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DOCUMENTING YOUR PERSONAL JOURNEY

PRESENTER: TINA CHILDRESS

TINA CHILDRESS: Good morning, everyone. My namé&isa Childress, and | work for Advanced
Bionics. And my role is to help recipients, ardve my job. | am also an audiologist. | useavtrk

in the school setting before | joined Advanced Bisnbut | am also a late-deafened adult who has tw
cochlear implants, and so every time | come to AL.Dgay it's like the mother ship is calling me leom
Being able to be around other people who have experd, you know something similar to what |
have.

So what I'm here to talk to you about today is aoenting your journey. Why is that important? How
you can do it. Talk about some resources, andksmpaf resources, on your table in front of ydu, i
you haven't noticed, first you have a flyer abaut online community called www.hearingjourney.com,
and it is a really wonderful place to talk to peopl a very safe format, lots of different topiaad lots

of different ideas. You know, a lot of times wentteven talk about implants. We're just finding o
about each other.

And the second thing that you have is that spicaida journal which we are really excited to be dble
provide to you. It has tips on the side, you kniiwgjves you a little bit of guidance or formar fmow
to document different things going on in your life.

But, obviously, you don't have to follow that forteactly, and I'll show you some of the tools that
other people have used and why they've used them.

So this is kind of our agenda for this morning, émelfirst thing that we're going to talk aboutnby
should you do this? Why is it important to docut?en

So how many of you got your hearing aid or cochiegalant in one facility and then moved to another
facility? When you moved from one cochlear implesnter to another one, did you have all of your
records with you?



AUDIENCE MEMBER: No.

TINA CHILDRESS: Was it difficult going from one diologist to another audiologist? Did they just
download the programs from your hearing aid tortbemputer and then just kind of tweak you from
there?

AUDIENCE MEMBER: Yes, and | was not happy withthadidn't like the idea of a computer setting
the program for my hearing aid.

TINA CHILDRESS: Yes.

AUDIENCE MEMBER: Those were digital, but | feltahwhen the audiologist set up the programs
themselves, that the hearing aid worked bettemier

TINA CHILDRESS: Right. So it was more a manualkof setting, list, a lot of hearing aids, andreve
cochlear implant systems now, they need to be tagkalnd | hope that you have that good
relationship with your audiologist that if you netedsay, “Oh, it sounds too high pitched,” thatytlcan
make an adjustment so that you can do that.

Well, I know there are a lot of people that wilt gecochlear implant and actually, when | was an
audiologist with kids’ hearing aids, too, they wobuhove to a different facility and the audiologist
would know nothing about their needs, about mayeesof the projection they may have, some
concerns. And for people who have cochlear imglaa well as for digital hearing aids, having éhos
numbers can save a lot of time.

| remember when | used to travel a lot around thtesand | still had hearing aids, sometimes whan y
get your hearing aid, they do that skinny littlepsprintout, and it shows the curve of the wayyou
hearing aid responds. That is very helpful fordhdiologist. If your hearing aid were to breakvao
and you were on vacation somewhere and you negel titveaked again. Maybe your program gets
wiped out. And it's the same thing with a cochiegulant. Having those different levels and those
different numbers is very helpful

Imagine if it's a little baby, and a baby can't,s#tysounds good or it sounds bad” and they dioaNte
time to work with that family because it's an enggrgy. Having those numbers is a very important
thing.



The other great thing, you know, think of your aagtams. You know, when you go from audiogram to
audiogram, sometimes they'll say plus or minus tiové0 db. You know, so let's say from 2004 to
2005, it changed to plus or minus five to 10 dibthat happens every year, and you go back to 1997,
you could have been plus or minus five db, and fhvenyears later, it could be all the way downéher

So it's important to have those what we call s@ugliograms to see if your hearing is stable dfsf i
changing and progressing because going from ongg@&me year doesn't give you everything that
happened before.

