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Due to complex individual, interpersonal, and systemic fac-
tors, deaf and hard of hearing (d/hoh) individuals often re-
ceive inadequate, inappropriate, and unethical health care.
This article begins with a review of the relevant socioeco-
nomic and legal issues and the health status of d/hoh individ-
uals. I then review health care starting with the patient’s
knowledge base, personal experiences, and understanding of
health care relationships. I discuss the Deaf community’s
perspectives, providers’ views about disability, communica-
tion between providers and deaf patients, and barriers en-
countered in health care delivery. The article concludes by
assessing these factors’ effects on health care delivery to
d/hoh people, reviewing the ethical implications, and making
recommendations for change.

What the scalpel is to the surgeon, words are to the
clinician. . .. [T]he conversation between doctor
and patient is the heart of the practice of medicine

(Swartz, 1998, p. 43).

From the first day of medical school many future phy-
sicians are told that the majority of diagnoses are the
product of a thorough medical history developed
through conversation with the patient. “[I]t is primar-
ily through language that the physician works to estab-
lish rapport and trust. Good physician-patient commu-
nication is fundamental to good health care” (McEwen
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& Anton-Culver, 1988). The doctor-patient relation-
ship is often viewed as the cornerstone of health care
delivery (Epstein, Campbell, Cohen-Cole, McWhin-
ney, & Smilkstein, 1993; Stoeckle & Billings, 1987).
Studies have shown that effective communication be-
tween a patient and his or her doctor can have a sig-
nificant positive effect on patient satisfaction and
health outcome (Kaplan, Greenfield, & Ware, 1989;
Starfield et al., 1981).

Deaf and hard of hearing (d/hoh) individuals in
the United States must often cope with extraordinary
communication barriers when working with their
health care providers; receive health care services that
are inadequate, inappropriate for their needs, and un-
ethical due to the interplay of numerous complex indi-
vidual, interpersonal, and systemic factors; and have a
poorer self-reported health status than the general
population. Within the subset of the U.S. population
that uses English as a second language, deaf individuals
may be at greatest risk for poor physician-patient com-
munication (McEwen & Anton-Culver, 1988).

Approximately 9% of the U.S. population (roughly
21.2 million people) have a hearing impairment, mak-
ing hearing loss the single most common chronic phys-
ical disability in the country. Of that group, roughly 1.8
million Americans are deaf (Steinberg, 1991).

Despite the prevalence of hearing loss in this coun-
try, the delivery of health care services to people with
hearing loss is poorly understood by the average physi-
cian. In addition, the limited research that has been
done on this subject to date is inadequate to properly
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define the problem or identify ways to improve the
quality of health care services offered. Yet, in 1990, the
Americans with Disabilities Act included legal criteria
about what constitutes “adequate communication” be-
tween health care providers and d/hoh patients. As a
result, substandard communication between d/hoh pa-
tients and their doctors, and the receipt of health care
services substantially different from those received by
hearing individuals, is often illegal. Health care provid-
ers and administrators would be wise to learn more
about health care delivery to this population both to
improve the quality of care offered and to avoid costly
legal entanglements.

Some of the difficulties in health care service deliv-
ery to people with hearing loss stem from societal prej-
udices towards people with disabilities. American soci-
ety has a strong tendency to set a single definition of
“normality” as the most important goal for all individ-
uals. This bias has been internalized by many health
care providers in this country and can affect every as-
pect of a d/hoh child’s life (Roush, 1986; Schlesinger &
Meadow, 1972). This prejudice makes it even more im-
portant for the health care provider to understand the
issues involved in health care delivery to this popula-
tion, appropriate communication strategies, the impact
of hearing loss on an individual and his or her family,
and Deaf culture.

This article examines the factors affecting health
care delivery and d/hoh patients, reviews the relevant
literature, discusses associated ethical issues, and rec-
ommends needed changes. It is intended to benefit
health care providers and other professionals involved
in the delivery of services, allocation of resources, and
development of health care programs.

I begin with a review of pertinent background is-
sues, including socioeconomic factors, the current
health status of d/hoh people, and relevant legal issues.
Then I review health care delivery using a progres-
sively larger focus, starting with the patient’s health
care knowledge base. A review of the typical deaf pa-
tient’s personal health care experiences, his or her un-
derstanding of health care relationships, and the per-
spective of the Deaf community follows. The provider’s
perspectives on disability issues, communication be-
tween providers and deaf patients, and the barriers en-

countered in health care delivery to this population are
then discussed.

The article concludes with an assessment of the
impact of all of these factors on health care delivery to
d/hoh people, the ethical implications of the current
standard of care, and recommendations for change. I
hope that this information will allow providers to offer
a higher quality of care to d/hoh individuals and their

families than has been available previously.

The Deaf Population

Definitions and causes. Many definitions of “deaf)’
“Deaf)” and “hard of hearing” have been used over the
years. Here, “deaf” and “hard of hearing” will refer to
individuals who have a hearing loss of any magnitude.
“Deaf” will refer to individuals who share a common
language (American Sign Language, or ASL), experi-
ences, and set of beliefs that are different from the
white, hearing, middle-class norm in U.S. society
(Glicken, 1994; Padden & Humphries, 1988).

Hearing impairments can be caused by genetic fac-
tors, environmental conditions, and illness. To date,
nearly 200 types of genetic hearing loss have been de-
scribed. Of these causes, roughly a third occur as part
of a complex syndrome that can produce significant
health problems (Israel, Cunningham, Thumann, &
Arnos, 1992). These individuals need more complex
health care services than the average patient and also
face significant barriers in their efforts to receive this

care.

Population statistics. 'The number of people in the
United States who are d/hoh is not known precisely.
As I remarked above, one report notes that 22 million
Americans have a hearing loss, and of these people 1.8
million are members of the Deaf community (Rich,
1993). Yet another study identified 4.3% of the U.S.
population as having a severe to profound bilateral
hearing loss (this would equate to roughly 8.8 million
people) (Meyers, Melhado, & Frances, 1989).

As the U.S. population has aged between 1971 and
1991, the incidence of hearing loss in the United States
has increased 53%. Of the 20.3 million persons (86 per
1,000 persons) identified as having hearing trouble,



11.5 million had a significant loss, and of these, 4.8 mil-
lion could not hear and understand normal speech
(US. Department of Health and Human Services,
1991). These trends likely will continue well into the
next century as the baby boomers age. Notably, more
than 50% of people over the age of 80 have a significant
hearing loss (Zazove & Doukas, 1994).

One in 1,000 children is born with severe to pro-
found hearing loss, and four to five children per 1,000
have a hearing impairment significant enough to affect
language acquisition (Lotke, 1995). It has been esti-
mated that 25% of all profoundly deaf children have an
additional handicap, most frequently a learning disabil-
ity (Brookhauser & Moeller, 1986). Learning disabili-
ties often affect a child’s ability to learn and integrate
health information, and physical disabilities only in-

crease an individual’s need for high-quality health care.

Socioeconomic, educational, and sociocultural issues. The
US. Department of Health and Human Services
(1991) census report noted that people in the United
States who identified themselves as having trouble
hearing also identified themselves, on average, as hav-
ing a lower income, a greater level of unemployment
(70.8% vs. 29.4%), less education (did not complete 12
years of education, 44.1% vs. 27.1%) and more careers
in blue collar and service industry jobs (40.2% vs.
27.1%) than the general population. The report also
found that “persons with trouble hearing had propor-
tionally more annual bed days because of health prob-
lems, more annual doctor visits and greater limitation
of activity due to chronic conditions, than persons with
normal hearing had. This relationship holds across the
entire age span and within specific age groups.”

All of these factors (less income and education,
greater unemployment) have been shown to correlate
with lower level of physical health and greater difficulty
understanding and communicating with health care
providers (Byrne & Edeani, 1984). In addition, the
number of blue collar jobs in the United States, jobs
frequently held by deaf individuals, is declining
(Smith, 1992).

Moreover, low-income deaf individuals also tend to
be un- or underinsured. The combination of poor in-
surance benefits and inability to pay privately further
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contributes to difficulty obtaining health care services
(DiPietro, Knight & Sams, 1981).

Deaf individuals who belong to an ethnic minority
group are at an even further disadvantage than white
deaf people. In a study of support services for parents
of deaf children, nonwhite parents and those who did
not attend college reported receiving much less sup-
port than well-educated white parents (Meadow-
Orlans, Mertens, Sass-Lehrer, and Scott-Olson, 1997).

White deaf youths are more likely to be main-
streamed and have higher levels of academic achieve-
ment than nonwhite deaf youths. In addition, socioeco-
nomic level also affected students’ elementary school
placement and level of academic achievement in high
school. Deaf students from a higher socioeconomic
bracket have been shown to be more academically suc-
cessful than low-income deaf children (Kluwin, 1994).

