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>> KARL WHITE:  Welcome, everyone.  My name is Karl White and we are pleased to have you here.  I hope that we can have a discussion during this first half an hour.  I have some information that I want to present to you that I have been doing an a lot of thinking during the last six months about loss to follow‑up numbers.  It really started mostly when we began talking about reauthorizing the legislation that enables funding to be appropriated by Congress.
And as I was having some meetings with several congressional staffers, more than once people said:  What's going on with this loss to follow‑up?  And why should we be thinking about continuing to fund you if you've got a 35% loss to follow‑up rate and it's been consistent for the last five years at that level?  I mean, it doesn't sound to me like you're doing what you ought to be doing.
And so I want to be careful that we not minimize the importance of making sure that all babies get services.  But at the same time, I think we as an EHDI community need to be thinking about what those loss to follow‑up numbers represent and whether they're being presented in a way which is appropriate and honest but at the same time is enabling us to do the work that we need to be doing.
Certainly loss to follow‑up has everyone's attention.  The guidance that all of you state EHDI coordinators responded to just recently in your new round of funding focuses on loss to follow‑up as the primary purpose of that funding, reducing loss to follow‑up.  That was the case in the last round of funding as well.
When we think about loss to follow‑up, it is important to remember that it happens at all levels of the system.  The number that gets reported most frequently, the 36%, is really the number of children who failed their final screening test who didn't have diagnostic evaluation.  But loss to follow‑up also happens when we miss a baby to be screened.  That's loss to follow‑up.  It happens when they are diagnosed with hearing loss and don't get diagnosed with early intervention.  I should have been saying all along loss to follow‑up/documentation because I think that's part of the issue I hope to talk about today.
But loss to follow‑up can also happen if they don't get connected with an appropriate family support program and that's something that they need.  So it happens all along the way.
And when we talk about loss to follow‑up, it's really important for me at least to remember we're concerned about loss to follow‑up mostly to make sure babies get good services, babies and families get good services.  At the same time, that number is being used to report to people who are concerned about newborn hearing screening programs in ways that might affect their decisions on what kind of funding and support comes to those programs.
So we don't want to inappropriately reduce our numbers just to look good.  We want to put most of our efforts on making sure babies get good services.  But at the same time, if the numbers that are being reported aren't really accurately reflecting who's being lost, then that's a problem, too.
And when we clump numbers together, we sometimes don't use the number for what we really need to be using it for.  So having parents who are contacted but unresponsive, if we have a large group of those parents as opposed to parents who are unable to locate, we have two sorts of different strategies with how to deal with those, at least two different sorts of strategies.  So the solution to the, quote‑unquote, problem might be different depending on what kind of loss to follow‑up it is.  So keep both of these purposes in mind as we talk about this.
And just ‑‑ so right now the loss to follow‑up number which is most frequently used, the 36%, it's a numerator and a denominator.  And it is important to keep this in mind.  And that numerator consists right now of three different groups of people.  It's parents who were conducted but unresponsive plus those you were unable to contact plus those that are unknown.  And in my review of lots of different loss to follow‑up reports and conversations with quite a number of state EHDI coordinators now, I'm not convinced that people get put in these categories intentionally all the time, okay?  Because the way the CDC report works, much of it is auto calculated and so people may not understand the importance of which category children go in.
Okay.  And so when we focus on that first purpose of giving better services to families, there's lots of different ways that we've worked at trying to improve loss to follow‑up.  Although I will spend most of time talking about the calculation of numbers, I want to spend just a few minutes at the beginning to remind us that getting services to babies is what's most important.  And all of those things we've been doing to improve the kinds of services we provide to babies, we need to keep doing even if we start looking at numbers a little differently or more carefully.  That should never dissuade us or interfere with babies getting good services.  When we talk about babies getting services and loss to follow‑up we need to be concerned if we have referral rates in hospitals that are too high that we are overloading the system and we can't get pediatric audiologists to see so many babies because there are so many of them.
We need to think about the information we give to families, whether we are alarming families too much or whether we are telling them it is not all that important.  I continue to hear lots of reports where parents said my baby failed in the hospital but the nurse told me it really wasn't that important that lots of babies fail and so I shouldn't worry about it.  So the kinds of messaging we're doing as a big impact on how we get services to families.
Sharing data with appropriate stakeholders, whether it is the hospital sharing data with the state EHDI program, the state EHDI program sharing data with the primary healthcare physician, the primary healthcare physician asking questions of the state EHDI program.  I mean, having better communication can certainly impact on the kinds of services we give to children.
