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executive  
director

We all hope for something:
I hope it won’t rain for the party today.

I hope I get an A in my class.

I hope my mother doesn’t have to have surgery.

I hope I can hear better with this new hearing aid, 
cochlear implant, or assistive device.

Someone who is optimistic says, “It’s going to be okay.” 
Someone who is hopeful says, “Something can be done 
that’s good and we can affect it. It’s really in our hands.”

Terry Small, in the Brain Bulletin, says: “Neuro- 
scientists are investigating the science of hope. It turns 
out that a feeling of hopefulness changes your brain. 
Your brain pumps chemicals when experiencing the 
sensation of hope. These chemicals can block pain and 
accelerate healing.

“Hope, which involves belief and expectation, causes 
the brain to release neurochemicals, called endorphins and 
enkephalins, which actually mimic the effects of morphine. 
The result is that the brain can overcome hurdles and move 
to a place of recovery. In scientific terms, hope and recovery 
are not causally connected, but they are correlated.”

Scientists found that when studying the brain activity of 
human subjects using MRI imaging, when people are told 
to think about nothing, to be silent, their brains start to 
imagine the future and all the good things it holds.

You could say our bodies are designed, or even wired, 
for hope. 

This issue of Hearing Life takes a look at genetics and 
hearing loss and the hope the future will bring to families 
like the Battats, who share their experience dealing with 
generations of inherited hearing loss. Will pioneering 
research bring better therapies to people with inherited 
hearing loss? To take it one step further, might there one 
day be a cure for hearing loss through advances in gene 
therapy? We can only hope so. 

This June, at the HLAA2019 Convention in 
Rochester, New York, our Research Symposium will 
be “The Latest on Genetics and Hearing Loss,” where 

world-renowned scientists will present 
the latest research on hearing loss that 
occurs after birth, and what can be done 
for families who have genetic hearing 
loss. We will also have two families with 
known genetic hearing loss talking 
about their experiences.

In this issue and at the upcoming 
HLAA Research Symposium, these magnanimous families and 
scientists hope to give energy to break out of ourselves and 
take on generous tasks which will be of benefit to all. They 
will share their stories and research. They will motivate us to  
be hopeful.

Celebrating 40 Years of Hope
This January we kick off Cheers to 40 Years! as HLAA 
celebrates its 40-year anniversary. We held our first convention 
in 1984 at Stanford University where the motto was Sharing 
Hope, and there weren’t nearly as many advances in science 
and technology that we see today. Nascent members in our 
organization saw first, that they weren’t alone with their 
hearing loss; second, something could be done about it. Since 
1984, science and technology have advanced, but the hopeful 
thinking is the same.

We will do our fair share of looking back at our 40-year 
history this year. There was a belief back in 1979 when we 
began, that people who weren’t deaf, but weren’t fully hearing, 
“hard of hearing” as Founder Rocky Stone termed them, 
couldn’t be organized into a power to be reckoned with. Look 
at us today—HLAA is the go-to organization taking the lead 
on issues that affect consumers. That means you. 

We certainly don’t want to live or be mired in the past, but 
reflecting on it helps build our future. And, while we don’t 
want to be idealistic—i.e., believing in something that is good 
but probably unrealistic to achieve—we want to be hopeful. 

Thinking about a better future and how we can get there 
is our state of nature. 

Barbara Kelley is executive director of HLAA and can  
be reached at bkelley@hearingloss.org. Follow her on  
Twitter @Bkelley_HLAA.

Thinking About a Better Future and  
How We Get There is Our State of Nature
B Y  B A R B A R A  K E L L E Y
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message from the 
chairperson of  

the board

Dear Members and Constituents,
I hope you all had a safe and enjoyable 
2018 holiday season. As we embark on 
the new year, I find myself reflecting 
on the many good things that have 
occurred in the last 12 months. 

From the perspective of the Board 
of Trustees there has been tremendous 
growth within our organization, and we 
continue to exceed expectations both 
financially and in terms of our strategic 
planning. Who we are now and who 

we will be in the future demands 
that we stay relevant in the hearing 
loss community and engaged in 
all the conversations that impact 
consumers of today, and those of 
the future. 

Technology is constantly 
changing the hearing loss 
landscape: smartphones, open and 
closed captioning, social media 

and even our airports. Government and companies are 
recognizing the need to provide accommodations as 
part of their standard practice, not just minimally, but in 
new and innovative ways. And I, for one, am grateful.

Having an “attitude of gratitude” is helpful 
regardless of who we are or the situation we may find 
ourselves in. When I first started living my life with a 
hearing loss, all I could see were the problems, and I 
didn’t have any idea how my situation would improve. I 
remember vividly how I would be on a business trip and 
had no way to wake up on time when staying in a hotel. 
I couldn’t hear my room alarm clock, telephone, or even 
someone pounding on the door. My solution was to sit 
up in a chair with both hearing aids on, just to hear the 
alarm go off. Not the best way to get rest. 

You can imagine my surprise, and relief, when I 
went to my first Self Help for Hard of Hearing People 
(SHHH, as the organization was known then) chapter 
meeting and learned that there was such a thing as a 
vibrating alarm clock. By going back to monthly chapter 

meetings I learned the answers to many questions 
regarding my hearing loss and many questions I never 
knew to ask. More importantly, I met a group of people 
who would be lifelong friends and an organization that 
provides lifelong support. And for this, I am grateful.

I have seen visitors stay with a chapter for a period 
of time, and when their questions were answered, they 
disappeared. I have seen 
others who stay on because 
they were grateful for what 
HLAA has done for them 
and they want to be there 
for others. I have seen many 
others who work hard and 
serve HLAA in many ways. 

Your Board of Trustees 
and staff at HLAA are among 
the best I have seen and they 
work tirelessly in support of our great organization. And 
for these men and women, I am grateful.

Please take a moment to reflect on who you are and 
your own “attitude of gratitude” as you continue to 
fulfill Rocky Stone’s legacy and vision. On behalf of the 
Board of Trustees, please accept our best wishes for a 
safe and fruitful 2019. 

Semper Fi.

Don Doherty, M.A., Ed.S., is chairperson of the HLAA 
Board of Trustees and lives in Moyock, North Carolina.  
He is retired from the United States Marine Corps and can 
be reached at chairperson@hearingloss.org.

An Attitude of Gratitude
B Y  D O N  D O H E RT Y
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founder’s corner

The Beginning
The most pervasive physical handicap in America today 
is an invisible condition—hearing loss. Because it is 
invisible, it affects us in varying degrees of severity. The 
ability to deny it is enhanced. The smaller the loss, the 
more we or our parents are able to deny it, to conceal 
it, and to delay efforts to cope…to face the fact that 
adjustments must be made. The greater the loss, the 
more we or our parents 
are compelled to 
recognize it and to do 
something about it.

SHHH was 
founded for all of 
us—hearing and hard 
of hearing alike. It 
was founded because 
of my conviction that 
little progress toward 
prevention, detection, 
management, or possible 
remedies, can be made 
until we all better 
understand the reality of 
the situation.

Hearing loss is 
about communication. It is involved with the problem 
of listening and trying to understand what is being 
said rather than just hearing noise and isolated words. 
Amplification on the telephone permits me easily to 
hear the sound of another voice. My trouble is I can’t 
understand what the voice says.

Along the spectrum of hard of hearing people, 
there are many different problems, and the method of 
alleviation may vary. What works in one case may not 
work in another.

But there is one common denominator. Hearing loss 
affects human beings. Being human is both unique and 
precious. As we expound our philosophy in these pages, 
you will see that belief as the foundation of thought and 
uppermost in our minds in what we advocate. Being 
human is both unique and precious.

In the Beginning
B Y  D AV E  H U T C H E S O N

In November 1979, Self Help for Hard of 
Hearing People (SHHH) was founded by an 
ex-CIA operative named Howard E. “Rocky” 
Stone. Even though the name changed to 
Hearing Loss Association of America (HLAA) 
in 2006, one thing remains constant—Rocky’s 
vision:

I established SHHH as a membership 
organization run by people with hearing loss. 
We provide information necessary for them to 
make choices, but emphasize the choice must be 
theirs. The challenge is to develop togetherness 
within diversity.

Eight months after the inception of SHHH, 
the first issue of the Shhh journal was published. 
Even though it has gone through a few name 
changes since then, the magazine you are 
reading is the very same one that has been 
published continuously since July 1980. 

Rocky penned a column for every single issue 
of the magazine during his 13-year tenure at 
the helm of SHHH. In honor of our—your—
organization’s 40th anniversary, we’d like you to 
get to know Rocky a little better by publishing 
a selection of his columns in each 2019 issue of 
Hearing Life. 

For the first selection, we thought what better 
place to start than the beginning. The following 
is Rocky’s very first column, which appeared in 
the July/August 1980 issue of Shhh. 

“ Rocky speaks of hope, 
someone to love, and 
the dignity of work. 
He cites great minds, 
but also knows the 
fears, the hopes, of all 
of us. When he writes 
or speaks, he doesn’t 
teach or lecture, he 
transforms.”

—Pat Vincent, Grove City, Ohio
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founder’s corner

In succeeding issues of this Journal, I will develop 
the philosophy of SHHH. It is your organization. We 
will attempt to make the invisible visible; to examine all 
aspects of this complicated problem to permit you to 
cope better; to show you how you can make a difference; 
to enter the consciousness of our society and develop a 
position in it equal to non-disabled people.

In the process, we will invite our members to share 
their experiences with us. Articles about individuals; 
about families; about our elderly and their special 
problems; about our children, all will attempt to capture 
the richness of spirit which characterizes hard of hearing 
people. Articles by professionals will appear, and while 
they may advocate one course of action or another, our 
philosophy is that each person must 
think through his or her particular 
situation and determine what is best 
in their specific circumstances.

We believe one should do 
whatever possible to communicate 
more effectively. We recommend that 
you use whatever methods are most 
suitable to your style, comfortable 
with your personality and compatible 
with your values. We will not argue 
whether sign language or speechreading 
or Cued Speech is better. We will 
examine all of them and let you decide. 
Because we believe we can arrive at 
“better communication through better 
understanding.”

In order for us to make SHHH truly representative of 
your wants, needs and aspirations, we must know what 
they actually are—not what we think they are. You must 
tell us. The more we hear from you, the better we will be 
able to serve you.

And now, let us begin…

Dave Hutcheson is the HLAA director of marketing and 
communications and editor-in-chief, Hearing Life. He can 
be reached at dhutcheson@hearingloss.org.

An Invisible Condition
If you want to learn more about Rocky 
Stone and read more of the columns by this 
remarkable man, they have all been compiled 
into a single book, The Invisible Condition—
The Human Side of Hearing Loss, available for 
download on our website. Go to hearingloss.
org/about-hlaa/our-founder and scroll down 
until you see “Download Rocky’s Book.“

The cover of the very first issue, along with the masthead of  
Shhh (now Hearing Life) published July 1980. The original version  

of Rocky's column is reprinted here.
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Caught Up in a Whirlwind of 
Genetic Hearing Loss

B Y  B R E N D A  B AT TAT

I was born into a family with genetic hearing loss going back at least four 
generations. That’s as far as I have been able to trace it even though I have the 

family tree dating back to the 17th century. 
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F
ifty-six years ago, when I was first diagnosed with 
moderate hearing loss at the age of 19, I was told 
it was a dominant genetic condition that could be 
passed down by one parent alone and that each child 

had a 50 percent chance of inheriting the gene. It was a 
roll of the dice with each pregnancy. 

It certainly gave me pause when deciding whether or 
not to have children. But I rationalized that I was glad 
I had been born. It’s certainly a challenge living with 
hearing loss, but then again don’t we all face challenges? 

I also know that things are so much better now than 
they were 70 years ago for my grandfather when he was 
living with hearing loss. He found solitude in his English 
garden and walks in the cemetery where no listening 
demands were made on him. 

