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ATanya Saunders, Cl-parent and Founder, AVID Languagebooks for
children with hearing loss: Slow progress without parents

ATobias Fischer, EURGCIU: Advocating for myself from childhood to
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Slow progress without parents

Spot the gap!
Two things everyone in this room knows to be true:

1) Raising a deaf child to listen and speak requires a team effort but
parental involvement is the single most important factor in securing a

successful outcome.

2) Over 90% of deaf children are born to hearing parents with no history or
experience of hearing loss in the family.

So... How can you, as professionals, support parents
to make this necessary transition?
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My daughter, Onna, and | at her Cl-activation

Tanya Saunders | CI-Mum & Publisher of books for children with hearing loss | www.avidlanguage.com



Slow progress without parents

To secure more consistently successful outcomes for deaf children, parents
need to be empowered from the first moment of their child’s diagnosis.

Language and body language are all-important in communication with parents -
especially when first informing them their child is deaf. Avoid any “expression of
deficit”!

Medical diagnoses differ, but wherever possible convey a spirit of aspiration. If you,
as professionals, can instil self-belief in the parents, they will instil self-belief in their
children... and a lot of grit and self-belief is needed on this journey!

Parents need time (and permission!) to process emotions (grief, anger, shock) but also

need to hear that THEY can make an all-important difference to their child’s future.

Don’t overwhelm parents with information at diagnosis. In the first instance,
parents don’t want info - they want HOPE. They get this from other parents:
e parent mentor networks
e “lived experience” accounts in books & blogs (eg. “Voices of Hope” by
Estelle Gerrett; “How Do You Deaf?” by Kerry Tidman; CIICA website)
* social media (signpost safe, objective online spaces, eg. the Facebook
group, “Parents of Children with Cochlear Implants”)

After a few weeks, parents will come back to professionals for information and to
seek a way forward. Now you can load them up with info!

Try to give parents options. Don’t “box them in” or make them feel like their child is
a “commercial opportunity” (an assertion often made by the anti-Cl lobby).

different not leee

“lt’s a different gituation to
what you expected, but there
is 80 much you can do to
engure your child thrives...
gsame dreams, different
strategy to get there.”

“You have options. We’ll
support you with all the
information you need to help
you choose what’s best for
your child and your family...”

Tanya Saunders | CI-Mum & Publisher of books for children with hearing loss | www.avidlanguage.com



Slow progress without parents

B A successful team effort requires parents listening to professionals,
but also professionals listening to the parents.

B If parents feel powerless, with their insights and instincts ignored by “the
system”, the end result is less successful outcomes for children.

B As far as possible, care plans should be individualised to maximise the
positive impact of parental involvement, taking into account a multitude
of factors that can vary from family to family, including (inter alia):

e Logistical, practical and financial realities, including family situation
* Parents’ state of mind (do they need support to come to terms

with the diagnosis, and process all the decisions they need to make?)
Family’s cultural norms and expectations

Family’s values and aspirations

Is there an open, collaborative approach and regular
communication between all “team members”?

B At the end of the day, parents just want to be parents, with control
over the big decisions affecting their family’s future. Parents will trust
and value the advice, skills and intervention provided by the diverse team
of professionals involved in their child’s journey, providing those
professionals recognise the parents’ vital role too... and in this
atmosphere of mutual trust, respect and collaboration, the winners will
always be the children.

As a parent, becoming your child’s
“team leader” can feel daunting at first,
but remember: No-one else knows
your child as well ag you do.

“TEAM ONNA” (my daughter)

Auditory
Verbal
School Therapist

Leadership

Class Speech &
Teacher Language Therapist
1:1 iali
. . Specialist
Teaching Assmta\ @ \PARG ¢ Teaching Assistant

School (DEAF CHILD) Deaf Support
1

Special Needs
Coordinator Worker

Cl Surgeon

Audiologist

GP / Doctor

[ Some children will also require
supplementary specialist intervention for
additional needs, and some parents will
require counseling or therapy support ]

Tanya Saunders | CI-Mum & Publisher of books for children with hearing loss | www.avidlanguage.com



Nothing about us
without us..

Advocating for myself
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Tobias Fischer, M.Sc. EUROPEAN ASSOCIATION OF COCHLEAR IMPLANT USERS Q.s.b.l.

EUROPEAN ASSOCIATION OF COCHLEAR IMPLANT USERS 0.SbL.



The Beginning of My CI Journey

Earlysupport through the Early intervention group
In Friedberg (now CIC RhexMain).

Continued support even after my first Cl surgery.

Follow-up treatment at the newly founded CIC
Hannover by Dr. Bodo Bertram.

EUROPEAN ASSOCIATION OF COCHLEAR IMPLANT USERS Q.Sb.



Challenges in My Youth

Weekly support by a
teacher from a
school for the
hearing impaired

During school years:
almost no contact
with other CI users.

After getting my A new selthelp

11 R21JI kKt LIGM™Y group was founded
turning 18, | start In Marburgt Cl SHG
meeting others. Mittelhessen.

This exchange
helped me decide to

get a second
(bilateral) CI.

EUROPEAN ASSOCIATION OF COCHLEAR IMPLANT USERS Q.S



Engaging with Young CIl Users

Aln 2007, | received my second
cochlear implant.

