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Cochlear Implant Success And Families: We Can’t

Do It Without You!

An acquaintance savs that par-
enting is like serving in the Peace
Corps: “lt's the toughest job
you'll ever love.” She was refer-
ring to her own experience with
two normal-hearing children, yel
the challenges of raising a child
with specinl needs surely intensifly
that statement. Experience with
[amilies of profoundly-deaf chil-
dren suggests that parenting these
children really is the “oughest job
you'll ever love.”

Families are absolutely es-
sential 1o the success of chil-
dren with cochlear implants.
In this issue. we explore the
important contributions that
parents make to fostering their
child's development with the
implant. We review the rela-
tionships that develop between
parents and their child's climi-
clans, somelimes creating bar-
riers to full family participa-
tion. When these barriers are
crossed however, a powerful
and unified team of family and
professionals may be crented
to support the child with a
cochlear implant. Specific sugges-
tions are provided for involving
families in meaningful ways in the
complete cochlear implant exper-
Ence.

Families are Essential to the
Implant Experience
What are the unique circum-
stances of a cochlear implant that
compel families to be at the center

of the imervention process? [First,
the majority of children receiving
cochlear implants are under the
age of five, and the average age at
implantation is rapidly declining.
It is widely recognized that inter-
vention with young childnen is
best carried out within the contex!
of the family and that e younger
a child, the more critical a fam-
ify-centered approach. Public
Law 97-437 (Education for
handicapped children from Rirth

By Amy McConkey Robbins, M.S,, CCC-8P

improvement of a child’s potential
arc listed along with a statement of
the major outcomes,

Second, the cochlear implant is
a food fo enkance communication.,
Dealness is a barrier to communi-
cation and the cochlear implant is
viewed ns o communication aid.
Because communication is first es-
tablished, later developed, and
conlimully refined within the fam-
ilv setting, it is in the home and
with family members that the tree

Tahlz 1

The Most Important Decisions Cl
Parents will make:

1.

To have high expectations for their

child with a cochlear implant.

. To give their child autonomy and
responsibility.

. To be confident in their own ability
to parent their child who uses a
cochlear implant.

(After Moeller & Condon, [998)

to 3 years of apge) mandnates that
young children have, not an Indi-
vidualized Education Plan (IEP),
but an /rdividwalized Family Serv-
ice Plan (IFSP), highlighting the
importonee of the family in the in-
tervention process. A multi-
disciplinary team should assist in
the development of the plan with
the parents’ participation. Family
strengths and needs related to the

bencfits of the implant may be
realized. Parents typically un-
derstand their child better
than anyone else and can also
draw their child out to maxi-
mize COMmMmunicamon.

Third, sne af the exiraords-
nary potential benefits of a
cochlear implant is thot o
childl ix no fonger compleraly
dependent on o feacher or
therapist in order (o fearit.
Rather, many aspects of lan-
guage can be leamed inciden-
tally, from the natural envi-
ronment, in large part, the
way that normal listeners
learn spoken language (See Loud
and Clear. Vol 1. Issue 1). This
dictates that communication be a
part of real-life conversations, de-
seriptions, events, and family dis-
cussions, To limit communication
to the learning that occurs in
school or therapy is o under-
utilize the benefit that a cochlear
implant can unigquely provide.




April 1998

Potential Barriers Between
Climician and Families
It would seem intuitive
that elintcians take full advantage
of the benefits of families and the
pawer that families have to aid in
the progress of their implanted
children. But do we? “What are
some of the harriers thot prevent
this from happening? One factor
relates to the initial dingnosis and
the approach that clinicians use
with parents. Hersch and Amon'
have identified four strategies that
clinicians sometimes employ at
the time of initial diagnosis of
deafness. The strategics include:
the “Hit and Run Approach,” the
“Minimize-the-Problem-
Approach.” the “Objective
{Technical Jargon) Approach™ and
the “Action Oriented {keep-
Them-Busy) Approach™. The
characlenstics of each strategy
should be self-evident, These
counter-productive stralegies arise
from the clinicians” lack of com-
fort or experience in dealing with
parents during this very difficult
time. As Matkin® notes, any one
ol these approaches to counseling
may undermine the relationship of
the audiologist with the parents
and, in turn, may resull in delays
in intervention during critical

leaming penods. Use of these
strnlegies may put up the first bar-
ricr between clinician and parent,
particularly if the parent looks
back with anger or resentment at
the way the clinicion handled this
difficult sgue,

