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Unidentified male:  Hello everyone, good morning. Or good afternoon, welcome to VIReC Database & Methods Cyberseminar entitled Assessing Race and Ethnicity. Thank you to CIDER for providing technical and promotional support for this series. Today’s speaker is Maria Mor. Dr. Mor is the Pittsburg Director of the Biostatistics and Informatics Core of the Center for Health Equity Research and Promotion and a Research Assistant Professor of biostatistics at the University of Pittsburgh. 
Dr. Mor has experience with both perspective and observational health services research projects with a focus on a variety of vulnerable population such as minorities, women, and those with comorbid or stigmatizing condition. 
Questions will be monitored during this call will be presented to Dr. Mor at the end of this session. A brief evaluation questionnaire will pop up when we close the session. If possible, please stay until the very end, and take a few moments to complete it. I am pleased to welcome today’s speaker Dr. Maria Mor. 
Dr. Maria Mor:  All right, thank you very much. Okay, it looks like I am now advancing through the screens. All right. I just wanted to provide a session outline. I’m going to provide an introduction about race and ethnicity in the VA. And information where you can locate race and ethnicity in VA data. Locating race and ethnicity in Medicare data. Some information about the quality of the VA race and ethnicity data. Examples from two VA studies that have used the VA race and ethnicity data. And then I’ll follow through with recommendations to summarize how to address these data quality issues. And where to go for more help. 
But before I begin, I would like to ask the audience have you ever used VA race and ethnicity data? The options are yes or no. 
Unidentified female:  And we’ll give everyone just a few moments to respond to the poll here. And I will close and show the results at that point. It looks like things are starting to slow down. Get your response in quick. And I’m going to close things out. Okay, so what we are seeing is 42% of the audience is saying yes, they have used VA race or ethnicity data. And 58% are saying no. thank you everyone for participating. 
Dr. Maria Mor:  All right, thank you. So first, I’m going to provide a brief introduction. So, race and ethnicity disparities in health and healthcare are well documented. And they persist in the U.S. in general, not just within the VA. However, the root causes and solutions are not well understood. And while overall quality is improving, access is getting worse. And disparities are not changing. Within VA, we also have racial and ethnic disparities that exist, even though financial barriers to receiving care are minimized. So, as I said, in the U.S. in general access is a very big issue in terms of racial and ethnic disparities. Within the VA, access is completely different. A lot of the barriers are minimized to receiving care. And what we’ve seen, is although quality has improved, significant within facility disparities are still observed in clinical outcomes. More research is needed to detect, understand, and address these disparities within the VA. And this is very key. We can’t take results from outside the VA and apply them to within the VA because we know that we have different factors that impact the disparities that we observe. 
Accurate race and ethnicity data are essential to disparities resrach.adn research on these clinical factors associated with race and ethnicity. However, there are numerous problems that exist with the race and ethnicity data in the VA. The number one issue, is that data are incomplete. We are missing data for large numbers of patients. There’s a potential for inaccuracies in the data. And also, for inconsistent data being collected over time. This can mean that we have data that’s collected at the same facility that may change over time of the data already collected. Or we may have data that are inconsistent, but they are captured differently at different facilities. 
Overall, for the U.S. Veteran population approximately 79% of all Veterans are White. Which mean the remainder 21% are racial or ethnic minorities. Almost 1 % are American Indian or Alaska Native. About 1.5% are Asian, 11% Black, 6% Hispanic. And about 1.5 % identify as belonging to two or more races. 
This gives us a general overview of Veterans. But within VA, we also know that those who use VA also differ by race. Asian Americans are less likely to use VA services. And Black, and American Indian, and Alaska Native, and those who report two or more races are more likely to use these services. So these Veterans are actually more likely to be represented within our sample of Veterans that use the VA system. 
Currently the categories that we collect for race and ethnicity are provided in the VHA handbook 1601 A.01, which was released in 2009. These categories have been used actually since 20013. And we’ll have to talk about -- we have data that’s available from before that period. But for now, let’s focus on the current categories that we are collecting. For ethnicity, we are collecting someone who is Spanish, Hispanic, or Latino. Or conversely, it’s the reverse of that, that if someone is not Hispanic or Latino. And we also collect a number of racial categories. Veterans are able to select more than one category if they feel that they belong to more than one category. 
The categories that we collect include American Indian, or Alaska Native, Asian, Black or African American. Native Hawaiian or other Pacific islander. White, or unknown by patient. With our current reporting method, we use a two-question format. Ethnicity is first asked followed by race. And data are to be collected through self-report. 
