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“SEE - HEAR”

You don’t want to miss the January 16 meeting.
We will be taking an in depth look at hearing
strategies at the movies and in the theater.

Tina Childress and Ed O’Brien will cover eight
strategies available today. They’ll give you
websites to help you find out which locations
have what options available. You’ll see pictures
of the relevant assistive listening devices and
hints how to use them.

The presentation doesn’t stop with movies. The
live theater venue will be explored in depth as
well. Many of us will try movies, but have given
up on the theater. It’s time to reconsider. Victory
Gardens Theater is leading the accessibility
movement in Chicago. A representative from
the theater will talk about the variety of options
the Victory Theater has put into place.

So brave the winter and come down to Glen Ellyn
at 2pm on January 16. Visit our website for
directions. www.illinoisci.com

Additional information about ICIC
meetings is inside this newsletter.

WALK 4 HEARING 2009

October 18 was a perfect day for a walk around
Diversey Harbor. Many ICIC members joined a few
hundred people to promote awareness of hard of
hearing by participating in the third annual Walk 4
Hearing in Lincoln Park. We walked around the
harbor, met other hard of hearing organizations. At
the end of the walk everyone had a slice of pizza.

Brenda Battat, the Executive Director flew in from
Bethesda, MD to thank everyone for their support
and to enjoy the walk. She announced awards for
the top fund raisers.

Phonak was the national sponsor of the walk this
year. Ronnie Adler organized the walk from the
HLAA national office. She relied on the ICIC
board members to do the local work. This year just
over $100,000 was raised. Twenty one cities had
walks this year. Only New York City surpassed
Chicago. The proceeds are distributed to HLAA
and the many different organizations that
participated in the walk.

The event is now large enough to require early
planning. The Chicago Park district already has
October 17, 2010 on their calendar. Put it on yours!
For more information visit: www.walk4hearing.org




Minutes of ICIC Meeting
September 12, 2009

“Maximizing Cochlear Implant Strategies”

Mickie Burns, audiologist, University of Illinois, and
Dr. Miriam Redleaf, CI surgeon, University of Chicago, University of Illinois

Mickie Burns has been working with cochlear implants in children and adults for three years. She began
by explaining the parts of a CI: a microphone, speech processor, the coil that transmits the signal across
the skin, internal receiver-stimulator, the electrodes. All three manufacturers use the same format.

Speech/sound processing strategies are “rules” for taking the acoustic signal and turning it into an
electrical signal that the implant can utilize. Speech coding strategies are designed solely for speech, not
music or environmental sounds.

Upon the recommendation of the companies, audiologists usually start with some default settings, but
not all patients do well with these. These strategies are then changed for the success of each patient. It
takes some time for the brain to get used to the sound and adapt. The strategies are processed at
different speeds or rates which can be tweaked to enhance a patient’s performance. Battery compliance
is important for success and a different strategy may optimize battery life. Patients can be evaluated
with standardized testing to determine success with certain strategies, however some people prefer a
different strategy despite testing better with something else. Often patients are sent home with a several
different strategies to try in their usual environments. During the beginning of activation there is a lot of
change and a lot of hard work on the part of the CI user.

Sometimes a patient will experience some kind of nonauditory stimulation. Electrodes could possibly
be stimulating the facial nerve with a resultant facial or eye twitch. The audiologist might then switch
strategies to correct this. T, C, or M threshold comfort levels (dynamic range of hearing) could change
overtime which makes an adjustment necessary to provide a natural hearing experience. Perhaps, you
begin to get used to some sounds and can use more volume. Sometimes there is a physiologic change in
your body due to illness, medication, or stress, and this can impact your threshold levels. When changes
are made, the audiologist may keep an old program on one setting along with a new program on another
setting. That way a patient can default to the original setting if the new program is too uncomfortable.
One suggestion for optimal programming is to make your appointment for when you are at your best,
your optimum time for alert concentration.

The audiologist can do much more with processors today than they could ten years ago. Directionality
is offered in the speech processor and signals can be manipulated in different environments. Some
processors have the capability of doing this automatically. Volume can be adjusted for people’s voices,
and sensitivity can be adjusted for the distance sound is from you.