In a nonrandomized survey, the children of non-
white deaf adults stated that their parents “had far less
access to economic and educational resources than the
already restricted opportunities available to European-
American deaf people” (Preston, 1996). In a study by
Meadow-Orlans et al. (1997), minority parents of deaf
children reported that deafness had had a more nega-
tive impact on their family, that their deaf children had
more behavior problems, and that these children made
less progress in language development than their
white peers.

People who are deaf and also belong to an ethnic
minority group can find themselves trying to learn and
negotiate three or more languages and cultures. They
include the culture and language found in their home,
the culture and language of the Deaf community, and
the culture and language of the hearing American
community (Hindley, 1997). For example, a study by
Walker-Vann (1998) showed that more than half of the
deaf Hispanic children surveyed were exposed to three
distinct languages and cultures. Spanish, with one set
of cultural expectations, was the preferred means of
communication in the home, English and community
behavioral norms were needed in the students’ neigh-
borhoods, and sign language and a third set of behav-
iors were necessary to communicate in school and with
deaf peers. Becoming fluent in any one of these lan-
guages would be difficult for any deaf child who has
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limited exposure to the target language. Mastering
three would be an extraordinary feat.

Wu and Grant (1997) detailed the myriad issues
that can arise when working with Asian-American fam-
ilies with a deaf member: the family’s immigration his-
tory; description of their child’s characteristics; home
environment, including language and intergenerational
relationships; school environment; the needs and pri-
orities of the family relative to the needs and priorities
of any one individual; and the native culture, gender,
age, and birth order of the child in the family. These
issues can have a tremendous impact on the family’s
interactions with health care providers and other pro-
fessionals. The authors point out that understanding
these forces is crucial in learning how the family com-
municates with nonfamily members, responds to
stress, recognizes and treats health and illness, under-
stands deafness, solves problems, and seeks help, for
example. Many, if not all, of these factors likely would
also apply to any other family that has recently emi-
grated to the United States.

Gender issues. Deaf women must counter discrimination
against disability, deafness, and their gender. “Disabil-
ity, particularly early onset disability and disability that
severely limits functional abilities, conditions the man-
ner in which women perceive themselves and their
place in society, as well as the manner in which society
responds to them and makes its resources available to
them” (Nosek et al., 1995).

Smith (1992) cites a study demonstrating that deaf
women have less income and education and higher lev-
els of unemployment and divorce than hearing women.
In addition to the fiscal and social problems brought on
by these factors, they also further reduce a wom-
an’s opportunity to access health insurance through a
spouse.

Recognizing that the culture of health care institu-
tions is often distinct from the dominant culture of a
society, Phillips (1996) writes:

Within a hospital culture the viable ideas and val-
ues of cultural minorities may be devalued, dis-
credited and marginalized, thus becoming twice re-
moved from the dominant culture. If these ideas

come from women the ideas and values become

three times removed, and if these women are disa-
bled the ideas and values become four times re-
moved and thus further marginalized from the
dominant culture and from credibility in the eyes

of the dominant institutions.

The most subjugated and underprivileged individuals
tend to be deaf women of color. On average, they are
poorer, less healthy, and less educated than white
women. Minority deaf women also have the greatest
difficulty accessing services due to cross-cultural
differences in value systems, languages, lifestyles, and
goals (Becker, 1981). It appears African American deaf
women are at the greatest disadvantage of all deaf
people (Wells, 1991).

Holcomb (1984) notes that “the most serious barri-
ers to careers and education [faced by disabled women ]
are not physical, but attitudinal” In addition to the
numerous communication and educational barriers all
deaf people face when attempting to interact with
hearing society, Smith and Kirkpatrick (1985) list addi-
tional issues, including self esteem, body image, depen-
dence, social and sexual vulnerability, accessibility, and
lack of role models.

The communication difficulties between deaf chil-
dren and their hearing parents further restrict the
health care resources available to many deaf individu-
als. During childhood and adolescence deaf children
living in residential schools learn to rely on their
school-age deaf peers for information and support. As
adults, they continue this pattern. For example, most
deaf women receive significantly less support and guid-
ance from their mothers and other female relatives than
hearing women do. By necessity they tend to turn to
each other for information and assistance. This depen-
dence on and identification with the Deaf community
“is reinforced by negative experiences in the hearing
world that underline the difficulties of communication.
As a result, deaf women have extremely restricted re-
sources, usually limited to their peers and to the few
agencies that serve the deaf community in any locale”
(Becker, 1981).

Health care information. As Braithwaite and Lythcott
(1980) observe, “Poverty and powerlessness create cir-
cumstances in people’s lives that predispose them to



the highest indexes of social dysfunction, the highest
indexes of morbidity and mortality, the lowest access to
primary care, and little or no access to primary preven-
tive programs.”

Nosek et al. (1995) note that women who are unin-
sured or poor are the group least likely to have had a
Pap smear or mammogram in the past year. Women
who do not use screening services and then contract
cervical or breast cancer are diagnosed at a later stage
of disease than those who received regular screening.
Late-stage cancer is less treatable; thus, these women
experience higher mortality rates than those who ac-
cess screening services.

Conducting surveys of the health care status of and
service utilization by d/hoh individuals is very diffi-
cult. Identification of a homogenous, randomized sam-
ple; communication challenges; researcher bias; and
distrust held by individuals in the Deaf community of
hearing people have all contributed to the challenges in
this area.

In recent years a number of studies on the health
status, knowledge, and service utilization of d/hoh
people have been conducted. However, the results tend
to be colored by a nonrandomized and small sample
size; inappropriate methodologies or use of testing
instruments; lack of differentiation between pre- and
postlingually deafened individuals and subjects who
identify themselves as being deaf, Deaf, or hard of
hearing (Schroedel, 1984).

The use of fortuitous samples of deaf adults, often
individuals associated with a social organization or those
who respond to advertisements seeking study subjects,
imposes serious limitations on any study. These sample
populations tend to be better educated and have a
higher socioeconomic status than the average deaf in-
dividual. In addition, this sampling technique tends
to underrepresent people of color, women, younger
adults, and those with fewer financial and social re-
sources. Therefore, the results of the study may include
significant bias if the results are extrapolated to repre-
sent the deaf population as a whole (Schroedel, 1984).

Not surprisingly, the results of many of these stud-
ies often conflict. For example, some studies note that
deaf patients visit the doctor more frequently than av-
erage hearing patients. Other studies state that deaf pa-
tients visit less frequently. The following paragraphs
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present a chronological review of health care research
conducted in the United States in the past 30 years.

Lass, Franklin, Bertrand, and Baker (1978) as-
sessed the level of health knowledge and practices of a
fortuitous sample of 36 deaf adults. The vast majority
of respondents had a lower health information knowl-
edge base than the hearing population, 44% said they
had “trouble communicating with their doctor,” and
41% lacked the literacy skills to understand simple
medical prescriptions.

Nemon (1980) conducted a survey of d/hoh indi-
viduals to learn their degree of satisfaction with their
health care providers and assessment of their health
status. Those individuals who had more health prob-
lems and believed they received sufficient information
from their physicians experienced greater satisfaction
and less stress about their health status than those indi-
viduals who felt they were physically healthier but also
believed they received insufficient information. Sur-
vey respondents frequently felt their doctors rushed
through their appointments, wondered if this was done
because they were deaf, or believed their health care
providers “discounted and disbelieved” them.

Kurz, Haddock, Van Winkle, and Wang (1991) at-
tempted to analyze the effect of hearing loss on use of
health care services through analysis of the 1971 and
1977 National Health Interview Surveys. They found
that individuals with hearing loss visited the doctor sig-
nificantly more often than did hearing persons. How-
ever, the authors combined the responses of individuals
with unilateral and bilateral hearing loss into one group
to compare with the general population. The educa-
tional, cultural, medical, and sociological experiences
of an individual with unilateral hearing loss will likely
be very different from someone who has a bilateral loss.
In addition, the age of onset of hearing loss (pre- or
postlingual) was not addressed. The experiences of
pre- and postlingually deafened individuals are typi-
cally very different, which has a significant impact on
the health care sought and received by the individual.

A nonrandomized survey of d/hoh people by Za-
zove et al. (1993) reported that deaf people visit physi-
cians more frequently than do hearing people, but the
deaf individuals report less satisfaction with the health
care services they received. Fifty-nine percent of those
surveyed stated they understood their physician
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“sometimes” or “not at all.” Zazove hypothesized that
deaf individuals may keep returning to physicians to
seek assistance for problems and answers to questions
that were not understood in prior visits. In that study
d/hoh individuals also said when they attempted to ex-
change written notes with their doctor, the doctor’s
writing was often illegible, or the physician wrote at a
level that was beyond the literacy skills of the patient.
In addition, patients regularly underwent tests or re-
ceived prescriptions without understanding why the
action had been undertaken.

