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Molly:	Hello everyone and welcome to Database and Methods, a Cyberseminar Series hosted by VIReC, the VA Information Resource Center. Thank you to Cider for providing technical and promotional support. Database and Methods is one of VIReC’s core cyberseminar series and it focuses on helping VA researchers access and use VA databases. 

This slide shows the series schedule. Sessions are typically held on the first Monday of every month at 1pm eastern and more information about this series and other VIReC cyberseminars is available on VIReC’s website and you can view past sessions on HSR&D’s VIReC cyberseminar archive.

A quick reminder for those of you just signing on, slides are available to download and this is a screenshot of a sample email you received a few hours ago and in it you will find a link to download the slides so feel free to access them there. Before we get started, we want to ask a few poll questions to get to know our audience. We are running both of these polls at once. The first one is what is your primary role in projects using VA data? Answer options are investigator, Co-I, PI. Statistician, methodologist, biostatistician. Data manager, analyst, or programmer. Project coordinator. Or, other. And if you select other, please type your response into the chat function. 

The second poll question, how many years of experience working with VA data? None, I’m brand new to this. One year or less. More than one, less than three years. At least three, less than seven years. At least seven, less than ten years. Or ten years or more. Go ahead and select your response and you might need to scroll down in the poll panel in order to see the second question. And then once you’ve selected your answers, please do not forget to press submit so they are entered into the system. I’ll go ahead and be quiet and let Whitney read our responses aloud.

Whitney:	Thank you Molly. It seems like everything has slowed down so I’ll go ahead and close out the poll and share the results. Bear with me for a moment. For what is your primary role, 18% said A, investigator, PI, Co-I. 16% said B, statistician, methodologist, biostatistician. 16% said C, data manager, analyst, and programmer. 3% said D, project coordinator. 6% said E, other. And I’m not seeing any specified in the chat so I’ll move forward to the next one.

Next poll question how many years of experience. We have 7% said A, none I’m brand new to this. 14% one year or less. 11% said C, more than one less than three. 9% said D, at least three, less than seven. 5% said E, at least seven less than ten. And lastly, 9% said F, ten years or more. Thank you everyone.

Molly:	Thank you for those responses. And we do have two more quick polls and we’ll go ahead and get to those. The first one, have you ever used APCDs or similar state data? Answer options are yes or no. And the next poll along with it so again you can just scroll down to submit the response to the second poll, how would you rate your overall knowledge of APCDs or similar state data? The answer options are one, no knowledge, two, three, four, or five for expert level knowledge. Again, go ahead and select your responses there and please do not forget to press submit.

Whitney: 	Thank you Molly. I see that a few more people are still working on their answer choices so I’ll let them finish before I close it out. Alright I’m going to go ahead and close this out. For poll three, have you ever used APCDs for similar state data? 12% said A, yes and then 47% said B, no. 

For how would you rate your overall knowledge, we have 41% said A one, no knowledge. 9% said B, two. 7% said C, three. 2% said D, four. And lastly, 1% said E, five, expert level knowledge. Thank you everyone. Back to you Molly.

Molly:	Thank you so much. Today’s session is titled Requesting and Including State Data, Including All-Payer Claims Databases in VA Studies. And it will be presented Megan Vanneman as well as her co-presenters Todd Wanger, Ahmed Mohamed, Amy Rosen, And Catherine Battaglia will be joining us as a discussant and for Q&A.

Megan Vanneman is a core investigator and career development awardee at the Informatics Decision Enhancement and Analytics Sciences Center of Innovation at the VA Salt Lake City Healthcare System and associate professor at the University of Utah School of Medicine. Joining here, as I mentioned, will be Dr. Todd Wagner, director of HERC and Dr. Ahmed Mohamed, a research health scientist at VA Charleston HEROIC COIN, Dr. Amy Rosen, senior research career scientist at VA Boston CHOIR COIN, and Cathy Battaglia, Dr. Cathy Battaglia, core investigator at VA Denver-Seattle COIN. And with all that I am now going to turn it over to Dr. Megan Vanneman, give me just one second. Alright Megan you should have control in just a moment.

