Response to Reviewers – October 31, 2024

Ref: Submission ID 5009f2ee-6903-4f41-beb8-6c850f49e10c
"Solutions for Kids in Pain: A Knowledge Mobilization Network Built on a Foundation of Patient Partnership"

Dawn P. Richards, Christine T. Chambers, Isabel Jordan, Kimberly Strain, Raad Fadaak, Louise Tunnah, Emily Gruenwoldt, Kathryn A. Birnie

Research Involvement and Engagement

We thank all reviewers for taking the time to read our manuscript, review, and provide comments. Below we have listed all reviewer comments, as noted with quotation marks, followed by our respective responses, in italics.

Reviewer Comments:

Reviewer 1

“Thank you for the opportunity to serve as a peer reviewer for this article entitled 'Solutions for Kids in Pain: A Knowledge Mobilization Network Built on a Foundation of Patient Partnership'. I would like to convey my thanks to the authors for their valuable contribution to the scholarly discourse within the field of patient and public involvement and engagement in research, drawing on their examples of patient partnership at SKIP. The innovative approaches and findings presented in this discussion paper will no doubt inspire further exploration and drive towards advancing the field.

Please see my comments for authors consideration

Plain Language Summary/Abstract/Background The authors have presented a well-crafted background, providing a comprehensive overview of SKIP's inception, reach, scope and objectives. SKIP's significance and potential impact are clearly articulated.”

We thank the reviewer for these kind comments.

“As I read these first parts of the paper, I got the impression that SKIP was no longer an active initiative - this stemmed from the use of past tense language 'SKIP’s foundation WAS' SKIP’s mission WAS to improve.  I would encourage the authors to determine where it would be appropriate to restructure these writing to reflect that SKIP remains an active initiative, despite initial funding term having lapsed.

We have updated the text to be clearer that the paper predominantly refers to SKIP’s inception and tenure as a Networks of Centres of Excellence – Knowledge Mobilization (NCE-KM) network from 2019-2024. In 2024, SKIP’s funding from NCE ended and the organization has continued in a new structure as a university-based centre. The timing of this paper, and its contents, are primarily focused on SKIP’s time as an NCE-KM. As such, at times we use past tense to accurately reflect that, while also clarifying that SKIP continues as an organization in a new structure with a continued commitment to patient partnership. 

We have added text in the abstract and throughout the manuscript to clarify this focus, and edited to paper in its entirety to ensure accuracy in the tense (past or present) that is used. 


HUBS: Central host and hub locations are detailed and demonstrate pan-Canadian coverage. I think the readers would be interested to learn more about how these hubs were identified, engaged, coordinated to maximize impact. Some points that might be of interest are how hubs were; 1) mapped, 2) whether there was criteria development to establishing the hubs (relevant to SKIPS objectives, capacity to serve the hub, geographic coverage, resources, commitment) identified, 3) How the hubs were engaged/selected 4) mechanisms to monitor and evaluate the performance/impact of hubs to track progress towards objectives.”

Thank you and we agree that this is a unique feature of SKIP and valuable to share with readers. As the aims of this manuscript are focused on SKIP’s foundation of engaging with patients and caregivers and its tailored approach to patient partnership, we are not able to explore these additional aspects of SKIP’s organizational development, structure, and/or operations. That said, we will ensure that this type of information will be shared in another manuscript focused on SKIP as an organization, which is already underway. We have revised the title of the paper to center its focus on patient partnership. 


“ROLES:  There are several roles within the SKIP network (i.e., Engagement and Impact Coordinator, Patient Partnership Advisor etc.)  The authors might like to incorporate a table/figure to identify the roles and responsibilities of each role to provide a brief snapshot overview of their contributions to the initiative.  The authors might also like to consider including detail around recruitment calls, procedures/processes/criteria for each of the roles.  This might be included in the table/visual, or within the main text.”