I wrote about the difference 70 years makes between my 
grandfather’s and my own experience in the July/August 
2006 issue of Hearing Loss Magazine after I received 
a cochlear implant. Today we are light-years ahead; so 
much more information is available, accessibility through 
technology is evolving at an unprecedented pace, and there 
are discrimination laws providing rights and protections 
unheard of in my grandfather’s time. Current and future 
generations have more tools at their disposal to live and 
work successfully with hearing loss than ever before.

The Family Tree Keeps Growing…
I have two children—a boy and a girl. My son, James, 
fell into the family pattern, being diagnosed with hearing 
loss in his late teens. Upon seeing his audiogram my 
rationalization for having children was overtaken by 
emotion, and I can’t pretend it didn’t shake me up 
mightily. I was shattered; it was the reality of a worst 
fear. He was the one consoling me, “Mom, it will be all 
right.” By this time James had attended several HLAA 
Conventions with me and had been around many HLAA 
Members, and I am sure all those role models lessened 
the blow for him.

Years passed. James started to use hearing aids when 
he was in his twenties. We assumed my daughter, his 
older sister Anna, had escaped the gene. However, when 
she was in her early forties, she noticed that she was 
having trouble hearing one of her children in the back of 
their car, so she decided to get her hearing checked. 

Anna’s audiogram not only showed she had a hearing 
loss but one at the same level as her brother, who had 
been using hearing aids for years. She hadn’t noticed any 
difficulties communicating nor had any of her friends, 
co-workers or family. How hard her brain must have 
been working all these years to make sense of what she 
was hearing!

…And Growing
So Anna had also inherited the gene after all. She 
immediately decided to have her two boys—8-year-old 
Teddy and 9-year-old Leone—tested. Even though they 
had both passed the newborn hearing screening it turned 
out Leone now had a hearing loss. 

Anna’s experience pushed James to have his three 
children—Julian (3), Kiernan (7), and Sebastian (9)—
screened, as they had also passed the newborn hearing 
screening. His expectation was that if they inherited 
the gene from him it would show up in their late teens, 
which is why he had delayed testing them. But no, now 
Sebastian was diagnosed with hearing loss. As I write 
this we are awaiting the results for Julian.

Within a two-month period, three members of our 
family had been newly diagnosed with hearing loss: Two 
of my five grandchildren and my daughter. It felt like we 
were all caught up in a whirlwind.

Sadness Turns to Resolve
Passing on the gene to my two children was bad enough, 
but I cannot describe the feelings when my adorable 
grandchildren were diagnosed with the family’s genetic 
sensorineural hearing loss. I felt I was bringing intense 
sadness into our family. I had never really thought far 
enough ahead to my grandchildren, even though the 
possibility that they would inherit hearing loss was 
very real. But so early—nine years old? The pattern in 

Brenda’s daughter, Anna, with 
her husband Benedikt and 

sons Teddy (left) and Leone.

James Battat, holding 
son Julian, with wife 
Erin, son Sebastian and 
daughter Kiernan.
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our family had always been late teens or early twenties, 
but now I realize that was when we were diagnosed, 
not when the hearing loss actually started. We are now 
picking it up earlier due to a heightened awareness.

Once I pulled myself together, I decided this has 
to stop. When I was told we had a dominant genetic 
condition it was all the information available at that time. 
Since then the field of genetics has evolved dramatically, 
with more than a hundred mutations for hearing loss 
having been discovered. There is also exciting work 
being done in the area of genome editing—removing the 
mutation and disabling the gene.

My deep, deep sadness turned to resolve to rid our 
family of this cycle; to stamp it out. But first we had to see 
if we could identify the specific gene causing our problem. I 
researched the most promising and exciting genetic research 
programs available and enrolled all of us into one. 

My immediate and extended family members—many of 
whom live in England—were officially accepted to be part 
of a research program at the Molecular Otolaryngology and 
Renal Research Laboratories (MORL) at the University of 
Iowa. The MORL has developed the most comprehensive 
platform that screens all known deafness-causing genes (152 
genes and microRNAs) and provides an accurate molecular 
diagnosis for people with hearing loss. This is combined 
with a study of the family history and audiograms that we 
collected on both sides of the Atlantic. I am hopeful that 
we will learn the cause of our family hearing loss and be in 
a better position to benefit from advances in gene editing, 
perhaps even finding a cure in my grandchildren’s lifetime.

Our New Normal
We are all gradually adjusting to this new reality—
grandparents, parents, and children. We now have a total 

of seven hearing aids and one cochlear implant among us! 
It is really impressive how maturely the young children 
are dealing with their hearing loss both at home and at 
school. When Sebastian saw the dip in his audiogram he 
asked the audiologist some very hard questions, “Does it 
go down further? Will it go back up?” Out of the mouths 
of babes. He is not a candidate for hearing aids yet. 

His cousin Leone is already wearing two navy blue 
hearing aids and has a remote microphone that connects 
via Bluetooth. He handles them like a pro—changing 
the batteries, putting them in a dry pack at night, and 
changing the channels to suit his environment. 

Leone is fortunate to be supported by an impressive 
school system and school audiologist. They have been 
proactive and very accommodating, including doing 
what they can to minimize background noise in the 
classroom—putting tennis balls on the feet of chairs, 
lowering interference from the HVAC, improving room 
acoustics, teachers using a microphone, adjusting seating 
arrangements, allowing him to take fatigue breaks from 
listening during class, captioning of videos, and providing 
the context of class discussions to him up front so he can 
anticipate the vocabulary that is likely to be used. They 
are open to other accommodations as identified and 
needed by Leone. 

What a difference inclusion in the classroom has 
made. Students are used to different learning styles and 
needs and don’t find it odd that their classmates may 
need certain accommodations. In fact, they are most 
likely benefiting from many of the accommodations 
themselves. Such things as captioning, reduced classroom 
noise, and sound field amplification have all been shown 
to facilitate learning for all. And for Leone it means that 
he is willing to accept using hearing aids, microphones 

Left photo—Brenda’s grandchildren Leone and Teddy; center photo—Brenda with her husband Joe;  
right photo (l to r)—grandchildren Sebastian, Kiernan and Julian. 
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Two key reports that have come out recently—one 
from the President’s Council of Advisors on Science 
and Technology (PCAST) and the other from the 
National Academies of Science, Engineering, and 
Medicine (NAS)—have shaken up the status quo by 
offering recommendations to expand technology options 
for consumers, improve services and boost treatment 
outcomes for people with hearing loss. 

In August 2017, the Over-the-Counter (OTC) 
Hearing Aid Act was passed, which will enable adults 
with mild to moderate hearing loss to purchase FDA-
regulated hearing devices without being seen by a 
hearing professional. We are awaiting for the FDA 
(Food and Drug Administration) to release regulations 
to ensure high standards of safety, labeling and 
manufacturing protection. More recently the Centers for 
Disease Control (CDC) discussed causes of hearing loss 
and prevention strategies and public health solutions as 
part of its Public Health Grand Rounds. 

This heightened attention and awareness is stimulating 
research to build on what we already know—that untreated 
hearing loss can lead to isolation and depression, up to a 
threefold increase in the risk of falling in older adults, more 
hospital stays, and possibly even dementia. 

As the search for more and better treatments—even 
cures—continues, I believe genetics is going to play a big 
part in the solution, maybe not in my lifetime but I’m 
willing to bet in my grandchildren’s. 

and generally doing whatever it takes to make it easier for 
him to fully participate in the classroom.

How Far We Have Come!
Contrast the classroom experience of my grandchildren 
with that of my own. Even though I had not been 
diagnosed with hearing loss at the time I was their age 
I always selected a seat at the front—not typical of kids 
who would most likely prefer to be as close to the back 
as possible. Our hearing was tested at school by listening 
to the ticking of a wristwatch. I never actually heard it, 
although I said I did. My internal rationale was that if 
they had held it there longer I would have been able to 
hear it. 

It wasn’t until I was 19 years old when I couldn’t 
hear whispered instructions in a very busy orthopedic 
clinic did my supervisor and I both suspect I had a 
hearing problem. That was when I went for my first 
real hearing test. I remember it clearly; I was told I 
had a sensorineural hearing loss, and that given my 
family history it was probably progressive. I was also 
told that since the loss was in the higher frequencies 
I would “fortunately” be able to hear men’s voices 
better than women’s. Imagine being told that in today’s 
environment!

As we await the results from the genetic screening we 
are undergoing in Iowa I am still sad, but also expectant 
and hopeful because of the heightened attention to 
hearing loss as a public health concern. For far too long 
the impact of hearing loss has been underestimated 
by policy makers, researchers, medical professionals 
and individual consumers themselves who fail to seek 
treatment even when they suspect they have hearing loss. 

Over the past 30 years Brenda Battat has 
worked in the field of hearing loss—as a 
staffer and executive director of the Hearing 
Loss Association of America (HLAA) until 
2013, and as an advocate and consultant in 
an array of government, nonprofit, industry 

and advocacy settings. Brenda has served on many advisory 
boards related to hearing and hearing science. In recognition 
of her stature as an advocate for people with hearing loss, 
Brenda served as the key representative for consumers on the 
National Academies of Sciences, Engineering, and Medicine 
(NAS) Consensus Committee on Affordable and Accessible 
Health Care and the advisory council of the National 
Institutes of Health (NIH) National Institute on Deafness 
and Other Communication Disorders (NIDCD). She has 
also served as an expert witness in court cases related to 
hearing issues. Brenda received her undergraduate degree in 
physical therapy from St Mary’s Hospital in London and her 
master’s degree in counseling from Indiana University. She 
has lived and worked in four countries and taught English 
in China for two years. 

For more information about the Molecular 
Otolaryngology and Renal Research 
Laboratories (MORL) at the University of Iowa, 
visit them online at:

 morl.lab.uiowa.edu
 facebook.com/UIMORL
 twitter.com/MORL_UIowa
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Hearing loss is the most common sensory disorder worldwide, affecting more 
than 5 percent of the world's population, or about 466 million people. And this 
number is expected to grow, to 1 billion by the year 2050. This means across 
the globe roughly 1 in 10 people will have some kind of hearing loss. 

B
oth environmental and genetic factors can cause 
hearing loss. Environmental causes, which in 
aggregate account for about 20 percent of cases, 
include such things as infections from viruses 

or bacteria, or ototoxicity from medications such as 
chemotherapy drugs, where hearing can be incidentally 
damaged when treating a cancer. 

The remaining cases, about 80 percent in developed 
countries, are due to genetic causes. Genetic hearing loss 
results from mutations, or changes, in genes that lead 
to the production of abnormal proteins, or even their 
complete absence. Mutant proteins cannot carry out 
their intended function, which leads to a dysregulation  
of the otherwise harmonious functioning of the ear. 

Genetics of  
Hearing Loss— 
Toward Brighter  
Horizons

A Wide Variety
One of the most striking characteristics of hearing 
loss is its variability. There is a very wide spectrum of 
presentations, which in human genetics we refer to as 
clinical heterogeneity. For example, hearing loss can 
be inherited as an isolated feature, which we call non-
syndromic hearing loss. In some instances it is inherited 
together with other symptoms, such as two different 
colored eyes, and is referred to as syndromic hearing loss. 

In addition, the hearing loss can be purely nerve-
based (sensorineural), conductive (if the middle ear 
bones are fused), or mixed (having a sensorineural and 
a conductive component). By the time of onset, hearing 

B Y  H E L A  A Z A I E Z
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loss can be congenital, pre-lingual or post-lingual. By 
severity it can be classified as mild, moderate, moderately 
severe, severe or profound. It can also be symmetric, 
asymmetric, unilateral or bilateral, and progressive or 
stable. Needless to say, this variability makes studying 
hearing loss very complicated. 

Genetic hearing loss is inherited and follows different 
patterns of transmission. The most familiar pattern 
is autosomal dominant inheritance—which refers to 
hearing loss that is passed down from one generation to 
the next. A child born to an individual with hearing loss 
has a 50 percent chance of inheriting the defective gene. 

