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	(Writer standing by.) 
>> SPEAKER:  Good morning.  I'm going to go ahead and get started.  We have a 30‑minute presentation, and, um, so we want to make sure that we finish on time and leave a little time at the end to ask questions.  I'm Tammy O'Hollearn, and I'm the state EHDI director in Iowa, and my colleague, Shalome Lynch, will also be presenting.  We're going to tag‑team this.  I'm going to start off, and then she's going to come in and do the other slides later.  If you, um, are not able to get a copy of the presentation, it has been uploaded to the website, so you can always go there too.  If you are unable to reach us at the end, we're going to be here the whole entire time, so feel free to stop us and ask questions as well.  So, today, we're going to talk about texting, keeping up with families, texting for follow‑up, and how we implemented it in Iowa.  So, an overview, the things that we're going to cover today, we're going to go through objectives, demographics of Iowa, our use of texting, some of the legalities with it, the texting program, we'll talk just briefly about that, protocols that we use, we'll share some, just an example of a script that we used in contacting families.  We'll talk about some data outcomes, and then some advantages and challenges that we've encountered.  The objectives are participants will be able to identify a texting strategy used in Iowa to reduce the numbers of loss to follow‑up, you'll learn about kind of the steps you need to take if you're interested in doing a texting sort of program in your state, and then we'll also describe the data that we collected to be able to kind of inform us of how it's going.  
So, in Iowa, we have about 3.1 million people.  Our birth rate is 1 to 2 percent.  It hasn't changed a lot.  We average around 40,000 births a year.  We're considered an older than average state, which means we have a lot of older adults living in our state, so we're kind of slow‑growing.  Iowa children make‑up, birth to 5 make‑up about 6.3 percent, but more importantly, we have a growing Hispanic population in our state; they make‑up about 10 percent.  Lucky for me, I have a bilingual staff, where, um, Spanish is her first language, so I'm fortunate in that area.  We're becoming more diverse.  A little bit about why it's important to reach families kind of where they're at, because people are so busy, is, um, we have both single parents, and a lot of parents in our state work.  You'll see the numbers.  Single mothers rose from 7 to 34 percent, and then other demographic data that kind of paint the picture of Iowa is we have about 13.4 percent of children live in poverty.  The median household income is around $54,000, and then our largest city population is 210,000, which is in Des Moines, where I'm located.  So, EHDI resides in the Iowa Department of Public Health in our state.  We have a law that went into effect in 2004 which requires, um, universal screening.  All children are to be screened prior to hospital discharge, and if they were born outside the hospital, the goal is to get them screened within the one month.  Another part of our law is it requires all providers, it doesn't matter who that provider is, that provides a hearing screen, rescreen or diagnostic assessment to report those results to us within 6 days, so either 6 days of birth, unless the child has a, um, condition that's incompatible with life, they still have to report some of the demographics, but obviously, they wouldn't be reporting screening results, and then anybody that does any kind of screen or diagnostic assessment outside of their birth admission then is required to report that information within 7 days, and we utilize our database that's through our systems to gather that data.  We have three staff; one manages kind of the grants and the contracts and the evaluation data analysis, we have one person doing follow‑up, she also does quality assurance and data analysis with me, and then we have an individual that does quality assurance kind of with our data and, um, kind of the, um, oversees the database and making sure that it's clean data, that if there's anything missing, she follows up and that kind of stuff, so we don't have a lot of staff, so we have to look at other ways to be able to reach families.  
We have seven birthing facilities in our state.  We have approximately 90 audiologists serving children under the age of 3.  We only have nine providers that are able to provide unsedated ABRs, four providers that are able to provide sedation, so we, um, have some challenges with getting kids to diagnosis within three months.  We do utilize some of our bordering states.  They serve a number of our kids and provide diagnostic assessments to them, and I already mentioned, we use US systems.  We are integrated as of last year with our newborn program and our critical congenital heart disease program.  In regards to our follow‑up data, we have, um, we have quite a few hospitals that still use otoacoustic admissions, so our refer rate averages about 5 percent, so that's, um, 2284 children that we're following up on that were missed or did not pass their birth screen.  Um, all that follow‑up goes into it, and we get down to about 526 kids that require a diagnostic assessment, and then, um, we average anywhere around 63 children per year born with a permanent hearing loss.  We do have, um, this last year, we identified even more children, it was like, um, 70 or 71 children, other years, it's been a little higher, and other years, it's been a little lower, but since we've done a better job of collecting data and really are on people, our numbers have actually gone up, so I think that there was other children that were diagnosed, we just weren't getting the information.  So, how it works in our state is we encourage all the hospitals to do the, um, to schedule the appointment prior to hospital discharge for the families, and we kind of serve as a safety net.  We don't want to be that primary person, we're trying to build a sustainable system, and so we work with the hospitals to really kind of be that entity.  Um, if they don't follow‑up at about two to three weeks out, if we don't see that the child has gotten back in, we follow‑up then with the parents, and we also follow‑up with the primary care provider for that infant to try to get those kids back in as soon as possible.  We average anywhere from about five contacts, that's, um, phone, you know, contacting the provider, um, anywhere from one to two on up to twenty‑something contacts we've made for a family to get the child back in for screening and diagnosis.  Um, we use a combination of calls, letters, fax forms, and now we're using texts that we're here to talk to you about today.  
