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Molly:  We are at the top of the hour now. So at this time I would like to introduce our speaker. I’m pleased to present Dr. Gala True; she’s a core investigator and co-director of the methods core at the center for health equity research and promotion, known as CHERP and that’s located at the Philadelphia VA Medical Center. She’s also project director from War to Home, through the veteran’s lens and a research assistant professor in the division of geriatric medicine at the University of Pennsylvania Perelman School of Medicine; so at this time I would like to turn it over to Dr. True. And you should see that pop up now. 
Dr. Gala True:  Great, thanks so much Molly, I appreciate it. Thank you all for joining today’s cyber seminar. I’d actually like to start things right off with a poll question. 

Molly:  Sounds good, I’m just going to take control back real quick. And for our attendees you should see a poll question on your screen at this time. Gala would you like to read through those options?

Dr. Gala True:  Sure so I’m just -- I’d like to know what is your main interest in learning about photovoice or photo-elicitation methods, which I’m going to abbreviate as PV or PEI; so if you could select one you’ve either heard of PV/PEI and you just wanted to learn more today. You’re thinking about using PV/PEI in an upcoming project? You are going to be using PV/PEI in upcoming project that’s been funded or that you intend to undertake, or you have already used photovoice or photo-elicitation methods but you still want to learn more today. 
Molly:  Thank you very much. It looks like we have a very responsive audience today; we appreciate that, it will help Dr. True provide the right level of information during this session. So we’ve already had over 80% of our audience members respond; so at this time I’m going to close the poll and share the results. If you’d like to talk through those real quick.

Dr. Gala True:  Okay I think I probably minimized them to get back to my main -- 
Molly:  Just press escape out of your full flagship mode then you should be able to see the answers, or I’m happy to take through them for you. 

Dr. Gala True:  Sure so it looks like about half of you have heard of photovoice or photo-elicitation interviewing and want to learn more and or thinking about using an upcoming project, a pretty small percentage 6% will be using the method or approaches in upcoming project and about 17% of you have used them but want to learn more; so thank you, that’s very helpful. 

So my purpose today is to introduce two approaches to using visual methods in health services and implementation research and the two methods are photo-elicitation interviewing and photovoice. There are areas of difference and overlap between these two approaches or methods that I’m going to talk about a little bit today. But I think I’ve -- there’s been a growing interest in these methods within the VA so it’s important to talk about both of them. And in particular I want to focus on some of the practical and ethical considerations that arise in using PV and PEI and share some insights from my experiences of collaborating on a photovoice project over the past four years with veterans who served in Iraq and Afghanistan. 
I also want to touch upon some of the emerging questions and ideas around how to measure the success and impact of photovoice; so I’ll probably be raising more questions than I’ll be answering and hopefully we’ll have a lively discussion at the end, as lively as you can have with you know the questions being submitted by computer. So I feel like this is a pretty timely topic in the VA right now. Photovoice and photo-elicitation interviewing methods and approaches are part of a continuum of community engaged research methods and approaches, which are very well recognized and widely used outside of the VA and are beginning to be used more within VA especially with the VA shift toward incorporating the voice of the veterans and research and redesigning of care and the overall emphasis on engaging key stakeholders which can include veterans, communities, community organizations, VA administrative an clinical leadership on the national and local level. So there’s really a great potential for using these methods and VA research not just with patients and patient populations but also with -- I believe with VA staff and employees and leadership administration. 
So I’m going to talk a little bit about visual data and health research in general and then narrow things down to talking about photovoice and photo-elicitation interviewing. Basically the use of visual data and health research can include many different approaches and methods; so there’s participatory film making, digital story telling, participatory mapping using GIS. A lot of people are starting to use digital archiving and blogging to do participatory research with communities and patients or to investigate what patients are saying on the web about different things. And photovoice and photo-elicitation interviewing are just two of those methods. 

The growth of visual and digital research methods and health services research and translational research and quality improvement work have been driven by a number of factors including the recognition of the importance of the context and lived experience for understanding and addressing health disparities and designing interventions to ameliorate public health problems and translate research findings into real world clinical and community settings. 

But they’ve also been driven by patient centered research approaches such as the kind of work that’s funded by organizations like CACORI (ph). So there’s this understanding that patients and communities and often funders have expectations that research will be responsive to patients experiences and realities and results in findings that will offer real and actionable answers to problems faced by patients and communities and healthcare organizations and providers. And that research in general will be more accessible and relevant for patients and other key stakeholders. So there’s also kind of been a real increasing accessibility and affordability of new technologies that allow for the use of visual data and health services research and along with that increasing accessibility and affordability of those technologies has you know been this growing understanding that using visual data and health services research can help with allowing patient participants or participant collaborators to have new thoughts, kind of stimulate their thoughts and their memories and their awareness of the questions that are being addressed and the research to allow for the verbalization or exploration of sensitive or difficult to articulate topics. It can allow for building repoire and common understanding between the researcher, the interviewer and the respondent and it can really enhance the ability of researchers and participants to tell a story with their research, being able to use visual and narrative data in telling those stories. 
So I think it’s useful to talk a little bit about the background of photo-elicitation interviewing and photovoice because they did -- they have grown out of different histories and disciplines. While there’s some overlap between the two and some convergence it’s also very important to be aware of the differences between them in terms of the goals and methods of these two approaches when deciding which approach is right for your research questions and your needs. So photo-elicitation and interviewing is actually the older method, the older approach and it really without going too much into the history it’s a method that was driven by anthropologists who were kind of challenging this idea of text of the primary means of knowledge production. And they were also challenging the notion of the ethnographer as the sole producer of knowledge. So the idea behind using photo-elicitation interviewing was that by using means other than text to kind of help produce knowledge and to -- to explore the lived experiences of people who were formerly sort of the subjects of study that by using some visual data that there would be the opportunity for them to be able to participate more as equals and to have more access to being able to tell their stories. 

