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Heidi:	Again, today’s session is a part of our Veteran Engagement in VA Research Cyberseminar series. Today’s session is measuring processes and impacts of veteran engaged research. Our first presenter today is Dr. Alison Hamilton. She is a research health scientist director, qualitative methods group with the VAHS R&D Center for the Study of Healthcare Innovation, Implementation and Policy at the VA Greater Los Angeles Healthcare System. She is joined by Dr. Gala True who is an investigator with the South Central Mental Illness Research Education and Clinical Center at the Southeast Louisiana Veterans Healthcare System. She is an associate professor at Tulane University School of Medicine. Alison, can I turn things over to you? 
Alison Hamilton:	Yes. Thank you so much Heidi. Hello Gala. 
Gala True:	Hi, I am advancing slides.
Alison Hamilton:	Great, thank you. Welcome everyone to our cyber seminar. Gala and I are very happy that you are all joining us. We have had a lot of fun putting this presentation together and hope that it is useful to you all. Before we get started, we just want to make sure to thank some critical people in this effort. First of all is Dr. Atkins for spearheading the Veteran Engagement Work Group, and Dr. Susan Zickmund for her leadership of that work group, and the work group members who have been an amazing group of people that we have been working together with for about almost a year and a half now. We just have had really incredible, lively, and productive dialogues around veteran engagement issues. We would like to thank Tana Luger who really supported us extensively in preparing this cyber seminar. All of our colleagues, you know who you are who have inspired us and challenged us and really informed us. More than anyone else, we would like to thank our veteran partners who really inspire and motivate us every day, and who are at the center of the work that we do. Gala? 
Gala True:	When we speak of engagement and research, we are referring to research that involves working together with people who have common interests or experiences around issues affecting their health and well-being. As you can see from this definition on the screen, the emphasis in community engaged research is on collaboration with those most affected by the issue being studied. The ultimate goal is ensuring that research findings further understanding and knowledge, lead to action, and affect change in regards to the issue being studied. While the emphasis is most often on engaging individual patients, there is a growing understanding that a wide range of parties have a stake and a role in health research and implementation of new findings. This is including family members, community advocates, community-based organizations, individual healthcare providers, and the administrators and decision makers within healthcare systems. It is also important to understand that when we speak of community engaged research, we are not talking about a single methodology. It is rather a framework or approach to research. It is helpful to think of community engaged research as a continuum with a range of models for engagement depending upon the nature of the research being done and other factors such as resources and stages of engagement between different partners. 
We have the advisory model where community members play an advisory role or consultant role on a steering committee or advisory committee. They may consult or assist on issues like recruitment, sampling, data collection, development of tools or methods, and dissemination of findings. We also have an employment model of community engaged research where community members are hired as paid members of the research team. Examples of this would be things like peer-driven recruitment. This is where community members are engaged in helping to identify and recruit participants for a study. Or there is involvement of peer mentors in research where peers are hired as members of the research team to perhaps collect research data, but also deliver an intervention at the same time. Community based participatory research is where individual patient collaborators are hired as part of a research team to help build community trust or aid in recruitment. 
The final model is the partner model where community members are partners or leaders in all aspects of the research. This would include community academic partnerships, community based participatory research where community members have a say in the development of research questions and the design of the research, and action research. 
These models could be overlapping and multiple models may be used in one study. For example, in New Orleans we are currently conducting a study with post-9/11 veterans and their caregivers. That uses a community based participatory research approach, has veterans, caregivers, and representatives of the veteran service organizations on the steering committee, and is run by a program manager who served in Iraq and started working with me as a participant collaborator on an earlier research study. That is an example of all three models being used. 
We actually want to hear a little bit from you, so we have a poll question now. We want to learn from you. We are just asking in general, is your work community engaged? It could be clinical or research work. We are not asking specifically about what type of work you do. Really we just want to know if you consider your work to be community engaged. 
Heidi:	Our options here are all of my work is community engaged, some of my work is community engaged, my work is not yet but I want to go in that direction, I might do community engaged research eventually, or I do not plan on doing community engaged research. Responses are coming in well. I will give everyone just a few more moments before we close the poll out and go through the responses. It looks like we have stopped. What we are seeing is 6% of the audience saying all of my work is community engaged, 47% saying some of my work is community engaged, 29% not yet but I want to go in that direction, 16% I might do community engaged research eventually, and 3% do not plan on doing community engaged research. Thank you everyone. 
Alison Hamilton:	Thank you everyone for those responses. It really helps us to get a sense of where you are all at in the continuum. We just wanted to provide a little bit of context for the cyber seminar before we get into our core content. As some of you may know from participating in previous cyber seminars, we have had this veteran engagement work group that started back in January of 2015 by Dr. Atkins with a focus on how to increase veteran engagement in VAHS R&D research. His goals for us in that work group and goals around veteran engagement were to improve the design of patient relevant research, increase uptake of research into practice, to build veteran support for research, and to restore trust in the VA. You will see as we go along today how we are touching on these goals through the different work that we have been reviewing in preparation for this cyber seminar. 
The work group thus far has come up with a number of products and has engaged in a number of activities. We had a panel presentation at the VAHS R&D national conference. We prepared a final report for HR R&D back in October. In December we were really pleased to participate in a veteran engagement conference that on one day involved operations partners and the second day involved the coin directors. Throughout this fiscal year ’16, we have this cyber seminar series. We will post the upcoming cyber seminars and previous ones towards the end of our presentation. We are also in the planning stages for veteran engagement learning collaborative. 
