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Robert Mandara, British-Finnish, 55, living in Finland.

PobepTt MaHgapa, aHrno-douHH, 55 roaa, xXmeet B PUHNAHONMN.

Born with congenital sensorineural deafness.
Pogunca ¢ BpoXXgeHHOU HEUPOCEHCOPHOU rMyXOTOMN.

Oral: attended mainstream school and university.
[Tocewian obweobpasoBaTeribHYHO LLKOMY N YHUBEPCUTET.

First hearing aid at age 4. Bilateral Cochlear N6 implants 2014 & 2016.
[lepBbIM cnNyxoBoOW annapart B Bo3pacTe 4 netT. bunatepanbHO UMMNMAHTHI

Koxneap H6 B 2014 n 2016.

Vice-President, EURO-CIU. Buue-npe3naeHt EURO-CIU

Please ask me anything!
[Toxanywucrta, cnpawmsante MeHs obo eceM!

Every Cl experience is unique! This is mine.
Kaxabin onblT KW yHuUKaneH! 3to moun.
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Offered CI in 1996, but | was strongly opposed.
KW npegnaranun B 1996 roay, HO A Obln KaTeropnyecku npoTuB.

My hearing and tinnitus worsened.
Mown cnyx n TMHHUTYC CTanun Xyxe.

| couldn’t understand people, even when sitting close together In
a quiet room. It felt like | had my head in a bucket!

A He Mor noHMMaTb Noaen, aaxe cnas 6nnM3Ko apyr K aApyry B
TUXOW KOMHAaTE. ¥ MeHS ObIfio oLyLlleHne, YTo 9 OnyCcTuIl ronoBsy
B BeapoO!

| feared losing music more than speech.
A boancsa noTepsaTb My3blKy OosbLUE, YHEM PEYD.

Depressed, dependent, emasculated, isolated, anxious,
Insecure, hot-tempered with low self-esteem. | felt very old.
[lenpeccuBHbLIN, 3aBUCUMbIN, OMYCTOLLEHHBLIN, N30NMPOBAa
TPEBOXHbIN, HEYBEPEHHbLIN B CeEDE, BCMbINbYMUBbLIA C HU3KOU™
caMooLieHKon. A YyBCcTBOBan cebs o4YeHb cTapbiM. o U

)




What changed fve o

1 2 As | stubbornly refused CI, my ENT tried a different tactic:
my mlnd . “A lot of people are very happy with them.”
LITO MIMEHUAO [TockonbKy 9 ynopHo oTkasbiBancsa ot K/, mon JIOP nonpobosan gpyryt Taktuky: «MHorue ¢

HUMW O4YEHb OOBOJIbHbIY.

MOe MHeHue?

So, | met Cl users and asked many questions. Face-to-face peer support is essential!
For family too.
NTak, a4 BcTpeTun nonb3oBaTtenen KN n 3agan mHoro BonpocoB. [loaaepkka
€ 4NHOMbILLSTEHHMKOB NULIOM K N1y OYeHb BaxkHa! [1na cembu Toxe.

Body language! A Cl weekend was the most useful step in my journey. Seeing
relaxed deaf people communicating with ease convinced me instantly.

A3bik Tena! BeixoaHble KN Obinn cambiM nonesHbiM WaroMm B MOEM MyTELLECTBUMN.
Co3epuaHue paccriabsieHHbIX rMyxXux rnogen, KoTopble Jieako obwaromeces,
ybeauno MeHa momuyac.

Talking to the brand reps was also very useful.
Takxe OblNo 04eHb NOSIE3HO NOroBOPUTL C NpeacTaBUTeENaMn operHaa.

My hospital described my residual hearing as “not much to lose” — but it felt like

everything to me.

Moga 6ornbHMUa onucana Mo OCTaTOYHbIN CIyX Kak @

«He TaK MHOro, YTobbl TEPATLY, HO 3TO ObINO AN MEHSA BCEM. —
EU
ROC‘ U




April 2014:

1st operation fvo s
Anpeab 2014: | | |
1 onepauus The operation lasted ~3 hours. | felt like | had slept well!

Onepauna gnunack ~3 4Yaca. A YyyBcTBOBan cebs, Kak oyaTo s
XOpOoLUO Bbicnanc4!

The night after my operation, | remember a delightful
conversation in English with the nurse, not pain or nausea.

B HO4Yb nocne onepauun 9 NOMHIO BOCXUTUTENbHbLIN pa3roBop
Ha aHMMUUCKOM A3bIKe C MeacCecTpou, a He DONb UMK TOLLHOTY.

The surgeon sacrificed a taste nerve!
XUPYPr NPUHEC B XXepTBY BKYCOBOW HEPB!

