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Unidentified Female:
This is Miho Tanaka. I am the Scientific Program Manager for HSR&D Central Office. I would like to welcome you. Thank you so much for joining today's _____ [00:00:10] Cyber session for Veterans Engagement Cyberseminar series. I just want to talk briefly about the objectives of this Cyberseminar series. This Cyberseminar is meant to provide the research community with the opportunity to learn from the past experience of VA and non-VA patient engagement work. It includes awareness of HSR&D Veterans Engagement Initiative in maintaining an opportunity for continued learning as a dialogue amongst those who are interested in addressing engagement work. 

I think Dr. David Atkins and Dr. Susan Zickmund will be able to explain what we have done in the past year or so. But we would like to continue dialogue and learning. This is meant to be a learning community. We are going to have this _____ [00:01:02] Cyberseminar over the next six months or so. Thank you so much for joining us today. With this, I would like to hand it over to Dr. David Atkins who is a Director of Health Service Research and Development in the Department of Veterans Affairs. Thank you.

Susan Zickmund:
Okay. Thank you Miho. This is Susan. I think I am introducing David just with a few slides beforehand. David, is that is okay?

David Atkins:
Sure.

Susan Zickmund:
Okay, thanks. I am sorry for the little just tad bit of confusion there. I have the scary opportunity to advance the slides. I have just done so. Let me very quickly share some information about the long list of speakers that we have. I am Susan Zickmund. I am the Chair of the Veteran Engagement Workgroup. I stem from the VA Pittsburgh Center for Health Equity Research and Promotion, known as CHIRP. 

Certainly, the next speaker does not need to be introduced. But I will introduce David as well. We all know him certainly as the Director of HSR&D. He will be followed by Sara Knight who is the Co-Chair of the Conceptual Model Subgroup. Sarah is from the Birmingham VA and Medical Center. Next, we have Mark Helfand, who is the Subgroup Chair for the Health Experience Research. He is from the Portland VA Medical Center. 

Then we have Alison Hamilton, who is the Subgroup Chair of the Engagement at the Project Level. She is from the VA Greater Los Angeles Healthcare System. Last but not least is Michael Ho who is the Subgroup Chair for Engagement at the COIN Level. He is from the Eastern Colorado Healthcare System. 

I can say just a few words about our Veteran Engagement Workgroup. We were created by David. He will share more about his vision in a moment. Our charge was specifically to focus on Veteran engagement rather than on other various stakeholders. Also, our goal is really to focus on three topics initially; health experience research and engagement at the proposal level; and the COIN level. 

Then, the fascinating and wonderful group that has come together across this topic. We came to realize that it was also important to really think deeply about the foundations of engagement. We developed a conceptual model subgroup. We have been really working to develop a model specifically trying to understand how to guide VA HSR&D. Then, just a few moments about our dissemination activities before I turn it over to David. Our first opportunity to talk to the VA HSR&D community was at the last conference. We had a panel discussion. Also, our Veteran Engagement Workgroup, the final report was initially issued in October of 2015. That was recently disseminated by CIDER to many members of the HSR&D community. It is widely available. Then we also had, just an amazing experience with a two half day conference. 

The first half day in December of 2015, we had an opportunity to talk to operational partners about the kinds of work on Veteran engagement that they have been doing. How we can best learn. How we can synergistic in moving the agenda forward. 

Then the next day, we had a half day conference where we had an opportunity to share much of what we will share with you now with the COIN directors. Those are our dissemination activities. What I would now like to do is to transition over to David. David, now, why don't you go ahead and take it away?

David Atkins:
Thank you Susan. I just will take a few minutes to set the stage for what we were hoping to do in HSR&D. This discussion really began probably December 2014, when at one of our meetings of our center directors, our COINs, or our research centers. I should say that by the number of people on this Cyberseminar, I am sure we have many people from outside of the VA as well. But we had a discussion with some colleagues from NIH and PCORI to begin the discussion about patient engagement. 

It seems clear that we needed to in some ways catch up with our colleagues but also to take a specific look at issues of Veteran engagement. The reasons are that while as a healthcare system, we have a strong mission to serve the Veteran; and have been spending a lot of time over the past several years thinking about how to put the Veteran patient at the center of the care experience. That voice is often missing from our research endeavors. 

Then Health Services Research really has a responsibility to think about taking the charge to bring more of the voice of the Veteran patient into our research. The problems are that without their knowing their experience; and knowing their values and preferences, the solutions we developed may not meet the needs of the patients. It probably contributes to a feeling among patients and public that they are disconnected from the goals of research both within VA and the larger scientific community. We had the advantage that some other organizations that had jumped in early such as our colleagues at PCORI had begun to demonstrate at least on a compelling anecdotal level. The value of more concerted efforts to bring a patient voice through a more explicit process into the development of research proposals, the assessment of priorities, and even the assessment of which research ought to be funded.

The next slide – 

Susan Zickmund:
Okay.

David Atkins:
As Susan mentioned, we in January convened a workgroup of…. I was amazed at how many ready volunteers we had willing to take the reins. I am indebted to Susan for the energy she brought to shepherding this enthusiastic group. The charge I gave him was pretty simple. I said just I want you to come back after having looked at the various research and various efforts that are underway to incorporate patient input. Make some recommendations to what we could do that would move the ball down the field in terms of incorporating Veteran input into our research. 

The goals were that we wanted to make sure that our research especially that was really focused on interventions at the patient level was designed with that voice incorporated into it. The secondary goal was that if we get research that is more relevant, hopefully it will be more likely to get taken up into practice; and that long after we talk about it between research discovery and research implementation will be shortened. 

Then in this environment, a not trivial secondary goal was to build support from our Veterans and build awareness among our Veterans about all of the research we are doing and restore trust in VA at a time when due to various political and real challenges in the VA it at a nadir. The last slide?

Just, I will conclude and turn it over to Sara Knight. We have already learned the important things. The Veteran engagement work I think will be very relevant as we move forward just in thinking of a larger group of stakeholders in VA research, which include providers, caregivers, and policy makers. Some of our research is more focused on those stakeholders than on patients. But historically, we have done probably a better job at reaching out to those stakeholders often because they are sort of professional colleagues of ours. 

The area where we really had the most room to catch up was input from patients. Then lastly, it is clearly the right thing to do. But at the same time, I think we have an important opportunity to really learn as researchers about how incorporating Veterans' perspective influences the research process. How does it change the questions we ask? The designs we think are appropriate and the outcomes we measure? I was clear that I wanted to figure out how we could do this well. 

I did not want this to be a token advert where we could sort of check a box and say we are doing it without really paying attention to whether we are doing it well enough to actually make a difference on how we work. Then the important thing is to know that the goal – the primary goal here is not to have patients tell us what research to do and to be the ones who prioritize that. But how to make sure that the research we do is of the highest quality and most relevant to them. With that, I will turn it over to Sara Knight. I had the pleasure of working with Sara who is an esteemed qualitative researcher before this when she was in Central Office as the Deputy. I was delighted to have her help lead this process going forward. Sara?

Sara Knight:
Yes, thank you David. I would like to welcome everyone to the Cyberseminar and also thank my conceptual model workgroup member; first, Susan Zickmund, my wonderful co-chair; and Jorie Butler, Alison Hamilton, Sarah Ono, and Jeffrey Whittle, a wonderful group. The next slide – 

Conceptual models are important in terms of providing a representation of important constructs that we work with in research. They make relationships between constructs clear and allow us to lay out our variables and our designs. They provide directionality and help us think about the outcomes of our work. We wanted to do that in terms of understanding how we engage Veterans in research. What to expect in understanding what processes are important. What are long-term and intermediate outcomes? But conceptual model is particularly important in the VA because the VA has already been a pioneer in partnered research especially involving partners who are stakeholders as high level decision makers in our healthcare system. That was really an opportunity that we have that was unique. We have developed that quite extensively. But how will Veterans fit in? That is what we wanted to think about here. Next – 

We needed really something more specific to the VA. A conceptual model that would really start to help us guide stakeholder engagement when the stakeholders are Veterans and when they are other shareholders around the table. We felt that the VA is unique in some ways and really needed a distinct approach to it. There is no prior model that really had developed the constructs or thought through the outcomes that would be involved in Veteran engagement. 

We really wanted a model that would inform our decisions related to Veteran engagement. It would give us all in the field a stronger footing to do it. As we thought about it, what we really wanted to do was to begin to lay out a landscape, a broad landscape of what it is going to look like to bring Veterans to the table. 

This model that I am going to show you is intended to be just that, a landscape; a base model from which other conceptual models may be developed. It is not an action model to give you the steps on how to do it. But it is not an evaluation model. But it is really a model that will help you, we hope, to visualize what needs to be at this table. Next – 

Here you see the table and how we laid it out. The Veteran is at the top of the table. You see some of our other partners around the table, our organizational decision makers that we are already familiar with working with. Many of us also have engaged health professionals, clinicians in our research. There is the researcher. These are main players around the table. But we are bringing the Veteran into this mix. We want to acknowledge that. 

We also want to acknowledge when you look at the bottom left. There are other potential partners that David aptly mentioned; caregivers, family members, loved ones. Other administrators not at the highest level; but other people who are administrators working alongside health professionals and Veterans. We have Veteran service organizations. There are many others that could be brought in. We realize that the roles of all the partners may vary depending on the particular context of the engagement. If it is engagement with a project, you might have some of these partners and not others. If it is a center, you might have some partners and not others. 