The fact we have so few pediatric audiologists is a problem.  I think the work that ASHA and CDC has done on the PALS program is a step in the right direction, but there are lots more things we need to be doing there.
Lack of knowledge about current effective practices.  There has been a lot of sessions at this meeting about things we can do to impact on loss to follow‑up using text messaging, using fax‑backed forms, using parent educators.  There is lots of things.  This talk will not be mostly about that, but we need to keep focused on those kinds of things.
Better public awareness through social media through the Internet and other sorts of things.  So keep all of those things in mind as we go in to this, I think, important but not relevant to improving services to babies.
So what I'm going to talk about now is the way those numbers are actually calculated and some suggestions that I think we probably ought to be pursuing.  We've already been ‑‑ I see Marcus is in the back of the room.  Marcus and I have talked a lot.  There is a data committee that's talked a lot about some of these things, and I think ‑‑ and I think Marcus would agree there needs to be lots more discussion about it to get the right mix of information.
Lack of resources, there's another one.
Okay.  So this is a graph you have seen a hundred times, I hope, I suspect, showing that ‑‑ so the blue line shows loss to follow‑up at the diagnostic stage.  So this is ‑‑ these are the babies who failed their final screen and who then didn't come back for a diagnostic evaluation.  The red line is loss to follow‑up for the early intervention program.  It's computed in a similar way.  The denominator is the number of babies with hearing loss.  And the numerator has those same three categories of parents contact, but unresponsive, unable to contact, or unknown.
This is the same graph but it has overlaid on it the number of babies being identified.  Not surprisingly we see as loss to follow‑up drifts down, that the number of babies being identified goes up.  I don't think it is a one‑to‑one correspondence.  I think number of babies being identified is going up anyway, not because there is more babies but because we are getting more efficient at identifying them.  But we certainly want to keep bringing these numbers up and these numbers down.
Okay.  So this is the CDC form that if you're a state EHDI coordinator, you became very familiar with about two weeks ago again and that you probably dream about in between the times that you submit data.
So notice that a lot of information is automatically calculated.  And that makes great sense.  It makes sure you aren't adding things up incorrectly.  This number, total not pass, is the number in the denominator for the loss to follow‑up with regard to diagnostic evaluations.
Later on in the form, the total with no diagnosis then consists of a bunch of different categories.  What many state EHDI coordinators in my conversations haven't understood is that the only ones that go into the numerator are these three, okay, parent family contacted but unresponsive, unable to contact and unknown.  So if you have babies who didn't pass the final screen but, for example, we were in our Pacific Rim meeting and people said we have a fair number of babies that come to Guam from China to be born.  They then go back to China and they have been counted in the loss to follow‑up category.  They have been down here, unknown, because we don't know what happened with them.
Well, the appropriate place to put them is in "moved out of jurisdiction."  And if they're in the "moved out of jurisdiction" category, then they don't, quote‑unquote, count against you.  Again, I'm not saying we should do fancy shell games to get the number down lower than it really is.  But for those babies to be counted against your loss to follow‑up number and being a part of that 36% really makes us look worse than we really are because we don't expect to be able to keep track of those babies who move out of the jurisdiction.
Similarly, if the infant passes away, if they can't be tested due to medical reasons, okay?  All of these numbers will add up to that total not pass.  But if you don't get them into the right categories, then your loss to follow‑up numbers look a lot different.  And I will give you some specific examples.
This is the early intervention part of the same sheet, but now there's lots more categories, okay?  But the only ones that go into the numerator on that number are these right down here, okay?  And so if you have a baby who has a hearing loss who has been ‑‑ who you ‑‑ whether or not you referred them to Part C, although actually I'm a little puzzled why we have any babies in the unreferred category on those identified with hearing loss.  I mean, that seems like a really easy thing to do because it is a single sheet of paper.  If you have identified the baby as having a hearing loss, you ought to be referring them to Part C.
But that doesn't affect the loss to follow‑up numbers for Part C.  What affects those numbers is how the numbers of those with hearing loss are distributed across these categories, and the numerator is only going to be those three at the bottom.
Now ‑‑ so I'm going to talk about five different issues here related to how we calculate loss to follow‑up.  And I will go through each of them.  So the first one is the parents contact, but unresponsive.  So remember this formula.  And the issue here is what does it mean to be lost to follow‑up?  I know I have talked to a couple of state EHDI coordinators.  Jim Beavers from Nebraska being one saying those people aren't lost.  I know their dog's name I talk them so often.  They don't want to come back in.  When I say should I put you in the "refused" category because that's another category they said, no, I don't want to be on anyone's list as refusing.  But you know what?  He failed in one ear in the hospital.  He's now 18 months old.  He's talking.  I'm just not concerned about him and I don't want to drive 50 miles to get another test and maybe pay some money.  So I enjoy talking to you, Jim, but don't call me anymore because I'm really not going to come back, okay? 
