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FEDERAL LAW PROHIBITS ANYONE BUT REGISTERED USERS WITH HEARING LOSS FROM USING INTERNET PROTOCOL (IP) CAPTIONED TELEPHONES WITH THE CAPTIONS TURNED ON. IP Captioned Telephone Service may use a live operator. The operator generates 
captions of what the other party to the call says. These captions are then sent to your phone. There is a cost for each minute of captions generated, paid from a federally administered fund. To learn more, visit fcc.gov. Voice and data plans may be required when 
using Hamilton CapTel on a smartphone or tablet. Hamilton CapTel may be used to make 911 calls, but may not function the same as traditional 911 services. For more information about the bene�ts and limitations of Hamilton CapTel and Emergency 911 
calling, visit HamiltonCapTel.com/911. Courtesy of Cisco Systems, Inc. Unauthorized use not permitted. Third-party trademarks mentioned are the property of their respective owners. Third-party charges may apply: the Hamilton CapTel phone requires 
telephone service and high-speed Internet access. Wi-Fi capable. Copyright © 2020 Hamilton Relay. Hamilton is a registered trademark of Nedelco, Inc. d/b/a/ Hamilton Telecommunications. CapTel is a registered trademark of Ultratec, Inc.

When it comes to hearing on the phone, Hamilton® CapTel® makes all the di�erence.  
Reliable and accurate captions of what’s said over the phone ensures clarity on every  
call – eliminating the frustration even a simple phone call can make!

Explore all of the Hamilton CapTel solutions today!
HamiltonCapTel.com/HLM320

Life-changing Solutions

Hamilton® CapTel® 840i

Hamilton® CapTel® 2400i

Cisco® 8851

Hamilton® CapTel® for Web/iOS/Android™
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In recent years, our understanding of the inner ear, 
the genetics of hearing loss, and the connection of 
hearing loss to other health conditions has grown 
exponentially. At the same time, we more fully  
understand the importance of person-centered  
care and the implications of loneliness and social 
isolation on health.

On the pages of this issue, we seek to provide our 
readers with health care-related information that 
both informs and inspires.

In the words of Hippocrates, “Wherever the art of 
medicine is loved, there is also a love of humanity.”

FEDERAL LAW PROHIBITS ANYONE BUT REGISTERED USERS WITH HEARING LOSS FROM USING INTERNET PROTOCOL (IP) CAPTIONED TELEPHONES WITH THE CAPTIONS TURNED ON. IP Captioned Telephone Service may use a live operator. The operator generates 
captions of what the other party to the call says. These captions are then sent to your phone. There is a cost for each minute of captions generated, paid from a federally administered fund. To learn more, visit fcc.gov. Voice and data plans may be required when 
using Hamilton CapTel on a smartphone or tablet. Hamilton CapTel may be used to make 911 calls, but may not function the same as traditional 911 services. For more information about the bene�ts and limitations of Hamilton CapTel and Emergency 911 
calling, visit HamiltonCapTel.com/911. Courtesy of Cisco Systems, Inc. Unauthorized use not permitted. Third-party trademarks mentioned are the property of their respective owners. Third-party charges may apply: the Hamilton CapTel phone requires 
telephone service and high-speed Internet access. Wi-Fi capable. Copyright © 2020 Hamilton Relay. Hamilton is a registered trademark of Nedelco, Inc. d/b/a/ Hamilton Telecommunications. CapTel is a registered trademark of Ultratec, Inc.

When it comes to hearing on the phone, Hamilton  CapTel  makes all the di�erence.  
Reliable and accurate captions of what’s said over the phone ensures clarity on every  
call – eliminating the frustration even a simple phone call can make!

Explore all of the Hamilton CapTel solutions today!

Life-changing Solutions

 CapTel  840i

 CapTel  2400i

 8851

 CapTel  for Web/iOS/Android
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 Dry & Store has greatly improved the quality of my 

daughter‘s life. She was constantly having to get her 

hearing aids cleaned or repaired due to moisture 

damage. Thank you! Thank you! Thank you!

 –Francine, OH

For more information call 1.888.327.1299 or visit www.dryandstore.com
Mention this ad or enter code HLAA10 at online checkout to save 10% on your order!

There are lots of dryers on the 

market, but none compare to

Dry & Store.

Our family of dryers now includes 

something for every lifestyle and 

budget.

Learn more at dryandstore.com.

We can even help you fi nd a provider 

nearby.

Start enjoying better sound quality, 

dependability, and comfort today!

For more information call 1.888.327.1299 or visit www.dryandstore.com
Mention this ad or enter code 

HLAA

Members 

save 10%

Here are two great finds. Both are available on Amazon.com.

B Y  H E A R I N G  L I F E  S TA F F

How to Talk to People with Hearing Loss  
by Mary Florentine, Julia B. Florentine and Michael J. Epstein

Oftentimes, it’s small adjustments that make big differences. This book offers easy-to-apply tips 
to help people better communicate with family, friends, colleagues and community members with 
hearing loss. “If I do not hear you the first time, repeat with different words.” This advice is so 
simple, yet for many people who don’t have trouble hearing, it’s not intuitive. Don’t let yourself 
or others in your life with hearing loss drift from the conversation. Share this one widely.

Baby Loves the Five Senses: Hearing! (Baby Loves Science)  
by Ruth Spiro, with illustrations by Irene Chan

When thoughtfully selected, books are a great way for children to better understand them-
selves, others and the world around them. In this sturdy, colorfully illustrated board book, 
Ruth Spiro explains hearing with beautiful simplicity and clarity, gracefully folding in an 
easy-to-understand description of how hearing aids and cochlear implants work. It’s a book 
that belongs in every child’s library.
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a note from our 
executive director 

T here are many forces at work this year pushing hearing health to the top of 
the list. It’s what we’ve all worked decades to accomplish. I’m an optimist, 
but I really believe this is the year to ride the wave for a future of more 

good things to come.  
 
January 1, 2020 
American Girl unveiled its 2020 Girl of the Year—the Joss Kendrick doll.  
A fiercely competitive surfer and cheerleader, Joss’ debut couldn’t have come 
at a better time: Surfing will make its own debut as an Olympic sport at Tokyo 
2020, and 17-year-old surfing prodigy Caroline Marks, with whom American 
Girl has teamed up, will help make history as a member of the first-ever U.S. 
Women’s Olympic surfing team. 
 By the way, this American Girl doll happens to have hearing loss and  
wears a hearing aid in her right ear. American Girl has partnered with HLAA. 
Read more about that on page 41. 
 
March 3, 2020: World Hearing Day 
The World Health Organization (WHO) has established the World Hearing 
Forum (WHF) as a global advocacy alliance to promote action for hearing 
through multi-stakeholder engagement. WHF is intended to fill a critical gap 
and galvanize “action towards a world in which no person experiences hearing 
loss due to preventable causes and those with hearing loss can achieve their  
full potential through early identification and appropriate management of  
their condition.”
 The WHO paying attention to hearing is a very good thing. Last December, 
HLAA staff traveled to Geneva to participate in the WHF’s First Membership 
Assembly. An important focus of the forum will be to disseminate and promote  
the recommendations to come out in the “World Report on Hearing,” which 
WHO expects to launch in May. HLAA2020 will feature a presentation on the 
report, and we’ll share information in this magazine. 
 March 3 is World Hearing Day, an advocacy event to raise awareness on  
how to prevent hearing loss and promote ear and hearing care around the  
world. This year’s theme is “Hearing for Life: Don’t Let Hearing Loss Limit  
You.” HLAA is collaborating with the American Speech-Language-Hearing  
Association (ASHA) on a digital campaign to advance the WHO’s vision.  
Check out who.int/world-hearing-day. 
 Last year, we partnered with the Hearing Industries Association (HIA)  
and other organizations on the campaign “Hear Well. Stay Vital. Preserve the  
Passion”—as the WHO theme for 2019 was “Check Your Hearing!” You can  
still view these compelling public service announcements at hearingloss.org/ 
preserve-the-passion. Send them to friends and family to encourage them  
to check their hearing. We continue to work with HIA to expand this campaign.

 
 

Riding the Wave
B Y  B A R B A R A  K E L L E Y

There are  
many forces at 
work this year 

pushing hearing 
health to the top 

of the list. It’s 
what we’ve all 

worked decades 
to accomplish.

Barbara at last year’s fall NYC 
Walk4Hearing. This year, the 
Walk4Hearing celebrates 15 
years of creating awareness 
and bringing people together.

Humans are the keys to riding this wave. We benefit from 
progress in technology and medicine. But we also need  
to help push it forward by advocating for public policy, 
creating awareness and asking for what we need.
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Technology 
The Consumer Technology Association (CTA) and the 
CTA Foundation brought leaders from the disability 
community to CES 2020 in January, in Las Vegas, to 
build relationships and highlight opportunities for tech-
nology to enhance the lives of people of all ages  
and abilities. CES is the world’s gathering place for  
technology business and innovation. I was pleased to  
represent HLAA and the 48 million Americans with 
hearing loss as an accessibility leader. Having participat-
ed in the CTA Foundation’s hearing accessibility group 
for a few years, we see accessibility in general gaining 
ground—and hearing access most specifically. There’s  
a lot of attention being given to sound quality in prod-
ucts and new electronic devices entering the market—
either to help people hear or to enhance their hearing 
experience. 
 There was one session at CES themed, “humanizing 
technology.” I enjoyed it, but as much as we depend on 
technology—either to hear or to make our lives easier—
we are the humans, it is the technology. At the time of 
this writing, we’re still waiting for the Food and Drug 
Administration’s proposed rules for the new category of 
over-the-counter (OTC) hearing aids to be marketed to 
adults with mild-to-moderate hearing loss. Technology 
equals innovation, and we hope that when the OTC 
hearing aid market opens up, we’ll see innovative prod-
ucts at an affordable price for a specific group of people 
who might benefit from taking that step to hearing care. 
From what we saw at CES, there are products already 
poised for market entry. 
  
Research and Medicine 
Research is revealing potential pharmaceutical treatments 
of hearing loss, genetic treatment, and compelling infor-
mation on the link between hearing loss and cognitive 
decline. HLAA is part of a process for standards of care 
for people receiving cochlear implants and for how to 
create awareness about implants as an option for people 
who are candidates. We’ve launched a new section on 
our website on genetics and hearing loss—born out of 
HLAA2019’s Research Symposium. (See hearingloss.
org/genetics-and-hearing-loss.) And at this year’s con-
vention, the symposium will be on tinnitus. There’s a  
lot going on, and we’re very hopeful. 
 
People 
Humans are the keys to riding this wave. We benefit from 
progress in technology and medicine. But we also need 

to help push it forward by advocating for public policy, 
creating awareness and asking for what we need. Here’s 
where we all can come together to do that. 
 
 

a note from our 
executive director 

n  HLAA Walk4Hearing: It’s in its 15th year, creating 
awareness, bringing people together, and encouraging 
hearing screenings. And it’s fun! I hope you’ll find a 
Walk near you. (See page 38.)

n  HLAA2020 Convention in New Orleans: Here’s 
where people meet others with hearing loss and  
learn about the science and technology. The program 
offerings will be rich and in a hearing-accessible  
place. Learn more on page 23.

n  Public policy: Important issues that will impact you 
are taking center stage this year, and HLAA is there. 
Captioned telephone service, hearing-aid-compatible 
cellphones, Medicare expansion to include hearing 
aids, and quality TV captioning are just some of the 
public policy issues we’re working to advance.

n  Person-centered care: This concept—that the indi-
vidual should be an equal partner in their health care 
and that decisions, planning and monitoring should 
take into account the whole person, including the 
individual’s wishes, values and life circumstances— 
is gaining ground. Person-centered care is especially 
important for people with hearing loss. We need to 
make sure we get the care we need from our health 
professionals.

Barbara Kelley is executive director of HLAA. Reach  
her at bkelley@hearingloss.org. Follow her on Twitter  
@ Bkelley_HLAA.

