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Working collaboratively and openly together with stakeholders has become a common phenomenon in research. While previous studies have gathered a clear picture on researchers' attitudes, motivations, and barriers for actively involving stakeholders in transdisciplinary research, the stakeholder perspective is yet unknown. Therefore, this paper sets out to identify how stakeholders perceive transdisciplinary collaborations with researchers. This paper in particular reveals the enablers and barriers for such collaborations from the viewpoint of stakeholders. To do so, we look at how stakeholders, who were actively involved in the governance structure of two “children with mentally ill parents” research groups in Austria, perceived their collaboration with researchers. We used a mixed-method, quantitative-qualitative design. We conducted an online survey and interviews with the members of the advisory board and competence group. These stakeholders reported great satisfaction with the transdisciplinary collaboration and emphasized the value of different expertise. As the most important enablers for successful, transdisciplinary collaboration stakeholders emphasized researchers' open-mindedness toward new perspectives and approaches, flexibility to adapt to the research process along the way, and creativity dealing with diverse backgrounds and skills. Stakeholders further underlined the importance of a person facilitating the collaboration process between researchers and stakeholders to resolve any tensions and insecurities. Concluding, researchers' attitudes, and in particular their understanding of the value of stakeholder involvement in research are key enablers for successful transdisciplinary research collaborations.
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INTRODUCTION

The prevalence of children who live with a parent having a mental illness (COPMI) is about 25% worldwide (1–4). These children are at increased risk of long-term difficulties due to genetic, individual, family, and environmental risk factors (1, 5–8). Specific interventions related to family, social support and community have been shown to make a difference to the selected target groups (children, parents) and settings [psychiatry, community; (9–13)]. Research identified several external factors, governing service practices and the context itself as enablers for a successful implementation of COPMI interventions and services (14–17). Specifically regarding the context, professional influences (i.e., formal and informal norms, rules, policies, standards guiding the professionalization of individuals involved in the implementation) and the social climate (i.e., beliefs, values, customs and practices of the larger community, the system within which the intervention is embedded) are essential. For example, Zeichmeister-Koss et al. (18) recently analyzed the situational context and services of COPMI in the pilot region Tyrol in Austria. The authors found a lack of support processes and standards to meet children's needs and highlighted the gap between research and practice in the Austrian COPMI field.

This gap is not specific to the COPMI field. It generally points to a problem of inter- and transdisciplinary collaborations between researchers, stakeholders, and service user groups [e.g., patients, children and their families; (19)]. Interdisciplinary and transdisciplinary research performance and evaluation are both generative processes of harvesting, capitalizing, and leveraging multiple expertise (20). Here, we distinguish between interdisciplinary research as collaboration between different research disciplines, and transdisciplinary research as work between different research disciplines and stakeholders, such as practitioners, clinicians, patients, people with lived experience in mental illness and health, and family members.

In this article, we now describe and reflect how stakeholders perceive transdisciplinary collaborations with researchers. We analyze the enablers and barriers for such collaborations from the viewpoint of stakeholders. To do so, we look at how stakeholders who were actively involved in the governance structure of two COPMI research groups in Austria perceived their collaboration with researchers.


Perceptions of Transdisciplinary Collaboration

Working collaboratively and openly together with stakeholders across transdisciplinary boundaries has become a common phenomenon in research (21). In the last few years, the importance of involving patients and other stakeholders in health-related research has steadily been growing in the UK (22) as well as worldwide (23–25). Patient and public involvement (PPI) refers to meaningful and active involvement of patients and members of the public in research activities and processes. Consequently, research is carried out “with” or “by” members of the public rather than “to”, “about”, or “for” them (22, 26). “By involving patients in their research, researchers learn from other people's experience, which then changes their own thinking, values, choices, and actions. This leads to the commonly reported outcomes of involvement—improved research design, delivery, and dissemination—and over time, the wider impacts of a changed research culture and agenda (27).” Public involvement in health-related research has shown that patients and members of the public are indeed able to successfully contribute to specific research problems as well as able to find innovative solutions, for example, via setting research priorities (28), co-producing knowledge (29, 30) or via shaping health care services (31). In line with this, several systematic reviews (32–36) have reported that stakeholder involvement makes a difference to the people affected. However, this type of involvement is also criticized of being weak and anecdotal. Criticism has particularly focused on the lack of empirical data to evaluate impact, the insufficient attention that is paid to the context in which involvement takes place, and the way involvement is actually lived (37). To counteract this criticism and ultimately to avoid tokenistic involvement of stakeholders in research, it is therefore crucial to determine “why” and “who” should be involved at all in research and to acknowledge the experiential knowledge that stakeholders bring to the table. In doing so, active involvement of stakeholders in research may ultimately maximize the opportunities of learning, increase the likelihood of impact, and help to achieve the goal of improved services to the affected community (38).

How researchers perceive transdisciplinary research by involving patients and the public has already been well-studied. Several studies have analyzed researchers' attitudes and motivations for working transdisciplinary with stakeholders. While researchers highlighted the potential benefits of involving the public, they yet expressed strong ambivalence regarding the exact purpose and value of patient and public involvement (19, 39, 40). Furthermore, a few studies have also assessed researchers' viewpoints regarding the barriers that hinder transdisciplinary stakeholder involvement. These studies identified a mix of barriers; particularly, lack of funding, time, and skills, finding the “right” people, organizational and policy barriers, research fatigue, group dynamics (41, 42), researchers' negative attitudes toward PPI (43) and personality characteristics (44). In a recent systematic review of reviews, Ocloo et al. (45) summarized various enablers and barriers of PPI in health and social research from the viewpoint of researchers. These were personal/individual factors, patient/relative involvement and attitudes, health professional relationships with patients, clarity of roles and expectations, knowledge, information and communication, financial compensation and resources, training, general support, power dynamics and organizational constraints, recruitment, and community approach.

