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CORRECTION: In the introduction to “Adapt and Change” on page 22 of the July/August issue we incorrectly stated the membership number for the 
HLAA Greater St. Louis Chapter. The Chapter actually has 80 dues-paying members. Further, we inadvertently printed the wrong version of the fourth 
paragraph of the article. The one we published insinuated that all the work was done by one person, which is not at all the case. The correct paragraph 
should have read, “Kathy lamented that she is ‘at a loss for getting the word out,’ despite the efforts of her dedicated board members. She recognizes that it 
takes time, resources (members and volunteers) and creativity to continually generate new content for their chapter website and develop engaging posts for 
their Facebook page.” We sincerely apologize for these oversights. 
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executive  
director

Y
ou know I love this organization. It’s more than 
that, the word “love” isn’t descriptive enough, it’s 
an expression. In my 30 years here I include myself 
in the thousands of people who learn all they can 

about a circumstance, make decisions about what to do 
about it, and then turn around and help others. Each one 
of you has a personal story of your hearing loss journey 
and what HLAA means to you. Some of you even talk 
about love. However you say it, you say it best.

We are pleased to bring you this issue where we focus 
on young adults with hearing loss. Hearing loss doesn’t 
discriminate on age or any other qualifiers. We know 
HLAA is made up of people of all ages, but we can learn 
and be inspired by stories of the younger generation.

The Stories
Zina Jawadi was born and raised in Silicon Valley, 
California. She has prelingual bilateral hearing loss, 
underwent eight years of intensive speech therapy as 
a child, and wears hearing aids. I first met Zina when 
she was in high school and attended her first HLAA 
Convention. The experience catapulted her to find out 
more, come to greater awareness, which led her to become 
more involved with HLAA and people with hearing loss. 
Since 2015, she has served as president of the HLAA 
California State Association. Zina is most passionate about 
the science of hearing loss as well as advocacy, both of 
which she has ardently pursued since her early teenage 
years. She recently earned a bachelor’s degree in biology 
from Stanford University and is working on a master’s 
degree in bioengineering, also at Stanford.

Zina shares her story:
“Although I was born and raised in the San Francisco 
Bay Area, I discovered HLAA while interning at the 
former House Ear Institute (now known as House 
Research Institute) in Los Angeles in the summer of 
2012, between my sophomore and junior years in 
high school. I instantly fell in love with HLAA and its 
members and was wholeheartedly embraced by one of 
its legendary leaders, Grace Tiessen. Since then, whether 
locally, at the state level, or nationally, HLAA has given 
me boundless support and opportunities. Simply, 

HLAA is my second family and primary community. For 
decades, HLAA has done more for people with hearing 
loss than any other organization.”

More from the Older Generation
Now, leaping to a generation older than Zina’s, here are 
two of our members who share their stories.

Dr. Jonathan Taylor from New York City, says:
“I first became aware of my hearing loss in 1992. Over 
the course of the past 26 years, my mild hearing loss has 
progressed to severe. Fortunately, there have been many 
changes in technology and in public accommodations 
during that time which have helped offset the effects of 
my hearing loss. My awareness of these improvements 
has expanded rapidly in the last two years, as a direct 
result of my joining HLAA. 

You Say it Best
B Y  B A R B A R A  K E L L E Y

Barbara Kelley and Zina Jawadi at HLAA2018 Convention this past 
June. Zina gave an ebullient introduction of guest star and singer 
Mandy Harvey at HLAA2018.
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executive  
director

“While attending chapter meetings, I have learned 
about devices that allow me to converse with my wife 
in noisy restaurants and to stream audio from aircraft 
movies and TV shows directly to my hearing aids. My 
ability to enjoy movies and live theater is a direct result 
of HLAA’s advocacy for the installation of hearing loops 
in many theaters and concert halls, as well as its advocacy 
for captioned performances of Broadway shows, and 
captioning devices at most New York City movie houses. 
HLAA has also become an important part of my life as a 
source of support. At meetings, I have made friends who 
share the challenges of hearing loss.”

Next, we hear from Dr. Richard Procunier, from 
Danville, California, who writes as someone who 
embraces technology even though, as he says, he is in 
his “ninth decade.” He realizes he is rather unique being 
of the older generation but was raised on technology, 
having graduated from MIT and serving in the United 
States Air Force Research Center firing rockets and 
explosives, and then later earning a doctorate in space 
physics at the University College London. 

Richard says:
“Life has been changed over the past several decades for 
folks like I am who are comfortable with technology. 
It is dramatic. I have a nearly profound hearing loss 
that might have been caused by my military service, 
so the U.S. Department of Veterans Affairs lists me 
as an 85 percent disabled veteran and they supply the 
latest hearing aids, which are connected and digitally 
processed, to search for speech in noise from multiple 
microphones. This feature enables me to communicate 
one-on-one with visual input and knowing the person or 
subject. My hearing aids can be remotely connected to 
my iPhone, which has made great strides in processing 
digital music and sound, unavailable a decade ago, 
allowing me to briefly communicate by voice alone. If 
the sounds are outside of my comfort range, I can easily 
mute with one touch at either ear. 

“I communicate monthly with ten old friends or 
cousins around the world using Skype, which includes 
video, voice, and captions (still improving and requires 
some expertise in typing). FaceTime has also become 
available in the last decade. If I want entertainment, it 
is at its best. I have captioning on my Apple TV and 
can select any movie, including old masterpieces and 
Academy Award winners by voice alone and pay just 
a modest price automatically by Apple Pay, which also 
works at Starbucks and places not requiring hearing for 
communication. I use many text messages and videos 
daily. All these services are very recent. All of this would 
have been impossible 20 years ago.”

At the HLAA2018 Convention this past June, people 
of all ages gathered to learn how to live better with 
hearing loss. You might not remember all the names and 
faces, but you will remember the stories people told you 
and how they listened when you told yours. More than 
that, you felt the bond; the bond that says, “I am not 
alone—there are others like I am and there is something 
I can do about my hearing loss.” 

I know not everyone has the opportunity to attend an 
HLAA Convention, but there are many ways to connect 
with HLAA and the people who understand what it’s like 
not to hear well. Find an HLAA Chapter near you, tune 
into one of our free webinars, check out our new website 
(and sign up for the free online Hearing Life e-News), 
join HLAA for only $35 a year and receive this magazine, 
full of not only information, but inspiration. And, if you 
want some fun, find a Walk4Hearing near you this fall. 
It’s all on our website at hearingloss.org. 

At the end of the day, it’s your hearing journey no 
matter what your age. Tell others about HLAA and let 
them know we are here for them. 

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

At the HLAA2018 Convention this past June, people of all ages  
gathered to learn how to live better with hearing loss. You might not remember 

all the names and faces, but you will remember the stories people told you  
and how they listened when you told yours. 
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message from the 
chairperson of  

the board

T
he HLAA2018 Convention in Minneapolis is now 
behind us, and it was a fantastic experience. The 
Convention is a special time where our HLAA 
community comes together to learn, discover, 

and interact with others on the most perfect hearing 
technology stage that could ever be developed. I 
encourage anyone who has not been to an HLAA 
Convention to attend. Once you do, you might find it 
becomes an annual pilgrimage.

Meeting of the Board of Trustees
On Wednesday, June 20 your Board of Trustees got 
together for an all-day meeting where we discussed 

HLAA policy, direction and 
strategy, all the time making 
sure we are in keeping with the 
mission of the organization. A 
good portion of the day was spent 
getting reports from the various 
Board committees. There are 
nine committees in all: Executive, 
Membership Engagement, 
Bylaws, Nominating, Audit, 

Finance, Development, Policy, and the Rocky Stone 
Humanitarian Award Committee. 

Later that afternoon we held an open board meeting 
where members could come hear about our priorities for 
the upcoming year and of course hear Barbara Kelley’s 
informative and positive report on the organization and its 
future goals. We also surprised Barbara with an award for 
her 30 years of dedicated service to HLAA.

We gave service awards to outgoing board members 
Diana Bender from Phoenixville, Pennsylvania, and Toni 
Iacolucci from New York City. Both will be sorely missed. 
We were also pleased to welcome Cheri Perazzoli from 
Redmond, Washington and Michael Meyer from Hinsdale, 
Illinois to the Board. 

As always, the Board of Trustees thanks all HLAA 
members, sponsors, contributors and friends for your 
continued support.

HLAA Veterans Unite
Now to something very exciting. During the Convention I 
met Sgt. 1st Class David Schible, U.S. Army Retired, for the 
first time. We are truly “Brothers in Arms.” (See the Novem-
ber/December 2017 issue of Hearing Loss Magazine to learn 
more about this remarkable young man.) 

We talked at length about veterans with hearing loss and 
how we could work together in developing strategies to bring 
more of them into our organization. Statistics show that one 
in three veterans returns from deployment with a hearing 
loss, and it is the most common service-connected disability 
among returning veterans. 

Taking the bull by the horns, we are laying the ground-
work for what we hope will be the very first virtual chapter 
of HLAA. In fact, we held our first (impromptu) meeting at 
the Convention—one day after deciding to form the group! 
I made the announcement at various forums during the Con-
vention and the veterans group met for the first time on June 
21. We had 15 veterans in attendance (out of 37 registered 
for the Convention). 

Following introductions, the group began a brainstorm-
ing session of what they would like to accomplish and what 
needs veterans with hearing loss had that were unique to the 
military experience. The group was enthusiastic and ex-
tremely passionate, and they want to help make the needs of 
veterans with hearing loss known. The veterans group wants 
to make a difference. We will be working hard in the coming 
year with those in attendance, staff, and any other veteran 
who wants to join us to further develop the group.

If you would like to join the veterans group or want 
more information you can reach out to me at chairperson@
hearingloss.org. 

Stay well, stay positive and support each other.

Semper Fi,
Don Doherty

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.

Some Exciting Outcomes of the  
HLAA2018 Convention
B Y  D O N  D O H E RT Y
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T
his is the story of Dylan, Charlie, and Jacob, three 
young men brought together by a love for baseball 
and a passion to help people with hearing loss, 
despite the fact they live almost 1,000 miles apart.

Spring Training
To give you some background on how our story starts 
we need to go all the way back to 1999. That was the 
year 10-year-old Jacob Landis of Annapolis, Maryland 
got his first cochlear implant (CI). Dylan and Charlie 
weren’t even born yet; Charlie wouldn’t come along 
until 2002, Dylan a year later in 2003. 

Jacob had been diagnosed with a hearing loss when 
he was two years old. He got his first set of hearing aids 
in kindergarten, but by the fourth grade they weren’t 
helping much, with the exception of some environmental 
sounds. His hearing loss was getting progressively worse, 
which is what led to the decision to get a CI. In Jacob’s 
own words, his life-altering CI allowed him to be “fully 
functional in a hearing world.” It allowed him to get all 

the way through high school without the frustration he 
would have surely experienced with hearing aids.

Opening Day
Fast forward to October 2012. Jacob felt the need to do 
more; he wanted to find a way to help give other people 
with hearing loss the same opportunities he was given 
because of his CI. He decided to raise money to provide 
financial assistance to people who could benefit from a 
cochlear implant but couldn’t afford one. In addition, 

B Y  D AV E  H U T C H E S O N  A N D  N ATA L I E  W I L S O N

ADVERTISEMENT

“ A life is not important except in 
the impact it has on other lives.”

—Jackie Robinson, the first African American 
to play in Major League Baseball

IN A LEAGUE  
OF THEIR OWN

Dylan (left) and Charlie are 
loving life and still helping 

others with hearing loss and 
cochlear implants.
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although there were many worthy 
organizations he could have given 
the money to, he wanted to make 
sure it was going to a specific person 
so he knew who was benefiting  
from it.

That took care of the “what,” 
now the question was, “how?” 