 There’s an old joke: The optimist sees the light at 
the end of the tunnel. The pessimist sees the dark tunnel. 
The realist sees the freight train. And the train driver sees 
three idiots standing on the tracks. 
 I tend to be the optimist. I see that what HLAA  
has worked for hard and long is finally happening. Many 
factors are coming together in our favor. Our work is 
by no means done, but let’s all ride this powerful wave 
together and see where it takes us. 
 Capable, confident, energetically motivated Joss—
the American Girl doll creating awareness in places we 
never dreamed possible—just happens to have hearing 
loss. It’s a timely reminder: We all are people first. 
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thoughts from our 
board chair

B roadcast TV is about to get much, much better. 
That’s right. Broadcast TV—the free TV you 
receive via an antenna—is soon to become more 

reliable and more flexible. And in addition to a sharper 
picture and vastly improved sound for the general 

public, the new technical 
standards for TV also will 
provide some brand new, 
very desirable features that 
will benefit all of us with 
hearing loss. 
      Recently, I spoke to 
several experts to get a 
better sense of what’s 
coming and how it will 
affect our community. 
The new standard, which 
the public will know as 
NextGen TV, was developed 
by the Advanced Television 

Systems Committee (ATSC). Madeleine Noland, 
president of ATSC, told me that “accessibility needs 
were considered from day one. They were a priority 
from the beginning, not stapled onto the end [of the 
standards process].”  
 I also spoke to ATSC’s Chris Homer, who works 
directly on accessibility support in NextGen TV. He 
told me that NextGen TV represents a convergence of 
broadcast and internet technologies. What this means 
is that, among other things, video-on-demand features 
will be possible via Non-Real-Time (NRT) file delivery 
on your broadcast television—no Amazon Fire Stick 
or Apple TV box required. But there’s a lot more, 
including access to the information firehose that’s the 
internet. Also, by providing much sharper pictures with 
greatly increased contrast, NextGen TV will create 
a much more realistic image. And NextGen TV will 
deliver “immersive sound” to the home—similar to the 
surround sound available in many movie theaters—via 
an appropriately equipped sound bar or other supported 
devices, like immersive headphones. Again, this is 
broadcast TV: No cable subscription is required. 
 

NextGen TV and Hearing Accessibility
B Y  R I C H A R D  E I N H O R N 

Coming Soon 
Already, NextGen TV is being broadcast in several 
locations around the U.S. Adapter boxes for existing 
TVs, and at least 20 NextGen TV models from major 
manufacturers, like Samsung, Sony and LG, will be 
widely available later this year—probably in the fall.   
 If, like me, you have a hearing loss, you might be 
thinking, “Well, all this seems great, but will I be able 
to understand dialogue better? Will captions improve? 
Are there any other new hearing-centric features?”
 Yes, yes and yes. 
 For many people with hearing loss, one of the most 
exciting new features will be dialogue enhancement,  
aka Voice Boost. To get some insight into what will be 
possible, I spoke to my friend Oren Williams of Dolby 
Laboratories, who’s passionately involved with accessibil-
ity issues as their director of commercial partnerships and 
standards. Among other projects, Oren worked on Dolby 
AC-4, one of the new audio standards for NextGen TV. 
What he told me about the new sound options was very 
exciting. (I won’t get too technical.) 
 Currently, all the sound in a TV program—the 
dialogue, the music and the sound effects—come to you 
premixed. You can make the entire soundtrack louder or 
softer, but the relative balance between the elements can’t 
be changed. For those of us with hearing loss, this can 
create serious problems with intelligibility. If, for example, 
there’s background music during a tense confrontation 
scene in Breaking Bad, we might have serious trouble 
understanding exactly what’s being said. What we’d like  
to do is boost Walter White’s voice, turn down all the 
background sounds, and clearly hear him snarl, “Say it. 
Say. My. Name.” 
 And that’s exactly what NextGen TV’s new sound 
standards will let us do. With certain kinds of TV pro-
grams—like sports shows—it will be possible to complete-
ly isolate speech from the background and then boost its 
volume. With new TV programs, like comedies or dramas, 
we could boost the volume of speech over the background 
by as much as an additional 9 decibels—which is a very 
significant boost. Even more exciting is that you’ll be able 
to Voice Boost older shows and movies on your NextGen 
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TV set. Soon, I’ll be able to comfortably hear even the 
softest dialogue in all those great film noirs from the  
’50s that I love to binge watch. 
 
Something Altogether Different 
Make no mistake: There’s no current TV sound tech- 
nology that can come remotely close to doing this. 
Voice Boost is a significant improvement over the speech 
enhancers that you might see advertised for people with 
hearing loss. In fact, when the Pearl Group surveyed  
users during some recent field tests for NextGen TV,  
Voice Boost was mentioned as one of its most important 
features—even by people with normal hearing.  
 NextGen TV also will include improvements to 
captions. Many of these changes will take place behind 
the scenes, where currently there’s a lot of complication 
caused by different standards for broadcast and the inter-
net. What we’ll see are captions that are easier to read  
and provide more display choices. For example, one  
caption language might be displayed on our TV while 
another language is simultaneously displayed on a tablet  
or phone. It may even be possible to move the captions  
off the image onto a separate screen mounted above or 
below the TV screen. While the NextGen TV standards 
don’t directly address the improvements to transcription 
needed for more accurate captions—those standards are 
handled by an entirely different organization—NextGen 
TV will simplify the technical process of caption embed-
ding. As a result, we should have a smoother experience.  
 NextGen TV also will improve both emergency alerts 
and emergency messaging. As happens right now, during 
an emergency, both visual and aural alerts will be broad-
cast. But in addition, due to the convergence of broadcast 
and web technologies, we’ll be able to get links to web-
pages with additional information about the emergency  
on our NextGen TV. 
 And finally, Chris Homer told me that he and others 
at ATSC are working on a new accessibility feature for  
people who are Deaf called “closed signing.” Right now, 
to accommodate signing, a special version of a TV program 
has to be created to “burn” signed captioning into the 
image. This is both expensive and time-consuming. With 
NextGen TV, it will be possible for signed captions to be 

presented simply as an option to be turned on by those 
who need it. 
 As an advocate, I’m pleased with ATSC and Dolby’s 
efforts to make broadcast TV more hearing accessible. 
I’m also gratified that all the experts I spoke with urged 
the hearing health community to help them improve 
NextGen TV’s hearing accessibility features. For exam-
ple, we could insist that TV makers include easy access 
to Voice Boost via their remotes. We also could advocate 
for more friendly customization of captions and their 
placement on an image. HLAA will be looking at these, 
and many other issues, as NextGen TV gets rolled out.  
 Stay tuned!    

Special thanks to Madeleine Noland and Chris Homer of 
ATSC, Oren Williams of Dolby Laboratories, and Brian 
Markwalter, senior vice president, research and standards, 
at the Consumer Technology Association, for their patience 
in explaining to me the ins and outs of NextGen TV and 
Dolby AC-4.

Richard Einhorn is chair of the HLAA Board of Directors 
and lives in New York City. Reach him at chairperson@
hearingloss.org.

With certain kinds of TV programs— 
like sports shows—it will be possible  
to completely isolate speech from the 
background and then boost its volume.

For more information on HLAA2020, email  
Amanda Watson, meeting planner, at  

awatson@hearingloss.org. 

New Orleans 
June 18–21, 2020
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Disrupting Adversity: 
Health Care CEO Pulls 
Purpose From Pain

B Y  F A B I A  D ’ A R I E N Z O

“I am convinced that 
success should and 
must serve as a catalyst 
to help others and  
create a better, more 
equitable society where 
no one is neglected  
or forgotten.”
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“I don’t want to leave this world with 
people thinking my legacy was starting a 
business. I want them to know my legacy 
has always been to help people.”

D onato Tramuto called in for our interview from 
his iPhone—in a car in Manhattan, on his way 
from media interviews at Nasdaq to another at 

Bloomberg. It was the afternoon before he’d ring 
the Opening Bell at the Nasdaq MarketSite in Times 
Square as part of its annual Wellness Week. 
 As I listened to him answer my questions—which 
he heard with the help of hearing aids controlled with 
a smartphone app—two things struck me: 
 
1) How far technology has come in making it easier  
 for people with hearing loss to function in a   
 hearing world—Donato initially lost most of his  
 hearing as an 8-year-old; and  
2) How far the human spirit can take us.

Hallmarks of Success 
By any standard, Donato J. Tramuto has accomplished  
a lot.  
 He’s the CEO of Tivity Health, Inc. (Nasdaq: 
TVTY)—a billion dollar plus company that provides 
nutrition, fitness and social engagement solutions.  
Its brands include SilverSneakers, Nutrisystem,  
Prime Fitness, Wisely Well, South Beach Diet and 
WholeHealth Living.  
 He’s founded two companies; been the CEO of oth-
er businesses; serves on numerous boards, including for 
Robert F. Kennedy Human Rights; was honored with the 
Robert F. Kennedy Ripple of Hope Award and others; 
holds four honorary doctorates; and has launched two 
nonprofits: Health eVillages, which provides mobile tech-
nology, including medical reference and clinical decision 
support, in areas where health care is desperately needed 
but tremendously difficult to access; and the Tramuto 
Foundation, which makes resources available to individu-
als and communities in need through scholarships, grants 
and collaborative partnerships. The New York Times has 
even deemed him “a global health activist.”  
 No doubt, Donato’s CV of accomplishments is  
extraordinary—if not intimidating. 
 But if you take a moment to scratch the surface—
and get the chance to talk to the man—you’ll quickly 
learn that his path to getting where he is today hasn’t 
been easy. To the contrary. It’s been riddled with what he 
calls bulldozer moments—those times when life simply 
plows you down, and to survive, you must find a way to 
get up and move on. 

 In a quick minute, you’ll also realize that what he 
values most doesn’t come from a title or business creden-
tial—although for Donato, these are extremely important 
tools. What he values most, he’ll tell you, is the mark he 
hopes to leave behind—and the people whose lives he 
hopes to make better. 
 
A Humble Start 
Donato grew up in an Italian-American family in a small 
industrial town in Western New York. He was one of six 
surviving children of first-generation Americans. 
 Starting at an early age, life hit him hard with a series 
of heart-wrenching challenges that tested his strength 
and spirit. 
 In his book, Life’s Bulldozer Moments: How Adversity 
Leads to Success in Life and Business, he lays out his vision 
for the future of health care in America and his business 
philosophies—like the concept of integration over inno-
vation, the power of data, and the belief that addressing 
the social determinants of health has become a business 
imperative.  
 But the book also reads like an honest conversa-
tion—one in which Donato reflects on those bulldozer 
moments in his life that challenged him, toughened him, 
defined his values, and shaped his sense of purpose.  
 In the book—and in my conversation with him— 
a deep faith, strong principles, and an understated-but- 
stubbornly-strong determination also jumped out,  
perhaps explaining, at least in part, his capacity to  
persist in the face of adversity. 
 Even for the reader, the trials that he’s faced feel 
reeling:

n  In a matter of months, just as his father was strug-
gling to hold onto the family’s clothing store, his 
mother suffered through a stillbirth during which  
the doctor put the traumatic decision before his 
father: your wife or the child; his grandfather, who 
lived two doors down, was nearly killed when shot 
by an armed robber on his driveway; and Donato 
began experiencing severe ear pain—the result of ear 
infection that would take nearly all the hearing from 
his left ear and a significant amount from his right, 
setting him on a years-long path not only of medical 
appointments, intrusive and painful treatments,  

Left: Honoree Donato Tramuto speaks onstage at the RFK Ripple of 
Hope Gala at Hilton Hotel Midtown on Dec. 16, 2014, in New York 
City. Photo by Mike Coppola/Getty Images for RFK Ripple of Hope.
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and experimental surgeries, but of being viewed  
and treated like a failure.

n When Donato was 11, his much-loved, extremely 
supportive big brother Gerald died in a car crash. 
Four years later, his sister-in-law Rosemary—who  
had a master’s in speech pathology and took Donato 
under her wing—died during childbirth when she 
had a fatal allergic reaction to the anesthesia.

n Just three months after Rosemary’s death, Donato 
underwent his fifth experimental ear surgery—first  
on his left ear and shortly thereafter on his right—
which kept him heavily bandaged and on bed rest 
with restricted movement for nearly two months.  
But the surgeries were successful, allowing him to  
regain a significant amount of hearing. But because 
the fix was temporary—although it held mostly for  
20 years—he’d lose much of his hearing again in  
his 30s. Another prolonged infection set in after 
a surgery to reconstruct his left eardrum, and the 
wrong antibiotic delivery approach was prescribed.

n There were other losses and adversity. And by  
Donato’s own account, a pivotal point came when  
he just escaped becoming a victim of 9/11 when,  
at the last minute, he changed his flight due to a 
toothache. But after a weekend visit at Donato’s 
home, his two longtime friends and their young son 
boarded the flight out of Boston that he’d resched-
uled. They died when the plane hit the South Tower 

of the World Trade Center. It was in their honor that 
Donato started the Tramuto Foundation. And it was 
the result of that bulldozer moment that his convic-
tion to make a difference in the world hardened. 

