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Presentation Notes
AnnetteEvaluation on the newborn screening program to determine referral patterns and satisfaction with services provided. Phone interviews were conducted with approximately 96 parents whose child was referred on to an audiologist after not passing the final newborn screening test. A paper list of names and contact information will be provided from the State to CHD. CHD phone interviewers, holding a current CITI certification, will be trained in the protocol to collect data and will then collect the data. CHD will prepare an evaluation report for the State EHDI program summarizing interview results. 



National Joint Commission on Infant Hearing 
(JCIH) Members 

• American Academy of 
Pediatricians, (AAP)

• American Academy of Audiology, 
(AAA)

• American Academy of 
Otolaryngology-Head and Neck 
Surgery (AAO-HNSF)

• American Speech-Language 
Hearing Association ( ASHA)

• Center for Disease Control and 
Prevention (CDC),

• Council of Education of the Deaf, 
(CED)

• Directors of Speech and Hearing 
Programs in State Health and 
Welfare Agencies (DSHPSHWA)

• Maternal and Child Health Bureau, 
(HRSA, MCHB)

• National Institute on Deafness and 
Other Communication Disorders 
(NIDCD,) National Institutes of 
Health,

• Boys Town National Research 
Hospital 
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EHDI Goals/JCIH Goals

JCIH 1 All infants will 
receive a hearing 
screening before
1 month of age

01
JCIH 3 Infants not 
passing the screening 
will receive appropriate 
audiologic and medical 
evaluation before 
3 months of age 

02
JCIH 6 All infants 
identified as deaf or 
hard of hearing will 
begin receiving early 
intervention services 
before 6 months of age 

03
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AnnetteJCH 2019 link (no summary yet); 123 New Guidelines – (earlier intervention better but also a challenge in AK)



Research Questions
1. When an infant is referred on to an audiologist (i.e., doesn’t 

pass the final hearing screening) how is that referral 
managed? 

2. If no appointment was made or kept, why not? 
3. Was the diagnosis explained to the parent? 
4. Were treatment options offered? 
5. Was a referral made to a state-sponsored early intervention 

and/or to a family navigator? Were these services useful? 
6. Were non-state sponsored therapy services engaged?
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LynnAnnFor purposes of this presentation we will discuss outcomes for Questions 1-3.  Only 3 participants (received a diagnosis) went onto Q-6.  We can discuss at the end of the presentation if there is time.



EHDI Survey Project Stages

Data 
Collection

Interviewer 
Recruitment, 
Orientation, 

Training

Planning &  
Research 

Design
Report/

Presentations
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LynnAnnTimeline (October 2018-March 2019)IRB - Potential 70 participants - Participants will be parents of infants who were referred on to an audiologist after the infant did not pass the final hearing screening. Participants could be of any gender, race, or cultural background represented in Alaska.EHDI customers have an opportunity to voice their perceptions about services they received and to help improve service for other parents whose infants were referred on to an audiologist after not passing the final newborn hearing screening. RESEARCH DESIGN (KAREN): Questions were designed with the input of the state, audiologists and parents. First survey was more open-ended—working with Annette, we were able to develop lists of why something may have occurred. Eg, I’m going to read a list of reasons why people may not make or go to an audiology appointment. For each one please tell me whether or not this was the reason you did not make or go to your audiology appointment. You didn’t think your infant needed to go; You didn’t have time to attend; You couldn’t find a time that worked with your schedule; You couldn’t afford the time or money to travel to an appointment outside of your community; You didn’t think you could afford the appointment; This will help the SOA program in supporting parents in this situation. For example, if we find that the reason several parents didn’t go was because they didn’t think they could afford the appointment—the state can address this concern when giving out information. So, we designed the survey so that the state could make changes to their program based on the results. We also used some design elements from the PRAMS survey, (we run the phone portion of that survey).  INTERVIEWER RECRUITMENT, ORIENTATION, TRAINING (LYNNANN): Hired and trained parents. Used same method for training interviewers as we use for training PRAMS interviewers—which ensures data integrity and protection of human subjects. REPORTS/PRESENTATIONS: The State will hold all rights to disseminate reports from this activity. Variety of places: shared by the State in federal grant applications, with state providers, at the national Early Hearing Detection and Intervention Conference, and other local, national, or international conferences, publication in peer-reviewed journals, post the report or parts of the report on a State website accessible to the public. With permission on  a UAA website. 



