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Unless addressed early, young children with hearing loss are at-risk for
delays in language, social, and educational attainment. In response,
Early Hearing Detection and Intervention (EHDI) programs have been
instituted in every state to identify the 0.2-0.3% of newborns born
each year with hearing loss. EHDI programs are designed to screen all
babies for hearing loss by 1 month of age, diagnose those with hearing
loss by 3 months of age, and initiate treatment by 6 months of age to
mitigate developmental risks (i.e., “The 1-3-6 Plan”)(JCIH, 2019).

Currently, 97% of newborns in the U.S. and 98.7% of newborns in
New Jersey receive initial hearing screenings, most often in birthing
facilities. Being late or lost to follow-up (LTF) is, however, a well-
recognized problem for infants who do not pass initial screenings.
New Jersey is no exception. For example, in 2020, nationally 29.3% of
newborns who did not pass their initial screenings were LTF and only
36.4% were diagnosed (including diagnoses of normal hearing) by 3
months of age. The LTF rate in NJ during this same time was 56.3%,
and only 14.4% were diagnosed by 3 months of age (including
diagnoses of normal hearing (CDC, 2023).

Previous research in NJ has identified a constellation of maternal
factors that are indicative of being late or LTF. These factors include
being Black, having lower levels of education, not possessing health
insurance, and young maternal age. Additional risk factors include
indicators of maternal postpartum depression and maternal obesity
(Zeitlin et. al, 2021a; Zeitlin et. al., 2021b). While it was possible to
build a risk profile identifying who is at risk for not following up in a
timely manner, however, the reasons for this are unclear.

The current study sought to address this problem by posing the
following question:
What barriers exist to follow-up for those most at-risk?

Methodology

Qualitative design using thematic analysis (Braun & Clarke, 2006)

In-depth interviews with parents who possessed one or more
characteristics associated with not following up on time (N=26)

$25 gift cards were provided as incentives

Recruitment through a variety of sources:
* Social media

 WIC participants in the state

 Head Start families in NJ

To qualify for participation, parents had to:

 Have a child born in NJ in the previous 5 years

 Have been told at the birthing facility that the infant needed
additional hearing testing to be completed after discharge

* Follow-up was NOT necessary

* Child did NOT need to have a hearing loss

Methodology (continued)

Characteristics of the sample can be found below:

Characteristic N
Race/Ethnicity
White, non-Hispanic 5 19.23
Black, non-Hispanic 14 53.85
Hispanic 5 19.23
Other - multi-racial 2 7.69
Education
HS/GED 4 15.38
Some college 14 53.85
BA/BS 7 26.92
Post-graduate degree 1 3.85
WIC participation
Yes 20 76.92
No 6 23.07

Child has a dx of hearing loss

Yes 10 38.46
No 16 61.54
Analytic strategy:

1. Transcripts and video recordings for first 8 interviews were
independently open-coded by research team (audiologist, social
worker, AuD student)

2. Discussion of initial codes; discrepancies resolved and initial

development of thematic map

Focused codes developed based on initial open-coding

Remainder of transcripts independently coded based on focused

codes; new codes identified

5. Research team consolidated findings and finalized thematic map

W

Two major themes and several sub-themes emerged
from the data:

1. Parents do not consider the possibility of hearing
loss during the screening process
2. Parents need clearer and more in-depth
information
* Parents rely heavily on professional
advice
» Parents receive confusing advice
* Parents seek information on their own,
especially when they are worried

Results (continued)

Theme 1: Parents do not consider the possibility of hearing loss during
the screening process

During screening, parents are not told that their newborn failed the
screen; rather they are told that they “referred” for additional screening.
Screeners and medical professionals reassured parents that this is
common and they should not be concerned.

“The most thing [the hospital staff] said was that it was normal. It was kind
of normal because maybe it was still like afterbirth in his ear or water or
something. So that’s why | guess they didn’t really make it a big thing.”
(Participant 28)

“[The pediatrician] said that it was pretty normal in babies. That sometimes
it would just go away in a couple of months, and | was leaning more towards
that because it’s like she is a doctor. She does know more than | do.”
(Participant 67)

Parents associated this idea with not following up unless they saw a
problem themselves (and then they were shocked by a hearing loss
diagnosis).

Theme 2: Parents need clearer and more in-depth information
Although all parents are provided written and oral information in the
birthing center, parents often do not remember receiving it or they don't
find it helpful.

“They did give me a paper explaining...to tell where | could go to get his
further testing and, like, the phone numbers to call for them, but that was
pretty much it. | don't remember them explaining it.” (Participant 62)

As a result...

1. Parents rely heavily on professional advice

Parents do not typically have experience with hearing loss so they often
turn to others, especially healthcare providers

“So, one of the NICU nurses stayed in contact with me and they was letting
me know like, make sure you take her. Go to your appointments. If you can't,
just call and try to reschedule. So they was really like calling me and stuff.
It's like, look, make sure you get her there.” (Participant 68)

2. But, parents receive confusing advice
“I think it [screening results] could have been explained in more of layman’s
terms so that way, | could have understood more.” (Participant 3)

“So some of this information was in medical terms that you know are not
really very understandable for people who are not in the medical line.”
(Participant 26)

3. So, parents seek information on their own, especially when they are
worried

Parents frequently turned to social media or the internet when they
were confused or worried.

“I mean, | wish they had documentation. You know something | could read. |
mean, | did a lot of it. | was researching a lot of it at home through Google.
Just to kind of get an understanding of the process...They'll give you
paperwork for the types of shots and what they're for, and | wish they had
paperwork like that, too, that | could have seen [for my child’s hearing
testing].”

Discussion

Inadequate messaging and deficient communication from
professionals are likely related to being late or LTF:

Conflicting messaging

While families understood that their babies needed additional
screening/testing, many were not aware that their babies failed the
birth center screen. These same families were also told that it was
unlikely that their babies had hearing loss. Some parents specifically
noted that this was a reason for not following up:

“They didn't think it was an issue and ...we would could just test him later
on if | felt like it was an issue, so they were supportive of my decision not
to [follow-up].” (Participant 69)

Use of the terms “fail” and "refer” have been debated as audiologists
want to create a sense of urgency, but not produce unnecessary
anxiety (Bosteels et al., 2012; Department of Health, 2022; JCIH,
2019)

Quality of communication

« Parents with new infants are often inundated with information and
are overwhelmed at the time of birthing center discharge

* Written materials should be reassessed for readability, design, and
incorporation of visual depictions, where appropriate

Use of Google and Social Media as an information source

* This is extremely common, and it is used in other situations to get
health information, share lived experiences, share resources with
others, and obtain emotional support (Gage-Bouchard et al., 2018,
Slick et al., 2023; Towne et al., 2021)

* |tis imperative that the information people receive, regardless of
source, be accurate. This is not possible when parents gather
information by “Googling” it.

To better serve families at-risk for being late or LTF, it is
imperative that these communication challenges be
adequately addressed.
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