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Molly:
At this time I’d like to introduce our speakers. We have Angie Fagerlin. She is a Research Health Science Specialist at the Center for Clinical Management Research at VA Ann Harbor, Michigan and also an Associate Professor of Medicine at the University of Michigan. We also have Dr. Sarah Hawley, also a Research Health Science Specialist, also at the Center for Clinical Management Research at VA Ann Harbor, Michigan and also an Associate Professor of Medicine at the University of Michigan. Thank you, doctors, for joining us today. At this time I’d like to turn it over to you. 
Sara Hawley:
Can you hear me? 

Molly:
Yeah, you're coming through loud and clear. 

Sara Hawley:
I’m getting a little technical help from my helper, Angie. We are just getting our slides back. They…there we go. I’m going to get started with our topic today. This is Sarah and I’ll be talking through the first part and then we’ll turn it over to Dr. Fagerlin. 

As you guys all know, on the phone, this is a big topic. We’ve tried to call it down today into some key things that we thought would be helpful. You can see the agenda here in front of you. We’re going to start by talking about who funds this research and what are funders looking for, really quickly. And then we’ll get into some challenges that both of us have faced and you might want to be thinking about as you begin your own grants and projects. We’ll talk a little bit about grant development and review tips and then I’ll be turning it over to Dr. Fagerlin to go through some selected key methods to include grants. Again, there’s lots of issues here and we can’t get through all of them today. But, she’ll be focusing on some of the key ones that we bring up in the challenges, mainly related to measurement. 
[MISC] 

Sarah Hawley:
To start, we want to begin with a short poll just to give us a little bit of background about what all of you are doing with respect to shared decision making research. We’re going to ask what funding groups you've applied to research for related to shared decision making. Click all that apply and if you can list any others that aren’t on the list that would be great as well—or just indicate none. I’ll stop for a minute while Molly collects the data back.

Molly:
Thank you very much. We have a very responsive audience. As you know, if you are clicking other there is not a spot on the poll itself to write in, but you can write in your responses into the question portion of the dashboard and we will be able to review those after the fact. We’ve already had about 70% of our audience vote. The answers are still streaming in, so we’ll give people just a few more seconds to get those in. 

Sarah Hawley:
If we all got that response rate in our shard decision making grants we’d be in great shape. 

Molly:
Right. It looks like one person has written in that one of their other funding mechanisms was CDC and FIMDM. 
Sarah Hawley:
Oh yes, FIMDM.

Molly:
Thank you for those. We capped off at about 75% response rate. I’m showing those results now. Would you ladies like to talk through them or would you like me to? 

Sarah Hawley:
You can. 

Molly:
It  looks like about 21% of our respondents clicked VA, about 13% have funding from NIH, about 5% from PCORI, 8% other, and a resounding 67% said none yet. Thank you for those responses. 

Sarah Hawley:
Great. 

[MISC] 

Sarah Hawley:
You all sort of indicated from your poll some of the things that are already listed here on the slide in terms of who funds your decision making. The main point that we wanted to make is that it’s a diverse funding portfolio. Obviously the VA HSR&D, NIH (specific Institutes), PCORI—a whopping 5% of you had funding from PCORI so that’s awesome. Several foundations have become involved in funding shared decision making. I do a lot of cancer research, so I’ve had funding from the American Cancer Society, but there’s also Blue Cross Blue Shield. A couple of other ones that I didn't list on here—thank you for writing those in—were the Foundation for Informed Medical Decision Making and then the Centers for Disease Control and Prevention. So, those are also ones that you can think about. Basically, what we want to point out here is that there are a lot of funders. You need to be thinking about that when you develop your proposal and look for different possibilities. 

[MISC] 

Sarah Hawley:
What are funders looking for? I think the number one thing that we want to have as a take-home message is know the sponsor. Each will have priorities or focus areas. You really need to do your homework. All the ones that we just went through, each has a different set of priorities, a different set of focus areas. I’ll go through those each briefly. A lot of this information is online. I’m sure a lot of you have already been online looking up these priorities and focus areas, but make sure that you understand what the sponsor is looking for. 

Shared decision making per say may not be named as a priority area, but it might fall under one. So, keep that in mind and try to fit your idea within maybe an existing focus area. I’ll talk about that in a couple of upcoming slides as well. 

Is your study interventional or observational? Find out what the funder is willing to fund. Not every funder is willing to fund all different types of studies. You want to make sure you're focusing in on the right type of funder for the type of project that you have. 

I’m going to walk through, in the next few slides, probably some information that you've all seen before or many of you have seen before, just so that you can get a sense of what the priority and focus areas are at some of the main funding agencies, starting with the VA. They are listed here on this slide: access and rural health, equity and disparities, informatics, long-term care and caregiving, mental health  and behavioral health, and women’s health. The point here is that shared decision making is not named, but again it might fall under one of these focused areas. If you had a study looking at decisions made by caregivers for instance, it might fit well under long-term care and caregiving. 

