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>> JANET FARRELL: Good afternoon, everyone! Thank you for joining us. So great to have you come and hear about what we are doing in Massachusetts. We are here today to talk about scripting the message in 2011 for the one, three, six goals. So when we are talking about scripting the message, it's how we sort of set our system up and our protocols up so that we are sure things work consistently across the state.

So why should we script the message. Some of the things we were thinking about the reasons why we would be scripting a message is that we would have expectations that a typical sequence of events would occur for all families, that there is timely and detailed information so that people were able to make the best decisions and move forward with who this, with the information that they received. We try to make sure that all of our information in Massachusetts is culturally sensitive and we take that into consideration with any of the protocols or messages that we put together.

And because we are in the bureau of family and community health which houses the children and youth with special health needs program, we also sort of follow all of the MCH criteria you heard about this morning including programs being family centered. We want to make sure that the message that we give to families makes it possible that they are motivated to take the next step, and that they know, you know, what exactly what they need to do, and that infants receive timely follow‑up and care, which, of course, improves outcomes and goals and objectives. You will hear more about our data in a little while.

And I think by having so much of our work scripted, it has made it possible to document what we are doing. So we have an integrated framework for developing scripted protocols and procedures, and that became possible through chapter 243 of the acts of 1998 which is our knew born screening in Massachusetts. We see it as one of the most comprehensive screening laws in the country and we are grateful for all of the professionals and families and others that help support that law and are the proposal for that law.

And, you know, they took into consideration sort of all of the steps of EHDI before it was laid out at the national level, which hospitals had protocols approved by the department of hub pick health. The diagnostic centers were approved by the Department of Public Health that we were able to establish an advisory committee and through that advisory committee we have been able to write hospital licensure guidelines. We had a presentation about our diagnostic center guidelines and we have 29 approved centers in the state.

Things happen sort of routinely in a very scripted way for families at our diagnostic centers. We know that all babies receive an AVR. If they don't pass newborn hearing screening we know they receive a variety of tests. We are able to monitor that through data collection and site visits and things like that. As far as families getting information, we are able to monitor that through the protocols and we see what kind of materials go out to families, do they have information about risk indicators and other subjects.

We do collect protocols for both the hospitals and the diagnostic centers and we have a review process that includes a checklist to make sure that they have done everything they are supposed to do. Then we give written feedback through written summaries and site visits so we expect that most of our hospitals although they are very different in makeup and size, they are sort of carrying out the newborn hearing screening program in pretty much the same way and they have decision‑making power about who does the screening and all of that. It has many other factors that are very uniform in nature.

We have designated program goals and objectives. This is through our grants as well as through other work we do. We meet regularly to go over those and make sure we are meeting goals and objectives. Then we have evaluation criteria for our program and we have participated in a number of evaluation projects and studies including family satisfaction and loss to follow‑up, and we have published our data.

Scripting the message is more than providing scripts for people to recite. It's understanding how your program is perceived, honing your image and developing materials, printed and otherwise, to continuously reinforce your message. It starts with sort of the larger mainstream national media. Individual EHDI programs may not be able to get major magazines to write about hearing screening, but how many pregnant women learned about screening after Joey MacIntyre from new kids on the block went public with his story in people magazine. His family received a lot of feedback and it received a lot of national exposure. At the state EHDI level we may not be able to garner this type of exposure. For most of us it's the more typical printed materials we can provide to hospitals, OB's, midwives and the level of knowledge that pediatric provider have about newborn hearing screening.

In our state and probably yours, hearing screening is part of the routine in nurseries. It's made its way into the printed booklets that the hospitals distribute, gets mentioned in child birth education classes and hospital tours. The message is simply that screening is routine. One of the more difficult aspects of messaging is that the individual screener level. Massachusetts nurses are the primary folks performing the screening, but anyone who has been trained to our standards can perform the screening.

Starting next year with the rerelease had our hospital guidelines we will have a section outlining requirements for verbal communication with families. Right now families receive the results in writing and verbally if the child does not pass the screen. Primary care providers are also notified in writing by the hospital. Hospitals as part of their protocol to us currently submit the letters that they provide to families for our feedback and approval.

We have certain minimum requirements that they must adhere to, but the best way to achieve individual screeners and PCP is to provide data back to them. They can certainly keep their own screening data so they are well aware of what the refer rates are, but we can provide them with diagnostic data and early intervention data so the message is reinforced that if a child does not pass the screen it isn't because of fluid or mom had a C section or whatever the fallback reason happens to be. You can make the connection that the baby they screened was diagnosed with hearing loss. It was an action that they took.

Hearing screening is no longer a procedure to be checked off. It becomes a real example of how their work has a positive impact on families.

All hearing screens results are entered into the birth certificate in Massachusetts, and we receive the information within a week or so of the child not passing the screen. We have an outreach specialist who is bilingual and she contacts family to verify, and this is part of the handout you received, the eight categories that we really try to go over with families.