Now, the heart, at the heart of this are the engagement processes. We assume that when we bring Veterans to the table, it is going to change the dynamic. We think that there are a number of processes that are really important in this dynamic. As Veterans come to the able, all of the partners and the researchers will engage in some adaptive processes. Some of these other partners like the organizational decision makers and the health professionals may already have research experience that some of our Veterans' partners may not. 

There will need to be some adaptation, training, or ways of helping to address this change in the mix. As this process gets growing, there is going to be collaborations. These are collaborations that we have not really experienced before because it will involve Veterans. It may involve Veterans caregivers, and yet others. We would expect that these collaborative processes will be really key. In addition that there will be generative processes that will be extremely important as a group. They will start to create something that is more than the sum of the cards. We have in the upper left, mutually reinforcing experiences that we expect to occur. These are more process consideration where research is going to start to matter more to Veterans. All partners are going to get a different type of information once the Veterans enter this_____ [00:17:42]. We hope that will again further accelerate translation and that there will be a virtual cycle where positive results will lead to more positive results. That remains to see. But this is what we would propose. 

Then there are going to be two other types of outcomes that I want to mention. There will be outcomes directly for research that we picture increased attention to Veteran experience and their importance in the Health Services Research. More Veteran input into our projects and increased Veteran engagement, and involvement, and center management goals, and activities; but, there were also the outcomes for the learning healthcare system.

I just want to highlight a couple. We really see this as leading research into a phase where our work will have much greater relevance to the needs of Veterans. I think David really very accurately described what to expect in this regard. We also expect that this as a part of learning healthcare system will lead to improved Veterans health outcomes. The next slide – 

I have described a visual representation of the table among which we are going to engage and the heart of the matter of these processes. I would like to describe even a broader context, very briefly. I am going to go through the next three slides. These almost are a checklist of things you ought to be considering when you put together Veterans who are engaged in your research or in your center. 

You think about the environment. What are VA priorities? That would inform it. What kind of funding is available through all of this? Because the school has some costs. What are the structures? What are the mechanisms for engagement? What resources do you have available? Particularly, if you wanted a national group of Veterans to inform your COIN, how would you do that? What technology is available? The next slide – 

Another thing in your checklist should be consideration of partner characteristics. Are they available? What is their interest? What is their expertise and knowledge? There may need to be training that helps bring everyone fully up to speed that is around the table. What level of experience do they already have in partnerships and community groups, and other kinds of research partnerships? What are their leadership experiences as well? You might even provide more of those leadership experiences for our Veterans to help them better engage. The next slide and this is my final slide. Then we want to think about what are the facilitators? Are there events in the Veteran community that we can take advantage of such as a call for action about research? 

We also hope that we are going to be building collaborative tools. But we ought to also make use of the collaborative that are available in the environment? What are positive examples and resources in the Veterans' community that we want to make people aware of? I think as we get involved in this, we will be excited to share these positive examples. Thank you very much. I would like to turn it over to our next speaker, Mark Helfand. 

Susan Zickmund:
Great, thank you so much, Sara. Mark?

Mark Helfand:
Yes, hello. Is the sound good?

Susan Zickmund:
Yes, it is. It is excellent here.

Mark Helfand:
Thank you. In a few months, we will have (audio gap) _____ [00:21:39] health experiences research. I will try to be brief today. The HSR&D's approach that you are hearing about today, their approach to engagement differs from those of other research organizations. Because we place the high value on health experiences research. We consider the Veterans to be the experts, the cultural – as cultural interpreters who bring more to the table than their individual experiences. Incorporating the Veteran's voice in research is now considered an essential component of a broad range of clinical and Health Services Research programs. Slide – 

But there is limited evidence on how to do this effective. Researchers frequently find it difficult to incorporate patient perspectives, values, and preferences into projects in a meaningful way. As the VA strives to become a leader in patients that are care, VA based researchers and clinicians will increasingly want and need access to the voice of the Veterans and their families as well as models for how to effectively integrate this information into research. Moreover in other non-VA settings, making engagement in the patient's voice requirements had led to some unforeseen consequences. The next slide – 

I mean, an essential component of patient centered research has been effectively incorporated in the patient's voice. But patient engagement in the healthcare research comes at a cost and become tokenistic according to a systematic review conducted for PCORI, actually for the PCORI methodology committee some time ago when the committee was developing standards regarding patient centeredness and engagement. It comes through the cost and becomes tokenistic. 

Some of the challenge that I am sure you are all familiar with, the additional time and resource required; obtaining representative samples of patients or older alliance in one or two more vocal individuals whereas the experience of those who are uncomfortable in committees or focus groups are forgotten. Finally many researchers lack the skills needed to get information about health experiences or to integrate it into research effectively. Our group, our workgroup took up the issue of the relationship of health experience research and engagement. The next slide – 

We identified two roles of health experiences research in the context of engagement. First, health experiences research can inform and advance the patient engagements. We will return to this point momentarily when we discuss the proposed health experience research and repository. Second, health experience research is itself a form of engagement. In particular, for Veterans who are not comfortable with the means we usually offer them, focus groups, and committee membership or surveys. 

Telling one's story is an opportunity to benefit other Veterans and to have a voice in the research in a way they are comfortable with. Now, one of the sad things about all of the qualitative research we have done with Veterans is that nearly all of it is unavailable to other researchers. While we have long seen the value of data repositories for quantitative data, we have missed the opportunities to do the same with transcripts and videos of patient – of Veteran stories; and ethnographic studies and other qualitative data. We are proposing a repository of health experience research. The next slide – 

The repository incorporates Veterans perspective in a way that can assist the development of research questions and the design and studies, including identifying patient important outcomes. It should enhance, inform and enhance other avenues of engagement. We discussed what is included in this repository. While our focus has been on narratives or stories, a wide variety of kinds of qualitative data can be included in this. We discussed the IRB and other issues around this; which if I have time, I will say a brief about. I certain would say more about it in the summer. We hope the repository will change the dynamic that Sarah and I spoke about. 

One of our group members, a Veteran said that, quote – If you are one of the few people speaking for Veterans on a research project or committee; and if you have the repository behind you. You have had access to it. You are familiar with it. You not only have a broader representation of the voices of Veterans, you are also representing people who do not will not have the persistence, and the same opportunity to speak. All of that to give you much greater power in whatever group you are advising. 

A minimum expectation might be that researchers have at least some familiarity with the existing health experience research data when designing their new research. We did not invent this idea. In the U.K., a group at Oxford has been conducting this kind of research for 15 years with a repository. They have incorporated two principles we think apply to the VA. We started a U.S. branch of this work – the next slide – called health – the next slide, yeah – called HealthExperiencesUSA dot org, which you cannot get access on your VA computers. But you can on the outside. A term there, _____ [00:27:35] is something, a strange word. But you can use it to sort of find HealthTalk dot org, the U.K. site. 

But the principles are what is important here. First, let us bring the widest possible range of experiences of the condition or service to the table. Second, let us not lose that experience after a particular study ends. I do want to try to finish up quickly. But, I want to reemphasize this point. Our aim is to represent the broadest possible range of perspectives based on thorough research and to present those narrative and others in ways that are most likely to facilitate secondary uses of the information including its uses as a supplement to other forms of engagement. 

As we will discuss in detail in this summer, the Oxford Group has a track record of using the results of their health experience research, not only to inform other kind of research, but also a health system redesign, the clinical teaching, and many other applications demonstrating the value of the repository idea. Final slide – all I want to say about the IRB and CIO issues involved in doing research like this is that we made, I think, great progress in the past year. 

The key points are that data access is as important for qualitative research as it is for quantitative. Second, very often, Veterans' reasons for participation for telling their story include helping other Veterans. You cannot do that unless you have – you preserve in some way what they have said. Finally, Veterans control the use of their identifiable images, voices, and locations throughout the process and beyond. Thank you.

Susan Zickmund:
Okay, great, thank you so much, Mark. Okay, let us make a transition to Alison.

Alison Hamilton:
Thank you Susan. Thank you everyone for joining us this morning. I would like to acknowledge the workgroup members. Our workgroup contains four Veterans. It has been extremely lively and working really hard on a project level engagement issues. I thank them all for their efforts. The next slide, please.

The goal of our project level subgroup has been to develop guidelines and recommendations for HSR&D regarding Veteran engagement and research at the project level. By that, I mean proposals, guidance for reviewers who are examining our proposals, and also training on engagement for both investigators and Veterans. The next slide – 

Some of the work that we have been doing has been around developing guidance for investigators and HSR&D proposals. I think one of the things that we have worked on the most is this idea of the flexibility that is necessary in order to incorporate an engaged perspective in one's work. We don't want to be overly prescriptive. Yet, we know that people want to learn more about how to do good engaged research. That can be realized in a number of ways. 

Many people have conceptualized engagement in a phased approach; and maybe have selected different phases in which to highlight engagement. For example, engagement could occur in a planning phase. Some of the guidance that we have been working on is around perhaps designed. How could Veterans be involved in the design approach? They could inform research questions. We would want to examine how input was obtained. Also, how do we know that our research is important to Veterans?

Unidentified Female:
Hi, Alison, I am sorry to interrupt. We had a request for people to speak up just a little bit.

Alison Hamilton:
I hope. Does this help?

Susan Zickmund:
Yes.

Unidentified Female:
Yeah, thank you.