There is rehabilitation available after activation offered by some centers. There are formal methods, but
also many ways to do this at home on your own. Therapy is based on a patient’s personal goals for
hearing. The goal of therapy is to enhance the ability to understand speech without some visual cues
which is very difficult. Some of the social effects of hearing loss need to be reduced as well.
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The CI user starts by building confidence in a small therapy room and then goes out in public to utilize
new listening skills. Hearing with an implant is different from what we are used to. Some suggestions
for practice at home include reading the newspaper or a book aloud, watching television without
captions (choose your station carefully for quality sound), listening to books on tape or CD, trying to
listen to music and lyrics (very difficult), listening on the telephone, etc. Not all patients are able to use
the telephone and it does take practice. Try to talk to familiar people and set the topic beforehand. The
CapTel phone can be very helpful. You can practice with a family member reading sentences to you to
see if you can understand them. It is important to leave your processor on as long as possible each day.
There is much incidental learning that goes on that we do not think about.

There 1s much to learn about CI at the beginning and audiologists try to be careful not to overwhelm
patients. Sometimes it is good to take a little quiet time during the course of the day since you are
working very hard hearing lots of new sounds.

The cochlear implant companies offer rehab programs available to everyone. They are online and build
listening skills. Check the manufacturers’ websites. Some have fees and some are free.

There are also accessories to use with your cochlear implant. These can help in certain situations. There
are lapel microphones, loop systems, FM systems, accessories for the TV or computer, Ipods, etc. These
can help at home, in school, at restaurants, places of worship, auditoriums, movie theaters, etc. Your
audiologist can adjust the mixing ratio to help you hear what you want to hear without as much
background noise.

Ms. Burns encourages her patients to wear a hearing aid in the unimplanted ear if possible, since it helps
with binaural hearing. It is important for localization, hearing in noise and for speech understanding.
There is also better speech production. Because of frequency response and limits with low pitch,
hearing aids seem to pick up music better than an implant. Hybrid implants that are currently in
research work to preserve a patient’s low pitches if they are still good.

Sometimes it is difficult to adjust to an upgrade in programming. It can take time, but it is important to
keep practicing until you get used to the better sound. The brain processing is really the most important
thing for success. Practice, motivation, memory, vision, understanding of vocabulary or language, speed
of processing, knowledge of the subject, attention skills, and organizational skills of your brain all come
together to make hearing work for patients.

Sometimes the ideal setting at the audiologist’s office does not translate to the environment outside.
So patients may think the programming is good until they enter their real world. There is equipment
being developed which is in experimental design right now, that can measure and estimate levels,
electro-physiologic measures, without patient participation. This is especially good in children who
cannot respond easily. It is important to communicate your hearing experience to your audiologist.
Sometimes it helps to keep a journal of what you are hearing, what you like, what you do not like, etc.

At this point, Mickie turned the discussion over to Dr. Redleaf, who has been doing CI surgery since
1990. She demonstrated just where she likes to place the magnet of the internal processor on the skull.
Dr. Redleaf likes to make sure it is above where the ear is going to fall so it is easy to sleep on that side
and easy to wear glasses. She has done some explantations because the implant had twirled or moved
forward into the mastoid bone area.
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Some people in the audience shared their personal experiences with the placement of the magnet.

The angle where the magnet is located, the length of the wire, can interfere with how the external device
sits. If you have bilateral implants, the surgeon will try to match the placement of the magnets. The
resulting “bump” of the magnets can cause a problem wearing a hats and glasses can also be a challenge.
The magnet can fall off easily. Occasionally the magnet can migrate beneath the periosteum. This is
not common, but it can be repositioned under local anesthesia.

There was a question concerning magnet strength and its relationship to the quality of sound through
the CI. Mickie said that it can impact the sound quality because, if the magnet is not strong enough, the
connection can be loose which would cause sound to cut in and out. However, if the magnet is too
strong, it can cause irritation leading to a skin infection. The time between surgery and activation
depends on the surgeon and audiologist.

We thank Mickie and Dr. Redleaf for sharing their expertise and answering the many questions from
members.

Treatments that must NEVER be carried out on people with cochlear implants

Dear ICIC members, at our last meeting we discussed treatments that should not be carried out on
people with Cls. Following is a list of these treatments, copied from the British CI Group:
www.bcig.org.uk

1. Electrosurgery: Monopolar electrosurgical instruments must never be used in the head and neck
region. Bipolar electrosurgical instruments must never be used within 2cm of the implant. Note
that this includes dental surgery.

2. Therapeutic diathermy: Therapeutic diathermy is an optional treatment for purposes such as
pain relief, reducing joint contractures, reducing pain and swelling after surgery, and promoting
wound healing. There is potentially a very serious risk to health for implant users from short
wave diathermy and microwave diathermy and these should NEVER be used. Note that these
treatments are used by a variety of professionals, including physiotherapists, nurses,
chiropractors, dentists and sports therapists. They may refer to it as ‘deep heat’ or similar.
Ultrasound diathermy is acceptable below the head and neck.

