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Program Narrative:

     The primary purpose of this project is to decrease Alabama’s lost to follow-up percentage for infants that are referred for services subsequent to their hospital newborn hearing screening.   In 2008, there were approximately 64,000 infants born in Alabama and approximately 7500 were lost to follow-up.  The Alabama EHDI specifically defines Lost to follow-up as any infant for whom no information is available regarding diagnosis on the post-hospital disposition of a newborn with a failed initial hearing screen, and no information is available regarding confirmation of or clearance of diagnosis of hearing loss.  Projected measures to specifically address lost to follow-up will also support the continued efforts of moving Alabama’s Listening, Alabama’s Early Hearing Detection and Intervention (EHDI) Program towards meeting the American Academy of Pediatrics, (AAP) quality assurance indicators for hearing screening programs.  These actions will also assist in implementing measures identified in Healthy People 2010 and the National Institute for Child Health Quality, (NICHQ).   

     Alabama’s Listening has had many challenges during the last year.  The first obstacle that was overcome was the hiring of a new EHDI coordinator after a vacancy in this position for six months.     Now that the vacancy is filled, it will ensure a smooth workflow and oversight of all program activities.  

Needs Assessment
The average refer rate in Alabama is 5.6%; however seventeen of the 54 birthing facilities consistently exceed this average.  The contract audiologist monitors these refer rates and works with hospital staff in attempts to reduce these rates and encourage prompt reporting.  While the program infrastructure has managed data from every birthing facility in the past, increasing birth rates and reduction of the number of birthing facilities has created a burden for hospitals and their ability to perform hearing screenings and report results to us in a timely fashion.  The increase in the volume of manual data entry required to ensure timely follow up and prevent loss of information is now overwhelming the current EHDI staff and created concern about the capability of this database.  Test results are currently entered manually by lab staff and this creates a backlog of entry as well as a backlog for follow-up due to the high amount of errors in accurately linking results to the infants.  Currently we have a total of about 7500 infants that are lost to follow up or lost to documentation.  This number is extracted from the total number of babies born for which no follow up testing has been reported whether initial screening results were a failure or the screening was never performed.  The EHDI program has initiated an integration of our hospital data collection with Vital Records for approximately two years.  The original idea was to create a web based reporting system for hospitals, however, once investigated there was no uniformity of use throughout the state’s birthing facilities.  Additional links between the Vital Records and our database are being created but still do not reduce the amount of manual data entry required at this time.  The manual reporting method done via paper submission is prone to error and delay in receiving rescreens for these babies.  This delay prevents many infants from getting screened and/or diagnostic evaluations in accordance with the JCIH guidelines for the 1/3/6 month timeline for intervention.  Alabama EHDI must rely on paper reports that are mailed to hospitals to be corrected and returned with updated results which are then manually entered.  This does not currently change statistic totals in our Neometrics database as updated test results can only be entered as an addendum to the record in “notebook” style and cannot change the test results page.  This causes staff to process through multiple screens to gather information when recording test results for infants as well as giving inaccurate statistical data back to the hospitals.  Birthing facilities do not return these printed reports in a timely manner if at all.  The program must also rely on manual reports from healthcare providers many of whom prefer to repeat screens multiple times over several months before sending in results.  Although, both parents and providers are contacted via letters to perform screenings or obtain diagnostic evaluations, many of the providers prefer to screen repeatedly over many weeks before referring for diagnostics.  Our Care Coordination Referral System (CCRS) is a statewide network of social workers that increase our ability to follow up infants who fail the initial screen at a local level, however because of our manual reporting methods, they do not receive referrals for approximately 60 days after birth again creating the inability to meet the 1/3/6 month guidelines for intervention.   This delay in receiving test results and then referrals to the social workers to follow those infants who fail initial screening can create a vacuum through which many families can fall before receiving proper rescreening and or diagnosis when needed.