Alison Hamilton:
Okay, great, thank you. There are also possibilities for engagement at the stage of development. For example, Veterans can be involved in informing data collection instruments. The next slide – 

Alison Hamilton:
Then in terms of executing and disseminating, Veterans can be involved in these phases as well. They can be involved in all phases, whatever is appropriate for the project. In terms of execution and implementation, Veterans' perspective, input, and efforts can be involved in the actual execution of the project. Then at the dissemination phase, Veterans can support the production and dissemination of findings to a variety of communities and constituencies. 

These are very minimal examples. There are many more examples available to us as Dr. Atkins mentioned. Many other organizations that have been following along parallel lines. We do have extensive guidance available to us. But also wanted to as Susan mentioned, sort of VA adds the guidance that we developed for our HSR&D community. The next slide – 

Some of the considerations that we wanted to really highlight across phases include what PCORI has conceptualized as core engagement principles and you saw these reflected in Sara's description of our conceptual model. That these engagement principles include things like reciprocal relationships, co-learning, partnership, trust, transparency and honesty. One of the questions that we want to be considered across phases is how 

Veterans have been identified and selected for the particular research project and the thought that goes into that selection process. What types of orientation or training Veterans will receive for the roles that they will play in the research. Also, issues of compensation; so, will Veterans be compensated for their contributions? How will that be determined? How would it be dispersed? These are some issues that definitely run up against the parameters that we have within our federal system. We will be exploring these issues more in upcoming Cyberseminars. The next slide – 

I wanted to just run quickly through some of the subgroup recommendations that we have made, highlighting ones that we are currently working on, and others that are under consideration for the future. Today's event is the first in an effort to provide training to HSR&D investigators on Veteran engagement and research. We want to also discuss measurement issues, which is coming up in May. 

As Dr. Atkins mentioned, we really want to understand how engagement means doing research differently and makes a paradigm shift. Also, look at the impact of engaged research on investigators' careers. As you can see, HSR&D has moved forward on this recommendation by setting up the Cyberseminar miniseries. The next slide – 

Now, other recommendations that we have made are currently under consideration. They involve more than they might seem at first. We really need to explore the recommendations. HSR&D is exploring them, and also implications of what some of these recommendations might entail. For example, one of the recommendations that we have made was to potentially considering have some type of Veteran engagement section in RFAs, or at least maybe some explicit language around requesting a Veteran engagement component or understanding the ways in which Veterans would be engaged in the project. That would by necessity entail training of reviewers in order to be able to assess the strengths and weaknesses of the engagement plan. The next slide – 

Under consideration for Fiscal Year '17 and beyond, of course, contingent on budget availability and a number of other considerations, we have discussed inclusion of Veterans on review panels. Again with a very careful evaluation of how that type of engagement affects the processes on the panel. 

We have also talked about potentially developing Veteran panels that would assist investigators, leaders, and administrators in engaging Veterans in a more streamlined way. Again, very carefully considering the composition of panels; so, I think the theme of the project level subgroup has really been not taking on any of these efforts lightly or without extremely careful consideration and thought. Really trying to do it right and to do it appropriately. The next slide – 

Also, under consideration for the future is the development of an RFA that is specific to Veteran engagement. Also, further developing training content, and providing training for investigators, reviewers, and Veterans; and potentially organizing a special session at the next HSR&D national meeting. Next, I think it brings us to Mike, yes. Okay, Mike, it is your turn. Thank you.

Susan Zickmund:
Thank you Alison. Welcome Mike.

Michael Ho:
Great, thank you. I will be talking about Veteran engagement at the HSR&D Center level. I just wanted to thank our workgroup members, which included JoAnn Kirchner, Jennifer Gierisch, Bryan Gibson, Carmen Corsetti, Sarah Ono, Kelty Fehling, Ian Smith, and Carolyn Ray. The next slide – 

Our workgroup objectives were to provide guidance on developing a Veteran Advisory Group for research centers, and more specifically are charged with to assess how Centers are currently engaging Veterans in research at the Center level. Then to inform best practices for how to engage Veterans in research. Today, I will provide an example of how we have done it in Denver. The next slide – 

As part of the initial assessment, we sent out a survey that was sent to Center directors of COINs, GRECCs, QUERI centers, MIRECCs, and other research centers in the VA. As you can see from this survey in the fall, a number of the research centers in the VA had Veterans engaged at the Center level in research activities. 

Of those that responded that they were in the process, about 60 percent said that they were actively planning. About 40 percent recorded that they were ready to implement such a group in the next three to six months. Of those that said, no, almost a quarter said that they had not considered the possibility; and about a quarter said that they did not have the time. There was quite a breadth of responses to the survey. The next slide – 

Now, I will talk a little bit about the process that we undertook in Denver to establish a Veteran Engagement Board for our COIN. As you can see in this schematic, there are really kind of two main steps. The first step was to conceptualize the process. In Denver, we developed our Veteran Engagement Board with our MIRECC so that we had leads from the MIRECC, which was Leah Wendleton and a lead from our COIN, which was Kelty Fehling. I will briefly go through the process. Then kind of the other big step was identifying the right regulatory requirements at our local facility in which to start this process. The next slide – 

The next is just an example of how we conceptualize the process. We stated our goal which was in order to promote patient centered research and translation of research findings into practice and community settings, the COIN and the MIRECC would engage a group of Veteran stakeholders in the form of an ongoing Veteran Advisory Board. Involvement will span the research process from topic generation to dissemination and implementation of the results. 

Leah and Kelty led this process in terms of doing a lot of research to find out different engagement and stakeholder models. They spoke with people from our local VA; as well as other VAs, our local affiliate academic institutions; as well as Kaiser to get a sense of what our academic partners – what their experiences were in terms of patient engagement, and stakeholder engagement, and community based participatory research. In addition, we have presented this idea to our R&D committee as well as to our local voice for the Veterans Council. As well as then getting an MOU signed with our medical center director. The next slide – 

The next step is we recruited Veterans. We used a lot of recruiting material that do our voluntary services and through a mental health council that we had locally. Twelve candidates were interviewed over a three month period. In terms of the selection process, we talked to the Veterans about their interest, and knowledge, and research interests or personal experiences with our two Centers' mission in terms of what the COIN and MIRECC missions were. Their history of participating on Boards or other groups, or councils. Then finally nine Veterans were selected from the process. On the next slide….

Unidentified Female:
Mike, I am sorry, Mike, to interrupt. We are getting some questions on what is a COIN. What is MIRECC?

Michael Ho:
Sure, the COIN is a Center of Innovation, which is an HSR&D funded Health Services Research center. The MIRECC is a center that is focused on mental health. It has research, clinical, and an educational component. It starts with a VA acronym. In terms of – next slide – these are the demographics of the nine members that were selected as part of our initial Vet Advisory Board. As you can see, it is a diverse group of Veterans of different gender, racial, and ethnic backgrounds from different service areas, and then with different health conditions. The next slide – 

As part of the startup process, both COIN and MIRECC investigators underwent an extensive training in terms of helping them understand the concepts of the community engagement and partnerships. We went over with them, their research review process, and the different models of the community engagement. In addition, the Veterans also went through an extensive orientation process where we had people come in to talk to them about research, kind of the research review process; again, different models of community engagement. Both groups underwent this orientation. Then, kind of how does our process work? The next slide – is that we have a Veteran Advisory Board meeting each month. Investigators both from the COIN and MIRECC can sign up. 

She would present to the Vet Advisory Board. We ask that the investigators submit material one month in advance so that we could provide those materials to the Veterans on their Advisory Board so that they can review the material prior to the meeting. We have had this. This has been ongoing for the past year in Denver. It has gone relatively pretty smoothly during this time. 

I know my time is coming up. I will be brief about this. People who are interested can contact me or Kelty in Denver about any of the slides after this. As part of the engagement process, we have also developed an evaluation plan where Veterans will be surveyed after the meeting about their perceptions of how the meeting went. Then investigators have also been surveyed about a week after the meeting about their impressions of the process. How they have modified their research based on these suggestions from the Vet Advisory Board. The next slide – 

That is just the evaluation process, the next slide – 

These are just some initial results about our evaluation. The next slide, Susan – were as you can see, we – one slide forward, sorry. We have asked Veterans about their opinions after the presentation. As you can see, this is on the Likert scale. Some of the questions that we have asked the Veterans are do you feel comfortable about sharing your opinions honestly? How have you understood the research that was presented? How do you feel about whether power is being shared equally in the group? In general, we have received really good feedback from the Veterans. The next slide – 

This is just some of the initial results from feedback from the investigators. In general, they have felt that their interactions with the group have been helpful. They have modified on their research in response to the feedback that they received. In particular, it is more about clarifying recruitment, and enrollment procedures, and documentation; and then personalizing, and simplifying the intervention material. With that, I will stop there. I think it is Q&A time, Susan.

Susan Zickmund:
We actually had one poll. Thanks so much, Mike. That is always extremely interesting and helpful. We do have a poll. Heidi, would you like to be the person to describe it? Or, would you like me to?

Unidentified Female:
I am happy to. We just have a poll here. We are wondering how likely you would be to join a Veteran engagement learning collaborative? Just so you know, I do get the information on the back end, if you would definitely join or probably join. I will be passing that information along to this group here. You will not need to send anything additional. I will have that information. 

Our options here – I would definitely join. I would probably join. I would join sessions occasionally. Or, I would not join. I definitely see some responses coming in. We will leave this up for just a few more moments before we close it out and move on to Q&A.