Barnett and Franks (1997) analyzed the health sta-
tus and health care use of d/hoh individuals using the
1990-1991 National Health Interviews Survey data.
The study showed that prelingually deafened adults
had fewer physician visits in the preceding year in com-
parison with both postlingually deafened adults and
the general U.S. population.

In the mental health arena, a survey by Steinberg,
Sullivan, and Loew (1998) asked a group of Deaf adults
about the barriers they perceive surrounding mental
health services access. Those surveyed discussed their
general mistrust of providers as well as their concerns
about communication processes in therapy, and they
demonstrated ignorance about mental health terminol-
ogy and available services. Participants viewed “both
mental health institutions and practitioners as authori-
tarian, restrictive, and prejudiced.” Deaf mental health
patients were perceived as powerless victims of the
prejudiced hearing providers, and many survey partici-
pants believed that deaf individuals may be mistakenly
committed to a mental institution because of the com-
munication barriers, not due to the existence of psy-
chopathology. Thirty of the 54 adults surveyed stated
they were unable to locate mental health services that
were perceived to be accessible.

Rendon (1992) has reported that deaf individuals
have an increased incidence of alcohol and substance
abuse than the hearing population. The author notes
that the deaf community tends to view these illnesses
as a “moral problem” of the individual rather than an
illness that requires health care services. Those deaf in-
dividuals who do seek services for substance abuse are
usually unable to find appropriate, accessible treatment
programs (Guthmann & Sandberg, 1998).

In the areas of sexual abuse and sexually transmit-

ted diseases (STDs), the situation is even worse. Many
deaf teenagers lack basic information about human
sexuality, birth control, and related topics. These gaps
make deaf youths more vulnerable to abuse and places
them at increased risk of unwanted pregnancy and
STDs (Kleinig & Mohay, 1991; Sullivan & Knutson,
1998).

Sullivan, Vernon, and Scanlan (1987) reviewed
four studies that had attempted to evaluate the preva-
lence of sexual abuse of deaf youths living in residential
schools. Deaf students were asked if they had ever been
sexually abused. The rates of abuse reported by these
students in the four studies were significantly higher
than the rates reported by hearing students. These
studies had serious flaws. Among other concerns, the
definition of “sexual abuse” used in the studies was not
specified, and the living situation (a residential school,
institution, or home environment) of the hearing stu-
dents used as a comparison group was not included.
In addition, cultural norms surrounding disclosure of
sexual abuse may differ in Deaf and hearing communi-
ties. However, it does appear that deaf students living
in residential schools are at higher risk for sexual abuse
than the average child in the United States.

Individuals who have been sexually abused are at
tremendous risk for short- and long-term emotional
damage; they are more likely to contract STDs, to sus-
tain other physical injuries, and to experience an un-
planned pregnancy. Sullivan and Knutson (1998) cite a
study that demonstrated that “boys who are deaf and
attending residential schools who have been victims of
both physical and sexual abuse are more likely to de-
velop drug and alcohol problems and become perpetra-
tors of sexual abuse” than nonabused peers.

Sullivan et al. felt the deaf students were at greater
risk for sexual abuse than hearing children due to the
communication difficulties they experience, isolation
in residential schools, naiveté about sex in general,
and lack of education about appropriate behavior in
relationships. In addition, deaf children are typically
taught to comply with authority figures, and that train-
ing, combined with all of the typical reasons children
do not report abuse (fear of reprisals or retaliation, fear
they will not be believed, bribery or rewards for com-
plying, fear of removal from their homes or schools)
may make deaf children both more vulnerable and have



fewer support systems in place should they attempt to
seek help. Even worse, Sullivan believes some staff
working with deaf students may lack the necessary sign
language skills or vocabulary to understand a deaf child
should they attempt to report molestation or other
abuse (see also LaBarre, 1998).

Mertens (1996) described factors that contribute to
sexual abuse in residential schools for deaf students.
Staff members at one residential school were asked why
they felt deaf students were sexually abused. Some staff
blamed the victims, the residential school system (poor
supervision of students), or Deaf culture itself (one re-
spondent said that “sexual abuse [was] a behavior that
members of the deaf culture tolerated”). Other staff
denied that a problem existed.

However, it should not be assumed that deaf chil-
dren living in residential schools are at increased risk
for abuse than deaf children living in other settings.
The lack of research on deaf children living in nonresi-
dential environments makes it impossible to know if
those children are abused more frequently, less fre-
quently, or at the same rate as children educated in a
residential setting.

In the past 15 years the AIDS epidemic has had a
significant impact on the deaf population, but few
health care providers seem to know it. Doyle (1995)
cites a report noting that the Deaf community is ap-
proximately 8 years behind the hearing population in
AIDS knowledge and awareness. Most deaf people
“have been exposed to very little information about sex
in general and about AIDS in particular. They think
AIDS is a hearing person’s disease. Or, if they accept
that a deaf person could get it, they think it’s only a gay
disease” (Anonymous, 1995a).

It has been estimated that 7,000 deaf individuals in
the United States currently have AIDS. The deaf pop-
ulation as a whole has a seropositive (HIV-positive) rate
double that of the hearing population (Anonymous,
1995b), and up to 26,000 deaf individuals in the United
States are currently HIV-positive (Van Biema, 1994).
However, many deaf individuals have only a rudimen-
tary understanding of human sexuality, ways to protect
themselves and their companions from STDs, meth-

Y

ods of birth control, access to “safer sex” education
programs, and HIV education and support services

(Anonymous, 1995b; Peinkofer, 1994; Taylor, 1993).
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A study by Luckner and Gonzales (1993) showed
that deaf adolescents “demonstrated important gaps in
their knowledge of HIV and AIDS. For example, when
asked if junior and senior high school students could
contract the disease, 19% of the deaf adolescents said
this was not possible, and 21% stated they did not
know the answer to the question.

Baker-Duncan, Dancer, Gentry, Highly, and Gib-
son (1997) attempted to assess the AIDS knowledge of
deaf high school students living in state residential
schools through an anonymous survey. Five of the 43
schools contacted agreed to participate. The students
in the participating schools demonstrated “extremely
limited” core knowledge about AIDS, and their knowl-
edge level changed very little as they progressed
through high school. Furthermore, “there is the very
real possibility that students in the [38 schools] that did
not participate . . . have an even lower knowledge of
AIDS than those who did participate” (Moores, 1993).

Legal issues. On the legislative scene two federal laws
have been enacted in the past 25 years that have had a
profound impact on the d/hoh populations and health
care delivery: the Rehabilitation Act of 1973 and the
Americans with Disabilities Act of 1990. In addition,
individual state policies and regulations on health care
delivery, allocation of resources, and related topics also
affect health care delivery at the local level. The Reha-
bilitation Act of 1973 required most institutions receiv-
ing federal funds to make their programs and services
accessible to people with handicaps, including ensuring
“effective communication” with people with hearing
loss (Golden & Ulrich, 1978).

The second, the Americans with Disabilities Act,
included a section guaranteeing the right of people
with disabilities to equal access to health care and
health education programs as those without disabili-
ties. Health care providers are required to provide aids
to their d/hoh clients so that the communication be-
tween the deaf consumer and provider is equal to that
between hearing consumer and provider. These aids
may include qualified sign language interpreters, note-
takers, written materials, assistive listening devices, and
other services. The costs of these accommodations are
to be viewed as one of the general costs of doing busi-
ness and are not to be billed to the patient, nor are they
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to be directly equated with the health care service fees
paid by the deaf individual (National Center for Law
and Deafness, n.d.).

The expectations of individual health care provid-
ers mandated by the Disabilities Act depend on their
health care setting, the needs of each patient, and other
factors. In general, any health care provider who is
offering health care services, training, or educational
programs to the general public is required under the
act to make these programs and services equally acces-
sible to d/hoh people (National Center for Law and
Deafness, n.d.).

Recent surveys of practicing physicians have dem-
onstrated an extraordinary level of ignorance about the
act and the doctor’s obligations under this legislation.
All of the 165 physicians surveyed at recent conference
“displayed ignorance about their legal obligations un-
der the” act to their deaf clients. Education about the
act is needed by physicians, clinic hospital administra-
tors, and others so they can offer comparable health
care services to their deaf consumers and avoid legal
entanglements (Ralston, Zazove, & Gorenflo, 1996).

In recent years a growing number of d/hoh pa-
tients have begun suing their health care providers for
failing to comply with the Disabilities Act (Charmantz,
1998; Crocker, 1997a; Zazove, 1997) and many are win-
ning. Recent rulings have regularly supported the right
of some deaf patients to be provided with qualified in-
terpreters when working with their doctors in both in-
patient and outpatient settings. These rulings include
People v. Mid-Hudson Medical (1995).