How patients and the public perceive transdisciplinary collaboration with researchers is, however, unclear. Thus far, there exists no study analyzing how stakeholders involved in health research view their involvement in research. Therefore, this paper sets out to identify how stakeholders perceive transdisciplinary collaborations with researchers. We are hereby in particular interested in exploring the enablers and barriers of transdisciplinary research collaboration from a stakeholder perspective.



Our Transdisciplinary Collaboration Approach in the Copmi Field

In a first step, the Ludwig Boltzmann Gesellschaft (LBG) launched the crowdsourcing project “Tell Us! What Questions about Mental Illness Should Science Take Up?” (46). The entire health care community in Austria (i.e., patients, family members, and health care professionals) was invited to submit research questions for the field of mental health. After analyzing and thematically collating 400 high-quality submissions, 17 topics were distilled. Out of these 17 topics, a focus on “children of mentally ill parents” (COPMI) emerged as the top research priority. Based on this outcome, 136 PhD students and post-doctoral researchers were invited to an “Ideas Lab”: 29 researchers participated in an “Ideas Lab on COPMI” (47). Two people with lived experience were invited to the Ideas Lab to share their experience as children of mentally ill parents, and to ultimately inspire researchers for future research. As an outcome of the Ideas Lab, two research groups “DOT—The Open Door” (48) and “Village—How to Raise a Village to Raise a Child” (49) were established. “DOT” focuses on early adolescents making the difficult leap from primary to secondary school and how supportive relationships between peers help children stay mentally and physically healthy. “Village” aims to strengthen formal and informal support structures around the child through enhancing their village of collaborative care. A relationship manager supported the research groups to establish community and stakeholder interactions, foster patient and public involvement activities, and to accompany them over the 4-year funding period (in total six million Euro).

To ensure transdisciplinary collaboration with stakeholders, the LBG introduced a novel governance structure for the two research groups. Two advisory groups and a competence group consisting of COPMI stakeholders were established for the two research groups. The advisory board each consisted of three scientific experts from different fields (e.g., psychiatry, psychology, implementation science, linguistics, gamification), two adults who lived with a parent with mental illness in their childhood, and an open innovation expert. The advisory boards discussed the research groups' achievements as well as their outlook for the future. In total, the advisory board met six times over the period of 4 years. Due to the COVID-19 pandemic, half of the meetings were held online in 2020 and 2021 via the Zoom video conferencing platform. The competence group consisted of five people (20–30 years old) who lived with a parent with mental illness in their childhood and had various professional backgrounds (e.g., in social work, art, public health, education). The competence group received an honorarium for their contributions and met on average 10 times a year to advice on the research groups' project design, methods, results, and dissemination strategies. The meetings were shifted online in 2020 and 2021 due to the COVID-19 pandemic.



Aim of This Study

In this study, we analyze how stakeholders who were involved as advisory board or competence groups members in the two research groups “DOT—The Open Door” and “Village—How to Raise the Village to Raise the Child” perceive transdisciplinary collaborations with researchers. We are interested in stakeholder views since their perspective on transdisciplinary collaboration has been neglected in health-related research thus far. Furthermore, we identify enablers and barriers for transdisciplinary collaborations between researchers and stakeholders. Therefore, this study sets out to answer the following two research questions: How do stakeholders perceive transdisciplinary collaboration with researchers? What are the enablers and barriers for successful, transdisciplinary research collaborations?




METHODS

To answer the two research questions, we used a mixed-methods, quantitative-qualitative design. First, all advisory board and competence group members were asked to fill in a questionnaire. This first step aimed to reveal the stakeholders' general perceptions of transdisciplinary collaboration. In a subsequent step, we wanted to gain more in-depth insights, thoughts, and reasons of the stakeholders involved in research. Therefore, we conducted semi-structured interviews with purposefully selected advisory board and competence group members.


Survey
 
Participants

All 13 advisory board members (thereof three males) and all six competence group members (all females) of the two research groups “DOT—The Open Door” and “Village—How to Raise the Village to Raise the Child” were invited to fill in an online survey.



Procedure

The questionnaire was designed with the online survey tool Unipark® (Tivian). An anonymously link to the survey was sent to the members via a personalized email explaining the objective and rationale of the study and asking them to complete a 7-min-long survey. The survey link was open for 6 weeks from April 8 to May 18, 2021. Various reminders were sent via email throughout the 6 weeks. Responses to the survey were then quantitatively analyzed.



Measures

After agreeing to the informed consent, respondents were asked a range of closed-ended questions and one open-ended question. Questions addressed the following themes: the general setup of the meetings (e.g., frequency, preparation material), the structure of the advisory and competence groups (e.g., different expertise), the quality of involvement (e.g., atmosphere, contributions), and the collaboration with researchers. To measure each theme thoroughly, two to six statements were formulated for each theme and respondents were asked to indicate their agreement with each statement along a 5-point Likert scale (1 = do not agree at all −5 = fully agree). Respondents were also asked about their overall satisfaction with the structure of the advisory boards and competence groups and the development of the research group (5-point Likert scale: 1 = not at all satisfied −5 = fully satisfied). Respondents were also asked in how far they would recommend others to participate in such advisory boards and competence groups (5-point Likert scale: 1 = not at all recommended −5 = very much recommended). Lastly, in an open-ended question, respondents were asked about their overall impression of their work.




