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Erika Cottrell:
Thank you everyone for joining me today. We, are as Heidi said, going to talk a little bit more in depth about leveraging health experiences to research to enhance Veteran Engagement. This is building on a previous Cyberseminar that occurred, I think in May or June in which this Veteran _____ [00:00:19] group presented their overarching report. I will allude to that a little bit during the presentation. 

We will just go onto the next slide. My name is Erika Cottrell as Heidi said. I am a research assistant professor in the Oregon Health and Science University Department of Family Medicine. I am also a researcher at the VA. I will be joined in my presentation today by Rachel Grob from the University of Wisconsin-Madison. She is affiliated both with the Department of Family Medicine and the Center for Patient Partnerships. 

We would also like to acknowledge our co-authors. A few of them will be on the line for our question and answer period. Both Rachel, and I, and all of the co-authors are part of the Health Experiences Research Network steering committee. We will be talking to you about that today. All contributed to the contents of this presentation. 

In particular we may – I think we do have Mark Schlesinger on the line for the question and answer period. He is a health economist from Yale University. We may also have Mark Helfand on for a bit who is from the VA and presented. He sort of led the Health Experiences Research working group, the Veteran engagement working group committee. 

Just a general outline of what we are going to go through today to orient you and see where we are going. First, I wanted to just kind of give a little bit of background in patient engagement, and research. Why we care about this. Why it is important; and a little outline of the Veteran engagement working group that happened in 2015 and 2016. 

Second, an overview of the DIPEx methodology for Health Experiences Research, which was part of the recommendations of this Veterans engagement working group. Third, so how we might leverage this methodology to enhance patient engagement. Then fourth, I want to talk to you about some exciting developments with respect to our ability or our network for conducting health experiences research in the U.S. I will talk to you about the launch of our DIPEx USA chapter and give you a little glimpse into to the first modules from our network, one of which is funded by the VA. It deals with health experiences of Veterans with traumatic brain injury. The other is funded by the University of Wisconsin-Madison. It looks at experiences of young adults with depression. 

We will bringing Rachel Grob in to present on her implementation of the young adults with depression module. Throughout our discussion of the modules, we will sort of highlight examples and teaching points about how these experiences sort of enhance patient engagement. First of all, why do we care about this? Really, I think it boils down to if we want to conduct research that matters to patients, it is really imperative to understand what is most important from them – to really listen to them and talk to them. 

This idea has gained lots of traction nationally as of late with the launch of the Patient-Centered Outcomes Research Institute, which is really committed to patient engagement as a core tenant of their research. The VA has is really calling for enhanced engagement in their activities as well. Despite the promise of patient engagement, and the attention to it, and the fact that it is really considered an essential component of a broad range of clinical and health services research, researchers frequently find it difficult to incorporate patient preferences; or their values and preferences into projects in a meaningful way. 

There really are few approaches that are evidence-based. There are a lot of challenges involved in really incorporating the engagement aspects into research. I recently did a project where we interviewed a number of researchers, and a number of patient, or other stakeholders who had been engaged to sort of identify what some of those barriers and challenges were. 

A number of key things stood out. One was that it is an additional cost in time. But, that is not often included in a budget of a grant. But perhaps most importantly, the skills, oftentimes needed to engage patients effectively are not the same skills that are sort of prized in our – to conduct clinical research effectively; or the basic…. Scientists may not have those same skills. These are not things that were necessarily taught in our research training. 

Then finally, it can be really difficult to get a range of voices to the table. Probably the most traditional and common way of engaging patients in research is to have a patient engagement panel or advisory board. Really, by the nature of that, it can only include a handful of patients who cannot be…. There is no way that they can expect to be representing the broad range of patient perspectives. 

Then in the words of one researcher I interviewed; really the value of engagement for her really depended on who was at the table that day. What their particular mix was. Different personalities are more able to share their perspectives or more willing. Some voices never get to the table due to time constraints and the ability of their work schedule to coincide with being able to be on an engagement panel; and their knowledge of such activities or just their interests. 

In the end, we – not all – this can really limit the range of perspectives available. Given all of this, and really as the VA strives to become a leader in patient-centered care; the VA was really recognizing that researchers and clinicians will increasingly need and want the voice of Veterans and models of how to effectively integrate this information into research. Given this, they recently – I think it was in the fall of – in the last couple of years – convened a Veteran engagement working group to really review and recommend the best ways to incorporate Veteran input engagement into research. The overall idea that engagement could lead to improving design and uptake of patient relevant research; and increasing uptake of research into practice; and building really more Veterans support for the research we are conducting; and also restoring trust in the VA. 

The working group had four subcommittees which are listed on the screen. Each of these subcommittees presented in a previous Cyberseminar. If you are interested and were not attending that one, you can go back and re-watch. We are going to talk a little bit more in depth about the second subcommittee which is the approaches to health experiences research. This committee was led by Dr. Mark Helfand and had other Working Group members who are listed on the screen. 

Again, Mark presented sort of their findings and process in the previous Cyberseminar. In short, the recommendations from this working group which are listed on the screen involved really adapting some of the key features of health experiences research. But kind of the methodology that has been put forward by a group at Oxford and called the Health Experiences Research Group; who have developed a methodology that they call the Database of Individual Patient Experiences or DIPEx, which I will talk to you about later; and to really develop a public web based resources for dissemination of these experiences. 