Susan Zickmund:
Okay. Alright, and again, Heidi, I think you will be the person organizing that. Also, just we recognize there are many individuals on the phone. Typically these Cyberseminars will end at the top of the hour. Several of us are able to stay on later. I believe Heidi is also able. I do not want to speak for you – but stay on later as well. If you have questions and you are able to stay on. You want to listen further to see if your question is asked. We are here as long as you need.

Unidentified Female:
Or, we are also recording the session. All of the questions we go through will be available on that recording. Or, we will also have the session transcribed. That usually takes a couple of weeks. But we will get that up on the website. You will be able to read through any of the question and responses out there. We do make those available. If you do have to get off of the line, we will still try to get through your questions. It looks like – 

David Atkins:
Can I just –?

Unidentified Female:
Yeah.

David Atkins:
I am sorry. This is Dave Atkins. I just want to jump in. Susan and Sarah made a nice presentation of the things that are under consideration. I just want to be clear that we have not made any commitment on those things that are quote, under consideration, such as incorporating Veterans on review panels. 

We recognize there are lots of steps required to do that. There are implications which are across services. In terms of which of those recommendations we are moving forward with, I think that as Susan indicated, the activities to build up better engagement at the Center level and within the _____ [00:50:05] projects are those things that we started already. Thanks.

Susan Zickmund:
Thanks David. Alison shared with me that there is additional information. We can continue to show of the concluding statements and also about the upcoming Veteran Engagement seminars. Miho put together a really excellent lineup. We are extremely excited about this. There is some information there. Then obviously we are open for questions.

Unidentified Female:
Alright, and Susan could you actually go back to the previous screen? We just had…. No, the one with the upcoming sessions. I think it is in the _____ [00:50:44].

Susan Zickmund:
Sure, yeah, right there. 

Unidentified Female:
I have the poll open. I just want to leave this up for a little bit. The link there unfortunately, it is not a live link. People would need to type that in. Let us just leave that up for a little bit in case people are looking to register for those sessions. While we are doing that, we will get started on the questions. The first one here. Do Veterans with PTSD, TBI, or _____ [00:51:08] like being the center of focus? Or, do they prefer to not be – like get the services they need without that focus?

Susan Zickmund:
Anybody who would like to take that?

Mark Helfand:
This is Mark Helfand. I did not mention it, but our first health experience research project in this program is with Veterans who have had traumatic brain injury; and either are or have tried to reintegrate into society. I do not want to sort of give a premature answer to the question. But I would say is as I said earlier; they want to tell their stories. They want other Veterans to benefit from them. It does not mean they necessarily want to be on committees or in a sort of public face, or interact directly with research projects. 

But one of the things that sort of came out of the experience of the U.K. program is that this participation in this kind of thing starting with hearing your story, telling your life story can be a pathway to becoming engaged in other ways. I would say also that the other research project in the U.S., the health program that I mentioned is for young adults with depression, not necessarily Veterans, but young adults with depression. 

Another group who may sort of, kind of, shun certain kinds of interactions but who have been…. Well, I think in the spring, you will see the results of that. Because those will become public sometime in the spring or early summer. I would say the jury is out on part of the question. But that at least participation in the health experience's side might be an avenue for people who otherwise might not participate. 

Susan Zickmund:
Right. I think that is important. Just briefly, I would – it is Susan here. I would say that I focus a lot of my research on stigmatizing conditions with Veterans. I would say that what is important, it is unknown. But it is important to ask. Because we might be presuming – well in my case, stigma, or PTSD, or any other conditions means that somebody would not want to participate in these, say research councils, or having an active profile. But we can be very surprised. There is always something wonderful about being asked as we all personally know. Any other comments from other folks on the call? Okay, Heidi, go to the next question?

Unidentified Female:
I actually have a very long comment. It is actually really long. I just want to get it off my screen here. I am going to go through it here. 

Susan Zickmund:
Okay.

Unidentified Female:
The first comment came in at the end of Mark's talk. That is just so that everyone has a context here. While there is not a lot of information regarding use voice of the patient for research, there is a ton of it out there on how to access it in general. You will have to extrapolate, but it should be very doable. Specifically, there are many papers about training patient and family members to participate and council patient and executive. 

You could use those type of training modules as a base training for your research participant specializing for your own purpose, of course. Also, the voluntary service literature is teaming with material about building trust, transparency, et cetera with their patients or stakeholders. That is their bread and butter. They wrote about it regularly. Public affairs professionals are also obsessed with developing or engaging stakeholders as well. They write about it a lot.

Susan Zickmund:
Okay, very interesting and very helpful. 

Unidentified Female:
The next question I have here. I am wondering if this will consider qualitative measures such as phenomenological, hermeneutic, or heuristic analyses. 

Susan Zickmund:
Interesting, Alison, are you on the phone? Can you comment? 

Alison Hamilton:
Yeah, I on the phone. I am guessing that refers to Mark, your piece actually. I would imagine that those analytic approaches would be extremely relevant to the patient experiences and health experiences data. But Mark, did you want to comment on that more?

Mark Helfand:
Well, I guess not to – I cannot comment in too much detail. All I can say as I said before is that there is just a very wide range of kinds of analyses and sources of information beyond what we may do in a particular program of health experience research. I think one of the things that I feel we got when we were talking with our workgroup. We should find a way. Of course, we have to define inclusion criteria for what is and is not in a repository. Of course, there may be examples of research, or journalism, or web based sort of testimonials that seem right for it. Others that seems sort of promotional or just trying to get viewpoint along. But as far as a methodologic basis for it, that is should be very broad. That should include a lot of different methodologies.

Susan Zickmund:
I can say just…. Go ahead, Alison – real quickly, yeah.

Alison Hamilton:
No. I was just going to comment on the previous comment. Go ahead.

Susan Zickmund:
Okay, just real quickly, Alison and I are both self-defined as qualitative researchers. It is very exciting. Because it may open the HSR&D field up to multiple different types of methods that we do not see as frequently such as phenomenology, hermeneutic. Photovoice is something that a good colleague of ours on the Veteran Engagement Group, Gala True has been using quite effectively. That seems like a very exciting result of focusing on the research that Mark is talking about. Alison, go ahead.

Alison Hamilton:
Yes, thank you Susan. I just wanted to go back to the previous comment and just mention that we have tried as much as possible to access and be aware of many different literatures and materials, and resources that out there. I just wanted to reassure folks that were not trying to reinvent the wheel by any means. 

Susan Zickmund:
Right. 

Alison Hamilton:
But rather, build on the work of these many institutions, and of the literature that is available. Really just I think the spin that was reflected in the conceptual model that Sarah presented is what – how does work within VA HSR&D? How does it work with Veterans? What are the particular considerations that we need to make in that context; but definitely building on the outstanding work that has been done by many other groups and institutions.

Susan Zickmund:
Great. Okay, Heidi, other questions?

Unidentified Female:
Yes, the next question here. How do you define health experiences research?

Susan Zickmund:
I think I know who needs to answer that one. Mark, are you still there?

Mark Helfand:
Yes, sure. It is research to understand people's experience with illness and with care, with healthcare through as we have just said, a variety of methodologies including in depth interviews, storytelling, focus groups, surveys, and other methods. But the emphasis that I was sorry giving in the talk or thinking of in the talk is more from narratives. Although broadly speaking many other kinds of first-hand information from people who have experienced illness, caregiving for illness, or interacted with healthcare or health systems. That is what health experiences research is.

Susan Zickmund:
Okay, great, Heidi?

Unidentified Female:
Yes. The next question here. I am concerned about using a small sample of Veterans' opinion to represent these huge and varied Veteran population. Do you anticipate that researchers may stop engaging real Veterans when their projects are constrained such as by their budget, if they have repository information at their disposal?

Susan Zickmund:
Mark, we definitely need to hear from you. But I will add one aspect. I mean, I think we all embrace the notion of opening the table up to as many Veterans as is feasible at COIN level, and at the project level. If we move forward in a robust approach to Veteran Engagement developing at the COIN. 

If we really showed the value of Veteran Engagement at the project level; and we have an access to repositories, it seems that there would be a wealth of communication, and different types of commission that would be occurring so that it would not have to be the are we going to do one versus another. We have an opportunity to have a lot of different types of engagement depending on the need of the investigators. That is what I would say. Others? Mark, you definitely should chime in on this.

Mark Helfand:
Yes. Well, I certainly hope not. I feel like the purpose is to empower those who choose to participate in other ways at the project level. Not just empower in terms of giving credibility to health experience research, but in developing expertise and being translators of other people's experience for the benefit of the rest of the group who are have not experienced being a Veteran or a sort of healthcare at the VA. I think that the history would say that it should not do that. 

The analogy I make is that if you want to make let's say a clinical practice guideline. Somebody goes and does the systematic review and captures what evidence there already is. But that does not keep people from participating. It just tells them what is already known or what is already out there for them to interpret. I hope that is a useful analogy to bring together what the experience research is rather than one without it. It should boost rather than inhibit participation at the COIN level and in research projects.

Susan Zickmund:
Okay, Heidi. Would you like to go to the next question?

Unidentified Female:
Certainly, the next question, Alison mentioned that Veterans can be engaged in informing data collection instruments. Can she speak more to how they were involved in that?

Alison Hamilton:
This is Alison. I mean, I have gathered several examples. People keep sharing different examples of how to build out this. For example, if you are developing an interview guide or a survey. Sometimes we might have a cognitive interviewing process where you have people who are familiar with the issue go through the guide or the data selection instrument. Let you know if the questions that you're asking on target. If they are appropriately framed or phrased? 