The process by which the race and ethnicity data are collected really begins at the time of enrollment. We are trying to collect information from the patient, which would be self-report. Or, through their proxy. For example, a caregiver or a family member that may come in with the patient. It is initially collected on VA form 1010EZ. Which is the application for health benefits. And this form can b e completed online, paper or through interview. That form is collected for the purposes of enrollment. But we also can collect information at hospital admission, outpatient visits, or preregistration. So, if the data are missing. Then when the patient comes in for a visit. They should be asked to provide that information. And the different modalities that are used, the data are collected online, through the telephone, in person and also, at the time of application for benefits on paper potentially as well. 
Data are collected and entered by a Facility Enrollment Coordinator. Or the designee such as the Admissions Clerk. They can be collected through -- at an outpatient clinic personnel when somebody reports for a visit. And all information that is collected s then entered into VistA and then becomes part of the medical record, the electronic record. 
Now I’m going to talk about where can we locate race and ethnicity data in the VA. And before I do that, I would like to know, what sources of VA race and ethnicity data have you used. And you can check all that do apply. The response options are, one, never used. Two, the MedSAS files. Three the CDW. Four, through VistA or a regional warehouse. Or five, other VA data sources. 
Unidentified female:  And I apologize, when I set that up, I think I missed the check all that apply. 
Dr. Maria Mor:  All that apply, okay. 
Unidentified female:  So I don’t think it’s going -- I’m trying to change it. I don’t think it’s going to let me change mid-poll. But, I apologize to the audience you should be able to check more than one. And that was my mistake. So responses are coming in. and, I know that what we’re receiving in here isn’t going to be quite right. But we’ll do what we can with it. I’ll give you all just a few more moments here before I close things out. Okay and we’re seeing 50% saying never used, 15% saying MedSAS files, 17% saying CDW, 10% saying VistA or regional warehouse and 8% saying other VA data sources. Thank you everyone for participating. 
Dr. Maria Mor:  All right, thank you very much. Actually, that spread on the different sources is a little more even than I thought it would be. But that’s helpful to me. I’m going to start by talking about the Medical SAS Datasets. Which, it does look like a number of you have used. These are data files that have been created for research purposes. And in those files, we have data that are contained based on the older data collection method. Which I have only alluded to, at this point. And, newer data collection methods following the categories that I provided at the beginning of this talk. 
The variable that is named Race, contains data from our older data collection methods. It’s in the inpatient main file. The outpatient visit file and the outpatient event file. In the Medical SAS Data files, we have one patient demographic record per inpatient stay, outpatient visit, or in the case of the outpatient event, so per stop code, that’s presented there. 
So we have multiple records per person. And the data that we have using the older collection methods are available starting in fiscal year 1970 for the inpatient data. And then 1997 or 98’ onward for the outpatient file. 
With our new data collection methods, we still have multiple demographic records per person. But, now, Veterans are able to select more than one race. So we have multiple race variables to capture that information. In the inpatient tables, we have the variables RACE 1- RACE 6. And in the outpatient tables, we have RACE 1- RACE 7. And although we have one fewer option allowed in the inpatient file, Veterans do not actually select all of those race categories. So there is no loss in information by not having seven categories in the inpatient data. 
Then, for the new variable ETHNIC, that captures ethnicity. Those are also available in the inpatient and outpatient data files. And those have started to become available in fiscal year 2003, for the inpatient data. And 2004 for the outpatient data. 
Prior to fiscal year 2003, is when we used our older RACE variable. And race and ethnicity were captured jointly in a single variable called RACE. And there was a single value that was allowed to capture race and ethnicity.
After fiscal year 2003, we have the multiple races that are captured in the variables RACE 1- RACE 7. A single value for ethnicity is captured in the variable ETHNIC. And the way the new race and ethnicity variables are formatted, is they have a length of two characters. And the first character denotes the race or ethnicity of the individual. And the second character has the method of data collection. 
 There’s a common format that’s used for all of these variables to denote the method of data collection. And I will show you that in a couple of slides. But first, I’m going to show you the categories that are used for the old RACE variable that contains both race and ethnicity. 
Veterans were able to select if they were of Hispanic ethnicity as long as they were of White or Black Race. So, the allowable categories were Hispanic, White. Hispanic, Black. And those had a value of one and two, respectively. A value of three denoted American Indian. Four is Black, so this would be Black, non-Hispanic. Five, Asian. Six, White. Again, this should be White, non-Hispanic. And seventh or missing with denote unknown. 