To help him achieve his goal, 
Jacob, a lifelong sports enthusiast, 
decided to marry his athletic skills, 
his passion for baseball, and his 
desire to help others with hearing 
loss. He had taken up bicycling 
as a hobby in 2011 and it quickly 
became one of his “favorite 
pastimes.” He came up with the 
idea of visiting all 30 Major League 
Baseball (MLB) stadiums by doing a 
cross-country tour—on his bike. 

So on April 3, 2013, Jacob got 
on his bike and left Annapolis on his 
epic 11,000-mile nationwide trek. 
Jacob’s Ride was born.

Our Leadoff Hitter: Dylan Boehler
Dylan Boehler was diagnosed with a bilateral hearing 
loss when he was three-and-a-half years old, although 
he showed signs when he was much younger. Dylan’s 
mother, Amy, noticed that when he was about two he 
wasn’t talking quite the same as other children his age, 
so when he turned three she enrolled him in the speech 
program offered by his preschool. 

“Even his speech teacher didn’t immediately realize he 
couldn’t hear. But about two weeks into the program she 
called me and said she didn’t think Dylan could hear her,” 
said Amy. “It was then that the light bulb came on and it all 
made sense.” 

At first his family was relieved because they at least knew 
the cause, but that relief soon turned to fear. Amy said, 
“I was concerned as to what it meant for his future and if 
people would judge him based on his hearing loss and not 
for the kid he really is.” 

Dylan attended a small Catholic school where accom-
modations were limited, so for the next five years his family 
decided to get him some outside help. Amy added, “Dylan 
worked with the most wonderful auditory verbal therapist 
who taught him how to hear and speak more clearly and 
gave him the confidence to wear his hearing aids and even-
tually his cochlear implants.”

Going...Going...Gone!
Dylan had been actively involved 
in helping create change for people 
with hearing loss since he was five 
years old. At the age when most 
children are learning how to add 
and subtract, Dylan was part of a 
grassroots movement lobbying at 
the Wisconsin State Capitol to make 
the state the ninth in the country to 
mandate coverage for hearing aids 
and cochlear implants. Their efforts 
paid off. They were able to get 
several senators to sponsor the bill, 
which eventually passed.

Amy learned about Jacob’s 
Ride on Facebook and thought it 
would be good for Dylan to meet 
Jacob, someone who not only had a 
hearing loss but who also advocated 
for helping others with it. 

“Dylan always had a big heart 
and gave to others without asking, 
so it really did not surprise me that 

he wanted to step up and help when I told him about 
Jacob,” said Amy. Jacob was scheduled to arrive at Miller 
Park, home of the Milwaukee Brewers and the stadium 
closest to where Dylan lived, at the end of May.

Upon learning Jacob was coming to town, Dylan 
worked feverishly to raise money to help support the 
cause by asking family members for donations, as well as  
going door to door.

On May 21, 2013, Jacob rolled into Milwaukee, the 
14th stop on his tour, in time for the Brewers’ 7:10 game 
against the Dodgers. There he was greeted by Dylan, 
who handed him a can containing $650.23.

“When I first met Dylan he gave me quite an 
impressive amount of money in an oatmeal can that 
he collected by going door to door. That made an 
impression on me,” said Jacob. “Dylan had a black eye 
and I asked him how he got it, and he told me it was 
from playing baseball. I ended up giving him all of the 
gifts that the Milwaukee Brewers gave me, such as an 
autographed ball and t-shirt. 

“When I was riding, I was tired so often. All of my 
‘days off’ were very active with media interviews, going 
to a late-night ballgame, and interacting with others. 
People with hearing loss will understand that interactions 
in challenging environments can be very draining. But 
seeing someone as young as Dylan going out and raising 

Jacob’s Ride was featured on the cover of 
the July/August 2013 issue of Hearing Loss 

Magazine (the predecessor to Hearing Life). The 
photo of Jacob was taken at Great American 
Ballpark in Cincinnati in May 2013, the 10th 

stop on his 30-city nationwide trek and only 10 
days before he first met Dylan.
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awareness always made me take a 
step back and say, ‘Maybe it’s not all 
about me.’”

Jacob was so inspired by Dylan’s 
dedication that after the two met, 
Jacob took Dylan from his minor 
league hometown efforts to the big 
leagues by leveraging the visibility of 
Jacob’s Ride. Jacob launched Dylan’s 
Challenge, a nationwide campaign 
to inspire younger audiences to get 
involved. The person to raise the 
most money would win a trip for two 
to Miami, the final stop on Jacob’s 
nationwide bike ride.

Now Batting: Charlie Marek
Charlie Marek was diagnosed with 
bilateral sensorineural hearing loss 
at the age of four, which is when 
he got his first pair of hearing aids. But as time went on 
his hearing became worse so he started learning sign 
language with his family. 

When he was in third grade, a boy named Montero 
moved into Charlie’s neighborhood. Montero had a 
severe hearing loss and used sign language as his primary 
mode of communication. 

“This was the first time in my life that I had ever 
really came into contact with another kid my age who 
had hearing loss,” Charlie said. “While I wasn’t fluent 
in sign language and he didn’t use his voice very much, 
we somehow hit it off really well. When we needed it, 
we would gesture, but we were young boys, so as long 
as we could play, we were fine. Just two normal boys 
hanging out.”

Charlie then added, “However, if Montero had not 
come into my life, I’m not exactly sure where I would 
be. I grew up in a school where I was the only kid with 
hearing loss; the only kid with hearing aids. Montero 
was like me. We had a connection that I didn’t have 
with anyone else.” 

Shortly after Charlie met Montero he started to 
play baseball. His baseball coach didn’t know any sign 
language. But that didn’t stop him. 

“He [Charlie’s coach] was a pretty silly guy and he 
decided to make up his own signs so he and I could 
communicate while I was on the field. I can only 
imagine how goofy we looked—a little blonde-haired, 
blue-eyed deaf kid playing baseball for the first time and 
his crazy coach is out there making up signs that only we 

would understand. But it worked; I 
knew what he needed me to do and 
my hearing loss didn’t prevent me 
from making that happen.” 

By fifth grade Charlie’s hearing 
aids weren’t helping much, so after 
careful consideration his family 
decided it was time for him to get a 
cochlear implant. 

Dylan, Charlie, and Jacob: 
Bases Loaded
Dylan and Charlie both live in the 
Milwaukee area, not too far from each 
other, so when Charlie’s mother, also 
named Amy, happened to see a clip 
about Dylan’s Challenge on a local 
news station she immediately thought 
it was something Charlie would like to 
get involved in. 

She was right. After hearing about Dylan’s goal and 
how he wanted to support Jacob’s Ride, Charlie was 
inspired. “What stuck out to me the most about Jacob’s 
story is how he biked to every single baseball stadium 
and did not give up,” Charlie said. “Jacob and I both 
like baseball and were implanted at the same age. He 
was trying to raise money to help people who couldn’t 
pay for cochlear implants and I thought that was 
inspiring.”

So Amy (Marek) got in touch with Amy (Boehler) 
to discuss Charlie’s interest in Dylan’s Challenge. 
Ironically, it turns out the families have a decades-old 
connection, as Charlie’s mother happened to go to 
grade school with Dylan’s dad. 

Charlie decided to take part in Dylan’s Challenge. 
And not only was he up for the challenge, he won the 
challenge. Charlie raised $900, enough to earn him 
the trip to Miami to meet Jacob and see him wrap up 
his ride. But more than that, by participating in the 
challenge Charlie and Dylan got to know each other and 
the boys quickly became friends. 

The All-Star Team
Dylan and Charlie were eagerly getting ready for their 
flight to Miami to meet Jacob. Meanwhile, Jacob had 
completed 29 of the 30 stops on his ride and was on his 
way from Tampa to Miami to complete the journey. But 
just a few days before they were scheduled to leave, Amy 
(Boehler) got a call saying that Jacob had been hit by a 
tractor trailer just 170 miles short of Miami. 

Dylan introduced himself to Jacob by handing 
him a can with the $650 he had collected to 

support Jacob’s Ride.
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While Jacob’s injuries were not life-threatening, some 
of them were serious, including shattered cheekbones, a 
broken nose, broken teeth and several gashes, with the 
most severe being nerve damage to his left wrist, hand 
and forearm. His bike ride might have been over, but 
his determination to meet Dylan and Charlie was greater 
than any pain he was in. Game on.

On September 24, 2013, Dylan, Charlie, and 
Jacob attended the game together, despite Jacob’s 
injuries. They were (deservedly) treated as major league 
celebrities, being interviewed by a number of TV stations 
and even getting to throw out the first pitch.

The three of them formed a bond, one that continues 
to this day, each being inspired by the other. They were 
winning the game.

Extra Innings
While the story could end there with enough inspiration 
to fill a room, it doesn’t. Even though Dylan and Charlie 
haven’t done anything together since Dylan’s Challenge 
and Jacob’s Ride, they still continue their journey to help 
people with hearing loss. 

Dylan still gets involved with local organizations to 
support people with hearing loss, and, as he says, “I am 
happy to still be creating awareness of hearing loss and 
cochlear implants.” Dylan’s mother, Amy, added, “I am 
not really sure what path Dylan will take in advocating 
for the hearing loss community. I always say he is an old 
soul and connects so well with the older community so 
maybe his journey will be to help a previous generation 
navigate their hearing loss. No matter where his journey 
takes him, my hope is he never forgets that he is unique 
and perfect in every way.”

This past March Charlie was invited to be the guest 
speaker at a dinner for Sound of Hope, a local charity 
that creates awareness for childhood hearing loss and 
supports the Children’s Hearing Loss Program at 
Children’s Hospital of Wisconsin. In addition, he has 
received several opportunities to advocate for hearing loss 
and people who want implants. 

His mother, Amy, commented, “I feel that at his age 
it’s amazing that he has been through so much and is 
able to not only tell his story, but turn what could be a 
tough situation into a positive one. It’s not always easy 
to be a teenager and be ‘different.’ It’s also not easy to 
stand up in front of a group no matter how big and talk 
about your struggle and embrace helping others. Charlie 
truly wants to help others who have questions and just be 
there to show that he is there for people.”

One of the more gratifying things to come out of 
this story isn’t just how these three young men inspired 
us, but how they inspired each other. Even Jacob, who 
has met thousands of people and inspired so many, said, 
when asked about Dylan and Charlie, “I think they are 
both remarkable young men. It just humbles me to be 
part of their story.” But Jacob’s humility doesn’t end 
there.

He said, “It’s amazing what happened at some of 
those ballgames when we brought so many people with 
hearing loss together. The stories, the shared experiences, 
were so powerful. But I was being impacted by that as 
well. I wasn’t an observer looking in. I learn more from 
the people I meet than they do from me. It just humbles 
me. I don’t think I do anything special. The power is in 
the shared experience.”

Jacob’s most recent achievement was getting his 
second cochlear implant, which he got this past February. 
Although the decision was not easy, he decided the CI 
was necessary in order to advocate for himself at work as 
well as social settings. But he also continues the mission 
he started with Jacob’s Ride, sometimes on his bike, 
sometimes not. 

Postgame Show
You might have noticed that Dylan’s Challenge and 
Jacob’s Ride took place in 2013. So why are we 
publishing a story that is five years old? 

That’s part of the beauty of coming into contact 
with people who share similar experiences; some of 
these experiences are shared for a lifetime. Dylan and 
Charlie were 10 and 11, respectively, in 2013. They have 
now grown into fine young men. Dylan just started his 
freshman year of high school and Charlie his junior year, 
yet they still remain friends.