You can get patient or Veteran feedback on the type of questions that are asked before you ask them to make sure that they resonate with Veterans. Again, that the appropriate language is being used. You can also with data collection instruments; or, it might be a matter of getting feedback on your ideas or an intervention, or for a particular care model. That can be done with a number of different methods. 

Even recruitment materials, those could be reviewed by Veterans or by a Veterans' panels or councils to give you information about the relevance of those materials. The extent to which they feel that those materials might reach the populations that are of interest. There are kind of endless possibilities with the type of feedback that you can seek. That would be a benefit in terms of guiding the data collection or even recruitment processes. 

Susan Zickmund:
Okay. I can also – Susan here – share that I'm the stakeholder engagement person or sort of the designated person at the University of Pittsburgh for PCORI. PCORI has moved in this direction now quite some time ago. I have had many experiences developing what I would call community discussions to work with investigators on their specific aims, choosing outcomes, choosing survey measures. 

Also, across the country in PCORI, and I believe also in NIH, and beyond; particularly for patient reported outcomes, there is _____ [01:05:40] promise measures, which are highlighted at PCORI, but also coming out of NIH. There is a strong tradition of asking patients about their preferences related to what information is key that they would like their providers to have. How do they understand this particular question; open-ended responses, dialogue back and forth? There is a long history of doing this kind of research in the VA. I mean, I think we want to emphasize that this type of research has been ongoing. But even in a formalized context such as PCORI. I think it is a model that works in my experience, very well.

Alison Hamilton:
Just one more comment about data collection instruments. Not only can you get, and seek, and obtain Veterans' feedback on the data collections instruments in terms of content, but also in terms of burden. Getting a sense of whether the amount of questions you want to ask; the length of the data collection effort would be palatable. Just getting perspectives and feedback on that can also be really useful.

Susan Zickmund:
Great, okay, Heidi, the next question?

Unidentified Female:
Yes, the next question here. I'm wondering if you plan to hold a webinar, tutorial, or other guidance on navigating these Federal Advisory Committee _____ [01:07:06] as Veteran Engagement panels develop? We have this question from HSR&D researchers and non-HSR&D researchers. 

Susan Zickmund:
Okay. Unfortunately, I just got a text that Mike has left the panel. Mike, and Kelty, and also our Veteran Engagement Workgroup member Sarah Ono in Portland, they have a lot of experience on this. But the members who are remaining, Mark, and Alison, anything you would like to comment on this?

Alison Hamilton:
I think it is going to be covered in their upcoming Cyberseminar next month. 

Susan Zickmund:
I agree.

Alison Hamilton:
In our report, we also have – I believe there is guidance in the report, Susan?

Susan Zickmund:
There is. There is. 

Alison Hamilton:
The report, yeah…. I am not in _____ [01:07:53.

Susan Zickmund:
The _____ [01:07:53] group….

Alison Hamilton:
I do not want to take advantage of it.

Susan Zickmund:
Yeah, right. Hopefully everyone has received, or the majority of the folks on the call, certainly the HSR&D participants or members have received the e-mail from CIDER with the full Veteran Engagement report. I am happy to have you. You can contact Heidi or contact me. We can share that report, if somehow you do not have access to the link. But I agree with Alison. I think there is a lot of step by step approaches to help address that. We have talked extensively, and particularly in that subgroup and on the larger call about the importance of that. Somehow too, suggestion to really make everything work out.

Alison Hamilton:
Maybe Susan, we can add the link to the final report to the slide set that gets posted. Or, Heidi, do you think that is possible?

Susan Zickmund:
I think that is an excellent idea. That is a wonderful idea.

Unidentified Female:
The link, it does exist on the VA Intranet only. You would need to _____ [01:09:02] network.

Susan Zickmund:
That is what I am thinking.

Unidentified Female:
Yeah.

Susan Zickmund:
Okay. 

Unidentified Female:
If you are outside the VA, you would need to e-mail one of us. We will see if we can get that information to you.

Susan Zickmund:
We can also make certain that we are authorized to do so. That is of course, always prudent. Okay, the next question?

Unidentified Female:
The next question here. What was the representation among Veterans who were officers versus enlisted?

Alison Hamilton:
I do not know if that is specific to our workgroup, or?

Susan Zickmund:
I think that might be related to Mike's membership.

Alison Hamilton:
It is COIN?

Susan Zickmund:
Yes. We have branch. I think that information – I do not remember. I do not want to – I am mastering the screen here. I do not want to bring up a document. I do not know if that specific information was in the final report. However, if you e-mail – I believe Mike did. In fact, I know. He has provided not only his e-mail, which is available through Outlook. But for those individuals outside of the VA, Kelty would definitely know. Kelty was the point person for that survey. I advanced to the slide with her VA e-mail.

Alison Hamilton:
Susan, can I bring up a related point about that?

Susan Zickmund:
Yes.

Alison Hamilton:
This is Alison. I just wanted to mention in the work that I am doing with women Veterans, it is actually through engagement with women Veterans that I learned more of the importance of understanding enlisted versus the officer status in my own research. It was a gap that I was not extremely pleased that they pointed out to me. I have been much more attentive to since they have described the importance of asking about that. 

Susan Zickmund:
Okay.

Alison Hamilton:
I mean, I feel a little embarrassed to say it. Because I feel like it is something I should have known. But on the other hand it was not something that I knew. It was by talking with Veterans about the work that I was doing that I learned of that importance. It has informed my work from that point on. It is just a really small example of how talking to Veterans about what you are doing and what you are asking. You will also learn what you are not asking that might be quite important to ask.

Susan Zickmund:
Really important, so thanks. Heidi, the next question.

Unidentified Female:
We have a couple of questions about Denver here. 

Susan Zickmund:
Okay.

Unidentified Female:
I will ask_____ [01:11:37]….

Susan Zickmund:
Okay. Well, we will try.

Unidentified Female:
– You have a good answer._____ [01:11:39]….

Susan Zickmund:
We will do as well as we can. 

Unidentified Female:
How did Denver recruit Veterans? Where or how did they disseminate the call for Veterans? In the next one here, how much do you pay Veterans for participating in the Denver proposal review meeting? How do you reimburse them for travel expenses?

Susan Zickmund:
Those are excellent questions. I can share in addition to see Kelty's e-mail there. In our report, the COIN engagement subgroup has a very lengthy section and very detailed information not only from Denver. Alison correct me, if I am wrong. But there is, I believe – Portland also has a specific budget in addition to Denver that it costs to do Veteran Engagement. I believe the final draft included the Ann Arbor VA that has a very well defined process for Veteran Engagement at the COIN level. Those COINs that applied for supplemental funds, and who may be receiving them, I think those materials you will find will be a fabulous outline for starting that process.

Alison anything more that you have, or Mark?

Alison Hamilton:
Just to encourage folks – 

Susan Zickmund:
– If you are on the call.

Alison Hamilton:
Just to encourage folks to tune to the Cyberseminar next month. Because the presenters will have all of this information and more. They have been working on it really hard and learning – 

Susan Zickmund:
Yeah.

Alison Hamilton:
– From many different points about their efforts. There are a lot of different examples. I think the one thing that I had learned from what they shared with us is just the variety of ways that one can go about setting a group like this up. There is not for one size fits all approach. It would be really great in April to hear different examples and ways of handling the FACA regulations, and the compensation issues, the frequency of meetings. All of that will be covered in their Cyberseminar.

Susan Zickmund:
That is a really great point. What we can do also is that Heidi, when you share these questions with us, we can make certain that Kelty and Sarah know about the questions going in?

Unidentified Female:
It sounds good. The next question we have here. Were the Veteran members non-VA employees?
Susan Zickmund:
That is an excellent question. Let me see if there is…. I mean, I know that we have had a lot of conversation about the importance of reaching out beyond VA. VA employees, and also especially reaching out beyond Veteran researchers. I cannot speak the experiences at Denver. Also, I know clearly Portland is very far along as is Ann Arbor. But I know that issue is on everyone's radar. Alison that you have to share?

Alison Hamilton:
Yes. I do not know the answer to that. But I am sure that they do. I know that a lot of thought went into that particular question. Probably there is a variety of approaches to the inclusion or not of Veteran employees.

Susan Zickmund:
Right. Okay, Heidi?

Unidentified Female:
The next one here. They are wondering if anyone can give a favorite example or cautionary tale about an experience with Veteran Advisory Council.
Susan Zickmund:
I am going to hand that one over to Alison. Go….

Alison Hamilton:
It was a favorite. Well, I would say I have not had any bad experiences working with councils. It takes a lot of time. But I do not look at that as a negative. One example that I can provide really quickly is that I have some fliers to recruit women to participate in discussion groups. I was embarking on a new study but using a similar recruitment approach. I brought the fliers to a council, a grass roots council of women Veterans. I asked them to give me feedback on the fliers. It was transformed in every way imaginable; colors, language, format. 

Everything about it was changed to become more appealing. For example, it went from a dark background to a white background with red and blue decorations. It was red, white, and blue. It was a very patriotic out-looking. They felt that was really important. The pictures that I had needed to be more representative of a diverse group of women Veterans. I took out a lot of the language so that it was really pared down to very few words. 

Everything about it was changed. I changed it per their feedback. Then I brought it back. I said this is – do a better job. Is this something that you might be inclined to respond to? The whole process was extremely helpful for me. Because I heard what they were responding to in the original version. I also tried to reflect all of the input that they gave me. Then, I had an opportunity to double check if I had captured their sentiments correctly. I think the revised version is a million times better than the one I had started with. That is just a very small example; but one that really impacted one of my current studies.

