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OVERVIEW OF THE PRESENTATION 
What is patient engagement in health care? 

Why engage patients?

How can we engage patients -cancer center journey?

What is patient oriented research?

What are the success factor and barriers to engagement ?

What are the resources that can help my organization? 
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WHAT IS PATIENT  AND FAMILY ENGAGEMENT 
Collaboration

Partnership

Co-design

Consultation 

Planning

Patient priorities 
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WHY?
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“The Excellent Care for All Act
(ECFAA), which came into law in 
June of 2010, puts Ontario patients 
first by strengthening the health care 
sector's organizational focus and 
accountability” 



WHY ?
Ontario hospital facing difficult choices about priorities 

Public are the main funders and users of health care 

Important insights

Public trust and confidence

Improved health care quality

Improved patient experience  

Potential to get it right the first time

Cost savings

Patients want to be partners and benefit personally from gaining knowledge and 
supporting their community hospitals 

Improved Communication  

Safety 
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Better patient 
experience

Better staff 
experience

Better quality at 
less cost

Healthier 
Populations

Corporate

Corporate

Corporate

2015-2020 
TOH STRATEGY



WHY? A PATIENTS PERSPECTIVE? 

“Its all about me � I am a retired RN 
with expertise. Continuous learning 
and improving my community hospital. 
Making things better for the patient “
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WHAT IF WE DON’T?
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ARE YOU ENGAGING PATIENTS? HOW?
Committees?

Education?

Rounding?

Informing?

Co-design?

Planning? 
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Inform
NRC 
Canada 
Survey 

Consult
Focus 
Groups

Involve
Committees

Collaborate
Experience 
based design 

Empower
Co-design



THE OTTAWA HOSPITAL CANCER CENTRE JOURNEY 
Community Advisory Committee (CAC) Established in February 2005

Comprised of:

• Cancer patients and family members

• Cancer Program staff

• Advocate organizations (Cancer Society, Home Care)

Staff Co-Chair model

• Senior Advisor, Cancer Program

• Canadian Cancer Society, Director, Eastern Region
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EARLY ACCOMPLISHMENTS
Patients and Family Members provided feedback on:

• Educational materials

• Evaluation metrics

• Clinical pathways

• Capital expansion (design/floor plans)

• Retrospective input into program planning

• PFAC AWARD 2014 
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INITIAL CHALLENGES 

• Staff’s understanding of the role of the CAC

• Cultural barriers/fear of change

• Staff unsure what type of issues/agenda items to bring to the committee

• Adequate representation across Champlain region

• “Advocacy versus Advisor” role clarity 
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THE CORPORATE PATIENT AND FAMILY ADVISORY COUNCIL-
EARLY DAYS
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EARLY DAYS OF CORPORATE PFAC
Evolution from 6 advisors 

Recruitment was not easy 

Learning as we were going- more collaboration early on 

Large group of leaders within the hospital  asking for volunteers from 
cancer center PFAC

2014 we officially became a PFAC 

Recruitment along the way 

Patient and family lead had a full time day job this was an addition

(a passion) 
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INSIGHTS FROM THE CANCER CENTRE JOURNEY 
Culture change cannot be achieved overnight

Barriers to involving patients and family members are real

Change within a large organization requires ongoing effort

Senior leadership and support is critical

Leader for the program 

Staff support required

Build on the successes  - however small

The voice of the patient and family changes conversations
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INSIGHTS

“Patients are the experts in how they experience the 
disease . The members of the healthcare team are the 
experts in treating and managing the disease. There is 
role for both to play. Two parts can work together to 
make better whole.”  

Catherine Caule
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SPOR-STRATEGY FOR PATIENT ORIENTED RESEARCH 
Patients are the experts 

Harnessing expertise and treating it with equal respect and value as any 
Health Care providers or Researchers education and experience. 
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The Ottawa 
Methods Centre 
(OMC) established in 2006

Role in Ontario SPOR

• To provide expert methods consultations
to any provincial researchers and/or 
decision- makers (clients) planning or 
currently involved in SPOR-related 
projects

• To provide methods support and 
development (including methods 
research)

• To partake in capacity building and 
mentoring



WHAT IS PATIENT ORIENTED RESEARCH ?