We agree that a clearer description of the roles and responsibilities related specifically to SKIP’s Patients Included approach are needed. Please see Table 1 for more information, which covers the major roles and responsibilities within the organization related to patient partnership and engagement. Of note, we limited the information in this table/figure to those that focus on engagement with patient partners; additional information on the roles and structure of the broader SKIP network will be contained within a separate manuscript that focuses on wider organizational structures and functions.


“LINE 207: The readers may benefit from gaining insight into the tools and processes for collecting information about patient partners and how the database was operationalized and maintained. How was the database information maintained to ensure that the information was up to date? Were there measures to safeguard the confidentiality and integrity of these data? Were there any relevant data privacy regulations? Ethics processes? How did the authors 'intentionally recruit for greater diversity'?”

We agree that this would be of interest to readers and is valuable to include. We have now indicated in the manuscript that following consultation with Dalhousie University’s Research Ethics Board, it was determined that SKIP and its knowledge mobilization activities did not constitute research and would be exempt from needing REB approval (TCPS Article 2.5). We have also added in a sentence about confidential storing of information from patient partners. See Lines 226-229.

“Figure 2: Can the authors define EDI for the readership who might not know this abbreviation?”

The acronym for EDI – equity, diversity, and inclusion – has been added to our List of Abbreviations and also written out in Table 2. In most places, we write out equity, diversity, and inclusion to avoid extraneous use of an acronym. 


“LINE 232: The 'Jump in with SKIP' service sound interesting. Can the authors clarify if this was offered to Canadian based researchers only? (Presumably the case) Who were the consultants? How could the service be accessed?”

Jump in with SKIP was offered to Canadian-based researchers only. The consultants primarily included SKIP’s Associate Scientific Director (author K.B.) and Hub-based Knowledge Brokers. The service could be accessed by emailing anyone in the SKIP network and/or completing an online brief intake survey linked on the homepage of SKIP’s website. Please see additional clarifications in Lines 256-263 about this service.


“PCAC: It would be helpful for the reader to understand what methods were used to ensure diversity in the PCAC membership.”

Thank you for prompting this, as it is important information that has now been added to Table 2 under ‘Patient Partnership Resources Created by SKIP’. Our ‘PCAC Member Application Forms’ were used to help ensure diversity of representation in selecting patient partners for membership on the PCAC. We have added this important information into the Table to focus on the method for ensuring diversity in the PCAC, including prompting applicants to answer questions related to their age, gender identity, First Nations status, whether they identify as disabled and/or living with a chronic illness, etc. We also have mentioned that our recruitment was supported by these resources in Lines 282-283. We hope this further clarifies how EDI and partnership were enjoined as focal points in SKIP’s activities.


“LINE 291: Regarding the Consultant engaged - what was their expertise/experience/background? Was this an external agency? How was this consultant identified?”

Thank you for this request for clarification. Additional information about the consultant (lead author, DPR) has been added in lines 321-323: “The consultant was one of the original PCAC co-chairs, has lived experience of pain herself, and has worked for over a decade to help organizations develop patient partnership in research activities and resources.”


LINE 339: It is great to see that the authors implemented measures to ensure that patient partners were meaningfully engaged throughout the project. The readers might benefit from more details about how this was possible - Could the authors offer specific/tangible examples?

Thank you for this comment. Additional and specific information about how patient partners were meaningfully engaged in a sustained way is described in detail in the following section about the Youth in Pain project (Lines 355-475). We open the section by indicating that this “demonstrates one way SKIP involved patient partners throughout the arc of a project”. We hope this offers readers a series of specific and tangible examples of patient partnership engagements. 

Among others, specific examples in this section include:
· “…14 patient partners were engaged throughout the project’s activities, including in developing, reviewing, and contributing to newly developed KM tools and resources (e.g., conversation guides, handouts, toolkits, articles, videos, messaging for national public awareness campaign), learning opportunities (e.g., interactive online educational modules, webinars, presentations), and media (e.g., radio, television).” (Lines 405-409)
· “Intentional time and care were taken by the SKIP team, particularly the project’s knowledge broker, to develop relationships with patient and caregiver partners on the National Advisory Group. These efforts included both individual and group onboarding prior to the start of the National Advisory Group meetings, and separate meetings as needed throughout the project.” (Lines 419-423)
· Storytelling and sharing sessions are detailed starting on Line 430.
· Onboarding improvements and processes are discussed starting in the next paragraph, Line 439.