Interviews
 
Participants

Four advisory board members (one adult who lived with a parent with mental illness in their childhood, one expert in open innovation in science, two experts from the field of psychology) and two competence group members (two adults who lived with a parent with mental illness in their childhood) were asked to be interviewed. Interviewees were selected based on their role in the advisory board and competence group. Among the invited interviewees were two men and four women.



Procedure

Questions for a 1-h long, semi-structured interview were designed and personalized invitation emails explaining the objective and rationale of the interview were sent out. Prior to the interview, the interviewer explained the procedure to the interviewees and obtained written, informed consent in accordance with the ethical guidelines in Austria and the Declaration of Helsinki. All interviewees gave informed consent to be recorded and to publish the data. All interviews were then held online via Zoom and transcribed. The transcripts were then anonymized: all identifying information was removed from the transcripts. The data was then analyzed using thematic analysis.



Interview Guide

The semi-structured interviews covered a range of different topics. These were the interviewee's role in the advisory board or competence group, the collaboration with the researchers (particularly, the joint development of approaches, the integration of different perspective, the challenges for researchers, and differences to rather traditional approaches), and the enablers and barriers for successful, transdisciplinary collaboration.





RESULTS


Survey

Nine advisory board members (response rate: 69%) and three competence group members (response rate: 50%) completed the online survey. Due to the small sample size, we conducted a descriptive, univariate analysis. Here, we report the means (M) and standard deviations (SD) for each survey item (Supplementary Table 1).

As to the general setup of the meetings, both, members of the advisory board and members of the competence group, assessed the frequency (M = 4.3, SD = 0.9), duration (M = 3.9, SD = 0.8), format (M = 4.1, SD = 1.0), preparation material (M = 4.0, SD = 0.6), and particularly the facilitation (M = 4.6, SD = 0.05) of the meetings very positively (Figure 1A).


[image: Figure 1]
FIGURE 1. Structure of the panel meetings. (A) Shows average ratings of the governance structure and (B) the set-up of panel meetings in the online survey. Gray boxes indicate ratings of the advisory board members and white boxes indicate ratings of the competence group members.


Overall, respondents rated the structure of the advisory board and competence group as adequate (Figure 1B). Specifically, the composition of these two panels was very adequate for the research groups (M = 4.3, SD = 1.0), and the different expertise on the panels very well-complemented each other (M = 4.5, SD = 0.5). Simultaneously, however, the different expertise among the members of the panels presented challenges (M = 3.2, SD = 1.0) and resulted in more time-consuming decisions (M = 3.3, SD = 1.0). Particularly, the members of the competence group assessed the challenges (M = 3.7, SD = 0.6) and time consumption (M = 3.6, SD = 0.6) of their work due to different expertise slightly more critically than the members of the advisory board (challenges: M = 3.0, SD = 1.1, time: M = 2.3, SD = 0.6).

Moreover, the quality of involvement was rated positively (Figure 2A). The atmosphere in the panels was appreciative (M = 4.8, SD = 0.6), members were able to bring their expertise to the meetings (M = 4.3, SD = 0.5), contributions were understandable and comprehensible (M = 4.6, SD = 0.5), the contributions were heard by the researchers (M = 4.6, SD = 0.7), and they added to the discussions (M = 4.1, SD = 0.3). The contributions of the different members also sometimes led to a change of one's own perspective (M = 3.7, SD = 1.0). Overall, members of the competence group assessed all quality aspects of their involvement slightly better than the advisory board members did; especially being heard by the researchers (competence group: M = 5.0, SD = 0.0, advisory group: M = 4.4, SD = 0.7).


[image: Figure 2]
FIGURE 2. Quality of involvement in the panel meetings. (A) Shows average ratings of the quality of involvement and (B) recommendations and satisfaction with the panel meetings in the online survey. Gray boxes indicate ratings of the advisory board members and white boxes indicate ratings of the competence group members.


The collaboration between the members of the advisory board and the competence group and the researchers was assessed slightly mixed (Figure 2B). Respondents were rather indifferent whether their recommendations were considered (M = 3.8, SD = 0.7) and ultimately implemented by the research groups (M = 3.6, SD = 0.5).

Overall, respondents were very satisfied with the structure of the panels (M = 4.4, SD = 0.5) as well as with the development of the research groups (M = 4.3, SD = 0.6), and strongly recommended to participate in such panels (M = 4.6, SD = 0.7).

When asked for their overall impression of their work in the panels in the open-ended question, respondents stated that they learnt a lot and enjoyed being part of the research projects.



Interviews

To gain more in-depth insights, thoughts, and reasons about how stakeholders perceive transdisciplinary collaboration with researchers, we conducted semi-structured interviews. Five interviews were conducted: namely with two competence group members (i.e., children of parents with mental illnesses) and three advisory board members (one adult who lived with a parent with mental illness in the childhood, one expert in open innovation in science, one expert from the field of psychology).


The Role of the Advisory Board and the Competence Group

The various members perceived their roles very differently: For the competence group members, it was clear from the beginning what role they would play. The fact that they were asked to work as children of a mentally ill parent for the two research groups, was a sign of incredible appreciation for them: appreciation not only for a Research Topic that was so dear to their heart but also appreciation of their very personal, lived experience that could enrich research in many multi-faceted ways. The two projects were “… for someone who is affected a sign of incredible appreciation, because you see the issue that is important to you and with which you, as an affected person identify is being taken up, is seen, money is put into it, something is set in motion.” The competence group members aimed to shape the research as actively as possible so that on the one hand scarce resources (particularly, money and personnel) were used most effectively and on the other hand that as much research as possible could be done on an under-researched topic. The members aimed to bring as much experiential knowledge to the table as possible and wanted to enrich the project with constructive feedback that often turned out to be quite critical. Among the competence group members, the atmosphere was described as very harmonic and empathetic. They experienced an immediate bond between them right from the beginning due to their background as children of parents with mental illnesses.

