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Thank you for joining us.   The New York State Early Intervention Program and New York State Early Hearing Detection and Intervention Program Data Match program will begin shortly.

>>:  Thank you, good afternoon.  I'm glad I'm not the only data geek here at the conference.  Welcome.
New York State Early Intervention Program and New York Welcome to
State Early Hearing Detection and Intervention Program Data Match.
There a PowerPoint slide so you don't have to take a lot of notes and I will upload the presentation to the conference website.
Today we are going to talk about the process of actually taking on a data match.  We're going to look at the objectives that the New York State Department of Health head and starting this project, and we are going to look at the structure of New York State and how we are able to complete the data match, and we are going to talk about the strengths and limitations of the data and we are also going to talk about confidentiality and legal considerations are performing a data match between the two systems and we are also going to look at the data systems themselves, what is in the data system, what is not in the data system and we will talk about preparing the data sets, and what is involved in that technically.  We will also look at how we actually perform the match and finally, we will look at results, and we will see how do York did in terms of referring our kiddos to the early intervention system and we will look at our challenges and lessons learned and finally, we will talk about some next steps that we have process.
So for today's learning objectives, really want to understand and, hopefully, leave you with the understanding of how important it is to plan a data match, and planning, as you know in any project is 80 percent of the work that is involved.  And so it is really important to understand the process, and what is involved in performing a data match of this nature.  It is also very important to understand what is in your data and again to be able to have somebody that can help with the technical process of getting the data ready to be matched.  We will talk about the Link‑King software, which is the software that we were able to use to conduct the match and then the steps that we actually did to take to do the match and finally, we will talk about identifying outcomes and next steps.
So the New York State Department of Health EHDI program is located in the division of family health in the Bureau of Early Intervention.  Our division of family health administers the HRSA funded Title V maternal child health services Block Grant and the Bureau of Early Intervention administers both the part C early intervention program and the EHDI program.  We have statute and regulations in New York State requiring urban facilities to refer all babies to the early intervention program so we have a lot of strengths in terms of having the infrastructure in place to actually conduct the match.  We may be unique in the nation.  I am not familiar with every state in the country, but certainly our configuration in terms of the state department of health, having our EHDI program co‑located with us was definitely interval to this process.
We support the national EHDI goals of screening by one month of age, diagnostic evaluation by three months of age and early intervention by six months of age.
The New York State early intervention goals are to ensure that all children under the age of three with a concern about a disability or establish developmental delay in one or more areas has access to therapeutic and support services at no cost to families in New York.
So there are strengths into both our program and our data.  We have approximately 240,000 babies born every year in New York State.  Our information system collects our hearing screening data through vital records, and we have more than 95 percent of hearing screening results in our information system.  We are connected to our immunization Registry so we have access to all of the demographics and up‑to‑date information for families.  We have individual data available in EHDI‑IS and in our early in ‑‑ intervention system we service more than 65,000 infants and toddlers ‑‑ toddlers every year in New York.
Are early intervention program has a comprehensive online data system NICE and the BEI, Bureau of Early Intervention administers both programs.
We do have some limitations to our program and data systems and they are administrative databases, children move, as you know, and it is sometimes difficult to know what the most up‑to‑date address is for a child and we also have a manual process that we did for conducting the match and this is resource intensive.  We do have some children that are lost.  We think they might have moved out of state or sometimes out of the country and we do have pockets of families that don't seek traditional medical care and so their immunizations for instance, are not kept up‑to‑date in our system and it is also to know in New York that intervention is a voluntary program.
So we have three major goals when we embarked on this process.  Our first one is to identify infants with confirmed hearing loss who are not documented in the early intervention system or NICE.
Our second goal is to identify infants who are enrolled in early intervention, but were not known to the EHDI program or not documented in the EHDI program and our third goal was to meet the CDC reporting requirements in terms of survey.
So to talk a little bit more about the first goal, we want to be able to identify providers who had documented, or babies who are receiving services in the early intervention system who are not documented in the EHDI system.  We do have a fairly new information system in New York.  It was only launched in 2014.  So 2015 is our first year of really complete data reporting and many providers that performed the follow up or connected with our information system yet and so we have a very high loss‑to‑follow‑up rate, close to 90 percent and so we are doing a lot of identifying a pediatric audiologist and getting them trained on how to use our information system and providing access to our system.
We can also identify other gaps in recording.  For instance, geographic regions around the state and also, based factors.
Our second goal was to identify infants with hearing loss who were in the EHDI Information System who were not documented in the NICE system and in this case, we really wanted to be able to identify providers that were not referring babies in a timely manner to early intervention or did not understand the process or perhaps were not familiar with our system or our services so we are doing a lot of education also for those providers.
Other gaps in reporting were identified in terms of finding infants that have moved out of New York and also, we do have a small percentage of parents that refuse services.  So it's important for us to understand why those parents might be refusing services.  Are they getting other services somewhere else, non‑part C services?  It was something we wanted to know more about.
So I know this is a fuzzy screenshot and, hopefully, most of the folks in the room are familiar with the HSFS survey, hearing screening follow‑up survey and this is the top part of the intervention data and, as you can see almost all of the information from the section will be able to identify the result as a match for both referrals and enrollment.
