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1. From the title, it is not clear whether the article concerns the development of a 
theoretical framework for an education program, or whether it concerns a protocol 
for running a review. Consider rewording the title to clarify.  
Thank you for taking time to provide a thorough review of our protocol. We 
have edited the title of our manuscript (please see first page of the tracked 
changes copy). Our protocol outlines the work that we will undertake for a 
realist review. 
 
2. It is not clear why there are so many authors for this protocol. Did each author 
contribute substantially to the development and writing of this protocol? Maybe 
some might need to be moved to the acknowledgment section. Please consider 
providing a clear statement on each authors’ contribution.  
[Editor’s note: Thank you for including this information in your submitting 
information. Because of the set-up of the ScholarOne site, it was unfortunately not 
easily visible to the reviewer.] 
We do have a stakeholder team that includes patient partners. Each 
individual’s contribution was entered by Dr. Zibrowski on the Journal’s 
ScholarOne site. Please refer back to that site to view this information. 
 
3. Why aren’t academic degrees provided for all authors? [Editor’s note: If the 
paper goes forward, we will update this information, noting that the patient-family 
advisors may or may not have degrees.]  
Please note that as the Editor has commented, patient partners enrich a 
research team with their lived, experiential knowledge of health care 
systems. This is not dependent upon whether that individual holds an 
academic degree. 
 
4. The background lacks clarity and may appear confusing given it provides detail 
on theories for patient-oriented research, realist review, and process-based 
program theory. The background would gain in only presenting the central studied 
concept. It could be difficult to understand whether the object of interest is the 
theory, the methods, or the program development that is studied. [Editor’s note: in 
revising the abstract, please be sure to follow the abstract requirements outlined in 
“Manuscript requirements” below.] 
We have revised our abstracts to try to better clarify, and outline, the intent 
of our research. The central concept is patient-oriented research. 
 
5. Consider shortening the background section to improve the method section. 
Given this is a protocol, readers would expect more details on how and what is to 
be done. The steps that are described are those used in any systematic approach 
for reviewing. Population selection, the way people are to interact, consensus 



approach, how decisions are taken, where will the information be searched, the 
data selection approach, data or content analysis, how will the data be 
summarized are examples of what could be presented.  
 
6. Apply the RAMESES publication standards item 2 for your abstract. Consider 
giving details for items 6-11.  
(to both items 5 and 6): As with any scholarly publication, authors try to 
negotiate a balance of depth and breadth of their written content. With a 
maximum word limit of 2500, this has been a bit of a challenge for us. We 
have modified our background in an attempt to better clarify our objectives, 
our selection of realist review as our methodological choice, and the steps 
that will be involved in our review. Please note that realist review is a type of 
narrative review that is focused on interpretation, critique, and deepening of 
understanding. Realist reviews seek the development of theory at the 
middle-range. They do not seek broad generalization. We advocate that there 
is a legitimate place in patient-oriented research for realist research and 
hope that our work will have an opportunity to communicate this in CMAJ 
Open. 
 
7. If you keep an implication section, consider adding how you intend to implement 
your results in practice and what you expect the study to have as an impact on 
society.  
Thank you for this important highlight. We have enhanced our content 
regarding dissemination of our findings beyond academic platforms (please 
see Line 654 of manuscript which highlights tracked changes). We will 
prepare a summary report and will disseminate it to Canadian Strategy for 
Patient-oriented Research (SPOR) units. We also anticipate delivering 
presentations about our review at national SPOR Summits, and to patient 
advisory committees organized locally and provincially. Patient partners will 
provide guidance on how to communicate our findings with a genre that can 
reach diverse, general public audiences. In terms of academic platforms, we 
anticipate disseminating our review in a peer-reviewed journal, along with 
presentations at scientific conferences. Patient partners will be invited to 
attend, and co-present our findings, at these conferences. 
 