And then, I just wanted to point out the bullet point at the end which is for VA research collaboration with operational partners is stressed. This means if you're doing a study on a primary care you know decision making around cancer screening for instance, you would need to try to identify an operational partner such as a path lab or primary care service that could work with you to develop the project and then hopefully implement the results of it when you are done. That’s become something that’s really important in the review process. 

NIH is really difficult to list the priorities because they’re going to be institute specific. Not all institutes fund shared decision making research, but many of them do. We’ve just listed a few here that we have either had funding from ourselves or our collaborators or mentees have received funding from: National Cancer Institute, National Heart Lung and Blood Institute—and you can read the rest of the list. They all have current decision making related projects. 
Then there’s different mechanisms that fund different things within NIH that many of you are probably familiar with. The K Series funds career training. So, do you need shared decision making skills? Do you need something in decision making that you don’t already have? In your junior, you might want to go for a K award. The R21 is a mechanism that tends to fund high risk and high payoff, more innovated projects. This is something you could think about if you needed to develop a decision aid for example. But again, not all institutes support the R21 mechanism. So, doing homework is really important. On the R01, the one that we’ve all heard the most about, these fund large observational secondary data studies and randomize control trials. So, if you have a large decision making project that meets any of the criteria, it might fit best as an R01. Again, it needs to fit within the priorities of the institute. 

A good tip, and one I use quite a bit, is the NIH Reporter is a website where you can go and type in key words and you can see a list of titles, PI’s and abstracts of current funded projects. So, if you typed in something like decision making, you'd get a list of the PI, the abstract title, and then the institute that funded it. That’s a good way to get a sense of what’s out there and also it’s a good way to find collaborators as well. 

PCORI focus areas I’ve listed here on this slide. I didn't list out the detail under the bottom three but I did for communication and dissemination research because this is probably the focus area that most shared decision making work will fall under at PCORI. You can see I’ve underlined this area specifically as interested in supporting shared decision making between patients and providers. But, that doesn't mean that a decision making related project might not fit under the other three. You may have something…you know, a disparity in decision making that you're interested in studying and it might fit better under addressing disparities. 
A tip as well for all of these institutes and sponsors is to consider reaching out to somebody at that location and running your specific aims by them, touching base on your idea to make sure that it’s consistent with their priority areas, and they may give you some guidance about how to direct it if it’s not. I’ve done that across the board and it’s always been very helpful, particularly at NIH. Program officers will often review your aims for you just to let you know if they’re consistent with their priorities. 

In terms of the types of grants, there are lots of different kinds. I’m sure everybody here is well aware. We’ve listed the main ones here. If you're thinking about an idea or project, there is many different ways you may approach it. You may be doing an observational study or a survey. You might just want to survey people and ask them questions about how they make decisions or what decisions they made. You may be developing a decision aid or a decision support intervention through a small pilot study. You may have a great idea for some kind of an intervention that would help people make decisions but you don’t have it yet, so you need developmental funds or pilot study funds to develop that. You may be doing some secondary data analysis. You may be looking at Medicare _____ [00:11:22] data for example. These tend to not have a lot of decision making questions in them but they may have some patient reported outcome measures that you might be interested in looking at. You may have an intervention like a decision aid and you want to do a large, randomized control trial in a population to see if it actually helps improve decision making or impact different utilization outcome. And last, you may be doing an implementation study. You may have gone through all of these steps already and have your very effective decision aid that you want to implement or disseminate across clinical population, but we won’t be talking about that today. There is an upcoming webinar on this very topic led by Dr. Politi that you can come to and hear more about that. 
The mechanism and the institute that you apply for or to will depend in part on the type of grant that you're doing or plan to do. I think that’s very important. As we mentioned before, if you want to develop a decision aid you're going to need to look for a type of mechanism that supports development. That usually is not going to be a large VA independent investigator grant or R01 because those mechanisms tend to want you to have the intervention already developed. They will fund the evaluation of it. So, you just need to match and do your homework and think about what you need as you're comparing. 

We’re going to stop and do a poll. Think about either your current or next decision making grant you're thinking about doing or planning to do. 

Molly:
Thank you. Once again you can check all that apply. Are you looking to do an observational/cross-sectional study, decision aid development, secondary data analysis, or an RCT of an SDM intervention or decision aid, or other? Once again, if you'd like to write in your other response, feel free to do so using the question section of the control panel. Looks like our audience is a little bit slower to answer this question but that’s okay. Remember this is anonymous. There are no wrong answers. We’re just trying to get an idea of what people’s objectives are out there. It looks like we’ve had about 60% of our audience vote, but the answers are still streaming in so we’ll give people a little bit more time. 

Sara Hawley:
As you were just mentioning, there are so many different types of grants and we could probably do a webinar on each type in thinking about the issues as you develop these different types. We were just interested in hearing what people are thinking about. No pressure. 

Molly:
It looks like 2/3 of our audience has voted. The results are about 48% of our respondents have said observational/cross-sectional, 47% said decision aid development, 20% said secondary data analysis, about 24% random control trial of a shared decision making intervention or decision aid, and 12% responded other. Thank you to those respondents. 

