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JENNIFER THORUD: Good afternoon. My name is Jen Thorud. I am with the Iowa program. I will talk to you today about the evaluation that I have been doing in the last year specifically. If you have questions, feel free to raise your hand, get my attention, not have to wait.

Learning objectives, what I really want to be able for you guys to walk away with is have resources on program evaluation in your states. When we started working on our evaluation, about a year ago, there wasn't a ton of information, at least we didn't know where to look to find it. So this is really just our way of giving you the resource and information, at least start think being it, have one state to talk you if you have questions, want to move forward or improve your current evaluation.

So I will be talking about today, a basic description of our EHDI program, things we did, preliminary findings and what our next steps are. So our two grants go to two different groups. I am at the Department of Public Health and we get the CDC grant. The [indiscernible] is housed at the University of Iowa, childhood specialty clinics. We focus on follow‑up, data, analysis. The HRSA grant is family support, early access referrals and medical home education. We also have three audiologists who work with the program as our technical assistance group.

In the beginning of 2004 our mandate came into place, gave the Department of Public Health oversight, starting the EHDI program, all results, both hearing screens and diagnostic evaluations were reported to the Department within six days. That gave us the ability to communicate with our bordering states to get screening results, assessments and to work with them for follow‑up.

We do have a web based data system. We contract out with [indiscernible] systems for PSD. We have a token, our ID PH based system and the ESP, user‑based login. Our system is used by hospitals, area education agencies which do out‑patient screens, and those are like ‑‑ Department of Education really has the area education agencies and they work with us quite a bit. Also used by private audiologist and childhood health specialty clinics, our HRSA grant.

Through ESP we are able to collect demographics, risk factors E screening results, hearing aids, cochlear implants, as well as healthcare providers, able to run reports and are currently developing a case management module.

Iowa has ‑‑ closer or louder? Should I turn this off? Can you hear me better? Sorry. Iowa has just under 40,000 recurrent births, about 1% are home births, 82 birthing hospitals, most are level 1 rural hospitals, only two of level 3 hospitals have audiologists, which makes things a little bit tricky.

Most screens are completed by nurses at the hospital, and I will talk a little more about this later, but most of them, a large majority of them use OAE equipment. Our out‑patient output screens are done ‑‑ some hospitals bring them back in, our area education agencies, as well as private audiologists, ENTs, regional centers that are starting to do out‑patient screens as well. We have a few diagnostic centers in Iowa and also across the border.

>> We're currently working at increasing our telehealth as another way to give more ‑‑ or have more access to diagnostic center ‑‑ across the state. Now that you know a basic overview we will go into our actual evaluation process.

So, before this past year we did small evaluation projects, didn't have a big comprehensive plan. We did some data analysis, worked through our program indicators. We did hospital survey and had a brief parent survey. Our plan was to create a comprehensive evaluation plan, really bump up evaluation to secure data evaluation and additional funding to create a sustainable program.

So, our goals were to create an evaluation plan, help us with program planning, identify areas for improvement, as well as those things we are doing well; most importantly, making sure our families and children are getting served, getting the care they need. So, when I first started, our major step was to get an evaluation steering committee which was very crucial, helped me out a ton. We looked over the types of analysis we were doing. We increased our program indicators, created a logic model. We ‑‑ once we came up with focus areas we prioritized with the help of our advisory committee, and we're consistently and regularly providing feedback to our stakeholders.

Our evaluation steering committee is made up of a number of individuals. There's a current effort to combine our EHDI program with Center for Congenital and Inherited disorders, our dried blood screening program in the state. We had an individual from there, lead audiologist, EHDI coordinator, CSC and your HRSA person ‑‑ myself. Hole was to help me identify ‑‑ we reviewed and helped draft the questions that we identified as being something we wanted to work on.

The program indicators, it's the massive document CDC put out that's incredibly long. So what we did was break it up into tiers, because we knew trying to report on all those every year is impossible. So we broke it up into those we really wanted to work on and look at yearly, which was our tier 1. We then identified other ones we thought were important, but that we report on out less regularly, and there are some we just didn't have the ability to track at this time, our tier 3.

