SUMMARY OF ADVISORY COMMITTEE MEETING

Virginia Early Hearing Detection and Intervention Program

Virginia Department of Health

March 10, 2006

The following persons attended the meeting of the Virginia Early Hearing Detection and Intervention (EHDI) Program Advisory Committee: Frank Aiello, Barbara Allen, Jeannine Beden, Bob Boyle, Jackie Busa, Brian Campbell, Darlene Donnelly, Leslie Ellwood, Nancy Ford, Ruth Frierson, Sue Lau, Leslie Prince, Beth Tolley, and Susan Ward.

Announcements and Updates
· Dr. Leslie Ellwood shared comments about the National Early Hearing Detection and Intervention Conference, held in Washington, D.C. in February.  Sessions of interest included 1) discussion of the role of hearing in brain development, 2) the expanded role of the audiologist in providing pediatric audiology services, and, 3) and the role parents play in helping to develop their child’s attention to sounds and understanding what they hear.  Copies of presentations can be found on the National Center for Hearing Assessment and Management Web site, http://www.infanthearing.org/meeting/ehdi2006/index.html 

· Dr. Ellwood reviewed the results of the survey distributed last year to pediatricians, in collaboration with the National Center for Hearing Assessment and Management at Utah State University.  Of those surveyed

· Within the last three years an average of 2.8 children with hearing loss were seen in their practice.

· 77% felt newborn hearing screening and follow-up testing were important; 13% did not

· The practice received results on 87.9% of children screened.

· 91% said they did not feel the emphasis on hearing screening created anxiety for the parents.

· 77% said they felt the program was worth the effort.

· 36% felt confident explaining newborn hearing screening and follow up to their clients.

· 82% said they would refer a child with hearing loss to an otolaryngologist and to early intervention.

· Debbie Pfeiffer, who was at the Partnership for People with Disabilities, recently accepted a position with Virginia Department of Education (DOE).  She is now the Specialist for Deaf/Hard of Hearing and Blind/Vision Impaired.  She will continue to serve on this committee as the representative from DOE.  The new person at the Partnership who will manage the training and education contract is Ann Hughes.  Ann has been a teacher of deaf and hard of hearing students in Richmond City for many years.

· The rest of the meetings for 2006 will be held at the Virginia Hospital and Healthcare Association offices, except for September.  That meeting will be held at Children’s Hospital, Brook Road, in Richmond. 

Report from Virginia Department of Health (VDH)

· The age of eligibility for loaner instruments has been raised to 18 years.  Preference is given to children under age 5 years and those newly identified.  The total number of children receiving loaners as of the end of December was 26; 17 of the children received binaural aids and 5 received FM systems.  A total of 39 aids were loaned.  Sixteen audiologists have participated.  VDH recently arranged for a trade-in of ten of the FM systems – five each from Phonak and Oticon.  It was decided to trade some of the FM systems because they were not being requested as frequently as the hearing aids.  The program received ten new Phonak hearing aids in exchange for the five FM systems.  In addition, five of the Oticon aids had never been requested so those are being traded as well. Pat Dewey is still waiting to hear from Oticon as to how many will be sent in trade.

· The new follow-up position (supported by the new grant) has been approved; recruitment will begin next week.  The position is restricted, which means it will end when the grant ends in 2008.

· The resources section of the Parent Resource Guide is being revised as part of the contract with The Partnership for People with Disabilities.  Ideas about what should be included and suggested changes can be communicated to Pat Dewey.

· Status report from the contract with the Partnership for People with Disabilities:

· Part-time position has been filled

· Parent posters (designed several years ago) were reprinted to supply the New Parent Tool Kit that is being reissued

· An intern at the Partnership has begun the project to update the parent resources

· Audiology speaker for the Speech-Language-Hearing Association Conference was not secured due to unavailability.

· Applications for enrollment in online classes were distributed to early intervention systems statewide.  The grant-funded contract will support up to 25 people for one course each.

· The Joint Committee on Infant Hearing (JCIH) is still working on the new position statement.  It was announced at the National EHDI Conference that JCIH plans to revise this every 5 years.  Other points to look for in the next statement: 

· NICU population will be addressed differently from the regular nursery infants in terms of protocol for follow up and risk for developing hearing loss later. 

· All families of children with hearing loss should be offered genetic and pediatric ophthalmologic assessment.