By comparison, autosomal recessive inheritance of 
hearing loss occurs in one generation but not in the 
earlier generation. For example, a couple might have 
children with hearing loss while neither parent has 
hearing loss. This pattern of hearing loss arises because 
the children with hearing loss have inherited two 
mutated copies of a gene—one from each parent. Each 
parent, in addition to having a mutated gene copy also 
has a normal gene copy, and as a result, their hearing 
is normal. Their offspring have a 25 percent chance 
of having hearing loss. Autosomal recessive hearing 
loss is common and accounts for about 80 percent of 
all non-syndromic hearing loss cases. There are two 
other rarer types of inheritance—X-linked inheritance 
(or inheritance that follows the X-chromosome) and 
mitochondrial inheritance (or inheritance that follows 
mitochondrial DNA). 

Diverse and Complex
It is not surprising that the extraordinarily complex 
clinical diversity is reflected in an equally complex genetic 
diversity. All told, over the last two decades more than 
110 genes have been identified to be responsible for 
non-syndromic hearing loss, and this list is growing every 
year (hereditaryhearingloss.org). Within these genes, 
a staggering number of genetic changes—more than 
6,000—have been detected and linked to hearing loss 
(deafnessvariationdatabase.org). These numbers place 
hearing loss among the most genetically heterogeneous 
and diverse disorders.

These deafness-associated genes are translated into 
proteins that have a wide range of functions in the ear. 
Some are involved in ion balance maintenance; others play 
a structural role to ensure the integrity of the cells; and still 
others enable mechanical vibrations to be converted into 
electrical signals in a process called mechanotransduction, 
which allows electrical impulses to be carried to the brain. 
The specific cells where mechanotransduction occurs are 
called hair cells. These cells and the supporting cells that 

surround them are highly specialized and require a very 
precise spatial and temporal architecture to ensure proper 
function of the ear. 

Discovering novel genes and determining their 
normal function and the pathogenic mechanisms by 
which they cause hearing loss when they are mutated has 
been a tireless effort by the scientific community over the 
last two decades, since the identification of the POU3F4 
gene in 1995. POU3F4 is the first gene ever linked to 
hearing loss. 

Interestingly, the contribution 
these genes make to hearing loss 
varies in different ethnicities. For 
example, mutations in a gene 
called GJB2 account for about 
50 percent of congenital severe 
to profound hearing loss in many 
populations, including European 
Americans. But GJB2 deafness 
is not very common in African-
Americans. 

Understanding these ethnic 
differences is important in 
designing genetic tests for 
hearing loss and is one of the 
reasons genetic testing is now 
comprehensive (every known deafness-associated gene 
is screened at one time). In the past, when we sought to 
determine the cause of hearing loss, multiple tests were 
required. Testing was done by a process called Sanger 
sequencing on a gene-by-gene basis. 

As a first step, a candidate gene was selected and 
screened, and if no mutation was detected, a second gene 
was sequenced and so on and so forth. Sequential tests 
were expensive, laborious and time-consuming, and for 
the person with hearing loss, frustrating! 

Recent advances in sequencing technologies have 
streamlined this process. Testing is comprehensive and 
high throughout. No longer is a single gene targeted, 
but instead all genes known to cause hearing loss are 
screened simultaneously. This technology is called next-
generation sequencing and it has revolutionized the field 
of genetics by enhancing the scientific discovery of novel 
hearing loss-associated genes and by making genetic 
testing affordable, fast and more accurate. 

Enter the Battat Family
When Brenda Battat, former executive director of 
HLAA, contacted us about genetic testing to see 
whether we could identify the gene causing hearing loss 
in several generations of her family, we were excited 

Genetic testing for 
hearing loss can 

provide important 
answers regarding 

the risk for future 
generations, 

progression over 
time and the need 

for additional 
medical evaluation.
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(audiogene.eng.uiowa.edu). Both tools are available to the 
public and the scientific community for free. 

Our pioneering work in the field of auditory sciences 
and genetic diagnostics allowed us to pinpoint the root 
cause of hearing loss in Brenda’s family. We identified a 
mutation in the DFNA5 gene (also known as GSDME). 
For more than two decades, scientists have known that 
variations in the DFNA5 gene cause hearing loss. 

After its initial discovery in 1997, scientists wanted 
to explore the functional importance of the DFNA5 
protein in the auditory system, and to the surprise of 
the scientific community, it was discovered that this 
protein is not needed for normal functioning of the ear. 
Complete lack of DFNA5 does not lead to hearing loss 
in mice! Several subsequent studies have showed that all 
10 identified mutations in DFNA5 produce a shortened 
protein that is always missing the same portion. As a 
result, the shorter protein has a novel function in the 
ear and actually initiates death of inner ear hair cells by a 
process called apoptosis. When the hair cells die,  
hearing is lost. 

Finally—Some Answers!
When we brought the news of our discovery to Brenda, 
she was excited to finally get answers and learn about the 
cause of her hearing loss. She had hundreds of questions 
about the gene, its role, the exact effect of the mutation, 
the recurrence risk, etc. 

However, there was one question that I was dreading. 
I knew Brenda would end up asking me, and she did. 

to help. Brenda had gathered an impressive amount of 
information tracing the history of her own hearing loss 
and that of her relatives. 

Being able to construct a complex pedigree and getting 
detailed family history and clinical information was a 
tremendous aid to our work. In order to help her, we used 
Otoscope®—the next-generation sequencing tool we have 
developed to screen 152 genes associated with hearing loss 
for mutations. The list of genes, including all genes linked 
to non-syndromic hearing loss as well as genes involved 
in some forms of syndromic hearing loss such as Usher, 
Pendred, Alström, branchio-oto-renal (BOR), Jervell and 
Lange-Nielsen, and Wolfram syndromes. Otoscope became 
the first clinically certified next-generation sequencing 
platform in the world in 2012. 

Sequencing data obtained by Otoscope for Brenda’s 
DNA was analyzed and discussed by our Hearing Group, 
a multidisciplinary expert panel that reviews the genetic 
results for everyone who is tested. Results are interpreted 
by the expert panel in the context of the available clinical 
information to provide the most comprehensive diagnosis 
possible. These meetings are attended by clinical experts, 
research scientists, bioinformaticians and genetic counselors. 
To aid in the diagnosis, we have created several key tools 
which are unique to our diagnostic pipeline. For example, 
we have created the Deafness Variation Database (DVD) 
(deafnessvariationdatabase.org), a resource that lists and 
classifies all variants in all genes implicated in non-syndromic 
hearing loss, and AudioGene, an algorithm that analyzes 
audiograms to predict likely genetic causes of deafness 

Etiology and types of 
hearing loss.
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Hela Azaiez is a senior research scientist at 
the Molecular Otolaryngology and Renal 
Research Laboratories (MORL) at the 
University of Iowa. She received her master's 
degree in Biological Engineering and her 
Ph.D. in Human Molecular Genetics at the 

University of Sfax in Tunisia conjointly with the University 
of Iowa. After completing a postdoctoral fellowship at the 
MORL, Hela was appointed as assistant professor at the 
Pasteur Institute of Tunis in Tunisia, where she worked on 
characterizing the genetic spectrum of orphan diseases in 
the Tunisian population. She returned back to Iowa City 
in 2012 where she is currently leading the hearing research 
and diagnostics teams at MORL. Her interdisciplinary 
research program is focused on the discovery of novel genes, 
genetic modifiers and non-coding regulatory elements 
involved in hereditary deafness as well as the investigation 
of genetic contributions to age- and noise-induced hearing 
loss. She is in charge of developing next-generation 
sequencing pipelines and tools to improve identification, 
interpretation and clinical correlation of genomic variants. 
She aims to translate novel knowledge acquired through 
research into better clinical diagnostics and improved 
patient care.

“Are there therapies that could cure hearing loss or prevent 
it in the younger generations?” 

The short answer today is no, there is no available 
gene therapy for humans…yet. However, for more than a 
decade, scientists have been working toward developing 
gene therapies for deafness using different mice as models of 
hearing loss. One of the biggest hurdles has been trying to 
decide what type of therapy and how to deliver it to the cells 
in the inner ear. Recently, scientists have made significant 
progress thanks to novel technologies in manipulating the 
genome and advances in the field of virology. 

One approach, known as gene replacement, is aiming 
to supplement cells in the ear with a good copy of the 
defective gene. Another approach is to target the specific 
mutant protein and either eliminate it or correct its effect 
using small molecules. Finally, with advances in genome 
editing technologies such as CRISPR, scientists are 
working to edit the genome at the DNA level to remove 
mutations altogether. Many of these experiments have 
been successful in halting the progression of hearing 
loss or decreasing its severity. Although these studies are 
currently being carried out only in animal models and it 
will take several more years before clinical trials start on 
humans, they are promising and open novel horizons for 
treating or even curing hearing loss.

An emphasis should be put on the targeted nature 
of these therapies, meaning most are aimed at specific 
mutations in specific genes. As a consequence, knowing 

the exact genetic cause of hearing loss is a prerequisite to 
any gene therapy or treatment, thus the importance of 
genetic testing to identify those who can benefit from a 
particular therapy. In addition, genetic testing for hearing 
loss can provide important answers regarding the risk for 
future generations, progression over time and the need 
for additional medical evaluation. 

In summary, remarkable progress has been made in 
our understanding of genetic hearing loss. At the clinical 
level, it has improved medical care for persons with 
hearing loss at the scientific level and it has improved our 
understanding of the molecular mechanisms of hearing 
and deafness. And the outlook for the future is bright, 
as better treatment options for hearing loss are under 
development. 

References and Web Resources
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infections-deafness
n	 morl.lab.uiowa.edu
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Scholars of HLAA Chapters
B Y  E R I N  M I R A N T E

HLAA Chapters raise funds through their 
community efforts for a variety of 
reasons, one of which is to develop 

exciting programs that can assist others with hearing 
loss within their communities. One of the more popular 
initiatives among HLAA Chapters is awarding college 
scholarships to students with hearing loss. 

Many HLAA Chapters have developed programs which 
allow them to award scholarships annually, establishing 
themselves as a true go-to resource right in their own 

community for college-bound students 
with hearing loss. It is quite 

common for chapters that offer 
scholarships to receive many 
applications each year. 

Often, chapter leaders 
form outreach committees, 
utilizing funds raised to 
provide the scholarships on 

an ongoing, annual basis. 
A good portion of funds 

are raised through the HLAA 
Walk4Hearing, as chapters receive 

a percentage of funds raised through 
their local walks. Along with the Walk, chapters raise money 
for the scholarships by collecting dues, applying for grants, 
participating in the HLAA Unified Membership Program, 
and donations, among many other exciting and creative 
fundraising endeavors. 

Scholarship programs offer many benefits, both to 
the chapter and to the local community. They are a great 
example of how HLAA Chapters can provide outreach 
locally, educating younger members on the importance of 
HLAA and providing them with an opportunity to become 
involved with a local chapter. Students are able to take this 
knowledge with them as they continue their education, and 
hopefully beyond, to become part of the next generation of 
hearing loss advocates.

We are grateful to receive stories from chapters 
consistently, detailing the importance and success of 
their scholarship programs and how students have 
benefited from them, and we would like to share a few 
that we received here. 

It is this type of outreach that solidifies the presence 
of HLAA in local communities, providing a wonderful 
example of exactly how local chapters further HLAA’s 
mission of information, education, support, and advocacy! 

New Jersey State Association
The HLAA New Jersey State Association celebrated their 
10th Annual Scholarship Award Program on Sunday, 
June 3, 2018 at the East Brunswick Library. Scholarships 
in the amount of $1,500 each were awarded to three 
New Jersey high school teens: 

n	 Brandon Orlando Mato graduated from Land 
Park High School and is currently enrolled at the 
Rochester Institute of Technology in upstate  
New York. 

n	 Jovanny Camano is a graduate of Hackensack High 
School and was accepted at Gallaudet University and 
Bergen Community College.

n	 Saima Paredes graduated from Midland Park High 
School and was accepted at Union County College. 