Jacob, Dylan, and Charlie (l to r) in Miami on September 24, 2013 
for the Florida Marlins game against the Philadelphia Phillies. The 
three were honored in a pre-game ceremony where Dylan got to 
throw out the first pitch.
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In fact, it goes past the two boys. We received 
the email below from Amy Marek when we started 
discussing this article. Copied on the email were Amy 
Boehler and Randy Landis, Jacob’s father (more about 
him in a minute):

I can’t say enough about Jacob, Randy and Lois [Jacob’s 
mother]. Charlie was so blessed to be part of the Jacob’s 
Ride and Dylan’s Challenge ‘families.’ That was a few 
years ago and the experiences are still fresh in Charlie’s 
memory, and the impact will be lifelong for sure! I know 
he’s a special kid and it’s great when others see it too.

Our boys have brought the two of our families together 
in such an interesting way. Although, at the time this 
all began we didn’t realize how we were creating a 
support system of sorts for our boys. Even if they don’t see 
each other often enough they still have each other. We are 
obviously proud of both boys.

Now let’s go back to the subject of Randy Landis, in-
spiration, and how this all came together for just a minute. 
Randy Landis is probably Jacob’s biggest fan and supporter, 
and both he and Jacob have been friends of HLAA for many 
years.

As Jacob mentioned earlier, despite the fact that he 
has inspired so many people, he is the one who has been 
impacted the most, and time doesn’t change that. This 
article was meant to focus more on Dylan and Charlie, but 
of course Jacob played an important role. So one might 
think the idea for this story would have come from Dylan’s 
or Charlie’s moms, or maybe one of the boys themselves. 
But it didn’t; it came from Randy Landis.

Back in January of this year Randy reached out to 
us because he had seen a Facebook post about Charlie’s 
upcoming Sound of Hope speech and just wanted to bring 
it to our attention. In his email to Barbara Kelley, our 
executive director, he also gave us a quick synopsis of what 
Dylan’s Challenge was. But this is what really jumped out at 
us, and what started it all:

Dylan and Charlie are AMAZING kids, with 
wonderful parents! The Landis family is honored to 
have played just a minor role in their passion to make 
a difference. They will go on to do GREAT things. The 
fact that Jacob’s Ride may have played a small part in 
a second generation of advocates is very gratifying. It’s a 
story that absolutely thrills me to the bone!

After we peppered Dylan and Charlie with an 
interminable number of questions for this article, we then 
asked what they would tell other young people with hearing 
loss. They both echoed pretty much the same sentiment, 

Charlie giving his speech at the Sound of Hope dinner in  
March 2018.

which in Dylan’s words was, “Having hearing loss should 
not stop you from doing anything you want. If you try hard 
enough, you can achieve your dreams.”

And when asked if she had any advice for parents of 
children who were newly diagnosed with hearing loss, 
Dylan’s mother, Amy, made a very profound statement:

Instead of mourning the loss, celebrate the challenges, 
the experiences and the milestones. Dylan has taught 
me more over the past 15 years than I could ever teach 
him in a lifetime. His story did not end with a hearing 
loss diagnosis, it was just the beginning of a beautiful 
new chapter. He may not have chosen how this chapter 
started, but he gets to write the ending.

So, is this story really five years old? You be the judge, 
but we don't think so. The message is as relevant today 
as it was five years ago, as it will be five years from now. 
We may not have gotten to choose how each of our 
chapters started, but we all have the opportunity to write 
the ending. 

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

Natalie Wilson is in her junior year as a hearing and speech 
sciences major at the University of Maryland, and she also 
spent the summer as an intern at HLAA. Natalie was 
instrumental in helping put this story together and we thank 
her for all her contributions to HLAA this past summer. 

To learn more about Jacob and Jacob’s Ride visit his website at 
jacobsride.org or on Facebook @jacobsrideforhearing.
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M
y name is Lillie Wightman. I am 17 years 
old and just started my senior year at West 
Springfield High School in Springfield, Virginia. 
I was diagnosed with a genetic, moderate, 

bilateral hearing loss in March of my sophomore year.
Being an Army brat, I missed out on many in-school 

hearing tests, which resulted in my late diagnosis. Based on 
my youngest sister’s hearing loss pattern, which is identical 
to mine, my audiologist believes my hearing loss can be 
traced back to my elementary school years. Though I have 
spent the majority of my life with moderate hearing loss, it 
didn’t seem to have any significant impact on me until my 
late middle school and early high school years. 

I am the oldest of three girls—Melanie is 14 and 
Naomie is 10. It’s worth noting that both of my sisters have 
a hearing loss. Naomie’s is similar to mine, as I mentioned, 
but Melanie has a hearing loss for a very different reason. I 
will talk more about both of them a little later.

(Not a Very Good) Welcome to Virginia
My family moved to Springfield during the summer 
before my sophomore year. Having come from a very 

laid-back private school, I was wholly unprepared for 
the rigorous beast which is the Fairfax County school 
system—the tenth largest school system in the country. 

Soon after the school year began I noticed my 
grades began to slip. I attributed this to the difficulty 
and intensity of my school’s curriculum, but as it turns 
out, I was entirely mistaken. Though I would always do 
my best to be attentive and work hard in class, I never 
seemed to do well on my quizzes or tests, and I had 
a hard time remembering anything when completing 
assignments based on material I learned just days before.

Along with this, I was always terribly fatigued. When 
I got home from school, I would immediately lie down 
and nap for three or four hours. Once I woke up, I ate 
dinner, did my homework and went back to bed again. 

Even though I was sleeping more than 10 hours a 
day, my family believed this pattern to be normal for a 
teenager. However, my mother grew concerned as my 
exhaustion and fatigue intensified throughout the year. 
I would nod off to sleep during my morning classes and 
have to force myself to stay awake, depriving me of the 
ability to absorb any information.

Lillie of the Valley
B Y  L I L L I E  W I G H T M A N

Lillie (right) with her sisters Melanie (top), and Naomie.Lillie doing some celebrating in Times Square, December 2017.
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Social Life Takes a Hit
My hearing loss affected more than my performance in 
school; it also impacted my social life and the way my 
peers viewed me. During my freshman year, whenever I 
was asked a question or told something by my peers, I 
would always reply by saying, “What?” because I could 
never seem to understand what was being said to me. 
This greatly annoyed my classmates, and because of my 
unavoidable “what” habit, they believed me to be—and 
resorted to—calling me stupid when I was not around. 

This hurt me deeply. I knew my abilities and 
intelligence, but to see my peers put me down, I began 
to doubt myself. Not knowing I had a hearing loss at 
the time, I began to buy into their opinions of me and 
believed myself to be, in fact, stupid. 

From then on, though I have always been more 
reserved and introverted, I avoided conversation and 
interaction altogether. I lost my confidence, and once 
I moved to Springfield and started at my new school, I 
made no efforts to make friends. I convinced myself I 
was fine with it, but I grew very lonely. Truly, I was afraid 
of making myself look like a fool as I had at my previous 
school.

Some Answers…Finally
My school requires that all students be screened for 
hearing loss, so in the fall of 2017 I was pulled out of my 
chemistry class by the school nurse to be tested. Three of 
my classmates went before me, each successfully raising their 
hand every time they heard a beep. 

When it was my turn, I was unable to hear the 
last two beeps. I shook my head and told the nurse 
that I could not hear anything. She told me I would 
need to report back to her office in two weeks to 
be tested again. Two weeks later I went back, and 
unfortunately, failed my test a second time. The nurse 
let my mother know and a referral was immediately 
put in for a hearing screening with an audiologist. 

Once I was diagnosed in March 2017, my 
audiologist informed me that my inability to do well 
in school and my constant exhaustion were due to a 
moderate, bilateral hearing loss. She explained that 
my brain was working twice as hard to simply hear 
information taught in class, which deprived my brain 
of the ability to actually understand material, hence 
resulting in lower grades and extreme fatigue. When my 
mother heard this, she broke down. 

Putting Priorities in Order
In 2014, my younger sister, Melanie, who was 10 at the 
time, was diagnosed with ocular melanoma, a type of 
cancer that develops from pigmented cells within the 
eye. For the next two years she underwent numerous 
surgeries and intensive treatments. 

Needless to say, this had a tremendous impact on 
my family, and on top of that it was during this time 
that my hearing loss began to significantly disrupt 
my life. My mom felt guilty because while I was 
struggling with school and my social life, my sister was 
being treated for cancer, so my family’s sole focus had 
to be on her. 

Lillie loves snuggling with her cat, appropriately named 
“Mr. Snuggles.”

Lillie and her family in August 2017 at the ceremony for her father’s promotion 
to U.S. Army Colonel. Pictured are (l to r) Lillie’s mother Shelle, Lillie, her sister 
Melanie, father Jesse, sister Naomie, and grandparents Sharon and Jess.
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Looking back, I can easily get frustrated with how my 
hearing loss could have been caught earlier had my family 
paid closer attention, sparing me of my academic and 
social struggles. However, I understand that all emphasis 
needed to be on my sister in order to save her life. 

Today, Melanie is cancer-free, but it came at a price. 
The cancer caused her to lose her right eye, aggressive 
radiation therapy left her with a bald patch on the right 
side of her head, and she has single-sided deafness in her 
right ear. Because of this she often has trouble hearing 
information in the classroom and has a hard time making 
friends. Though her struggles are more severe and 
difficult than mine, I have some degree of understanding 
due to the issues I faced socially and academically with 
my hearing loss. 

Things Start Looking Up
In May 2017, just a few months after my diagnosis, I 
received my hearing aids. For the first few days I was 
constantly tired because my brain had to get used to 
them, but after that first stretch I immediately noticed 
great improvements. In school, I was able to take in and 
understand information much better, which allowed 
me to improve my grades. I could remember what was 
taught in previous days and apply it effectively. I felt 
alert, awake and not at all exhausted, which eliminated 
any need for my long after-school naps. 

I not only noticed great improvements in my 
academic career, but in my social life as well. Now 
knowing that I could effectively hear and understand 
people, I gained my confidence back. I still remained 
reserved and quiet, but I was not afraid of conversing 
and interacting with my peers.

A Family Resemblance
As I grew more accustomed to my hearing aids and was 
able to recognize their benefits, I noticed behaviors in 
my youngest sister, Naomie, that resembled mine before 
I was diagnosed. When she would watch television, the 
volume would be turned up so loud that it even pained 
my ears. She also seemed to misunderstand a lot of what 
was said to her. 

I told my parents, and knowing my hearing loss 
is genetic, they decided to have her tested. It turns 
out that, in fact, she too has genetic, bilateral hearing 
loss, though hers is much milder than mine. After she 
was tested, my audiologist noticed a similarity in our 
audiograms—we both have an identical “dip” pattern, 
leading her to believe our hearing loss is due to some 
rare, undiscovered form of gene. 

Ready to Move Forward—In School and In Life
In June 2017, my teachers met with my audiologist to 
discuss accommodations needed for my upcoming junior 
year. My audiologist thoroughly explained why I had 
difficulty in class and the reason for my lower grades and 
exhaustion. They decided the best course of action would 
be the use of video captions, front-row and centered 
seating, and if needed, repetition of instructions.

Now, having completed my first three years of high 
school, I can look back on just how much my hearing 
aids have improved my life. This past year, my grades 
improved significantly, I have been involved in more 
social activities and clubs, and I feel more confident in 
myself. Rather than continuing to take Spanish, which 
is difficult to learn and understand with hearing loss, I 
decided to switch to American Sign Language, allowing 
me to get more involved in the deaf community. 

As I begin my senior year, I know thanks to my 
audiologists and hearing aids, my hearing loss will no 
longer hold me back. Rather than a source of pity and 
restraint, it is a force of empowerment. 

Editor’s Note: Lillie spent this past summer as an intern at 
HLAA. As the summer went on I got to know her a little, 
which is how I learned about what she and her family have 
been through over the past couple of years. In person, Lillie 
is one of the sweetest, most humble and likeable young ladies 
you will ever meet—and she has a smile that would light up 
a room. Between her wonderful personality, an incredibly 
positive disposition—and that smile—there is no way you’d 
know all she’s endured in such a short time.