“I am interested to know if there were any distress management protocols in place to ensure the well-being and safety of patient partners involved in SKIP, particularly given the sensitive and/or potentially distressing topics might have been discussed/shared. Were support services, counseling or other mechanisms in place to ensure ongoing monitoring of patient partner well-being throughout their engagement in their involvement? Were there check ins to gauge their emotional state and address any emerging concerns? Or was this not perceived as necessary within the scope of the patient partnership role?”

Thank you for this thoughtful comment. While SKIP does not offer any formal clinical/counselling support services, SKIP did utilize the onboarding process to ensure that patient partners were briefed on what to do should any distress or discomfort arise as a result of their participation in SKIP activities. SKIP’s Knowledge Brokers, Leadership, and Patient Partnership Advisor were offered as key contacts that could be trusted with any issues, contacted separately or together. Through the regular check-ins and debriefing done, staff in these roles aimed to provide as much support and point to any relevant resources if/when needed. Safety and confidentiality were key considerations in SKIP’s work with patient partners.


LINE 484:  It is demonstrated that a strength of SKIP lies in its ability to engage policy makers effectively.  Can the authors offer guidance to how this was possible and plans to ensure ongoing engagement efforts are prioritized?

Thank you for this astute observation and suggestion. While complete analysis of policymaker engagement is beyond the scope of this particular paper, we do note the following which have contributed to SKIP’s success engaging with policymakers:

· SKIP has sustained its work in partnership with policymakers (e.g., Health Canada’s Pain Policy Group) and other organizations who do effectively engage with policymakers already (e.g., SKIP co-leadership with Children’s Healthcare Canada).

· policymakers are interested in hearing from people with lived experience, so SKIP’s Patients Included approach means we are already well prepared to do this very effectively. 

· SKIP is committed to providing its resources bilingually, which supports the Government of Canada’s priorities and language requirements (i.e., our availability of both English and French language experts, patient partners, and translated tools/resources/documents supports a nationally-accessible approach).

We have added about this in lines 539-540.

Challenges and Facilitators are well described. The authors might like to consider presenting a snapshot summary of these as a figure/table - to draw the reader's attention to the pertinent points at a glance?

Thank you for this suggestion. As we have opted to include an additional Table (Table 1) to address a previous comment, we will refrain from adding further tables to streamline the full manuscript and minimize additional materials for the readers. We note that another reviewer found the summaries of these areas approachable and impactful in the article. We hope that other readers agree that the current description of the challenges and facilitators are well-described, organized, and approachable. 


Reviewer 2

“Thank you for the opportunity to review this manuscript. I am delighted to see how far SKIP has progressed since its inception in 2019. I have provided a few comments below, and I recommend publication with very minor changes.”

We appreciate the reviewer’s kind comments.


The section ‘Processes and Resources to Support Patient Partnership’ I believe will be of great interest to readers. Please could the authors state the types of software/ platforms used to create the resources, to help others who may want to create similar resources.

Thank you for this suggestion. We have added a brief description of which platform we used in Lines 223-224 to clarify, and to aid our readers who may want to utilize similar platforms for these purposes.


· “In Table 1 you have listed Patient Partner Opportunity Template (*see Additional File ); earlier on in the resources section, the patient partner database used to ‘match’ patient partners to opportunities at SKIP is mentioned. 
· Looking at the supplementary material I can see these resources are different. Please make this difference clearer in the manuscript text. If these resources are complimentary to each other, please state how they were used together.”
· As above for the compensation guides listed in Table 1.
· The manuscript could be more streamlined by moving the ‘Processes and Resources to Support Patient Partnership’ paragraph closer towards Table 1 in the PCAC section.

