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Abstract

Context. Discussions regarding values and goals of care are central to providing quality palliative care. An inability to hear
during these sensitive discussions may significantly impair the quality of care provided, yet hearing loss (HL) is not formally
addressed in these settings or in programs designed to assist practitioners gain advanced communication skills.

Objective. To gain an understanding of hospice and palliative care practitioners’ experiences with HL and its impact on
the care provided.

Method. SurveyMonkey questionnaire eliciting whether and how HL impacted care provided with an open-ended question
asking for descriptions of a situation where HL created a problem in communication with an older patient. Responses were
analyzed using constant comparative techniques.

Results. Of 510 respondents, 464 (91%) reported HL had some or great impact on the quality of care provided, 449 (88%)
noted encountering a situation where HL impaired communication with an older adult, and 99 of these participants (22%)
provided a specific example. The overarching theme was “Diagnostic and Treatment Uncertainty.” Nonmutually exclusive
categories underpinning this theme included the following: unable to get needed information, misinterpreting level of
understanding, patient misunderstanding of instructions, and goals-of-care errors.

Conclusion. HL impacts the quality of care provided to persons with serious illness by disrupting the identification,
assessment, and treatment of the physical, psychosocial, and spiritual symptoms an individual is experiencing. HL should be
formally addressed in programs designed to develop skills in conducting sensitive conversations. Practitioners should screen
for HL, use practices that facilitate comprehension, and use assistive listening devices as needed. ] Pain Symptom Manage
2019;57:724—730. © 2019 American Academy of Hospice and Palliative Medicine. Published by Elsevier Inc. All rights reserved.
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Introduction essential component of such care is skilled communica-
tion—communication that reflects sensitivity and un-
derstanding. Programs are specifically designed to
assist practitioners gain these advanced communica-
tion skills.””” However, in our experience, these pro-
grams do not formally address hearing loss (HL),
although one must be able to hear and understand to

The mission of palliative care is to enhance an indi-
vidual’s and their family’s quality of life when they are
dealing with serious and life-threatening illness. This in-
volves early identification, thorough assessment, and
subsequent treatment of the physical, psychosocial,
and spiritual symptoms they are experiencing.” An
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participate in discussions regarding care preferences
and goals. Unfortunately, misunderstandings and an
inability to hear during sensitive discussions focusing
on symptom management, values, goals of care, and
end-of-life decision-making may significantly impair
the quality of care provided.

Hearing loss can occur at any age but becomes
increasingly prevalent across the life span with
age-related hearing loss (ARHL) affecting upward of
63% of adults over age 70 years and as much as 80%
of persons age 80 years and older.” '’ It also becomes
more common during the last two years of life'" and
can be exacerbated by chemotherapeutics and other
ototoxic medications commonly used to treat serious
illness.'> '* At the same time, screening for ARHL is
rare; data suggest that fewer than 25% of primary care
practitioners screen for HL. o Sensitivity to either an in-
dividual’s HL or their family member’s HL also is not
routinely included in educational programs for health
care practitioners, partly, because the primary focus
tends to be on other concerns that are viewed as having
greater priority. Lack of appreciation of HL during a
specific clinical encounter is reinforced by its often sub-
tle or silent presentation, especially in one-to-one dis-
cussions. What is underappreciated, however, is the
significant impact that ARHL can have, not only on an
individual’s quality of life but also, because of its patho-
physiology, on communication and understanding
within a clinical encounter.'”'®

Hearing is a complex process but necessitates the
transmission of sounds from the environment to the
auditory cortex where they are interpreted—where
“hearing” actually occurs. If sounds are inappropri-
ately or incompletely transmitted, they can be misin-
terpreted or lost, which is what occurs with ARHL.
ARHL usually includes damage to the inner ear sen-
sory receptors that are sensitive to high-frequency
sounds. Consonants are more commonly high fre-
quency and, thus, may not be transmitted correctly.
Vowel sounds tend to be lower frequency so their
perception is less impaired. This means that ARHL
is not just a decrease in the perception of sound over-
all but rather a distortion of sound. Individuals may
not be aware of the extent of their loss because they
can “hear” the lower-frequency components of speech
and feel others are “mumbling” or not clearly articu-
lating. They may also misinterpret words as their brain
attempts to fill in the missing letters; “dime” may
become “time” or “sign.” Although these mistakes
may be viewed as of little consequence and non—life
threatening, ARHL is far from benign.