Methodology

 The program has initiated purchase of upgrades to our database and modules to support web based reporting of results.  In an effort to make hospitals more compliant with the new reporting methods, new equipment must be purchased for many facilities.  In 2001, many hospitals were granted equipment to foster participation in the UNHS program; however much of that equipment is in need of replacement due to being outdated and/or non-functional.  Smaller birthing facilities in rural communities have little to no money budgeted to replace expensive screeners.  Many of these facilities have agreed to perform rescreens on site for infants who failed initially, but need newer equipment to perform testing more accurately, more timely and to decrease the delay between testing and reporting results to the state.  The program needs additional staff to help manage acquisition of data and its entry into the database.  Training needs to be provided to all staff that performs testing.  This training would facilitate the more timely submission of results that are accurate.  In turn, this would allow for more timely submission of referrals to CCRS and the ability to meet the JCIH guidelines for 1/3/6 month intervention.  Our plan for the EHDI program is to provide as much updated equipment as possible to ensure that newborn hearing screening gets performed efficiently, and timely reporting of results occurs.  The contract audiologist has identified 6-8 hospitals that have agreed to rescreen infants who missed or referred on the initial test.  The ability to provide these facilities with newer equipment would decrease the number of infants that do not get rescreened after failing the initial test thus reducing the lost to follow up and lost to documentation rate from its current level.  This would be of most benefit in rural areas that are located farther away from easy access to specialty providers that perform hearing screenings.  Since ease of access is reduced and cost of transportation is increased for those who live in rural areas, the facilities that rescreened would be providing services to those most in need.  It would also reduce client testing load for those specialists which can create long waits for rescreening appointments.  The newer equipment would be more compatible with the upgraded software system which would allow us to obtain test results in a timelier manner.  In addition, this equipment would provide some of these facilities with the two stage screening protocol of OAE testing and ABR testing.  Many of these facilities have not had that capability in the past with their older machines.  This will also decrease the need for rescreens on an outpatient basis which is a loss of contact with many families.  There are regional pocket areas in Alabama where there are higher Hispanic populations due to agricultural employment.  Many of these immigrants have no health insurance and are ineligible for Medicaid for five years after arriving.  They tend to cluster in small communities and many times these smaller towns or rural areas have limited access to health care specialties that provide hearing screening such as pediatrician offices, ENT offices and our own state offices for Children’s Rehabilitation Services (CRS) which will provide a hearing screening at no charge.   The CRS offices are not located in every county though, therefore, having the equipment available at the birthing facility will make it easier even if the family must return for a screen on an outpatient basis. The program is also in collaboration with the CRS to determine if a screener could be used by staff in their facility to travel to homes of infants who referred to accommodate those with little or no access to transportation for appointments at provider offices.  Concerns regarding this arrangement include screener training and travel costs to the state, nevertheless it is being discussed and reviewed.   Through CDC funding the staff is initiating a Spanish tutoring/learning program to assist the staff in learning basics of Spanish conversation in order to obtain and disseminate accurate information with these families.  Many of our brochures are printed in Spanish but test results must be obtained first in order to determine which informational brochure the family members need.   The EHDI staff is constantly searching for ways to reach out to the more rural areas that have little to no access for specialty care and some counties in Alabama have no physician offices at all.  Out of Alabama’s sixty-seven counties, thirty-six do not have birthing facilities.  The majority of birthing facilities are clustered around metropolitan areas leaving smaller county facilities to shoulder the burden of many surrounding counties.  There are regional pockets on the upper west counties of Alabama bordering Mississippi and the lower eastern counties that border Georgia.  Families of infants in these counties may have to travel over 100 miles for access to specialty healthcare for newborns and many cannot or will not make the trip.  In the counties where there is at maximum only one Family Physician, many will use this office for a medical home for all family members including the infants.  It is probable that they will be more willing and able to travel back to the familiar, smaller birthing facility for a rescreen thus eliminating the need for travel and in turn reducing non-compliance or loss to follow up.  Many of these smaller rural area hospitals are underfunded and therefore cannot purchase their own equipment and therefore funding new equipment for them is crucial to our program success.  

Newer equipment will interface with the hospital computer system more easily and provide us with automated download of demographic data for patients thereby preventing some of the errors from manual data entry.  Unfortunately, not every hospital will get new equipment and so manual data entry cannot be completely eliminated.  Some hospitals that are not in need of newer equipment at this time have agreed to use program provided compact discs and mailers for recording all infants tested including demographics and test results. They have also agreed to mail these in monthly, hopefully reducing the delay that we now have in obtaining updated results from the hospitals.  New Filter paper forms have been printed which will make hearing results easier to record for hospitals and primary care providers that still choose to use this method of reporting.   The Form A is used by hospitals and now has a larger recording space for hearing test results as well as information regarding risk factors for hearing loss.  The Form B which is used by medical providers as well as hospitals will have a tear off card for hearing test results which will be sent directly to our follow up offices.  This will hopefully reduce the duplicated reports we receive from providers and assure timelier recording of results done after initial filter papers are submitted to the lab. 

 The program intends to hire additional staff in the form of an administrative assistant to handle this data entry from the tear away cards and also the monthly mailer CDs from each birthing facility.   This staff member would serve as liaison to provider offices and also assist in training provider office staff with the reporting of hearing test results using our web based system with the software upgrade mentioned earlier.    This additional staff member will also assist in maintaining follow up logs on infants that referred on initial screening.  Other duties would include maintaining contact with all 54 birthing hospitals in Alabama regarding the mailer CD’s to be submitted on a monthly basis and other duties to assist the program as needed. 