Just to touch on the question of why focus on veteran engagement now, why this cyber seminar, and why are we doing this. First and foremost, it is happening. Because it is happening we really need to think about how we are measuring processes and impacts in order to build the evidence base in this area and identify best practices. We also want to ensure that research integrity is maintained, and that through engaged research we actually increase the accuracy of research and we ensure the responsible conduct of research that is very community informed. 
As noted in the goal for the work group, we are also just interested more broadly in how a community engaged approach can foster trust in VA. It is also how it can foster trust in research and the impacts that research can have on care and on health services. We do think that it is very important in our work group and the work that Gala and I have been doing in others, to really think about how we tailor engagement efforts to military, veteran, and VA context. While we are drawing on a lot of principles that were developed outside of VA, we also want to think about and look at how engagement might be adjusted, tailored, or adapted to the context in which we work in the VA and military. 
Finally, we do want to contribute to the development of community engaged research as a field. As you will see from the many examples that we provide for you, this is a tremendously growing area of interest. It is pretty bewildering in a sense, but it is very exciting to be part of something that is growing and gaining so much traction. 
Gala True:	Before we dive into some of the measures that we are going to present to you, we thought it would be helpful to go over some of the guiding principles of engaged research. Many of the measures are rooted in trying to measure processes of whether these principles are being followed, what kinds of barriers might be getting in the way, and the experiences of different partners. 
Engaged research differs from more traditional approaches in a number of ways. It recognized and draws upon the strengths, resources, and diversity of individual patients and communities affected by a health issue to help inform the research. Community needs are given equal weight against the priorities of researchers, clinical and academic partners, healthcare organizations, and funders. The expertise and knowledge of patients and community members is honored as equally valued and compelling compared with scientific knowledge. Authority and leadership are shared among different partners. 
Throughout the research there is an emphasis on openness, building, and maintaining trust between partners. Learning, sharing of resources and benefits of the research are reciprocal. Through sustained and ongoing collaboration, all partners build capacity for future research endeavors. With researchers learning about the community in ways that inform future research, and patient and community partners learning about research and policy in ways that enhance their ability to advocate for themselves and others. There is also a strong emphasis on ensuring that back to individual research participants and to communities in ways that are accessible and usable. 
Our goal today is to give you an overview of constructs relevant to measurement of community engaged research. This is with examples from VA research and the broader community engagement literature. We will focus on two key questions on processes. What happens when veterans are engaged in research? How does engagement happen? On impacts, what or who does veteran engagement and research change? How and when does that change occur? How do we assess the magnitude of the change? We cannot cover all the community engagement measures that are in use right now, but we will focus on a few examples to give you a sense of what constructs are being measured and how. We will provide you with additional resources to keep investigating these measures on your own through a list of citations at the end of this presentation as well as a downloadable handout of additional readings and resources. 
Two important engagement related constructs in health services are patient engagement in healthcare and patient activation. Each of these areas has their own research literature and measures, but we are not going to attempt to address those today. We wanted to kind of talk about what we are not going to address because the literature that we dove into to prepare this is so vast we did not want people who are invested in patient activation to think that we were not aware of that literature. It is rather that we are focusing in on engagement and research. 
Alison Hamilton:	Before we talk about processes and outcomes and impacts, we did want to touch briefly on some efforts that are going on related to measuring the engagement context. In other words, where is engagement happening? What we have seen in our review, which again is just to reiterate Gala’s point that we hope no one think we are going to be exhaustive in our review of this material. What we found in what we have been looking at so far are that there are some key constructs that are addressing engagement context that are important to think about. Typically these constructs are being measured at the team or partnership level. They are things like capacity for partnerships, alignment with community engaged research principles and values, the history of collaboration on a given team or in a given setting, and organizational readiness for patient engagement. 
An example can be drawn from the work of Green and colleagues. The resources that we have provided for you in the handout are really extensive. We recommend, as Gala said, just take a quick look at some of the websites that we mentioned. For example is the work of Green and his colleagues. There is just so much available publicly online for you to check out. What they prepared is something called Guidelines for Participatory Research Projects in Health Promotion. There are a series of questions available which help to classify or assess projects according to a set of participatory research principles. Each of these six domains that you see listed here has a set of questions associated with them that help you to assess how engaged a given project is. For example with regard to participants, one question is do members of a defined community participating in the research have concern or experience with the issue. The response options range from no concern or experience to high concern or experience. This might be a tool that one would use to assess a project or to assess one’s own project, and see where it falls on the spectrum of engagement. It really gets at some core contextual issues and bigger picture perspectives on how engaged the particular project is. 
Another measure that we have been really interested in is called the Measuring Organizational Readiness for Patient Engagement, or MORE. This was developed by Oostendorp and colleagues pretty recently. It is a pilot measure that was constructed through online surveys. Right now it contains 38 items that assess who is involved, the stakeholders, the willingness of the organization to implement, and the ability to implement patient engagement in healthcare. This does get a little bit at engaging patients in healthcare, which I know we said we were not going to cover.  But it is really interesting to think about it as potentially an adjunct in research projects that are attempting to increase engagement and care in the context of a community engaged approach. It rates the importance of various features. For example, one question is how important is it for your organization to engage patients as partners in the organization in all areas of healthcare services. The range goes from not important to very important for the response options. There are a number of items in here that can get at that organizational context that may be one layer or level of your overall engaged approach. We are testing out this measure in the EMPOWER QUERI with the permission of the authors. We will be able to speak more to how it lines up with other constructs that we are looking at in a few years probably. 
