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PART 1.

Introduction

Hearing loss is one of the most prevalent chronic physical conditions in the
United States."” According to the most recent Health Interview Survey from the National
Center for Health Statistics (NCHS) of the U.S. Department of Health and Human
Services, approximately 20 millions persons, or 8.6% of the population, were reported to
have hearing problems. Of this population with reported hearing troubles, it is estimated
that 550,000 persons are deaf, (0.49% of the population).2

Deaf and hearing-impaired persons must deal with extraordinary communication
barriers when accessing the health care system.” Studies have found that even well
educated Deaf persons failed to understand almost one-third of what the hospital staff
tried to tell them.* Further, compared to other immigrant populations, Deaf patients are
less likely to find physicians who can use American Sign Language (ASL) than other
immigrant groups are to find a physician who speaks their native language.’ According
to the literature, only between 6% and 33% of Deaf patients utilized professional
interpreters, and in one study, over 5 0% of Deaf people reported difficulty in obtaining an
interpreter when needed.® Deaf patients often receive health care that is inadequate and
inappropriate for their needs as a result of individual, interpersonal, and systemic factors.’

In part 1 of my paper, I will review the epidemiology and etiology of hearing loss
and deafness. Then, I will discuss features of the Deaf culture, such as American Sign
Language, community values and social rules, that are important to understand and

appreciate in order to critically examine the interaction between Deaf patient and the
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health care system. I will remark upon the various modes of communication available to
the Deaf and hearing-impaired patient and health care provider and then review the legal
context within which these interactions take place. Finally, a review of the health care-
related issues will examine patients’ health care knowledge base and literacy, their
experiences with the health care system, and providers perspectives and experiences.

In part 2, I will present the finding of my research and then discuss their
significance. The paper concludes with a conclusion and recommendations for the next
steps.

As far as terminology is concerned, Deaf, with a capital D, will refer to the
culturally deaf, those who experienced their hearing loss before the age of three and/or
consider themselves a part of the Deaf community. In contrast, deaf will refer strictly to

the audiologic aspects of hearing loss.

Epidemiology

What is deafness? Unlike blindness, for which there exists a legal definition, ‘
“deaf” and “deafness” have no unanimously agreed upon definition. Prevalence data for
hearing impairment may vary widely across studies for several reasons. One reason for
this variability is different data collection methods-- self-report versus audiometric
testing. Another reason is the use of different criteria for defining hearing impairment--
fence (“the level in decibels above which a significant hearing loss is said to exist”), ear
(whether one or both ears are used in the definition), and audiometric test stimuli (speech

or pure tones.)’



The estimates of prevalence of deafness and hearing trouble vary by data
collection method. Using a self-rating scale (SRS), there were 421,000 persons who were
“deaf, both ears,” and 2,562,000 who were “at best, a lot of trouble hearing in both ears.”

For those who received a positive response to one of the screening question in the
survey, the Gallaudet Hearing Scale (GHS) was administered to all people over 3 years of
age. The GHS has the advantage of shedding light on the important question of how a
hearing loss affects a person’s ability to hear and understand speech. By the GHS, of the
20,295,000 persons who had hearing trouble, 552,000 “could not hear and understand any
speech,” 726,000 “could hear and understand words shouted in ear,” and 4,920,000
“could hear and understand words shouted across the room.””

The results of the National Health Interview Survey (NHIS) are reported in terms
of a cross-classification of the SRS and GHS scales. There is a potential of inconsistent
classification from using two scales with overlapping meaning to classify subjects. These
are addressed in the data analysis and the results in terms of all of the categories of
hearing trouble are shown in Table 1.> The groups those with hearing trouble and those
who cannot hear and understand normal speech from this cross classification table are
used for analysis and comparison in the NHIS. In the following paragraphs, those with
hearing trouble (20.3 million) includes all levels of severity of hearing loss, whereas
those who cannot hear and understand normal speech (4.8 million) denotes a subset with

more severe hearing loss.



