Staying on Track with Your Child 
Who Has Hearing Loss

You have just discovered that your baby has hearing loss.  As parents of children with hearing loss, we know that you are experiencing different emotions right now.  When we found out that our children had hearing loss, we experienced a range of fears and emotions.  Each of us had questions such as: How will my child learn?; How will we communicate?; How will this change our family?; How much will this cost?; Where will the money come from?; What will my child’s life be like?; Why did this happen?  These emotions are very natural and understandable.  We want you to know that this is not the end but rather a bright beginning and rewarding future for you and your baby.  There are agencies that can help you answer some of your questions and we will introduce you to a few of those agencies in this parent packet. 

After you have had time to process everything, you may want to talk to another parent.  Family Voices of Tennessee, have three Newborn Hearing Parent Consultants that are located across the state who are parents of children of various ages who are deaf or hard of hearing. We, the parent consultants, have experienced the same emotions, have asked the same questions and have had the same fears that other parents of children with hearing loss experience. We are available to support families whose children have been recently diagnosed as deaf or hard of hearing as well as families who have known for some time that their child has hearing loss.  

Please know that you are not alone on this journey.  Family Voices of Tennessee is here to provide support, help you stay on track, and most of all - enjoy your baby!”

Kind Regards,
The Family Voices Newborn Hearing Parent Consultants
Someone To Talk With

Who are the Parent Consultants?

Parent Consultants are parents just like you who have children of various ages who are deaf or hard of hearing. We have experienced the same emotions, had the same 

questions and fears that you have.  

Your Newborn Hearing Parent Consultants will be able to:

· Answer questions that you have  

· Share their experiences in parenting a child who id deaf or hard of hearing

· Share ALL the options you have to communicate with your child  

· Connect you with resources that might help you

To Talk With A Parent Consultant In Your Area:

West Tennessee

Jennifer Williams

Address: 13 Williams Lane 

Trenton, TN 38382

Phone: 731-697-4683 

Email:  hearfvwest@tndisability.org
Middle Tennessee

Tonya Bowman

Address: 955 Woodland St.  

Nashville, TN 37206
Cell Phone: 615-390-2035

Office Phone: 615-515-8626

Email: hearfvmiddle@tndisability.org
East Tennessee

Camille Keck

Address: 1134 Whitesburg Drive 


Knoxville, TN  37918

Phone: 865-310-0695

Email: hearfveast@tndisability.org
Family Voices of Tennessee

Part of a national grassroots network of families and friends

speaking on behalf of children with special health care needs.

Authorization for Disclosure of Protected Health Information

I authorize the disclosure of protected health information about my child, ________________, to Family Voices of Tennessee at the Tennessee Disability Coalition.  I understand that my authorization is voluntary.

1. I authorize the following person(s) to disclose my protected information (please check persons that apply)

___ Donna Graham, Director, Family Voices of Tennessee

___ Jennifer Williams, West TN Parent Consultant

___ Tonya Bowman, Middle TN Parent Consultant         

___ Camille Keck, East TN Parent Consultant

2. I understand that I may revoke this authorization in writing at any time, except to the extent that the person(s) and/or organization named above have taken action in reliance on this authorization.  

Signed:   ____________________________________    Date: _________________
Print Name:  _________________________________________________________

Address:  ____________________________________________________________

Telephone: _____________________           Social Security #:__________________

Email: _____________________________

A program of the Tennessee Disability Coalition
955 Woodland Street, Nashville, TN 37206
Phone: (615) 383-9442, ext. 13 Toll-free: 1 (888) 643-7811  Fax:  (615) 383-1176

Email:  familyvoices@tndisability.org  

Website:  http://www.tndisability.org/coalition_programs/family_voices
1-3-6

Questions and Answers

Q: What do the numbers 1-3-6 mean?

A: Each number stands for an age (in months). At each age, there are special recommendations that have been made for your baby’s hearing.

By 1 month of age – Your baby should have a newborn hearing screen

By 3 months of age – If your baby did not pass the newborn hearing screen, he should have another hearing test by an audiologist

By 6 months of age – If results indicate that your baby has a hearing loss, she should be enrolled in appropriate early intervention services, and ideally have received amplification.

Q: Where did these recommendations come from?