I am going to focus on those two key points in this presentation. There is also the other sort of next steps that were outlined in that working group's recommendations. But the focus group today will really be on how we can think about this health experiences research group model and developing the models for dissemination. 

I will also add in too that another key point _____ [00:07:51] highlighting is it is not only disseminating through a public web based resource, but finding ways to create sort of a library, and an archive of the health experiences research that we conduct; so that it can be available for a future and secondary use by other researchers. If we can just step back for a second and think what is health experiences research? 

On the right, there is a screenshot of a volume that was produced by this group of researchers, the Health Experiences Research Group at Oxford who has really sort of set the standard for this field. Then in essence, it is really just interviewing people about their experiences with particular health conditions. What is novel about this approach is it is really letting the patient take the lead and encouraging the patient to really tell their story of what has happened to them in whatever way they want to tell it; focusing on really the issues that are more important to them. 

All of the interviews start off with a very open ended question and letting the patient talk for as long as they need to tell their story. Then following up with some targeting questions to kind of probe a bit deeper in different areas. The idea is that this is getting at the parts of experience that are often missing from surveys; sort of the deeper and richer experiences that are the lived experience of patients. 

The Health Experiences Research Group, which was founded in 2001 by Oxford University has sort of developed this really systematic approach to doing this type of work. As I mentioned before, they call it the Database of Individual Patient Experiences, or DIPEx. Really what this means is that they have like broadened this to become this systematic collection of patient stories across a broad range of experiences with disease and illness. They have covered over 85 different topics, and done 3,000 interviews, and counting thus far. 

What I think is really unique. I will say first of all, we use the term module a lot. A module is really a group of interviews on one single health condition or topic. They have done 85 modules. They have produced sort of like a mini-research study on 85 different topics. What is really unique about this is that are really our other dissemination methods I think, for one; in that traditionally research projects would be published in the peer review of academic literature and maybe presented at conferences. 

But with this methodology, there is also a strong emphasis on synthesizing and disseminating materials for broader audiences. I will talk about that a little bit more as we go through. We will show you examples. Why was this created in the first place? There is lots of qualitative research that has been going on for a long time. Why did this group at Oxford feel like they needed to create DIPEx? 

Really, I think it is interesting to think that and to know that some of the first people, Ann McPherson and Andrew Herxheimer were some of the founders of DIPEx in the U.K. As we have heard this story, both of those were affiliated with the Cochrane Collaboration of sort of evidence reviews and then the reviews of medical evidence. Ann McPherson was a family physician. She was diagnosed with breast cancer and was finding that she could find all sorts of information on the medical evidence; and sort of what that was telling her about her treatment and options. But very little objective unbiased information about patient experiences; and so, that is where sort of this idea was born. 

Really the idea was to identify questions and problems that matter to patients; and find a way to gather that information such that it could be support and an informative resource for patients and caregivers. They have also found and it has been a great learning resource for medical students and the general public. Finally, it has had these sort of multiple secondary uses. Either the modules themselves, which are these web based dissemination modes; which we will show you examples of – have been used in teaching, and in education, and in the health system design. 

Also, researchers or other professionals can request access to the raw transcripts with permission and use those for secondary analyses. Just a quick overview of how their methodology works. Really their aim when they are interviewing is to represent the broadest possible range of perspectives. They use really rigorous qualitative research methods. They are attempting to reach maximum variations such that it is sort of not so much what do most people experience. But what are all of the different types of experiences people might have? To do that, they try to look for people from a range of geographic areas, and racial ethnic background, and socioeconomic status, ages, et cetera. 

For each health condition or module, researchers conducted at least _____ [00:12:35]; but really continue those interviews until they have reached saturation or the point at which no new ideas or experiences are voiced. Then all of these transcripts are coded by theme with a focus on both common and their divergent themes. In addition to producing manuscripts for the peer review literature, the themes are turned into sort of – each theme…. Or, about 25 summaries of themes will be written up for each module or health condition. These are intended to illustrate sort of the primary, the range of experiences that patients have articulated. 

We collect a bunch of different single stories. It is a way of integrating all of those single stories into a larger portrait of the range of experiences that patients might have with a given condition. For each module, there are about 25 different summaries that are produced in lay language. Then they are illustrated with clips from action patient interviews. Patients are given the choice whether they want to share a video, audio, or a text clip. For each module, there are roughly 200 to 250 clips from actual patient interviews. Not the whole interview, or whatever would be on the Internet. But it is just little clips that patients have consented to. 

We will talk through later _____ [00:13:50] establish really a great policies for enabling patients to retain ownership and control over their data. If a patient's clip is on a website and they decide at some point they do not want it there, they would obtain the right to ask for that to be taken down at any time. We will talk about that a little bit more. Again, these modules are disseminated publicly. The U.S. – the U.K. website called Healthtalk dot org; here is a screenshot of it here. It has become really a trusted source of information in the U.K. This group sort of received like – it is the considered the gold standard of health experiences research in the U.K. We have even had others. It has been a nice source of information for folks in the U.S. 