So some of this grew out of the work of Margaret Mead and Gregory Bateson working with the Bolognese. They used photographs and field work to enhance and supplement their field notes and interview data. And they thought of photos as a way to capture culture and meaning in ways that text could not. That work has been built upon by anthropologists as Paolo Friere who was working in Peru with poor urban communities and introduced photos and drawings of elicitation tools into his work with children living in poverty. In order to help stimulate self awareness or what he called critical consciousness; so he had children take photos to illustrate their lives as an innovative way for people who are typically the subjects of inquiries participate in knowledge building interpretation. 

So PEI is based on the simple idea of inserting a photograph or other visual document into a research interview. The photo can be taken by the research participant or identified from another source by the researcher, members of the research team or the photo can be taken specifically for the research project by a professional photographer who is a member of the research team. It’s an alternative to a verbal only method of capturing perceptions and experiences and can stimulate new thoughts and memories that are prompted by but not necessarily contained in the images. Photo-elicitation interviewing this idea of inserting photos into the interview can really help to make things that can be difficult to articulate or often maybe hidden or invisible in research come more to the forefront and be able to be verbalized and visualized and access by both the participant and by the researcher. 
It really increases the reflexive process and self awareness I think for both the participant and the researcher can be used as a memory aid for people who are being asked, let’s say reflect back over something like a history of homelessness over a lifetime of you know, 50 or 60 years and it might be -- you might be able to use visual data to help prompt them being able to think back in time and remember events and factors and what happened. And it can also be a way to break the ice. These photos are visual data inserted into the interview can be a shared focus for the researcher and the respondent and for those of you that have done face to face interviews it can be a way to build a repoire but also to kind of talk about difficult subjects without actually having to sort of look someone right in the eye and ask them a very sensitive and difficult question; you can kind of be looking at this photograph and then asking questions about the persons experience or views. 
Photo-elicitation interviewing may be particularly helpful for research involving people with verbal or cognitive issues that make it difficult to articulate their feelings or thoughts or for those who are not used to expressive thinking aloud. So I think of some of the work that I’ve done with military veterans and how some of the work that’s just used kind of semi-structured interviewing without photo-elicitation isn’t always so successful in getting them to reflect and be self aware and talk about things that they may have been used to sort of repressing or glossing over. But somehow that insertion of the photograph into the interview can really allow for them to expand and tell a story that’s much more rich and self reflective in terms of how they’re thinking about things. 

So some crucial points in terms of thinking about using photo-elicitation methods are questions around who will take the photographs and who will interpret them? So is it going to be the researcher, is it going to be the respondent or is it going to be both of them working together? Photo-elicitation interviewing is often really differentiated from photovoice mainly that it’s not always embedded in action or participatory research agenda. So when I talk about photovoice that will become a little bit more clear. 
So photovoice is a method and approach that was pioneered by Carolyn Wang and her colleagues and it is embedded in participatory action research; so at the core of photovoice our concepts of community and individual empowerment and seeking to improve health and healthcare and conditions of people’s lives by influencing policy either on kind of the big P policy national level or possibly on the more kind of lower case p local level. With photovoice there’s greater involvement of participants and shaping the research questions from the start deciding what to document and what stories to tell about themselves and their community. There is an advocacy component to photovoice and often a really different emphasis on the kind of products and outcomes that come out of a photovoice project. So where just a contrast a little bit with photo-elicitation interviewing you may still think that you’re kind of primary products and outcomes are going to be academic research papers, white papers, recommendations to your organization, you know new research findings, building on the research, being part of the kind of research enterprise. But with photovoice you might be thinking about those things but also thinking about developing other products like an exhibit that can be used to help communities and individuals advocate for some of those policy changes that they’re looking for or some of those changes and processes of care. 
With photovoice, especially with sort of the traditional photovoice method pioneered by Wang and Burris there is usually a group process at the beginning but it can also be at the end or throughout; so what I mean by group process is that with photo-elicitation interviewing you may still really be doing very individual interviews and you’re inserting the photograph into the interview. But with photovoice there’s often a process of meeting with a group of people either at the very beginning to help shape the research questions and thing about what we represented in the photographs that are taken. Or that may happen later on when you have some of the photographs have been taken and you have some stories and then you want to meet as a group later on to think about okay what do you want to represent in an exhibit or a presentation to policy makers? And then there may be a group process throughout the project that can be ongoing so you can actually be creating community through photovoice. There’s definitely a community building aspect to photovoice.

