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BACKGROUND: Patient-centered care for people with dis-
ability requires effective communication and compliance
with the Americans with Disabilities Act (ADA).
OBJECTIVE: To understand physicians’ perspectives on
communication experiences with people with disability.
DESIGN: Twenty semi-structured individual interviews.
Interview recordings were transcribed verbatim for
analysis.

SETTING: Massachusetts, October 2017-January 2018.
PARTICIPANTS: Twenty physicians ranging from 8 to
51 years in practice in primary care or 4 other specialties.
MEASUREMENTS: Commonly expressed themes around
communication with people with disability.

RESULTS: Concerns coalesced around 4 broad catego-
ries: communication experiences with people who are
deaf or hard of hearing, communication with people who
are blind or have vision impairment, communication with
people who have intellectual disability, and recommenda-
tions for improving communication. Although partici-
pants in this study reported various efforts to communi-
cate effectively with patients with hearing or vision loss or
intellectual disability, many gaps appear to remain, as
well as instances where physicians’ preferences run coun-
ter to patients’ wishes and the ADA. Examples include
physicians’ preferences for remote, online sign language
interpreters despite patients desiring in-person inter-
preters and suggesting that patients arrange for their
own interpreters. Few educational materials are available
in braille, and electronic medical records may not allow
documents to be printed in large font for persons with low
vision. Communicating with patients with intellectual
disability raised particular concerns, with participants
often preferring to interact with caregivers and minimal
efforts to involve patients.

CONCLUSIONS: Effective communication is necessary
for ensuring the quality of health care for people with
disability, and it is legally required under the ADA. Our
results suggest that important gaps may remain in ensur-
ing effective communication, and some practicing physi-
cians could benefit from formal training in effective
methods for communicating with patients with disability.
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INTRODUCTION

The 2011 World Report on Disability called for eliminating
barriers to health care service delivery for persons with dis-
ability, including ensuring effective communication.' Clini-
cians frequently cite communication concerns as a challenge
to providing high-quality health care.' A nationally represen-
tative survey, including 8.4% self-reporting disability, found
that persons with disability noted problems communicating
with clinicians significantly more often than persons without
disability; concerns included failures of physicians to listen to
patients’ preferences or engage them sufficiently in decision-
making.” Within the diverse population of persons with dis-
ability, communication barriers are especially salient for indi-
viduals who are deaf or hard of hearing, are blind or have low
vision, or have intellectual disability. Approximately 37.5
million US adults aged 18 and over report trouble hearing,’
approximately 25.5 million American adults aged 18 and over
report some vision loss,* and approximately 15.5 million
Americans of all ages have an intellectual disability.” All
general internists can expect to see patients with one or more
of these disabilities in their practice.

The Americans with Disabilities Act (ADA) requires that
clinicians ensure effective communication with persons with
disability, although it does not mandate specific communica-
tion modalities to achieve this goal. Instead, the ADA requires
that patients’ preferences be prioritized when choosing among
communication options—such as American sign language
(ASL) interpreters, communication access real-time transla-
tion (CART), or auxiliary aids for persons with hearing defi-
cits,® and qualified readers, braille materials, and enlarged
fonts for persons with low vision,” and various techniques
for communicating with persons with intellectual disability.®
More specifically, ADA Title II entities (practices receiving
funding from state or local governments) are legally required
to give primary consideration to patients’ preferences, while
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Title IIT entities (private practices serving the public) are
encouraged to consult patients and emphasize their needs.’

Thus all practices, regardless of their ownership, must be
prepared to accommodate diverse communication needs of their
patients with disability. However, little is known about the
extent to which practicing physicians have resources available
to ensure effective communication. This study aimed to explore
perceptions of practitioners about communicating with their
patients with hearing, vision, or intellectual disability.

METHODS

The Massachusetts General Hospital (MGH)/Partners
Healthcare Institutional Review Board (IRB) approved this
study. The IRB viewed interviewees’ willingness to participate
after being told verbally about interview procedures, including
audio-recording, as indicating informed consent.

Interview Protocol

This report comes from a larger study exploring physicians’
experiences with and perceptions of serving patients with
different disabilities. We designed an open-ended interview
protocol (supplementary online appendix), drawing upon the
literature and our previous studies. The protocol contained
question modules addressing different disability-related
topics, including communication. The first three interviews
served as pilot interviews. Since we subsequently made only
minor changes to the interview protocol, we included these
first three interviews in the analysis.