Matkin® described some of the
complexities of the relationship
between a clinician and a parent of
g cleaf child, e notes thot the cli-
nician’s desire 1o share informa-
tion and cducate the parents about
hearing loss may, in fact, hinder
the parent’s ability to draw upon
resources, Ifthe clinician, Matkin
explains, does something for par-
ents that ey need (o learn o do,
the clinician promotes dependence
and inadvertently contributes 1o
the parents” feelings of inade-
guacy. This may lead parents to
abdicate certnin aspects of parent-
ing to a professional. (For exam-
ple, “Our therapist disciplines my
child s0 much better than 1 do; |
can never get Sally 1o mind the
way she does.”)

Important Parental Decisions

The first actions parents take
after a dingnosis of deafhess ore
decisions: decisions about com-

munication methodology, educa-
tional choices, amplification, to

. name 3 few, But, as Moeller
and Condon® point oul, some
of the most imporant deci-
sions parents moke may not be
these technical ones, but
rather: 1) The decision to have
high expectations for the child;
2) The decision to give the
child autonomy and responsi-
| bility and 3) The decision to

S be confident in their own abil-

S ity to parent (See Table 1).

The {mher of a recently-

N implanted CLARION two-ycar

old shared his concept that clini-
cians, ps important as they nre,
should be thought of as coaches
for the parents. This is an intrigu-
ing concept when one considers
the role of a coach. Coaches teach
and share expertise, give both
positive and negative feedback,
somelimes have to use tough love
with their team, applawd and en-
courage, but they don 't actuafly
play the goamre! They are not out
on the playing field winning, but
rather cheering athers on to vie-
tory trom the sidelines. Isn't this,
in fact, quite similar to the role of
a therapist?

Suggestions for Involving
Families in the Cochlear
Implant Experience

|. Emphasize to prospective
cochlear implant families that
a cochlear implant represents
“nn opportunity, not a cure”,
a5 the team at Johns Hopkins
has stated. The implam is o
tenl whose success requires all
the support and commitment a
family can muster,

Place families at the center of
their child’s communication
leaming process, not as by-
standers but as active partici-
pants. Therapy should be fam-
ily-cenlered whenever possi-
ble, with the parent attending
and participating in activities.
The ultimate goal of such scs-
sions 15 to help the parents
learn how to stimulate com-
munication and incorporate
listening into all nspects of
their family life. Talented cli-
nicians are able to include one
or both parents in cvery ther-
apy session with young chil-
dren. The elinician demon-
stratcs an activity, then
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Ton Probes from the Infant=Toddler Meaningful Auditory Intcgralion
Scale (IT-MAILS) Zimmerman-Phillips, Osberger, Robbins {1997)

. [Is vour child’s vocal behavior affected while wearing the hearing aid or
cochlesr implant?

2. Does your child produce well-formed syllables and syllable-sequences that
are recopnized as “speech™?

3. Daoes your child spontancously respond to hisher name in quiet with
auditory cues only?

i, Daes your child spontancous|y respond to hisher name in the presence of
background noise with auditory cues only (ie., no visual coes)?

5. Daes your child spontancously alert to environmental sounds (dog barking,

telephone) in the home without being prompted to do so?

6. Does yvour child spontancously alert 1o environmental sounds in new
cnvironments?

7. Daes yvour child spontaneously RECOGNIZE nuditory signals that nre part
of histher everyday routine?

8. Does your child discriminate spontancously between two speakers with
auditory cues only?

9. Does your child spontancous|y discriminate between speech and non-
speech stimuli through listening alone?

10, Does your child spontaneously associate vocal tone (anger, excitement,
anxiety) with its meaning, based on hearing alone?

guickly “passes the baton" to
the parent, who continues the
activity with the child. Once
at home, parents can apply the
principles of an activity but
modify it to make it meaning-
ful and appropriate for their
child ond family. As Sim-
mons-Martin and Rossi® point
oul, the goal of an early inter-
vention program is not 1o tell
parents how they "ought™ to
be. Raother it is to guide them
in discovering how they can
use their own potentinl 1o ere-
atc a home environment that
furthers the child's whole de-
velopment and tfrar i also
sarisfying to them as parenis.
Remind families that the
development of an effective
communication system be-
tween themselves and their
child i3 the single most impor-
fant milestone o achieve. Ifa

family has chosen sign lan-
guage as one of the com po-
nents of their child’s commue-
nication program, direct them
to sign language materials and
curriculn that encourage fam-
ily pan[cipminn”‘ﬂ.

