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PROGRAM NARRATIVE

SECTION 1:  INTRODUCTION

The purpose of the Baby Hearing Evaluation and Access to Resources and Services (HEARS) -Hawai‘i Follow-up Supplement Project is to reduce the lost to follow-up/documentation (LFU/D) of infants who have not passed newborn hearing screening prior to discharge from the newborn nursery.  The project will also address LFU/D for diagnostic audiologic evaluations and early intervention (EI) services.  This will help to improve meeting the Early Hearing Detection and Intervention (EHDI) 1-3-6 timelines, and children having optimal hearing that will support their growth and development.
Hawai‘i data (2008) show the need to reduce LFU/D.  Of births, 1.8% were LFU/D for screening.  Of children with failed screens, 35.2% (83/236) were LFU/D for diagnostic audiologic evaluation.  Of children with permanent hearing loss, 32.8% (21/64) were LFU/D for early intervention services.
The Newborn Hearing Screening Program (NHSP) is enrolled in the National Initiative on Child Health Quality (NICHQ) Learning Collaborative B.  The aim of the Learning Collaborative  Hawai‘i Team is to reduce lost to follow-up/documentation for screening, evaluation, and early intervention by improving communication with parents and medical home, strengthening screening data input, and increasing collaboration with other state and community programs.  Lessons learned on the process of improvement will be applied in implementing activities for this proposed supplement project.
SECTION 2:  NEEDS ASSESSMENT
Geography
Hawai‘i is situated almost in the center of the Pacific Ocean.  Hawai‘i is composed of seven (7) populated islands located in four major counties.  Approximately 71% of the state population resides in the City and County of Honolulu on the island of Oahu, concentrated in the Honolulu metropolitan area.  The Neighbor Island counties are Hawai‘i County (island of Hawai‘i, also known as “Big Island”), Kauai County (islands of Kauai and Niihau), and Maui County (islands of Maui, Molokai, and Lanai).

Only 10% of the State's total land area is classified as urban.  The City and County of Honolulu is the most urbanized with a third of its land area and 96% of its population in urban communities. The majority of tertiary health care facilities, specialty and subspecialty services are located in urban Oahu.  Consequently, Neighbor Island and rural Oahu residents often must travel to Honolulu for these services.  Interisland passenger travel is entirely by air.  Air flights are frequent, but relatively expensive.  This creates a financial barrier for Neighbor Island residents traveling to Oahu for health care services, since round-trip airfare costs range from $100-$200.

Geographic access is further limited because public transportation is inadequate in all areas of the State except for the city of Honolulu.  Residents in rural communities, especially on the Neighbor Islands, need an automobile for travel to major population centers where hospital, specialty, and subspecialty services are available.  Because of the mountainous nature of the islands, road networks in some area are limited to a single highway near the coast. 
Ethnic Diversity
According to the U.S. Census Bureau, 2007 American Community Survey, the population of Hawai‘i is 1,283,388.  The racial/ethnic composition of the population is heterogeneous and there is no single ethnic majority (see tables in Attachment 1A).  The largest one-race groups are Asian (38.8%), Caucasian (26.6%), and Native American and Other Pacific Islander (8.5%); the group with two or more races comprises 22.3%.  Of the state’s population, 17.3% are foreign-born, with 9.7% naturalized citizens and 7.5 % not U.S. citizens.  Of the population age 5 years and older, 26.6% speak a language other than English in the home.  These languages include Pacific Island (e.g., Chuukese, Samoan, Marshallese), Tagalog, Japanese, Chinese, Korean, Spanish, Vietnamese, Laotian, and Thai.  
In 2006, the Hawai‘i State Legislature recognized that language is a barrier for those living in Hawaii who are limited English proficient (LEP).  Consequently, the legislature passed a language access law, Act 290 (HRS §371-31 to -37) to ensure that LEP individuals have equal, meaningful access to state-funded services in Hawaii.  The law applies to state agencies and covered entities that receive state-funding and provide services to the public; requires state agencies and covered entities to establish a language access plan, and take reasonable steps to ensure they provide meaningful access to LEP persons; requires reasonable oral language interpretation services that are competent and timely; and requires timely, reasonable written translation of vital documents.
The Office of Language Access (OLA) provides centralized oversight, coordination, and technical assistance to State agencies and organizations that receive state funding.  All state agencies, including NHSP, are required to report on language services to LEP customers, including the types of services (oral interpretation, translation, etc.), type of oral language service utilized (bilingual staff, contracted interpreter, telephone interpreter, etc.), number of documents translated, and language services expenditures, by language.  The first quarter OLA report indicated that the top five languages for which oral language services were requested were Chuukese, Korean, Cantonese (Chinese dialect), Ilocano, and Spanish.

NHSP has 2 brochures “Good Hearing Helps a Baby Learn to Talk” and “Universal Newborn Hearing Screening” that are each translated in 11 languages – Chinese, Chuukese, Ilocano, Japanese, Korean, Marshallese, Samoan, Spanish, Tagalog, Tongan, and Vietnamese.
Need:

· Written materials related to follow-up and hearing loss, translated into different languages.
· Ensure that NHSP staff, hospital newborn hearing screening coordinators, and providers contracted by NHSP are aware of the language access requirements established by law.
Economy

The Hawai‘i State government is now in an economic crisis, due to lower than expected revenues brought about by the global recession.  Revenues are expected to decline further over the next few years.  Signs of a weak economy include: closure of businesses, lay-offs of employees, doubling of foreclosures, dropping of visitor spending, and increasing bankruptcies.  The  unemployment rate increased to 7.4% in May 2009, the highest rate since 1977.
Due to further declining revenues, the Governor of Hawai‘i has ordered additional restrictions of program expenditures and a hiring freeze for state-funded positions.  In addition, the Governor has ordered mandatory furloughs of 3 days per month for a two-year period beginning July 2009 for state employees (both state- and federal-funded staff), equivalent to a 13.8% worktime and salary reduction, which will directly impact NHSP and Project staff.  The Governor has also raised the possibility of lay-offs of state workers, if there are legal challenges that prevent the implementation of furloughs. 
Need:

· It is essential to further build the infrastructure for the newborn hearing screening and follow-up system, so that the system can be sustained if/when there are decreases in state and/or federal funding.

Number of Infants Lost/Missed at Each Stage of the Screening System in Hawai‘i
Figure 1 shows data on newborn hearing screening and follow-up for Hawai‘i, 2008.  Data include the number of children who did not meet the “1-3-6” EHDI timeline or were lost to follow-up/documentation for screening, evaluation, and early intervention services.  The number of children who were considered LFU/D excludes those whose parents declined services, infant died, or were non-residents or moved out-of-state.  Data show:
· Of all Hawai‘i births, 1.28% (249/19,453) were LFU/D for screening.
· Of the children with failed screens, 35.2% (83/236) were LFU/D for diagnostic audiologic evaluation.
· Of the children with permanent hearing loss, 31.3% (20/64) were LFU/D for early intervention services.
Further examination of data for LFU/D at initial screening (hospital) or rescreening (outpatient) show (see Attachment 1B):
· 2.2% births (422/19,453) were LFU/D for initial screening.

· 29.2% (318/1,088) were LFU/D for outpatient rescreening.

Figure 1
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 Hospital Screening 
Table 1 shows the births by hospital and island.  Hawai‘i data for 2008 shows that 1.4% of hospital births were LFU/D for initial screening, and 20.4% were LFU/D for rescreening.  

