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Background: Practice Guidelines & Patient Engagement

- Clinical practice guidelines have the capacity to improve health care
processes, system performance and patient outcomes in cancer care

- A key criterion of high quality guidelines is including patients and
caregivers in their development

- Optimal approaches to engage patients and caregivers have yet to be
determined
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Background: “PG-PIE” Project

Objective
- To understand optimal approaches to patient engagement in the
development of cancer guidelines

Methods
- Workshops, surveys, telephone interviews

Results
- No preference for a particular model of patient engagement

- Key challenges: explaining patients’ roles and responsibilities; providing
adequate orientation and training; establishing positive group dynamics
within working groups
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Pilot Study

Objective
- Test the feasibility of two patient engagement models at Cancer Care
Ontario’s cancer practice guideline development program, the Program in

Evidence-based Care (PEBC) over a period of one year (January 2016 to
January 2017)

- The PEBC’s standard patient engagement process served as a control group
(Model 3)

The Patient Engagement Coordinator
- A PEBC Health Research Methodologist
- Contact person for all study participants

BETA TESTING

- Scheduled and attended most meetings
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Model 1: Active Participation




Model 2: Patient Consultation Group




L
Model 3: Control Group




Approach

Model 1:
Active Participation

2 patient representatives as
active members of
guideline development

group

Model 2: Model 3:
Patient Consultation | Control Group

Group

6-8 patient 1 patient representative as
representatives form a standing member of
separate consultation disease site group

group




Model 1:
Active Participation

Model 2:
Patient Consultation

Model 3:
Control Group

Approach

Guideline
development stage

Patient
representative
training

Working group/
health research
methodologist
orientation

2 patient representatives as
active members of
guideline working group

Whole guideline
development process

-YouTube video

-Terms of Reference
-Sample practice guideline
-1 hour teleconference with
Patient Engagement
Coordinator and health
research methodologist

-Terms of Reference
-Guidance document for
health research
methodologist

Group

6-8 patient
representatives form a
separate consultation

group

Review draft project plan
and draft guideline
recommendations

-Terms of Reference

-1/2 day in-person training
session led by Patient
Engagement Coordinator
and PEBC Assistant
Director

-Terms of Reference
-Guidance document for
health research
methodologist

1 patient representative as
standing member of
disease site group

Whole guideline
development process

No formal training

-Terms of Reference
-Guidance document for
health research
methodologist
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Pilot Study: Recruitment

Patients & Caregivers

- Calls for participation sent to Cancer Care Ontario Patient and Family
Advisors (PFAs)

o individuals who have a range of experiences in Ontario’s cancer system as
patients, family members and caregivers

PEBC Working Groups
-+ Guideline projects were recommended by the PEBC Assistant Director
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Evaluation — all models O pPEET

Public and Patient Engagement Evaluation Tool

Patients & Caregivers

- Modified version of Dr. Julia Abelson’s Public and Patient Engagement
Evaluation Tool (PPEET)

Health Research Methodologists & Working Group Members
- Survey developed by project staff

Measured Outcomes

- Patients’/caregivers’ , health research methodologists’ and working group
members’ satisfaction with the process and outcomes of each model

- Qualitative feedback from the Patient Engagement Coordinator



Results: Participation

Participation Model 1 m

Working Groups

Health Research Methodologists 2" 5 1
Patients/ Caregivers 6 7 1
Withdrew from study . 5# -
PPEETs 2 3 1
HRM/ WG surveys 3 1 1

*Two working groups had the same HRM on their panel.
#0One individual passed away; two were unable to commit due to other engagements; one
expressed interest but did not attend any meetings; one joined another working group.



Results: Model 1 Active Participation

Patient Representative Feedback (n=2)
- Respondents agreed that:

o Their role was clearly explained

o They had enough information to be able to contribute
o Their views were heard

o They are better informed about the significance of patient involvement

- However, were unsure if participating in this process makes a positive
difference, and if the experience was a good use of their time

Health Research Methodologist & Working Group Feedback (n=3)
- Agreed that patient input was valuable
- Interested in working with patient representatives in the future



Patient Engagement Coordinator’s Feedback
(Model 1) o

Successful Components

- One-hour teleconference (with health research methodologist and Patient
Engagement Coordinator)

o Informative

o PFAs felt comfortable asking questions and voicing concerns

Barriers and Challenges
* PFA Recruitment

o Some PFA members assumed that they would not be appropriate
patient representatives because they did not have experience with
the specific cancer being addressed in the guideline

- YouTube video (electronic orientation package) informative, but
monotonous and unengaging



Results: Model 2 Consultation Group

Consultation Group Member Feedback (n=3) B

- All 3 respondents strongly agreed that:

o They were able to express their views freely

o Their participation in the process makes a positive difference
- Respondents agreed that:

o Their views were heard and their input was considered
o They are better informed about the significance of patient involvement

Health Research Methodologist & Working Group Feedback (n=2)
- Agreed that patient input was valuable
- Interested in working with patients and caregivers in the future



Patient Engagement Coordinator’s Feedback
(Model 2)
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Successful Components

 In-person orientation
o Response to presentation and practical activities was positive
o Travel and accommodation reimbursement appreciated

- Talking points for the Patient Engagement Coordinator
o Useful; structured the discussion

Barriers and Challenges

- Consultation group meetings
o Low attendance
o Varied level of engagement
o lIrrelevant topics

- Working Group satisfaction difficult to measure when there was no/minimal
feedback from the consultation group



Results: Model 3 Control Group

Patient Representative Feedback (n = 1)

- The patient agreed that:
o He/she had enough information to be able to contribute
o His/her views were heard; able to express views freely
o Believes participating in this process makes a positive difference
- However, was unsure:
o About his/her role, and if proper supports were in place
o How the input would be used

Health Research Methodologist & Working Group Feedback (n =1)

- Unsure if patient input was valuable or relevant, and whether or not patient
involvement resulted in the creation of a higher quality guideline



Conclusions

- Both Models 1 and 2 are feasible and effective for the engagement
of patients in cancer practice guideline development; however,
modifications are required

- The PEBC will use the pilot study results to inform the
implementation of a patient engagement strategy in their practice
guideline development program
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Thank you!

Contact Information
Karen Spithoff, Research Manager
Email: spithokd@mcmaster.ca

PPEET Information
https://fhs.mcmaster.ca/publicandpatientengagement/ppeet.html
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