Another goal that the program would like to accomplish is using the funding to provide a workshop for Audiologists in the state as well as those that are screening newborns in the hospital or provider office.  It would be a two or three day conference to encourage more participation in the process of newborn hearing screening.  Training would not be limited to but would include many topics such as the mandate regarding hearing screening and our program, funding sources, equipment, testing, technique updates and also the current availability of pediatric audiology services in our state.  Focus of the conference for one day would be on screening techniques for non-audiologists, education regarding the mandate, reporting essentials and information on existing resources in our state for diagnostic centers for evaluations.  Resources regarding intervention from both the public and private sector would also be discussed.   The EHDI staff feels that by raising awareness regarding hearing loss as being the most prevalent congenital disorder would increase the commitment of those providing screenings initially and those that perform repeat screens in provider offices.  The remaining focus of the conference would be updating audiologists in the state on our current mandate, how it applies to their practice and hopefully encouragement for many who currently shy away from Newborn Hearing Screening to consider providing this service.  Increasing the number of providers who perform newborn hearing screenings would decrease the wait time for many families to get appointments and eliminate many of the infants with normal hearing needing to travel to diagnostic centers to confirm normal hearing.   This in turn would decrease the waiting time that many families now spend in limbo before they can get appointments with the diagnostic centers in our state.  Decreasing the need for travel to access proper testing and reduction of wait times allows the program to focus energy on those infants that are truly suspected of having hearing loss.  

Currently, the Alabama EHDI staff is overwhelmed with the paperwork load that our current reporting system uses for obtaining hearing results.  This allows approximately 12-13% of infants in Alabama to be lost to documentation or lost to follow up annually.  The program would like to decrease that over the next three years using this funding source.  

Work Plan
The program staff has already begun laying the ground work for implementation of this funding.  Birthing facilities in need of new equipment have been identified by the contract audiologist.  In turn, these facilities have agreed to a collaborative effort to rescreen those infants that refer on initial hearing screening on an outpatient basis.  The goal of the program would be to install these new screening units by December of 2009 including training on the equipment as well as new reporting methods that were described above.  The contract audiologist and the EHDI Program director are responsible for assisting in the purchase of the equipment, installation and training for its use as well as the training of new procedures for documentation/reporting of results.  The new filter papers are already received from the printer and are anticipated to be distributed to birthing facilities and providers as the old forms are used up by September 2009.   A staff member is exhibiting at the Alabama Academy of Family Physicians June 2009 conference to introduce provider offices to the new forms and give brief training regarding proper usage.  Attending this meeting will also help many Family Physicians understand the importance of EHDI and their collaborative role in being the medical home for infants.   Similar activities are planned for the Alabama Pediatric conference in the fall of 2009.  The implementation of using Compact Disc for obtaining monthly results updates from hospitals has already begun with one hospital and the contract audiologist is negotiating this with each facility on a case by case basis for those facilities which repeatedly fail to return hospital reports with corrected test results.  This will enable current staff to begin immediately processing data without having to wait until our database reports are printed and mailed to each facility and then wait for their return.

The hiring of the new administrative personnel is to be done by the UNHS Program Coordinator, NBS Follow-up Coordinator and the Director of Newborn Screening.  Due to a current state wide hiring freeze, it is uncertain what time the interview process could begin.  It is the goal of the EHDI program to have this position filled by December 2009.  

The Workshop for audiologists and screening providers has been a goal of the EDHI program and one that was successfully implemented in 2007.  Program staff considers this an essential part of the plan due to our 2008 issuance of mandated UNHS and also the new reporting methods.  Alabama EHDI must raise awareness of its successes and challenges to all those stakeholders in the hearing healthcare of our infants.  The projected date of this workshop is for spring 2010 and would be held in the capital city of Montgomery, AL.  

Resolution of Challenges
The Alabama EHDI program faces multiple barriers in reaching these goals.  As mentioned earlier, the coordinator position was vacant for much of 2008 and therefore the backlog of information integration and delay in implementation of past goals is great.  The plans in this application would work to reduce the lost to follow up rate in Alabama to 10% by the end of 2010.   The measure of success would be a reduction in the number of cases dispositioned as lost to follow-up or lost to documentation at the end of the budget year.

