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Introduction 

1A. Primary Purpose

The Massachusetts Department of Public Health (MDPH), Universal Newborn Hearing Screening Program (UNHSP) seeks to improve the health and quality of life of children with hearing loss and their families in Massachusetts.  In 1998, Massachusetts law required that all newborns be screened for hearing loss prior to discharge from birth hospitals or birth centers (see Attachment 7: Other Relevant Documents for a copy of Chapter 243 of the Acts of 1998, An Act Providing for Hearing Screening of Newborns).  The MDPH leadership, UNHSP staff, and Universal Newborn Hearing Screening Program Advisory Committee are dedicated to ensuring that all infants in Massachusetts receive a hearing screening at birth and that families receive timely and appropriate follow-up services.  

The Massachusetts UNHSP requests funding to develop new systems to reduce the number of infants who are lost to follow-up who have not passed a physiologic newborn hearing screening examination prior to discharge from newborn nurseries in the state.  Approximately 200 children are born with permanent hearing loss in Massachusetts every year, which means that every 1.8 days a child is born with congenital hearing loss in the state.  Currently, approximately 8% to 10% of infants that fail a hearing screening do not receive follow-up audiological services.  Also, hospitals record some infants as “missed hearing screening,” when they are transferred to another facility.  As a result, screening data are not entered into the system.  The discharge hospital is responsible for the hearing screening and they do not have access to the Electronic Birth Certificate (the system used in MA for tracking newborn hearing screening) for babies born outside of their facility.  A number of children are diagnosed with hearing loss who do not receive Early Intervention (EI) services.  While some families may receive services outside of the formal Early Intervention (EI) system and therefore would be lost to documentation, follow-up information that MDPH has analyzed indicates that some children with mild hearing loss, unilateral hearing loss, or whose mother speaks a language other than Spanish or English are less likely to receive services. 

Goals developed for this project are consistent with the Healthy People 2010 Objective 28-11: Developmental: Increase the proportion of newborns who are screened for hearing loss by age 1 month, have an audiological evaluation by 3 months, and are enrolled in appropriate intervention by age 6 months.  The UNHSP also uses the goals and objectives established for Early Hearing Detection and Intervention Programs and the 2007 Joint Committee on Infant Hearing Position Statement for guidance in the project.  The primary goal of the program is to improve the health and quality of life of children with hearing loss and their families in Massachusetts by reducing the number of infants who are lost to follow-up who have not passed a physiologic newborn hearing screening examination prior to discharge from the newborn nursery. 

The Massachusetts UNHSP will accomplish its goals by developing a sustainable system through carrying out the following activities: 

· Screen all newborns at birth or prior to one month of age.

· Collect screening results, demographic and medical data on the 77,000 infants born in the state each year 

· Perform outreach to the approximately 1,000 families whose newborn does not pass a newborn hearing screening to ensure follow-up

· Document that hearing loss is ruled out or confirmed in infants who do not pass their newborn hearing screening by the time they are three months of age 

· Enroll the family and the infant into a program for early intervention as early as possible and before the infant reaches six months of age when hearing loss is confirmed

· Provide parent to parent support and a Parent Information Kit to families when children are diagnosed with hearing loss

· Conduct on-going data analysis to determine barriers to follow-up and disparities to receiving care

By initiating new activities, the project will significantly reduce loss to follow-up.  The project will continue its successful efforts to screen children for hearing loss, provide outreach to families whose newborn does not pass a hearing screening or misses a screening, support families throughout the screening process and provide parent to parent support at diagnosis.  The Childhood Hearing Data System (CHDS) will be used to collect the data necessary to evaluate the success of the quality improvement initiatives carried out by this project.  

The target population for this project includes all children born in Massachusetts and families whose infants are born at home or are residents of Massachusetts, but born in another state (border babies).  Staff will work with neighboring states to ensure that babies born in Massachusetts who reside in another state get connected to the state newborn hearing screening program in the state where they reside.  

The project is committed to providing quality care to all families.  That commitment to quality includes assuring access to services for all families.  The project will provide high quality information and materials delivered by competent providers to all families.  The project will provide information and services that respect the diversity and cultural richness of populations served and will accommodate their language needs.  The project and families will partner in decision making at all levels.  Project staff will determine families’ level of satisfaction with services, strive to ensure that infants and young children with hearing loss receive ongoing care within a medical home, and conduct outreach efforts to assess the adequacy of public/private insurance to pay for services needed.   

1B. Data System

The UNHSP’s data system is capable of tracking the approximately 77,000 infants born in Massachusetts each year.  As part of the Early Childhood Data System, the CHDS is a relational database (Microsoft Access) that shares common data items with other state programs including FIRSTLink and the Birth Defects Surveillance System (BDSS).  Population of the CHDS begins with the electronic birth certificate (EBC), which is downloaded several times per week from the Registry of Vital Records and Statistics (RVRS).  The information in the system is backed-up daily to ensure that information is not lost.  Screening results, medical risk information and demographic tracking information are available to staff soon after birth.  The UNHSP has a full time epidemiologist supported through a Cooperative Agreement from the Centers for Disease Control and Prevention.  Her primary duties include oversight of the system, quality assurance, and assistance with evaluation projects.  Outreach staff contact families whose newborn misses a hearing screening or does not pass the screening.  Outreach staff input data from parent reports into the CHDS to be analyzed systematically by project staff.  Automatic reports are built into the CHDS for quality assurance and improvement.  The 29 approved Audiological Diagnostic Centers (ADC) fax diagnostic data to the Massachusetts Department of Public Health.  The program offers parent-to-parent support to every family with a child diagnosed with hearing loss. All diagnostic results are reported, including reports of normal hearing, hearing loss or missed appointments for children until their sixth birthday.  Staff have obtained the legal authority to access the statewide Early Intervention Information System (EIIS) and ensure that children with hearing loss are enrolled in Early Intervention services.