We talk a lot about inspiration in this magazine, but when 
I met Lillie and learned who she is despite where she’s been, 
I thought to myself, ‘She is the definition of inspiration.’ So 
I asked her if she would be willing to share her story with 
readers. She happily agreed, and I’m glad she did, for she 
has a wonderful story to tell. 

The title of this article, ‘Lillie of the Valley,’ is obviously a 
play on words of the well-known phrase. But it couldn’t be 
more apropos. In today’s culture the term ‘lily of the valley’ 
represents ‘humility, sweetness, purity and the return of 
happiness,’ which couldn’t be a better description of Lillie. 
Oh—and it is also said the lily of the valley flower brings 
luck in love. We of course wish that for Lillie too!—D.H. 
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advocacy

I
nternet Protocol Captioned Telephone Service (IP 
CTS) is a form of Telecommunications Relay Service 
(TRS) that allows a person who can speak but cannot 
hear well to use an internet protocol-enabled telephone 

to simultaneously listen and read what the other party to 
the call is saying. Currently, when the IP CTS user places 
or receives a call, he or she is automatically connected 
to a communications assistant (CA). Some IP CTS 

providers use CAs who repeat what the hearing party says 
into a speech recognition program which then provides 
the captions that appear on the user’s telephone, tablet 
or smartphone. One provider uses CART to display the 
captions. 

There is no cost to the TRS user for the service. 
IP CTS providers are compensated from a federal 
fund through a program administered by the Federal 

If you have a hearing loss, you know that making a simple telephone call is often 
not simple at all. If you have a cell phone, you worry about whether it’s hearing aid 
compatible, if the environment is quiet and the connection is good. Does it work well 
with your telecoil? If not, does that mean you can use the microphone setting or do 
you need to use the speakerphone and let the whole world hear? If you are home or 
at work, can you use an amplified telephone, or is your hearing loss so severe that 
doesn’t work for you? Do you need an IP CTS telephone or app? 

IP CTS, the FCC, and You
B Y  L I S E  H A M L I N
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Communications Commission (FCC). There are 
currently five IP CTS providers who are compensated 
from the TRS fund.

Potential Impact to User Access
Recently, the FCC released four items that have the 
potential to impact your access to and use of IP CTS: a 
Report and Order, Declaratory Ruling, Further Notice of 
Proposed Rulemaking, and Notice of Inquiry. 

n	 The Report and Order (R&O) establishes new 
compensation rates, adopts rules to 
limit IP CTS use, rules to separate 
captions from amplification controls, 
includes a requirement that IP CTS 
providers include notifications about 
IP CTS and how it works, and has a 
general prohibition against providing 
IP CTS to ineligible users. 

n	 The Declaratory Ruling (DR) 
allows IP CTS providers to use fully 
automated speech recognition, that is, 
captions that are generated without 
the use of communications assistants.

n	 The Further Notice of Proposed 
Rulemaking (FNPRM) proposes 
and seeks comments on measures to improve the 
compensation, plan funding and structure of IP CTS 
and proposes to clarify requirements for IP CTS 
marketing. The FCC seeks comments on whether state 
equipment distribution centers should have an expanded 
role in providing IP CTS, including authority to certify 
providers of these services and handle user eligibility 
assessments. Comments for the FNPRM are due 
September 17, 2018.

n	 The Notice of Inquiry (NOI) seeks comments on 
IP CTS performance goals. Comments related to the 
NOI are due October 16, 2018.

This FCC proceeding is an opportunity to have an 
impact on the future of IP CTS. For example, in the 
FNPRM, the FCC asks whether certified state TRS 
programs should be allowed or required to take more 
active roles in the administration of IP CTS. Because 
these state programs have experience administering 
TTY and analog CTS services, and because state staff 
are physically closer to the consumers who use IP CTS 
services, the FCC says it believes the states are in a good 
position to administer IP CTS. Are they?

Will States Be Able to Run an IP CTS Program?
Administering IP CTS could mean that the state would 
be responsible for handling the funding of the program 
and the certification of providers. But more importantly 
for people with hearing loss who want to apply to use IP 
CTS, the state’s role could also include assessing whether 
or not consumers who are applying for an IP CTS phone 
are eligible to receive the phone and the service—or not. 

Because there is currently no standard assessment 
for eligibility, the FCC also asks whether they should 

amend the rules to require that each 
prospective IP CTS user undergo an 
objective assessment to determine 
whether the individual has a hearing 
loss that necessitates a captioned phone. 
In short, the FCC wants to make sure 
that no one who could use an amplified 
phone is getting a captioned phone and 
they want the state relay program to 
make that decision.

The FCC does ask more questions 
focused on the delivery of IP CTS 
services in the FNPRM. In addition, in 
the NOI the FCC asks for help setting 
long overdue performance standards for 
IP CTS. This is important for ensuring 

quality for all forms of IP CTS but becomes particularly 
urgent because Automatic Speech Recognition (ASR) 
without the help of a caller assistant is close to becoming 
a reality.

IP CTS has long provided a service welcomed 
by people with hearing loss. But this is the first time 
we’ve seen the FCC and industry alike so focused on 
determining what makes a quality service, how we 
can ensure that all providers are providing that quality 
service to consumers and how to ensure that IP CTS 
will be around for the long haul.

HLAA will be filing comments on this proceeding 
and will post those to our website when we do. If you 
have questions or comments on IP CTS, feel free to 
email me. 

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

There is no cost 
to the TRS user 

for the service. IP 
CTS providers are 

compensated from a 
federal fund through a 
program administered 

by the Federal 
Communications 

Commission (FCC). 

advocacy
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O
ne feature you might not be familiar with is 
streaming, which enables your hearing aids to 
pick up data sent from your mobile device via 
Bluetooth wireless technology. As a result, you 

can hear phone calls, music, and TV directly in your 
hearing aids, clearly and at the perfect volume.

The Struggle to Hear
When you have hearing loss, simple activities like 
listening to the other person on a phone call can be 
difficult—even if you’re wearing hearing aids. Your 

conversation partner’s voice might sound distorted 
or too quiet, requiring you to adjust the settings 
on your phone, hearing aids, or both. Rather than 
enjoying your conversation with a relative or friend, 
or getting important information from a business 
call, you may strain to make sense of what the other 
person is saying.

The same holds true when listening to music or 
watching TV. You may need to turn up the volume, 
which can be too loud for your family and friends. 
But then if you lower the sound as a compromise, 

B Y  L E A N N E  P O W E R S

How much do you really know about hearing aids? Sure, you probably know they 
help people with hearing loss understand the sounds around them, but that’s 
only half the story. Today’s modern, high-functioning hearing aids include a wide 
range of features that provide an enhanced listening experience in any situation. 

Hearing Aids:  
Stop Dreaming,  
Start Streaming!
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you might not be able to hear, diminishing your 
enjoyment of what should be fun activities.

Hearing aids with direct streaming capability provide 
a solution to these challenges, enabling a level of 
personalization and convenience when on the phone, 
watching TV, or listening to music that simply wasn’t 
possible even a few years ago. While previous streaming 

solutions required an intermediary device to transmit the 
signals, today’s advanced hearing aids can transmit audio 
from your smartphone. As a result, your hearing aids 
become high-functioning earphones that transmit sound 
in full stereo wirelessly, directly to your ears.

Benefits of Streaming
There are many advantages to using hearing aids with 
streaming functionality. For one, when using your phone, 
you can hear the other person through two hearing aids, 
instead of relying on just one as you normally would. 
This also lets you take the call hands-free, without having 
to hold the phone to your ear. 

Since the audio is streamed from your smartphone, 
your mobile device can also be used to control the 
volume for TV and music. While the audio from 
phone calls can also be controlled by the phone’s 
regular volume controls, you can adjust the volume of 
streaming TV audio or music through your hearing 
aid manufacturer’s app. Moreover, by streaming sound 
directly into your ears and adjusting the volume to the 
best setting, there’s no need to argue with your family 
about the TV being too loud or quiet. 

Today’s streaming hearing aids even allow you to 
easily switch between different events. For example, if 
you’re watching TV and a phone call comes in, your 
smart hearing aids will automatically transition to the 
phone call and then return to the TV audio when the  
call ends.

Hear What You Want, and What You Need
Hearing aids with direct streaming capability provide 
greater efficiency and convenience when going about your 
day. They also help you maintain situational awareness 
by adjusting their microphone input level along with the 

streamed audio signal to provide the right balance of 
audio and ambient noise. During streamed phone calls, 
for example, your hearing aids can still pick up sounds in 
the environment, but at a lower volume. If you’re on the 
phone while walking down the street, you can hear other 
important sounds, such as a passing cyclist, to maintain your 
safety without impeding conversational sound quality. 

The same holds true when watching TV or listening to 
music. The streaming audio doesn’t have to block out the 
rest of the landscape, so you can hear if someone calls your 
name or if something else needs your attention. Connected 
hearing aids also include carefully selected default settings 
for these activities, resulting in less effort to fine-tune your 
hearing aids for each listening environment. 

Streaming What You Love
The ability to stream sound from your smartphone 
transforms your hearing aids into smart devices that 
improve how you hear during your favorite activities, 
and how you stay in touch with others. Though it may 
seem like a dream, this technology exists today, helping 
to create an optimal listening experience no matter what 
you’re doing. 

Leanne Powers, Au.D., is a senior educational 
specialist for Sivantos, Inc. She is responsible 
for the support and ongoing training of 
the Sivantos educational specialists and 
for creating new and innovative training 
methods to enhance customer service. Leanne 

trains customers and staff on products, software, and services. 
In this role, she has given several lectures at AudiologyNOW! 
and numerous state conventions on a variety of topics, 
including compression in modern hearing instruments, 
frequency compression, and tinnitus therapy, as well as 
presentations specific to the company’s technology. Leanne 
practiced in a variety of hearing health care settings for 16 
years prior to joining the Sivantos team. Most recently, she 
operated two hearing aid offices in the Chicago area. Leanne 
received her undergraduate degree from Northern Illinois 
University, her graduate degree from Rush University in 
Chicago, and her doctorate from A.T. Still University of 
Health Sciences in Arizona. 

The ability to stream sound from your smartphone transforms your  
hearing aids into smart devices that improve how you hear during your  

favorite activities, and how you stay in touch with others.



dept header

H E A R I N G  L I F E   •   S E P T E M B E R / O C TO B E R  2 0 1 8   •   H E A R I N G LO S S . O R G   •   2 3

chapters

What a Turnout by Our Chapters and State 
Organizations at the HLAA2018 Convention!
B Y  E R I N  M I R A N T E

T
he best way to describe HLAA Conventions to 
someone who has never before attended is an ener-
gizing and exciting learning experience. This year 
marked my second Convention with HLAA and for 

the second year in a row I left rejuvenated and excited 
to continue my work as the HLAA national chapter 
and membership coordinator. It is no secret that most 
attendees are chapter members, and we are so grateful for 
all who attend. 

We had great help from several HLAA Twin Cities 
Chapter members who volunteered their time working 
at the information booth, assisting other attendees, and 
monitoring the State and Chapter workshop rooms.
We thank them for all their help. Members came from 
far and wide, and we saw a great turnout from nearby 
states such as Wisconsin, Pennsylvania, Ohio and others. 
Whether we set up time to meet or ran into each other 
and had a great discussion, the time I spent speaking with 
all of our members was invaluable. For me, the greatest 
part of the Convention is seeing familiar faces and joining 
in the conversation as chapter and state leaders share 
their wealth of knowledge with one another. 

