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I HAVE NO FINANCIAL 
DISCLOSURES.  I 
RECEIVE NO MONETARY 
GAIN FROM WHAT I AM 
ABOUT TO PRESENT.



Born 1970 – hearing and in a hearing family
Medical student (1992-1996) and pediatric resident (1996 – 1999)
Board certified pediatrician (1999)
Husband to Amy Morra CCC-SLP  (2000)
Father to Jack – moderate to severe sensorineural deafness (2002)
Father to Nick – typical hearing (2004)
Father to Luke – severe to profound sensorineural deafness (2007)
Father to two deaf children (and one hearing child)
Illinois American Academy of Pediatrics EHDI Chapter Champion 
(2015)
Learning about deafness (2002 – )   
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"I myself have 12 hats and each one 
represents a different personality. Why 
just be yourself." ~ Margaret Atwood

“For no matter what the world, men 
who deal in headwear are men to be 
trusted above any other.”
― Frank Beddor, Hatter M, Volume 
1: The Looking Glass Wars

“Why should anyone be frightened by a 
hat?”
― Antoine de Saint-Exupéry, The 
Little Prince

“It wasn't the wearing of the hat that 
counted so much as having one to 
wear. Every trade, every craft had its 
hat.”
― Terry Pratchett, Witches Abroad

https://www.goodreads.com/work/quotes/7259739
https://www.goodreads.com/work/quotes/2180358
https://www.goodreads.com/work/quotes/929672




https://www.sciencefriday.com/educational-resources/cochlear-implants-hearing-aids-sound-like/
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 Students
 State EHDI program staff members
 Audiologists
 Physicians and other Health Care Providers
 Families of children with hearing loss
 Early Intervention Specialists
 Speech-Language Pathologists
 Advocates
 Representatives from the major organizations 

working with EHDI programs



 Dan and Amy
 Family
 Nurses
 Adult audiologist
 Head of Family Center, Central Institute of the Deaf
 Child and Family Connections (Early Intervention)
 IFSP meetings (quite the experience)
 Developmental therapists – at CID and our home
 Pediatric audiologist(s)
 Speech-language pathologists
 Teachers of the deaf and hard of hearing
 Childcare providers, babysitters
 Elementary, middle, and high school teachers
 School administrators
 IEP meetings (even more so “quite the experience”)
 ENT
 Other docs (educating about EHDI)
 Other families (Parent-Infant Institute, ISD, Jun 2007)
 EHDI conference attendees



 I am often asked to describe the experience of 
raising a child with a disability - to try to help 
people who have not shared that unique 
experience to understand it, to imagine how it 
would feel. It's like this......

 When you're going to have a baby, it's like 
planning a fabulous vacation trip - to Italy. You 
buy a bunch of guide books and make your 
wonderful plans. The Coliseum. The 
Michelangelo David. The gondolas in Venice. You 
may learn some handy phrases in Italian. It's all 
very exciting.

 After months of eager anticipation, the day finally 
arrives. You pack your bags and off you go. 
Several hours later, the plane lands. The 
stewardess comes in and says, "Welcome to 
Holland."

WELCOME TO HOLLAND
by

Emily Perl Kingsley



 "Holland?!?" you say. "What do you mean 
Holland?? I signed up for Italy! I'm supposed 
to be in Italy. All my life I've dreamed of going 
to Italy."

 But there's been a change in the flight plan. 
They've landed in Holland and there you 
must stay.

 The important thing is that they haven't 
taken you to a horrible, disgusting, filthy 
place, full of pestilence, famine and disease. 
It's just a different place.

 So you must go out and buy new guide 
books. And you must learn a whole new 
language. And you will meet a whole new 
group of people you would never have met.

WELCOME TO HOLLAND
by

Emily Perl Kingsley



 It's just a different place. It's slower-paced than 
Italy, less flashy than Italy. But after you've been 
there for a while and you catch your breath, you 
look around.... and you begin to notice that 
Holland has windmills....and Holland has tulips. 
Holland even has Rembrandts.

 But everyone you know is busy coming and going 
from Italy... and they're all bragging about what a 
wonderful time they had there. And for the rest 
of your life, you will say "Yes, that's where I was 
supposed to go. That's what I had planned." 

 And the pain of that will never, ever, ever, ever go 
away... because the loss of that dream is a very 
very significant loss.

WELCOME TO HOLLAND
by

Emily Perl Kingsley



What If You Don’t Get 
What You’re Expecting?











 new parent books  >10,000

 newborn hearing screening 11
 newborn hearing 572
 newborn hearing books 133
 deaf child >1000
 deaf infant 112
 deaf newborn 52
 parent of child with hearing loss 51
 parent of child with hearing loss books  28
 parent of infant with hearing loss  4
 parent of infant with hearing loss books  0
 parent of child with deafness  53



 “Parent of child with hearing loss books”

????????