For the advisory board members, in contrast, it was not that clear how exactly they could support the research groups. No one had a concrete idea of their role at the beginning. It took some time to figure out what each member could contribute to the research groups. “You don't necessarily have an idea at the beginning. You enter a new setting, which was developed by the open innovation in science [approach] itself. And you first have to orient yourself, so to speak. You try to find out, so to speak, what my role could be. What can I contribute in relation to other participants?” Over time, however, everyone grew into his/her role. All members aimed to support the researchers as much as possible and to give them constructive and helpful advice—without judging any of their decisions as right or wrong, or good or bad. The fact that the advisory board itself was multidisciplinary was seen as a particular enrichment: The members felt it important to share their perspectives, and to bring their experience and skillset to the table even if it was sometimes quite challenging to funnel the various input and expectations for the projects into specific recommendations. Generally, the disciplinary differences and the different expectations of the advisory board members about what research should achieve resulted in some disagreement among themselves. Nonetheless, these differences gave rise to mutual learning and richness for the whole process.



Collaboration With Researchers

As to the collaboration with the researchers, the competence group members perceived great insecurity on the part of the researchers on how to interact and work with them. Researchers seemed to no have an idea how the collaboration with a competence group should look like. “Some researchers were like clumsy puppies trying to grasp us. Who are they? How do I deal with them? Also fears, fears of contact.” Therefore, in the beginning, different forms of collaboration developed. “Some researchers were very open and very appreciative of the competence members' experiential knowledge from the beginning; they actively asked for feedback and carefully listened to the competence members' feedback. Others were more at loss what to do with the competence group, just told the group what they planned to do without asking for feedback, and overall gave the impression that the competence group members first needed to prove themselves and their value to the project and the research.” “Some were able to perceive this more as constructive for themselves and as enrichment. And for others, it was the case that the perception of others, the evaluation and the defense played a greater role and that one then insisted more strongly on emphasizing the autonomy of the researcher.” “It really depended on the personality of the researchers to what extent they were able to accept feedback.”

Competence group members also reported that, over time, both sides started to realize that they could learn a lot from each other due to their various backgrounds, trainings, and skillsets, and that seriously and actively engaging the competence group was an incredible benefit. Particularly for the methodological design and data analysis, the perspectives and the experiential knowledge of the competence group seemed to enrich the projects tremendously. “We discussed the data analysis and afterwards the researcher was really happy and completely flabbergasted. She said that she had a problem with the data because the data were contradictory for her. And we were all able to say unanimously that's completely logical and gave examples and then she was like: that makes so much sense now. And I thought, yes, that's exactly why I think it's important that we are involved in the data analysis.” However, the competence group members remained unsure until the end to what extent their feedback was indeed taken seriously and acted upon, and it was not just pure lip service from the researchers that the competence group's advice and feedback were valuable to the projects.

The advisory board members experienced the collaboration with the researchers as a balancing act. While the members always aimed to support the researchers in their plans so that they made progress and those resources were used efficiently and effectively, some researchers interpreted their advice and feedback as interference with their autonomy. It took a period of mutual learning from each other's expertise to reach a shared understanding of the conceptual frameworks and foci of the research projects. Altogether, the collaboration between the advisory board members and the researchers was considered productive and helpful. In retrospect, advisory members yet wished for more time and effort on the part of the researchers to establish and work on their relationships. “I actually wish that we had been able to be more helpful to the project and I think that would have required more ongoing contact. It would have required the project team to have the time and effort to put into establishing and working in those relationships.”



Joint Development of Approaches

Altogether, the competence group members were very open to jointly develop research approaches together with the researchers. At the same time, however, they were quite uncertain how much they were allowed to get involved into the project and particularly how much they were allowed to propose alternatives and changes to the planned research course since the basic research agenda was already defined in the Ideas Lab. How the joint development of research approaches exactly looked like, was dependent on the researcher. Competence group members reported that some researchers more strongly thought about deliverables and publications as the ultimate goals and involving the competence group was then more a box ticking exercise. Other researchers seemed to have an authentic interest in getting to know and integrating the perspectives of children of parents with mental illnesses. “Some researchers thought only of their deliverables. Others went more into interaction and also showed: I am an interested researcher and I want to learn something from you and get something out of you. I want to experience your world.”

The advisory board members were very open and interested in supporting and giving advice to the researchers regarding research approaches. Bringing the people together despite the internationally different time zones in which the members were located was sometimes quite challenging. In one of their meetings with the researchers, the advisory board members proactively addressed the issue of how they could be more helpful to the researchers and suggested that discussing specific questions that researchers had would be more productive than just being presented with what the researchers had been working on. While the advisory board members overall valued the whole process of being engaged and felt that their meetings were productive, they still had the impression that researchers could have reached out a little more. “One of the things we brought up in one of our conversations was how can we be more helpful, are there specific issues that need to be addressed or specific questions that you have that we would be able to help you answer. I actually think the project team could have reached out a little more in that regard. I wish there had been more and better ways for us to be more helpful.” Until the end, advisory board members were never quite certain whether and to which extent researchers followed up on their recommendations: “I think we gave them good advice. It's not clear to me that they ever took our advice.” The members reported that they never received feedback on which piece of advice worked and which piece did not work. They felt that this would have required more communication, time, and effort on the researchers' part. At the same time, however, the advisory members admitted that they never actively solicited this type of communication.