Participant Recruitment and Interview
Procedures

We aimed to recruit 25 physicians within disciplines where
persons with disability frequently require some type of accom-
modation. These specialties included primary care (general
internists and family practitioners), rheumatology, neurology,
obstetrics/gynecology (OB/GYN, women in late pregnancy),
and orthopedics. From a commercial source (SK&A
Healthcare Databases, Irvine, CA), we obtained contact infor-
mation from randomly selected physicians in these fields
practicing in Massachusetts (n = 520). We excluded fellows,
residents, and other trainees. We also excluded physicians
affiliated with Partners HealthCare (remaining n=365) due
to concerns about response bias and administrative consider-
ations. We randomly selected physicians for contact via email
with telephone follow-up. Non-participation rates were diffi-
cult to assess because of missing and inaccurate contact infor-
mation in the data source, and it is unclear whether certain
recruitment emails were ignored or not seen by the intended
recipient. Two physicians agreed to participate but subse-
quently were unreachable to schedule an interview. Recruit-
ment concluded after 20 physicians due to data saturation (i.e.,
no new information emerged from additional interviews).

Audiotaped telephone interviews averaged 41 min; no per-
sons were present during the interview other than the partici-
pant and interviewer. No repeat interviews were conducted
with any participant; we did not send transcripts to participants
post-interview; and only minor notes were made post-
interview (e.g., about interview logistics). We offered $100
to each interviewee for participation, but 4 refused viewing
their participation as a donation. N.A. compared audio files to
transcriptions and made minor corrections.

Research Team and Reflexivity

Here, we report items consistent with the COnsolidated criteria
for REporting Qualitative Research checklist. L.LI. conducted
all interviews. The research team included L.I.I. (MD, MSc,
professor, health services researcher) and N.A. (research as-
sistant) based in Boston and E.G.C. (PhD, professor, survey
scientist) and J.R. (MPH, project manager) at the University of
Colorado School of Medicine in Denver. The team included
three individuals who identify as female and one as male. All
researchers had experience and/or training in qualitative re-
search methods. The interviewer (L.L.I.) has extensive experi-
ence conducting in-depth, qualitative research interviews on
topics relating to disability. She has been a member of the local
medical and research community for more than 30 years and is
a nationally known figure in the field of disability research;
therefore, not surprisingly, four of the randomly selected in-
terviewees were acquainted with L.I.I. However, she has not
had contact or correspondence with these individuals in sev-
eral years. All four of these interviewees reported experiences
and perceptions that reflected negatively on disability accom-
modations within their institutions; therefore, L.1.1. did not feel
they exhibited a positive response bias because of their ac-
quaintance with her. None of these individuals had prior
knowledge of this study, but they were informed that the
interview goals were to learn about their experiences with
and perceptions of caring for persons with disability. The
research team has no personal biases that might have influ-
enced the outcomes of this study.

Analysis

As our analytic approach, we used conventional content anal-
ysis, a qualitative analysis method that draws explicitly from
the data without overinterpretation of results.'®'> For this
analysis, we focused on responses to the interview protocol
module relating to communication. After reviewing the tran-
scripts multiple times, coding categories were generated to
facilitate analysis. N.A. initially coded the data using word
processing software; for these descriptive studies, the re-
searchers have found that coding in this fashion is more
efficient than involving qualitative software (NVivo, Atlas.ti,
etc.). The two Boston researchers (L.II. and N.A.) met fre-
quently to reach initial consensus on the coding and findings.
Independently, the two Denver researchers (E.G.C. and J.R.)
reviewed the transcripts and identified the major findings. The
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two teams then met by teleconference call and reviewed the
results identified independently by each group, reaching con-
sensus about identified themes and patterns. Below, we some-
times indicate numbers of interviewees reporting specific ex-
periences to avoid vague language (e.g., “some,” “several,”
“many”).

RESULTS

Table 1 presents demographic information about the 20 par-
ticipants from different clinical practices. The mean (S.D.)
time in practice was 27.4 (12.5) years. Results below contain
quotes that exemplify responses, while Appendix Tables 1 and
2 in the Electronic Supplementary Material (ESM) contain
additional quotations not mentioned in the text.

