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Genetic Screening



Hands & Voices Mission:

Hands & Voices is dedicated to 
supporting families with children 
who are Deaf or Hard of Hearing 
without a bias around 
communication modes or 
methodology.  

We’re a parent-driven, non-profit organization 
providing families with the resources, networks, and 
information they need to improve communication 
access and educational outcomes for their children.

Our outreach activities, parent/professional 
collaboration, and advocacy efforts are focused on 
enabling Deaf and Hard of Hearing children to reach 
their highest potential. 



The Power to Choose…

• Do Parents have the right to make 
informed choices about?....

– Communication Options

– Technology

– Medical Intervention

– Early Intervention

– Education Options

– *Genetics Testing

(*“automatic” referral to Genetics vs. options 
based referral/Parents were never told that 
they could get Genetics Testing)



Janet: Our Genetic Testing Story

�“Why is Sara Deaf?”

�Why will it help to know?

�Why didn’t we do genetic testing 
at the time of identification?

�Why did we do genetic testing 
when Sara was 16 year old?

�What about other families?



Molly:  Our Genetic Testing 
Story



The Word on the Streets
• American College of Medical Genetics

– Updated guidelines release date: APRIL 
2014
• Goals
• Importance
• Guidelines

• JCIH 2007 “For infants with confirmed 
hearing loss, a genetics consultation should be 
offered to their families.” 

• State Guidelines
– Example CO State Guidelines:  went from 

‘should’ to ‘recommend’

• Deaf Culture Perspective

• www.handsandvoices.org – 6 articles 
pertaining to genetics



Considerations for Parents

• Why would we?

• Why wouldn’t we?

• The Role of Family

• The Who, What, Where, When, Why

• Deafness is ‘Different’

• Questions Parents want Answers 
to….

• Cultural considerations



Why Would We?
…What Parents are saying

• The need to know ‘why’ before moving 
on to ‘what’s next’

• Our own children’s curiosity

• “Because I was told I had to”

• Overall body of knowledge/Increase 
understanding

• Understand family risk

• Family planning reasons

• To be better prepared

• To help predict the future

• May lead to improved treatment
• Taken from “Parental Attitudes Toward Hearing Loss and Genetic Testing – Yuelin 

Li, Lisa Bain, Kathleen Lewis, Annie Steinberg Center for Childhood Communication 
at the The Children’s Hospital of Philadelphia



Why Wouldn’t We?
…What Parents are saying

• It’s not going to make a 
difference

• Misuse of genetic information

• Not worth the time and money

• Playing God

• Results can increase parental 
guilt

• Cost
• Taken from “Parental Attitudes Toward Hearing Loss and Genetic 

Testing – Yuelin Li, Lisa Bain, Kathleen Lewis, Annie Steinberg Center 
for Childhood Communication at the The Children’s Hospital of 
Philadelphia



The Role of Extended Family

• How individual family members 
react

• The decision can be a litmus test

• Can have negative consequences 



• Deafness is different  (Philosophically, 
decision making process, cultural 
implications, ‘prognosis’)

• Once “medical conditions/treatments” are 
ruled out or implemented – it no longer 
fits in the “medical” category in families 
minds.  

• Genetics testing as a piece of the puzzle 
of knowledge – (i.e., parents, deaf/hh 
adults, Part C, Early Intervention, 
education, medical, audiology)

The Unique Nature of the 

Journey…



Choices in Deafness:
The Answers are never Black & White

• Communication Options/Technology/ 
School Placement/ Genetics Testing

• Genetics testing MAY of MAY NOT help 
the grieving process

• Genetics testing MAY or MAY NOT give 
information that is helpful

• Genetic Testing MAY or MAY NOT reduce 
‘guilt feelings’ of parents



Who

• Who’s involved in the genetic 
testing?

– Is it a referral to a geneticist or is it 
the ENT’s office?

- Is a genetic counselor involved to 
deliver and interpret the results?
- Do they know hearing loss?



What

• Family History

• Patient History

• Physical Examination

• CMV testing

• Mutation Screening



When

• Referral to Genetic Evaluation at 
the time of Diagnosis:

– In context to the other areas families 
are processing

• Emotions

• Funding Issues

• Time

• Understanding Expectations (Are hopes of 
a ‘cure’ skewed in the early stages?)

– Another Area for ‘choice’ is the WHEN



How

• Is the information presented in a 
way the family understands the 
benefits and drawbacks so that an 
informed decision can be made? 

– Realistic Expectations about what 
information Genetics Testing will give 
to families .

• A resource for families is the CDC’s 
“Questions You May Want to Ask 
Your Child’s Genetics Team”



Questions Parents want Answers 
to….Can a Genetics evaluation 
answer these questions?

• “What caused the hearing loss in my 
child?”

• “Why is it important to find out the cause 
of my child’s hearing loss?”

• “How can two hearing parents have a 
child with hearing loss?”

• “No one in my family has hearing 
loss…why can’t my child hear?”

• “If we have other children, what are the 
chances they will have a hearing loss?”

• “Can we rule out progressive hearing 
loss?”

• “Can we rule out other syndromes?”



Conclusion

• Genetics Testing should be an 
informed choice

• Realistic Expectations about 
information derived should be a 
part of the ‘system’

• Guidelines and Policies should 
reflect this



Hands & Voices Motto:

What works for your child 
is what makes 

the choice
Right.