For the new RACE variables RACE 1 - RACE 7. The first character is specifying the race of the individual. These characters are to mean not intuitive. So, if you want to use the data, go back and look at the format. Make sure you’ve got it right. The first character at value of three is American Indian or Alaska Native. Eight is Asian, nine is Black or African American. A, is Native Hawaiian or Other Pacific Islander. B, is White. C, is declined to answer. D, is unknown, and the other values would denote missing. So, just be careful. So, a character of B, does not stand for Black or African American. It stands for White. D, stands for unknown, not declined to answer. So, you just want to make sure that you’re using the format as it’s provided. 
For ethnicity, the first character D, is declined to answer. H, is Hispanic or Latino. N, is not Hispanic or Latino. U, is unknown and any other value would denote missing. So in this instance, those first characters do match up intuitively to the descriptions you would expect for them. 
Then finally, for all of those race variables and the ethnic variable. The second character specifies the method of data collection. So, a null value, would denote missing. O, would be observer. That could be that the clerk looked at the person, and put in what they thought the race or ethnicity was for the person. P, is proxy. S, is self-identification. And U, is unknown by patient. 
In our observations, I will just point out what happens in this process of collecting the data from the Veterans. The data do default to be self-identification. And we’ve actually never seen a clerk change it to anything else. Even if we did observe that, they did not ask that information of the patient. So I will just let you know that overwhelmingly the data that you will see, will say that they are self-identified. And the clerks are supposed to ask that information of the Veterans as well. That has been part of their training with these new changes. Which are not _____ [00:15:46] at this point in time. 
Then I’m also going to talk about the Corporate Data Warehouse, the CDW. The CDW still gets the underlying data from essentially the same place. Which is going to be the electronic medical record. But, the data are going to be stored differently. And they are also going to be formatted differently. 
The CDW, is the National repository of data from VistA patient file. It contains race and ethnicity data from October 1999 onwards. One key difference n the way the data are stored, compared to Med SAS, is that we have one demographic record for each VA station a Veteran has visited. So, it’s not one record per visit, or stay. But, per station. And it should contain the most recent data for that Veteran at that station. So, if there had been a change in the way the data were recorded at that VA station, only the most recent data should be transmitted to the CDW. It contains standard and nonstandard race values. And they’re stored in a view called PatSub, that’s PatientRace. 
If you want additional information about the race data in the CDW.ther’s documentation, the Best Practices Guide Race Data. And I provided the VA intranet link to that guide. 
So as I’ve eluded, we have standard and nonstandard races. There are 31 nonstandard races. So, even though they’re somewhat standardized it’s not -- people could enter whatever they wanted. But there are 31 different possible values that don’t map directly to a standard value. However, we can identify 26 of those, what the standard race should be. 
So, for example, if you look the American Indian or Alaskan Native. American Indian or Alaska Native, American Indian, American Indian/Alaska Native. Those all map into the same standard race. Even though, the actual text, may be slightly different between them. When we’re looking at data collected under the older data collection method we can have both race and ethnicity captured together. And so, when you’re trying to assign race, you will have to pull out the race components of those pieces. For example, if we look under the nonstandard race, we can see Black, not of Hispanic origin. Black, non-Hispanic. Hispanic, Black. All of those would map to a standard race of Black or African American. But we would want to extract the information about race and ethnicity separate from each other. 
Finally, there are five values that are not mapped to standard values. Three of these are a combination of Asian, and/or Pacific Islander. And depending on how you’re using their data. If you’re fine with collapsing the data, so that those two groups are together then these values are still quite usable to you. The fourth category is Mexican American. And the fifth is unknown. Approximately 5% of data values do fall into one of these five categories. And I believe most of those fall into the unknown category. So even if you were to try to re-categorize, you’re still going to be left with a fair amount that are unknown. 
Within the CDW, we also have an issue that we can multiple race values collected because we have data collected on individuals from multiple sites. We also have Veterans who self-identify as being multiracial, having two or more races. Which is a little bit different from this issue of having conflicting race, that’s been recorded at multiple sites. 
So, approximately 1.7% of patients who link to a standard race, have more than one standard race recorded. And it’s not possible to identify the most recent record for a patient. You’d be tempted to use the most recent data. You know, feeling that there’s been a correction. Or that’s how the person is most likely to identify themselves at the time being. However, there are data values and variables within the CDW that look like they might allow you to assess whether or not data are more recent from one record to another. But they really don’t. They have to do with the business rules, in terms of how the data were extracted and put into the CDW. Not, when the data was assessed on the patient. So those data values can’t be used to determine the most recent record. 
So, the recommendation, when you have multiple records, is first to try to use only self-identified race. If there are any recorded, then that would be your first priority. So if you have conflicting race, one value self-identified, another is not. Then you would use the value that’s self-identified. 