 In reading his book, it struck me how more than 
once tragedy took from Donato those very individuals 
who seemingly provided his greatest emotional  
support and comfort as he struggled as an isolated kid  
with hearing loss. Nor was he spared his childhood he-
roes—John F. Kennedy, Robert F. Kennedy and Martin 
Luther King Jr.—whose words he continues to return 
to today for enlightenment and courage. Each time one 
support was yanked away, he had to become a master  
at finding another. 

The Golden Nugget of Adversity 
During our interview, Donato said to me, “My story  
is a story—no better or worse than anyone else’s.” 
 Yet, his story gave him his purpose and spurred  
valuable business and philanthropic undertakings. 
 In forcing him to experience so many sides of life, 
perhaps his story has also given him fuller perspective, 
deeper empathy, and greater awareness with which to 
leave behind a brighter, more enduring, and profoundly 
positive legacy.   
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Donato holds siblings Valerie and Geoffrey while on a trip with  
his foundation Health eVillages to Lwala, Kenya. With the help of  
a Health eVillages tablet, the children's mother was diagnosed  
and treated for preeclampsia during her pregnancy.

“Rosemary’s death and my own experi- 
ences in the health care world kindled  
and drove in me a desire to make health 
care safer, more accessible and better.  
It gave me my ‘why,’ my purpose in life, 
and kept me moving forward each time 
obstacles blocked my way or events 
knocked me down. … My need to over-
come obstacles, to prove the naysayers 
wrong, to earn my parents’ pride, and  
to realize my own potential, drove me  
forward despite losses and challenges 
that might have defeated me. … But  
having a purpose in life pulled me to  
my feet every time I got knocked down.” 
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“Over the course of the  
last 55 years of living 
with hearing loss, what 
I’ve learned is that 
it’s not about doing 
great things. If it were, 
we’d all get lost. Rather, 
it’s about doing little 
things that have the 
capacity to create  
great change.”
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D onato Tramuto doesn’t beat around the bush: 
He was a lonely kid. His hearing loss—which 
initially went unrecognized and unaddressed 

for many months as a second grader—isolated 
him. What’s more, throughout the years before a 
specialized surgery partially repaired his eardrum 
and restored some of his hearing—his speech and 
enunciation suffered tremendously. The combined 
communication challenges made connecting with 
others extremely difficult. 
 Following the 1972 surgery, it took him years of 
speech therapy and dedicated, painstaking practice 
to bring his articulation to where he wanted it to be. 
Recording his voice and playing it back over and over 
again to correct himself were part of his daily routine 
as a 17-year-old teen growing up in Dunkirk, New 
York—and for many years to follow. 
 Now, as an articulate health care industry leader 
with a penchant for data analysis, Donato recognizes 
that loneliness and social isolation too often sabotage 
health and well-being. The obvious toll is human 
suffering. After all, people are social beings, and 

when we perceive a lack of social connection, we suffer 
deeply, researchers explain. 
 But the cost can be measured in health care 
spending as well. Simply, people who experience 
chronic loneliness and social isolation are at greater risk 
of health issues and complications—from heart disease 
and stroke to depression and dementia. Social isolation 
even increases the risk of early death. 
 
A Particularly Vulnerable Population 
Resolute that loneliness and social isolation are under- 
recognized and increasingly menacing social determinants  
of health that must be addressed, Donato set out to do 
something about them. And he chose to focus most 
intently on a very vulnerable population: those aging  
in rural areas. 
 According to Donato, there’s an accumulation 
factor at play among this older population, which 
makes them all the more susceptible. For example, an 
older individual who lives a good distance from a town 
center might lose a spouse, no longer drive, live on a 
tight fixed income, struggle with mobility issues; adult 

n  Hearing loss has been linked to loneliness. 
The odds for developing severe or very  
severe loneliness significantly increased by 
7% for every decibel signal-to-noise ratio 
drop in hearing in adults younger than 70, 
one study showed. (Nachtegaal et al., 2009)

n  Social isolation is equivalent in risk of prema-
ture death to smoking 15 cigarettes per day. 
(Holt-Lunstad et al., 2010)

n  Social isolation increases the risk for:

Intercepting 
Loneliness

“When I was eight years old, I lost most 
of my hearing and endured years of 
bullying, failure, and painful isolation. 
For years I kept my story to myself but 
have learned that we only end loneliness 
by sharing our stories, making ourselves 
visible (and vulnerable) to others.”

n  Coronary heart disease (29%)  
 (Valtorta et al., 2016) 
n  Stroke (32%) 
 (Valtorta et al., 2016) 
n  Dementia (40%)  
 (Sutin et al., 2018) 
n  Mortality (29%)  
 (Holt-Lunstad et al., 2015)

Donato Tramuto, CEO of Tivity Health, is driven to improving health 
outcomes and reducing medical costs by advancing cutting-edge 
approaches to health care access, drug safety, and addressing the 
social determinants of health. Here, he's with Nan Smith, a dedicat-
ed SilverSneakers member, on her 103rd birthday.
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“We will all be bulldozed by adversity at 
some time in our lives. Those bulldozer 
moments can and will utterly destroy 
happiness, ambition and even a sense  
of self. Yet search the earth that has been 
bulldozed and find a golden nugget in 
the rubble.”

How Loneliness and Social  
Isolation Play Out on Health 
 
Researchers believe that social isolation and loneliness are tied to higher 
inflammation and reduced immune response. Inflammation is linked to a 
wide array of chronic conditions. And reduced immune responses make 
people more susceptible to communicable diseases. This may explain  
why these social issues have such broad negative health consequences.

children might move away; friends die. Add in that 
these rural areas often are underserved. Circumstances 
pile up.  
 Now consider that unaddressed hearing loss 
is high among this population and can compound 
an individual’s sense of isolation. Half of people 75 
and older have disabling hearing loss—along with 
nearly a quarter of 65-to-74-year-olds. In rural areas 
specifically, 36% of older adults live with hearing loss. 
 What’s more, just as people often don’t want to 
admit they have trouble hearing, they often hold back 
from telling anyone they’re lonely. Left to fester, these 
co-occurring conditions can dramatically impinge on 
health and quality of life. 
 
Taking Decisive Action 
As CEO of Tivity Health—and through his nonprofits 
Health eVillages and the Tramuto Foundation—
Donato has taken up the mic to speak out on behalf 
of this population. He’s urging other leaders in 
health care and business, policymakers, researchers, 
educators, advocates, activists—anyone who can 
make a contribution—to integrate capabilities and 
collaborate on effective solutions. 
 In fact, Tivity Health has been hosting an annual 
Connectivity Summit on Rural Aging since 2017, 
bringing together the experts across diverse disciplines 
on how to address social isolation, improve the well-
being of older Americans, and empower aging adults 
to live their best healthy lives—replete with access to 
physical activity, food security, sound nutrition, social 
engagement and human connection. 
 Donato is particularly proud of Tivity Health’s 
SilverSneakers program, which has been up and 
running for more than 27 years. Available through 
many Medicare Advantage insurance plans, 

SilverSneakers offers free access to nearly 18,000 
fitness locations across the country—along with 
specialized fitness classes. The program enables nearly 
16 million older adults to be physically active several 
times each week in safe, supportive environments. 
 But SilverSneakers isn’t just a gateway to the 
health-boosting benefits of exercise. It also opens the 
door to positive social connections—which we now  
know are so important for well-being and healthy 
aging. Simply by participating in SilverSneakers on a 
regular basis, participants create the kind of ritual that 
some experts say helps bridge human connection. In 
fact, a study by the MIT AgeLab—in conjunction with 
Tivity Health—found that older adults who participate 
in SilverSneakers are significantly less socially isolated. 
 “It is my passionate belief that none of us should  
be invisible or overlooked,” Donato emphasizes. 
 It’s in that spirit that he led Tivity Health to 
announce that 2020 is the year it will tackle social 
isolation and loneliness head-on. 
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advocacy

W hen the U.S. Congress created Medicare in 1965, it expressly excluded 
hearing aids. More than 50 years later, HLAA is walking the halls of 
Congress seeking to correct that oversight.  

 Longtime supporters of HLAA know that we’ve supported more than one 
bill introduced in Congress that would provide coverage for hearing aids—the 
most recent of which was a bill introduced by Rep. Debbie Dingle in 2015 and 
reintroduced several times since then.  
 Recently, we’re seeing action on this issue in ways that are new and 
exciting. If you receive and read Hearing Life e-News, or if you simply review 
the Newsroom on the HLAA website—at hearingloss.org/news-media/news—
you know that in a historic achievement on Dec. 12, 2019, the U.S. House of 
Representatives voted to expand Medicare to cover hearing aids and related 
hearing health care services. By a vote of 230-192, the House approved the 
Elijah E. Cummings Lower Drug Costs Now Act (HR 3), a bill that allows the 
federal government to negotiate prescription drug prices and uses the savings 
from lower drug prices to cover the cost of hearing, dental and vision health 
services.
 HLAA was among the earliest and most vocal supporters of Medicare cover-
age for hearing aids and worked closely with key members of Congress to include 
the language in the prescription drug negotiation bill. For the first time, we’ve 
seen a bill that would provide coverage for hearing aids under Medicare pass a 
chamber of Congress.  
 While the House action is a significant step forward, much work remains to be 
done before Medicare coverage of hearing aids becomes a reality. HR 3 now will 
need to pass the Senate, where there’s opposition to negotiating drug prices. Many 
senators, as well as the Trump administration, are exploring other ways to lower 
the cost of prescription drugs. Whether these alternatives also will include hearing 
aid coverage under Medicare remains to be seen. Again, HLAA has been meeting 
with senators to impress upon them the importance of hearing aid coverage for 
many, many seniors with hearing loss. 
 Sometimes—just sometimes—things move quickly in Congress. By the time 
you have this issue of Hearing Life in your hands, hearing aid coverage could  
be a done deal—or it may not have moved at all. It’s very hard to predict at  
this juncture. 

Medicare Coverage  
of Hearing Aids
B Y  L I S E  H A M L I N
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the earliest 

and most vocal 
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Medicare coverage 
for hearing aids and 
worked closely with 

key members of 
Congress to include 
the language in the 
prescription drug 
negotiation bill.

 

for hearing aids under Medicare pass a chamber of Congress.
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advocacy

 What we do know is that your voice—your opin-
ions—matter to your representatives in Congress. It’s 
never too late to thank your representative for their part 
in passing HR 3.  
 Continue to check the HLAA website, Hearing Life 
e-News, and HLAA’s Facebook and Twitter accounts for 
updates on where we are in the Senate. But no matter 
where things stand, your senators want to hear from you. 

Let them know you care about Medicare coverage for 
hearing aids.  
 For additional information, see the HLAA News-
room article “House Passes Bill for Medicare Coverage 
of Hearing Aids” at bit.ly/3aLZ8ZC.   
 
Lise Hamlin is director of public policy at HLAA. Reach  
her at lhamlin@hearingloss.org.

HLAA Mission Circle
A monthly online giving  

program offering convenience 

while supporting work for 

people with hearing loss.

It’s Time to  
Get in the  

Hearing Loop

Many people aren’t yet aware of hearing loops or other technologies 
that can improve communication access and public engagement, 
or how they can enrich the lives of people with hearing loss, their 
families, friends, colleagues and even communities. The Get in the 
Hearing Loop Program is changing that—one loop, one advocate, 
one Americans with Disabilities Act (ADA) request at a time. 

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

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

For more information about hearing loops and the Get in the 
Hearing Loop Program, visit hearingloss.org/GITHL or email 
GITHLinfo@hearingloss.org.
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HLAA Chapters have had an interest in advocating 
for better health care services for people with  
hearing loss for many years. In this issue, we highlight 
the HLAA Chicago North Shore Chapter’s Hospital 
Safety Program, which has received positive feed-
back from participating hospital administrators.  
We applaud the chapter’s success in presenting  
this program for five years. 
 We also realize that many chapters have been 
working to improve health care services for people 
with hearing loss. We thank all HLAA Chapters for 
their advocacy efforts and encourage other chapters 
to let us know about their outreach programs as well.