The scholarship social was a huge success. There 
were nearly 100 guests in attendance, including past 
scholarship recipient winners. We thank the chair, 

Pictured (L-R): Latisha Porter-Vaughn, chair; Jovanny Camano,  
Saima Paredes, Giana Thomas (daughter of Gina Petrus-Thomas 
and Stanley Thomas), Rachel Liberman, Rashaun Boyd, and  
Marvin Schaab, president of New Jersey State Association.
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Latisha Porter-Vaughn and committee members Marvin 
Schaab, Judy Heimbach, Alice Glock, Arlene Romoff, 
Maryrose McInerney, Gina Petrus-Thomas and Wayne 
Roorda. Special thanks to the HLAA Walk4Hearing for 
making funding possible to support the New Jersey State 
Association Scholarship Program. And thanks also to the 
New Jersey Division of the Deaf and Hard of Hearing 
(DHH) for providing open captioning and interpreters 
for an amazing event.

Central Oklahoma Chapter
The HLAA Central Oklahoma Chapter launched its fourth 
scholarship campaign last year. This past fall they awarded 
two scholarships of $1,000 each to Oklahoma students. We 
started the campaign with $500 scholarships but quickly 
raised the amount to $1,000 with the strong support of 
our membership. Each year interested members have made 
contributions to support the project. 

The scholarships are promoted in 
different ways. We paper the town with 
our “Scholarship Flyer,” which gets 
posted on public bulletin boards in 
restaurants, grocery stores, banks, and 
electronic community calendars hosted 
by local radio stations. We leave them 
in waiting rooms at doctor’s offices, tire 
centers, beauty shops, and the library. 
All members receive an email with the 
flyer and application to distribute. High 
school counselors and college financial 
officers also get copies. Several local 
newspapers have picked up the story  
for publication. 

The chapter named a scholarship 
committee of five members to review 
the applications and make decisions on 
the recipients. To date, our six recipients have been two 
high school graduates beginning their college education, 
a student working and returning to college, a college 
graduate working on an advanced degree, and two 
upper-class students heading for graduation. 

The chapter is very proud of its scholarship 
recipients and we encourage them to become active 
members of the chapter. The monthly newsletter is the 
first level of continued communication; they all receive 
a free subscription. We are also working on a program 
to involve them in our social media campaign and a 
care program in which they will receive a care package 
around test time (it might be a coffee card or a candy 

package), just something to stay in touch. Finally, we 
ask that they provide a short update so we know about 
their progress.

We wish we could offer a scholarship to all our 
candidates. Last year there were 17 applications and 
it was difficult selecting just two recipients. Several of 
the applicants planned to enter the medical field, and a 
couple were even studying to become audiologists. We 
had applicants majoring in business, political science, and 
one in veterinary medicine.

Sun Lakes Chapter
For the past three years, Arizona has been part of 
the national Walk4Hearing initiative. The HLAA 
Sun Lakes Chapter has enthusiastically embraced 
this opportunity to raise awareness and funds for the 
hearing loss community. Our participation allowed us 
to provide audiology students in our universities with 

scholarships to help in their studies.
We speak of our audiology 

doctoral students as “our heroes.” 
These young people will become 
the audiologists who will help us 
reach our hearing potential. Their 
growing knowledge and expertise 
will impact the 48 million Americans 
who struggle with hearing loss daily. 
We recognize them as partners in our 
quest for better hearing.

For the past two years, doctor of 
audiology graduate students have been 
identified by their respective schools as 
showing outstanding academic success, 
performing significant outreach, and 
exemplifying commitment to the 
hearing loss community.

In 2018, the students honored were Bryce Altus, 
Arizona State University; Kelsey Artz, A.T. Still 
University; and Sarah Broughton, University of Arizona.

We congratulate our recipients and wish them well on 
their journey to fill heroic roles. 

Westchester Chapter
Last June the HLAA Westchester Chapter celebrated 
10 years of awarding college scholarships to local high 
school students with hearing loss. In that time the 
chapter has given out a total of 35 awards of $1,000 each 
through the Blair and Anita Mazin College Scholarship 
Program, named for chapter members who were killed 

2018 Central Oklahoma Chapter 
scholarship recipients Jessica James 

and Lauren Lewis.
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by carbon monoxide poisoning in 
their home in 2005. The scholarship 
awards have been presented each 
year by Anita’s mother and brother.

In celebration of the 10th 
anniversary, the chapter gave out 
ten scholarships on June 9, 2018 
at a ceremony attended by 100 
chapter members and guests at 
the Greenburgh Public Library in 
White Plains, New York. 

Recipients of the scholarship 
came from Westchester, Rockland, 
and Putnam counties, and were 
high school seniors with hearing 
loss who are pursuing a college 
degree or vocational training. 
Each of the recipients gave short 
speeches about their experiences 
with hearing loss and were joined 
by their families in a joint question 
and answer session.

This year’s winners (pictured 
above) will be attending Bergen 
Community College, Gallaudet 
University, Mercy College, Montclair 

State University, New Jersey 
Institute of Technology, Quinnipiac 
University, Rochester Institute of 
Technology, St. Thomas Acquinas 
College, and Tufts University.

Westchester scholarship award 
chairperson Karen Ratner stated, 
“All of us at the HLAA Westchester 
Chapter were very proud to be able 
to offer scholarships to a record 
number of applicants in 2018, our 
tenth year of the awards program. 
This is always a very happy and 
emotional day for us, seeing these 
young ladies and men—some of 
whom are the first members of 
their families to attend a college 
or university—receive scholarships 
to help with school expenses. Blair 
and Anita Mazin would be very 

Erin Mirante 
is the HLAA 
national chapter 
and membership 
coordinator. She 
can be reached at 

emirante@hearingloss.org.

HLAA Westchester Chapter 2018 scholarship recipients

proud of the continuing success of 
this program.” 

Proceeds of the annual West-
chester/Rockland Walk4Hearing 
fund the scholarship program, as well 
as having provided the funds for the 
permanent inductive loop system 
that was installed in the multipurpose 
room at the Greenburgh Library.

We are proud of our many 
accomplishments in this, the 
chapter’s 35th year. 
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Wireless technology changes everything. As we make wires obsolete, we figure 
out how to connect many more things. This article is about Bluetooth—one of 
the main ways we wirelessly connect devices to each other. 

T
he purpose is to help you understand the various 
types of devices you can connect using Bluetooth, 
some of the challenges that come with it, and focus 
on how Bluetooth is relevant to hearing better.

There are a number of wireless technologies, each 
designed to do different things. Some are consumer 
technologies—typically associated with products you get 
from Amazon and Best Buy. These products adhere to 

Bluetooth—A Mouthful 
of Opportunities
B Y  K E V I N  F R A N C K  A N D  M A R G A R E T  G R E G O W I C Z

standards so you can feel confident buying headphones 
of one brand to work with a smartphone from another 
brand. Some are clinical technologies—more typically 
associated with medical devices purchased on the advice 
of a professional, such as an audiologist. 

For years these technologies seemed to exist in 
different worlds. But that’s been changing recently. 
Recommendation #8 of the 2016 National Academies 
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of Science, Engineering, and Medicine report1, Hearing 
Health Care for Adults: Priorities for Improving Access 
and Affordability, co-sponsored by HLAA, calls for 
better interoperability of hearing systems with standard 
communication platforms. And a push is already 
underway. Bluetooth is the subject of this article because 
it has already started to span both worlds. Before talking 
about Bluetooth, here’s a summary of other wireless 
technologies you might recognize.

n	 Cellular wireless connects cellphones to their service 
providers. Big cellphone antennas powered by huge 
amounts of electricity send and receive data to and 
from your phone. Each tower covers a large area and 
connects to many phones at once.

n	 Wi-Fi connects devices to personal or commercial 
internet service. To connect to your home or work 
internet, you can use a wire or you can use Wi-Fi. 
Wi-Fi routers plug into a phone or cable line, which 
allows data from the internet to the router. and can 
cover a few rooms at a time. The router then connects 
the internet to your laptop, TV, smartphone or many 
other of your “internet of things.”

n	 Telecoils (or t-coils) connect hearing aids to a 
hearing loop installed in a room or venue.to. Unlike 
other technologies we discuss in this article, t-coils 
transmit information in a way that isn’t private or 
coded. Sound is transmitted from the source using 
an analog signal to whatever telecoil-enabled device 
is inside the hearing loop. The loop can be as big as a 
room, or as small as a telephone earpiece. HLAA has 
published a great deal about this technology.

n	 FM Systems connect a single talker to many listeners. 
Several companies make special systems to help 
transmit a single signal (such the voice of a teacher) to 
a group of receivers (such as students in a classroom 
wearing hearing aids or cochlear implants). While the 
signal used to be like an FM radio, it is now digital.

n	 Hearing aids and cochlear implants which are 
wireless allow them to connect various accessories 
available from their respective manufacturers to 
things such as cellphones and televisions. This usually 

requires separate hardware—like a “streamer” worn 
around the neck or plugged into a TV transmitter.

Bluetooth is used to connect battery-powered devices 
to each other. The first Bluetooth devices allowed 
“hands-free” cellphone calls from your car’s radio or 
from little one-ear headsets. Now your headphones, 
fitness trackers and even coffee mugs can connect to your 
smartphone using Bluetooth. 

Many Kinds of Bluetooth
Bluetooth can be particularly confusing because there are 
many types, the devices need to be paired to each other 
for privacy, and it uses low-power communication.

There are three main kinds of Bluetooth, designed to 
do different things:

1) Hands-Free Profile: This is the first kind of 
Bluetooth that you might have ever experienced. 
It was used before smartphones even existed to 
connect regular cellphones to car audio and wireless 
headsets, and is still used for that purpose today. It 
doesn’t need to sound very good because phone 
calls generally aren’t high-fidelity. But it needs to be 

fast enough such that there isn’t a big delay between 
what is said and what is heard. Delays cause awkward 
interruptions. Products that use HFP can be small 
and their batteries can last a few hours.

2) Stereo Audio Bluetooth—A2DP (Advanced Audio 
Distribution Profile): This is used for high-fidelity 
sounds, such as music or audio from your favorite 
Netflix show. The signal has a long delay between 
what’s sent and what’s heard but typically isn’t a 
problem because the sounds aren’t live, and in the 
case of watching video, the timing can be aligned. 
Products that use A2DP and are larger (like over-the-
ear headphones) can have a long battery life. Small 
products (like in-ear headphones) are challenged even 
to last a couple of hours.

3) Bluetooth Low Energy (BLE): Traditionally, this 
has been used to send small amounts of data, such 
as how many steps you’ve taken in a day, or to make 
volume adjustments to your headphones or hearing 

Now your headphones, fitness trackers and even coffee mugs 
can connect to your smartphone using Bluetooth.
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aids. There isn’t yet a standard way to send audio over 
BLE so several big companies came up with special 
ways to do this until a standard can be developed:

n	 Apple “Made For iPhone” (MFi)2—Hearing aid 
and cochlear implant manufacturers who license 
MFi from Apple are able to send audio using BLE. 
The audio isn’t as good as A2DP, and the delay 
isn’t terrible. While the hearing aids do connect to 
iPhones without having to use a streamer, they are 
not hands-free, as users must still answer and hang 
up calls on the phone as well as hold their phones 
near their mouth so people on the other end of the 
call can hear them.  
 The MFi hearing aid program has been around 
for a number of years, and almost all hearing device 
brands have an MFi-compatible model (see table). 
About 40 percent of U.S. smartphone users have 
Apple products3 so for people who use an iPhone 
and love to stream calls, music and video and don’t 
care so much about being hands-free for calls, these 
are a great option. 

n	 One hearing aid manufacturer recently developed 
a product that supports Bluetooth protocol and 
uses the Hands-Free Profile, which will allow users 
to pair almost all Bluetooth-enabled phones (even 
old-school flip phones) directly to their hearing aids. 

