ALICE SETTE: I think we can get started. I know it's the end of the day, I appreciate you coming.


I am Alice Sette. The purpose of this session is to tell you a little about Alabama's Title V agency for children with special healthcare needs and the role our agency is playing in supporting early hearing detection and intervention, as well as intervention beyond EHDI.


I am going to share with you ‑‑ I mentioned in the abstract, I will share how this agency supports newborn hearing screening and serves as a point of entry to an intervention system appropriate for infants and children with hearing loss. I am going to describe some of our interagency collaborations as they relate to newborn hearing screening and the provision of services for clients as they are needed beyond screening.


As an aid I am going to use the maternal child services and ‑‑ pyramid ‑‑ but before we do that I would like to introduce you to the agency itself, and tell you a little about who we are and where we are located, and then, what we do.


We are Children's Rehabilitation Service, CRS, a division of the Alabama rehabilitation services. The Alabama department is a single department providing a continuum of services to assist with disabilities at home, school, on the job and I believe we're the only state with all state services for services for individuals with disabilities within one dedicated department. The mission is to enable children and adults with disabilities to achieve their maximum potential.


There, all right. Takes me a while. You think of the Department of Rehabilitation services as an umbrella, under umbrella you find children's service and CRS audiologists work with disciplined staff in the other sister agencies to facilitate, from youngest adults all the way up to adult hood. Degree CRS is a state‑wide organization, we're serving children and families through 15 community‑based offices, and to be eligible for CRS services the individual must be a Alabama resident between the ages of birth and 21 years of age. There are no financial limits on eligibility. However, purchase services, such as hearing aids are on a sliding scale and [indiscernible]


CRS hearing services are currently held in 13 locations. The stars on the map represent the areas with CRS audiologists. There are presently 10 full‑time CRS audiologists on staff. They work within multidisciplinary clinic settings, with nurses, social workers and other disciplined staff. We accept referrals physicians and school nurses, from the early intervention program, the health department, social workers, special language pathologists and families themselves and from of our other clinics, such as the augmentative communication clinic, the feeding clinic, seeding and mobility clinic and for children with neurological disorders.


CRS has several interagency collaborations, but our relationship with public health is the primary one we are focused on today. The Alabama Department of Public health administers the universal newborn hearing screening program called Alabama's Listening, and public health administers other Title V ‑‑ in the case of children with special healthcare needs.


In keeping with the topic of this presentation, CRS and public health have a long history of collaboration in serving children with hearing loss. As mentioned, CRS is a point of entry for early hearing detection and intervention, and is capable of providing a continuum of clinical services for clients needing further diagnostic testing and related services.


One of the roles that CRS plays is to provide second‑level hearing screening for infants referred from birthing facilities. First, a word about screening. Hearing screening is possible because we have non‑invasive methods of investigating an infant's hearing using physiologic response to sound. This means a response can be obtained. Automated auditory brain stem testing, and evokes auto acoustic emissions, OAEs. Automated ABR and OAE are not hearing tests, per se, but the responses these tests elicit give us an indication of what's happening in the inner ear, and in the auditory nerve beyond the inner ear. When OAEs are present they are considered a pre‑neural response or a byproduct of normal hearing. The presence or absence of an OAE is indicative only of the function of some of the nerve endings in the inner ear. Infants with ‑‑ are missed if OAE is the only screening technique used. A combination approach employing OAEs and automated ABR better ensures clinical cleaning for the inner ear and along the auditory nerve.


When a two‑stage screening approach is followed the joint committee on infant hearing screening, in their 2007 position statement strongly encourage the primary technic and automated ABR as the follow‑up, allows us to make inferences about the auditory nerve for auditory pathway beyond the inner ear.


If an infant does not pass an OAE screening, but subsequently passes automated ABR, the screening is considered a pass, but again, the joint committee state when is infants from a well‑baby nursery fail automated ABR they should always be re‑screened with automated ABR, shouldn't be re‑screened with OAEs and passed. At that point they are considered high‑risk with regards to hearing loss. With regards to infants from the neonatal unit, more than five days the ABR is the appropriate screening technique. For those who don't pass after graduating from the NICU should be referred to the audiologist.