Our loss to follow‑up has really decreased in the last few years.  When I started in 2006 with this program, we were at 60.9 percent, and our preliminary data for 2015 was 14.3 percent.  We think that had to do with, um, we brought the follow‑up in‑house and are doing more of the follow‑up ourselves, whereas before, we were referring it out to our early intervention program to do the follow‑up, and there were some inconsistencies, there were also some challenges with being able to contact the physicians, so we're doing that in‑house ourselves.  So, a few texting statistics.  Um, today, 95 percent of Americans own a cell phone of some kind, and we're up to 77 percent actually have smart phones, which is pretty amazing, actually.  Um, cell phone use expands and is consistent across the wide range of demographics.  We have about 73 percent of adults using texting.  In this study, it talked about 31 percent prefer to text.  Voice phone calls, 53 percent, and, um, it depends on the situation, 14 percent, and I think some of our data will show that.  Obviously, young adults are avid texters.  I have to go to my kids when I have questions about how to use my phone, so we're really trying to reach out to those individuals as well, and then cell phone owners make or receive an average of 12 calls on their cell phone per day, so a pretty, um, important when we're looking at texting.  So, in regards to our pilot preparation, in May, we contacted Utah, who had done a pilot, talked to them about it and their experience.  In June, we actually sent out a survey to all 50 states to try to, um, and the different territories to learn about people that were actually doing this, and we talked to Indiana and some of the other states that were doing it and their experience.  From May to September, we met with, um, the attorney.  We really needed to get, um, their blessing and talk to them about the content of the texts and some of those kinds of things, so I'd strongly encourage you to meet with them upfront.  We looked at the different texting programs that were out there, because this is kind of a new thing for, um, the texting programs that exist out there.  They're used to doing more surveys and things of that nature.  We met with our IT Department, we had a contract finalized in December, and then January is when we started really working with the, um, texting provider to design the algorithm and things of that nature, and then in February, we began the pilot.  
One thing I want to say again about the legalities piece is you want to make sure that you go there loaded with information to have your best outcome.  We did that.  We had, um, like I said, we had talked to other states that had implemented, we talked to them about the pros and cons, we talked to them about states that were using state‑issued phones versus computer, which ours is actually, we do it through our computer system, our IT were not going to allow us to use cell phones to do it because of some issues with there, and then, um, we also had to talk to her about what kinds of information we could actually put in a text or what kind of response we would need to get back from the families to be able to provide additional information.  So, certainly, I would strongly encourage that, and Shalome will talk about that a little bit.  One thing that we have to do is if the family says they want to continue to text with us, they actually have to confirm kind of their identity, they have to, um, let me know what the mom's name is, date of birth, and then last, um, last known address for us to be able to continue to do that.  The system does track all that, so we have evidence of, you know, if anybody ever came back and said anything, we have that in the backside of the system to be able to pull up and say, no, you agreed to this and that kind of thing.  So, and Shalome will talk about some of, um, we were concerned that families maybe wouldn't respond because they had to provide that information, and, um, they actually, quite a few of them did.
