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>> LISA HUNTER:  Good afternoon, everyone.  My name is Lisa Hunter.  And I'm one of the co‑authors on the presentation.  We're at the University of Cincinnati and Cincinnati Children's Hospital medical center.  It is my pleasure to introduce Dr. Ryan Uy who is doing part of the presentation today.  Ryan is a fellow with the LEND program in developmental and behavioral pediatrics.  And his medical degree is from the Philippines.  He gets around.  He then went to Southern Illinois University in Carbondale, Springfield, for his residency in pediatrics.  And he is now doing a developmental behavioral pediatrics fellowship at the University of Cincinnati.
And then I would also like to introduce Erin Whitely.  Erin is an AuD fourth‑year student from the University of Louisville who is doing our fourth‑year fellowship training at the University ‑‑ excuse me, at Cincinnati Children's Hospital and then she's also a LEND fellow in audiology.
>> ERIN WHITELY:  Can everybody hear me okay?  I'm going to be starting the presentation off.  I'm going to talk about the first half of this project and it's kind of a twofold project.  So I'll go over the first half and then Dr. Uy will go over the second half.
There were a lot of different people involved with this project.  Dr. Hunter as well as I and Dr. Uy and then we had a couple other people, Dr. Wiley who is with us as well as Kim Walker who is one of our family trainees.
So just a little bit of introduction about this presentation.  I'm going to try not to turn my face away from my microphone.  But if you can't hear me, just raise your hand.
So the overall goal with this project is to reduce loss to follow‑up which is similar to a lot of other projects here at EHDI.  And it is really about a collaboration between women, infant and children program.  I will call that WIC from here on out and EHDI.  And the goal is to improve loss to follow‑up rates in greater Cincinnati area.
So the second part which Dr. Uy will talk about a little bit more is Group Level Assessment.  And it's kind of a qualitative form of research that we used to help gather information about ways that we can improve loss to follow‑up for newborn hearing screening.
So in terms of national data, the CDC collects data on loss to follow‑up every so often.  And the most recent data that has been out is from 2012.  And that data says that 32% of children in the United States who fail their newborn hearing screening were documented as loss to follow‑up.  So 32% of kids who were screened failed and they were essentially lost in the system.
From state to state it varies significantly.  So you have some states that have very comprehensive, excellent newborn hearing screening programs and loss to follow‑up is 3% in those states.
There is a great degree of range, though, because there are some states that have 83% loss to follow‑up, which is a huge amount.
Like I said earlier, so states with the most developed EHDI programs report a ratio of about 2.5 to 1,000 kids who were diagnosed with permanent hearing loss.  There are a lot of states that report less than that, and a lot of that has to do with their high loss to follow‑up rates.
Overall, a general number, 26% ‑‑ 26% of infants with documented hearing loss could not be confirmed to have early intervention services which is also another big issue.
So we are from Ohio.  So in terms of Ohio stats, there were almost 140,000 births in the state of Ohio in 2012.  99% of those born were screened which is excellent.  Those 99%, 3% did not pass their newborn hearing screening.  And then of those 3%, 59% did have normal hearing.
5% of those babies did have hearing loss.  And the loss to follow‑up rate as of 2012 in Ohio was 32%.  And I'll just give you a quick update.  At our stakeholders meeting earlier today we got the 2013 data.  And the loss to follow‑up has gone from the 32% down to 23%, which is a big improvement but there's still a lot of work to do.
So how do we improve the system?  How do we drop loss to follow‑up even further than 23%?  And the idea came about to partner with WIC because WIC has a very large presence in the United States as well as in the Ohio region.
So Dr. Hunter came up with the idea, as well as some of her colleagues, to rescreen babies who had failed their newborn hearing screening at WIC offices.  So we are going to the family to provide screenings.
And the primary goal is obviously to reduce loss to follow‑up for infants who refer on their newborn hearing screening but also a secondary aim is to shorten the time from follow‑up, so from the time they fail their newborn hearing screening to the time that they receive a rescreen or a diagnostic evaluation.
So why WIC?  Why is WIC is a good partnership to make when we are trying to reduce loss to follow‑up?  WIC has a very large presence in general, and they provide nutrition support to eligible mothers and children under 5.  It is based on income.  And approximately 50% of all newborns are eligible for WIC services.  So this is a large part of the population.
And there is a big presence of WIC offices in a lot of different areas.  So it is close for families.  Families are comfortable going there.  Transportation is usually less of an issue.
And then factors that affect follow‑up are addressed by screening at WIC.  Like I mentioned, so transportation, familiarity, convenience for the family.  And they can get more than one thing done at a time.  They can get their WIC needs met as well as get their child's hearing rescreened.