The agreement of facilities to rescreen will reduce the amount of infants that otherwise would not get rescreening done due to reduced or lack of access. Their ability to rescreen will be enhanced by the new equipment and easier documentation methods especially for those who will receive screening equipment that can electronically transfer the test results to our database.  In the past, errors from manual data entry created missing test results, missing or erroneous information regarding demographics or primary care providers.  New reporting methods will ensure greater accuracy and timelier receipt of test result information and accuracy in reporting.  

Another challenge faced is the propensity for pediatricians and other outpatient providers to rescreen repeatedly over many months.  The rescreening done at the birthing facilities will eliminate the need for hearing rescreens by these providers.   This will promote the likelihood that infants truly in need of diagnostic services will get the coveted appointments at the few providers of pediatric audiology in the state of Alabama.

As mentioned previously, many families in Alabama face obstacles in obtaining healthcare due to transportation issues and or communication issues.  Having repeat screening at the birthing facility, that the family is either in close proximity to or has an established relationship with, will increase the likelihood of compliance with rescreening appointments.   

The current amount of manual data entry is overwhelming for program staff.   The errors created by manual data entry are sometimes confounding to the staff and in turn leave many cases added to the lost to follow-up group.  The addition of an administrative assistant with a background of medical knowledge especially regarding hearing loss would facilitate more efficient input of results into our system and more accurate statistical data regarding infants in our state.  In addition, the newer equipment when coupled with our database software upgrades would reduce the amount of time that is currently spent trying to link test information to the correct infant record. 

Evaluation and Technical Support Capacity

Alabama’s EHDI program hired a new coordinator after a six month vacancy to the program.  This audiologist has an AuD from Salus University formerly named PCO and comes to the program after 18 years of clinical practice.  During that time, she initiated newborn screening at three of the four birthing facilities in the capital city and also provided outpatient screening and diagnostics for infants who failed initial screens.  She has brought with her a passion for providing early assessment and intervention for hearing loss to the infants of Alabama.  The program coordinator duties include coordinating the Alabama Newborn Hearing Screening program ensuring that follow up activities are appropriately carried out for infants that fail or do not receive initial hearing screenings.  The coordinator is also responsible for completing applications for and management of grants for funding the program from HRSA and CDC.  Additional duties include overseeing that proper documentation is completed and also assigns tasks to program staff to maintain the workflow of the program as well as maintaining its adherence to national regulations.

The part-time contract audiologist has been a valuable asset to Alabama’s Listening. She has worked with the program for two years and has 23 years of experience in audiology.  She has a Bachelor’s Degree in Communication Disorders and a Master’s Degree in Audiology.  Her experience includes working for the Jefferson County Board of Education in education audiology; as a diagnostic audiologist with several audiology groups; working at the hearing clinic for UAB/Spain Rehabilitation Center and hearing screener for the NICU.  She previously served on the staff of the speech and hearing clinic at the University of Montevallo. Duties of the part-time audiologist’s include consulting with hospitals and pediatric providers to train nurses and other hearing screener to perform newborn screening; Provide and maintain loaner hearing screening equipment and educating users on how to, assisting with data entry and data management of newborn screening test results. The part-time audiologist has assisted with the regional EDHI conference development; she attends conferences and workshops related to newborn screening.  Additionally she provides outreach information, materials, brochures, and bibs for nursery staff. 
The Nurse Coordinator (.25 FTE), has served in this role for two years.  Prior to transferring to Alabama’s Listening she worked at the Montgomery County Health Department for four years and her experience also includes working as a rehabilitation nurse for Children’s Rehabilitation Services where she coordinated the hearing and hearing aid clinic in the Opelika office of CRS.  
A Nurse Coordinator (.5 FTE) has served in this role for approximately five months and was formerly serving with Child Health Services as a consultant to daycare providers and also in county based operations.  She also spent eleven years in Pediatric nursing in hospital settings.
Currently their Alabama’s Listening duties include follow-up on all newborns reported as a do not pass, refer, or fail on the initial newborn hearing screen and make direct contact with all non-Medicaid newborns who do not pass the initial hearing screen (infant’s who are identified in Alabama’s Medicaid Database are referred to local care coordinators throughout the state through the Centralized Care Coordination Referral System or CCRS).  They maintain and review monthly ‘Hearing Screening Detail Reports’.  The reports contain data related to each newborn that does not pass the initial newborn hearing screen. They document hearing results received by the Alabama Department of Rehabilitation Service - Children’s Rehabilitation Service (CRS).  A monthly report is sent through an encrypted e-mail attachment which consist of the following data:  failed and enrollment with CRS pending; fail and referred to ENT/Medical Provider; pass with no risk factors identified; and pass with risk factors identified.  They also makes contact with Alabama’s Early Intervention System (AEIS) in order to identify those infants enrolled in EI and those who are not eligible for services through EI.  They also receive a yearly report that includes the AEIS facility (e.g. Alabama Institute for Death and Blind, Bright Beginnings, Head Start) where the child receives services and if the child is enrolled in CRS as well.  Other duties include reviewing and entering hearing data received from birthing hospitals, medical providers, and care coordinators.  The Nurse Coordinators update cases by adding actions, providing disposition codes, and making appropriate referrals. They field hotline phone calls regarding newborn hearing and assist parents or health providers with questions and concerns as needed.