Susan Zickmund:
Sure. I can also share a favorable example, though it is outside of the VA. I work with investigators on developing stakeholder advisory panels and Boards as part of their PCORI applications. When they are funded, those become a reality. I recently attended sort of a kick off session for a large pragmatic trial, multi-site, five sites across the country. There was a one day meeting at like a Holiday Inn. It was not a Holiday Inn. It was some random hotel that I will not acknowledge the name of the hotel. 

The stakeholders who were the patient Boards, the provider Boards, and healthcare plans across the country all came together. We structured it so that we began with the patients. In the panel discussion, the patients were always sitting at the front, the healthcare plan on the side; and the providers on the side. We could emphasize the voice of the patients. This is a specific study looking at lower back pain. 

It was really impressive the extent to which not only did everyone learn from each other. But there were viewpoints that the healthcare plan did not know about; and even providers did not know about from having the opportunity to give and put the patient and Advisory Board members at the sort of front and center. There is a lot of learning and insights that we can gain. 

Okay, Heidi.

Unidentified Female:
The next question here. Will you share the models of community engagement used for these training?

Susan Zickmund:
Sure, Alison?

Alison Hamilton:
We, in the report for those who have access to it. We provide extensive references and links to a lot of models that informed our model. Now that is our conceptual model for the workgroup. Then there are the models or approaches that the different centers have used to put together their Veteran council, which will be more thoroughly described in April. There are a couple of – I hope I am capturing the two types of models that come to mind for me. But, if that does not answer the question, maybe the person could ask it more….

Susan Zickmund:
Something that I am thinking of. Heidi, before we post these slides, let us try to add everyone's, the e-mail that they most frequently use who are participants, at least the four main participants, or five, I guess including myself; so that people can easily reach us, particularly those who may be outside the VA.

Unidentified Female:
It sounds good. The next question here. What are some of the barriers to Veteran engaged research that you have experienced? 

Susan Zickmund:
I mean, I would argue, and then Alison might be delighted to hear your thoughts. I think part of the…. I mean, there can be certain barriers like how do we address it in terms of the IRB? Some of these bureaucratic regulatory issues that we are all attempting to address. I think that probably the biggest barrier is it is a new idea. I mean, I am a qualitative researcher. I hear the voices of Veterans on a regular basis. The idea that you would bring the Veterans in. It was more of that PCORI model. 

I would have – and I know Alison and I were actually talking about this. I thought you were – in terms of regulations, you would not be allowed to. I tether very strongly to what we are allowed to do with the IRB. I do not step up to the box there because we shouldn't. That these are the regulatory elements that we are all bound to. It did not occur to me that this is something I really could do. 

I thought it might be something that would be frowned upon. The workgroup has been a real revelation. Because it was my own. It was my own sort of mental mind frame that I would do that on the university side when I wear a PCORI hat. But I would not do it in the VA where I do the majority of my research. That is what I think has been the barrier in my mind. Alison?

Alison Hamilton:
Thank you answering first, Susan. Because it gave me a minute to think about it.

Susan Zickmund:
I thought about that.

Alison Hamilton:
I think the biggest challenge – I do not think it is a barrier. Because I do not think it has to stop one from doing this type of work. But I think this challenge is the time that it takes. It takes time to develop relationships and to develop trust; and to develop the reciprocal relationship that is involved in engaged research. Time is not often our friend in our funded studies. The time that one might want to spend or need to spend in order to engage meaningfully with Veterans or with communities of Veterans may not totally correspond with the time that you have to execute the project. In talking to a lot of people about how they do this. Or, whether they_____ [01:23:08] they do engaged research, and so forth. What I hear and what I have experienced in my own work is that a lot of people have said well, I really want to do more of it. 

But, I do not often have the time to engage as much as I want plus accomplish my research goals. That is something that we have talked about in the project level subgroup even in terms of potential opportunities in the future pending many deliberations and other types of things where maybe there could be some resources devoted to that developmental phase that is so critical to engaged research. I think there is sort of a bigger philosophical challenge, which is just around the paradigm shift that community engaged research can entail in terms of the reciprocity, the transparency that this work really necessitates. 

That might not be some people's comfort zone. It can be challenging even for people who are more comfortable with it to do research in a different way; and to approach work with Veterans in a different way. I would say it is not easy. But it is incredibly rewarding. It is worth the time in my opinion. Yeah. Because I think it really does make one's work better. That is why we all, our workgroup has been working on this. It is because we're very committed to this type of work. But it is not something that we want to just be a checkbox, or a tokenistic effort. It really is a meaningful process. Of course, anything meaningful tends to take time.

Susan Zickmund:
Yeah. Right. I mean, I totally agree. That is very well said, Alison. I think that is one reason it is awesome that there has been this focus in HSR&D in providing initial funds to the COINs to help develop – if it needs advisory groups. Because I do think when let us say a more senior researcher who has a very distinctive focus. There are opportunities to…. There is longevity to start to develop advisory groups. But I do think about new investigators who may be writing a CDA. Or, maybe they are a fellow or a postdoc. 

The more of the COINs can invest in having this marvelous and discursive Veteran Engagement group on-site, the more individuals can have an opportunity to engage in dialogue. As their research portfolio unfold, they can start to develop their own unique ones. But I think it is important that everybody have an opportunity to have access to the thoughts that Veterans are bringing to the table. That is which I think the COIN and the project level goes together so very well.

Okay, Heidi?

Unidentified Female:
The next question here. Most of our Veterans council members have other jobs. Many have to take leave to attend council meetings. Thus you conduct monthly meetings. Have you seen problems with the Veterans taking time off?

Susan Zickmund:
I do not personally have that experience. Again, I think this will be one of those questions I think it would be great to give to Kelty and Sarah Ono for their mulling over their own Cyberseminar. But Alison, have you had experience?

Mark Helfand:
Sarah is here, if you want to comment?

Susan Zickmund:
Mark, then you are here?

Mark Helfand:
Yeah.

Susan Zickmund:
I did not know. I'm sorry.

Sarah Ono:
Mark is still here. This is Sarah Ono. I am down the hall from Mark. He just pulled me in. I just want to say that he will…. I am taking notes on all of these. I am sure Kelty is out there doing the same. 

Unidentified Female:
Right. 

Sarah Ono:
But we are going to do our best to address things like SACA and recruitment processes. Denver and Portland use different recruitment strategies. We are going to talk about both of those. If the people asking questions are still on the phone, I can hit on a couple of things that came up really briefly. 

Susan Zickmund:
Why don't you go ahead? 

Sarah Ono:
Important….

Susan Zickmund:
Why don't you go ahead?

Sarah Ono:
Okay. There was a question about VA employees versus non-employees. On the Portland group, we have a mix. We do have some people who are employees in mental health at the Portland VA. The majority of Veterans in our group – and our group is at eight right now, eight participants. The majority are not VA employees. We do also have a VA volunteer. We tried to change that up a little bit. I think Kelty and I shared the philosophy that even in a small group, you can increase the diversity. I do not have on hand the numbers about enlisted versus offices. But it is something that has come up in our group. We can add that to the things that we address on the April Cyberseminar. 

I think Alison handled the question really well. It just – this work brings to light all of the things that we are not thinking about. It might be really helpful for us to be thinking about when we interact with Veterans. That so many of us in research do not have that experience in our back pocket. There is a lot of insider knowledge that goes with military service. It comes out in this work quite a bit. If there is anything Susan that is a quick response, remind me. But those are the things that are coming to mind right now. If people have other questions that they specifically want to address, Kelty and I are happy to add them to our list.

Susan Zickmund:
Absolutely, thanks. Alison, I realize you have to drop off. Heidi, are there other…? There were many of the – obvious there is an incredible interest at the COIN level. Were there other aspects that you can recall that Sarah might be able to speak to?

Unidentified Female:
I am going to be honest. We have so many questions right now.

Susan Zickmund:
Okay. We are going to move forward.

Unidentified Female:
 _____ [01:29:27] just going through them.

Susan Zickmund:
That is fine. That is fine. We are going to move forward. But thank you, Sara. It is great to have you on the line.

Unidentified Female:
When we wrap up here and when I send the questions to the group today, I will just include Sarah and Kelty so they have these questions.

Susan Zickmund:
Perfect.

Unidentified Female:
While they are prepping for next month, they will have these questions.

Susan Zickmund:
Wonderful, and thanks.

Unidentified Female:
Susan, are you the last presenter on the line, or do we have anyone else?

Susan Zickmund:
We actually have Mark. 

Unidentified Female:
Okay.

Susan Zickmund:
Sarah is on the line as well.

Alison Hamilton:
Alison is still here. Because I cannot – 

Susan Zickmund:
Alison, you are still here, great. 

Alison Hamilton:
Well, I cannot tear myself away. I want to hear the questions. 

Susan Zickmund:
Good, I am glad. Go ahead, Heidi.

Unidentified Female:
Okay. The next question here. What are the informed consent implications to the qualitative data banking process? Existing may not be eligible for banking since this was not included in the consent, correct? Any lessons learned on how to include an informed consent that IRB and participants will be comfortable with?

Susan Zickmund:
Mark, I am glad you are still on the call.

Mark Helfand:
Yeah. But I feel like really to give that question justice, we should wait until the health experience research Cyberseminar, which is – is that the one in June or July, right? I think we have a year and a half worth's experience in learning about – and in developing an answer to part of that question. We do not have an answer yet on whether any previously stored data could be included in our repository. 