You know, you go into your audiologist's officeirtk about the first time that you were diagnosethwi
hearing loss. You get all of this information. wdleauch of it do you retain? Maybe you pick up agrt
words. You lose most of it. 40% to 80% is whansoof the studies are showing. First of all, yeu'r
grieving your hearing if you had normal hearingnd&hen all of a sudden, you're thrust into thisld/o
of technical jargon, of words that you don't unteand, like “sensorineural,” “decibel,” “mild to
moderate hearing loss,” “conductive hearing lo&spthlea” “auditory nerve.” What do all of those
things mean? You're maybe hearing these wordhéofirst time and then you also have to process
them.

And other studies are showing if you go to an apmeent and you talk to your spouse when you get
home, what you may say may not even be accuratel sA it's important to have something written.
It's one of the things that | always try to do whevorked with patients was write down immediately
the highlights of our appointment, you know, thifigs, “some of the higher pitches or the treblego
went down a little bit.” Or things like “her edesel full,” “she's on antibiotics because she hagar
infection,” things like that. And if you've geffast, progressive hearing loss, many things aragihg,
and it's stressful, and you're overwhelmed witlofthe things going on. So documenting your hegri
loss and having that written record is a good thing

| have also known of people that will actually atgmand videotape their appointment so that they're
sure they know what's happening, especially ifra@rpreter is involved.

Or they may carry a tape recorder with them sottiey can keep a document of what happened.

Another reason is that you are the expert about gomn hearing loss. So you need to know what's
happening to you, not getting it secondhand thraagheone else. How many of you go to your
appointments with a friend or a spouse or sometse® e

| remember when | started losing my hearing, amgitreally bad towards the end. | didn't trust my
own hearing to understand what the audiologistseging. So | always made sure to bring my husband
with me so that he could be my second pair of é¢déeswvould be able to perhaps remember things that |
couldn't remember or perhaps that | missed.



And do you guys keep records of your audiogramengrof those things? | have a box about this high
full of all of my records, you know, my immunizatiovhen | got my cochlear implant, my mappings,
my manuals, you know, all of those things is vesipful to me. But it can be overwhelming having al
of that material.

The other thing that I've done is | have scannegdhamy that was not electronic and burned it to\&DD
and put it in a lock box, in case of fire. Becaiisdl of that stuff got damaged, then there woléno
one else that would have that. This is just, my wilgrotecting my records.

They have new things like the memory stick that gan put in your computer? There are services out
there now where you could put medical records bi$B drive and just carry it in your purse. Some
people are like, “I don't want to carry this equgath What if the wrong person got a hold of this?”
What if you're on a bunch of different medicatiofts®ould be nice, if you have seizures or someaghin
like that, and you became unconscious, that theganey medical technicians would know what your
medications are on.

Sometimes I've gone to appointments and they ganlihy chart in time from the main hospital. S® it
nice to have some records from at least the prevappointment to show my audiologist.

And also we talked about what happens if you mosmfone location to another how nice it is and how
much easier it is for both of you if you are aldéntive some of your records from your previous
provider.

Acknowledge your accomplishments: I'm going to passind a book right now. | have a book that |
created when | got my second cochlear implant. i#adind of about my hearing journey, you know,
which is the topic of this. It shows my surgergauple of mappings, but it also shows some of the
things that | am able to accomplish and that I'myyeoud of with my cochlear implants and, you know
different things that I've done.

You know, a picture is worth 1,000 words, and vditjital cameras now, so many people just have
these memories just holding, and there are ways/thacan use that creatively for yourself, for you
family, to kind of share your triumphs, you knowgeo your hearing loss or ways that you've coped.
Acknowledging your accomplishments is another redsaocument.

I'm going to share some stories with you of sonmepfeethat have documented their journey and reasons
that they did it.



