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	>> Test, test, testing microphone 1  
	>> Welcome to our last session of the conference  You all get the prize for the most dedicated.  Thank you for being here we want to get started so they can have plenty of time and the session you're in is "Regional Collaboration in the Northeast United States:  Moving the Needle Through Quality" and so we're going to turn this over to them.  Thank you very much
	>> Okay so we will try to move through this quickly because we have several states we're all going to introduce ourselves and I will introduce myself when I start to talk about Massachusetts.  The slides aren't moving.  
	Okay.  Okay.  Great, well thank you for coming at the end of the conference.  It has been very busy and I know people are really tired.  So this is the northeast.  The New England states and New York and we're here to talk about our quality improvement efforts in the region.  
	This is all sort of a continuation of our HRSA funding.  And our QI work  And when we wrote our grant, all of the states had sort of communicated and we decided that we would put together a little regional group to share information about our quality improvement projects, the models we're using, resources, different ideas.  And you'll hear some great ideas today from our states.  
	This is all a continuation from our NICHQ Learning Collaborative and we're using the PDSA cycles.  And all of our work is based on reducing lost to follow-up and improving our EHDI systems.  
	And Connecticut will take over.  
	>> AMY MIRIZZI:  Thank you I'm Amy Mirizzi I'm the EHDI coordinator in Connecticut and I wanted to -- wanted to spend a little bit time talking about the PDSA cycle we ran that was -- that we ran by the regional group and it was looking at the number of homebirths with documented hearing screening results.  
	So Connecticut pretty consistently screens 99% of babies.  In that 1% that don't end up getting screened are homebirths.  And we do have one license midwife practice in the state that we provided OAE equipment to and they report through our data system so that group of babies, which is a little less than half of our homebirth numbers, typically, it was not a part of this small test of change that we put into place.  
	But we thought if we provide an easy fax-back form to Primary Care Provider offices to send us missing demographic information and hearing screening results will they provide that information.  So we partnered with our laboratory newborn screening folks who also were looking at developing this kind of fax-back form for their own purpose.  And what happens for them is they will get a filter paper on a homebirth baby and won't get a ton of demographic information on the baby so they will enter into the Newborn Hearing Screening system and we have an automatic matching mechanism the vital records tries to match to the homebirth babies it wouldn't find them and we were having issues with duplicate records so this form served that purpose for them they said while we're asking them for additional information also ask them was the baby screened for hearing loss.  
	And so they actually ended up having about a 45% return rate on those forms over the period of time that we were studying it.  so that really helped reduce their duplicate record issue.  In about 33% of the forms that were returned actually then gave us additional hearing screening information.  
	So it was really easy to implement as part of exist can protocol -- existing protocol and we saw it led to a decrease in the number of missing Newborn Hearing Screening results in the second half of 2014 obviously still room for improvement but 28% of homebirths had documented hearing screening results compared to 23% so it's incremental change then when you look at the whole second half of 2014 the rate went up to 38% so we're seeing -- we're moving -- you know we're making -- that small change is having an impact.  And we're learning additional information, valuable information in that we found a lot of the families about a third of the families are actually declining the screening in this group so the next step is to look at ways that we might be able to impact the conversation there.  We're talking about having the refusal waiver our state refusal waiver go out to those pediatric practices and asking them to have the family sign it to see if that impacts the refusal rate.  
	So I'm going to pass it onto my New York colleague  
	>> Thank you everybody this is a little bit like speed dating.  So see what you think of me.  
	So --
(Chuckles).
	>> It's just lunch so we're working in New York on improving reporting performance by birthing hospitals.  And our aim was to look at 20 facilities and for a three-month period and see if we could improve their reporting by 5%.  
	So New York for many years has collected aggregate data and provided quarterly reports.  But we were the last to the table of collecting individual level data.  And so we started to -- we launched our system in the very beginning of 2012.  We launched to various parts of the state geographically and to different user groups.  So we really didn't complete that launch until 2014.  