[MISC] 

Sara Hawley:
That was interesting. There’s sort of a nice distribution of the types of things that people are thinking about, which I think is really good for all of you. It means everybody has got different ideas in decision making and therefore will be targeting both different types of grant mechanisms as well as different sponsors. I will just mention, before we go on to challenges, another good strategy to be thinking about is perhaps you have a project that can go to a couple of different sponsors. You may have a developmental project or an observational study. A good approach, especially in these funding times, is to think about pitching it to a couple of different sponsors. Of course that means more work in grant writing, but because they have different priorities and interests, sometimes something will be well suited to one sponsor and less well suited to another one. 
So, we’re going to move into some challenges. These are by no means all of the challenges. We’re actually going to start with another poll though. We ended with a poll and we’re going to start with a poll. We wanted to do the poll before we went through the challenges just to see if we were sort of in line with what other people are running into. The question for this poll is: What have been some problems in developing your shared decision making grant? That’s either if you've gotten comments back from a review or just as you're putting it together and thinking about these issues what you might have run into in terms of a challenge. Have you had trouble making the case for an impact— why is this important; have you had trouble measuring the decision making outcome or deciding how you're going to measure it; coming up with the right study design to address your question; not having intervention developed already—that’s something that you've run into; and then not having enough preliminary work in the area—that’s something that either has challenged you or has come back on a review. I’ll stop while Molly collects the poll. 

Molly:
Thank you. We’ve had about 45% of our audience vote and it looks evenly spread across the board. We’ll give people more time to get their answers in. 

Sara Hawley:
Of course, if you haven't into any of these problems you can just sit back. We’ve run into all of them. 

Molly:
If you haven’t run into any of them, contact me. We need you to give us a cyber-seminar. It looks like about 55% of our audience has voted. I’m going to go ahead and close the poll and share those results. As you can see, it’s pretty evenly spread: 42% have had a challenge with making the case for impact, 39% measuring the decision making outcome, 35% coming up with the right study design, 39% not having the intervention developed, and 49% not having enough preliminary work in the area. Thank you once again and we’re back on your slides ladies. 

Sara Hawley:
The good news is that Dr. Fagerlin and I are in line with all of you in terms of the challenges. Also though, I think the fact that there’s some distribution here shows some areas where people can be thinking about in terms of addressing some of these challenges going forward in their own grants. 

Before we get into…so I have a couple slides on development, so as you're initially thinking about your idea, and then we’re going to spend three slides talking about some of the challenges kind of in broad brush strokes that we just went over. Then, I’m going to turn it over to Dr. Fagerlin to get into some more specifics on some issues with measurement. 

In terms of the development piece, everybody starts with what is your idea, what is the process to study it, and what is your conceptual framework. Especially the conceptual framework is something that in decision making grants sometimes people gloss over or forget about. What is the process that you think decision making is going to have an impact and how are you going to measure that? I’ll show you an example of that in a couple of slides. 

Some of the fatal flaws that you see when people sort of jump right in is the grant can be overly ambitious—maybe some of you have run into that criticism, I have definitely gotten that, not having sufficient preliminary work, and then in appropriate measures and the timing of measurement related to the decision outcomes. That’s what we’re going to hear more from Dr. Fagerlin about in the second half of this talk. 

Knowing what you need as you start with the development is really important. We mentioned some of this earlier. Do you need additional training? If so, you know thinking about a K or a CDA—career development award. Do you need pilot data to address the concern about or the challenge about not having enough preliminary work? Do you need developmental funding to develop a decision aid? If so, you may need to start either internally at your own institution or through a small grant like an R21 to get some money to develop something before you jump right into the bigger grant. And then, do you need larger funding such as an R01 or an IIR from the VA to evaluate the decision aid? These are just straightforward tips as you think about starting up your grant development. 

The first challenge that we’re going to specify on is specifying the outcome. The next three slides are really challenges specific to decision making grants. People write different types of grants and there are different challenges across them all. But, when you're studying decision making, specifying the outcome is one that has come up quite a bit. Oftentimes your outcome is a good or a shared decision, which sounds wonderful. But when you start to define that in your application it quickly becomes more challenging. One of the first questions that you'll ask yourself and reviewers will also ask is so why… Why do reviewers care if you study a decision or a decision process? Remembering that a lot of the reviewers are not decision scientists and a lot of them are not behavioral researchers either, makes it a little bit harder to make the case that a decision is a good thing to study with a $1 or $2 million grant sometimes. That speaks to the important of making the case for impact. 

In fact, often a decision is not sufficient for larger funding unless it’s linked to a clinical outcome. This is where, again, your conceptual framework can come into play, in thinking about how do the factors that you want to study affect decision making and what does decision making actually impact? Does it impact adherence with a particular treatment, utilization of a treatment? Do people who make certain types of decisions choose different things? Do they use treatment in a different way? These are all things to be thinking about as you start to put together your conceptual framework and your application. 

