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"A Collaborative Approach in Improving Data Collection for 1-3-6".

>> BRIDGET ROEMMICH: I'm Bridget Roemmich, I'm the early hearing detection and program coordinator in Oregon. I've been with the program, this is going on my fourth year now. And just to get an idea of the audience, how many of you work with your state EHDI program? Okay. So a good number of you. Today I'm going to talk a little bit about the collaborative approach to improving the data system through 1-3-6. How many of you have ever seen the show "extreme makeover, the home edition"? Familiar with that? For those who aren't, it as a show that shows a family in need and how they really need a new home because of something that's happened in their life and they build this new home.
Now how many of you have done any sort of remodeling in your own home? And you know how fun that can be. I think it's one of the leading causes of marital strife. And likewise, data system issues can be one of the leading causes of EHDI staff turnover or at least low morale when you're having difficulty getting data. Two thing that really our program learned in this collaborative process is thinking differently about collaboration.
Not just what we need immunizations help, we need this program's help. It's really been a lot more about thinking how can this be mutually beneficial? How can this be beneficial for our EHDI state system and what kind of benefit can there be for connecting with our program?
Also, I think those of you what are in the role of EHDI coordinator or you see yourself wearing many hats and sometimes you think am I the right person to do this, I think sometimes the role of collaboration can be finding people that are smarter than you are. So I think that's part of what we found to be true.
This is a disclaimer because many of your states may actually have systems that are more advanced than ours. If that's the case, call me after.
But we're hoping our system overhaul and our collaborative efforts were delivered through CDC funds. We want any of you who might be considering working on the CDC grant for sustainability and if we can help your program, if anything mentions in here we want you to call us and we can put you in touch with the people that have helped us along the way
The process is still in process. But we have seen  it's really helped us, our program get increased data integrity. And if you see that picture right there, that's actually my son being screened. And they think you're a little crazy when you're in the maternity ward and you take a dozen pictures of your child getting screened.
So this is just an overall timeline of change. So we started out with an off the shelf beta system. And we at the same time had staff turnover. So we had the this data system. There was staff turnover, there were ongoing issues with the data system and our partners were having issues. So we met with numerous array of different partners. We've actually, I see some of you in the room that I've called from other states in the Indiana ears program, Massachusetts. We called other systems. What are other people doing? It's got to be working better in some other states. This was really helpful.
Through this process we made the decision to connect with the vital statistics birth registry. Our birth registry is vital check and several other states have that system. So the decision was made to go with vital statistics. We then launch aid pilot January 2010 an amazing post survey results found that every single participant wanted to change the system. One of the partners we found through this program was Oregon communicable disease program. You would think that's not very related to EHDI but sometimes unsuspecting partners can be very helpful. And that's what we found. The Oregon communicable disease program had a very secure system, mapping capabilities, multiple capabilities, they had a contract with the developer that was already there that looked at our system and said hey, this is nothing compared to what I've been working on.
So then last year we decided, you know, we need to have oversight of this data and to have this project done right, we hired a data coordinator, we leveraged evaluation support and got approval to launch it and we launched it formally in July.
How many of you can relate to this picture right here of a nightmare factory with your data? This is actually our Oregon School for the Deaf for those who watched the extreme makeover, the Oregon School for the Deaf had an extreme makeover and it's a Halloween edition because they have a fundraising where their fundraising activity is this haunted house. And I just thought this was a clear depiction of where we were. So we needed a remodel. We were essentially renting the system. Our state system only gets funding from the CDC and HRSA grants yet a quarter of our budget went to the vendor contract and was not sustainable. When we ended that contract our partners could not use the system. None of our partners could use the system. We could no longer use the system. This was no longer working for the system dependent on grant funds we had legislation mandating the screenings and we would no way of collecting the data. There was process confusion and a really heavy data entry burden. 
If you can't tell, it's kind of fuzzy here  if you can't tell, this is a cascade of bouncy balls. This is very relatable to the fax back system. At the point that we started looking for alternatives, there were two staff members running the entire program, doing the followup, doing the data entry and the way it works was our off the shelf system, we would get imports from the hospitals on the data. We do followup letters sometimes the hospitals were naughty and not reporting those results on time. So what do you think happened to our followup letters? Oh, I'm sorry, Mrs. Smith, we didn't get those ruts. We'll make sure those results  this was not an efficient use of our system. Additionally the only electronic information we were getting was the screening results from the hospital. The audiologists would fill out their little form, fax it to us at which point one of the two staff members would enter it into the computer. Does this sound efficient to you? No. And we're also the single point of referral to early intervention. We would make the referral, fax it and they would fax it back to us.