Table 1. Prevalence of hearing impairment by rating scale

Rating Scale Total % of those % of total
(in thousands)  with hearing population
: trouble*

SRS
Hearing trouble 20,295 8.8%
Deaf, both ears 421 2.2% 0.18%
At best, a lot of trouble hearing 2,562 13.1% 1.1%
in both ears

GHS
Hearing trouble 20,295 8.8%
Cannot hear and understand any 552 2.8% 0.23%
speech
Cannot hear and understand 726 3.6% 0.3%
words shouted in ear
Cannot hear and understand 4,920 24.7% 2.1%

words shouted across a room

Cross-Classification

Hearing trouble 20,295% 8.8%
Cannot hear and understand 4,811 23.7% 2%
normal speech

Can hear words shouted across 3,659 18% 1.6%
the room
None or at best words shouted in 1,152 5.7% 0.49%
ear

“*percent distributions exclude frequencies of unknowns of SRS and GHS.
“Excludes unknowns due to cross-classification.

In terms of age of onset, among those with hearing trouble, 5.6% experienced the

problem before 3 years of age, 14.7% between the ages of 3 and 18, and 79.1% at age 19



or older. For the subgroup of persons with hearing trouble who could not hear and
understand normal speech, the corresponding estimates are 6.6% before the age of 3
years, 9.4% between 3 and 18 years, and 83.4% at age 19 or older.

The prevalence rate of hearing impairment is age-dependent, with the rate
increasing with advancing age. Approximately 0.1% of the population under 45 years of
age is deaf, compared to 2.5% of the population over 65 years of age.” From 1971 to
1991, the United States’ aging population has seen its incidence of hearing loss increase
by 53%.% This trend is not likely to reverse or slow down as the baby boomers continue
to age. Most persons (60.9%) who could not hear and understand normal speech were in
the “over 65 years” group, compared to only 9.3% of those with normal hearing being
over 65 years of age.” In fact, greater than half of people over the age of 80 years have
significant hearing loss.’

There were differences according to socio-demographic variables. Each

demographic variable will be discussed.

Gender and Race

The prevalence of deafness varies according to gender and ethnicity. Although
the female population is larger and older than the male population, there were more males
(12 million, 10.5% prevalence) than females (8.3 million, 6.8% prevalence) with hearing
trouble. Witﬁin each age group, white males are more likely than females to be deaf or
hearing-impaired, and the gap increases after the age 18 years. The prevalence rates of
males who could not hear and understand normal speech for the age ranges 18-44 years

and 45-64 years approximately doubled between 1971 and 1991.



Ethnically, whites are twice as likely as Blacks to be deaf or hearing-impaired,
with an overall prevalence of 9.4% for whites and 4.2% for Blacks. Non-Hispanics are
also more than twice as likely as Hispanics to be deaf or hearing-impaired with a

prevalence of 9.1% for non-Hispanics and 4.2% for Hispanics.”

Family Income

Persons with hearing trouble are proportionately over-represented in low income
families (less than $10,000 annually) and under-represented in high income families
(over $50,000 annually.) Age-adjusted estimates of members of families earning $10,000
or less were 14.4% for persons with hearing trouble and 18.6% for those who cannot
hear and understand normal speech, compared to only 11.1% of those with no hearing
trouble. At the high end of the income spectrum, 24.9% of persons with no hearing
trouble were in the greater than $50,000 income bracket compared to only 16% of those

with hearing trouble being in the greater than $50,000 income bracket.?

Employment

In terms of employment, the proportions of persons not in the labor force
increases with increasing level of severity of hearing loss. There is virtually no
difference in rates of employment status between those with no trouble hearing (29.4%)
and the age-adjusted rate of those with hearing trouble (29.9%) However, the subset that
cannot hear or understand normal speech has a noticeably higher rate (38.2%) of not

being in the labor force.
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In terms of types of occupations, the main distributional difference between those
with normal hearing and the two hearing trouble groups relates to the blue-collar and
service occupations (service, farming, forestry, fishing, precision production, craft and
repair occupations.) Approximately 27.1% of those with normal hearing were in the
blue-collar and service industries compared to 37% of those with trouble hearing and

40.2% of those who cannot not hear and understand normal speech.”