I am still learning every day and consider myself 
honored to work with so many passionate volunteers 
who are eager to share their 
knowledge and ideas with me. 
Here are some of my favorite 
highlights:

Leadership Workshop with 
Karen Putz—We kicked off 
the State/Chapter Workshops 
on Wednesday afternoon with 
Passion Mentor Karen Putz, who 
presented this year’s Leadership 
Workshop, Leading with Passion. 
Karen has been involved in 
nonprofit leadership for 28 years 
as a founder, board member, and 
staff member. She is a certified 
Passion Test Facilitator and the 
author of Unwrapping Your Passion, Creating the Life 
You Truly Want. Karen works for Hands & Voices as 
the co-director of Deaf and Hard of Hearing Infusion. 
Through personal anecdotes about her own hearing loss, 
Karen addressed how our leaders can tap into their own 
passion to be the best they can be as they continue to 
grow and develop their chapters. 

State and Chapter Awards—We spent an exciting 
evening honoring chapter members who have made 
a significant impact within their communities during 
the State and Chapter Awards Reception & Ceremony. 
Award recipients were recognized for their publications, 
community outreach, work with HLAA Chapters and 
more. While it is impossible to honor everyone with an 
award, we truly believe that all our chapter members and 
volunteers deserve recognition. 

A big congratulations to all of our awards recipients 
this year, as well as those honored during our National 
Awards Breakfast & Ceremony the following morning. 

I am still learning 
every day and 

consider myself 
honored to 

work with so 
many passionate 

volunteers who are 
eager to share their 

knowledge and 
ideas with me. 

State and chapter leaders from Wisconsin gather at the HLAA2018 Convention.
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coordinators as well as our chapter 
leaders. Stay tuned! 

While these workshops and 
events stood out to me, this 
touches on only a few reasons 
why HLAA Conventions are such 
a great time for our chapters and 
state organizations. We spend 
all year looking forward to the 
Convention, and time flies while 
we are there! 

We would like to thank all 
attendees for joining us, especially 
our chapter and state members 
who showed up in full force, 
representing their respective 
states. Next year, we hope to see 
you in Rochester, New York for 
the HLAA2019 Convention! 
Get more information regarding 
scholarships, registration for 
chapter and state leaders, 
presenting workshops, and 
more by emailing convention@
hearingloss.org or visiting the 
Convention page at hearingloss.
org/programs-events/
convention. 

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

hearingloss.org.

You can read more about this year’s 
recipients and how you can submit 
applications for 2019 on the Awards 
Program page at hearingloss.org/
programs-events/convention/
awards-program. The deadline 
for nominations is November 30, 
so don’t miss the opportunity to 
nominate someone who you think 
deserves special recognition!

State Leaders Workshop—
Together with HLAA Director 
of Public Policy Lise Hamlin, we 
spent nearly two hours with state 

leaders discussing the work they 
are doing within their states. This 
was less of a workshop and more of 
an open discussion among leaders 
from various state organizations. 
We discussed accomplishments, 
concerns, advocacy efforts within 
different states, social media, and 
other pertinent topics. During this 
time we offered everyone a chance 
to share information and ideas, and 
what has or hasn’t been working. 
In the future, we plan to have 
separate workshops which follow the 
same format for our state chapter 

We would like to thank all attendees for joining us, especially 
our chapter and state members who showed up in full force, 

representing their respective states. 

chapters
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F
red and Wilma painfully chronicled common devel-
opmental challenges due to Conrad’s hearing loss; 
he couldn’t follow dinner table conversations, didn’t 
socialize with hearing peers and his peers who were 

deaf or hard of hearing lived too far away, and he flat-out 
refused to wear hearing aids at school. 

However, Fred and Wilma assured me I would like 
Conrad, and indeed they were correct. I was even impressed 
with his thirst for knowledge for what interested him. He 
recited—verbatim—quotations from his favorite movies 

B Y  M I C H A E L  A .  H A RV E Y

and shared his love for cooking, particularly spicy foods. 
He even knew that the Scoville rating (a measure of the 
“hotness” of a chili pepper) of a chipotle pepper, his favorite 
spice, was between 5,000 and 10,000 units! 

However, as likable as he was, Conrad’s social and 
emotional immaturity was striking; he was 27 going on 
17. He reported being perfectly happy with his life of 
“being in the moment,” listed numerous “best friends” 
on social media (whom he had never met) and believed 
that, “When the time is right, my life path will appear.” 

“Fred and Wilma” were being held hostage in their own home. Their 27-year-
old adult child, “Conrad,” had dropped out of college, didn’t work, slept all day, 
surfed the internet at night and expected them to feed, clothe and shelter him. If 
that wasn’t enough he also expected his parents to fund his recreational activities, 
which typically involved getting high. They were terrified that if they made any 
demands on him he would become depressed and possibly even suicidal.

Helping Your Child with Adult 
Entitled Dependence Grow Up
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That his parents were funding his current path didn’t 
seem to bother him at all. Not surprisingly, any attempts 
I made to steer our conversation in the direction of 
“growing up” were met with a hostile silence.

A Failure to Launch
Conrad seemed straight out of one of my favorite 
movies, “Failure to Launch,” which interestingly he had 
seen but disliked. The movie popularized a condition 
called Adult Entitled Dependence (AED), characterized 
by the extreme dependence of grown children on their 
family and by levels of dysfunction, despite the apparent 
capacity to function. In my experience, AED tends to 
be more prevalent in families that include a child with 
a disability, such as hearing loss, due to the additional 
childrearing challenges it imposes.

I would enjoy meeting individually with Conrad, for 
I also enjoyed spicy foods and knew that my favorite 
chili pepper, jalapeño, was between 2,500 and 5,000 
Scoville units. Perhaps we would even exchange recipes! 
However, my anticipated enjoyment notwithstanding, 
individual therapy would likely not be helpful. 

Adult Entitled Dependence is a chronic condition 
involving at least one parent who accommodates the 
pattern of dependence; who serves to reinforce the 
AED by providing age-inappropriate supports. Hence, 
the proper course would be to work primarily with 
Fred and Wilma. I told Conrad that I would be happy 
to occasionally meet with him so he wouldn’t need to 
interrupt his daytime sleep. We both laughed at my 
inadvertent sarcasm. More than likely, it came from my 
own “survivor” status of having raised two children who 
ultimately managed to become independent adults. 

Alongside their obvious love and concern for 
Conrad, Fred and Wilma’s isolation and desperation 
were palpable. They had suffered through more than 
two decades of alternating intense head-to-head 
conflict and begging him to behave. In psychological 
vernacular, Conrad and his parents engaged in two types 
of escalation: 1) Symmetrical escalation—when hostility 
begets hostility, the more hostile the child, the more 
hostile the parent; and 2) Complementary escalation—
the more demanding the child, the more submissive the 
parents, the more they give in and make hollow threats. 

The impact of this double escalation included 
Conrad becoming progressively more power-sure while 
his parents grew more helpless. Moreover, the parent/
child interaction decayed to the point that all that was 
left of the relationship was seething tension. 

I could easily have spent several sessions with Fred 
and Wilma excavating their seemingly endless cycle 
of talking themselves hoarse in their loving attempts 
to beg Conrad to grow up, only to inevitably regress 
to threatening, blaming, entreating, explaining, and 
apologizing to him. At one point, Fred had separated 
from Wilma for an extended period of time, which 
served to increase Conrad’s power and to further isolate 
Wilma. However, my providing them with emotional 
support, ideas on how to help Conrad, hearing loss and 
other resources, while necessary, would not be nearly 
sufficient. 

Nonviolent Resistance
Enter a family therapy approach called Nonviolent 
Resistance (NVR). Nonviolent Resistance offers 
parents a means to shift away from helplessness toward 
accomplishing achievable parenting goals without the 
collaboration of their offspring. 

NVR includes parents holding “sit-ins” where they 
deliver a formal announcement to the child that declares 
their commitment to resist his or her unacceptable 
behaviors, to share details of their struggle with a hand-
picked set of supporters, and to withhold luxuries that 
served to enable the child’s AED. In a different context, 
NVR was made famous by leaders such as Mahatma 
Gandhi and Martin Luther King, Jr.

After several sessions of coaching Fred and Wilma 
for their sit-in with Conrad, they took the plunge. One 
night, they entered his bedroom and informed him that 
they would wait for his proposal for how he would grow 
up. Conrad quickly became belligerent and tried to expel 
them from the room. When they refused to budge or to 
fight back, he began screaming and hurled his books and 
clothes to the floor (occasionally throwing one in the 
direction of Wilma, but without really aiming at her).

Within minutes the room was a total mess. His 
parents simply remained silent. Then he alternated 
between hurling offensive epithets and screaming 
disconsolately for the rest of the hour. After an hour, 

Adult Entitled Dependence tends to be more prevalent in families  
that include a child with a disability, such as hearing loss, due to the  

additional childrearing challenges it imposes.
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they got up to leave and said they had reached no 
solution. Conrad met this declaration with a slew of 
obscenities and declared that they would never defeat 
him. But they remained calm and did not respond. He 
went on crying for two hours, sometimes kicking the 
door of his room. 

The next morning, Wilma offered him help in 
cleaning up the mess. Initially Conrad refused to 
cooperate, but as she started to rearrange his things, he 
joined in, first by telling her where the things belonged 
and then by actually helping her.

Isolation Is to Parents as Kryptonite Is to 
Superman
I asked Fred and Wilma to create a list of potential 
supporters who they felt might be willing to help. They 
explained the situation to their new network and each 
person offered their support. A couple of them even 
emailed Conrad with advice. Most importantly, Fred and 

Wilma were no longer 
isolated.

Still no movement 
from Conrad. At my 
direction, Fred and 
Wilma disconnected the 
internet, but Conrad 
reconnected it at night. 
His parents didn’t 
respond with anger, 
saying instead they 
were sorry his sleep was 
interrupted. However, 

they then removed the computer and modem from the 
home. They also told Conrad they were renting him a 
room elsewhere and that he must leave the house within 
a week. 

During this period, Conrad made an individual 
appointment with me to criticize my “irresponsible 
therapeutic approach.” “No one hires hearing impaired 
people,” he yelled. He wasn’t depressed, just angry. “My 
parents deserve being stuck with me,” he screamed. 
I apologized profusely and assured him I’ll get more 
training ASAP. 

My private interpretation was that he indicted his 
parents for what he perceived as bad childrearing and had 
sentenced them to be held hostage. But he wasn’t ready 
to hear that interpretation.

Before Conrad left my office, I handed him a note 
that I had received:

Dear Dr. Harvey,

I heard that you are doing workshops for parents on how 
to help their adult children grow up. In this case, I am 
the ‘child,’ not the parent. Because I was so angry at 
my parents, I’ve felt entitled for decades and have been 
living with them. I am now 57 and realize just how 
much of a mistake—a terrible mistake—that kind of 
thinking has been. I am my age, but I want out. But as 
you say, I am stuck and I don’t know how to get out. I’ve 
been looking for work but am convinced people aren’t 
hiring me because of my age and a bad credit history. I 
don’t know what to do.

At home, Conrad had retreated to his room for 
several days, coming out only to grab some food. But 
then he left the house to live temporarily with someone 
from his parent’s support network. He was sure to 
maintain his dignity by screaming at his parents, “My 
problems are all your fault! You don’t understand me 
because you have perfect hearing!” They remained calm, 
agreed with him that they don’t know what it’s like to 
have a hearing loss, and wished him good luck. 

A couple months later, Conrad showed up at my 
office in a chef’s uniform. He informed me that his 
specialty was banana pancakes. He quickly added, 
however, that getting up early every morning was hard, 
especially when he was tired. I tried my best to suppress a 
smile while validating his complaint with versions of, “It 
must be hard.” I added that growing up can have more 
Scoville units than even chipotle and jalapeño combined. 
He shook his head in disgust, but he, too, appeared to 
suppress a smile. He fist-bumped me as he left to go to 
work. 

Michael A. Harvey, Ph.D., A.B.P.P., is 
a diplomate in clinical psychology with 
a private practice in Framingham, 
Massachusetts. Dr. Harvey is also a faculty 
consultant at Salus University in Elkins, 
Pennsylvania. His most recent books are “The 

Odyssey of Hearing Loss: Tales of Triumph” and “Listen 
with the Heart: Relationships and Hearing Loss,” both 
published by Dawnsign Press. Dr. Harvey welcomes your 
feedback at mharvey2000@comcast.net.