Gala True:	The next area we wanted to talk about is measuring processes of engagement. This area is actually the most robust and mature in terms of the development and validation of measures. In the evidence based, it is describing best practices and potential benefits of engagement to different partners. This is including individual patients, community partners, and researchers. Measures that look at processes of engagement focus on a number of areas including how roles of different partners are defined and the quality of communication between different partners throughout the life of a research project. In alignment with the principles of community engaged research we discussed earlier, process measures also look at the level of involvement of community partners at different stages of a research study, how different partners are given a say in decisions about the research, and how problems or disagreements between partners are resolved. In addition, process measures tend to focus on benefits of research engagement to all involved including empowerment of individual patients and community partners, and new knowledge and skills gained by researchers and clinicians. 
In our study in New Orleans currently, we will be using measures. We are working with veterans who served in Operation Enduring Freedom, Iraqi Freedom, or New Dawn who have a traumatic brain injury and their care partners. We are engaging them in a community based participatory research project. We will be using measures adapted that have been used with other persons with brain injury that measure advocacy and empowerment. It is looking at whether engagement in CBPR processes increases their advocacy and empowerment. That is one way that we are looking at empowerment. It is a measure that we are using that we have adapted for use with veterans and caregivers of veterans. 
A good example of a way to measure processes of engagement is the patient engagement workbook that has been developed by Sara Madrid and Leslie Wright as part of the HMO Research Network Patient Engagement and Research special interest group. Sara Madrid gave a really nice cyber seminar on this workbook. The workbook is available for free online. We provided all of those links and resources in our handouts if you want to know more. The workbook is designed to be used by research staff to help them walk through and record important steps and milestones in the engagement process. The workbook prompts researchers to ask themselves questions such as why engage patients for this study and what will be the cost of engaging patients. How will roles of patient partners be defined and communicated? What are the logistics of engaging patients? What training is needed for members of the research team and for patient partners? Sample questions help researchers and staff think through and answer, for example, questions regarding how each patient partner will be engaged throughout the research study. This is including how often the patient will be needed and for how long. How will he or she be needed? When will they be needed? Where will they need to go? How much will they be compensated? Will engagement and participation be in person or virtual? What kind of contracts will be needed in order to collaborate with patients who are engaged as partners in the research? This is a very practical tool. It is a really nice way to I think take stock of research before you get started, and then track the processes as you move through an engaged research project. 
It is similar in some ways to another tool that we wanted to point you towards. It is a checklist developed by PCORI called the Pilot Project Engagement Data Collection Tool. Both of these tools have something in common with the literature and process diaries that you can look up. We provided some handouts I think or you can contact us for more information. Basically process diaries could be used as a project specific tool to track barriers and facilitators to engagement. That is one method for tracking engagement and processes that we are going to be using in the study in New Orleans. 
Another example is called the Wilder Collaboration Factors Inventory. This comes from Mattessich and colleagues. It is a free online cool to assess collaborations. They looked at 20 factors that had been associated with successful research collaborations. This is such as level of mutual respect, understanding and trust between partners, perceived benefits for various stakeholders in the collaborations, extent to which partners have a stake in processes and outcomes of the collaboration, and roles of different partners in the collaboration. The Wilder Collaboration Factors Inventory is designed to be administered to all participants and partners in a collaborative. Respondents are presented with statements about how the collaborative functions. 
For example, there are statements about open and frequent communication. They are things like people in this collaboration communicate openly with one another. I am as informed as often as I should be about what goes on in the collaboration. The people who lead this collaborative group communicate well with members. Responses range from strongly disagree to strongly agree. This tool is really useful for setting an agenda for best practices in community engaged research projects, tracking engagement among different partners, and identifying potential problem areas in the collaboration early on so that the project directors can correct course when there are problems. 
A final process measure that we wanted to tell you about is from Khodyakov and colleagues. In an article they describe development and initial validation of the community engagement and research index. This measure is similar to the Wilder Inventory I just described in terms of its purpose and usefulness. It is meant to be administered to research lead and community lead in the partnerships. It asks about the extent of involvement of partners in various activities related to development, implementation, and dissemination of research. Responses range from community partners did not participate in this activity, to community partners consulted on this activity, or community partners were actively engaged in this activity. It is asking about different activities like developing the research question or presenting findings at meetings and conferences. Community engagement scores range from four which equals low engagement, to 12 which equals high engagement. Like the Wilder Inventory, it is a useful measure for thinking about level of engagement of community partners at different stages of research, and tracking engagement throughout the life of a project. Researchers who developed this theory are also interested in whether level of engagement can be used to predict outcomes of community engaged research projects. That research is still in process.
Alison Hamilton:	We are going to shift gears a little bit now to talk about outcomes and impacts of engaged research and community based participatory research. As Gala mentioned earlier, the process area of community engaged research is much more developed than the outcomes and impacts area. We just wanted to share a little bit with you of what we have been finding around outcomes and impacts. First it is just by thinking broadly about what we even mean by looking at outcomes and impacts. Really very little is actually known about pathways to change in engaged research, and how collaborations contribute to successful outcomes in ways that we can actually measure. 