I think the latest stat I saw that was that in 2015, there were over two million visitors from the U.S. to the U.K. website. It now, as I said contains modules on over 85 different health conditions. Recognizing the value of this approach, it started to spread elsewhere. There are now, I think it is up to 12 other chapters of DIPEx in other countries. You can see the range up here on the screen. The U.S. was one of the most recent to join. We joined in 2014, in the U.S. Well first I will just say that sort of the idea around DIPEx International is it's bringing together an association of expert, of qualitative researchers who were conducting research into people's experiences with health and illness. 

Really, the mission is to provide – it is really to improve the understanding worldwide of health experiences for the benefit of communities, researchers, the health sector, healthcare professionals, and policymakers. Really, DIPEx recognizes that there are a number of potential abuses for their work. I think as I articulated earlier, the creation of this model was initially sort of a way to provide a resource for patients and caregivers. But, it has gone onto really inform political education, and professional development, and provider quality improvement, and patient centered commissioning, and policymaking, and guidelines. 

As we are talking about today, engagement, and patient engagement, and informally, the creation of patient-centered research. In 2014, we had a really amazing opportunity, which was really led by the University of Wisconsin-Madison. Rachel Grob, who was on the phone with us today will be presenting later to receive training by the Oxford Group in this methodology. Before _____ [00:16:17] can launch a network of their own, a country has to undergo training from the Oxford Group. It has to prove that _____ [00:16:24] have the infrastructure in place necessary to launch a network and funding for at least one module. 

The first step in this was to have a training in the University of Wisconsin-Madison. A few years back, I think it was two years ago this summer. We brought together folks from the University of Wisconsin of course, and some from Johns Hopkins University, myself and Dr. Mark Helfand from the Oregon Health and Science University in the Portland VA; then Dr. Mark Schlesinger from Yale University who will be on the line for questions today. We all came together and had some training from the Oxford Group. Then, the University of Wisconsin-Madison with generous support from their university was able to fund the first module on young adults with depression. We soon after received funding with generous support from the VA HSR&D to launch a module in Veterans with traumatic brain injury. 

This is just a snapshot of our group. These are the folks that are on our steering committee. We are all the ones that were therefore the initial training. There was a range of qualitative researchers; Rachel Grob and I are both qualitative researchers as well as Kate Smith who is from Johns Hopkins University. We have two physicians, Dr. Mark Helfand and Dr. Nancy Pandhi. Then Dr. Kay Dickersin, who has been really a leader in the Cochrane Collaboration and in engaging patients to take part in systematic reviews and the creation of evidence. 

We are going to talk to you a little bit more today about the two funded modules that we have in progress. The depression in young adults model is just about completed. Rachel will be able to show you some screenshots of the module and tell you about the exciting launch, which will be later this month. I will walk you through a little bit of the module that we are working on at the VA on Veterans with traumatic brain injury. As you can see, we have at least – we have four other modules right now that are under review and in various stages of review. We are planning to continue and grow this network. We have a whole host of other modules that are planned. But I just wanted to give you kind of a snapshot of what is in the pipeline. 

Just to recap again, how I have talked through this whole methodology with you. But you may be thinking again, so how again is that this applies to patient engagement? There are kind of four points that we pulled out that we will emphasize as we walk you through our module development. Those are articulated here on the screen. But in short, what we feel and what the engagement workgroup had felt is that this methodology really provides a nice structured way to ensure that we are capturing a wide range of experiences and priorities. Bringing in voices that would not otherwise be heard through other engagement activities; so, we are not just getting the loudest voices or those with the biggest across the to grind. Those that have had the experiences on one end of the spectrum. We are really attempting to get the largest range that we can. 

This also really empowers my patients by giving voice to their story and letting them know that it is going to be used both to help patients; but also, to improve care and research in the future. Really leaving their story in their hands such that we give them choices about how they share their data. Finally, I think that one of the things that has been talked about in patient engagement a lot is sort of the limits of the single voice. But what this approach attempts to do is go from voice to voice to synthesize themes across a broad range of experiences; and then disseminate that and make it available so that it is not just a one-off thing. But it can be used again to inform other projects; both through the dissemination are you the web based module and by sort of retaining the log transcripts that can be used for secondary analysis. 

I am just going to walk through our Veterans with traumatic brain injury module. I provide you sort of a snapshot of how we have implemented this in the VA. Key points that are relevant to the way that health experiences research can really enhance engagement. Again, this was funded through really generous support from VA HSR&D. We started with the pilot grants that was led by Dr. Mark Helfand. It was really just looking at the feasibility of creating and establishing a library of patient narrators to inform patient centered outcome research in VA. 

During that pilot year, we got to be part of this launch of the Health Experiences Research Network in the U.S., which was really exciting in a way to kind of take our pilot project to the next level. We were able to get funding to do an actual module using the DIPEx methodology and focusing on Veterans with traumatic brain injury. I have been leading the actual implementation of the module. I also just wanted to acknowledge our team members, Lauren Saxton and Sara Dolen who have been integral. 

This is very much a team effort. We could not have done this without them. I also wanted to acknowledge Joan Ash who really led the pilot part of this module in thinking about this from an informatics perspective and how this type of information could be sort of catalogued and disseminated for use by researchers in the future. 