—Carla Beyer-Smolin, HLAA national  
chapter and membership coordinator

HLAA Chicago North Shore Chapter  
Implements Hospital Safety Program 

By Elaine McCaffrey

I n 2014, various members of the HLAA Chicago 
North Shore Chapter relayed emotional stories of 
frustrating or dangerous situations while hospitalized 

due to their own or a loved one’s hearing loss. At 
the time, there were no accommodations within our 
area hospitals for people with hearing loss other than 
American Sign Language (ASL) interpreters. So we 
decided to bring awareness of the needs of people with 
hearing loss to our local hospitals. And in October 
2015, we hosted our first panel discussion, “Hospital 
Safety for People with Hearing Loss.” Representatives 
from four Chicagoland hospitals attended. 
 Since that initial event, the chapter has continued 
to host an annual Hospital Safety Program. Each year, 
we listen as hospital representatives returning to the 
panel tell us about the new accommodations and staff 
training their facilities have implemented. We also 
observe that those new to the panel are beginning to 

focus, often for the very first time, on the needs of 
people with hearing loss—the result of having been 
invited to participate in our program. 

Sharing Information and Ideas 
As part of the program, panelists share effective com-
munication strategies so the hospitals can learn from 
each other and implement best practices. We also teach 
people in attendance how to advocate for themselves in 
all health care settings. And our audience provides the 
panelists with suggestions for additional accommodations 
to improve the health care of people with hearing loss.  
 Since 2017, we’ve been providing each of the pan-
elists with HLAA’s “Guide for Effective Communication 
in Health Care.” And each audience member receives 
a Communication Access Plan (CAP) form, which is 
explained during the program. In addition, the hospital 
panelists refer to the form during their presentations and 
encourage those in attendance to advocate for them-
selves: “Tell us what you need.” 
 In October 2019, we hosted our fifth annual Hos-
pital Safety Program. The panel included representatives 
from seven hospital systems: Northwestern Memorial 
Healthcare, Rush University Medical Center, NorthShore 
University HealthSystem, University of Chicago Medi-
cine, Advocate Illinois Masonic Medical Center, Swedish 
Covenant Hospital, and Weiss Memorial Hospital. 
 At this most recent event, we added in a new com-
ponent that left a significant impression on both panelists 

chapters in action

HLAA Chapters Work to Improve Health 
Care for People With Hearing Loss 
G U E S T  C O L U M N  B Y  E L A I N E  M c C A F F R E Y

The HLAA Chicago North Shore Chapter would  
like to thank the North Shore Senior Center for  
making its looped auditorium available to us for our 
Hospital Safety Program free of charge. We also thank 
the senior center for allowing us to use its meeting 
room for our monthly chapter meetings. We appre-
ciate this generous support of the hearing health 
community.

HLAA Hearing Life March April 2020 Final.indd   21HLAA Hearing Life March April 2020 Final.indd   21 2/17/20   4:40 PM2/17/20   4:40 PM



2 2   •   H E A R I N G  L I F E   •   M A R C H / A P R I L  2 0 2 0   •   H E A R I N G LO S S . O R G

and audience alike: Our chapter members put on short 
skits demonstrating effective communications in hospital 
and other health care settings. It was eye-opening for 
everyone in attendance.   
 
Making an Impact 
We believe that our Hospital Safety Program is having a 
very positive influence. Over the years, in fact, panelists 
who’ve participated have said that it motivates them to 
assess their accommodations annually—a practice that 
benefits all of us.  
 We’ve seen local hospitals implement mandatory 
staff training—from the doctors to the cleaning staff. 
We’ve seen them add a question to the admissions pro-
cess so people can self-identify as having hearing loss—
which then becomes part of the individual’s electronic 
medical record. And we’ve seen local hospitals adopt 
practices like placing a sign indicating that the person  
has hearing loss on the door, above the bed, and/or  
on the whiteboard in the patient’s room. 

In Their Own Words  
The closing remarks made by the panelists at our 2019 
event illustrate the impact that the program is having. 
 
“I learned a lot today. It was great to hear from the  
panel members as well as everybody here—a lot of great 
ideas that we’re going to be taking back. And I would 
just say, let’s work as a team and continue sharing your 
ideas, suggestions … for improvement. And also, let us 
know what we’re doing well, because we want to keep 
doing it.” —University of Chicago Medicine 
 
“I always enjoy coming, and you have a hearing  
ally in me. So if anyone ever has any needs, or needs  
to know the best person to contact … please contact  
me. I enjoyed the questions and then learning from  
others too—because then we can take all those  
learnings back to our respective institutions.”   
—Northwestern Memorial Healthcare 
 

“At the risk of sounding like everyone else, this has  
been fantastic. And I think you know, we’ve been  
doing a lot at Rush, and we’ve got a lot more to do.  
So I think what I’m looking forward to is coming  
back next year and reporting on everything that we’ve 
done to improve over the course of this next year.”  
—Rush University Medical Center 
 
“This is my first time on your panel. This has been out-
standing. Not only have I learned something from the 
panel, I’ve also learned something from you. And to me, 
that is one of the best educational pieces … I will take 
a lot of these suggestions and ideas that we may not be 
using at NorthShore to make sure that we stay ahead of 
the game.” —NorthShore University HealthSystem 
 
“This has been an exceptional experience for me … 
I’ve learned a lot here. I’m going to take several of your  
suggestions back. And since I’m writing policy right now,  
a lot will go into the policy. And then I will reeducate  
the staff—from top to bottom—on the new policy.”  
—Weiss Memorial Hospital 
 
 Those of us at the HLAA Chicago North Shore 
Chapter look forward to continuing an open dialogue 
with our area hospitals and doing what we can to  
improve the health care of people with hearing loss. 

Elaine McCaffrey currently is serving her 
fourth term as president of the HLAA 
Chicago North Shore Chapter. She was 
diagnosed with mild-to-moderate hearing 
loss when she was 19 but wasn’t fitted with 
bilateral hearing aids until she was 32.  

She’s been an active member of HLAA for more than  
30 years. Before retiring in June 2018, Elaine practiced 
law in the fields of estate planning, wills, trusts, probate, 
trust administration and real estate. Reach her at  
elainecmccaffrey1@gmail.com.

Find HLAA’s “Guide for Effective Communication in 
Health Care,” developed by HLAA Members Toni  
Iacolucci and Jody Prysock, at hearingloss.org/ 
hearing-help/communities/patients. Find a CAP 
form and instructions on that webpage as well.

Panel from the HLAA Chicago North Shore Chapter’s 2019 Hospital 
Safety Program.
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HLAA2020 
convention

Join us for the year’s most communication-accessible gathering for  
people with hearing loss —our HLAA2020 Convention. 

 The HLAA2020 Convention registration is OPEN! And we’ve made  
it quicker and easier than ever using the Cvent platform. 

To register online, just go to  
hearingloss.org/programs-events/convention/registration/. 

New Orleans
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Exhibit Hall Grand Opening  
Thursday, June 18 • 11 a.m.  
 
Opening Session  
Thursday, June 18 • 5–6:30 p.m. 
Sponsored by  
Advanced  
Bionics

Research Symposium:  
The Latest on Tinnitus Research 
Friday, June 19 • 8:30–11 a.m. 
Sponsored by Cochlear Americas 
Funded by a grant from the NIDCD 
 
Get Acquainted Party:  
A Night Out on the Town!  
An off-site event 
Friday, June 19 • 5:30–9 p.m. 
Sponsored by  
CaptionCall 

HLAA2020 Convention Walk4Hearing  
Saturday, June 20 • 8–9:30 a.m.  
 
Awards Ceremony  
and Reception 
Saturday, June 20 • 5–7 p.m. 
Sponsored by CapTel

Amanda Watson is the HLAA  
meeting planner. Reach her at  
awatson@hearingloss.org. 

HLAA2020 
convention

I f you’re a state organization or chapter leader, veteran 
or speaker, please register offline by downloading your 
corresponding form and filling it out. You can find the 

forms, with further instructions on how to submit them, 
on the registration page of the HLAA website. 
 When registering, remember to RSVP for our 
off-site Get Acquainted Party—and for the Awards 
Ceremony and Reception. They’re both free to attend 
with convention registration, but we ask that you please 
RSVP if you plan on attending. 
 
Book Your Hotel Room 
New Orleans Marriott 
555 Canal Street 
New Orleans, LA 70130 
504.581.1000 
 
 Remember to reserve a room at the New Orleans 
Marriott. All workshops, plenary sessions and the 
Exhibit Hall will be located in the hotel. Remember 
to mention the HLAA room block when you call to 
make a reservation or book online at book.passkey.
com/e/49932892.  
 
Research Symposium:  
The Latest on  
Tinnitus Research 
Friday, June 19 • 8:30–11 a.m. 
 
Each year at the HLAA Convention, we bring in 
professionals to speak on specific areas of hearing loss 
research. This year’s topic is “The Latest on Tinnitus 
Research.” It will feature talks by top scientists and 
clinicians who’ll tell us what tinnitus is, what causes it, 
what’s available for treatment and management, and how 
researchers are thinking about treatment and prevention 
in the future. The Research Symposium is funded by  
a grant from the National Institute on Deafness and 
Other Communication Disorders (NIDCD), National 
Institutes of Health (NIH). You’ll hear from the 
following scheduled researchers:

n  Lynn Henselman, Ph.D., U.S. Army (Retired)

n  Colleen G. Le Prell, Au.D., Professor of Audiology,  
University of Texas at Dallas

n  Richard S. Tyler, Ph.D., Professor of Otolaryngology 
and Communication Sciences and Disorders, University 
of Iowa Carver College of Medicine

Stay Up to Date 
Stay up to date on HLAA2020 Convention news:  
n Subscribe to the HLAA biweekly Hearing Life e-News 
n  Check the Convention page regularly at  
 hearingloss.org/programs-events/convention/ 
n Like HLAA on Facebook at facebook.com/ 
 HearingLossAssociation 
n Follow @HLAA on Twitter and use #HLAA2020 
n Follow @hearinglossassociation on Instagram  

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

SCHEDULE OF EVENTS 

Keynote speaker: David Owen, staff writer for 
The New Yorker and author of the new book  
Volume Control: Hearing in a Deafening World. 
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Enjoy Springtime in  
Our Nation’s Capital
B Y  M A R Y  C O R L E Y

Need a weekend getaway? Take a trip to  
Washington, D.C., for world-class museums,  
culture and history. If you’ve already visited  
classic tourist sites like the U.S. Capitol and  
the White House, try these ideas to discover  
another side of this destination city that’s  
abloom with beauty every spring. 
  
Some Tips to Get You Started  
Time it right. It’s the luck of the draw whether you’ll 
catch the famous cherry blossom trees during peak 
bloom. But you can keep an eye on the National Park 
Services’ Bloom Watch webpage. Schedule your trip  
right after or just before projected peak bloom. The 
trees, gifted by Japan in 1912, are at their best for  
only two weeks. See bit.ly/3aEPOq3.  
 
Travel like a local. Take advantage of the district’s afford-
able public transportation system—the Washington Met-
ropolitan Area Transit Authority (WMATA). Purchase a 
WMATA SmarTrip card at any Metro station. They have 
electronic signs inside Metro stations listing time until the 
next train, along with other information. Lights on the 
train platform flash a visual cue when a train is approach-
ing or leaving the station. On the newest 7000-series 
trains, announcements appear on LED screens inside the 
train. I use Google Maps to find the quickest way via pub-
lic transportation. And there’s always WMATA Trip Plan-
ner. Uber or Lyft also can get you where you need to go. 
See wmata.com and wmata.com/schedules/trip-planner. 
 
Stay in the neighborhood. The most efficient way to 
explore Washington is one neighborhood or quadrant at 
a time. Plan to spend most of your day in that area. This 
allows you to walk between destinations and enjoy chance 
sightings of cherry blossom trees and historical sites. 