The next you would use and it’s somewhat rare. If you have data collected under our new data collection methods that are not self identified, you have data from those sources. But most of the data that you will have that is not self identified will be data collected under the old data collection method. So, in the event, that you have no self-identified race, then you will use all recorded values for patients without self-identified race. And since we have no method to determine which race may be more valid than another, the recommendation that’s made in this documentation is to use all of those races and not to pick between them. 
Within the CDW, ethnicity can be found in two CDW tables. The first, PatSub, that’s PatientEthncity, contains data collected under the new data collection standards. Those map to values of Hispanic or Latino. Or not Hispanic or Latino. However, if you don’t have data collected under the new method you will have to go back to the old race variable. Which contains both race and ethnicity. And that will be contained in the patient race table. Again, you will have to map between the nonstandard values and standard vales. If you look in the documentation CDW, ethnicity data that will provide you information that you can use to help map between those nonstandard values to the standard values.
In particular, there are four categories in that, in those data, Hispanic, White. White, not of Hispanic origin. Hispanic, Black, and Black, not of Hispanic origin. That contains information on ethnicity in addition to race. And those can be used to assign ethnicity based on the older data.
Now, I’m going to turn my attention to where can we find information on race and ethnicity for Medicare. The VA vital Status File contains a variable called CMS_RACE. If you’re familiar with Vital Status File, that is designed to help identify whether or not, essentially someone is alive or dead. And it contains information that has been brought in from multiple sources including Medicare in order to make that determination. However, because we have data from a number of sources, there is also the possibility that we have conflicting information on our key identifiers. Which would be social security number, data of birth and gender. In the master file of the VA Status File, which is where the CMS_RACE variable can be found, there are some social security numbers that have more than one record. And when we say some, we don’t mean there’s rarely. There’s actually quite a few people that have multiple, or quite a few SSN’s that have more than one record. So, when you’re suing the Vital Status File, you’re going to have to be sure that you link on all three of these variable to help you identify the particular record for which you’re most interested in.
There’s also a mini file, for the Vital Status File that has only one record per SSN. But that does not contain the CMS_RACE data. So you would not want to use that file for this purpose. 
Then there’s also data that’s available from VA Medicare data. Which is going to be a separate process. But if you’re obtaining Medicare data for your cohort, you could also request a denominator file from Medicare. It’s going to contain a variable race, which is the same as the variable CMS_RACE in the Vital Status File. And it also has an additional race variable called RTI_RACE. And I will discuss what that’s about in a couple slides.
Medicare data is potentially useful for Veterans who have data for Medicare, who are enrolled in Medicare. Unsurprisingly, those who are aged 65 and older are very likely to have Medicare data. So that’s approximately 95% of our VA patients who are age 65 and older have usable data within Medicare. However, also, some of the younger patients also have Medicare data. Approximately 20% of the VA patients have Medicare data for those under the age of 65. These are going to be predominately Veterans who are disabled. In addition, in general, people who have end-stage renal disease and are on chronic dialysis and they also have that care covered under Medicare. And they may be also enrolled in Medicare. 
The race data are derived primarily from the Social Security Administration. And they’re obtained at the time of application for the social security number or a replacement card. And the data are usually obtained either from the Veterans themselves, or from a family member. 
There are some important distinctions from the current VA race and ethnicity data. In particular, Hispanic is one of the allowed race categories. It’s not separate from race. And there’s no option to report multiple race categories. 
In addition, until 1980, there were only four categories that were allowed for race. Those were White, Black, other and unknown. And in 1980, other was replaced by Asian, Asian American or Pacific Islander, Hispanic, American Indian or Alaskan Native. So, although we do have some more precise information that could be collected on these veterans, other than just simply other. That’s only been since 1980. So a lot of those Veterans may still be classified as other. 
And as I had mentioned, there’s another variable on race called RTI_RACE that is available in the Medicare Denominator File. This is based on an algorithm that was created and implemented by a research triangle institute. And the algorithm was designed to increase the accuracy of the race variable. Especially for Hispanics and Asian individuals, who previously would have been coded as other prior to 1980. This algorithm uses the first name, last name, preferred language, and place of residence. And it provides an imputed value of race. So even though it may increase the accuracy of that race variable it’s not the same as getting self-reported data on this individual. Again, it’s still in the statistical sense, it’s still somewhat of a guess as to what the underlying race may be for that individual. However, it has led to improvement in the sensitivity of racial codes. The sensitivity increased from about 30% to 77% for Hispanic. And from 55% to 80% for Asian or Pacific Islander.
I have not used this variable specifically for the Asian or Pacific Islander group. But I do know that for Hispanic, when we use the CMS_RACE you’re more likely to get a prevalence, of say about 2% of your Veteran population that’s Hispanic. Whereas when you use RTI_RACE variable, you’re going to get values that are much closer to the actual 6% that we see in our VA data, in our VA population. 