Table 1.  Lost to Follow-up/Documentation (LFU/D) at Screening (2008)

	 
	Lost/missed at initial screening (hospital)
	Lost/missed at rescreening (outpatient screening)

	Hospital
	# LFU/D
	# births
	% LFU/D
	# LFU/D
	# referred for rescreening
	% LFU/D

	Oahu
	 
	 
	 
	 
	 
	 

	Castle Medical Center
	9
	822
	1.1%
	12
	126
	9.5%

	Kaiser Medical Center*
	*
	1,643
	*
	*
	 
	*

	Kapiolani Medical Ctr.
	24
	6,453
	0.4%
	27
	148
	18.2%

	Queens Medical Ctr.
	8
	2,281
	0.4%
	10
	18
	55.6%

	Tripler Army Med. Ctr.
	78
	2,725
	2.9%
	51
	109
	46.8%

	Oahu Total
	119
	13,924
	0.9%
	100
	401
	24.9%

	Hawai‘i
	 
	 
	 
	 
	 
	 

	Hilo Medical Center
	42
	1,201
	3.5%
	11
	175
	6.3%

	Kona Comm. Hosp.
	4
	563
	0.7%
	11
	95
	11.6%

	North HI Comm. Hosp.
	37
	661
	5.6%
	43
	123
	35.0%

	Hawaii Total
	83
	2,425
	3.4%
	65
	393
	16.5%

	Kauai
	 
	 
	 
	 
	 
	 

	Kauai Vet. Mem. Hosp
	2
	272
	0.7%
	0
	18
	0.0%

	Wilcox Mem. Hosp.
	25
	593
	4.2%
	18
	66
	27.3%

	Kauai Total
	27
	865
	3.1%
	18
	84
	21.4%

	Maui
	 
	 
	 
	 
	 
	 

	Maui Mem. Med. Ctr.
	21
	1,844
	1.1%
	5
	35
	14.3%

	Maui Total
	21
	1,844
	1.1%
	5
	35
	14.3%

	Molokai
	 
	 
	 
	 
	 
	 

	Molokai General Hosp.
	9
	38
	23.7%
	0
	10
	0.0%

	Molokai Total
	9
	38
	23.7%
	0
	10
	0.0%

	HOSPITAL BIRTHS (total)
	259
	19,096
	1.4%
	188
	923
	20.4%

	
	
	
	
	
	
	

	HOMEBIRTHS
	222**
	233
	95.3%
	129***
	159
	81.1%


*
Data not available for Kaiser Medical Center, which submits only summary data to NHSP.
**
11 homebirths screened

***
30 homebirths screened

Births on Oahu have the lowest rates of LFU/D for initial screening in the hospital.  Oahu’s rate is 0.9%, compared with the islands of Hawai‘i–3.4%, Kauai–3.1%, Maui–1.1%, and Molokai–23.7%.  Data show that in general the smaller rural hospitals on Neighbor Islands had higher rates for lost/missed at initial screening than for large urban hospitals.  Rural hospitals are more likely than urban hospitals to report that they have insufficient staff to screen newborns more than once prior to discharge.  

Of the 12 birthing hospitals, three (Kapiolani Medical Center, Queens Medical Center, and Kona Community Hospital) fully implement the two-stage screening of OAE (otoacoustic emission) and ABR (auditory brainstem response).  Data shows that referral rates at these three hospitals are significantly lower than other hospitals.

Three rural hospitals (Kauai Veterans Memorial Hospital, Molokai General Hospital, and North Hawai‘i Community Hospital) have older equipment that need to be replaced.  The North Hawai‘i Community Hospital’s equipment has a broken part. The Molokai General Hospital and the Kauai Veterans Memorial Hospital’s equipment did not give reliable screening results.  All three hospitals had not implemented the two-stage screening.
The Hawai‘i newborn hearing screening law requires birthing facilities to report screening results to the department, to ensure a statewide system for the screening, diagnostic evaluation, and intervention for all newborn infants with hearing loss (see Section 7: Organizational Information).  The administrative rules that include the detailed requirements are now in the lengthy process of being established.  
Need:

· Replacement of older equipment at three rural hospitals with two-stage (OAE and ABR) hearing screening equipment.  This may help to reduce the number of infants needing to return for a second screen and therefore the number needing follow-up.
· Technical assistance to hospitals to use the two-stage screening.
· Reporting by the 1 Oahu hospital that only provides summary data to NHSP.
· Establishment of administrative rules that require birthing facilities to report screening data on an individual child level.
Out-of-Hospital Births

Table 1 shows that for homebirths in Hawai‘i (2008), 17.6% (41/233) were screened, while 82.4% (192/233) were LFU/D for screening (combined numbers for intial and outpatient screening).  
In 2005, the NHSP contacted families of homebirths (identified through vital records) once NHSP was aware of a baby in need of screening, and 32.4% were screened.  In 2006, confidentiality issues were raised within the Department of Health (DOH) regarding whether families identified through data matched with vital records for quality assurance purposes could be contacted directly.  As a result of a determination by the Deputy Attorney General, NHSP no longer receives identifying information on homebirths from vital records.  
NHSP provides outreach to midwives through the Midwife Association.  Newborn Hearing Screening brochures are made available to families registering births through Birth Registrars.  
The midwife community in Hawai‘i indicated some interest in learning to conduct hearing screening for homebirths; however, an initial effort in 2008 of providing training and making equipment available for loan to two midwives did not result in any infants to date being screened through this method.

Need:

· Increased midwife referral of homebirths for newborn hearing screening.

· Increased collaboration and training with midwives to provide and/or refer for screening.

· Improved access of homebirths to community sites for screening.

Outpatient Screening

In the rural areas of Oahu and on the Neighbor Islands, a reason for loss to follow-up for outpatient rescreening is lack of transportation.  The only sites for rescreening are at birthing facilities which may not be in or near the family’s community.  There are no non-hospital community sites which offer newborn hearing screening/rescreening.  
Need:

· Improved access to screening at community sites (such a community health centers, early intervention programs, physician offices, etc.) for families who are unable to travel long distances for screening.
Diagnostic Audiologic Evaluations
Currently, 11 facilities provide diagnostic audiologic evaluation services to infants in Hawai‘i.  Eight of these facilities have contracts with the Hawai‘i State Department of Health EIS/NHSP (Attachment 1C).  The remaining 3 facilities are on Oahu (military facility, and 2 medical centers).  The majority of audiologists are on the island of Oahu, with few audiologists on the Neighbor Islands.  Two audiologists travel from Oahu to provide services on the islands of Kauai and Hawai‘i.  There are no audiology services on the islands of Molokai and Lanai. 

Diagnostic auditory brainstem response testing is available only on the islands of Oahu and Maui.  Diagnostic OAE testing is available in Kauai once a month, three times a month in Hilo (East Hawai‘i), two times a month in Kona (West Hawai‘i).  There is a waitlist on both Kauai and Hawaii for OAE testing.  Behavioral audiological testing is available on Oahu, Maui, the Big Island, and Kauai.  Audiologists reported that access is limited in part by lack of equipment and insufficient time for some pediatric procedures.  If the baby needs ABR (except Maui) or sedated ABR testing, the family must travel to Honolulu for services. 

When a child on a Neighbor Island needs diagnostic audiologic evaluation, and there are no audiology services on their island, NHSP arranges for services on Oahu (with NHSP paying for the audiologic evaluation when not covered by the family’s insurance).
Two medical centers (birthing facilities) provide audiologic evaluations for children who do not pass hearing screening; however, they do not provide the diagnostic results to NHSP.  
The Hawai‘i newborn hearing screening law requires the Department of Health to adopt rules which include diagnostic evaluation and intervention for infants with hearing impairment (see Section 7: Organizational Information).  The administrative rules that include the detailed requirements are now in the lengthy process of being established.  
Need:

· Improved access to diagnostic audiologic services (equipment, audiologist services) on Neighbor Islands. 

· Reporting by 2 Oahu medical centers that provide audiologic evaluations and do not provide the results to NHSP.  

· Establishment of the administrative rules that require audiologists to provide findings of diagnostic audiologic evaluations to NHSP.
Publications, Presentations, Provider Education
NHSP revised its “Hawai‘i Practitioner’s Manual for Early Hearing Detection and Intervention:  Health Provider Guide” to include the updated EHDI risk indicators for hearing loss in 2007.  The manual explains the protocol for newborn hearing screening and roles of medical home providers in detecting possible hearing loss.  Information includes actions to support screening before age 1 month, evaluation before age 3 months, and early intervention before age 6 months.  The manual was disseminated to physicians, midwives, naturopaths, Public Health Nursing offices, Early Intervention Programs, Healthy Start offices, community health centers, and other providers caring for infants.
Dr. Lynn Iwamoto, EHDI Champion for the American Academy of Pediatrics (AAP)-Hawai‘i Chapter, last provided a continuing medical education session on the new EHDI guidelines (Joint Committee on Infant Hearing “Year 2007 Position Statement:  Principles and Guidelines for EHDI Programs”, Pediatrics 2007;120:898-921) for pediatricians at Kapiolani Medical Center for Women and Children in November 2007.  
The Baby HEARS Parent Coordinator provides presentations to early intervention staff on her role and support services for families of children with hearing loss,

The NHSP Coordinator presented on newborn hearing screening and the loss to follow-up issue to Department of Health/Family Health Services Division (FHSD) Core Staff on 5/2/08, and at the FHSD meeting with the Maternal and Child Health Branch, Children with Special Health Needs Branch,  and Women Infants and Children (WIC) Services Branch staff on 11/14/08.  Information was presented on NHSP progress on the Title V State Performance Measure on percentage of infants with hearing loss who are receiving appropriate intervention services by age 6 months. 
The NHSP website at http://hawaii.gov/health/family-child-health/eis/nhsp.html includes the following resources:

· Hawai‘i Practitioners Manual for Early Hearing Detection and Intervention.