Dr. Megan
Vanneman:	Great thanks so much Molly. Welcome to everyone, it is great to see that there are a lot of people with a little knowledge about APCDs or other state data. We hope to help out with that today. I was impressed with the five expert level respondents. Feel free to chime in as well with any comments that you have. A little bit of a session roadmap for today. Todd Wagner is going to start off with why APCDs and other state data are important for VA studies and evaluations, so, setting the stage. Then we’ll move into how you might want to choose your data sources and specific state data to work with. Dr. Rosen and I will highlight some study examples using state data. Then Dr. Mohamed will go through some logistics of state data requests. Dr. Rosen will chime in with an example using a VA central institutionalized review board or CIRB. And we’ll end with some Q&A. I will go ahead and pass the baton over to Todd.

Dr. Todd Wagner:	Thanks Megan. And happy new year to everyone. As Megan said, I am going to give a little background on why we think APCD data are valuable. About a dozen years ago, the institute of medicine talked about this vision of creating learning healthcare systems. The idea that you could use a systems data to bring evidence to bear on how to improve care for patients. And central in this process is using data to evaluate and re-evaluate as you go. If you think about basic scientific method, you need a denominator. You need a stable understanding of who the population is and then you need to measure those outcomes. And I’m going to argue that VA data are often insufficient for either the denominator or their outcomes in a meaningful way.

Here’s a census data. This is the American Community Survey Data. This is for all veterans and you can see their surveys that do these across the year, they're quite large, they're very well regarded. This, on the Y axis is the share reporting and the type of insurance coverage or reporting coverage. You see the top bar is any coverage, you see the private. So you can see the fourth bar down is VHA coverage, the percent recording that. That’s less than 40%. It’s going up slowly but most people have private or Medicare. That’s fascinating if you're interested in the VA coverage.

There's another survey that we’ve pulled, which is the survey of enrollees. The VA does this every year. Here, what I’m going to highlight for you is the third line down, which is the any coverage excluding VHA. And what you’ll see here is a lot of these folks have dual insurance. You think about the most common use of dual insurance is Medicare fee for service. That’s because we have a large population of veterans who went through the Vietnam War and they have just entered the 65 and over category about seven or eight years ago. They're increasingly using Medicare. It’s not just random. So these folks aren't just using Medicare or private insurance randomly. 

What we’re seeing here is just the types of insurance coverage and the proportion reporting. You get to see the people using VA and Medicaid and VA versus Medicare are tending to be the sickest. And the healthiest people tend to use private insurance. Just think about there’s some level of self-selection going on here and we see that when we look at self-reported health. Again, we see the strong self-selection going on. If you're interested in evaluating policies, like our teams have been interested in understanding choice admission, it’s really hard to do that if you're just using VA data alone.

There’s implications for this. One is that keep in mind, patients are systematically selecting the VHA and they can change over time. And this selection plagues many health services studies. As I noted, our team is interested in the effects of the choice and the mission act and so you really do need to think about broadening your sample to get a strong denominator. And what we’ve been doing here and what Megan and other folks have been doing is using all payer claims data to try to get a total sample of what’s happening in a particular state and that’s been a huge help for us to understand the effects of these things.

I want to pose to you two potential effects from, let’s just say, the Choice Act. One is we have individuals who really need health insurance and don’t have good access and the Choice Act may help them. Another is a population who is very well covered and this just gives another source of payer. We really can't distinguish between those two types of policy effects. Is the Choice Act really affecting the people in group one or the people in group two, that’s a really different result depending on who you are in congress. The real solution is all payer claims data. I think that’s it for me, Megan. I’m going to pass the baton over to you I think, if I can do this. 

Dr. Megan
Vanneman:	Thanks Todd.

Dr. Todd Wagner:	You bet, my pleasure.

Dr. Megan
Vanneman:	Now we’ve laid the land, so to speak, for the importance of acquiring all payer claims data or some kind of state data to help complement VA data depending on the questions that you're asking in your study or evaluation. I’m going to dive a little deeper into how you might choose your data source or sources and states. All payer claims databases is highlighted in red text right there because APCDs are not the only type of state data that you can acquire but all care claims databases are supposed to be fairly comprehensive. They're owned by states and insurers report data to the states and it’s usually related to a state mandate. This is important to keep in mind because there’s a whole legislative context around these data.