In other rulings, a deaf woman was awarded
$250,000 against two New York hospitals. The hospi-
tals failed to provide her with interpreter services dur-
ing one hospitalization and offered only sporadic inter-
preter services during subsequent hospitalizations
(Crocker, 1997b).

In 1998 four patients were awarded $700,000 after
their local hospital consistently denied them interpret-
ers over the past 10 years (Charmatz, 1998). That law-
suit is only one of six filed by attorney Clara Smit on
behalf of deaf patients who were denied interpreters
and other services while receiving health care. As of
July 1998 two suits have been settled in favor of the
plaintiffs, and four are still pending (Gold, 1998).

In Tugg, Ponder and Carpenter v. State of Florida De-

partment of Health and Rehabilitative Services (Tugg .
Towey, 1994), the court went even further than simply
requiring providers to provide interpreters for those
patients who need them. In this case the U.S. District
Court in Florida found that counseling and other men-
tal health services provided by a hearing health care
provider and an interpreter was not of the same quality
as services received by hearing patients, and were
therefore in violation of the Disabilities Act. The court
ruled that the Department of Health and Rehabilitative
Services hire, when available, health care providers
“with sign language ability, who possess by training,
education, or experience an understanding of the men-

tal health needs of the deaf community.”

Patient Health Care Knowledge Base

Adequate treatment requires that the patient un-
derstand what is wrong and be motivated to follow
through with the proper therapy. . . . Efficient utili-
zation of medical services by patients presupposes
knowledge of proper hygiene, nutrition, medical
terminology, basic health care procedures, and fa-
miliarity with common diseases and the health care
system. The limited knowledge of many deaf pa-
tients because of the communication handicap fur-
ther complicates health care delivery. (DiPietro
etal., 1981)

The “average” deaf person has a lower level of English
literacy, a smaller fund of health care knowledge, and
fewer health education opportunities than his or her
average hearing counterparts. All of these characteris-
tics are vital to the patient’s understanding of health
and illness, access to both care and information, and
awareness and utilization of treatment options. Fur-
thermore, this lack of knowledge has a significant
impact on initiative, assertiveness, the types of medi-
cal services sought, and quality of services delivered
throughout the patient’s lifetime.

English literacy and general education. Individuals who
were prelingually deafened tend to have significantly
poorer English skills and are more likely to have at-
tended a residential school than postlingually deafened
people. A low level of English literacy will have a pro-



found effect on an individual’s health and body aware-
ness knowledge. When one lacks good English skills, it
is very difficult to benefit from health education bro-
chures and books, it is harder to read a newspaper and
gain current health information, it is difficult to write
and understand notes between the health care provider
and patient, and it is difficult to read and understand
prescription instructions, consent forms, and other
documents associated with health care services.

More than 90% of deaf children are born to hear-
ing parents (Moores, 1996), a fact that influences the
educational and cultural development of the child.
Since most parents do not know sign language, the
young child’s opportunities to learn any language are
significantly reduced. Acquisition of signed or spoken
language is the main challenge facing deaf youngsters
(Committee on Disabilities of the Group for the Ad-
vancement of Psychiatry, 1997). Those d/hoh children
who do not receive significant language training during
infancy and toddlerhood have missed the key age for
language acquisition “without really acquiring any lan-
guage at all” (Davenport, 1977). It has been noted that
“communication also breeds communication, as the
language produced for and by young children fosters
subsequent language development as well as social and
cognitive development” (Vacarri & Marschark, 1997).

Studies have shown that delayed language acquisi-
tion can have a profound, lifelong impact on a child’s
ability to use language (McDonald, 1997) and learn
(Bergstrom, 1980). Deaf children who are not exposed
to language during this key time are often left with sig-
nificant linguistic and cognitive deficits and may suffer
permanently “from what has been described as a pre-
ventable form of mental retardation” (Solomon, 1994).

Most deaf adults over age 40 did not begin school
until they were 6 years old and so were not exposed to
language education at a younger, more appropriate age.
In spite of the increasing availability of preschool edu-
cation, many deaf children still start after 3 years of
age. If parents do not provide their deaf children with
opportunities to learn an accessible language at home,
language acquisition takes place primarily at school.
The number of hours these children have to learn lan-
guage is therefore significantly reduced (Davenport,
1977).

Deaf children of hearing parents often begin ele-
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mentary school with fewer language skills (both spoken
and signed) and a reduced fund of information about
the world than the average hearing child (Israel et al.,
1992). By the age of 5 almost all hearing children have
developed a vocabulary of 5,000 to 26,000 words
(Schlesinger, 1969). Smith (1992) cites a study noting
that the average hearing 5-year-old has mastered basic
grammar rules and sentence construction and learned
roughly 80% of the vocabulary he or she will use in a
lifetime. In contrast, the study points out that the aver-
age deaf 5-year-old knows 10 English words.

The best way to communicate with and educate
deaf children has been hotly debated in the United
States for more than 100 years. “Although there has
been an increase in educational opportunities for deaf
individuals, many researchers believe that our educa-
tional system has failed to meet the needs of deaf stu-
dents” (Israel et al., 1992). Studies have shown that the
mean reading level of deaf high school students (rang-
ing in age from 16 to 18) is between the third and
fourth grade level (Baranowski, 1983; DiPietro et al.,
1981). In comparison, 15-year-old hearing students
have a median reading level of the tenth grade (Israel
et al., 1992). This language and literacy lag can be a
tremendous barrier in daily life, the workplace, and
health care settings.

Only a small percentage of deaf students go on to
pursue postsecondary education. “Almost one-half of
deaf high school students either drop out or receive
only a certificate of attendance” (Moores, 1996, p. 336).
Moores summarizes a 1985 study by Ouellette: “One-
third of the deaf postsecondary students surveyed in-
tended to pursue a bachelor’s degree, but only 5%
actually received one. The rest ... received degrees
or certificates at or below the associate of arts level
(p. 329)”

A study by McEwen and Anton-Culver (1988)
looked at the language skills of English as a Second
Language (ESL) students and deaf individuals. Both
groups had significant difficulty understanding words
commonly used by health care providers. However, the
deaf individuals reported that their doctors understood
them less often than the ESL students, and the deaf
patients were also less likely to try to re-explain them-
selves.

A recent study showed that adults with poor liter-
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acy skills incur higher medical costs than individuals
who read at the eighth grade level or above. Although
the researchers were able to demonstrate a clear corre-
lation between low literacy and higher costs, it is not
known if limited reading skills are the cause of these
higher costs. The researcher hypothesized that low lit-
eracy is not the cause, but that poor reading skills are
“a marker for disconnectedness ... from society in
general” (Jenks, 1992). Those with the lowest literacy
skills also had a self-reported lower level of physical
and psychological health than the general population,
regardless of income. This may occur because these pa-
tients are unable to gather information about their
health care or may not understand how to use the
health care system effectively (Weiss, Hart, & McGee,
1992).

Formal health education. Many of our most serious
health problems can be traced back to lifestyle choices
and personal decision making by individuals (diet, ex-
ercise, use of drugs or alcohol, smoking). Poor choices
in these areas can lead directly to preventable illness,
morbidity, and death, and these choices are almost al-
ways made or developed during the school years.
Therefore, some argue, public and private schools are
uniquely suited to provide health education and
decision-making skills training that will promote and
enhance a child’s physical and mental health through-
out his or her life. Furthermore, “because health is a
means necessary to virtually all other educational ends,
health education should be considered a central part of
the school’s curriculum” (Seffrin, 1990).

Unfortunately, “today hardly anyone is pleased
[about the state of deaf education in the United States],
and one of the few points of agreement in the present
debate is that deaf education is distressingly bad”
(Dolnick, 1993). In addition to tremendous variation in
the quality and quantity of the “three Rs” provided to
deaf students across the United States, these students
also tend to receive little or no education in the basic
sciences (biology and anatomy) or general health edu-
cation.

A recent survey of deaf schools in the United States
by Getch, Young, and Denny (1998) demonstrated that
13% of those responding had no established or formal
curricula that addressed sexuality education, including

basic concepts, STDS, birth control, abuse, and appro-
priate relationships. Those schools that have developed
a formal program note tremendous difficulty finding
appropriate teaching materials that did not require
modification. In addition, these classes were most fre-
quently taught as part of a previously existing class, and
may be, as the authors wrote, “too little information
too late”

In addition, deaf students are typically unable to
communicate easily with their parents about health in-
formation and have fewer opportunities for incidental
learning than hearing students (Israel et al., 1992).
“Often peer information is a young [deaf] student’s
sole source of information, or at least the only informa-
tion the student believes” (Durkin & Coryell, 1984).