Education

The proportion of persons over 18 years old and with less than 12 years of
education increases as the level of hearing ability decreases. It ranges from 19.7% of
those with no trouble hearing to 33.1% of those with trouble hearing to 44.1% of those
who cannot hear and understand normal speech. The pattern is in the opposite direction
for proportions of persons with greater than 12 years of education, i.e. increasing levels

of hearing loss are associated with smaller proportions of persons attending college.2

Limitation of Activity

Differences exist in levels of limitation of activity due to chronic conditions. The
NCHS definition reads as follows: “limitation of activity refers to any long term
reduction of activity resulting from chronic disease or impairment.” It should be noted
that the relationship between chronic limitation and hearing ability is one of association,
not necessarily one of causality. The proportion of persons with limited activity increases

with decreasing hearing ability. It ranges from 12.3% for those with normal hearing to



29.3% (age-adjusted) for those with trouble hearing and 49.7% (age-adjusted) for those
who cannot hear and understand normal speech.?

Summarizing the socio-demographic characteristics mentioned above, the 1991
National Health Interview Survey showed that people who identified themselves as
having trouble hearing also identified themselves as having a lower income, a greater
level of unemployment, less education and more careers in blue collar and service

industry jobs than the general population.

Etiology

Hearing loss is a multifactorial disorder caused by genetic and environmental
factors.® The incidence of congenital severe to profound deafness in the United States is
approximately 1 in 1,000 births, which represents between 2,000 to 4,000 infants born
each year. Estimates have it that at least 50% of congenital or early onset deafness has a
genetic etiology.® In the past several years, several genes have been identified as being

responsible in congenital hearing loss.?

Table 2. Causes of Hearing Loss

Cause of Hearing Loss Percent due to cause (%)

At birth 44

Ear injury 4.9

Ear infection 12.2

Loud brief noise 10.3

Other noise 23.4

Getting older 28

Other : 16.8

Total 100.0

Adapted from National Center for Health Statistics National Health Interview Survey, Series 101,
number 188, table 16, 1994.



However, of the estimated 20 million deaf and hearing-impaired adults in the
United States, only 5.6% report the presence of hearing loss before the age of 3 years.
Almost 4 out of 5 persons had onset of hearing loss after age 18 years.”> Approximately
33.7% report that their loss is due to some sort of noise, (“noise from machinery, aircraft,
power tools loud music, appliances, walkman personal stereos, hair dryers, etc.””) 28%
that their loss i;s due to age or “getting older,” while 17.1% report that it is due to
infection or injury.'°

Etiology information on Deaf and hearing-impaired students is available from the
Annual Survey of Hearing Impaired Children and Youth. This survey represents an
estimated 60-65% of Deaf and hearing-impaired students who receive special education
services.'” This study revealed that about half (47.4%) of the students had the onset of
deafness at birth while a quarter (23.2%) had the onset after birth, with 29.4% with an
onset not known/unreported. Of the causes of deafness at birth, heredity tops the list at
13%, while maternal rubella, cytomegalovirus, other pregnancy/birth complications (Rh
incompatibility, prematurity, and birth trauma) round out the list. Of the causes of
deafness after birth, meningitis is the leading known cause at 8.1%, with otitis media
(3.7%), other infections/fever (4.0%), and trauma (0.6%) rounding out the list."