So you can see there was this liability issue if nothing else on us. What if one of us was sick? What if we won the lottery and left the system? Would those early intervention referrals pile up and wouldn't get there? We were contributing to our own problem.
So those of you that have seen the show, the sob story at the beginning  why do they deserve the change?
This is what we really tried to do. I really like this quote. The secret is to gang up on the problem rather than each other.
It's really hard to convince people to have empathy for the bureaucrat that sits in their cube and is whining because nobody will fax me back the diagnostic reports. But when you start framing the question around what the children need and how the system isn't working, you get a lot more buyin for stakeholders willing to make change.
We also to tailor it to different audiences. While this is an example  one of the things that we did  and a lot of background and training  was make case examples and we used these in our hospital trainings and in conversations with people. So one of our issues is the need for oversight of early intervention referrals. And our state system, the Department of Education, not the public health, we're in public health. So there's a divide. We're actually the ED system. And early intervention resides in  and most of you probably know the FRPA, HRPA, part C issues that can be a challenge in getting that information back. We said listen, we know we have constraints. This is fail this child. This is a true story. This is a child that made it through the EHDI system. They were screened on time. They got diagnosed before three months of age. Confirmed bilateral hearing loss.
At which point we made the EI referral. And they were denied eligibility despite the Oregon administrative rules falling into the legal criteria because of a misunderstanding. It may have been the EI intake's person first day on the job and they checked off on the parent questionnaire, the parent said the 2monthold checked out fine for speech and language. So this is an example of where we said we can help. We can be a benefit to your program and make sure that cases like this don't happen. It's really hard to see here but in the data system we now have a Webbased data system that we have control over and we decided to put in addition to the audiologist will enter the results in the results tab, at which point they will make the  we can also make early intervention referrals if we're, like, overseeing one that doesn't really meet but we're concerned about but it's in the audiologist's power. Again, not the bouncy ball we're monitoring. So the EI eligibility criteria  this is directly from the Oregon administrative rules. If it checks that, an email is sent to both the Department of Education and the regional program and our guide by your side and our cocoon program to oversee that this never happens again
And this part has not  I have to qualify. Although the data system has been set up where beginning to pilot the emails, but we've gotten the important thing is we've gotten the buyin of our partner who is now saying oh, I can see we do want to monitor and see that these EI referrals can get in so question be an effective partner even despite the privacy issues that we encounter, we can begin to monitor and triage those that we know are profound loss so we can spend more of our time focusing on those conductive fluctuating that never get back or other issues.
So one thing when you're building a house or a data system, we did make sure we surveyed before the bulldozing.
This was really, really interesting. One of the most nerve wracking moments in my time with EHDI was when we had a hospital training and we were asking for volunteers to try the new birth registry reporting.
I didn't think we'd get anybody to agree to it.
96% of our hospitals volunteered to pilot the birth registry as a means. So that was a red flag for us that you know what? It's not just us that the off the shelf system isn't working for. It's creating a burden for them. So we did pre and post surveys and we made sure that our stakeholders wanted this and in developing our diagnostic page, we've had audiologists. Numerous conference calls, welcome them into the system. Tweak it. That's the ability. It gives us flexibility and sustainability. And for any of you writing the CDC grants, you know that's a focus and any of you grantdependent know how important it is to have a sustainable system and as the programs go along, they have ability to be flexible and get outcome data to change  to ASHA requirements for deaf reporting severity of loss. And we now have that flexibility and it's not just through the developer. We have  we're training staff to  so there's not just one person that if he gets sick, that we are stuck. We don't know how to help our own system. So building that has been really, really important.
We've also had to do a lot of process evaluations and this was one thing and it seems to elementary but it was one of the most important things that we did to determine that we needed the change. And we basically passed a baby doll around the room in a meeting with all our stakeholders saying what happens in your hospital? What happens with early intervention and we're able to map out numerous  that's where we really saw how cumbersome our data century was and how entry was and how each of these yellow spots  I'm sorry it didn't show up here  but all the yellow boxes are when we were just two staff members who were responsible for all this. So we mapped out where we were and what we didn't want to happen. I stole this from an old presentation. I'm like hmm, what doesn't look very different from where ours was.