• A continuum of research that engages patients as partners

• Focuses on patient-identified priorities in order to improve patient 
outcomes

• Conducted by multidisciplinary teams in partnership with relevant 
stakeholders

• Aims to apply the knowledge generated to improve healthcare systems 
and practices
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PATIENT ORIENTED RESEARCH 
Involvement of patients in research increases its quality and, as health care 
providers utilize research evidence in their practice, increases the quality of 
care.”                                                              SPOR Patient Engagement Framework, 2014
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All stakeholders, including researchers, clinicians, and patients need to be considered and treated equally because they are 
all relevant to the overall improvement of care. Having patients involved in research provides the opportunity to hear real 
experiences and potentially identify gaps or oversights in the research that is being conducted. 

Patient-Oriented Research 



IN RESEARCH PATIENT ENGAGEMENT IS 
The meaningful and active collaboration in research

• Governance

• Priority-setting

• Conduct 

• Knowledge translation
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WHY IS ENGAGING PATIENTS IN RESEARCH IMPORTANT? 
• Better quality research

• Improved health outcomes

• Enhanced patient experience with the health system

• Expanded applicability of research

• Increased translation and dissemination to patient communities

• Accelerated uptake of new practices

• Patient priorities for research  
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CALM STUDY 
Partner not subject 

New experience 

First meeting 

Still an unknown developing piece 

Interested to next step
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EVOLUTION: CORPORATE MEETS SPOR 
Lead (hospital) was trying map out all advisor activity already occurring in 
the hospital 

Research institute and hospital were trying to reach same goal but 
working differently  

TOH guiding principles were re-aligned to encompass SPOR principles 

Our partnership is based on an understanding that we are working 
towards a culture that puts the patient at the centre of all the work that we 
do
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Vision

Guiding 
Principles

Areas of 
focus 

*Adapted from SPOR Patient Engagement Framework

Goal
Patients and families are active partners in the planning, delivery and 

evaluation of 1) clinical care, 2) research, and 3) education.

Inclusiveness Support Mutual 
Respect Partnership 

decision-
making related 

to strategic 
direction 
impacting 

clinical care

 staff education 
and training

**

patient and 
family 

educational 
material

engagement in 
clinical and non 

clinical 
processes    
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embedded 
within research 

activities

To provide each patient with 
the world-class care, exceptional service and 

compassion we would want for our loved ones.



Additional 
Resources/ 
International 
Organizations

Ontario SPOR SUPPORT Unit: 

http://ossu.ca/



THE OTTAWA HOSPITAL JOURNEY (CORPORATE)
1. An environmental scan and a literature review was completed 
2. An engagement framework, tied to the organization vision and goals 
developed.
3. Performance indicators, linked improving patient experience and patient and 
family engagement
4. Program structure to support program activities
5. An organizational commitment to improving the patient 
experience/engagement included in annual QIP and scorecard -reported to the 
board of directors  
6. Patient and Family Steering Committee created led by Chief of Staff and Chief 
of Nursing
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Vision

Guiding 
Principles

Areas of 
focus 

*Adapted from SPOR Patient Engagement Framework

Goal
Patients and families are active partners in the planning, delivery and 

evaluation of 1) clinical care, 2) research, and 3) education.

Inclusiveness Support Mutual 
Respect Partnership 

decision-
making related 

to strategic 
direction 
impacting 

clinical care

 staff education 
and training

**

patient and 
family 

educational 
material

engagement in 
clinical and non 

clinical 
processes    
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embedded 
within research 

activities

To provide each patient with 
the world-class care, exceptional service and 

compassion we would want for our loved ones.