Over the past 10-15 years, the incidence of hearing loss due to maternal rubella
has decreased significantly, while other reductions are seen for Rh incompatibility,
measles, mumps, infections, high fever and trauma. However, the incidence of hearing

loss due to meningitis has changed very little, staying at 8.1% of all causes.'®
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Deaf Culture

There is a unique Deaf culture in the United States.” Deafness has a culture-based
definition and is differentiated from “hard of hearing” or hearing-impaired.” While the
deaf population includes those with any amount of functional hearing loss, the Deaf
community (indicated by Deaf with a capital D) refers to a group of individuals that
shares a common language (ASL) and a set of beliefs that differs from the white, hearing
middle-class norm.> Simply having hearing impairment does not automatically gain one
acceptance into the Deaf community."' The Deaf community is a “rich and complex
social system whose member have common values and shared experiences,”' and has
“developed and supports its own traditions, values, behavioral expectations and
definitions of politeness, social and political organizations, arts, churches, recreational
centers, print and electronic publications, and sporting events.”

As the Deaf culture differs from the mainstream, it has its own unique set of
éocial rules, which sometimes are a source of cross-cultural misunderstanding. As
Steinberg (1991) noted, “Non-manual behaviors, such as use of eye contact and physical
proximity, attention getting maneuvers, greeting and parting rituals, and concepts of
privacy and confidentiality may differ significantly from behaviors in mainstream
American culture.”

For example, a person signing commonly maintains intense and continual eye
contact or may touch a nearby listener.! In the Deaf community, acceptable ways of

getting another’s attention include touching someone who is close by, stomping one’s

foot or banging on a table (ways of communicating through vibrations) and waving a
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hand through one’s visual field."" For an unknowing hearing person, these methods may
seem inappropriate.

By hearing community standards, conversation-closing is the Deaf community is
a prolonged process.'’ Because ASL requires face-to-face interactions, which is valued
by the Deaf community, the relatively terse “good-bye” used by hearing people,
including physicians, may be considered rude by Deaf people.!’ Because the Deaf
culture emphasizes visual aspects of the world, cultural etiquette is more accepting of
physical descriptions of personal characteristics as a means of identifying a person.
Aspects such as weight (“overweight,” “big,”) shape of the nose (“large”, “small,”) or

receding hairline '' are not considered shallow or demeaning when used to identify

someone. However, this can be considered rude in the hearing world.

Age of hearing loss

The age of loss of hearing is a reliable predictor for membership in the Deaf
community.'" Children who are born deaf or become deaf before the age of language
development (about 3 years) usually have difficulty with spoken and written language.
They usually learn ASL as their first language.'? Thus, this group generally becomes
members of the Deaf community.

People deafened in adulthood (Late-Deafened Adults, LDA) are more likely to
have good English skills and hearing friends. This group is less likely to use ASL and

therefore is less likely to belong to the Deaf community.'"
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Differences in Perspective

While the majority of mainstream America may view deafness as a disability,
even as a pathology, the Deaf perspective is that it is a connection to their cultural

3 “another realization of the human condition.”'® As Barnett explains, “Deaf

community,
people do not define themselves as having less hearing than the majority, any more than
African Americans define themselves as having more pigment than the Caucasian
majority."!

The medical perspective that deafness is a pathologic entity to be corrected may
be viewed by the Deaf community as a prejudice," or a manifestation of paternalism.
Because of these opposing Vie;NS, the issue of cochlear implants is a very controversial
one. Some medical professionals see it as a way of “making a child normal” by restoring
use of some hearing. However the fact that current implant technology has not been
shown to be successful in language acquisition, and for other attitudinal and logistical
reasons, the Deaf have opposed cochlear implantation in children.'® In fact, it is seen by
some as the latest effort by the hearing medical community to eradicate Deaf culture and
hearing loss.’