Can you make the link between the decision and the clinical outcome? If so, how can you do that? Oftentimes people have a primary and a secondary outcome. So, you may have a primary outcome of utilization measure—utilization of cancer screening or utilization of diabetes management for example—and then you may have a secondary outcome that’s related to your decision process or your decision outcome. Even though you may be most interested in the secondary outcome, setting it up that way can be very helpful from the conceptual framework perspective as well as for making the impact of your study. 

Are you linking your outcome to an intervention? Do you think that a shared decision is going to impact a particular intervention or is it the other way around? Do you have an intervention that you think is going to influence and change or improve a decision? If so, when do you need to measure these things? These types of relationships need to be really clear, crystal clear, in the proposal and the conceptual framework becomes extremely important, including a figure to help the reviewer understand your concept of how these various measurements flow in your study. I’ll give you an example of one in a couple more slides. 

Once you've decided what your outcome is, or you've specified your primary and secondary outcomes if you have two of them, you then need to decide how you're going to measure the outcome. I would just like to note that a shared decision assumes you're studying a decision between the patient and some type of a provider—physician, nurse…some type of a provider is involved in that decision process as opposed to maybe an informed decision which might just be something you can measure on the patient’s side. So, I like to make that distinction because sometimes people forget about the provider piece when they’re studying shared decision making and just study it from the patient perspective, which is find if you're studying an informed decision. But, the sharing sort of suggests that you have to have at least patient reported measures of how that decision was made between the two.

Of course the measures of decision making used in your grant or project are critical. There really are a few good ones that exist to choose from. So, if you're turning to the literature to identify a measure of decision making that’s been validated and used across populations, I’ve listed a few of them here. At the end of the webinar Dr. Fagerlin will show a website link that has a lot of these measures and you can go get the papers and the measures as well from that website. These are all very strong measures that have been used, many of them since the 1990’s. You can see the decision satisfaction scale and the decision conflict scale were originally published in the mid 90’s. These are ones that you can turn to, but they do have their limitations as well. These are all patient reported assessments of decision making with the exception of the high quality decision, which was developed by Karen Sepucha and colleagues. That should say 2011 and 2012. 

There’s a couple of papers where they report the ways that they’ve developed to measure a high quality decision, which is an attempt to take a patient reported decision and make it a bit more objective. Their suggestion is that a high quality decision is one that informs, so you can objectively measure the knowledge that a patient has about the particular issue. And, it’s also concordant with the patient’s preferences. They provide a recommended way of assessing that piece of it. Then, you put those two components together and you are able to determine whether a patient made a high quality decision. So, it’s a little bit more objective or “hard” outcome than some of the ones below. These are all ones to choose from. There are many more in the literature. It’s extremely important to think about what measure you're using, how you're going to measure, are you going to implement it, and when you're going to measure that. 
The third challenge, in the broad brush way, is evaluating the outcome. Once you've decided what your outcomes are and how you're going to measure them, you need to decide the study design. A lot of this is all decided sort of simultaneously. These are all important pieces to your proposal. 

We’ve talked about these different types of studies, but the approach that you take to studying your question will affect that measurement and the evaluation that you plan to use. So, if you're doing an observational or a cross-sectional survey you'll be assessing your measure of shared decision making using a survey. Dr. Fagerlin will be talking quite a bit more in detail about how to do that. 

If you're doing a developmental study where you're trying to develop a decision aid so that you can have one to evaluate in a larger study, the outcome of that study is really a product. So, you may have some aims around being able to develop it and then some qualitative methods that you will use to inform the development and determine whether the initial assessment of what you've developed is ready for prime time and a bigger application. 

Secondary data analysis, you know most large data sets tend to not include already existing measures of shared decision making, but as I think I mentioned earlier, there may be other patient reported outcomes in those data sets that relate to decision making that you may want to look at. These are secondary data, so they’re large analytic studies—analyzing data that has already been collected. 

Interventional studies are testing the impact of a decision aid or a decision support intervention. But there are ways…the typical way would be randomized control trials but then you have to consider whether it’s patient randomized or physician randomized or cluster randomized or some other type of design that’s going to allow you to measure the impact in the best way. 

I’ve sort of said this a lot already, but I’ll say it again because it’s on this slide. It’s important to link the conceptual model to study how the hypothesis links to the measures in your outcomes. I’ve included an example of one from one of my own projects where we studied colon cancer screening. You can see we adapted this model from existing work. But, we really developed it ourselves in terms of where did the decision making component fit into this larger context of adherence with colon cancer screening, which was the primary outcome of this study. We did that through helping patients clarify their preferences, which you can see there. I think I have a little box to indicate where the intervention was directed. So, the intervention was directed towards that piece of preference clarification—trying to help patients with that—and we then hypothesized that would influence the decision context of the interaction between patient and provider. That would influence patient’s knowledge and then their decision satisfaction and regret. So, you can see some of the decision outcomes or measures that we used are some of the ones that I just named on the prior slide. 
This is just one example, but it was really helpful to lay this out in a figure form so that we could present to the reviewer how we think this process is working and where we feel like the intervention is going to be effective. 