1C.  Leadership at the State Level 
The Project will be in the Executive Office of Health and Human Services, Massachusetts Department of Public Health under the direct leadership of Commissioner John Auerbach.  The mission of the Department is to serve all the people in the Commonwealth, particularly the under served, and to promote healthy people, healthy families, healthy communities and healthy environments through compassionate care, education and prevention. 

For the past eight years, the Massachusetts Title V Director, Sally Fogerty, Director, Bureau of Family and Community Health has chaired the UNHSP Advisory Committee.  She is instrumental in building collaborative working relationships with Massachusetts hospitals and other stakeholders.  Ronald Benham is the Director of the Division of Perinatal, Early Childhood Health and Special Health Care Needs and will be the Principal Investigator for this Project (see Attachment 3: Job Description for Key Personnel and Attachment 4: Biographical Sketches of Key Personnel).  He is both the statewide EI Part C Coordinator and the Title V Children with Special Care Health Needs (CSHCN) Director.  He is the direct supervisor of the UNHSP Director.  The UNHSP realizes certain benefits by daily collaboration on matters pertaining to EI and this collaboration will enhance staff’s ability to achieve the goals and objectives of this project.  Janet Farrell, Director, UNHSP has overseen implementation of newborn hearing screening and follow-up in Massachusetts since passage of the newborn screening law in 1998. She will be the Project Director for this grant (see Attachment 3: Job Description for Key Personnel and Attachment 4: Biographical Sketches of Key Personnel).  She has worked many years in public health and as Director of the Universal Newborn Hearing Screening Program is a senior manager in the Children and Youth with Special Health Care Needs Program.  Ms. Farrell has demonstrated her dedication to families of children with hearing loss by ensuring their participation in all decision-making levels of the program, including policy development.  Sarah Stone, Program Coordinator, is responsible for outreach and cultural competency activities of the program.  Ms. Stone has been with the UNHSP since the first grant was awarded to the state by the Maternal and Child Health Bureau in 2000 and brings her unique perspective to the initiative as a person with hearing loss since childhood (see Attachment 3: Job Description for Key Personnel and Attachment 4: Biographical Sketches of Key Personnel). The Massachusetts Chapter of the American Academy of Pediatrics Champion, Jane Stewart, M.D. has worked with staff on newborn hearing screening issues since the late 1990s.  She is also an Advisory Committee Member and has worked with primary care providers throughout the state to ensure they are knowledgeable about hearing screening and hearing loss and are better able to provide a medical home for children with hearing loss.

needs assessment

2A.  Needs of the State
The 2000 census estimate for the total population of the 351 towns and cities in Massachusetts is 6,349,097.  According to the January 2007 vital statistics report published by the state’s Department of Public Health, Center for Health Information, Statistics, Research, and Evaluation, there were 76,824 births in Massachusetts in 2005 from 53 birthing facilities (3 birth centers and 50 hospitals).  Six babies were born at other hospitals and 316 were born at home/en route/or in a doctors office.  Data on newborn race and ethnic characteristics by maternal ancestry showed 53,469 white non-Hispanic, 6,077 Black non-Hispanic, 10,061 Hispanic, 5,251 Asian, 1,868 other, and 98 unknown.  The percentage of all state resident births to white non-Hispanic mothers has decreased by 11% since 1990 from 78.4% to 69.6%, while the percentage of births to Hispanic mothers increased by 44%, from 9.1% to 13.1%.  The percentage of births to non-U.S.-born mothers increased between 2004 and 2005 from 25.2% to 26.1%.  The percentage of non-Hispanic mothers who were non-U.S. born increased from 11% to 11.8%.  In 2005, 1 out of 4 births to a Massachusetts resident was to a mother born outside the continental U.S., Puerto Rico, and the U.S. Territories.  Births to Laotian and Brazilian mothers increased by more than 14% since 2004, yet these groups only accounted for 3% of all births in Massachusetts.  The percentage of mothers who were not married at the time of delivery was 30.2%.  The percentage of breastfeeding mothers was 79.3%.  Over 4% of Massachusetts births were multiple births.  In 2005, 4,539 births occurred to Massachusetts resident teens ages 15-19. One third of the teen births were to 15-17 year old teens.  Municipalities with 3 times the state rate for teen births included Holyoke, Chelsea, Lawrence, and Springfield.  The teen birth rate for Hispanics was almost 6 times more than white non-Hispanics.  The number of women giving birth over age 30 has risen dramatically and 1 in 4 Massachusetts births was to a woman age 30 and older.  The percentage of babies born under 5.5 pounds was 7.9%.  Black non-Hispanic infants continue to have the highest percentage of low birth weight at 12.0%, followed by Hispanics at 8.2%.  The percent of babies weighing less than 3.3 pounds was 1.4%.  Cambodian (55.1%), Other Central American (65.0%), and Other African (66.9%) mothers were less likely to receive prenatal care in their first trimester compared with mothers in other ethnicity groups (state average 83.2%).  The percentage of mothers whose care was publicly financed was 32.6%.  There were 391 infant deaths recorded (deaths of children less than one year of age).  Mothers with a high school education or less were more likely to smoke during their pregnancies, more likely to deliver low birth weight infants and less likely to receive adequate prenatal care.   
2B.  2005 Universal Newborn Screening and Follow-up Data 