. The MRI scan was the scariest part of the process.
Y MPT Obina camou cTpaliHOM YacTbo nNpouecca.

C




My activation

(1 month after surgery)

AKTUBALUSA
(1 Mmecsu nocAe onepauum)
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| was well-prepared and had low expectations, but activation was still underwhelming.

A O6bin XOpoLwo noarortoesieH n nMmest HU3KMe oxmaaHm4d, HO akKtTnBaumnd BCe €Lle HE
Blrie4yarTtsidria.

| could hear noises & see people speaking, but | could not understand anything at all.

A mMor cnblilwaTtb LHYM N BUOETb, KaK J1I04An pa3roBapmBaroTt, HO A BOOOLLE HNYErO He
MOI MOHATD.

Activation videos online are misleading.
Buoeo aktmBaunm BBOAAT B 3a0NyKaeHME.

When | noticed | could hear "shhhh” noises, | was sniffing and going "shhh™ all the way
home!

Korga g 3aMeTun, YTo Cribilly 3BYKU «LULLLLLLIY, 9 MPUHIOXMBASICA U BCIO AOPOry JOMOW
n3gasan «LULLL!

Piano notes all sounded the same as each other.
Bce HOTbI dpopTennaHo 3By4Yanu oauHaKoOBO.

| was not discouraged by this.
A He 6bIn 06eCKypaXKeH ITUM. @




What is
learning

to hear like?
Ha 4To

noxoxe
oby4yeHue
CAYLUAHMIO?
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It Is the hardest but most rewarding thing | have ever done.
OTO camMoe CIoXXHOoe, HO U camMoe Nnones3Hoe, YTo 9 Koraa-snimbdo
nenan.

If you Inverted your eyeballs, your brain would start to adapt in 24
hours.

Ecnu Obl Bbl NepeEBEPHYNN CBOW rMa3sHblie A0M10KK, Ball MO3r Ha4ar
Obl aganTupoBaTbcs Yepes 24 yaca.

Learning to hear with CI is harder. The data to the brain Is unlike
anything it has seen before.

Hayuntbea cnbiwaTtb ¢ K cnoxHee. [laHHble, nocTynaruine B
MO3I, HE MOXO0XM HMN HA YTO, YTO OH BUOEN pPaHbLLE.

It Is about learning to hear and NOT TO HEAR.
Peub noet o Tom, YToObI HayuYnTbCA cnbilwaTte U HE CJ'II:ILIJAT@
h
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Progress
[lporpecc
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Gradually, over days, weeks, months and years, | began to
understand sounds. The journey continues.

[locTeneHHo, B TedyeHne oHen, Hegerb, MecaueB U NeT, 9 Hadvar
NOHMMAaTb 3BYKW. [lyTellecTBMeE NpoaosiKaeTcA.

| listened to audiobooks while reading the words. Gradually, | was
able to decipher words without seeing them.

A cnywan ayanokHuru, Yymtagqa cnoea. ['locteneHHo 4 Hay4yunca
pacluMdpoBbIBaTb CroBa, He BNAOS UX.

Music Is harder. Familiar songs are easier than new ones. | hear
lyrics better than ever but instruments sound very cold.

My3blka crnoXxHee. 3HaKOMble MecHU nerye HoBbIX. A ChbILy CrioBa
nyduie, Yyem Kkorga-nmbo, HoO MHCTPYMEHTbI 3By4YaT OYEHb XOMNOAHO.

Bimodal hearing worked surprisingly well for me.
bumoganbHbIM cnyx paboTan Ha MeHda Ha yauBNEHNE XOPOLLO.

C
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Summer 2014;

Revision surgery > | have thick skin: the strongest magnet would not hold

securely.
Y MeHs1 ToncTtas Koxa: caMbl CUMbHbIN MarHUT He OyaeT

Ha4EeXHO AepXaTb.

> Revision surgery, awake but with local anaesthetic, to thin the
skin over the implant.

PeBn3noHHaa onepaunsa B CO3HaHUW, HO NOA4, MECTHOW

aHecTe3neun, YTodbl ICTOHUYUTL KOXY HaAO MMMaHTaToOM.

| had to go to work like this!

) At least | couldn't see it!

i N 'a'a A gomkeH ObIn XxoauTb Ha paboTy B TakoMm Buae!
[1lo KpanHen mepe, 94 He Mor 3TOoro BMAETH!

roC|U
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April 2016:

2nd operation
AnpeaAb 2016:
_29 onepauns
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| was very lucky my operations were so close together. 2"d
operation was cancelled at the last minute and delayed by

2 months.
MHe o4eHb NoBE3M0, MOU onepaunmn bbinn Tak 6IM3KO Apyr

K Opyry. 2-10 onepauuno oTMEHUNX B NocneaHN MOMEHT U
3agepXanu Ha 2 mecsua.