It also provides a hands-free experience as users can 
answer and end calls with the push of a button on 
the device and the microphone is used to pick up 
their voices so people on the other end of the call 
can hear them.  
 There are a few drawbacks to this technology, 
however. It will stream the call only to one hearing 
aid (although the microphone of the other aid is 
reduced to limit background noise when on a call) 
and the hearing aids cannot be used for streaming 
music, podcasts, or audio for video unless paired to 
another device. One cochlear implant manufacturer 
has announced this technology will become available 
for users of one of their current and future processors.  
 This technology would be great for people who 
are on their phone throughout the day and want 
a truly hands-free option, and/or use an Android 
or older non-smartphone and don’t care so much 
about on-the-go audio streaming. 

n	 In August 2018, Google announced the Audio 
Streaming for Hearing Aids (ASHA)4 protocol for 
Android devices. The audio will likely be similarly 
low-fidelity but will allow direct-to-hearing aid 
connections. At the time of the announcement, 
only one hearing aid manufacturer announced 
compatibility (see table).

It’s Time to  
Get in the  

Hearing Loop

Many people are not yet aware of hearing loops or other 
technologies that can improve communication access and 
public engagement or how they can enrich the lives of people 
with hearing loss, their families, friends, colleagues, and even 
communities. The Get in the Hearing Loop program is changing 
that…one loop, one advocate, one ADA request at a time. 

Get in the Hearing Loop, a communication access program of 
HLAA, is dedicated to providing and promoting community 
education, advocacy on behalf of people with hearing loss, and 
consultation services to help venues of all kinds successfully 
implement hearing loop technology.

We dream of a world where people with hearing loss can thrive 
each day with communication access, full inclusion, and equal 
participation in all aspects of life, everywhere they go.

For more information about hearing loops and the Get in the 
Hearing Loop program, visit hearingloss.org/programs-events/
get-hearing-loop or email GITHLinfo@hearingloss.org.
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Kevin Franck, Ph.D., MBA, CCC-A, is the director 
of audiology at Massachusetts Eye and Ear/Harvard 
Medical School. He previously worked in both clinical 
and academic roles at the Children’s Hospital of 
Philadelphia/University of Pennsylvania, the University 
of Michigan, and in corporate product strategy roles for 
implanted bionic (Cochlear Ltd.) and consumer (Bose 
Corporation) hearing devices and bionic legs (BiOM). As 
an entrepreneur, Kevin was an owner of Ear Machine, 
a grant-funded pre-commercial startup which was 
eventually sold to Bose. Dr. Franck is the treasurer and 
member of the HLAA Board of Trustees.

Margaret Gregowicz, Au.D., CCC-A, is a senior audiologist 
at Massachusetts Eye and Ear, where she has worked with 
patients of all ages for more than 16 years. Dr. Gregowicz 
received her master’s degree from Washington University 
Central Institute for the Deaf and her Doctor of Audiology 
degree from A.T. Still University.

Table represents what you can do using just a phone and smartphone. If you use a separate 
streaming device, there are even more possibilities.
Manufacturer/Types of Devices Phone Calls Music and Audio for Video Processor Control
Consumer brands (such as Beats, 
Bose, Sony) Yes, using HFP Yes, using A2DP Yes, using BLE

Phonak hearing aids Yes, using HFP No Yes, using BLE
Cochlear Limited (bone-anchored 
devices and cochlear implants), 
Oticon, ReSound, Signia, Starkey, 
Widex

Yes, Apple only Yes, Apple only Yes

MED-EL cochlear implants No No No

Paired to Each Other
To ensure you don’t hear someone else’s phone calls, 
Bluetooth devices are “paired” to each other. This 
process ensures privacy. While one device can be paired 
to multiple others, information can only be sent to one 
at a time. While this seems simple enough, it’s not as 
easy as it sounds. Each smartphone and listening device 
manufacturer has special ways to get into “pairing mode” 
that are rarely intuitive; and even when you’re doing it 
right it often has to be re-done. 

When it doesn’t work, it’s hard to know if the 
smartphone is the problem or if it’s the listening device. 
When you call customer support, you’ll be asked, “Do 
you have the latest firmware?” or “Have you tried 
rebooting it?” Our best advice is to ask most any high 
school student. But if that fails most manufacturer’s 
websites have instructions or there are typically many 
YouTube videos available to help.

Low-power Communication
When power is tight because devices are trying to be 
both small and have long battery life, the distance 
(range) over which the connection works will be short. 
Bluetooth communication is slowed down and confused 
by the human body. Sometimes simply putting your 
smartphone in your back pocket is too challenging for 
small hearing aids nestled up next to the head.

Despite its flaws, Bluetooth connectivity is a 
technology marvel. When you’ve got it working, the user 
experience can be a joy. 

References
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4 source.android.com/devices/bluetooth/asha
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Growing up, I often failed to comprehend Mother, especially 
when she prayed. Mother faced the Hindu Gods in her temple. I 
wanted her to face me. Only a few years back has the realization 
dawned; her speaking stance affected our communication. 
Always! When Mother spoke, she often liked to cover her lips 
with her fingers and palm. Also, she was soft-spoken. I had severe 
hearing loss; and we simply were not aware of hearing strategies 
to help each other. No one taught us. 

Chapter 1
It felt strange, even exhilarating, but more like a quiet 
insight that Mother had finally gotten her way. For many 
years now, she had been asking me to read the Hindu 
scriptures—the Bhagwad Gita. 

“Please read it. Just once, please! You will learn so 
much!” So far, I had disappointed her, and I was now in 
my fifties. 

But then, here I was. Freshly showered and dressed, 
seated on handwoven rugs on the floor with my brother 
and his family at their house. It was a small comfortable 
room. At one point it was Mother’s room. The narrow bed, 
a tad too large for her tiny body, was lined up against one 
wall. Much of the room’s central space was taken up by a 
handy huge armchair lift that had conveniently blocked her 
falls on the other side of the bed. In-season, sweet smelling 
orange-tree blossoms glanced in with the morning sunshine 
through a wide window. Their fragrance began her day. 

Bit by bit, we all shared our thoughts about God, 
our belief or its absence in Him; grieving as we knew 
best. One by one, we took turns to read short passages 
from the Hindu scriptures. A chapter or two, a couple 
hours each day would suffice to finish reciting the 
Sanskrit verses and understand their English translations 
in its entirety. Not its lengthy version; we had a week to 
complete the readings before the funeral.

Puja with Mother
B Y  A B H A  S H A R M A

It was the Bhagwad Gita. 
For the past two months, Mother had lingered between 

life and death, fighting the surgery, and the stay in the 
hospital. Shots of morphine crazed her mind and body. 
Stoic and resilient throughout life, she wept relentlessly 
in pain and sought refuge with her own Mother. I flew 
in from Texas to be with her for a few days. Helpless but 
hopeful, I returned home after a week. I would come back 
again, around my birthday. 

I never said my goodbyes; she never returned from hospice. 

Chapter 2
For as long as I can remember, Mother began her day with 
worship, or puja. Ordinarily, she prayed alone. 

Twice a day, for about fifteen minutes, Mother sat in 
front of a small, wooden temple—the mandir she always 
had in every home we owned. Sitting on a low-level bench, 
she read the Bhagwad Gita and sang bhajans, the melodic 
hymns. Sometimes, she hummed quietly. At times, she sat 
anguished and frantic, silent with hands clasped together 
as tears rolled down her face. It might be one of the fights 
between our parents or a most distressing bout with one 
of the young teenaged daughters that now sought solace 
at the mandir. When a sorrowful Mother conversed with 
her Gods, she simply receded into her “woman cave” each 
time, oblivious to the world. 

A young author with Mother.
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Mornings began early for Mother. Freshly bathed and 
dressed in a cotton saree, she first dusted the several clay idols 
of the Hindu Gods and Goddesses residing in the mandir. 
Not truly an idol-worshipping person, Mother nevertheless 
had her icons. Next, the puja thali, a stainless-steel plate, 
was set up with incense sticks, a brass metal lamp, or diya, 
holding a cotton wick in melted ghee and freshly plucked 
flowers next to the little mounds of red vermilion and yellow 
turmeric powders. Holy basil, or tulsi, leaves whirled away 
in a small water-filled copper ampule while a small pile of 
the day’s prasad was selected randomly from little canisters 
stocked with an assortment of puja sweets.  

Prasad, the sweets offered first to the Lord, could be as 
simple as mishri (candied sugar pellets) or the batashas (round 
sugary wafers). Some days, it was a mix of raisins and cashews. 
Boondi, the yellow, pea-shaped, deep-fried balls of chickpea 
flour sweetened in sugar syrup, were marked for Tuesday 
evenings. Come birthdays, Mother roasted semolina in 
aromatic ghee in a deep degchi (pan) to prepare the sooji halwa 
prasad. Fragrant, with just the right amount of sugar, almond 
slices, golden sultanas, and sprinkled with freshly ground 
cardamom powder, its aroma permeated our entire home. 

Festivals, of course, necessitated a complete repertoire of 
sweets and savories to be prepared and offered to the deities 
at the mandir. Inevitably, festive occasions also brought 
our entire family of several members together; the house 
resounded with calls to each other to hurry up for the puja. 
Indeed, a time-consuming, hard task. 

For Mother, the hardest part of the puja was lighting the 
cotton wick in the ghee diya. Several burnt-up matchsticks 
after, it was set alight and the glowing flames swayed all over 
the sacred sanctorum even as she paced small steps in a circle 
around herself. Eyes half-closed, when Mother sang the 
aarti, the concluding hymn, we repeated after her. 

To my eyes, this was her most serene face. To my ears, 
hers was the sweetest voice as she beseeched the Lord’s 
blessings on her family and home. 

Then, using the ring finger of the right hand, Mother 
applied a red dot, the tika, of vermilion on each of our 
foreheads. The warmth of the diya flames accompanied grains 
of washed rice and drops of water from the copper ampule 
to sprinkle blessings over our heads. Lighted agarbatti, the 
incense sticks, and chandan dhoop batti enhanced the ambience 
of a peaceful finish to Mother’s puja, unless she was already 
annoyed with Father. His disappearance in between to do a 
just-remembered chore often held her up with the prasad. 

Serving the prasad was the finale of the puja. That to 
us was the most eagerly awaited, delightful part. When 
Mother sprinkled drops of the fragrant tulsi water all over the 
prasad, we readied ourselves with outstretched hands. More 
specifically, the right palm over the left. Everyone was served. 

Chapter 3
The puja was always special to me; her bhajans were 
always harmonious. But for the longest time, I still could 
not comprehend all the words that Mother said and sang 
unless they were simple. Easy on my ears! Delayed as it 
was, the recent diagnosis of bilateral sensorineural hearing 
loss and the newly purchased hearing aids for this new 
teenager barely changed the non-existent strategies for 
communication at home or in school. 

Soft-spoken, Mother usually half-covered her lips with her 
fingers and palm. This posture affected our communication; 
only I did not know. She didn’t either. I had no way to 
explain my needs and anxieties; she had no idea how to 
deal with me. She continued to sing softly. I persisted in 
my wishful thinking, “Face me, Mother; not the Gods!” 
Frustrated, I conjured up words for her bhajans and sang 
them. But I refused to read the scriptures. 

To this day, I do not know why I did not outspokenly 
tell her, “Ma, I hear you but cannot understand you. And 
sometimes, I do not even hear you.”

Growing up, I became somewhat disdainful of her many 
Gods and the Hindu mythological stories. I think this was 
something I chose to do to gain favor with Father; the Hindu 
Gods often the target of his light-hearted jokes. Between 
trying to please my Father, uninspiring Hindi-English 
translations of the Sanskrit scriptures and an unidentified 
struggle with hearing loss, I had little choice but to believe 
in an “English-understanding God.” After all, English was 
the major medium of comfortable communication at school, 
friends and family at home. 

So, my puja became silent talks with God; conversations that 
my ears and mind perceived in English. Articulated anywhere, 
any place, at any time. In my mind, I need not hear anyone; I 
could pronounce words just the way my ears heard them. 

But that was not how Mother desired me to pray. For 
her it was all about singing bhajans, the Hanuman Chalisa 
(a devotional hymn to Lord Hanuman), and undoubtedly 
reading the Bhagwad Gita. Especially the Bhagwad Gita.

“Abha, please read, just once. It will sustain you.”

Chapter 4
At the time I was to marry, I asked Mother to write down 
all the bhajans she usually sang at her temple. All nicely 
written up, the puja book would rest at the temple in my 
new home. It was a simple two-lined notebook, nothing 
fancy, like the one used by students at school. But yes, 
finally, I knew the exact words.