Many Deaf adults have felt oppressed by the hearing community. This
perspective has grown from a “lifetime exposure to hearing people who perceive deaf

individuals as disabled, impaired, and otherwise undesirable and health care providers

who typically focus on the pathology of hearing loss.”
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American Sign Language

American Sign Language (ASL) is the third most common language in the United
States.!! It is the primary language of the Deaf community and is recognized by linguists
as a proper language.'' Created by Deaf people, it is a linguistically rich visual and
gestural, three-dimensional language that relies on facial expressions, body posture, and
the space around the signer. This expressive use of body and face, this hyper-
affectiveness, can sometimes lead to health care professionals misdiagnosing the Deaf
person as having an inappropriate affect, even a mood or personality disorder.""

ASL structure differs so greatly from English that it would be impossible for a
person to simultaneously speak English and sign the same content in ASL.? Taken from
“Learning ASL” by Padden and Humphies,'* an example of a conversation in ASL and
English is provided below. (The capitalized words in the ASL section indicate a specific

sign in ASL.)

ASL:
Alan: HEAR YOU HOSPITAL. HAPPEN?
Dave: YES, I ALMOST HEART ATTACK I. NOT BAD. FINE.

English:
Alan: Theard you were in the hospital. What happened?
Dave: Yes. I almost had a heart attack. It wasn’t that bad. I’m fine now.

This vibrant language is inextricably linked to the development and the very
fabric of Deaf culture. Indeed, the use of ASL is more important for membership in the

Deaf community than the inability to hear."!
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Families

Most (approximately 95%) of Deaf marriages involve 2 Deaf people, and 90% of
their children are hearing people. If a Deaf person has a hearing spouse or partner, it is
likely that that person is fluent in ASL and is a part of the Deaf community."’

Hearing children of Deaf adults often play a bridging role between Deaf and
hearing cultures. While the parents use ASL at home with the family and socialize within
the Deaf community, the hearing children become fluent in English and have better
integration with the hearing culture. As a result, these children often act as interpreters
for their families. This bicultural role often continues into adulthood, as it is not
uncommon for them to work in a deafness-related field.""

Deaf children of hearing parents face a uniquely differént set of challenges.
Approximately 90% of deaf children have hearing parents. Since most families do not
learn ASL, communication between deaf children and hearing family members is rather
limited. Deaf children often learn ASL and about aspects of the deaf community from
their peers, often at residential schools instead of from their families. Thus, residential
schools and deaf peers play an important role in the culture transmission. Deaf children,
while having some connection to their families’ culture, often have strong bonds to the

Deaf community.'!

Modes of Communication
Successful communication with the Deaf patient requires an understanding of the

patients’ choice of language. Communication options include speech, lip-reading,
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writing and sign language, and the optimal mode may be one or a combination of several.

I will discuss the merits and limitations of each modality.

Speech and Lip-reading

It is commonly assumed that Deaf persons can understand speech through lip-
reading. However, lip-reading is a very difficult skill upon which few Deaf persons can
safely rely, especially in the medical setting.'> Only 30%-40% of English sounds is

11,15

visible on the lips, "~ and the rest are either invisible or indistinguishable from other

sounds. Examples of indistinguishable sounds are “chew-shoe-Jew-choose-juice-two.”*>
Obviously, the potential for misunderstanding is great.

Moreover, lip-reading can be extremely tiring as it requires constant, intense
monitoring of small, rapidly changing lip patterns and continual guesswork of what is
being said. Even the most proficient lip-readers find their effectiveness deteriorate when
they are tired or anxious, when the lighting is poor, or when the speaker’s lip patterns are
not clear."