Here on the right is a picture of our recruitment flyer. Some of you who are in Portland may have seen this around the VA. This is one of the primary modes we used to get the word out to Veterans. All Veterans were offered a fifty dollar gift card as compensation for their time. We did not have very strict inclusion criteria. We wanted them to be…. Veterans are active service members at least 18 years old and diagnosed with a TBI. 

I will say a little bit more about our recruitment actually before going on. This was a learning experience for us. I was brand new to the VA when I started this process. I learned a lot about how to recruit effectively within the VA and also for a type of study like this. We started just by posting fliers everywhere we could. That had limited effectiveness. We got a few people that way. But quickly, we discerned we needed to ramp it up a bit. 

We did lots of work partnering with Veteran service organizations both in Portland and elsewhere in the country. We did a modification to our initial approval to get permission to distribute information via social media and online bulletin boards such as Craigslist; which was an effective way to get people outside of this Portland area. We also got permission to – some letters on behalf of clinicians who had patients that they identified as having traumatic brain injury. With those expanded methods, we did manage to up our recruitment. But it was a challenge. 

I think that this group of Vets, especially Veterans and those who have had brain injury. As we talked to others around the VA, we heard that they were, or are a harder to _____ [00:23:21] population, which I think speaks to the value of this approach even more. It takes a lot to get those people to the table and really hear about their stories. If we are able to capture those stories then and make them available for other researchers who might want to listen to them in the future, I think it makes it even a stronger case for these harder to reach populations. We have 35 interviews and counting. I think we are starting to reach theoretic saturation. I do not anticipate we will conduct a lot more interviews. But there are a handful that we have on the docket to conduct in Minnesota later this summer. 

We are also trying, if we can get a few more females and non-white participants, that would be optimal. We have done interviews as I have said, and a lot in Oregon. We have also done some in Washington, Iowa, Minnesota, Maryland, and D.C., and Texas. We have gotten a wide range of age ranges. We had to make sort of a concerted effort at one point to hit on those OEF/OIF Veterans in the younger age groups. I feel like we have gotten good representation from there. 

Here is just a snapshot of some of the different people we have talked to. They are offered the opportunity, as I will talk through to decide whether they want their images included. These folks have all given us permission to share their images. Again, the objective with this is to capture the widest range of experiences possible; not just what most people feel like, but what all of the different experiences are. I think the idea is that a patient coming to this site could find something somewhere that resonates with them. 

Most of the interviews, we gave people the opportunity to do the investment when they are home; or, from a place that was most comfortable to them. Some people opted for their home. Quite a few did that in a community voice organization that they had frequented. We did some at the VA in a conference room. They took place in a variety of places. One thing I wanted to articulate is that in addition to trying to get this range of voices, we really wanted to empower the patients by giving voice to their story; and also, choices about how they share their data. We want to make sure that these stories, they will go away. We have two ways that we are sort of disseminating them at the VA. 

First of all, putting the de-identified transcripts into a data repository at the VA that can be used by VA researchers in the future. Then secondly, creating this web based module for public dissemination to broader audiences. There is a two-tiered consent process. Before we interview anybody, we get informed consent to take part in the interview and to audio record, and to include their transcript in the VA data repository. That is all that they need to take part in the interview. 

Then after the interview, we give them the opportunity to consent to future use of their interview outside of their VA for research and non-research purposes, including teaching and the creation of a web based model. This is optional. They do not have to agree to this. If they do, they can tell us whether they only want written parts of their transcript. Or, whether they consent to audio or video. They are also given the opportunity to review a transcript and to redact any portions they do not want to included, or to amend things. 

We are really careful to not put out any information that the patient is not comfortable with. Again, this is a decision that is not…. We want them to understand that once it goes on the web, we cannot always control what happens to it. We want them to think carefully about that. But also, that if they ever decide they want it off the web, they can come back to us and tell us. We will take that away. This has been a really strong policy that the U.K. group has set in place for us. That has worked well for them. 

Just quickly, we have talked about this a bit. But one of the products – we were really coming up with two products. One is this repository of narratives that we will have de-identified interview transcripts that are kind of stored behind the VA firewall. Future modules could be added to this. We are also looking at Dr. Susan Zickmund and others from the VA working group are really looking at how we can expand this to include other qualitative research that is conducted at the VA that can be added to a repository as well as other modules. 

Future steps for this would be for – that are going to be ongoing on the VA – is figuring out policies for how we share with others inside and outside of the VA. How we might best organize this _____ [00:27:51] within the repository. Then finally, we are in the process now analyzing and coding our interviews to produce the web based module, which will be hosted on the U.S., the newly launched U.S. website called Healthexperiencesusa dot org. 

Rachel Grob in her presentation which is coming up shortly will show you what that looks like. Their module started a bit before ours. They actually just went through the process of turning all of their interviews into the web based module. She can give you an idea of how that looks and give you a kind of preview. Just in the interest of time, some very quick experiences with implementation before I turn it over to Rachel. 

