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Abstract
Background
Little is known about patient engagement in the context of large teams or networks. Quantitative data from a larger sample of CHILD-BRIGHT Network members suggest that patient engagement was beneficial and meaningful. To extend our understanding of the barriers, facilitators, and impacts identified by patient-partners and researchers, we conducted this qualitative study.

Methods
Participants completed semi-structured interviews and were recruited from the CHILD-BRIGHT Research Network. A patient-oriented research (POR) approach informed by the SPOR Framework guided the study. The Guidance for Reporting Involvement of Patients and the Public (GRIPP2-SF) was used to report on involvement of patient-partners. The data were analyzed using a qualitative, content analysis approach.

Results
Twenty-five CHILD-BRIGHT Network members (48% patient-partners, 52% researchers) were interviewed on their engagement experiences in the Network’s research projects and in network-wide activities. At the research project level, patient-partners and researchers reported similar barriers and facilitators to engagement. Barriers included communication challenges, factors specific to patient-partners, difficulty maintaining engagement over time, and difficulty achieving genuine collaboration. Facilitators included communication (e.g., open communication), factors specific to patient-partners (e.g., motivation), and factors such as respect and trust. At the Network level, patient-partners and researchers indicated that time constraints and asking too much of patient-partners were barriers to engagement. Both patient-partners and researchers indicated that communication (e.g., regular contacts) facilitated their engagement in the Network. Patient-partners also reported that researchers’ characteristics (e.g., openness to feedback) and having a role within the Network facilitated their engagement. Researchers related that providing a variety of activities and establishing meaningful collaborations served as facilitators. In terms of impacts, study participants indicated that POR allowed for: (1) projects to be better aligned with patient-partners’ priorities, (2) collaboration among researchers, patient-partners and families, (3) knowledge translation informed by patient-partner input, and (4) learning opportunities.

Conclusion
Our findings provide evidence of the positive impacts of patient engagement and highlight factors that are important to consider in supporting engagement in large research teams or networks. Based on these findings and in collaboration with patient-partners, we have identified strategies for enhancing authentic engagement of patient-partners in these contexts.

Plain English summary
This qualitative research paper seeks to understand patient engagement in large teams and networks. Patient engagement is the meaningful and active partnership of patients on a research team. We aim to understand the factors needed in a research environment that consider and include patients. Patient engagement was measured through interviews with 25 CHILD-BRIGHT Network members, either patient-partners or researchers, about their experiences. In this study, patient-partners were the parents of youth affected by brain-based disorders. We identified factors that made it easier or more difficult for patient-partners to engage with the projects and the network. Additionally, we looked at the impacts of patient engagement as observed by the interviewees. We found that at the project level and network level, the factors that helped engagement and made it difficult to engage were similar for both patient-partners and researchers. At the project level for example, open communication and factors specific to patient-partners (e.g., motivation to contribute) were identified by patient-partners and researchers as helping engagement. Maintaining long-term engagement and ensuring meaningful collaboration were identified as factors that make engagement difficult. At the network level, both patient-partners and researchers noted that communication (e.g., regular follow-cup) made it easier to engage while time constraints and asking too much from patient-partners made engagement more difficult. Finally, interviewees shared that patient engagement impacted patient-partners, researchers, and the research being conducted. Patient engagement helped ensure that the research reflected patient-partners’ priorities, allowed collaboration, and provided patient-partners and researchers with learning opportunities. The results of our research have allowed us to identify strategies that can be used to create more meaningful engagement within large research teams.
Supplementary Information
The online version contains supplementary material available at https://​doi.​org/​10.​1186/​s40900-023-00418-5.
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Introduction
Canada’s Strategy for Patient-Oriented Research (SPOR) calls for the meaningful engagement of patients as partners throughout the research process and for active collaboration of interdisciplinary teams with patient-partners [1]. Although the terms patients, caregivers, consumers, and citizens are used interchangeably in the literature to refer to patients [2], the Canadian Institutes of Health Research defines the term ‘patient’ within the context of health care as an individual with personal experience of a health issue or condition as well as their informal caregivers [1]. While various definitions of patient engagement have been proposed [2–4], the Canadian Institutes of Health Research defines patient engagement as “meaningful and active collaboration in governance, priority setting, conducting research and knowledge translation" [1]. Patient engagement in research aims to: (1) enhance research relevance, (2) improve patient health outcomes and healthcare delivery, and (3) facilitate uptake of results by intended audiences [1, 5, 6]. Similar international initiatives that promote patient engagement exist in the United States and the United Kingdom [7, 8].
To date, Canada’s SPOR has funded seven national research networks [9]. These research networks: (1) are pan-Canadian communities involving patients, researchers, health care professionals, and other stakeholders, (2) focus on health areas of importance across Canadian provinces and territories, (3) address priorities identified by patients and fund related research projects, (4) oversee Network activities such as providing training, engaging new citizens, measuring impact of patient engagement and, (5) aim to accelerate the translation of research findings into practice [9]. One such network is the Child Health Initiatives Limiting Disability- Brain Research Improving Growth and Health Trajectories (CHILD-BRIGHT) Network (www.​child-bright.​ca). CHILD-BRIGHT is composed of patient-partners, clinicians, scientists, policymakers, and trainees committed to enhancing the health and well-being of children with brain-based developmental disabilities and their families, with youth with disabilities and parents/caregivers (i.e. ‘patients’) meaningfully engaging in the research. Given Network members (n = 374) come from acrossthe Canadian provinces, virtual modes of connecting (e.g., tele or video conference) are primarily used.
Although research on patient engagement has grown in the last decade [10], few studies have measured patient engagement in childhood disability research where the patient-partner is typically the parent [11]. Further, little is known about patient engagement in the context of large teams or networks. Most of the literature that exists comes from research conducted in the U.S. and is descriptive in nature, highlighting reflections on challenges, successes, and methods used to evaluate engagement [12–19]. One study in the U.S. systematically evaluated the engagement experiences of patient-partners in a patient-oriented research network and identified facilitators of engagement such as communicating clear expectations and assessing engagement on a regular basis [20]. Another study conducted in the context of a Canadian research network examined researchers’ perspectives regarding engagement (e.g., meaning, values, challenges) to inform the implementation of a patient engagement strategy within the network [21]. Key concerns identified by researchers in this study were a lack of evidence on impacts of engagement and the need for education on patient engagement within the research community. Within the CHILD-BRIGHT Network, a pilot patient engagement study was conducted to evaluate the engagement processes of one of the thirteen research projects funded by CHILD-BRIGHT [22]. Overall, the patient engagement experience was highly valued and seen as beneficial, both by parent-partners and by researchers. Project challenges (e.g., feedback logistics), facilitators of engagement (e.g., communication), and engagement impacts (e,g., improved project’s relevance) were noted within the process of patient-engagement. To our knowledge, no Canadian data exist on the engagement experiences (e.g., barriers, facilitators, impacts) of patient-partners and researchers working in a nation-wide research network where members primarily connect through virtual means.
Given the dearth of Canadian research on patient engagement in large research networks and high-quality studies measuring engagement in childhood disability research, it is important to extend our understanding of engagement in these contexts. To evaluate our patient engagement practices at CHILD-BRIGHT and inform strategies to enhance authentic involvement of patient-partners, we first measured engagement using standardized quantitative self-report measures. Preliminary findings suggest that both patient-partners and researchers are satisfied with their level of engagement in the Network and believe that patient engagement meaningfully influences the research being conducted (see Additional file 1). To gain an in-depth understanding of the barriers, facilitators, and impacts of patient engagement identified by patient-partners and researchers, we conducted the current qualitative study.