ARHL is associated with multiple negative outcomes,
including depression, isolation, altered functional ca-
pacity, falls, and increased or inappropriate health
care utilization."” ** Research has also found an associ-
ation between HL and cognitive impairment.”” >’ Of

special importance to the palliative care provider, how-
ever, is the impact it may have during sensitive discus-
sions about goals of care or during the assessment of
symptoms and other psychosocial concerns.” Few
data are available on how ARHL impacts the actual
care provided. The present study was designed to
address this gap in our understanding. Specifically, we
sought to determine whether and how ARHL affects
the care provided by hospice and palliative care
practitioners.

Method

The goal was to survey a large number of hospice
and palliative care practitioners about their experi-
ences with HL. To achieve this, we distributed a
confidential, anonymous survey using SurveyMonkey.
The institutional review board at the University of
California, San Francisco considered this proposal
exempt from review because potentially identifying in-
formation was not collected. The survey link was sent
via emails to professional contacts and members of
professional palliative care organizations and distrib-
uted on the GeriPal blog, Twitter, and Facebook.

On the introductory page to the survey, respondents
were asked to proceed only if hospice or palliative care
was a primary component of their practice and, when
answering the questions, to focus on HL among the
older persons in their practice. Survey questions asked
respondents about the impact they felt HL had on
quality of care, their comfort with and training in car-
ing for patients with HL, strategies they used to deal
with HL, how prevalent they thought HL was in their
practices, and whether they had encountered a situa-
tion where HL created a problem in communication
in their palliative care practice. Physicians and nurses
were also asked about their screening and referral
practices. Most response options were either dichoto-
mous (yes/no) or Likert scales. Likert scale categories
were dichotomized for ease of interpretation, and data
were analyzed using Stata, version 13.

In addition to survey items, we included an open-
ended question that asked for descriptions of a situa-
tion where HL created a problem in communication
with an older patient. Responses to the open-ended
question were analyzed using constant comparative
techniques.”””’ Data were first analyzed by two of the
authors (MIW and AKS) using open coding, resulting
in codes such as “time,” “telephone,” “assessment,”
“left out,” and “misunderstanding.” Subsequently, co-
des were further grouped within larger categories by
the first author from which a central overarching
theme, “Diagnostic and Treatment Uncertainty,” emerged.
Throughout the analytic process, data were compared
and contrasted within and between disciplines and
discussed with the co-authors.

”» o«
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Table 1
Respondent Characteristics (N = 510)
n (%)

Discipline

Physician 315 (61.7)

Nurse 50 (9.8)

Nurse practitioner 48 (9.4)

Social worker 58 (11.4)

Chaplain 39 (7.6)
Age = 50 years 281 (55)
Female 332 (65)
In practice = 5 years 321 (63)
Practice setting

In-/out-patient palliative care 281 (55)

Hospice 230 (45)
Results

Of 510 respondents, most were physicians, female,
and practiced in an in- or out-patient palliative care
setting (Table 1). Ninety-one percent (n = 464) re-
ported HL. had some or great impact on the quality
of care provided, and 88% (n = 449) said they had
encountered a situation where HL impaired commu-
nication with an older adult.”’ Ninety-nine of those re-
porting encountering a situation (22%) provided a
specific example (78 physicians, 12 nurse practitioners
[NPs], five nurses, two social workers, and two
chaplains).