Self-insured companies are not required to report data to the all payer claims databases and this is related to the supreme court ruling in 2016. Self-insured companies are generally large companies that have chosen to self-insure themselves and so it’s really important to keep this in mind because it varies by state as to how much this could affect the representation of your data from a state APCD because some states have a lot of self-insured companies and some have far fewer.

That being said, some self-insured companies still choose to report to the states so that’s something to keep in mind when you're looking at the APCD or APCDs that you might use in your study or evaluation.

Also, only some states have APCDs and their content varies considerably. Data, again, are being reported from healthcare payers. So this is different from when you get data from CMS or some other data set. There are both private, for example, employer sponsored health insurance companies that are reporting data into the state, and public, such as Medicare or Medicaid may report to the state.

Subsequently, there’s no information on the uninsured population in these data sets so again, these are claims for people who have actually received services through health insurance. The data include a medical inpatient and outpatient data, pharmacy data, and dental claims. Typically VA data is not included in these data sets so that’s why it’s really important to link VA data to APCD data.

And then it’s really important for utilization, diagnostic information, as well as cost purposes. There can also be a complementary eligibility file or eligibility files available through the APCDs and this gives you information about who is enrolled in insurance plans even if they're not using care. You can actually see an identifier for an individual who is enrolled in a plan even if they don’t go in for their annual primary care visit or some other kind of visit. And you can actually track denominators of individuals who are enrolled rather than just users of health insurance.

There can also be a provider file, which contains information on facilities and healthcare providers, which you can link through through things like the National Provider Identifier, et cetera.

There's also other state beyond all payer claims databases. They tend to be a little bit narrower in focus and so they could potentially, for example, only include hospital inpatient admissions or only include emergency department visits or only include ambulatory surgeries whereas APCDs tend to be more comprehensive. As an example, there are hospital discharge databases and those data are reported by facilities rather than payers. That’s how they differ from APCDs. Again, the APCDs are being reported by the payers whereas hospital discharge databases are reported by the hospitals, by the facilities. The hospital discharge databases include charges rather than paid amounts.

Charges are the actual amounts that those facilities are billing to the insurers so they tend to be higher than paid amounts, which is a difference from APCDs and so you have to account for the fact that charges are represented in these data so you can use a ratio to calculate what you think the paid amounts might be. Additionally, hospital discharge databases include non-hospital care and retail, they do not include non-hospital care or retail pharmacy data and so it's important to remember that limitation.

There are several resources on APCDs and other state data that we wanted to highlight for you all. It’s pretty exciting, we just came out with a VA APCD data portal page. Many thanks to Jeff Tan and Amy Rosen and others for contributing to the data portal page. It has an overview of APCD data, requesting data access, and two resources that I wanted to highlight for you today are the APCD council. This is a council that exists overseeing APCDs across the country. It describes the council, it schools and provides examples of APCD reports, websites, and additional resources. It’s an excellent starting point when you're trying to figure out which state data you would like to include in your work because it has some basic information about the APCDs as well as contact information for individual state contacts who work on the APCDs. 

I also wanted to highlight this report from RAND called the History, Promise, and Challenges of State All Payer Claims Databases. And it was specifically written to cover recommendations for a standardize reporting format for voluntary reporting by group health plans to state APCDs. And again, this relates to that Arissa Exemption that I brought up before. Some health plans still choose to report their information voluntarily even though they're not required by state legislation so this document covered that. And that may not cover anything you're particularly interested in but the beginning of this report has a lot of useful background information on APCDs and other state data sources, which can be really helpful in considering the pros and cons of selecting a specific data source.

I also thought it would be helpful to really think through with you all what the purposes of your study or evaluation design and how this relates to the representativeness of the data and whether that suits your needs. When you're thinking about using an APCD or other state data, you really want to think about what’s the population that you need in these data. Geographic representation is really important to think about. Are you just selecting one state, are you trying to work on data from various states across the country to be representative from a geographic perspective. Race and ethnicity compositions vary by state. That can also be something really important for you to consider, as well as how well that variable is actually populated in the data. 