But, I tend to agree with the question or that probably not. That is you would have to. I believe that in order to use words and images, when that was not part of the origin…. Transcripts, when that was not part of the original agreement. It would require going and obtaining a new consent from everybody. Essentially, that is a very ethical struggle. 

Susan Zickmund:
Sure.

Mark Helfand:
I cannot. There may be some previous research that could be incorporated. But I agree with the questioner, it is a challenge. On the other hand, going forward, I think we have come up with some really great insights and had quite a bit of success especially on the points that I made in the slide; which is the recognition that it is not protecting somebody's rights and interests. If their real motivation in participating by telling their story is for other people to hear it. While there are many people who participate in this kind of research that do not want their images or mix particular quotations because they do not want to be identified; but they still contribute to the development of the themes that come out of the body of interviews. 

There are also many people who feel like it is a disservice to them to say that well, we cannot. Perhaps it is identifiable. Or, we cannot have your video or words up here. They feel just the opposite. There is diversity in how people feel about it as long as the process respects that diversity and actually gives the individual control over how or imagines and voices used. The IRB was, I would say cam a long way over the last year and a half on this. We are very happy with where it is now.

Unidentified Female:
We have had a Veterans Advisory Board for a little over a year. When was the poll that showed Veteran Engagement group conducted?

Susan Zickmund:
Sarah are you still on?

Unidentified Female:
Mark just blocked off. Because she may have disappeared at the same time.

Susan Zickmund:
Okay.

Mark Helfand:
_____ [01:33:52] here, but she just walked back to her office. I am sorry.

Susan Zickmund:
Well, I mean, I think – one I think it is particularly mentioned in the report. Mark, you and I can put our hats on. The report, it was finished in October. I thought they did this survey either in the spring or the summer, if I am not mistaken. That is the basic. I mean, I do not think it has been fully a year. But I think that is the basic time frame. Okay, so the next question.

Unidentified Female:
Let me. If the engagement panel members were VA Veteran employees, were they enrolled in and regular utilizers of VA Healthcare? 

Susan Zickmund:
It sounds like from what we heard from Sarah; I know Sarah and Kelty have been working very much together on the survey. It sounded like they were really aware and sensitive to the issue of not simply having Veteran employees. I mean, that it is an important group. But we also want to reach out beyond. I think they would probably be amongst the minority in these groups and on the survey.

Mark Helfand:
If the question was about our workgroup and the Veterans on our workgroup, I do not know about the overall, but – 

Susan Zickmund:
I see.

Mark Helfand:
The two on my subgroup, one was not an employee, and one was. I do not know about the one who was an employee. The one who is not an employee gets their healthcare from the VA. But that is just two – 

Susan Zickmund:
I see.

Mark Helfand:
– People on our….

Susan Zickmund:
I misunderstood the question. I mean, I know that on subgroup number two, which Alison runs, which is the engagement at the project level. We had multiple Veterans particularly coming through a research project from Jeff Whittle in Milwaukee. They were not employees. I am also positive that they received their care at the VA. They were very aware of the issues at the VA. 

I think in many of the people on our Veteran engagement workgroup across the various subgroups would have an opportunity to experience receiving care at the VA. That was my sense. I thought you were talking about the surveys and the engagement groups that Kelty and Sarah were putting together. Okay, the next question – 

Unidentified Female:
I am sorry. We also have Sarah on the call now. She would be able to speak to any questions that come in.

Susan Zickmund:
Okay, excellent, great.

Unidentified Female:
The next question is why is to do research for only one type of Veteran when we are all different? Such as some of us are retired. Some have disabilities and do not work. Some of us have disabilities and do work. I would think their answers would be different regarding service satisfaction, for instance.

Susan Zickmund:
Sure, Mark do you want to comment to that?

Mark Helfand:
Well, yeah, I mean, I think that the range of experiences is part of the point here. We have to think of the role of the researchers and just narrowing this down to Health Services Research. We have to start with well, what is wrong with research the way it has been done? Is there anything that is missing there? Or, isn't captured as well as it could be – that engagement and health experience research could help with? 

I think one  the most frequently voiced problems with research as it has been done is that the researcher or the research team may have a particular sort of stratum, and sort of group of Veterans in mind. Maybe the ones that attend the clinic that they are in. That clinic is in a big city. Maybe most of the people in that clinic are working and in other clinics they would not be. 

I think what one of the sort of more concrete outcomes of the move toward engagement and to having the Veterans voice and the research is to make people more aware of the different situations of Veterans both in and out of the VA, and including the Veterans who do not use VA care. Or, those who do not want to. Who do not have a great other source of care. The question brings up a very sort of good test. If this aspect of research; if the one size fits all aspect of research does not get better, maybe we are not doing this right. 

Sarah Ono:
This is Sarah. I just have one comment related to the Veterans groups that are being put together at the Center level. I know Mike shared the Denver composition. There wasn't information about the Portland group. But I can tell you that within that group we have Veterans who are actively working. Veterans who are retired. Veterans who are medically retired. We have students at the graduate level. We have one who is just finishing undergraduate this spring. We have got men and women. We have got a lot of the diversity that Denver also talked about. 

One of the things I think that is an asset to us is that when you get a group together in a room, there is the diversity we can identify. There is also the diversity they bring up. I think one of the things that is really beneficial to investigators in thinking about research and design is to hear the interaction between Veterans who bring different perspectives to it. We do try to keep that in mind. 

I think part of this work around developing really solid evidence-based, and good efforts to involve Veterans is also identifying impacts. Identifying impacts on the research side, but also for the people who are participating. Then within the Veterans participants, whether or not there are different impacts for different kinds of Veterans? This is a down the road question that we are going to have to work on for a little while here. But I think you bring up a really important point. We are thinking about it. 

Susan Zickmund:
That is a really good response. That is a very important point. Thanks for sharing that. Okay, Heidi, the next?

Unidentified Female:
Yes. Does this engagement extend outside of literature review? For example, conversing with Veterans while they wait to receive their medications at a VHA to become familiar with the Veterans world per se?

Susan Zickmund:
I think I will jump in. Then share the floor with my colleagues on the line. We definitely want to go outside of the literature. I mean, when we have had our subgroups and then recognize at a certain point, we would be having two or three calls a week. Then we would also have our larger Veteran Engagement where we all come together. We have been really intensively thinking about this. We always talk about the lived experience, reaching out to humans, the reaching out to Veterans. I think the goal whether it is the project level or at the COIN level; it would be really to understand the needs of Veterans. Whether it is again at the COIN or the project, it may depend. 

But, the more you can textualize the needs of the Veterans and really understand what in terms of let us say it is a research question. What their needs are and sort of walk in the shoes, and dialogue so that there is true understanding and true engagement. That is our goal. But we (audio gap) think that we need to roll up our sleeves and do literature reviews, and look at the conceptual models. That is what academics do. But we spend most of our time focusing beyond that. Are there other thoughts?

Mark and Sarah, are you still on the line?

Unidentified Female:
Mark signed off. 

Susan Zickmund:
Okay. He _____ [01:42:56]. Okay, it may just be me then, okay.

Unidentified Female:
Okay. We have our couple of questions on demographics.

Susan Zickmund:
Okay. I will do my best.

Unidentified Female:
Were there no Marines who were included in the initial study? Or, were they included under Navy? Why was there only one female in the study?

Susan Zickmund:
I mean, it is a very good question. I may not be able to answer specifically the structure of the Veteran feedback about the process. But we know that we have ongoing. Let us just see where the demographics are. Ongoing conversations with, for example, Alison who has a heightened concern for making sure that we include female Veterans. I am at CHIRP, which is a health disparities center. 

We are really trying to understand the needs of Black, and Hispanic, and Asian American Veterans. I think there is a keen understanding of the need to go beyond. I might have chalked it up to the fact that we are on a very distinct timeline. This is a report designed for recommendations. That may help to explain it. Although, I am not sure. The one subgroup I was not on was the COIN one. 

Sarah Ono:
This is Sarah. I am still here.

Susan Zickmund:
Great. Thank you, Sarah.

Sarah Ono:
The question is about the demographics slide that Mike co-shared about Denver.

Susan Zickmund:
Yeah, that is Denver, right.

Sarah Ono:
It is a little bit tricky. We will get into this in April in more detail. The groups that we are talking about that we have at Portland and in Denver, they are actually not specific to a study. In Portland, they are not under an IRB. They are part of our research center's infrastructure. I think the thing to keep in mind is that these are generally small groups and under ten people. The task of trying to get diversity without tokenism with that size of a group is actually a very challenging thing to do. One of the things I think we can talk more about on the next Cyberseminar is looking at how the Portland group composition compares to the Denver group composition; and some dialogue about how we got there. I think that for both Kelty and I, there is an investment in having a representation. I know right now, her group it looks like has one female. The Portland group, we started out with half women and half men. Now, I think we have five men and three women. There is literature on who participates in this sort of a process and who volunteers. Then I think some of it comes down to local context; timing, the lack of a good introduction. A whole bunch of things play into this. But we have got to start somewhere. I think both of the groups that are being introduced as examples have been very intentional in trying to get representation.

Susan Zickmund:
A great answer, thanks. Okay, Heidi?

Unidentified Female:
The next question here. I'm wondering if the people looking into health experiences research have also considered looking into the human relations area files; which is a repository of anthropological data, including information about health that spans many years.
Susan Zickmund:
That is interesting. I did not know that. Sarah, I know you are physically closer. You have many more chat moments with Mark than I do. Did you know about this?