The CHDS collected the following data and varies slightly from the data above.  76,991 babies were screened for hearing loss (99%), 529 babies missed a hearing screening or were missing documentation of the screening (<1%), 29 families refused the screening for their newborn (<1%) and 303 newborns died before receiving a hearing screening (<1%).  75,876 newborns passed their hearing screening (99%); 1,115 did not pass their hearing screening (1%).  All hospitals screen for newborn hearing loss in accordance with state averages.  At times, refer rates at very low birth rate facilities may be high or low, because they may not have any children that did not pass or one or two referrals could make their referral rate appear high.  In 2005, 207 children were diagnosed with hearing loss and the median age of diagnosis was 1.20 months.  The average age of diagnosis was 2.04 months.  In 2005, 71% of children with hearing loss were entered into the EI Information System.  Children with unilateral and mild/moderate hearing loss were less likely to be in the EI system than children with bilateral severe/profound hearing loss.  

2C.  MA Children Lost to Follow-up in 2005 

2C1. Between Hospital and Out-Patient Screening 

Massachusetts State Law only mandates the initial screen.  If an outpatient screen is completed, it is entered into the CHDS as the final screen.  All children are tracked through diagnosis and enrollment into EI. 

2C2. Between Screening and Audiological Diagnosis 

Approximately 82 infants (8%) who did not pass a hearing screening became lost to follow-up in 2005.  The number is approximate because some data on the infants may be lost to documentation.  Of those who did not pass a screening, 1 out of 4-5 infants was diagnosed with hearing loss.  

2C3.  Between Diagnosis and Entry into EI 

Approximately 52 (25%) infants/young children with hearing loss were not enrolled in EI.  The number is approximate because some data on the infants may be lost to documentation.    

2D.  Medical Home 

Information on each child’s medical home is available through the electronic birth certificate (EBC).  All of the 1,115 families whose infants did not pass a hearing screening were called at home within the first few weeks of the child’s life to discuss the screening results and follow-up appointments.  When the call is made, the outreach specialist verifies the information on the medical home/primary care clinician and updates the documentation when necessary.   

2E.  Family-to-Family Support Efforts 

Martha deHahn, the parent of two children with hearing loss and the Parent Outreach Specialist for the UNHSP, called each of the 207 families with children diagnosed with hearing loss to provide support, information, and technical assistance.  In addition, Ms. deHahn and the program director have been working with a statewide parent-to-parent support program, Family TIES, to train parents throughout Massachusetts to become part of the Family TIES network of parents that provide on-going technical assistance and support.  Staff work with the Commission for the Deaf and Hard of Hearing to refer families and their mission includes connecting families to consumers.  A Parent Information Kit (PIK) developed by the program is given to each family and Ms. deHahn has taken the lead in developing the kit.  The UNHSP through a CDC Cooperative Agreement has a staff person who is bicultural and trilingual, speaking both Spanish and Portuguese.  She is highly skilled in performing outreach to diverse cultural and ethnic populations and DPH has provided easy access to a telephonic interpretation line that connects staff and the families they are following with real time interpreters in numerous languages.  Many program materials are also on our website.  Approximately 5,000 hits were made to the program’s webpage over the past year.

2F.  Number of Audiologists in the State who are able to Provide Services to Families 

There are 29 approved Department of Public Health Audiological Centers.  As part of their approval process, the centers are required to meet MDPH Guidelines for Audiological Assessment/Diagnostic Centers and must submit a list of staff with their credentials.  Hospitals are required to refer exclusively to these centers throughout the state, staffed with approximately 91 audiologists.  The audiologists must have an annual pediatric caseload of at least 10% or are under the supervision of an audiologist who does. 

 Methodology
The Program employs the following methodology to achieve its goals and objectives:

1) Ensure all newborns are screened, 

2) Collect individual data on screening results through the EBC, 

3) Provide families with information about newborn hearing screening prior to the screening and written documentation of the results of screening, 

4) Provide information conveyed in a culturally sensitive manner in the preferred language of the parent, 

5) Provide information necessary for primary care clinicians to provide care, 

6) Ensure that birth facilities make audiological diagnostic appointments prior to discharge  for families whose newborn failed a hearing screening.

UNHSP staff will be responsible for the following:

1) Staff perform outreach to the family prior to the follow-up appointment to be sure the family has the information and supports necessary to get to the appointment, 

2) Staff document all outreach activities in the CHDS, 

3) Staff follow-up with birth facilities and families on any child who missed a screening, 

4) UNHSP staff obtain results of appointments through informed consent from ADCs, 

5) Staff enter diagnostic data (including high risk information) into the CHDS, 

6) Staff provide family support to parents at diagnosis and give them a written copy of the Parent Information Kit that is available in Spanish and English.  

In addition, staff will continue to review and approve birth facility and audiological diagnostic center protocols, provide written reports to facilities, and perform site visits for quality assurance.  Details of the quality improvement methods are below and the workplan will illustrate the activities that will be carried out for the Project.    