Thank you for these comments. We have attempted to clarify the description of the Patient Partner Opportunity Template in this table (which is now Table 2). We have attempted to streamline the content as well, per this reviewer’s suggestion, by moving the placement of the table further up in the manuscript towards the “Processes and Resources to Support Patient Partnership” section. We hope that these adjustments provide further clarity and better flow to the paper.


“The included figures are excellent.
The key learnings section is an important part of the paper and I appreciate the thought that has done into writing this for the benefit of other researchers.”

We appreciate these comments.


“I had noted that SKIP resources from various projects were made available in English and French? Please consider adding this consideration of language translation of outputs into the manuscript. I suggest two options: 
· Where ‘producing and promoting tools’ is mentioned/ paragraph starting line 148.” 

We have added text in lines 152-153 to indicate that as much as possible, SKIP tools and resources were made available in English and French, Canada’s official languages: “These KM activities have included developing a needs assessment, tools and resources (which, as much as possible, were provided in English and French, Canada’s official languages), giving presentations, being involved in media opportunities, etc.”


· “In the learnings/challenges section, if the authors feel that would be appropriate.

We have added in more information to Lines 566-570 reiterate we have currently made SKIP’s tools and resources available in English and French, as Canada’s two official languages, but recognize that there are many other languages used by people living in Canada as an opportunity for expansion in the future.


Reviewer 3

“Thank you for allowing me to review the manuscript entitled “Solutions for Kids in Pain: A Knowledge Mobilization Network Built on a Foundation of Patient Partnership". As a commentary/review, this paper could significantly add to the literature by providing a useful model of how to engage with stakeholders and partners to reach specific goals related to education and research. However, in its current form, it does not clearly achieve this goal. Predominantly, this is due to unclear aims of the paper and multiple tangential details. In addition, the manuscript uses a lot of technical jargon and complex sentence structure which makes it more difficult for the reader to understand the true high quality impact of this program.

The paper may be better served with one clear aim and then “showing” rather than “telling” in 3 examples (i.e., removing extraneous details and focusing on three case studies alone). This would entail (1) reorganization and removal of details and (2) more succinct sentence structure.”

We appreciate the reviewer’s comments and suggestions. We have attempted to be explicit and demonstrative throughout our paper, and have tried to avoid any overly complex or technical language wherever possible. We believe that providing foundational details related to SKIP’s organizational structure and inception are critical to understanding the case studies that are included further into the paper, as well as to highlight how patient partnership was integrated into the organizational mandate from its inception. 

In an effort to address comments from all three reviewers, we believe we have struck a successful balance between sharing sufficient information while also maintaining focus and not overloading the reader. We have thoroughly edited the paper to remove extraneous details – balanced with requests for additional information from the other reviewers - and to use more succinct sentence structure. 

Please allow me to add detailed comments below:

“Plain English Summary:
•       The summary varies between high-level overview and specific examples. I would recommend the summary only focus on high-level overview and main take away points.

Thank you for this suggestion. We have adjusted the plain language summary to be more concise, direct, and focus on main points.


•       It would be better to utilize spell out a clear organization of the paper, such as: mission, vision, organization & leadership, the role of developing patient partnerships—three case examples.

Thank you for this suggestion as well. We have made extensive edits to the plain language summary.


“Abstract:
•       At first glance, the abstract appears redundant with the Plain English Summary.”

Both a plain language summary and abstract are requested by the journal, and some overlap is to be expected as both are intended to briefly summarize the paper. That being said, we have edited both the plain language summary and abstract to reduce redundancy where possible. 

•      “Main Body section, 1st paragraph: This is somewhat difficult to follow as the purpose of the paper is still unclear.”

Thank you for this comment. We have moved the first sentence of the next paragraph up to the beginning of this section to be explicit regarding the purpose and intent of the paper.