The automated ABR is limited to a pass refer screening modality, whereas a diagnostic ABR is used to differentiate and diagnose loss.


Going back to our relationship in public health, CRS provides second level screening for infants who refer from birthing centers. Most of the babies we see for second‑level follow‑up screening have been screened using OAEs as the initial screening technique. Last year, in 2010, as part of our continued commitment to newborn hearing screening and through a grant agreement with public health, seven automated ABR units were purchased and one for each primary office where a CRS staff audiologist is located. These automated ABR units are used for second‑tier screening of newborns and infants up to six months of age who have failed or referred from initial screening and/or who have risk factors identified for hearing loss.


Prior to the purchase of these units we were limited, like a lot of facilities, to providing a second‑level screening using OAEs, so having these units has brought us into better compliance with what the committee is recommending.


Also, the screening data we are obtaining from the screenings is being transferred electronically to public health to facilitate better tracking and reporting. In fact, the funding for the units was linked to help reduce the number of babies who are lost to follow‑up after screening.


So infants who do not pass the screening are referred on for diagnostic evaluations. If the family chooses, the evaluation may be completed in one of our CRS offices, or a referral may be made to another facility. I will expand on this process in a bit more detail in a few minutes.


So, I have used the maternal and child health pyramid of core public health services to illustrate the hearing services program that CRS provides. At the infrastructure level, the bottom level, the CRS hearing program has worked on the development of electronic transfer of screening results using our agency's data management system. We generate a monthly management report comprised of screening results for each child ‑‑ and placed one of three categories. In the first category, the baby passed, no risk factors identified. Second category, the baby referred, or failed for the second time from a screening, and are therefore referred on for a comprehensive diagnostic assessment. Either at CRS, at one of our facilities if that's the family's choice, or another facility.


Third category, the baby passed but there were risk factors identified for late onset hearing loss, in which case the family is counseled about the risk factor and offered the opportunity to enroll for ongoing monitoring for hearing status.


In addition to this monthly report each CRR audiologist transfers screening results to Amy Strickland, our EHDI coordinator for public health, I am very pleased she's here in the audience and will answer all your hard questions. They transfer that data to public health for each child at the family's consent using a core FTP, secure electronic file.


There are other interagency collaborations and agreements, of course, at the infrastructure tier, but only one I want to mention at this time. It has a link to early identification. Some of you may be aware that the CDC has learned the signs, act early program, not just awareness program. CRS is working with the Alabama interagency coordinating council, participating in standards of practice committee, working to develop best practices for regional autism centers, describing the standard of practice for the diagnosis of children suspected of autism, with the goal regional centers will provide evaluations across the state for each child according to the national standards.


It's appropriate that we're at the table, because children with autism are suspected of having autism, need to have their hearing status evaluated early on in the evaluation process.


Now, at the next level, the population‑based services, again CRS, the hearing program participates in tracking and following up with newborn hearing, we transfer our data to public health. We are asked to provide gap‑filling screening on occasion. The audiologist may be asked to provide hearing screening and under‑serviced areas of the state in partnership with local schools, head start programs or daycare centers. We may be invited to participate in community health fair and provide public education and other public venues.


At the level of the enabling services, we counsel families about communication, technological options and options for overcoming language barriers. Infant and children who with hearing loss remember enrolled with CRS receive care accord nationwide services. We participate on invitation in IFSP and IEP meetings. We have been asked to help inform teachers, classroom and school nurses about hearing loss and the impact on a student, especially to provide methods to help students with hearing loss in the classroom. Many of ours have other coexisting conditions.


We may be asked to provide information about other assistive listening devices, FM systems, we don't actually purchase FM systems, but it's not uncommon in some parts of the state for audiologists to help program and troubleshoot them.


Our families are encouraged to become involved in family advocacy opportunities, so there is support within the agency for that.