So a little bit about the structure of the WIC part of this project.  It involved two counties in the Cincinnati area.  I put a blue square around them but it is a little bit hard to see.  So Butler and Hamilton Counties were involved in this study.  Referral rates were measured in a total of four hospitals, two from each of those counties.
Rescreenings were completed at four WIC offices.  Again, two in each of those counties.  And then there were ‑‑ as of, I think, two weeks ago, there were 109 infants enrolled in this study.  And we are looking before and after loss to follow‑up rates in this area.
So a little bit about ‑‑ this is kind of a flowchart that shows you how this study ‑‑ how this study works.  So the first step is that the infant has their hearing screened at the hospital and they subsequently do not pass their newborn hearing screening.  So the options are that you schedule an appointment yourself, which is the left avenue.  Or you can enroll in the WIC study.  And to elaborate on that a little bit more, so infants that refer on any screening, not just hearing screening but metabolic screenings and things like that are referred to Neonatal Care Associates.  It is just an organization that helps them get the testing families need.
And they are given an option when they go to Neonatal Care Associates to see if they are eligible for WIC services.  They would be subsequently rescreened at a WIC office.  And if they refer, then diagnostic evaluations are scheduled at that time.  And I think that's an important thing to note, that if they do fail at that time and intervention is scheduled, they are not just given a card that says you need to schedule this, go home and call.  They are called at that time.  If they pass, then great, they passed.  And then that will subsequently lead to the confirmation of a hearing loss if it exists.
So the participants of the WIC study were given these onesies.  This is the baby of an audiologist at Children's.  She did give us permission to use her child in our presentation.
A little bit about comparison of loss to follow‑up rates.  And this was as of about ‑‑ we updated this about two weeks ago.  So of the people who were eligible, which was 260 babies ‑‑ and that's just people who were eligible for WIC services and needed to be rescreened ‑‑ 109 opted to be rescreened at a WIC office.
98 of those people had already been seen or had already subsequently scheduled audiology services.  And it is also important to note in this category that the goal of the WIC project is to collaborate, not to intervene on interventions that have already been scheduled.  So these people, that was wonderful.  We're glad you already scheduled.  They were tracked just to make sure they did follow up with their appointment.  So if they no‑showed to that appointment, they were subsequently contacted and asked if they wanted to be seen at a WIC office.
And 15 of those people could not be contacted.  There were 35 who were in the process when these numbers were taken.  And then three people refused to opt for a screening at a WIC office.  So that brought the loss to follow‑up rate to about 6.9%.
So these graphs just show a little bit of the data that was drawn from the WIC project over the past two to three years.  So I can't see this graph very well, not because of you ‑‑ (laughter) ‑‑ just because I can't see very well.
So I will go over this graph just a little bit.  So this is the percentage of loss to follow‑up.  So you have baseline data from 2012 and the red ‑‑ the red bars are non‑WIC participants.  So they were at the intervention hospitals but they were not eligible for WIC services.
The green bars are hospitals.  Those were taken from hospitals that had no intervention.  So WIC or not, no one from those hospitals were offered a rescreening at WIC.
And then the blue bars are our WIC participants.  So in 2013, a little bit over 15% loss to follow‑up rate as well as 2014.  It is around 5%.  And you'll notice that the red bars are also decreasing, which is also great because that is on the part of Ohio Department of Health as well as regional infant hearing.  They are upping their goal to try to reduce loss to follow‑up on a general level.
And this is a similar graph.  So this is age.  So how long did it take for babies to be rescreened from the time of failure of their hearing screening.  So same thing, if you look at the blue bars, 2014 was a little bit over 20 days.  So that brought the follow‑up rate from 117 days down to 25, which is a very, very large gap.
So of the 109 babies that were rescreened, ten did not pass.  And there were two cases of permanent hearing loss diagnosed and five fluctuating conductive losses.  So this is great news for babies who are eligible for WIC.  But how do we help everyone?  And we'll talk about Group Level Assessment in just a minute.  But that is really what we're looking for in terms of large scale impact.
So a little bit about participatory action research and Group Level Assessment, these are essentially very close ‑‑ they are two different terms.  But they mean essentially the same thing.  So participatory action research is just a part of the research where you formulate a concrete plan to make changes.  And Group Level Assessment is more about reflection and collecting data and you are asking people to come up with solutions to the problems that are going on.
So with participatory action research, you have stakeholders.  So who is a stakeholder?  Anybody is a stakeholder.  So anybody who is invested or may be directly or indirectly affected by the issue that you have chosen to investigate, those people are considered stakeholders.