Deb McClendon, you may have met at the at the AdeaBionics booth. “While we were out of town
my map got wiped out. Though | found an audiolbgisnmap me, my clinic was closed” -- that's
another thing, what if your clinic is closed? ttbk hours to map from scratch, and it still did@tind
like my old map.” That could also be the samedgtthmat would happen to your hearing aid, if it's no
programmed the way that you're used to. You wadkenty about it being automatic versus the
audiologist kind of adjusting it. It may not soumght.

Another story: “Our surgeon changed practices aaavanted to go to his new clinic. When we called
to get the files transferred, they said everythiag been lost.” they had to start from scratchbliye

the mom to these two teenagers, these kids wegaakad at birth, “when this happened they lost 10
years of records.”

AUDIENCE MEMBER: My hospital told me they're notg@red to keep records more than 10 years.

TINA CHILDRESS: Is that what they said?

AUDIENCE MEMBER: | was asking about something tivats 15 years ago, and they said “we're only
required to keep records for 10 years.”

TINA CHILDRESS: That's another great reason tgpkgaur own records—if they do have that cutoff
point. | go to a family practitioner, and | camtagine what it would be like not having stuff asemior
citizen from, when | was a young adult, and notihg¥hat history. Thank you for bringing that up.
That's another great reason.

Journaling: My biggest mistake was to not journBthe information is so important down the line
because one forgets so much. To be able to réféabt on where you came from to the progress that
you have achieved would be amazing to say the.least

There have been so many memories, but did | wrgentdown? No. Again, my humber one
recommendation to anyone is journal. | rememberrwihgot my first implant; it was right around when
e-mail was becoming more prevalent. And | lookikd@acsome of those thoughts and feelings that | had
as someone experiencing a progressive hearingdosyared to where | am now, and | think oh, my
goodness. | have come such a long way. | haveddaso much. | forgot sometime -- it's so nice
sometimes to go back and remember some of thesttivag you heard for the first time. | mean, da yo
guys remember -- if you have ever gotten a cochieplant, do you remember the first thing you
heard? Or the first time you were able to hear gvandchildren with your hearing aids. Thosegkin
are great to remember.

What kind of information would you want to inclugethis documentation?



Audiograms: we've talked about this pretty muckeagth. | not only include my aided levels in the
booth -- meaning, when you raise your hand whew llear the noise with your hearing aid or implant
-- but I also be sure to include my speech sco&ss/ the word “ball, “say the word “at,” differetasts
like that because even though your audiogram, tharXl the Os, or the Cs, or whatever, might bhan t
same place, if your speech scores change, themtght be another clue that might want to get ckedck
out by your audiologist, maybe consider new heaaidg, maybe getting a new map on your cochlear
implant. And so having all of that informationvsry helpful to kind of see if you're stable, geadti
better, if you're getting worse.

AUDIENCE MEMBER: When | to go my doctor and he mag audiogram made, it includes not only
the sounds but on the bottom, it include word disicration scores.

TINA CHILDRESS: Mine does that, too. But there aome audiologists, depending on their form --
the speech scores may be on another sheet of pamerthe backside of your audiogram. And you
may not see it together. You know, they might jaghey give you a copy of your audiogram, they
might only copy that front side that has the Xs drelOs.

AUDIENCE MEMBER: That's new to me. |didn't knoWwat. | thought all audiograms are similar.

TINA CHILDRESS: No, every place has their own fattmat they use or that they created. The other
thing I like to also keep in my journal is phonemwhers for my surgeon, my ear doctor, and my
audiologist. When | was doing auditory therapkept that person's number and e-mail. So it wstsgu
really quick way that if | was experiencing a pl, that | could contact them right away by calling
them or by e-mailing them.

That's also the place where | would keep a recbrdyoappointments. | wouldn't necessarily say what
happened at the appointment. But | could look awbook and say, “wow, when my hearing loss was
getting, pretty bad, in 1999, | was at the audisbgffice a lot as they were testing my hearigd

then I noticed in 2004, okay, maybe | was only gdimice or three times a year. But it's nice town
how often you're going and to just quick snapslidchat.