Sarah Ono:
Wait, I am sorry. I missed – which repository is this? Can you repeat the question?

Unidentified Female:
That is a really good question. I wish I could. I moved it off of my screen.

Susan Zickmund:
Okay. Sarah, we will receive all of these questions. It was like an anthropological data set that included – 

Sarah Ono:
It sounds like the _____ [01:46:56] files, _____ [01:46:57] files. If that is what it was, I am familiar with it. I have not thought about incorporating VA data into it. If it was a different database, I would be really interested in knowing which one it is.

Susan Zickmund:
Right, sure. Okay. Well, we will go to that next question that you have brought up on your screen, Heidi.

Unidentified Female:
Okay. The next question here. We are trying to start up Veteran Engagement processes at our COIN. Would some of the presenters be comfortable with sharing some of their recruitment and orientation material?

Susan Zickmund:
Okay. Sarah, I will let you respond.

Sarah Ono:
Yes. We are interested and willing to share. I think the way that this has been happening in the VA is working our personal networks and finding ways to contact each other, and to share information. But these Cyberseminars are offering an opportunity for us to share on a larger scale. One of the things that we are actively working on; and I am not sure if it will be in place before the April 19th Cyberseminar is getting some kind of a website up that people can – we can direct people to – 

Susan Zickmund:
That would be great.

Sarah Ono:
– That can go to and download PDFs, or look at examples that Portland and Denver have used.

Susan Zickmund:
That would be great.

Sarah Ono:
It is just whether we can get through the bureaucracy in time.

Susan Zickmund:
Great. I can share this. Many of us have explored the idea of developing Veteran Engagement groups at the COIN level, particularly given the opportunity that was afforded through the supplemental projects issued through HSR&D. There is the discussion about maybe coming up with a – I do not know if we want to call it a workgroup. But maybe a monthly call where folks who are really trying to think this through on the local level, might be able to get on. 

We can all talk and share stories, and share experiences. What seemed to work? What has been more challenging? I think particularly, and I know we have not seen the poll results. I am going to – just my little magic numbers here. If indeed there is an enthusiasm for the Veteran Engagement Learning Collaborative, maybe we can incorporate that into it. Or at least, make an announcement through that when people are in the trenches really trying to do this, which is incredibly exciting. One can feel somewhat isolated. We can have sort of buddy system to help walk us all through that. I think the bottom line is we do not want anybody to be alone. I know I do not want to be alone doing it. I know Sarah, no one on the call wants that. The more we can create a community, the better off we are. 

Sarah Ono:
Definitely.

Susan Zickmund:
Okay, Heidi?

Unidentified Female:
Okay, the next question here. We are thinking of having Veterans’ advice as a steering committee to help plan the overall direction of overall research prior to individual grants. Do you know of anyone with experience using Veterans at that stage of planning?

Susan Zickmund:
Sarah, would you describe what you are doing? I know we, all COINs have a steering committee. That steering committee will continue to exist. But would you describe what you are doing at a steering committee level? Is it more specific for individual researchers to come in and have a dialogue? Or, would it also – or maybe at the Denver level – have an impact at the larger COIN level?

Sarah Ono:
I think that is a _____ [01:50:34] for both of the groups that are on my mind right now, the Denver and Portland groups. But we put these together in place to serve multiple purposes. In Portland, one of the strategies, the way we talk about it is to come up with a multi-modal approach to this kind of engagement. Interested in getting our Veteran group's input on particular projects at various stages in research and development or execution or dissemination. Then there are also is a role for that group on the Center level. 

The director, and the associate director of our Center have both met with the group, partly just to get to know them. Partly because I think every time the Veteran group is engaged in a conversation, things that we do not anticipate; or we haven't been thinking about to come up. It can be a really creative and generative space for individual investigators as well as presenters. We haven't framed them as our steering committee. Our COIN, our Health Services Research center has a steering committee; which one of the things we saw when we did the survey at late summer of 2015. 

The one that Mike Ho talked a little bit about is that right now, a lot of Centers who do report having Veteran Engagement that is one of the most common roles is to have a Veteran on the Center's steering committee. I think there is a role for Veterans on steering committees. I think there is a role for Veteran groups that have more than one or two individuals that can be positioned so that they also can have a voice in steering the Center and thinking out loud with researchers about where we want to be going. 

Susan Zickmund:
I think that is a really important point, Sarah. Just listening to your very helpful answer, I could envision. We too have a Veteran on our steering committee. If there was a separate Veteran group there for projects, or guidance, whatever the COIN feels most comfortable with. Let us say the chair of that committee became the chair on the steering committee. Then that one Veteran would have an opportunity to voice the larger of thoughts and preferences of an entire different committee. 

It seems to me so often we will have a Veteran who, along with very prominent operations and research partners. It can kind of get overwhelming. But if there was this dialogue that existed previously with the COIN and then also a strong relationship with the larger group, it seems like we might actually hear more from the Veterans _____ [01:53:24]. That would be fabulous in my mind. But that is just Susan thinking out of the box. That is not anything that we have talked about with Central Office. 

What we would like to do is – and we appreciate all of your questions. At the top of the house where we would like to draw this to a close. Because we know many of you are still remaining on the phone. I do not want you to feel like you are missing anything. Again, everything will be incorporated in the fabulous transcript that Heidi and her CIDER office will put together. Heidi, maybe have time for one more question?

Unidentified Female:
Certainly, the next question here. Prior to Veteran research and engagement, how difficult was it to get unionized facilities to become engaged in the research process?

Susan Zickmund:
Sarah, can I draw up on your insights? Has that been an issue?

Sarah Ono:
Yeah. I am trying to think if that has really been an issue. I think that in my experience, the role of unions and getting union cooperation and support for research has occurred more on a project level than it has around the establishment of these Veteran groups. I think in part, it is because…. With the Portland group, the majority of people on it are not VA employees. In order for VA employees to participate and be compensated in the way that non-VA employee participants are compensated; which for Portland is they get twenty-five dollars a meeting to cover time and travel. They have to actually take leave from work in order to attend _____ [01:55:07] The kind of _____ [01:55:08] that has fallen outside of what we have identified as union scope. But I do know that the union is a really important partner in our research. 

Susan Zickmund:
Okay. I have not had any experiences. I have nothing to contribute there. Heidi, do you think we can get more question in three minutes? Or, should we draw things to a close?

Unidentified Female:
We probably should draw things to a close. But remaining questions are very long.

Susan Zickmund:
Okay.

Unidentified Female:
It would probably take me more than three minutes to read through them. 

Susan Zickmund:
Do you by chance see how many additional just so that we as a workgroup can wrap our minds around how many additional questions there are? You may not be able to know. You may literally not know.

Sarah Ono:
Heidi, I know Kelty is listening in and has lots of input as well. We are really excited to see the questions. We will do our best to address as many as we can as we are developing the April talk.

Unidentified Female:
Fantastic, we probably have I am going to say about 18 or 20 questions left out here.

Susan Zickmund:
Okay.

Unidentified Female:
But many of the questions we did not handle here because they would be handled on one of the future sessions. But these are simply the ones that have not been covered at all. But I will be sure to forward that to you. A lot of them really can be integrated into the other sessions. We will be covering this information. I do not want people to think that we are just ignoring your questions. We will – 

Susan Zickmund:
Yeah, sure.

Unidentified Female:
– Make sure that those are responded to. 

Susan Zickmund:
Again, I will make sure that Heidi has all of the e-mail addresses that we typically use that we can be most responsive. For anyone who has my e-mail out there, or all of our e-mails, certainly feel free to contact us. All of us, our names just for those individuals who are outside of the VA, our names have a dot in between – and then, at VA dot gov. If there is a particular speaker you would like to reach out to, I do not think any of us have unique names that have some initial in the middle. You pretty much already have our e-mail. 

Unidentified Female:
Or, you can send the questions into Cyberseminar at VA dot gov. I am happy to forward those along. That is who you received your reminder notice from. You should have that e-mail in your e-mail box already. That is who you will receive the archive notice from. You will be receiving another e-mail from that address as soon as this recording is posted. We have gone about an hour overtime. It probably is time to wrap things up. 

Susan Zickmund:
Just in closing, I not only want to thank all of the fabulous subgroup chairs and the very active participants, some of whom you have heard on this call. The larger Veteran Engagement group is awesome. They have put in an incredible amount of work. We are also very pleased to have you come in existence by the call by David Atkins. He and his office have all been very supportive. Miho, as you heard has been incredibly supportive. We have a lot of people to thank. It is a fabulous group to be a part of.

Unidentified Female:
Wonderful, thank you so much, Susan for covering that. For the audience, I know that we actually saw the good number of you on the call. Thank you for sticking around. I know that this was an important topic that you were all very interested in. When we close this session out, you will be prompted with a feedback form. 

Please take some time to fill that out. It is a pretty short form. But we really would love to hear your feedback or your suggestions. We can get those over to the organizers or presenters. We can get some that incorporated into our upcoming sessions here. 

For our presenters who are still here, thank you so much for taking the time to prepare and present, and sticking on the call for questions. It has been very appreciated. I know our audience has appreciated the extra time that you put in today. For the audience, thank you everyone for joining us. 

We will be sending our registration information out when we get closer to our next session. Keep an eye on your e-mail. You will be seeing that a couple of weeks before the session so that you can get registered for that and put that firmly on your calendar. Thank you everyone for joining us for today's HSR&D Cyberseminar. We look forward to seeing you at a future session. Thank you.

[END OF TAPE] 
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