Nelson Textbook of Pediatrics 2680 pages 
– chapter on hearing loss is 9 pages

Rudolph Textbook of Pediatrics – 3008 
pages – about 10 pages on hearing loss

American Academy of Pediatrics Textbook 
of Pediatric Care – 3192 pages – about 30 
pages on hearing, hearing loss, hearing 
screening, etc.



Iran J Otorhinolaryngol. 2014 Apr; 26(75): 57–64. 
PMCID: PMC3989869
PMID: 24744993
Study of the Knowledge of Pediatricians and Senior 
Residents Relating to the Importance of Hearing 
Impairment and Deafness Screening Among 
Newborns 
Mehrdad Rogha and Elham Mokhtari







• Follow-up of 2005 survey
• Peds, FP, ENTs
• Paper survey & online link
• 26 states, 2172 responses
• 11.5% response rate
• Little knowledge of 1-3-6
• Physicians with perceived lack of preparation to 

meet needs of deaf or hard-of-hearing infants



• 30+% children age 0-5
• 80% average, 99% median newborns with NBHS 

results
• 2-4 children with permanent hearing loss (non-OM)
• 64% fair, 33% complete trust in NBHS results
• 45% never hear from EHDI, 44% occasionally do
• 68% never send info to EHDI, 26% occasionally do
• 96% referral to audiologist
• 3% wait and see – 6 months
• 0.7% speech pathologist
• 0.2% antibiotic, recheck 2 months



<1 mo 1-3 mo 4-6 mo 7-9 mo 10-12 
mo

>12 mo

Additional 
testing?

41.0% 51.9% 6.1% 0.3% 0.7% 0.8%

Child can be 
diagnosed as 
having 
permanent 
hearing loss

20.9% 37.0% 24.8% 2.3% 10.2% 5.3%

Child can 
begin wearing
hearing aids

12.2% 26.9% 31.9% 3.7% 16.6% 9.1%

Should refer 
to EI

26.9% 33.3% 25.3% 2.5% 8.1% 4.2%



• ENT – 73.4%
• Genetics – 9.3%
• Ophthalmologist – 2.2%
• Audiologist – 53%
• Speech-language pathologist – 27%
• OT – 2.4%
• Developmental specialist / Early Intervention – 12%
• Neurologist – 5.6%
• Pediatrician – 4.0%
• Social worker – 0.7%
• EHDI – 0.1%
• Counseling – 0.6%
• Other – 5.4%



• Meningitis – 94.1%
• Frequent colds – 25.5%
• Hypotonia – 29.6%
• Congenital heart 

disease – 26.1%
• Congenital syphilis –

63.2%

• >5 days in NICU –
55.3%

• Cleft palate – 60.8%
• Mother over age 40 –

18%
• History of CMV – 80.8%
• Family history of 

childhood hearing loss 
– 89%



• Bilateral mild-moderate hearing loss – 26.2%
• Profound bilateral hearing loss – 89.5%
• Unilateral mild-moderate hearing loss – 12.2%
• Unilateral profound hearing loss – 32.9%



• YES – 18.6%

• UNSURE – 51.3%

• NO – 30% 



Very 
confident

Somewhat 
confident

Not 
confident

54.0% 37.2% 8.8% NBHS process

28.5% 56.9% 12.7% Causes of HL

12.8% 37.8% 49.3% Communication 
sign vs oral

28.0% 54.7% 17.3% Consequences 
of unilateral or 
mild HL

21.7% 48.3% 30.0% Consequences 
of bilateral 
mod-profound 
HL

9.8% 33.9% 56.3% Candidates for 
CI

37.0% 49.7% 13.3% What to do 
next?



 Students
 State EHDI program staff members
 Audiologists
 Physicians and other Health Care Providers
 Families of children with hearing loss
 Early Intervention Specialists
 Speech-Language Pathologists
 Advocates
 Representatives from the major organizations 

working with EHDI programs



http://texasconnectresource.com/topic-cards/

Topic Card 1: Tests Used to Assess Hearing
Topic Card 2: Types and Causes of Hearing Loss
Topic Card 3: How a Hearing Aid Works
Topic Card 4: Tips for Infant Hearing Aid Use
Topic Card 5: The When and How of Cochlear Implants
Topic Card 6: Hearing, Communication, and Early 
Development
Topic Card 7: Encouraging Early Communication
Topic Card 8: Options for Communication
Topic Card 9: On Being Deaf- A cultural view
Topic Card 10: Early Intervention Services in Texas
Topic Card 11: Middle Ear Problems
Topic Card 12: Effects of Hearing Loss in One Ear