The second part of the intervention section of the survey, we were able to capture the monitoring services and also for babies that were not receiving services.
This leaves a small section in the middle for non‑part C services, and we are still working on trying to get that data.  As part of the planning process, we need to meet with our division of legal affairs and sit down with our attorneys and understand with legal implications were for trying to look across those systems.
The EHDI system has HIPAA, health information portability and accountability act, protection in the records that are contained in that system and the nice system ‑‑ the NICE system was protected by HIPAA and FERPA, which is in place for all entities that have education records and receive federal funds and so our paternity assured us early quickly after looking at our MOU and our data use agreements that we could go ahead and do the match as long as staff that were going to be performing the match received to the appropriate confidentiality training and sign the data use agreement.
So the EHDI system, what we call the NYEHDI‑IS is a web‑based online system and is electronically receiving the vital records information from all hospitals in the New York State area, we have 126 and the following data is entered manually by our providers in the community, pediatric, physicians, family care practice physicians and pediatric audiologists.
The NICE system is an administrative database that contains all of the early intervention services and provides also a claiming and billing information system so there are a lot of other capacities in that system in terms of reports and management of the system itself.
Here is a picture of the process of the two systems coming together.  You can see the top portion reflects all of the EHDI data coming together between vital records and our images they registry and then together with the early intervention system, we were able to do the match and have one large data set.
So we are still in the planning phases.  We had to determine which variables we were going to use to match the data system.  We don't have one unique identifier across the two systems, so we really had to come up with a problematics match and ability to be able to match on the variables that were contained in the data systems.
So in terms of our EHDI and NYEHDI‑IS, we came up with our last name, first name, date of birth and gender and unfortunately, race is not a variable as a reliable variable in our EI system.  We could not use race.  That could not have been a very good for indicator format matching.
‑‑ for matching.
We broke our EHDI data down basically into three components.  We have in the green circle all babies born in New York.  We have in our yellow circle all babies that are at risk.  These are babies that either missed their initial hearing screening or they were loss‑to‑follow‑up.  And then we have our red circle that were babies diagnosed with hearing loss.  Similarly with the EI data, we could look at all babies that are referred to the early intervention program, many of those would not be for hearing related reasons, and we also have babies at risk.  In New York, we have a safety net program called EI child find, so if a baby is loss‑to‑follow‑up for us, or an audiologist could send that babies information to a county official in that program is responsible for contacting the family and encouraging them to come back for follow‑up.
Those are the matched babies for the EI and then, of course, we have the babies receiving services for hearing loss.
So we are deciding which data we are going to match, and we quickly ruled out the large groups of data because that would be a different research project.  We considered doing a match between the babies that were at risk and unfortunately, would we looked at the per luminary results, we would be matching about 11,000 babies and that would have taken us ‑‑ well, we would still be here.
So we finally decided to match the babies that had a hearing loss and both systems.  So in determining which babies to include in those circles on the previous slide, we chose the diagnoses that are listed in our early intervention system as being reimbursable or eligible for services.  So there are two slides of codes that we used and these were written into the program to compile and grouped the data sets to be matched.
So we are finally at the match process.  We in New York SAS.  It is our licensed product.  It is relatively expensive.  But that is how we are able to perform all of our data reporting.  You do need a license for it to be able to use Link‑King, but we did choose Link‑King because that product itself is free.  It is a freeware and it is readily available and downloadable and we have used it for other projects in early intervention, so we had a really good idea and a manual that we could use for instructions.
So there are four basic steps that we used to conduct the match.  We have already done the first to, identify your variables that you will be using to perform the match and then getting your data sets ready for both early intervention and the EHDI.
Did the match, we looked at 2014 and 2015 data so we actually started with four large data sets.
The third step is to conduct the match and then the fourth step is to resolve any unmatched cases manually.  So Link‑King has a series of menus and that is why it is very easy, and user‑friendly to perform the match.  You don't have to be a research scientist or data analyst to do this process.
There is a series of mini driven steps, and you can save your programs for future matches to conduct them at the end of the match you can output either a SAS data set or Excel spreadsheet so that you can have a final listing of all of that matched and did not match.
And I included a few screenshots here because I think it is nice to be able to see that it is very user‑friendly.  This is step two, select your input, the data set looks very much like a Windows program, and you can really just select, which variables you are going to use to do your match and there is even a spot to indicate whether formats are looking okay in terms of date of birth or other dates.
So the software uses both a deterministic, and probabilistic match process and in the middle of the match you can see how many records for each of those matches are being returned in the results, and you can change your certainty threshold as you are going along.  You don't have to know all of the answers until you walk through the process yourself and there is even a screen that indicates how many hours it will take you to review any unmatched cases.  And for our process we had just over 100 babies, I think, in the first year that we needed to review manually, so it estimated it would take us 2.8 hours.
There are two options for reviewing the unmatched babies and one is to do it right with any software itself and this is what the screen would look like.  We have Alexander Graham Bell and we have Alexandra Gracie Bell and you can determine them and click on the button if you think they are the same people or different people.  You will find a lot of twins and other multiples that return as unmatched because the software cannot determine if it is the same baby.