WHAT ARE THE FACILITATORS 
Leadership

Established trust

Meaningful work 

Admin processes

Evaluation plan

Recognition

Communication

Expectation 

Creating a culture of patients as partners in their care
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Patient Advocacy Specialists

TOH Website re: advisor role and contacted Patient Advocacy

Clinical Managers/Directors/CCL

Direct referrals from clinical and research areas /physicians

Word of mouth (existing advisors, staff)

Physician request to onboard already identified patients they would like to collaborate 
with in activities

Senior Medical Officer 

Community

Post discharge phone calls 

ADVISOR RECRUITMENT SOURCES 
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SUCCESS RATE OF RECRUITMENT EFFORTS VIA THE 
POST-DISCHARGE PHONE CALLS
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1.Phone contact- introduce program obtain email address

2.E-mail application (fillable PDF)

3. Phone contact –set interview (face to face)

4. Interview with existing advisor present

5. Confidentiality forms/photo agreement form

6. Security hospital ID badge 

SIMPLE PROCESS TO REGISTER –ON - BOARD ADVISORS 
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PROJECT WORK PLAN 
Recruit/onboard –ongoing

Matching to meaningful activities –ongoing

Evaluation plan –involving advisors (evaluation planning workgroup)

Welcome gathering Oct. 4 Cancer PFAC and Corporate PFAC + new advisors 

Seeking out existing advisors (through their project/committee leads) already in the 
organization and onboard as indicated 

Develop orientation for advisors (+ evaluation) –consultation with existing advisors  

Develop orientation for requestors (+ evaluation) 

Start monthly newsletter to advisor group to ensure connectedness/sustainability

Communication plan 

Administration plan 
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WHAT ARE THE BARRIERS?
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Time

Where to start

Resources

Training orientation support (advisors and employees)

Meaningful activity in the organization

Lack of support by leaders

Administration/processes

Evaluation plan

Project plan 



Affiliated with  •  Affilié à

Dedicated program lead

Patient and Family Steering Committee created led by Chief of Staff and 
Chief of Nursing

Communications department support

Commitment of all senior leaders

Clinical managers modelling and supporting front line efforts to engage 

Strategic vision framework/plan  

Providing coaching and support to advisors and staff 

FACILITATORS
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EARLY SUCCESS
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Launch project fusion

70 new recruits in 4 months

Links with Research groups

MH PFAC

Bariatric PFAC

95% of new advisors engaged in activities 

Advisors involved in co-design of program from onset

Advisor reception 

200+ hours of activities 



Affiliated with  •  Affilié à

Budget/resources 

Knowledge

Attitudes 

Time 

Supports for advisors

Training

BARRIERS
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ADVISOR ACTIVITY 
Focus groups

New Hospital build

Fiscal advisory 

Mental health advisory

Bariatric advisory 

Research

PFACS: Renal, MH Corporate, Cancer

Featured in hospital journal 
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EVALUATION PLAN 2017/18  CO-DESIGN EXAMPLE 

1.Patient Advisor experience/satisfaction (overall and activity) 

2.Staff experience/satisfaction  

3.Issue and resolution tracking (themes?)

4.Feedback tracking (emails/calls anecdotal complaints, positive outcomes) 

5.Activity tracking 

6.Expense tracking 

7.Demographic info (Data base)

8.Recruitment tracking   
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ADMINISTRATION
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REQUESTOR FORM 
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NEXT STEPS
Share Point development for launch June 2018

Focus on matching advisors to meaningful activities –new advisors and 
existing experienced advisors   

Implement evaluation 

On board already existing advisors

Vulnerable populations /recruiting for diversity 

Patient experience week 

Reception and award 

Quarterly news letter 

IDEAS training for 4 advisors 43



OTTAWA HOSPITAL PATIENT AND FAMILY ADVISORS 

https://theottawahospital-
my.sharepoint.com/personal/jfergus_toh_ca/_layouts/15/guestaccess.asp
x?guestaccesstoken=JjHx3cBP98GkP%2f7cTOJibKi6i5z4%2ff6cKa3bwE
uUOE8%3d&docid=2_1d93de543226346dc9291b46dd357a753&rev=1
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RESOURCES

Institute for Patient- and Family-Centered Care 
The Canadian Foundation for Healthcare Improvement 
Health Quality Ontario
Cancer Care Ontario 
Canadian Institutes of Health Research
WHO
Canadian patient safety institute 
PCORI
INVOLVE
SPOR 
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