The NBS Program has hired a .5 FTE Public Health Research Data Analyst.  He has a PhD from Tongii Medical University, China and a MS in Public Health from the School of Public Health, University of Alabama at Birmingham. Currently he is a Research Analyst II, Center for Health Statistics, Alabama Department of Public Health since May 2008. Duties are aimed at assessing and improving the quality of newborn screening collection and follow-up in a statewide screening program; responsible for designing and producing statewide hospital reports; and conducting data linkages with other data systems. 

The UNHS Program is housed in the Division of Newborn Screening, Bureau of Family Health Services and is directly responsible to the Branch Manager, Newborn Screening Follow-up.  She is a registered nurse and has 22 years of nursing experience.

 Alabama’s Listening provides hospitals with informational brochures to give to all new parents.  The brochure explains the purpose of the program, what steps to take in the event of a referral and developmental milestones to be aware of at various ages.  The program is currently working on additional publications that are more detailed and reserved for parents with infants at risk for hearing loss.  One will be for parents whose infants are referred based on the inpatient hearing screening.  This will explain in greater detail the importance of pursuing follow up testing.  The other brochure will be for parents of an infant with a confirmed hearing loss and will serve as their handbook of resources throughout the child’s life.  Many of the brochures are available in Spanish as well as English for the Hispanic population that is on the rise in Alabama.
Organizational Information

The Alabama UNHS Program is organizationally located in the Bureau of Family Health Services, Division of Newborn Screening within the Alabama Department of Public Health (ADPH).  The ADPH is a state-government agency and functions as the support, policy-making and assurance office for the public health system.  The purpose of the Alabama Department of Public Health is to provide caring, high quality and professional services for the improvement and protection of the public’s health through disease prevention and the assurance of public health services to resident and transient populations of the state regardless of social circumstances or the ability to pay.  The Department of Public Health works closely with the community to preserve and protect the public’s health, to provide caring, quality services and serve the people of Alabama by assuring conditions in which they can be healthy.

Alabama law designates the State Board of Health as an advisory board to the state in all medical matters, matters of sanitation and public health. The Medical Association, which meets annually, is the State Board of Health. The State Committee of Public Health meets monthly between the annual meetings and is authorized to act on behalf of the State Board of Health. The State Health Officer is empowered to act on behalf of the State Committee of Public Health when the committee is not in session.

Alabama’s UNHS Program is administered by the Department of Public Health through the Bureau of Family Health Services (BFHS) in the Newborn Screening Division.  Dr. Thomas Miller, Director of BFHS, has total administrative responsibility for the Bureau.

Cindy Ashley, BSN, RN,C Branch Manager, Newborn Screening Follow-up, is currently coordinating project activities with the UNHS Program, including these grant activities.  The Director of the Newborn Screening Division, Bob Hinds, will supervise the Newborn Hearing Screening Coordinator and will report directly to Dr. Thomas Miller.  

Additional resources are available to this program as the Bureau serves as the Title V Maternal Child Health provider in the state.  The current staff in this program requires no funding from this grant for facilities.  

In January 2008, a change was made to the current state rules and regulations that govern the state Newborn Screening Program, under which the UNHS program falls.  This change added hearing loss to the panel of disorders that are mandated by the State Committee of Public Health and require that all hospitals perform hearing screening during birth admission of all newborns. Our hope is this mandate will allow for future improvements, such as funding efforts, in the program that otherwise would have not been possible.   The current rules and regulations regarding “The Care and Treatment of Infants Identified Through the Newborn Screening Program” require any provider performing newborn hearing screening to report the results to the UNHS Program.  

The Alabama’s Listening data integration with Vital Records through the Birth Certificate Registry is an attempt to develop an integrated child health data system.

The scope of current activities has shown to be effective in lowering our high lost to follow-up rate.  The activities outlined demonstrate this organization can successfully conduct the program requirements in an efficient and organized manner.  The fact that Alabama has established a successful statewide program with 100 percent compliance further demonstrates our ability to conduct the program requirements.
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