This is just three of the goals in our tier 1. I didn't give you the entire document. If you want to see ours, feel free to contact me, I can give you those. I just broke down both the national goal and also included a few state goals that we thought were very important to report out on. To identify breaking up into tiers we did go with our advisory committee and worked a lot with them to identify what they thought was useful, and what they thought they would need to help do their work better.

We then created a logic model, and at least in our state, I am not sure if it's true in your states as well, but there's been a push to use logic models to help you get a better idea of what you want for program. For us the logic model really helped us see how our activities led to outcomes and give the visual representation of what you want the program to look like. I think it also helped a lot to make sure everybody was on the same page, because everybody comes from different areas, they might be from the hospital, know the initial screening, but don't know much about diagnostics that, end. It was a way to connect all that.

So, as you know, you have your various logic model components. For us, inputs, outcomes are the core. If you want to go forward a couple slides ‑‑ Our logic model, Tammy and I first worked with it, got a draft to bring to steering committee and from there fine‑tuned it and gave it to our advisory committee for additional feedback. I did give you this handout, it's at the back of the slides, so it just shows you, hopefully you can read it, it's very small, we should work on it a little more. It gives you an idea of what we identified as our major activities, then tried to relate outputs and outcomes with those activities, and tie it altogether. Those activity areas were those focus areas we wanted to look at as a basis for our evaluation questions. So from those we added a couple extra ‑‑ go ahead ‑‑ forward ‑‑ We added a couple more focus areas but really it was based on all of our activities. We created a big document of potential evaluation questions and brought it to our advisory committee to decide in what order they want us to evaluate and what they think is most important to work on.

The next slide is really just a couple of our questions. If you want to take a look at them ‑‑ contact me, my contact information is at the end, and I can give you any of what we worked on, but what we did with our evaluation questions, we prioritized them. We borrowed the prioritization from the [indiscernible] project we had just finished working on. For each area we identified the process status and the predicted impact. The process status really told you how it was working, and if we thought it was effective or not. Predicted impact is how does it impact our kid and is it as important or not as important?

The next two slides give you the rank of the different focus areas. From there, if you go a couple slides, what I did was, I took everybody's answers and graphed it, those in the top left, the process wasn't well defined but had a big impact on kids, areas we decided to work on first and moved down the list from there. The three areas we identified as being a good place to start were surveillance, the referral processes and family communication. We didn't quite do it in that order but we kind of ‑‑ from there decided what made sense to work on first. We did surveillance survey, hospital survey, currently working on our parent survey and our processes survey is next. I will get into each of those in a little bit, but the surveillance survey was both our data system, as well as surveillance in general. The hospital survey looked at a brief overview of what the hospitals are doing. Our parent survey is two‑folds. It identified both their experience from beginning to end, as well as the information they received at the hospital, the information they received at the time of their follow‑up screen, as well as going through diagnosis and through to family support. The processes survey will get at specifics for the hospitals, our audiologists, ENT clinics and what they are doing, so we can identify the variability across the state to identify the holds, to get kids through quicker. We utilized Survey Monkey quite a bit. In our department ‑‑ we have an account, I don't think it's the big account, but gives you more flexibility than the free account. Even with that, you could do quite a bit. 33 multiple choice and ‑‑ posted by e‑mail, on our web‑based system and have an eve symposium ‑‑ we got responses from hospital and audiologists, AEAs, most of those use it a majority of the time.

So for each of the surveys I just gave you an idea of how we set it up. Contact me, and I will be happy to share it with you. So these are just an example of the questions we asked. How they enter demographics, what results they are entering it, how they are interesting it, basic information to help us figure out what's going on.

The hospital survey was a hard copy we e‑mailed to our hospital contacts. It's 18 multiple choice and open‑ended questions. A lot of those questions were just basic questions like how do you collect risk factors and how do you share results, your PCPs, that kind of thing. We also got information about if they are bringing kids back for out‑patient screens, if they are helping them schedule appointments, just basic things we thought would be good information.