	So our ability to look at our data is sort of brand-new.  And so our Plan, Do, Study, Act here is that we're identifying hospitals that are not doing recording.  That are not unexpected with a new data system.  We provided technical assistance by telephone to try to work through some of the reporting challenges  And then our plan was to look at the updated data and note any changes in the reporting and get back to those facilities.  So the way that our data is collected is through the vital records.  It's a bit complicated for hospitals.  We have a lot of large hospitals.  And so the screening is done in the nursery.  
	And the actual data entry is done by the birth registrar.  
	So screening is done.  Results are entered into the electronic medical record.  Now the birth registrar finds that information and adds it as part of the birth certificate record  And those records are sent to the New York State data system.  
	We collect the demographic information in our immunization system because that's a long-standing system and that was a logical place to put our demographics.  And then the hearing results come directly to the EHDI programs.  
	So it's a bit of a complicated means of reporting.  But we think that once everybody gets their reporting down pat, that it's actually a really good system for reporting.  
	So what did we find?  We found that technical assistance yielded a sustained improvement in only four of our 20 facilities that we tested.  And that was one year later.  
	So what we found was some facilities actually made no change.  Some facilities went from reporting nothing to reporting 100%.  And again, that was sort of related to bureaucratic differences.  
	And there were NICU babies were one of the issues where we were not seeing the reporting that we expected to see.  
	So the department has expertise in the Learning Collaborative model.  So we decided that the Learning Collaborative model was the way to go with our birthing facilities.  
	So we again through data analysis recognized that 90% of our missing records were centered on 28 birthing facilities.  In New York we have 126 birthing facilities.  
	So this group of 28, interestingly, all but I think 3 or 4 were centered in New York City.  New York City has a different vital records system.  We don't do anything simple in New York.  So we don't have one vital records system.  No, we have two.  We have one for New York City.  And one for the rest of the state.  So our Learning Collaborative notebook we have the infrastructure in place for that.  And we have our first Learning Collaborative meeting.  We have 16 hospitals agreeing to participate.  We're having our first meeting and hopefully next year I'll be able to report really fabulous results.  So we'll see.  How did I do?  Okay.  Boom.  Next.
	>> There you go, awesome, thank you.  
	>> Hello I'm from New Hampshire I'm the very new Program Coordinator I started about two weeks ago.  
	(Applause).
	>> Thank you.  Just a little bit about myself is I came from a large hospital and was their newborn screening coordinator for their program so I have some background in newborn screening.  
	Our goal is to have 80% of New Hampshire birth facilities assist follow-up appointments for infants who refer on their hearing.  
	Our PDSA is to identify hospitals with the largest follow-up rate.  Indicate and initiate a direct and standardized referral form, evaluate the data that was recorded in ORS which is our tracking system and establish a direct referral system with the hospital to include a standardized fax referral form reporting to ORS and the referral information.  
	And what we have found is patients who have had their appointments made prior to discharge have a greater outcome of going to the appointments versus those who don't have their appointments made prior to discharge.  Thank you.  
	>> Welcome, my name is Liza Then and I'm the EHDI coordinator for the state of Rhode Island.  Thank you.  
	So our aim for our quality improvement project is to increase -- improve follow-up rates for Newborn Hearing Screening.  And to reduce the end goal is basically to reduce lost to follow-up rates from 22% to 7% by April of 2015.  
	So the strategy that we will be testing is using a Primary Care Provider report.  By the medical home.  And that's to integrate the EHDI follow-up.  
	So the idea came from basically looking at our data system and seeing how we can use it to improve follow-up.  So what we did, we decided to use our strong and centralized data system to collect the most recent Primary Care Provider for each child.  
	So what we did was we developed this Primary Care Provider report that includes a list of children who need follow-up.  And is specific to the practice.  Once we develop that report, what we did was we wrote a cover letter that explained the importance of EHDI and also included the timeframes of services needed for better explanation for the provider.  