Parts of Town to Explore  
Georgetown 
The Kennedy Center  
Start your day with a visit to The REACH—a new expan-
sion at the Kennedy Center. It offers cafes, stages, open 
rehearsal spaces and outdoor grounds with sculptures on 
loan from local museums and private collections. Enjoy 
the art and architecture, or purchase a ticket for any of 
a variety of events. See bit.ly/2NT8uIV. A free shuttle 
from the Foggy Bottom Metro Station can get you there. 
It’s also walkable. See kennedy-center.org/visit/faq. 
 You also can enjoy a free performance at the  
Millennium Stage every day at 6 p.m. And there’s  
always a performance of interest in the Opera House.  
See kennedy-center.org/whats-on. For information 
on assistive listening devices, American Sign Language 
(ASL) interpretation, and captioning, see kennedy-center.
org/visit/accessibility/hearing. 
 
Dumbarton Oaks 
Nestled in Georgetown’s residential area, Dumbarton 
Oaks holds an unexpected oasis of gardens, artifacts and 
collections of curiosities. Wander through the expansive 
grounds and research library, or explore the collections of 
Byzantine and Pre-Columbian artifacts. See doaks.org. 
 
An Evening by the Water 
Enjoy your evening meal with a view of the water  
at Farmers Fishers Bakers. Or catch the sunset  
while walking in Georgetown Waterfront Park,  
which curves along the Potomac River shoreline.  
See georgetownwaterfrontpark.org and  
farmersfishersbakers.com. 
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The National Mall  
The Smithsonian Hirshhorn Museum and Sculpture Garden 
Begin your tour on the museum’s third floor. Lounge in 
the Lerner Room with its panoramic view of the National 
Mall. Then work your way down to the lower level. In 
late spring, the museum reopens the interactive installa-
tion Wish Tree for Washington D.C. by Yoko Ono in its 
serene subterranean sculpture garden. Write your wish  
on a tag and tie it to the tree. See hirshhorn.si.edu and  
hirshhorn.si.edu/explore/accessibility. 
 
Tidal Basin 
A springtime trip to Washington isn’t complete without 
a visit to the beautiful Tidal Basin to view the cherry 
blossoms. See them up close and personal at the Franklin 
Delano Roosevelt, Thomas Jefferson and Martin Luther 
King, Jr. Memorials. Take public transportation and be 
prepared to walk a lot within a large crowd. See nps.gov. 
 
Dupont Circle and Adams Morgan 
 
The Phillips Collection 
The Dupont Circle neighborhood is home to America’s 
first modern art museum, The Phillips Collection. Find 
treasured artwork such as Renoir’s “Luncheon of the 
Boating Party.” Marinate in the raw emotional color pal-
ettes of the Rothko Room. Engage your olfactory senses 
in the Laib Wax Room—made of beeswax. The museum 
offers FM assistive listening devices (headsets) for tours, 
transcripts come with audio guides, gallery videos have 
on-screen captioning, and service animals are welcome. 
Request ASL interpretation for programs and tours.  
See phillipscollection.org.  
 
Around the World Embassy Tour 
Once a year along Massachusetts Avenue in the Dupont 
Circle neighborhood, embassies from around the world 
open their doors to visitors. Step onto foreign soil and 
experience the cultures of other countries without need-
ing your passport. This year’s tour is Saturday, May 2, 
2020. See bit.ly/3aHkg2U. 
 
Local Stores in Adams Morgan 
Flavor the district’s cultural diversity with a visit to the 
Adams Morgan neighborhood—popular among millen-
nials for its entertainment, nightlife and eclectic food 
options. See what treasures you can find in record stores, 
vintage boutiques and bookshops along 18th Street NW. 
Take a breather at Songbyrd Music House and Record 
Cafe for a snack. 
 

NoMa (North of Massachusetts Avenue)  
 
Union Market 
Visit the market that’s home to dozens of booths ranging 
from housewares, to coffee and tea, to ethnic cuisine. 
Taste the diverse flavors. Whether you feel like barbeque, 
Ethiopian, Italian or oysters, there’s something for every-
one. See unionmarketdc.com. 
 
Gallaudet University 
After you leave Union Market, head east on Florida  
Avenue to visit Gallaudet University. Founded in 1864 
by an Act of Congress signed into law by President  
Abraham Lincoln, it’s “the world’s only university in 
which all programs and services are specifically designed 
to accommodate deaf and hard of hearing students.”  
The Gallaudet University Museum in Chapel Hall, and 
the History Through Deaf Eyes exhibit in the Sorensen 
Language and Communication Center, commemorate 
the struggles for equality that people with hearing loss 
have faced and overcome. See gallaudet.edu. 
 
National Arboretum 
See cherry blossom and other blooming trees without 
the crowds. Take a walk on the trails, visit the Ellipse 
Meadow, view the National Capitol Columns, and ex-
plore the National Bonsai and Penjing Museum.  
See usna.usda.gov and bonsai-nbf.org. 
 
Ben’s Chili Bowl and the Starbucks Signing Store 
Taste the legendary chili half-smoke at this lesser-traveled 
NoMa location of the classic Washington institution—
Ben’s Chili Bowl. Or catch the streetcar down to the 
8th Street stop and walk toward 6th Street to the first 
U.S. Starbucks signing store—at 625 H St., NE. Order 
your favorite beverage by pointing or finger spelling. See 
benschilibowl.com, dcstreetcar.com and bit.ly/3aWvEbh. 
 The list of things to do and see in our nation’s  
capital is endless. Dig even deeper to plan your getaway 
by visiting washington.org. Enjoy!  
 

Mary Corley specializes in art direction, 
graphic design and visual strategy in the 
political space. Originally from Oklahoma 
City, she moved to Washington in spring 
2014 to work on Capitol Hill. During the 
2016 and 2018 election cycles, she was the 

lead graphic designer at the National Republican Congres-
sional Committee. She’s currently the marketing director at 
The Data Trust. 

DO YOU STRUGGLE TO FOLLOW CONVERSATIONS AROUND A NOISY DINNER TABLE? 

DO YOU HAVE TROUBLE TELLING WHERE SOUNDS ARE COMING FROM? 

IS YOUR COMMUNICATION WITH YOUR LOVED ONES SUFFERING?

LIVING WITH SINGLE-SIDED 

DEAFNESS IS NOT EASY.

If you answered “yes” to those 

questions, you may benefit from a 

new solution that could change  

your life.

The SYNCHRONY Cochlear Implant 

from MED-EL is the world’s first 

and only cochlear implant FDA-

approved for single-sided deafness. 

Studies show  that SYNCHRONY can 

help listeners hear speech in noisy 

environments and tell where sound  

is coming from. 

FIND OUT IF SYNCHRONY IS THE RIGHT SOLUTION FOR YOU. 

Contact a MED-EL expert today. Visit go.medel.com/ssd-us

1 Dillon MT, et al. Effect of Cochlear Implantation on Quality of Life in Adults with Unilateral Hearing Loss. Audiol Neurotol 2017;22:259-71. 

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

A NEW SOLUTION FOR

SINGLE-SIDED DEAFNESS

Even though I had one good ear, all of the music that I loved 

and listened to every day was like it was in another room. 

And I was locked out of that room. Now I can enjoy the 

feeling of being immersed in music once again. 

SIMON M. 

Recipient and music lover

About three months after getting my implant, my wife said, 

You’re back to your normal self. I felt that freedom again. It 

was as much a life-changing, positive experience as losing 

my hearing was a devasting one. IT IS A REMARKABLE GIFT.

RICHARD S.

Recipient and avid cyclist
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Necessity and 
Invention:  
New Mom  
Turns  
Entrepreneur
 
B Y  F A B I A  D ’ A R I E N Z O

“I developed this  
see-through surgical 
mask to address  
a glaring gap in  
communication  
accessibility that  
directly affects patient 
outcomes and patient 
satisfaction.”  
— Dr. Anne McIntosh
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W hen they wheeled her into the OR for an emer-
gency C-section, it was as if four steel walls had 
come slamming down, cutting her off from 

any form of communication—and from any sense of 
control over her fate or that of her unborn child. 
 For Anne McIntosh, it was a terrifying moment. 
And it would shape her future. 
 The steel walls that left Anne powerless came 
in the form of conventional, white surgical masks 
intended to defend against infection. But for Anne, 
those opaque masks created a startling barrier. 
 Anne had developed hearing loss when she was 
a young infant—likely due to ototoxic antibiotics 
during an early surgery. She’d grown up relying 
on speechreading as a critically important tool for 
functioning in a hearing world. The masks made it 
impossible for her to comprehend what was being 
said, impeding her ability to quickly and easily follow 
verbal requests from the health care providers—and 
to sufficiently understand what was happening. Did 
the doctors and nurses know about her allergy to 
penicillin? What other time-sensitive information 
might they need? 
 Anne’s mind raced frantically. It was the first time 
she’d ever feared that a breakdown in communication 
might adversely affect the life of another human 
being—her child. She was beyond petrified. 
 
Months of Preparation 
Anne was a planner by nature and necessity. 
Knowing what to expect had become a useful coping 
mechanism that helped her effectively manage 
her severe-to-profound hearing loss. Importantly, 
planning gave her a reasonable sense of control and 
peace of mind. As a college professor with three 
degrees in communications, including a Ph.D. in 
communication sciences and disorders, advanced 
planning had always served her well. 
 So for months, Anne had researched the various 
stages, steps and procedures that were part of ensuring 
a healthy pregnancy. Anne had asked questions every 
step of the way as she’d prepared for the birth of her 
first child with delight and anticipation. 
 When her water broke and she went into the 
hospital on that Friday night in 2001, Anne was well-
informed. All was going according to expectations—
for a while. 
 But after 25 hours, she was still in labor. 
 The obstetrician on call—not her regular doctor 
with whom she’d become so familiar over the last nine 
months—determined that a C-section was necessary. 

Things began to move very quickly. 
 Luckily for Anne, when they rolled her into the 
OR, her husband was already there. And despite the 
sudden, extreme anxiety that rushed over her when 
she realized that her primary mode of communication 
wasn’t an option, she had the clarity of mind to 
verbally—and emphatically—hand over the reins to 
him. From there, Anne’s husband answered all the 
questions and made all the decisions for her. She could 
only hope that between the medical staff and her 
husband, they had all the information they needed. 
 Thankfully, the C-section went well for both 
mother and daughter. And within two days, all were 
home, celebrating the arrival and well-being of Sophia. 
 
Taking Action 
As the weeks and months passed, Anne reflected 
frequently on those crucial, anxiety-ridden moments 
in the OR. She wanted to spare others with hearing 
loss from such intense fear and helplessness. But she 
also believed that ensuring smooth communication 
for people with hearing loss could help avoid needless 
medical errors that threatened lives. 
 Her experience in the OR that night had become 
the impetus for action. Indeed, it set her on an 
entrepreneurial path. 
 Anne surmised that a see-through surgical mask 
could protect against infection while still allowing 
patients to see facial expressions and health care 
providers’ lips—which is essential for those who 
depend on speechreading. It was such a seemingly 
simple solution. Did something like it already exist? 
 After a good deal of research—and outreach 
within the health care and medical manufacturing 
industries—Anne confirmed two facts, she says:  
 
1) The need for such a product existed. There even 
seemed to be a pent-up demand for this type of mask 
among health care providers. 
2) There was no such mask on the market that had been 
approved by the Food and Drug Administration (FDA).  
 
 Anne started searching for collaborative partnerships. 
Specifically, she looked for a manufacturer that could 
help design her mask concept, see it through FDA regu-
latory approval, and mass produce it. She’d establish a  
C corporation to market the product. 
 After several months of searching, Anne identified 
Prestige Ameritech, the largest domestic surgical mask 
manufacturer in the U.S., which has a manufacturing 
plant in North Richland Hills, Texas. 

