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My Inspiration



• The context:  Who is CFHI and what have we done in the area of 
Patient and Family Engagement

• What do we know about patient and family engagement?
• What do we mean by engagement?
• Some frameworks: Levels of engagement and the continuum of 

engagement
• What does it look like in practice?  Getting to ‘meaningful engagement’

• “Engagement-capable environments”

• What difference does it make to engage with patients and 
families in improvement and system re-design? 

• Enabling accountable care

Today



The context
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Doing to……..Doing for……Doing WITH……



Deficit-thinking Asset-thinking

Problem-oriented

How can we fix this problem?

Someone needs to sort this 
out… Us vs. them

Do things to people

Strength-based

How can we engage the 
community?

What can I/we do? How can we 
work together?

Work with people

Adapted from Kretzmann & McKnight (1993); Goldman & Schmalz (2005) 9



Partnering with Patients and Families for Quality Improvement : 
A Virtuous Cycle

10



2009
• Patient- and family-centered care as one of three strategic 

goals 

2010-
2012

• Patient engagement projects (PEP) x 2 cohorts (17 teams 
across Canada)
•Research commissioned to evaluate the PEPs

2013

• Development of resources
•4 part webinar series on Patient Engagement
•Patient Engagement Resource Hub is launched with support 

from Canadian Partnership Against Cancer

Patient and citizen engagement at CFHI: A brief history



2014
• Patient and family engagement in quality improvement 

collaborative launched (22 teams)
• CFHI hosts an international conference with IPFCC

2015
• CFHI is commissioned to submit a report to the Federal Advisory 

Panel on Healthcare Innovation related to PFE
• Better Together Campaign is launched (50+ pledges)

2016

• First e-collaborative is launched – Better Together e-
collaborative (12 teams)

• Longwoods publication: Catalyzing Improvement and Innovation 
in Health Care

A brief history (cont’d)



What do we know about patient and 
family engagement for improvement 

and system re-design?





Patient engagement is the involvement of patients and/or 
family members in decision-making and active participation
in a range of activities (e.g. planning, evaluation, care, 
research, training, and recruitment).

Starting from the premise of expertise by experience, 
patient (resident) engagement involves collaboration and 
partnership with professionals. 

Patient Engagement

Adapted from Tambuyzer A, Pieters G, Van Audenhove C, “Patient 
involvement in mental health care: one size does not fit all,” Health 
Expectations, (2011): 5. 
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IAP2 Spectrum of Public Participation



Survey Data

Concerns Data

Comment Cards

Interviews

Focus Groups

Mapping the Patient 
Journey

Patient and Family 
Care Stories

Leadership Rounds

Care Giver 
interactions

Patient and 
Community 
Engagement 
Researchers 

Quality Teams
& Committees

Patient & Family 
Councils

The Voice of 
Patients and 

Families

Collecting 
Feedback

Real Time 
Encounters

Collaborating 
at the Planning 
Table

Patient.Engagement@albertahealthserivces.ca



Improved health 
outcomes & changes 
in service utilization 

Patient & organizational 
improvements e.g patient 

experience, safety and 
effectiveness

Changes in 
improvement 

priorities 
& resourcing

Carman, et al., 
Health Affairs, 

2013
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Considering the Carmen framework:

1. Where do you see the engagement of 
patients and families currently in your 
work?

2. Where do you see the opportunities for 
patient and family engagement in your 
work moving forward?



Fit for PURPOSE?

Consider a MOSAIC 
of engagement methods



TRIZ:
Where do you see the opportunities for patient and 
family engagement in your work moving forward?

What would you do to make it the 
worst possible experience for 
patients and families to engage with 
you?