Texas Connect Resource

http://texasconnectresource.com/wp-content/uploads/2014/04/ID-10068917.jpg
http://texasconnectresource.com/wp-content/uploads/2014/04/ID-10068917.jpg


Topic Card 1: Tests Used to Assess Hearing

What is an audiologist?
What do we need to know about a child’s hearing?
What is an audiogram?
How can an infant or a young child’s hearing be 
tested?
What other tests are performed as part of a hearing 
evaluation?

http://texasconnectresource.com/topic-cards/



http://infanthearing.org



How to Increase Access to Pediatric Audiology Care
McCreery, Ryan PhD
The Hearing Journal: May 2014 - Volume 67 - Issue 5 - p 
8,10

Comparison to Australian Hearing or the Canadian 
Provincial Health Services Authority's Early Hearing 
Programs

•Encourage a minimum level of competency in 
pediatrics for all audiologists.

•Offer high-quality clinical placements that enable students 
to work with children.

•Recognize services that demand special expertise in 
pediatric audiology.

•Look to educational audiologists as a great resource.

•Address the opportunities and challenges of telehealth
for pediatric audiology.

•Continue to educate yourself.



http://www.ehdi-pals.org/


http://texasconnectresource.com/topic-cards/

Topic Card 2: Types and Causes of Hearing 
Loss

How common is hearing loss?
Is my child’s hearing loss permanent?
What caused my child’s hearing loss?
What are “risk factors?”
What are the medical and audiological treatment/ 
management recommendations for the various types 
of hearing loss?
How can my child have a hearing loss when the birth 
hearing screening was passed?



http://texasconnectresource.com/topic-cards/

Topic Card 3: How a Hearing Aid Works

What does a hearing aid do?
What kind of hearing aid does my child 
need?
Why does my child need hearing aids?
What is the difference between the different 
technologies?
How will the audiologist decide what hearing 
aids are best for my child?
My child is so young…how do we know the 
hearing aids are providing what is needed?
Will my child understand everything with 
hearing aids?



https://www.healthyhearing.com/help/hearing-aids/types



https://www.healthyhearing.com/help/hearing-aids/types



http://texasconnectresource.com/topic-cards/

Topic Card 4: Tips for Infant Hearing Aid Use

How long each day does my child have to wear 
hearing aids?
How do I know if my child’s hearing aids are 
working properly?
How do I take care of the hearing aids?
What tools do I need to keep the hearing 
aids working their best?
What can I do when my child’s hearing aid makes 
a whistling noise?
What do I need to know about caring for earmolds?
How can I keep the hearing aids on my child?
How often does my child need to see the 
audiologist?



http://texasconnectresource.com/topic-cards/

Topic Card 5: The When and How of Cochlear Implants

What is early intervention?
What is a cochlear implant?
How does a cochlear implant differ from a hearing aid?
Is there only one type of cochlear implant?
Who can get a cochlear implant
If a cochlear implant is recommended for my child, would 
he/she get one cochlear implant or two (bilateral) cochlear 
implants?
How much does a cochlear implant cost?
What is involved in surgery and follow-up?
What kind of training or therapy is needed?
How do I get more information about cochlear implants?



http://texasconnectresource.com/topic-cards/

Topic Card 6: Hearing, Communication, 
and Early Development

Will a hearing loss affect my child’s ability to learn?
What role does hearing have in a child’s 
development?
How can I help my child to learn?
What’s the best way for me to help my child learn to 
communicate?
What do people mean by “options” for 
communication?
How do I decide what’s best for my child and 
family?
What if I try one communication method and later 
decide it’s not the best match for my child and 
family?



http://texasconnectresource.com/topic-cards/

Topic Card 7: Encouraging Early Communication

Why is early communication important?
What are some ways to encourage early 
communication?
What are some ways to encourage listening and 
speech?
What are some ways to encourage visual 
communication?



http://texasconnectresource.com/topic-cards/

Topic Card 8: Options for 
Communication

What is the difference between a language 
and a communication method?
What are the most common options 
for communication?



For children with hearing loss, there are 
four primary communication outcomes, 
each tied to an approach to language: 

•Listening and Spoken Language 
•Cued Speech/Language 
•American Sign Language/Bilingual-
Bicultural 
•Total Communication Method 

https://www.agbell.org/Families/Communication-Options



http://texasconnectresource.com/topic-cards/

Topic Card 9: On Being Deaf- A cultural view

What is the Deaf Community?
Why are there so many different terms to 
describe deafness?
What is Deaf Culture?
What is it like being DEAF?
What effect have advances in communication 
technology had on the Deaf Community?



http://texasconnectresource.com/topic-cards/

Topic Card 10: Early Intervention Services (Texas)

What is early intervention?
How are early intervention services provided in Texas?
How do I contact someone for ECI services?
What happens after I call or I am referred for services?
How will we decide what services are provided?
Are deaf education early intervention services only for 
infants and toddlers who are deaf?
Who provides the services?
What does the Parent Advisor do?
Where can I find more information about early 
intervention services in Texas?