That parent has up until now been counted in the loss to follow‑up percentage.  And there are a fair number of those babies.  Now, remember when we saw that form, I said I'm not sure how carefully people differentiate between those three categories all the time:  Parents contact, but unresponsive, unable to contact and unknown.
Some states have lots of babies in that contacted but unresponsive category.  Some have none.  And I don't think that's probably accurate.  I suspect every state would have some in there.
But even if you take just the ones that are reported in there, I know you can't read these numbers, don't expect to, so this is from the CDC report which is on the Web.  If you look at the total not pass category, then there are 52,000 babies in that nationally.
Then here are the three categories that go into that numerator:  Parents contact, but unresponsive, unable to contact, unknown.  If you take the 52,000 babies from this category, that's your denominator.  You take the other three from those three categories.  That adds up to 19,000.  Then that's where the 35.9% comes from.
If you take out of that the babies who were contacted but unresponsive, our number drops to 17.8%.  So hence the title of this talk:  You want to cut your rate in half?  Then those parents who were contacted but unresponsive, if they have really been contacted ‑‑ now, that's what the key is.  If the way you're contacting them is to send them an email that you don't know whether they ever got, then that's probably not in my mind contacted but unresponsive.
Or if you sent a message to their ‑‑ to who you thought was their primary healthcare provider and said you should get this parent to come back in, that's probably not contacted but unresponsive.  But if you really have been having a two‑way dialogue with them either through email where they actually responded to the email or through the phone, then to me that's a wholly different situation.  And you can call them in this discussion we're having, you might call them passive refusals.  You might call them contacted but unresponsive.  Whatever you call them, to me, they are not lost to follow‑up.  So it changes the way we deal with those parents.
There has been some discussions about this.  CDC may be separating this out in the future.  That decision hasn't been made yet, I don't think.  But if that were to happen and the numbers in this category were to spike, that wouldn't mean that we've solved all of our problems.  It means we have a different issue to be dealing with.  I mean, if we have lots of parents who are contacted but unresponsive, why is that?  Because those babies aren't getting services.  And, remember, that's our primary purpose, is to get better services to babies.
But the way you would deal with those families would be quite different than the ones who are in the unable to contact and the unknown category. 
The other thing that became very clear as we started working on this, the babies in all three of these categories become much more resistant to changing categories once the baby is a year and a half old.  Where we really need to be contacting these babies is when they are 2 months old or 3 months old or 4 months old, not when they are a year and a half old.  I can understand a parent saying it was a unilateral fail in the hospital.  He's 20 months old now, I don't want to come back.  Whereas, if that parent had that conversation when they were 2 months old, then they may say, yeah, okay, I understand why I need to follow‑up.
Some of the issue here is in many state EHDI programs, the EHDI program is the resource of last resort, okay?  So the hospital is expected to follow up with families first.  And if the EHDI program steps in too soon, then the hospital will probably ‑‑ may just quit doing work.  They say, well, the state health department is going to take care of it.  So you want to achieve a balance there.  On the other hand, the longer the EHDI waits, the central EHDI waits to get involved, the more difficult it can be.  So this is step one that we want to talk about.
Step two, getting children in the correct category.  I have already talked about that a little bit.  But remember the denominator is total not passed.  We will focus on the no documented diagnosis.  It becomes really important to focus on where babies are.  And in my mind, the best way to do that is to print out a list of names for those babies who are in the total not pass category and say where does everyone really fit in these categories.  When we did this in Utah over the last couple months, we found a whole lot of babies being moved from all three of these categories up into these other categories.  Most of them moved into this category, but there were others like the example used from the Pacific Rim where it was really logical that they were in a move to another jurisdiction category.  And every baby you move out of one of these three categories affects that numerator fairly dramatically.
Okay.  And the early intervention works the same way.  But it is important to remember that depending on how your Part C system is set up, there are a lot of Part C systems who don't do IFSPs on children but are monitoring those children.  Those children shouldn't be down here, but in several of the states I talked to a lot of them were.  They aren't lost.  They are getting monitored, and they should be moved to the right category.