At the level of the direct services, I am going to pass out some of our brochures now and we will come back to that in a few minutes. We are also going to look at a video clip that talks ‑‑ the CRS DVD called Children and Families: The Very heart of CRS. I won't play the whole video, but I want to show a couple of clips from it, which I think will give you a better idea of our services. I have to do a little brag here, that the DVD actually was honored for the excellence in media award in 2010 by the National Rehabilitation Association. So, we're quite proud of it in our agency.


I am going to pass out a few brochures.


The first brochure you are going to look at is the hearing services brochure. When we test children with hearing, it's very important we use a battery of tests, as no one single tests gives a full picture of a child's hearing status. You probably remember when you were in grade school that they divided the ear into sections, the outer, middle, inner ear, the nerve that ran up into the brain. Different tests are required in order to evaluate the functioning of these different anatomical areas. Our CRS audiologists are equipped with state‑of‑the‑art equipment to provide a comprehensive battery of tests that look at the different anatomical sites.


One of the things we have been able to add to our battery recently is diagnostic testing using ABR units. We have been talking about the automated ABRs we are using to provide follow‑up screening for babies who refer from birthing facilities, but we've also acquired another type of ABR equipment used for diagnostic testing. Remember that the ABR is ‑‑ difference from the automated as a clinical test for differentiating ‑‑ in 2008 Dr. Laura Rhodes piloted an ABR relatively new to the market. What's special about this market, it's a wireless auditory ‑‑ potential ‑‑ with an algorithm that allows us to evaluate ‑‑ to do an auditory brain stem response without sedation. ABR testing has been around a long when I graduated from audiologist school, the conventional ABR is nothing new. Conventional testing requires sedation for infants over six months of age, it's limited to facilities where there's medical support for sedation, where infant and children under sedation within monitored.


However, the unit Dr. Rhodes piloted ‑‑ we are a community‑based ‑‑ our offices, and we aren't set up with medical support to provide ‑‑ how many minutes was that? Thank you. To provide sedation.


I am just looking through here ‑‑ thinking, okay ‑‑ also, many of our children are medically fragile, have other existing conditions, not good candidates for sedation. Some are not good responders because of cognitive issues or because they are just too young ‑‑ to respond reliably. In those situations we end up having to refer the children to other facilities where sedation was available. That meant, especially from the rural areas, one, there was a lot of lost time because there was travel involved, and it was difficult for the families to make the trip, the appointment times, often a long waiting time for those. So what Dr. Rhodes found is we could provide the non‑sedated ABR for client and the decision was made to purchase the unit. She's in our Birmingham area, the center part of the state. Last year we were fortunate enough to be able to fund a second one for the southeast corner of the state. Dr. Jennifer Wesley has used the unit several months with success. As a result of that she's able to, in a timely manner, provide the non‑sedated ABR obtain the information the ABR provides to augment her other battery of ‑‑ her other tests. So it's saving not only time, but allowing us to provide service in a timely manner.


Finally, if you would look at our brochure, you will notice we have three different types of clinics listed for the hearing services program. The first is the hearing assessment clinic, and this clinic is designed for screening infants who refer for second‑tier follow‑up and used for providing comprehensive assessments, as well as diagnostic audiologist, evaluations are completed. And it's the clinic we would see children in who require ongoing monitoring, if they have normal hearing, but are at risk for late onset hearing loss.


The second clinic is the hearing aid clinic, audiologists are equipped to fit hearing aids, to program and dispense hearing aids and ensure they are working properly.


The medical clinic, where clearance is given for amplification and other medical issues, referrals for other tests are completed. So, I said we had a video clip, let me just start that.


This is actually the little boy in the picture, is piloting or trying our ABR equipment. He's the son of one of our employees, he wasn't real keen to be a subject that day.


They assured me this was going to work.


There is sound to this.


I am very sorry about that. Are there any questions at this point about the program?