Sample Population
• Participants were parents of infants who were referred on 

for follow-up hearing screening, but whose infants did not 
receive:
– follow-up screening
– diagnostic testing
– early intervention, or 
– were later in receiving follow-up (later) than is 

recommended in the JCIH (Joint Commission on Infant 
Hearing)
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Demographics and Response Rate

• 45% response rate (96 in the sample and 43 responded)

• 70% of participants had Medicaid or Denali KidCare 
insurance

• Only three infants received a permanent hearing loss 
diagnosis 
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LynnAnnTotal sample 100 – some duplicates – Sample adjusted 96De-identified by CHD (including zip code)70% (n=30) of participants (N=43) had Medicaid or Denali KidCare insurance (remaining participants indication 28% private health insurance, 18% Alaska Tribal Health 



Parent/Interviewer Perspective
• Engagement with Families
• Qualitative Data - Comments
• Resource referrals
• Other

Presenter
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One particular interview – my nurse said I don’t need this; not important factor.  I don’t think its necessary.  Same thing happened to me.Reminded folks to be able to go back and get tested.Parent’s voice – compelling.



Key Findings
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Research Question One

When an infant is referred on to an audiologist 
how is that referral managed?



Referrals
79%  (n=34) referred to audiologist 

Of those referred, 73% (n=25) made appointments

Of those who made appointments with the audiologist
29% (n=7) Appointment scheduled by facility of first screening
20% (n=5) Scheduled appointment themselves
37% (n=9) Audiology clinic called participant to schedule
13% (n=3) Had not yet seen the audiologist



Diagnosis Explained
All participants (n=3), whose child had any type of 
permanent hearing loss, strongly agreed that the 
audiologist did a good job explaining the diagnosis of 
hearing loss.

Presenter
Presentation Notes
All 3 diagnosed discussed with audiologist (Q )(perhaps next time follow-up question with – Did they explain a, b, c, d elements of the hearing loss to quantitate  “good job”??? Diagnosed permanent hearing Not reBased on previous answers, the same 17 participants who indicated they had not seen the audiologist were additionally asked if a medical provider discussed the hearing screening results with them.  Most participants, 82%,( n=14) had discussed the hearing screening results with their medical provider.  Figure 9 illustrates these responses.Of the 27 parents who indicated they had scheduled an audiology appointment, 78%, (n=21) of parents attended their appointments, while 7% (n=2) did not.  Four participants, 15%, did not know or could not remember what they did



Research Question Two

If no appointment was made or kept, 
why not? 



Reasons appointment were missed (n=15)

0% 50% 100%

• Did not think the infant need to go
• Did not have time to attend an 

appointment 
• Could not find a time that worked in their 

schedule 
• Could not afford the time/money to travel 

to an appointment outside of community 
• Could not afford the appointment
• Another reason they could not make or 

attend 

n=11

n=1

n=4

n=3

n=2

n=3
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Answers research question: If no appointment was made or kept, why not? (see graph) Did not think the infant need to go (n=11) 73.33% b) Did not have time to attend an appointment (n=4) 26.67% c) Could not find a time that worked in their schedule (n=3) 21.43% d) Could afford the time or money to travel to an appointment outside of your community (n=3) 20.00% e) Couldn’t afford the appointment (n=2) 20.00% f)  Another reason they could make attend (n=1)21.43% 14.29%Ten participants offered the following on reasons why they may not have scheduled or attended an appointment: “Medicaid travel was denied.”“Hard to make time to go with other kids. I will go just haven’t had the time.”“Responded with normal hearing; I didn't think my infant needed it.”“Waiting to see what the ENT says.”“Was difficult to make it into the clinic.” “Rescheduled for January.”“I had to reschedule the appointment haven't seen audiologist yet.”



