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Session Objectives

• Explain why patients should be engaged in clinical 
guideline development

• Share our roadmap to patient engagement in the 
Revision of the Canadian CMV Infection in 
Pregnancy Clinical Practice Guideline for OB care 
Providers



• Canada N= 2,300 Obstetricians
• SOGC N= 4,000 members 
Midwifes, Nurses, Family Doctors and Obstetricians
• Guidelines French & English



Georgia James Eliana
• Dx’d cCMV 23 weeks gestation: fully 

symptomatic

• Highly abnormal MRI at birth

• Polymicrogyria

• Moderate Hemiplegic Cerebral Palsy

• ADHD

• Global Developmental Delay

• Cognitive Differences



Georgia James Eliana
• 6yo old

• Attends regular class grade 1

• Highly verbal (and bossy)

• Highly affected AND highly functional: she 
walks unaided, can climb at play ground 

• FANTASTIC QUALITY OF LIFE





Please tell us about you

Clinician, Health 
Professional
Parent, patient, 

caregiver

Researcher
Activist, 

policy maker

Clinician, 

care provider

If you care about cCMV!



What do you know about 
Patient Engagement in research 

or medical guidelines?

I don’t know 
anything I know a bit I know a lot



Key Terms
• Patients: Individuals with personal experience of a 

health care issue, informal caregivers, including family & 
friends

• Engagement: The process of encouraging and enabling 
individuals and teams to participate

• Clinical Practice Guidelines: Institute of Medicine 
(IOM) defines clinical practice guidelines as "statements 
that include recommendations, intended to optimize 
patient care, that are informed by a systematic review of 
evidence and an assessment of the benefits and harms 
of alternative care options"



What makes a CPG a good 
one?

• Recommendations are ACTION statements 
describing what to do 

• Recommendations are NOT... 

• ”Treatment X leads to these complications...” 

• “Clinicians should use evidence based 
treatments...” 



What makes a CPG a good 
one?



What else makes a 
CPG a good one?



Patient Engagement!
Patient Engagement key element of evidence-
based Clinical Practice Guidelines:  GRADE, 

AGREE II,IOM, NICE, WHO Guidelines



Existing CPGs for CMV 
Infection in Pregnancy



Do Obstetric care providers follow guidelines?

SOGC N= 4,000 Obstetric Care Providers

Jan-Mar 2018
n=821 downloads

Jan-Mar 2018
n=1,359 downloads



Have CMV in Pregnancy 
CPG involved patients?
NO



How to engage?



IAP2 Patient Engagement 
Spectrum



Step 1: WHY?



Why is Patient Engagement 
Important?

• 50% of patients do not get treatments of proven effectiveness

• Up to 25% get care that is not needed or potentially harmful

• This care is expensive.
• In 2013, Canada spent approximately $211 billion on health 

care, or close to $6,000 per person.

• Patients and health care professionals have a right to expect 
that important health decisions are made on the basis of solid 
evidence

CFHI (2011) Canada’s Strategy for Patient-Oriented Research:
Improving health outcomes through evidence-informed care 

Retrieved at: http://www.cihr-irsc.gc.ca/e/44000.html; SPOR Overview, retrieved at: http://www.cihr-irsc.gc.ca/e/47473.html

http://www.cihr-irsc.gc.ca/e/44000.html
http://www.cihr-irsc.gc.ca/e/47473.html


What is the benefit of engaging 
patients in research?

o Patients are experts!:  unique understanding of 
problem, context, environment & results
o Identify facilitators & barriers
o Tailor messages & interventions
o Develop & execute dissemination plan

(Parry, D. Salsberg, J., & Macaulay, A. C., n.d.)



Step 2: WHO?



Who to engage?



Where do you find patients?

• Social Media

• Engage Doctors and Pharmacists to spread the 
word

• Patient support groups and offices

• Disease specific non-profits (e.g. CMV Canada)

• Use established communication mechanisms 



Step 3: HOW?



Standard guideline 
development process

identify topic

develop the 
questions

assess feasibility

select methodology

identify outcome 
measures

develop data collection 
tools

collect data analyze data

interpret 
findings

develop 
messaging 

develop 
dissemination 

strategy





What’s Changing?