In retrospect, it was one of those rare moments for us. It 
was more than Mother jotting out the prayers for me. There 
were no “ifs and buts,” “if only you would pay attention,” 
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or “if you would speak more loudly” arguments. With a 
quiet acceptance of my hearing loss, she came up to me with 
a piece of paper on which she had written down the words 
of a shloka, or verse, “Here you go—easy-to-pronounce, 
meaningful Sanskrit words. If nothing else, just say these four 
lines every day.” 

Dehi mein saubhagyam arogyam, 
dehi mein parmam sukham. 
Roopam dehi, jayam dehi, 
yasho dehi, dwishoein jahi.

Translated to English, it was an overall request for 
blessings: a good fate, happiness, beauty, victory, fame and 
freedom from disease and envy. Simple, it endeared me 
completely; cherished, it became an integral part of my 
family’s daily prayers. It was her legacy to me and my children. 

Post-retirement, Mother, freed from her school 
responsibilities, did not give up on me. 

The Hindi-English translated scriptures were subtly pushed 
toward me at festival pujas in her home. When Father recited 
the hard-to-grasp and pronounce Vedic verses and the Gayatri 
Mantra, Mother painstakingly tracked and presented the exact 
page to me. Invitations to attend the neighborhood bhajan 
gatherings were casually repeated, even though I would 
undeniably refuse to attend every time. Most importantly, she 
yearned for me to read the Bhagwad Gita, at least once. Sadly, 
I continued to disappoint her. 

When a widowed Mother braved more than seven 
thousand miles from India to the U.S. to live with my 
brother’s family in California, communication switched from 
written letters to phone calls. Phone companies advanced; 
phone plans became generous. Even as she had little to 
say and I had little to tell, I called almost every day. Over 
time, our post-dinner conversations transformed from some 
awkward silences to the easy comfort of bhajans sung over the 
phone, mostly from the puja book. Mother would choose one 
and I would sing it. Some days she accompanied me, other 
days she announced a “no bhajan” day. 

Often enough, we switched to memory games and some 
light exercises, all over the phone. Mother recalled details 
about her school with amazing clarity. But lifting a hand 
halfway up toward her head and her feet a foot up in the air 
some eight to ten times was often enough exercise for her to 
call it a day. 

Chapter 5
On my birthday, my brother called from the hospital 
and asked an ailing Mother to wish and bless me for the 
occasion. Uneasy, I questioned her instead about the 
bhajan she would like to hear over the phone that day. 
Weakly, she uttered, “Woh din kaunsa?”

“When will be the day?” The opening words of a four-
para bhajan that I have heard only from the lips of my 
Mother. “When will be the day, My Lord, when I can devote 
and surrender my thoughts and myself at your feet?” If 
conceivable, I would render a vocal rendition of the hymn on 
paper; the sheer simple and solid words so easy on my ears. 

Ten days later, Mother passed away. 
To this day, the brief poignant exchange haunts me. 

Countless are the times I have replayed her request in my 
mind! That Mother should choose my favorite one, this 
down-to-earth bhajan is the reason I refuse to believe she 
withdrew from God toward the end of her life. Perhaps, she 
was hurting, even disappointed. Perhaps, it was “us” instead 
that she chose to withdraw from. After all, not once did she 
ask me to come over and see her one last time. 

Immobilized as she was between the bed and the recliner, 
Mother had also long forsaken the need for her idols, bhajans 
and the mandir. Over time, and finally in the hospital, she had 
moved on, to an icon-less, omnipresent God. 

Stoic, as always, she had embraced the end. By herself, alone. 
We are never prepared to face the mortality of our parents, 

even as we know they will leave us one day. Dazed, I flew 
to California. For almost a week, her body remained in the 
hospital, awaiting an available crematorium and the final 
rites of a Hindu funeral. Tradition required that the Hindu 
scriptures be read in complete before the cremation. So, along 
with my brother’s family, I recited the verses and absorbed the 
Sanskrit to English translated meanings. 

Finally, I had fulfilled my Mother’s longing. Finally, I was 
reading the Bhagwad Gita. 

Abha Sharma is a research scientist in 
the Department of Bioengineering at the 
University of Washington. A self-taught 
lipreader who struggled to hear since childhood, 
she was diagnosed with bilateral moderate to 
profound sensorineural hearing loss in her early 

teenage years. Staunch support in the form of private tutor 
sessions and encouragement from her parents, especially her 
father, enabled her to complete her college years with a strong 
academic background and a Ph.D. in Biophysics from the 
premier All India Institute of Medical Sciences (AIIMS), 
India. Abha is married to Rajendra, her colleague from 
AIIMS. Together, they traversed some tough times with their 
two young children during the immigration process to the 
USA. At the University of Washington, she is grateful to re-
learn, realize and connect dots in her mixed hearing world; 
and believe in incidences with God. Her passions include 
dancing, writing, painting, cooking, rediscovering ancient 
alternative nutritional therapies—including water—and 
spending quality time with her family and friends. 
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Walk4Hearing Participants  
Stepped Up for Hearing Health in 2018!
R O N N I E  A D L E R  A N D  A N N  R A N C O U RT

T
he 2018 Walk4Hearing was a whirlwind of activity 
around better hearing health! The message was 
loud and clear. On Walk day, no one was alone, and 
the experience was unforgettable for thousands of 

walkers and hundreds of teams who joined one of the 
18 Walks throughout the country. More than 10,000 
walkers, 780 teams, and 180 alliances showed up to raise 
awareness and help spread the word.

2018 was a year of promoting hearing health, 
comebacks, and ultimately, for our walkers! The 
walkers who take part in a Walk are our strongest 
advocates. Walkers came out and brought their 
strong-willed families, friends, and co-workers to take 
a giant leap and step up for hearing health. They made 
the most of the Walk day experience, showing their 
support and taking action to protect their own  
hearing health. 

Just before the beginning of the fall Walk season we 
welcomed our new Capital Sponsor, CaptionCall, and 
honorary Walk4Hearing Chair Bruce Peterson, vice 
president of marketing for CaptionCall. Bruce flew coast 
to coast, from Washington, D.C. to San Diego, stopping 
along the way to visit several Walks and promote the 
importance of hearing health. 

The team from Decibel Therapeutics shows their appreciation at the New England Walk4Hearing.

Special thanks to 

CaptionCall for 

stepping up as the 

2018 Walk4Hearing 

Capital Sponsor

A Big Thank You to Our 2018 National Sponsors!
Capital Sponsor

Premier Sponsor 

Platinum Sponsor

Silver Sponsors

 
 

 
  

  
 

  
 

  
 

 

  
 

  
 

 

 

  
  
 

  

CapTel is a registered trademark of Ultratec. Bluetooth® is a trademark of Bluetooth SIG, Inc.

Captioned Telephone
www.CapTel.com 
1-800-233-9130

Catch Every Word 
Enjoy phone conversations confident you’ll catch 

every word! CapTel® Captioned Telephones show 

you captions of everything your caller says.

•  Includes built-in answering machine 

• Extra large display screen with variable font   
 sizes and colors

• Includes free captioning service and no monthly  
 fees or contracts required

• Different models to fit your lifestyle

The Ultimate Phone for People  
with Hearing Loss

CapTel 2400i 
includes Bluetooth® 

connectivity and 
Speaker phone

The one thing all Walks have in common is that 
everyone is there to support the same cause. But aside 
from that, each Walk is a unique experience. However, 
while no two are the same, they all have their own flavor 
of fun! So let’s take minute to reflect on a great year with 
some highlights from the 2018 Walk4Hearing! 
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Taking a Look Back
The Milwaukee Walk4Hearing kicked off the year in 
full force! They welcomed our national premier sponsor, 
CapTel Captioned Telephone, who took the lead this 
year becoming the highest corporate fundraising team, 
bringing in nearly $19,000!

With huge supporters from the local communities, we 
were pleased to have three honorary business chairs, in 
New England, New York City, and SE Michigan. Many 
thanks to the following companies and honorary business 
chairs for supporting hearing health in their community: 

n	 New England—Paula Cobb, executive vice president, 
Decibel Therapeutics

n	 New York City—Dr. Larry Lustig, chair of 
department of Otolaryngology-Head & Neck Surgery 
at Columbia University/NewYork-Presbyterian 
Hospital

n	 SE Michigan—Colleen Shefferly, president of 
AudioNet America.

Two Walks have moved to a new location. Buffalo 
moved to the Botanical Gardens, which gave walkers 
the opportunity to visit the gardens after the Walk. The 
Washington, D.C. Walk went big and bold by moving its 
Walk to the National Harbor, surprising walkers with scenic 
views of the Potomac River. Washington, D.C. also has the 
honor of being the Walk with the most teams formed by 
hearing health care practices. They showed their support 
as walkers and we were honored to have several of them 
become local Walk sponsors! 

New Jersey had the best tailgating party, complete with 
hot dogs, chips, and fun lawn games to keep everyone’s 
hunger at bay and enjoying Mercer County Park long after 
the Walk ended. While in North Carolina, MED-EL, a 
Walk4Hearing platinum sponsor, pulled out all the stops 
and held a BBQ picnic for all of its 500 walkers.

Coming to the Philadelphia Navy Yard in droves, the 
Pennsylvania Walk welcomed more than 1,500 walkers and 
85 teams. The wind and cold weather didn’t stop people 
from showing up and chowing down on Philly Cheesesteaks 
and ice cream after the Walk. Pennsylvania easily takes home 
honors for being this year’s biggest Walk and having an 
amazing selection of raffle prizes from its football team, the 
Philadelphia Eagles. But none of the Walks tops Arizona for 
best raffle prize—a week’s stay at a resort in Maui, Hawaii! 

Last but not least, the highlight of the 2018 
Walk4Hearing was seeing the Houston Walk make the 
biggest comeback of the year. The 2017 Walk took place 

less than two months after 
Hurricane Harvey hit Houston 
in 2017. While the hurricane and 
its devastating aftermath affected their 
fundraising, it didn’t dampen their spirit and perseverance, 
still managing to raise more than $18,000. 

However, nothing held them back in 2018. By raising 
almost $40,000, the Walk Committee’s passion and 
commitment for a comeback shone brightly. They arranged 
for a hearing screening van and screened 73 walkers on 
Walk day. This means the Houston Walk4Hearing is the 
lucky recipient of two honors—best comeback and most 
hearing screenings at a Walk. 

Wow—You Certainly Did #screenURhearing in 2018!
We love looking back at all these amazing Walk 
highlights, but one of the biggest for us was spreading 
the message of the importance of good hearing health, 
which is so important to our mission. In 2018 we 
championed a call to action encouraging people to 
get a hearing screening on Walk day or by finding an 
audiologist in their area then posting their experience on 
social media using #screenURhearing. 

There were nine Walks with a screening van and 
almost 400 people took the opportunity to have their 
hearing screened! We consider that a huge success, 
but we’re also hoping those who were referred for 
further evaluation took the next step on their hearing 
journey because even the slightest level of hearing loss 
can impact someone’s quality of life if not checked as 
early as possible. With the success of the call to action 
we’re looking to expand the initiative to have screenings 
available in more Walk cities in 2019.

To all our walkers, donors, volunteers, and sponsors, 
THANK YOU! You helped us spread our message—that 
no one is alone and people can do something about their 
hearing loss—far and wide. 

Thank you for being part of our mission to bring 
greater awareness to hearing health. We hope to see you 
at a Walk in 2019! 

Ronnie Adler and Ann Rancourt are the HLAA national 
Walk4Hearing managers. Ronnie can be reached at 
radler@hearingloss.org and Ann can be reached at 
arancourt@hearingloss.org.