I think I have a couple slides just on the review process and then I will be turning it over to Dr. Fagerlin for some more detail around measurement. In terms of review, and this is probably not new to anybody on this webinar, but each sponsor has a different review process and criteria. It’s really important to know what these are, know who you're writing your grant for and to. In general, the grant will be reviewed by an external review panel that may or may not include stakeholders For instance, at PCORI the stakeholders are a huge part of the review process—patients, clinicians, and even representatives from insurers may be on the review panel. So, knowing the audience is really important. 

This is a tip that was given to me many years ago, which I often like to repeat. You're often writing for someone who will read your grant on the plane on the way to study section. So, they may not have expertise in decision making. They need to represent your project in front of a group of people and they need to be excited about it. That really speaks to the importance of making the case for impact and making the case that what you're planning to measure and study is really important. 

On the VA and NIH side, making that case is fairly similar. I’ve listed here the review criteria as listed on the NIH review. These are similar to how the VA reviews. They sort of fall into these buckets of impact and significance—what is the long term impact of what you are studying? That is hugely important and I think even harder for projects with a decision making focus to make that impact than it is for a lot of clinical utilization studies. 
You may be studying a specific decision process, but it has implications that go beyond, and this need to be very clear in the proposal. Even if you're not studying those implications, even if you believe that the decision process or the decision will influence quality of life of patients well done the road, you can make that case in your significance section and let them know you're not studying that piece at this point. That is why it’s so important that you do the project now. 
Innovation is something that we hear a lot about—what’s new or different about what you're studying and doing? Then, the approach—what is the design and analysis? These all are important for funding. One is not more important than the other. They kind of fit together. Even though you get separate scores for these on the NIH review, the overall impact score is really a summary of them all. 

On the VA side, I’ve just iterated again that collaboration with operational partners is extremely important. This ensures that whatever you're doing can be taken on and implemented by the VA more broadly and hopefully disseminated. So, they strongly weigh that in the review. 

On the PCORI side, making the case is a little bit different. Some of you who have already had PCORI funding know this very well. Obviously they want to know how what you are doing is patient centered. That gets to their version of impact. Is your project consistent with PCORI priorities that I mentioned earlier, will actually go into one of those focus areas. 

The importance of stakeholder involvement, we’ve all heard this quite a bit. Patient, systems, insurance payers are all considered stakeholders. And the patient and clinician involvement is important throughout the process. That includes from the beginning in the development of the question, the writing, and the participation. That means paid participation in the project and in the analysis. It’s very different from an NIH focused project, from what we're used to, in that you may have a patient focus group weigh in on something. But, this is a little bit different—or actually a lot different—in that they want patients and stakeholders involved throughout the process. 

These are some examples. They’re in your slide set if you've downloaded it. They’re ways that I’ve approached this in some of my projects. I’m going to jump though, so that we have time to get into some of the measurements because this is really cool stuff. 

Angela Fagerlin:
Thank you for your kinds words Sara and your presentation. I wanted to start by talking about different types of measurements that you could use in a shared decision making study. Let me start off by giving an example from a VA study that I conducted at four VAs across the US. I was interested in testing two different decision aids for patients with localized prostate cancer. We recruited people at biopsy and followed them through treatment and surveyed them at three different time periods—at the biopsy, moments before they actually found out that they had cancer (literally five minutes before), and then one week post-diagnosis. Additionally, we audio recorded the doctor telling the patient for the first time that they had prostate cancer. Finally, we used CPRS (electronic medical records) to determine the PSA, Gleason Score, stage, treatment that they received. 
As you can see, from here we used many different types of methods of measuring what happened, what affect our intervention had. We had surveys, we had audio recordings, and we looked at medical records. 

In terms of the measurement details that you might want to include in a grant, I’m going to focus primarily on surveys and audio recordings. In terms of the surveys, it’s important to talk about when you're going to…which measures at which time periods and why those time periods. So, I always have a table in the graph that shows all the measures listed with their references and then what time periods that they will be administered as—so like a little “x” in a column. That allows the reviewers to see both what measures are being utilized at each time point but also how many are repeated measures. 

Similarly, it’s important to have a description of the measures that you're using. So if you're using existing measures, you want to provide some reliability and validity data to show that these are actually good measures and describe what the constructs you're measuring—why are these measures going to help answer your research question? I always include, as long as the funding agency allows it, an appendix of measures. So, I show that for people who want to—for that rare reviewer that has time—look through the measures and look to see the actual questions that will be asked. 

In terms of what measurement details to include in grants about audio recordings, one of the things that we always get when we say we’re going to do audio recordings is concern about what is called in psychology the Hawthorne Effect, which is the idea that people act very differently upon being observed. I think there’s enough literature out there that suggests that the Hawthorne Effect, while it was relevant in the study that was described and the people may act a little bit differently, they’re unable to sustain it over long periods of time. I can assure you from my recording studies that I don't feel there's a significant Hawthorne Effect. 
We also always emphasize that people can always decline and we’ll show them how to turn off the recorder should they become uncomfortable just to show that you're considerate of the complexity of audio recording very sensitive topics, especially between patients and physicians. 