3A. Goal

The overall goal of this project is to improve the health and quality of life of children with hearing loss and their families in Massachusetts, by reducing the number of infants who are lost to follow-up who have not passed a physiologic newborn hearing screening examination prior to discharge from the newborn nursery.

3B. Objectives

The primary objectives that will be carried out and measured include the following:

1) Screen all newborns at birth or prior to one month of age.

2) Rule out or confirm hearing loss in infants who do not pass their newborn hearing screening by three months of age.

3) If a hearing loss is confirmed, the family and the infant will be entered into a program for early intervention as early as possible and before the infant reaches six months of age.

Data that will be collected and used to document progress on the objectives include but are not limited to the following: 

· Number of infants screened for hearing loss by one month of age 

· Number of infants screened for hearing loss by more than one month of age

· Number of infants who missed a hearing screening

· Number of infants who passed a newborn hearing screening 

· Number of infants who did not pass a newborn hearing screening 

· Number of infants who did not pass a newborn hearing screening and who received follow-up audiological testing before three months of age 

· Number of infants who did not pass a newborn hearing screening and who received follow-up audiological testing after three months of age

· Number of infants who did not pass a newborn hearing screening and who did not receive 

audiological follow-up after six months 

· Number of infants whose parent refused screening for sincerely held religious beliefs

· Number of infants diagnosed with hearing loss through UNHSP who were entered into the EI Information System by six months of age 

· Percent of forms received from ADCs without consent (aggregate data is submitted on these children)

· Median age of diagnosis of hearing loss by months

· Average age of diagnosis of hearing loss by months

· Number of children who are not enrolled in EI by six months of age

· Number of outreach calls to parents

· Number of families who received parent to parent support at diagnosis

· Number of UNHSP brochures distributed (English, Spanish, Russian, Haitian Creole, Portuguese)

· Number of Parent Information Kits distributed in English 

· Number of Parent Information Kits distributed in Spanish    

3C. Quality Improvement Methods 

The outreach and documentation manual will be updated to include the following quality improvement methods to evaluate spreading successful change approaches across Massachusetts. The outreach staff will meet to discuss the policy changes that will be carefully documented in the CHDS.  Project staff and the epidemiologist will develop strategies to evaluate the success of the quality improvement methods during the first year of the grant.  
1) Develop scripted message to be given to parents by birth facilities when an infant does not pass the initial screening test. 

a. Develop script as attachment to newborn screening guidelines. 

b. Disseminate scripts to birth facilities. 

2) Obtain a second point of contact for the family. 

a. Ask parent for second point of contact during first outreach call and record information in the CHDS. 

b. Explain to parent that this contact will be used if the parent cannot be reached. 

c. Request cellular telephone number and record in the CHDS. 

3) Verify the identity of the primary care provider or clinic before the parents leave the hospital. (This is currently being done in MA).  Additional efforts will include the following:

a. Develop a script requiring the person who gives the screening results to the family verify the primary care provider of the family and updates the name of the primary care provider in the EBC.

4) Make the next appointment for the family before they leave the hospital and explain why it is important to keep the appointment. (This is currently being done in MA.)

5) Make reminder calls before the appointment and include the reasons the appointment is important. (This is currently being done in MA.) 

a. To improve this effort program staff and the Epidemiologist will analyze data to understand reasons families become lost to follow-up (on-going effort), use that information to prioritize outreach and make additional calls as close to the day of the appointment as possible.

6) Make two audiology appointments so that the infant who cannot be completely tested at the first appointment is already scheduled to return in a reasonable timeframe.

a. In the first year of the grant, meet with the 29 ADCs in the state to develop a plan that addresses infants who cannot be completely tested at the first appointment. Carryout plan when it is completed.

7) Use the fax to alert primary care providers of screening results and the need for prompt follow-up. (Hospitals are required to notify medical home of screening results.) Institute the following: 

a. Whenever possible, the UNHSP will fax a letter to the medical home when a child does not receive a follow-up appointment and cannot be contacted to reschedule.

8) Use the fax to facilitate communication between specialists, including the audiologist and primary care providers.

a. In the first year of the grant, meet with representatives from the audiology community and primary care providers to develop a plan to improve communication.

b. Assist in developing systems to carryout the plan when it is completed.

9) Obtain consent for release of information at first contact with EI so that information can be entered in the State database. (UNHSP currently has the capacity to verify entrance into EI.) 

a. In the first year of the grant, meet with the DPH Legal Office and statewide EI Program to broaden the current agreement that allows for verification of participation in EI.  

b. In the first year of the grant, continue working on the “Partnering for the Success of Children with Hearing Loss Initiative”, including the UNHSP Parent Outreach Specialist co-chairing the committee and Project Director participation. 

c. Develop a plan that ensures families have connection to appropriate EI services, including a single point of entry contact.

3D.  Additional Quality Improvement Methods 

The UNHSP proposes additional quality improvement methods to improve its functioning and responsiveness to the needs of families whose newborn was screened for hearing loss.

1) Provide in-service training across the state to Neonatal Intensive Care Units (NICUs) staff to minimize loss to follow-up of children that are transferred to another facility. 

a. Meet with staff from at least one NICU prior to the training to ensure the training considers the needs of families whose infants may have multiple special health care needs and may have difficulty prioritizing follow-up. 

b. Provide training on entering screening results for a child born in another facility. 

c. Develop scripted letter and disseminate it to NICU staff to provide/mail to parents who are not present when the screening is performed to ensure they understand the importance of follow-up.