Necessity and 
Invention:  
New Mom  
Turns  
Entrepreneur
 
B Y  F A B I A  D ’ A R I E N Z O
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 After several meetings with Prestige Ameritech exec-
utives and attorneys, Anne and the manufacturer formed 
a business partnership. Anne founded Safe’N’Clear, Inc. 
in September 2012. 
 Together, they fine-tuned the design of a surgical 
mask with a clear, fog-resistant plastic window that kept 
the wearer’s mouth and facial expressions visible. Prestige 
Ameritech took the lead in the final design, production 
and FDA approval process. 
 It took about two years, but in December 2016, 
approval for ASTM F2100 Level 1 protection came.  
According to Safe’N’Clear, the mask has greater than 
95% bacterial and particle filtration efficiency and is  
designed for use in operating rooms to protect both  
patient and health care workers from the transfer of  
microorganisms, body fluids and particulate materials. 
 Most significant, in winning regulatory approval, 
they made history. It was the first-ever FDA-approved 

An Unexpected Consumer

W hile Anne had conceptualized the Communicator Surgical Facemask 
with a Clear Window for people with hearing loss in mind, it turns  
out that mothers who spend a lot of time in the neonatal intensive 

care unit—NICU—feel that it eliminates a barrier as well. When they  
use this see-through mask, their children can see them smile. But the 
window also seems to be large enough to allow infants to pick up on  
other emotionally important facial expressions as well.  
       In fact, parents of children in other health care settings say they find 
that the clear window mask eases the sense of separation, isolation and  
fear that their children can feel. 
       After all, when health care providers—or parents—need to wear surgical 
scrubs, shoe coverings, gloves and a mask, the infant or child doesn’t see 
much of the person at all, making the bonding process more difficult. But 
the “smile mask,” as it’s often called, helps soften those clinically necessary 
barriers. In fact, Anne says, children’s hospitals are among Safe’N’Clear’s 
most enthusiastic customers. 

       She believes that because the mask helps eliminate a social barrier—that is, people can still see the indivi-
dual’s facial expressions—it’s useful in other settings as well. Anne gives a few examples of situations for which 
she believes the clear window mask can provide added benefit: 
 
n  school health rooms, where it could help put children of any hearing ability at ease 
n  for the general consumer, when flying or during periods of high cold and flu activity 
n  for oncology patients who need to wear a mask to protect themselves against infection 
n  for dental hygienists who want to make their clients more at ease during their six-month dental cleanings 
 
 Other see-through medical masks have come onto the market since the Communicator Surgical Facemask 
with a Clear Window by Safe’N’Clear was first introduced. For more information, see SafeNClear.com.  
Reach Anne McIntosh at Anne.McIntosh@SafeNClear.com. 

medical mask with a clear window, Anne says. They were 
breaking down a dangerous communications barrier that 
had long-existed in medical settings. 
 Manufacturing started almost immediately. And the 
Communicator Surgical Facemask with a Clear Window, 
marketed by Safe’N’Clear, hit the market within months. 
Hospitals were using it by March 2017. 
 Today, Safe’N’Clear ships to hospitals, medical 
clinics, medical and dental schools, dental clinics, assist-
ed living centers, and nursing care facilities. Even health 
rooms at schools benefit from having this communica-
tion-friendly mask.  
 

Fabia D’Arienzo is editor of Hearing Life 
and a communications consultant. Reach 
her at fdarienzo@hearingloss.org. 
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Join a Chapter
Learn that you’re not alone in your hearing journey!
Find an HLAA Chapter near you by visiting hearingloss.org/chapters-state-orgs/find-a-chapter/. 
 
For more information, including how to start a chapter, contact Carla Beyer-Smolin, HLAA 
national chapter and membership coordinator, at cbeyer-smolin@hearingloss.org.

Sign Up for the Free Chapter Blogs for All the News From National 
Go to hearingloss.org. Scroll down on any page (other than the 
homepage), and look on the right for the box that says, “Subscribe  
to receive HLAA News via email.” When news is published, it goes  
right to your email—no need to log in.

The Americans with Disabilities Act: Effective Communication 
 
B Y  L I S E  H A M L I N

A ccording to the Department of Justice (DOJ), the Americans with Disabilities Act (ADA) requires that 
state and local governments and businesses and nonprofit organizations (covered entities) that serve the 
public communicate effectively with people who have communication disabilities. The goal is to ensure 

that communication with people with these disabilities is equally effective as communication with people 
without disabilities.

n  The purpose of the effective communication rules is to ensure that the person with a vision, hearing or speech 
disability can communicate with, receive information from, and convey information to the covered entity.

n  The covered entity must provide auxiliary aids and services when needed to communicate effectively with  
people who have communication disabilities. Assistive listening devices or systems, CART, or other visual  
communication methods are some examples.

n  The key to communicating effectively is to consider the nature, length, complexity and context of the  
communication and the person’s normal methods of communication.

n  The rules apply to communicating with the person who’s receiving the goods or services as well as with  
that person’s parent, spouse or companion.

 
        For more information, see HLAA’s “Guide for Effective Communication in Health Care” at hearingloss.
org/hearing-help/communities/patients. A DOJ fact sheet on Effective Communication is at ada.gov/ 
effective-comm.htm.  
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I once co-taught a three-day seminar on hearing loss 
for medical students with a colleague who is deaf. 
I’d cover the psychosocial part, and Scott would  

talk about his personal experiences. We were so sure 
that we’d make a good team that we planned the 
agenda via email without meeting in advance. Scott 
and I’d both lecture on day one; he’d do day two;  
and I’d wrap up by myself on day three, as Scott had  
a scheduling conflict. No problem. 
 As predicted, the first day was seamless.  
 Day two: Scott began with, and I’ll never forget 
his exact wording, “So you future doctors think you’re 
so da** smart! You don’t know anything about deaf 
or hard of hearing people!”   
 He went on from there, berating the medical 
students for crimes they hadn’t committed. He 
continued his diatribe about the arrogance and 
insensitivity of doctors for a full hour: “They don’t 
care at all about our rights.” “They care only about 
power.” “Who do you think you are anyway?” 
 I was stupefied—as I’m sure the medical students 
were. I was embarrassed—and angry at myself for 
my cavalier planning. But most of all, I was enraged 
at Scott. Several times during that long, emotionally 
abusive hour, I tried to redirect him, but to no avail. 
Class was adjourned on time—at least I made sure of 
that. And I’d be the sole lecturer the following week. 
 Day three: What do I do? Should I tell the 
students that Scott’s accusations were unfair, that he 
made unwarranted generalizations and that he was 
condescending? 
 Of course, I did all of that. But I also reminded 
the students of a valuable lesson that Scott offered: 
“Although he was disrespectful at best, he revealed 
to you an unabridged glimpse of the subterranean 
trauma, helplessness, terror and rage that a patient with 
hearing loss in your office may never reveal to you.”  
 I shared with them many illustrative narratives, 
including one that Scott had authorized me to 
disclose: His wife experienced a life-threatening 
miscarriage, and the hospital never provided an 
interpreter or any kind of accommodation. 
 
Kerry 
I’d frequently flash back to this seminar when I met 
with Kerry. Now 41 years old, she was born with 
severe hearing loss, had an advanced degree, and 
was happily married with a 5-year-old child.  She 
was intelligent, ambitious and a fluent signer—her 

Standing 
Up to Bricks  
and Filth

B Y  M I C H A E L  A .  H A RV E Y
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“ … he revealed to you  
an unabridged glimpse of  
the subterranean trauma, 
helplessness, terror and  
rage that a patient with  
hearing loss in your office 
may never reveal to you.” 
… His wife experienced a 
life-threatening miscarriage,  
and the hospital never  
provided an interpreter or  
any kind of accommodation.
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be a team player. One day she appeared at my office in 
shock: She’d been fired.      
 “Why?” I asked. I, too, was in shock, as she’d 
been an employee for more than 15 years, and her 
reprimands for missing information notwithstanding, 
she’d received consistent exemplary reviews. 
 Kerry said the official reason was that she ate 
lunch with the clients, which—although officially 
discouraged—was commonplace. We spent several 
sessions constructing a plausible narrative of why. 
Eventually, we conjectured that her countenance and 
attitude on the job must have revealed her squelched 
anger for not being hired as director and for the 
agency hiring yet one more hearing person. 
 She made routine reference to the blatant bigotry 
of hearing people being in charge. I shared with her 
one of my favorite New Yorker cartoons of a committee 
on women’s rights that consisted of 10 men.

 
 We seemed in sync. I have to admit, however,  
that I considered the possibility that Kerry had done 
something to warrant her being fired. But ultimately,  
I believed her story, having borne witness to versions 
of it many times prior. Kerry had hired an attorney 
who also believed her story and was told that there 
was no legal recourse. 
 Not knowing what else to do, I asked her a 
standard therapist’s question: “How do you feel?” 
 She paused and struggled to find the right words. 
“They buried me in their filth,” she finally said. 
 As we both sat there in silence, my mind wandered 
to a passage by Toni Morrison from her book Beloved: 
“That anybody white could take your whole self for 
anything that came to mind. Not just work, kill, 
or maim you, but dirty you. Dirty you so bad you 
couldn’t like yourself anymore. Dirty you so bad you 
forgot who you were and couldn’t think it up.”  
 It’s one thing to learn about oppression from 
a distance. We all know the world isn’t fair. But it’s 
different when it smacks us in the face, whether 
directly for Kerry or vicariously for me. 
 Common adjectives like sad, angry or scared 
don’t come close to describing that experience. Filth, 
bricks in a wall, dirt—things that emotionally kill and 

preferred communication modality. She enjoyed her 
job as a program coordinator in a rehabilitation agency 
that served people with hearing loss and aspired to be 
a community leader.  
 Upon first meeting Kerry, her life seemed like a 
smoothly paved road to success. That is, until she told 
me how much she resonates to the words of The Wall, 
an album by the rock band Pink Floyd that’s the basis 
for Another Brick in the Wall: The Opera. 
 The opera’s story explores Pink, a jaded rock star 
whose eventual self-imposed isolation from society is 
symbolized by a wall: 
 
I don’t need no arms around me. 
And I don’t need no drugs to calm me. 
I have seen the writing on the wall. 
Don’t think I need anything at all. …  
All in all it was all just bricks in the wall. … 
Goodbye all you people.  
There’s nothing you can say 
To make me change my mind. 
Goodbye. 
 
 Her blatant disclosure came out of nowhere. But 
I recalled that Scott, too, had seemed quite calm prior 
to his diatribe. I asked Kerry what bricks made up  
her wall. 
 “I’m sick and tired of hearing people having 
authority over people with a hearing disability,” she 
proclaimed without hesitation. Then she provided 
considerable supporting data: She used to love reading 
Shakespeare until a hearing teacher publicly humiliated 
her for a “misinterpretation.” Her hearing boss at 
work made countless bogus attempts to sign or not 
sign at all, and when she asked for clarification, he’d 
typically say, “It wasn’t important” and then criticize 
her for not being informed. Captioning services for 
important meetings were “too expensive.” 
 I was reminded of an interpreter’s reflections 
on how witnessing the oppression of people who are 
deaf affected her emotionally: “I sometimes wonder if 
tomorrow I lose my hearing whether people will treat 
me in the same way—as if I suddenly become stupid.” 
 
Another Brick in the Wall 
Then, one day a very happy Kerry informed me that 
her boss had resigned and that she was seriously being 
considered to replace him. But several long months 
later, another hearing man ended up getting the 
position. Kerry was beyond devastated, although she 
did her best to put on a good face at work in order to 

It’s one thing to learn about oppression 
from a distance. We all know the world 
isn’t fair. But it’s different when it smacks 
us in the face …
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maim you, things that rob you of your soul—come to 
mind. I wondered what metaphor Scott might have 
used when he was among all those doctors whose oral 
communications he couldn’t understand while his wife 
may have been dying. 
 
Something Bigger 
“Do you know the worst part about this?” Kerry con-
tinued. “I failed my son. He keeps looking up at me 
and asking, ‘Mom, what’s wrong, what’s wrong?’” 
 “I try to hide it from him,” she went on. “But even  
though he has a learning disability, he’s very perceptive. 
This is ruining my whole family!” She looked down, 
drowning in filth, aka shame, and a tear came to her 
eye. My eyes welled up as well. 
 Neither of us knowing what to say, we just sat 
there. I was grappling for ways to be helpful rather than 
just saying different versions of, “You must feel bad.” 
Then a question popped into my head: “What lesson 
do you hope your son will learn from witnessing you 
going through this?” 