Methods
Framework and design
We used a patient-oriented research approach that involved engaging patient-partners in each phase of this project. Canada’s Strategy for Patient Oriented Research Framework was used as a roadmap for active collaboration [1]. An exploratory descriptive approach was utilized to examine the data collected through open-ended interviews.

Involving stakeholders in this study
Given the patient-oriented research mandate at the CHILD-BRIGHT Network, two parents of children with brain-based developmental disabilities were research partners on the project. They were recruited through the Network and both had previous experience partnering with academics on research projects. One of the parent-partners received training on interviewing through this project and conducted half of the interviews. Both patient-partners were involved in all phases of the project: from study conceptualization to recruitment and data collection and co-authoring this manuscript and a related research brief (see Additional file 2). One of our patient-partners was a member of CHILD-BRIGHT’s Citizen Engagement Council (CEC) at the time of the study while the other patient partner was the Director of the CEC and member of CHILD-BRIGHT’s Executive and Network Steering Committees). Thus, both patient-partners were highly involved in Network activities such as being on committees as part of our Network’s governance, participating in Network-wide surveys, contributing to newsletters and blogs, acting as patient-partner peer-reviewer of research proposals, and attending conferences. We used the Guidance for Reporting Involvement of Patients and the Public, GRIPP2-SF [23] to report on the involvement of our patient-partners in this study (see Additional file 3).

Recruitment and study sample
After completing self-report measures of patient engagement [24], CHILD-BRIGHT members (patient-partners [n = 58], researchers [n = 153]), were invited to participate in a half-hour interview through an email request sent by research coordinators (to reach patient-partners and researchers working on any of our 13 projects) and program coordinators (to reach patient-partners and researchers on any of our 7 committees). The opportunity to participate in these interviews was also advertised through Connections, CHILD-BRIGHT’s newsletter. This was meant to provide our members with an opportunity to further enrich our understanding of potential enablers and barriers to patient engagement in a research network. Those who indicated an interest in participating were contacted by phone or email (based on preference) and study information was shared with them.

Procedure
Ethics approval to conduct the study was received from the McGill University Health Centre’s Research Ethics Board. Interviewers (a Network communications administrator and a patient-partner) received a one-hour orientation from team members regarding the study’s purpose, interview format/techniques, and administrative procedures. Network members who agreed to participate in the interviews were asked to sign a consent form that included information pertaining to elements of informed consent: purpose of the research, research procedures, risks/benefits to participation, voluntary participation, confidentiality, anonymity, and a statement of consent. A field test was conducted during which each interviewer conducted an interview. Interviewers then met with a research team member to discuss problems encountered and to brainstorm solutions to inform a more consistent approach to be used.
Semi-structured, open-ended interviews were conducted between summer and fall of 2020 via Zoom, a video conference platform [25]. Network members were given the option to participate in either English or French. Interviews were conducted at a time that was most convenient to participants and lasted approximately 30 min. In consultation with patient-partners on the team, we decided the interview should last 30 min given interviews were conducted at a time when Network members were facing increased demands on their time (e.g., home schooling their children) due to the COVID-19 pandemic. Elements of informed consent were reviewed prior to each interview. The interview guide (see Additional file 4), specifically developed for this purpose, included questions about: (1) benefits, challenges, and supports to engagement, (2) perceived impacts of engagement, and (3) experience of wider Network engagement. The open-ended questions allowed interviewees to discuss what they considered important. Follow-up questions were used by the interviewers for clarification purposes and to better understand responses provided. Although an honorarium for participation was not offered, interviewees were told that study findings would be shared with Network members, allowing them to gain knowledge in this area.

Data analysis
All interviews were conducted in English (as per participants’ preference), audio-recorded, transcribed verbatim, and imported into NVivo 11, a qualitative data management software [26]. Descriptive statistics were used to report on participants’ gender and the stakeholder group participants identified with (patient-partner or researcher). A content analysis approach was used to analyze the qualitative data. Labels or codes were first assigned to each segment of content. Codes were then grouped under higher order headings or categories. Categories were then examined to form higher order headings or themes [27]. Two researchers trained in qualitative data analysis coded the data (M.G and T.O). After one researcher coded the first half of the interviews, the two researchers met to discuss coding and the emerging coding scheme. The second researcher then coded the remaining interview data, adding to the existing coding scheme where needed. The data coded by one researcher was reviewed for congruence of coding by the other researcher and discrepancies were resolved through discussion. Additional strategies used to enhance methodological rigour included line-by-line analysis of the transcripts and prolonged engagement with the data. To identify the most common barriers, facilitators, and impacts reported by patient-partners and researchers, number of utterances per barrier, facilitator, and impact were examined for both stakeholder groups.


Results
A total of 25 CHILD-BRIGHT Network members participated in the interviews: eighteen (72%) were female and seven (32%) were male. Twelve (48%) were patient-partners (all parents) and thirteen (52%) were researchers. One overarching theme and three subthemes emerged through the analysis. The overarching theme was “The engagement experience of CHILD-BRIGHT Network members”. The subthemes were: (1) barriers and facilitators to engagement with research projects, (2) barriers and facilitators to wider Network engagement, and (3) impacts of patient-oriented research. We present the most frequently reported barriers, facilitators, and impacts of engagement and compare the results across stakeholder groups.
Barriers and facilitators to engagement with research projects
Both patient-partners and researchers reported that barriers to engagement with research projects included: (1) communication challenges, (2) factors specific to patient-partners (e.g., time constraints, lack of related experience), (3) difficulty maintaining engagement over time, and (4) having to learn how to work together to achieve genuine collaboration. Table 1 presents the barriers reported, information about what barriers entailed (e.g., communication challenges, patient-partner factors), and representative quotations. Communication challenges were the most frequently reported barrier by both patient-partners and researchers. These challenges included: having unclear expectations and roles, lack of in-person communication, and being in different time zones. As one patient-partner reported, “You have parent-advisors from all across Canada. So the time difference made it difficult to coordinate, for all of the people to be able to come on was hard.” Similarly, a researcher noted, “I think the weaknesses in this actually is trying to work across so many different time zones.” Finally, whereas lack of integration of patient-partner feedback into projects was another barrier noted by patient-partners, lack of guidelines about how and when to engage patient-partners was a barrier noted by researchers.Table 1Barriers to engagement with research projects most frequently reported by CHILD-BRIGHT patient-partners and researchers


	Barriers

	Patient-partners
(total number of utterances = 57a)
	Researchers
(total number of utterances = 42b)

	1. Communication challenges (25 utterances)
(Unclear expectations and roles; Lack of follow-up; Logistics of meetings; Being in different time zones; Lack of in-person communication; Feeling excluded; Use of academic jargon)
“Sometimes communication can be a challenge in terms of assumptions about what I would think my role would be. They would have a different idea than what I would.”
	1. Communication challenges (11 utterances)
(Unclear expectations and roles; Lack of follow-up; Logistics of meetings; Being in different time zones; Lack of in-person communication; Lengthy questionnaires)
“I think closing the loop [follow up on how patient-partner feedback was used] has been a real big challenge for us. Even though we know it's important, and we value it, it's an extra step right that we don't typically do when we're a research project. We just make decisions, and we move forward with them.”