8. Avoid using the first person and focus on the content and methods rather than 
the people and actions. 
Please note that the genre used by CMAJ Open to communicate its lay 
summaries does afford the opportunity for first person tense. We have 
followed this tradition. Dr. Zibrowski has also confirmed that it is acceptable 
through recent personal communication with one of the editors (March 25, 
2020 with M. Weinhold). Because the Journal is an open-access publication, 
we feel it is important to have the opportunity to engage with readers using 
some lay language. 
 
9. From this section, I do not see why this protocol needs to be published and in 
what way the final publication alone would be sufficient.  
We’ve pasted this Editor’s response from item 25: [Editor’s note: CMAJ 
Open publishes protocols to facilitate engagement among researchers and 
end users, including the possibility of feedback to improve the research 



design.]  
This is our understanding of the value of publishing research protocols. We 
selected CMAJ Open to submit our protocol as it is a Canadian journal that 
is committed to advancing scholarship in patient-oriented research. 
 
10. The introduction clearly sets the rationales for the study.  
Thank you. We have made further refinements to the background of our 
manuscript according to the suggestions of our other reviewers. We 
appreciate your comments. 
 
11. Important advances have been made in developing taxonomy and oncological 
framing of theory for behavioural approach, complex interventions and 
implementation research. Authors might need to document in what way a realist 
review will have added value over the extensive work already done in theory 
development. Consider including knowledge from the following recent studies on 
the topic… 
Thank you very much for providing these potential sources. We anticipate 
that these will be valuable to us as we move forward with the work involved 
in our actual realist review. We have edited the content of our background 
section to include text regarding the value of theory development. 
 
12. Review-team – please provide quantitative evaluation for experience and 
provide rationales for including so many researchers without any of them been 
patient representatives.  
Please note that our stakeholder team includes three patient partners. We 
have enhanced our descriptions of our stakeholder team including how the 
patient-oriented support centre facilitated the opportunity for them to join 
our research team (content beginning at Line 324 of the tracked changes 
copy of our manuscript). All of our patient partners have extensive, lived 
experience with a chronic health condition or have cared for a family 
member with a chronic health condition. 
 
13. Why were patients not also included in the process of question development?  
All of the members of our stakeholder team, including the patient partners, 
were involved in the development of our guiding research objectives. We 
have enhanced the description of this process to provide better clarity of 
this process (please see section at Line 376 of the revised protocol 
displaying tracked changes). 
 
14. What process was used to verify that the question was original and 
unanswered?  
Our stakeholder team includes individuals who are experienced in patient-
oriented research, realist methodology, and health care research. Our 
protocol was developed based on our collective understanding and also, 
with an accompanying search of the literature. 
 
15. What process was used to verify that rapid realist review was the best 
methodologic approach to answer the research question?  
We have edited our methods section of our protocol to provide a better 
understanding of realist review and why we selected this as our 



methodology (beginning at Line 232 of the tracked changes copy). We’ve 
also expanded the description of our selection of a rapid realist format. 
Realist review is a type of narrative review that is focused on focused on 
interpretation, critique, and deepening of understanding. Realist reviews 
seek to build a greater understanding of complex phenomena by means of 
the cumulation of theory over the course of time. Realist review can be 
useful can be useful when exploring phenomena that occur across varied 
contexts and may be associated with inconsistent outcomes. Given that 
health care is enacted within complex systems, and that the existing 
evidence base for patient-oriented research has been critiqued for its 
fragmentation, we felt that realist review would be an appropriate 
methodological choice. 
 
16. Why are the search term not already defined and what is the use of publishing 
this manuscript if the protocol is not yet entirely defined? Why has this first step on 
pilot testing search strategy not yet been done before submitting the protocol? 
Please consider clearly identifying key terms to be used in search strategy and 
reporting rationales for using them.  
In preparing our protocol we examined existing realist review protocols, 
those published by some of the members of our stakeholder team and by 
other international realist researchers. Expressing the search terms within a 
protocol was not a standard practice. Given that we are limited to 2500 
words by CMAJ Open for our protocol, we have set out to try to explain our 
guiding rationale and break down, in stages, how we plan to conduct the 
work that will be involved in our review. We will include our search terms in 
the report and any publication(s) that emerge from our review. 
 