Integration of Different Perspectives

When it came to the integration of different perspectives, the competence group members always got the feeling that their perspectives and their experiential knowledge were heard, considered, and implemented. The members also reported that actual feedback loops were missing. The members felt that researchers did not update them in the meetings whether and to what extent their feedback was indeed implemented. However, they also admitted that they never actively asked for feedback loops. They also reported that it took them a lot of energy to make themselves heard and to convince researchers that their experiential knowledge also counts and not only the researchers' formally learned knowledge. “It also took energy to keep pointing the finger and being critical. And I think that also has a lot to do with values. Without a title, I don't really have much of a say in this whole machinery with my expertise, which is ‘only' based on personal experience. It doesn't have the same status.”

The advisory board members felt that openness to integrate different perspectives in their work very much varied among the researchers. Some researchers seemed to present their work as already on track, so no advice was needed from the advisory board. Other researchers seemed to perceive the advice from the advisory board as unjustified criticism of their work and interference with their work and were not willing to engage with the advisory board on a profound level. Other researchers in turn were extremely open toward the feedback of the advisory board and valued their perspective from the outside. The members reported that researchers also opened up about the various challenges (i.e., staffing, budget, administration) that they were facing on a day-to-day basis, which in turn helped the advisory board to better understand specific decisions and approaches from part of the researchers, and ultimately helped the advisory board to give advice that was more helpful. “I feel like I had respect for and an understanding of people's different perspectives. You need to choose people with diverse expertise but who are open to different perspectives, and who are willing to brainstorm about different the application of different perspectives, and what that suggests in terms of recommendations and outcomes.” Overall, the advisory board members felt that their success was very much dependent on how the researchers perceived the board's role and their advice and how much the researchers themselves were willing to listen and reflect.



Challenges for Researchers

From the perspective of the competence group, the biggest challenge the researchers were facing in their transdisciplinary work was the integration of the various perspectives and skillsets. Not only the researchers brought different trainings, perspectives, and skills to the table. Also, the members of the competence group were just not only children of parents with mental illnesses, but they also brought professional trainings and resources with them. This heterogeneity of trainings, perspectives, and skills was a huge enrichment for the research process but made everything also more complex. “This transdisciplinarity is the work of the now and the future. These many perspectives that come in. They're a huge enrichment; they also make it more complex, of course. Because I go far beyond the level of content.”

Advisory board members named complexity as the biggest challenge for researchers. Specifically, the biggest obstacles were the complexity to integrate the various perspectives and to agree to a research agenda that everyone could support. It was only when researchers began to communicate these difficulties honestly and openly that the advisory board members felt that they could give good advice. This kind of open and honest communication about research challenges fostered mutual learning on all sides, according to advisory board members. Advisory board members also encouraged the researchers to be courageous, to meet the challenges head on and to not try to do everything perfectly: “You can simply be courageous. The challenges and the problems that arise, and also to enter into the debate. And not to think that I have to sweep it under the carpet, that everything has to be perfect and so on. That was always my role, to be honest and open, and then others can get on board and learn something from you.” From the advisory board's view, the competence group presented another line of conflict. As research was done on one's own problem, debates about the adequate research process were often highly emotional.



Differences to Traditional Approaches

The competence group members felt that—compared to traditional research approaches—the transdisciplinary collaboration allowed a much more inclusive process. Researchers and competence group members seemed to mutually learn from each other and influence each other so that the research projects could indeed exert enduring and positive impact on the lives of children with mentally ill parents.

The advisory board observed five major differences that uniquely distinguished the transdisciplinary approach from more traditional research approaches: variety of perspectives, flexibility, community work, impact, and boldness of the funder. The members reported that firstly, the variety of perspectives arose not only from the transdisciplinary team of researchers but also the transdisciplinary nature of the competence group and the advisory board. Many different perspectives, trainings and skillsets enriched the whole research process in various ways. Secondly, the transdisciplinary approach allowed a flexibility to reflect on the whole research process and to adapt goals and methods along the way. Advisory board members were certain that such kind of flexibility would not have been possible in traditional research approaches where researchers worked through the work packages as they were described in the research proposal. Thirdly, advisory board members felt that involving children of parents with mental illnesses in the research process laid the foundation for community work. Researchers went out to the communities to involve the various stakeholders and to integrate their perspectives. Researchers themselves seemed to learn from the communities in an iterative process. “Community work is so much harder and takes so much more time and is so much more challenging. So, the metrics that you use for evaluating success of this initiative need to reflect the fact not only that it's the open innovation business, but also that it's so community-based.” Fourthly, advisory board members reported that the impact that a research project using a transdisciplinary approach could have, was very different from the impact that traditional research had. Not the number of published papers or the number of citations counted, but how many people had been touched by the research projects mattered: “you may need to think carefully about things like number of people's lives you've touched, number of kids involved, number of kids who participated in making the project happen, number of families who have been touched in some way, number of other kinds of stakeholders/providers. You may want to think of your social media posts and the volume of likes or shares.” Fifthly and lastly, the advisory board members mentioned the boldness of the funder to not only provide substantial funding for projects that have never been carried out in this way, but also to provide strong organizational support that accompanied the projects.



Enablers and Barriers for Successful, Transdisciplinary Collaboration

As to successful transdisciplinary collaboration, the competence group members named various enablers and barriers. Firstly, competence group members reported that transdisciplinary collaboration needed regular exchange with the whole group. Sometimes the competence group only met with some researchers but not the whole research group, which led them to focus too much on details and lose sight of the big picture. In connection to this, the competence group recommended children of parents with mental illnesses as co-researchers who were actively involved in the research process. In doing so, these experts would not be seen as some foreign parts loosely attached to the research but as a permanent and equal part of the research team itself. Thirdly, competence group members felt that transdisciplinary collaboration needed a connector—a person positioned between children of parents with mental illnesses and the researchers, who spoke both languages, knew how to mediate the different perspectives, and was convinced that transdisciplinary collaboration benefited research and society. “For me it was a key person in the process, an excellent link between the structures. And I think the format always needs someone who carries it and who carries the format with him and says, this is so important, I live this authentically and embody this.” The fourth enabler for successful, transdisciplinary collaboration between researchers and stakeholders that competence group members mentioned was an open mindset. All people involved along the various research stages were asked to have an open mindset. They needed to be open-minded to engage with each other, to learn from each other and to accept that sometimes research does not evolve as planned and approaches need to be adapted. Lastly, transdisciplinary collaboration needed quick wins: rapid results that were tangible for those affected so that they could see that researchers made progress, and that progress positively affected their lives.