Again, just the next slide is an example of what it looked like. Our parent survey, I am very excited to get the parent survey out. Unfortunately we haven't sent it out yet. It's still in process, but we are doing a Survey Monkey, as well as a hard copy, two different versions, for hospital birth and home births, only because their experiences are completely different. Most of our home births refuse to go into the hospital for screening, hopefully a lot of return our survey. So we have a lot of skip patterns, which were just making it easier for them, so if they didn't get to an out‑patient screen, why would they answer a bunch of questions. We are planning on distributing to just over 2000 parents. We have ‑‑ we sampled all of our parents because we are not going to sample 45,000 births. The first six months of 2010 we got hospital information with hospital births, did a stratified sample based on outcomes. If they passed or referred, made it to diagnostics or not. We will sample all of our home births.

I think we ended up getting about a 10% sample of hospital births. So the next two slides are the same questions, but just to give you an idea of how we broke it up for each of our surveys. For example, the hospital birth survey, before you went to the hospital to have your baby, did you know the hospital screens all baby's hearing loss? But the home birth survey, before you had the baby, did you know there's a law that requires hearing screening? A lot of the difference was in wording, just to make it more understandable for those populations. I think that's all I have for that one.

So, our surveillance survey findings told us a lot of what we knew and it backed up a lot of intuitions, identified a lot of areas for improvement as well. Most of our users, enter both demographic and results manually, to report hearing screen results from the equipment. 10 minutes of data entry is okay. Before we have the six‑day reporting time frame. A lot of them said they reported within the six days. It might depend on the hospital, the week, but for the most part it's okay. A lot of them feel that our system is easy to use and appropriate ‑‑ which I think is very good, even though there are suggestions they identified, such as populating city and county when you enter the zip code, or being able to pull in the system when you pull up ‑‑ so we don't have duplicate. We will try to use some of their suggestions, but a lot of their comments identified the fact we need to retrain them. When our system was rolled out in 2005 ‑‑ 2006 to 2007, there was a lot of training that we did with our hospital and audiologists to help them use it. I think the main focus was just giving them an idea of what the system was, how to get the basic information in, not necessarily how to use some of the other things like the amplification information, and the data reports. We trained them, but it wasn't high on their priority list at the time, so I think retraining is a definite necessity.

The hospital survey showed some improvement, so compared to 2009, more hospitals are using ABR equipment and more are providing out‑patient screens. For us, we think it's really important for hospitals to bring the kids back for out‑patient screens, almost because it's easier to bring them back to the hospital than to have to find another provider, add one more person to the list of things to do. Hospitals are using, the majority, ABR equipment, and a lot of hospitals are using very old equipment, some of which ‑‑ some of this stuff we can try to help, others we can't. We don't have endless sums of money to help all the hospitals buy equipment; but a quarter of the hospitals don't provide out‑patient screens and many help them schedule the screens, so we know at some point at the hospital for many hospitals they are helping kids move on to the next step, if they missed or didn't pass.

As I said before, our parent survey will hopefully be coming out, being distributed soon, and then once that gets rolling we will start working on our processes survey. One other thing we are working on that will hopefully tie into everything and ‑‑ it's more of a quality improvement, quality assurance activity, but we're wanting to give out quarterly progress reports to our hospitals. It's going to be giving miss‑refer, if kids lost a contact at their facility. Going to be giving them the number of kids that didn't get entered into the system. Each month we do a match with federal records to identify those kids that we don't have in our system. Giving them information on how to improve, and also giving them information on the number of them we didn't get PCP information on, as well as timeliness of entry information. The quicker they get reports entered the less follow‑up we have to do and the more accurate the records are. Once we are done with those two other surveys, I will summarize, present to advisory committee, get input to help develop our evaluation plan where, we want to go in the future.