Fred and Wilma 
remained calm, 
agreed with him 
that they don’t 
know what it’s like 
to have a hearing 
loss, and wished 
him good luck.
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Hospital Teams Send an Important Message
B Y  R O N N I E  A D L E R 

A
t every Walk4Hearing event we see teams formed 
by companies, families, alliances, local audiologists, 
and several others. One of those “others” are 
teams formed by hospitals. And I find it really 

amazing (and gratifying!) on Walk day to see the 
incredible number of walkers many hospitals show up 
with on their team. 

Hospital teams typically consist of people representing 
the otolaryngology and audiology departments, along with 
their families and friends. They bring the whole crowd with 
them! These big facilities believe in our mission and the 
importance of taking care of your hearing health. By taking 
part in a Walk they are giving back to the community, 
showing they care, and sending the message that we are all 
in this together.

Two hospital teams that really come out in full force are 
from the Columbia University Medical Center (CUMC) 
and the Children’s Hospital of Philadelphia (CHOP).

This is the second year for CUMC, who will be taking 
part in the New York City Walk4Hearing on September 23. 
This year we are honored to have Dr. Larry Lustig, profes-
sor and chair, Department of Otolaryngology—Head and 
Neck Surgery, as the Honorary Business Chair for the Walk. 

“Team CHOP” has been supporting the Pennsylvania 
Walk4Hearing since 2009. Not only do they come back 
every year to walk side-by-side with us, but they make a full 
and fun day of it, with games, giveaways and snacks for the 
kiddies! Why not come out and join them on October 21?

But don’t take our word for it, read on as these two 
incredible Walk4Hearing supporters tell their own stories.

The CUMC Team 
The Columbia University Department of 
Otolaryngology—Head & Neck Surgery is honored to 
be able to share our story for this issue of Hearing Life. 

We would like to thank HLAA for their tireless 
efforts in raising awareness about hearing loss and 
communication access. The CUMC team very much 
enjoyed our first ever New York City Walk4Hearing in 
2017. It was a wonderful opportunity to foster team 
spirit and camaraderie, while getting exercise for a 
wonderful cause! Dr. Larry Lustig in particular enjoyed 
his role as the Honorary Business Chair for the Walk. 

The department is committed to the treatment of 
hearing disorders of all types, and this was a fantastic 
opportunity to get together with patients, fellow 
clinicians, hearing health care providers, and anyone 
else willing to “walk for hearing.” The day was truly a 
tremendous success. 

Columbia University Medical Center (CUMC) 
has a long history of pioneering medical education, 
research, patient care, and community service. In 1928, 
CUMC opened on 168th Street in Washington Heights, 
becoming the world’s first academic medical center. Since 
then, CUMC has been at the vanguard of medicine, 

Dr. Larry Lustig from CUMC, Honorary Business Chair of the 2017 
and 2018 New York City Walk4Hearing.

The CUMC team at the 2017 New York City Walk4Hearing.
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being the first institution in America 
to confer the Doctor of Medicine 
degree and now leading the modern 
era of genomics and evidence-based 
care. 

The Department of 
Otolaryngology—Head & Neck 
Surgery has its own rich history. Just 
to highlight a few events and figures:

n	 The New York Otologic Society 
was established in 1892 and is 
still active today. One of the 
founding physicians was Dr. Gurdon Buck, a surgeon 
at CUMC. Surgeons meet to discuss complex cases 
involving the ear. 

n	 Dr. Edmund Prince Fowler (Columbia Class of 
1933), inventor of the modern clinical audiometer, 
drew important observations on the behavior of 
the injured ear and developed the alternate binaural 
loudness balance test, which allowed the measurement 
of altered auditory perception. Dr. Fowler also 
founded the first hearing center in the United States. 

n	 Dr. John Conley, Clinical Professor of 
Otolaryngology at CUMC, is considered the father 
of head and neck surgery. Dr. Conley developed 
operations for improving speech after patients lost 
their voice boxes and reconstruction of the jawbone 
after extensive head and neck surgery using skin and 
muscle. 

Today, our reputation is known worldwide, and 
patients come from around the world. But our success 
stems from more than the great expertise of our faculty; 
it is the dedication and teamwork that our entire staff 
brings to patient care that makes us stand apart. 

These are exciting times for the Columbia 
Department of Otolaryngology—Head & Neck Surgery. 
Our capacity for patient care continues to expand, and as 
we grow we will continue to emphasize the three pillars 
of our mission: outstanding clinical service, excellent 
education, and groundbreaking research.

We look forward to the 2018 Walk4Hearing!
Dr. Lawrence Lustig, professor and chair, Department of 
Otolaryngology—Head & Neck Surgery

Ana H. Kim, Director of Cochlear Implant Program

Megan Kuhlmey, Director of Cochlear Implant & 
Pediatric Audiology

Team CHOP
The Center for Childhood 
Communication (CCC) at the 
Children’s Hospital of Philadelphia 
(CHOP) is continually active in a 
variety of community events. One 
annual event that we especially 
look forward to is the Pennsylvania 
Walk4Hearing. Every year since 
2009, our staff audiologists, speech-
language pathologists and family 
wellness counselors have gathered 

along with our patients—as well as family members and 
friends—to participate in the Walk as “Team CHOP.” 

The Walk4Hearing lets our team enjoy a walk together 
and helps us build community beyond the CCC’s walls. It 
gives our patients and their families an opportunity to make 
connections with other families who have similar experiences. 
The mutual support that grows out of relationships based on 
shared experience is essential for healthy development over 
a lifetime. The Walk provides networking opportunities for 
our staff as well; it allows us to communicate face-to-face 
with other community members who provide support to our 
patients, such as members of our patients’ early intervention 
or educational teams. The Walk is a unique way to build part-
nerships with families and providers alike.

In addition to walking, the day is full of many other 
fun activities. We provide our team members with a t-shirt 
and a variety of giveaway items. We set up games, bubble 
machines, and a photo booth. Of course, we also have a few 
kid-friendly snacks on hand to keep the energy going.

The Walk4Hearing’s fundraising efforts are a 
tremendous support to the Center for Childhood 
Communication. Team CHOP receives a portion of 
fundraising proceeds each year, which we utilize to fund 
the CCC’s loaner hearing aid bank. This loaner bank 
enables us to provide hearing aids and other types of 
amplification systems and assistive listening devices to 
children with newly-diagnosed hearing loss and children 
whose personal systems are out for repair. This limits the 
amount of time that our patients are without access to 
sound. It is an important part of supporting childhood 
communication. 

Team CHOP looks forward to joining HLAA at the 
2018 Pennsylvania Walk4Hearing!

Susan Von Dollen, Au.D., Department of Audiology

Team CHOP makes the Walk a day 
full of fun for all ages!
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Take Charge and Take Part!
B Y  A N N  R A N C O U RT 

J
oin thousands of walkers and hundreds of teams at 
one of the 12 upcoming fall Walk4Hearing events! 
When you register, know that you are supporting 
an amazing cause. Walk day is an unforgettable 

experience where you can find support, learn, share, and 
have some fun. 

At every Walk, children with hearing loss see there 
are others like themselves. Parents come to share their 
stories, and people of all ages and all stages of their 
hearing journey band together for a united mission. 
Whether you are someone with a hearing loss, or are 
walking in support of a loved one, the Walk4Hearing 
is open to everyone. You can form new friendships or 
rejoin a familiar group; it’s a day when you know you 
are not alone.

Fall Walk4Hearing Locations
New York City—September 23
Buffalo—September 30
Chicago—September 30
Houston—October 6
Kentucky—October 13
New Jersey—October 14
North Carolina—October 14
San Diego—October 14
Washington, D.C.—October 20
Pennsylvania—October 21
New England—October 28
Arizona—November 3

As excited as we are for our fall Walks, we also know 
2019 isn’t too far away. Next spring we plan to have 
Walks in six cities. More information on each Walk and 
registration for walkers and teams will be coming soon.

Spring 2019 Walk4Hearing Locations 
Milwaukee—May 11
SE Michigan—May 18
Long Beach—June 8
Colorado—June 9
Connecticut—TBD
Westchester/Rockland—TBD

Take Charge of Your Health! 
This year, our call to action is “Get Your Hearing 
Screened!” Untreated hearing loss affects overall health 
in negative ways—falls, isolation, anxiety, and depression. 
Now, there is even a link between untreated hearing loss 
and cognitive decline. 

Don’t put off taking charge of your hearing health, 
anyone at any age can experience a hearing loss. Hearing 
screenings can detect hearing loss and can be performed 
by a hearing health care professional, doctors, and some 
community organizations, such as the Lions Club. If a 
hearing loss is detected, a complete hearing evaluation by 
an audiologist or otolaryngologist is needed and will put 
you on the right track to better hearing health! 

Thanks to the efforts of CVS Health at our Long 
Beach Walk, and Michigan Audiology Coalition and 
Central Michigan University at the SE Michigan Walk, 
more than 70 walkers were screened for hearing loss. 
A huge thank you to our walkers and screeners for 
participating in a vital part of preventive care for  
hearing health.

Let us know that you, or someone you care about, 
is taking charge and having a hearing screening by 
tweeting #screenURhearing! Hearing screenings will 
be available at some of the fall Walks, so get registered 
and get screened! 
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Welcome CaptionCall—New Walk4Hearing 
Capital Sponsor
We would like to recognize 
and thank CaptionCall, 
our new Walk4Hearing 
Capital Level national 
sponsor. CaptionCall is helping the Walk4Hearing reach 
our goal of expanding to more cities throughout the 
nation. 

CaptionCall is pleased to be the new Capital 
Sponsor of the HLAA Walk4Hearing. We 
are committed to providing support for 
this wonderful organization to further the 
goal of raising hearing loss awareness. We 
agree that this is a great way to encourage 
individuals to take action to better manage 
their own hearing. The Walks are always 
such a fun event in the community and we’re 
looking forward to participating. We’re 
excited to get our employees involved 
and to promote this worthy cause. HLAA 
provides a vital service for people with 
hearing loss and CaptionCall is always proud 
to partner with them to make a difference.

—Bruce Peterson, vice president of  
marketing, CaptionCall

With the support of businesses such as CaptionCall, 
the Walk4Hearing has the potential to reach more 
people, and have a greater impact on the Walk cities and 
surrounding communities. 

Ann Rancourt is the HLAA national 
Walk4Hearing manager. She can be reached 
at arancourt@hearingloss.org. 

To Our 2018 National Sponsors— 
Thank You!
Walk4Hearing sponsors are integral to the 
success of the program. Their involvement 
typically consists of much more than 
financial support. Many companies form 
their own teams who take part in the Walk 
and also have volunteers show up to assist 
with many Walk logistics. Along with local 
sponsors, several organizations support the 
Walk4Hearing on a national level. HLAA 
would like to recognize and thank the 
following companies that have stepped up as 
the 2018 Walk4Hearing 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

Join thousands of walkers and hundreds of teams 
at one of the 12 upcoming fall Walk4Hearing 
events! When you register, know that you have 
joined others to support an amazing cause. 
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WHAT’S 
UNDER THE 

HOOD?
Hearing Aid and Cochlear Implant 

Features in 2018

B Y  B R A D  I N G R A O

M
y first column for this magazine back in 2011 
was a review of hearing aid features across 
several price points. Many things have changed 
in the last seven years, so I thought an update 

was in order. In this issue, we’ll look not only at hearing 
aid features, but also those in cochlear implants (CIs), 
osseointegrated (bone anchored) hearing devices, and 
assistive listening devices (ALDs). Because many of these 
technologies are available across various product types, 
I’ll discuss the technology then let you know which 
products include them.