Okay.  What's the best ‑‑ what's the best denominator?  This one's a little trickier, I think.  So right now the denominator in the CDC report is based on the final screen.  So if you have a two‑stage screening process, in other words, an inpatient and an outpatient screen, and you have 500 babies in a state fail that inpatient screen, 400 of those complete the outpatient screen, then those babies in that inpatient screen are no longer ‑‑ those 400 babies are no longer in your denominator because they have ‑‑ they have a new final screen that they passed.
But the way fractions always work, if you have a large denominator and you have the same number on top, then your loss to follow‑up rate is going to be much lower.  So as you take babies out of that denominator, then it's good to do.  It's good practice.  That's what you should be doing.  But it doesn't affect your loss to follow‑up rate the way you might first think that it would.
So just to illustrate that, in those states where our center had access to the data, we went through and said:  If you base it on the final screen using the CDC formula which if they had an inpatient screen and failed and didn't come back, then the inpatient is the final.  But if they had the inpatient screen and got an outpatient screen, then the outpatient screen becomes the final.
If instead of that we based it on the screen at hospital charge and used the same numerator, parents contact, but unresponsive, unable to contact, unknown, what's it do to the numbers?  And the results are dramatic as you can see here.  So it goes from the 55 to 65 range down to the 15 to 20% range.
Here it goes from the 55 to 75 range to the 15 to 22% range.
And New Jersey and Nebraska and Vermont did similar calculations.  I don't have them on the slide, but the same sort of effect.
So what is the right denominator?  Let me give you one more example and then we'll have some discussion about that.  So this is hard to read.  I know it is small.  But these come right from the CDC reports.  So these are for the various years, unresponsive, parents contact, but unresponsive, unable to locate, unknown, the loss to follow‑up rate, the total not pass rate.  These are the numbers that were on the graph that you've all seen a hundred times.
If instead of that we exclude the contacted but unresponsive, those are the numbers I just showed you.  But what if you base that on the percentage ‑‑ what if the denominator becomes the number of babies screened as opposed to the number of babies who total not pass?  Then how's our loss to follow‑up rate look?  And the answer is, wow, we're doing pretty good, okay?
Now it is a completely different number.  It needs to be interpreted differently.  But what we're saying is less than 1% of our babies screened are lost to follow‑up.  That's a pretty impressive number.  Still, it is the same number of babies who aren't getting services.  So you never want to lose track of that, that we still want to those babies to get good services.  But it leaves people who are considering funding decisions with a completely different taste in their mouth, okay?
Instead of saying 35%, how can you live with yourself at night?  You know, as opposed to, wow, less than 1% of babies actually get lost in the system somewhere.  That 1% ‑‑ or .6% is still a very important group of babies.  They are the same number of babies going without services.  But we have to think about what's the best way to present information.
Okay.  Here's another issue.  And CDC has a tough job.  They have to come up with rules that are going to be relatively equally applied everywhere.  And I can see why this decision was made, but it has some impact.  And the way CDC is going to refine their system is by feedback from people in the field, okay?  And so I'm doing this not to say that CDC made a bad decision, but to say we ought to be thoughtful about some of this stuff.  So right now the way the CDC rule works is that to be ‑‑ well, let me give an example.  If a baby fails in the left ear and passes in the right ear in the hospital, comes back for an outpatient screening, passes the left ear but is not screened in the right ear, that baby is still considered a "did not pass" baby because the rule is you have to pass both ears in the same session.
Now, I can think of some reasons why that's a sensible rule.  But I can also think of some reasons why it isn't.  This particular baby, although he could have a hearing loss, the chances of him having a hearing loss, I would put at 1 in 10,000 because he's passed in both ears two weeks apart.  Now, he could have been on aminoglycoside and had an ototoxic reaction so he has hearing loss now in the ear that passed while he was in the hospital.  But that's highly unlikely.
This baby, however, gets the same weight in terms of loss to follow‑up as the baby who failed both ears in the hospital, didn't come back for an outpatient screen.  Something doesn't feel quite right to me on that.  So I think we need to begin differentiating where the high probability babies are.
Similarly, a baby who ‑‑ I mean, I often say that a baby in a general population has three chances in a thousand of having hearing loss.  Once he fails an inpatient otoacoustic emission he has one in 50 chance.  Once he fails the second hearing screen, he now has one chance in eight of having a hearing loss.  Where are you going to put your biggest efforts on finding babies?  Hopefully you are going to put it on those that failed both the inpatient and the outpatient.  And if you have time left over, you will go back to those that failed just the inpatient.  Well, this is a similar sort of situation.