Another thing that might be helpful is to get a @& release of information. Hospitals now areyver
restricted in the kind of information that they cdrare with other people. And so, for instancgoif
were to go from one doctor at one hospital to agodoctor at another hospital, there's a lot ofdsoo
that you might have to jump through to get youorddrom one place to another.

One way that you could avoid that is to have a aafpyour own records; you have every right to take
your records that you have in your possession éthan doctor. It's yours. It's you. If you hasey
other kind of complicating factors, it's nice toskahat information in your own possession.



AUDIENCE MEMBER: You mentioned you contacted yowctbr by phone or e-mail. Mine won't
give any e-mails out. They say it creates too n@oplems for them.

TINA CHILDRESS: You can kind of see why. | thiekmail has kind of been a blessing and a curse
for some professionals. | think for people tha deaf or hard of hearing, they tend to find
professionals that are pretty responsive to e-m&lg there are some people that won't do e-mails
because it's not billable. And there are some leeyat they e-mail their doctor all the times like
getting free advice in a way without having to makeappointment. So from the doctor's perspective,
I'm sure at some point they need to say, okayeeltm going to answer just this one e-mail, or som
doctors say I'm not going to answer any e-mailseylneed to come see me, make an appointment.

Also, doctors can't always answer your questiomsssrthey physically have you in your office. Asal
that might be another reason that, you know, theywlkl say -- you know, write back and say, “Please
come to my office. | can't answer this,” in an a#yrather than just completely ignoring you. Bve
person is very different.

AUDIENCE MEMBER: Some hospitals have web sitesuse@-mail system, and you can get in touch
with your doctor that way.

AUDIENCE MEMBER: Two issues with e-mail. | haveredical-legal background. | worked in the
medical field for 26 years. Number one is regagdianfidential information. No matter how good
your antivirus program is or firewall, next thingy know, every Tom, Dick, and Harry in the worldsha
your confidential information. Secondly, it beconaekability issue. Once they put something down i
black and white, it can always come back lateraorit them to be used against them in a medical
malpractice.

TINA CHILDRESS: Right.

AUDIENCE MEMBER: Those are the two biggest reasehy doctors and hospitals don't want to
receive and respond to e-mails.

TINA CHILDRESS: Thank you for bringing that upwbnder if audiologists tend to do that more
because they know that people that have hearisgiosid prefer to use that medium versus the phone
or what have you. But I can definitely see thefictamtiality and the liability things as being tvaig
reasons that a doctor may not respond to an e-mail.

Another thing to keep in your documentation wouddwWarranty information. How many of you
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know when the warranty on your hearing device ruts and you need to either get an extension, or
that you know, | should send it for cleaning beftitis warrant period expires? That is very helpful
information to have. Things like the serial numberyour device, especially for people that have two
hearing aids that look the same or two cochleatantp that look the same. If they get mixed up for
whatever reason, then it's nice to know which gpsised to go with which.

Items like trouble-shooting guides so if somethivege to happen you would be prepared. For instance,
with Advanced Bionics, we have a carrying kit that'so a drying kit. You know, like the little ctpls

that you put your hearing aid in to kind of dryiit. Well, there are directions on how to take the
crystals and put it in the oven to kind of dry the crystals before you can use it with your hepaiial
again.

But if you only use it once or twice a year, yoa aot going to necessarily remember you need ta put
in the oven at 200 degrees for an hour and a d&lfd hours. You may not remember all of that.dAn
so if you have all of your user guides and troundeding manuals in one place you know where to go.
For some people with cochlear implants (and | thyiok heard of this with hearing aids, too) your
program might get scrambled for whatever reasaticstlectricity, maybe your hearing aid got zapped
by something. And if you lose your program, them'se going to have to start from scratch, and if
you're away from home, it would be nice to have Wigh you as well.