Engagement Capable Environments

Enlisting and 
Preparing Patients 

Engaging staff to 
involve patients 

Ensuring 
leadership support 
and strategic focus

Communicating patient
experiences to staff

Asserting patient
experience and patient-

centered care as key values 
and goals

Supporting teams and removing barriers to
engaging patients and improving quality
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Enlisting and preparing patients
• Recruit former patients and families as 

volunteers 
• Develop roles and responsibilities and offer 

ongoing training and opportunities to patients
• Prepare patients and families to collaborate with 

staff
• Set expectations
• Orientation

23



What Patient Advisors Have Told Us….
Involve me from the beginning
Inform and educate team on why we are there
Facilitation by team lead “sets the stage”
Invite more than 1 Pt advisor
Let us do more than just tell our stories
Cover out of pocket expenses
Recognition

24



Engaging staff to involve patients

• Prepare staff for PFCC and patient engagement
• Develop roles and responsibilities for staff
• Offer ongoing training to staff and recognize 

PFCC skills and behaviors
• Facilitate and lead by example
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Ensuring leadership support and strategic focus

• Set vision, strategic directions and goals

• Set expectations for and role-model PFCC and 
patient engagement values

• Support patient engagement with organizational 
infrastructure and resources and embed PE with 
quality improvement efforts
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Some key lessons learned

Patient as “guests” versus “partners”; clear roles
Early & continuous stakeholder engagement 
Mutual learning environment 
Senior leadership support
Measurement
Relentless communication
Coaching support/external 

facilitation
27



Let’s go back to one of the examples you identified as an 
opportunity to engage with patients and families.  
Reflect upon:

 Why do I want the patient, family and community voice 
for this project? (purpose and goal)

 Who are the patients, families and community 
members, whose voices I need to hear?

 What is the benefit to those being engaged?
 How will I engage them?
 What do healthcare providers need? What do patients 

and families need, want and what can they do?

Always questions



Enabling accountable care



What have we learned from our 
4 collaboratives?



Goals of the collaboratives
› For 3 of the collaboratives:

• To build capacity of healthcare organizations across Canada for 
patient and family engagement

• Focus on the ‘HOW TO’ engage

› For Better Together:
• Specific innovation – ‘policy innovation’ for change

31



Engagement Capable Environments

Enlisting and 
Preparing Patients 

Engaging staff to 
involve patients 

Ensuring 
leadership support 
and strategic focus

Communicating patient
experiences to staff

Asserting patient
experience and patient-

centered care as key values 
and goals

Supporting teams and removing barriers to
engaging patients and improving quality

32



Collaborative 
Teams

Partnering with Patients and Families for 
Quality Improvement Collaborative

Faculty 
Members

Expert 
Coaches

2
211
17
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Top 4 Domains of Quality (identified by 
teams):
*many teams are measuring multiple domains of quality

Top 4 project themes  
• Experience-based co-design (EBCD)
• Transitions in care
• Partnering with patient and family advisors and support 

for patient and family advisory councils (PFAC’s)
• Chronic Disease Management (ex. Diabetes, Renal 

Disease)

Partnering with Patients and Families for Quality Improvement Collaborative In Action!

34

Care Environments
32% Primary care and community care

18%Rehabilitation or continuing care

41% Acute care: 7 adult and 2 pediatric

9% Mix of acute care and cancer agencies



The Difference Engagement Makes
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PFCC 17

Efficiency 15
Coordination 6

Equity 5
Effective & Appropriate 4

Safety 2
Access 1

Pop. Health 1

 Improvements to engagement

 Improvements to quality (patient 
experience)

 Organizational impacts



12/5/201736



Better Together:  Families are more 
than visitors. They're partners in care.
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What family presence actually does



Evaluation of the e-
collaborative
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Patient Reach 

62652 patients per year 

62652 pts/yr





Some resources
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primers



Emerging evidence suggests that patient and family 
engagement translates into patient and organizational 
improvements (primarily in the areas of safety and 
effectiveness) but the mechanisms that translate patient and 
family engagement into better outcomes are not well 
understood. 
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Patient Engagement – Catalyzing 
Improvement and Innovation in 