Results were correct, and the family is aware that the baby didn't pass. An appointment was made for ‑‑ by the hospital for the baby's hearing to be evaluated at one of our approved diagnostic centers. The primary care provider information is verified. Health insurance is discussed, especially does the family need a referral for the diagnostic test to be paid for by insurance. Transportation issues are discussed, and making sure the family knows where the appointment is and how they are going to get there. Interpretation needs are asked about with the family, and the families are reminded to bring the child hungry and sleepy to the appointment as well as to bring another responsible adult with them.

They are also asked if they have any questions about the screening or diagnostic process. One of the most common questions is how long is this going to take? Is there is a lot of worry around sedation so we do talk about natural sleep with the family. The goal is to cover all eight areas and to provide my troubleshooting in advance of the appointment. We don't use an actual script, but we try to let the conversation flow with the hope that all areas are covered, but whatever you can get at really is most beneficial to the family.

Our outreach specialist is skilled at identifying families that need additional assistance. Following through with their scheduled appointments and takes appropriate steps, whether additional phone calls, conversation follow-up with a primary care provider, and trying to work out whatever issues there may be or barriers there may be for the family to go in for their follow‑up. We do have telephonic interpretation available to our staff in any language.

If families are not reached by phone letters are sent to them and their primary care provider. The basic message is the follow June test is important and time sensitive. As a bottom line that's what we want parents to understand. The average age of babies to receive a diagnostic appointment is just over four weeks. The percentage of babies in Massachusetts that do not pass their hearing screen and we don't have a record of them receiving a hearing diagnostic test is 4.2% for our 2008 EHDI data.

Families leave the hospital with an appointment for a diagnostic evaluation. Having an appointment combined with timely outreach from the staff and continuous reinforcement of the message that this test is important has made our loss to follow‑up rate possible. Once a child is diagnosed with hearing loss, we have created a resource called parent information kit and we have it in English and Spanish and I will leave them here for folks to go through.

It's distributed through the diagnostic audiologist. It's full of resources, but the key component, the key message of it, bottom line, get connected with early intervention. We have data agreements with all of our approved diagnostic centers and receive information regarding families at diagnosis. Centers are required to refer to other medical specialists, ENT, ophthalmology and genetic counseling but also referrals to early intervention and to the Mass Commission for the Deaf and Hard of Hearing. The Mass Commission has children specialists regionally based that can offer more intensive case management services to families that we are unable to provide.

Most contact to families is through letters and phone calls. They are able to do home visits. The message provided by the audiologist is backed up by materials in the kit. In addition, we have a parent of a child with hearing loss on staff and he contacts each family to review the kit, provide support to the family and encourage enrollment with EI. And, again, our 2008 EHDI data, the enrollment rate for children with hearing loss and these are children it is confirmed they are receiving early intervention services is 80%. It's gone up for 2009 which we are very proud about that.

And we did a family satisfaction survey. It was a few years ago now, but one of the questions that we asked is that for those people ‑‑ we asked questions of all sorts of families whose children who it received or for everybody whose children have received hearing screens if they passed or didn't pass. It was helpful for us to identify areas which our state needed to have areas of improvement. One of the final questions they were asked was if they had another baby, would they want their baby's hearing to be screened. Regardless if their first child passed or didn't pass, over 99% said, yes, they would want their hearing screened, their subsequent children to have their hearing screened.

A little bit of our data, just to say, you know, scripting the message does work. We have 100% of our birth facilities and diagnostic centers, they have written screening protocols so we have documentation from them. These are the letters we send to families. This is the communication we have with families. So we are able to review this and work with centers on that. Families receive consistent messages through the materials and parent information kit. Again, you are welcome to go through it, and you will see what types of information we are providing to them.

99.5% of infants were screened. This is EHDI data for 2008. We have a 1.8% refer rate which has been consistent for a few years now. 202 children were diagnosed with hearing loss. 4.2 loss to follow‑up rate as I mentioned before for diagnostic. And 100% of families whose children were diagnosed with hearing loss receive parent to parent support and received the parent information kit.

And this is just a slide reviewing how quickly we were able to get to the diagnosis of children. In 2008, 1.1 months was the median age at diagnosis, but as you can see there hasn't been that much variability with the median age between 2004 and 2008.

>> Clearly kids that are screened, diagnosed and referred to intervention quickly in Massachusetts.

So the early intervention system has been challenged with making sure that those children receive appropriate intervention by the age of six months. They may be in the system, but we want to make sure they are seen by professionals who are well versed in the kinds of issues facing families and kids with hearing loss. Some of you who are here at the EHDI conference in 2006 is partnering for the success of children with hearing loss. I took that to‑do list that you all will finish by the time you leave with all of the things to do and stuck is on my bulletin board so it would be looking at me frequently because there was a long list of things. It seemed like an insurmountable task.