There are some data quality issues with the Medicare race data. The first being as we alluded to, many enrollees are limited to the original four categories. And, in addition, the application is again, a single question format. No multiple race formatting. And no separation between ethnicity and race. There have been initiatives to improve the quality of the race and ethnicity data. There have been periodic updates on American Indians and Alaskan Natives from the Indian Health Service. In 1997, there was a survey on enrollees who were classified as other, unknown, or with a Spanish surname that requested self-reported race and ethnicity. And I believe that that actually was able to fill in a fair amount of information. Which is why we don’t have as many others in the data as we potentially could. And I’ve already discussed the RTI_RACE algorithms in that variable. 
Now I’m going to talk a little bit about the quality of the VA race and ethnicity data. The biggest issue that we have is the completeness of the race data. We just simply have a substantial portion of the patients who do not have a usable race value. And for this purposes, if it’s coded as missing, unknown or declined, it’s not considered to be usable. The usability of the race data has improved over time. Back in 1997, almost 60% of individuals had usable race versus 85% in fiscal year 2012. In addition, in fiscal year 2003, when there was a transition made to the new data collection standards, kind of wiped the slate clean on the existing race variables. So initially, there was a dip in the number of Veterans who had usable race data because it had to be collected anew. But very quickly, the completeness of the race data improved under the new data collection methods. 
I do want to point out, if you’re using the Medical SAS Datasets, while overall we may have a fair amount of usable race, especially in the newer data for Veterans, there is a difference, and I presume it has to do with the transmission of the data into the inpatient/outpatient files because the underlying data source is the same for these two files. But for some reason the amount of usable data in the inpatient data files is simply much lower than the outpatient files. So, for example we have approximately 40% of inpatient race data available across many fiscal years compared to about 80% in the outpatient files. And for ethnicity, it’s even lower. A little over 30% have data available compared to about 85% to 90% in the outpatient files. So if you’re using the Medical SAS Data files inpatient cohort you’re going to have to look elsewhere, such as in the outpatient files to try to obtain more complete race and ethnicity data for those individuals. 
In looking at this issue, in terms of the completeness, which is especially problematic for the ethnicity data. So overall 90% of visits in fiscal year 2012 have a usable ethnicity value. So again, we have data for most individuals, at least recently, however. The in the inpatient files the data are merely -- the completeness is very low. Half of inpatient facilities have blank ethnicity data for nearly all inpatient records. And over 1/3rd of facilities have blank ethnicity data for all inpatient records. So again, this isn’t saying they’re not collecting information. It’s just saying it’s not getting transmitted into those files. So again, if you’re using those inpatient data files you’re going to have to go elsewhere in order to get the race and ethnicity.
We see a similar trend within the CDW. Those with more recent utilization in the VA, are more likely to have a standard race coded. So as of fiscal year 2012, we’re looking at 85% has a standard race that’s recorded, whereas if we look back at the beginning which is 1999, those whose most recent activity in the CDW, in the VA files, in 1999, only about 40% of them have a standard race. So again, we’ve seen substantial improvements in the collection of these data over time. 
So overall, 61% of all patients have ethnicity recorded in the CDW. But again, those with more recent activity, it’s going to be higher, 88%, 78% of those who have one standard race category have data that is self-identified. And about 1% has conflicting ethnicity categories. The recommendations for handling the ethnicity categories are similar to what we’ve seen before. Again, make use of any self-identified data that is available first otherwise. We’ll collect information under the new method that’s not self-identified. Which is going to be a small percentage of those records. And then finally, we’ll only use the older data collection methods. Which will be found in that patient race table when no other data are available. 
In general, there are about 8.3 million unique patient records that have a standard race in the CDW. And 2.3 million patient records with a nonstandard race value that can be mapped to a standard value. I think this is of the fiscal year 2012. So, those should be increased as of today. Remember, we can have multiple records per patient, if the patient was seen at more than one facility. And if you’re interested in the queries than can be used with these data and also to translate from the nonstandard values to the standard values, you will want to look in the documentation for the best practices guide race data. And I provided that internet link back on slide 18. And again, just remember when you have multiple values that are presented, and they’re presented for that patient. You want to give precedence to the self-identified race and ethnicity. And only use data collected under the older data collection methods if we have no other data available to us. 