Healthcare

https://www.longwoods.com/publications/books/24716
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https://www.longwoods.com/publications/books/24716


Get social with us
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Sign up for our monthly 
newsletter



References and Resources
Alberta Health Services. A Resource Toolkit for Engaging Patient and Families at the Planning Table.  

http://www.albertahealthservices.ca/assets/info/pf/pe/if-pf-pe-engage-toolkit.pdf

Armstrong, N., G. Herbert, E. L. Aveling, M. Dixon-Woods, and G. Martin. 2013. “Optimizing Patient Involvement in Quality 
Improvement.” Health Expectations 16 (3): e36–e47. http://onlinelibrary.wiley.com/doi/10.1111/hex.12039/abstract
Baker, GR, Judd, M, Maika, C. (Editors). (2016). Patient Engagement -- Catalyzing Improvement and Innovation in Healthcare. Toronto, 

ON. Longwoods Publishing Corp.
Batalden, M., Bataldan, P., Margolis, P., Sied, M., Armstrong, G., Opipari-Arrigan, L., Hartung, H. (2015). Co-production of Healthcare 

Service. BMJ Quality & Safety. Doi:10.1136/bmjqs-2015-004315.
Bate, P. Robert, G. (2006) Experience based design: from redesigning the system around the patient to co-designing services with the 

patient. Quality and Safety in Healthcare, 5(5), 307-310.
Carman, K., Dardess, P., Maurer, M., Sofaer, S., Adams, K., Bechtel, C., Sweeney, J. (2013). Patient And Family Engagement: A Framework 

For Understanding The Elements And Developing Interventions And Policies. Health Affairs,  36(9), 223-231. 
http://content.healthaffairs.org/content/32/2/223.abstract

Carman KL, Dardess P, Maurer ME, Workman T, Ganachari D, Pathak-Sen E. A Roadmap for Patient and Family Engagement in Healthcare 
Practice and Research. Gordon and Betty Moore Foundation: Palo Alto, CA; September 2014. www.patientfamilyengagement.org.

CFHI’s Partnering with Patients and Families for Quality Improvement Collaborative http://www.cfhi-fcass.ca/WhatWeDo.aspx
Coulter A, Ellins J. (2007). Effectiveness of strategies for informing, educating, and involving patients. BMJ. 2007 Jul 7;335(7609):24-7.

Doyle C, Lennox L, Bell D. A systematic review of evidence on the links between patient experience and clinical safety and effectiveness. 
BMJ Open 2013;3:e001570. doi: 10.1136/bmjopen-2012-001570. http://bmjopen.bmj.com/content/bmjopen/3/1/e001570.full.pdf
Experience-based co-design toolkit. The King’s Fund. NHS. (2013). http://www.kingsfund.org.uk/projects/ebcd
Haywood, K., Brett, J., Salek, S., Marlett, N., Penman, C., Shklarov, S., Norris, C., Santana, M. J., & Staniszewska, S. (2015). Patient and 

Public Engagement in Health-Related Quality of Life and Patient-Reported Outcomes Research: What’s Important and Why Should 
We Care? Findings from the first ISOQOL Patient Engagement Symposium. Quality of Life Research, 24(5), 1069-76 (Patient 
Engagement Special Section). DOI 10.1007/s11136-014-0845-y.

http://www.albertahealthservices.ca/assets/info/pf/pe/if-pf-pe-engage-toolkit.pdf
http://onlinelibrary.wiley.com/doi/10.1111/hex.12039/abstract
http://content.healthaffairs.org/content/32/2/223.abstract
http://www.patientfamilyengagement.org/
http://www.cfhi-fcass.ca/WhatWeDo.aspx
http://bmjopen.bmj.com/content/bmjopen/3/1/e001570.full.pdf
http://www.kingsfund.org.uk/projects/ebcd


References and Resources
International Association for Public Participation. http://www.iap2.org/
Karazivan, P., Dumez, V., Flora, L., Pomey, M.-P., Fernandez, N., Ghadiri, D., . . . Lebel, P. (2015). The Patient as Partner in Care: 

Conceptual Grounds for a Necessary Transition. Academic Medicine, 90(4), 437-441.
Kitson A., Marshall A., Bassett K. & Zeitz K. (2013) What are the core elements of patient-centred care? A narrative review and 

synthesis of the literature from health policy, medicine and nursing. Journal of Advanced Nursing 69(1), 4–15. doi:10.1111/j.1365-
2648.2012.06064.x.