There is an expectation that text may not be the primary object of the knowledge so again that goes back to the idea that you may be producing reports of finding publications but you’re really also thinking with photovoice very much all the way through about how to address the relevance of your findings, cue the individuals and the communities and other stakeholders involved in your project. Photovoice, many people think and there’s a lot of literature out there about being participating in a photovoice project having a therapeutic aspect to it and gendering empowerment in individuals and communities that are involved in photovoice projects. And possibly being a catalyst cue people becoming activists or building on advocacy work that they’ve already been doing. So it really moves beyond often with photovoice the work and the collaboration and the community building really moves beyond sort of an original let’s say, one year research collaboration or something like that. And I’ll talk about some examples of that in my work.

So just to kind of summarize I would say that photovoice really is an approach with community based participatory research principles under pinning it whereas photo-elicitation interviewing can be thought of a little bit more as a method that may be used as part of a photovoice collaboration but may also be used in other types of research. But both of them require attention to practical and ethical considerations when it comes to the use of visual data and research. What some people have referred to as image ethics, which I’ll talk about a bit later. But also I think it’s helpful to have some attention to the ethical principles that underlie community engaged and participatory research which can be different from the Belmont principles that tend to underpin other forms of more traditional research methods and approaches and often determine the structures of the typical academic IRB. So these are some of the things that I want to talk about in some of the time remaining.
I think a great article for understanding some of the differences between photovoice and photo-elicitation interviewing is an article by Padgett and at the end of the slides are the references for all of the articles or books that I refer to today. So this will talk a little bit about how you might if you’re thinking about writing a proposal or you already have one you probably already thought about this, but thinking about some of the rationale and specific aims for arguing for the use of photovoice or photo-elicitation in your work; so some reasons would be to explore the lived experiences of a particular community or group of individuals who might have something in common. And to try to elicit rich description of what are thought of as sort of hidden phenomenon, they might be things that don’t typically get looked at in research or that people aren’t typically willing to talk about. Or concerned about how they might be represented if they talk about these things. And also to help explore sensitive topics that can be more difficult to explore through semi-structured interviewing or other types of approaches and methods. You’re really thinking about photovoice and photo-elicitation interviewing as being a means to generate person and community oriented understanding and things like gaps and systems of care. So again, this comes back to the kind of Cacory (ph) ideas about why you’re doing research and how this research is going to improve the health and lives of people who are effected by a particular health issue. 
You’re thinking about these as being ways to develop and especially photovoice as being ways to develop and evaluate strategies to ameliorate those gaps and that those strategies are really generated by the people that you’re collaborating with using these approaches and methods. 

Another kind of way to think about specific gains or rationale for why you want to use these methods is that there is this idea of empowering participant collaborators to be able to articulate needs and challenges and solutions for their particular problems using their own language and their own world view and advocating for change in ways that are rooted in their real life realities. It also, I think this is very relevant to what’s happening in the VA right now is that these methods and approaches are very useful for thinking about how you can align the goals and strategies and resources of different stakeholders to improve systems of care so by using methods like photo-elicitation interviewing you’re really eliciting from people what are their goals and how can you sort of look across different stakeholders within an organization like VSA (ph) and think about where are the areas of overlap in those goals and how can that be used to kind of harness change in a way that will be adapted and taken up by different stakeholders. 
I think with photovoice there’s also it’s very important to pay attention to the dialogic aspect of photovoice so a lot of times you see people sort of say that they want to use photovoice as an approach but they don’t think about the audience, who is the audience for this photovoice project because photovoice really does imply an audience. It’s about empowering individuals and communities to be able to articulate their needs and be able to convey those to an audience that they may determine as part of developing the research question, as part of collaborating with you they may determine who those audiences are. But I think leaving that part out you know is something that you can often see in  people who think they want to use photovoice methods but it’s important to keep in mind that there should be an audience and a dialogic process going on with photovoice work.

So just to give a quick example of how you might write some specific aims for studies using photo-elicitation interviewing and some of the words you might use. This is from a project where I’m mentoring an MPH student and she has been doing some work around experiences of transgendered youth relate to their health, their self care and their encounters with healthcare providers and organizations. And she’s interested in using photo-elicitation interviewing because she’s come up against the challenges of people not always be so willing to talk about some of these issues and she -- and also she feels like it would be very compelling to you know, have their photographs and their narratives to help illustrate their experiences. So some of the language would be things like understand and describe the experiences and perspectives of transgendered youth, explore the relationship so this could be a -- this is a mixed method study where she’s looking at some measures of mental and sexual health. So you can talk about exploring the relationship between these measures of mental and sexual health and the themes that are represented in the photo narratives. And then developing a conceptual model to guide implementation of patient centered care practices for transgendered youth that are informed by these photo narratives. 