30 social media groups 
general groups N = 38,178 & 5 
“medical groups”
Criteria:
• levels of activity (e.g. freq of 

posts, number of posts)
• membership (e.g. 500+ for 

moms groups, 50+ for 
dads/parents).



Do we need ethics to do 
this?

When patients are partners on the research team 
(Consult, Involve, Collaborate, Lead levels of 
engagement), they are not ‘human participants’ in the 
project as defined in the TCPS2. No unique REB 
approval is required for their involvement in this 
capacity, other than normal REB approval that may be 
required for the project itself. 



Developing 
Recommendations







Developing 
Recommendations







Developing 
Recommendations



We understood then and do now that the evidence 
around HIG & oral antivirals as treatment options for 
cCMV during pregnancy is incomplete, imperfect, 
inconclusive and frankly not that great. 

However having the data (slightly hopeful but still 
mostly crushing in terms of possible outcomes) 
explained to us by our physician with a high regard 
for our values & preferences was something that 
empowered us. 



Disseminating & Implementing 
Recommendations



Principles of 
Patient 

Engagement

Inclusiveness

Support

Mutual Respect

CoBuild

CIHR SPOR 
Framework, 2011



Tactics and Approaches

• James Lind Alliance
• Nominal Group Technique
• Key informant interviews
• Focus groups
• Survey/Questionnaire
• Research Team Members 
• Citizen Jury
• World Café 

43



Engage!



You 
moustache 

us a 
question?



Ethical Considerations

Power 
Dynamics

Benefits/Harm
s

Conflict  of 
Interest 

Confidentiality Special 
Considerations



Patient Engagement Ethics 
Guidelines

http://www.aihealthsolutions.ca/initiatives-
partnerships/spor/patient-engagement-
platform/resources/

http://www.aihealthsolutions.ca/initiatives-partnerships/spor/patient-engagement-platform/resources/


EVALUATE!
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FIND OUT MORE

Patient and Public Engagement Evaluation Tool | McMaster University (Canada)
https://iap2usa.org/resources/Documents/Research/Evaluation%20Tool%20-

%20PublicandPatientEngagementEvaluationTool.pdf

Researcher Surveys | Patients Canada (Canada)
https://www.patientscanada.ca/site/patients_canada/assets/pdf/researchersurveys_2016.pdf

Patient/Caregiver Surveys | Patients Canada (Canada)
https://www.patientscanada.ca/site/patients_canada/assets/pdf/patientsurveys_2016.pdf

Evaluation Framework | INVOLVE (UK)
https://www.involve.org.uk/knowledge-base/evaluation-framework/

Dissemination & Implementation Toolkit| PCORI (US)
https://www.pcori.org/sites/default/files/PCORI-DI-Toolkit-February-2015.pdf

https://iap2usa.org/resources/Documents/Research/Evaluation%20Tool%20-%20PublicandPatientEngagementEvaluationTool.pdf
https://www.patientscanada.ca/site/patients_canada/assets/pdf/researchersurveys_2016.pdf
https://www.patientscanada.ca/site/patients_canada/assets/pdf/patientsurveys_2016.pdf
https://www.involve.org.uk/knowledge-base/evaluation-framework/
https://www.pcori.org/sites/default/files/PCORI-DI-Toolkit-February-2015.pdf


RESOURCES
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IPPOSI (Ireland) 
http://www.ipposi.ie/

PCORI (USA) 
www.pcori.org/

INVOLVE (UK) 
www.invo.org.uk SPOR

http://www.ipposi.ie/
http://www.pcori.org/


Strategy for Patient-Oriented 
Research

• SPOR is a coalition of federal, provincial and 
territorial partners – all dedicated to the 
integration of research into care:
• patients and caregivers
• researchers
• health practitioners
• policy makers
• provincial/territorial health authorities
• academic institutions
• charities
• private sector



Patient Engagement 
Platform

❖ Online: www.absporu.ca

❖ Registry: www.bit.ly/peRegistry

❖ Twitter: @AbSPORU_PEP

❖ Facebook: SPOR Patient Engagement Platform
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