I quickly realized I wasn't going to be doing this myself by issuing a few guidelines, so I needed to get people together. We were concerned about the extreme variability among early intervention programs in having expertise to work with kids with hearing loss. We have the range from programs that have pretty sophisticated in‑house programs with teacher of the deaf, family infant specialists, parent infant specialists and speech and language pathologists doing specific programs with hearing loss to other programs in rural areas where they might have a child with hearing loss infrequently, once every four or five years. So how do you, in a system where there is a fairly rapid turnover of early intervention staff, just a wide variety of expertise. So how do we grapple with that? Massachusetts does not have one state school for the deaf. There is a lot of private education in Massachusetts on the college level and prep school level, also on the level of education for kids for the deaf. We have six different schools for the deaf and other specialized parent infant programs as well. It's a very diverse system.

We certainly wanted everybody together to move beyond the barriers that geography might cause, geography ‑‑ not that our state is that large, but meaning that if you live near a particular school for the deaf, that seemed like the likely philosophy to adopt. So we wanted to get away from that. So to make it happen in Massachusetts, we set out to do a series of community forums where we brought together the major stakeholders you see here, a diverse list of folks but all with vested interests.

And we have forums for the first group here, I think there are three of them across the state. We had specific focus groups for parents separate from those forums because parents said some of my providers are going to be round the table and I would like to talk about the strengths and needs of the system without them being there. So we went to them and saw them in various venues.

>> We tried to have the group focus on what the system needs were, we talked about development of professional competencies and what that might look like and what their recommendations were for system change. As a result of that, we set up a task force that functioned in an advisory way to the Department of Public Health which is the regulatory agency for part C in Massachusetts and included representative from all of the stakeholder groups. We had a snowy winter that year, like this one, and it snowed again this morning so we are glad to be here.

I think we met over the period of about 20 months and developed a task force report that perhaps wasn't the most original effort in the world, but it was important because it was a way of bringing the stakeholders within our state together to buy into the principles that we all know and are familiar with, and approve, the JCIH, and there are probably, I think we used five different guidelines. And on your handout, there is a link to where you can find a copy of that report and that list all of the guidelines that we use.

What we did was develop recommendations around six major areas, and each one of those areas we talked about this is what should be happening in the ideal world, this is what the barriers are. This is what we might do to overcome them. So you can see what those are in the report. I just want to talk a little bit about one of the recommendations in that report that we have implemented that's working really well, and I think is a useful, perhaps, idea for other states.

We identified an early intervention contact in each one of the 60 programs in the state. Somebody who could be kind of the point person for information and training about the needs of children with hearing loss. We didn't say they were going to be the service coordinator or the principle service provider for all of those children, but they would be the person in that program who would receive information so that it won't get lost in the shuffle of the 50 emails that the program director was receiving every day and didn't have time to think about, it would be directed to someone very specific.

We marketed this as a kind of retention tool for early intervention staff, something that they could highlight, a particular person and reword them for their interest in hearing loss. The range of people that stepped forward was pretty dramatic from folks that had a lot of experience as speech pathologist or teacher of the deaf to those that were pretty new at both the world of early intervention and the world of hearing loss but were happy to take on all comers. Over time several of those folks have developed kind of job descriptions that outline the responsibilities and it's been useful to share those among the folks on the group.

We have provided them with a range of training including an original day long orientation that focused on how it's all about the brain. And hearing is about the brain and not the ear. And why you need to be stimulating that brain early on. We had representatives from all of those different specialized schools for the deaf and programs available to kind of meet and greet. We talked about communication options. We had parents presenting, so a full kind of day.

Since then, we have been able to continue to offer training to those folks in various venues. Thanks to the largess of folks on the newborn screening program we have been able to support people tangibly by paying tuition at conferences that are focused on issues around hearing loss, sometimes little things mean a lot. We purchased hearing aid stethoscopes for them and offered training in how to use them as a way of modeling to families the appropriateness of using this often. And so folks do it at the beginning of every home visit. It's amazing how many families have said, oh, yes, I have that thing somewhere, I should dust it off. So that's been a good model.

This year we are doing regional meetings with the EI contacts and having them get together in each region of the state doing a typically half day training of audiologists who will present on some topic of interest, and a lot of the subtheme of those get‑togethers to get the groups acquainted to the EI folks feel comfortable about accompanying families to audiology visits. So there is much more communication sharing back and forth to, you know, he is not wearing his aids very often. When company is there, they are never wearing them, and sharing that information so all parties can tackle some of those challenging issues pretty much together.

We have also set up a lit serve. That's been very popular, and useful, so that a couple of times a month all of those EI contacts get some kind of email blast of relevant information. You come home from a conference like this and you have many months’ worth of articles and information to share with folks but something to keep their momentum and their interest in this particular area high, and to make them feel like they are a valued part of the team.

We have time for a few questions.

Or you can all go stick your heads out and see how lovely it is outside.

Questions? Thoughts? Strategies for replication? All right. Thank you all. We appreciate your sticking with what's been a long but fruitful day. I'm sure there is more food available if you want to run outside.

(Applause).