The advisory board members also mentioned that having children of parents with mental illnesses as co-researchers in the research team would certainly promote transdisciplinary collaboration. In addition, an open, flexible, and creative mindset contributed to the success of such collaboration according to advisory board members. Everybody involved needed to be open-minded toward new perspectives and approaches, flexible to adapt the research process along the way, and creative in dealing with the different perspectives, trainings, and skills that everyone brings to the table. Additional enablers for successful, transdisciplinary collaboration from the perspective of the advisory board were early involvement, relationship management, and alternative dissemination forms. The advisory members suggested that everybody who needed to be involved in the research project should be involved as early as possible. In fact, already in the Ideas Lab those affected should be involved so that they could gain an understanding and insights into how the idea for the specific project developed.

Furthermore, relationship management was mentioned as an indispensable pillar for transdisciplinary collaboration. As the various members of the research team, the advisory boards, and the competence groups hardly knew each other at the beginning, relationships needed to be built via social events and by sharing information and communicating with each other as much as possible. “Relationships matter and communication matters and information sharing matters. Some of the biggest challenges have been around this issue of communication and sharing information.” Lastly, advisory board members reported that research results should not only be disseminated via the traditional ways like publications and conference presentations but also via new and innovative ways that most likely reached those concerned, for instance via community outreach events.

Members also reported that successful, transdisciplinary collaboration started with a clear commitment of the organization to support the transdisciplinary structure accompanied with the boldness to sufficiently fund such research and a dedicated person who managed knowledge and workflows between researchers and competence group and advisory board. Additionally, right from the beginning, everyone involved (i.e., researchers, members of the competence group and the advisory board) needed to be aware of what to expect from each other, and what trainings and skillsets everyone could bring to the table. Regarding the specific collaboration between researchers and competence group and advisory board members, the definition of some ground rules (like, how and when to ask for feedback) might become beneficial for productive, transdisciplinary collaboration. In this way, misunderstandings—particularly when it comes to advising researchers vs. interfering with research plans—can be eliminated right from the start.

Overall, stakeholders felt that successful, transdisciplinary collaboration between them and researchers was dependent on the researchers' attitudes. Researchers needed to be open-minded toward new perspectives and approaches, flexible to adapt the research process along the way, and creative in dealing with the different perspectives, trainings, and skills. Additionally, open, honest, and regular communication about day-to-day challenges that researchers were facing fostered mutual learnings and helped competence group and advisory board members to give advice that was more helpful. Table 1 summarizes the enablers and drivers for successful, transdisciplinary research approaches.


Table 1. Summary of enablers for successful, transdisciplinary collaboration.
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DISCUSSION

Working collaboratively and openly in a transdisciplinary research environment brings a range of challenges. In this study, we reported how stakeholders perceive transdisciplinary collaborations with researchers. Furthermore, we highlighted the enablers and barriers for such collaborations from the viewpoint of stakeholders.


Governance Structure

Overall, the advisory board and competence group perceived the general set up, such as the duration, the frequency, preparation material and the facilitation of the panel meetings, very positively. More importantly, they reported that the structure bringing together different expertise and perspectives caused challenges and resulted in more time-consuming decisions in the panel meetings (Figures 1A,B). These aspects well-reflect the considerations of practical support as enablers of PPI (45). The competence group especially emphasized these aspects probably due their (experiential) experience and their limited knowledge of the research process. Similar patterns can also be seen in sandpit approaches, where participants described that “the social dynamics are as interesting as the science” (50). The “language of collaboration” and building trust that makes it easier to challenge different perspective needs to be established before digging into content-related discussions (51).

Competence group and advisory board members rated the quality of involvement interacting with researchers high. This is in line with reports on high levels of consensus among stakeholders regarding the added value and impact of PPI in research (34, 52). However, the collaboration between the members and the researchers and implementation of recommendations was assessed mixed (Figures 2A,B). This might be due to the barriers of PPI (45), which could either result in an tokenistic attempt if the PPI principles are not met (30, 53), or in failure to involve the public meaningfully, which may result in an unsuccessful collaboration with the public due to negative attitudes held by researchers (39).



Enablers and Barriers on the Organizational Level

The interviews revealed several enablers for a successful, transdisciplinary research approach on two levels: the organizational (governance) and the individual level (summarized in Table 1). This ties to existing research on the principles for stakeholder engagement which can be organized in organizational factors, values and practices (54).

The advisory board emphasized the funders' commitment and boldness as an important factor to enable such a transdisciplinary approach. This is in line with other studies that mentioned financial and general support and resources, and the organizational commitment as key barriers of PPI in health research (41, 42, 45). In fact, LGB invested more than six million Euros in the entire bottom-up approach: from setting the research priority with the community to implementing the innovative research approaches for COPMI where the community defined the Research Topic and stayed an integral part in the research process along the implementation. This transdisciplinary research approach ensures that these areas can and are appropriately funded and staffed by talented individuals who want to dedicate their creative scientific talents to broader issues than their own field in the long term (55).