As I said, recruitment was slow at first. We learned a lot about how to partner with clinicians and other Veterans. Once they got to the table, the Veterans were delighted to share their stories. Many were very appreciative for having the opportunity to have someone listen to their full story. Most that we have contacted have, I would say 75 percent to date have agreed to include bits of their interview; either audio or video of their interview on their website. There are some that we are still waiting to hear back from. People have in general been very open to this. Most have been extremely enthusiastic about the fact that this could reach other people. 

This just will not go away with this one interview. Just some quick kind of quote for you on the basis on why people share their story. I will not read this quote to you in full. But it was a really common thing that the Veterans really wanted to step up and share their experiences with other Veterans so that they could learn from their experiences and maybe not have to go through some of the things that they went through themselves. Really to provide the source of support and to sort of help guide them through their treatment and through navigating the VA in some cases. 

We asked each Veteran what they would tell other Veterans struggling with TBI, and found that to be a really poignant question. We got some really wonderful excerpts from different people about that. A real common theme throughout the TBI is just being, and really not being the same person as before the injury and learning how to cope with that new identify. Finally in these interviews, we focused on what it felt like to come back and to re-transition, and transition into society for those who have their injury well deployed. How it was to transition and to reintegrate into society after their injury. 

This was again a place where Veterans hoped that with their stories could help others who are coming back to integrate into civilian life. One as well where Veterans were eager to have their experiences be shared with the general public who they feel have not as a great understanding of what it is like to be out on the battlefields. What it is like to have an injury such as a traumatic brain injury. Then, what it is like to come back to civilian life and try to work with in society again. I think that our completed web module will not only be our resource for other Veterans and for all of the other things I talked about, researchers and health professional. But also, a way to let the general public know what it is like for these patients; and really bring their voices, amplify their voices in the public domain. 

Again, here I tried to in my module presentation really emphasize how this methodology enables us to capture a wide range of experiences and priorities. How there is a good attention to empowering patients by giving voice to their story and choices about sharing data; those first two kind of checkpoints on this list. 

Now, I am going to turn it over to Rachel Grob who is going to talk to you about their module reproduced at University of Wisconsin; and really also emphasize this in the next two bullet points about bringing voices in_____ [00:31:58] other ones be heard. Really going from the single voice to a chorus of voices and synthesizing themes for dissemination; so, over to you, Rachel.

Rachel Grob:
Great, thank you Erika and good to be with all of you. Can you see my screen, Heidi?

Heidi Schlueter:
Yes, we can.

Rachel Grob:
Okay. As Erika has noted, our first module has been focused on young adults with depression. Here is just a quick snapshot. I am not going to introduce everybody in the interest of time. But we had a wonderful team effort and a lot of fun_____ [00:32:36] who helped us to get this launched. The focus on young adulthood is worth noting vis-a-vis this methodology because it can serve to engage patients around a particular condition. You also decide to focus on a sub-population. You could do young Veterans or older Veterans around a specific kind of issue. The variation remains. You are still looking for the variation and experience. But you can focus on a particular population. 

We chose young adulthood because it is a time of such transition. Some of the photos here suggest what some of those transitions might be in terms of family, and relationships, marriage, and getting out of school, first jobs, and so on. We felt like that was where we could make a real contribution. Here is a snapshot of our recruitment flyer, pretty similar to the one Erika had just showed you. We found it to be really powerful to invite people to tell their story for the purpose of helping others and also to feel less alone. I think it mapped what kind of story you are eliciting maybe. How you pitch this message. But for people who are feeling depressed, the idea that they can be helpful was really galvanizing and I think inspiring in many cases. 

We also have interviewed around the country. Here is a little map showing where we physically went to interview. We wanted to get folks though from all over the country. We tried to recruit specifically for people who were born and raised in other parts of the country even if they had relocated to some of the places where you see the stars on this map. It is another way to look at geographic variation; which of course, is just one element of the variation we are looking for in capturing diverse voices and moving from voice to voice. But there are some innovative ways that people in our network are experimenting with to really up our game when it comes to variation. 

Here is a screenshot of the landing page of the young adults' experiences of depression in the U.S. Our module, which will be launching live next week as Erika mentioned. You can see down the left-hand side, a little bit of the categories that emerge when you do your data analysis and figure out what your interviewees have said. In our case, we completed 40 interviews. We found that they grouped the topics that emerged – grouped under these categories. What were people's first experiences with depression? What was it like to live with depression? There was a lot about that. 

I am going to show you in one sec. What it meant to get help and seek assistance from clinicians and professionals. Here is really an exploration of the various kinds of treatment and help that people got ranging from therapy to medication, to hospitalization, to holistic medicine. All of that, getting a diagnoses. We heard a lot from people about helping themselves, self-care. What it meant to feel better to connect to other people in their lives. The titles here reflect a lot of the language that we heard directly in the interview. 

This idea for example; having a purpose in life or maintaining hope as you cycle through depression and less depression, which is true for so many people. We heard a lot about pets, for example. Here is something when you talk about both engagement but also the utility of having told your story and giving clinicians. For example, a way to connect to patients by talking with them about their pets and the variety of experiences they have had. Messages to others, which you see on the bottom there again on the left-hand side. Those are features of every web module. 