You might want to consider whether or not the state has expanded or not expanded Medicaid. Of course a majority of states at this point have expanded Medicaid. The size of the state can be really important for your evaluation or study as well as specifically whether or not there's a high or low concentration of veterans in the state. For all payer claims data, as I’ve mentioned before, many can be in self-insured plans or there may be a small portion in the state that are in self-insured plans and that’s not included and it may be a minor limitation of a study evaluation or it may be a more major consideration for you all. 

You also want to consider the type of data that are released by the state, which I discussed in prior slides but now Dr. Rosen and I will go through some examples of why this is important and how it can both support really great research questions as well as some of the limitations associated with choosing select data sets. 

Another thing to highlight is that some state data have a cost associated with them and some do not. And that cost can be pretty low or high. You want to think through whether or not you can incorporate that into your budget or if you would want to solely work with states that don’t have a fee associated with them.

Now we’ll go through a couple study examples using state data. The first study that we wanted to highlight was led by Dr. Yoon in Palo Alto. I was a co-investigator on this study so luckily got to learn and work closely with her on this work. The study was titled Veteran’s Choice in Hospital Care and it linked VA with hospital discharge data from 11 states. Those 11 states are listed on this slide and it was data from 2011 to 2017.

I wanted to highlight a couple papers that we published, both led by Dr. Yoon and the first one looks at changes in hospitalizations by VA direct VA purchased community care and other payers before and after the Veteran’s Choice Program implementation and also before and after Medicaid expansion.

Then the second paper looks at mortality, readmissions, length of stay, and costs between VA and non-VA hospitalizations. This is a really interesting paper to look at if you're interested in how you might compare outcomes between VA and non-VA using hospital discharge data or other state data. And these papers obviously came out in 2022 and 2023, which is kind of an acknowledgement of how difficult it is to acquire these data as well as the time that is necessary in order to accurately analyze the data and publish it. So it’s quite a process but you end up with some really important results that, as Todd was mentioning before, actually have the denominator and the outcomes that you're really interested in as opposed to using VA only data, which limits what you can basically conclude from your work.

Specifically related to hospital discharge data, there are some limitations. As I mentioned before, you have to transform those charges or the amounts that the facilities charge the insurers for services. You have to transform them to costs using cost to charge ratios if you're interested in looking at costs. There was no linked outpatient data in these because they are hospital discharge data sets. That can lead to some limitations like for risk adjustment where you might want to learn more about the true risk factors associated with any given patient and having comprehensive outpatient and inpatient data on a patient would eliminate a better risk adjustment score. There are other limitations to the data. Those are the main two that I wanted to highlight and help you think through for implications for your individual studies or evaluations. Amy, I can maintain control of the slides if you want but I’m going to advance to your slide.

Dr. Amy Rosen:	Great, thank you. Hi, I’m Amy Rosen and thank you Megan for passing the slide to me. I’m going to be talking about a study that was funded about a year ago called Comparing Quality of Care Between VA-Delivered and VA-Purchased Care: The Need for Better Risk Adjustment. And as Megan just alluded to, we’re interested in learning how to make fair comparisons between veterans who stay in VA and get care and veterans who go outside to community care and get their care there. 

In order to do that, we really needed to capture all conditions, diagnoses for risk adjustment, and utilization within an outside VA in order to really make rigorous and equitable comparisons between VA and community care. To account for the veterans’ multi-system use, our data sources are quite comprehensive and have included VA community care, Medicare, Medicaid, pharmacy, and APCD data, which will allow us to get some private insurance information in addition to filling in some gaps in Medicaid.

From each of these data sources, we needed inpatient, outpatient, and pharmacy data on all veterans in our cohorts. And this is really important because on the previous slide, we saw that Dr. Yoon was using hospital discharge databases and they didn't link to outpatient data. But in our case, because we want really robust risk adjustment, we needed the outpatient data and also the pharmacy data. 

Specific to APCD, not all states have all types of data. For example, we learned that Florida has only inpatient data whereas a few states, such as New York, have inpatient, outpatient, and pharmacy data. And this is really important to identify the state that the data have and Megan has pointed that out. And you can find that information on the APC council map. Thank you. Now I will pass the baton to Dr. Mohamed. 

Dr. Ahmed
Mohamed:	Thank you. This part, let me make sure I have control, yes. This part will talk about the process and some of the logistics might not be evident when you think about embarking on a project of using APC data. Mainly you're going to be dealing with VA, which is either through the IRB or on R&D office and you will be dealing with fiscal for contracting and you will also be dealing with privacy and information officers. 