· Sound Steps:  Hawai‘i State Resource Guide for Families of Children with Hearing Loss.

· Good Hearing Helps a Baby Learn to Talk brochure (in 12 languages)

· Universal Newborn Hearing Screening brochure (in 12 languages)

Need:

· Periodic provider education on EHDI screening, evaluation, and intervention, and the need for and methods to reduce loss to follow/documentation.
Data Management System

Hawai‘i utilizes HI*TRACK software for its EHDI tracking and surveillance system.  The NHSP provides HI*TRACK to birth hospitals to assist them in accurate and timely reporting of screening results to the state EHDI program, and has assisted several hospitals in linking HI*TRACK to their admissions databases to minimize data entry errors/duplication.  Although many hospitals are able to upload results directly from screening equipment into HI*TRACK, the majority of hospitals still enter screening results by hand.  Assistance with using HI*TRACK is provided by the National Center for Hearing Assessment and Management (NCHAM) HelpDesk and Hawai‘i NHSP on data entry techniques, identifying children who need follow-up, printing management reports, letters to families and physicians, and other areas.  Diagnostic results and early intervention referral and enrollment information are entered in HI*TRACK by state NHSP staff, upon receipt from audiologists, Part C Care Coordinators, primary care providers, and families.

The current HI*TRACK 3.5 version needs upgrading to the HI*TRACK 4 version in order to manage more complex requirements of EHDI tracking and follow-up with babies who need second screen, diagnosis, or intervention services.  Better importing and merging features will help to facilitate data input at the hospitals and ensure more accurate data entry.  
The CSHNB Research Statistician quarterly links the NHSP and Newborn Metabolic Screening Program (NBMSP) screening databases, and submits them to the Office of Health Status Monitoring where the linked NHSP-NBMSP database is further linked to birth certificate data.  The combined linked database is returned to the Research Statistician with vital record information for names known to NHSP and NBMSP.  The combined linked database provides a more complete database for NHSP reporting purposes. 
NHSP collaborated with the Early Intervention Section (EIS) to add a field to the EIS database to indicate whether EI families consented to share information with NHSP.  The database of families who gave consent can be matched with the HI*TRACK database to identify children common to both databases.  
Need:

· Upgrade of NHSP data management system to HI*TRACK 4 version. 
· Utilization of the matched EIS and HI*TRACK database to identify children receiving EI services who have been LFU/D for newborn hearing screening or audiologic evaluation.

SECTION 3:  METHODOLOGY
NHSP will reduce the LFU/D for screening, evaluation, and early intervention services using various methods.
	OBJECTIVE 1:  By August 31, 2011, decrease by 20% the number/proportion of children who are LFU/D for screening.  
(Baseline:  In 2008, 1.3% (249/19,453) births were LFU/D for screening.)

	Activity 1.1  By September 2009, NHSP staff will be responsible for follow-up, including interim care coordination as needed, for  families of infants who fail newborn hearing screening.

	Activity 1.2  By August 2010, utilize a roadmap to guide parents through the process of screening, evaluation, and intervention.

	Activity 1.3  By December 2010, 80% of birthing hospital will implement two stages screening (OAE and ABR).

	Activity 1.4  By December 2010, 5 sites in the rural areas of Oahu and Neighbor Islands will perform outpatient hearing screening and rescreening.

	Activity 1.5  By September 2010, work with the midwife association to provide information about newborn hearing screening and where infants can get screening (hospital and community sites), and discuss how the process may be improved.  

	Activity 1.6  By August 2010 and ongoing, NHSP staff, contractors, and Hospital Newborn Hearing Screening Coordinators will have information related to cultural/linguistic competence, at least annually.


Method:

1.1 Improve follow-up coordination.  The NHSP Social Services Assistant (SSA) will be assigned as an interim care coordinator to follow-up with infants who fail inpatient or outpatient hearing screening/rescreening.  When NHSP receives a referral, the SSA will contact the baby’s primary care physician (PCP) and the parents to confirm the screening result and to discuss the next step.  If the parents and PCP agree, the SSA will coordinate appointments for evaluation at the audiologist office.  If the baby has confirmed hearing loss, the SSA will again contact the PCP and parents and initiate a referral to EI services.  Throughout the process, if the parents need support or further information, the SSA will make a referral to the Parent Coordinator to contact the family.
1.2 Families of infants who have failed screening are informed of the importance and process of follow-up at the time of screening.  This will be done using a “roadmap” developed by the NICHQ Learning Collaborative Project - Hawai‘i Team.  The road map provides information on the steps at birth, before 1 month, before 3 months, and before 6 months of age regarding rescreening, diagnosis, and intervention.  The team is developing the roadmap and script for screeners to share information with parents of babies who fail or miss initial screening at the hospital and before the baby is discharged.  Copies of the roadmap and other educational materials will be sent to all pediatricians and audiologists, who will be encouraged to use the materials with parents of children with suspected or confirmed hearing loss.  The roadmap will be piloted at selected hospitals in the first year and implemented statewide in the second year.  An intern from Gallaudet is currently working with the NHSP to draft fact sheets for families of children with hearing loss.
Increase linguistic access to information.  The roadmap and other educational brochures will be translated in 11 languages.  
Education for providers.  The American Academy of Pediatrics (AAP)-Hawai‘i Chapter EHDI Champion (Dr. Lynn Iwamoto) will provide in-service training to hospital screeners and nurses on the screening and rescreening procedures, including how to use the road map and script to facilitate communication with parents and the PCP.   Dr. Iwamoto will also offer training to pediatricians on newborn hearing screening and follow-up and the utilization of road maps.
1.3 Provide two stage screening (OAE and ABR) equipment in 3 hospitals to reduce the number of infants needing to return for a second screening and therefore the number needed follow-up.  NHSP will provide two-stage (OAE and ABR) hearing screening equipment for three rural hospitals (Kauai Veterans Memorial Hospital, Molokai General Hospital, and North Hawai‘i Community Hospital) which currently use old equipment which give unreliable screening results, to reduce the number of infants needed to return for a second screening.  NHSP will provide training for screeners and upgrade the screening equipment with proper software to enable the performance of both OAE and ABR screening if needed.  

1.4 Locate screening equipment and services where it is more accessible to families in the community.  NHSP will provide hearing screening equipment for community sites to improve access to screening, by decreasing the difficulty that families may have in traveling long distances to hospital screening sites.  NHSP staff will explore and identify community-based health clinics, state programs, or other sites willing to provide outpatient newborn hearing screening.  NHSP will develop an agreement or contract with these sites, loan screening equipment, provide training to screeners, and develop procedures/protocol for referrals.  

1.5 Increase outreach to midwives.  NHSP will work with the midwife association and individual midwives to provide information about newborn hearing screening and where infants can get screening (hospital and community sites).  NHSP will also discuss how the process may be improved to increase midwife referrals for newborn hearing screening.
1.6 Increase cultural/linguistic competence of NHSP staff, NHSP contractors, and Hospital Newborn Hearing Screening Coordinators.  To improve cultural/linguistic competence, NHSP will identify training opportunities on cultural competence, such as online courses or courses; develop a resource list of foreign language and ASL interpreters; and provide information to NHSP staff and Hospital Newborn Hearing Screening Coordinators related to cultural/linguistic competence.  
	OBJECTIVE 2:  By August  31, 2011, decrease by 25% the number/proportion of children who failed screening who were LFU/D for audiologic evaluation.  

(Baseline:  In 2008, 35.2% (83/236) of the referrals for audiologic diagnosis were LFU/D.)

	Activity 2.1  By December 2010, upgrade HI*TRACK database system in all participating birthing hospitals to facilitate better data input and tracking.

	Activity 2.2  By March 2011, contract at least one pediatric audiologist to provide diagnostic evaluation on the Neighbor Islands.

	Activity 2.3  By March 2011, sponsor at least two workshops and other training on newborn hearing screening to providers and other stakeholders.

	Activity 2.4  By September 2009, NHSP staff will be responsible for follow-up, including interim care coordination as needed, for families of infants who fail screening and need diagnostic audiologic evaluation. 

	Activity 2.5  By August 2010, utilize a roadmap to guide parents through the process of evaluation and intervention.