It is a powerful way to capture what interviewees wanted to say directly to other people in their situation as well as to family and friends, or professionals. Here you can see the popped out living with depression. The first two topics, for example, again can highlight the range that we can capture with this kind of research. How depression feels is an analysis of what we heard in the interviews complete with those video clips Erika described. In the voice of people we interviewed, describing the metaphors that capture their feeling. That kind of thick description that qualitative researchers so love to hear. 

Signs and symptoms of depression; the next one down is a mapping onto the tool that clinicians use to diagnose depression and assess whether it is present of what we heard in the interviews. In fact, we heard a description of every single sign and symptom. But if you look at those two modules, you can see sort of the range and the utility, and some of the difference. Here is a shot of how depression feels. You can see a little bit of the display that we used. Marty, who is the first person there describes how he could not get out of bed. Sam below says that during bad periods of depression, his experience being overwhelmed is itself overwhelming. 

You can on the website of course, play and listen to these clips. We tried to organize them both to highlight things that we heard a lot, those themes and also to highlight where there was variation even if we just heard a little of an experience that was different, or just highlighted a different dimension. We analyze and display to show that variation; again that voice to voices idea. Here is a little peak at depression and work. Another part of living with depression where we heard both about how work can make depression easier; and also how depression can make work really hard for people to do. Again, you can see, if we were live here, which we cannot be on the webinar. 

You can go down below Joey where it is highlighted. Who talks about how getting even a crappie job added necessary structure to his life and made him less depressed? You could down and hear other folks below. On the website, we organize. If you look at the top on this screenshot here. You can see the topics is all of the way on the left. That is what we were just looking at. You can also organize by people's profiles. 

Some of those same folks you just saw were giving you a view here of their profiles where we have both long and short biographies, which they approve. That we draft. They approve. Then all of the clips from their interviews, which is not the entire interview; but is everything that is on the website from their interview is also located there. You could go. You could say well, Marty talked about how it was so hard to get out of bed. Now I want to know more about Marty and we could really get to know him. 

The website is very flexible in terms of an exploration that is by topic or an exploration that allows you to get to know individual participants in that module much better. Erika talked a lot about this idea of empowerment. I am going to give you just a couple of examples from the depression module. We have kept in touch with our participants some of whom, it has now been a year and a half almost since we interviewed them and had lots of back and forth with transcripts, audio, and video files. Clips that we have decided to use; long bios, and short bios, and news about the launch that is coming up. 

We have had some incredibly sort of moving engagement experiences where people have, for example, read the bios that we drafted; and said how much they really felt seen by having themselves sort of reflected back to themselves through what we have developed. We have also had people who really got spooked. Who had given us permission to use material? Who wanted to redact it? Who said, for example, well, what I said about my family at the time of the interview eight months ago or six months ago, or a year ago. Now, I am in a different place. I do not want that out in public. Or, I do not want you to use my audio anymore. I want to go to text. Because I do not want to be identified. Or, in my text, I do not want you to describe what kind of pets I have. Because I am worried somebody could identify me that way. 

We have had also some wonderful ongoing engagement just in people's lives. People have let us know, they are getting married. They got to grad school. They are doing their stigma busting around depression with a media piece they want to share with us. They are doing their research around this kind of issue now as well as they are really struggling with their depression still. We have engaged our participants as advisors who helped us determine how to maximize variation in our sampling. 

Who are we missing, we asked them. They were wonderful at helping us think about that and develop more outreach strategies to get that variation. They helped us develop the topic summary categories and titles that I was just showing you. They also weighed in specifically around how the bios should look. How long they should be and processes for having participants approve those and look at them. Bringing in voices that would not be heard. 

Erika has spoken about this quite a bit. The quote here on the screen about how many of the most important institutions in contemporary life are designed for people who enjoy group projects or high levels of stimulation. That is from Susan Cain's book, Quiet. She also talks about how in society, generally, we really have this extrovert ideal where people who can put themselves out there this way are the loudest voice and often the most valued. I think we have a technique here that really helps amplify patient voices of folks who have a lot to contribute. 

They may want to contribute their story. That is their contribution. They do not want to necessarily even stay engaged on the e-mail or on the advisory group for this project. But they feel the value of that contribution and so do we. In our module, we interviewed people who would not be able to leave their homes. But because the interviews can take place and take place in home and community settings, their voice was able to be heard and amplified. 

We interviewed people who had not disclosed their depression diagnosis to anyone else and were really kind of going public for the first time by doing the interview. Who were worried about damaging their reputation with their family, or friends, or coworkers; but wanted to tell their story. Again, a really powerful mechanism for that. Here are just a couple of people we interviewed. I wanted to highlight for you. 

Maya, as you can see her. We used her audio, not video. She did not want her face on the image. But she selected this image to be shared on the website. She really wanted to highlight this idea that she is a person who she said when it comes to like the analogy about a piano. I play all of the keys. I have very high highs. I have very low lows. It was a powerful thing for her and motivator. She wanted to say depression does not only mean struggle and pain. That is not all I am about. I want to also tell you about some of my highs and the range in my emotional life. 