2) Confirm contact information with the state’s Medicaid Program (MassHealth) when families are difficult to reach or are thought to be lost to follow-up.

a. Set up meeting with MassHealth to discuss the possibility of verifying demographic information on families who are at risk of becoming lost to follow-up.

b. Meet with Legal Office of both agencies to develop plan to use the data. 

c. Develop plan and carryout it as a quality improvement method.

3) Add a notice onto letters sent to families who speak a language other than Spanish or English that there is important health information that needs to be translated.  The notice will be written in the preferred language of the parent.  

a. In the first year of the grant include this information to all families whose language is other than Spanish or English.  Also inform parents in the letter that they can discuss the health information in the letter through the telephonic interpretation line available through the UNHSP.

4) Work with birth facilities throughout the state to ensure that when families indicate a language interpreter or sign language interpreter is necessary, that the information is conveyed to the audiological diagnostic center when the appointment is made. 

a. Write a letter to newborn screening program directors and request that interpreter requirements be updated in future submissions of protocols. 

b. Develop a script for the person making the appointment.

c. Review this information at scheduled site visits.  

5) Work with the statewide immunization program and Women, Infants and Children (WIC) programs to include information about newborn hearing screening in their outreach materials. 

a. Meet with staff from both of these programs in the first year of the grant and develop a plan.

6) Change newborn hearing screening guidelines to require that ABR technology screens be performed in all NICUs. 

a. Provide training and written correspondence to program directors of newborn hearing screening programs at birth facilities.

7) Change UNHSP Audiological Diagnostic Center Guidelines to include requiring referrals for Genetics, Ears, Nose, and Throat, and Ophthalmology.

a. Meet with UNHSP Advisory Committee to discuss policies. 

b. Develop new policies in this area and disseminate to 29 centers.

c. Provide training at one of the mandatory meetings that occur three times per year.

8) Distribute Parent Information Kits in Spanish to families and encourage participation in EI services. 

a. Finish translating all materials and distribute to ADCs for dissemination at diagnosis.

b. Include contact information for trilingual UNHSP staff person for technical assistance and support.  

9) Develop strategies to ensure that children with mild and unilateral hearing loss receive EI services.

a. Finalize Mild and Unilateral Information Materials and include them in the Parent Information Kit. 

b. Send follow-up letter from the Parent Outreach Specialist after parent to parent support call reminding them of the importance of EI.

10) Make additional follow-up calls to all families whose infant was diagnosed with hearing loss to determine whether or not the family is receiving EI services.

a. Continue parent support call at diagnosis. 

b. Make one additional call 1.5-2 months after diagnosis to ensure that family is receiving EI services.    

Workplan

The following chart is the workplan for this project.  Additional activities will be added during each year of the grant in accordance with evaluation of the success of the quality improvement methods.    

	Activities
	Timeframe
	Staff Resources

	Timeline for Quality Improvements in Section 3A

	1) Develop scripts for screeners to utilize when providing results to parents after an initial did not pass result
	Year One
	Project Outreach Coordinator, Lost to Follow up Specialist, Parent Outreach Specialist

	1a) Disseminate scripts for screeners to all birthing facilities with screening equipment (51)
	Year One
	Project Outreach Coordinator

	2) Update CHDS with additional fields and train staff to request second point of contact for family, including cellular phone numbers
	Year One
	Project Epidemiologist, Project Director, Project Outreach Coordinator

	3) Develop script to be used by screening staff when they provide screening results to parents to verify primary care providers


	Year One
	Project Director, Project Outreach Coordinator, and Parent Outreach Specialist

	Activities
	Timeframe
	Staff Resources

	4) Call every family whose child did not pass the screen to verify appointment information, transportation, health insurance and primary care providers
	On-going
	Lost to Follow Up Specialist

	5) Train outreach staff to make reminder phone calls to families as close to the diagnostic center appointment as possible
	Year One
	Project Outreach Coordinator

	6) Work with approved ADC’s to develop a plan to address infants who cannot be completely tested at the first diagnostic appointment
	Year One and On-going 
	Project Director, Project Outreach Coordinator, Lost to Follow Up Specialist

	7) Develop fax alert system to notify primary care provider of screening results and the need for prompt follow-up
	Year One and On-going 
	Project Director, Project Outreach Coordinator

	7a) Develop plan to fax letter to primary care provider when a child does not attend a follow-up appointment and cannot be contacted to reschedule
	Year One and On-going
	Project Director, Project Outreach Coordinator, Lost to Follow Up Specialist

	8) Meet with approved ADC’s and primary care providers to develop improved communication plan
	Year One
	Project Director, Project Outreach Coordinator

	9) Develop plan to obtain consent for release of information at first contact with Early Intervention 
	Year One
	Principal Investigator, Project Director

	Timeline in reference to section 3B

	1) Provide in-service training on entering screening results for babies born outside their facility to all NICU’s; develop letter for NICU staff to provide to parents who are not present when the screening is performed
	Year One and On-going 
	Project Director, Project Outreach Coordinator

	2) Conduct meeting with state’s Medicaid Program, legal counsel and DPH Legal Office to discuss verification of demographic information on families who are at risk of becoming lost to follow-up
	Year One
	Principal Investigator, Project Director