So now I want to talk a little bit more about my work and my photovoice project and talk about how that developed and some of the kind of lessons that we’ve learned from this project. So a brief history -- this project was funded by a pilot grant from VA HSR&D but through continued collaboration with the veterans who participate in the project and so continued funding from various sources this collaboration has actually been going on for about four years now. I won’t get too much into the details but basically I had been doing work with veterans who served in operation during Freedom Operation of Iraqi Freedom and I had been doing life story interviews with them to try to understand some of their experiences of deployment and homecoming and seeking care. And two kind of interesting things happened, one was that the veterans themselves really actually wanted to be identified in their stories, they did not want to be made anonymous. They didn’t want their stories to be made anonymous, presented anonymously but I had written the protocol such that was how the study went forward. You know I was doing these interviews of them, they were sharing these incredibly rich stories with me but I hadn’t really thought about having them be involved in dissemination of findings or having them be identified in their stories. And they really came back to me and said, “This is” -- basically they sort of advocated for the idea of “Look this is my story and I want to be able to share it” and I’m glad you’re going to be sharing it but I’d rather do this a different way. So it was kind of eye opening for me. I had worked with communities outside of VA where we had been doing advocacy work together but I thought okay here there’s really an opportunity within the VA, I think this was back in 2009 or 2008. I thought there’s an opportunity within the VA to work with veterans as advocates who own their stories and who are interested in effecting change.
And the second thing that happened was that the veterans once they got to know me well enough and had met with me a few times some of them would start to bring in photographs to show me and to help explain a story they had told or maybe even get a richer version of the story they had told or just to show me who their friends were or where they had been deployed to, where they had been living. And you know I was very aware of photovoice methods and I was not aware of them having been used inside the VA. And I thought here these veterans are bringing in these photographs and they’re really using them as a way to help open up and talk to me and share their stories and so this is a great, it’s a very great opportunity to see if I can use photovoice in the VA. 

So I got this pilot funding to work with 40 veterans who had served at least one deployment in support of OEF or OIF and to give them cameras and the general idea was to ask them to tell their stories with a focus on four questions that I had developed in consultation with veterans from community based organizations and local veterans that I had been collaborating with over the years and gotten to know. In collaboration with them we developed these four questions; so the questions are:
· How does a deployment impact your physical, mental and emotional health?

· What challenges do you face in making the transition home?

· What are the barriers and facilitators to getting the care you need?

· Where do you find strength and support?

So I want to talk about some of the challenges that we came up against when starting on this project. So one of the challenges was around how do you define community with a project like this? And that could really be a whole talk into itself. 

One of the challenges that we faced were around how do you define community with some veterans who served in operation during Freedom Operation, Iraqi Freedom? Can you really define community in that way? There’s a great definition of community that I’ve been using for a long time and been a real fan of that says that community is a group of people with diverse characteristics linked by social ties who share common perspectives and engage in joint action and geographical locations or settings. It’s a very nice definition but it can raise a lot of challenges when it comes to doing some of the work that we do within the VA. 
I think some of the questions that I came up against were you know how do I find people, let’s say for example who are engaging in joint action and geographic locations or settings when they’re veterans? It would be nice to be able to work with a unit that was maybe just coming back from Iraq or Afghanistan together and I think that some people have done that really nicely. I didn’t -- that wasn’t necessarily the opportunity that I had or the way that I decided to approach it. But really had to think of a lot of questions about how do we think about community, think about who represents the community and how do we reach out beyond the usual collaborators? So for example you know you could decide to go to a group that’s meeting within the VA, maybe a support group of veterans and work with them first using a method like photovoice and that could yield some really incredible and rich information about their experiences. But if you’re thinking about trying to answer questions about for example, why veterans are avoiding or abandoning using the VA when they come back from deployment then you need to think about how can you reach outside of the usual groups maybe that are meeting at the VA or that are accessible. How can you reach outside the walls of the VA and into the community and engage better and to maybe aren’t necessarily coming to the VA at this point. 

So I worked on thinking that those questions through this particular project and I had built some relationships already with community based organizations that serve OEF/OIF veterans in the Philadelphia area. And I decided to continue to work with those community partners but also to continue to reach out more and the way that I decided to do that, there are many different ways to do it but I decided to go out to local colleges and universities where you know, that had veteran students going back to school. And to develop relationships with the veteran student groups there, the certifying officials who worked with veteran students. Anywhere that I could find an in at these local colleges and universities, you know I did that and in many ways that led to joint -- meeting up with other groups; so within a college or university there might have been a particular group of students let’s say who are in business together, in business school together and who had decided to start reaching out to other veterans that they had served with or other veterans they thought needed help with their resumes or with job hunting. And so there was sort of I guess what you call a snowball effect where I started to be able to connect with more smaller groups of veterans and individual veterans. And so that was the way that I decided to approach it. There’d be many different ways to approach this but I think that really thinking hard about how to reach outside the usual groups that are you know, accessible to you is important in moving forward and doing this kind of work. 

A lot of things that you have to think about with doing this kind of -- this photovoice participatory research is about how you’re going to determine the roles and responsibilities of different partners within the research and how you’re going to be able to engage partners at different levels of intensity over time. So for example I have community based organizations that I work with where they’re very interested in maybe working with me on dissemination of findings or co-presenting with me or they have different agendas, like for example they might be thinking about how to improve the way that employers look at veterans and improve employment opportunities for veterans. And so they’ll engage and work with me on those particular things but then there are other organizations where they sort of come in and out of working with me and there’s a real need to consider with this kind of work what are going to be the time commitment of different partners and how can you keep them engaged but also be open to the ebb and flow of people being engaged at different times? I think in the future work that I’m doing I’m trying to build in more formal mechanisms for engaging community organizations and individuals. It is difficult because within the VA we actually do face this issue of not necessarily being able to have funding or resources sit with the community organizations that we work with because we would have to deal with issues around contracting and putting that out front, getting to work with the organizations that we originally had developed the relationships with. 
So I think those are some of the kinds of things that we can continue to work on at the VA and push on and try to figure out how -- what are the ways that we can provide funding to people who you know -- veterans who are engaged in our research either as an advisory level or engaged in maybe being involved in interpretation and that analysis or data or dissemination of findings. So one of the small things that I was able to do with this work was to obtain a small grant to be able to pay for veterans who remain engaged in the research over time to be able to pay them an honorarium and at times to cover their travel to different events to present with me and pay them as experts who co-present with me. So that was a small thing I was able to move forward with this work.