Communicating with Patients Who Are Deaf or
Hard of Hearing

Themes concerning communication with patients who are
deaf or hard of hearing were as follows: physicians frequently
utilized communication modalities other than ASL interpreters
or auxiliary aids, communication preferences varied across
physicians, and physicians’ preferences did not always align
with patients’ preferences. Thirteen physicians had access to
ASL interpreters, and 10 had TTY/TDD (teletypewriters) in
their practice. Physicians reported using other approaches to
communicate with patients who are deaf or hard of hearing
without involving ASL interpreters or auxiliary aids, including
writing notes, lip reading, changing pitch, and talking at a
slower speed. An internist who reported adjusting her pitch

Table 1 Characteristics of Interviewees, N=20

Characteristic
Age, mean (S.D.) years 53.5
(11.7)
Age range (years) 38-76
Gender, n
Male 10
Female 10
Race, n
White 18
Non-white 2
Hispanic ethnicity, n 1
Specialty, n
Internal medicine 7
Family practice 1
Rheumatology 2
Neurology 6
Obstetrics/gynecology 2
Orthopedics 2
Time in practice, mean (S.D.) years 274
(12.5)
Type of practice, n
Hospital-based 16
Private, not hospital-based 4

Communication methods available in practice, n
Has access to American sign language (ASL) interpreters 13

Has access to teletypewriter (TTY/TDD) 10

Has at least some informational material available in 5
large font

Has at least some informational material available in 1
braille

conceded “I don’t know if it helps. It makes me feel like I'm
doing something...” Her clinical practice had not previously
considered getting auxiliary aids. A rheumatologist, in practice
for more than 30 years, recommended “shouting into their
good ear.” Appendix Table 1 (ESM) shows other exemplary
quotations.

Physicians frequently attempted written communication.
An internist said “Writing it out is helpful because the patients
kind of can follow along.” However, some physicians de-
scribed the inefficiency of written communication: “It’s slow.
I think we probably are not providing as much detail as we
ordinarily would be.”

Communication preferences varied by physician. One rheu-
matologist, for whom ASL interpreters were not her first
choice, relied upon a video interpreter system. Another phy-
sician preferred in-person ASL interpreters:

...there’s a lot of unspoken communication that oc-
curs... there’s unspoken empathy...patients under-
stand the tonality and the intent of what I say better
when there’s a live, other person in the room ... We
also have to use the phone [TTY/TDD] for some of
these, and that’s brutal ...you really lose all of the sort
of non-verbal cues...

Physician and patient preferences sometimes differed. A
neurologist, whose patients preferred having a live ASL inter-
preter, disliked interpreters because “They’re late. They’re
hard to find...” An internist concurred that it was logistically
challenging to arrange for ASL interpreters, so she frequently
relied upon a video interpretation instead: “if you have the
computer, you can do it that day, but again, the patient doesn’t
feel well represented... The patient really prefers the real
person.”

Communication with Patients Who Are Blind or
Have Vision Impairment

Themes concerning communication with patients who are
blind or have vision impairment were as follows: physicians
had a paucity of accessible informational material, and com-
munication challenges were amplified with patients who were
deaf-blind or had multiple disabilities.

Five participants reported having accessible informational
materials (e.g., large font) for patients with vision impairment.
Only 1 physician reported having any materials available in
braille (see Appendix Table 2 in ESM). A neurologist indicat-
ed that the hospital had braille versions for “generic consents
to be treated at the hospital. We don’t have Braille available for
disease-specific information.”

Five reported having informational materials in large font,
especially online items allowing fonts to be adjusted before
printing. However, an internist described frustration with
adjusting font in the electronic medical record (EMR): “That
has been a battle. So, I will write it out with a big sharpie.”
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Physicians who relied upon commercially prepared materials,
such as prepared pamphlets, explained that large font was not
available. Physicians offered other reasons for not having
informational material available in accessible format, but as
an internist noted, “I don’t really have any solutions for it
because we never needed them.” Two participants suggested
that materials could be found online.

One participant described unique challenges with patients
who are deaf-blind, as reported by a neurologist: “If patients
came in hearing impaired but now they have a new deficit
that...might make them now newly visually impaired...So
using the sign language interpreter when they can’t see...It’s
very difficult.”

Communication with Patients Who Have
Intellectual Disability

Themes concerning communication with patients who have
intellectual disability were as follows: physicians had variable,
unstandardized approaches for communication with patients,
physicians frequently did not directly engage the patient due to
the physician’s estimation of the patient’s decision-making
ability, physicians preferred to communicate with caregivers
despite concerns over patient consent, and some physicians
used visual aids to assist in communication.

Eighteen participants described communication with pa-
tients who have intellectual disability. Only 4 participants
reported that they initially try to communicate directly with
the patient in a way that the patient would be able to under-
stand. An internist described the communication strategy as
“pretty individualized,” while another internist stated “I actu-
ally directly talk to them.” However, some physicians were
not sure about the appropriate approach: “The first sitting,
you’re caught off guard... But once you know the patient...
you curb the way you speak...” Another physician agreed:
“You try to wipe away the jargon ... the patients probably is
not understanding very much and too proud to interrupt.”