So, with that, I would like to thank many, many people that made our evaluation possible. Marcus ‑‑ and Jill Glidewell, Marcus is in the room, awesome, awesome, awesome. I can't say enough about the help they gave us in terms of fine‑tuning survey questions, helping us figure out the next steps, the big‑picture thinking. They are awesome. I am assuming they will be willing to help other states that want to improve on it, putting them on the spot, but we are writing CDC grants, I am sure they are more than willing to help work with you. Our steering committee, advisory committee were great, giving feedback, input, and helping shape what the evaluation does and what we want to get from it.

I couldn't have done it by myself. So, with that, I wanted to give you a couple resources that I found very helpful when creating logic models and planning the evaluation. I probably went through that really fast. Sorry, I talk very quickly. Questions? Yes?

AUDIENCE QUESTION: [ Inaudible ] 

JENNIFER THORUD: We have a nurse, from the hospital, ENTs, area hospitals, early intervention parents, we have adults who are deaf or hard of hearing. We have parents of children that use multiple modalities for communication. We have physicians and then our ‑‑ some of our program staff that sit on the advisory committee. They are a very vocal group, not shy about things that ‑‑ where our strengths and needs are. They were really helpful in helping us prioritize. What happens is, I want to do everything all at once, and you can't. So we used them to help us break down, figure out where we wanted to go first, and then move on from there.

AUDIENCE QUESTION: [ Inaudible ]

JENNIFER THORUD: The state genetics coordinator works with us directly, we share an office together, so she was part of our steering committee.

TAMMY O’HOLLEARN: The one thing I want to say, it might be a little different in each state, but our advisory committee ‑‑ I presented a lot of data, and it might be simple data like here's our screening rate. This is how many kids pass and this is how many don't ‑‑ they loved it. You would plan a 20‑minute presentation and be talking for 45, just because people had so many questions. It really identifies that your stakeholders really want to know the information. Just because you know all the information, doesn't mean it's absolutely getting to everybody else. A little bit of analysis and evaluation go a long way, but make sure you are feeding back to your stakeholders. If nothing else, just to keep people in the loop so you can find out areas of improvement and what things you need to change in the future. So that was ‑‑ that's one thing I have learned, don't underestimate the input your stakeholders can give you.

We had help, with problem‑solving, timeliness, what information gets passed along and private audiologists are part of our advisory committee. So we have a very diverse group and very active. So ‑‑

AUDIENCE QUESTION: What's the difference between a steering committee and ‑‑ you may have ‑‑

JENNIFER THORUD: Our steering committee, we decided we wanted it smaller, to make decisions quicker, easier. We just identified key people to help us. Then we regularly fed it back to our advisory committee. So our steering committee was made up of our genetics coordinator, Tammy, myself, one of our lead audiologists, and an individual from Childhood Specialty Clinics that has our HRSA grant. We made ‑‑ decisions were group decisions, and we always brought it back to the advisory committee. Our advisory committee looked at our logic model, gave us feedback on that, once we got evaluation questions ready to go, gave them back to them, they added questions and they were the ones that prioritized it, decided where we wanted to go when.

TAMMY O’HOLLEARN: We meet quarterly, the steering committee are the people who have the ability to make decision and are the one that's are going to be able to influence programmatic changes and things like that, but we really ‑‑ our advisory committee really does ‑‑ we value their input as well. They make quarterly ‑‑ the steering committee was to focus on the evaluation components and help us move forward, then, like Jen said, we brought it back to the advisory committee for additional information.

AUDIENCE QUESTION: What's the response rate?

JENNIFER THORUD: With the surveillance survey it's a little tricky. We have a lead contact at each area education agency, and we sent it out to our contact at each of the birthing hospitals, but they then forwarded it on to the rest of the individuals that worked in the program. We really don't have any real great idea of our denominator, so I didn't give it to you. Oh, God, I am trying to think, I can't even remember what ‑‑ our response rate was. We had a fairly good number.

