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>> JAMES FRITZLER:  Welcome, everyone.  Today we're going to talk about some tools that we developed and some experiences we had with lost to follow‑up research.  And the goal is ‑‑ well, there's lots of goals, the goal is you can take something home today for your data people if your data person is here or just take notes for the data person.  We'll give you some ideas and some things to try with your data at your state.
And so the research ‑‑ these results from this research were found by the work from an Oberkotter Foundation grant.  That grant allowed a researcher to be hired on a temporary basis to do research on kids who were identified in Utah's data that were considered lost to follow‑up.  That's where these findings were from.  You will see the findings and also the things we did as far as software and as far as tools based on those findings.
Okay.  So we found four main categories of kids that were these lost to follow‑up kids.  On the first category is kids who needed follow‑up but are not identified.  And so we had kids in there with incomplete or inconsistent data entry.  Then we had kids who had only one ear screened.  And Dr. White talked a little bit about that.
And so those kids could have had another ‑‑ the pass entered if they had been screened.  And then they would have not shown up as the lost to follow‑up kids.
Second category is kids who don't need follow‑up but their records weren't finished, their records weren't closed.  They were showing on a lost to follow‑up list but really they were done and they were identified as either having normal hearing or identified as getting services.  So, again, it is a different type of data entry.  Kids missing is what that is from the top one, kids who are not lost but just not documented.
And then the last ‑‑ the third one was that there's incorrect contact info.  And so they're lost because the state can't find them.  Phone or email or letters returned or disconnected lines.  And then something we found for the research, although it is not really a software tool‑type thing to approach is some parent financial or resource limitations were also a cause.
Okay.  So we looked at the tools that Utah had already.  Those were HiTrack features that categorized kids in needing evaluation.  We looked at the lost to follow‑up kids and we found that in most cases, they were caught in the net that we call the needing evaluation kids because when we ‑‑ years ago when we developed this feature in HiTrack, we didn't call it lost to follow‑up kids.  We called it needing evaluation kids because we looked at it from a current, live what am I going to do today, today's agenda point of view not a "oh, they're lost" point of view.  I hope that makes difference.
You could record appointment in our tools.  Another thing I didn't mention on the prior slide is that sometimes the kids looked lost because they were duplicate records.  One copy of their record had their initial refer.  The other copy had the pass later on.  Because they weren't combined, it showed the referred as lost.  The double indication is important and that's a part that will keep your data clean and the lost list less ‑‑ one less kid.
Okay.  So we found some limitations in the tools.  Some of the tools in HiTrack were to a certain point of view.  One, we used the appointment feature, whether or not you had appointments entered in HiTrack as a way to say contacted but not responsive or unable to contact.  And that was insufficient, we found, because people weren't using the feature right.  I mean, if your data system you use has a feature but it is not used, it is not going to do you any good.  We found that with HiTrack.
We found that they weren't using the appointments, so all the numbers in the CDC report would come out as unknown, not those other two categories that Dr. White mentioned.
Also, another thing that we ran into is that there's a way in our tool to mark that the follow‑up has been discontinued.  Those kids, when you use that, it documents that they're discontinued and the day and all that.  But it files them away out of your active lists.  So that was a problem because the state wanted to be able to ‑‑ they didn't use that feature because they didn't want the kids filed away.  They wanted them on their to‑do list actively.  So that's something else we learned that was preventing the state from doing the tracking they wanted for these kids.
Another thing is that HiTrack, when you record if a baby has a hearing loss, you record the severity and the degree of loss, there is a field that says "confirmed."  And we built that with the intention of people being able to put in tentative data entry and then later on coming back and having it confirmed and filling in the date.
Well, what happened is we found states use that field inconsistently.  Some states were always putting it in.  When the audiologist has identified the degree of loss, they would just put it in, confirmed.  Other states they didn't fill it out at all.  HiTrack's tools were using that date as an indicater on whether or not they show up as having a permanent loss on the CDC report.  So that was another pitfall that we found ourselves in, that there's this flag to say whether or not you are included on the report and it wasn't being used or it was being used differently by different people.  Another pitfall.