Most of the time, physicians did not engage the patient with
intellectual disability directly. Physicians almost always in-
cluded family members and caretakers in the dialogue, often
without focusing on the patient’s experience. For example, an
internist asserted “I tend to rely on those other caregivers to
help with the explanations, but also with some of the decision-
making if that’s their role... I think where I’'m not totally
comfortable is if the patient has full decision-making
power...” A rheumatologist concurred that patients with in-
tellectual disability “are not able to make decisions for them-
selves, and that they usually still need a parent to be there with
them.” The rheumatologist described a patient whom she has
not previously asked about decision-making because he al-
ways brings a parent to the clinic, conceding that “I need to be
more aware of that.”

Physicians emphasized that it is helpful to have caregivers
assist with communication during appointments. An internist
suggested “If there’s any concern, or if there is any social thing

that I need to confirm with the patient, then I got to the PCA.”
Another internist described a similar benefit:

...It’s very much like trying to get information out of a
little child who doesn’t have very good verbal skills.
People who are around that little kid every day learn
what it is they’re trying to say, even though an outsider
won’t be able to follow.

Though most physicians preferred to have a caregiver avail-
able to assist in communication, it was not always clear
whether the patient consented. For example, an internist de-
scribed a situation where the patient’s preference was unclear:

I don’t think we actually ask because the medical
assistant puts the patient in the room. ... when they’re
already in the room, I assume that the discussion had
happened...I should definitely pay more attention to
it....

Having a caregiver present in the room without the patient’s
consent could have implications: “There is not a good way to
screen for the abuse ... asking the caretaker does not really
help.... It is very hard to get the right story... it was a little bit
an uncomfortable discussion, especially with the caretaker...”

Seven participants described using visual aids, such as
drawings and models, to communicate with patients with
intellectual disability. However, one physician described
models as “helpful for everybody,” and that “there’s more a
spectrum rather than saying this group I don’t need to explain
anything to and this other group who has disabilities I need to
explain a lot to.”

Communication Recommendations Proposed
by Physicians

Recommendations for improving communication with people
with disability included more ASL interpreters and accessible
informational material. One participant recommended placing
responsibility for communication on the patient, such as ar-
ranging their own sign language interpreter to remove this
responsibility from the practice:

...If T was in a country where I didn’t speak the
language, 1 would make an effort to have someone
with me that could translate ... everybody has to bear
some responsibility for the communication piece, and
that some of that should arguably rely on the patients’
efforts. ..

DISCUSSION

Effective communication is essential for achieving patient-
centered care, and it is also required under the ADA. However,
access barriers and assumptions about communication
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preferences create risks including inaccurate and incomplete
medical information, medical errors (e.g., incorrect medication
dosages), and misdiagnoses.'® Although participants in this
study reported various efforts to communicate effectively with
patients with hearing or vision loss or intellectual disability,
many gaps appear to remain, as well as instances where
physicians’ preferences run counter to patients’ wishes and
the ADA.

In a previous study exploring the health care experiences of
patients who are deaf or hard of hearing, patients believed that
physicians were not aware of frequent communication bar-
riers.'* Concurrent with findings in this study, physicians may
also assume that communication via note writing and lip
reading may be sufficient, even though this does not align
with patient preferences or communication ability.'*'® Only
30-40% of spoken English can be understood through lip
reading,'® !” suggesting that this method is unreliable espe-
cially for critical medical information. Writing may also be
ineffective for some patients because of reading ability: the
median reading proficiency of patients who are deaf or hard of
hearing who have graduated from high school in the USA is
between a fourth and fifth grade level,'® and their English
vocabulary is similar to that of people for whom English is not
their first language.'® Patients who are deaf or hard of hearing
often prefer professional ASL interpreters or health care prac-
titioners who are proficient in ASL.2% %!