Reasons participants gave for not scheduling or 
attending appointments…

• “I had to reschedule the appointment, haven't seen 
audiologist yet.”

• “Medicaid travel was denied.”

• “Hard to make time to go with other kids. I will go just 
haven’t had the time.”
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Reasons participants did not scheduling or 
attending appointments…(continued)

• A participant who had not yet gone to the audiology 
appointment…

• “…not too concerned about it because it was done within 
24 hours of birth and nurses said it was common.”



Reasons participants gave for not scheduling 
or attending appointments……

• “Responded with normal hearing; I didn't think my infant 
needed it.”

• “Waiting to see what the ENT says.”

• “Was difficult to make it into the clinic.”

• “Rescheduled for January.”



Participant perspective on the referral process

“A little bit more information as far as what the 
process will be with the referral. They just 
assume that things will be explained in the next 
step. If parents are more informed, parent[s] will 
be more willing.”  



Participant Comments
• A participant was not sure if the child “needed to go 

because he sounded like he had hearing.” 

• A participant did not have insurance but received a 
referral for an appointment but nobody contacted him/her. 
This participant did receive a letter from EHDI and 
discussed hearing screening with a doctor.  

Presenter
Presentation Notes
It is unknown what “common” is directly referring to – the hearing screening outcome or some other event during the screening.



Things to Consider and Discuss…
• Note that 70% of respondents used Medicaid or Denali 

KidCare. EHDI plans to target education to this population 
of parents; posters from  ANMC. Parent self-advocates 
attending ECHO Training.

• 14 of the 17 referred who did not make appointments, 
discussed the results with their medical providers. EHDI 
has plan for further educate of medical providers (AAP, 
ALPHA)

Presenter
Presentation Notes
Train “first screeners” about the importance of screening.Provide additional information to parents about what to expect.Investigate why participants may not be receiving referrals  (7 out of 43 participants).Training of medical providers (14 of the17 who received referral discussed the results with their medical provider, but did not make an appointment to see the audiologist).



Dissemination
• Healthcare providers

– Jen Soble, Alaska American Academy of Pediatric,12/19/2019
• Statewide

– Alaska Health Summit (Alaska Public Health Association) January 23, 
2020

• National 
– EHDI Conference, (March 8, 2020)
– CDC ECHO

• Parents – education outreach efforts
• EHDI Advisory Committee – Presented to Early Intervention 

Committee, Governor’s Council to become automatically eligible for 
EI services (sensory loss)
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*Anyone who is diagnosed – any level hearing loss is now eligible for EI services, sensory loss, 



FY 2020 Survey
• Additional or Refined Questions:

– Demographics (rural, remote, urban)
– Affordability (travel vs. appointment costs)

• Sample
– Including those who received a diagnosis 

• Connection between hearing and language acquisition



Contact Information

Annette Callies, EHDI Program Manager, DHSS, SOA
Annette.callies@Alaska.gov

LynnAnn Tew, Researcher, Researcher CHD/UAA
lynnann@alaskachd.org

Jeanette Lucas, Researcher, Researcher CHD/UAA
jeanette@alaskachd.org

mailto:Annette.callies@Alaska.gov
mailto:lynnann@alaskachd.org
mailto:jeanette@alaskachd.org

	Early Hearing Detection and Intervention: Increasing Responsiveness to �Hearing Referrals
	National Joint Commission on Infant Hearing (JCIH) Members 
	EHDI Goals/JCIH Goals
	Research Questions
	EHDI Survey Project Stages
	Sample Population
	Demographics and Response Rate
	Parent/Interviewer Perspective
	Key Findings
	Research Question One
	Referrals
	Diagnosis Explained
	Research Question Two
	Reasons appointment were missed (n=15)
	Reasons participants gave for not scheduling or attending appointments…
	Reasons participants did not scheduling or attending appointments…(continued)
	Reasons participants gave for not scheduling �or attending appointments……
	Participant perspective on the referral process
	Participant Comments
	Things to Consider and Discuss…
	Dissemination
	FY 2020 Survey
	Contact Information