	So why are we doing this?  And why are we using this report?  Well, the theory behind it is that if we engage the primary -- the medical home, we can potentially increase our -- the number of children that do complete follow-up.  
	So the approach we took was to use three -- the report in three different practices of similar size.  And then compare the results.  
	So in the first practice, as you can see, Practice A, we choose a practice that had a parent consultant.  And what we did was we met with the parent consultant and the nurse manager.  
	We introduced the report.  We provided them with a reference sheet that included the different diagnostic evaluations.  
	And we also provided them with a list of audiologists in the state that saw children.  
	The study showed that after the parent consultant attempted to make all of the calls, unfortunately there was no follow-up made.  From any of the families.  
	In the second practice what we did was we identified a nurse from that practice  And that was willing to do the calls to the families.  
	We met with the nurse, we provided her with the report and we gave her a brief overview of the importance of EHDI  
	What we saw was that 4 out of the 10 children in her report did complete the follow-up.  And for the last practice what we did was we simply mailed the provider report.  And included the cover letter that we wrote explaining the importance of EHDI and the timeframe for services needed.  
	Then what we did several months later was that we ran our follow-up report and we noticed that 2 out of the 4 children in their list had received follow-up.  
	So what are our next steps?  We are going to adapt and what we're going to do is continue using the PCP report.  We are going -- we have already developed a follow-up form to assist staff in capturing reasons why families are not returning to follow-up  That form will also allow them to collect information like contact -- telephone numbers.  Because we notice that a lot of families had the wrong numbers.  
	We are going to continue to support and provide additional training for the staff.  And finally, what we're going to try to do in the near future is explore the possibility of training staff, the primary care providers to run their own report.  Because through our data system, they would be able to do that.  Rather than having us mail them a quarterly report.  
	So when they run that report, they can run it whenever they want.  Whether it's weekly or monthly.  Thank you.  So what we learned through the PDSA cycle is we learned a number of important facts that actually are going to help us move forward.  And one of the most important things is of course EHDI awareness is key.  We notice that when we met with staff, we saw their reaction when a question was answered or an issue was clarified.  
	So that was definitely beneficial.  
	Something else that we -- another factor that resonated during this quality improvement was the fact that our EHDI Team has a lot of things in place  They do a number of things for follow-up.  
	But we can't really directly correlate it back to what exactly it was, the reason why the follow-up was completed.  
	And lastly, we also included in this particular quality improvement because of -- we struggle with the small numbers of lost to follow-up in our state, what we did was we included the at-risk children, that population.  Because we were able to -- that allowed us to better quantify the effectiveness of the quality improvement.  
	Thank you.  Any questions?  And Linda, you're next.  
	>> LINDA HAZARD:  Hi I'm Linda Hazard I'm the EHDI coordinator for the state of Vermont.  And I'm going to talk a little bit about the PDSA cycles that we just began this year with trying to improve diagnosis of hearing loss by three months of age.  And we have a very small state and I'm going to start out saying we have 5600 births a year and we identify 7 to 8 babies per year who are Deaf or hard of hearing and this has been consistent for the last 25 years  So it's a small number.  So if one or two babies aren't identified, then what happens is our rate of diagnosis goes down exactly so our plan was to increase the number of infants.  Our due was to implement audiology report cards.  And we started with what I'll call the low hanging fruit or the pediatric center that we knew had total buy-in was doing everything right, was identifying those babies by three months of age.  
	And then we moved -- you know we looked at the results of this one.  And then we -- our act portion was on the next steps that we would take after we had introduced this first -- very first audiology report card.  
	So I want to talk a little bit about it.  As you can see, we began with looking at yes, they did meet the three month mark or no they didn't and in this site, yes, they did.  
	But we also had to explore other reasons why they may not have.  So we looked at parent declines we looked at no responses we looked at no shows we looked at those babies in the end actually tested to have normal hearing.  