Studies have shown that those children with
greater exposure to health information during child-
hood are able to demonstrate a higher level of health
knowledge and better health care practices than those
who were not exposed (Kleinig & Mohay, 1991). It has
been suggested that even modest improvement in
health education in deaf residential schools would
simultaneously improve the quality of life for these
students and save billions of dollars in future health
care costs. The health education offered in residential
schools needs to include both hygiene as well as health
promotion and illness prevention (Clark, 1995).

Studies have compared the body awareness knowl-
edge of deaf and hearing children. In one, the children
were matched by age, gender, and academic abilities
and asked to identify as many body parts as possible.
At every age the hearing children listed significantly
more parts than the deaf children (84 parts vs. 27 parts)
(Badger & Jones, 1990). In a second study, groups of
8- to 10-year-old deaf and hearing children were asked
to list as many internal body parts (bone, blood, etc.) as
possible. Again, the hearing children were able to list
significantly more (on average, 11 vs. 9) parts than their
deaf peers (Gibbons, 1985).

Deaf students are typically naive about many health
topics and are confused about many basic health con-
cepts. A questionnaire administered by Kleinig and
Mohay (1991) to both deaf and hearing high school
students showed that the hearing students’ level of
health knowledge was higher than the deaf students at
all ages. The deaf students had limited understanding



of medical terminology, were unable to properly re-
spond to common emergency situations described in
the questionnaire, and were typically unable to accu-
rately interpret prescriptions.

Deaf students attending Gallaudet University have
attained a degree of academic success reached by very
few deaf individuals. However, even these individuals
typically do not have the same level of health knowl-
edge as hearing college students. In a 1993 health edu-
cation workshop at Gallaudet, more than half of the
students had never heard of spermicide. A significant
number of these same students still believed it was pos-
sible to acquire HIV infection by donating blood (Jo-
seph, 1993). Peinkofer (1994) cites a study in which
Gallaudet students were asked how they obtained in-
formation about sexuality and related health topics.
The students said they most frequently got this infor-
mation, which was often erroneous, from their peers.

The majority of deaf individuals do not attend col-
lege (Moores, 1996). Therefore, the formal health edu-
cation offered to these individuals often ends in high
school. It is not surprising that surveys have shown
that deaf adults tend to have a limited knowledge base
in reproduction and sexual development (Chacko,
Buttler, & Kirkland, 1987), health care, health mainte-
nance, and other topics vital to a high quality of life
(Lass et al., 1978).

In one study of deaf adults, 76% did not know what
a normal body temperature is, and the average respon-
dent could not define 6 out of 16 common English
health terms (Lass et al., 1978). In another survey of
deaf adults less than half of the respondents could cor-
rectly identify the meaning of stool, sober, anxiety,

erection, or nausea (McEwen & Anton-Culver, 1988).

Adulr access to health information and education programs.
Deaf individuals also experience significant difficulty in
accessing health care information as adults for numer-
ous reasons (DiPietro et al., 1981; Gannon, 1998).
First, the lack of access to ambient information is a ma-
jor problem (Davenport, 1977). The volume of inci-
dental information hearing individuals are exposed to
each day without realizing it is staggering. This in-
cludes noncaptioned TV shows and public service an-
nouncements, all radio programs, and overheard con-

versations in both public and private.
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Second, the typical deaf individual may have an in-
sufficient fund of information or literacy level to bene-
fit from many health education segments on TV that
are captioned. That is, many deaf people may lack the
requisite background information necessary to under-
stand and evaluate the information presented in a cap-
tioned TV show.

Third, low literacy skills severely restrict access to
health education materials of all types. These include
books, magazines, brochures developed by for-profit
and nonprofit health organizations, prescription in-
structions, informed consent papers, and all other doc-
uments associated with health care delivery.

Fourth, a lack of awareness of—or inability to ac-
cess—public health education programs, including
first aid, CPR, childbirth education classes, and the like
is also a problem. Even those classes that provide a sign
language interpreter may not be appropriate for the av-
erage deaf individual. For example, a typical childbirth
education class at a local hospital presupposes that the
students have a moderate literacy level and health in-
formation (including sex education) knowledge base
and that they are able to learn from traditional teaching
tools (handouts and noncaptioned videotapes). The av-
erage deaf adult does not meet these criteria and will
probably have great difficulty participating in and ben-
efiting from such a course (Baranowski, 1983).

Finally, the barriers deaf adults must face in an
effort to learn about HIV or other stigmatizing health
conditions are extensive. Inadequate schooling about
human sexuality and scarcity of appropriate educa-
tional programs (especially outside the largest U.S.
cities) are only the beginning. Some deaf adults may be
so afraid of the stigma and isolation that can be im-
posed on an individual with AIDS or other undesirable
conditions by others in the Deaf community that they
may be too frightened to use those few HIV-related
medical and social services that are available to them
(Peinkofer, 1994).

Personal Health Care Experiences

More than 90% of deaf children are born to hearing
parents, and most parents are stunned to learn that
their child has a hearing loss. Health care professionals
involved in the care of a deaf child must learn how to
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effectively inform parents of a patient that their child
has a hearing loss. The attitude of the provider, along
with the information he or she conveys, is a critical op-
portunity to shape the perspective of a family that may
need to work through a difficult process of shock, de-
nial, anger, guilt, and sadness (Hindley, 1997; Miller,
1987). Failing to take advantage of this opportunity may
carry lifelong consequences for the child and her family.

The extreme anxiety experienced by many parents
of newly diagnosed deaf children also provides the phy-
sician with a unique opportunity to intervene and shift
the family’s outlook on the situation in a positive direc-
tion. These efforts can improve the parent-child rela-
tionship, and the quality of life of all family members.
Unfortunately, during the early phase of diagnosis,
parents typically reported that their health care provid-
ers were unable to provide substantial amounts of in-
formation about hearing loss and also failed to offer ad-
equate support to the family (Schlesinger & Meadow,
1972).

Parents will often turn to the doctor for answers to
very complex questions. “Why did this happen to me/
us/our child?” “What does it mean to have a hearing
loss?” “Maybe this would not have occurred if I had
done. .. .” It is critical to explore with the parents
“their ideas about the cause of deafness, alleviate guilt
feelings and misunderstandings with known facts, and
help parents develop positive avenues for beginning
to cope and live with deafness in their family” (Arnos,
Israel, Devlin, & Wilson, 1992).

Vaccari and Marschark (1997) reviewed a number
of studies that have shown that mothers and families
who received greater social supports in working with
their deaf child, including early intervention programs,
were more positive when interacting with their deaf
child, interacted with the child more frequently, and
their deaf child demonstrated better social interactions
with both family members and preschool-age peers
than families who received less support. Meadow-
Orlans et al. (1997) list numerous studies that have
shown the benefits reaped by deaf children and their
families from early diagnosis and comprehensive inter-
vention services.

Once diagnosed, the deaf child is typically per-
ceived as having departed from the established norms
of society. Parents may turn to the medical community

hoping to find a way to remove this difference and “fix”
the child (Crouch, 1997). The deaf child may begin
spending significant amounts of time visiting pediatri-
cians, audiologists, otologists, speech and language pa-
thologists, surgeons, and other health care providers.
Many of these professionals will focus on the child’s
“broken ears,” and few are likely to give much thought
to the child as a whole.

In the home, parents with limited ability to com-
municate with their deaf child may shorten the phrase,
“Brush your teeth so you don’t get cavities” to simply
“Brush your teeth” (Durkin & Coryell, 1984). In addi-
tion, general family health information (what health
problems run in the family, a grandparent’s cause of
death, and related facts) may not be conveyed to the
deaf child. Those children living away from home will
not even be able to see the health and illness experi-
ences of their family members (Israel et al., 1992;
Kleinig & Mohay, 1991).

Typically the child will visit the health care pro-
vider with the parent, the parent and the provider will
converse, and the child will have little if any under-
standing of what transpired or why (Durkin & Coryell,
1984; Israel et al. 1992; Kleinig & Mohay, 1991). Par-
ents and providers are often unable to communicate
complex information to the child during these visits or
they do not make the time or effort to do so.

The same lack of participation is often true of deaf
children living in residential schools (Nemon, 1980).
The residential school student “learns that health
problems, whether they are minor or severe, are to be
treated by a medical professional in a health care facil-
ity. Wellness skills or self-care techniques for minor
health problems never have a chance to be developed”
(Durkin & Coryell, 1984). The school nurse or other
providers may care for the child without including him
or her in the process, again depriving the student of the
opportunity to acquire health information, or develop
health maintenance or illness prevention skills. Some
authors believe that deaf students’ dependence on oth-
ers to handle their personal health care needs increases
as the number of years spent in the residential school
environment increases (Nemon, 1980).