	Activities
	Timeframe
	Staff Resources

	3) Revise parent letters to include a notice that the letter contains important health information and needs to be translated in the mother’s preferred language (if other than English or Spanish)
	Year One
	Project Outreach Coordinator, Lost to Follow up Specialist

	4) Develop plan to provide family’s language preference to the ADC’s when the appointment is made 
	Year One
	Project Outreach Coordinator, Lost to Follow up Specialist

	5) Meet with staff from immunization program and WIC to include UNHS information in their outreach materials
	Year One
	Project Director, Project Outreach Coordinator

	6) Update screening guidelines to require screens using ABR technology be performed in all NICU’s
	Year One
	Project Director, Project Outreach Coordinator

	7) Update ADC’s guidelines to include requiring referrals for Genetics, ENT’s and Ophthalmology
	Year One
	Project Director, Project Outreach Coordinator

	8) Distribute Parent Information Kits in Spanish and English
	On-going
	Parent Outreach Specialist, Lost to Follow Up Specialist 

	9) Develop materials to encourage families whose children have mild or unilateral losses to participate in EI
	Year One
	Project Outreach Coordinator, Parent Outreach Specialist

	10) Develop plan to follow-up with families whose infant was diagnosed with hearing loss to determine participation in EI services
	Year One
	Project Outreach Coordinator, Parent Outreach Specialist

	10a) Develop plan to ensure families have made appropriate connections to EI services, including a single point of entry contact
	Year One
	Project Director, Parent Outreach Specialist

	10b) Continue working with and educating staff from statewide EI and community EI Programs to ensure families receive appropriate and timely services 
	On-going
	Project Director, Project  Outreach Coordinator, Parent Outreach Specialist

	Timeline for regular meetings and quality assurance activities

	Hold Advisory Committee Meetings
	5/08, 10/08 

5/09, 10/09 

5/10, 10/10
	Principal Investigator, Project Director, Project Outreach Coordinator 

	Activities
	Timeframe
	Staff Resources

	Hold Approved Audiological Assessment/Diagnostic Center Meetings, including providing training 
	4/08, 9/08, 1/09

4/09, 9/09, 1/10

4/10, 9/10, 1/11 
	Project Director, Project  Outreach Coordinator

	Update newborn hearing screening guidelines in accordance with 2007 Joint Committee on Infant Hearing Position Statement and disseminate to 53 birth facilities 
	Year One 
	Project Outreach Coordinator, Project Director 

	Update audiological assessment/diagnostic center guidelines in accordance with 2007 Joint Committee on Infant Hearing Position Statement and disseminate to 29 centers
	Year One
	Project Director, Project Outreach Coordinator

	Distribute data reports to approved ADC’s for data quality
	On-going
	Project Epidemiologist, Project Director

	Follow-up with birth facilities and approved ADC’s about missing or incorrect data
	On-going
	Program Epidemiologist, Outreach staff

	Evaluate progress, including analysis of screening and diagnostic data and provide reports to facilities 
	Every other month 
	Project Outreach Coordinator in collaboration with UNHSP Epidemiologist 

	Perform site visits for technical assistance to targeted birth facilities
	On-going
	Project Director, Project Outreach Coordinator

	Review and approve audiological assessment/ diagnostic center protocols and perform site visits (29)
	Year One
	Project Director, Project Outreach Coordinator

	Meet with DPH Legal Office and statewide EI Program to broaden the current agreement that allows for verification of participation in EI
	Year One
	Principal Investigator, Project Director

	Collaborate with federal MCHB partners and other states as requested and submit reports as requested 
	As needed 
	Principal Investigator, Project Director, Project Outreach Coordinator 

	Perform presentations on newborn hearing screening and intervention 
	As needed 
	Project Director, Project Outreach Coordinator, and Parent Outreach Specialist

	Hold staff meetings to review progress 
	Monthly or more often as needed 
	Principal Investigator, Project Director, Project Outreach Coordinator 

	Activities
	Timeframe
	Staff Resources

	Timeline for regular activities

	Disseminate Project materials to providers and families (80,000 brochures annually, 400 Parent Information Kits and provider information)
	On-going 
	Project Outreach Coordinator, Parent Outreach Specialist

	Screen all babies prior to discharge, but no later than 10 days after birth
	On-going
	Project Director, Project Outreach Coordinator

	Complete audiological diagnostic assessments on all babies referred by newborn hearing screening by 3 months
	On-going
	Project Director, Project Outreach Coordinator

	Enroll all children diagnosed with permanent hearing loss in early intervention services by six months of age
	On-going
	Project Director, Project Outreach Coordinator

	Contact every family whose child missed their diagnostic appointment and assist in rescheduling
	On-going
	Lost to Follow Up Specialist

	Perform outreach to all families, with a direct focus on families at risk for becoming lost to follow-up (families with public health  insurance, teenage mothers, and preferred language other than English)  
	On-going 
	Project Outreach Coordinator and other Outreach staff 

	Provide parent to parent support to all families with children identified with hearing loss or at risk of becoming lost to follow-up
	On-going 
	Parent Outreach Specialist, overseen by Project Outreach Coordinator 

	Continue working on the “Partnering for the Success of Children with Hearing Loss Initiative”
	Year One
	Project Director, Parent Outreach Specialist

	Collect, analyze, and utilize hearing screening data from all of the 53 birthing facilities on the approx. 77,000 annual births and diagnostic results from approved centers
	On-going
	Project Director, Project Outreach Coordinator

	Analyze data to understand reasons why families become lost to follow-up
	On-going
	Project Epidemiologist, Project Director, Project Outreach Coordinator

	Run weekly reports of children who did not pass their screen and distribute to staff
	On-going
	Project Outreach Coordinator

	Collect weekly progress sheets from project staff
	On-going
	Project Outreach Coordinator


Resolution Of Challenges 
Massachusetts is a very diverse state with many emerging populations.  Providing effective outreach can be challenging due to a lack of understanding of cultural perceptions and access to interpreters. UNHSP staff seeks out training in these areas.  Recruiting a diverse staff is a priority and one endorsed by Massachusetts Public Health Commissioner, John Auerbach.  The telephonic interpretation line is actively used by staff when a family speaks a language other than English, Spanish, Portuguese, or Tamil.  

