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This tool helps identify people at risk
for genetic hearing loss, which causes
about 80% of prelingual deafness. It
also supports decisions about referring
patients for genetic evaluation.

Step One: Risk Factor Checklist

If risk factors are identified, proceed to step two.

Permanent Hearing Loss

Family or patient history of permanent
hearing loss not caused by infection,
occupational exposure, or head injury.

Physical Differences

Syndromic features such as pigmentary
changes (e.g. white forelock), craniofacial
(e.g., ear pits/tags) or other recognizable
features.

Renal

Progressive kidney disease or structural
changes to kidney.

Vision
Eye conditions like cataracts, retinal

abnormalities or detachment, coloboma,
lenticonus, or myopia.

Heart
Arrhythmia or long QT syndrome.

Neurological
Balance issues or delayed motor milestone.
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Step Two: Referral Workflow

Risk Factor Identified

“These are potential risk factors for genetic hearing
loss. Meeting with a genetic specialist may provide
helpful insights.”

\

Discussion

“Genetic counseling is optional but can help us
understand if there is an underlying genetic cause,
whether there are any other health concerns, and
what it may mean for your family.”

!

Offer Referral
Use the WA DOH Genetic Clinic Directory

“Genetic providers review personal and family
health history, offer testing options, and connect you
with support services.”

!

Follow-Up

Initiate and document genetic referral.

Offer support resources.

To request this document in another format, call 1-800-525-0127. Deaf or hard of hearing customers, please call 711 (Washington Relay)

or email doh.information@doh.wa.gov.



https://doh.wa.gov/you-and-your-family/genetic-services/genetic-clinic-locations
https://doh.wa.gov/you-and-your-family/infants-and-children/health-and-safety/early-hearing-detection-and-support/families
mailto:doh.information%40doh.wa.gov?subject=

STEP 1: Primary Care Provider (PCP) or Audiologist Clinical Evaluation
Review:

v Medical and birth history

v 3-generation pedigree

v Physical examination

v Audiometric assessment of hearing loss (HL)

Note: Use Checklist on previous page

v
h Do findings suggest acquired HL? (e.g., CMV or trauma) ﬁ

Yes No

v v

STEP 2A: PCP or Audiologist \ Not Acquired HL or STEP 2B: Refer to Genetic Clinic

Evaluation for acquired HL Inconclusive N - WA DOH Genetic Clinic Directory
Provide CMV testing l
Imaging
Other testing based on STEP 3B: Geneticist and Genetic
suspected etiology Counseling Evaluation
T +  Pre-test genetic counseling and
l genetic testing (GT) as clinically
. . indicated. GT typically includes
STEP 3A: PCP or Audiologist comprehensive HL panels.
Confirm

) ) Provide imaging or other testing as
Provide treatment and monitor appropriate for suspected diagnosis

as appropriate l

STEP 4A: No Genetic Etiology STEP 4B: Genetic Etiology Confirmed

A negative or uncertain genetic result today does + Post testing genetic counseling to review

not rule one out entirely. Science continues to condition-specific guidance, support, and
evolve, and future testing or updated reanalysis initiation of potential family testing (also called
may provide more answers. cascade screening)

Next steps may include: - Long-term management is shared among

Post testing genetic counseling to review genetics, PCP, and specialists.

testing and implications » The PCP or specialists coordinate medical
care, provide treatment as needed, and
refer to specialists (e.qg., cardiology,
ophthalmology) based on clinical findings.

Clinical re-evaluations and reconsideration of
acquired HL

Broad testing (exome or genome sequencing) N ] ) ]
»  Families may follow up with genetic counseling

for evolving care needs, family planning and
Review of potential research opportunities testing, or genetic variant updates.

Periodic reanalysis as technology advances

Adapted from American College of Medical Genetics 2014 and 2022 Guidelines.


https://doh.wa.gov/you-and-your-family/genetic-services/genetic-clinic-locations
https://doh.wa.gov/you-and-your-family/genetic-services/individuals-families/cascade-screening
https://www.gimjournal.org/action/showPdf?pii=S1098-3600%2821%2901714-7
https://www.acmg.net/PDFLibrary/Hearing-Loss-Practice-Resource.pdf

