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Family-centered Care: Working with Partners
Reporting “Incongruent” Hearing Aid Outcome

What to do when the patient’s and family member’s perceptions of the hearing loss differ

By GABRIELLE SAUNDERS, PhD, JILL PREMINGER, PhD, and NERINA SCARINCI, PhD

Discussing the opinions of

a person with hearing loss
whose perceptions about their
hearing differs significantly
from their family’s perceptions
can be awkward. However,
these situations can be used
to positively share experiences
and change perspectives when
addressed in a supportive
environment. Here’s how.
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ou were feeling good—you have
Yincorporated family centered
care into your practice by fol-
lowing the first three steps in the Phonak
Position Statement: Family-centered Adult

Audiologic Care.! That is, you have:

m Routinely been inviting a family mem-
ber along to your patients’ audiologic
appointments, and explaining to your
patients why this is advantageous;

B Rearranged your office so that family
members and the patient can now be
equally included in the consultation,
and

B Begun each appointment by letting the
patient and their family member know
that input will be sought from both of
them—the patient first and then the
family member.

You are also a believer in evidence-based
practice, and so you’ve begun using a hearing
aid outcome measure that can be completed
by both the patient and their family member.
You routinely use the International Outcome
Inventory for hearing aids (IOI-HA) and the
significant other companion version (IOI-
HA SO),®> but know that there other are
options you could choose, such as the Hearing
Handicap Inventory (HHI)** paired with the
HHI for significant others (HHI-SO),> the
Self-Assessment of Communication (SAC)
paired with the Significant Other Assessment
of Communication (SOAC),® the Quantified
Denver Scale (QDS) paired with the
Quantified Denver Scale-Modified (QDS-m)
for significant others,® or the Communication
Profile for the Hearing Impaired (CPHI)’
paired with the CHPH proxy.® These pairs of
questionnaires assess the hearing-impaired
person’s perception of their own difficulties
or outcome (self-report), and the spouse’s/
family member’s perception of the difficulties
or outcome of their spouse/family member
with hearing impairment (proxy report).

Authors’ Note: Although the pairs of ques-
tionnaires in this article are not specifi-
cally designed to assess third-party disabil-
ity (ie, the impact of the hearing loss on
the spouse/family member’s day-to-day
functioning), some of the proxy versions
do include a small number of items which
do. The impact of the hearing loss on
family members is without doubt a criti-
cal consideration in family-centered care
because of the importance of acknowledg-
ing both the person with the hearing loss
and their family as recipients of care, and
thus the entire family may be considered
when measuring outcomes.” However, a
discussion of third-party disability is not
the focal point of this article, but for the
interested reader here are some references
in which third-party disability is discussed
in depth: Kamil & Lin'’; Scarinci et al'’;
Scarinci et al'; Preminger et al'’; Stephens
et al.'* Similarly, here are some question-
naires that can be used to assess third-par-
ty disability: Hearing Impairment Impact-
Significant Other Profile (HII-SOP)";
Significant Other Scale for Hearing
Disability (SOS-HEAR).'¢

However, at your last appointment you
encountered something uncomfortable, and
were unsure how to address it: the patient’s
responses on the IOI-HA were very dif-
ferent to those given on the IOI-HA-SO
by the accompanying family member. You
concluded that, evidently, these two people
disagreed about the outcomes of the hearing
aids. How awkward.

So, what should your approach be? What
might be the best way to handle these “incon-
gruent” responses?

First and foremost, just because a patient
and a family member have different opinions,
it does not indicate a problem and it shouldn’t
make you uncomfortable. Think of it as pro-
viding the perfect opportunity for discussion;



itis a chance to increase a shared understand-
ing of communication and can hopefully pre-
vent conflict and frustration down the line.
Let’s get a little more specific here and
consider a couple of hypothetical scenarios:

Scenario 1. Jane & Peter

Jane is a 56-year-old executive at a large
company. She recently obtained hearing aids
for her moderate hearing loss. Her husband,
Peter, also age 56, has normal hearing and
joined her at her hearing aid follow-up appoint-
ment. They completed the IOI-HA/IOI-HA-
SO. Their scores are shown in Figure 1.