	2. Factors specific to patient-partners
(13 utterances)
(Time limitation and working schedule; Lack of related experience; Role recognition; Homogeneity of patient-partners; Engagement can be too scientific and methodological for patient-partners)
“When I started out, I had no idea of how much time [I’d spend]. I'm spending much more time than I expected to spend on it… this varies a lot but certainly in at least two full days a week on average.”
	2. Lack of guidelines, framework, and structure
(7 utterances)
(Lack of guidelines about: how and when to engage, recruiting patient-partners, infrastructural support, engagement curriculum/framework)
“Very quickly, I realized that these families, we needed a formal curriculum for [patient engagement]. There is a skill set that the rest of us had that these families did not have, as gifted as they were, to do this. So, I feel like there are certain parts of family engagement that require curriculum and training that we did not have.”

	3. Difficulty maintaining engagement over time
(6 utterances)
“Waiting, having a patient-partner sit on the sidelines doing nothing for four or five months while [Research Ethics Board] approval is gained, might seem like nothing to the research team, but it may be a whole lot to a particular patient-partner who says, ‘I'm out of the loop completely’.”
	3. Having to learn how to work together and achieve genuine collaboration (5 utterances)
“A big thing that we found early on was that we need to work a little bit to make [the partnership] reciprocal. So that it felt like we weren't always only talking about what we need … and that we were listening to them.”

	4. Having to learn how to work together and achieve genuine collaboration (4 utterances)
“There's been a challenge sometimes in achieving genuine collaboration. Sometimes that means being candid with people. […]. What happens sometimes is there's a dynamic whereby you're there to point out problems and to press for change.”
	4. Difficulty maintaining engagement over time
(4 utterances)
“…Sometimes research can be very slow and it’s a bit discouraging sometimes for patient- and family partners to be involved because they’re all excited to be a part of it, but then research projects go on for years and years […], and so I think sometimes that can be a bit disheartening.”

	5. Lack of patient-partner feedback integration
(4 utterances)
“Not everything I say is relevant or should be taken into account but I know the researchers on [a project external to CHILD-BRIGHT] are very, very careful, even if they're going to dismiss what we say, … that is not the case with every single researcher that I've come in contact with at CHILD-BRIGHT.”
	5. Factors specific to patient-partners
(4 utterances)
(Time limitation and working schedule; Lack of related experience; Role recognition; Homogeneity of patient-partners)
“The complexity of their [patient-partners] lives makes it extraordinarily difficult to ask them”


Utterances reported per barrier or facilitator may not add up to total number of utterances as most frequently reported barriers and facilitators are presented. arefers to the total number of instances patient-partners spoke about barriers to engagement with projects. brefers to the total number of instances researchers spoke about barriers to engagement with projects



Patient-partners and researchers also reported similar facilitators to engagement with research projects: (1) communication (e.g., open communication), (2) factors specific to patient-partners (e.g., motivation), and (3) respect, trust, and reciprocal partnership. Table 2 lists facilitators reported, information about those facilitators (e.g., communication, patient-partner qualities), and sample quotes. The most frequently reported facilitator for both stakeholder groups was communication which included using different methods of communication and holding national or group meetings (see Table 2). For patient-partners, having their feedback integrated into projects, receiving an explanation as to why feedback could not be used, and factors specific to researchers (e.g., openness to collaboration) were also seen as facilitators to engagement. As one patient-partner explained, “There was so much genuine interest from the research team to collaborate, that was why I stayed with it.” For researchers, flexibility afforded to them with their projects (e.g., extensions, meetings) and in providing patient-partner compensation also facilitated engagement. As one researcher noted, “We’ve had to extend our timeline a few times. They [CHILD-BRIGHT] have been really supportive throughout the entire process of us doing patient-engaged research.”Table 2Facilitators to engagement with research projects most frequently reported by CHILD-BRIGHT patient-partners and researchers


	Facilitators

	Patient-partners
(total number of utterances = 65a)
	Researchers
(total number of utterances = 69b)

	1. Communication (29 utterances)
(National/group meetings; Using different methods of communication; CHILD-BRIGHT as a safe space to speak up; Open communication; Face-to-face interactions; Check-ins)
“Upon learning that there is a Zoom phone app, one patient-partner shared: “I can [now] walk around with my earbuds and still administer medications or check on my son [during meetings]. So, that was wonderful to know that those resources were available.”
	1. Communication (14 utterances)
(Having National/group meetings; Using different methods of communication; Seeing CHILD-BRIGHT as a safe space to speak up; Open communication; Check-ins)
“The way the conferences have been run has been quite a success in terms of bringing a lot of patient family partners together in the conference along with researchers […] I think that’s been a real strength.”

	2. Factors specific to patient-partners
(8 utterances)
(Experience/skills; Motivation and commitment)
“We all come from different backgrounds. Many of us have several degrees, many of us have our own businesses, or jobs that we do in addition to parenting and that can actually be useful too in the work that [researchers] do.”
	2. Factors specific to patient-partners
(6 utterances)
(Experience/skills; Motivation and commitment; Bringing different perspectives to the table)
“Sharing perspectives has been [very useful] […] the more perspectives you can bring in from people from different backgrounds that are connected somehow, or stakeholders, I think that can only improve the direction.”

	3. Respect, trust, and partnership (5 utterances)
(Importance of mutual respect and trust between pt-partners
and researchers; Importance of reciprocal partnerships where
both parties benefit)
“When you take the time and effort to do that face to face, and everybody gets to know one another and knows what they're there for, why they're there and what they hope to get out of it, you do have that kind of respect and trust that then informs the rest of the engagement.”
	3. Flexibility (6 utterances)
(CHILD-BRIGHT providing flexibility to researchers in participation, extensions, scheduling meetings)
“For our project we’ve had to extend our timeline a few times and CHILD-BRIGHT hasn’t put up any barriers in doing that. In fact, they’ve been very supportive knowing that to do work at the level of engagement that they want and that we want, it was a no-brainer to extend the timeline.”

	4. Factors specific to researchers (5 utterances)
(Openness of researchers to feedback and collaboration; Previous connection to researchers)
“Sometimes it comes down to really simplistic things. For one project I was with previously, we all got together at a research conference. It was nice when they said, ‘We want you to present the poster’. I thought that was just really wonderful in the sense of saying, ‘Well, you’re a part of the team, you can explain as well.’”
	4. Respect, trust and partnership (5 utterances)
(importance of mutual respect and trust between patient-partners and researchers; importance of reciprocal partnerships where both parties benefit)
“Entering into these partnerships with respect, it is very important”

	5. Integrating feedback and explaining why feedback can’t be used (4 utterances)
“They validated what we talked about, they didn’t gloss it over like a professional can do or simplify it […] they [researchers] listen, they also model how to integrate different perspectives.”
	5. Compensation and flexibility in compensation
(5 utterances)
(Having compensation guidelines; Offering more based on contribution)
“In terms of the compensation process, there's a standard amount of compensation, but if this particular person has done XYZ, we would recommend an additional amount for that person.”