Then it’s important to discuss how you're going to analyze the data. They want to know what software. Are you going to use _____ [00:37:30]? What are your key elements of the analysis? Is it mostly qualitative where you're going to look at snippets or is there…there’s something that I like to call—I don't know if it’s the actual term, but quantitative qualitative analysis, which is how long did the doctor talk; how long did the patient talk; did the doctor ask the patient if they had any questions; did the patient state the treatment preference? So, those are more yes/no things and then you would get a tally of what percentage of conversations did these events occur in. So, that might be one method that you might want to use. 

As Dr. Hawley was saying in terms of the conceptual model, you want to link back these, how you analyze your data, both to your hypothesis and the conceptual model. Additionally, there are measures, for example _____ [00:38:16] option measure that you can use. It’s a standard form that you can use the code shared decision making both on the patient side and I think on the provider side. One of those is just being published now I believe. Another thing is how are you going to show that the raters are reliable? How are you going to double code the conversation? Are you going to do the 5%, 25%? What are you going to do if there are disputes? You need to talk about these kind of factors just like you would talk about how you're going to conduct your statistical analysis. Then, obviously you want to reassure people that you know how to keep this information secure because that obviously has a lot of protective health information. 

The other thing I wanted to talk about, and I’m going to go through this relatively quickly, is how do you compose a good survey. There are some things you need to think about when you're developing your survey. First of all, what was the scale designed to measure and what population? Some scales work better in different populations than others. Ideally, you want to find measures that have been used in similar populations if at all possible. Obviously, a lot of times you're going to need to adapt your questions. For example, there’s a _____ [00:39:42] question where they ask how likely are you to share in this decision and the preamble you put in the decision that they are making so that it’s very relevant to that particular question and not a more general question. 
In terms of, also in survey modes, you need to think about what type of interview you're going to use or what kind of survey method. Are you going to do in-person interviews? For example we’ve done, in the VA study we talked about before, about a third of our sample was low literacy. So, we specifically had our research associates read every question to people. They were all close-ended questions, but it did take significantly longer and a lot more effort. We made sure that people who had low literacy were still able to participate. This is obviously less of a good idea for interviews that have a lot of social desirability or potential emotional consequences. For example, it’s not often suggested to use when asking questions about drug use or sexual practices because people often are unable to give correct or accurate answers because of wanting to look good to the interviewer. 

Obviously you can use phone interviews, using computer assisted telephone interviewing. This can be really great because it can allow you to tailor your next question based on responses. So, it’s a nice way to use skip patterns. You can use this both with subjects that you already know, which is what I did in the VA study. The one week post-diagnosis, we called them and used that kind of interviewing system. Or, you can use it if you're wanting to do more of an observational study like my colleagues and I did for the national decisions survey where we called several thousand Americans trying to get an understanding of how they made decisions about nine common health care problems. So, you can use it in two different ways—or probably more than that. 

Also, obviously your good ole paper and pencil surveys either than you hand out to patients you've identified in the health care clinics or that you might look…use medical records or other ways of getting people’s names and sending them. You can do much larger surveys because the work behind it is less, but obviously you can have response rate issues. 
And then finally, there’s internet surveys, which we do a lot. We use a lot of different survey companies to send out surveys to people—as cheap as a dollar if we use Amazon’s _____ [00:42:20] to if you want to get people who are on high deductible health plans who also have a chronic illness you might be paying $75 per subject. But, it’s a way to reach a lot of people in a quick way. Oftentimes, you get a significantly lower response rate and people…unless you're using GFK or what used to be called Knowledge Network, it’s oftentimes a very not representative sample. It can be quite diverse. 

Here are some questions you might consider when choosing between survey modes. How many subjects do you need? Obviously you use your power analysis, but you also need to think of attrition across longitudinal studies. The attrition rate is different across different modes as well as response rates for surveys are different across different modes. 

When you are choosing your response scale, I get this question a lot about how many items should you have and how do you format them. So, one of the things that we really like to emphasize and I’ve seen this a lot in surveys, where the question asks something different than what will be in the response categories. I’m forgetting a good example, but make sure that you also include both ends in your question. For example, you shouldn’t say how much do you agree with the following statement but how much do you agree or disagree because you don’t want people to feel like they need to agree. 

Also, make sure your responses are mutually exclusive. This also happens a lot where people will say 20-25, 25-30, 30-35. So, if you're 30, you don't know which response to circle. I’ve seen that on a lot of surveys. One of those things you should consider when doing Likert scales is whether or not to include a middle or neutral point. Do you want them to be able to use whole scale or do you want to make them have to pick one side or the other? There are times where it’s really important for them to take a stand. Then, you'll want to take out a middle point and use only a four point scale rather than a five point scale. 

In terms of the length of the scale, whether to use a 5 point, 7 point, or 11 point for example. That’s based on how much variability do you expect there to be. We’ve talked to a lot of experts and we’ve heard again and again that oftentimes a 5 point scale is just as good as an 11 point scale, expect in some rare occasions, and it’s often easier for people to use. 
Things also to consider when choosing, we try to avoid check all that apply because you don't know if people are…especially when people oftentimes they don’t answer as many…check as many at the bottom of the list and that may be because of fatigue. So, we always have people answer yes/no questions to make sure that they go through each and every response option. Often people feel like it’s a higher respondent burden. 