So this limited how effective the tools could be.  All right.  And so, again, this is also part of the take‑home message here.  Before I talk about what we did and with what we learned, I want to emphasize that there is a process in developing your data system and as you work with your data people that you should follow.  You should plan on a feedback loop.  You shouldn't just give them a wish list and let them run with it.  You won't ever get anything out of that.  Or you might get something you don't expect anyway.
Plan on having a feedback loop, a check‑in.  That's actually the second one.  But plan on checking in with them as they develop your tools every ‑‑ weekly, daily if you need it.  Also, another Item is a softer development and tool development is iterative.  So you should plan on not getting everything on the first try.  You should plan on baby steps.  This version, the current version will have this feature.  The next version will have additional features.
And then the last one I want to put in there, as you work with data people, stretch a little bit.  Say before we close and say we're done, what's something else we can include to include the quality of our tools here?  And we did that and we'll show you that.
Okay.  Then check‑in dates.  Plan for it to be a process, not just a shopping list and then they're done with it for your tool.  Okay.  So improving the tools.
The first thing we did is added some folders in HiTrack for no diagnosis.  We made these folders match the categories that the CDC was asking for.  We found that being able to mark in the software contacted but unresponsive, unable to contact was a lot better than trying to infer it based on appointments and notes and things.
And so ‑‑ and we added these folders to the existing features that HiTrack had.  HiTrack already has a set of folders that lets you organize kids in areas.  But we didn't have anything that was specific to why they weren't being diagnosed.
And so there it is in context.  You can click those lists and get lists of kids.  You can also move kids to those categories.
And also it met specific needs, not assumptions.  Again, as you work with data people, make sure you are very specific.  Whatever you give them, they are likely going to make assumptions based on the fields you ask for.  You may say, I want a mom's name.  Do you want first name, last name, middle name, married name?  There are definitely things you can make assumptions about as you work with data folks.
Another thing we did is we added a CDC lost to follow‑up feature in HiTrack.  Again, HiTrack is sort ‑‑ the design has been around for a while and we hadn't conceptualized that this is lost.  And so there wasn't a way to just click and get that list.  You had to do a couple steps.
Of course, we have lots of reports available to you.  You can get a list of kids through need diagnosis.  You can get a list of kids you referred.  But it didn't match the CDC definitions and descriptions on what they ‑‑ what they're asking for.  And so what this does, it ended up being a filter on the list of babies in HiTrack that gives you that list to follow‑up, lost to follow‑up kids.  So in context, there it is.  You have the name and the date, date of birth range filter and where they are born.  But then it ended up being a new lost to follow‑up filter.
So that number ‑‑ yeah, 69 in this case ‑‑ if you went to the CDC report that you run in HiTrack, it would say 69.  So it matches that.
All right.  Then the last thing we did to improve it is remember that assumption we made about the confirmed date, the confirmed box on the hearing loss.  Well, we decided that we should probably ‑‑ well, because lots of users were using it in different ways.  We couldn't just swing it one way or the other.  We couldn't just permanently have it always be required or just take it off.  So instead we change the reports.  So the report had a feature that said, report only confirmed hearing disposition or not.
And so that was ‑‑ that was a solution we found to getting the data in a way that allowed users to keep entering it how they entered it but also to meet the needs of their data reporting.  So that's it in context.  You give your date of birth range and you get your records for the CDC survey.
Okay.  Then the last thing we did was a stretch.  We said we are doing this lost to follow‑up work, what else do we need to cover?  And we realized we didn't want to miss the early intervention, the services part.  So we added a no services folder.  You probably saw them from the other slide.  We added a no services folder to also mimic the way the no diagnosis folders would work.  As you are working in this ‑‑ that's that stretch part.  As you working with your data folks, you can say is there anything parallel to this that should be folded in at the same time.  You don't want to overwhelm them but if it makes sense while you are working on it, that's what we did.
All right.  And so I will turn the time over ‑‑ some time over to Stephanie now ‑‑ oh, Krysta, sorry ‑‑ to talk about the work they did.