Utterances reported per barrier or facilitator may not add up to total number of utterances as most frequently reported barriers and facilitators are presented. arefers to the total number of instances patient-partners spoke about facilitators to engagement with projects. brefers to the total number of instances researchers spoke about facilitators to engagement with projects




Barriers and facilitators to wider network engagement
Researchers spoke about one barrier to Network engagement: the time commitment required to engage patient-partners and asking too much of them (see Table 3). As one researcher explained, “I feel that would be a barrier to getting any help at all. If the ask was too big.” While patient-partners also reported that asking too much of them and the time commitment required for engagement were barriers to Network engagement, the most frequently reported barrier by patient-partners was communication. Communication challenges such as lack of information about CHILD-BRIGHT activities and receiving too many emails from the Network were noted by patient-partners: “I think there’s too many emails. It’s tough when my email fills up.” Additional barriers reported by patient-partners include power imbalances and factors specific to patient-partners such as feeling uncomfortable speaking up. One patient-partner noted: “If I wasn’t there, I don’t think anyone [other patient-partners] would’ve said something necessarily. It’s like they’re too scared to ask what’s happening.”Table 3Barriers to wider Network engagement most frequently reported by CHILD-BRIGHT patient-partners and researchers


	Barriers

	Patient-partners
(total number of utterances = 38a)
	Researchers
(total number of utterances = 9c)

	1. Communication challenges (13 utterances)
(Lack of information about CHILD-BRIGHT Network activities/initiatives, Lack of information about research projects; Lack of plain language when communicating; Network communication issueb; Too many emails)
“Language is a roadblock. It’s up to people like me to go and remind everybody [to use plain language]."
	1. Time commitment required and asking too much of patient-partners
(4 utterances)
“…But to parse our time by all of the little sub-studies that we’re asked to participate in […] There’s a feeling of obligation, there’s a feeling of gratefulness, there’s a feeling of wanting to give back and there an overwhelming feeling of guilt for not being able to keep up with all these things. “

	2. Factors specific to patient-partners (8 utterances)
(Limited time; Mismatch between the patient-partner’s experience/interests/views and the research focus; Patient-partners are uncomfortable speaking up)
“A lot of the very pediatric-focused questions that CHILD-BRIGHT is asking, I kind of feel like I'm not necessarily the best person to answer those questions a lot of the time.”
	 
	3. Time commitment required and asking too much of patient-partners (7 utterances)
“The time commitment, it’s, it’s huge, you know, […] It’s just a huge commitment. I’m considering in the next round, you know, whether I stay or just, I don’t know. I love it, but I have to figure out if I can do it.”
	 
	4. Power imbalances (6 utterances)
(Patient-partners not seen as equal to researchers)
“It is an interesting power dynamic if someone has more power […] and in some ways because the researchers have all the money, they have all the power. […] So, there is that power dynamic, regardless of these labels with experts and things.”
	 

Utterances reported per barrier and facilitator may not add up to total number of utterances as most frequently reported barriers and facilitators are presented. arefers to the total number of instances patient-partners spoke about barriers to wider Network engagement with projects. bNetwork communication issue refers to how to ensure information reaches everyone (executive team, patient-partners, etc.). crefers to the total number of instances researchers spoke about barriers to wider Network engagement



In terms of facilitators, both patient-partners and researchers indicated that communication (e.g., regular follow-ups, different methods of communication) was a facilitator to Network engagement (see Table 4). Whereas communication was the most frequently reported facilitator by researchers, factors specific to researchers (e.g., openness of researchers to feedback, liking the researchers) was the most frequently reported facilitator by patient-partners. Providing a variety of engagement opportunities and establishing meaningful collaborations were also facilitators reported by researchers: “Some of them [patient-partners], they are not just involved in one thing. Some are on other Network committees or on other projects. So, I think those people feel more connected to the Network.” Other facilitators reported by patient-partners included factors specific to patient-partners (e.g., motivation to contribute, not being intimidated), having a role within the Network, and having a supportive Network. As one patient-partner noted: “You know, I feel part of the Network because I have such an integral role.”Table 4Facilitators to wider Network engagement most frequently reported by CHILD-BRIGHT patient-partners and researchers


	Facilitators

	Patient-partners
(total number of utterances = 40a)
	Researchers
(total number of utterances = 15b)

	1. Factors specific to researchers (14 utterances)
(Openness of researchers to feedback; Liking the researchers; Having a previous work relationship with researcher; Sense of commitment to their research)
“I would say that there are some really amazing researchers in CHILD-BRIGHT who are very, very supportive of patient-partners and I think that’s important to say.”
	1. Communication and having a supportive Network (6 utterances)
(Regular follow-ups, various communication methods)
“In terms of support, I find the Network is very open to hearing about other ways to engage with patients and families… I think that's something that I really like about the Network, being able to reach out.”

	2. Factors specific to patient-partners
(10 utterances)
(Motivation to contribute; Not being intimidated or scared)
“The benefit is we're clearing the brush away as we're forging the path and we're right at the front there. I think the intrinsic benefit is giving me that energy to keep doing that.”
	2. Providing different engagement opportunities and establishing meaningful collaborations with patient-partners (6 utterances)
“I mean we’re talking about people who have so many demands on their time, that we try very hard not to make demands that are not, that are not really important. So we don’t trivialize their involvement. We structure it so that they are doing things that make a difference.”

	3. Communication (9 utterances)
(Regular follow-ups; Different methods of communication (newsletter, conferences, meeting); Accessible information (accessible format, clear, easy to ask and get questions answered)
“They're very good at, in meetings, making sure that it's in accessible format for everyone and providing translations and everything, so that's good. If we ever have any questions it's always easy to follow up […] it's really easy to reach out… and have all your questions answered so that stuff is great.”
	 
	4. Having a role within the Network or having a supportive Network
(5 utterances)
“I had a very strong relationship with the researchers, and I got the newsletters but I wouldn't sayI understood what the Network was or did prior to becoming [role within Network}”
	 

Utterances reported per barrier or facilitator may not add up to total number of utterances as most frequently reported barriers and facilitators are presented. arefers to the total number of instances patient-partners spoke about facilitators to wider Network engagement. brefers to the total number of instances researchers spoke about facilitators to wider Network engagement




Impacts of patient-oriented research
Table 5 highlights the most frequently reported impacts by stakeholder group with representative quotations. Similar impacts were reported by patient-partners and researchers: (1) projects being better aligned with patient-partner priorities, (2) co-creation and collaboration among researchers, patient-partners, and families, (3) knowledge translation being facilitated by patient-partner input, and (4) learning opportunities. Although learning was reported by both stakeholder groups, researchers spoke about the opportunity to learn about patient-oriented research together whereas patient-partners spoke about research-related learning opportunities such as co-presenting at conferences or learning more about a topic or health condition. As one patient-partner put it: “Until I got involved with CHILD-BRIGHT, I was unaware of all these varieties, like flowers in a garden that our children with disabilities can be.” Having the opportunity to meet and connect with other patient-partners and amplifying patient-partners’ voices were additional impacts reported by patient-partners and researchers respectively.Table 5Impacts of patient-oriented research reported by CHILD-BRIGHT patient-partners and researchers


	Impacts of patient-oriented research
reported by

	Patient-partners
(total number of utterances = 97a)
	Researchers
(total number of utterances = 100b)

	1. Projects are better aligned with patient-partner priorities and lived experiences (25 utterances)
“This particular project has been really lovely in the way that they have really taken all of our input and our perspectives, because the end user is folks like us.”
	1. Projects are better aligned with patient-partner priorities and lived experiences (32 utterances)
“It ensures that the research is practically oriented and applied, and the language used is simple. There are often family members or self-advocates that are really pushing for the research to be used, and relevant and asking pertinent questions. So I think it does change the tone, for sure.”

