and caregiver advisory group 

Co-author on peer-reviewed publication  

Co-presenter at academic conferences

Citizen panel 
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Example 3: The CAST Study 

Insights Gained

Benefits of Patient and Caregiver Involvement:

Improvements to implementation of the intervention 
and study methods

Assistance with adaptation and refinement of the 
intervention to meet local community needs 
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Example 3: The CAST Study 

Insights Gained

Enablers of Patient and Caregiver Engagement:

Structure for recruitment, selection, and support

Skilled facilitators in small group discussions

Research staff identified as primary contact for patient 
partners

Relationship building

 Investigators that demonstrate flexibility and willingness to 
take risks
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Example 3: The CAST Study 

Insights Gained

Enablers of Patient and Caregiver Engagement (cont’d)

Ongoing communication 

Clarifying and negotiating roles and expectations for 
involvement in all stages of research  

Investing time and budget into training and support of 
patient research partners 

Show respect for and value their roles and contributions 
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Insights Gained: 

Enablers of Patient Engagement

Role clarity

Relationship building

Valuing expertise

Communication

Early and ongoing 
engagement

Climate setting

Capacity building



Insights: Challenges to Patient Engagement

Engaging vulnerable populations

Excluding marginalized or patients with complexity 

Lack of clarity regarding roles 

Perceived power imbalances

Changing health status or family commitments

“Engagement comes at a cost and can become 
tokenistic” 
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Insights: Strategies to Address Challenges 

to Patient Engagement

Consider selection criteria and diversity

Develop relationships with patients, role description 
together for each activity, and a compensation plan

Provide opportunities for patients and researchers to 
learn about patient engagement together

Identify contact person and mechanisms for ongoing 
communication

Provide education on research process 

Evaluate patient experiences and use this information to 
adapt the process of engagement

37



Funding for Patient Engagement
Item Description  Year 1 Year 2  Year 3 Year 4 Total

Steering Committee (2 meetings X 1hr/meeting)= 2hrs/yr X 5 

patient/caregiver partners x $25/hr) $250.00 $250.00 $375.00 $375.00 $1,250.00

Steering Committee: Preparation time (2 mtgs X 2 hrs/yr X 5 

patient/caregiver partners X $25 $500.00 $500.00 $500.00 $500.00 $2,000.00

Steering committee respite for 1 caregiver x 2 meetings x 2 hrs x 

25/hr $100.00 $100.00 $150.00 $100.00 $450.00

Patient Advisory Circle  12 patients or caregivers X 3 meetings X 

2hr/yr X $25/hrs $1,800.00 $1,800.00 $1,800.00 $1,800.00 $7,200.00

Patient Advisory Circle: Respite costs for 3 caregivers X 3 

meetings X 2 hour X $25/hr $450.00 $450.00 $450.00 $450.00 $1,800.00

Patient Advisory Circle: Review of materials (e.g., consent form, 

recruitment documents) 2 hr prep per 3 advisory meetings per year 

X 12 partners* 25 $1,800.00 $1,800.00 $1,800.00 $1,800.00 $7,200.00

Community Advisory Board - 4 patients or caregiver meeting 2 

hrs/ meeting @ $25/hr X 6 sites - (1 mtg in year 1, 3 in yr 2, and 4 

in yr 3 and 2 in year 4) $1,200.00 $3,600.00 $4,800.00 $2,400.00 $12,000.00

Respite costs for 1 caregiver per meeting 3 hrs/ meeting @ $25 

per meeting X 6 sites - (1 mtg in year 1, 3 in yr 2, and 4 in yr 3 and 

2 in year 4) $450.00 $1,350.00 $1,800.00 $900.00 $4,500.00

CAB: Preparation time 4 patient/caregivers meeting 1 hr/ CAB 

meeting @ $25 per meeting X 6 sites (1 mtg in year 1, 3 in yr 2, 

and 4 in yr 3 and 2 in year 4) $600.00 $1,800.00 $2,250.00 $1,200.00 $5,850.00

Patient Engagement and Research Training X 40 patient/caregiver 

partners (4 per CAB = 24 people + 4 in SC, 12 in Pt Advisory 

Circle) = 40 people X 4 hours X $25/hr $4,000.00 $4,000.00

Patient Engagement Evaluation -  Annual Survey - All SC, CAB, 

Advisory Circle Patient Members (40 patient partners X 1 hr X 

$25) $1,000.00 $1,000.00 $1,000.00 $1,000.00 $4,000.00

Patient Engagement Evaluation - Interview in  Year 1 and Year 3 - 

all SC, CAB, Advisory Circle Patient Members (40 patient 

partners X 1 hr X $25) $1,000.00 $1,000.00 $2,000.00

Qualitative interview transcription (4 hours of transcription per 

interview) done by students (1 hour interview = 4 hours of 

transcription @ 15/hour $2,400.00 $2,400.00 $4,800.00

Knowledge translation - support for patient partners to co-develop 

manuscript (4 X 10hrs X $25) $1,000.00 $1,000.00

Knowledge translation - support for patient/caregiver partners to 

co-present at national conference $6,000.00 $6,000.00 $3,000.00 $15,000.00

7 Patients/caregivers reimbursed at $25/hour *8 hours * 3 

provinces - provincial forum $4,200.00 $4,200.00

Respite Costs for 4 caregivers per site @$25/hour X 8 hrs X 2 

provinces - provincial forum $1,600.00 $1,600.00

4 patient/caregiver partners ($20.00/meeting) for CABs (Yr1:  1 

meeting; Yr 2 & 3: 3 meetings; Year 4: 2 meetings) $480.00 $1,440.00 $1,440.00 $960.00 $4,320.00

Translation of Written Materials from English to French for PAC, 

Steering Committee, CABs & Policy Forum $3,000.00 $3,000.00 $6,000.00

Teleconferencing $2,000.00 $2,000.00 $2,000.00 $2,000.00 $8,000.00
Training videos: patient engagement in research team (early 

engagment), patient engagement in implementation committees (e.g. 

Community Advisory Boards) 4 videos X $3,000/video - 1 

English and  1 French $12,000.00 $12,000.00

Total $29,630.00 $25,490.00 $27,365.00 $26,685.00 $109,170.00
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Capacity Building 

Kristina Chang
RN, MSc student, School of Nursing, McMaster University 

Thesis topic:

“Optimizing meaningful engagement of older adults with

multimorbidity and their caregivers as partners in health care 

research” 

Rebecca Ganann
RN, PhD, Assistant Professor, School of Nursing, McMaster University 

Research focus:

“Evaluation of the implementation and impact of patient and 
public engagement within the CAST study: A hospital-to-home 
transitional care study”
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Moving the Field Forward 

Patient engagement in research is feasible in most 
settings

Patient engagement comes at a cost and can become 
‘tokenistic’ 

Need to identify the best method for achieving 
engagement (timing, stage of research, methods of 
engagement) with particular focus on engaging 
vulnerable populations 

Need for rigorous research and tools to evaluate the 
quality of patient engagement and its impact

Need to balance the potential risks against the  potential 
benefits 
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Patient Partner
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Website: 

https://achru.mcmaster.ca/ 



INTERNATIONAL APPROACHES

• SPOR (Canada) 

www.cihr-irsc.gc.ca/e/41204.html

• Patient-Centered Outcomes Research 

Institute (PCORI – USA) 

www.pcori.org

• INVOLVE (UK) 

www.invo.org.uk

http://www.cihr-irsc.gc.ca/e/41204.html
http://www.pcori.org/
http://www.invo.org.uk/