There was a community based participatory research model developed by ______ [00:25:17] and colleagues, which posturizes that community based participatory research outcomes are affected by the relationships between four components: context, group dynamics, the extent of community centeredness, intervention and/or research design, and the impact of participatory processes on CBPR system change in health outcomes. 
What they found in a follow up study to really break down this model is Sandoval and colleagues identified 46 instruments which contained a total of 224 individual measures of characteristics in that CBPR model. While they were not really evaluating those instruments or measures, they did note that group dynamics proved to have the largest number of identified measures while context and CBPR system and health outcomes had the least. 
When we talk about measuring proximal outcomes, we are going to start there. Then we will talk about more distal outcomes or impacts. By proximal we mean outcomes that occurred very close to when the project was conducted or throughout the course of the project looking at outcomes throughout. What we have seen so far is that core constructs in outcomes research related to health outcomes, uptake of innovations or interventions, outcomes along the course of research related to study design issues, and proximal outcomes related to trust and collaboration. What we found is that several studies describe using an engaged approach in their research, but they do not really test how or whether the engaged approach was superior to a non-engaged approach. This is one thing that we have been talking a lot about in the work group. It is how do we get to a point where we are actually demonstrating that community engaged research produces superior outcomes or at least very favorable outcomes? Even in the study design, one might look at outcomes all along the course of a study. For example, it is assessing engagement at different stages of the process as many of those measures that Gala described could do very well for you. 
One example that we have found in the literature -- we would love to know if anyone knows of others. The one study that we have learned of that uses QUASI experimental design to assess the effectiveness of community engagement was Ken Wells and colleagues study called Community Engagement to Address Depression Disparities. In this study, they used the Cluster Randomized Trial to compare community engagement planning to individual program technical assistance. So 93 masked programs were randomized to one condition or another. Then the outcomes were examined at the patient level. They looked at measures like mental, health related quality of life, physical activity, homelessness risk, and service use. Their outcomes were the health outcomes of the patients. It was the programs that were randomized into community engaged or not. What they found was that community engagement planning intervention was more effective than standard technical assistance on all of these patient outcome measures. 
Gala True:	You will probably notice by now that we have not discussed a lot about research and measures being used to measure veteran engagement yet within the VA. That is because a lot of that work including our own is in fairly early stages. As Alison said, we would be really interested at the end of our presentation in hearing about work that is going on there that we do not know about, measures that you are using that we are not aware of, or work that you have been doing. We want to encourage you to have that conversation after we are done. We did want to highlight the work that was presented on an earlier cyber seminar where Sara Ono from the Portland VA and the Center for Innovation there, and Kelsey Freeling from the Center for Innovation in Denver. They presented on an earlier cyber seminar about their development of veteran engagement boards or veteran engagement groups to help inform research at the center level. 
We wanted to highlight some of the work of the Denver HS R&D Center of Innovation. They developed a Veteran Engagement Board where investigators present their research to the board, receive input from veterans about various aspects of their research plan, and respond to this input in writing within a specified period of time. The Denver Coin is one of a very few centers that we are aware of that is systematically tracking outcomes related to implementation related to this Veteran Engagement Board. One measure that they have is that after each board meeting, Denver conducts one week, six month, and 12 month follow ups with investigators who presented to the board asking about how their interactions with the board and recommendations from the board impacted their study. They are tracking what is the impact of veteran input and veteran engagement on research design, research questions, data collection, and things like that. 
The people in Denver also adapted the Wilder Collaboration Factors Inventory that we talked about a few minutes ago to measure trust, perceived benefits, and shared decision making among veterans and investigators who participate in the Veteran Research Engagement Board. They have been collecting that information for a little while. I am sure they will be ready to present on it at some time. I would say for more information about what they have been doing in Denver and Portland, listen to the archive cyber seminar. We provided the link in our resources. Or perhaps contact Kelsey Freeling at the Denver Center for Innovation to ask more about how they are tracking impacts of veteran engagement there at their Coin. It is really good and exciting work. 
Alison Hamilton:	One of the institutions that are really paving a lot of the way for engagement work is the Patient Centered Outcomes Research Institute, or PCORI. We did not feel that our presentation would be complete without just touching on some of the work that they are doing, which again is quite extensive. It is all available online. We wanted to highlight one tool that actually all PCORI awardees are now using. It is called the Ways of Engaging-Engagement Activity tool, or the WE-ENACT. The tool collects information about engagement and research from PCORI funded researchers and their patient and stakeholder partners. It is used to reflect on what happens in a PCORI project from the perspective of these individuals. What is recommended or possibly mandated, I am not sure about that. What is recommended is that PCORI awardees use this tool at baseline and then again once per year so they can look at change over time in a number of domains in the project. While this is a little bit of a combination of a process and impact type of tool, we think we will start to see much more come out of this consistent use of the tool especially with regard to outcomes of the community engaged research that PCORI is funding. It is another one to keep an eye on. There are several presentations available on the PCORI website that share even preliminary results of using this tool across a number of PCORI funded projects. 