>> SPEAKER:  Okay.  Good morning.  My name is Shalome Lynch.  I'm a follow‑up coordinator for the EHDI program.  I kind of wanted to go back and just highlight that little quote that I had.  That was actually from a family.  They said I'm going to meet you, so send me something in writing on your letterhead.  This is more of an identity theft scam than the way the government agencies actually work.  Thanks.  So, needless to say, this is the family we called, because they did not want to text.  Okay, so, we'll talk about the Iowa Kickoff.  When we started with the kickoff, we reviewed our purpose with the vendor.  As Tammy mentioned, they're very used to doing surveys, and we just wanted to say this is a way for us to communicate back and forth with families and a way that is easy for them and a way that's going to be able for us to receive our response, for us to give a response back, not only an algorithm.  So, that was something that we reviewed with them.  We made sure that this is something that we highlight, because we don't only want to get information, we want to make sure that we answer any questions that they've had, that we go through any issues that they've had, whether it was with the hospital, an audiologist, any appointment problems that they had.  We shared the follow‑up messages we developed with the attorney.  This sounds maybe more simple than it was.  We said, okay, what do we want to know with families, what do we want to share with them.  We want to tell them have you gotten back with the follow‑up appointment, do you have a follow‑up appointment, do you know that you even need a follow‑up appointment.  That, in 254 characters, it's not easy to do, so that's something that we, um, met and met and met over again, to make sure that we were, by law, doing what we needed to do, as well as meeting the needs of the families that we needed to communicate with, so we developed that algorithm based on those conversations.  Um, and when we talk about developing an algorithm, and I will show an example of a message, but, basically, how our, um, text program starts, we send out a question based on your response, and you'll get a response, and based on that response, then we can start private messaging you.  
Um, we shortened the follow‑up messages content to meet texting standards, up to 254 characters, which at first, the vendor said 160 characters, and we said, okay, that does not work for us, and they said, okay, the most we can do is 254, and after that, it'll go to a second and third text, which with that comes with are they more willing to answer if we send one text, two texts, three texts, are we going to overwhelm them, so you have to take all that into consideration.  The vendor initially uploaded messages during developmental phase, so, um, once we developed those messages and those algorithms, these are the questions, the responses, question, response, then they uploaded that into the actual texting program, and then the development implementation meetings happened in January through June of 2016.  Through those, we talked about what's working, what's not working, what, um, what does an EHDI program need in order for this to be something that we use, that we continue to use.  As Tammy said, this is a pilot project, to see if this is something that we want to continue to use, even if we do identify that texting is something we want to do, do we want to continue to utilize this vendor for that purpose.  So, the texting pilot, the first text went out February 22nd of 2016, so it's been going on about a year, and it went out to parents of children in need of a hearing screen or rescreen or diagnostic assessment.  Um, families and infants PC Ps were still being contacted, so we still followed up, we still called the family, this was just another step in our follow‑up attempt.  We hear anecdotally that families are very busy.  I have a family, I know I'm very busy, so we wanted to make sure that we try to reach out to families as much as we can through different means.  So, not only texts, but call them still, send a letter still, contact their PCP still.  They may know everything that's going on with their family, they may know nothing, so additional follow‑up attempts by text and phone calls happen after the initial text.  We typically send a follow‑up text a week or so after, um, if it did not come back as undeliverable, if they did not respond to that first attempt, so we try it more than once.  Um, like I said, we try calling again.  So, we try calling at least two times, and we try texting at least two times, as well as, um, reaching out to their primary care physician.  We have correspondence through all of this with our vendor.  When we had something that we had concerns about or questions or if we needed them to do something on their end, we had bi‑monthly meetings and e‑mails.  It was very helpful.  I would highly encourage it, if you're thinking about doing a texting pilot through a texting vendor in your state.  Many issues and needs were identified.  Some of them were addressed at that time, some of them are still in process.  
Um, we have bi‑monthly texts that go out when new referrals come out, or even as needed, so we have new referral spreadsheets that come out every two weeks, so at that time, after we try to contact the family, if we're not, if we don't have information that that child is scheduled, we will try and go ahead and send a text.  Um, if the family has already gotten in and maybe just needs another appointment, we'll try texting at that time too, so not only the initial appointment, but we'll try following up after that first initial appointment as well.  The texting program has the ability to do Spanish.  What I mean by that is that it has Spanish characters, so you would have to interpret the message yourself and then upload it into the, um, into the system.  So, I was able to do that for a program, and I was just able to use the correct characters that were already there in the texting program.  This is an example of a texting algorithm, so this is just what our message looks like.  Um, so, the one on the left is just this short‑term follow‑up, so this is an example; it says, hi it's Shalome with the Iowa Department of Public Health with our 800‑number in parenthesis.  This was something that we talked about very much.  We came up with an 800‑number for many reasons.  We have important information regarding your newborn hearing screening results.  How can we contact you?  And then the first two, um, options are call or text.  So, they can say, A, call, or B, text.  For this algorithm, if they say, I really want to call right now, but I'm at work, if the program sees that they say call, they'll categorize that as a call, as an A answer.  Same with text.  So, they can say A, they can say call, they can do a super long answer, and the program will say, okay, this is where it falls.  So, if they said I would prefer if you call me, then we say, great, please call us and then give that number, even though we'll try to reach out to them by phone, because they said they want to get a call, we'll still give them our information, because if they want to call us at any point in time, even after we've talked to them, we want them to have that phone number.  So, at that point, we've provided both phone numbers.  For the first message, for example, the RE, because of the 254 character limit, we can say regarding, and we can say, so, we talked about a lot of, about, regarding, you know, so, what, um, words should we be using for families to understand what we're trying to say, even if they have limited literacy.  Um, for the B, so if they said, yeah, great, text me, so then this is when our, um, confidentiality message goes out, and say, okay, confidentiality law requires us to confirm your identity before releasing information.  Please reply with your date of birth, last name and address, which I know, it's a lot of information.  If you have questions or would rather call, and then both of our phone numbers.  