The overarching theme of “Diagnostic and Treatment
Uncertainty” captured the ways in which HL affected
the ability of palliative care practitioners to develop
plans of care that were based on the older adults’
values and preferences. Nonmutually exclusive cate-
gories underpinning this theme included the
following: unable to get needed information, misinter-
preting level of understanding, patient misunder-
standing of instructions, and goals-of-care errors.
These are described and developed in the following
sections.

Unable to Get Needed Information

An essential aspect of palliative care is obtaining the
types of information, such as values and symptom
experience, which will allow for shared decision-
making around treatment preferences and goals of
care. Obtaining this information was noted to be
very problematic when the individual had HL because
it was not only difficult to do a thorough assessment of
the symptom experience but it often took too long so
the assessment was cut short.

Compromised Symptom Assessment. Practitioners noted
that their symptom assessment ended up being limited or
not completed. One physician noted that difficulties
arose when the patients were “not understanding
request to tell me about problems or symptoms they

3

are experiencing.” Another physician echoed this
problem noting that “Pt [patient] cannot understand
to explain the symptom they are having.” Similarly, an
NP expressed the same problem when she noted, “It’s
difficult to assess symptoms accurately when the pt has
a hearing loss.” At the same time, several physicians
acknowledged that HL influenced how thoroughly
they did their assessments; “I tend to not do a full
symptom assessment when confronted with problems
in communication.”

Problems with obtaining needed information and
doing a symptom assessment also could result in loss
of privacy. As an NP put it, “In a semiprivate room,
the roommate gets to hear all the questions so there
is no privacy.” Similarly, a physician reflected on
what others might think when he was speaking loudly
to a patient while trying to get information.

Increased Time Demand. The difficulty in obtaining an
accurate symptom assessment was compounded by the
increased time demand this necessitated. This is ex-
pressed in the following comments from several physi-
cians: “It takes so much longer. I get the family on the
phone so at least one person hears me. Time
consuming”; “We needed to be very patient and go
very slowly often taking the time to write messages
back and forth. We ultimately supplied and then lost
6 pocket talkers with her over the course of her admis-
sions”; “Other teams tend to just NOT communicate. I
try but am limited and it always 1) takes more time, 2)
is less effective.”

Misinterpreting Level of Understanding

When communication broke down, practitioners
were left unsure about what the patient understood
or made assumptions about the individual’s cognitive
functioning.

Misinterpreting Cognitive Status. A concern expressed
by practitioners was that they or others would assess
the individual’s cognitive status inappropriately. As
one physician noted, “[A] patient can be assumed dis-
oriented if not answering questions correctly (due to
not hearing the orientation question correctly). It
can be very difficult to assess a patient who cannot
hear what you are asking them.” An NP reflected on
a similar concern, highlighting not only the misinter-
pretation of cognitive status but also the overall impact
the HL had; “In many of my older pts with significant
hearing loss, it seems to contribute to their depres-
sion, isolation, withdrawal, and the ability to express
their care needs/symptoms to providers. It is as if
they live in their own little quiet world and disconnect
from their surroundings. In the nursing home set-
tings, hearing aids are often “locked up” to prevent
their loss or theft.” Another NP also noted, “Prior to
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the board (an erasable board to communicate),
everyone on the team thought he was demented. He
wasn’t. Old, sick, frail yes - demented no.” Similarly,
one Chaplain noted that, “An elderly man whom peo-
ple assumed had dementia; he did not and felt very
belittled.”

These quotes highlight not only the way in which
HL can be misinterpreted as cognitive impairment
but also the impact of such misinterpretation on the
individual’s sense of self and well-being.