	2. Patient-partners are provided with learning opportunities (22 utterances)
(e.g., co-present at conferences, attend patient-engagement workshops, learn about others’ circumstances and health conditions)
“And I think sometimes it comes down to really simplistic things
With one project I was with previously, we all got together at a research conference. It was nice they said, ‘we want you to present the poster’. And I thought that was just really, wonderful in the sense of saying, ‘well you’re a part of the team, you can explain as well.”
	2. Co-creation and collaboration among researchers, patient-partners, and families increases (27 utterances)
“Having the patient-partners very much involved makes any strategic decisions more realistic, more impactful. So, I think for strategic decisions, having patient-partners is really important to make sure that the patient experience and patient expertise is really influencing our decision making.”

	3. Co-creation and collaboration among researchers, patient-partners, and families increases (18 utterances)
“I think that a lot of how I frame things [as a parent-partner], or how I look at things has had a really big impact in how we're reporting, how we're measuring, how we're designing the program…”
	3. Knowledge translation is facilitated by patient-partner input (11 utterances)
“The incredible students that we’ve had have been able to listen to the parents’ feedback, take very specific feedback and turn it into resources for families.”

	4. Knowledge translation is facilitated by patient-partner input (10 utterances)
“ We're redesigning a program that was made for a certain cohort of the disabled population and now we're rejigging it so the videos have to change, some of the language has to change […] because it’s for different disabilities, for children or for parents of children with different kind of disability.”
	4. Members can learn about patient-oriented research together (6 utterances)
“I think we try to be open as much as possible and did see it as a learning process together and I think that was appreciated that we were open in that regards.”

	5. Members can meet others, share experiences, increase knowledge and know they are not alone
(8 utterances)
“I would count several of the parent advisors as friends now, or certainly colleagues that I can reach out to on issues not related to the study. So yes, it has enhanced my knowledge of childhood disability… I have been able to interact with parents with kids who have different kinds of disabilities or comorbidities and also different challenges…. I’ve had the chance to meet with some parents as well, which I’m very happy about.”
	5. The voices of patient-partners are amplified
(5 utterances)
“By having these parents who are willing—they're very busy but, they're willing because they think it's important to have their voices heard and to speak on behalf of other parents—I think that having that opportunity is really helpful for the study.”


Utterances reported per barrier or facilitator may not add up to total number of utterances as most frequently reported barriers and facilitators are presented. arefers to the total number of instances patient-partners spoke about impacts of patient-oriented research. brefers to the total number of instances researchers spoke about impacts of patient-oriented research




Stakeholder involvement
Sample results of engaging patient-partners in this study include: (1) improved readability of study materials (e.g., consent form, interview guide), (2) acquisition of interviewing skills by one of our patient-partners, (3) assistance in promoting interview participation among patient-partners, (4) co-authorship of this manuscript (e.g., provided a critical reflection of study involvement shared in the Discussion section), and (5) development of strategies (based on study findings) to support engagement in large research teams as reported in Table 6.Table 6Strategies to support engagement in large research teams and networks based on study findings


	Factors and related strategies

	Communication
•Have clearly defined roles, tasks, and expectations for patient-partners at each research phase
•Share time commitment information and compensation information from the start
•Have regular follow-ups/check-ins re: tasks, project updates
•Ask patient-partners if the “ask” is too big. If yes, break task into smaller components and get more than one patient-partner to work on tasks
•Encourage in-person meetings (e.g., group meetings) and face-to-face communication
•Use different methods of communication (e.g., phone, Zoom, in-person meetings or conferences)
•Foster open channels of communication so patient-partners feel comfortable speaking up, asking questions, and accepting/declining to participate in different tasks
•Avoid academic jargon
•Share with patient-partners when their feedback has been integrated into projects. Share reasons for not integrating their feedback
•Share information about Network activities/initiatives
•Ensure information shared with patient-partners is in accessible format (e.g., clear, lay language) and there is someone that can be contacted for questions/additional information
•Ensure information is available in both English and French
	Training & Support
•Encourage both patient-partners and researchers to participate in training opportunities regarding:
 Research process and unpredictability of research
 Patient-oriented research (e.g., guidelines, framework)
 Working together/Collaboration
 How to maintain engagement throughout the research process
•Offer flexible, learning opportunities (e.g., workshops, online modules, webinars, courses etc.)
•Have compensation guidelines
•Remain flexible regarding compensation (e.g., offer more based on contribution), project extensions, scheduling meetings
•Ensure that compensation does not affect patient-partners’ eligibility for disability support payments etc
•Provide different and meaningful engagement opportunities

	Factors specific to patient-partners
•Ensure there is a good match between patient-partner interest/experience and research focus
•Remain flexible regarding:
 How and when patient-partners wish to contribute
 Time allotted for patient-partners to contribute and provide feedback
•Encourage patient-partners who do not have research experience to take up training opportunities
•Acknowledge role of patient-partners and contributions made
•Acknowledge/Provide encouragement for motivation and commitment
	Factors specific to researchers
•Encourage openness to receive feedback from patient-partners and bring different perspectives to the table
•Nurture relationship with patient-partner(s)
•Demonstrate commitment to working with patient-partners and research project(s)

	Power Imbalances
•Establish advisory councils/committees that contribute to decision making throughout the research process
•Have more than one patient-partner on a given team
•Engage in critical reflection of unconscious biases (e.g., privilege as researchers) and identify strategies that can be used to adjust related behaviours
	Relationship-building
•Encourage mutual respect and trust
•Encourage reciprocal partnerships (both patient-partners and researchers benefit)
•Engage patient-partners throughout the research process, from the very beginning (not as an afterthought or tokenism)






