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F. APPENDICES

APPENDIX A - Adapting questions in the tool using the latest evidence from 2017 until 2020

	Title / Author / Year
	Aim
	Where
	Does the tool focuses on PE in PS?
	At which level of the HCO is the tool focussed? 

	A 5‐facet framework to describe patient engagement in patient safety / Duhn et al./ 2018
	To gain insight into patients’ perspectives about their knowledge, comfort level and behaviours in promoting their safety while receiving health care in a hospital.
	Canada
	 Yes (patient engagement in safety behaviours at the point of care, hospital)
	Clinical level

	Public and Patient Engagement Evaluation Tool (PPEET) version 2.0/ McMaster University / 2018
	1. A  tool used to assess the organization’s capacity for, and culture of, public and patient engagement;
2. A tool used to obtain participants’ assessments of key features of the engagement activity that they have participated in;
3. A project tool used to assess the planning, execution and impact of the engagement activity after it has been completed.
	Canada
	No (not focused on patient safety, but rather patient engagement and its institutionalization)
	Strategic, organizational or system, and clinical level



	Methods and impact of engagement in research, from theory to practice and back again: early findings from the Patient-Centered Outcomes Research Institute (PCORI) / Forsythe et al./ 2017
	To present PCORI’s evaluation framework for assessing the short- and long-term impacts of engagement; to describe engagement in PCORI projects (types of healthcare providers engaged, when in the research process they are engaged and how they are engaged, contributions of their engagement); and to identify the impacts of engagement on study design, processes, and outcome selection, as reported by both PCORI-funded investigators and patients as well as other stakeholder research partners.
	USA
	No (not focused on PE in PS but rather on research projects)
	Strategic and organizational or system level



	Evaluating patient and public involvement in health research: from theoretical model to practical workshop / Gibson A, et al./ 2017
	To explore the practical utility of the theoretical framework as a tool for mapping and evaluating the experience of patient and public involvement (PPI) in health services research.
	England
	No (no link to safety)
	Organizational or system level
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APPENDIX B: Step 1: Results from data collected from the study conducted in Quebec and France 

Data collected from the study conducted in Quebec and France [37]:


	
	Quebec
	France

	Positive comments
	Relevance of the tool and questions and understanding of the questions: 
· All respondents mentioned that the tool helped guide actions and could be used as a self-assessment tool for healthcare institutions. The tool is best used by a team of health care professionals (an advisor in PE, RM and or PS and a patient advisor): 
· “The tool helps us really frame our strategies and could be used as a self-assessment tool for healthcare institutions […] It will be used for sure.”

Clarity of instructions: 
· The tool’s instructions were said to be clear and well understood by the team of PE professionals and patients, or PS professionals and patients, or both.
· “You're asking very pertinent questions, and that helps me.”

Choice of participating team: 
· The choice of having a team answer the questionnaire is very important. 
· “It has to be a group that answers the questions. No individual has a comprehensive view of what is going on in the institution.”

	Limitations
	Limitations related to the questions: 
· In order to get a true picture of the situation, each clinical directorate must be consulted. It must make its own approaches/research/audits in order to provide the requested percentages.
· There are many questions about policies and procedures. The absence of policies and procedures does not reflect dedication. Pay attention to the presence of procedures and policies and how they are experienced.
· At times it is difficult to answer the questions on the FMG, especially since we do not directly work with them.

Limitations related to the structure of the questionnaire: 
· It is difficult to answer some questions, particularly those related to selecting the percentage of engagement. These sections will need to be worded better instead of using rates (%) of engagement.
· Many questions are repeated. 
· See how to re-categorize the “sometimes” section. e.g., occasionally, regularly, Add also, N/A
· It is easier to complete the questionnaire with the research agent on the other end of the phone. 
· The percentages in the questionnaire are difficult to complete and use. 
· You have to have a questionnaire where the titles reappear each time.
· There are nuances between risk management vs. integrated risk management vs. safe delivery of care and services. Is it possible to organize the questions by planning, implementation and sustainability? Because some of us are still at the stage of trying to understand PE concepts. 
	Bias: Limitations related to the respondents’ points of view:
· One of the limitations concerns the points of view expressed. Respondents may have overestimated the actual level of user involvement in their institution or may be unaware of all the initiatives and practices in the many services and branches of the university healthcare centres. 

Bias: Limitations related to patient groups: 
· Another limitation of the questionnaire is that it is difficult to differentiate, in the responses, between the involvement of user representatives and that of other patients.

	Deleted questions due to repetition
	In total, 9 questions were deleted: 
· Questions 67-73 were repetitions so they were deleted (N= 7 repeated questions deleted)
· 2 questions pertaining to FMGs (family medicine groups) and were also deleted. 

	Questions that were  difficult to answer and confusing
	4, 5, 7

	Important and relevant questions

	16, 24, 27































APPENDIX C: Expert advisory group members’ comments after reviewing the initial PE in PS tool

	Section in the survey tool or type of comments 
	Specific comments

	Section 1. Questions identifying the participants and their organizations 
	· In the introduction: asking if they had a PS plan instead of PE plan. 