>> KRYSTA BADGER:  So some of the ways that we've been helping with reducing our lost to follow‑up, we have a lot of data and linking agreements with other systems within the state so we can get demographic information on those kiddos that are lost to follow‑up.  And our linkages, a lot of them are actually within HiTrack.  Our immunization link, there is a link we can click on and it will put in the immunization information.  Currently that brings in the immunization records but it doesn't bring in the demographics.  We have a request to them that we are probably going to get in the next few months that will bring in mom's information, dad's information, addresses, phone numbers, basically any demographic information that they have, they will send to us.  It will also bring in the primary care providers so we can follow up with them.
We also have access to the Medicaid database which we found when we were doing our lost to follow‑up numbers.  We found 25% of the lost to follow‑up kids with alternate demographic information in Medicaid, that was valid information.
We have a linkage with the metabolic heelstick program that we can get demographics.  And we also have access to a private healthcare company's EMR.  So I can log into the intermountain healthcare database and search for children.  I can see their demographics.  I can get their ‑‑ I can get their diagnostic reports.  I can get their lab reports if it was done in an Intermountain system which is about 60% of the kids in Utah.  That's been great with lost to follow‑up and loss to documentation.
We are working with DCFS, the foster care system, if they are under the age of 3, we can request the information from them to get their current contact information.  And we also are working on a collaboration with WIC but we haven't gotten too far with that.
One of the big issues that James mentioned, which I'm glad to here isn't really an issue anymore is the one ear.  In 2012, we had 140 kids that were lost to follow‑up because they had one ear rescreened.  So we weren't able to count those kids.  So one of the big things that we did was a lot of training with hospitals and midwives just in regards to screening both ears on the outpatient.  We don't have any kids that are lost to follow‑up because of that, but it is nice to know that they are not really lost to follow‑up now.
We do regional site ‑‑ or regional coordinator meetings with all of our hospitals once a year.  We do site visits once a year to all of our hospitals.  We're working on doing a midwife regional training this year.  We're just getting it scheduled.  We also do a monthly newsletter to all of our HiTrack users and coordinators.
And then we also are working on training audiologists for getting the hearing dispositions in.
>> Can you talk a little louder?
>> KRYSTA BADGER:  I'm going to switch to someone else now.
>> (speaker off microphone.)
>> STEPHANIE BROWINING McVICAR:  All right.  I'll hold this up to my lips.  So the Oberkotter Foundation grant really allowed Utah EHDI to have an unbelievable data analysis of our data, not just the quality of our data in terms of the people that were inputting it but also figuring out how our data was being calculated in our database.
So if you guys haven't done it, you might want to look at it.  This is something ‑‑ intense efforts.  Like, this person has spent ‑‑ she's been with us a year now working 20 hours a week.  And a lot of her work precipitated Dr. White's presentation in terms of figuring out how things are being calculated.  And we're like, we are trying so hard, why do we look so bad?
So one of the things that James had alluded to is we had discovered our three‑month milestone report was being run on the most recent ABR date.  So if we had multiple ABRs in the system, it was running the milestone on the most recent.  So that number, like, okay, James, can you fix it?  Now we have the capability to run that on the initial.  We have user‑defined reports depending on what we're looking for.  So for the milestones, we want to look at the first diagnostic ABRs so we can choose the initial entry on the report.
When I'm looking at my lab testing for cytomegalovirus, I want to look at the most recent test to see what the ultimate was.  And I also ‑‑ he's worked with us so much and he is so patient with us because I'm like, I want to know how can I easily figure out the false positives?  It wasn't bad when we just had a few kids.  But now, you know, there's several hundred children that have had this.
So part of ‑‑ her name is Karen.  She is the one who has been helping us through this funding.  She reached out to parents.  And these are families who were lost to follow‑up in 2013, and she started in March of 2014 with us.  So they have been in this lost to follow‑up category for a long time.
So in 2012, our data for lost to follow‑up was about 56% the way it was being calculated.  In 2013 when Karen started, our numbers were about 63%.  Through her efforts when we reported our data to the CDC, we were at 13% lost to follow‑up.  And she called families and physicians and kept calling and kept calling.
I had her keep track of what were parents saying.  And Caryn mentioned the sooner you can contact families the better.  What kind of message are you sending if you are calling them and the child is a year and a half old already.