Method:  

2.1 Upgrade data system to improve timely tracking and follow-up for needed services.  Upgrading the current statewide HI*TRACK 3.5 version to the HI*TRACK 4 (HT4) version will improve timeliness for follow-up.  This will be done at NHSP and at all birthing facilities.  This will improve the ability to manage more complex requirements of EHDI tracking and follow-up for babies who need second screen, diagnosis, or intervention services.  New features allow patient demographic data from hospital data systems and the screening results from the screening equipment to be merged into the database system.  This will help to facilitate accurate data entry at hospitals.  NHSP staff and/or the National Center for Hearing Assessment and Management (NCHAM) consultant will provide onsite technical support to birthing hospitals during the period of conversion to HT4.    

2.2 Improve access to diagnostic audiologic evaluations on the Neighbor Islands.  NHSP will obtain a portable ABR equipment and arrange for a pediatric audiologist to perform diagnostic ABR evaluations on the Neighbor Islands.  Contract provisions will include a requirement for the audiologist providing an evaluation report to NHSP.

2.3 Education for providers.  NHSP will provide continuing education related to reducing lost to follow-up for health care providers.  The AAP-Hawai‘i EHDI Champion will offer training to pediatricians on newborn hearing screening and the roadmap.  NHSP will sponsor two conferences and bring in national experts to provide education on newborn hearing.  Conferences are offered to parents, providers, audiologists, and physicians.  See also Method 1.2.
2.4 See Method 1.1 above.
2.5 See Method 1.2 above.
	OBJECTIVE 3:  By August 31, 2011, decrease by 25% the number/proportion of children with permanent hearing loss who are LFU/D for early intervention (EI) services.
(Baseline:  In 2008, 31.3% (20/64) of infants with permanent hearing loss were LFU/D for early intervention services.)

	Activity 3.1  By December 2009, develop protocol and procedures for NHSP follow up with EIS regarding the enrollment of infants with confirmed hearing loss into EI services.

	Activity 3.2  By December 2009, develop protocol for NHSP to identify and follow-up for children in the matched EIS-HI*TRACK database who were LFU/D for audiologic evaluation, or had hearing loss and were not known to NHSP.

	Activity 3.3  By December 2009, provide parent support services for families of children undergoing audiologic evaluation, at the Audiology Department of the tertiary pediatric hospital in Honolulu.

	Activity 3.4  By August 2011, establish administrative rules which require reporting of screening and diagnostic audiologic evaluations to the Department of Health (NHSP).


Method:

3.1 
Improve follow-up coordination.  NHSP will develop procedures to follow-up with infants with confirmed hearing loss whom NHSP refers for EI services.  If the family has not enrolled or in the process, a referral is made to the parent coordinator for follow-up with the family.

3.2
Improve follow-up coordination, for children receiving EI services who are not known to have completed screening or diagnostic audiologic evaluation.  A database of EI families who have with signed consents to share information with NHSP can be matched with the NHSP database.  For children who were LFU/D for screening or audiologic evaluation, NHSP interim care coordinator will follow-up with the EIS care coordinator to determine status of screening or audiologic evaluation and follow-up as appropriate.
3.3
Provide parent support in the process of diagnostic audiologic evaluations.  The Audiology Department at Kapiolani Medical Center for Women and Children (KMCWC) has requested that the Parent Coordinator provide parent support services for families of children one morning a month at KMCWC.  NHSP will establish an agreement with KMCWC to do this.  The Parent Coordinator may assist in supporting the family through the diagnostic audiologic evaluation and referral to EI services.
3.4
Complete administrative rules that require reporting of screening and audiologic evaluations on an individual level.  Administrative rules were drafted by the previous NHSP Coordinator, but now need to be reviewed by the current NHSP Coordinator.  If there are any revisions, the draft rules will be reviewed again by the Deputy Attorney General.  Otherwise, the next step is completing a statement on small business impact for the memo to the Governor requesting approval for public hearing.  This is step #7 in the list of 34 steps in establishing the administrative rules.  The State’s guidelines on  Administrative Rules Processing Procedures will be followed in NHSP’s working toward the establishment of administrative rules.
Measurement of the Decrease in Loss to Follow-Up/Documentation (LFU/D)
The following measures will be monitored:

	Measure
	Numerator
	Denominator

	Screening LFU/D
	# of infants not receiving screening

Source:  HI*TRACK database for all hospitals except for Kaiser.  Kaiser reports only aggregated data.
	# of births 
Source:  Vital records from Office of Health Status Monitoring

	Audiologic Evaluation LFU/D
	# of infants that failed screening who did not receive diagnostic audiologic evaluation

Source:  HI*TRACK database, which has NHSP data on infants receiving diagnostic evaluations from audiologist records.
	# of infants that failed screening 

Source:  HI*TRACK database

	Early Intervention LFU/D
	# infants with permanent hearing loss who are not enrolled in early intervention services

Source:  HI*TRACK database.  Data on children receiving early intervention service is from NHSP referrals of  children with permanent hearing loss to Early Intervention (EI) services, or from the Early Intervention Section (EIS) database.
	# infants with permanent hearing loss

Source:  HI*TRACK database, which has NHSP data on infants receiving diagnostic evaluations from audiologist records.


The CSHNB Research Statistician will complete the data sheets in Attachment 1D, quarterly and by year:
Table 1 – Screening LFU/D:  Numbers and rates by island, hospital, homebirths.
Table 2 – Audiologic Evaluation LFU/D:  Numbers and rates by island, hospital, homebirths.
Table 3 – Early Intervention LFU/D:  Numbers and rates by island.

The CSHNB Research Statistician will also complete annual graphs similar to Figure 1 which includes data for screening, diagnostic audiologic evaluations, and early intervention by the EHDI 1-3-6 timelines.
SECTION 4:  WORK PLAN

	WHAT WE WILL DO


	WHO’S RESPONSIBLE
	Yr. 1
	Yr. 2
	HOW TO EVALUATE
(Project Supervisor)

	
	
	Quarters
	Quarters
	

	
	
	1
	2
	3
	4
	1
	2
	3
	4
	

	GOAL:  Reduce the LFU/D for screening, evaluation, and early intervention services.  
	
	
	
	
	
	
	
	
	
	

	OBJECTIVE 1:  By August 31, 2011, decrease by 20% the number/proportion of children who are LFU/D for screening.  
	
	
	
	
	
	
	
	
	
	

	Activity 1.1  By September 2009, NHSP staff will be responsible for follow-up, including interim care coordination as needed, for  families of infants who fail newborn hearing screening.
	
	
	
	
	
	
	
	
	
	

	Activity 1.1.1  Designate staff as interim care coordinator to follow up on infants who fail screening, rescreening, or who are confirmed with permanent hearing loss.
	Project Supervisor (PS)

Social Services Assistant (=interim care coordinator)
	X
	
	
	
	
	
	
	
	Care coordinator submits monthly follow-up log to PS

	Activity 1.1.2   If a baby needs evaluation, the care coordinator will contact baby’s parents and primary care provider to discuss referral for evaluation.  
	Social Services Assistant
	X
	X
	X
	X
	X
	X
	X
	X
	HI*TRACK contact note

	Activity 1.1.3  Care coordinator will coordinate evaluation appointments at the audiologist clinic and send reminder to parent before the appointment.   
	Social Services Assistant
	X
	X
	X
	X
	X
	X
	X
	X
	HI*TRACK contact note

	Activity 1.1.4  Generate monthly reports to assure infants who fail screening receive appropriate services following the EDHI 1‑3-6 timeline.
	Project Coordinator

Project Supervisor (PS)
	X
	X
	X
	X
	X
	X
	X
	X
	PC prepares monthly report reviewed by PS for quality assurance

	Activity 1.1.5  Care coordinator will refer families to Parent Coordinator to follow-up if families refuse services or need parent to parent support.
	Parent Coordinator

Social Services Assistant
	X
	X
	X
	X
	X
	X
	X
	X
	Parent coordinator submits monthly activities report to PS

	Activity 1.1.6  Generate bimonthly summary reports to individual birthing hospitals reflecting total number of infants that completed screening and evaluation, and total number and names of children who have confirmed hearing loss or who are lost to follow up. 
	Project Supervisor (PS)

Project Coordinator 
	
	X
	X
	X
	X
	X
	X
	X
	Bimonthly reports on file

	Activity 1.2  By August 2010, utilize a roadmap to guide parents through the process of screening, evaluation, and intervention.
	