Furthermore, the interviewees indicated that organizational support structures, such as a person facilitating and supporting the community and stakeholder interactions, links the governance structures and acts as a key player in the process. Similarly, other studies reported the importance of support on an emotional, financial and practical level that is needed for involved people [e.g., see review (45)]: for example, support with the timing of activities, setting and constraints and commitment of public members, providing mentoring and a supportive chair to implement PPI practices. Researchers described the significant additional administrative labor and the lack of practical support for their work, as well as the time and effort diverted from these activities as barrier of PPI (19). Such a key person acts as a contact person for researchers and stakeholders and ensures that support is provided on an organizational, value-based and practice level. For example, the person fosters shared commitment to values and objectives of stakeholder engagement in the project team, recognizes potential tensions between productivity and inclusion, and considers how input from stakeholders can be collated, analyzed and used (54). In line with that, the competence and advisory group members emphasized the importance of such a key player in the process and, in fact, a relationship manager was established for the research groups Village and DOT. However, this person was placed at the LBG headquarters and not at the research groups' local site. Many difficulties arose due to this structure: for example, extensive travel time in setting up stakeholder and community relations at the beginning of the project, not being part of the research team and therefore ongoing negotiation of the roles and tasks as well as less involvement in discussions and decisions. These circumstances led to a change of the role over the years: from a relationship manager (active) to a sparring partner (passive) who discussed the progress of the research groups. One solution—as also indicated by our findings—could be to install a liaison between researchers and people with lived experience who facilitates and supports interactions between the two communities locally. In line with that, the LBG have recently begun to experiment with a new governance structure by embedding a local “stakeholder relationship manager”. This manager facilitates the interaction between stakeholder groups and researchers. Another enabler for successful, transdisciplinary collaborations is to embed people with lived experience (in our case COPMIs) as co-researchers in the research team, which has also been suggested by the advisory board and competence group members. The latter even underlined that the involvement as co-researchers would devote the necessary time, commitment, and honorarium of contributions. Further it requires an understanding of the involvement process and to create a “real” position in the research team that had been described previously (19, 30). This addition to the governance structure would involve people with lived experience early right on from the beginning and in each phase of the research process. The advisory board hereby also suggested to involve everybody who needs to be involved as early as possible, in fact, already in the Ideas Lab to gain understanding and insights. These outlined modifications in research teams might ultimately overcome frictions in relationships between researchers and stakeholders and shift power dynamics (42, 45). Working as co-researchers guarantees mutual respect and equality between researchers and the public, and might rebalance the relationship and roles. Eventually, co-researchers might foster active involvement of stakeholders in health research (39).



Enablers and Barriers on the Individual Level

On the individual level, we also identified enablers and barriers for transdisciplinary collaboration between researchers and stakeholders. One major enabler for a successful, transdisciplinary research approach are the researchers' attitudes and values toward patient and public involvement (39, 43). Stakeholders mentioned as a crucial mindset that researchers need to bring to the table: open-mindedness, appreciation for stakeholders, eagerness to learn from other people's perspectives, interest to invest in relationships, continuous communication with stakeholders to address insecurities and tensions arising in the interaction with others, to provide feedback and actions based on the recommendations, respect for heterogeneous backgrounds and skills, and handling of complexity in an honest and open way. Previous studies explored health researchers' attitudes toward PPI and identified the transferring and sharing of power and the misconception of PPI—as participation in clinical trials and dissemination of information and knowledge—as major barriers for successful implementation (39, 40). The latter has been also reported in a recent study (56) that reflects on the limited PPI practices in Austria.

These enablers are also in line with the personal attitudes and values required for participating in the Ideas Lab (51). Based on researchers' attitudes and values captured in the application forms, only researchers describing a positive approach to team work, collaborative working and working with different disciplines and stakeholders were invited to participate in the Ideas Lab. However, these attitudes and values are often not lived and embodied in “real” collaborations with the community. Guimaraes et al. (44) explored the characteristics of inter- and transdisciplinary researchers. The authors found a mix of motivations, attitudes, skills, and behaviors, such as a humble attitude toward the immensity of knowledge, openness to different types of knowledge, tolerance to ideas opposed to one's own view, self-reflectiveness and curiosity, the ability to think in a complex and interlinked manner, and good communication and listening skills. However, these attitudes often do not link to the academic environment and its career paths, where short-term contracts and funding deadlines challenge researchers' ability to involve the public (39). Furthermore, responsibility among researchers is not distributed equally as often female researchers and early career researchers are tasked with stakeholder involvement. Ultimately, these circumstances cause tensions for those who (try to) acknowledge the value of PPI. Not surprisingly, researchers' attitudes toward PPI range from cynical to ambivalent to excited (19). Researchers further reported feelings of concerns when applying PPI practice, which may be due to a natural response to change. They also expressed concerns that PPI undermines professional skills and academic knowledge leading to a sense of de-professionalization (39). Furthermore, in this study, advisory board and competence group members reported indicated that researchers with a positive mindset and values toward PPI dealt with uncertainties and tensions better than researchers who embodied a more traditional scientific approach. To overcome this barrier, the competence group members suggested to organize social events and opportunities to meet outside the research context.

According to our results, it seems that flexibility and creativity are beneficial skills to deal with the challenges and the complexity that arise from transdisciplinary work, to change research approaches and to react to stakeholders' needs. This in turn requires to respect and appreciate heterogeneous backgrounds, different perspectives, professional trainings, and skills that all eventually enrich the discussions and collaborations (19, 44, 45). It therefore is important to carefully reflect on the who and why of involving people with lived experience so that ineffectiveness, tensions, and tokenistic involvement of stakeholders can be avoided (38).