All right, now I want to look at a couple of VA studies that has assessed the race and ethnicity data within VA. The first of these is by Kevin Stroupe and colleges and was published in 2010. And there overall purpose was to use Medicare and Department of Defense data for improving VA race data quality. Their first aim was to estimate the extent to which missing usable race data in the VA MedSAS files could be reduced by using non-VA data sources. And second aim was to evaluate the agreement between the VA self-reported race data in the MedSAS files and these two external data sources. This is very important, when you’re bringing in external data sources and you’re just filling in, you’re making that assumption that the data that you’re getting from outside your organization is exactly the same or equivalent to what you have within your organization. So, it’s really important to see how those compare. Their patient cohort was a 10% representative sample of VA patients who obtained services during fiscal year 2004 to 2005. And they had approximately 600,000 patients -- not quite, but close to 600,000 patients in that cohort. 
They obtained Medicare race data from the Medicare Vital Status file. And they had data sharing agreement with the Department of Defense that enabled them to obtain data from the DoD (VADIR) database. And they obtained this information for individuals under the age of 65. The reason for this had to do with the time period over which the data were available, that the data were going to help them with the under 65 cohort, but they really didn’t have data for the over 65 cohort. 
The data that they do have from the DoD is self-reported race and ethnicity data. And it is obtained from service members. The first thing they did do, is look at a comparison between those who did and did not have usable race available in MedSAS. They found that those who had no usable race value were slightly more likely to be over the age of 65. In this particular cohort, there were gender differences. Those with usable race values, 6% were female versus 11% among those without usable race. You will tend to see this pattern if you do not limit your cohort to veterans. Because there are a lot of non-Veteran records for women, such as employees going to occupational health. Family members, who can also receive care in the VA, etcetera. And we don’t attempt to obtain race information for those women who are not Veterans. If you’re looking at a Veteran cohort, typically you will not see this large gender difference. And there were also some differences by region. Those in the south were more likely to have usable race collected. And those who are in the west, were more likely to not have usable race. 
For their first aim, they looked at how the inclusion of the Medicare race variables helped them improve the completeness of the overall data. Overall, about half of the cohort, had VA usable race close to 25%, 27% here, had Medicare race that they could use. Which left with, about a quarter of the cohorts who were missing race from both sources. However, unsurprisingly, this varies dramatically by age. In the under 65 cohort, 42% of the sample is missing race from both of these data sources. Compared to about 2.4% for those over the age of 65. So we can see for those over the age of 65, the Medicare race helps dramatically in improving the completeness of the data. 
Within the younger cohort, they looked at how using the DoD data, would help improve the completeness of the data. When they only use the DoD data, between DoD data and VA data on there, so 32% of the cohort, the younger cohort who were missing data from both sources. When they used all three sources, VA, DoD and Medicare that reduced down to about 25%. So, it’s substantially reduced the amount of missing data. However, it still was not nearly as complete as what we saw in the over 65 cohort. For the second aim, they compared the Medicare with the VA and DoD data. In order to make this comparison between all three data sources they had to be able to classify the data the same way for all three sources. All three had a White category, a Black or African American category, and a North American Native category. However, the remainder, the Asian, Pacific Islander, or other had to be pulled into one category in order to be consistently coded across all three data sources. 
In comparing those who had VA self-reported race, to the race that was identified from Medicare, there was very good agreement on race, for those who are White, 99% of those who self-reported as White, were coded as White in the Medicare data, 96% for Black, also very good. However, for the other minorities the agreement was not nearly so good. Approximately half of those individuals were coded as White in the Medicare data. With 36% of the North American Native, and these are individuals who self-reported as North American Native in VA data. Only 36 were coded as such in the Medicare data. And even if you consider the use of the other category, which could have included those individuals in the past, that would only get you up to 40% agreement. And then 47% had agreement on the Asian, Pacific Islander or other category. 
They also looked at the identification of those who are Hispanic using the Medicare data. So among a cohort who had identified as being -- and self-reported as being Hispanic within the VA data only 25% of those individuals recorded as Hispanic in the Medicare data, 64% were white and the remaining 11% were split between Black and Asian, Pacific Islander or other. So, those may have been valid response options, because the Medicare does not require you to report ethnicity over and above race. However, it doesn’t allow you to identify ethnicity. 
The concordance between VA and DoD were very similar. Very good agreement for White and Blacks. And agreement for North American Native was similar to Medicare. Almost half were coded as White, 39%. As American Indian, the agreement actually for Asian Pacific Islander, or other was a little bit better than the Medicare data. So about 65% of those individuals did agree but still, that agreement rated considerably lower than what we saw for White and Black minorities, I mean, White and Black individuals. So, in their conclusion they said that supplementing the VA data with these other data sources does improve the completeness substantially. However, more studies were needed to understand the poor rates of agreement between the VA and these external sources in identifying non African American, minority individuals. 