	
	
	
	
	
	
	
	
	

	Activity1.2.1  Develop roadmap and script for hospital screeners to share with families with babies who fail or miss screening at the hospital and before discharge.  This roadmap will be piloted in two hospitals in the first year using the Plan-Do-Study-Act (PDSA) learning cycle.  
	Learning Collaborative B- Hawai‘i Team

Project Supervisor (PS)

Parent Coordinator
	X
	X
	X
	X
	
	
	
	
	Review of Learning Collaborative monthly progress report on roadmap

	Activity 1.2.2  Roadmap will be implemented statewide.
	Project Coordinator

Project Supervisor (PS)

Parent Coordinator
	
	
	
	
	X
	X
	X
	X
	Copies of roadmap with instruction delivered to all birthing hospitals

	Activity 1.2.3   Fact sheets on information relating to hearing screening, evaluation and conditions of hearing loss will be developed to be shared with parents along with the roadmap.
	Project Coordinator

Project Supervisor (PS)

Parent Coordinator

Learning Collaborative B- Hawai‘i Team
	X
	X
	X
	X
	X
	X
	X
	X
	Printed copies of fact sheets available to providers & parents.

	Activity 1.2.4   Roadmap and fact sheets will be translated in 11 different languages.
	Project Coordinator


	
	
	
	
	
	X
	X
	X
	Translated copies of roadmap

	Activity 1.2.5  Roadmaps and fact sheets will be distributed to hospital screeners, and placed on the NHSP website.  Sample of roadmap will be mailed to all pediatricians and pediatric audiologists.
	Project Coordinator

Office Assistant
	
	
	
	
	
	
	X
	X
	Record of roadmap distribution

	Activity 1.3  By December 2010, 80% of birthing hospital will implement two stages screening (OAE and ABR).
	
	
	
	
	
	
	
	
	
	

	Activity 1.3.1  NHSP will purchase new equipment which can perform both OAE and ABR screening and loan to three hospitals which have old equipment that need to be replaced.
	Project Coordinator

Project Supervisor (PS)
	
	
	X
	X
	X
	X
	
	
	Purchase order and invoices

	Activity 1.3.2  As needed, NHSP will upgrade software for hospitals that currently have equipment that can perform both OAE and ABR screening. 
	Project Coordinator


	
	
	X
	X
	X
	X
	X
	X
	Purchase order and invoices

	Activity 1.3.3  NHSP staff and AAP-HI EHDI Champion will visit all hospitals at least once per year to provide training on the two-stage screening and other technical support.
	Project Coordinator

Project Supervisor (PS) AAP-HI EHDI Champion 
	X
	X
	X
	X
	X
	X
	X
	X
	Travel record,

training log and/or site visit report

	Activity 1.3.4  Bimonthly telephone meetings with hospital hearing screening coordinators to discuss issues and share progress on the two-stage screening.
	Project Coordinator

Project Supervisor (PS)
	
	X
	X
	X
	X
	X
	X
	X
	Meeting notes

	Activity 1.4  By December 2010, 5 sites in the rural areas of Oahu and Neighbor Islands will perform outpatient hearing screening and rescreening.
	
	
	
	
	
	
	
	
	
	

	Activity 1.4.1  Identify geographic areas of greatest need on each island, based on analysis of residence of infants/families who are  LFU/D for screening.
	Research Statistician
	X
	X
	
	
	
	
	
	
	Island maps of residence of infants LFU/D for screening

	Activity 1.4.2  Identify community health centers, health providers, state programs, or other providers who are interested in performing hearing screening.  Obtain input of all partners concerned, impacted, or may be involved, including Neighbor Island District Health Offices, DOH programs in the geographic locations, community health centers, EHDI Advisory Committee, Audiologists Subcommittee, Midwife Association, etc.  Determine impact, feasibility, and costs of various options.  
	Project Supervisor (PS)
	
	
	X
	X
	X
	X
	
	
	Contact log
Report of various options

	Activity 1.4.3  Develop agreement or contract with the community sites or provider to perform hearing screening.
	Project Supervisor (PS)

Children with Special Health Needs Branch Chief
	
	
	X
	X
	X
	X
	
	
	Signed agreement or contract


	Activity 1.4.4  Purchase hearing screening equipment and loan to the community screening site
	Project Coordinator

Project Supervisor (PS)
	
	
	X
	X
	X
	X
	X
	X
	Purchase order, invoice and signed equipment loan form

	Activity 1.4.5  Establish protocols for outpatient screening and follow-up.  The protocols include referral to these sites, recording screening results, notifying the family and medical home of screening results, appropriate follow-up, and transmitting screening/follow-up information to NHSP.
	Project Coordinator

Project Supervisor (PS)  Contracted audiologist consultants
	
	
	X
	X
	X
	
	
	
	Written protocols documented on file

	Activity 1.4.6  Provide training to staff at the community screening site on hearing screening and protocol for screening and follow-up.
	Project Coordinator

AAP-HI EHDI Champion
	
	
	
	
	X
	X
	X
	X
	Training record and sign in sheet

	Activity 1.4.7  Inform birthing hospitals about the availability of this resource.
	Project Coordinator

Parent Coordinator

Social Services Assistant
	X
	X
	X
	X
	X
	X
	X
	X
	Copy of letter or emails sent to hospitals kept on file

	Activity 1.4.8  Generate monthly report generated to track names and numbers of babies screened at the community based clinic for quality assurance.
	Project Coordinator

Project Supervisor (PS)  
	
	
	
	
	X
	X
	X
	X
	HI*TRACK individual child’s report

	Activity 1.5  By September 2010, work with the midwife association to provide information about newborn hearing screening and where infants can get screening (hospital and community sites), and discuss how process may be improved.  
	Project Coordinator

Project Supervisor

Parent Coordinator
	
	
	X
	X
	X
	X
	X
	X
	Meeting notes

	Activity 1.6  By August 2010 and ongoing, NHSP staff, contractors, and Hospital Newborn Hearing Screening Coordinators will have information related to cultural/linguistic competence, at least annually.
	
	
	
	
	
	
	
	
	
	

	Activity 1.6.1 Identify training opportunities on cultural competence, such as online courses, webinars, workshops or conferences.
	Project Supervisor (PS)  

Parent Coordinator
	X
	X
	X
	X
	X
	X
	X
	X
	Training resource file

	Activity 1.6.2  Develop a resource list of foreign language and ASL interpreters.  
	Project Supervisor (PS)  


	X
	X
	X
	X
	X
	X
	X
	X
	Resource list.

Interpreters contract on file.

	Activity 1.6.3  Inform NHSP staff/contractors about training opportunities related to cultural/linguistic competence and support their participation.  Inform them about how to access to foreign language and American Sign Language (ASL) interpreters.  NHSP/contractors document use of interpreters for the quarterly Office of Language Access (OLA) report.
	Project Supervisor (PS)  


	X
	X
	X
	X
	X
	X
	X
	X
	Training log, approval of training request.

Quarterly OLA report is completed quarterly.

	Activity 1.6.4  Provide information to Hospital Newborn Hearing Screening Coordinators on training opportunities on cultural/linguistic competence, resource list of foreign language and ASL interpreters, and Hawai‘i language access law, at least annually.
	Project Supervisor (PS)  


	X
	X
	X
	X
	X
	X
	X
	X
	Meeting notes

	
	
	
	
	
	
	
	
	
	
	

	OBJECTIVE 2:  By August 31, 2011, decrease by 25% the number/proportion of children who failed screening who were LFU/D for audiologic evaluation.  
	
	
	
	
	
	
	
	
	
	

	Activity 2.1  By December 2010, upgrade HI*TRACK database system in all participating birthing hospitals to facilitate better data input and tracking.
	
	
	
	
	
	
	
	
	
	

	Activity 2.1.1  Convert existing HI*TRACK 3.5 to HI*TRACK 4 at the NHSP office. 
	NHSP staff
	X
	X
	
	
	
	
	
	
	HI*TRACK4 installed in all NHSP computers and used for data analysis

	Activity 2.1.2  Convert to HI*TRACK 4 at all birthing hospitals using the same database system.  Providing technical assistance and other supports if needed.
	Project Supervisor (PS)  

Project Coordinator

Hospital Newborn Hearing Screening Coordinators
	
	
	X
	X
	X
	X
	
	
	Birthing hospitals submit monthly data using HI*TRACK4

	Activity 2.1.3  Develop guidelines for data input using HI*TRACK4 .
	Project Supervisor (PS)  

Project Coordinator
	
	
	X
	X
	
	
	
	
	Documentation of Guideline

	Activity 2.1.4  Provide onsite training to hospital screeners and data input personnel to ensure important information are input in HI*TRACK 4, including two point contact, PCP name and risk factors.
	Project Coordinator

Project Supervisor (PS)/

NCHAM consultant
	
	
	X
	X
	X
	X
	X
	X
	Site visit and training log

	Activity 2.1.5  Monthly or bimonthly meeting with hospital hearing screening coordinators via teleconferencing to discuss issues and share successes.
	NHSP staff

Hospital newborn hearing screening coordinator or screeners
	X
	X
	X
	X
	X
	X
	X
	X
	Meeting notes on file

	Activity 2.2  By March 2011, contract at least one pediatric audiologist to provide diagnostic evaluation on the Neighbor Islands.
	