Alternatively, you can output the unmatched babies to the Excel spreadsheet and do your review there.  And that is what we chose to do because we wanted to be able to look at some of the other variables we had in our system to determine if the baby was a match or not.
In 2014 our birth cohort was 239,111 and we had 339 babies receiving EI services and 214 babies in EHDI and our numbers in 2015 are pretty similar.  Are birth cohort is pretty similar in New York.  We do have a higher number of babies in 2014 than 2015 because babies are still being referred and getting enrolled.  There is a lag.
So without further ado, let's take a look at it.
In 2014 we had 189 babies that were matched.  We had 25 babies in EHDI that were not in EI and we had 208 babies in EI that were not documented in EHDI.
In 2015 had 183 babies that matched 78 babies in EI and not in EHDI and 33 babies were in EHDI and not in EI and so we learned a lot.
Here is our break down of babies did not match.
Of the 208 babies in 2014 that were unmatched, we had 45 that were identified as not being reported to the EHDI program and so we were able to really follow up with those providers and identify and provide training and access to our information system.
In 2015, the number was lower, only 19.  We do have a large number of babies that moved to New York from other states and that is why they did not match, because they were not in our birth cohort.
29 babies we had in 2014 and 10 babies in 2015.
We had a very large number of babies that had late onset hearing loss.  These babies passed their initial hearing screening, but at some point in the first year of life, they developed hearing loss in 2014.
In 2015, the numbers presented much lower.
We did have one baby that refused a referral, but later enrolled.  So they have been removed from our initial data set.  That is part of our criterion for the match itself, it is removing babies whose parents refuse.  So it was nice to see that they changed their mind.
We also had a number of babies in both years that were in foster care or had been adopted and that is why their names did not match up initially on the match.
We had a number of babies that were not referred to EI, we had seven in 2014 and 10 in 2015.  That is a partially very low number, but we will follow‑up with those providers to make sure they understand the benefits of enrolling in EI.
In then we have a number of babies that had a diagnosis of transient hearing loss.  This was a little bit eye‑opening for us.  As we looked closer definition, transient hearing loss is not considered a condition they want reported to them.  And so this is something that we will be changing in future matches and removing those from the definition.  So we had a number of challenges and lessons learned.  Preparing the data sets was time‑consuming.  We did have to enlist the support of our data analyst and the Bureau of Early Intervention to help get the data says together, and we do have to clean the data and make sure that we have a reliable, identifier.  There cannot be missing values across the values you want to be able to match on.
In then also performing the manual review.  Afterwards it takes time to do that process, and, lastly, we are following up with all of the providers who were either not documented as having services in one system or the other.
And finally, our lesson learned is we are going to be removing all of those transient hearing loss diagnosis codes from our data set.  We're going to continue to analyze the data and look for regions in the state with discrepancies in both systems.  We did have a large number of babies that had moved out of state or into the state and so we will be following up with EHDI coordinators in other states to make sure they know with a hearing status is of those babies.  We also want to look for geographic patterns among those parents who refuse to see if there are any education training needs for those providers.  And then finally, we did have some data discrepancies between the two systems and so we want to work with our NICE staff and reconcile those to make sure that both systems have accurate and complete information.  We will be finalizing our 2016 HSFS survey in it will include 100 percent of our data and we will next look at 2016 data and get that ready to conduct a similar match.  We will perform the match and resolve the unmatched cases, and we would like to be able to do this on a monthly basis.  We had been doing it quarterly, but I think it is really important to understand where your gaps are in‑service services and documentation.  You don't want to wait until a month before the survey is due and find out you have a lot of missing data or data that does not make sense.
I would like to acknowledge a lot a folks that contributed to this project and to this presentation.  Especially Ally Hamburg who is in the are there questions ‑‑ who is in the front row ‑‑ are there questions?  Yes?
(Comment off mic).
>>:  Sure.  The question is are we able to share our memorandum of understanding with our Bureau of Early Intervention?  Our memorandum of understanding is actually with vital records because it is part of our EHDI data system.  We are co‑located in the Bureau of Early Intervention with the early intervention program.  So we signed a data use agreement with them, not a memorandum of understanding and I'm happy to share any of those templates with you so that if that is the barrier, you can cite that New York's says so ‑‑ Jeanette?
(Comment off mic).
>>:  We are still working on analyzing those.  We do have a number that had been parent refusals, but they were not documented appropriately in the EHDI system, so they were not removed from those data sets before we did the match.  But we definitely will be following up with those providers to understand why they were not referred.
(Comment off mic).
>>:  It does.  It is one of our explicit diagnosis for hearing loss.
(Comment off mic).
>>:  It does.  Yes.  Great question.
(Comment off mic).
>>:  Yes, obviously, we thought it was already reportable.  So we are going to be limiting now, reporting that condition to the CDC.
(Comment off mic).
>>:  Other questions?
(No response)
>>:  All right.  Thank you very much.  If you did not receive a handout on the way in, there are slides to take with you.  Thank you for attending.
(Applause)
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