UNHSP staff recognize that many children with hearing loss have other medical conditions that sometimes take precedence over issues related to hearing screening and follow-up.  The UNHSP continues a long partnership with Jane Stewart, M.D., Massachusetts American Academy of Pediatrics Early Hearing Detection and Intervention Champion, to educate providers on the importance of early identification of hearing loss and intervention.  The parent outreach specialist often provides on-going family support to many of these parents to ensure that they receive intervention services when their child is diagnosed with hearing loss.  

The CHDS data has indicated several areas that need additional attention.  Significant challenges persist in tracking children transferred from the birth facility to another hospital.  Staff developed a system allowing the hospital of discharge to submit data on a paper form to UNHSP.  This facilitates the completion of missing data.  Geographical barriers have been identified with audiological follow-up in the Western and Southeast areas of the state and these will be addressed through several of the quality improvement methods and collaboration with other early childhood programs in the state.  Provider or equipment shortages are not a problem in Massachusetts, but some families have to travel far to appointments with appropriate staff to fit technology or receive specialty intervention services.  Outreach staff assist families to arrange transportation and the UNHSP continues to work with EI to ensure families receive the services they need.  A shortage of audiologists is a problem in a neighboring state and UNHSP has been partnering with that state to ensure children receive services in Massachusetts.  Data will be closely monitored to be sure median age of diagnosis does not change.  

As detailed in the workplan, this project seeks to utilize data from the state’s Medicaid Program (MassHealth) to update demographic information on families lost to follow-up after an infant fails a newborn hearing screening.  Massachusetts’ privacy laws are quite strict and the documentation process that needs to be performed to access this data may take some time.   Previous analysis of data indicates that many families at higher risk of becoming lost to follow-up may utilize the MassHealth system and there will be significant value to the outreach efforts of the program if this can be accomplished. 

Evaluation And Technical Support Capacity 
The UNHSP Project Director and Program Outreach Coordinator participated in an evaluation project with the state of Colorado, funded by the Centers for Disease Control and Prevention.  In June 2007 the American Speech-Language-Hearing Association, American Journal of Audiology published the results of the Massachusetts survey project in a Research and Technology article written by staff from the Massachusetts UNHSP Evaluating Families’ Satisfaction with Early Hearing Detection and Intervention Services in Massachusetts, Volume 16, pages 29-56.  The project was designed to determine levels of families’ satisfaction and anxiety associated with the early hearing detection and intervention (EHDI) process in Massachusetts, and to assess the relationship between a child’s hearing status and the family’s level of satisfaction with services. In Massachusetts, 4,138 families were surveyed and 1,106 surveys were returned completed.  The conclusion was that families reported satisfaction with the EHDI services they received in Massachusetts and expressed strong support for the universal newborn hearing screening initiative.  In collaboration with the UNHSP Epidemiologist, plans are in place to periodically survey parents of children diagnosed with hearing loss to ensure satisfaction with services.

UNHSP staff and other collaborators have also had a manuscript accepted for publication in Pediatrics Electronics Pages Evaluating Loss to Follow-up in Newborn Hearing Screening in Massachusetts.  In 2002-2003, 11% of Massachusetts children who did not pass a screening were lost to follow-up on the audiological evaluation and 25% did not receive EI services.  The analysis of this type of data allows Massachusetts to prioritize limited resources to subgroups of infants who are at higher risk of becoming lost to follow-up.  The analysis has been on-going and used in the design of the quality improvement measures above.  The results will continue to be used to develop new quality improvement measures or to share the existing measures statewide when tested in a particular facility or area.

UNHSP staff also participated in a multi-state project funded through MCHB and CDC and carried out by Research Triangle Institute on Lost to Follow-up.  Staff recently received the report An Evaluation of Loss to Follow-up in State EHDI Programs: Findings from the Massachusetts Universal Newborn Hearing Screening Program, which includes information and recommendations from the stakeholder focus groups, Computer Aided Telephone Interviews (CATI) and Maternal Exit surveys.  Staff used this report, particularly the information about hospital screening experiences and beliefs and attitudes about the hearing screening test results, follow-up procedures, and maternal anxiety, when they developed the quality improvement methods in Section 3A and 3B above.  In addition, staff have participated in the Mathematica Policy Institute study on Loss to Follow-up.   

The UNHSP Epidemiologist, with the experience and background utilizing CHDS data, in concert with the project staff, will study whether or not the quality improvement methods above are working.  This will be done by analyzing overall program data and subsets of the program data related to the quality improvement.  Particular attention will be paid to health disparities as they relate to underserved groups and cultural and linguistic minority populations served.  The Epidemiologist working with other project staff will meet with families and consumers to be sure evaluation strategies meet the needs of the population served.  As part of the plans to make the program sustainable, an extensively detailed manual was written ‘Childhood Hearing Data System, System and Program Documentation’ and it was updated in the Spring of 2007.  