Discussion
The objective of this study was to gain further in-depth understanding of the barriers, facilitators, and impacts of patient engagement, already identified by patient-partners and researchers through the quantitative assessments of engagement conducted at the CHILD-BRIGHT Network. Given that research on patient-engagement in the context of research networks is in its infancy and that there are few high-quality studies measuring engagement in childhood disability research, this study adds to the knowledge base regarding engagement in research networks and methods for measuring engagement in this context. Our findings provide evidence of the positive impacts of patient engagement (e.g., co-creating with patient-partners, facilitating knowledge translation) and highlight factors (e.g., trust between patient-partners and researchers, open communication) that are critical for supporting engagement in large research teams and networks. Based on these findings and in collaboration with patient-partners, we have identified strategies or best practices for enhancing authentic engagement of patient-partners in these contexts.
Barriers and facilitators of engagement
Our findings regarding barriers and facilitators to engagement with research projects and wider Network engagement are consistent with the larger body of evidence on barriers and facilitators to engagement with research projects in different health-related applications [6, 10, 11, 20, 22, 28–34]. One interesting finding is that only researchers identified compensation and flexibility in compensation as a facilitator to engagement with research projects. Compensation was not identified as a facilitator nor barrier to engagement by patient-partners. Whether this means that patient-partners at CHILD-BRIGHT are satisfied with the compensation they receive or felt uncomfortable bringing this up requires further investigation.
Some of the barriers and facilitators to wider Network engagement reported in this study have also been identified as barriers and drivers to engagement in a few studies of research networks that focus on other populations [20, 21]. For instance, in Nowell’s [20] evaluation of patient-partners’ engagement in a U.S. patient-powered research network for rheumatologic conditions, communication (e.g., different modes of communication) was identified as a key facilitator to engagement. In Carroll et al. investigation of Canadian researchers’ perspectives regarding challenges to engagement in a cardiovascular research network, barriers to engagement similar to our findings were identified: communication challenges (e.g., lack of role clarity, research jargon), factors specific to patient-partners (e.g., lack of related experience, are uncomfortable speaking up), power imbalances, and the time commitment required [21]. Whereas researchers in this study reported that the time commitment required for patient engagement was a barrier to wider Network engagement, patient-partners reported all four barriers noted above. The finding that researchers in our study identified time commitment as the major barrier to wider Network engagement may reflect researchers’ limited time and resources for research and engagement at the time of our data collection (i.e. a few months into the COVID-19 pandemic) [35]. Researchers’ perspectives on barriers to wider Network engagement need to be further explored.
The limited data on barriers and facilitators to engagement in large research networks has hindered the formulation of guidelines for engaging patient-partners in these contexts. Our findings point to factors that should be considered when devising strategies for this purpose. For instance, barriers identified in this study (e.g., difficulty maintaining engagement over time, lack of engagement guidelines, having to learn how to work together) highlight the need to support and guide both patient-partners and researchers in conducting patient-oriented research. Providing flexible learning opportunities (e.g., information on the research process and/or patient-engagement courses, workshops, or online modules) tailored to the needs of both researchers and patient-partners may prove beneficial in attenuating potential barriers to engagement. To reduce power imbalances, another barrier reported in this study, researchers may wish to use strategies such as establishing advisory councils or engaging in critical reflection of unconscious biases (e.g., beliefs or stereotypes we hold as researchers) and how to address those biases [34, 36].
Our findings also point to other factors that may impact meaningful engagement and require attention. Communication and factors specific to patient-partners were reported as both barriers (e.g., communication challenges such as unclear expectations, patient-partner lack of related experience) and facilitators (e.g., using different methods of communication, patient-partner commitment) to engagement with research projects and wider Network engagement. Patient-partner feedback was also reported as a facilitator (when used by researchers) and a barrier (when not used by researchers) to engagement with projects. Some strategies that may facilitate engagement include communicating clearly about expectations and roles at each phase of the project, remaining flexible regarding patient-partners’ ability to contribute, and providing information to patient-partners as to why their feedback cannot be used. More formal mentorship for parent-partners and for researchers by an experienced parent-partner can also provide more tailored guidance. In collaboration with patient-partners and based on our findings, we further identified additional strategies that can be used to facilitate engagement in large research teams or networks (see Table 6). These strategies pertain to training and support (e.g., remaining flexible regarding compensation, ensuring compensation does not affect patient partners’ eligibility for disability support), factors specific to researchers (e.g., demonstrate commitment to working with patient-partners), communication (e.g., having clearly defines roles, tasks, and expectations), factors specific to patient-partners (e.g., remain flexible s to how and when patient partners wish to contribute), power imbalances (e.g., establish advisory councils that contribute to decision making), and relationship building (e.g., encourage mutual respect and trust).

Impacts of engagement
Our findings suggest that patient-oriented research can have meaningful impacts, both to the research (e.g., study materials) and to the individuals (e.g., learning interviewing skills) involved. Enhancing project relevance to target populations, co-creating with patient-partners (e.g., study material, research direction), facilitating knowledge translation, and having learning opportunities were reported as potential impacts by both patient-partners and researchers. Our findings are consistent with: (1) the results of a review on the benefits of engagement for researchers and parent co-researchers [11], (2) the findings of a study that examined the benefits of engagement as perceived by researchers in a Canadian research network [21], (3) the larger body of literature on impacts of engagement in the context of research projects [6, 10, 22, 29, 33, 37, 38], and (4) Canadian Institute for Health research priorities for patient engagement of collaboration, co-creation, and facilitating knowledge translation [1]. The finding that the impacts of patient engagement identified in this study (conducted in the context of a large team or network) were similar to the impacts that have been reported in the context of research projects where teams are typically smaller suggests that factors other than team size (e.g., when and how patient-partners are involved) may play a more significant role in determining whether patient engagement is perceived as having impact. The relationship between engagement process variables and perceived impacts needs to be further explored.
Another impact reported by patient-partners was meeting with others to share experiences. The opportunity to meet socially with others going through similar experiences has been previously reported as an impact [38] and suggests that through these opportunities, engagement in research facilitates access to networking support and creation of shared purpose among patient-partners. Finally, although negative impacts of engagement have been previously reported (e.g., increased cost and additional time it takes to engage and collaborate with patient-partners) [10], all impacts reported in this study were positive. This may be a result of the convenience sample who elected to participate in the current study or the lack of explicitly asking about the potential negative impact. Whether similar findings will be obtained in future assessments of engagement at CHILD-BRIGHT, with broader recruitment strategies and when members are probed further about the nuances of impact, awaits further investigation.

Stakeholder involvement and reflection
The involvement of patient-partners positively influenced various aspects of this study (see results section). This may have been related to: (1) patient-partners’ prior experience collaborating with researchers through their involvement with the CHILD-BRIGHT Network, (2) researchers’ experience involving patient-partners in research, and (3) engaging patient-partners from study inception to completion. We asked one of our patient-partners to reflect on their engagement in this study. The reflection presented below identifies factors that served as facilitators to engagement and that can also serve as barriers when not managed well:“Like many patient-partners I found that my interest in contributing to the work of the Network and my ability to do so were intimately connected to the quality of my relationships with researchers, other patient-partners, and administrative staff. Do people use one another's names and which names are used? Do people listen closely to one another? Is there evidence of tokenism? Supposedly little things can make a big difference: how much notice is given of a change in the date or time of a meeting, how far ahead of a meeting the agenda arrives, whether a reimbursement process is complex or easy, drawn-out or prompt, etc. It also matters whether we can see the actual impacts of our contributions on processes and products. We get involved to make a difference.”



Strengths and limitations
While previous research conducted in the context of research networks has examined the engagement perspectives of researchers [21], one strength of our study is that both researchers and patient-partners contributed to the study’s data collection and emerging themes. Thus, study findings will inform strategies used by our Network to support future engagement of both stakeholder groups. Another strength is that patient-partners from the CHILD-BRIGHT Network’s Citizen Engagement Council (https://​www.​child-bright.​ca/​citizen-engagement-council) reviewed, provided feedback, and validated the findings and strategies to support engagement in large teams or networks. Finally, our sample was considered sufficient as theoretical saturation was achieved. Nonetheless, there are limitations. First, our sample provided data on the experience of patient-partners and researchers affiliated with a specific childhood disability network. Replication of our findings in networks focusing on other populations (e.g., those living with diabetes) or engaging different groups (e.g., seniors) would contribute to the validity of the findings. Second, biases inherent in self-report such as recall bias as well as social desirability bias (e.g., being interviewed by CHILD-BRIGHT members) may have affected the findings. Third, while recruitment emails were circulated across a large network, it is possible that only those with positive experiences or very negative experiences with patient-oriented research chose to participate, with a possibility of sample bias. Fourth, as our Network moves forward with its work, periodic longitudinal assessment of barriers, facilitators, and impacts of engagement using both qualitative and quantitative measures would allow for greater understanding of change over time. Collecting information about study participants beyond gender and stakeholder group (e.g., education, ethnicity, household income) would also allow for nuanced understanding of the findings. Finally, while we identified the importance of communication as a factor that can facilitate or hinder engagement, further work is needed that details how communication is experienced as a barrier or facilitator and what contributes to these experiences.