AUDIENCE MEMBER: | was wondering, you see so oftplaces you can't have cell phones or you
can't have wireless connections because it inesferth something. Have you heard of someone who
has issues with their hearing aid because of vésalgerference?

TINA CHILDRESS: | have not heard of that with hiegraids. | have heard you shouldn't be talking
on your cell phone while pumping gas because ofeskimd of electrostatic discharge. The big thing
with implants, especially for kids, would be thirlde plastic slides that could wipe out a map onry
cochlear implant. It's important to have some lohd backup.

The other thing, a lot of you that have programmdddaring aids or a cochlear implant, you have
different settings for each program, like programmiber one would be your normal setting, whatever
normal is for you. Number two might be your sejtfor listening to music. So maybe your audiolbgis
somehow tweaked your map so that music soundeerbBtbogram three might be for noisy situations.
So what happens if you can't remember which progyaes with what? You can carry little cards with
p-1, program one, p-2, program two and what yoagm@ms are.

The other thing you can do is if you have a phdkeed Treo, every time you go to the audiologist'
office, put it in your phone it has a calendar. Tlaéso write down what your different programs ace,
that you have that with you and you can remembés,i$ the program that | use with my F.M. system.
It's nice to have that memory, too. Remember,fgoget 40% to 80% of what happens in your doctor's
office.



We talked about electronic copies. You know, tiatld be on, perhaps, that USB drive that we talked
about. Some people like to carry (especially ifythe got some kind of progressive condition),
electronic copies of things like CAT scans or smhthe objective measures. Objective-meaning things
you don't respond to, but something that's justsmesl on you and you don't have to respond.
Medications and dosages those are great thingsvi@ dll in one place.

The journal is a great place to keep your infororatike the support groups that are in your atdave
the web sites all in one place and your favoriterimet links. Web sites like where you like to kyour
products, like neck loops, etc. Have that all ie ptace. If you have certain videos or DVDs thateha
helped you with you hearing loss, add those. Afgilaces now, companies, will have your user
manual actually on a DVD like a movie showing yawtto connect the different parts. And so that
could also be all in one place.

Include your story. What was it like the first g#rthat you got your hearing aid or your cochlear
implant? Include pictures of you after surgery.wNsounds that you heard. What kind of changes did
you see in your programming and how did that help gr how is it not good?

It's good to document things that are not good, hegause when you have that information you can
take it and give it to the audiologist. This igllg important for the hearing aid users, too.

If you find that you're not happy with your prograkeep something with you that you can write im S
let's say you're at work, and you have to walk, nlohe street to get to your office. There's afot
traffic. If one week the traffic doesn't bothemylout then the next week all of a sudden, theitrégftoo
loud or something is really bothering you, writattdown, because that change within a week telf you
audiologist, okay, | need to tweak this or that.

Or things like “I was able to hear my husband & ¢ar before. Why can't | do that now?” It may not
seem that descriptive to you or it may not seerhdigmificant, but to an audiologist, that can maan
very specific pitch range that they might want dguat, and knowing that it's changed is a big thasg
well. Some people have never heard certain souhdat's fine. It's when you deviate from the norm
that it's important to tell your audiologist.

Some people like to keep records of conferencdghibg've gone to. They might want to keep their
notes from the conferences. They say, “Oh, | rebershe talked about journaling. But that was a
couple of years ago. Let me look up what she's&a. having one place to go is good. Keep the
business cards you receive. Everyone here indhibiearea will be happy to give you their busisies
card. So if you have it, you could say, “Okayhihk I'm ready for an F.M. system now. I'm going t
go contact them.”

Of course we talked about product information, lilser manuals, things like that.

So what will work for you? Everybody here hasdiéint skill set and different abilities. What apeme
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different ways that you can keep this informati&fs2 an organization style that works for you. My
husband is one of those people that likes to Keiegs in piles, but he knows exactly what's in ghos
piles. Anybody know someone like that? They kedgs -- but you know what's in your pile and you
don't mess with your pile, right?