As we all know, all projects in VA they have to start with the IRB and R&D approval, especially for research. But non research projects also sometimes might need this depending on your office and depending on source of funding and some other consideration. 

While doing the IRB approval process, you go through some type of privacy review. It is also possible that you might go through or need additional approval or security from the information security officers or privacy officers at any state during your process depending on which path you take and what you need. We will talk about a few of these in the next slides. 

Privacy and information security part of the process is really the most complex that takes most of the time and effort, for a lot of reasons. The least of which is that it’s not really a standardized process and depending on where you are, and depending on the officers in your medical center, you might need to go through different requirements that other might not. But basically the privacy officer’s mission is to ensure that sensitive patient health information are handled properly. While on the other hand, the information security officers want to ensure that methods used to obtain data or information between VA and non-VA entities are secure and safe and free from known vulnerabilities. That’s really a big one that, I don’t know where to start to think about it. 

Projects involving sensitive data, transferring sensitive data to non-VA entities go through a higher level of security and electronic data exchange methods represent a higher risk and require additional authorizations.

As we all know, the VA network is insulated from the world wide web by the firewalls that secure. This also means that some type of exchanges with the internet is disabled and an example of that is the file transfer protocol processes. If you, at a point, you need to get data from outside sources or some data to non van entities using one of these methods, then you will need to change the default connection in the VA network to get around the firewalls.

This part falls under the jurisdiction of something called the Enterprise Security External Change Council. That is a council that oversees this process throughout the VA and I’ve been in on their meetings several times and it is very messy and it is very complicated and it is very technical. Basically what they want to do is they want to know more than what are you exchanging, what type of data you're exchanging or what type of data are you getting. They want to know that they entities with which you want to exchange this data, they use the proper methods and hardware that satisfies federal requirements and satisfies the requirements for the national institutes and standards and technology. 

But even if you are not using the secure file transfer protocol methods and you just want to do some of the other methods through a portable device, you also need to get a specific type of device that has a specific type of encryption and are approved by the VA and the one shown here is one of those along with several other forms but you can't just take any USB drive and load your data on and send it with Fed Ex. That is not acceptable from the VA.

Emails sometimes can be acceptable. Certainly VA considered that encrypted emails are a secure way of transferring the data but not always convenient depending on the size of the files you want to transfer. And also the entity with which you are exchanging this data, they might not accept them. I’ve had in some cases, somebody told me don’t send me encrypted emails ever. 

On the contracting side, as Megan and Todd mentioned earlier, there are costs for most of this data and this cost means that you have to go through fiscal and contracting and that takes a lot of time also and takes a lot of paperwork and filling forms and communicating with a group of people because contracting staff want to make sure you have the proper approvals, whatever those are, and they want to know also how much money you are paying because depending on the amount, it might be something simple that could be paid by credit card or might be something else for which your contract needs to be put in place and when we start talking about contracts, then you get into another problem where you will need to explain to contracting staff whether this is a service of a commodity or something that is required or doesn't. It’s not always an easy discussion but it’s another dimension of how this process can be complicated and really can be a case depending on where you are, depending on the staff you are talking to.

The request on the state side is mostly what you would expect and they want to make sure that they do an interview and they want to make sure that you have the proper authorization and they want to make sure that have cohorts specified properly and justification for why you need to do this. And then they will look through the authorities and the authorities, that is where they want to decide okay you need an IRB approval for this or maybe it is non research and you don’t need an IRB approval for it. And then they want to review also the scope and the data elements, they want you to tell them exactly what data fields you are requesting and why. Some of the data field might be restricted or might not be available, I know some states they say we’re not going to give you date of birth or some other specific information.

And then of course they will have to through the data security and management to make sure whether you can store the data and for us in the VA, this is the easiest part because you’ll say hey I’m going to store this on the Vinci server and Vinci server is known to be the most secure and this is where you can get in on that. But then they want to know your capacity, even have enough people to do what you wanted to do. 