I did want to quickly go over a study that we undertook here in Pittsburgh. This was designed to help us to understand why the data were missing. This was a collaboration that was funded between CHERP and the VERC, the Veterans Engineering Resource Center. We looked at a cohort of patients, 173, with missing or coded as declined race at the VA Pittsburgh Healthcare System. This included our two main Pittsburgh sites as well as the _____ [00:42:54]. And we specifically chose a cohort that we thought was resistant to providing this information. And we asked them, their comfort was being provided. Being asked to provide race and ethnicity. Address and telephone, and insurance when they came to the VA. And then, for a sub cohort that was seen at a site that had computer kiosks, we wanted to know the preference for providing that information in person to a clerk versus a computer kiosk. The rationale here is that the clerks often reported that the patients were uncomfortable answering those questions. So we thought maybe they would be more comfortable with a computer rather than a clerk. 
Our results found that actually the comfort in providing information on race and ethnicity, even among this cohort that we selected to be, perhaps more resistant to providing that information was very similar to information that was routinely collected at the same time. So, 86% of those people said that they were completely comfortable providing race and ethnicity. Versus 93% for address and telephone. Or 85% for insurance. 
And then we also found amongst that small cohort that went to our site, that used the computer kiosk, that actually there wasn’t a strong preference providing this potentially sensitive information through a computer, rather than a clerk, 44% of patients said they would prefer to use the clerk, 10% for the kiosk and the remainder have no preference. This is similar to what we saw for insurance. Only actually, for insurance 17% said they would prefer the kiosk. Again, that samples very small. So I would consider that basically equivalent.
Finally, I’m just going to briefly summarize the recommendations on how to address these data quality issues when you use VA data. First, if you’re using inpatient MedSAS files, you have to go to the outpatient files in order to get information on race and ethnicity, just because the completeness of the data in the inpatient files is so low. 
When using multiple sources of race and ethnicity, always get _____ [00:45:05] self-identified race and ethnicity if those data are available. And only use data from the old data collection methods if no other data are available. The variable race in MedSAS, and you’re going to go to the patient race table in the CDW to collect ethnicity from those variables that jointly contain race and ethnicity. 
Use of Medicare race information can help dramatically reduce the amount of missing data in VA studies. But you have to be aware of the population of whom you will get these information. So you’re looking into an older cohort, it’s great. Because you can collect information on virtually everybody with missing data. If you’re using a younger cohort, not only will you not get data on everyone, about 20% of those individuals may have data. But you’re going to collect information on patients who are disabled, or more likely to be disabled just because that’s a population that’s dually enrolled in Medicare. 
When you do get the data from the VA Status File be sure to match the data first, gender and scrambled SSN. So that you can make sure, you’re doing your best job to identify the correct record. And when you’re using these other data sources, you will be able to more accurately classify or consistently classify between the data sources if you classify minorities as either Black, and African American. Which we can identify well. And collapse the other non-Black minorities into another category. As we saw, the North American Native were frequently misclassified as White. And Hispanics were also frequently classified as White, or not Hispanic in Medicare. And the Medicare White and African American categories both had high agreement with the VA race values. 
But as we noted, you cannot really use the Medicare data to identify Hispanics. If this is a particular concern, you can consider using RTI_RACE variable but you will have to obtain it from the Medicare denominator file. And that’s a separate process to gain access to those data. But it does increase your chances of being able to identify those individuals. And, if available, you could also consider other supplementary data sources. 
Where to go for more help, would be to VIReC. I have a link here to the VIReC intranet site. It has information on data sources. How to access data, documentation on VA data sources. MedSAS and many others as well. And it also has links to the data portal and to VINCI, if you want to get to that documentation s well. The HSRD Listserv contains information, it’s a discussion amount a thousand, or plus data stewards, managers and users. If you’re interested in going that route to find information, be sure to first search the archives. Because if you’re questions already been answered then you can get your results instantaneously. And that way you’re only going to be asking new questions of the group. And you can also seek help to the VIReC Help Desk. 
I have included references and I’m not going to go over them. And now I’d like to open this up for questions. 
Unidentified male:  Thank you Dr. Mor. At this moment, does anyone have any questions? You can type your questions in. We’ll give it a few moments to see if anyone has any questions. Okay, I have a question. There has been a lot of progress to statistically deal with missing or misclassified data. And I would like to know what your take is? You limited your presentation the most with data source approach to this problem, which is great. Is there agreement of the observed portion?
Dr. Maria Mor:  Sorry, is there an agreement of the observed portions?
Unidentified male:  Yes.