And we mapped out where we wanted to be. And this is really, really been important for us.
Because you might not  I don't know, some of you might be focused days people and some of you might be other EHDI coordinators. In my experience, I don't have the technological ability to know how to look through the tables and connect the statistics. But I think the determination to follow through and find people that are smarter than you has been where I redefined my role as EHDI coordinator as not being the one to do all the things but being the conduit to find people smarter than myself to do it
And I was going to do a little trick of audience participation. But it was really hard to find a raw potato last night. Any of you have a raw potato in your bag and a straw?
Well there's a trick with a raw potato and a straw. Imagine I have one and I say stick the straw through the potato. Get it through. You poke at it and it won't go through. But, if you take that straw and you bite on it, you force it through, it will go through.
Now all of you, when you're having a beer and you have a potato, give it a try. And I think that's kind of where we were. We didn't know when we mapped this out how we were going to get there. We didn't have any of the expertise on the team to get there. But we said we're failing these kids. That's one early intervention piece example. We cannot let this happen.
So  oh, well, and actually, these kind of  the other thing is that these adapt. Originally, we had that EHDI refers to EI electronically, which now we're not going to  now it's even better. So this has been improved. Now the audiologist refers directly and we monitor. We know when that referral is made. The other one is the referral process. We've developed  we haven't gotten as far, we're working on electronic consent for our Department of Education. We haven't developed it yet. But we're working on it, the check box and agreement where we can get electronic consent. We're also working on the ability to upload the entire diagnostic report so that the early intervention doesn't have to go back to the diagnostic. It will all be in our data system.
So when we piloted we found an 80% increase in efficiency. This is why our stakeholders are happy because went from getting data we couldn't use baby girl Smith with no more information. It's really difficult to follow up with baby girl Smith. Now with electronic birth certificate all that information is there as well as all the information C survey wants and all we asked is that a lot of our hospitals coordinated with birth certificate registry. This is what we're asking. We have modified it. We actually have the type of equipment as well. But we're asking basically to maybe get the screening and what type of equipment. And so there was a lot of the hospitals worked within themselves and solved their own problems and we're really, really happy with it. An additional benefit is when you look at  as I mentioned before, the sustainability, being a state program that doesn't get any other funding but our grants. But we have the legislation. We weren't going to be able to comply with our own legislation.
So we had to do actually a more comprehensive justification than some of our grants require in order to get our approval to change over through our own state system. So we broke it down. We did a very time consuming cost/benefit analysis looking at the rate of pay, the position through the diagnostic and early intervention, I also have that available. There's too many numbers and variables but I also have that available if you're interested in the comparison on staff time that saved. This is just a look at our own system of the integration costs which I believe is close to $40,000 a year and decreases over time. Right now we're paying a lot because we want some EI capability but through the years we see the funding necessary for keeping this going, going down. The other benefit is yes, we do give money to support the birth registry but it's going into our own state system and is pat of the collaboration success we've had.
Because we're no longer the ugly stepchild, red headed stepchild that oh, yeah, that EHDI system. We weren't tied financially to any other program. Now we're financially tying ourselves and we're looking through the next round of grants tying ourselves to immunizations and WIC where we're no longer cast off and we're one of four states that does not have a birth defects registry and we're kind of standing there saying hello. We could at least start something here so we can collect the birth defects information at least to the ones that pertain to hearing loss.
So one of the goals is so that other programs begin to see EHDI as a viable partner and that can come up with some solutions
Now, at the end of the show that you guys have seen, they have the big bus and the big reveal. And I know we have 30 minutes so I'm making this all sound peaches and rosy and that everything was great. But there's always unexpected issues. And I think probably most of us in this room work for a bureaucracy. And I myself don't come from a bureaucracy. I come from nonprofit. I just want to see the kids get what they need.
And I think that working sometimes decision making doesn't quite make sense to the outcome and decision making can take a long time. As I mentioned in the beginning, when I did the overview of timing, you'll see that 100% of the participants of the pilot wanted to go ahead and go forward with the pilot. Well, we didn't launch it until July even though this had already been proven successful. So it has to go through  expect unexpected issues if you're to do something like this. Because when you're part of a bureaucracy things take longer. But we ultimately ended up doing it even though we only had three weeks to communicate with all the hospitals and roll this out.