Involve parents in evalunting
their child before and after im-
plantztion. The vounger the
child, the more critical the
parcnt’s role in asscssment.
With some instruction, parents
can be taught to take an accu-
rale spontancous languape
sample at home, a technique
still considered the most re-
vealing diagnostic information
for language assessment.
Some evaluation tools, such as
the Meaningful Auditory Inte-
gration Scale (MAIS)® and In-
fant-Toddler Meaningful
Auditory Integration Scale’™
are scored via parent reporn
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and therefore rely upon fami-
lies to supply dingnostic inflor-
mation that will puide thera-
peutic management, Parents”
responses to the ten probes on
the IT-MALS (see Table 2)
might be used, nlong with
other data, to determine device
benefit, cochlear implant can-
didacy, effectivenzss of com-
munication mode, or educno-
tional placement. Clinicians
who use such parent report
scales note that, over time,
many parents become ex-
tremely capable in observing
and interpreting their chil-
dren’s audilory, speech and
language behaviors.

Hook up families with other
families of cochlear implant
children. Some of the best ad-
¥isec parents receive may be
from other parents who have
been through the same experi-
ence. A parent of a more ex-
perienced Clchild may have a
solution to a problem that
eludes the clinician, "0Oh, we
had that problem with our son,
too. What we found that
worked waos, ..., It is com-
forting for parents w know
that they are not alone in what
they are going through, and
that real-lile, warkable solu-
tions are avallable. A caution-
ary note: Sharing information
with other familics is helpful.
Dictating that one familv's ex-
perience should mimic an-
other's is unwise, as each
child and each family’s cir-
cumstances are different.
Evaluate the individual
strengths of cach family and
help them see how their gilis
can best benefit their child,
Don't assume that only two-
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parent, middle income fami-
lies have the resources to ef-
fectively mise a child with a
profound hearing loss’. A fa-
ther of one implanted child
felt awkward doing lanpuage
“lessons™ at the tble but wos
a marvelous carpenter. He
and his 4-year old child cre-
ated language experiences do-
ing wood-warking and tinker-
ing activities in the garage.
Let parents know where you
are headed in therapy or tench-
ing both in the short and long
terms. To canvey a long-term
view ol auditory and languapge
development, provide the par-
cnts with some readable
resources that document

the skills they are working
toward. Being over-
whelmed by too many
small steps makes families
myaopic — withoul the
therapists I:nm'v:'h.'dgu of
the broader scope of com-
munication development,
families may feel progress
is slow or non-existent. For
short-term progress, sela few
definable goals and establish a
short —term deadline, such as
three months. At the end of
that period. evaluate the child
and with the help of the par-
enls, decide whether the goals
have been reached or not. The
maore clearly parents under-
stand what the child is work-
ing toward, the maore likely
they arc to address those skills
and the more fairly they’ll be
able 1o judge whether the
goals have been met. Be hon-
est about a child's progress,
MNot reaching a goal should be
viewed ns an ﬂp[mrlLth}' %]
choose more appropriate
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stratcgies (“Okay, so we know
that technique is not very help-
ful: let’s try another strategy™),
and not as a sign of the child's
or parent’s failure.

Use teaching and therapy ap-
pronches that contain a slrong
parent component, such as
Koch'', Estabrooks', Sin-
dn:}ru " or John Tracy
Clinic'®. These suthors value
family participation and con-
vey in their written materials
their confidence in parents’
abilities 1o rise o the occasion
for their children.

This sounds remarkably

7.
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: The Parenting Facts of Life

There are NO perlect parents.
Mistakes are as much a part of
parenting as kids.

The best parcnting is done right now,

Parents aren’t always popular.

Parenting is too important to be taken

oo seriously.

Dir. Ray Guarendi

similar to the approach we all use
with our children. And soitis—
with a few exceptions. One
maother of a young child with a
cochlear implant put it this way.
She said, “Parenting a chikl with o
cochlear implant is very much like
parenting a normal-hearing ¢hild,
except that the low moments are
lower. “On the other hand®, she
quickly added, “the high moments
are much highee!™.
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Upcoming Issues of Lowd and Clear:
“Listening Games for Littles™

by Dave Sindrey
“Bringing Sound fo Life: A Frome-
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