3. Neurostimulation: Neurostimulation must not be used directly over the cochlear implant as it

could lead to damage to the cochlea tissue or to the implant.

Electro-convulsive therapy: Must never be used on a CI implant patient.

Electric head lice combs: People with cochlear implants should not use these devices.

Use of electrical and electronic medical devices: Devices which cause electric current to flow

through the head and / or neck should never be used. If you are considering using equipment that

could involve electrical current passing through other parts of the body, you should check with
your cochlear implant centre first.

o oA

Medic Alert

At the last meeting it was also suggested to wear a personalized medical identification bracelet, or
necklace, to alert first responders to the fact that you have a cochlear implant. Suggestion for words to
engrave: ““NO MRI - DEAF - COCHLEAR IMPLANT”.
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Listening With Liz

The other night I said a heartfelt prayer of gratitude, gratitude for the opportunities given to me through
my hearing loss. Never would I have thought that I could sincerely feel such thankfulness for the very
deafness that has been a lifelong challenge to me. The prayer truly felt like an acknowledgement of a
gift I had rejected for a long, long time.

Those of you who face your own deafness may be having a difficult time relating to my prayer. Some
of you have had varying degrees of hearing loss since childhood. Some of you were born deaf, but
were raised in a hearing world. Many of you lost your hearing as an adult, either as a progressive
decline or a very sudden event.

Losing one’s hearing is surely something which needs to be grieved by those of us choosing to live in
the hearing world. Just like the emotions we feel when we lose a loved one through death, the emotions
that surround the loss of hearing are acute and deep. We must go through the stages of grief if we are to
come to terms with the loss.

At first many of us are wont to deny our hearing’s demise. We all know how difficult it is to face the
fact that we are missing so much conversation, that people really are not mumbling more than usual, that
TV producers are not turning down the volume, etc. We argue with those who try to lovingly confront
us. We begin to isolate ourselves and withdraw from those situations that make us uncomfortable.

Then we become angry. Sometimes the anger is misdirected as we lash out at those around us. “Stop
mumbling! Turn the radio down when you talk! You never told me that!” Our anger can turn to self-
pity, “why, me?” Our anger can infuse our personality with a generalized negative attitude as we feel
powerless to confront our growing loss.

And so, the bargaining begins. Let’s make a deal: “I will eat right, exercise more, use earplugs,
concentrate harder.” If we have already gotten hearing aids, we begin our plea: “the batteries are weak;
my hearing aid is not working well; it must be the earmold, etc.”

We come to realize that it is truly our growing inability to hear that is responsible for the increasing
communication difficulties we seem to be experiencing. We are sad, we are disheartened and hopeless,
we are numb, we are depressed.

Life goes on. We make adjustments. We discover that we are not alone and build a support system.
We educate ourselves and learn coping strategies which make life easier. We teach others about our
needs. We discover assistive devices. We consult our doctors and audiologists and keep up with new
technology. We take risks. We become courageous. We become strong. We accept the challenge of
hearing loss.

Through acceptance, we begin to realize the richness of our life with hearing loss. We are thankful

for all the extraordinary people we have met through this challenge. We amaze ourselves by becoming
active in the name of hearing loss. We extend ourselves beyond what we thought possible as we learn,
teach, and reach out. We advocate for ourselves and others. We form a community where we are
comfortable, inspirational, and successful. We draw others into our community as peers and supporters.
We truly grow and embrace our hearing loss as something positive that has given us undreamed of
opportunity.

Our journey through grief takes time and we travel it on a personal timetable. I wish for all of you
that prayer of gratitude, that acceptance and joy in your life. It is truly an attainable and worthy goal.

Liz Booth
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Chapter News

ICIC will have a booth at the 2010 Convention of the Illinois Academy of Audiology on
January 20-22, 2010 at the Hyatt Regency, Chicago. We thank Tina Childress, our very helpful board
member for arranging and (wo)manning the booth.

ICIC participated in the 2009 Walk-4-Hearing. This year over $100,000 was raised. Proceeds
are shared by HLAA and the many organizations that participated.

ICIC contributed $1,000 to the Walk4Hearing, and $300 for HLAA 30" birthday.

A Walk4Hearing Recognition Award was presented by HLAA to Marc Siegel and Ed
O’Brien for “Dedication and Hard Work in 2008 and 2009 .

Liz Booth attended an Advanced Bionics mentor workshop in Valencia, California, in
November, and was recognized for her work with the Bionic Ear Association over the years.