With the exception of Ql, Jane’s scores
are higher than Peter’s, suggesting that she
has a higher opinion of the hearing aids than
does Peter. In this situation, the dispensing
professional might ask Jane and Peter why
they gave the responses they did and then
discuss the replies. Here are some hypotheti-
cal answers given by Jane and Peter.

Explanation of scoring from Jane: “I've
been using the hearing aids pretty much all the
time both at work and at home, so I gave Ql a
rating of 5 (>8hr/day). I feel as though a weight
has been lifted from my shoulders, my quality
of life is so much better, so I gave Q7 a rating
of 5 (very much better) too. I would say I am
much more outgoing at work these days—I am
enjoying that I can take part in meetings with-
out worrying I will say something silly. When
I get home, I am not nearly as tired as I used
to be, and aside from when Peter tries to talk
to me while I am watching TV, I can hear him
very well, so I answered 5 to Q2 (helped very
much) and 4 (slight difficulty) to Q3 because,
although the hearing aids really help me, I still
don’t hear perfectly. I am also more relaxed
now. I think Peter must see the change in me,
so I gave Q6 a score of 4 (Bothered slightly).
In fact, I have so much energy these days that
I suggested we have some friends over to din-
ner next weekend. That is something I have
really missed but I haven’t done because it
would have been too stressful, so I answered
5 (affected not at all) to Q5. All in all, I am
thrilled to have these hearing aids so Q4 gets a
5 (very much worth it) too.”

Explanation of scoring from Peter: “Well,
the hearing aids certainly help Jane, and she
wears them all the time—at least when I
am around, so I gave a 5 (>8hr/day) to Ql.
I answered a 3 (helped moderately) for Q2
because things are definitely better, but they
are far from perfect. For example, as Jane said
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Figure 1. 10I-HA and I0I-HA-SO data for Jane (blue bars) and Peter (red bars).

just now, she still doesn’t hear me when she is
watching TV—and forget it if I try to talk to
her from the kitchen while I am cooking. It’s
true that she hears me when we are sitting at
the dinner table, and she hears her cell phone
ring more often these days. This is why I
answered 2 on Q3 (quite a lot of difficulty), Q4
(slightly worth it), and 5 (affected quite a lot).
T also answered 1 on Q6 (bothered very much)
and 2 on Q7 (no change) since for me, this is
all really quite disappointing and frustrating.”

These discrepancies in perceptions demon-
strate the usefulness of proxy reports. Much
like an “empathy belly” (Figure 2) promotes
empathy for the pregnancy experience, com-
pleting a questionnaire can alert a partner
about the day-to-day experience of living with
hearing loss. Peter’s answer to Q7 indicates
that, despite Jane experiencing improvements
in her quality of life as a result of the hear-
ing aids, the hearing aids have not improved
Peter’s enjoyment of life; his answer to Q6 also
indicates that he is still bothered quite a lot by
Jane’s hearing difficulties.

This would be a good time to explore
further with Peter what ongoing difficulties
he is continuing to experience as a result of
Jane’s hearing loss (ie, further explore his
third-party disability). By asking Peter to
share this, Jane will be able to consider the
ongoing impact of her hearing difficulties on
Peter’s everyday life, and you, as the clinician,
could facilitate a discussion on strategies the
couple might implement together to reduce
his third-party disability.

The incongruence on the IOI-HA on Q2

and Q3 also indicates that Peter may not
be aware of the “invisible” benefits Jane is
experiencing from the hearing aids (feeling
more energetic, less tired, and less stressed).
This would be a good time to encourage
Jane to share this with Peter so he can better
understand that her perspective goes beyond
simply hearing better.