Due to these experiences and ongoing communica-
tion challenges, the deaf individual may become a pas-
sive or complacent recipient of health care services



(Durkin & Coryell, 1984). The deaf adolescent and
young adult may have learned to depend on others to
recognize and address his or her health care needs and
as a result may not even know how to accomplish it.
The deaf patient has learned that health care is some-
thing that is “done to” the patient, rather than involv-
ing him or her as an active participant. These individu-
als may lack the initiative or self-assertiveness often
needed when accessing health care services today
(Jackson, 1990).

As adults, these individuals may also have signifi-
cant difficulty in reporting their own health history.
They were never told that an illness they experienced
was the “measles,” may not have understood proce-
dures, and have no experience actively working with
providers. DiPietro et al. (1981) noted that it’s “not un-
usual for a hearing sibling to know the medical history
of his/her deaf sibling better than does that sibling, nor
is it unusual for deaf adults to have to write to a parent
or school official for information about their own past
medical history”

The communication difficulties with providers also
continue. Misunderstandings over any aspect of a pa-
tient’s health, including diagnosis, treatment, or proce-
dures, can easily occur. “A hospital admission, which
can be anxiety-provoking for anyone, may be nothing
short of terrifying for the deaf person” (Mohay &
Kleinig, 1991). The deaf patient may undergo proce-
dures they do not understand, be unable to alert hospi-
tal staff when they need assistance, and have little op-
portunity to gain information about their condition
(Schein, 1989).

A survey conducted by Nosek et al. (1995) asked a
group of physically disabled women about their health
care experiences. Several themes emerged, including
the impact of the women’s experiences as children with
health care providers. Particularly in the 1950s and
1960s, children were often uninformed about medical
procedures in both the doctor’s office and as hospital
inpatients, pain management was poorly handled, and
children were often forced to comply with treatment
regimens through threats, physical restraint, or vio-
lence.

Women with physical disabilities were more likely
to experience emotional, physical, or sexual abuse by
health care providers or personal attendants than
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nondisabled women. Thirteen percent of the disabled
women surveyed reported being physically or sexually
abused in the preceding year. These experiences often
left the women permanently scarred and had numerous
significant negative effects on their lives, including
unwillingness to access health care services as adults
(Young, Nosek, Howland, Chanpong, & Rintala, 1997).

A lifetime of negative or highly stressful medical
experiences will affect anyone’s perspective of the
health care system. As a result, an individual may be
unwilling to visit health care providers until absolutely
necessary. Delay in seeking health care services may re-
sult in more expensive treatment, a longer recovery
time, or a worse outcome than might have been experi-

enced had the individual sought care earlier.

Patients’ Understanding of
Health Care Relationships

Due to their previous medical experiences, and lack of
access to information, deaf patients may have a poor
understanding of the health care system and the need
for personal responsibility in health care settings. They
may also be unaware of their legal rights and responsi-
bilities or be unable to work with providers effectively.

Effective health care consumers in the United
States today have mastered at least three skills. These
individuals have gathered information about available
health care services and their alternatives, have an un-
derstanding of which services they need at a given
point, and possess the skills to obtain those services
through self-advocacy and persistence (Blanche, 1996).
Deaf individuals are at a distinct disadvantage in all of
these areas.

As a result of their prior health care experiences,
limited health knowledge, and limited access to infor-
mation, many deaf adults seeking health care services
today may be poorly prepared to do so. These patients
may be unaccustomed to sharing responsibility for
their health care, have little or no experience with self-
advocacy in the medical environment, or have difficulty
selecting the proper venue for their health care needs.

Deaf adults may be frustrated if they attempt to
continue their current health care relationships in the
same manner as those they experienced as a child. Un-
derprivileged individuals may also become intimidated
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or feel out of control because they do not understand
the structure, function, and expectations of the health

care provider’s service (Blanche, 1996).

Shared responsibility for health care. As previously noted,
during childhood and adolescence deaf patients are
typically passive participants in their health care. Most,
if not all, of their health care needs are identified and
resolved by their parents or residential school staff. The
deaf adult may not realize his or her health care provid-
ers will expect him or her to take a more active role in
health care. They may expect the deaf patient to diag-
nose and treat minor health problems at home and to
make appointments and request an interpreter or other
communication aids in a timely manner for moderate
problems. Furthermore, they will expect the patient to
give a reasonably detailed medical history and provide
information about health insurance, drug allergies, and
other related information. All of these tasks may be
difficult for the deaf adult.

The health care provider may also expect the deaf
consumer to relay this information efficiently, with a
focus on the most pertinent details and a minimum of
extraneous information. The healthcare “culture”—
one that emphasizes rapid diagnosis and treatment,
efficient use of services, and a minimum of interac-
tion—is quite different from Deaf culture. The Deaf
patient’s tendency to relay information as a story, his or
her greater use of facial expressions and display of
affect than the average hearing person, and other cul-
tural features may be grossly misinterpreted and unap-
preciated by the busy and task-oriented hearing health
care provider (Phillips, 1996).

Deaf'individuals seeking mental health services may
also enter therapy with a poor understanding of the
process. They may have little idea of what will happen
or expect the mental health professional to “magically
fix their problems by intervening for them in the out-
side world” (Hoyt, Siegelman, & Schelsinger, 1981).

Negotiation and self-advocacy in the health care setting. The
rapid proliferation of managed care organizations may
also pose a challenge to deaf clients. These health in-
surers often have stringent rules about when, where,
and how patients may access care. Such rules might in-

clude seeing a primary physician for a referral, re-
questing permission to visit an emergency room, and
using only approved health care providers.

Deaf individuals have limited opportunities to
learn all of these rules and regulations. They may also
be unaware that decisions made by a health mainte-
nance organization (HMO) (or any other health in-
surer) can be appealed. Even if the deaf patient has this
information, the insurance company may not have
mechanisms in place to accept and process phone calls
from deaf individuals who wish to make an appeal or
even ask questions about their health care coverage.

The lack of awareness by some deaf individuals and
many health care providers about the Disabilities Act,
and the lack of qualified sign language interpreters, also
makes the deaf patient’s efforts to receive appropriate
services more difficult. For example, the hospital or
physician’s office may not have a protocol for requesting
a sign language interpreter or other accommodations,
and staff may reject such requests out of hand simply
because they have not made such efforts in the past. In
those instances where a formal policy exists, individual
staff members may not have received proper training in
these regulations or may be unable to use the equip-
ment properly.

Finally, even in those instances where deaf individ-
uals are aware that their rights have been violated, they
may be unable or unwilling to protest this treatment.
Inability to access an appeals process, not having the
funds to hire an attorney, or fear of future reprisals,
including having the doctor refuse to provide care,
could easily dissuade a deaf individual from pursuing
needed health care services or accommodation in the

health care setting.

Selecting proper venue for care. Deaf individuals may select
their health care providers based on ease of communi-
cation rather than on the quality and appropriateness
of care offered, the cost, or convenience of services.

A study of mental health service use by Pollard
(1994) reviewed the services provided by community
mental health centers in Rochester, New York. The
study revealed that deaf clients received a dispropor-
tionately high percentage of services that required lim-

ited communication (e.g., case management) and a



smaller percentage of fundamental services (e.g., as-
sessment and therapy) than hearing clients. In addi-
tion, the number of deaf individuals seeking services in
accessible programs was significantly higher than the
number of deaf people seeking care at sites that did not
offer interpreter services or other accommodation.

Deaf individuals may also select an inappropriate
venue for health care, again because communication is
easier. Some hospitals provide sign language interpret-
ers in their emergency rooms (ER). In these instances
a deaf individual may prefer to visit the ER for care,
where the communication is better, despite the fact
that it is impossible to establish long-term relationships
with health care providers there, no preventive care is
provided, and the societal cost is higher.

The deaf consumer may also drive long distances
to access care at accessible offices or hospitals. The re-
sulting delay in treatment of emergent conditions, and
the increased cost to the patients if they leave the
cachement area of their health insurer, can affect a pa-
tient’s health. However, the quality of care delivered
once the patient arrives at the medical center is likely
to be better than care that would have been received at
a closer but less accessible center.

At times deaf consumers may not know which
venue (an appointment in a physician’s office, a walk-in
clinic visit, or emergency room treatment) is appro-
priate for their current health problem. Some deaf in-
dividuals have gone to their local emergency room for
treatment, unaware that their health problem could
have been successfully treated at home and simultane-
ously avoided excess cost and use of services (Starr,

personal communication, August 14, 1998).

A Medical History of Deafness, Education,
and Health Care

History. In the United States deaf individuals have of-
ten been seen as defective, in need of the help or assis-
tance of the able-bodied, and are usually expected to
try to “overcome” the unfortunate condition that has
been thrust upon them. In addition, hearing people of-
ten assume that deaf individuals would give anything
to be able to hear. Some deaf or hard-of-hearing in-
dividuals may agree with this opinion; others do not
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(Christiansen, 1991). The efforts of the health care
community to restore a deaf person’s hearing, and the
classification of hearing loss as a pathology, are often
resented by Deaf individuals.