Comfort
One of the most misunderstood aspects of hearing loss 
is the concept of recruitment. Most people think it 
means only that very loud sounds are uncomfortable. 
In reality, recruitment is the abnormally rapid rise in 
loudness perception at all volume levels above threshold. 
For most people, this phenomenon is fairly predictable, 
but in some cases, such as in a very steep “ski slope” 
hearing loss, the level of recruitment is greater than 
would be expected on the audiogram. In addition, 
certain concomitant conditions like post-traumatic stress 
disorder (PTSD) and traumatic brain injury (TBI) can 

even make sounds that are just barely loud enough to 
hear very uncomfortable.

All hearing aids and cochlear implants have a setting that 
controls the maximum output of the device. Ideally, when 
fitted, the maximum uncomfortable loudness level (UCL) 
is measured and set accordingly. If your hearing loss is very 
steeply sloping, you might need to ask for a frequency-
specific UCL measurement. This test is very similar to the 
threshold audiogram, but rather than signaling when you 
hear a tone you wait until it’s almost painful. I often use a 
scale of 1-5, with 1 being barely audible (threshold); 3 the 
ideal level for a conversation (also called most comfortable 
level, or MCL); and 5 being painful. A frequency-specific 
UCL should be between 4.5-4.75. These data points can be 
entered into the real-ear measurement system to ensure the 
maximum level doesn’t exceed the UCL when being fitted 
with the hearing aid or CI.

For some folks, loud, sudden sounds are even 
more challenging than just overall loudness. Several 
manufacturers of hearing aids and one cochlear 
implant manufacturer have very fast-acting frequency 
compression that suppresses these sounds (e.g., slamming 
doors, screeching tires, wailing kids, or barking dogs). If 
sounds on the upper end of your hearing volume range 
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really bother you, ask your hearing care professional 
about some of these options.

Clarity
Whenever I see a patient for a follow-up, re-evaluation or 
new hearing aids, I always ask what they would change 
about their current hearing aids if they could. At least 80 
percent of them say, “I hear okay, I just don’t understand 
the words.” The technical term for this is phonemic 
regression, and it is caused by a combination of a loss of 
fine-pitch tuning by the outer hair cells and distortion 
caused by loss of inner hair cells. 

Many years ago, a team of researchers at the 
Massachusetts Eye and Ear Infirmary, led by Harold 
Schuknecht, compiled carefully measured audiograms 
and word recognition tests on people who, after death, 
donated their temporal bones to the study. The team 
carefully prepared and sliced the cochleae of the donors 
and were actually able to count the surviving inner hair 
cells using electron microscopy. They found that if the 
donor had hearing thresholds worse than 60 dB and 
poor word recognition (less than about 60 percent), they 
also had very few surviving inner hair cells. The worse 
the word recognition and thresholds, the fewer hair cells 
in that area of the cochlea. 

This understanding of the way the cochlea 
degrades led to the development of a technology 
called frequency lowering. This takes several forms, 
from simple transposition (first introduced by AVR 
Sonovation in the late 80s) to very complex non-linear 
frequency compression, which is offered by several 
hearing aid manufacturers. All of the “Big 6” hearing 
aid companies—GN ReSound, Siemens (now Sivantos), 
Phonak (Sonova), Starkey, Widex, and Oticon (William 
Demant Holding)—offer frequency lowering of one type 
or another in at least one of their models.

In June 2018 I collected aided word recognition 
data from 20 of my regular patients with and without 
frequency lowering. The average improvement in word 
understanding was 18 percent. with a range of 8-48 
percent. While this is not a magic bullet, it’s certainly 
worth asking about, particularly if your hearing is worse 
than 60 dB at frequencies higher than 3,000 Hz and 
your word recognition (speech discrimination) score is 
less than 60 percent.

Noise Reduction
In 27 years of clinical audiology, I’ve yet to hear a patient 
say, “I hear my best when I’m in a crowded restaurant.” 
Background noise has a detrimental effect on the ability 
of everyone’s ability to hear speech. People with hearing 
loss are more adversely affected than those who don’t 
have hearing loss.

Way back in 1982, Dirks, Morgan and Dubno 
measured the ability of people with different levels of 
hearing loss to repeat words with differing amounts of 
competing noise. The closer the noise level was to the 
speech (poorer signal-to-noise ratio), the worse people 
understood. The figure to the above left shows how 
much worse the folks with hearing loss fared. Notice 
how even when the speech is 24 dB louder than the 
noise, the group with hearing loss never quite reaches 
the performance level of those without hearing loss. 

Noise reduction in modern hearing aids and cochlear 
implant processors is a combination of programmatic 
noise reduction and directional microphones. Many 
people think of those fancy headphones many air 
travelers wear when they think of noise reduction. 
These devices, and the noise reduction in hearing 
technology, is very good at reducing steady-state noise 
such as fans, air conditioners or road noise. They are less 
effective with modulated noise such as music or speech. 
Directional microphones are a more effective way to 
minimize the negative effects of modulated noise on 
speech understanding. 

In the old days, directional microphones were 
very specific in focus and usually activated by a 
physical switch on the hearing aid. Current directional 
microphones are controlled by onboard wireless 
networks that modify the sensitivity of four microphones 
to attempt to “steer” them toward either the loudest 
speech signal or the one in front of the user. They also 
have the ability to be manually triggered and remain 
in a fixed position based on the needs of the user or 
condition. No matter how sophisticated the microphone 
system is, there is only a finite amount of noise 
reduction attainable with ear-level microphones. 

Percent of words correct vs. signal-to-noise ratio for those 
who are hearing and those with hearing loss.
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If you need more signal-to-noise ratio improvement, 
a remote microphone might be a possible solution. 
These are available in simple fixed hardwired versions 
that plug into an ALD such as Williams Sound, LLC’s 
Pocketalker, or sophisticated wireless devices like 
Phonak’s Roger Pen and the ReSound MultiMic (also 
sold as the Cochlear MiniMic 2+) that use multiple 
microphones, gyroscopes and software to dynamically 
adjust the width of the pickup “beam” based on position 
and ambient noise levels. 

Other hearing aid manufacturers have simpler 
Bluetooth and 2.4 GHz remote microphones that 
could be helpful in certain situations. New this year are 
partnerships between hearing aid companies (Siemens 
and Oticon) and microphone manufacturers outside 
the hearing aid industry. I’ll keep an eye on this as it 
will be very interesting if companies that really excel in 
microphone technology begin to enter the hearing loss 
arena.

On the non-technical side of things, cochlear implant 
companies continue to develop and distribute very 
effective and user-friendly aural rehabilitation (listening 
training) materials. This aspect of hearing improvement 
is often overshadowed by the blinking lights and shiny 
surfaces of the gadgets we use, but it’s very important. 
I’ll be discussing this topic more in depth in a future 
article.

Connectivity
For people with hearing loss, staying connected has 
always been a challenge. Fortunately, technology is 
there to help. Before we dive into some of the cool tech 
out there, let’s quickly review the science behind why 
connectivity helps. 

Sound is the vibration of air particles in space. As 
the amount of energy increases, the vibrations set 
neighboring particles in motion and the sound energy 
travels across space in a “wave.” We can describe moving 
energy by the amplitude (how much), the frequency 
(how fast) and the method of transmission. Naturally 
occurring sound travels acoustically, or through the air. 
If we want to manipulate the energy in a hearing aid, 
we need to convert, or transduce, the sound into an 
electrical format. This happens when a microphone picks 
up a sound. After we amplify, compress, and otherwise 
manipulate the sound to accommodate for your hearing 
loss, it is transduced back to an acoustic signal by the 
hearing aid wearer when they speak. Each time we 
transduce energy, we have the potential to introduce 
distortion. The one thing people don’t need is more 
distortion in their ears. 

Connectivity offers the opportunity to move sound 
around without unnecessary transduction. The oldest 
and most straightforward way to do this is through direct 
audio input, which, sadly, is harder to find these days. 
Back in the old days, you could plug your TV, radio, 
or other sound source directly into almost any hearing 
aid via a “boot” on the bottom. Most cochlear implant 
processors had these until recently, but fortunately many 
devices with streaming capability like the MultiMic 
(mentioned earlier) and the Phonak ComPilot offer a 
direct audio input option. Through partnerships, the 
MultiMic also works with Cochlear’s speech processors 
(Nucleus and Kanso) and the Cochlear BAHA 5. The 
ComPilot (version 1) works with the Advanced Bionics 
Naída Q70 and Q90 speech processors.

Hearing aids are beginning to focus more on 
direct wireless connectivity, and at this point all the 
major manufacturers offer either a proprietary wireless 
connection (900 MHz, 2.4 GHz) or Bluetooth Low 
Energy (LE) connectivity. There is a movement within 
the industry to settle in on either 2.4 GHz or MFi 
(Made for iOS) so hopefully the number of people who 
can benefit from this feature will increase and wireless 
connectivity will be less of a “premium” feature. As 
with the microphones, this may also encourage different 
input device developers to enter the hearing loss 
technology space, or conversely, allow those who wear 
hearing aids and implanted devices to take advantage 
of the technology available in consumer electronics and 
telecommunications. 

Dr. Ingrao has been involved with HLAA for 
more than 20 years and is known as an early 
adopter of technologies, a computer geek and 
an author and lecturer who makes complex 
topics understandable. He’s been around 
hearing loss his entire life and has several 

family members with hearing loss. 

This series of articles by Brad Ingrao, Au.D., aka “Doc 
Otoblock,” is designed to address technical questions about 
hearing technology, hearing science and strategies to better 
communicate with hearing loss in non-technical terms that 
are accessible to everyone. It is presented as a donation to 
HLAA by the author in memory of his Uncle Angelo, a 
professional musician who found a second career in hearing 
care after a near-total hearing loss, and his father Joe, the 
mild-mannered pharmacist who supported his brother’s 
career transformation. Dr. Ingrao credits both for teaching 
him the value of patient-centered care and listening to 
customers before acting.
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Let’s Reminisce a Little 
B Y  N I A Z  S I A S I

W
e were so glad to host this year’s Convention at 
the Hyatt Regency in Minneapolis, Minnesota! 
People from all over reunited in a communication 
accessible environment, learned about the latest 

technology, attended educational workshops and sessions, 
and got to connect with other people with hearing loss.

On behalf of HLAA, I want to thank our 
sponsors, exhibitors, presenters, tech support, 

volunteers, CART captioners and attendees. We hope 
you enjoyed the Convention as much as we did and 
we hope we will see you again in Rochester, New 
York June 20–23, 2019. 

Now let’s reminisce about our time at the 
HLAA2018 Convention with a few photos! Be sure 
to check out more photos in the Convention Archives 
at hearingloss.org/content/convention-archives.

HLAA2018 
convention

The HLAA2018 Convention was the most hearing-accessible event for people with hearing loss. Captions were displayed on the same screen 
as a presenter’s PowerPoint using a technology called 1Fuzion by 1CapApp. This allowed attendees to view realtime captions on their mobile 
devices in several different languages. Thank you, 1CapApp!

HLAA Executive Director Barbara Kelley presented David Andrews 
(left) and Kyle Wright, of the Shubert Organization, with the HLAA 
National Access Award for opening the doors to all live theater 
on Broadway through the adoption of innovative closed-caption 
technology. 

We were honored to have Gary Shapiro, president and CEO of 
Consumer Technology Association (CTA), present the keynote 
speech, Tech Innovations for All. Gary’s presentation of the future 
of technology for everyone, including those with hearing loss was 
informative and captivating!
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HLAA2018 
convention

Prepare Yourself for a Big Dose 
of Inspiration at the HLAA2019 
Convention
Rebecca Alexander, 
our keynote speaker 
for the HLAA2019 
Convention, is an 
author, disability 
rights advocate, 
psychotherapist, group 
fitness instructor, and extreme athlete. 