Some Deaf people communicate by speaking, especially if they received an oral
education (which teaches speech.) However, learning to create sounds without ever
having heard them is difficult for a Deaf person. While a hearing person can hear sounds
and then imitate them and make adjustments, there are no sounds for Deaf people to
imitate and thus they lack any immediate feedback of hearing one’s own voice. As a
result, their voices may be unmodulated, to which hearing people often react with a

surprised and somewhat disapproving look on their faces. This makes some Deaf persons

reluctant to use their voices.!!
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Writing
Writing, though it seems to be a logical and readily accessible alternative for

communication, is not without its drawbacks. Because it is a slow and time-consuming
process, busy providers are tempted to abbreviate or make fewer comments using pen and
paper than when interacting verbally with patients. This can lead to incomplete
communication for the patient. A critical limiting factor to the usefulness of writing is
that the literacy level of the average Deaf adult is at the 4™ or 5™ grade.'"'* This
decidedly limits the amount of information that can be transferred through writing.
Further, it is not uncommon for physicians’ handwriting to be illegible. In addition, Deaf
patients may feign understanding communication through written notes father than reveal
their deficiencies in English.'? Clearly, writing is not a perfect mode of communication

for Deaf persons.

Professional Interpreters

Serious barriers to effective communication can be overcome by the use of a
professional interpreter who can ensure good communication between patients and health
care professionals.'® For Deaf persons who know American Sign Language (ASL), it is
the most effective, efficient, and comfortable mode of communication.”” Therefore, the
use of professional interpreters is a highly effective modality. The role of the interpreter
is to interpret everything that is said in the Deaf person’s presence and does not include
editing, counseling, or participating in the conversation. The interpreter may depart from
the exact Words when using ASL to convey concepts and idioms more accurately and
descriptively. Their goal is to convey as accurately as possible the speaker’s thoughts,

feelings and attitudes, so that the overall message is retained.’
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Professional interpreters receive certification from either the Registry of
Interpreters (RID) or the National Association of the Deaf (NAD), the two major national
interpreting certification organizations. The level of certification depends on the
interpreter’s skill in both ASL and English. Both the NAD and the RID have
incorporated into the certification process training of ethics and professional behaviors of
interpreters, including confidentiality.’ There is additional training in specialized areas
for which interpreters may receive a certificate, such as law, performance (arts), and
education. Although there is no official certificate for medical interpreting currently,
there exists health care-related training for interpreters, such as emergency room
procedures and protocol, pharmacology, anatomy and physiology, mental health

interpreting, and HIV awareness, to name a few.

Family Member Interpreter

Though it may be tempting to take advantage of a family member, relatives of
Deaf persons may not be reliable as interpreters. Confidentiality issues and emotional
involvement (lack of objectivity) would mandate caution in such situations. Further,
family members may act as information filters, by intentionally or unintentionally
omitting, reframing, or rephrasing which results in a poor level of communication.?

Hearing children are often called upon to serve as interpreter for their Deaf
parents. It can be difficult to convey information that is beyond their comprehension,

particularly if the child is under stress.'” Here is an illustrative example of the potential

dangers of using a child interpreter to convey important information.
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“So there I was. I don’t know. Probably five or six. And the doctor is
saying “Tell you mother she needs a mastectomy.” I didn’t know how
to spell it. [Starts to cry.] AndI didn’t even know what it meant. And
my mother is looking at me like, “What? What did he say?””

Legal Issues

Over the past 30 years, there have been two federal laws that have had a profound
impact on the Deaf and hearing-impaired community: the Rehabilitation Act of 1973 and
the American with Disabilities Act (ADA) of 1990. The Rehabilitation Act of 1973
prohibited discrimination on the basis of disability and required most federally assisted
institutions to make their programs and services accessible to people with handicaps,
including providing “effective communication” for people with hearing loss.> The ADA
of 1990 extended this prohibition of discrimination to include all services, programs and
activities provided or made available by state and local governments, regardless of their
receipt of federal financial assistance. It included a section guaranteeing equal access to
health care and health education. Health care providers are required to provide aids to the
Deaf and hearing-impaired patient, which may include qualified ASL interpreters, note-
takers, transcription services, written materials, assistive listening devices, and other
services. In terms of expenses, the costs of these accommodations are to be viewed as the
general cost of doing business and are not to be billed to the patient.” The effect of this
has been to shift the burden of payment for interpreting and other services to the health
care provider.

Specific to Connecticut, the U.S. Depa