So, at this point, um, this was something that was approved by our attorney.  We had to confirm that we were talking to the right person before we can release any information, before we can say, this is your child, and this is where you can go, etc.  So, this is the, um, the different things that we needed to confirm; the date of birth of mom, the last name of mom, and the last known address.  So, if they did respond and said this is my address, date of birth and last name, then that one, or anything that they responded, then that one message came out and said, thank you, we will be in touch soon.  You can also call us, and then our phone number again.  Then after that point, we would go to private messaging.  So, I will show a little bit of what that looks like in the texting program, where it looks like in the dashboard, and then the message on the right would be one for a text with the client, which we'll talk about.  It reads, hi, Shalome with the Department of Public Health.  I tried to reach you multiple times regarding your child's hearing screen.  If you're not interested in your child receiving a repeat hearing screen, you can decline further screening by texting decline.  Um, at the bottom right, you can see that's our texting program.  So, this is what our dashboard looks like, and our dashboard pops up when you first log into the texting program.  These are the different polls.  That's what they're called, because again, they're used to surveys.  So, on the right, you can see a map of the U.S. and the different area codes that we've texted, so it kind of shows that, obviously, the majority of the phone numbers that we have texted are in Iowa, and then it shows from there where the other locations are.  Um, in the middle, it says recent surveys and messages, that's where our polls are setup, so those different algorithms are within each poll.  
On the left side, where it says dashboard, it shows the messages, the groups, the participants, so then you can go into the different areas to see how many participants, and you can look at, if you want to see this participant and what poll were they at, you can look at them in there, or you can go in the poll and look at the participants that are in that poll.  So then it also calculates certain things for you.  Um, we calculate it a little bit differently, like completion rate and those kind of things.  So, it says number of participants, average time to complete, those kind of things, and then response activity at the bottom, and then it'll show you by months, it'll clear out after a couple of months, so those are just some of the things, and then at the top, it says new poll, where you can answer a new poll.  This is what a poll would look like.  So, um, this is one that shows, like, the number of responses, the time of day that you're normally getting the responses, the day of the week that you're normally getting the responses, when it was last updated, how many people you've sent it to, what language, and then the actual message.  Then you can see even there a breakdown of by type of response.  This is what a message would look like, so this is an actual message, and, um, for us, in the name, we put an actual confidential ID instead of the name.  We just wanted to, again, provide an enhanced level of security.  So, there's a confidential ID that is assigned to each child's record in our database, and we just enter that instead of the name of the parent or the child.  So, this is where it shows the poll and where the actual answers go of the algorithm, and then where you could go for private messaging.  So, this is some of our preliminary data.  There were 296 texts sent to families of infants in need of a hearing rescreen or a diagnostic assessment, and 32 came back undeliverable, so that's about 11 percent of the total texts sent.  So, there was actually 264 texts that were actually sent out.  142 responses were received, so that's about a 54 percent response rate, which, um, that's compared to what we've seen nationally, and then, um, 53 of those said that they preferred to call, or 37 percent, and 89 preferred to text, or 63 percent of the ones that actually responded and didn't come back as undeliverable.  Of those that did prefer to text, 47 of them confirmed their identity, so 47 said, this is my date of birth, last name and address, which is 53 percent.  I think that's pretty high.  I don't know if I would have, if I would have gotten the text, but everybody feels differently.  Um, 34 did not confirm their identity, so 34 said text, but then when they got that other, saying, okay, you need to confirm your identity, they didn't confirm their identity, and then 8 sent some other kind of response, and these were just some examples; can you just please call, I've just left you a voicemail with the above information, and you can call me back if it's easier.  So, for example, that person was comfortable leaving that information in a voicemail, but was not comfortable texting the last name, date of birth, address.  That's interesting.  