And there are really seven steps to designing your own Group Level Assessment.  Climate setting is number one.  So that would be like introduction and ice breakers.  Step 2 is generating ideas.  Step 3 is appreciating the ideas, so really understanding.  That goes along with step 5 which is also understanding, reporting back what information you have gained.  And then selecting what is at the top of your priority list.  And then Number 7 is action.  So you're making a plan.  You are kind of designating people responsible for action.
So why would you do this kind of research as opposed to traditional qualitative research or quantitative research?  You can get a lot of valid data in a really short amount of time.  It involves large groups of people from all different backgrounds.  So the type of information you get could vary greatly.
And it is a really interactive process, and there is really not ‑‑ there's not a hierarchy involved in this type of research.  And that's why I put this cartoon that says "I doctor, you patient" because you don't have researchers or physicians kind of doing their research and shaking their finger and saying, "This is what you need to do."  Everyone is involved on a similar level so that everyone is invested the same amount.
And same thing with quantitative research.  It really doesn't consider the needs of the people with the condition or the clinician treating these patients.
So Dr. Uy is going to go over how we specifically design this program at Cincinnati Children's.
>> RYAN UY:  All right.  Thanks, everyone.  Good afternoon, everyone.  So I'll now be talking about the Group Level Assessment that our group has done for the past year.  So, so far we've had three stakeholders meetings to date, and there's actually one that's scheduled next month.
And this table kind of summarizes the objectives, the number of participants that we had from our three previous stakeholders meetings.  And I will be talking briefly about each of the stakeholders meeting and the results that we got.
So here are some of the pictures that ‑‑ from our first stakeholders meeting.  And the main objective of this first stakeholder meeting was mainly to identify problems or any barriers to follow up and to determine any weaknesses or gaps in the system.
So the stakeholders, as Erin mentioned, in the past came from a variety of different agencies, communities and organizations such as the WIC, such as ODH, Hands & Voices, and Help Me Grow and we have diverse healthcare professionals who attended such as audiologists, speech pathologists, physicians.
There were five major themes that came out from our first stakeholders meeting.  Number one being the newborn hearing screening system gaps.  Second is the consistency issue.  Third is the family‑centered approach.  Fourth is communication.  And fifth, emotional factors.
So some specific barriers that were identified during the meeting include maternal education level, degree of hearing loss, whether mild or unilateral, transportation issues, limited access to providers, appointment wait times and scheduling issues in general and the pediatricians and mid wives regarding newborn hearing screening and the process in general.  
This is a picture of our second stakeholders meeting.  And the main objective of this one is basically to kind of streamline and filter all the data that we came up with during our first stakeholders meeting.
So in this meeting, we divided a big group into smaller groups and we called this activity "Pass the Buck."  We basically used the data we got from the first stakeholders meeting, the five major big themes, and we had four charts per theme that includes resources, opportunities, barriers, and any random thoughts that people can jot down their ideas under.
So here's a picture of the charts that we put up for participants to kind of jot down their ideas.  Again, here are some of the pictures during the activity.  And here is what the group came up with after the whole activity.  So, basically, they wrote on each of the charts.  Here are some of the actual responses from the group.
So under "consistency," someone mentioned about distributed materials to families in an inconsistent fashion.  The state system structure were too many, and they were implemented differently.  And consistent diagnostic protocol.
So, basically, the overarching theme under consistency is the lack thereof of consistency.  (laughter).
And then under NHS gaps or newborn hearing screening gaps, should develop a uniform statement to parents with babies who failed the hearing screen that will be used by all professionals.  Again, this is kind of overlapping with consistency again.  And then someone also mentioned about streamline paperwork that could then be sent to ODH.
And then under families, connecting more families together early on and for shared experiences.  Someone commented about lack of information and different emotional responses, differences in cultural and religious beliefs.  And then under "communication," language or culture barriers, difficulty in getting good phone numbers for families, and how to contact providers, using technology to access families who are living away from services, and being sensitive about health literacy and the educational level of the parents.
And that under "emotional factors," maternal depression or exhaustion, some parents may be in denial or they may get different advice from relatives, friends, differences in beliefs.  And I'm sure you know about minimizing severity of the failing hearing screen.
So after the activity and reflecting on the results that we got, we basically introduced the group about creating action summits or small action plan groups that would obviously take these ideas and turn them into action plans so that we can address the loss to follow‑up issue.
So this is the picture of our latest meeting that was held last month.  And for this third stakeholders meeting, again, the group broke into smaller groups and we asked each of the small groups to come up with specific action plans or projects that would include a concept and then how to execute this and identify some of the barriers and potential resources.