•      “ Main Body section, 2nd paragraph: This clearly outlines that this paper is a commentary that "shares and provides context for SKIP’s approach to patient partnership" utilizing three case studies. The abstract might be better for readers if it was revised around the central theme: A brief review of the role of patient partnership in research, a succinct description of SKIP and its mission to mobilize evidence based solutions, an finally a review of 3 case studies to elucidate this mission in action.”

Thank you for this suggestion. Your organizational suggestion here makes sense, and has guided how our abstract and paper is structured – our Background section focuses on patient partnership as a feature of research activities, followed by details about SKIP, and then our 3 case studies follow.


“Background.
•       Second paragraph, last sentence: This sentence reads somewhat esoteric and wondering if you can restate it in layman's terms. As it stands now, it takes away from the other points of this paragraph and perhaps should just be removed.”

Thank you for this suggestion. We have removed this sentence. Although this was an important aim for SKIP due to its funder’s expectations, we agree that it did not benefit the reader here.


•       Third paragraph: Same point. Some of the wording of sentences appears almost loaded with terminology, which I think takes the reader away from the main point. Perhaps utilizing a simpler sentence structure would help. It may also be that authors are simply adding too much extraneous detail to this paper.

We have revised this paragraph to remove details that may not seem pertinent to the reader and to simplify sentence structure.


“Main text.
•       First paragraph, last sentence: Again, some of the wording varies between esoteric and obtuse. In this last sentence, you give very broad descriptions of the four KM activities, which begs for further description by the reader. It might be best if this was a separate paragraph that then better explained these four activities—or perhaps as the first sentence of the next paragraph which utilizes figure one for further description. Please just keep in mind what the main aim of this paper is—as tangents tend to take the reader away form this.”

We have moved this last sentence of the first paragraph to the end of the next paragraph which references Figure 1, and which may be a better place for listing SKIP’s four KM activities.


“•       Perhaps this manuscript would benefit from each paragraph having a clear leading sentence. For example, the paragraph beginning, "SKIP’s language related to patient in engagement evolved since it was funded." This paragraph details the concept of Patients Included charter, but does not further discuss the language. A better leading sentence addressing the concept of the Patients Included charter would make more sense here. It feels like I am working too hard as the reader to understand this section on ‘the foundation for patient engagement’. To me, this suggests the section is too long or overly detailed.”

We appreciate this comment and have made some revisions to the start of the paragraph. The lead sentence in this paragraph is intended to be about the language SKIP used related to patient engagement and then partnership, and then goes on to explain what patient partnership was to SKIP. 

“•       Again, the next section/paragraph on patient partnership utilizes a lot of jargon without clearly explaining the concept of governance, committees and networks. This might be better served by a brief paragraph of the rules, followed by a figure of the organizational structure, since that is what it appears they are trying to describe for readers.”

Thank you for your suggestion here. At this time and following your previous suggestions, we are attempting to balance the level of detail needed by the reader about SKIP’s organizational structures and functions, and instead guide the reader to specifics about patient partnership and how it was organizationally-supported and maintained. We have a separate manuscript underway focused on SKIP as a network and its full functions, in which will provide further detail for those interested in the full structure of its committees, management, hubs, etc. We hope that this will compliment this paper and provide context for those looking to explore more about SKIP’s governance.

We have double-checked our manuscript to ensure that we have clearly defined boilerplate terms at first and any appropriate subsequent uses (e.g., ‘knowledge user’), and we only rely on this terminology when required and necessary to accurately reflect SKIP’s work and approach.


“•       Summary of Main Text: I keep re-reading this section to identify the clear takeaway. I think that while there is a lot of useful information here, it is overly specific to your processes and thus perhaps less helpful to the reader. I would really suggest trimming this section to highlight the main points you will then detail in your three case examples. My current understanding is: a focus on patient engagement supported by a mission and governance structure; managing a network of resources, the concept of KM activities that benefit patients.”