Okay, so, we kind of compare the final outcomes by text and call.  So, there were 53 that said I prefer a call and 89 that said I prefer a text, and out of those, you can see how it, it's pretty comparable with outcomes, so refused were 8 of those that preferred to call, and 10 of those that preferred to text, and if you go down the list, they're pretty comparable.  45 percent had normal hearing, 58 percent have normal hearing, so they're pretty similar.  When we look at the texts sent response received versus texts sent no response received, we see a pretty big difference in the loss contact percentage.  We can infer that it had to do with texting, but we don't know specifically.  So, those that were sent a text and there was a response received, there was a 14 percent loss contact, and then those that had a text sent and no response was received from them had a 34 percent, so that's an increase of 20 percent.  That's a pretty big increase.  So, if we have even five kids that are not lost because we texted the families and their families were open to texting, and they responded and we were able to schedule them, this is a great pilot for us.  So, for the client text, the client text was typically sent to families after multiple follow‑up contacts by phone, text, PCP, letter, and there was no outcome.  So, a total of 94 texts were sent to families, declined texts were sent to families.  63 did not respond, so they didn't say anything after the declined text was sent.  If you remember, that was the text that said text if you want to decline further testing.  31 did respond, so that's about 33 percent.  They may or may not be more likely to respond if you say, okay, you need to decline something, that's more final, so you might see that families might not want to respond as much.  Out of those that responded, 12 responded by texting decline, and out of those, 2 actually returned and had normal hearing, so even after they declined the testing, they still came back and had screening.  Three did not respond and were eventually marked as lost, and seven did not return and remained declined, so they remained that they had texted that they did not want to pursue more testing.  19 responded but did not indicate decline, so they said other things but not the actual decline, and in some of the responses were I want my child's hearing tested, I don't recall receiving a call, or wrong number.  So, out of those, 1 refused, 7 were lost, 9 had normal hearing, and 2 are still in process.  
So, these are some of our pros and cons and conclusions that we have came up with.  This is, texting is a faster way to obtain information.  If the family responds, freeing up some time for follow‑up on other kids, especially with a program that has limited staff and limited resources.  Families that did not previously respond to calls, some responded to texts.  We had called them, left a voicemail, they hadn't responded, we texted, they responded.  Families expressed appreciation to be contacted by texts.  They said, oh, I'm so glad that you texted, I was studying, or I'm on my lunch break, I can text you really quickly, or whatever it is that they said by text.  Families are normally, yeah, wouldn't return a refusal form are now responding with a decline text, so they may not actually sign that form and go through mailing it in, but they are texting decline, they're willing to text decline.  Families are texting appointment dates, times, locations, some have even said my child was already seen, and these are the results, and families are requesting texts to obtain information for scheduling.  So, they'll say, yeah, I was interested, or, um, I'm so glad you texted, where can I go.  Some of the cons, um, texts asking to share identity may stop caregiver from responding further texts.  As you saw, there were some that responded but didn't confirm their identity, so those are some that would still be interested in texting, but because of that, we didn't, we couldn't continue to text by them.  We may have gotten them by phone, but maybe, again, maybe not.  Um, texting program is in need of additional functionality.  Because of how this was setup for survey, there's much more enhancements and changes that need to be done to completely meet our needs, but this is a start for us, and then the response is reliant on staff availability.  So, we're currently losing 0.75 staff, so, obviously, we want to text more people, we want to text more often, we want that to become part of our protocol, but we have to have staff to do it.  Okay, these are some of our next steps.  We plan to pilot texting with families at different times, so screening, diagnostic, EI, family support.  We plan to survey parents regarding their experience with texting this year, so we want to know that for the parents that did receive a text, how did they find it, did they find it useful, helpful, would they like to see something else, and we plan to talk to our attorney about the potential barriers with the security questions that we have, and we also have further data analysis that we need to do.  Okay, whew.  Questions?  Yeah? 
(Off mic.) 
>> SPEAKER:  Okay, so, the question is if we've thought about letting the hospitals know that they may, um, that families might receive a text.  You want to answer?  You want me to answer? 
(Off mic.) 
>> SPEAKER:  Okay, so, if you have any further questions, you can give us a call or e‑mail us or find us in the conference.  Thank you. 
(Applause.) 
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