I want to talk a little bit about the processes and procedures that we followed with this project and to give you some ideas about how you might be able to do some of that in your work and kind of talk through some of the issues with informed consent and things like that. So with typical photovoice kind of as it was developed in the Wang and Burris model there would be this group process at the start where you might meet with a group of veterans and begin with sort of talking about photovoice with them, the purpose of photovoice orienting as a project, how they’re going to take pictures. I was not able to do that for reasons that mostly were practical. I wasn’t working with a group that already existed; I was consenting veterans one by one as I identified them through this outreach in the community and through clinics within the VA and things like that. So I couldn’t actually wait to get you know, six or eight of them together in a room and then do a group orientation. And also I think there was some issues kind of going to informed consent in that group setting. 

So I modified the Wang and Burris model quite a bit to begin with one on one visits with each participant to go through informed consent, to collect baseline quantitative data, to talk with them about what photovoice is and the purpose of photovoice and to orient them to the project. Then we gave them the cameras at that first visit and talked about how to use the cameras and how to take pictures, what kinds of pictures they might want to take and contribute to the project. And then we stayed in touch with them over a week or two until we could get them back in for the second interview where they had been taking pictures during that interviewing week or two and we went through in the second one on one interview and did a photo review recording the interview and going through additional informed consent, which I’ll talk about in a minute, for use of their photos. And then we -- I’ll talk a little bit about the data analysis but we spent some time looking at the photos and the narratives and coming up with some initial ideas about themes and photographs that might be used in exhibit and some ideas about an exhibit or products that might go out of this project. And we had small group visits with six to eight veterans who are participate in the project to look at this together and elicit their thoughts and feedback about the themes and what was missing and what needed to be added. And then what we might do with the data, what they -- what they wanted to do moving forward.
And for our project that was actually the beginning of the development of community were those first group meetings was when this project actually I think kind of got to that level of that definition of community that I shared with you earlier where we all started to work together and have joint purpose and developed relationships with each other and that has gone on and moved forward from there. 

And then we continued to have ongoing contact with each person prior to opening an exhibit of their photos and text, their photo narratives and to have them very involved in exhibit planning and review of the selected photos and talking about what would happen if that initial exhibit opening. And we’ve had ongoing contact over the past three years with I would say about half of the people who contributed to the project who have become very involved and moved forward to being advisors to me on different projects and things like that. 

So I want to talk a little bit now about some of the issues that come up around human subject’s protection with work like this. So issues of confidentiality may be guided a little bit differently than they are for a more traditional research project. You might think about those issues being guided more by self determination and going to the participant and asking them how do they want to be represented in the project? Do they want their name used? Do they want to be identified with their photographs? And that really needs to fit with what the goals are for the project. So for example if one of the outcomes of the project is going to be that you’re going to have some kind of exhibit where participants, collaborators are going to come and be able to talk about their photographs and what it means to them and answer questions from an audience then you really have to think ahead. You have to think during consent how are you going to address that as you talk to them about the purpose of the project, as you talk to them about what kinds of pictures they might take, what kinds of stories they might share. And so it’s very different from that kind of templated language that you see in the informed consent documents that were given by our local IRB’s to use. 
There’s some issues around co-ownership of data with photovoice that may raise concern for the IRB, the privacy officer, the information security officer locally. And those definitely came up for us and we had to deal with them, for the IRB was actually in our case definitely concerned about data security and things like that but they were more open to the idea that veterans would want to be identified with their photograph and that veterans might want to use their real names and their faces in the project. But the privacy officer and information security officer were more concerned about that and raised worries about who is going to own these pictures and what’s going to happen with these pictures start to become disseminated through an exhibit or website or things like that. And so we had to go and address those issues with our local PO/ISO; so that’s something that I’ve heard is coming up in other photovoice projects that are starting to happen around the VA. 

We had to sort of think about things like compensation and for our project we ended up having compensation include the camera. But in other photovoice projects if you can’t have the camera be part of the compensation then I think you still want to think about things like the veterans or the participants are going to want copies of their own photos, of their own photo narrative or possibly the SD card that they used in the camera or if you can create some kind of photo book or something like that. But really you want to think about how are you going to be sharing and have co ownership of data? 
So just as tips you know, be prepared to kind of talk with and educate the members of your local IRB or your PSO/ISO and think of consent as an ongoing process and think of negotiations around these questions of human subject protection and your conversations with your IRB and your PO/ISO as being ongoing conversations.

So what are some additional ethical considerations that come up with this kind of work? Some of the things that we had to think about were protecting against different types of harm that could result from the use of visual data. So for example we had to ask questions like “Could a particular photo or photo narrative cause harm to an individual veteran” and if so how would we protect against that? How could a particular photo or story or photo narrative possibly cause harm to veterans in the community? I mean one thing that we considered was that we really didn’t want to be stigmatizing or contributing to stigmatization of veterans or veterans of mental health issues in any way; so how could we protect against that? How are you going to protect against possible types of harm to audience so a lot of times photovoice is used as we said, to explore these kind of hidden or sensitive topics and there may be stories or photos that could potentially be disturbing or upsetting to someone in the audience and you need to think ahead of time about how you’re going to be dealing with that and protecting against that as much as you can. There’s also the issue of thinking about your research team; so in our particular project we really had to think about what people on the research team are going to be hearing in these interviews or what kind of stories they might be hearing from veterans and how are we going to debrief and take care of members of the research team and even people doing the transcribing to sort of check in with them and see how they were coping with some of the stories that they were hearing and what kind of supporter debriefing did they need afterward. 