You know, I'm someone that has vertical file fokléor different things that | have to keep track of
things. And, you know, | don't like it when onagkind of mixed up. | can't do piles of papen y®u
have to work with what works for you.

If that means for you, having the banker boxesvene crate, but you have all of your papers inethe
you know, okay, you may need to do some big digding that works for you. Some people have the
label makers and they label all of the differemdis, and that works for them. Some people can get
really fancy and do things like use the InternBfis woman has a real fancy kind of way of desogbi
her daughter and the things that she was ableaiodmel not hear. That's great if you have timgoto
that.

Some people are lucky if they remember to write mlawa notebook or a napkin or a scrap of paper,
what they're hearing or not hearing. But it is imgnt to record, your C.I. moments and frustrations
That's very important for the audiologist.

For those of you that have cochlear implants, tfoere is a web site called
http://www.geocities.com/Heartland/Meadows/4602/mag.html If you hear a sound but you’re not
sure how to describe it, perhaps you'll find thefet descriptor word here! It's important because
audiologists like to know the quality and kind ousid you're hearing.

For instance, | remember when | first got hookedvith my implant, | said, “everybody sounds like
they're gurgling,” or someone might describe igesvelly. This is useful for those who have tinsit
the ringing in the ears. People describe tinriuws million different ways -- chirpy, squealing, o
roaring. | heard one woman; she called it “ciroussic.” That kind of information can be very heipf
too.

For instance, someone that has Meniere's diseadédetss say it's undiagnosed, they might desgatibe
as, “I feel like I'm in a waterfall. It's roarinonitus.” That's very different than high-pitchtdnitus.
So hearing roaring tinnitus would kind of clue lnretdoctor, oh, do you also have dizziness? Ojgus
hearing fluctuating? So it's important to be dggie in the way that you describe what you heat a
what you don't hear.

And, you have to be a little bit disciplined if yawant to do this all the time. You might want &ep a
small book in your purse or your backpack to wadibevn these different things.

I'm going to be talking a little bit now about somays to do stuff on the Internet, and | understad
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everybody is not tech savvy, or may not even hacess to a fast connection on the Internet, and so
you may or may or may not be able to benefit from.t

But some people like to create, their story on & page for other people to see. If | went to Gopgle
which is a search engine on the Internet, andt itygeed, “cochlear implant story”, boom, I'm goita
gets a whole list of people that have web pages.

Facebook, and things like Myspace. They call thikensocial centers. All of these people go, and
invite friends, and then friends find other friendad then all get kind of connected, but you daa a
have groups.

So, for instance this is a group that one of oaipients started. It's called “Bionic ears.” Sapple all
go to Facebook, and all of the friends that aréhene have a cochlear implant, Advanced Bionics
device. We talk about things that work and dowtkyhow to do this, how to do that. But it's golace
that you can do it.

AUDIENCE MEMBER: | tried to get information aboubchlear implant sites, and a friend of mine told
me that most of the sites are restricted to theenlrand of cochlear that you have. And there desva
general ones as well. | was trying to get in ahdd some problems.

TINA CHILDRESS: Right, right. | see what you meaditis either the manufacturer's site, but theee a
not a lot of sites that talk about cochlear impdantgeneral. Is that what you're saying? | fimak sites
like that are actually found more on hospital ocidear implant center pages. That's where thegte
necessarily brand specific, and they talk aboutifferent benefits from cochlear implant.

So you may want to check out different cochlearlanpcenter sites to find information that is more
general.

AUDIENCE MEMBER: The reason I'm interested is loidtby the various doctors that I'm not a
cochlear candidate because | hear too well withh@aging aid, but I'm deaf on the other ear. Arat t
doesn’t make any sense to me, but the insuranceames won't pay for it if | try to get one.