Natasha spoke about how to her part of what was meaningful about engaging in this research was that she comes from a super small place, a small community, a rural place. Also, she is a queer person. She thought that was a voice that would be good to have and to add. There is a little bit in folks on voices on why this mattered to them. We have had some history in the U.S. As Erika said, this is this changing ideas about engagement, and inclusion, and voice, and moving from voice to voices, and listening from those quiet voices. Those things are starting to change. This idea that we could possibly have a standardized patient or a single patient. Listening just for their voice is giving away to this idea of voices. 

I think we are really proud in the Health Experiences Research Network Erika described to be part of that move. You can see here a montage of all of the people we interviewed and a number of silhouettes. There are still some silhouettes missing here of the 40 folks we talked to. But the idea is to have those voices live. I invite you to hear some of those voices on some of those folks in this picture live at the launch of Healthexperiencesusa dot org with this module, which will be happening next Tuesday. 

It will be at 2:30 Pacific Time. I do not know where…. You guys are all around the country. But if you go to Healthexperiencesusa dot org and click on modules, you can find a way to register virtually to be there and join us. We would welcome all of you. With that, we are going to turn it over to all of you for your questions.

Heidi Schlueter:
Thank you Rachel. We have received several questions in. for the audience, if you do have questions, please use that questions box and GoToWebinar to submit those into us. That question box is located on that dashboard on the right-hand side of your screen. Before we get started, Rachel, Erika, do both of you want to show your screen in case there are questions that come up on that you want to refer to a slide?

Unidentified Female:
Sure, I can do that. I have all of the slides. We can do my screen.

Heidi Schlueter:
Okay.

Unidentified Female:
Do I have to now show my screen again? Okay.

Heidi Schlueter:
Yes.

Erika Cottrell:
Then I will make this big, okay.

Heidi Schlueter:
Okay. I am just going to start at the top here. We will work our way down. 

Erika Cottrell:
Alright.

Heidi Schlueter:
Has DIPEx been mined to identify priorities for consumer driven measures of development or refinement?

Erika Cottrell:
That is an interesting question. I am not sure how much that has been done in the U.K. I will turn it over after I say something to Rachel and Mark Schlesinger who is on the line to see if they know. But we have absolutely thought about the virtues of – or included that in some of our grant applications specifically to PCORI. By aggregating all of these patient experiences, it could really be a way to improve the development of patient reported outcome measures and making sure that we are actually capturing outcomes that are getting at the important aspects of experience that matter to patients. Rachel and Mark Schlesinger, do you have anything that you want to add to that? That you know about, and that has happened already in the U.K. with regard to that; or other things, other thoughts?

Rachel Grob:
Only to add that we know that in the U.K. the data on DIPEx has been used for quality standards, for the formation of quality standards. Their equivalent of say AHRQ and some of our other quality standard settings. Yes, and it has been rated very highly in terms of standards upon review in the U.K. They are really proud of those kinds of designations they have gotten in terms of the certification of the rigor, and completeness, and quality of the research. The way it is backed up by clinical advisors who really make sure that it is not out in left field. That it is mapping onto what we know clinically from that side of the evidence base.

Mark Schlesinger:
This is Mark. Am I hearable?

Erika Cottrell:
Yes, you are, Mark.

Mark Schlesinger:
_____ [00:49:53]

Erika Cottrell:
Yes.

Mark Schlesinger:
Yeah. I wanted to add one thing in that. I was involved in preparing the PCORI methodology report. It has a section about patient reported outcomes. You mentioned them, Erika. One of the things that we did. My role in that was to coordinate the stories, including patient stories that try to illustrate or amplify the points in the methodology standards that PCORI put out, particularly in this case on patient centeredness. 

One of the things that I took away from the stories was how difficult it has been to develop measures, patient reported outcome measures that can be incorporated into electronic health systems and research. When we talk to patients, the level of identification with the outcomes of the existing and validated measures was not that great. Of course, it came out in brief stories in that report and not in some quantitative approach. 

I see kind of two roles here. I mean, I think there is a_____ [00:51:16] – a process already for trying to make outcome measures particularly in comparative effectiveness studies flexible. That is to find a way that what you are measuring as outcomes is personalized. Somebody who says they just want their asthma or COPD to improve to the point where they can garden this spring. It has that particular outcome, but fits into an overall validated compound, multi-item measure. 

That is one direction. But the other direction for this kind of research is both in the development of them but also in the testing of them. I mean, many people now who go regularly see a physician in a specialty setting are filling out through the electronic medical record. They are filling out PROs. They are filling out outcome measures. That is part of their health experience. It is something that we might want to look at. Every time we implement one of these in an EMR, we think that is the end of the story. 

Now, we just sort of measure up how people are doing rather than seeing whether this outgoing measurement seems to hit the mark. I think with issues like the quality or character of pain; the symptoms of depression to use another example. There is often a mismatch that could be an opportunity for additional research or additional development of measures. 

Erika Cottrell:
Great, thank you Mark.

Heidi Schlueter:
Thank you. We will move onto the next question here. How might it be possible for others to get involved so that this thing or soon to be conducted qualitative work could be included in the library of patient narratives?

Mark Schlesinger:
I can say a word about that.

Erika Cottrell:
Yeah, why don't you?

Mark Schlesinger:
I'm sorry, from the VA perspective….