But thanks to being able to leverage more support and having a data coordinator and having evaluation becoming more of a team, we're able to do it
And collaboration comes with compromise. We don't as much as our old system has. But we were finding out that it didn't really matter because we didn't have consistent data from them anyway. So we'd rather own a oneroom bungalow than rent a mansion because we now know what our data is. Whereas, before it was very difficult to really know and have total insight and control over improving our problems. We'd have to call and we'd have to rely on someone outside that doesn't know all the nuances. This isn't to say that for those of you on systems that are great, there is huge advantages to being able to call somebody else that their focus is on data. But we found that for our state, they didn't understand all the nuances and that we'd rather be able to have the flexibility and the sustainability.
So we did have to sacrifice data elements but we think we can recapture those and we think it was a good trade off. And we do have more responsibility because we can't go call and blame someone else but then it goes back to that quote that ganging up on the problem rather than each other and trying to get that environment together
The other thing I kind of alluded to earlier in the presentation is avoid having the engineer do the interior decorating. And what I mean by that is you know, I have a $10 Go phone and half the time I don't know how to work the damn  the darn thing.
(Laughter).
The other day I left my 7monthold at home for this presentation and they sent me a picture. I'm like how do you get this thing.
So like I said before, finding people smarter than you are to actually do the work. So  and using other people's blueprints. That or use the Oregon communicable disease program's model. The developer was already familiar, had written the code for many of these things. And we were able to steal it, so to speak.
And latched on to that. So we also recruited specialized inhouse  it's really difficult. Before we did this, we had this unit that you're supposed to  whenever grant time came, they were like you can have an evaluator and the poor poor evaluator said what do you mean for second stage screening? What's the difference between referral and being enrolled in early intervention. You know it sounds easy 1-3-6 on paper. But for those of you in the system, you know, there are other elements so, if you plop someone in there, the poor poor soul. So we wanted to make sure that we had someone. And although we don't have the evaluator  and for those of you staying in the session later on, they're not necessarily in our EHDI grants. But they are part of the team. They are in our advisory boards, they know the ins and outs of our program now.
And not to paint the house fuchsia. How many of you would like to live next to a bright pink eyesore?
So in developing this system, learning to say no is really hard, we really wanted to build a stakeholder we wanted to say yes to everybody. You want this data element? You want this? What would happen is the house would fall in on us. If we wanted every data element added that our hospitals wanted, the birth quotes wouldn't enter the data and nobody would like it because they'd have more data entry so we had to learn to say no not that we say no, we want to accommodate our stakeholders but learning to protect the data first and we wanted to blend easily. This is the day and age of integration. We didn't want to be the stand alone eyesore that nobody else in our agency could relate to.
And we wanted data consistency and to build slowly with a solid foundation. And I think we made progress in getting there. So future collaborations we're really looking at are we want  now we have the ability for the screening and diagnostic information directly into our system. Automating the EI referrals. Now we want to automate the information back to us, and we're working on this. We're working on coordinating the primary care physician in it and we're working on developing business requirements for immunizations to have those results. They pull from the birth registry. We're having them attached  we're working on a business requirement to have them attach our hearing information on there. And also looking at ENTs, because a big thing in Oregon is they're getting considered that their conductive fluctuating and/or finding them in early intervention. We're automating followup processes and prompting facility followup. Actually, if any of you were at the presentation yesterday about the decision support tool the CDC is working on, that's something we were looking at doing where we want to have the insurance type because a lot of our babies are insurance type and can't go to certain facilities we send out on the list. So very similar to that we want the zip code, the age, all this to be able to facilitate, to generate recommendations for followup considering the insurance information. We're looking at geographically mapping, our state is  76% of our state is in urban areas and we want to be able to map these disparities. This is a team effort. I want to acknowledge these wonderful wonderful people. A lot of times it's the informal collaborations the coffees at Starbucks and the friendships that have developed that enable some of this to take place. So I want to thank these people and I've talked to all of them before. Particularly the informatics unit. Patty and vital statistics which some other states share and the developer of the Oregon communicable disease NR program and they're all willing to talk to any other states because we want to be able to  we want other people to learn from us. We learned from other programs in the past and in other states. And we know hard budget times and so some of the coding and things are free so it would be wonderful if someone else could steal it.