A: These recommendations are considered national standards set forth by the following groups:

· The Centers for Disease Control Early Hearing

· Detection and Intervention CDC/HDI)

· The National Institutes of Health (NIH)

· The American Speech-Language-Hearing Association (ASHA)

· The American Academy of Audiology (AAA)

· The American Academy of Pediatrics (AAP)

· The Joint Committee on Infant Hearing (JCIH)

Q: What is so magical about these numbers?

A: There is a lot of research to support the early identification of hearing loss. If a baby’s hearing loss is confirmed by the time he is 3 months old AND he is enrolled in appropriate intervention services by 6 months old, he will have more opportunities to be a successful communicator.

Q: What is an audiologist?

A: An audiologist is a healthcare professional who has been specially trained to test hearing. These professionals can also do things like fit hearing aids. It is important that your baby be seen by an audiologist who has a background in working with children.

Q: Why can’t my baby’s pediatrician test her hearing?

A: Pediatricians sometimes have special equipment to screen a baby’s hearing. If so, your pediatrician may conduct the second screen in the office. However, if your baby has not passed a second (repeat) newborn screening, he must see an audiologist for more in-depth testing to determine if he has a hearing loss.

Q: Is it easy to test a baby’s hearing?

A: It is surprisingly easy to test a baby’s hearing. In fact, newborns and very young infants are the easiest group of children to test because they usually sleep through the entire test.

Q: How early can a baby be fit with amplification?

A: Babies as young as 4 months old can start wearing hearing aids and get the benefit of hearing. A child who needs a cochlear implant can receive it as early as 12 months of age. If your baby qualifies for a cochlear implant, she will wear hearing aids prior to receiving the implant.

Q: What is early intervention?

A: Early intervention services are available to children in the state of Tennessee who have been identified with hearing loss. A program called Tennessee Early Intervention System (TEIS) offers these services to children ages birth to three.  The services may include home-based parent training and/or the coordination of speech-language, occupational, or physical therapies. Your baby must be enrolled in TEIS in order to receive these services – it is not automatic. Your pediatrician can refer you to TEIS or you can call yourself. 1-800-852-7157. Please refer to page 6 in this Parent Packet for more information.

Q: My baby is older than 6 months of age. Is it too late?

A: Absolutely not. If you are concerned that your older infant or child has a hearing loss, ask your pediatrician to make a referral to an audiologist. The sooner you get her tested, the sooner you can get her help if she does have a hearing loss.
Where to Turn For Help

Parents of babies who have just been identified with hearing loss have many questions. First and foremost in your mind may be, “Where do I go for services?” and “How will these services be paid for?” We have created a map, of sorts, for you to follow in order to get on track and stay on track with your baby’s hearing care. So jump on board!

START HERE

Make your first stop by picking up someone to share the ride.   
Family Voices 
Call a Parent Consultant to get connected to other families whose child has hearing loss. 
Phone: 1-888-643-7811 
Web address: www.tndisability.org/coalition_programs/family_voices
Tennessee Early Intervention System

TEIS helps coordinate services such as physical therapy, speech therapy, etc.  

Phone: 1 - (800) 852-7157 

Web Address: http://www.state.tn.us/education/speced/TEIS
Children’s Special Services

(CSS), provides medical services and reimbursement for medical care (surgery, physicians/clinic visits), medical supplies, pharmaceuticals and therapies for children to age 21 years who meet medical and financial criteria. 

Phone: (615) 741-1063
Web Address: http://health.state.tn.us/MCH/css.htm
TENNderCARE/ CoverKids

TenderCare is a full program of checkups and health care services for children who have TennCare. These services make sure that babies, children, teens, and young adults receive the health care they need.

Contact Information: Family Assistance Service Center

Phone: 1-866-311-4287

Web Address: http://www.tn.gov/tenncare/tenndercare/index.html
Now you are ready to “GO” on to more adventures along this journey with your child. There will be many more places to stop and people to meet along the way, but don’t forget to ask for directions when you get lost. Turn to others for help, like your Family Voices parent consultant, your TEIS service coordinator, your physician, and your audiologist - there are a host of people out there waiting to help guide you on your travels!
Building Early Communication Skills

Communication is needed in life. Think about it – if your baby has difficulty communicating, how will he or she connect with people or get information? For a baby, being able to communicate with others is just as important as it is to an adult. There are some simple ways to encourage your baby to communicate. 