Erika Cottrell:
Yeah, you take that, Mark.

Mark Schlesinger:
In the health experience research group, the plans for the repository or whatever we end up calling this effort, it goes well beyond DIPEx modules. There is a broader range of health experience research that should be preserved so that other researchers and other people can access it. We have so many projects in HSR&D that include a qualitative component, very often focus groups, but sometimes others. We have large qualitative research studies of health experience that use different approaches to DIPEx. 

We are not envisioning that as a purely DIPEx related activity. It is a VA activity. It involves a broader range of methodologies and researchers. At some point, we have to develop criteria for what is and is not included in such a repository. Some of the preliminary ideas about that is it probably will not include survey results. The results of surveys that could be seen more as quantitative information. That could be included in some other kinds of repositories that the VA research has. 

But as far as what study designs and formats, I think what we are doing with the DIPEx model is trying to lead the way for what this…. How would we organize this information in a repository? How would we make so that the equivalent of the compatibility issues across sources for quantitative data? How we would handle that. If you will, common data model kind of issues from studies of different designs. 

I think all we can say about this now is that we could probably take a few studies, including the module that Erika is doing on Veterans reintegrating into society after brain injuries; and a few other large-scale VA qualitative studies. Try to work on how we would get those into a common format, at least common enough; that if you try to access an issue like experiences with medications of people, you could find things across modules and across study designs.

Heidi Schlueter:
Great, thank you, the next question here. What are your ideas for recruiting _____ [00:56:17] female and non-white Veterans?

Erika Cottrell:
That is a great question. Some of the topics we have taken so far is we have really worked with the women's clinic here at the Portland VA to try to recruit more female Veterans. They even had a women's health fair at one point that we had distributed fliers there. We had the team members kind of talk more about our study. The non-white Veterans, I think that we have been trying to get more into the Veteran communities and get outside of the VA; and not just rely on the VA for our recruitment. That is where we have sort of been more successful. When I think when we even were recruiting in other geographic areas sort of having a contact somewhere. 

Sara Dolen who is on our team did a lot of work reaching out to different Veterans_____ [00:57:13] organizations and Veteran support organizations across the country. She was able to most make inroads when we found someone who was willing to help us. Who was locally there on the ground? That could then reach out to others in their network. I think that Veteran peer-to-peer outreach, so that they add some legitimacy. 

That is my best response now and what we found to be most useful. I would hope that as we can spread the word about this approach that can build. This first time, I think is always the hardest. Going into a second module, I think we would be able to hit the ground running a bit more and try to really leverage the Veterans themselves to help get the word out more broadly. Rachel or either of the Marks, do you have anything you want to add to that?

Rachel Grob:
I do not think so. Maybe we have time for one more question.

Heidi Schlueter:
Let me find a good one here. If we are just going to do one more. What would your recommendation be, if you were a researcher and wanted to take the first steps to interviewing your patients and caregivers about research they would like to see? Does it involve focus groups, surveys, questionnaires, et cetera?

Erika Cottrell:
Rachel and Mark Schlesinger, do you guys want to tackle that one?

Rachel Grob:
Sure, I think it really depends what your basic area is and how much we know about that. I think for DIPEx in terms of identifying topic areas. It can come from patients and patient groups. It can come from researchers who are already attuned in this area and sort of know what has been done and what is lacking. It can come from advocacy to define an area. We fort he depression module did do discussions with people who had depression and cognitive interviews around topic areas around the interview guide. 

We would know how to go into those first interviews, and Smart, and informed, and patient engaged, and centered as we could be. Then we did iterative processes. I think focus groups can be a wonderful way. Lit review is an important part of the DIPEx methodology to kind of get a hold of things before you set out. I would say there is no one right way to do it. But that it is an excellent question, which in and of itself indicates a sensitivity to be attuned and not just go charging off with research ideas sort of half-cocked.

Mark Helfand:
One other thing I would add. This is the other Mark. There is a wonderful abundance of information out there on the web. One great way to get patient perspective is to show that to them in various ways. Get them to react and get them to identify what feels like it is missing from that. That both helps by giving them something to react to. It also helps you as a researcher figure out where the gaps are between the things that are covered out there in social media and the things that are missing.

Erika Cottrell:
One thing I would add too is that in all of our interviews we have completely made a concerted effort to ask people if there is information that they wanted to have about their condition that they have not been able to find. If there are questions that they really feel like they need answers to? We have been trying to kind of pull out some of the gaps from the patient perspective and where the research has been. We will continue to do that throughout the modules. 

I think the idea is that once we have enough of these; if a researcher is starting a study and wants to just – well, a researcher could go to that information and sort of use our database as a way to help inform their research as a sort of first step. That really speaks to part of the idea of doing this on a larger scale; and making it available; and having it, as Marks said, preserving the data.

Heidi Schlueter:
Great, thank you for answering that. We will wrap things up here. We are just past the top of the hour here. For our presenters and discussants, thank you all so much for taking the time to prepare and present for today's session. We do very much appreciate it. For the audience, thank you everyone for joining us. 

I am going to close the meeting out in just a moment here. When I do that, you will be prompted with a feedback form. Please take a few moments to fill that out. We really do appreciate and read through all of your feedback. 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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