Some other things to think about is avoid double barrel questions: If you fixed dinner at home last night, did you eat meat? Those are two questions—did you fix dinner at home and did you eat meat. Make sure you don’t do that. Make sure to define all the relevant time periods—for example, how many in the past two months, in the past four weeks—so that when you're asking people how often they know what the time frame is. 

Another thing I really want to emphasize is the literacy and numeracy levels of your—especially literacy levels—of your surveys. You have to remember the average person reads at an eighth grade reading level. I know you all know that, but that means a whole lot of people are reading at much lower than an eighth grade reading level. So really think about using plain language as much as possible so that it’s really clear what you're trying to ask. 

The last two points I really want to make is user centered design and pilot testing. User centered design is where you do individual interviews and get feedback from patients or your stakeholder or the people you're developing the intervention with so that you can kind of see where the problems are before you go too far down a road. We bring 2-3 people in, we show them some mockups of what we’re thinking of doing, get their feedback, if there are big changes from that we make those changes, we bring in another 2-3 people, and we keep doing that until saturation is reached. A lot of times we think we know what is best for patients, but we often done. What seems obvious to us are not…things that we think are really cool and a cool feature is actually really distracting and not very user friendly. I really strongly urge you to use these mechanisms. 

The same thing with surveys. Give people their surveys and let them look through them and have them do what’s called a cognitive interview where you have them talk out loud or single out interviewees and explain what they are thinking as they read the question so that you make sure the people are interpreting the survey questions the way you had intended. 

Similarly on that, it’s really important to do pilot testing. We try to, before we administer surveys to a large group of people, we do a small representative sample of individuals in the same population that we’re going to conduct the study in. We do the cognitive interviewing. We see how long it takes. We ask them if there is anything unclear or offensive. It’s just really, really important to do because you will get much feedback and you will learn that there are things that you should do differently. 

Finally, I want to say I like to treat science, but especially survey development as a team sport. Your surveys will always be better if you brainstorm with collaborators, you have people read through your surveys, you have patients use them. You'll get a much better survey than if you try to do it by yourself. 

I have two sites here about different places to get measures. Common measures used in decision aids is on the Ottawa Health Research Institute Network. This is one of the premier places that does this kind of research. These are some examples. They have an inventory of like over 100 decision aids. You can see decision aids. They have evaluation tools. It’s a great, great resource. Also, the NIH has what they call GEM. I think it’s Great Enabled Measures [PH], which is this great resource for many different areas but they also have a specific _____ [00:48:55] for shared decision making where there is a whole bunch of measures and it talks about the reliability and their validity and how people have used it. That’s a really great resource for finding valid and reliable measures. 
At this point, we’d be more than happy to take your questions. 

Molly:
Thank you both very much. So for our attendees, I know a lot of you joined us after the top of the hour. To submit your question or comment use the question section of the control panel on the right-hand side of your screen. To open it, just click the plus sign next to the word question. That will open the dialogue box and then you can type your question or comment in there. 

The first question we have: I am planning a study of VA providers about attitudes of decision making. I would like to do a pilot survey. What internet survey services are usable within the VA environment? 

Angela Fagerlin:
I think we’ve been able to use _____ [00:49:49] and then also Survey Sampling Incorporated. We just recently did a study with them. So now they’re in the system…whatever economic financial system that you have to have things for the provider contracting. That took us months to get set up. So, you can thank us because now I think all of you, unless it’s site specific, they’re already in the government database and you should be able to use them really quickly. What’s great about SSI is that you can say…they have a lot of demographic characteristics on each of their participants. So, you can say I want my sample to be 50% African American, 50% Caucasian. Or, I want the ratio composition of the sample to be representative of the census data. Or, you can say I want to make sure that my sample is a third 20-40, a third 40-60, and a third 60 and older. So you can really tailor it to your needs. 

We just go that through and we just ran a study with them. We’ve used them in probably close to 100 studies and they are a great group to work with. I’m not sure if Knowledge Networks or GFK now is in there or if _____ [00:50:59] is. But, I feel like we’ve done an _____ [00:51:02] study through the VA. 

Molly:
Thank you. One person did write in to say that I believe Red Cap is allowed or will be allowed soon in VA. Thank you for that information. 

Angela Fagerlin:
I think you can use _____ [00:51:18] too, but I don't know about the sample. But, I think you can use that kind of software. 

Molly:
Excellent. Some people are wondering is this presentation going to be available. Yes, you have the download in your reminder email and we are recording it and you will receive a follow-up email with a link to the recording. 

The next question: What are some good conceptual frameworks to start with? 