And then they were asked to report back to the whole group.  So for the results, just briefly, one of the groups mentioned about having an alert or a flag in the electronic health record so that physicians do not forget to ask patients or families about the hearing screen.  Some of the barriers could be slowing down the clinic flow or difficulty with I.T. 
Second, one of the ‑‑ one of the concepts that was brought up as well is standardizing education and training of all screeners so that they give and convey a unified message.  Some of the barriers identified could be motivation, buy‑in and cost.
An interesting project that came up with this one is a hearing screen mobile van, so similar to that mammography vans that they do.  They are basically targeting the PCP office so it is a one‑stop shop so babies get their well‑shot visits and vaccines and hopefully in that same area there would be a van that would do their rescreening.  Barriers that were identified could be a difficulty in intake process and requires infrastructure obviously and cost.  But one of the resources that they were able to identify could be asking for a grant application.
And then an interesting one and very feasible one including dissemination of information video where they can show this to hospitals and kind of give a message to everyone about the importance of following up.
So for the next steps, we obviously summarized the whole activity and sent this out via email to all the stakeholders so that we can get their feedback and their opinions or any suggestions.  And we proposed the next stakeholders meeting which is going to be next month, and we will probably be deciding on one or two projects that we'll be planning to execute.
Some of the challenges that our group faced during this project included coordination of stakeholders' schedule.  As you know, we came from a variety of different organizations and communities and agencies.  So it was really hard for everybody to meet in a place and time.  And then the location of the meetings as well and obviously being a large group and we also had some weather issues and cancellations, especially during the winter.
But ultimately the goal of this project is for us to want to create a work group that will continue to meet even after this project is over in that we continue to brainstorm ideas and form them into realistic plans and goals, ultimately to reduce the loss to follow‑up rates for newborn hearing screening.  So it ultimately boils down to sustainability.
  So these are the organizations and individuals that made this project a success, and we would like to acknowledge them.  Thank you so much for your attention.  And our group is ready to take questions from the audience.  Are there any?
>> (speaker off microphone.)
>> ERIN WHITELY:  So the question was with the rescreenings at WIC, who is actually doing the screenings?  I know Dr ‑‑ do you want to answer this?
>> LISA HUNTER:  We actually have two really wonderful coordinators who are here today, and I will probably embarrass them.  If you wouldn't mind, Laura Rolfes right here and Karen Davies right next to her are our two coordinators.  They are research coordinators who are not audiologists but have been trained in newborn hearing screening follow‑up and we are using an automated ABR system.  And we are actually setting our level a little bit lower because we're concerned about losing any infants and having any false negatives.  So we're using a 30 dB cut‑off.  They found it to be really successful in the outpatient offices, even with babies as old up to 5 months.  We had babies that were truly loss to follow‑up that needed to be seen and we decided to try it anyway.  It has been successful.  I don't think there are any infants that couldn't ultimately be screened with the system.  So it has worked out well.
(speaker off microphone.)
>>  That kind of gets to the sustainability piece that Ryan was talking about at the end.  We're actually planning to apply for a follow‑up grant to try to spread this across all infants, not just the WIC offices.  And we're looking at different models of that. 
I feel it would not be appropriate to get the WIC offices to take on the screening themselves.  For one thing, they don't have the resources or funding as part of WIC.  That's not their mission. And we haven't had a very good feedback about the possibility of doing that.
But we do think that it could be cost savings for the state as a whole in terms of funding for rescreening compared to all of the diagnostic evaluations that would be covered by ‑‑ usually by Medicaid and other providers.
>> (speaker off microphone.)
>> LISA HUNTER:  Yeah, I think we can.  We started to look at that.  Because this was a study, we didn't have the need to do it.  But I think that would be a great sustainability piece, too, would be that 90% of the babies are passing at the time that they're rescreened.  So in terms of cost savings, it is really quite significant.
>> (speaker off microphone.)
>> ERIN WHITELY:  Neonatal Care Associates.
>> Who exactly is that?  Is that the hospital?
>> LISA HUNTER:  Right.  So we're pretty lucky at Cincinnati Children's, our neonatologist staff all of our area hospitals.  They are residents as well as the faculty staff, those offices.  They all feed into the children's hospital.  We don't require families to come to Children's Hospital.  They can go wherever there are adequate resources to do the follow‑up.  But we manage all the referrals that way, and we have an electronic medical record and that was really key to making this work.  There are other models that could work if those facilities aren't available. 
>> (speaker off microphone.)
>> ERIN WHITELY:  Any other questions?
>> (speaker off microphone.)
>> LISA HUNTER:  That is nationwide.
>> Thank you all very much for coming.
(applause).
 