Share Close Moments

Babies love to be held. While a baby is being held, there are many opportunities for you and your baby to share experiences that will allow your baby to begin to understand how communication works. These moments, sometimes called bonding, can take many forms. Take for example the experience of rocking your child to sleep – your baby can see you smile at him and feel the comforting and rhythmic motion of rocking. Even if your baby has a hearing loss, she can certainly feel the soothing vibrations of the lullabies you sing to her. Through these things, you are communicating concepts of safety, comfort, and love. Over time, you should begin to see your baby respond during these close moments. You should begin to see his first signals of communication.

Respond to signals

Signals that are common in babies are crying, smiling, looking toward an object, tensing up, kicking legs, or moving arms. Really, any observable movement in your baby’s body may be a signal that he or she is trying to communicate something to you. Pay attention to those signals and respond to them. When your baby is upset, he may signal this by tensing up his whole body. You can respond to this signal by using a soothing voice or gently patting his back. Your actions will let him know that you realize he is “telling” you something, and that what he is communicating is important to you. Because your little one cannot talk or sign yet, signals are the best way for her to tell you what she is thinking about.

Play

Although it sounds too simple, but playing with your baby allows you to build his understanding of the way people communicate. Many parents of newborns think it may be too early for their baby to play. Not true. The youngest of babies are best entertained not by toys, but by faces. Try making different faces with your baby and watch the watch she watches you. Even babies with hearing loss can learn a lot about the many emotions people communicate by watching faces. Older babies can learn about the back-and-forth of communication by playing fun games like peek-a-boo (even if they are not quite ready to respond with a peek or a boo!). When your baby gets older he can also learn by copying you or his siblings doing fun things during play like clapping, blowing, blinking, and yes…even sticking out your tongue! Babies who begin to imitate these actions during play are showing us that they will soon be ready to imitate parts of language by using gestures, signs, or words. Wow! Look at the impact you can have on your baby…beginning right now. None of the suggestions are hard, but they are all necessary to set the stage for your baby to begin to understand how communication works and to begin to communicate themselves.

Making Communication Choices

As a parent, you will be faced with many decisions as your child grows. One such decision will be to determine how your child with hearing loss will communicate her wants and needs. There are many options to choose from, which sometimes make it very confusing for parents. You know your child better than anyone else, and that is why it is so important to make an informed decision on the best communication path (or sometimes called methodology) for him or her to take. The options may include:

· Oral communication, through the use of spoken words

· Manual communication, through the use of gestures, sign language, or cued speech

· Assisted communication, through the use of a picture board or high tech equipment

· Total communication, which allows a child to use a combination of any of the above

At this point, with a new baby who has just recently been identified with a hearing loss,

you should have many questions about communicating with your little one. Rest assured, many of the things you are doing naturally with your baby like sharing close moments and playing together are the right things to do – you are already encouraging communication. But there is more to do. Take an active role in deciding what communication option best suites your baby and your family. Understand too that you may decide to switch or add other options along the way. 

For more help on developing your little one’s communication skills, it is important that you work with professionals who are trained in working with children who have hearing loss. This may include audiologists, speech-language pathologists, deaf educators, early interventionists, and interpreters. These professionals can also provide guidance as you decide what communication option might be best for your baby. To find other parents who have had to make communication decisions for their children, you can contact the parent consultants at Family Voices of Tennessee.

Common Facts about Hearing Loss

· Hearing loss is a mild to very significant loss of ability to hear information by listening.

· 33 babies are born with hearing loss every day in the United States.

· 95% of babies born with hearing loss are born to hearing parents.

· Hearing loss is the number one most common birth defect in the United States.

· The degree of hearing loss can range from mild to profound, including deafness.

· Early identification of hearing loss with early intervention can lead to improved language skills.

· Infants identified with hearing loss can be fit with amplification as early as four weeks of age.

· Not all hearing loss is present at birth. Causes for hearing loss later in childhood could include genetic factors, illness, and trauma.

· Many states (including Tennessee) now require that hospitals screen babies at birth for possible hearing loss. This screening is painless and only takes a few minutes.

· With advances in infant hearing screening, hearing technology, family education and appropriate educational intervention, infants and toddlers with hearing loss now have the opportunity to develop language at the same rate as children with normal hearing.