Debbie Hansell (left) and  
Dawn Klineman were lucky raffle 
winners at the Pennsylvania Walk.
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2018 Top Walkers
Kiki Kuehnle ..................................................... $24,017
Joe Garin .......................................................... $14,635
Decibel Therapeutics ........................................ $12,056
CapTel Headquarters 2  ...................................... $9,693
CapTel Call Center  ............................................ $6,942

2018 Top Teams
Walk New York! (New York City) .......................$26,000
Team Kiki (Pennsylvania) .................................. $24,017
CapTel & Friends (Milwaukee) ......................... $18,574
Team Decibel Therapeutics (New England) ...... $16,856
Joey G’s Gang (New York City) ........................ $14,585

2018 Top Alliance Teams
Summit Speech School (New Jersey) .................... $6,929
Cleary School for the Deaf  (New York City) ....... $6,632
Buffalo Hearing & Speech Center (Buffalo) ........ $6,530
The Center for Hearing and Speech (Houston) ... $6,047
New York Eye and Ear Infirmary of  
   Mount Sinai (New York City) ...........................$5,950

2018 Top Chapter and State Association Teams
Walk New York! (New York City Chapter) ......... $25,965
The X-Factors (All Generations Chapter) ............ $8,918
Royal Oak Rowdies (Royal Oak Chapter) ............ $8,359
HLAA-LA Stars (Los Angeles Chapter) ............... $7,899
MontCo Marchers (Montgomery County  
   Chapter (PA)) .................................................. $7,725

Congratulations to the 2018 Walk4Hearing 
Top Walkers and Teams!
Thousands of people came together and generously gave their time and money to support 
people with hearing loss through the 2018 Walk4Hearing, making it a huge success! We couldn’t 
have accomplished this without the support and dedication of all our national and local sponsors, 
volunteers, team captains, walkers, donors and alliances. We congratulate our top walkers and 
teams and thank each and every one of you who supported the Walk4Hearing in 2018. 

2018 Top Company Teams
CapTel & Friends (Milwaukee) ......................... $18,574
Team Decibel Therapeutics (New England) ...... $16,856
Listening Partners (Westchester/Rockland) ........ $4,158
Knowles (Chicago) ............................................. $3,540
U.S. Captioning (Milwaukee) ................................  $3,206

2018 Largest Teams
Cutie PIES (Long Beach) ......................141 participants
TeamAB (Long Beach) ............................91 participants
Salus University SAA (Pennsylvania) .........76 participants
Team Cochlear Arizona (Arizona) ............76 participants
Credit Suisse (Nicco’s team;  
   North Carolina) ....................................75 participants

Hearing screenings at the Chicago Walk4Hearing were 
generously provided by the Illinois Lions Club.

New England Walk4Hearing 
participants got warmed up and 

ready to go with a little help from 
Zumba instructor Heidi Garza.
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An interview with Jessica Toews, one of the world’s first recipients of both a 
cochlear implant and an auditory brainstem implant.

I
t began in 2009 with a pain on the left side of Jessica’s 
head. An MRI revealed two brain tumors, one on each 
auditory nerve. The tumor on the left side was large 
and life threatening, pressing on her brainstem. 
Later that year, Jessica Toews was diagnosed with 

neurofibromatosis type 2 (NF2), a genetic disorder 
causing tumors to form on nerve tissue. These tumors 
can develop anywhere in the nervous system, including 
the brain, spinal cord and nerves. Jessica’s NF2 was 
characterized by bilateral acoustic neuromas. 

Several doctors considered the surgery on her left 
side as too risky. Further research led her to Derald E. 
Brackmann, M.D., at the House Research Institute in 
Los Angeles. After reviewing her MRI, he explained that 
by removing the tumor, Jessica would lose all hearing 
in that ear, and since she would not be a candidate for 
a cochlear implant (CI), she could receive an auditory 
brainstem implant (ABI) at the same time. 

In November 2009, one hour before the surgery 
was to take place, Jessica found out that her insurance 
company denied the implant because she still had 

Hearing with  
the Brain and the  

Brainstem—Jessica’s 
Unique Dual Implants

B Y  B A R B A R A  L I S S  C H E RT O K

hearing in her right ear, making the ABI not “medically 
necessary.” Dr. Brackmann subsequently removed only 
the tumor but did not implant the device.

As the tumor on her right side grew larger, her 
hearing in that ear declined. Jessica was referred to 
Dr. Ravi N. Samy at the University of Cincinnati, 
and she began chemotherapy treatment to shrink the 
tumor. After it shrunk considerably, in February 2017 
she received a CI on her right side. Later that year, in 
August, Jessica received an ABI on the left side as it was 
now covered by insurance. Both implant surgeries were 
performed by Dr. Samy. 

Jessica was the fourth person to have ABI surgery 
at University of Cincinnati and one of the first in the 
world to have the unique combination of both a cochlear 
implant and an auditory brainstem implant.

The Surgeon 
Dr. Ravi N. Samy received an M.D. degree from Duke 
University Medical School, completed his residency at 
Stanford University Medical Center and a Fellowship 



H E A R I N G  L I F E   •   J A N U A R Y / F E B R U A R Y 2 0 1 9   •   H E A R I N G LO S S . O R G   •   3 5

Jess has worn fun socks every day for almost 
five years. They help her focus on what’s 
really important in life and remind her how 
much she has been through and survived. 

at the University of Iowa Hospitals and Clinics. He has 
been a neurotologist at the University of Cincinnati 
Gardner Neuroscience Institute and program director 
of the Neurotology Fellowship at the University’s 
College of Medicine since 2005. He is director of the 
Adult Cochlear and Auditory Brainstem Implantation 
Program at the University, and associate professor of 
Otolaryngology at the College. He is also chief of the 
Division of Otology/Neurotology.

Dr. Samy’s research interests include cochlear and 
auditory brainstem implantation as well as acoustic 
neuromas, neurofibromatosis type 2, facial nerve 
tumors, cholesteatomas, and other diseases and disorders 
of the lateral skull base. Dr. Samy has performed seven 
ABI surgeries. 

Cochlear Implant (CI)
A cochlear implant is a small, surgically implanted 
electronic device and provides a sense of sound to a 
person who is deaf or severely hard of hearing. The 
implant consists of an external portion that sits behind 
the ear and an internal portion that is surgically placed 
under the scalp. The CI bypasses the nonfunctioning 
hair cells of the auditory system and transmits sound 
directly to the auditory nerve, which the brain processes 
as speech. 

Babies can receive a CI as young as one year of age, 
some even younger. According to the National Institute 
on Deafness and Other Communication Disorders 
(NIDCD), children with profound hearing loss who 
receive cochlear implants before 18 months of age 
“develop language skills at a rate comparable to children 
with normal hearing.”

Auditory Brainstem Implant (ABI)
An auditory brainstem implant is a small, surgically 
implanted electronic device and provides a sense of sound 
to a person who is deaf due to retrocochlear hearing loss. 
The ABI is connected to the brainstem of recipients with 
severe auditory nerve damage or profound sensorineural 
hearing loss that results in an absence of any hearing 
ability, meaning the cochlea cannot relay sound 
information to the brainstem and the rest of the brain. 
As a result, hearing aids or cochlear implants are unable 
to help individuals with severe auditory nerve damage. 
Babies can receive an ABI between two to three years of 
age at the earliest.

Neurofibromatosis Type 2 (NF2)
An auditory brainstem implant may be used when a 
person has neurofibromatosis type 2 (NF2), a genetic 
disease where a non-cancerous tumor or tumors develop 
in the nervous system. They are most commonly located 
along the auditory nerve. Often in the process of 
removing an NF2 tumor, the auditory nerve is severed, 
resulting in the complete loss of hearing in the affected 
ear. As this condition is rare and the surgery required 
very delicate and precise, an ABI is often the only viable 
hearing technology option for this small group of people. 

This implant is similar in design and operation to 
cochlear implants. They have a receiver and an electrode 
surgically implanted along with a magnetic headpiece and 
a sound processor worn behind the ear. Unlike cochlear 
implants, the electrode is placed on the surface of the 
brainstem rather than being inserted into the cochlea. A 
person with an ABI usually cannot distinguish between 

Jess with her husband Tim, son Marley 
(front left) and daughter Nadia (front right) 
at the 2017 Kentucky Walk4Hearing where 
they walked on the Cochlear team.

Jess teaching a lesson in the children’s 
ministry at Grace Baptist Church. She has 
been a leader with the children in her 
church for 17 years.
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different sounds but instead has an ability to know when 
sound is present or absent, which can be assisted with 
lipreading and safety. 

An Interview with Jessica Toews
(BC) You have a love of crazy socks. How did that start?
(JT) I have worn crazy, fun-patterned socks every day 
for almost five years. In my opinion, you can’t have a 
bad day when you’re wearing fun socks. They help me 
to focus on what’s really important in life and remind 
me that I have been through many trials and survived. 
For me the socks are just a visual [clue] that I can do 
hard things.

During your eight years of deafness, what coping 
mechanisms did you use? 
I learned to lipread pretty well and I learned a little sign 
language. Texting and writing things down were also 
very helpful.

When and at what age did you receive your CI 
and your ABI? Why did you wait eight years to be 
implanted?
I was 36 years old when I received my CI on the right 
side in February 2017 and my ABI on the left side in 
August of the same year. I was told the ABI was an 
option, but my insurance wouldn’t approve it. I wasn’t 
a candidate for a CI because I have NF2. It’s a genetic 
condition that causes tumors to grow on the nerve cells 
throughout the body. The tumors are located mainly 

in the brain and spine. The main indicator of NF2 is 
bilateral acoustic neuromas. These tumors are located on 
the hearing nerves. 

What did you first hear when your implants were 
activated? 
With the CI, the first actual words were the sounds of my 
daughter saying, “I love you, mommy.” With the ABI, I 
heard just beeps and buzzes.

What can you hear now and how does it differ on 
each side? Did you do any specific rehab after 
activation? 
My CI is amazing! I can hear pretty much anything and 
everything. In noisy places, it’s still hard to focus on a 
conversation, but with lipreading and the CI, I don’t 
feel like I miss out on anything. The ABI is more for 
environmental sounds right now. I can’t understand 
speech at this point with just the ABI. No one can 
predict what I will hear with it later on. It’s different for 
each person*.

For rehab, I listened to lots of audiobooks. I’d visit 
the public library and check out both the audiobook and 
the paper version. By listening and reading the words, I 
felt it helped me to understand and be able to make the 
CI work better for me. I did the same thing with TV 
shows and movies. I’d watch and read the captions at the 
same time. 

You were the first patient in the U.S. to receive the 
Cochlear Nucleus 7 sound processor to use with your 
ABI. This device allows implant recipients to wirelessly 
stream sound directly from any Apple-compatible 
device. Can you explain how this works for you?
Originally, the Nucleus 7 processor was placed on my 
ABI side and the Nucleus 6 on the CI side. After two 
months, my audiologist switched the processors because 
I was hearing only beeps and buzzes on the ABI side, 
and the technology of the Nucleus 7 would be more 
useful on the CI side. 

The Nucleus 7 is amazing! It has allowed me to enjoy 
music again. There is no need for extra streamers, phone 
clips, etc. Any sounds that come from the phone can be 
streamed directly to the implant. I can use FaceTime, 
listen to music, watch YouTube and Netflix all without 
headphones. It’s definitely a life-changing device. 

How clearly can you hear speech and are you able to 
enjoy music with your CI?
At my last hearing test, my word recognition score for 
sentences with my CI was 98 percent. I’m pretty pleased 
with that!

Jess on her ABI activation day in September 2017. With her are 
(from left) her husband Tim, Dr. Ravi Samy (her surgeon), University 
of Cincinnati health audiologist Lisa Wenstrup and Cochlear 
audiologist Laural Olson.
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I have trouble listening to new songs. I find hearing 
the words with the background music very difficult. 
When I want to hear new music, I’ll look up the lyrics to 
the song and read [them] while I listen. It seems to help 
with the understanding. After a few times listening while 
reading the lyrics, I can distinguish the words from the 
music.

Have your implants affected your speech in any way?
My husband has said that my speech is much clearer and 
my volume is more appropriate than it was before the 
implants. 

Were your surgeries and devices covered by medical 
insurance? 
Both the CI and ABI were covered by my medical 
insurance. We were responsible only to pay for the out-
of-pocket portion. Every insurance is different, so this 
amount would be different for each patient.