	
	
	
	
	
	
	
	
	

	Activity 2.2.1  Identify at least one pediatric audiologist who will travel to different islands to perform diagnostic evaluation. Develop a state-funded contract for the audiologist to provide diagnostic evaluations on the Neighbor Islands.  The contract will require sending a copy of the infant’s evaluation report to NHSP office and infant’s PCP.  
	Project Supervisor (PS)  
Project Audiologist
	
	X
	X
	X
	
	
	
	
	Contract signed with audiologist for Neighbor Island services.

	Activity 2.2.2  Purchase diagnostic equipment and loan to the contracted audiologist.
	Project Coordinator

Project Audiologist
	
	
	
	
	X
	X
	
	
	Purchase order, invoice and signed equipment load form

	Activity 2.3  By March 2011, sponsor at least two workshops and other training on newborn hearing screening to providers and other stakeholders.
	
	
	
	
	
	
	
	
	
	

	Activity 2.3.1  AAP-HI EHDI Champion will offer training to pediatricians on newborn hearing screening and the roadmap.
	AAP-HI EHDI Champion

Project Coordinator
	
	
	X
	X
	X
	X
	X
	X
	Training log

	Activity 2.3.2  Sponsor two conferences and bring in national experts to provide education on newborn hearing.  Conferences are offered to parents, providers, audiologists, and physicians.
	AAP-HI EHDI Champion

Project Coordinator

Parent Coordinator
	
	
	
	X
	
	
	X
	
	Conference agenda and sign in

	Activity 2.4  By September 2009, NHSP staff will be responsible for follow-up, including interim care coordination as needed, for families of infants who fail screening and need diagnostic audiologic evaluation. 
	
	
	
	
	
	
	
	
	
	

	Activities – See Activity 1.1
	See Activity 1.1
	X
	X
	X
	X
	X
	X
	X
	X
	See Activity 1.1

	Activity 2.5  By August 2010, utilize a roadmap to guide parents through the process of evaluation and intervention.
	
	
	
	
	
	
	
	
	
	

	Activities – See Activity 1.2
	See Activity 1.2
	X
	X
	X
	X
	X
	X
	X
	X
	See Activity 1.2

	
	
	
	
	
	
	
	
	
	
	

	OBJECTIVE 3:  By August 31, 2011, decrease by 25% the number/proportion of children with permanent hearing loss who are LFU/D for early intervention (EI) services.
	
	
	
	
	
	
	
	
	
	

	Activity 3.1  By December 2009, develop protocol and procedures for NHSP follow up with EIS regarding the enrollment of infants with confirmed hearing loss into EI services.
	
	
	
	
	
	
	
	
	
	

	Activity 3.1.1  If a baby has confirmed hearing loss, the interim care coordinator will contact baby’s parents and PCP to discuss referral to EI services.  
	Social Service Assistant


	X
	X
	X
	X
	X
	X
	X
	X
	Referral log

	Activity 3.1.2  Two weeks after a referral is made for EI services, the interim care coordinator will follow-up whether the child is enrolled or in the process of being enrolled in EI.  If the family has not enrolled or is not in the process of enrollment, a referral is made to the parent coordinator for follow-up with the family.
	Social Service Assistant

Parent Coordinator
	X
	X
	X
	X
	X
	X
	X
	X
	Monthly follow up log, HI*TRACK contact log

	Activity 3.2  By December 2009, develop protocol for NHSP to identify and follow-up for children in the matched EIS-HI*TRACK database who were LFU/D for audiologic evaluation, or had hearing loss and were not known to NHSP.
	
	
	
	
	
	
	
	
	
	

	Activity 3.2.1  Monthly report of children in the matched EIS-HI*TRACK database who were LFU/D for audiologic evaluation, or were receiving hearing services (indicating hearing loss) but were not known to NHSP.
	Project Supervisor (PS)
CSHNB Research Statistician
	
	
	X
	X
	X
	X
	X
	X
	Documentation of reports


	Activity 3.2.2  For children who were LFU/D for audiologic evaluation, NHSP interim care coordinator follows up with EIS care coordinator to determine status of audiologic evaluation and follow-up as appropriate.
	Social Services Assistant  
	
	
	X
	X
	X
	X
	X
	X
	Monthly follow-up log documenting status

	Activity 3.2.3  For children with hearing loss receiving EI services but not known to NHSP,  information is obtained for the HI*TRACK database.  As possible, identify factors that contributed to the child not being known to NHSP.
	Project Coordinator
	
	
	
	
	
	
	
	
	Monthly follow-up log documenting status.

	Activity 3.3  By December 2009, provide parent support services for families of children undergoing audiologic evaluation, at the Audiology Department of the tertiary pediatric hospital in Honolulu.
	
	
	
	
	
	
	
	
	
	

	Activity 3.3.1  Develop an agreement regarding the periodic location of the Parent Coordinator in the Audiology Department of Kapiolani Medical Center for Women and Children (KMCWC).
	Project Supervisor (PS)  

CSHNB Chief
	X
	
	
	
	
	
	
	
	Record of signed agreement

	Activity 3.3.2  One morning a month, the Parent Coordinator will provide parent-to-parent support at audiologic evaluation appointments for families of children with possible hearing loss.  
	Parent Coordinator
	
	X
	X
	X
	X
	X
	X
	X
	Monthly report of activities, including changes to improve service provision.  

	Activity 3.4  By August 2011, establish administrative rules which require reporting of screening and diagnostic audiologic evaluations to the Department of Health (NHSP).
	
	
	
	
	
	
	
	
	
	

	Activity 3.3.1 Review the draft administrative rules to determine whether further revisions are needed.  Any revisions will require review of Deputy Attorney General.
	Project Supervisor (PS)  


	X
	X
	
	
	
	
	
	
	Completed draft rules  

	Activity 3.3.1 Complete statement on “Small Business Impact” for the draft memo to the Governor requesting public hearing.
	Project Supervisor (PS)
	
	X
	
	
	
	
	
	
	Completed draft memo to Governor

	Activity 3.3.2  Complete the remaining steps toward establishing the administrative rules.
	Project Supervisor (PS)

CSHNB Chief
	
	
	X
	X
	X
	X
	X
	X
	Record of progress on remaining steps


SECTION 5:  RESOLUTION OF CHALLENGES

The following are challenges that may be encountered in implementing activities and approaches to address them:

	Challenge
	Approach to address challenge

	All NHSP staff are relatively new, employed since March 2008 and later
	· All staff have been quickly learning the newborn hearing screening and follow-up system, are working toward improvements where possible, and are building working relationships with hospital newborn hearing screening coordinators, audiologists, early intervention, and others.
· NHSP participation in the NICHQ Learning Collaborative B is supporting NHSP staff in learning a systematic approach to quality improvement that can be applied in various program areas. 
· The CSHNB Chief works closely with the NHSP Coordinator to provide information, guidance, or assistance as needed.  The CSHNB Chief and EIS Supervisor meet periodically with the NHSP Coordinator.

	State’s economic crisis, with hiring restrictions, state funding restrictions, possible furloughs, (unless other forces prevail), and/or possible reduction in force
	· With difficulties hiring new staff, the focus of this proposed project is on building infrastructure and capacity for screening/follow-up, such as by updating OAE-ABR equipment in hospitals and establishing community sites for screening.

· NHSP staff said they will “do their best” within any worktime constraints.  Furloughs will require that staff prioritize their work using the EHDI 1-3-6 goals as a guide.
· Activities aim toward improving efficiency (e.g., upgrade to HI*TRACK 4) or improving screening and decreasing the number of children requiring follow-up (e.g., by updating aging screening equipment or increasing access to screening in communities).  This may balance the decreased availability of staff time due to furloughs. 

	Timely purchasing of equipment due to a lengthy procurement process
	· Increase NHSP staff knowledge of the procurement process (including procedures, forms, bids, quotations, etc.).

· Start purchasing process as soon as project funding is awarded. 

	There are different methods or options for implementing activities such as establishing community sites for hearing screening or expanding audiologist services for diagnostic evaluations on Neighbor Islands.
	· Use the NICHQ Learning Collaborative model of improvement, which uses a Plan-Do-Study-Act (PDSA) cycle to test and implement changes.  Where possible, phase in activities starting initially on a small scale or one site before expanding to other sites.  When a new activity is implemented, evaluate whether the change has resulted in improvement, and what changes may be needed for further improvement.