17. Provide more details on the methods used to identify grey literature to avoid 
subjectivity and make your study reproductible.  
In preparing our protocol we examined existing realist review protocols. The 
language that was used by numerous authors to describe their method of 
exploring grey literature is consistent with our description. Our team 
includes a Ph.D.-trained health sciences librarian with expertise in review 
studies. Her insight and expertise contributed to the development of how we 
will approach grey literature searches. Grey literature searches will be 
described thoroughly within the report and any publication(s) that emerge 
from our review. 
 
18. What criteria are used for reviewers to assess the relevance of studies to be 
selected for the pilot phase? Is this simply a sensitivity analysis for research 
terms?  
Please note that as it is a type of narrative review, a realist review does not 
involve a pilot phase nor is there a sensitivity analysis that is undertaken. 
Realist reviews do not make widely-generalizable claims nor are they based 
upon underlying statistical distributions. 
 
19. What has been put into place to prevent the study from simply studying 
reviewers’ preconceptions of important aspects?  
The inclusion of multiple researchers working on the successive stages of 
our review, documentation of data extraction, synthesis, and analyses with 



detailed datafiles, and refinement of our program theory by a team of varied 
stakeholders should support us to develop a program theory regarding how, 
why, to what extent, and in what contexts does patient-oriented research 
produce impacts on individual collaborators, research processes, 
communities, and health care systems. We will take into account both 
intended and unintended consequences of patient-orientated research. 
 
20. Please format Table 1 as a table.  
We originally submitted a protocol with one illustrative figure and one table. 
We have removed that illustrative figure entirely from the revised copy of our 
manuscript. We felt that it in light of the revisions we have made to our 
protocol, it did not provide additional, informational value to a potential 
reader. 
 
21. Avoid providing the same criteria for inclusion and exclusion of studies.  
We are happy to exclude the articulation of both inclusion plus exclusion 
criteria if this is preferred by CMAJ Open. We leave this decision, if our 
protocol is ultimately accepted for publication, with their Editors. 
 
22. Given you are planning to only select English studies, how will you address 
culture differentiated underlying theories?  
You have raised the important point of limitations. We will be limited to 
English language information sources. We have added a section on 
limitations to our protocol (please see Line 695 of the tracked changes 
version). 
 
23. Provide conditions and criteria for modifying the program theory following 
stakeholders’ input. To improve the process, consider using a consensus 
approach including stakeholders. Also define what criteria will be used to stop the 
iteration.  
Realist reviews are a type of narrative review, and therefore, involve 
qualitative research. As such, realist reviewers utilize the concept of 
saturation during iterations of program theory refinement. We have outlined 
that process within our protocol (please see text beginning at Line 574 of the 
tracked changes version). 
 
24. Consider adding a section on risks within the study and how to address them if 
they were to occur, a time frame for the study, and expected impact.  
Our proposed research has undergone institutional ethical review by the 
University of Saskatchewan. Our certificate of ethics approval was submitted 
as accompanying documentation at the time that our initial protocol 
manuscript was submitted to CMAJ Open. Please note that we are planning 
to undertake a realist review of previously-disseminated information 
(performing a secondary review). We do not anticipate any risks to our 
stakeholders with their participation in our review. 
 
25. Reading the protocol, I have failed to understand what the publication of this 
protocol provides as scientific added value to the study. In other words, why 
should this manuscript be studied and why not simply use a register such as 
PROSPERO once the protocol is finalized? [Editor’s note: CMAJ Open publishes 



protocols to facilitate engagement among researchers and end users, including the 
possibility of feedback to improve the research design.]  
We developed our protocol under the guiding purpose of carefully 
developing our realist review. It is guiding documentation of the plan we will 
take. You are correct, we could have registered our protocol with 
PROSPERO. We chose to submit our work to a peer-reviewed platform 
because of the opportunity that scrutiny by members of a scientific 
community could bring. We felt that the best choice for gaining that scrutiny 
was CMAJ Open as it is a Canadian, open-access publication that is 
committed to scholarship in patient-oriented research. 