Laurance J, Henderson S, Howitt PJ, Matar M, Al Kuwari H, Edgman-Levitan S, Darzi A. (2014). Patient engagement: four case studies 
that highlight the potential for improved health outcomes and reduced costs. Health Aff (Millwood). Sep; 33(9):1627-34. PMID: 
25201668.

Marlett, N., Shklarov, S., Marshall, D., Santana, M., & Wasylak, T. (2015). Building New Relationships in Research: A Model of Patient 
Engagement Research. Quality of Life Research, 24(5), 1057-67 (Patient Engagement Special Section). DOI 10.1007/s11136-014-
0845-y.

Nesta. The Future of People Powered Health: Insights from leaders and thinkers on how digital and social innovation can contribute to 
better outcomes. http://www.nesta.org.uk/sites/default/files/future_of_people_powered_health_essay_series.pdf

Organizational  Self-Assessment on PFCC practices survey tool: http://fluidsurveys.com/s/National-Forum-Patient-Experience/
Patient Shadowing (UPMC): http://www.pfcc.org/newpfcc/wp-content/uploads/2016/01/Arts-and-Science-of-Shadowing-11.04.15.pdf
Patient and Public Engagement Evaluation Toolkit. https://nouveau.ceppp.ca/en/our-projects/evaluation-

toolkit/?utm_source=HQC+Newsletters&utm_campaign=930b0a19ba-
EMAIL_CAMPAIGN_2017_07_21&utm_medium=email&utm_term=0_ebb90af4d2-930b0a19ba-8674020

Rathert C., Wyrwich M.D. & Boren S.A. (2013) Patient-centered care and outcomes: a systematic review of the literature. Medical Care 
Research and Review, 70(4), 351–379. doi:10.1177/1077558712465774.

Richards T.,  Montori VM, Godlee, F.,  Lapsley P., Paul D. (2013).  Let the patient revolution begin.  BMJ; 346 :f2614doi: 
10.1136/bmj.f2614 (Published 14 May 2013)

Wolf, J.A. Niederhauser, V.,  Marshburn, D. and LaVela, S. (2014) "Defining Patient Experience," Patient Experience Journal. 1 (1), Article 
3. http://pxjournal.org/journal/vol1/iss1/3

http://www.nesta.org.uk/sites/default/files/future_of_people_powered_health_essay_series.pdf
http://fluidsurveys.com/s/National-Forum-Patient-Experience/
http://www.pfcc.org/newpfcc/wp-content/uploads/2016/01/Arts-and-Science-of-Shadowing-11.04.15.pdf
https://nouveau.ceppp.ca/en/our-projects/evaluation-toolkit/?utm_source=HQC+Newsletters&utm_campaign=930b0a19ba-EMAIL_CAMPAIGN_2017_07_21&utm_medium=email&utm_term=0_ebb90af4d2-930b0a19ba-8674020
http://pxjournal.org/journal/vol1/iss1/3


The Canadian Foundation for Healthcare Improvement is a not-for-profit 
organization funded by Health Canada. The views expressed herein do not 
necessarily represent the views of Health Canada.

La Fondation canadienne pour l’amélioration des services de santé est un 
organisme sans but lucratif financé par Santé Canada. Les opinions 
exprimées dans cette publication ne reflètent pas nécessairement celles de 
Santé Canada.

Thank you.

Carol.fancott@cfhi-fcass.ca
Angela.morin@cfhi-fcass.ca
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