Some other things to keep in mind that some states, they might have an active paid PCD data, they just do not give it to a researcher period. Some other states they might give it and this is a difference because it’s a different condition. But also the practical problems that you might encounter I certainly have experienced some of this is that the lack of responsiveness from the staff in those states’ office for some reason or other, probably short staffed, probably busy, probably not a priority, and then there are some additional barriers that can prevent VA investigators from getting access to these data. First one of which is whether the state office handling the interface have the proper registration.

As Megan mentioned before, there might be additional costs not listed on the other side when you first start to budget for your request and those can come in various forms matching some other forms. It’s always good to talk to a staff in the office and get as much information as possible. 

To save yourself some time and a lot of headache, it’s always good to talk to the state office for which you want to request this data and get as much information from them as possible and specifically ask them about registration, what type of restriction they have because that might block you completely from getting this data. If you aren't able to pay them, then obviously the request is not going to go anywhere. 

Do not hesitate to ask questions or seek help from your local VA officials, privacy officers or information security system officers, or IT. But be prepared that they might not have the answer because some of them may never have done this process before, some of them might not be comfortable exchanging the veterans’ data outside or getting data from outside. Be prepared that you might not get the answer you want or you might not get it as quick as you’d like. And budget generously for how long and how much time this process is going to take. And I think that’s something probably everyone here is going to agree with. It’s always going to take more than you expect. And I’m going to pass now to Amy.

Dr. Amy Rosen:	Thanks. Let me see if I can advance.

Whitney: 	Dr. Rosen, you want to click into the slide first and then use the spacebar. 

Dr. Amy Rosen:	If you think what Dr. Mohamed said was complicated, it gets further complicated when you have a multi-site study. And in the study that I mentioned previously that Megan and I have, we needed VA central IRB oversight because we have several sites involved. We did have local early involvement of our local ISSOs and POs and then because it was central IRB we had to get involvement from the national ISSOs and POs. We really needed to get their guidance on CIRB oversight and what specifically we had to do since it involved more than one site. 

Essentially, what they advised was that we had to put together a list or what they call whitelisting of the URLs for secure file transfer both in the inbound firewall and in the outbound firewall. And this was a whitelist, or a cyber security list that we needed to do. In addition to actually acquire the APCD data, they wanted us to do what’s called a VA authority to operate, which really helps if you're providing a find a file or some information to an outside external organization, they want VA that’s providing the data to set this kind of thing up.

It's a process that costs money and can be burdensome but we were able to get around that through coordinated guidance from both our local ISSOs and POs and also the state itself. We got them to agree that they would send us their New York state data instead of us sending them a finder file. That’s something that we negotiated with a particular state and really saved us a lot of time and money as well. We’re currently undergoing a formal data request with the New York team to acquire the New York APC data without using a finder file but they're going to send us all the information and we’ll merge it into our VA files. And we were able to avoid the ATO process and the need for an outbound firewall.

It took quite a while to get this all going and approved and it can be a stumbling block. If anyone on the call is involved in that kind of situation, our team would be happy to help you negotiate it. And that’s it for me. And I will pass the baton to Megan, who I don’t see on my participant list. On there she is, okay. 

Dr. Megan
Vanneman:	Thanks Amy. In summary, and we’ll have some great time for Q&A, APCD and other state data can be really important additions for your VA studies and evaluations but it is important to keep in mind that data sources and states have differences that are really critical to consider when deciding which data source or which states’ data to use. And as we’ve all reiterated, state data requests can take a considerable amount of time. It takes a lot of attention to detail because you're going back and forth with state contacts and with the VA sources as well to make sure that you're sharing information in the most responsible way and getting the information data that you actually need back. And sometimes this does require funding, which is important to take into account in your budgets. Thank you all for your time today and we are more than happy to answer any questions at this time.

Molly:	Thank you all very much. We do have some excellent pending questions that we’ll get right into. For attendees, if you do want to submit a question, please open up the Q&A panel on the right hand side of your screen and you can go ahead and type your question in and submit it there. Many questions have been answered in the chat and so I will call on those presenters to reiterate their responses if that works with everybody. The first question we have, and Todd I believe you were able to answer this one in chat, how do you get cost to charge ratio.