 
 “What do you mean?” She looked confused. 
 “You don’t think he’ll ever experience 
discrimination, maybe be passed over for a promotion 
or get fired for whatever reason, including his learning 
disability? Of course, they won’t say that’s the reason, 
as it’s against the law. But he’ll know the truth. And 
he’ll get the shaft regardless, and he might have no  
idea how to handle it.” 
 I was aware of perhaps being too cynical. How 
could I know her son would “get the shaft?” But we 
all experience variations of “problems in living.” And 
people with disabilities, like Kerry and her son, typically 
experience more than their fair share.     
 “There are many kids who grow up idealizing their 
parents, never witnessing them showing frustration 
or even despair. And when the kids grow up and 
experience those feelings—as it’s a part of life—they 
feel inferior and feel shame, like they couldn’t live up to 
their parents, like there’s something wrong with them.” 
 Kerry began nodding her head, so I continued. 

“Many years from now, if your son gets unfairly fired 
from his job, what will he remember about your anger 
and frustration that would help him?”     
 “I’m afraid he’ll wallow in self-pity like he sees me 
doing.” 
 “I know self-pity has a bad rap, but it’s an 
important step to mustering the energy to go 
forward,” I said. “You may be teaching him that it’s 
important, maybe even inevitable, to give self-pity its 
due—without drowning in it.” 
 “Like grieving?” she asked. I nodded my head. 
 Before the end of our visit, I told Kerry that I had 
a vision of her becoming an inspirational community 
leader—not only because of her resume qualifications, 
but because of her own stories that she’d share 
with those like her who’ve experienced the filth of 
oppression and discrimination.

Choosing Resilience 
A week later, Kerry was limping a bit as she entered my 
office. I asked her what was wrong.  “Nothing is wrong,”

she replied with a broad smile. “My son and I took our 
first wado ryu class together yesterday.” She raised her 
eyebrows as if to say, “I bet you have no idea what I’m 
talking about.” 
 She was right. “Can you bring home the food that 
you cook?” came my attempt at humor.   
 She smiled back. “It’s not a cooking class. It’s a type 
of karate. The teacher assured me that muscle soreness is 
an important part of conditioning.” 
 I was about to point out the functional similarity  
of physical and emotional soreness, but it would’ve  
been at the expense of Kerry’s enjoyment and pride  
as she demonstrated her martial arts acumen, and  
I could tell she already knew that connection.  
No pain, no gain. 
 Of course, we both knew that karate wasn’t the 
magic pill that would make everything better.  It’s never 
that simple. However, the discipline of martial arts 
became one of several vehicles that gave her a sense of 
control and empowerment. While she couldn’t control 

“In the beginning, I thought I could change  
man. Today, I know I cannot. If I still shout  
today, if I still scream, it is to prevent man  
from ultimately changing me.” —Elie Wiesel
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her boss and the other societal bricks and filth that were 
thrown at her, she could master karate. 
 Taking the class with her son also helped to resolid- 
ify their bond. Afterward, she took him out for ice cream, 
told him she was fired and that a hearing director was 
hired, and that she was angry. She reassured him that  
she was OK. She smiled as she recounted her son’s  
astute and empathic reaction: “Is it like how I felt  
when someone cut in front of me in line?” 

Moving Forward 
No longer ashamed, she’d unabashedly tell and retell 
her story to family and friends—and to anyone who’d 
listen. This was essential to her healing, for holding  
onto her integrity.  
 There became no greater agony for Kerry than 
bearing an untold story inside of her. As a result, she 
received well-deserved validation and emotional support. 
She continued accruing the wisdom that can come from 
standing up to bricks and filth. 

 Kerry exemplified the wisdom of Elie Wiesel, a 
writer, professor, political activist, Nobel laureate, and 
Holocaust survivor: “In the beginning, I thought I  
could change man. Today, I know I cannot. If I still 
shout today, if I still scream, it is to prevent man from 
ultimately changing me.”  
 

Michael A. Harvey, Ph.D., A.B.P.P., a dip-
lomate in clinical psychology, also previously 
was a faculty consultant at Salus University 
in Elkins, Pennsylvania. His books, both 
published by DawnSignPress, are Odyssey 
of Hearing Loss: Tales of Triumph, and 

Listen with the Heart: Relationships and Hearing Loss. 
Reach him at mharvey2000@comcast.net. 

 
A version of this composite narrative appeared in the e-news-
letter Signs of Mental Health of the Alabama Department of 
Mental Health. Kerry and Scott are fictitious names.

New Orleans 
Is Calling Your Name

See page 23 for more information.
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walk4hearing
update

Connecting People to People:  
15 Years of Impact
B Y  A L I S S A  P E R U Z Z I N I

“Each Walk is a bonding  
experience—a powerful  
demonstration that we’re  
not alone in our hearing loss.”   
—Anne Pope, NYC Walk4Hearing, past  
president of HLAA Board of Directors

O ver the past 15 years, the Walk4Hearing has 
grown to be the largest nationwide fundraising 
event for people with hearing loss. Children, 

families and adults of all ages who participate in 
Walk Day make valuable friendships, meet hearing 
health professionals, and learn about hearing assistive 
technologies and local support services. 
 The Walk4Hearing owes its growth and success to 
the deep grassroots culture on which it was founded. 
Volunteers remain the backbone of each Walk, 
providing the heart and soul of these events. 
 Indeed, every individual with hearing loss has 
a story that’s unique. Yet, most Walk participants 
discover that there’s actually much they share with 
others—that they’re not alone in how they feel or 
in the challenges they experience as a result of their 
hearing loss after all.  
 Plainly, the Walk4Hearing enables those with 
hearing loss—along with their families and friends—to 
create meaningful connections while raising awareness 
and educating others. More than 105,000 passionate 
people and 9,200 enthusiastic teams have walked 
with us over these last 15 years. And we have every 
intention of keeping those connections going and 
growing! 

 
The Alliance Program 
The Walk4Hearing partners with local and national 
nonprofit organizations to expand its reach, encourage 
participation, increase awareness, and give back to 
those who provide assistance to the hearing loss 
community. The Alliance Program, started in 2008, 
enables HLAA to partner with other organizations 
with similar goals. Walkers choose the alliance they 
want to support at registration, and 40% of the 
funds designated to that alliance are given to the 
organization specifically for resources to support 
people with hearing loss. Since the Alliance Program’s 
inception, a total of more than 2,400 nonprofits—
including hospitals, universities, schools for children 
with hearing loss and HLAA Chapters—have 
teamed up with the Walk4Hearing. In 2019 alone, 
Walk4Hearing partnered with 284 alliances who 
participated right alongside our walkers, raising funds 
and encouraging their teammates to spread the word. 
 
Call to Action 
Hearing health impacts overall health and can 
affect our ability to enjoy life to the fullest. The 
Walk4Hearing brings attention to these concerns and 
provides a venue for people to learn how to overcome 
these challenges while spending a fun day together. 
 Although the Walks each take place on a single 
day, months of hard work go into creating every 
one of them. Volunteers help raise support through 
sponsorships and in-kind donations, while walkers 
create awareness by asking friends and family to 
support their fundraising efforts and to be part of a 
larger movement across the country.  
 The Walk4Hearing first instituted a call to action 
in 2016 as a way to draw attention to specific aspects 
of the HLAA mission. “Get Your Hearing Screened!” 
is our call to action for 2020, and because of its 
importance, has been since 2018.  
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walk4hearing
update

“There is no house like the house of belonging.” 
—David Whyte, poet and author
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 People who experience hearing loss typically wait 
seven years, on average, before seeing a professional 
for medical advice. Spending almost an entire 
decade without proper attention to hearing care can 
negatively affect quality of life, and most significantly, 
can lead to social isolation and loneliness—two health 
concerns with troubling implications. 
 The Walk4Hearing provides free, on-site hearing 
screenings at many of our Walk sites. The intention is 
to make that first step in hearing care easier for people 
to take. Almost 700 individuals have had their hearing 
screened since the Walk4Hearing launched this call 
to action roughly two years ago. We look forward 
to helping even more people in 2020. What better 
time to get a screening than when surrounded by so 
many people who understand what you may be going 
through and who want to help you improve your 
quality of life? 

2020 Walk Locations
The Walk4Hearing will celebrate its 15th 
anniversary in 20 cities: 
 
Spring  
Alameda, California • May 30  
Hartford, Connecticut • June 13  
Long Beach, California • May 31 
Milford, Michigan • May 16 
Milwaukee • May 9  
Nashville, Tennessee • May 16  
Salt Lake City • May 16  
Westchester/Rockland, New York • May 2

 
Fall  
Brighton, Massachusetts • October 25  
Buffalo, New York • September 26  
Cary, North Carolina • October 11  
Chicago • September 26 
Houston • TBD  
Louisville, Kentucky • September 19 
Mesa, Arizona • November 7  
New York City • TBD 
Philadelphia • October 18  
San Diego • TBD  
Washington, D.C. • October 17  
West Windsor, New Jersey • October 11 

 
 

2020 Walk4Hearing  
National Sponsors  
Since 2007, the Walk4Hearing has had the support 
of national sponsors—our most dedicated benefac-
tors who give their time, energy and effort. These 
relationships have enabled us to connect with walk-
ers in an active, impactful way. By combining our 
passion for the cause and working together,  
we can do more to help everyone. 

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

CAPITAL SPONSOR

PREMIER SPONSOR

SILVER SPONSORS
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“Coming together and feeling 
the support of family, friends 
and a larger community is  
tremendously uplifting.  
Just seeing the crowd and 
meeting others who’ve  
experienced the same  
challenges takes away some 
of the burden, and you under-
stand that you’re not alone.” 

—Ronnie Adler, HLAA national  
Walk4Hearing manager (below) 

“It’s personal for me because  
I was a walker for several  
years before working for 
HLAA. The Walk gave me  
a platform for sharing my  
loss in a more public way.  
I joined out of curiosity and  
to celebrate the support that  
I received from my friends  
and family.” 

—Alissa Peruzzini, HLAA national 
Walk4Hearing manager (above 
right, with her mother, Christine 
Peruzzini)  

“Over the four years that I’ve 
been doing this, I’ve seen how 
these Walks are a catalyst for 
change in every community 
they touch. It’s actually a very 
humbling experience to hear 
so many different stories about 
how a particular Walk helped 
someone with hearing loss,  
their family, a local organiza- 
tion, or even an entire com- 
munity. Making each Walk  
Day special for each person— 
and then seeing that we  
actually made a difference— 
is incredibly rewarding.”

—Ann Rancourt, HLAA national 
Walk4Hearing manager (above)

2020 Educational Partner

H LAA has teamed up with American Girl, which recently introduced 
doll Joss Kendrick as its 2020 Girl of the Year. Together, we’ll be 
raising awareness and educating people about hearing loss. Joss— 

a competitive surfer and cheerleader with an energetic “can-do” attitude—
also has hearing loss and wears a hearing aid in her right ear. 
 The Joss Kendrick announcement came on New Year’s Eve on Good 
Morning America and highlighted three of our NYC Walk4Hearing 
participants: Mila Durlacher, Nikki Kramer and Lily Lieberman. 
 What’s more, children ages 5–12 who register for the Walk4Hearing 
can enter the Walk with Joss contest for a chance to win a Joss Kendrick 
doll and accessory package. Visit walk4hearing.org and tell us in a short 
statement—or show us in an illustration—why you want to walk with Joss 
at the Walk4Hearing. Thanks to American Girl, one lucky winner from 
each Walk4Hearing location will bring Joss home! 
 American Girl also has donated $25,000 to support HLAA’s educa-
tional programs and is collecting donations for HLAA throughout 2020 
at americangirl.com and at its stores nationwide. See bit.ly/2tGufF3.   
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15 Years of Unity  
and Celebration
In 2006, HLAA launched a pilot program in six cities across the 
nation to increase awareness and unite people with hearing  
loss while raising funds for the HLAA mission. “Maybe we  
can raise $500,” thought Teri and Ray Wathen, Houston 
Walk4Hearing. But the chapter members and volunteers  
in these six locations far surpassed their expectations,  
raising more than $300,000. And they realized that the  
reason for their success was more than just hard work  
and determination. The pilot program revealed, without  
a doubt, a nationwide community in need of a platform— 
a place to feel accepted, understood, and where people  
with hearing loss could meet others experiencing similar 
challenges. The Walk4Hearing had found its start.  
And, as HLAA Founder Rocky Stone so firmly sought,  
it would prove instrumental in making hearing loss  
an issue of national concern.
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RESEARCH-FOCUSED 
WALK SPONSOR SPOTLIGHT

Spotlight on Research 
We’re seeing important strides in our understanding of the inner ear and the implications of 
hearing loss on health and quality of life. As part of this health care-focused issue of Hearing 
Life, we invited some of our Walk sponsors to share with us their work as part of the broader 
effort to come up with viable solutions and effective treatments for people with hearing loss. 
The following spotlights provide just a sample of some of the incredible research underway.  
We look forward to the promise of many new discoveries ahead.