Section 504 of the Rehabilitation Act of 1973 and the ADA
both require effective communication in a clinical setting
unless accommodating a patient would result in an “undue
hardship” for the clinical practice. However, the communica-
tion method is flexible: physicians are not required to have all
communication mediums available in their practice, but they
should be readily available if a patient requests a specific
accommodation.””> However, not all physicians in this study
reported access to frequently requested accommodations such
as ASL interpreters or TTY/TTD. Furthermore, the responsi-
bility for funding auxiliary aids cannot be placed onto the
patient. Though none of the physicians in this study suggested
that the cost of hiring ASL interpreters was a barrier in their
clinical practice, this may be a concern for other physicians.
The cost of hiring an ASL interpreter may sometimes exceed
reimbursement, creating a financial disincentive for physicians
to use ASL interpreters in their practice.”* It may be helpful to
view the cost as an investment®*: it is highly likely that
physicians will encounter patients with hearing impairment
at some point in their practice. Preparedness can prevent law
suits, as courts have previously held physicians accountable
for failing to provide accommodations.?" ¢

Only 5 physicians identified having accessible reading ma-
terial in large font, while only 1 physician had any informa-
tional material available in braille. The paucity of accessible
reading material for patients who are blind or have low vision
is antithetical to the goal of effective communication and in
violation of the ADA as well as the Affordable Care Act
(ACA). The ADA mandates effective communication in any

form that is most appropriate for the patient,”’ while

Section 1557 of the ACA makes it a federal requirement that
a clinical practice has alternative formats and auxiliary aids in
order to be accessible for all patients.”® Auxiliary aids may
include as follows: braille, taped text, and qualified readers.
Brailtalk is an inexpensive device that has a raised alphabet
and characters, and the physician can guide the patient through
touching the appropriate letters or characters. Help cards with
premade braille messages may also be used to communicate
simple information.?” Physicians should ensure that all infor-
mation provided via the Internet should have a screen reader
functionality in compliance with Section 508 of the Rehabil-
itation Act of 1973.%° Guides for effective communication
with patients who have vision impairment are also available.*”

Communicating with patients who have intellectual disabil-
ity was especially challenging, and several participants strug-
gled with determining when it was necessary to have a care-
taker involved in communication. Patients with intellectual
disability report feeling excluded from dialogue about their
care’" 32 and that physicians de-emphasize the decision-
making ability of the patient.>> ** A survey of 440 internists
suggested that they experience discomfort in treating patients
with intellectual disability, and they often doubt the ability of
such patients to make health care decisions. Physicians who
had more experience with such patients generally communi-
cated more directly with the patient.>> The United Nations
Convention on the Rights of Persons with Disabilities asserted
that everyone has the right to decision-making regardless of
cognitive ability. Caretakers should not be making decisions in
licu of patients, but rather be available as a resource to support
the patient’s preferences.*®

The ADA requires that effective communication is ensured
for all patients including those with intellectual disability, and
there are several tips, consistent with recommendations pro-
vided by respondents, that physicians can rely upon to im-
prove their communication with such patients.®”* *® Visual aids
were one such recommendation that may be useful for
explaining medical procedures.*

This study has several limitations. Though we reached data
saturation, only 20 physicians were interviewed, limiting the
generalizability of our findings. Given that we excluded Part-
ners HealthCare, our results do not generalize to all physicians
practicing in Massachusetts or the USA. Results are also not
generalizable to each subspecialty and practice type. The mean
age of participants was in the early 50s; therefore, these results
may not generalize to a younger generation of physicians who
were trained after passage of the ADA and may know more
about accommodating people with disability and their legal
responsibilities under the ADA. It is important to note, how-
ever, that few medical school curriculums contain training
about disability civil rights and required accommodations.
Another potential limitation is that four randomly recruited
participants were acquainted with the interviewer, although
without any contact in at least several years. All four inter-
viewees shared concerns about disability accommodations in
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their practice environments, reducing concerns about positive
response biases. These particular individuals may have felt
comfortable sharing these concerns, given their prior acquain-
tance with the interviewer.

We limited the number of questions that were asked so that we
could obtain a deeper contextual understanding of communication
experiences with patients who have various disability experiences,
focusing on patients who are deaf or hard of hearing, are blind or
have visual impairment, or have intellectual disability. However,
this does not represent the full diversity of disability experiences
that may pose unique challenges for communication. Though one
physician described a communication experience with a patient
who was deaf-blind, more investigation is required into commu-
nication needs for patients with multiple disabilities. Furthermore,
we were not expecting so few participants to report having
accessible reading material or other accommodations for patients
with vision impairment. This invites a more in-depth exploration
of physician experiences with accommodating patients who have
vision impairment in their practice, as well as more concrete
inquiries into the availability of specific auxiliary aids.

Barriers to effective communication appear to be a universal
problem across disability experiences. Though federal law
does not legally mandate specific communication methods,
physicians are required to accommodate patients based on
patients’ personal preference, creating an incentive to be pre-
pared for addressing a diversity of needs. Furthermore, it is
critical that physicians engage patients in decision-making to
ensure autonomy over their health care experience. Our results
suggest that more physician education is required about effec-
tively communicating with patients with disability.
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