Then where we have not seen as much yet, but again please let us know if you know of things that we have not mentioned. What we have not seen is much literature on the long-term impacts of engagement or more distal impacts of engagement. Constructs that have been noted but not necessarily used or measured yet include long-term system and capacity changes, long-term benefits of participating in engaged research, looking at how power relations and dynamics change over time, how trusts change over time, and how empowerment may grow over time in engaged research. It is also looking at the sustainability of partnerships. I know that for both Gala and I, engaged work that we are doing we are seeing this long-term affect in our own lives and in our own work. It is not that we have necessarily measured it or published on it particularly. But I think even just looking at this and preparing for today, we have been thinking a lot about how we are going to move toward really describing these long-term impacts. They can often be quite subtle, but at the same time very powerful. 
Gala True:	One example that we did want to give from the literature is because it is a very interesting kind of study looking at trying to measure the long-term impacts of community engagement and research. Because this is an area that is the very early stages with not many measures available, we wanted to highlight an example of the study that has looked at some outcomes of community engaged research over time. Julie Lucero, Nina Wallerstein [PH], and colleagues reported on findings from seven years of research using mixed methods to study best practices for maximizing impact of community engaged research on health disparities. They chose trust between research and community partners as a key outcome. Trust is a core theme of community engaged research that touches upon multiple processes, including transparency, communication, and shared governance. Due to the sustained nature of many community engaged research projects, trust is an outcome that may be expected to evolve and change over time. 
They examined the changing nature of trust between community and research partners over time by serving 450 respondents who had been partners in collaborative research focused on health disparities across the nation. They also conducted seven in-depth case studies of different types of partnerships. A strength of this mixed methods design is that it recognizes the variation within processes and practices across community engaged research projects. They identified several different types of trust between collaborators. Suspicion is defined as a deficit of trust. Functional trust is where partners are working together for a specific purpose and length of time, but mistrust may still be present. Proxy trust is where partners are trusted because someone who is trusted invites them. Critical reflective trust is defined as trust that allows for mistakes, and where differences can be talked about and resolved. You can see a lot of the principles of community engaged research running through these definitions, which were generated from focus groups and key informed interviews and case studies with community partners.
Partners who responded to this survey indicated that at the start of collaboration the most common type of trust was proxy, followed by suspicion or functional trust. After a period of time working together, respondents for most projects reported that trust had shifted to critical reflective with a few reporting functional or proxy trust, and only a very few reporting a deficit of trust. Future research that would be very interesting to look at would be which they did not do in this study, but I am sure they have qualitative data where they might be able to dig into this. Why did these shifts happen? What were the kinds of things that happened over time over sustained collaboration to shift the critical reflexive trust? What happened with partnerships where either they stayed with mostly a suspicion or deficit of trust even over time? Other future research may continue to track the nature of trust over time, and whether and how trust affects impacts of community engaged research. It will be really interesting to see whether level of trust or type of trust between collaborative partners can be one way of understanding why some projects have greater impacts than others. 
We wanted to ask you another poll question since we are getting close to the end of our presentation and ready to engage you in discussion. We wanted to ask. Are you currently using measures of veteran engagement in your projects? You can check all that apply because obviously it may be more than one. 
Heidi:	The options here we are wondering are you measuring engagement processes, engagement outcomes, or no because my work does not focus on veteran engagement, or no because I do not know what measures to use. I know this will take just a few more moments to respond because you have to think and figure out which one is correct here. I will give everyone just a few more moments before we close it out and go through the responses. I actually just have this one set up to select one because if it is going to be yes, it is going to be processes, outcomes or processes and outcomes. If it is no, it is going to be one of the second two. 
Gala True:	I have never purported to be the greatest poll developer. 
Heidi:	That is fine. 
Gala True:	Thank you for changing it. 
Heidi:	That is why we have multiple people look at things, so it is not a problem. Responses are slowing down. I am going to give everyone just another moment or two before I close it out. It looks like we might be finished. What we are seeing is 6% saying yes I am measuring engagement processes, 6% measuring engagement outcomes, 12% measuring processes and outcomes, 46% no because my work does not focus on veteran engagement, and 29% no because I do not know what measures to use. Thank you everyone. 
Alison Hamilton:	Okay, thanks that is really helpful. I think one of the exciting things about the possible learning collaborative that Alison spoke of earlier that Sara Ono has taken the lead on is that we are thinking it would be very helpful for all of us who are interested in this kind of work to be able to work together and really kind of crowd source solutions to some of these questions that we have about what measures to use. I think that that could be really interesting moving forward if that all works out. 
Gala True:	We wanted to talk for a minute for a minute about some of the lessons learned about measuring engagement. Basically what we found from going through all this literature and looking at all these measures, both for this presentation but also for our own research over the years, is that because of variations. And it is how community engagement activities are implemented across individual projects any measures of engagement that are intended to be used across different types of community engaged research projects should really combine open and close ended items to capture this variation. Likewise, some of the best studies of impacts and outcomes of engagement involve mixed quantitative and qualitative methods, which is very exciting for those of us who like mixed methods. Even within a community engaged research study, levels of engagement with patients and other partners are likely to shift and evolve throughout different phases of the study. 
In addition, there is likely to be variation in the contributions of particular community partners or individual collaborators to the research. Therefore measures of engagement may need to include questions to assess differing levels of engagement and key research activities at different stages of the research in order to capture and account for these variations. This is especially when looking at outcomes and impacts of the research. Those are some of the lessons that we have learned. 