These percentages don't add up because sometimes they said two things, just so you know.  Many parents said I didn't know I needed to take my baby back for another test.  They knew the baby failed but they didn't know they needed to do something.  This is a large n  This was 300 families she was following up on.  Or I forgot, I haven't had time, so 50% of the time they had said that.  Or 90%, "I think my baby hears fine."  This number is pretty high, too, when you figure how late in the game we are following up.  And we went through a huge transition during that time and somebody had a baby and all that kind of stuff.  So ‑‑ only 20% said it was too expensive.
So keep track of these things because people often say:  Well, people don't do it because it costs too much and you just make this assumption.  We only found about 20% had said that.  And then 9% said, well, I did bring the baby back and they passed.  And Karen looked and 83% of those reports were correct.  It was just that somehow we didn't get the report.  It wasn't documented.
And then we had a hypothesis, we were looking at ‑‑ this is terrible, again, about assumptions.  We were looking at the names that had been lost to follow‑up.  And we noticed there were quite a few Hispanic surnames.  So we had an additional person on the grant who was Spanish‑speaking calling these families with Hispanic surnames.  Well, turns out everyone except for like one or two families had someone that spoke English in the home.  So that didn't really pan out.  However, just because they have a 13‑year‑old in the home that speaks English doesn't mean that they were there to understand what was being said in the hospital.
Next slide.  I know we're almost out of time.
Go back one.  So we've also done a lot of effort with reaching out to physicians, particularly for our CMV law to get the kids in for their CMV testing before 21 days of age.  And we discovered children that didn't have testing, 45% of them had nothing recorded in our HiTrack system in terms of who the primary care provider was.  They are the ones that have to order the test.  If the screener doesn't know, we have to try and figure out how are we going to find out what the physicians are?  Like Krysta mentioned, we are trying to get in with WIC.  But immunizations, right now, we find out they had their MMR or Hep B but we don't have the physician so we will get more user information.
In our heelstick system we looked because we figure someone had to order the heelstick.  We were able to correctly identify 62% of the doctors.  So if you are looking to find a doctor early on, you can check maybe your heelstick database if you have a data sharing agreement.
And because of the increased scrutiny we have with our CMV law, we have seen a great increase in our milestone attainments for the diagnostic ABR because we have to get them in so quickly for their two screens in order to qualify for CMV.
And lastly, in the last 30 seconds, we just want to quickly mention about social media, Department of Health in Utah.  We now have a dedicated social media director for our department.  And there's been a lot of success rates with cancer prevention and our immunization programs in our department that have had increased screenings, increased follow‑up.  That's something that we want to do for our newborn hearing screening.  And what we currently do is we want to have an active social media thing for our newborn hearing screening but in the meantime, until we can get that back up and running we are piggybacking on other programs like our MotherToBaby and our Intermountain Moms who have thousands of followers that will go and put in messages for us about CMV and newborn hearing screening.
Lastly about social media, Pinterest is a great one.  So for the demographics you want to reach in terms of getting our CMV messaging out.  Those are the ones that are on there.  Okay.  I think ‑‑ is that it?
Conclusion.  Questions? 
>> (speaker off microphone.)
>> STEPHANIE BROWINING McVICAR:  They are diagnostic ABR, diagnostic ABR.  And we found ‑‑ and you can look at my slides online from the CMV talks that I did, but we found just by the mere fact that the baby was born after our CMV mandate was passed, we had overall rate 94% of children that were born after the mandate received a diagnostic ABR before three months and about 60% within the first month.  Yeah.
Yes?
>> (speaker off microphone.)
>> STEPHANIE BROWINING McVICAR:  You know, we've been pretty lucky so far.  We have a good legal team.  Our state attorney generals that work with us, it may take a while but we eventually get there.
The biggest factor for us is just the other program manager if they are willing to share.  With most of them, we have a good relationship.
>> (speaker off microphone.)
>> STEPHANIE BROWINING McVICAR:  That's been just a gift, being able to get into the Medicaid database.  We do have somebody from Medicaid who sits on our newborn hearing screening committee that paved the way for that so I guess we are pretty lucky.
Anybody else?  Okay.  Thanks so much.
(applause)
 