And also there are issues of thinking about the possibility of harm to the institutions that maybe mentioned in -- maybe referenced in these photo narratives or others who photograph and I’ll talk in a minute about informed consent for that. So you need to be thinking about putting lots of safeguards into place and processes for dealing with potentially upsetting or sensitive disclosures. Another sort of ongoing ethical consideration for this project or for any photovoice project is thinking about and acknowledging the power differentials that remain between research partners; so even though you know ideally there’s this idea of photovoice participants being participant collaborators and being equal partners in the research. In many ways it does not start off that way and for example, you know somebody has to -- as I consulted many times with veterans involved in the project about what kinds of themes would be represented in exhibits and what kind of dissemination products we would have out of this project. But it still a lot of the power and ability to sort of curate things or think about things or think about what to include or what to exclude really still sat with me and I had to spend a lot of time thinking about how to make sure that I was acknowledging that but at the same time trying to as much as possible, be open to changing roles of different partners. So for example, giving us much of the authority that kind of comes with being the researcher and being the principle investigator, giving as much of that authority as possible over to other people within the project and sharing that as much as possible. 
And then we had to deal with accounting for some of the shifts and questions that come up with different venues and different platforms for dissemination so when we started off we really just had envisioned this -- I had envisioned this as just culminating in a one time exhibit at the Philadelphia VA but they exhibit ended [Inaudible 00:46:28, audio skipped] was two copies that now has been installed and I think about 15 or 16 different locations. And so it’s really moved beyond the original intent and I’ll talk in a little bit about some of the things that come up with that. But just some very practical things we had to consider were things like once we moved beyond having an exhibit that maybe only a certain number of people could come see and we were able to develop a website and have the photo narratives disseminated on that website then we had to think a little bit differently about how the veterans wanted to be represented and whether they wanted their real names used and things like that. So I’ll talk in a minute right now about kind of how we dealt with some of that. 
So I think an important thing to think about is that there can be with consent being an ongoing process there can also be multiple consent forms and processes for checking in so we had the original written informed consent. We also had forms for the veterans to use to ask for a persons written consent to be included in a photograph. We had the VA consent for use of picture and voice which some of you may be familiar with and it’s sort of a global release where the veteran would sign it and assign basically all rights for their photo and story over to the project for use and dissemination and research. But I also developed an additional consent for use of photos in research and dissemination to capture individual veterans preferences for doing things like with drawings permission to use some of the images or saying that they want to use specific images or saying that they wanted to use a nickname or a pseudonym or initials or something like that overall in the project. 

Later on as we started to get requests from the press to do interviews with veterans who had participated in the project we had to go back to everyone and say you know, what are your -- what are your preferences for being contacted you know for possibly participating in a press interview? What are your preferences for being contacted for doing a presentation with me or a work shop with me? And we basically just wanted to give the power to each participant to be able to think about how much they wanted to be involved and actually things have come up like participants have withdrawn over time specific images from the project or just they’ll decide on a case by case basis if they want a particular image or story to be used in dissemination. So that’s really an ongoing negotiation and lots of checking in. So I won’t go over these too much but these are some of the interview questions that have been used in photovoice. 
I’m just giving you an example of Wang and Burris’s questions which are used by the acronym SHOWeD. And then I did not end up using those questions mostly because I was working with each veteran individually and not with a group or an existing community. So I adopted these questions and asked the questions that are below sort of can you tell me the story of this photo and how it relates to your life today and what do you want others to know from it? 

I’m not going to spend too much time talking about how we analyzed the data but I’ll try to touch on it very briefly. I think it’s important to acknowledge that coding of visual data is very different from coding of text. And that there are lots of opportunities for incorporating methods and processes for member checking. So for example we developed kind of a templated sort of photo narrative story for each veteran and then sent it to them and asked them to comment on it and make any changes to it or additions to it. And then we did a lot of member checking in terms of developing the exhibit and as I said we’d been going on throughout this entire four years checking in with people involved in the project about how they feel about different events and the use of their images.

You know I think ideally you could have -- many projects can have the participants actually really involved in the actual coding and analysis of the data that can be difficult based on things like the scope of your project, your timeline, their individual preferences of those people who are collaborating with you and any institutional IRB constraints. But I’m trying to work on in the next project that I’m doing I’m trying to make it possible for the collaborators to be more involved in the analysis and coding -- not coding necessarily but the analysis of data. And I think there just in general when you’re thinking about analyzing this data there may be some types of analysis that you do that are guided by short term goals. For example, we had to do some really rapid kind of coding and development of photo narrative in order to meet the deadline for this exhibit and to be able to get information to veterans so that they can contribute and give feedback before the exhibit. But then we had to go back and look at the data again and do kind of a different kind of analysis and coding based on wanting to write papers for peer review journals and things like that.
I think that one thing that came up from me a lot and this is mentioned in the literature a bit is just that idea that you have to be very careful to think about things like not being biased towards really striking stories or story tellers and not doing any self censoring of themes or images except to the extent that you’re wanting not to cause harm and being sensitive to the fact that you’re within an institution where there may be some pull from some people within the institution towards not including a lot of negative information. But that you have to really I think push against that and balance that with the expectations of the people that have been your collaborators on the project of what they think are the important things of stories and not shying away from those even if they reflect negatively on the institutions that you’re a part of.