So thank you so much. I really like this quote here. If you want to build a ship, don't drum up people together to collect wood and don't assign them tasks and work but rather to teach them for the endless immensity of the sea. And I think this endless immensity of the sea for us is getting those children what they need. Thank you. Thank you very much. I think my time is about done.
(Applause)
Questions? Answers? Suggestions? Anyone. You can see that's my baby. He needs a second screening attempt. Any questions?
>> AUDIENCE: I do. What do you plan on using the test for 
>> BRIDGET ROEMMICH: We want to make sure that the joint commission on infant hearing recommendation that those that are screened with AABR don't get rescreened with OAE because it cannot identify or it can lose those babies that might have auditory neuropathy so we want to make sure that they're screened with the correct test type. Rescreened with the correct test type. Yeah?
>> AUDIENCE: 
(off mic)
>> BRIDGET ROEMMICH: Well, we're in process with that. But we've talked. Right now we have access to go into early interventions. We've worked with their developer and said hey, can we have access to your early intervention data? So now we can actually go in to early intervention, the Department of Education's Webbased system and see the babies but only those that have consent. So we're looking to see if there's a way  and they're willing to talk to us about this. The audiologist is going to do most of them if they check box that and the audiologist at the time they're seeing the parent can say we want this released so that information can go back, then we can link directly with the Department of Education's early intervention data and it can be an automatic feed so it's automatically updated and it's nobody looking into their system and all the babies that we referred that have that check box at the audiologist. One of the advantages of having a limited number of audiologists in pediatrics is we're pretty sure we can get all the audiologists that we can count on one hand to do the reporting because they all want to see this information back. Did that answer your question? We haven't put it in yet. Right before coming to this conference we got an email back from the Department of Education saying yes, this is something we're willing to look at. Let's have a meeting. So we're going to put something on the recommendations page so when they do the referral to EI, we can upload it and also documents so we can have for those that are  not for hearing loss but for developmental delay, we can have all the information. Because I forgot to mention one of the goals is that the primary care physician can access like a link directly through early intervention so they can start to see the information. Did that answer.
>>
>> AUDIENCE: 
(off mic).
>> We're looking at getting agreement from the department of education to have it filled out at the audiologist and we're going to have more meetings about this is, but this is one of the ideas. I can let you know next year. And if they can get that parent consent, check it off in there, send that to the Department of Education and they're willing to look at an electronic consent. But we haven't determined exactly what that's going to look like. 
>>
(off mic)
>> BRIDGET ROEMMICH: Well that's what we're working on. We have in our legislation that they're supposed to report back but they don't do it without consent because of the part C restrictions. So what we're looking at  we've worked with them. We're going to have to develop a memorandum of  a data sharing agreement. But right now we actually have the ability if the parent sign consent. We actually don't need anything else. If that's the way we do it because our law already says they have to report back to us and if they're covered with part C, then they have their parent consent, then the green pastures are there and we can move forward. But, if we don't have the parent consent, they're saying no, we can't have the data.
No, no, we're going to link the data system just like we linked the birth certificate registry into  it's called file maker and we've been able to feed that data directly into the file maker system and we're taking the early intervention data and have someone smarter than myself figure this out. But it's already being done with vital statistics information. The developer for the Oregon communicable diseases has worked on this. So we've talked to them about this being one of the next steps. Is connecting it directly with the Webbased EI database.
That was the beauty of it. When we did the  I wasn't here but I heard how horrible the transition was into the data  the stand alone system. We had to go and train everybody. Birth clerks already use it. The hospital's already familiar with the birth registry. When he our lovely data coordinator coordinate or actually we worked on a online  we said we were available to do the trainings and we did it for the six pilot hospitals. I did go in and train them. But for the birth doctor or for the rest of the hospitals we have once a year a hospital training and  but we relied on an online module which you can go to our Web site and click on the online module and it just walks you through because it's not rocket science. It's like basically enter babies hearing screening result. It's a 5 minute or less module that just says things. So it's another efficiency. We didn't have to use a lot of staff time for training. And the same thing with the file maker, audiologist direct reporting. They're used to doing it on the paper. They're thrilled not to have to do it on paper any more. So  any other questions? I'm being told to cut. But, if any of you want to talk later or want to talk to our developer or anything, they're all willing to follow up.