Most importantly I think we came to the conclusion that there are many outcomes and impacts. And there are areas where outcomes and impacts of community engaged research are important but do not lend themselves necessarily to easily developed or validated measures. For example when community members are engaged in research, they are likely to push for greater and more accessible dissemination of findings back to individual and patient participants, community partners, and patient communities. This kind of dissemination can result in a greater understanding of research and the implications of research for patients and community members. It can result in researchers learning more about the communities and populations in which they are conducting research. 
We are thinking of events where community partners and individual collaborators have invited researchers to come out into the community and present findings in settings that they might not normally be presenting in. They might be different from conference meetings and the kinds of places where they are used to presenting their findings. The questions that are raised or challenges that are raised to the research may be different. It really may result in a lot of learning on the part of the researcher. This two-way learning can enhance the quality and applicability of research findings, and speed translation of research findings into practice. This is really not being measured yet as far as we can find. 
Community engaged research may also enhance research and community partners’ ability to sustain their collaboration, and continue to pursue project goals during time where there is a funding gap. For example is when community partners build capacity to continue dissemination and implementation of findings through advocacy groups or non-profit organizations. Then that can lead to a cycle of further funding as the collaborations are able to go and apply for further funding to maybe evaluate these activities together. 
Community engaged research may lead to changes in healthcare practices and processes of care, and impact policy on the local and national level in ways that are visible and important but difficult to measure in a standardized sense. Also new and unanticipated projects can emerge from ongoing community engaged research collaborations. For example, in my own community based participatory research the early pilot study involved veterans as partners. But their family members became involved as informal partners very early on in the project. They advocated for the next study to involve care partners. This led to our current VAHS R&D funded study which involves veterans with traumatic brain injury and their caregivers as collaborators. 
Finally as Alison, I, and our colleagues who employ community engaged research approaches can attest, engagement with patients, families, community partners, and other key stakeholders can contribute to greater career satisfaction and growth of our research into unanticipated and exciting directions. At the same time, we see positive changes in perceptions of the VA among the veterans and community partners we work with. There is a growing interest in investment and research among individual veterans and partners at the local and national level. While these trends may be difficult to measure, they are very much aligned with principles of community engaged research and thus worth taking note of and documenting. 
Alison Hamilton:	We just want to close by posing some bigger considerations, some or all of which may be related to how you approach measurement and what types of measures you decide to use. Most likely you are going to need some combination of measures to look at cross season impacts. We certainly hope that the work in looking at impact and outcomes continues to grow and flood other literature and other venues to tell us more about the impact of community engaged approaches. Throughout your research as you are using a more community engaged approach, it is really important to think about the basic questions. Why would veterans be engaged? Which veterans will be engaged? When will they be engaged? Who will be engaging with veterans? What are you going to expect of veterans? Also what will veterans expect of you? I think the point has come out in several of Gala’s statements about how reciprocal a bi-directional engaged approach really is. It is thinking about what is at stake for people on all sides of the effort. By communicating and assessing the process as you are going along, you can really foster the trust and transparencies that are core to community engaged principles. 
Here we have a list of just the sources that we have talked about during the presentation. As we both mentioned there is a handout available to you. We are really hoping that the learning collaborative is an opportunity to just expand what we have all been working on. Contribute anything that we are seeing, learning about, and talking to people about. I think the sky is really the limit when it comes to what we can learn and where we can push forward in community engaged research in VA. It is with lots of great input from non-VA colleagues and partners as well because there is such outstanding work going on in a variety of institutions and settings that can really inform the work that we do. 
As you may know and as I mentioned before, can we just go back to the slide for a second? 
Gala True:	Yeah, I am sorry. 
Alison Hamilton:	I am sorry. The work group set up with many thanks to the HS R&D scientific program officers who supported us in this effort as well. _____ [00:47:20] has done a great job of getting us all lined up with cyber seminar series. We presented the work of the work group back in March. Then as Gala mentioned, there was a great presentation about veteran engagement groups in April. Upcoming in July we have Mark Halfan [PH] talking about leveraging health experiences research. We hope that these resources and others that we mentioned can help for you to gather the information that you need, keep thinking about community engaged research, and how veteran engagement can be a part of the work that you do in VA research. 
Gala True:	We also wanted to acknowledge some of the sources of support for the work that we have been doing. I think it is really amazing that the VA has been supporting this kind of veteran engaged research. I know at times it probably seemed like some of the grants that Alison and I have written and our colleagues have written seemed a little bit outside the box for the VA. I think we are very grateful for the support that there is for this kind of engaged research. I would like to acknowledge a pilot grant from VA HS R&D that led to the current merit award, Communicating Impact of TBI on Community Reintegration through Photovoice. That is the study that I have referred to as an example throughout today. Alison, maybe you want to talk about your studies. 
Alison Hamilton:	Oh sure. I just want to thank QUERI and HS R&D for supporting the work that we are doing around community engagement both in the EMPOWER QUERI and in the Women’s Health Research Network. We are very grateful for the support that we get for thinking a little bit outside the box we hope. We are just trying to advance work in this area, to all the colleagues that are involved in these studies, and the veterans who are involved in these studies for making them stronger because of the community engaged approach that we are using. 
Gala True:	Thanks very much for your attention the past 50 minutes or so. Now we have some time for questions. 
Heidi:	We do have a couple pending questions here. For the audience, please take this opportunity. We have about ten minutes to go through questions. Please use that question screen in Go To Webinar to submit those into us. The first question I have here is what is the relationship between community engaged research and the problem of recruiting subjects for clinical trials? 