· The risk indicators for late onset or progressive hearing loss will be further clarified and the recommendation for follow up for infants who pass the screening but are at risk will reportedly change to recommending that the child have a full audiologic evaluation before the age of 3.  Staff will be participating in a CDC conference call on March 14 to hear a preview of the new statement.

· The VDH Office of Information Management is working on the redesign of the VISITS database.  There will be timesaving features for hospital users as well as an increased capability to run reports.  There also will be linkages with the birth certificate.  Staff viewed a prototype a few weeks ago.  The planned linkages should reduce duplicates and ensure full, accurate reporting.  

· VDH is participating in a CDC program evaluation project as reported on in previous meetings.  The objective of this evaluation is to identify and examine the barriers and factors that contribute to loss to follow-up in state EHDI Programs.  Arkansas, Massachusetts, Michigan, Utah, and Virginia are participating.  Maternal exit surveys will be conducted by a select number of hospitals.  A maternal interview will be conducted by phone for babies born in 2005 who failed the hospital newborn hearing screening; RTI staff will do this.  English and Spanish-speaking mothers will be included.  VDH will send letters to the parent first, giving them the opportunity to opt out of the survey.  

· There was no legislation that pertained to EHDI during the 2006 General Assembly.

· Nancy Ford reported that there was legislation introduced that involves the VISITS database.  The purpose of the legislation is to allow hospitals to see selected data, such as demographic information, entered from other hospitals.  If passed, it will help reduce patient duplication.

· An issue arose last month regarding the audiology protocols and interpretation of the minimal requirements for assessment.  In addition, staff heard updates at the national EHDI conference that indicated it was time for revisions to the VDH assessment protocols document.  Pat Dewey will be convening a group of audiologists to work on this project.

· For the past three years, VDH has supported a parent to attend the national EHDI Conference.  This year, Jennifer Hutson attended.  She could not attend today’s meeting but will report on her thoughts and impressions of the conference at the June meeting.  Jackie Busa also attended the meeting. She learned that approximately four million babies are screened each year in the United States because of newborn hearing screening programs.  Her children were there to present an award to United States Representative James Walsh.  She was pleased that this offered people the opportunity to see how well children with hearing loss are able to communicate.

Update from Health and Human Services Initiative

· Dr. Frank Aiello reported that he also attended the National EHDI Conference. It was his sense that there is a greater degree of support around developing spoken language and technology to improve hearing.  He then gave an update from Health and Human Services initiative.  He discussed the report entitled “Closing the Gaps in Education and Health Care Services for Infants and Young Children with Hearing Loss.” The initiative was divided into three phases.  The first phase started in the fall of 2004.  People were brought in for focus/work groups to develop a plan and hone the issues.   From fall 2004 to May of 2005 the group formulated the 12 key issues to closing the gaps in service.  In May 2005, the issues were presented to federal representatives from 19 agencies.  The second phase was from May 2005 to the first part of 2006.  The group met with federal agencies to determine the role of each agency in the implementation and to discuss their commitments. The third phase began in February 2006.  Meetings will be held with the federal agencies to review the recommendations and make final commitments in terms of resources, roles, and plans of action with timetables.  
The recommendations are divided into three sections
· Education.  One example - Make sure all communication options and approaches are presented to parents. 
· Health Care.  One example - Infants with hearing loss have immediate access to hearing aids that are free to the family. 
· Research.  One example - Fund studies on outcomes, pertinent factors in the management of infants with hearing loss.

The complete report can be found at the following Web site: http://www.upstate.edu/pmr/beyond_newborn.pdf 

Update from Department of Medical Assistance Services

· Brian Campbell presented an update on the hearing aid program.  He cautioned that was not a final product as it is still under the management review process.

· Last October permission was given to add hearing aids into the state plan under “durable medical equipment” for children under the age of 21.  

· The provider manual is being revised.  

· DMAS plans to do a formal rate analysis next year.  There are challenges in establishing rates in that hearing aids can range from $550 to $1800, and whatever rate is picked will negatively impact someone financially.  

· DMAS has increased the approvals for digital hearing aids from 16 (last year) to 29.  Claims have increased by 200% over the past year.  Coverage is not complete, however.  For example, ear molds have four to five components, but there is currently only one fee. 