TAMMY O'HOLLEARN: It would have been nice to hear a little more from some of the audiologists, but the feedback we got was good and things we changed recently, they really liked, it makes their jobs a lot easier, that kind of thing. In the hospitals, the answers reflected what their position or status was in the hospital. If some were data entry clerks that ‑‑ it might have reflected those kinds of things versus some of the processes, so it really varied by who was filling out the survey.

AUDIENCE QUESTION: How are you getting your [indiscernible]

JENNIFER THORUD: We get them from our vital records, we're within the Department of Public Health. The only way we get the home birth information is through vital records folks, or if they come in ‑‑ actually followed up, got a screen. In the last year, with efforts we have been doing we increased the number of kids with screens. We still have a large number of home birth families that refuse screening or, you know, never go in for lots of reasons. We worked with our center for health statistics, our vital records area.

TAMMY O'HOLLEARN: We get a feel every couple of ‑‑ a file every couple of weeks. We can get a home birth that was five months ago, but our staff will manually enter it, we get the contact information from our home birth parents from vital records. Our contact information for hospital birth births we get from the hospitals. We all know families move a ton, so we're going to send out 2000 surveys, not going to get 2000 surveys to people, but I tried to pick a time frame that was fairly recent to try to cut down on families that move, but we're going to have them returned to us and that's kind of part of the game. Way in the back ‑‑

AUDIENCE QUESTION: Parent survey ‑‑ input ‑‑ we sent out about 1500 surveys and got about 300 of them back. We contacted ‑‑ [indiscernible] 75% corrected ‑‑ and sent those back out as a first‑time ‑‑ also did a second survey request, put a sticker on the top saying second survey request, and that really got even more surveys back.

JENNIFER THORUD: Like on the envelope?

AUDIENCE: Sent out the second time, on the survey request. [indiscernible] reminded them ‑‑ hey, this is the second time this, is really important to us.

JENNIFER THORUD: Wonderful. A quick follow‑up, I said we have a Survey Monkey and hard copy version, in the introduction letter we are giving the link to the Survey Monkey site, those people who are technically savvy can go to the site and fill out the survey.

AUDIENCE QUESTION: [indiscernible]

JENNIFER THORUD: January 30 to ‑‑ it will be just over a year.

AUDIENCE QUESTION: [indiscernible]

JENNIFER THORUD: We don't have ‑‑ we have a different thing ‑‑ that was a judgment call, like how long do you wait? You want to get them through the system, the majority through the process before you sample without being so late that they either have forgotten about the experience or moved and you can't reach them anyway. Is there a question ‑‑

AUDIENCE QUESTION: [indiscernible] 

JENNIFER THORUD: We do a couple things. In our birth packet that's go out to the families, we have a letter and brochure that goes out with those, so they get them that way. Once we get their names we send another letter out, provide more information for them. Right now we ‑‑ well actually recently we are able to start getting ‑‑ if they are working with a physician, midwife, someone like that, starting to get some of those names from our metabolic program, whereas we weren't able to get that from vital records. They collect ‑‑ we want the child's physician or primary care provider, not who delivered them, that stuff. Then we have been contacting them as well. We don't get it for all the kids, but the ones we do, we follow‑up with them too.

Any other questions? Okay ‑‑

AUDIENCE QUESTION: [indiscernible] what is your background ‑‑ do you have other responsibilities as well?

JENNIFER THORUD: I am full‑time EHDI staff. I received my degree with the folks in epidemiology. To be quite honest, this was my first job beyond a small internship right out of school. But I think a lot of it, at least for me, and it might be different in each of your states, but I learned a ton, we have an RMCHEPI, and other people doing evaluation, for different programs. I worked for the center for health statistics, a broad range of people helped me get the information I need, move forward. The CDC staff were also great, to have another sounding board.

AUDIENCE QUESTION: Great, trying to figure out ‑‑ staff ‑‑ [indiscernible]

JENNIFER THORUD: Yep. Any other questions? Okay, well, I think I got you out 15 minutes early, you are probably happy. And feel free to contact Tammy or I if you have other questions.

[Applause ]