Two ICIC members serve on the Illinois Deaf and Hard of Hearing Commission (IDHHC).
Tina Childress serves as Vice Chairperson and Marc Siegel serves as Commissioner. The
Commission advances the interests of all Illinois citizens with a hearing loss by advocating for
systemic improvements, promoting cooperation and coordination among entities serving people who
are deaf and hard of hearing, and disseminating information to eliminate negative stereotypes
surrounding hearing loss.

Liz Booth, and Kathy Highhouse were interviewed on cable television in Downers Grove
concerning hearing loss and cochlear implants The host was Hanna Benioff who produces a cable
television program called “The Vintage Times”. A DVD copy of the program is available for loan.
(Kathy Highhouse is an audiologist at the Ear Institute of Chicago in Hinsdale.)

>>>

1 "#$
Advertisers' Excessive Volume on TV

A bill to turn down advertisers' excessive volume on TV was approved by the U.S. House of
Representatives and will now go on to the Senate for consideration. The Commercial Advertisement Loudness
Mitigation Act ( http://www.opencongress.org/bill/111 sh1084/show ) introduced by Rep. Anna G. Eshoo
(D-Menlo Park, CA), requires all local stations, cable and satellite TV operators to follow the volume limiting
guidelines ( http://www.atsc.org/standards/a_85-2009.pdf ) adopted by the digital TV standards group.
Congressional analysts estimated that the measure would cost those operators a relatively small amount. They
put no value on the relief to viewers annoyed by commercials that seem far louder than the shows they interrupt
and - as those of us with a hearing loss know - they can actually be physically unpleasant. They can be as much
as 10 decibels louder than the programming. 70 decibels is perceived by the human ear as being twice as loud as
60 decibels - the approximate level of normal human speech. This act directs the FCC to prescribe a regulation
prohibiting advertisements accompanying video programming from: (1) being excessively noisy or strident;
(2) having modulation levels substantially higher than the accompanying program; and (3) having an average
maximum loudness substantially higher than that of the accompanying program.

If you're annoyed by these loud TV commercials, let your U. S. Senators know that you want this bill passed.
Source: Stephen O. Frazier, Albuquerque, NM,

Page 6




News from Hearing Loss Association of America (HLAA)

HILAA Testifies Before Congress on Emergency Alerting Issues
By Lise Hamlin Director of Public Policy and State Development
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Senator Tom Harkin takes the helm of the Senate HELP Committee (2
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Senator Tom Harkin learned firsthand about the challenges facing people with disabilities from his late brother,
Frank, who was deaf from an early age. He took this knowledge to Congress where and made passage of the
Americans with Disabilities Act (ADA) of 1990 his signature legislative achievement. Known as the
"Emancipation Proclamation for people with disabilities,” this landmark law protects the civil rights of

millions of Americans with physical and mental disabilities. The law has literally changed the landscape of
America by requiring accessible buildings and transportation, and workplace accommodations for people

with disabilities. To preserve the intent of the ADA after several court rulings weakened standards, Tom

and Senator Orrin Hatch (R-UT) introduced the ADA Amendments bill to ensure that all Americans with
disabilities are protected from discrimination. It was signed into law in September 2008.
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This & That

Hearing health care benefits for veterans discussed in HLAA's Chat room

On January 20, 2010 Dr. Gene Bratt will be online taking questions about the benefits of hearing tests, hearing
aids, cochlear implants, and hearing aid implants in the HLAA Chat room. Dr. Gene Bratt is Chief of the
Audiology and Speech Pathology Service at the Department of Veterans Affairs (VA) Tennessee Valley
Healthcare (VHL) System.

To Participate in the Webchat (no need to register): (1) Go to www.myhearingloss.org/, (5 -10 minutes before
webchat is scheduled). (2) Click on the "Log in to our Chat Room" button. (3) Enter a username to use for the
chat. (4) Click on the "Connect" button. (5) Click on "Rooms™ tab (found on the right column). (6) Double click
on "Guest Chat" to join the webchat. You can also find the information and links at www.hearingloss.org.

Note: A six-minute DVD, and a fact sheet, about this program, are available for loan. Contact Hanna
benioff at 630-964-1229; benioff0@gmail.com.