Traditional research on deafness has been con-
ducted using the perspective of the hearing majority.
Lane (1988) reviewed numerous professional books and
journal articles written between 1967 and 1987 and
compiled a list of words used to describe the perceived
characteristics of deaf people. These articles were writ-
ten by the “experts” on deafness and used to educate
and train future doctors, teachers, and others involved
with deaf people. Lane notes:

The list describes the deaf client that the experi-
enced practitioner imagines is seated across the ta-
ble: socially isolated, intellectually weak, behavior-
ally impulsive, emotionally immature. The list of
traits . . . is inconsistent: they are both “aggressive”
and “submissive”; they are “naive/shrewd, de-
tached/passionate, explosive/shy, stubborn/sub-
missive, and suspicious/trusting.” The list is, how-
ever, consistently negative. Nearly all the traits
ascribed, even many in pairs of opposites, are un-

favorable.

Lane hypothesizes that these assessments were a result
of the paternalistic attitude of the hearing professionals
making the judgments.

This bias has existed since the time of ancient
Greece. Aristotle believed deaf individuals were com-
parable to animals and assumed the sense of hearing
was necessary for cognition. Therefore, he reasoned,
deaf people had no capacity to reason or learn.

Michel Abee de PEpee (1712-1789) demonstrated
that deaf children could learn, despite Aristotle’s pre-
dictions. Once ’Epee demonstrated the value of educa-
tion for deaf individuals, “professionals vied over the
route [deaf students] should take to become more hu-
man” (Schlesinger, 1969). These ongoing efforts have
included attempts to restore a deaf individual’s hearing
and highly controversial debates on the best way to ed-

ucate deaf children.

The nineteenth century. The efforts undertaken to restore

hearing during the nineteenth century were, at times,
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barbaric. In the 1840s a French physician, Jean-Marc
Itard, applied electricity to the ears of deaf children at
the school for deaf students in Paris. He thought this
process would stimulate hearing that had been “para-
lyzed” in the same way that an electric current had
been shown to make a paralyzed bit of skeletal muscle
contract. Itard went on to pierce the eardrums of some
students and placed leeches on the necks of others,
thinking that local bleeding would help. When those
efforts did not restore the students’ hearing, and killed
one of them, Itard tried other methods. He inserted a
probe into students’ Eustachian tubes, used caustic
acid to burn the ears of others, fractured the skulls of
some children by hitting them behind the ear with a
hammer, and finally placed a string through a student’s
neck. Itard believed the purulent drainage from the
wound would allow the child’s “bad humours” to dry
up and cure the child’s deafness. All of these efforts
failed (Lane, 1992, 1993).

As the 1800s drew to a close, a series of scientific
and cultural changes swept Europe and the United
States, ushering in a new attitude toward sign language
and people affected by hearing loss. Itard’s successor at
the French school wrote, “The deaf believe that they
are our equals in all respects. We should be generous
and not destroy that illusion. But whatever they be-
lieve, deafness is an infirmity and we should repair it
whether the person who has it is disturbed by it or not”
(quoted in Lane, 1993, p. 283).

After Ttard’s experiments failed to restore hearing,
it was decided that if deafness could not be “cured” or
corrected by medical science, then the modern society
of the late 1800s must teach all deaf children to speak
and should prevent future deaf children from being
born. This perspective arose in part from Darwin’s
recently published theory of evolution and growing
awareness of Mendelian genetics. Some reasoned that
if humanity had “evolved” in its means of communica-
tion from primitive gestures to speech, then sign lan-
guage was “a language low on the scale of evolutionary
progress . . . supposedly forming a link between the an-
imal and the human” (Baynton, 1993, p. 98). Further-
more, it was believed that those who could not speak
could not become Christian and were “prey to the
devil” (Shapiro, 1993, p. 90).

Oralism, the teaching of speechreading and speech

to deaf students and use of vocal instruction in deaf
classrooms, took hold in the United States and abroad.
In the 1800s nearly all U.S. schools for deaf students
used sign language as their primary means of instruc-
tion and communication. By 1920 almost 80% of deaf
students sat in classrooms that banned sign language
entirely, and some physically punished students who
were caught signing outside of class. Oralism retained
its popularity among hearing educators until sign lan-
guage began to reemerge in US. classrooms in the
1970s (Baynton, 1993).

The educational success of deaf students declined
dramatically as oralism spread. Attending a class in an
oral school can be compared to watching a teacher
move his or her mouth all morning without uttering
a sound. Deaf students who attended the American
Asylum (now School) for the Deaf in Hartford, Con-
necticut, in the 1850s—and were instructed in sign
language—were as literate as their hearing peers. As
oralism spread, the academic achievements of deaf stu-
dents declined, and many deaf students in oral schools
were functionally illiterate (Shapiro, 1993).

Many hearing people in the 1800s incorrectly as-
sumed that deafness was usually passed from a deaf par-
ent to a deaf child. Nineteenth-century researchers then
reasoned that laws needed to be passed to prevent deaf
people from marrying and reproducing, thereby “pre-

venting” the continuation of “inferior” human beings.

The twentieth century. In the early 1900s Alexander Gra-
ham Bell was one of the leaders of the fast-rising eu-
genics movement and threw his name and his money
behind the American Breeders Association. The goals
of the group centered on efforts to remove “socially un-
fit” classes from human reproductive stock. These
“unfit” individuals included those with physical disa-
bilities, paupers, vagrants, lawbreakers, epileptics, and
orphans. Over the next 25 years 30 states passed man-
datory sterilization laws of individuals who were dis-
eased, disabled, or “otherwise degenerate” (Lane,
1993; Lane, Hoffmeister, & Bahan, 1996). As the first
half of this century unfolded, the inaccurate percep-
tions of deaf individuals as being emotional immature,
mentally deficient, and psychologically disturbed be-
came more entrenched in both popular literature and
professional journals (Pollard, 1993).



In the 1950s and 1960s, the primary causes of deaf-
ness among young children began to change. Prior to
this time most causes of deafness were the result of ill-
nesses (e.g., meningitis) that occurred after the child
had learned English. After the advent of antibiotics, the
sheer numbers of postlingually deaf children began to
decline, and those conditions that continued to cause
deafness were much more likely to occur before the
child mastered English. These conditions (e.g., prema-
turity) were also more likely to cause multiple disabili-
ties than those illnesses that typically cause postlingual
deafness. As a result, a growing proportion of deaf chil-
dren were both multihandicapped and prelingually
deaf (Ludders, 1987).

The recent development of cochlear implants (Cls)
has been seen by many in the Deaf community as the
latest effort by hearing individuals in general, and the
medical community in particular, to eradicate Deaf
culture and hearing loss. Although the FDA has ap-
proved use of Cls in both children and adults, little in-
dependent research has been done on the efficacy of
these devices in children. (It has been shown that late-
deafened adults who receive Cls shortly after their
hearing loss, possess some residual hearing, and are
good speechreaders typically benefit from the surgery
[Crouch, 1997; Summerfield & Marshall, 1995].)

The results of the use of Cls by prelingually deaf
children have been highly variable (Purdy, Chard,
Moran, & Hodgson, 1995). A few deaf children who
have received Cls have experienced significant im-
provement in their sound and speech recognition skills
and speech production. Many others, despite years of
rehabilitative therapy and extraordinary cost, have re-
ceived little or no benefit. To date, studies have been
unable to determine criteria that will identify those
prelingually deaf children who are most likely to be
helped by the surgery. For a review of the literature
of deaf children and Cls, please see Lane (1995) and
Hindley (1997).

Several factors make the CI debate very controver-
sial in both the medical and deaf communities. First,
more than 90% of deaf children have hearing parents,
and the majority of these parents have had no experi-
ence with individuals with hearing loss (Moores, 1996).
Loudermilk (1998) notes that hearing adults typically
have little or no awareness of life with deafness, do not
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understand the complex and controversial issues sur-
rounding the selection of a mode of communication
with their deaf child, and have rarely met deaf adults
to see how these individuals function as independent
members of society. Instead, Crouch (1997) notes that
these parents tend to turn to the medical community
in the hope that the doctors can restore their child to
“normal” or to “avert what they believe will be the
tragedies of a life bereft of sound.” Further, Crouch
points out that CIs were approved by the FDA for use
in children in the early 1990s. Therefore, it is impos-
sible to make any assessments of the long-term impact
of CI use on both the audiologic and general health of
the pediatric patient with an implant.