Thank you. We have made some edits to this section. Our focus has been on highlighting the various organizational elements that supported patient partnership, including a focus on the resources produced to do so (see e.g., Table 2) and the roles with discrete responsibilities related to patient partnership (see e.g., Table 1). We have tried to signpost the reader throughout the main text to ensure that each section fits into the larger context, re-iterating in various places that patient partnership was a foundational value integral to all work at SKIP, and then detailing various practical elements that supported this value (e.g., early patient partner engagement, involvement in committees and governance, the PCAC, organizational roles and responsibilities, and processes in support of this value).


“Three case examples:
•       If the earlier sections were trimmed, these three case examples might stand out better. This would then help the reader by suggesting three possible ways they might apply the core concepts of your work to their own partnership projects, as you state in your Summary.”

Thank you for this suggestion. As the revised paper currently stands with the integrated changes, we feel that the organizational details provided support the 3 case examples and provide important contextual information as to how patient partnerships were integrated into the full scope of activities across SKIP during this time. These case examples comprise most of the manuscript, and offer substantial detail to illustrate how SKIP’s organizational supports facilitated patient partnership throughout its activities.


“•       Figure 3: I think it would be more helpful in this figure to clarify the bullet points (what, how, etc.). They don't appear to be parallel in each subgroup.”

Thank you. We have revised Figure 3.


“•       I greatly appreciate discussing the final product as this aligns with conclusion stage in Figure 2.”

We thank the reviewer.


“•       I do think the descriptions of these three projects could be more succinct. I think the readers are more interested in what you were accomplishing, large points on how you did it, issues are barriers that skip addressed, and most importantly what the final outcome of each project was. They could always follow-up with your directly if they want consultation on the finer details as they work in their own sector.”

Thank you for this suggestion. We appreciate the importance of being succinct, but we also know the importance of providing sufficient detail that others can understand the unique features of our partnership contexts, and that these details make the difference in meaningful engagements. We would like to maintain this level of detail as well per the request of our other reviewers, who have requested additional details to be added into various areas to elaborate and provide specificity to our work processes and support structures.

We hope that some of the implemented revisions from your previous suggestions help the overall flow and structure of the paper, and thus lead to a balanced examination of the transferrable – and unique – takeaways of our experiences in partnership. 


“•       It was difficult to review the case examples further as I understood them to be an application of the broad aims addressed earlier, which I think need reworked.”

Again, we hope that the reworking and revisions implemented thus far provide the needed clarity to facilitate closer review and understanding of the case examples in this context.


“•       Just one additional example of my criticism of sentence structure:
· “In “National Health Standards for Pediatric Pain Management” section, 2nd paragraph, first sentence: the phrase "to developing and standard and in continued efforts" appears wordy, but possibly because verb tense is not parallel.”

Thank you for drawing our attention to this. We have edited this sentence.


· “Later in the same paragraph: Again the sentence beginning "The resulting standard" also has non-parallel verb tense, which makes it difficult to understand. It also contains 5 verbs, 4 ‘and’s, and I think 8 other conjunctions.”

Thank you again for the close reading. We have split this sentence into two sentences.


“Key insights
•       It would be easier if these key insights were highlighted just 3 to 5 key insights not three separate sections. Again, this is a place to take the 3 case examples and link them back to the key points discussed in the main section.”

Thank you for the suggestion here. We have added text in this section to loop readers back to some concrete elements of the previous examples in the manuscript (e.g., pointing readers to Table 1 to highlight the specific staffing needs from SKIP for meaningful partnerships) in an attempt to draw higher-level conclusions. As most of these takeaways span all three case examples, we feel that they should remain high-level instead of tied to specific ones in this concluding text. In some cases, our challenges were specific to, and/or highlighted by our case studies, such as compensation of PCAC members, which is detailed in our ‘Challenges’ section.

“I am aware of the positive impact that SKIP has had for research and patient care. I hope that a revised version of this manuscript will help elucidate the methods, such that others could emulate your approach for similar benefits.”

We appreciate all of your comments and close readings, and feel that the revised version accomplishes the aims you’ve articulated here.