Uncertainty Regarding Receipt of/Understanding of Infor-
mation. In addition, practitioners were often unsure
of whether the individual understood the treatment
plan and were concerned about lack of understanding
leading to a negative outcome. An NP noted that, “I
also do a lot of cancer pain management, and
following explicit instructions with a hearing-
impaired patient, especially about opioids, requires
use of written directions, feedback, etc., which can
be risky.” Another noted, “It was difficult to attempt
to negotiate pain management with him. I chose to
keep the regimen simple to assure compliance with
taking medications.” This latter quote also highlights
how HL could alter the treatment plan, not necessarily
in a way that would promote the best outcomes. This is
also reflected in a comment from a social worker who
noted, “The person agreed with everything said
because he was tired of listening so hard.” The influ-
ence of the effort needed to listen was also noted by
an NP who commented on the need to raise her voice
to try and communicate and that, “I know sometimes
people have said yes or no just to shut me up or to
move on to the next question so the interview would
be over and I would get out of their hair.”

Patient Misunderstandings

Closely related to the problems encountered by
practitioners in feeling confident in their interpreta-
tion of understanding were more overt indications
that the patients did not or had not understood
what was said or was afraid to follow a regimen because
they felt they might have misunderstood.

Inability to Follow Regimen/Adherence. An NP reflected
on a situation where the patient “was uncomfortable
and unable to participate in conversation about com-
fort regimen and was reluctant to utilize regimen
without understanding.” Another noted, “Pt misun-
derstood instructions but was too uncomfortable to
say so.” Similarly, a physician commented that, “Hear-
ing loss can prevent patients from being compliant.
Oftentimes, they will nod or say they understand
what instructions you’ve given them because they are
too proud to admit that they didn’t hear you.”

Goals of Care

Ultimately, quality palliative care is based on
providing care that is consistent with the patient’s
and family’s preferences and goals. Each of the factors
mentioned previously make establishing goals of care
difficult, but practitioners, mainly physicians, reflected
specifically on the problems of establishing goals of
care. This could lead to the individual’s being left
out of the decision-making process.

Inability to Engage in Meaningful Discussions. One
physician encapsulated the problem by noting, “Trying
to clarify goals of care is a lengthy conversation with
attention to details. When patients and/or caregivers
have hearing loss—the conversation dynamics change;
sometimes issues get glossed over because of frustration
on everyone’s part to get to the essence; other times the
patient oftentimes gets excluded from the detailed con-
versation and just brought in for the highlights—not
the best patient centered care.” Another reflected
that in the given situation, “Confusion was created
when a patient could not understand the discussion
on goals of care—patient was fully oriented and cogni-
tively intact, but it was difficult to have a meaningful
conversation. What I see in such situations is ‘status
quo’ in terms of goals of care, lack of a decisive and clear
set of goals for treatment and care, so inertia takes over
in terms of what a patient wants for his/her care going
forward.”

In addition, when an individual misunderstands or
gives up trying, specific care needs can go unassessed
and unfulfilled. As one chaplain noted, “[The] pa-
tient could not understand messages left on his
answering machine and did not know who had called
or why. I interpreted nonresponse as noninterest in
additional spiritual care services.”

Being Left Out of Discussions on Goals of Care. Patient-
centered care is emphasized in the current health
care system”~ but especially so in palliative care, which
attempts to align interventions to patient prefer-
ences.' This patient focus is lost when the patient loses
his or her voice. This was an issue in the context of
HL. As one physician noted, “Self-determination in
decision-making can be more difficult. The patient
may just defer to their family as they cannot hear
the options being presented to them.” Another noted,
“The patient could not hear well, and the caregiver
spoke on the patient’s behalf despite our attempts to
communicate directly with the patient. We had to
repeatedly explain to the patient’s caregiver that we
wanted to make sure the patient heard us and had a
chance to participate in the conversation.” Similarly,
an NP noted about a patient that, “Was not able to
participate fully in his decision making up to the point
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he came on service for me, they thought he was
confused and noncompliant.” This later quote high-
lights the interaction between misinterpreting the in-
dividual’s cognitive status and losing the right to
participate in care decisions.