Conclusions
With the increase of research on patient engagement, it is important to understand the subtleties of patient-oriented processes (e.g., barriers, facilitators) and impacts of engagement. Our findings provide evidence of several personal and research-related impacts of patient engagement, highlight factors that are important to consider in supporting engagement in the context of large research teams or networks, and can begin to inform best practice guidelines for engaging parents as co-researchers. Based on these findings as well as those from quantitative measures of patient engagement, CHILD-BRIGHT is currently developing a patient-oriented research toolkit for child health researchers which will include tip sheets on patient engagement directed at youth with disabilities (NYAP & SibYAC's 10 Tips for Researchers—CHILD-BRIGHT Network), patient-partners (ENG_Tips for Patient-Partners_Oct 2021 (squarespace.com), and researchers (ENG_Tips for Researchers_Oct 2021 (squarespace.com). The toolkit will also include planning templates and contracts, onboarding materials, and compensation guidelines. The work of our Network’s Training Program, Parent Liaison (mentor), and National Youth Advisory Panel is informed by the results of this study, influencing our future strategic directions in support of authentic engagement by patient-partners in our Network. Given the potential barriers reported by patient-partners and researchers in this study, future research could explore the optimal training needs of both stakeholder groups in patient-oriented research networks. This could contribute to ensuring that in the future, both patient-partners and researchers are well supported when conducting patient-oriented research in those contexts.


Acknowledgements
We sincerely thank: (1) CHILD-BRIGHT Network members (patient-partners and researchers) who shared their experiences with us, (2) CHILD-BRIGHT’s Citizen Engagement Council (Citizen Engagement—CHILD-BRIGHT Network) and Knowledge Translation Committee (Knowledge Mobilization—CHILD-BRIGHT Network) for providing feedback on the knowledge translation products produced from this project, (3) Jacqueline Di Bartolomeo, CHILD-BRIGHT Network staff and interviewer, and (4) Olivia Vadacchino, research assistant on this project.

Author contributions
The team consisted of five researchers (MG, TO, KS, JW, AM), two patient-partners (FG, AS), and two research coordinators (AZ, CL). Conceptualization: MG, TO, FG, KS, JW, AM. Methodology: MG, TO, FG, KS, JW, AM. Software Programming: MG, TO. Data Curation: MG, TO. Data Analysis: MG, TO. Validation: MG, TO, FG. Investigation: MG, TO, FG, AS, JW, AM. Writing-Original Draft: MG. Writing- Editing: MG, TO, AZ, FG, KS, JW, AM. Visualization: MG, AZ. Project Coordination: AZ, CL,. Supervision: AM. Funding Acquisition & Resources: AM.

Funding
This work was supported by the CHILD-BRIGHT Research Network. CHILD-BRIGHT is a Strategic Patient Oriented Research Network funded by the Canadian Institutes of Health Research. Infrastructural support was provided by the Research Institute of the McGill University Health Centre (RI-MUHC) and the Centre for Interdisciplinary Research in Rehabilitation of Greater Montreal (CRIR).

Availability of data and materials
The data that support the findings of this study are not publicly available due to privacy and/or ethical restrictions. However, they are available from the CHILD-BRIGHT Network data access committee (admin@childbright.ca) for researchers who meet the criteria for access to confidential data.

Declarations
Ethics approval and consent to participate
The McGill University Health Centre’s Research Ethics Board approved the study (project number: 2017–2850). All participants provided written informed consent to participate. The authors confirm that all study procedures were performed in accordance with relevant guidelines and regulations including the Declaration of Helsinki.

Consent for publication
Non applicable.

Competing interests
The authors declare that they have no competing interests.


References
	1.
Canadian Institutes of Health Research. Strategy for patient-oriented research (SPOR): Putting patients first: Patient engagement framework [Internet]. 2014. Available from: http://​www.​cihr-irsc.​gc.​ca/​e/​48413.​html

	2.
Carman KL, Dardess P, Maurer M, Sofaer S, Adams K, Bechtel C, et al. Patient and family engagement: a framework for understanding the elements and developing interventions and policies. Health Aff. 2013;32(2):223–31.Crossref

	3.
INVOLVE. (2018). What is public involvement in research? Available from: http://​www.​invo.​org.​uk/​find-out-more/​what-is-public-involvement-in-research-2/​

	4.
Staudt M. Treatment engagement with caregivers of at-risk children: gaps in research and conceptualization. J Child Fam Stud. 2007;16(2):183–96.Crossref

	5.
Canadian Institutes of Health Research. Canada’s strategy for patient-oriented research: Improving health outcomes through evidence-informed care [Internet]. 2011. Available from: http://​www.​cihr-irsc.​gc.​ca/​e/​44000.​html

	6.
Domecq JP, Prutsky G, Elraiyah T, Wang Z, Nabhan M, Shippee N, et al. Patient engagement in research: a systematic review. BMC Health Serv Res. 2014;14(1):89.CrossrefPubMedPubMedCentral

	7.
National Institute for Health Research. NIHR launches new centre for engagement and dissemination [Internet]. 2020. Available from: https://​www.​nihr.​ac.​uk/​news/​nihr-launches-new-centre-for-engagement-and-dissemination/​24576/​

	8.
Patient-Centered Outcomes Research Institute. Improving outcomes important to patients [Internet]. 2021. Available from: https://​www.​pcori.​org/​

	9.
Canadian Institutes of Health Research. SPOR Networks [Internet]. 2018. Available from: http://​www.​cihr-irsc.​gc.​ca/​e/​45854.​html

	10.
Brett J, Staniszewska S, Mockford C, Herron-Marx S, Hughes J, Tysall C, et al. A systematic review of the impact of patient and public involvement on service users, researchers and communities. Patient. 2014;7(4):387–95.CrossrefPubMed

	11.
Shen S, Doyle-Thomas KAR, Beesley L, Karmali A, Williams L, Tanel N, et al. How and why should we engage parents as co-researchers in health research? A scoping review of current practices. Health Expect. 2017;20(4):543–54.CrossrefPubMed

	12.
Goytia CN, Kastenbaum I, Shelley D, Horowitz CR, Kaushal R. A tale of 2 constituencies: exploring patient and clinician perspectives in the age of big data. Med Care. 2018;56(Suppl 1):S64–9.CrossrefPubMedPubMedCentral

	13.
Haynes SC, Rudov L, Nauman E, Hendryx L, Angove RSM, Carton T. Engaging stakeholders to develop a patient-centered research agenda: lessons learned from the research action for health network (REACHnet). Med Care. 2018;56(Suppl 1):S27-32.CrossrefPubMedPubMedCentral