Early intervention services include, but are not limited to:
•family training, counseling, and home visits;
•special instruction;
•speech-language pathology services;
•audiology services;
•sign language services;
•cued language services;
•occupational therapy;
•physical therapy;
•psychological services;
•service coordination services;
•medical services only for diagnostic or evaluation purposes;
•early identification, screening, and assessment services;
•health services necessary to enable the infant or toddler to benefit 
from the other early intervention services;
•social work services;
•vision services;
•assistive technology devices;
•assistive technology services; and
•transportation and related costs.



Early intervention services are provided by qualified 
personnel, including:
•special educators;
•speech-language pathologists;
•audiologists;
•occupational therapists;
•physical therapists;
•psychologists;
•social workers;
•nurses;
•registered dietitians;
•family therapists;
•vision specialists, including ophthalmologists and 
optometrists;
•orientation and mobility specialists; and
•pediatricians and other physicians.



The IFSP must contain:
•a statement of the infant’s or toddler’s present levels of physical development, 
cognitive development, communication development, social or emotional 
development, and adaptive development. This statement must be based on 
objective criteria;
•a statement of the family’s resources, priorities, and concerns relating to 
enhancing the development of their infant or toddler;
•a statement of the measurable results or outcomes expected to be achieved for 
the infant or toddler and the family. These must include pre-literacy and 
language skills, as developmentally appropriate for the child. This statement 
must include the criteria, procedures, and timelines used to determine the degree 
to which progress toward achieving the results or outcomes is being made. It 
must also address whether modifications or revisions of the results or outcomes or 
services are necessary;
•a statement of specific early intervention services based on peer-reviewed (peer-
reviewed means that professionals in the field approve of it) research, to the extent 
practicable, necessary to meet the unique needs of the infant or toddler and the 
family. This must include the frequency, intensity, and method of delivering 
services;
•a statement of the natural environments (such as home or day care center) in 
which early intervention services will appropriately be provided, including a 
justification of the extent, if any, to which the services will not be provided in a 
natural environment;
•the planned dates for initiation of services and the anticipated length, duration, 
and frequency of the services;
•the identification of the service coordinator who will be responsible for the 
implementation of the plan and coordination with other agencies and persons, 
including transition services; and
•the steps to be taken to support the transition of the toddler with a disability to 
preschool or other appropriate services.



Verywellfamily.com



Denofgeek.com













https://successforkidswithhearingloss.com/wp-content/uploads/2014/06/Assessment-wheel.jpg



www.successforchildrenwithhearingloss.com



https://anztshirt.com/product/funny-halloween-iep-special-education-teacher-mom-t-shirt-anz/



http://texasconnectresource.com/topic-cards/

Topic Card 11: Middle Ear Problems

What is otitis media?
What causes otitis media?
What kind of hearing problem can be caused by 
otitis media?
How should middle ear problems be managed?
Can middle ear problems affect my child’s 
development?
What can I do if my child has missed out on 
listening opportunities because of an ongoing or 
recurrent conductive hearing loss?



http://texasconnectresource.com/topic-cards/

Topic Card 12: Effects of Hearing Loss in One Ear

What is a unilateral hearing loss?
What causes a hearing loss in only one ear?
Will the hearing in my child’s better ear get worse?
Why would my child have trouble hearing if one ear 
has normal hearing?
Will my child benefit from wearing a hearing aid in 
the ear with the hearing loss?
How will a unilateral hearing loss affect my child’s 
performance in school?
What are some ways to help my child understand 
what is said?



But... if you spend your 
life mourning the fact 
that you didn't get to 
Italy, you may never be 
free to enjoy the very 
special, the very lovely 
things ... about Holland.

WELCOME TO HOLLAND
by

Emily Perl Kingsley



But... if you spend your life 
mourning the fact that you 
didn't get to Italy, you may 
never be free to enjoy the 
very special, the very lovely 
things ... about having and 
caring for a deaf child.

WELCOME TO HOLLAND
by

Emily Perl Kingsley



The vineyards of Maastricht, Holland



Windmills of Italy (Sicily)



Thank you for your attention!

Daniel R. Morra, MD
doc@drmorra.com

(618) 526-8850 office
(618) 806-9876 cell

18th ANNUAL EARLY HEARING DETECTION & INTERVENTION MEETING
March 3-5, 2019 • Chicago, IL
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