Akouos: Focused on Developing Gene Therapies
B Y  M A N N Y  S I M O N S 

A kouos is a precision genetic medicine company focused on developing gene therapies that could potentially 
restore and preserve hearing. Located in Boston, Akouos was founded and is led by leaders in the fields of 
neurotology, inner ear drug delivery, clinical genetics, and adeno-associated viral (AAV) gene therapy. The 

Greek word for our company name translates to “listen” in English. At Akouos (ah KOO ohs), we strive to be a  
team that listens to one another, to health care providers, and to people living with hearing loss. 
 Akouos’s research teams are trying to develop the first gene therapy to treat hearing loss. We’re focused on 
targeted AAV vector-based gene therapies for sensorineural hearing loss, which results from dysfunction or damage 
to sensory cells and/or nerve fibers of the inner ear. We hope to leverage our gene therapy technology to potentially 
restore and preserve hearing in individuals with different types of hearing loss with varying underlying causes—from 
monogenic disorders to those with complex etiology. 
 Our lead research program is focused on developing potential treatments for those with sensorineural hearing 
loss due to mutations in the otoferlin gene. We’re sponsoring a planned natural history study in order to better 
understand the impact of hearing loss in this population.  
 Recently, Akouos announced the launch of The Sing Registry: The Genetic Sensorineural Hearing Loss Registry. 
The Sing Registry is an observational research study focused on understanding the impact of genetic sensorineural 
hearing loss. 
 Our commitment to families affected by hearing loss fuels our efforts to establish Akouos as an integrated 
platform company capable of developing and delivering potential future treatments to individuals in need.   
 
Manny Simons, Ph.D., is CEO, president and co-founder of Akouos. He earned his bachelor’s in neuroscience 
and music, magna cum laude, from Harvard College; his doctorate in biomedical engineering from 
Massachusetts Institute of Technology; and his Master of Business Administration from Harvard Business 
School. Reach him through info@akouos.com.
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R egardless of whether individuals have hearing loss 
as a result of aging, noise or illness, once damage 
occurs to the inner ear, there are no therapeutic 

options to repair what’s broken. Today, devices that  
help increase volume are the standard of care for people 
with hearing loss. However, while volume is critical, 
overall clarity—the ability to tune, filter and clearly 
understand speech and sounds—is essential to healthy 
hearing. 
 Consider how often those using a hearing device  
say, “I can hear you, but I’m having trouble understand- 
ing you.” 
 We know that damage to sensory cells within the 
ear—called hair cells—plays a key role in hearing loss, 
impacting both volume and clarity. The development of 
treatments to restore hair cells has long been viewed as the 
holy grail in hearing science. In humans, hair cells don’t 
naturally repair themselves, and regenerating these cells 
may have the potential to help restore hearing. 
 In 2019, Frequency Therapeutics, a biotechnology 
company born of research conducted at the Massa-
chusetts Institute of Technology and Harvard Medical 
School, shared clinical data from a Phase 1/2 study of 
its drug candidate FX-322. FX-322 aims to activate cells 
resident in the cochlea of the ear—called progenitor 
cells—needed to replace missing or destroyed sensory 
hair cells.   
 In the study, multiple patients with moderate-
to-moderately-severe hearing loss showed statistically 
significant improvements in key measures of clarity—
including four patients, who three months after a single 
dose of FX-322, showed a doubling in their word 
recognition scores. This established a hearing “signal” 
that may suggest the return of some hearing in these 
patients. Researchers also observed improvements in 
pure tone scores in certain patients at higher frequencies, 
including 10 decibels improvements at 8000 hertz. 
 This was the first time data of this type has been 
shown. Importantly, the initial study of 23 patients was 
highly rigorous and had three distinct controls: First, 
the patients had to have stable hearing loss—that is, no 

Frequency Therapeutics: Working to Repair  
the Underlying Cause of Hearing Loss
B Y  L I N D A  M A X W E L L

change in their condition for at least six months; second, 
the study was placebo-controlled and double-blinded; 
and third, patients were injected in only one ear. None of 
the FX-322-treated patients showed changes to hearing 
in their untreated ears, and none of those treated with 
placebo showed any changes in either ear.  
 FX-322 was given as a single injection into the 
middle ear using a standard procedure that could be 
done by an ear, nose and throat specialist (ENT) in the 
health care provider’s office. Patients in the study, which 
primarily focused on safety, showed no serious adverse 
events from the treatment. 
 Last October, Frequency announced the start of  
a Phase 2a study of FX-322 at sites in the U.S., this  
time with a larger patient population. This trial aims 
to again demonstrate the hearing signal previously 
observed, determine whether an increased number of 
doses may have a greater effect, and the endpoints that 
might be used for future studies. Tinnitus, as well as 
quality-of-life measures, also are being evaluated. The 
company plans to share topline data from the study  
in the second half of 2020, and FX-322 has been 
granted fast track designation by the Food and Drug 
Administration (FDA). 
 While still early, potential new therapeutics may offer 
patients and physicians new approaches to treating and 
evaluating hearing, increasing the emphasis on clarity and 
disease modification to help more people with hearing 
loss say, “I can hear you, and I can understand you.”  
 

Linda Maxwell, M.D., MBA, FRCSC,  
is an otolaryngologist and facial plastic 
surgeon, and a consultant to Frequency 
Therapeutics. She’s an adjunct professor  
in the Department of Surgery at the 
University of Toronto. Reach her  
through info@frequencytx.com.

RESEARCH-FOCUSED 
WALK SPONSOR SPOTLIGHT
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B Y  L A U R E N C E  R E I D

H earing loss is an enormous public health challenge 
with a huge societal cost. It affects people of 
all ages and substantially impacts quality of life. 

Approximately 48 million Americans have hearing 
loss, the National Institute on Deafness and Other 
Communication Disorders (NIDCD) estimates. Despite 
the numbers, there still are no approved medicines to 
restore hearing.  
 At Decibel Therapeutics, Inc. (Decibel), we’re 
working hard to change this by building a comprehensive 
research and development platform to create targeted 
therapies that are delivered to the right person, at the 
right time, to the right cells, and at the right dose. Our 
team, many of whom come from a clinical background, 
share a passion to make a difference in the lives of those 
affected by hearing loss. 
 Since Decibel was founded, we’ve built a deep 
understanding of the biology of the inner ear—an 
extremely complex organ that features many specialized 
cell types that enable us to hear. Over the past several 
years, our team has greatly advanced the collective 
understanding of the inner ear by characterizing the cells 
of the cochlea and identifying the molecular signature 
of more than 40 different cell types. This research has 
allowed us to pursue a number of different therapeutic 
programs that are designed to restore hearing and balance. 
 As an example, Decibel currently is working to 
develop a gene therapy for the treatment of genetic 
congenital deafness caused by a deficiency in the otoferlin 
gene. Infants born with mutations in this gene have fully 
developed structures within the inner ear; however, these 
newborns are profoundly deaf because signaling between 
the hair cells in the inner ear and the brain is disconnected. 
 Decibel’s approach aims to replace expression of 
functional otoferlin in the hair cells of these patients, 
connecting the ear and the brain, with the goal of 
providing hearing to these individuals. We’re also working 
on several programs to treat disorders of the vestibular 
system—which shares many biological similarities with 
hearing—by regenerating vestibular hair cells. The loss of 
these cells can increase risk of balance disorders and injury 

from falls, both of which already are a concern for older 
populations. 
 In addition to congenital causes of deafness, hearing 
can be damaged by a variety of factors, including age, noise 
and certain medications. Decibel’s lead program is designed 
to protect people from hearing loss caused by cisplatin, 
a chemotherapy used to treat many different cancers. 
Cisplatin is extremely effective at killing cancer cells; 
however, it also can severely damage hearing. Nearly 80%  
of adults and 50% of children treated with cisplatin suffer 
from permanent hearing loss.  
 This has a dramatically negative impact on the quality 
of life of people who survive cancer but lose their ability to 
hear after cisplatin treatment. Our therapy is unique in that 
it neutralizes cisplatin locally in the inner ear, protecting 
the delicate hair cells of the ear without impacting its 
cancer-fighting ability throughout the body. We already 
have demonstrated safety and tolerability of this therapy 
in healthy individuals and currently are enrolling cancer 
patients in a clinical study throughout the U.S. and 
Australia.  
 It’s an exciting time for research on hearing and 
balance disorders, especially as our scientists continue to 
build on the ever-growing knowledge of the inner ear. We 
believe that we’re experiencing an important inflection point 
for the industry. And we hope that our therapies can soon be 
used to improve the lives of those with hearing and balance 
disorders—ultimately building toward a world in which the 
benefits and joys of hearing are available to all.  
 

Laurence Reid, Ph.D., joined Decibel 
Therapeutics, Inc. as its CEO in January 
2020. He also serves as an entrepreneur in 
residence at Third Rock Ventures, where 
he focuses on novel drug discovery and 
development opportunities. He previously 

served as CEO of Warp Drive Bio and has held executive 
leadership and business development positions at Alnylam 
Pharmaceuticals, Ensemble Discovery, and Millennium 
Pharmaceuticals. He’s a board member of The Possible Project 
and board advisor to Life Science Cares. Reach him through 
info@decibeltx.com.

Decibel Therapeutics: Regenerative Approaches 
to Restoring Hearing and Balance

RESEARCH-FOCUSED 
WALK SPONSOR SPOTLIGHT
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People who try CaptionCall do it for the help that comes from exceptional 
telephone captioning. And they stay for the help that comes from our exceptional 
people. From the moment CaptionCall is delivered, our friendly representatives make 
sure every user feels comfortable and confident with the phone and its features.  
It’s part of our Red Carpet Service. And part of what makes CaptionCall the number 
one captioning phone service in the country.

Learn more about CaptionCall and order a phone today
at www.CaptionCall.com or 1-877-557-2227.

We offer features. And friendliness.

FEDERAL LAW PROHIBITS ANYONE BUT REGISTERED USERS WITH HEARING LOSS FROM USING INTERNET PROTOCOL (IP) CAPTIONED TELEPHONES WITH THE CAPTIONS TURNED ON. IP captioned telephone service may use a live operator. The operator generates 
captions of what the other party to the call says. These captions are then sent to your phone. There is a cost for each minute of captions generated, paid from a federally administered fund. No costs are passed along to individuals who qualify for the se

“One of the most  
important things you 
can do on this earth  

is to let people know 
they are not alone.”   

—Shannon L. Alder, author©
 D

ar
ia

 D
’A

rie
nz

o

HLAA Hearing Life March April 2020 Final.indd   46HLAA Hearing Life March April 2020 Final.indd   46 2/13/20   10:44 AM2/13/20   10:44 AM



People who try CaptionCall do it for the help that comes from exceptional 
telephone captioning. And they stay for the help that comes from our exceptional 
people. From the moment CaptionCall is delivered, our friendly representatives make 
sure every user feels comfortable and confident with the phone and its features.  
It’s part of our Red Carpet Service. And part of what makes CaptionCall the number 
one captioning phone service in the country.

Learn more about CaptionCall and order a phone today
at www.CaptionCall.com or 1-877-557-2227.

We offer features. And friendliness.

FEDERAL LAW PROHIBITS ANYONE BUT REGISTERED USERS WITH HEARING LOSS FROM USING INTERNET PROTOCOL (IP) CAPTIONED TELEPHONES WITH THE CAPTIONS TURNED ON. IP captioned telephone service may use a live operator. The operator generates 
captions of what the other party to the call says. These captions are then sent to your phone. There is a cost for each minute of captions generated, paid from a federally administered fund. No costs are passed along to individuals who qualify for the service.

ADVERTISEMENT

HLAA Hearing Life March April 2020 Final.indd   47HLAA Hearing Life March April 2020 Final.indd   47 2/13/20   10:44 AM2/13/20   10:44 AM



ADVERTISEMENT

HLAA Hearing Life March April 2020 Final.indd   48HLAA Hearing Life March April 2020 Final.indd   48 2/13/20   10:44 AM2/13/20   10:44 AM