	14.
Kim KK, Helfand M. Engagement in PCORnet research networks. Med Care. 2018;56(Suppl 1):S1-3.CrossrefPubMedPubMedCentral

	15.
Kim KK, Khodyakov D, Marie K, Taras H, Meeker D, Campos HO, et al. A novel stakeholder engagement approach for patient-centered outcomes research. Med Care. 2018;56(Suppl 1):S41–7.CrossrefPubMedPubMedCentral

	16.
Kwan BM, Sills MR, Graham D, Hamer MK, Fairclough DL, Hammermeister KE, et al. Stakeholder engagement in a patient-reported outcomes (PRO) measure implementation: a report from the SAFTINet Practice-based research network (PBRN). J Am Board Fam Med. 2016;29(1):102–15.CrossrefPubMed

	17.
Poger JM, Mayer V, Duru OK, Nauman B, Holderness H, Warren N, et al. Network engagement in action: stakeholder engagement activities to enhance patient-centeredness of research. Med Care. 2020;58:S66-74.CrossrefPubMedPubMedCentral

	18.
Sylvia LG, Hearing CM, Montana RE, Gold AK, Walsh SL, Janos JA, et al. MoodNetwork: an innovative approach to patient-centered research. Med Care. 2018;56(Suppl 1):S48-52.CrossrefPubMedPubMedCentral

	19.
Warren NT, Gaudino JA, Likumahuwa-Ackman S, Dickerson K, Robbins L, Norman K, et al. Building meaningful patient engagement in research: case study from ADVANCE clinical data research network. Med Care. 2018;56(Suppl 1):S58-63.CrossrefPubMedPubMedCentral

	20.
Nowell WB, Curtis JR, Crow-Hercher R. Patient governance in a patient-powered research network for adult rheumatologic conditions. Med Care. 2018;56(Suppl 1):S16-21.CrossrefPubMedPubMedCentral

	21.
Carroll SL, Embuldeniya G, Abelson J, McGillion M, Berkesse A, Healey JS. Questioning patient engagement: research scientists’ perceptions of the challenges of patient engagement in a cardiovascular research network. Patient Prefer Adher. 2017;11:1573–83.Crossref

	22.
Ogourtsova T, O’Donnell ME, Filliter JH, Wittmeier K, Majnemer A, BRIGHT Coaching Group, et al. Patient engagement in an online coaching intervention for parents of children with suspected developmental delays. Dev Med Child Neuro. 2021;63(6):668–74.Crossref

	23.
Staniszewska S, Brett J, Simera I, Seers K, Mockford C, Goodlad S, et al. GRIPP2 reporting checklists: tools to improve reporting of patient and public involvement in research. BMJ. 2017. https://​doi.​org/​10.​1136/​bmj.​j3453.CrossrefPubMedPubMedCentral

	24.
Ogourtsova T, Gonzalez M, Zerbo A, Gavin F, Shikako K, Weiss J, & Majnemer A. The journey and lessons learned in assessing patient-engagement in a nation-wide childhood disability network (in preparation)

	25.
Zoom Video Communications Inc. 2016. Security guide. Zoom Video Communications Inc. https://​d24cgw3uvb9a9h.​cloudfront.​net/​static/​81625/​doc/​Zoom-Security-White-Paper.​pdf

	26.
QSR International Pty Ltd. 2015. NVivo11 for Windows.

	27.
Manning P, Cullum-Swan B. Narrative, content, and semiotic analysis. In: Denzin N, Lincoln Y, editors. Handbook of qualitative research. London: Sage; 1994. p. 463–83.

	28.
de Wit M, Beurskens A, Piškur B, Stoffers E, Moser A. Preparing researchers for patient and public involvement in scientific research: development of a hands-on learning approach through action research. Health Expect. 2018;21(4):752–63.CrossrefPubMedPubMedCentral

	29.
Evans D, Coad J, Cottrell K, Dalrymple J, Davies R, Donald C, et al. Public involvement in research: assessing impact through a realist evaluation. Health Serv Deliv Res. 2014;2(36):1–128.Crossref

	30.
Nass P, Levine S, Yancy C. Methods for involving patients in topic generation for patient-centered comparative effectiveness research: an international perspective. Washington, DC: Authors (US); 2013. Report No.: PCOR-SOL-RPWG-001. Available from: http://​www.​pcori.​org/​assets/​Methods-for-Involving-Patients-in-Topic-Generation-for-Patient-Centered-Comparative-Effectiveness-Research-%E2%80%93-An-International-Perspective.​pdf

	31.
Ocloo J, Garfield S, Franklin BD, Dawson S. Exploring the theory, barriers and enablers for patient and public involvement across health, social care and patient safety: a systematic review of reviews. Health Res Policy Syst. 2021;19(1):8.CrossrefPubMedPubMedCentral

	32.
Shah SGS, Robinson I. Benefits of and barriers to involving users in medical device technology development and evaluation. Int J Technol Assess Health Care. 2007;23(1):131–7.CrossrefPubMed

	33.
Snape D, Kirkham J, Britten N, Froggatt K, Gradinger F, Lobban F, et al. Exploring perceived barriers, drivers, impacts and the need for evaluation of public involvement in health and social care research: a modified Delphi study. BMJ Open. 2014;4(6):e004943.CrossrefPubMedPubMedCentral

	34.
Zibrowski E, Carr T, McDonald S, Thiessen H, van Dusen R, Goodridge D, et al. A rapid realist review of patient engagement in patient-oriented research and health care system impacts: part one. Res Involv Engagem. 2021;7(1):72.CrossrefPubMedPubMedCentral

	35.
Gonzalez M, Lalonde C, Zerbo A, Gavin F, Weiss J, Majnemer A. Stakeholder engagement during the COVID-19 pandemic at the CHILD-BRIGHT Network. Summative report submitted to CHILD-BRIGHT’s Measuring Patient Engagement Working Group. Montreal: CHILD-BRIGHT Network (Canada); 2021. Available from: https://​static1.​squarespace.​com/​static/​58cc13fd37c5817a​683e8bd7/​t/​61b24ce5e4bd5d0f​514a38f0/​1639075592062/​ENG_​COVID-19+Survey+Report​_​Dec2021+%282%29.​pdf

	36.
Andress L, Hall T, Davis S, Levine J, Cripps K, Guinn D. Addressing power dynamics in community-engaged research partnerships. J Patient Rep Outcomes. 2020;4(1):24.CrossrefPubMedPubMedCentral

	37.
Jagosh J, Macaulay AC, Pluye P, Salsberg J, Bush PL, Henderson J, et al. Uncovering the benefits of participatory research: implications of a realist review for health research and practice: a realist review for health research and practice. Milbank Q. 2012;90(2):311–46.CrossrefPubMedPubMedCentral

	38.
Mockford C, Staniszewska S, Griffiths F, Herron-Marx S. The impact of patient and public involvement on UK NHS health care: a systematic review. Int J Qual Health Care. 2012;24(1):28–38.CrossrefPubMed



Publisher's Note
Springer Nature remains neutral with regard to jurisdictional claims in published maps and institutional affiliations.


OEBPS/navigation.xhtml

    
      Contents


      
        		Patient engagement in a national research network: barriers, facilitators, and impacts


      


    
    
      Landmarks


      
        		Body Matter


      


    
  

OEBPS/css/envelope.png





OEBPS/css/sidebar.gif