Al founded the first CI youth | | TR
group T Cl-JuGruMittelhessen. | ||!_'_‘»j,! 1L l';l‘g“ (A

I

AConnecting with peers was a 2
key experience for sel
confidence and
empowerment.

EUROPEAN ASSOCIATION OF COCHLEAR IMPLANT USERS Q.S



Starting Over in a New Country

| had many questionsr
especially about follow-up

After moving to Austria, | care abroad.
encountered a different CI

care system. There was a local group,
but it lacked visibility and
openness to my input.

EUROPEAN ASSOCIATION OF COCHLEAR IMPLANT USERS Q.Sb.



Today: Supporting Others, Empowering Myself

Since 20L7: active

member of the Since 2019: active
Austrian CI Cochlear Mentor.
organization OCIG.

| support Cl users injll Peer exchange
many waysT from continues to be the
device questions to most important part
emotional support. of my journey.

EUROPEAN ASSOCIATION OF COCHLEAR IMPLANT USERS Q.Sb.



Contact

t.fischer@oecig.at
tobias.fischer@eurociu.lu
https://www.oecig.at
https://eurociu.eu/

EUROPEAN ASSOCIATION OF COCHLEAR IMPLANT USERS Q.S


mailto:t.fischer@oecig.at
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Deutsche Cochlea Implantat
Gesellschaft e.V.

\d
*
* o
0..

*

- Self-Help Groups within DCIG -

Why do we need them ?

Elmar Haake, member of the DCIG-board



Self-help groups ha ve become
the fourth important pillar of
our healthcare system,
alongside outpatient, inpatient
and rehabilitative care.

KV North -rhine
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Heal t he?

Hearing

Medicinal
Under -

standing

Aftercare




Therapi st: That 0s
YouoOre under st(a&ango nsC

one syllable words)
Cl-User: But yesterday at the

birthday party | didn't understand
anything at all




Confrontation with myself

Heari ng/ Under standi ni
| 1 f en

ATraining

Failing

ATraining

Group meetings
Weekend -Seminars
Personal contacts

Important note: Emotional acceptance
in the decision -making process for a Cl
for Cl candidates by exchange with ClI -Users
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| can work on my
attitude
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DeafOhrAlive T Young self -help groups 9

REGIONALE DOA GRUPPEN
WIR BEI DIR
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FREUNDE UND PARTNER
GEMEINSAM SIND WIR NOCH STARKER

> BUNDESJUGEND
> Horenswert







Therapist:

AWe i mmedi ately reco

who are in self -help groups.
We can work much better with them -in a
more targeted way.
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Self-help groups offer

ways to feel healthy




I Self-nelp groups 1
An important partner for a
successful aftercare,

according to the WHO
definition they are essential



I Self-help groups 1
Because life Is not
an one syllable word

SCAN ME

-> Link zu den Selbsthilfegruppen in
Deutschland
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Hannoversche :
Cochlea-Implantat- elp in Cl care
Gesellschaft e. V.




Hannoversche Cochlea -Implant
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The Hannoversche
Cochlea -Implant -
Gesellschaft e.V.
(Hannover Cochlear
Implant Society) was
founded at the
Hannover Medical
School in 1996 and
currently has over 500
members.

ESPCI 2025




Hannoversche
Cochlea-Implantat-
Gesellschaft e. V.




the HCIG
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Hannoversche

Cochlea-Implantat-
Gesellschaft e. V.

very important for our collaborations.
S, engineers, educators, and

exchange information, collaborate on
research, and provide expert support

self -help acting as a corrective.

ack for the benefit of patients, but also




f-help
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| more confidently.
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Cochlea-Implantat-

The current board of the HCIG

ESPCI 2025



Hannoversche
Cochlea-Implantat-
Gesellschaft e. V.

Or your attention
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DHV{

Horverband

Nothing about us without
us

DHV introduces itself!

® H.Seidler Espci 25 Hannover



DHV

. Deutscher >>
1 . QueStlon Horverband

ACan you hear me ?
ACan you also understand me ?

AWe want to be heard !

® H.Seidler Espci 25 Hannover ®



Significance for Germany DI-!\V»)

Horverband
33%

of people living with
untreated hearing loss

are at higher risk of

lose their independence
and suffer from
secondary diseases!

® H.Seidler Espci 25 Hannover



Significance for Germany DI-!\V»)

Horverband

5.8 MILLION 3,8

People in Germany live with MILLION

severely debilitating hearing loss

are untreated by it!

® H.Seidler Espci 25 Hannover ®



Significance for Germany

® H.Seidler Espci 25 Hannover

of Germans with severe to
profound hearing loss have
never been informed about
alternative hearing

solutions!

DHV

Deutscher
Horverband

),



Bedeutung fir Deutschland 20V

Horverband

BI LLI ON U

annual costs due to

untreated hearing loss!

e H.Seidler Espci 25 Hannover e



® Seidler Hortag Erlangen 191024

DHV{

Horverband

Horen = Yerstehen - Engaglersn

, Deutsche Cochlea Implantat
Gesellschaft .V

L
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Founded 10.12.2022 in Frankfurt/Main

Umbrella organization members: 15 state,
regional and federal associations

14 million hearing-impaired people in Germany
4 million hearing aid users 50 000 CI wearers



Almproving the situation of the
hearing impaired
ARemoving hearing barriers
AClosing gaps in care

e H.Seidler Espci 25 Hannover

DHV

Deutscher
Horverband

)