Born with a rare genetic disorder 
called Usher syndrome type III, 
Rebecca has been simultaneously 
losing both her sight and hearing 
since she was a teenager. She was told 
that by age 30 she’d be completely 
blind. Then, at 19, one year after a fall 
from a second-story window left her 
athletic body completely shattered, 
she discovered she would lose 
her hearing as well. Despite these 
difficulties, Rebecca refused to lose 
her drive and zest for life and rose 
above and beyond every challenge 
she has faced. 

We are so excited to have Rebecca 
share her story!

You bet your sweet bippy that HLAA2018 attendees had a great time at the Laugh-In themed Get Acquainted Party, sponsored by 
CaptionCall. Let’s just say everyone came dressed to impress! 

Andrew J. Oxenham, Ph.D. (photo on right), moderated the Research Symposium, 
Listening in Noise. He, along with the panelists, presented their research on the 
topic in a way that was understandable and useful to the audience. 

HLAA director of public policy, Lise Hamlin (left), and HLAA Board Chair 
Don Doherty presented the HLAA Marcia Dugan Advocacy Award to Diana 
Thompson for her efforts in advocating for hearing access and ensuring that 
hearing loss was part of the conversation, planning and policy of many groups 
and organizations. 
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HLAA2018 
convention

Board of Trustees Member Michael Stone (not 
pictured) presented the Rocky Stone Humanitarian 
Award to Patricia Clickener, one of the first volunteers 
to help founder Rocky Stone, among others, who 
were trying to get Self Help for Hard of Hearing 
People (SHHH) started. Patricia was unable to attend, 
so she sent us a video accepting the award. 

HLAA Executive Director Barbara 
Kelley presented James Bress, 
founder of AST Technology 
Labs, Inc., the National Access 
Award for his contributions to 
communication access for those 
with hearing loss.

The Metro Milwaukee Chapter was delighted 
to receive the HLAA Outstanding Chapter on a 
Mission Award. 

Donald Groff (right), of the Pennsylvania State 
Office, was presented the State Newsletter Award 
by HLAA director of marketing and communications 
and editor-in-chief of Hearing Life, Dave Hutcheson.

Georgia State Office Director Jeff 
Bonnell poses with the State Office 
Award, presented to the Georgia 
State Office. 

HLAA National Chapter Coordinator Erin Mirante 
(left) presented the Up & Coming Chapter Award 
to the Orrville-Wooster Chapter (Ohio). Deborah 
Schaaf accepted the award on the chapter’s behalf. 

Walkers gather for the Walk4Hearing down 
Nicollet Mall toward the famous Stone Arch 
Bridge.

We had a wonderful time seeing "West 
Side Story" at the Guthrie Theater on 
Saturday! The theater was looped (Thanks 
to Contacta!), the show was captioned 
and interpreters were available. 

Singer, songwriter and motivational 
speaker Mandy Harvey delighted the 
audience during our Friday evening 
concert, An Evening with Mandy Harvey. 
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resolved in a short timeframe will benefit from bone 
conduction technology, including surgical and non-
surgical options. A common non-surgical treatment is 
an audio processor connected to a softband. However, 
from comfort to cosmetics, the softband option has a 
number of drawbacks that hinder its use in adults and 
children and limits daily wear time. Reduced compliance 
is a particular concern for children when access to 
hearing is critical for language acquisition, cognitive 
development and academic performance. The daily 
frustrations encountered could result in pressure to 

opt for a bone conduction implant to leave 
behind the challenges of softband bone 

conduction systems. 

ADHEAR: Stick. Click. Hear. 
The FDA recently granted 
MED-EL USA clearance for the 
ADHEAR System, a novel non-
surgical bone conduction system 
for people with conductive hearing 
loss or SSD. ADHEAR is a truly 

revolutionary bone conduction 
technology. For the first time, children 

and adults can enjoy wearing a bone 
conduction hearing system because it does 

not apply pressure to the skin and is comfortable 
to wear all day. 

ADHEAR is easy to use. A patented adhesive adapter 
is placed onto the skin behind the ear and is worn for 
three to seven days at a time. The lightweight audio 
processor is simply clicked on and off the adapter each 
day. The audio processor picks up sound waves, converts 
them into vibrations and transmits them through the skin 
and to the bone via the adhesive adapter. The bone then 
transfers the vibrations through the skull to the inner ear 
where they are processed as sound. Bone conduction uses 
the bones of the skull to transmit sound waves directly to 
the inner ear. Until now, non-surgical bone conduction 

ADHEAR: A New Treatment for  
Conductive Hearing Loss 
B Y  A M A N D A  T.  O ’ D O N N E L L

S
ince the announcement of the Food and Drug 
Administration (FDA) clearance of the new 
ADHEAR System by MED-EL, we have received 
significant interest from clinicians, candidates and 

caregivers, all excited to learn about this new option that 
redefines non-surgical bone conduction technology. 

Conductive hearing loss occurs when there is a 
problem that prevents sound waves from travelling 
properly through the outer ear, tympanic membrane 
(eardrum) or middle ear to the oval window, which is 
the entrance to the inner ear. It is the result of problems 
with the ear canal, eardrum, or middle ear 
and the smallest bones in the human 
body—the malleus, incus, and stapes. 
Causes of conductive hearing loss 
include congenital absence of the 
ear canal or failure of the ear 
canal to be open at birth, and 
congenital absence, malformation, 
or dysfunction of the middle ear 
structures. Common causes of 
conductive hearing loss include 
infection, tumors, middle ear fluid 
from infection or Eustachian tube 
dysfunction, trauma (as in a skull 
fracture or dislocation of the three small 
bones in the middle ear), and otosclerosis. 

Candidates for bone conduction technologies fit 
into three major categories: those with conductive 
hearing loss; those with mixed hearing loss (which 
combines both conductive and sensorineural hearing 
loss); and some with single-sided deafness (SSD). 
In people with these types of hearing loss, a number 
of medical concerns might be present. Therefore, 
when considering any bone conduction system, it is 
important that both a comprehensive audiological and 
otologic evaluation be performed. 

Most candidates with conductive hearing loss that 
cannot be medically or surgically resolved or cannot be 

corporate partner
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devices have required pressure against the head causing 
discomfort for the user. ADHEAR comfortably stays in 
position without applying pressure to the skin while its 
discreet location behind the ear makes it cosmetically 
appealing.

You may need to ask your ENT or audiologist 
whether you are a candidate for the ADHEAR System. 
If they are unfamiliar with this new technology, rest 
assured, we are providing training for interested 
professionals around the country. Your provider can 
simply reach out to MED-EL for next steps.

MED-EL has always been at the forefront of 
innovative hearing loss technology and ADHEAR 
adds to our growing range of high-quality hearing loss 
solutions. This is an exciting advance that allows us to 
continue to live our mission of removing hearing loss as 
a barrier to communication. For more information, visit 
medel.com. 

Letter to the Editor
I thoroughly enjoyed the poems in the July/
August issue of Hearing Life [“Poetry,” page 42]. 
As usual, I read the issue cover-to-cover and 
found some profound as well as some thought-
provoking content. 

Profound:
“Beauty in the Sound of Hearing” was very 
poignant. Alyssa’s poem caused me to 
remember the sounds she listed: “The sound 
of a crying baby giving relief to a worried 
mother…a siren, indicating help is coming…the 
pages of a turning book.” 

I actually “heard” these sounds in my head 
as I remembered them when, as a very much 
younger person, I actually did hear them. Thank 
you, Alyssa!

 Of all the words Christy Gavitt wrote, “…so 
full of amazing but limited technology” near the 
end of her poem is succinct and brilliantly right 
on when compared with the capabilities of the 
human ear!

Amanda T. O'Donnell Au.D., is an 
acoustics systems manager with MED-EL 
Corporation. She joined MED-EL in 2017. 
Amanda is passionate about improving the 
care individuals with hearing and balance 
disorders receive, and has demonstrated this 

by providing evidence-based care in clinical practice, and 
education and training to clinicians and students alike. 
Amanda received her undergraduate degree from Trinity 
College Dublin, Ireland, and her doctorate in Audiology 
from the University of North Carolina at Chapel Hill. 
She is Board Certified in Audiology, holds her Certificate 
of Clinical Competence in Audiology from ASHA, and is 
licensed in the state of North Carolina.

Thought provoking:
I read words attributed to Tim Browning by Katy Kuczek 
in her article, “Adapt and Change.” The article stated, 
“He thinks there will always be a place for meetings, but 
a new generation may be more comfortable chatting 
online or through video interaction.”

That thought immediately crystallized my own 
realization that after two years of intense study, I 
believe that meetings or other get-togethers (such 
as the Walk4Hearing) provide the very best value 
HLAA membership has to offer. The thought that 
technology will supersede meetings even a little bit 
is anathema to me. As has been stated frequently in 
your magazine and elsewhere, meetings and other 
in-person gatherings afford people with hearing loss 
a place of comfort where other people really and 
truly understand what hearing loss is like. Meetings 
are thus a very, very welcome respite from the much 
faster and accelerating hectic life most of us live daily. 

Jim Kurfess 
Fort Mill, South Carolina
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When You Get 
CaptionCall… 
You get much more than a phone!
• Free Installation—A local CaptionCall 

representative will deliver your 
phone to you and install it at no 
charge.

• Free Hands-on Training—A 
CaptionCall representative will 
train you on the features of the 
CaptionCall phone and answer any 
questions you might have during 
the appointment.

• Free Ongoing Customer Support—
Contact our customer support 
team or your local CaptionCall 
representative if you ever have 
questions about the CaptionCall 
phone.

• Satisfaction Guaranteed—We 
make every effort to make your 
CaptionCall phone a wonderful 
experience. If for any reason you are 
not satisfied with CaptionCall, you 
can return your CaptionCall phone 
at no cost.

To learn more about CaptionCall visit 
captioncall.com or call 1.877.557.2227.

featured  
products

CapTel Captioned 
Telephones 
Catch every word with a CapTel captioned 
telephone, the number one choice of consumers 
and hearing care professionals. CapTel shows 
captions of every word the caller says to you over 
the phone. You can listen to the caller and read 
written captions on the CapTel display screen. 

CapTel phones feature advanced technology 
such as Bluetooth connectivity, large easy-to-
read displays, a speakerphone, and a built-in 
answering machine that shows captions of 
your messages. Only CapTel gives you several 
models to choose from, including contemporary 
touchscreen options, traditional telephone styles, 
and alternatives for people who need a larger 
display. And help is available 24/7 at the touch of 
a button. 

The CapTel captioning service is provided at 
no cost as part of a federally-funded program 
that supports telephone accessibility for people 
with hearing loss. There are no monthly fees, no 
service agreements, and your monthly phone bill 
doesn’t change.

Individuals with hearing loss may qualify for a 
no-cost CapTel phone based on certification from 
their hearing health professional. Learn more at 
captel.com.

CapTel phones are made in America with 
worldwide components.

Mention of goods or services in articles or advertisements does not constitute Hearing Loss Association of America 
endorsement, nor should exclusion suggest disapproval.



Want to learn more about CaptionCall?
Sign up today at www.captioncall.com  
or 1-877-557-2227
Use promo code MN1140.

You deserve the  
red-carpet treatment.
CaptionCall offers our legendary red-carpet service for all customers including:

• Free delivery 

• Free installation

• Free in-home training

• Free ongoing support

Our skilled, friendly employees are committed to rolling out the red-carpet for you.

THE GOLD STANDARD
in Captioned Telephone Service! 
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JourneyToBetterHearing.com

Struggling with simple conversations  
and social situations? 

YOUR HEARING AIDS 
MAY NOT BE ENOUGH.
MED-EL offers the most advanced portfolio  
of hearing solutions to help thousands of  
people like you hear again.

We can help you take the next step. 

Superior performance Most reliable system Most natural hearing

VISIT  

JourneyToBetterHearing.com 

FOR YOUR FREE WELCOME KIT!

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