Reviewer 2 Diane Aubin 
Institution School of Public Health, University of Alberta, Edmonton, Alta. 
General comments 
(author response in 
bold) 

1. My first comment is that this paper is not about patient-oriented research, 
but rather about patient engagement, which is only one component of patient-
oriented research. These 2 terms are often conflated, and it is important that we be 
clear what it is we are evaluating. The authors use the terms interchangeably. 
There are already many articles about patient engagement and its impact on 
researchers, patients who are team members, and on the research itself, including 
the systematic reviews cited by the authors (references 2, 3, 4), so I'm not sure 
what this "realist review" would add to this. If the authors can explain what more 
will be added by doing a realist review of patient engagement, this would be 
useful. 
Thank you very much for your thoughtful critique of our protocol, and for 
your recent article in CMAJ. We have added content to our protocol 
regarding patient engagement and impacts of patient-oriented research. At 
Line 221 (please see manuscript copy with tracked changes), we have edited 
the research question to identify that we are interested in developing theory 
regarding how, why, to what extent, and in what contexts does patient-
oriented research produce impacts on individual collaborators, research 
processes, communities, and health care systems. Your CMAJ article 
astutely highlighted that, collectively, we need to evolve measurement 
frameworks that can provide better-quality evidence of impacts of patient-
oriented research. We agree, and the position we advocate in our protocol is 
that the advancement of these metrics first requires that we have a better 
fundamental, and theoretical, understanding of how impacts, actually unfold 
within patient-oriented research studies. Beginning on Line 153 of our 
protocol, we have edited our text to better articulate our position including 
the value of theory. 
 
2. I also found that too much of the paper focused on technical details about 
what a realist review is (important to outline but should not be the main focus of 
the paper). If the authors could rewrite the “realist review” section to include why a 
realist review is appropriate for their study, then this would make the explanation 
more relevant and the section more valuable. 
We have enhanced the description of our methods beginning at line 232 of 
our manuscript (please see protocol copy with tracked changes). Realist 
review is a type of narrative review that is focused on focused on 
interpretation, critique, and deepening of understanding. Realist reviews 
seek to build a greater understanding of complex phenomena by means of 
the cumulation of theory over the course of time. Realist review can be 



useful can be useful when exploring phenomena that occur across varied 
contexts and may be associated with inconsistent outcomes. Given that 
health care is enacted within complex systems, and that the existing 
evidence base for patient-oriented research has been critiqued for its 
fragmentation, we felt that realist review would be an appropriate 
methodological choice. 
 
3. In keeping with integrated knowledge translation principles, which are 
integral to patient-oriented research, I would also like the authors to expand their 
knowledge translation plan to include steps that will have a greater impact on the 
field of patient-oriented research (i.e. beyond academic presentations). 
We have supplemented our description of the dissemination of our findings 
beginning at Line 684 (please see revised manuscript with tracked changes). 
We will prepare a summary report of our findings and will disseminate it to 
the Canadian SPOR units. We also anticipate delivering presentations about 
our review at national SPOR Summits, and to patient advisory committees 
organized locally and provincially. Patient partners will provide us with 
guidance on how to communicate our findings with a genre that can reach 
diverse, general public audiences. 