Gala True:	Alison, I can take a crack at that and then see if you can add onto that. It is a great question. 
Alison Hamilton:	Yeah sure. 
Gala True:	I think there are a number of ways in which community engaged research can enhance ability to recruit participants for clinical trials. I think one is this issue of trust. Often there can be histories of mistrust in different communities toward research. We have heard a lot from the veterans that we work with about that mistrust of VA research, clinical research, or even kind of more of just neutrality. People cannot really think of why they should participate in research because they do not necessarily understand the connection between the research that is being conducted and then the services or therapeutics that are offered to them. I think community engaged research, whether it is having representatives from the communities where the research is being conducted on an advisory committee. Or it is maybe inviting you to come out and present in locations where potential participants may be. That can help build trust and can help build understanding. In particular it can kind of make it more clear to potential participants why they would want to participate in the research and what will come out of it. What kind of benefits would come out of it for their larger community? That is very motivating for many people. Alison, do you want to add to that at all? 
Alison Hamilton:	Just a little bit because that was a great response and it is a great question. I think that we have seen more recently a bit of a turn in clinical trials to really acknowledge the value of taking a more community engaged approach. This is even if it is not throughout the course of the whole project. There are so many different variations that are possible in community engaged research. Sometimes what I have seen in some studies is that they might find it very difficult to recruit. They are not getting the numbers or the types of people that they want in the trials. Maybe they have several aspects of their recruitment approach that are actually not well grounded in the community that they are interested in. They might take a turn and really turn more to the community to help inform those processes. 
Those are really interesting examples. We can provide some of those if you are interested in the ways that a community engaged research approach can potentially improve the recruitment process for clinical trials. At least inform it if not improve it. 
Gala True:	Yeah, I would just say one more thing. It is that I think that community input can help with thinking through problems not just with recruitment, but maybe with retention, adherence, or responses to maybe measures that are being asked as part of the research. I think that community members have really great insights about how questions are going to be interpreted, how recruitment materials are going to be interpreted, or what kinds of recruitment materials are going to be more compelling to potential participants. I think getting their input on any of those materials can be very helpful for improving recruitment and retention. 
Alison Hamilton:	Yes. Even with the interpretation of maybe ambiguous results, the results might not quite make sense or the significance that you were looking for is not there and you do not really know why. Even if a community engaged approach was not used throughout the project, there is still opportunity even later to go to the community of interest and seek their help in understanding why the results panned out the way they did. There are some really interesting examples of that in the literature too. I mean I think it takes some humility to say we thought we knew what was supposed to happen and we designed it for that to happen. If it did not happen, we need to know why to sort of put hand in hand and go to the community members. We can say can you help us understand this so that the next time we do something like this we might do it a little bit better. 
Gala True:	Exactly. 
Heidi:	Okay, that is great. Thank you. The next question that we have here is what outcomes can be used to measure the success of engaging stakeholders or patients? How do you know that it made a difference outcome measure? 
Alison Hamilton:	Heidi, would you mind just repeating it? You broke up for a minute. Maybe it was only on my phone, but can you just read it again? 
Heidi:	Sure. What outcomes can be used to measure the success of engaging stakeholders or patients? How do you know if it made a difference? 
Alison Hamilton:	I think that Gala and I – please Gala chime in. I think that Gala and I would definitely advocate for mixed methods to get at how an engaged approach made a difference. There are a lot of people who can share with you through qualitative methods that might be quite difficult to measure at least with the existing measures that we have available to us now. Even beyond measure limitations, there are nuances, subtleties, and qualitative experiences that are perhaps best learned through those methods instead of measures. That being said, I think some of the measures that we have identified can really help to look at different constructs. For example, you can use the measure of trust that Gala described. You could look at health outcomes as they did in Ken Wells’ study. You can look at a variety of different levels, constructs, and outcomes using available measures or mixed methods to help understand the success of an engaged process. I think we are still working on that. I do not think that there is a super clear answer. I think this is an evolving area where we are seeing a lot of activity around how we conceptualize and measure outcomes. Gala, do you have things to add?
Gala True:	No. I do not know if I have anything to add to that exactly about the question of measures. I would say that there is a reason that so many people are doing community engaged research. I think that investigators that you talk with and community partners that you talk with will be able to talk about kind of some of those impacts that we said were hard to measure. This is like a research question kind of being refined or becoming more relevant to the community that is part of the study. We have seen a lot of clinical trials that have kind of failed because of things like design issues that were not anticipated by the researchers. I think that even though it is difficult to measure, some of the more important kind of impacts and outcomes of community engaged research is really developing research questions and methods more carefully and thoughtfully, and understanding. I just think of an analogy where if you do not ever administer a questionnaire or a protocol yourself, you only have your research assistant out doing it. Sometimes they will come back to you and say when I administered this measure; the person was talking the whole time and explaining that they were not really answering the questions the way we were asking them. Something about the way the question was worded in this instrument did not make sense to them. They did not know quite how to answer it. 
I think it is very troubling when you are doing research. You kind of think what kind of data am I getting. I think that when you have community engagement in research, you can work out a lot of those problems ahead of time by getting input from people who could actually possibly be participants in the study. It is to be able to say to you this instrument that you are using needs better framing or is really not comprehensible to me. I would not know how to answer these questions. Or I would just rush through them in order to get to the end of it and get on with it. You need that kind of feedback early on in order for your research to really have integrity I think. It is at least helpful. 