SECTION 6:  EVALUATION AND TECHNICAL SUPPORT CAPACITY


The Baby HEARS Project team includes the following:
	Staff 
	Experience, Skills, Knowledge

	Po Kwan Wong, M.P.H.

Newborn Hearing Screening Program Coordinator
	· NHSP Coordinator since October 2008
· Experience in planning and program development related to public health, early childhood programs, and social-emotional development of young children.
· Experience working with families in multi-cultural, low-income settings.

· Fluent in Cantonese and Mandarin.

	Jasmine Jones
	· Project Coordinator since January 2009.
· Knowledge of Speech Pathology and Audiology (B.S.)
· Fluent in sign language

	Amanda Kaahanui

Parent Coordinator 


	· Project Parent Coordinator since October 2008 

· Parent of a child with hearing loss.
· Experience in supporting families of children with hearing loss.
· Knowledge of sign language.

	Randy Lum

Social Services Assistant
	· NHSP Social Services Assistant since March 2008.
· Experience in social services support to families.

	Lloyd Miyashiro, B.S.

Children with Special Health Needs Branch (CSHNB) Research Statistician
	· Background in planning, designing, implementing, and managing statistical information systems since 1990.
· Analysis of NHSP data for state/federal reports since 2000.
· Designed/implemented monthly data linkage procedures for use in joint quality assurance activities of the Newborn Hearing and Metabolic Screening Programs.

	Amelia Enright, M.A., CCC-A

NHSP Audiologist Consultant
	· Part-time NHSP Audiology Consultant on a contractual basis since 2006.
· Hospital newborn hearing screening coordinator since 1994.
· Audiologist serving newborns through adults since 1994.

	Sue Brown
	· Knowledge and experience in early intervention (EI) services, including child find, for children age 0-3 years with developmental delays, and coordinating between EI and NHSP services.
· Knowledge and experience in planning and developing new processes and programs.
· Knowledge of state administrative and personnel processes.

	Patricia Heu, M.D., M.P.H.
Chief, CSHNB


	· Experience and general knowledge of NHSP.

· Has been involved with the Hawai‘i project (Universal Newborn Hearing Screening) funded by the Maternal and Child Health Bureau since 2000.  Has been involved in writing all grant proposals and progress reports, and working closely with all NHSP Coordinators in developing and implementing the projects.
· Knowledge and experience in planning and developing new processes and programs.

· Knowledge of state administrative and personnel processes.

	Lynn Iwamoto, M.D.

AAP-Hawai‘i Chapter EHDI Champion
	· EHDI Champion since 2003.  

· Knowledge of the system of health services for newborn hearing screening and follow-up.
· Experience in providing and arranging continuing medical education sessions for physicians and other health care providers related to newborn hearing screening/follow-up.
· Medical knowledge regarding hearing loss.


Quality Improvement Regarding Screening
NHSP has been involved in quality improvement efforts to improve screening and follow-up.  NHSP efforts have contributed to increasing the percentage of newborns screened for hearing before hospital discharge from 90.9% in 2000 to 98.1% in 2007.

Percentage of newborns who have been screened for hearing before hospital discharge:
	
	CY

2000
	CY

2001
	CY

2002
	CY

2003
	CY 

2004
	CY

2005
	CY 2006
	CY

2007

	Indicator
	90.9%
	95.3%
	96.8%
	97.8%
	98.0%
	97.6%
	98.3%
	98.1%

	Numerator
	15,985
	16,286
	16,905
	17,678
	17,882
	17,417
	18,573
	18,725

	Denominator
	17,588
	17,093
	17,463
	18,082
	18,246
	17,839
	18,888
	19,085



Note:  Data for calendar 2000-2007 are from Hawai‘i’s Title V Maternal and Child Health Block Grant Annual Report and Application for FY 2009, submitted 7/15/08.

NHSP used its annual data and information from various sources (hospital newborn screening coordinators, midwives, audiologists, Part C Care Coordinators, etc.) to monitor and work toward improving the percentage of newborns screened before hospital discharge.  These efforts included: assist with follow-up for rescreening, audiologic assessment, and referral for EI services; provide outreach to midwives; provide software/technical assistance to birthing hospitals to facilitate reporting of screening results; develop database linkages to identify infants who may not have received screening; develop/disseminate public awareness materials on early hearing detection and intervention (EHDI); provide education/training for hospital screening staff, audiologists, and other providers about EHDI; and support birth hospitals and other screening and diagnostic sites with loaner equipment, especially in rural areas.

NHSP is participating in the National Initiative on Child Health Quality (NICHQ) Learning Collaborative B.  The Hawai‘i Team is listed in Attachment 5.  Goals of the Hawai‘i Team are to decrease loss to follow-up at second screen by 50% of babies who do not pass or miss the first screen; decrease lost to follow-up at diagnostic evaluation of babies who do not pass the second screen, excluding NICU babies; and decrease loss to follow-up at intervention by 30% of babies with confirmed hearing loss.  In support of these goals, the team will: 

· Develop care plans (roadmaps) for children who do not pass the initial newborn hearing screen, which will be given to families before hospital discharge or at the outpatient stage, as well as at each subsequent stage in the evaluation and referral process.
· Increase contact with the primary care physician (PCP) for children who do not pass the initial newborn hearing screen by sending a letter and a copy of the care plan.
· Improve the hospital data input system to include multiple family contact information by providing training and support to hospital staff.
· Create a script for hearing screeners giving screening results to families.
· Increase parent to parent support to families with children with confirmed hearing loss.
· Request audiologists to forward diagnostic reports to NHSP.
The team is also monitoring in the target population measures that include verification of insurance coverage or referral for financial counseling; infants with a verified PCP; infants with multiple follow up contact information documented; number of days to third available new appointment in audiologist practice; infants with a care plan/map provided by age 3 months; opportunities for rescreening, evaluation, intervention or enrollment completed successfully; screening or diagnostic events transmitted to PCP within 2 days.  These may assist NHSP in identifying additional areas to improve loss to follow-up.
Evaluation
The proposed supplement project will be evaluated in the following ways:

1. Project Supervisor will document the process and timelines of accomplishing activities according to the Work Plan.  Challenges or reasons for not accomplishing activities or not meeting due dates will be documented.  

2. The Research Statistician will analyze NHSP data and determine the extent that screening, audiologic evaluations, or intervention services are LFU/D.  While data was previously provided annually by calendar year, this will now be done on a quarterly basis to better track and monitor improvement. Data will be provided annually on screening, audiologic evaluations, or intervention services by timing of services to meet the EHDI 1-3-6 timeline.  NHSP will use this data to track progress.
3. The EHDI Advisory Committee, Hospital Newborn Hearing Screening Subcommittee, and Audiologists Subcommittee will review program performance through reviewing LFU/D data and 1-3-6 data, trends, program or pilot strategies, and progress in implementing activities.  
Sustainability

Currently in place:

1. Three NHSP positions (Coordinator, Social Services Assistant, and Office Assistant) are established as state-funded positions.  These positions will continue program activities to assure statewide newborn hearing screening and follow-up, after the federal grant ends.
2. CSHNB Research Statistician will continue to support the NHSP regarding data analysis.
3. A Hawai‘i law mandates newborn hearing screening and requires birthing facilities to report screening results to the DOH.  Administrative rules that have the detailed requirements for screening and follow-up are in the process of being established.
4. All birthing facilities are providing newborn hearing screening.

5. The “Hawai‘i Practitioner’s Manual for Early Hearing Detection and Intervention: Health Provider Guide” has been completed and distributed to health care providers statewide.

6. The Title V/CSHCN Director fully supports improving newborn screening and will continue to work with NHSP in its efforts toward reducing the loss to follow-up.
7. A NICHQ Learning Collaborative B Hawai‘i Project is supporting NHSP staff in learning a systematic approach to quality improvement that can be applied in various NHSP areas. 
The proposed supplemental project will further support sustainability after federal grant funds end:
1. All birthing facilities will have the two-state (OAE and ABR) technology for screening.

2. There will be access to screening at community sites.
3. There will be increased access to diagnostic evaluations on Neighbor Islands.
4. The updated data management system will improve tracking and follow-up.

5. Further education for health care providers supports newborn hearing screening and follow-up becoming part of routine practice.
SECTION 7:  Organizational Information
The Baby HEARS-Hawai‘i Follow-Up Project organizational structure is in Attachment 5.  

DOH/Children with Special Health Needs Branch

The Children with Special Health Needs Branch (CSHNB) works to improve access for children with special health care needs (CSHCN) to a coordinated system of family-centered health care services and improve their outcomes, through systems development, assessment, assurance, education, collaborative partnerships, and supporting families to meet their health and developmental needs.  