A tool to further this discussion is the
Hearing Handicap Inventory (HHI),** a
measure of the social and emotional conse-
quences of hearing loss, and the proxy ver-
sion, the HHI-SP.> Whereas the HHI asks the
person with hearing loss “Does your hearing
problem cause you to feel embarrassed when
meeting new people?” the HHI-SP asks “Does
your hearing problem cause your significant
other to feel embarrassed when meeting new
people?” In a number of studies, the HHI
and the HHI-SP have been administered to

Figure 2. Screen capture from Amazon.com of an Empathy Belly
Pregnancy Simulator (from Birthways) which is designed to help
partners understand the experience of pregnancy.
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Figure 3. 10I-HA and 10I-HA-SO data for Robert (blue bars) and John (red bars).

spouse couples in which one member has a
hearing loss. In an evaluation of 52 couples
in which one member was a hearing aid or
cochlear implant user and the other member
had normal or near-normal hearing, three
different patterns emerged:

1) There are couples in which the part-
ner without hearing loss underesti-
mates the hearing disability faced by
the spouse with hearing loss (50% of
couples);

2) There are couples in which the partner
without hearing loss overestimates the
hearing disability (12%), and

3) There are couples in congruence who
report similar amounts of hearing dis-
ability."”

In other words, in most couples in which
one member is a hearing aid user and there
is incongruence, the spouse often does not
recognize that participation restrictions and
activity limitations remain after one partner
begins wearing a hearing aid. This demon-
strates the usefulness of inquiring about the
experience of each member of the couple,
as in this case the perceptions that Jane and
Peter share are in the minority.

Getting back to Jane and Peter, in the
post-IOI-HA-SO discussion, it is apparent
that Peter is underestimating Jane’s hearing
aid benefit. Once this is pointed out to Peter,
it is likely that his perspective regarding the
benefits of the hearing aid to Jane will change.
Peter also brings up his frustration and disap-
pointment with the hearing aids. This is not
a proxy report. Rather, Peter is reporting his
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own third-party disability; in other words, the
impact Jane’s hearing loss has on him."

Furthermore, the discussion with Jane and
Peter suggests they are not using effective com-
munication skills much of the time—such as
when trying to communicate from different
rooms in the house and while one or both of
them are distracted by the TV. This is an ideal
opportunity for you, the hearing care profes-
sional, to discuss the impacts that hearing loss
has on all family members, not just the person
with hearing loss. It is also a time to provide
communication strategies advice and training.

Often, starting this discussion on what is
working well (ie, pointing out that their com-
munication at the dinner table is successful as
the listening situation is good) can be a good
place to start, as it helps to keep the discus-
sion positive, and then offers the opportunity
to further explore situations where there are
communication difficulties.

Finally, Peter notes that “I assume she too
must know that she still can’t hear perfectly”
suggests that he thinks perfect hearing is a
possibility. In other words, his expectations
about the hearing aids may be higher than
is realistic. Here is an opportunity to discuss
the matter.

Scenario 2. Robert & John

Robert is 68. He has had his hearing
aids for just over 3 weeks. His son John has
accompanied him to his hearing aid fol-
low-up visit. Their IOI-HA and IOI-HA-SO
scores are in Figure 3 below.

Robert’s scores are in blue, John’s are in

red. On all items, Robert’s scores are lower
than John’s, suggesting he rates his hearing-
aid outcome less positively than John. Here
are their “stories”

Explanation of scoring from Robert: “I
am not enjoying these hearing aids; I find they
don’t work very well, and so I only wear them
when I have to, like when I am with John or
his brother, and when I am out playing back-
gammon with my mates. Other than that, I
don’t use them because they don’t help much,
and really I can’t take the continuous noise I
hear when I am wearing them. This is why I
answered 1 or 2 for nearly all the questions—
except for Q6. I answered 4 for that because
my hearing isn’t very bad anyway.”

Explanation of scoring from John: “I know
Dad doesn’t like the hearing aids and he says
they don’t work, but I don’t agree. When he
does wear them he hears a lot better—he hears
my questions and what my kids, his grandchil-
dren, share with him. This is why I answered 4
or 5 to most of the questions. Of course, I only
gave a 2 (<1hr/day) to Q1, as from what he says,
he doesn’t wear them much. I don’t know why
he thinks they don’t help. I'd love to figure out
a way to show him that they do.”