I’m not going to talk about this too much, I mean we used Atlas TI and as I said we kind of had to go through -- we’ve had to go through the data actually a couple of times based on both our short term needs and then longer term goals of the project. So really quickly I just wanted to show you a couple images from the project and talk about some issues that came up around them. So -- this is an image by Toby who took this photograph and then he has this quote that goes with it that I’ll let you read for yourself but I think it really beautifully illustrates some of the concepts around moral injury that have been coming up around veterans and combat veterans and some of the kind of problems that they have when they come home around moral injury. It just, for me, illustrates beautifully how the power of using these photos and photovoice or just photo-elicitation interviewing to be able to help people articulate some of these ideas because  Toby is someone who is pretty stoic and if you just sat down and talked with him one on one he might not tell you very much. But using photograph was a really incredibly powerful thing for him to open up and be able to talk about and reflect on this topic.

I like this one by Tracy, she was not really comfortable with really taking photos at first for the project and she gave a really great interview but didn’t maybe really only had I think one photo for that interview. But it -- doing -- seeing the other veterans photos and photo narratives in the group meetings kind of opened her mind up a little bit and she thought “I think I can do this” so she ended up taking more photographs and then sending -- giving me captions to go with them like this. So I think I just wanted to kind of illustrate that there does need to be a level of flexibility within doing this kind of work where you know, some people may not be super comfortable with taking photographs and reflecting on them right away but maybe something that they can build towards. And so that ongoing relationship that happens with photovoice I think is very important for being able to have people be able to participate fully and contribute fully.
I’m going to skip the next couple, the next slide and go on to talking a little bit about image ethics. So some of the things that need to be considered are questions around the context in which the images are consumed and having limited control over the interpretation. So you know I kind of came up against this full force one time when I was sitting in the room where the exhibit was on display in Philadelphia and I heard two Vietnam era veterans talking about a particular photo narrative that was about being a veteran who was against the war after she had served. And they were sort of talking about how they didn’t really like her perspective and they thought she was ungrateful. And I remember just sitting there in shock thinking but that’s not the message of that photo, you know that I really disagreed with them. But I was able to go over and have a nice conversation with them and understand their perspective and I think it really showed me point blank that once you put these photos and images out there you have limited control over how they’re interpreted and consumed. And as this exhibit has been traveling we have tried to put some ideas in about how we want the images to be used or what kind of programming we want around the exhibit but we can’t control how each individual person you know looks at a particular image or story and thinks about it. And that’s one of the things that’s really interesting and dynamic about this kind of work. 
I think another thing is just keeping in mind that photos are static but people and events are not. So already in some ways this project could be seen as outdated or something that we need to update and work on because it’s about four years old now. These particular individuals have moved forward and are in different points in their life. And you know the issues that are facing OEF/OIF veterans may be are a little bit different than they were four years ago to some extent. So I’m going to skip again -- I’m not going to go over this slide too much but I think it summarizes some of what I’ve been talking about as this kind of issue of fit between community based participatory research and traditional kinds of research and IRB and I think the really nice book to look at is this one by Sieber and Tolich if you want to think more about these issues. And I do think that the kind of work that I’m talking about can fit within the VA very well it’s just a question of adequately explaining it to the IRB and making the rationale and using the right language. And even within the VA finding the right documents and policies to help support what you’re doing.

So I’m afraid I don’t have as much time to talk about this as I wanted to but some of the other things that have kind of come up within this work and I think that are important to pay attention to if you’re thinking that you’re going to do this kind of work are things that actually really come up in field work. So there’s a great book on field work by Harry Wolcott in the art of field work that I would consider looking at if you’re interested in this. But other things that come up within this that are really beyond kind of the boundaries of what’s covered in a research protocol or even what you think about when you’re proposing the research.

But there are issues are reciprocity; so you have to be thinking about the importance of the researcher and the research team establishing priorities and trust with the veterans or your collaborators and there has to be a level of reciprocity of people are sharing their stories with you and in many ways just to put it bluntly you’re kind of building your research career in many ways off the generosity of them sharing their stories and experiences with you and working with you and collaborating with you. There has to be a level of reciprocity that I think goes beyond kind of what maybe is spelled out, you know within something like the Belmont report and the Belmont principles that guide kind of more traditional research. 
The same thing about boundaries. There’s often an emphasis on maintaining boundaries between work life and that can sort of evaporate somewhat when you start to do this kind of work and having these ongoing relationships with your collaborators. I mean now I travel with veterans who have worked on this project with me. We eat dinner together, we know each others families, we interact on social media together to some extent and we’re starting to really co-produce you know new products together and so those boundaries really have become very kind of flexible and porous in many ways. I think there’s also some level of ambivalence that comes into this work; so sometimes some of the veterans that I’ve worked with have become ambivalent about the research at different times and we’ve had to have conversations about it. I have one veteran who says to me, “Let’s just be really careful that we’re never doing war porn”. He just doesn’t want to feel like we’re ever kind of trotting out veterans and their stories and their traumas in order to benefit in some way. So he’s just really thoughtful about that and we talk about that quite a bit. There can also be ambivalence on the part of the researcher. So especially if you’re embedded within an institution where you’re doing this kind of work and you can see some of the unmet needs of the people that you’re working with that are not being met within that institution that can create some ambivalence for you as well. And then thinking about really balancing your personal and professional ethics and balancing the advocacy rule that comes with doing photovoice work like this with your research and academic role.