TINA CHILDRESS: These resources might be very fudlfpr you. They're called blogs, and it's kind
of a concise way of saying “web logs.” People yalirnal, actually, on the computer, and peoplegblo
about everything under the earth that you can tbhink

They talk about their cochlear implants. They t&blout their foot. They talk about what's happgnin
with their daughter at school. But sometimes negquinese personal stories can be very helpfuldéo se
how people in real life are functioning with thbearing device.
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There is a web site, | think, pretty importants italled www.wikiHow.com/start-a-blog. They
have a pretty good description of what a blog i$ gave good examples of where to go and the fesature
of the different things.

So everybody does it in their own way. Now I'mrgpto show you some examples. You know, some
people do it very kind of fancy. They put picturé&hey might put, you know, upload pictures from
their mapping. That's what | did, or they mighars@ictures, or they may draw pictures.

It's a way for them to express themselves, tooth8p may not be a writer on paper. | sometimed ca
write stuff on paper and I'll just go to my blogdgust blog. It's very kind of free-flowing. | dbrcare
about typos. | don't care about all of that stuffust want to get it out. Blogging is a greatywa talk
about things that you are experiencing in a dagiepformat.

We talked about files a little bit. You can dmdtebook style. You can do it pile-of-paper styley
can do it electronic style. Everyone has their Weey like to keep records.

Scrapbooks: You know, if you like to scrapboolgttha way that people have recorded their hearing
history.

A photo book: That little green book is mine. | Banany digital pictures that I've taken over tharge
They were just sitting in a file on my computerddrike to do regular scrap booking, but | wag jus
running out of time, and | felt like | didn't hatiene to devote to do a good scrapbook. So | went on
Walgreens.com. All you have to do is up uploadgictures, and you can label it, you can writecayst
-- whatever you want and then you pick a covermreln that book cost $20, and it looks so
professional. That might be a way you would wand@cument your journey.

| got the idea for that, actually, from my sistdrtomvent on a physical journey -- she went to Japad,
when she was in Japan, she showed all of the diftgrlaces that she went, the things she atejtdee s
that she saw, she went with my parents, and songlge this book, and she kept one for herself, and
gave one to my parents. That's a really easy Wayou have pictures sitting in your computer, to
document what's going on.

Lastly, I'm going to talk about some of the resegrthat we have at Advanced Bionics that can
help you kind of journal and give you some resuitse first thing they have is hearingjourney.comis |
a web-based community and a place to exchangematorn.

You might write down, “oh, you know what, | heardrh Jennifer that a really great way to keep my
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cochlear implant on was...” you know. Or “oh, ufa out that | didn't realize that the tubing on eay
mold was not supposed to be hard and yellow.” Aeydf you're a new hearing aid user, you may not
know that once your little tubing gets kind of hartd it's not flexible any more, that you needdcge
your audiologist. And you may forget that. Sodmgumenting it, it's kind of a reminder to you.

The other thing that I'm going to talk about is stining called “The Listening Room,” it's a web site
that has a bunch of auditory therapy kind of questi And the way that you can use this is youszgn
“Hey, | went to The Listening Room today, and | vadre to pass level four,” or “I learned that these
sounds are kind of hard for me to hear. Maybeoukhtell my audiologist about that.”

So, that is hearingjourney.com. We have over 16&#0s on this web site right now. You will get
opinions and experiences from potentially manyedéht people and sometimes that's what you need to
hear.

You don't want to just hear it from me, someone wiooks for the company. You might want to hear it
from a fellow recipient or candidate.

The Listening Room, right now, we have it separatéol two parts. We have the kids' section and we
have a teens and adult section. Now, the kids’asehtis been around for a while, but the teens' and
adult section is going to be coming out very, v&eogn.

So | encourage you to go to www.hearingjourney.cdinere's a link that will send you to The
Listening Room. From there you will find out thinigee, okay, this is the hierarchy of hearing loss.
These are effective communication strategies. ‘t@ne's an activity that | can do on the compuftén w
my family,” or “here’'s an activity | can do on mwn.”