Although | knew what to expect, | was still terrified!
XOT4a 4 3Han, Yero oXXnaatb, 9 Bce paBHO Obln B yXxace!

| begged the surgeon not to sacrifice another taste nerve;
he promised to “try to find another route”.

A ymonan xupypra He XXepTBoBaTb eLle OAHUM BKYCOBbLIM
HEpPBOM; OH rnoobeLlan «nonpoboBaTb HAUTU OPYrou

MapPLUPYT». Eg\au
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2nd activation

29 AKTUBALLUSA My second implant activation was still underwhelming
even though | knew what to expect!

AKTMBaLMA MOEro BTOpOro MMmnsjiaHTarta Bce elle He
BReYyaTtnana, XoTa 8 3Harn, 4yero oxunaaTthb!

Learning to hear with the second ear has been harder
than with the first. Perhaps the electrode Is not Iin such a

good place.

HayunTbCa crbillaTbh BTOPbIM YXOM ObIfIO TpyaHEE, YeEM
nepBbiM. BO3MOXHO, 9N1eKTpod HaxXoOAUTCHA HE B TAKOM
XOpOLLUEM MECTE.

My second ear is playing “catch-up” but two ears work

better than one.

Moe BTOpoe yX0 UrpaeT B «OOrOHAMNKU», HO ABa yxa @

paboTatoT nyyiie, Yem OfHO. EU‘-’
ROC‘U
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My outcome
Mou pesyAbTaT
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| can hear better than ever, but I'm still not hearing.
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| can use the phone and talk room-to-room.

| can look after myself, with less help from others.
| am relatively calm, confident, relaxed and happy.
| see myself as enabled, not disabled.

| feel braver and younger than before CI.

| can connect with people

| feel alive and part of the world!

| enjoy live music and noisy social gatherings.

Cl helps everyone around me: family, friends, colleagues.

750

1,5k

3K

6k

A cnibiwy nyywe, Yyem Korga-nmbo, HO s BCe eLle HE ChnbiLly.

A Mmory nonb3oBaTbCcd TeENedOHOM N pa3roBapmBaTb U3 KOMHATHI.

A mory no3aboTtutbca o cebe ¢ MEHbLLEN MOMOLLLIO OPYruX.

A OTHOCUTENBHO CMNOKOEH, YBEPEH B cebe, paccriabneH n cyacTius.
A BUXKY cebsi BKNKOYEHHbIM, 8 HE MHBANUOOM.

A yyBCTBYIO Ceba cmenee 1 mosnoxe, Yyem go KA.

A mory obLaTbes ¢ NabMu

A 4yBCTBYIO cebA XKMBOU U YaCTbO Mupa!

A nobnto XKMBYKO MY3bIKY U LUYMHbIE OBLLIECTBEHHbLIE CODpPaHUSI. @

v

KN nomoraeTt BcemM BOKPYlr MeHS: ceMbe, ApY3baM, KOJneram. ESC‘U




Lessons
learned

U3BA€YEHHbIe
YPOKMU
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Cl is not a light switch; Cl is a long journey. The user can only accelerate the process so

much.
KN He BbikntovaTenb cBeTa; KM — 310 gonrmn nyTh. [lonb3oBaTtenb MOXET TONBKO

yCKOPUTb NPOLIECC.

The longer the deaf history, the longer it takes to forget and stop using old coping

strategies.
Uem OnnHHee Nctopusa rnyxoTtbl, TeM DosibLUE BpeEMEHU TpebyeTcH, YTOObI 3a0bIThb U
nepecTtaTb UCNOSb30BaTh CTapble CTPaTENMm BbXXMBaHUS.

Adult patients are likely to be in a bad mental place before CI.
B3pocnblie nauneHTbl, BEPOATHO, OyayT B NSIOXOM NCUXUYECKOM cocTosAHUKM A0 KW.

There Is never a good time in our busy lives; adults may easily put it off altogether.
B Hallen 3aHATOWN XXU3HW HUKOrAa He ObIBaeT XOPOLLUEro BPEMEHW; B3POCSIbIE MOTYT NErko
OTNOXUTb 3TO BOOOLLE.

Do not apply pressure. The Cl candidate must own the decision.
He npumeHnanTe gasneHue. KaHanaoat B KV gomkeH camMm NPpUHATL pPeLLleHMe. @

Success depends on many things, including attitude, expectations and perseverance.EU"“
Ycnex 3aBUCUT OT MHOTMX BELLEW, BKITIOYAS OTHOLLEHUE, OXXUOAHUSA U HacToitumsocTERO | |
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»Do you have guestions now?

> |f you have guestions later, please emall me:
robert.mandara@elisanet.fi
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