Heidi:	That is great. Thank you. The next question that I have here is can using community engaged research address the under-representation of minorities. 
Gala True:	Yeah, I mean I think that is where community engaged research has come from in the first place. It is through communities that have been under-represented in research, are considered hard to reach, or hidden. That is where some of the most long-standing collaborations and community engaged research projects have been rooted for that very reason. What do you think Alison? 
Alison Hamilton:	Yeah, I completely agree. I think there is a really interesting kind of dovetail between community engaged research and disparities research. One of the core issues is being trust. We know that there is a history of mistrust related to a number of different ethical violations and so forth in research particularly among underserved populations. Trust and related construct becomes a really important thread between working with under-represented populations and taking a community engaged approach that may really need to focus on what that historical legacy is in a particular community. It is what their experiences or perceptions of research may be. How a community engaged approach could help to alter that ideally. It is not a quick fix and it takes time to establish trust in any community, whether it is under-served or not. I think it becomes even more important in communities where research was not necessarily conducted in the most ethical ways. 
Acknowledging that history and helping working with and collaborating with community members to identify new ways and new paradigms for research that are more reflective, responsive, transparent, and collaborative. And it is hopefully using some of the instruments that we have shared and others that are out there to really help us. Even the process of collecting that type of data and talking about it in your group is including all the different members, researchers, and the community can be very informative. It can provide direction for where to go next. It is really important I think in this type of work to understand where people are coming from, where the community that you are interested in is coming from in terms of their relationship to research and how they view it. Without knowing that, you cannot really know how we go forward. I think what we know is that we cannot assume that everyone is just going to love the idea of being involved in research right off the bat. It is a process. It takes time, effort, energy, and commitment. 
I just want to add one little point. It is also not linear. There was one point that Gala made about the trust measures and that critical reflective type of trust where it is okay to make mistakes. I think we found in our work that we make mistakes all the time. Establishing trust is really about getting to a place where it is okay for anyone on the team to make mistakes, but to grow and learn from them instead of for them to kind of halt the process. It is getting to a point where you are not going to do everything right all the time, and acknowledging that. Whoever is feeling that way, acknowledge that and working on it as a team is really important. My experience in community engaged research is a lot of back and forth, and up and down. It might be going well one day or one month, and then the next month there are some bumps in the road because people have different expectations.  
Gala True:	The only thing I would add to that probably as well is that from the perspective of the veterans that we work with, they are very clear that by doing community engaged research and engaging them as partners in different ways, they believe that helps us reach veterans who might not otherwise participate in research. They both give us ideas about where to go, recruit, and get the word out about a research study to make sure that we can reach enough women for the study, or reach enough under-represented populations in research. I think maybe within the VA really importantly is reaching veterans who either do not use the VA or perhaps have used the VA and then avoided or abandoned the VA after an initial contact. Veteran engaged research really helps us figure out ways to engage those veterans in the research when it is appropriate and important. I think it has real implications for a lot of the research that we are doing within the VA right now. 
Alison Hamilton:	I think just to highlight Gala’s work; I think there is also a lot to be said for thinking about methods and approaches in your research that might be appealing and a little bit different than what people might typically think of as research. ______ [01:04:31] work, which has also been shared in cyber seminars, is an example of a method that we might not see every day. It is one that really resonated with the veterans that she was collaborating with. It just kind of took research in a different direction that allowed veterans to have voices and share their experiences in different ways. I think that it is also a matter of expanding what we think of in terms of methods and ways that we can be really creative about doing research in a community engaged fashion. 
Heidi:	Okay, that is great. Thank you. We are actually just past the top of the hour here, so we can wrap things up. Alison and Gala, I am not sure if either of you have any last minute remarks that you would like to make before we close the session out. 
Alison Hamilton:	I am dying to know of all the people who answered the polls. I am sure that they are doing lots of community engaged research. We probably know some of you. We probably do not know all of you. I just hope that people will tune into these cyber seminars and other things that we will put out there in terms of the learning collaboratives, so that we can just keep growing and working in this area. I do want to thank HS R&D again for supporting these efforts and really prioritizing veteran engaged research. It is a really exciting turn for us in VAHS R&D, and we are really thrilled to be part of this effort. Gala, do you have closing thoughts? 
Gala True:	No, it is just that I hope that people who listened today and have ideas, thoughts, or questions about measures or the literature will join any kind of discussion that we have. This is whether we do end up having a learning collaborative, which I hope we will. I do think that there is probably a lot of work going on out there that is just kind of in the gray literature right now that we do not know about. I think that the more we can get together and talk about these things, and kind of like I said crowd source, the more we will be able to move this field forward. 
Heidi:	That is great. Thank you to both of you. I really want to thank Alison and Gala for taking the time to prepare and present today. We really appreciate the time that you put into this. For the audience, I am going to close the meeting out in just a moment. When I do that you will be prompted with a feedback form. Please take a few moments to fill that out. We really do read through and appreciate all of your feedback. Again we did record today’s session. We will be sending that link out to everyone who did register for today’s call as soon as that is posted. Thank you everyone for joining us for today’s HS R&D cyber seminar. We look forward to seeing you at a future session. Thank you. 
Alison Hamilton:	Thank you Heidi. 
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