	Then we took it to our most difficult site where we knew there were -- we were missing information and babies were not being tested until -- with diagnostic ABR until long after they were six months of age and that was partially due to the fact that they had fluid in their ears.  So our assumption was babies who received -- thank you -- who received sleep deprived ABR early on were babies that were diagnosed timely and that's exactly what happened and I'm going to kind of speed through this for people.  
	So the next thing we identified was of those babies who were not responding, you know how could we help them.  And it was that they were being dragged -- they were being dragged out with fluid.  
	So we're in the process of working with our ENT physician right now.  And the EHDI Program is actually stepping up and saying, this baby, although they have fluid needs diagnostic ABR and the third issue we ran into is a practitioner who doesn't do diagnostic bone conduction ABR and the report cards helped them understand the importance here the 1-3-6 but it was only recently until they started to understand the importance of why  And I think Janet, you're next.  
	>> JANET FARRELL:  All right okay I'm a fast talker.  So basically our PDSA our aim was to determine reasons why infants remain in the category of degree and type of hearing loss not determined.  So those are our babies that didn't pass the hearing screening.  And they have seen an audiologist and they have not achieved a diagnosis and some of those kids languish in that category for some time and it's been a concern of ours for a long time.  As a matter of fact this year we were left in that category in Massachusetts so they are in audiology care but they have not come to diagnosis.  
	So our plan was to identify several audiological volunteers willing to review what we call our pending cases to see if additional audiological appointments occurred and what the results of those appointments were.  And in Massachusetts we approve our diagnostic centers.  And we meet with them three times a year.  So we talked about this problem at the diagnostic center meeting and then we got several people to volunteer.  Some of which a couple didn't even have any pending cases.  But they were concerned that they could have some and others had a number of them.  And basically we analyzed our data and we sent lists of pending cases to all of the audiologists.  And they reviewed them.  
	And then went through the medical records to report back to us about what was happening with those kids and we used 2013 data for these because we're in the process of closing that at the time.  
	So our study was to analyze the results.  So what came back from the audiologist  And then generate a hypotheses about this phenomena of kids that stay in this degree and type of hearing loss not determined category because we know some of those kids have normal hearing but we know some of those kids definitely have hearing loss.  
	And our act was basically what we'll be doing in the next couple of months is we'll be convening meetings of our approved audiological centers we have one planned for May and then our Advisory Committee meeting and we'll be discussing the various scenarios and what happened with these babies.  So that they are aware of exactly what happened and then they will know about the children that actually we weren't able to get any information on.  
	So what were our results?  For some of the babies diagnoses had been achieved.  And it just basically was incomplete reporting so we hadn't gotten the information and we would have been tracking those babies and we may have gotten the information anyway because we do data quality reports trying to close the data.  But if we had that information earlier we would have acted on some of it because there were a couple of babies that had hearing loss.  
	And in some cases, different cultures were encountered in testing a particular baby's hearing and babies had been there on multiple occasions and there was still no outcome and some audiologists have actually more difficulty making a diagnosis than others.  So there was sort of a pattern and in one particular center that we're going to provide some technical assistance, we saw a pattern there.  
	Sometimes the audiologists have a working diagnosis and they don't want to share that or put it on paper because they feel like it's -- they might even tell the family but they are not going to tell us because they feel like they are checking a box that they are just not sure of  
	And return to be tested.  
	So our next steps for our PDSA we have already started this we're analyzing the data to look at what type of audiological testing was performed so if you did bone conduction, you know were you more likely to get results, that type of thing.  So we're looking at that.  And then we'll present all of that data to our audiologists and then try to come up with sort of some ideas about how we can prevent this for the future because when you think about closing our 2013 data, some of those babies are quite old to not have a diagnosis.  Thank you  
	>> And last but not least I'm Betsy and I'm the Maine EHDI coordinator and I'm going to talk to you about our efforts with early intervention.  That's the aim there.  I don't need to read that to you hopefully.  
	In Maine our EHDI Program is housed in the Department of Health.  And our Part C program is in the Department of Education.  