Discussion

As noted initially, palliative care focuses on
enhancing the quality of life of persons with serious
illness by identifying, assessing, and treating the phys-
ical, psychosocial, and spiritual symptoms that an indi-
vidual is experiencing. Our data indicate that HL
impacts care in each of these dimensions. The physical
domain is affected because HL leads to inadequate
symptom assessment and management, places the pa-
tient at risk for misunderstanding and not adhering to
a given treatment regimen, and can cause desired
goals of care to go unfulfilled. The psychosocial
domain is affected because HL alters the
practitioner-patient relationship and can lead to isola-
tion and depression. Finally, the spiritual domain is
impacted through decreased self-esteem, loss of pri-
vacy, and an inability to express or talk easily about
spiritual needs.

As far as we know, no other study specifically ad-
dresses the effects of HL in the context of palliative
care and hospice. As noted earlier, studies that do
focus on the development of communication skills
in relation to discussing difficult topics, barriers and
facilitators of effective communication, and provider-
patient communication do not incorporate consider-
ation of HL and its implications. The few data that
are available on the impact of HL in the clinical
setting focus mainly on ambulatory care or nonacute
care and identify situations where individuals have dif-
ficulty understanding information.'® '® These latter
studies do not provide significant insights into how
these miscommunications affect the actual care
provided.

One recent narrative review from Australia explored
the effects of HL on person-centered care in residen-
tial settings and identified six factors.” These dealt
especially with social participation (communication
breakdown, social isolation, reduced social participa-
tion) but included issues raised by cognitive impair-
ment—either exacerbating communication
difficulties or being confused with hearing impair-
ment. They also noted the lack of staff training in
how to deal with HL in these settings. Although the
literature explored in this review focused on a
different setting, the findings further document the
way HL isolates individuals and makes participation
problematic, similar to our own findings.

Our data provide valuable insights into additional
barriers to effective communication in the context

of palliative care and hospice and suggest simple mod-
ifications in practice that could enhance the quality of
the care provided. Consideration of HL should be
included in programs designed to teach effective
communication and to develop skills in conducting
sensitive conversations. Practitioners should screen
for HL, use practices that facilitate comprehension,
and use assistive listening devices. Although hearing
aids may be what first come to mind when dealing
with HL and their cost viewed as problematic in the
palliative care setting, they are not necessarily the first
option. Rather, personal amplifiers (such as the
“pocket talker”) can enhance communication at min-
imal cost. Furthermore, strategies to facilitate commu-
nication can be easily integrated into conversations
and include approaches such as face-to-face commu-
nication, not shouting, standing so the light shines
on one’s own face, minimizing background noise,
and rephrasing if asked to repeat.”® For persons
with hearing aids, their limitations need to be consid-
ered and, as needed, assistance provided in changing
batteries.

This study does have a number of limitations. There
may be responder bias. It may be that only practi-
tioners who had experienced problems related to
hearing responded to the survey and subsequently
took time to write about a specific incidence or in-
stances. Furthermore, most participants were physi-
cians, although all core specialties of an
interprofessional palliative care team were repre-
sented. At the same time, 91% of the full sample
noted HL had an impact on the care they provided.
In addition, because most palliative care providers
learn enhanced communication skills during their
palliative care training,?"r' if HL is an issue for them,
findings may under-represent the problems occurring
during sensitive communications carried out by gen-
eral practitioners during times of serious illness.
Because of the nature of the survey, it is not possible
to further delineate the characteristics of the sample.
Given these constraints, the data provide important
information regarding the impact that HL has on
the provision of quality palliative care and suggest
that additional research further delineating its impact
and evolving effective interventions is critically
needed.

Conclusions

Although additional research further refines our
understanding of HL in the context of serious illness,
universal screening for HL should be considered in
this population. Given the lack of awareness about
HL and its management within the health care arena,
these data suggest that practitioners need additional
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education about the health implications of HL and
value of assessing for its presence. In addition, assistive
listening devices should be available in all settings to
enhance communication, and models and incentives
are needed that facilitate assessment and treatment.
Finally, research is needed to assess how to best facili-
tate communication with seriously ill older adults with
HL and support their families.
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