Dr. Todd Wagner:	Thank you. And so I put a link in that. The place that I’ve found the easiest place to find that is the impact files and that lists hospital information, it’s a perspective payment data that Medicare provides for each hospital and they call it impact because they're showing the potential impact for any changes in regulations for the next year. And there’s a bunch of variables. It’s a relatively small file, about 4,000 because that’s how many commercial hospitals there are in any given year. A bunch of details on those commercial hospitals as well as the cost to charge ratio.

Molly:	Thank you. The next question we have, and I believe Megan you were able to answer this one, what does self-insured companies mean?

Dr. Megan
Vanneman:	Great question. These are typically large companies that choose to not work with a health insurer to cover their employees. They actually pay for their employees to receive healthcare and thus take on the risk that normally a health insurer would take on as well as the rewards. The benefit of their employees spend less than they anticipate and they are in trouble if their employees use services more than they anticipate. It’s really a tool that’s used by larger companies to manage their costs with respect to healthcare. 

Molly:	Thank you. This next question came in and I believe Catherine, you were able to provide a response. Is there any national process, such as through HERC or VIReC to integrate APCD data with VA on Vinci?

Dr. Cathy Battaglia:	The way I answered it was that I wasn't aware of any centralized location for matching but maybe other people have knowledge about that. But we, for Colorado anyway, we did it locally. We took the Colorado APCD data and matched it to our eastern Colorado healthcare system patients.

Dr. Todd Wagner:	And just to add a little bit, there's some other questions that have to do with reuse. Whenever we’ve gone through this to get approval for states, they tell us that it is project specific and some of the states like Florida require you to get approvals each year that you're going to use the data. And they’ve told that we cannot reuse the data for other projects. There was another question that was posed about New York state. Each state is a little bit different. I will say that sometimes you can work with the state and the Sparks group in New York, I love New York state data by the way. Great organization, free data. They're very responsive. We can't reuse their data but I know that Stanford has a dataset from them that’s more limited that does allow reuse. I think in certain areas you can reuse their data.

Molly:	Thank you. The next question, and I believe Megan you were able to confirm this, do you know if any state APCD have included Medicare Advantage data?

Dr. Megan
Vanneman:	Yes, some states do share Medicare Advantage data but in that case, one I’m thinking of doesn't share their fee for service. You always have to check if both the Medicare Advantage and the fee for service are represented in those data or not. But they are shared in some cases. 

Molly:	Thank you. And Todd I know you responded to one of Orna’s questions. This is a separate one but if you touched on it as well, let me know. Is an ATO required only with CIRB? This is a beast to get and maintain.

Dr. Todd Wagner:	Let me give you the example from our study. This was an IAR that was just local so we just had to use our local IRB. Local IRB signed off on it and eventually went to our local privacy officer who then reached out to the office of general counsel for their input on it. The OGC said don’t sign it, it poses a risk. So then we had to appeal it to our facility director with the help of our R&D at cost. And once we talked to them about about what we were actually doing and the magnitude of the risk, which is very small, the facility director signed off on it so we did not require ATO. 

Molly:	Thank you. We did have an attendee write in, can I add that federal employee program is self-insured as well. Thank you for that bit of info. Here is a question that may or may not be appropriate for today’s topic. Is there a congressional law that gives Medicare and other agencies the right to access a veteran’s PHI?

Dr. Megan
Vanneman:	I don't know that off the top of my head, I don't know if any of my colleagues do but I’d have to look that up.

Dr. Todd Wagner:	I’m trying to think through my experience. I’ve done this in two cases. One was with the Mets data where the participants actually consist for the data sharing. That’s explicit. In our study that I was just mentioning, which was a value in the Choice Act, we got a HIPPA waiver because it wouldn't be practical to get consent from anybody, a lot of the folks are now dead in fact. And so, that was how we approved it. What you're sending to the states is just a list of SSNs and they send you the data back so there's a very limited data set that you send them that’s all encrypted but that was approved by our IRB.

Molly:	Thank you. The next question, Oregon data is well documented. Are you finding the same with others? Nobody has to touch that if they don’t want to.

Dr. Ahmed
Mohamed:	I think generally the answer is yes. You can even see the level of documentation from looking at their request material before you even get to data. You can see how many fields are there and you see the way it is organized. I would say generally yes, I love Oregon data and I love Oregon people but I think generally it is well documented and it’s generally also of much better quality than hospital discharge.