The incongruence in this pair of descrip-
tions is that Robert is struggling with the
hearing aids, but his son John is noticing ben-
efit that evidently Robert is not. This seems
to be a case in which Robert’s hearing aid use
has successfully reduced John’s third-party
disability, but has not reduced Robert’s own
hearing disability.

A discussion of these findings is impor-
tant for both father and son to understand
the benefits and drawbacks of hearing aid
use. The clinician can help John explain to his
father how the hearing loss impacts him and
his children, and how they all enjoy spending
time with him—especially when the hearing
aids make communication easier.

The clinician can also help Robert tell
John how background noise remains a prob-
lem, even after a successful hearing aid fitting.
This is an opportune time, once again, to dis-
cuss realistic expectations and effective com-
munication strategies. John can plan events
with his father and his children where they
are in ideal communication situations, so that
they all can benefit from the hearing aid use.

Additionally, the hearing care professional
can talk with both Robert and his son about
hearing aid adjustment, and suggest that they
work together to plan a schedule in which



Robert gradually increases his hearing-aid use
time. It is important for both of them to under-
stand that hearing aid success is often a process
that happens over time.

It is important for hearing care profession-
als and their patients to understand that hear-
ing loss can cause disability in the person with
hearing loss and third-party disability in their
family members. Similarly, successful hearing
aid use can reduce this disability in all fam-
ily members. Hearing aid success most often
occurs when all members of the family under-
stand the benefits and limitations of hearing
aid use, and the simple steps that can be taken
to promote good communication.

As we have hopefully illustrated above,
discussing incongruent opinions of a person
with hearing loss and his/her family can
be used to positively share experiences and
change perspectives when addressed in a sup-
portive environment. b

Acknowledgements

This article is part of the ongoing col-
laboration of the Phonak Family-centered

Care Expert Circle, which includes this paper’s
authors and Ora Buerkli-Halevy, MS, VP of
Global Audiology at Phonak AG; Gurjit Singh,
PhD, Senior Research Audiologist at Phonak
AG, Adjunct Professor at Ryerson University,
and Adjunct Lecturer at the University of
Toronto; Kris English, PhD, Professor and
interim school director at the University of
Akron/NOAC; Bill Dickinson, AuD, Vice
President Audiology, Phonak; Louise Hickson,
PhD, panel chairperson and Professor of
Audiology and Head of the School of Health
and Rehabilitation Sciences at The University
of Queensland, Brisbane, Australia; Ulrike
Lemke, PhD, Senior Researcher at Phonak
AG, in Stafa, Switzerland; Barbra Timmer,
MAudA, MBA, formerly director of Audiology
at Phonak AG and currently PhD candidate
at the University of Queensland; Bettina
Turnbull, MAud, Director of Audiology &
Education, Asia Pacific for the Sonova Group;
Mary Beth Jennings, PhD, Associate Professor
in the School of Communication Sciences
and Disorders and the National Centre for
Audiology at the University of Western

Ontario; and Stefan Launer, PhD, VP of
Science and Technology at Phonak AG.

REFERENCES can be found in the
== online version of this article at:
www.hearingreview.com

CORRESPONDENCE can be
addressed to HR or Dr Saunders
at: Gabrielle.Saunders@va.gov

|:| OTHER ARTICLES in this series:
L}

¢ Family-centered Adult Audiologic
Care: A Phonak Position
Statement (Apr 2016 HR)

¢ Family-centered Audiology
Care: Working with Difficult
Conversations (Aug 2016 HR).

e Family-centered Audiology Care:
Making Decisions and Setting
Goals Together (Nov 2016 HR);

¢ How Do | Implement Family-
centered Care in My Practice?
(Dec 2016 HR)

FEBRUARY 2017 | HEARINGREVIEW.COM 29