Dr. Maria Mor:  Okay, actually I’m not quite sure what that means. I will say that this presentation is limited purely to the data sources. Not to the statistical techniques that have been used. I will say that what I have done in the past, is that I, personally do not tend to take the data from the other data sources as being known. I actually would use them in a multiple imputation or other similar process as essentially coverts. So I could use to help predict race. And that would then take into the uncertainty of the data from the other data sources. But, that’s sort of beyond the scope of what is intended for this presentation.
Unidentified male:  Okay. All right. Dr. Mor, another one. I had been informed that the self-report indicator is an unreliable indicator of _____ [00:50:19], as the value is defaulted to self-report when the data is entered. Are my sources inaccurate about this?
Dr. Maria Mor:  No, in fact that actually matches exactly with what I said. Again, as part of our work on few occasions we have observed what’s actually happened in the field. And as I said, the data do default to self-report. And, I think at one point we actually went up and asked a clerk if they even knew how to change it to something else. And they didn’t. So I think when we’re using that self-report variable, first of all people are able to make a change. So we do see something that isn’t the self-report in there at times. However, I think we are relying quite a bit on the training that those clerks have undergone. I cannot speak as to other facilities. But we have talked to our folks here. And they have done a lot of work to really train their clerks in the proper ways of getting these data, try ing to really get those numbers down in terms of the numbers that are missing. For us, I think JCAHO has had a requirement about the collection of race and ethnicity data. And they have seen that as, you know performance measures they need to meet. So, they’ve just been very concerned about it. But I would agree that you have to take that variable with a bit of a grain of salt. However if it’s coded as anything other than self-report, I think that somebody had to go through the effort to do that. And so, it’s very likely the data is not self -report. However, just because it says self-report does not mean that they necessarily are. 
Unidentified male:  Thank you. Another question, if there is a disagreement in race between a Medicare file and a MedSAS, what is the recommended race to use?
Dr. Maria Mor:  So, I personally would use the VASAS files. There are a couple of reasons for that. First of all, you know, we are within the VA system. And you know this is obviously our primary data source. And so we want to use that. But secondly, in the work that I’ve done and the work that I’ve presented here, it just really indicates that the accuracy of the VA data seems to be better than the Medicare Data. And any part of it just has to do with the way the data are collected. The categories they have. The use of those other variables. You know we don’t have the race and ethnicity separated. Because I think originally, when people first started looking at this, the hey thought, you know back in the day maybe, you know we’d use the Medicare as the gold standard and see how we compared. And we actually saw, well actually our data actually looks better than the Medicare data. So I would give precedence to the VA data over the Medicare data. 
Unidentified male:  Okay, thank you. Another question. Is there a way to take the race codes in CDW and translate them to text?
Dr. Maria Mor:  I believe that the race codes in the CDW are already text. So I’m not -- I guess, I’m maybe not quite understanding. As far as I know, the data that we have in CDW are those text fields. And that’s why we have to go through this process of mapping from the nonstandard values to the standard values. Maybe I’m misunderstanding the person’s question. If so, if they could rephrase that, that would be great. 
Unidentified male:  Okay. Well we can move on to one additional one. Do you know if there are efforts within VA to improve race data collections?
Dr. Maria Mor:  So, in terms of VA race data collection. I think that there have been lots of efforts. And as I said, I can only speak to what’s happened at our sites. But they have put fourth tremendous training, both, our individuals have done training here at our -- originally we had three main sites. Now we’re down to two main sites in Pittsburgh. And they’ve gone out to the _____ [00:54:17], and they’ve done considerably training. But I think if you look at those overall numbers in terms of the ascertainment of race. You’re seeing that across the board there’s been dramatic improvements in the completion of race. So my presumption is that we’re not the only ones that have put forth that effort in trying to acquire better data. And that that’s been happening on a national level. But I don’t know specifically of a national directive that’s gone out to do that. 
Unidentified male:  All right, thank you Dr. Mor for taking the time to develop and present this talk. You can please forward remaining questions to our presenter or VIReC Help Desk at VIReC@va.gov. Our next session is scheduled for Monday, March 2nd from 1:00 to 2:00 p.m. Eastern. And it’s entitled Extracting Data from the EHR using CAPRI and VistAWeb. Presented by Linda Williams. We hope that you can join use. And please remain on, as Heidi; she has some more additional information for everyone. Thank you.
Heidi:  I don’t have a lot of additional information. Just to let you know I’m going to close the session out in a moment. When it closes, you will be prompted for a feedback form. If you all could take just a few moments and fill that out, we really do read through all of that feedback that you send in. thank you everyone for joining us for today’s HSRD Cyberseminar. And we hope to see you at a future session. Thank you. 
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