Molly:	Thank you.

Dr. Todd Wagner:	I will add that most of the states are pretty responsive. And so we did have some problems because we were trying to get some of the data during COVID and early on, a number of the states were just hammered with COVID and had deployed this team to help out on other things. Louisiana was very slow in responding. Things have really improved. If you were in the question stage now, you could probably reach out to most states.

Molly:	Thank you. Is it that practical to merge each state level data to generate VA national findings?

Dr. Megan
Vanneman:	I started to answer that. It’s not practical because not every state has comprehensive data nor do they all share them. It’s impossible at this point in time to get completely national representation of these kinds of data. So you have to be selective at this point in time.

Dr. Todd Wagner:	Just to add to what Megan said, the four most populous states that most people immediately think of are California, Texas, New York, and Florida. We’ve had good luck with Florida and New York. California is still building their own APCD. They’ve had a rocky relationship with giving data to feds in the past, much easier giving it to universities in the state and I’ve had no luck with Texas. 

Molly:	Thank you, I appreciate your responses. 

Dr. Ahmed
Mohamed:	I’m just going to add one more thing to that. I’m sorry can you repeat the question again? I forgot it. I know I have something to add.

Molly:	No problem. They were asking is it practical to merge each state level data to generate VA national findings.

Dr. Ahmed
Mohamed:	Thank you. And the one thing I wanted to add in that AHRQ they are in the process of getting some sample from APC data or from the available one they have some kind of general conclusion from it or some type of general sample from it available somewhere. That is the closest thing I’ve heard of to where they had a national project to put this data together.

Molly:	Thank you, appreciate all of your responses. We have just a few minutes left so I’d like to go ahead and circle back and maybe talk about some lessons learned out of this presentation.

Dr. Cathy Battaglia:	This is Cathy Battaglia, I wanted to reiterate what several of the speakers said in various ways, the amount of time it takes in order to go through the whole process of contracting, accessing your state agency, getting data use agreements in place, getting privacy officers and security officers on board. It would be a little bit nicer if there was a little more standardization in the privacy officer and security officer from the VA side of things because we had different responses at our VA compared to what other people were hearing from the same project that we were working on. I think there’s some opportunities there but it did take quite a long time to get data back to us.

Molly:	Thank you. Megan, Todd, Amy, or Ahmed, do you have anything you’d like to add?

Dr. Ahmed
Mohamed:	The one thing I have to add and I mentioned this but the first thing, or the most important thing anybody should do is to reach out to the state office and ask them if they can accept your payment. Because if they can't accept your payment, this is stopping you from getting data from two different states. In one case, it stopped me even from requesting the data because I needed to pay some nominal fees, I think $200 or $300 for the data request from the beginning and that’s when I found out that they can't accept payments from the VA.

And in the second case, I found out after I completed the approval request and everything and we started to pay them. They're like oh by the way, our _____ [0:58:12], registration does not allow us to take payment from the VA. That was a lot of work that basically was run down the drain and I think that this is probably the most important thing to check because if you can pay them, then you can get the data and you can go through this process. If you can't, then that is not going to happen unless you are one of the investigators who have money on the VA side and money on the university side and you can funnel their payments for that trial.

Molly:	Thank you very much. I do want to take care of just a few other things so I’m going to ask that you advance one slide forward for me if you can. Not sure who is in control, there we go. Okay so here’s our contact information for all of our presenters. Thank you for making yourselves available. You can always also contact the VIReC help desk with any questions and can you advance one more? I would like to invite everybody to our next session held on February 5th at 1pm eastern and that will be, the topic is Understanding VA-Purchased Community Care Claims and Referrals from the Office Integrated Veteran Care Consolidated Data Set. And I encourage you to join us there.

I also want to plug Vinci has a session on managing research data in Vinci and that is presented by Andrew Holbrook and coming up on the 11th so I encourage you to go to the HSR&D registration catalog and sign up for both of those presentations. With that, I want to thank all of our presenters for joining us today, we really appreciate your time and expertise. For our attendees, we’re going to close out the session here in just a second. A feedback survey will populate on your screen. Please take just a moment to fill out those few questions. It does help us improve presentations we’ve already given as well as ideas for new sessions. Thank you again everyone, have a great rest of the day.
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