Lessons Learned

Never Give Up Hope

The most important thing to remember is to never give up hope. No physician can tell you what your baby’s future will be like, or what he/she will or will not be able to do. Doctors told me that my son would never have legible handwriting and he prints better than I do. With the advances in technology, we can not even envision what new devices will be available in a few years. Twenty years ago, who would have imagined a device like a cochlear implant would be possible. Teaching methods and communication options will also improve. My son is 25 years old, and when he was young, our options for communication were slim. That is not the case today, with new advances in speech, the possibilities are endless? 

(Mom to John, West Tennessee)

Be Yourself

In the midst of all the overwhelming things going on, be yourself. Only you can be the best that you can be. Please don’t feel like you have to be like someone else. You will handle things in your own way. We all process things differently and that’s okay. Your baby will benefit from you being you. They need YOU! They love YOU! That’s all that matters. From that love, you will do what it takes to see that they have the best possible outcome in everything. No one else can love and take care of your baby like you.

(Mom to Jasymn, Middle Tennessee)

The Right Decision Will Come

When you first learn that your child has a hearing loss you are so overwhelmed with not only the devastation of the news but also with all the choices, terminology and decisions that seems to come with the news. Sometimes it feels like the hearing loss consumes your family and your child. My advice to parents is to slow down, take a deep breath, and realize that you have plenty of time to learn the terminology and to figure out the best choices.  Treat your child with hearing loss just like you would a child without hearing loss. The decisions and choices will come to you. If you are like me, you may never know all of the “correct terminology” but you will become comfortable with the hearing loss. My child’s hearing loss is now a part of our family –but it does not define our family or our child. 
(Mom to Jonathan and Kyle, East Tennessee)

Knowledge is Power

“Knowledge is power” and I when you are told that your child has hearing loss you feel powerless because you don’t know much about hearing loss. At least that is the way that my husband and I felt when we were first told of our daughter’s hearing loss. So, ask  questions … lots and lots of questions and ask lots and lots of people. Ask professionals and parents, go online and find reputable websites to help inform you. You are going to get lots of information and lots and lots of opinions. Then, take that information and those opinions and do what you think is best and what is right for your child and your own personal situation because no two situations are alike and because there is no right answer that fits everyone … but there is a right answer for you. Don’t stop there! Keep learning, keep asking and remember….the more knowledge you have, the more powerful and confident you will be in your decisions. Your world might be a little different than you envisioned it would be, but it will still be just as beautiful. 

(Mom to Claire, Middle Tennessee)

Staying on Track Care Notebook

The Staying on Track Care Notebook section is indented to provide you with a place to keep track of all the information you are gathering about your child.

In this section you will find:

• Appointment Records – designed to help you keep track of upcoming appointments and to also help you keep track of past appointments all in one place.

• Monthly Calendar – designed to help you organize and manage all the many appointments you will have. The monthly calendar can also help you track progress.

• Checklist of Information to Request from Providers - aids in helping you learn about information that pertains to your child. Please ask your child’s early hearing interventionist any questions about the forms that you do not understand.

• Information Providers May Request From You –helps you organize information that is often requested about your child. In some cases, this will help reduce the number of times you have to rewrite information 

• Notes –provided for you or the professionals you work with to record notes.  Professionals may wish to keep a running dialog with one another. For example, the audiologist and the birth to three providers may want to communicate about your child’s goals and progress.

• Plastic Business Cards and Report Sheet Protectors -provided for you to store your child’s most recent hearing tests, IFSP’s, and progress reports. 

Appointment Record

Our Newborn Hearing Notebook includes a page that you can photocopy and use to record information about doctor appointments, past and present.  On each line you enter information about an appointment relative to five columns for:
· Appointment date and time

· Health care provider’s name and address

· Health care provider’s phone number

· Reason for the appointment

· Notes and follow-up instructions

	Appointment 
Date / Time


	Provider’s Name and Address


	Provider’s Phone Number

	Reason for Appointment 


	Notes/Follow-up Instructions



	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	


Checklist of Information to Request from Providers
The following is a list of documents pertaining to your child’s hearing healthcare. You may wish to request copies of some or all of these from your child’s healthcare providers. You may receive some of them only once, some you can review online, while others you will receive regularly. As a parent, you have the right to any medical records that pertain to your child. All you need to do is ask!