AUDIENCE QUESTION: [indiscernible]


ALICE SETTE: They refer to us, they don't provide actually, the hearing component, but certainly ‑‑ because the sister ‑‑ I should have said, though we are under the same umbrella, work at transition from Part C to children's rehabilitation services, we want to see ‑‑ the goal is to have a seamless transition from the time a baby or infant comes into the program all way up to if they require Vocational Rehabilitation services as they are getting ready to go out into posts‑secondary education or a job.


[indiscernible]'s disability might have been overlooked if it hasn't been for the state‑wide hearing program, revealed hearing loss in both ears and at 2 and a half years old was referred for care. Today she's a familiar face at the CRS clinic where she and her mom come for regular visits. Today she's learning to wear hearing aids.


We call them earrings, evening her how to put them in herself, click the back and can turn them off and on.


The sooner you can find they have hearing loss, diagnose as close to possible as to what the actual threshold levels are, and get them in hearing aids, the better they do as far as speech and language development. They are not as behind academically once they start school. That's the importance of new born hearing screenings, catching them early.


Some types of hearing loss can be corrected with medication, others require a hearing aid or surgery. Regardless of the treatment, CRS provides care and support throughout a child's developmental years.


If I have a shortage of something wrong with hearing aids, they always happen to me, they give me support groups, if I want to connect with other groups, communities, they are always there to help me want I want to do with the financial part or somebody to talk to. They are always there for me.


We will continue to monitor her hearing, of course. We do that on a ‑‑ at least a yearly basis, sometimes every six months, and continue to do that as long as she's in our service. We will always go in and do in‑services with the teachers and school systems and student and things like that to try to help them understand.


Whatever lies ahead for May a, her mother knows the staff will be there


They treat you like a family member. You feel that way towards them, because you will be with them a while. If you need resources, somebody to talk to, they understand, and they will help you. Children's Rehabilitation is the place to be. 


[Video]...: When Kimberly Spain and her husband decided to adopt a child from China, they were thrilled to welcome Ty, they knew he had cleft palette at but learned he also had, after a frustrating year, the family was referred to CRS. Here they worked together with a team of physicians and CRS staff. This clinic for children with cleft lip and pal at is a prime example of the CRS team approach to care.


He went three a cleft pal at privately she just sees a doctor, but at children rehabilitation he gets to see the doctor, audiologist, nutritionist, social worker, dentist, I think an oral surgeon. There's a lot of disciplines in coming to one place.


Some of these kids blossom, after some of the things we have done, particularly the corrective surgery to fix what they are perceived as having a deformity of the jaw, nose, the ability to breathe through their nose, ability to speak better.


This team will guide Ty's treatment through the years, knowing they played a big role in his development.


After a lot of the therapies, become more of teenagers, it's interesting to see how they develop. Many just very outgoing, giggly, you feel like part of the team, the things we have done are a big part of that


Others work outside the clinic, serving as a voice for the family in the community.


We advocate for our clients. If we see a need in the school system, for instance, we will go to the meeting with the parent, justify the need for that child. The parent may not be able to communicate the need, we may be able to.


That kind of comprehensive care is a hallmark of CRS and welcome relieve for CRS families.


To have those resources right there, available, it's been wonderful, it's been a great experience. They know him by his first name. They have this family type atmosphere of wanting to help him personally, and to get as much out of him as they can, and they just genuinely want to help. I don't know where we would be without this service.


ALICE SETTE: I think we are at the end of our time, but I am happy to answer questions, and I thank you very much for attending.

[Applause ]


AUDIENCE QUESTION: Alice, [indiscernible] funding ‑‑


ALICE SETTE: About 32, 33% of funding comes through public health as a draw‑down from maternal child health grant. We have Medicaid reimbursement for those clients, also is a segment of our funding, then we get some state funding as well. 


AUDIENCE QUESTION: [indiscernible]


ALICE SETTE: Actually, it's interesting you say that, because I am wondering what I am going back to. Like most states, we are looking at ways we can provide more with less, and we will probably be making some revisions too.


Any other questions?


Thank you very much.