It gives you resources like that, and you can dantrthat in your journal.

You can get a journal by going to hear@advancedtsaom.

AUDIENCE MEMBER: Could we get that journal everwié don't have an Advanced Bionics Implant?

TINA CHILDRESS: Absolutely. 1 think the informain that's in there are very helpful tips that can
apply to hearing aid users as well as cochlearantpkcipients. Absolutely!

AUDIENCE MEMBER: Do you have a group that can gdirmand share their questions, their
experiences?

TINA CHILDRESS: That's exactly what hearingjourreym is. You can go to hearingjourney.com and
go to the web site and read the different postgat'$ one way. A second way is every time someone
sends an e-mail, you get an individual e-malil. tTdaa be a little overwhelming because there do¢ a
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of people. The third way is you get a digest, saliat day you see the different topics and all the
different responses.

So all of that is possible, as well, with hearmghey.com. And we have people that have heardgy a
We have people that have devices from other maturezs, that get on this web site. We have payrents
they like to go to our web site and all talk witther parents. So there is a bunch of different viags

you can get that information.

AUDIENCE MEMBER: I like your suggestions about @ifént things that we can document in the
journal, a lot of the ideas | never would have tiituabout. I'm going to have to do my research and
find out if there are any C.I. implant centers iy anea.

TINA CHILDRESS: Actually, that would be very eaydo. All of the implant companies also have
what they call a “find it clinic” application. Oour web site, it's at the top of the page, andglmk on

it and you say what state you live in, and thenmilitshow all of the different implant centers iowr
State.

Here on the east coast, you could live in Connegtand since you have so many cochlear implant
centers in the surrounding states that you cansghtingo somewhere else. So you just find out which
one works for you and what works with your insuend he sites have the doctors' names, the
audiologists' names, a map to the cochlear imglanter. You can say, “That’'s way on the other side
the state. That's not going to work.” Or “chodssvntown Manhattan. | don't want to go there.” So
you have those possibilities as well.

AUDIENCE MEMBER: My audiologist, when she's askimg how something sounds, she always
wants me to distinguish whether it needs to bedowd whether it needs to be clearer, and | don't
always remember to write that down for her. But #eems to be an important point when she's trying
to correct my program.

TINA CHILDRESS: Right, right. The other thing, yémow, | found that's helpful for going to
appointments when you're getting your hearing aidnplant tweaked, let's say you have a piece of
music you really enjoy, carry that piece of musithwou to the audiologist's office, and play itito
they tweaked your hearing aid or implant, you cay) %oh, that sounds better than before.” Or ‘thiat
sounds better,” but that's the one thing that seuhnel same.

The audiologist office is not real life. You'retime quiet booth, you have the fake noise that some
and you do the testing. What about when you watkobyour audiologist's office into the parking
garage and you can't understand a darn thing? $arging something from the outside with you is a
helpful thing.

| used to actually carry a recording of my daudhtenice. She would be telling me a story, ancula

listen to this again and again and again, and@dfuldn't hear certain sounds that she said or $hing
sounded better, that was a good clue for my augisio
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AUDIENCE MEMBER: | was just thinking that's whaldve about my audiologist, when we're done
programming, she takes me out to the hall and waddken the hall with her back to me and talks. We
go into elevator and she talks. We go out intoptuking lot with the traffic noise and talks arnks
asks me, “Does it need to be louder? Does it hebé clearer?” And she goes back and programs it
again. A lot of people I talk to don't have that.

TINA CHILDRESS: | was going to say you are vergryfortunate. That is not common at all.
Definitely not common!

Tina Childress is an audiologist and Consumer S&wiSpecialist with the Bionic a Association at

Advanced Bionics. She is also a late-deafened addl bilateral cochlear implant user.
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