· In response to a question from Dr. Ellwood, Brian stated DMAS does have different rates for different audiology tests.  Dr. Ellwood asked that he report at the next meeting regarding the “pot of money” set aside for hearing testing and how it is distributed.
Report from Work Group

· Beth Tolley reported on the efforts of EHDI Workgroup, which was formed in spring 2005.  The group identified the two major goals as 1) decrease the time between diagnosis and provision of parent support, resources, and services, and 2) assure appropriate intervention that is consistent across the Commonwealth.  A loaner library of resource materials for professionals was purchased using grant funds and is being housed in the library at the Department for the Deaf and Hard of Hearing.  Parents may use the information by requesting it through the local early intervention managers.  A survey was developed and disseminated to early intervention service providers statewide in order to assess capacity of the early intervention system to provide services and supports to children who are deaf or hard of hearing and their families.  Analysis of the results will be reported at the next meeting.  This information will assist in targeting future training initiatives.  Additional VCR/DVD resources were sent to all local early intervention systems.  Information regarding online training opportunities also was made available to local systems.  The concept of a “family guide” is being developed; this would be a trained individual (perhaps a parent) who can provide information and support to parents of children who are identified with hearing loss.  Potential funding sources for the Family Guide program are being investigated.

Report from Follow-Up Coordinator

· Ruth Frierson reported that the parent letters have been revised; parents from the Hear and Now group reviewed them.  They will be sent to a translator next week.  Arabic was added to the list of translations that includes Spanish, Chinese, Korean, Vietnamese, Farsi and Urdu.  Ruth Frierson reported on what she attended at the conference.   She learned we are definitely on the right track with our efforts particularly in connecting to resources in a quick manner.  She indicated that listening to their problems and what they have tried provided guidance to our program. She spoke on the valuable use of “regional people” by some programs and the hope our program could also provide this service.  

Report from Surveillance and Evaluation Coordinator

· Sue Lau stated that reporting on follow-up services is improving.  Reports received from audiologists increased 19% from those received for infants born during the 2nd quarter of 2005 (April - June 2005) to those received for infants born during the 3rd quarter (July – September 2005).  Preliminary data for infants born in 2005 show 1) 98.9% were screened before 1 month of age, 2) the referral rate is about 3%, 3) 77.7% received some type of follow up, and 4) 75 children have been identified with hearing loss.  Although we have seen improvement, incidence of hearing loss still below what is expected.  

· Program staffs continue to work with hospital database users to increase timely reporting.  When hospitals do not report as required, VDH communicates with staff in management positions.  Last year VDH sent yearly statistics to the CEO of each hospital.  

· The follow-up form is being revised.  The form will match the data to be recorded in the new database and will facilitate collection of data that must be reported to federal agencies.  Sue Lau will begin to conduct record reviews at hospitals.  The first will be done in April.  She plans to shadow the VaCARES staff that has been conducting these reviews for several years.  She hopes to be scheduling these visits on a regular basis by summer of this year.  

Discussion

· Dr. Ellwood indicated there is a need to identify those children reported to the EHDI Program who are not under the care of a primary medical care provider.  The sooner they have a provider the sooner there is recognition and treatment of developmental and physical problems.

· Dr. Boyle brought up a concern that newborns that have had cardiac surgery and are put on cardiac bypass do not fall into the guidelines for follow up for late onset hearing loss.  He questioned why ECMO is included but not cardiac bypass.  He stated that hospital physicians are making recommendations for follow up to the families but this is not supported by the EHDI programs.  

· Dr. Aiello stated that he believes the new recommendation from JCIH for infants at risk for late-onset or progressive hearing loss will be that the primary medical care provider perform clinical developmental surveillance/screening with particular attention to language and auditory milestones in accordance with the recommendations in the soon-to-be released revised Bright Futures guideline.  This is in addition to the previously mentioned change in recommendation for rescreening.

· Dr. Ellwood expressed his concern that Medicaid is assigning dollar amounts to new tests but not updating allowed costs on existing tests in the system.

· Dr. Ellwood reported that the American Academy of Pediatrics announced that there is no EHDI money in the federal budget.  The CDC advised Nancy Ford that their EHDI funding is very tight.

Next Meeting

The next meeting of the Virginia Early Hearing Detection and Intervention Program Advisory Committee will be held on June 9, 2006, from 10-3, at the offices of the Virginia Hospital and Healthcare Association, 4200 Innslake Drive, Glen Allen, Virginia.
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