Organizational Information

The UNHSP is in the DPH, Bureau of Family and Community Health, Division of Perinatal, Early Childhood, and Special Health Needs.  The Division for Perinatal, Early Childhood and Special Health Needs includes the UNHSP, EI, Children and Youth with Special Health Care Needs (CYSHCN) Program, Care Coordination, and the Medical Home programs.  The CYSHCN Program seeks to ensure that all Massachusetts infants, children and youth with special health care needs and their families have access to comprehensive, family-centered, community-based, culturally competent and coordinated systems of care and supports to live healthy lives.  The Division of Perinatal, Early Childhood, and Special Health Needs plans, implements and evaluates public health programs in partnership with families to ensure that they are relevant, effective, accessible and meet the ongoing needs of children and families.  The Division agenda and programs are guided by the following six core outcomes for CYSHCN identified in the Surgeon General's Healthy People 2010 Goals for the Nation. 

· Families of children and youth with special health care needs will partner in decision making at all levels and are satisfied with the services they receive.

· Children and youth with special health care needs will receive regular ongoing care within a medical home.

· Families of children and youth with special health care needs will have adequate private/public insurance to pay for the services they need.

· Children will be screened early and continuously for special health care needs.

· Community based service systems will be organized in ways that families can use them easily.

· Youth with special health care needs will receive the services necessary to make appropriate transitions to all aspects of adult life, including adult health care, work and independence.
The UNHSP and their staff have many years experience in carrying out universal newborn hearing screening (see Attachment 6: Project Organizational Chart).  Project staff include the Program Director, Program Outreach Coordinator, Parent Outreach Specialist, Lost to Follow-up Specialist and Epidemiologist.  New staff will not be added if the grant is awarded, but existing staff funded through the past MCHB grant will shift activities to implement quality improvement efforts and ensure that families receive appropriate services. The UNHSP is governed by Chapter 243 of the Acts of 1998, An Act Providing for Hearing Screening of Newborns.  The law establishes an advisory committee appointed by the Commissioner of Public Health for the statewide newborn screening program and it has been meeting since January 1999.  Mandated participants include parents, consumers, audiologists, an otolaryngologist, a neonatologist, a nurse from a newborn facility, an Early Intervention provider, a teacher of the deaf and a pediatrician.  The average attendance at these meeting is over 20 people and meetings occur twice per year.  Many of the support letters for this grant were written by members of the Advisory Committee and parents with children with hearing loss (see Attachment 7).  
The law requires that birthing facilities screen all newborns at birth.  It requires DPH to review and approve birth facility newborn screening protocols, and includes a provision that each facility must have training and supervision of screeners provided by a licensed audiologist.  The law further requires that facilities inform parents and providers when the newborn does not pass a hearing screening and that the cost of screening is a covered benefit reimbursable by all health insurers.  In the absence of a third party payer, the Commonwealth is responsible.  The law requires DPH to approve audiological diagnostic centers and if a third party payer is not available for follow-up testing, the Commonwealth is responsible for reimbursement for the service.

The UNHSP amended the hospital licensure regulations 130.629 Universal Newborn Hearing Screening Programs to include a detailed section on requirements for newborn screening including: 1) definitions, 2) information and screening requirements (including data submission through the electronic birth certificate), 3) screening protocols, 4) administration and staffing, and 5) requirements for all pediatric services (verifies that the screening was performed for infants readmitted after discharge).  Furthermore, the Newborn Hearing Screening Program Guidelines were developed with additional instructions to assist birth facilities in writing protocols for newborn screening programs.  The Guidelines require that screening results be entered into the EBC and it is downloaded at DPH several times per week.  Staff have screening results, medical information, and demographic tracking information very soon after the screening occurs.   

The law requires that the DPH approve ADCs for follow-up testing for families whose infant failed a newborn screening.  The UNHSP staff working with the UNHSP Advisory Committee developed the Massachusetts Department of Public Health Audiological Assessment/Diagnostic Centers Guidelines.  The Guidelines are used by audiological centers to write protocols for follow-up of infants and young children.  There is credentialing of three levels of centers: Level 1 serve children birth to 3 years and offer sedated and nonsedated auditory brainstem response (ABR) testing in additional to other pediatric test procedures, Level 2 serve children birth to 3 years and offer nonsedated ABR testing in addition to other pediatric test procedures, Level 3 serve children 6 months corrected age to 3 years and offer traditional pediatric test procedures.  There are currently 29 approved centers throughout the state.  The ADCs are required by the Guidelines to ask parents through informed consent to submit follow-up data to DPH.  There is a very high rate of parents providing consent to submit data to DPH.  

All of the data collected through screening, diagnosis and intervention (including information on all outreach calls to families, approximately 3,000 per year) is captured in the CHDS.  The large number of calls represents multiple calls to families and providers to ensure follow-up occurs after an infant does not pass or misses a hearing screening.  Staff use the information in the CHDS to match with the EI Information System to ensure children were actually entered into that system.      
  

The UNHSP has developed a system of follow-up that has been successful in Massachusetts.  We are able to document through our data system the gaps in care for families and will work to address these challenges.  We will continue to analyze our data to develop additional strategies of follow-up and care.
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