In 2011, you and your husband became foster parents 
of two children, whom you later adopted. How old are 
they and can you understand them easily?
Nadia is ten and Marley is nine. When we’re riding in the 
car and they’re talking behind me, sometimes it’s difficult 
to understand them. Otherwise, I don’t have much of a 
problem understanding them.

What is the best thing you’ve heard with your implants? 
The laughter of children is the absolute best sound ever.

How does your husband feel about your newfound 
hearing?
Tim loves that I can hear again. Without hearing, it was 
difficult to communicate with each other, and honestly, 
became exhausting sometimes. Driving in the car, we 
couldn’t communicate. He couldn’t look at me while he 
was driving, so I couldn’t lipread. Having the ability to 
hear again has definitely changed our relationship for the 
better.

Are you a stay-at-home mom or do you work outside 
the home? 
My husband and I have served in the children’s ministry 
at our church for 17 years. I worked in the banking 
industry for 12 years. After a bank merger, I was left 
without a job and decided that maybe it was time to just 
be a mom. For the past three years, I have volunteered in 
the local public schools. It’s such an honor to work with 
kids. It has given me the opportunity to educate children 
about hearing loss. I also encourage them not to give up 
just because things get hard. 

You call yourself a “cheerleader” for others. How so?
I have been very open to discussing my hearing journey 
with anyone and everyone. I have given Dr. Samy 
permission to give my contact information to anyone he 
believes could use my help. Dr. Samy can tell a patient all 
about the medical part of a CI and an ABI, but having 
never experienced it himself, there are things he doesn’t 
know. He doesn’t know what it sounds like or what it 
feels like to walk around with a device on your head. 
Most patients want to talk to a person who has been in 
their shoes. I’ve made it to the other side and I’m not 
afraid to share what getting there was like. So Dr. Samy, 
my audiologist, and Cochlear (the manufacturer of my 
CI) have shared my information with patients and I have 
been able to answer questions, share my experiences, and 
just be a cheerleader for others.

What would you say to others who, like you, lose their 
hearing from NF2? 
It’s not going to be easy. You will cry. You will get mad. 
You will feel useless. Allow yourself time to experience 
those feelings, but don’t dwell there. 

I started writing down three specific things every 
day that I was thankful for. Things that were good. For 
example, “I’m thankful that I didn’t hear that horrible 
storm last night.” Train your brain to find the good and it 
will change your attitude and outlook on life. We’re here on 
earth only for a short time, make every day count. 

Jessica always ends her emails with “Life SOUNDS 
good.” 

* See the March/April 2010 issue of Hearing Loss 
Magazine and Barbara Chertok’s interview with 
penetrating auditory brainstem implant (PABI) 
recipient Karen Lichtefeld: “Hearing with Our Brain: 
Karen’s Journey Back to the World of Sound.” 

Barbara Liss Chertok lost her hearing 
suddenly at age 21 from Cogan’s Syndrome, 
an autoimmune disease. She is a bilateral 
cochlear implant recipient and founded two 
cochlear implant support groups in Florida. 
A freelance writer and a former lipreading 

teacher, she advocates for the rights of people with hearing 
loss through mentoring, lecturing and writing. Barbara 
joined HLAA in 1979 and is active in the HLAA Sarasota/
Manatee Chapter. She serves on the National Advisory 
Board of the American Hearing Research Foundation. 
Barbara can be reached at barbchert@gmail.com.
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You are sure to be busy at the HLAA2019 Convention with all of the exhibitors in the 
Exhibit Hall, more than 50 workshops to attend, demo presentations, social events, 
a symposium presented by top researchers in the field and more! With a new year 
comes a new Convention, so let’s talk about some changes you will see at HLAA2019.

Research Symposium
n	 Beginning in 2019, the Research Symposium will be 

2½ hours (previously three hours) with the moderator 
presenting a 20-minute account of why the topic is 
relevant to people with hearing loss. The introductory 
talk will lay the groundwork for the science that will 
be presented. After a break, the program will move on 
to three presentations of 20 minutes each followed by 
a 10-minute Q&A.

n	 Renowned scientists are effective at communicating 
with their fellow scientists but speaking to lay 
audiences who are not scientists, yet interested 
in the topic, requires presenters to change their 
communication styles by providing real-life context, 
avoiding jargon, and presenting data that is easily 
understood. HLAA will work with the scientists to 
ensure this happens at the Convention. 

Upcoming Deadlines
Early-bird Registration
Closes March 1 
Haven’t registered for the Convention yet? Do 
it now! Register today using the form on page 
39 or register online at hearingloss.org to get 
those early-bird rates. 

Rocky & Ahme Stone Endowment Scholarship
Closes February 11 
If you are an HLAA Member and have never 
been to an HLAA Convention before then you 
are eligible to apply for a scholarship (you may 
also nominate another HLAA Member). See 
more details and the application/nomination 
form on the Convention page. 

HLAA2019 
convention

Presented by:
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HLAA2019 
convention
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HLAA2019 
convention

Schedule of Events
State and Chapter Awards Reception & Ceremony

Wednesday, June 19 (light fare provided) 
7 p.m.–9 p.m. 

Opening Session (NEW TIME)

Thursday, June 20 • 9 a.m.–10:30 a.m.

Exhibit Hall Grand Opening
Thursday, June 20 • 11 a.m. 

Get Acquainted Party 
Thursday, June 20 • 7 p.m.–10 p.m. 

Research Symposium—The Latest on Genetics and 
Hearing Loss 

Friday, June 21 • 8:30 a.m.–11 a.m. 

Night at the Museum 
Friday, June 21 • 7 p.m.–10 p.m. 

Convention Walk4Hearing 
Saturday, June 22 • 8 a.m.–9:30 a.m. 

Cheers to 40 Years! HLAA Anniversary Celebration 
and Awards Gala 

Saturday, June 22 • 7 p.m. 

Registration
n	 Registering for the Convention just became a whole 

lot easier! With HLAA’s new online registration 
process, attendees can easily register and/or purchase 
tickets for the Convention. 

n	 Want to attend the Convention but don’t necessarily 
have the funds for it? We have two solutions for 
you. First, if you are a first timer who has never 

attended an HLAA Convention, you can apply for 
a scholarship. Another option is to use our new 
registration site to set up a fundraiser to attend the 
Convention. 

n	 This year, we will continue offering both general 
and daily packages for registration. Event tickets are 
available for extra purchase (Night at the Museum 
on Friday evening and Cheers to 40 Years! HLAA 
Anniversary Celebration and Awards Gala on 
Saturday evening). 

Rochester is filled with museums, attractions, theaters 
and so much history! In fact, the inventor of the first film 
camera, George Eastman, lived in Rochester, where his 
company, Kodak, is also based. HLAA attendees will have 
the opportunity to visit his mansion (now a museum) on 
Friday, June 21. Be sure to purchase a ticket! 

For more information visit hearingloss.org/programs-
events/convention.

Stay Up to Date
Stay up to date on Convention news:
n	 Subscribe to the biweekly Hearing Life 

e-News
n	 Check the Convention page at hearingloss.

org/programs-events/convention/
n	 Like HLAA on Facebook at facebook.com/

HearingLossAssociation
n	 Follow @HLAA on Twitter and use 

#HLAA2019
n	 Follow @hearinglossassociation on 

Instagram 
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Do You Know What Our Position Is?
B Y  L I S E  H A M L I N

advocacy

T
he HLAA Board of Trustees develops and approves 
position papers on topics concerning people with 
hearing loss. These documents give background 
information, and in some cases, advocate for 

change. When HLAA advocates for people with hearing 
loss, we often point to the position papers to give some 
extra weight to our discussions with policy makers, or 
when submitting written filings. 

These papers also provide a perspective into HLAA, 
and can be used by you, too! Individuals, HLAA 
Chapters and State Organizations can use them when 
talking to legislators, the media, businesses, or anyone 
who wants to know more about HLAA’s views. 

HLAA currently has position papers available 
on the following topics: 
Insurance Coverage for Hearing Aids—HLAA 
recommends that health insurance cover the full cost of 
acquiring hearing aids.

Aural Rehabilitation—HLAA supports the use of an aural 
rehabilitation model for hearing health care to reduce or 
eliminate participation restrictions and activity limitations 
imposed by hearing loss.

Medicare Coverage of Hearing Aids and Aural 
Rehabilitation—HLAA supports amending Title 18 of 
the Social Security Act to include coverage of hearing 
examinations for the purposes of prescribing, fitting 
or changing hearing aids, coverage of the hearing 
instruments themselves and aural rehabilitation.

Over-the-Counter Hearing Aids—HLAA supports a 
regulated market for over-the-counter hearing aids that 
are intended for adults with mild-to-moderate hearing 
loss and which meet strict performance and labeling 
criteria to ensure safety and effectiveness.

Screening for Hearing Loss in Primary Health Care 
Settings—HLAA supports the inclusion of a standardized 
approach to screening for hearing loss in primary health 
care settings that includes both a subjective and objective 
component in all adults during routine physicals; the 
“Welcome to Medicare” assessment; and Medicare 

annual risk assessments, that are accomplished in primary 
care settings.

Telecoils and Hearing Loops—HLAA supports the 
inclusion of telecoil technology in all hearing aids and 
cochlear implants as well as the installation of high 
quality, well-maintained hearing loop assistive listening 
systems in public spaces such as ticket counters, 
auditoriums, houses of worship, classrooms, theaters, 
concert halls, airports, train stations, and public 
transportation.

Wider Access to the Full Spectrum of Hearing 
Technology Benefiting People with Hearing Loss—
HLAA supports a hearing health care system that 
provides consumers access to the full spectrum of  
safe and effective hearing technology to meet their 
individual needs.

The National Academies of Science, Engineering, 
and Medicine (NAS) Report—On June 2, 2016, the 
National Academies of Sciences, Engineering, and 
Medicine released its historic report on Hearing Health 
Care for Adults: Priorities for Access and Affordability. 
The report emphasizes that hearing loss is a major public 
health concern and provides 12 recommendations to 
improve hearing health care. HLAA strongly supports 
those recommendations and is working to achieve their 
implementation.

Job Qualification Testing—It is HLAA’s position that 
employees and applicants who use hearing aids must 
be tested with their hearing aids when determining 
their qualifications for jobs where a level of hearing 
proficiency is a legitimate criterion. 

All the HLAA position papers are available for 
download from our website at hearingloss.org/about-
hlaa/position-papers. 

Lise Hamlin is director of public policy  
at HLAA and can be reached at  
lhamlin@hearingloss.org.



»  Volume Booster amplifies call volume up 
to 50dB

»  6-level custom tone settings (for handsets)

»  Adjustable ringer volume up to 112dB

»  Slow Talk (Real Time Voice & Answering 
System Messages)

»  Bright LEDs light up when phone rings

»  Large, backlit LCDs, keypads and touch 
buttons

»  Talking keypad, phonebook and caller ID

»  Expands to 6 handsets

NOT EVERY
HEAR EVERY WORD

 THIRD.

ALSO AVAILABLE

shop.panasonic.com/amplified
KX-TGM430B

KX-TGM450S 50db

Up to

112db

Up to

Voice
Amplification

Ring Tone
Volume

KX-TGM420W

AMPLIFIED CORDLESS PHONES

HEAR CLEARLY, SPEAK CLEARLY WITH 
AMPLIFIED CORDLESS PHONES.

ADVERTISEMENT



COCHLEAR IMPLANT SYSTEMS    |     ELECTRIC-ACOUSTIC SYSTEMS    |     BONE CONDUCTION SYSTEMS

www.medel.com/us/RONDO2

Hear all Day. Charge at Night. 

IT’S NEVER BEEN EASIER.
Wireless charging and hands-free control  
make RONDO 2 the most user-friendly  
cochlear implant audio processor. 

For information on potential risks and contraindications relating to implantation, please visit www.medel.com/us/isi-cochlear-implant-systems/

Choose MED-EL now and receive  
a voucher for a free RONDO 2!

Learn more at

ADVERTISEMENT