Now, of course, you could say, well, the solution is always just test both ears at the same time.  And, okay, I think that makes sense.  It is best practice.  But if for some reason your hospitals didn't do that, does it make sense to give them the same weight on loss to follow‑up as all the other babies.
Okay.  And then the final slide here, fluctuation in loss to follow‑up rates.  One of my favorite quotes I use in my research classes is from Mark Twain.  It says the 13th stroke of the clock is not only false by itself but casts grave doubt on the credibility of the preceding 12.
These are just examples.  Admittedly, they are some of the worst examples.  But if you look at Colorado, for example, from 2007 to 2012, really low, really high, sort of low, a little lower, higher, higher.  Something's wrong with this picture.  I mean, I don't think we're reporting true loss to follow‑up rates.  And when you see this across lots of different states, you say:  This doesn't make sense.  We need to get a better handle on this, particularly since people are using this information to make important decisions.
Okay.  So that's the information I have to present.  We have just a few minutes for questions or observations about what I've been talking about.  So let's start with Neil and then we will go back to Caryn.
>> (speaker off microphone.)
>> KARL WHITE:  Yeah, sure.
>> (speaker off microphone.)
>> KARL WHITE:  You know, I'd be surprised, Neil, if they do.  I mean, there's two ways ‑‑ well, first of all, to respond, there's active discussion at CDC about using numbers instead of percentages.  And so I think that's probably going to happen.  Now, just because we're friends, I can say this, you only have two babies to find?  Why the heck didn't you find them?  (laughter).
Okay?
>> (speaker off microphone.)
>> KARL WHITE:  Right.  And so, I mean, it's a double‑edged sword to have just a small number of babies.  But I think the percentages still do have meaning.  And what I have seen is usually if you have a smaller number of babies to work with, your chances of getting them are actually a little better.  But you may get a bad roll of the dice and, yeah, it could look bad.
Caryn?
>> (speaker off microphone.)
>> KARL WHITE:  We have that data.  I have threatened to get it several times and I haven't done it  I need to do it.  My best guess would be probably 40% of all the babies in the country are in that kind of a protocol.  But it is a guess.
>> (speaker off microphone.)
>> KARL WHITE:  It does.
>> (speaker off microphone.)
>> KARL WHITE:  Yeah, right.  And that's something that CDC is considering and Marcus has a comment.
>> (speaker off microphone.)
>> KARL WHITE:  Good, thanks.  That's an important point is that how CDC is reporting and calculating data continues to evolve.  This is a dynamic process as it should be.  The other thing I wanted to point out ‑‑ and then we're out of time and we need to give the other group...
This report from CDC, I mean, probably the most a‑ha point I made here if you take those parents contact, but unresponsive out, it does great things to your loss to follow‑up rate.  That data has always been there.  CDC has been reporting that since the beginning.  And so we always could have taken it out.  It is not like CDC has gotten this all wrong and has been hiding important information.
The data is there.  Policymakers always demand a single number.  So that's where we got this 36% loss to follow‑up rate.  But the data is there to be interpreted and used in different ways and we just haven't been doing it very well. 
Couple last questions.  One here and then one here and then we need to go on to the other presentation.
>> (speaker off microphone.)
>> KARL WHITE:  I think it changes from state to state.  And some states are doing a very good job.  The parallel layer that affects a lot more people is Spanish‑speaking families.  If you have a Spanish‑speaking family being contacted only in English, it is probably unlikely they will understand the message and come back.  It also certainly applies to deaf families.  That gets into the more important category are we giving good services to families.  And so whatever we do with numbers, we need to make sure we are giving good services to families.  It is a good point. 
And then there was one more question and then we'll quit.
>> (speaker off microphone.)
>> KARL WHITE:  Something.  Yeah.
>> (speaker off microphone.)
>> KARL WHITE:  So Marcus is in the back of the room taking notes.  Mark?
>> (speaker off microphone.)
>> KARL WHITE:  Actually, heelstick screening.
>> And are we beating ourself up and challenge people to challenge our numbers?  Moo I think you are right.  What EHDI has done to our credit has been very transparent, put the numbers out there, try to get the same number from the heelstick people.  You can't do it.  They don't exist.  When I talk to heelstick people, they say, we don't have any loss to follow‑up.
>> (speaker off microphone.)
>> KARL WHITE:  Right, yeah.
>> (speaker off microphone.)
>> KARL WHITE:  It's a great point.  Okay.  We're going to turn it over to the other group.  James Fritzler.
And I will be around if you want to talk later.  This is a fascinating topic.  It is not easily solved but we need to have more discussion.  