So this issue of thinking about how to measure participation of photovoice project is really pretty complex and I probably should have saved it for another talk but I did want to just point out that we’re trying to think about some innovative ways to measure the impact of this project both on the veterans who contributed to the project but also on the audiences who have seen the exhibit or that you know attended the presentation by veterans and in future work I’m thinking more about looking at pulling from other fields, such as art therapy. And I’ve got a couple of references here to think about can viewing a photovoice exhibit or photovoice presentation by veterans increase empathy among providers or reduce the stigma of mental health issues and things like that that veterans are often dealing with. And then how can being part of a photovoice project lead to empowerment and increased advocacy and agency for the veterans who participate in it?

So I’d like to acknowledge obviously the veterans who contributed to this project and you can see more about their stories and more about this project on our website and also I’d like to thank the members of the research team who have worked with me over the years and the funding organizations. So I’m sorry that I took a little bit too much time but hopefully maybe there’s time for a couple of questions.
Molly:  Thank you very much, for attendees that joined us after the top of the hour to submit your question or comment just use the question section of your go to webinar dashboard, just click the plus sign next to the word “question” and you can submit any questions or comments that way. The first pending question forgive me if I misunderstood but it sounds like the veterans can withdraw permission to have their photos and names displayed publically through websites or other avenues in the age of the internet when all images can be captured and stored forever, where does the onus lie if they are captured and reproduced in other ways?

Dr. Gala True:  That’s a great question and something that I should have talked about a little more. But so when I said that they can withdraw images, it hasn’t -- so let’s see to answer -- let me try to answer this. So when we develop the exhibit veterans chose one way of being represented whether it was either their full name or initials or nickname or something like that. When we developed the website we decided to use only first names and first initials of last names so that if a veteran were Googled you would not be able to find their images or stories that they contributed to the project. One concern around -- I think it sort of speaks to what I was saying about having only limited control in terms of what happens when the exhibit moves outside is that yeah, people can take a photograph of -- a piece from the exhibit and post it and do things with it and that is a problem that we don’t have a solution to. When the exhibit is displayed at VA’s there’s this issue where you’re not supposed to be taking photographs on VA property unless you are you know, affiliated with public affairs or have permission from them. I wish I had a better answer -- I mean this is actually one of the huge kind of issues that comes up with this sort of work and I think we put as many safeguards in place as we can to deal with it but I don’t think it’s perfect and I think that the veterans who are part of the project is it’s a huge part of the conversations that we’ve had. They are very aware at the beginning that this is possible and this is something we talked about and so they decided on the name that they would use in the exhibit based on this idea that you know, someone could take a picture of their piece and put it on the internet without their permission. The images do belong to the veterans; s if someone wanted to pursue like a copy right infringement it’s not the VA that would do that. It would be an individual veteran. 
And then finally I think when I talked about veterans being able to withdraw images I should have been a little more careful in my wording; so what has happened and it’s only happened once or twice is that a particular veteran has -- I’ll just say withdrew for example, has given a lot of presentations with me about this project and at a certain point he decided that he no longer wanted to include one of his photos because he felt like it depicted him in a place that he wasn’t in anymore; it had to deal with issues he had dealt with addiction and homelessness. And he didn’t want to us it in presentations with me anymore because he didn’t want people in the audience to sort of think of him that way. He wanted to present as he is today. And so we removed it; we never used that slide when he’s giving a presentation. He did not want to remove it from the exhibit or the website; he just didn’t want to use it anymore in presentations. So I hope that answers that question but please email me if you have more questions about that. 

Molly:  Excellent, thanks for the answer. That is our last pending question at this time. Do you have concluding comments you’d like to make to the audience?

Dr. Gala True:  No I just think if you -- I’m sorry I didn’t get to the issue of measurement because it’s actually something I’m really interested in and working on quite a bit and so if anyone has interest in that area and I didn’t cover it I’d love if you can just email me directly and I’d be happy to kind of talk with you about it or email back and forth about it. I think it’s a really big question and I’ve been looking a lot at the literature but it’s just how do you measure the impact of this work and do it in a way that it’s intended to be done but still kind of fit it into that health services frame work? I think that’s a big issue that we’re going to have going forward as people are starting to use sort of with methods in particular more often within the VA.
Molly:  Excellent. Well thank you so much for lending your expertise to the field and of course to the attendees for joining us today. For our attendees when you exit out of this session there will be a feedback survey that pops up on your screen. Please do take the time to answer that, we look very closely at your responses and it helps guide which direction we take our program in and what topics we have cyber seminars for. So thank you once again to our audience members and of course to you Dr. True and this does conclude today’s HSR& D cyber seminar presentation. So have a wonderful rest of the day everybody.