Sara Hawley:
That’s a really good question. I would say that’s one of the problems in this field is that we need conceptual frameworks but there aren’t a lot of good ones that are out there. So, we used…we started with one by Ron Meyer. It really depends on what your outcome is. If your outcome is use of a preventative health behavior, that was why we went with Dr. Meyer’s framework because he has a framework for use of preventative health. Then, we fit in where the decision making piece would go. Anderson and Aday [PH] have a very famous health care utilization model that I’ve also used. Again, we have to fit in where does the decision making piece go because these aren’t things that have specifically been embedded into frameworks. 

If you're studying, like Angie was talking about, visits and using audio recordings and those kinds of things your framework might be something like _____ [00:52:39] Informed Decision Making Model. You might go look that up and sort of outline what you think would happen in the visit and then code it. It’s hard to answer that. I think the answer is we need more. You tend to have to either find an existing framework from health behavior theory and fit in where you think the decision making piece goes, or make one up. We’ve done that before as well. 

Angela Fagerlin:
There is also one by the Ottawa Decision Framework that is often also a good starting point. I think that’s probably Annette O’Connor [PH]. If you looked it up, it would be under her. 

Sara Hawley:
Yes, that’s right. 

Molly:
Thank you both for those replies. The next question we have…pardon me if I butcher this. Is it MTURK survey is from mturk.com? 
Angela Fagerlin:
No. If you just google…it’s through Amazon as in the book company or whatever company they are…they’re much more than books now. I get daily deliveries. But it’s through their company. They have a survey…it’s a work board where people can do things for money. So, I know people have used it to find all the businesses in an area and people just go through yellow pages or street addresses and figure it out. But a lot of scientists are using it as a way to get survey people. So, we often can get 500 people in a day through that. It’s about a dollar per survey…per person for about a 20 minute survey. 

If you just go…it’s MTURK. If you just put in Amazon, MTURK…in psychology there have been some good references in a journal called Psychological Science, which is one of our premier journals, that have shown that at least compared to undergraduates, it’s a pretty viable way for good pilot data. 

Molly:
Thank you for that reply. The next question: I am never quite sure whether to characterize shared decision making aids or techniques as an intervention or as an evidence based practice or is it just an implementation strategy? 

Angela Fagerlin:
Or D, all of the above. 

Sara Hawley:
It depends on who you're seeking funding from. I mean I think it is all of the above and depending on what your focus is, if you have a shared decision making technique then you could use it in an interventional capacity to try to _____ [00:55:23] decision process between patients and their providers and it would have to be delivered in some format that could be tested, whether it’s a website or something like that. If you are just studying it, then you might…something like the decision making framework of _____ [00:55:38] or those types of things. You might want to look and see how those conversations are happening and whether it actually exists or not. But again, your measurements would have to be pretty important. 

I think it really depends on what it is that you have and then how you want to evaluate it, whether it’s a process or an actual intervention that you're trying to deliver. And then of course, the sponsor that you look for funding for and the mechanism would be potentially different. I don't know that I really answered that. But, I think that it falls under all of the above. 

Molly:
Great. Thank you. The next person writes: I wrote a grant to develop a decision aid. One reviewer asked me to incorporate elements of the International Shared Decision Making Standards. Would you have advice about how to choose which aspects of the standards to focus on from that framework? 

Angela Fagerlin:
Yes. 

Sara Hawley:
Yeah. 

[Talking over each other.] 

Angela Fagerlin:
I think Glen Owen [PH], and I think the first officer is Natalee Joseph-Williams or Williams-Joseph. But they have recently called those down to the…and they categorized them into the most important to the kind of important to the yeah, it’d be kind of nice if you could do it. I may be mischaracterizing this a little, but they definitely have classified that.

My email is here. So, whoever you are, if you can’t find that quickly…I think it was BMJ maybe. It was something relatively recently. If you can’t find it, I have it in a grant that I just cited and I can…or a paper or something, and I can send you the reference. So, you can just email me. But, Glen Owen has recently done that. It should be pretty easy to justify as well, why you pick those ones. 

Molly:
Thank you. That is the last pending question at this time. Would either of you like to give any concluding comments to our audience? 

Angela Fagerlin:
I just want to follow-up on that last question again. Using the standards and making sure that your people are aware…your reviewers…that you're aware of those standards is really important if you're developing a decision tool because that’s just a state of science. I’d encourage that. 

The other thing I would encourage is whether…the decisional complex scale can be controversial. I’ve written a paper with…or Wendy Nelson did and I was a co-author about using the decisional complex scale. I try not to put it in a grant or not try to put it in a paper. The first comment from a reviewer is where’s the decisional complex scale? So, I would certainly encourage you to include it in your rate materials and in your study because people want to see that particular outcome measure. 

I think with that, we’re done. We thank you for coming in and we hope you were able to learn something and that we were helpful. 

Molly:
Great. Well, thank you both so much for lending your expertise to the field. And for our audience members, of course thank you for joining us. As you exit out of today’s session please wait just a second while the feedback survey populates up on your screen. It’s just a few questions and we do look at your responses closely and it helps us to decide which sessions to support and which topics to delve into. 

Once again, thank you Dr. Fagerlin and Hawley and thank you to our attendees. This does conclude today’s HSR&D cyber-seminar. Have a great day. 
00:59:14
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