The advisory board also emphasized different dissemination strategies to better highlight the impact that research has on the community, and alternative ways to measure scientific impact (32). Equally important is continuous communication and feedback loops about the implementation of recommendations; a crucial point that has also already been addressed in public involvement guidelines for researchers [e.g., see (57)].

Based on our results, it becomes evident that successful, transdisciplinary collaboration demands specific personality characteristics (44), organizational and financial support structures (45) and highly depends on the peoples' attitudes and values toward PPI (37, 39, 41, 43, 52). Understanding the situational context and the people and the community in which the collaboration takes place (36–38), is crucial; especially for solving complex challenges where multiple stakeholders are involved, such as designing interventions for COPMIs and their families (14–18). Our findings therefore contribute to implementation strategies, in which COPMIs have a key role in recruiting and training researchers with a positive attitude toward PPI and transdisciplinary collaboration, and in identifying tensions in the transdisciplinary collaborations.



Strengths and Limitations of This Study

A strength of this study is that it analyzes for the first time how stakeholders perceive transdisciplinary collaboration; specifically, what enablers and drivers for such collaborations stakeholders can identify. In doing so, our study adds further evidence to previous studies that highlighted how researchers themselves can influence the success of transdisciplinary collaboration. Additionally, and also in line with previous studies, our findings underline the importance of a “neutral” contact person who facilitate the collaboration process between stakeholders and researchers, who addresses uncertainties and tensions, and who mediates among the people involved.

On a methodological level, a limitation of this study concerns the small sample size of the survey. While the competence groups and advisory boards comprised 18 people in total, 11 members responded to the survey. Therefore, we analyzed the data descriptively. To counteract any possible biases, the semi-structured interviews were conducted by a researcher working at LBG, who did not have previous contact or worked with the research groups or advisory board members before. However, it cannot be ruled out that some biased still emerged. Another limitation of this study is that we did not incorporate the researchers' perspective. After careful consideration, we decided not to invite researchers to participate in the survey and the interviews because of the upcoming evaluation of the research groups at the end of 2021 and the already existing literature on researchers' attitudes and vales toward PPI (39, 44, 45, 52). We rather wanted to focus more strongly on the stakeholders' views on transdisciplinary research collaboration.




CONCLUSION

The new governance structures comprising transdisciplinary expertise and children of parents with mental illnesses was highly appreciated among the advisory board and competence group members and added value to the discussions about real life-problems and novel research approaches for COPMI. The transdisciplinary collaboration demanded a thorough understanding of people's perspectives, investment in relationships, and continuous feedback and communication with stakeholders. Furthermore, advisory board and competence group members suggested to continuously invite people with lived experience (in this case, COPMIs) as co-researchers. Open-mindedness toward different perspectives and approaches, flexibility to adapt to the research process along the way, and creativity dealing with other backgrounds and skills were identified as the most important enablers for a successful, transdisciplinary research approach. Consequently, we can conclude that peoples' attitudes and values as well as support structures are key enablers for transdisciplinary research approaches. In our experience, researchers who acknowledge the benefit of PPI practices and have already gained positive experiences working with people with lived experience (COPMI) and stakeholders are more likely to value transdisciplinary collaborations.

Future studies should aim to develop a deeper understanding of attitudes and values work as barriers for transdisciplinary collaborations between researchers and stakeholders. Specifically, future studies should focus on openness as a key enabler for transdisciplinary collaborations and might therefore answer a question that this study has unveiled. To what extent and how is it possible to create awareness and an open mindset among researchers—for instance, via capacity building and trainings—so that transdisciplinary research approaches can successfully be implemented in the future?
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...for someone who is affected a sign of incredible appreciation, because you see the issue that is important to
you and with which you, as an affected person identify is being taken up, is seen, money s put into it, something
is setin motion.

For me it was a key person in the process, an excellent link between the structures. And | think the format always
needs someone who carries it and who carties the format with him and says, this is so important, | ive this
authentically and embody this.

You enter a new setting, which was developed by the OIS itself. And you first have to orient yourseff, so to speak.
You try to find out, 50 to speak, what my role could be. What can | contribute in relation to other participants?

‘They went more into interaction and also showed: | am an interested researcher and | want to learn something
from you and get something out of you. | want to experience your world.

Relationships matter and communication matters and information sharing matters. Some of the biggest
challenges have been around this issue of communication and sharing information

Some researchers were like clumsy puppies trying to grasp us. Who are they? How do | deal with them? Also
fears, fears of contact.

I feel ike | had respect for and an understanding of people’s different perspectives. You need to choose people
with diverse expertise but who are open to different perspectives, and who are willing to brainstorm about different
the application of different perspectives, and what that suggests in terms of recommendations and outcomes.
Constant feedback rounds were needed [...] | always tried to give very hones feedback [...] only positive feedback
is often too lttle, especially in an area where so much has to happen when it comes to involving people who have
experience with it.

This interdisciplinarity is the work of the now and the future. These many perspectives that come in. They're a
huge enrichment; they also make it more complex, of course. Because | go far beyond the level of content.

You can simply be courageous. The challenges and the problems that arise, and aiso to enter into the debate.
And not to think that I have to sweep it under the carpet, that everything has to be perfect and so on. That was
always my role, to be honest and open, and then others can get on board and learn something from you.

Community work is so much harder and takes so much more time and is so much more challenging. So, the
metrics that you use for evaluating success of this initiative need to reflect the fact not only that it's the open
innovation business, but also that it's so community-based.

You may need to think carefully about things like number of people’s lives you've touched, number of kids
involved, number of kids who participated in making the project happen, number of families who have been
touched in some way, number of other kinds of stakeholders/providers. You may want to think of your social
mecia posts and the volume of likes or shares.
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