Reviewer 3 Patricia O’Campo 
Institution Centre for Research on Inner City Health, St Michael's Hospital, Toronto, Ont. 
General comments 
(author response in 
bold) 

1. One overall comment is that while the description of the activities is very 
technical and focused on the 'steps' of a realist review, the authors miss the 
opportunity to discuss how their process, for example which is patient engaged, 
might advance the ways in which realist reviews are performed.  How will the 
authors help the patients engage with the realist approach to research?   This 
could have distinguished the protocol from dozens of others that have been 
published that do not look too different from what is presented here.    
Thank you for your thoughtful review of our protocol submission. We have 
revised the text describing our methodological choice including our 
selection of a rapid realist review (please see text beginning at Line 203 and 
Line 252 of the tracked changes copy). Realist reviews can follow a 
traditional or rapid approach. While both types involve the same research 
activities, a rapid realist review emphasizes the value of involving a local 
reference group, including experts, as its stakeholders. Stakeholders include 
individuals who are knowledge users plus client representatives. Rapid 
realist reviews examine nascent issues and seek to produce knowledge that 
can be useful to policy-making. In order to be responsive to emerging 
issues, rapid realist reviews typically evolve over a time period of one year 
or less. We selected rapid realist review due to its emphasis on examining 
an emergent issue, seeking a review product that holds potential value for 
policy-makers, and its recognition that diverse stakeholders, including lay 
members, can bring to theory development. 
 
2. Moreover, often realist review protocols include the initial program theories to 
help readers understand the scope of the planned work and the early thinking of 
the realist review team.  Why did the authors leave this out of this paper?    
We have refined our text regarding our methods (please see Line 360). A 
preliminary program theory will be developed to support our search 
strategy. We will utilize input from our stakeholders to identify potential 



contexts, mechanisms, and existing theoretical lens, both folk and 
substantive, that may support us. 
 
3. Realist reviews are about theories, not just about programs. The authors have 
chosen a particular program in which to examine their evidence when there are 
myriad other programs or strategies that could contribute to building their theory. 
One such example, which has been in practice much longer than patient-oriented 
research and has even been the subject of past realist reviews, is community 
partnered research.  The authors should include evidence from that longstanding 
practice in earlier such as into the Introduction as the 'mechanisms' are the same 
for community based participatory research and patient oriented research and the 
former has been studied extensively with regard to mechanisms.    
We have refined the text describing realist review including the distinctions 
between traditional and rapid formats and what program theory refers to in 
realist methodology (please see revised content beginning at Line 203). 
Beginning at Line 116 (please see tracked changes copy), we’ve also revised 
the background text to better clarify that patient-oriented research is our 
intervention of interest (patient-oriented research intervenes on the 
traditional role that patients, families, caregivers, other members of the 
public hold in research). On Line 466, we have enhanced the text to highlight 
that patient-oriented research includes affected individuals and 
communities, in a similar manner as participatory action and community-
based research. Studies that follow these models will also be eligible for 
inclusion. 
 
4. The description of the benefits of patient oriented research in the first paragraph 
of the Introduction seems to (1) undersell the strategy and (2) identify benefits to 
researchers and ignore the benefits to patients such as ensuring that the research 
identifies the most relevant outcomes or issues facing patients, building research 
capacity among patients, or even in some cases sharing decision making power 
and sometimes budgets while doing research.  
We have revised the background of our protocol to better acknowledge the 
lived, experiential knowledge that patient partners bring to research teams. 
Please see revised text beginning at Line 116. 
 
5. The authors correctly note that realist reviews are about advancing theory but 
the theory does not have to be about complex processes/programs as noted on 
Page 5 lines 26-40.    
We have revised our content regarding realist review methodology including 
the philosophical assumptions that underpin realism, how realist research 
conceptualizes program theory, and traditional versus rapid formats for 
realist reviews (please see content beginning at Line 201 of the protocol 
displaying tracked changes). Realist reviews embrace complexity, and 
therefore, can be useful when exploring phenomena that occur across varied 
contexts, and may be associated with inconsistent outcomes. Given that 
health care is enacted within complex systems and the evidence regarding 
patient-oriented research impacts appears to be fragmented, we selected 
realist review as our methodological approach. 
 