AFREE 1 hour online course from Audiology Online: “Cochlear Implants,
The Past To The Present: AReview of Technology, Candidacy and Outcomes”

This presentation reviews expectations, candidacy and technology of cochlear implants over time, from their
introduction in the 1970s until now. Also highlighted is the Sound Beginnings program at Utah State
University, a unique program that trains future audiologists and speech pathologists to provide auditory/oral
education to deaf children as well as providing a site of early intervention for kids birth to 5. Course Instructor
is Cache Pitt, Au.D., Clinical Assistant Professor of Audiology, Utah State University. To register and begin
learning log on: http://tinyurl.com/ye55dw6

What a Mouse with ‘Golden Ears’ Can Tell Us About Older Brains

Most people lose some of their hearing as they get older. That’s a common part of aging. But for a small
number of seniors—roughly 5 percent—it’s not the ears that are the problem, it’s the brain.

In new research published in the Neurobiology of Aging, scientists created a mouse model that is comparable to
an older adult who has the ears of a healthy 20-year-old, but the brain of that 20-year-old’s great-grandmother.
Using technologies that are commonly used to screen newborns for hearing loss, the researchers found that the
offspring of this cross, the “golden ear mice”, had significantly better hearing than other mice and as they aged.
However, they also found that the brain of the “golden ears” mouse was less able to compensate for sound in
background. This is similar to an aging person whose ears are working fine but who still has trouble
understanding speech when there’s a lot of background noise, such as at restaurants and dinner parties.......

The complete article is available on http://www.nidcd.nih.gov/news/releases/09/11_18 09.html

Gene Mutations Causing Tinnitus

Tinnitus in combination with hearing loss may be caused by genetic changes and may become curable with
gene therapy in the future, say Australian scientists. The complete article is available on: http://www.hear-
it.org/page.dsp?page=6640

Information about Illinois Hospitals and Surgery Centers in lllinois is
available on: www.healthcarereportcard.illinois.gov
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2010 Meeting Dates & Topics

Saturday, January 16", 2:00 — 4:00 P.M. - College of DuPage, bldg. K, room 161
“Hearing Strategies at the Movies & Theater”

Options available to make theater and movie experiences more accessible to
individuals experiencing hearing loss. Includes Rear Window, open captioning,
and Victory Garden’s Access Project

Presented by Tina Childress, Ed OBrien, & a representative from the Victory Gardens Theater

Cochlear America's Nucleus 5
An update on Cochlear's newest CI, presented by Kara Murphy

Saturday, March 20", 2:30 — 4:30 P.M. - Morton Grove Park District
Topic to be announced

Saturday, May 15", 2:00 — 4:00 P.M. - College of DuPage, bldg. K, room 131

Assistive Hearing Devices for Individuals Experiencing Hearing Loss
By: HITEC, Naperville

Saturday, July 17" — 2 P.M. - Garden party at Hanna Benioff’s home

Information Fair with representatives from Cochlear Implant manufacturers
and a social gathering (lots of fun and good cheer)

September 11" 2:00 — 4:00 P.M. - College of DuPage, room 131

“Hearing Loss Association of America (HLAA):

What HLAA Does for the HOH/CI Community”
By: Dick Meyer, former HLAA president

Saturday, November 20", 2:30 — 4:30 P.M. - Morton Grove Park District
Topic to be announced

Meeting locations
College of DuPage: Fawell Blvd. & Lambert Road (SW corner), bldg. K, Glen Ellen

Morton Grove Park District’s Prairie View Center, Dempster & Waukegan. One block east of
Waukegan on Dempster, Morton Grove. (Turn north at the light on New England Street)

Real Time Captioning is provided at all ICIC meetings by “Caption

This and past newsletters can be found on our website
www.illinoisci.com

Page 9



What is ICIC?

The Illinois Cochlear Implant Chapter (ICIC), a member of the Hearing Loss Association of America,
is an organization for cochlear implant (CI) recipients, prospective recipients, professionals, and other
interested parties. We offer information and support to help current CI users as well as to prospective
users and their families. At our meetings we offer presentations by experts such as CI surgeons,
audiologists and CI company representatives. ICIC strives to increase awareness of hearing loss, and
promote the benefits of cochlear implants. We welcome input from our members. Please contact
Hanna Benioff with your suggestions, at benioff0@gmail.com; phone (630) 964-1229.

ICIC Annual contributions

As a member organization we depend on annual contributions of $25. Our expenses include room
charges, equipment, captioning services, insurance, printing, postage, and more. Please look for your
2010 notice which will be mailed soon. Thank you.

What is HLAA?

Hearing Loss Association of America (HLAA) is a national organization which provides timely and
reliable information about hearing loss through its website, , the online
: HLAA holds
! for people with hearing loss and professionals. Annual dues are $25. Contact HLAA
at: 1-301-657-2248, www.hearingloss.org. Note: HLAA dues are separate from ICIC contributions.

“Kindness is a language which the deaf can hear and the blind can see.”
"#
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