Information to Request – Provided By

Tennessee Early Intervention Service is denoted by TEIS.
· Hearing Screening Results – Birthing Hospital/ Primary Care Provider

· Confirmation of Hearing Loss – Audiologist

· Parent Hearing Packet – 
TEIS, Audiologist, Family Voices

· Audiological Evaluations – Audiologist, TEIS

· Recommendation for Amplification – Audiologist, TEIS

· ENT Physician Reports – ENT Specialist, TEIS, Audiologist

· Brochures – Audiologist, TEIS, Family Voices

· Medical Records – Primary Care Provider

· Speech and Language Evaluations – Speech Language Pathologist

· Individualized Family Service Plan (IFSP) – TEIS

· Transition Plan – TEIS

Other:
Obtain parent release of information form (required when referral is made through any state agency) to talk with a Family Voices Newborn Hearing Parent Consultant.  A copy is enclosed. 



Information Providers May Request From You

Take this information to share at your child's appointments.
Child’s Information

First Name: _____________________
Middle Name:  ___________________

Last Name: _____________________
Date of Birth: _______________

Place of Birth (Hosp, City, State): ________________________
Are there Siblings: (Yes)  (No)

Names and Ages of siblings (if any):  ____________________________________________

__________________________________________________________________________
Primary Family Language:  _______________
Parent/Guardian Information – Person(s) child lives with:

Father: ___________________________

Phone:  ___________________________

Address: __________________________________________
__________________________________________________

Father’s Place of Employment:  ________________________________
Work Hours:  ________________________

Work Phone:  ________________________

Mother: ___________________________
Phone:  ___________________________

Address: __________________________________________

__________________________________________________

Mother’s Place of Employment:  ________________________________

Work Hours:  ________________________

Work Phone:  ________________________

Step-Parent: _______________________
Phone:  ___________________________

Address: __________________________________________

__________________________________________________

Child’s Emergency Information:

Please list 2 additional persons that can be notified in case of an accident or illness in the event a parent cannot be contacted:

First Contact Name & Address:

_____________________________________________

_____________________________________________

Relationship: __________________________________

Phone: _______________________________________
Second Contact Name & Address:

_____________________________________________

_____________________________________________

Relationship: __________________________________

Phone: _______________________________________

If emergency treatment is required, and we are unable to reach either you or your emergency contacts, I authorize school personnel to call:

Physician: _________________________________

Phone: ___________________________________
Take this information to share at your child's appointments.
Child’s Personal Data

A series of tables for entering information about a Child’s insurance, medical, early intervention, ear amplification information and other notes.

Child’s Insurance Information

	Name of Insurance
	Group/Policy Number
	Child’s Social Security Number
	Insurer’s Phone number

	
	
	
	

	
	
	
	


Child’s Medical Information
	Provider Title
	Name
	Address
	Phone

	Primary Care
	
	
	

	Audiologist
	
	
	

	ENT
	
	
	

	Other
	
	
	

	Other
	
	
	

	Other
	
	
	


Child’s Early Intervention Information
	Professional Title
	Name
	Address 
	Phone

	Service Coordinator
	
	
	

	Home Early Intervention Teacher
	
	
	

	Therapist
	
	
	

	Other
	
	
	

	Other
	
	
	


Child’s Amplification Information
	Type of amplification (hearing aids, cochlear, FM System)
	Right Side
	Left Side

	Make and Model:
	
	

	Serial Number:
	
	

	Date of Purchase
	
	

	Date Warranty Expires:
	
	

	Date Service Plan Expires (if any):
	
	

	Earmold Material and Style:
	
	

	Date the Earmold was Made:
	
	

	Type of Cord (if applicable):
	
	

	Accessories (if applicable):
	
	

	Other:
	
	


More Amplification Information
	Contacts
	Name
	Address
	Phone

	For Repair
	
	
	

	For Programming
	
	
	

	For Batteries
	
	
	

	For Insurance
	
	
	


Area for Notes, Special Concerns or Additional Information

Your Notebook Inserts

In your notebook include a folder or other method of saving the following items so that you will have everything in one place:

· Audiograms

· Individualized Family Service Plans

· Other notes