6. Page 6.  The authors might want to correct the statement about program theory.  
Program theory itself does not derive from CMOs (line 19) but are often expressed 



as CMOs in realist reviews.    
We have refined our content related to realist reviews (beginning at Line 201 
of the tracked changes document). 
 
7. The description of realist review on page 6 is very technical and seems to be 
intended for an audience already familiar with realist review when there is likely 
widespread interest for this topic.  The authors should consider making this section 
more plain language and making the purpose of that paragraph more explicit as it 
leaves out critical features of realist review such as the fact that it derives and is 
based upon a realist philosophy of science (thus the name) and what realism is 
which might be one of the most distinguishing features of realist reviews.  Thus, 
realist synthesis, for example, also requires unique analytic methods consistent 
with realism.    
Thank you for raising this point. We have revised our content regarding 
realist review methodology including the philosophical assumptions that 
underpin realism, how realist research conceptualizes program theory, and 
traditional versus rapid formats for realist reviews (please see content 
beginning at Line 201 of the protocol displaying tracked changes). 
 
8. The authors should be clear on what a rapid realist review is compared to a 
non-rapid review. Is it just about the time put into the review?  
Time involvement is one consideration of a rapid realist review. We have 
revised our content to better explain the rapid realist review format and why 
we felt it was a good methodological choice for our proposed research 
(please see content beginning at Line 252 of the tracked changes version). 
 
9. The research question is very broad, how will the team focus the question?    
We have revised our articulation of our research question, beyond the 
traditional realist genre of  ‘what works, how, why, to what extent, and in 
what contexts’ to include associated research questions. Please see revised 
content beginning at Line 192 of the tracked changes version of our 
manuscript. 
 
10. Development of the initial program theory is such a critical step in realist review 
the authors should give some attention to how they will undertake this step.  In fact 
they can easily give up some of the space currently dedicated to the search 
strategy.  
We have refined our text regarding our methods (please see Line 360). A 
preliminary program theory will be developed to support our search 
strategy. We will utilize input from our stakeholders to identify potential 
contexts, mechanisms, and existing theoretical lens, both folk and 
substantive, that may support us. 
 
11. The analysis section seems to address situations when the evidence is rich 
and information on the components of the CMO statements are fully available. 
What will the authors do when the evidence is less complete in their sources?  
We have enhanced our description of the methods involved in realist review. 
Realism asserts that all interventions or programs possess ‘theories 
incarnate’, and therefore, whenever an intervention or program is 
undertaken, it is testing a theory regarding ‘what, how, and when it may lead 
to change’.  This theory may not be explicit, and a realist review seeks to 



illuminate embedded theories through the development of generative, causal 
hypotheses regarding how, for whom, and in what contexts an intervention 
or program may ‘work’.  Retroductive reasoning is used to develop these 
hypotheses. We have also included a limitations section within our revised 
manuscript which identifies that we cannot identify pathways to achieving all 
possible outcomes, nor can we exhaustively explain all mechanisms that are 
capable of generating changes (please see Line 668 of the document 
displaying tracked changes) 
 
12. The authors use the terms preliminary program theory (eg search strategy) 
and initial program theory (e.g., program theory refinement), are they the same?  
This use of those terms which suggest that they are referring to the same thing 
creates confusion in the methods.  So for example it seems odd that this " initial 
theory" which was developed prior to the literature search is being evaluated at the 
end of the process and not at the start which is usually the case with realist 
reviews.  
We have refined our descriptions of our methods to better clarify preliminary 
program theory and initial program theory (please see Lines 360, 540, 545 of 
the document  that displays tracked changes). A preliminary theory is a first, 
rough attempt to illuminate the phenomenon under examination. The initial 
program theory results from data extraction, synthesis and analysis. The 
initial program theory may involve elements of that first, rough theory. The 
final stage of a rapid realist review is the presentation and testing of the 
initial program theory with stakeholders.  Our stakeholder team includes 
patient partners.  We will ask our team to review and evaluate our initial 
program theory. Patient partners will be asked to reflect on the program 
theory in light of their personal, patient-oriented research experiences. Our 
team may confirm, refute, identify gaps, or suggest refinements to the 
theory. We may revisit full-text versions of studies that were included in our 
review or our data extractions. We may also opt to conduct an additional 
search(es) of academic or grey literature. It is through this iterative process 
of stakeholder review and refinement that an initial program theory is tested 
and validated in a realist review. 
 