	Just like many of you, that's a challenge for us in getting data from the Part C program.  
	I've been doing this job for nine years.  And for nine years I've kind of been banging my head against the wall trying to get the needle to move a little bit in the right direction.  
	We have believed that the children were enrolled in early intervention.  But we could not prove it.  We could not report it on our EHDI survey.  
	And when we first wrote this aim, for our HRSA grant, our PDSAs were going in an entirely different direction but then our Part C program hired a new Part C coordinator and now we feel like we're going -- going to be able to make improvements in that area in a much more direct means.  
	Yesterday I attended a session where EHDI coordinators some of the them -- some of them here in this room talked about how sometimes when you're faced with what seems like an unmovable force, that you either need to wait for the stars to realign or for someone to resign or change jobs or et cetera.  Well, that's our opportunity now.  
	And I'm so happy and so looking forward to it.  And I don't know if any of you went to the session with our Part C coordinator a little bit earlier this afternoon.  But it's really a joy to be working with someone who wants to be working with us.  
	Last year -- and this is what the session was about earlier -- our Part C program and ECFS which stands for Early Childhood and Family Services, that's a program that provides free statewide services, support and education to families with children birth to five who are Deaf, hard of hearing, or have a suspected hearing loss.  
	These two programs have created a Memorandum of Understanding.  Previously our primary resource for getting data on early intervention was through ECFS.  We had a fabulous relationship with them.  And we had a release.  We could get great information but we could only get it on the children who were part of ECFS and that was a small portion of those who are part of the Part C -- enrolled in Part C.  So that data was limited.  
	Between the new MOU between Part C and ECFS, they are now working as a team because the new Part C coordinator is great about going this makes perfect sense why aren't we doing this which is just a foreign concept to me we are now making improvements and getting our early intervention data.  
	What I have been trying for many years was to get to be included on the standard release of information form and we kept getting told, no, no, no, no, no, no, no.  
	Well, I met with Roy, the Part C coordinator and he said, you know what, we're going to create a form just for you a release of information form that's going to be specific for the Maine Newborn Hearing Program.  And what's going to happen is that every time a referral is made to Part C for hearing loss whether it comes from our program or from an audiologist or any other resource, our release of information form is going to go with that referral to that Part C site and they are going to fill it out and send it back to us.  
	That just started January 1st.  We are already getting releases.  It's wonderful.  It is a little too soon for us to provide you with some data.  But it's refreshing to see that it actually can happen.  
	We've got like maybe 30 seconds to take questions.  Oh, you're going to do  . .
	>> That's all right I just wanted to sum up the workgroup benefits of the collaborative of all of our working together.  
	Which is really increased knowledge about quality improvement.  It's the close collaborative regional relationships, the platform to focus on state border issues and agreements because we do share border babies.  Possibilities to you know do this in other states, it's been a great experience because when one of us is feeling frustrated, the other may be having some successes so we can have the opportunity to discuss our successes and challenges together.  Thank you so much for staying.  We really appreciate it.  
	(Applause).
	>> Any questions?  
	Go ahead.
	>> (Away from microphone).  
	>> Janet?  
	>> We're all friendly because we live in that area (away from microphone) and also we have the border babies agreement.  We developed (away from microphone).  And we share babies.  (Away from microphone).  
	>> To New Hampshire.
	>> Yeah, so we share a lot of concerns for babies and a lot of (away from microphone).  We try to work together so we can ensure that (away from microphone).  
	Yeah we have a conference line in my department so I just (away from microphone).  We do it once a month.
	>> And we're talking about trying to do at least an -- you know an in-person meeting during the year.  
	Any other questions?  
	>> (Away from microphone)  
	(Applause).
	>> Kathy?  
	Yes in our conference calls we do, yes.  
	>> (Away from microphone).  
	>> And we want approved audiology centers so we're stealing from Massachusetts.  
	Well, thank you so much for coming today and sticking out to the last.  
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