	
	· Identification of centres #4: the size of these centres?
· Do we want to add the first three characters of the postal code to be able to further mine the data?
· Identification of individuals #5 and #7: social worker, to add doctors

	
	· Page 2. The instructions should be made clearer on: using PS or risk management 

	
	· Question #8. Merge Table 8 and the table on Question 5. 
· Question #4. Which departments have programs, initiatives and activities related to PE in PS, and how many programs, initiatives and activities are carried out in each of these services? (Please complete the table below: This will be a very difficult question to answer in a big organization; suggest that we may want the Accreditation Coordinator to involved in answering this
· Types of organizations: Needs to be broader in scope, and make sure it covers the full scope of clients, i.e. home care, rehabilitation, community care, etc. Also need to add organizations that are systems

	Section 2. General question related to the patient engagement process
	· Question #19. Are training sessions available for patient advisors and PE? Are we thinking of a committee and between professionals and patients?
· Section 2. Questions related to patient engagement: This section is well done, and it will be interesting to see the responses, as many questions can be triangulated to the criteria


	Section 3. Questions related patient safety process


	· Question # 40. Good PS practice, but no connection to PE. It is better to say: do you involve patients in simulation activities?
· #64: It is better to say: does senior management take part in the rounds to monitor risks?
· Do we have questions related to monitoring of disclosure? Yes, Q46 and Q47


	
	· Section 3. Questions related to patient safety: this section is well done, and it will be interesting to see the responses, as many questions can be triangulated to the criteria


	Section 4. Context and impact of patient engagement in patient safety
	· Section 4. Context and impact: this needs work and should be set up with a Likert scale, like Sections 2 and 3


	
	· Additional comments and suggestions for Section 4: 
· Discussion of perceptions of barriers to PE in PS
· Are there any problems with the organizations participating in the survey?


	Other general comments on the clarity of the tool and its relevance
	· The questionnaire is clear, and it is an interesting approach to classify questions on PE and on PS. It is not the same person answering these two parts. So this is very worthwhile. It will help the organizations complete the exercise.
· The description of the questionnaire was very helpful.
· I’m not sure that the icons at the bottom are necessary.
· Relevance of the questions – what do you mean by training in patient engagement? Do you have something specific you think leaders could have to be certified in patient engagement?  
· The methodology should be clearer; the results may differ if the questionnaire is completed by 3 persons at the same time versus one person at a time.
· Add the following words in bold to the methodology part: When completing the questionnaire, consider activities in the last 12 months in your organization


	General comments on use of the tool
	· This questionnaire will be useful for organizations. Alignment with AC standards. There are some differences, but a lot of alignment. Highlights where they do well and where they could improve.
· The questionnaire is good and will generate a gold mine of information.
· The questionnaire was great and easy to follow.
· The questionnaire can be used to assess the reality of patient safety in Canada (so that CPSI and the provinces can use the findings to make better decisions and update the guide).
· It can be used to assess how patients are engaged in patient safety in organizations…it could identify leading organizations in engagement in risk and safety…it could provide resources to be shared.  

	General comments on the wording
	· Use “co-designed” as wording in the text
· #7: Service department or ward? Add ward?
· #13: What would be an example of coordination? Give specific examples. Are there any collaboration activities, e.g. Public Health Agency of Canada, patient bodies, user committees, etc.? 
· #17: Are there standard forms that the hospital should be using? Do they have a request form? 
· What do you mean by promotional materials? Give examples of promoting the use of the engagement service: brochures, etc. 
· #24: What is strategic steering group?
· #26: Are patient representatives involved? E.g. patients on the user committee, patients’ association or patient group organization, patients as partners
· Add at the beginning a question to have them describe the type of patient group they have.
· CEO or director?
· 31# and #32: Add “clinical treatment plan.”
· #40: Should you leave space for them to indicate other mechanisms for simulation? Do they practice directly on patients, or do they do simulations before?
· Specify if (online modules), or formal type of training. Change it to piloting committee?
· For consistency, the definition of a patient needs to be consistent with HSO/AC definition if this survey is going to AC clients.
· Q 50: What do you mean by “interns”? Do you mean health professionals in training?  It needs to be inclusive.
· Q7: Does your organization measure patient engagement? Do we mean informal or formal? You need to be specific and ask for examples.
· How long have you been working “in the health organization” rather than “in the health sector”


	General comments on missing questions
	· Missing questions: does the organisation have awards and incentives for patient engagement? Are there any grants that include plans for PE? What is the process for recruiting, onboarding PE? Conferences, quality events, presence of patient advisors as presenters? Does the organisation use patient’s stories? How? I did not see anything about disclosure. Is there any policy disclosure? 
· Are they involved in research activities?


	Comments on repeated questions
	· Are patients involved in the strategic plan? Make sure the question is not repeated.
· #41-43 sound similar….make sure they are different.
· #47 and #48, #49 seem redundant with other questions.
· Q11: Which department(s) coordinate(s) patient safety? Please check the relevant boxes. How is this different from Question 3?

	Other suggestions
	· Put the survey online.
· Answer it as an interdisciplinary team, integrating a patient advisor.
· Integrate a clinical team, not just at the organizational and strategic level of the organization.
· Patients should be actively engaged in this type of activity.
· Add:  always, sometimes, never.
· #22: Instead of circling the correct answer (if on the computer), say make the correct answer bold. 
· #23: Add, if you answer “Sometimes,” what percentage of the time?
· #59-#61: Combine into a multiple choice question or all in one.
· Depending on the final version you send out, I would tell people they need to block 45 minutes of their time.  
· Make it an online survey.  Make the version as easy and clear as possible to fill out, with white space, a larger font, drop-downs etc.  The current format is not as user friendly as it could be.
· The scale of measurement is interesting; however, I don’t see the value of “Don’t know” and “In progress.”
· How will you perform the aggregate analysis of the information collected?  To be explained. Privacy issues?