13. The authors do not take full advantage of realist synthesis tools of analysis in 
their analysis activities and in their confirmation of program theory and this is an 
oversight and could potentially weaken their ultimate findings.  
We have enhanced the content of our protocol including information 
regarding our methods. We have selected the rapid realist review format for 
reasons including that this format embraces the value of stakeholders. We 
feel that patient partner members of our team will bring lived, experiential 
knowledge of health care systems that will enhance the analytic work 
involved in our review. Please note that our stakeholder team also includes 
experienced realist researchers who have published realist protocols, realist 
evaluations, and realist reviews. We will follow the RAMESES guidelines 
throughout our review. 

Reviewer 4 Kent Cadogan Loftsgard 
Institution Patient reviewer, BC SUPPORT Unit, Vancouver, BC 
General comments 
(author response in 

a. Demographic and health condition diversity of patient-family partners 
(PFPs)?  



bold) Thank you very much for your commitment towards high-quality scholarship 
of patient-oriented research. We have enhanced content regarding the 
backgrounds of the patient partner members of our research team beginning 
at Line 330. The level of description involved in this revised content is one 
that our patient partners were comfortable with. 
Please note that the official terminology used to identify patient research 
team members is now patient partner (partners). We have edited the content 
of our manuscript to reflect this. 
 
b. What (if any) steps were taken to remove barriers and facilitate PFP's 
optimal ability to contribute?  
We will utilize a variety of communication methods to try to afford our 
patient partners with optimal ability to contribute as legitimate and valued 
members of our research team. Those methods include face-to-face 
meetings where the travel expenses (including mileage, accommodation (if 
needed), parking, per diem meal allowance) are fully reimbursed to a patient 
partner according to provincial guidelines. We also offer a honorarium to our 
patient partners consistent with provincial standards. Expenses and 
honoraria are monitored by the Saskatchewan Health Council and by the 
Saskatchewan Centre for Patient-Oriented Research (SCPOR). Dr. Zibrowski 
is required to submit both pre-expense approvals plus documentation 
regarding the hours of participation of our patient partners. We also have 
used email communication and share research files via a online file-sharing 
app. For any telephone conferencing that may involve patient partners, we 
would reimburse any long-distance fees incurred, and as well, we would 
offer an honorarium in regards of their participation. Grant funds, awarded to 
us by SCPOR, are delegated to support the contributions of our patient 
partners. 
 
c. How many hours did PFPs (compared to each individual stakeholder 
group) contribute to your project?  
We are an interdisciplinary team with one postdoctoral trainee (Dr. Elaine 
Zibrowski). Contribution hours of our patient partners is consistent with 
provincial guidelines. Our patient partners have contributed a total of 24 
hours of time (eight hours each) towards the development of our protocol. 
This time is consistent with the time spent by our other stakeholders, aside 
from Dr. Zibrowski and her supervisors (Dr. Groot and Dr. Carr). Dr. 
Zibrowski is our project manager and is the principal author of our protocol. 
 
d. How were your PFPs compensated for their time?  
 
e. What percentage of the allowable project budget was committed to PFP 
facilitation and compensation, e.g. including expense reimbursements? 
Response to both questions d and e: Please see our response to item b. Our 
patient partners are offered an honorarium consistent with provincial 
guidelines. We have a delegated research fund that supports honoraria plus 
any travel expenses. We also provide nutrition and beverage for our patient 
partners at our in-person stakeholder meetings (consistent with CIHR 
guidelines). We have identified this funding within an acknowledgment 
section of our manuscript. 
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