CSHNB, Maternal and Child Health Branch, and Women Infants and Children Services (WIC) Branch are the three branches within the Family Health Services Division, the state agency responsible for the state Title V Maternal and Child Health Block Grant.  The CSHNB Chief is the Title V CSHCN Director.  Improving follow-up for newborn hearing screening is one of the 10 state priorities for the Family Health Services Division, as listed in its Title V MCH Block Grant Application for FY2009.  State Performance Measure #2 is “Percent of infants with hearing loss who are receiving appropriate intervention services by age 6 months.”

Within CSHNB, the Newborn Hearing Screening Program works toward appropriate and timely screening, diagnostic audiologic evaluation, and referral to intervention Services.  It sets standards/guidelines; provides education to health professionals, early intervention providers and general public; facilitates the development of the screening system; provides training and technical assistance; and provides assistance with follow-up for rescreening, evaluation, or referral to early intervention services.  NHSP maintains the central data management system (HI*TRACK), to which hospital screening data files are transferred.  NHSP has three state-funded staff – Coordinator, Social Services Assistant, and Office Assistant.  

Other CSHNB programs/staff pertinent to newborn hearing screening:

· CSHNB Chief provides general oversight for the NHSP, and assists as needed with NHSP grant applications, progress reports, NHSP data review, and other NHSP areas.  The CSHNB Chief works with Family Voices of Hawai‘i, American Academy of Pediatrics-Hawai‘i Chapter, and the University of Hawai‘i/School of Medicine/ Department of Pediatrics on efforts toward the six national goals for CSHCN (family partnerships, screening, medical home, adequate insure, community-based systems of services, and transition to adult life).

· Administrative Services Unit provides fiscal support for the project including accounting, reports on grant fiscal status, and oversight to ensure that appropriate fiscal procedures are followed.   
· Research Statistician assists in analysis of NHSP data, and linking of the NHSP database with the NBMSP database and birth records.  The Research Statistician works with the NHSP Coordinator to analyze the NHSP database and provide reports as needed.  

· Newborn Metabolic Screening Program (NBMSP) assures that all infants born in Hawai‘i are satisfactorily screened for 31 disorders which may have serious consequences such as mental retardation or death if not identified and treated early.  The program tracks and provides follow-up to ensure appropriate and timely screening, diagnosis, and treatment; sets standards/guidelines; and provides education to providers and general public.  NBMSP and NHSP work together on education for midwives on the importance of newborn screening.

· Early Intervention Section (EIS) is responsible for the statewide early intervention service system for children age 0-3 years with developmentally delays, biologically at risk, or environmentally at risk.  Services are mandated by Part C of the Individuals with Disabilities Education Act (IDEA) and state law.  Services include assistive technology, audiology, family training, counseling, home visiting, health services, medical services (diagnostic/evaluation), nursing, occupational therapy, physical therapy, psychological, social work, special instruction, speech language pathology, transportation, and vision services.  NHSP is a program under the supervision of the EIS Supervisor.  
· Children with Special Health Needs Program (CSHNP) provides information and referral, outreach, care coordination, social work, and nutrition services for CSHCN age 0-21 years.  Pediatric cardiology and/or neurology clinics are provided on the islands of Hawai‘i, Kauai, and Maui where services are not available.  Financial assistance for medical specialty services is provided for eligible children who have no other resources.  The CSHNP Audiologist works with NHSP as needed.

· Genetics Program plans, develops, and implements statewide genetics activities; develops activities to promote the prevention, detection, and treatment of genetic disorders; and provides genetics education for the professional and general community.  The Genetics Program has been active in working with the NHSP related to genetic services for children with hearing loss.  A Genetic Program interest is an integrated NBMSP and NHSP database.
EHDI Advisory Committee

The EHDI Advisory Committee (see members in Attachment 5) advises the NHSP regarding policies and other issues related to the EHDI system, and reviews NHSP activities and progress toward the EHDI 1-3-6 goals.  This committee meets annually.
The Audiologists Subcommittee addresses EHDI audiology issues and establishes screening procedures and guidelines for audiologic assessment of infants suspected of hearing loss.  This committee meets annually.

The Hospital Newborn Hearing Screening Subcommittee addresses screening policies, procedures, and issues in the hospital setting.  This committee meets annually face-to-face, and every two months by teleconference.
Legislation

Newborn hearing screening began in Hawai‘i in 1990, when legislation supporting universal newborn hearing screening in Hawai‘i was introduced and passed with the support of the Zero-to-Three Hawai‘i Project (now EIS), American Academy of Pediatrics-Hawai‘i Chapter, and the Hawai‘i Speech-Language-Hearing Association.  The law mandated that the DOH has the responsibility to develop methodology to establish, implement, and evaluate a statewide program for early identification and intervention for hearing loss in infants; and develop guidelines for screening, identification, diagnosis, and monitoring of infants with hearing loss.  

In 2001, the newborn hearing screening law was amended, with efforts initiated by the DOH, Children with Special Health Needs Branch.  Hawai‘i Revised Statutes (HRS) §321-361 to 363 now require the screening of all infants born in the State, except for those babies whose parents or guardians have objected to the screening in writing on the grounds that the screening conflicts with their religious beliefs.  The law also states that birthing facilities screening newborn infants for hearing impairment shall report screening results to the department, to ensure a statewide system for the screening, diagnostic evaluation, and intervention for all newborn infants with hearing loss.  Pertinent sections of the law state:

§321-362  Duties.  It shall be the duty and responsibility of the department to:

 (1)  Establish, implement, and evaluate a statewide program for early identification of, and intervention for, hearing impairment in infants;

 (2)  Establish standards and guidelines for the screening, identification, diagnosis, intervention, and monitoring of infants with hearing impairment and infants at risk for delayed onset of hearing impairment….

§321-362.5  Screening for hearing impairment.  (a)  All newborn infants shall be screened for hearing impairment for early identification of children with hearing loss and for the promotion of their development of language and communication.


(b)  The person in charge of each birthing facility caring for newborn infants and the responsible physician attending the birth of a newborn or the person assisting the birth of a child not attended by a physician shall ensure that every infant in the person's care be screened for hearing impairment.  This section shall not apply if the parent, guardian, or other person having custody or control of the child objects to the screening in writing on the grounds that the screening conflicts with their religious beliefs.  The written objection shall be made a part of the infant's medical record.


(c)  Birthing facilities screening newborn infants for hearing impairment shall report screening results to the department, for the purpose of the department ensuring a statewide system for the screening, diagnostic evaluation, and intervention for all newborn infants with hearing impairment. 

§321-363  Rules.  The department shall adopt rules, pursuant to chapter 91, necessary for the purposes of this part, including but not limited to administration and quality of newborn hearing screening; retention of records and related data; reporting of positive screening results; diagnostic evaluation and intervention for infants with hearing impairment; informing parents about the purpose of screening; and maintaining the confidentiality of affected families.
The NHSP has drafted administrative rules, which have been reviewed by the Deputy Attorney General.  The next step is completing a statement on small business impact for the memo to the Governor requesting approval for public hearing.  This is step #7 in the list of 34 steps in establishing the administrative rules.  
Integrated Child Health Data System
Databases are linked for the NHSP, NBMSP, and birth certificates for names known to NHSP and NBMSP.  The CSHNB Research Statistician quarterly links the NHSP and NBMSP screening databases, and submits them to the Office of Health Status Monitoring (OHSM) where the linked NHSP-NBMSP database is linked to birth certificate data; and the combined database is returned to the Research Statistician.  OHSM also adds a unique identifier to each name.  The same identifier is added to the WIC database when it is linked to birth certificates, thereby offering the opportunity for a linked NHSP, NBMSP, WIC and birth certificate database.

There are separate databases for the EIS, Preschool Developmental Screening Program, Children with Special Health Needs Program, Healthy Start, and Public Health Nurses.  To meet EIS requirements under Family Educational Rights and Privacy Act (FERPA), procedures were established to obtain parent consent to share information with NHSP at the time of enrollment into EI services.  A field was added to the EIS database to indicate whether EI families gave this consent.  The electronic matching of the EIS and HI*TRACK databases will help to identify children receiving EI services who were LFU/D for newborn hearing screening or evaluation.   

There are state efforts toward an integrated child health data system.  Under consideration is  a collaborative effort of the Department of Health (Genetics Program) and University of Hawai‘i Telecommunications Information Policy Group to plan and develop an electronic health information system to support medical home care coordination for newborn screening results for public health, primary care, and families.
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