In addition, Pollard (1996a) notes that individuals
who have gained information about CIs from the popu-
lar media or consumer literature prepared by CI manu-
facturers may have developed inaccurate expectations
of the implants. These perceptions may have developed
from the coverage of “star” patients—individuals who
have experienced extraordinary benefits from their
CIs—while failing to emphasize the results experi-
enced by the majority of CI users.

Despite these limitations, the use of Cls in prelin-
gually deaf children is expected to rise dramatically in
the coming years. In 1997 one deaf child in ten had a
CI (Loudermilk, 1998). Clay (1997) predicts that one
in three deaf children will undergo CI surgery in the
next 10 years.

Other recent developments in medical research are
also of concern to many deaf people. The unprece-
dented interest in genetics has spurred research to
identify the genetic causes of inherited hearing loss.
The researchers who request the participation of deaf
individuals in their work may have the long-term goal
of eradicating those causes. The deaf volunteer, on the
other hand, may have very different feelings or motiva-
tions for participating in the work.

Deaf subjects may wish to help society by partici-
pating in the research. Like many deaf adults, they may
also wish to have deaf children and may volunteer for a
research study to learn more about this possibility—a
goal that may surprise many hearing researchers. At
the same time they may feel that their participation in
research “proves” they have adopted the perspective of
the medical community, or that others may take their
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participation as evidence that they hope others will not
be born deaf (Grundfast & Rosen, 1992). Few re-
searchers are aware of these issues or perspectives.

As a result of all of these events, going back to the
time of Aristotle, it is not surprising that the typical
Deaf adult has felt oppressed by the hearing commu-
nity (Lane, 1992). The medical profession in particular
is seen as having a primary focus on both eliminating
the Deaf community and eradicating hearing loss.
Therefore, some Deaf individuals are understandably
cautious and wary when interacting with health care

providers.

Deaf community grassroots health care resources. Due to this
history and individual personal experiences, many
members in the Deaf community feel cut off from pro-
fessional health care services and are unable to access
mainstream health education materials. They are often
unable or unwilling to access appropriate care and fre-
quently do not understand their health care providers
when they do seek services.

In response to this situation, some members of the
Deaf community, who tend to have better English skills
or more formal education than the average Deaf per-
son, are seen as grassroots health care resources. These
key informants provide information and advice to deaf
individuals, perhaps providing missing information or
explanations, or sending them to more deaf friendly
health care providers (Steinberg et al., 1998).

If, for example, a deaf woman has questions about
a medication that has been prescribed for her, she may
not ask her health care providers about it because she
may be unable to communicate with the doctor clearly
or is wary of the general goals of health care prac-
titioners. Instead, “she may approach a [Deaf] person
she considers knowledgeable, hold out the medication,
and ask, ‘Is this all right for me to take?”” (Becker,
1981). This woman has elected to receive potentially
inaccurate information from her social circle rather
than making further attempts to receive information
from her health care providers.

It is unlikely that most physicians are even aware
that these grassroots relationships exist. If they knew
of these well-respected individuals, perhaps productive
working relationships could be formed that simultane-

ously further educate the Deaf individual and improve
the quality of health information reaching the Deaf

community.

Diverse Perspectives on Disability and Deafness

Many physicians hold paternalistic, ethnocentric atti-
tudes towards their patients. Doctors also tend to view
disabilities as deviations from the mainstream norm
that should be corrected if possible. These beliefs and
preconceptions affect both provider and patient expec-
tations, interactions, and decisions. Additional prob-
lems occur when the physician fails to recognize or ap-
preciate the different frames of reference used by
hearing and Deaf individuals when viewing many situ-
ations, including health care delivery. Deaf individuals
may not perceive hearing loss as a disability and may
have different goals and priorities in their health care
treatment than their hearing health care provider. All

of these topics are discussed below.

Disability as pathology. Physicians and other health care
providers are affected by the cultural stereotypes and
prejudices prominent in mainstream U.S. society. Our
society tends to support three general themes toward
individuals with disabilities. First, disabled people are
perceived as being defective, damaged, and otherwise
less marketable than the nondisabled. Second, disabled
people should work to “overcome” their disabilities
and try to achieve a life as similar to mainstream society
as possible. Finally, our society tends to believe that
disabled people prefer to “be with their own kind”
(Phillips, 1990). Roush (1986) hypothesized that health
care providers “may be actual perpetuators” of these
negative attitudes.

The U.S. media publicize success stories of real in-
dividuals who have triumphed over illness or disability
against all odds. In addition, fictional disease-of-the-
week movies are regularly churned out that emphasize
the tragedy involved in disability and illness, the gen-
eral saintliness of affected individuals, and their inevi-
table victory over whatever problems they face.

In addition to accepting these general societal be-
liefs, many health care providers have also internalized
a medical model that affects every aspect of their pro-



fessional work. The central tenet of the medical model
in the United States is

the presumption of normality. Both disease and
disability are assumed to be deviations from an ab-
solute norm. . . . Once a medical diagnosis is made,
the disabled person is involved ad infinitum in regi-
mens of medical treatment, surgical restoration,
and rehabilitation. Since the majority of those with
a permanent disability can never be cured, re-
stored, or normalized, they perceive themselves to
be suspended between the sick role and normality,
between wrong bodies and right bodies. (Phillips,
1990)

The typical health care provider is also usually igno-
rant about the impact of physical and mental disabili-
ties on the day-to-day lives of his or her patients. Physi-
cians tend to perceive all disabled individuals as being
both abnormal and in need of normalization and em-
ploy interpersonal distancing to psychologically sepa-
rate themselves from their disabled patients. These
efforts affect the accessibility and quality of medical
care offered, the physician’s ability to employ the ethi-
cal tenets of medicine, and the patient’s opportunity to
participate in and consent to appropriate health care
services (Pollard, 1996a; Scofield, 1983).

During their medical education, physicians typi-
cally receive training on the pathology of hearing loss
and, as a result, tend to medicalize deaf patients in a
way that can be interpreted as paternalistic. These per-
spectives can interfere with the physician’s ability to
perceive their deaf consumers as healthy and well-
adjusted human beings. “Because of their views of Deaf
people as ‘disabled, the medical practitioner often
deals with them in a condescending manner that be-
trays their inherent belief that ‘deaf and dumb’ is not a
misnomer” (Schein, 1989, p. 184).

Najman, Klein, and Munro (1982) showed that pa-
tients who ask “too many” questions, who are not
“sufficiently grateful” for their doctor’s efforts, or who
interfere with the typical routine of the health care pro-
vider or his or her staff, are negatively stereotyped.
These undesirable patients are seen as having chosen
to deviate from the prevailing white, middle-class,
American value system and failed to consent to the
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mainstream society perception of the “sick role.” Klein,
Najman, Kohrman, and Munro (1982) stated that
“there is some evidence to indicate that a physician
with negative attitudes is more likely to withhold treat-
ment from or to provide inferior treatment to the nega-
tively perceived patient than a physician with neutral
or positive attitudes” Klein et al. went on to note that
many of these negative stereotypes could be explained
by the Protestant ethic, a value system widely held in
the United States. The Protestant ethic, and ways in
which patients can be perceived as failing to meet this
standard, are described in detail by Klein et al. and
summarized here.

First, the Protestant ethic includes “a strong faith
in the ability of applied science [including medicine] to
solve mankind’s problems.” To date, deafness cannot be
solved. Second, there is “a stress on hard work, self-
sufficiency, and achievement.” In part due to a poor
system of deaf education and barriers to communica-
tion, access, and employment, many competent deaf
individuals face almost insurmountable odds in their
efforts to be independent. Third, “Stoicism and persis-
tence in the face of adversity, and an obligation to exert
rational efforts to improve one’s situation” are in-
cluded. As previously discussed, many d/hoh individ-
uals may not wish to receive Cls, which may not be per-
ceived as a “rational” choice by a hearing health care
provider who does not understand the Deaf communi-
ty’s perspective on Cls. Fourth, there is “an emphasis
on austerity, self-denial, self-discipline” Some health
care providers may believe that “self-discipline” is the
only requirement needed to speechread. Therefore,
any d/hoh individuals who do not speechread perfectly
have simply failed to focus. And fifth, one notes “a high
regard for the professions of medicine” As a result of
hundreds of years of paternalistic and sometimes abu-
sive behavior, and a lifetime of health care that may
have been confusing and frightening, many Deaf indi-
viduals do not hold doctors in “high regard.” Klein et
al. hypothesize that physicians who adhere to the Prot-
estant ethic may possess little tolerance for patients
who violate it.

Johnson, Kurtz, Tomlinson, and Howe (1986) pos-
tulate that the doctor may also perceive undesirable pa-
tients as not being reliable historians. The doctor may
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reject their patients’ account of their health or illness
history, perceptions of their health problems, or dis-
count significant clues that the patients relay, as the
doctor attempts to diagnose the individuals’ current
health problems.

Ralston et al. (1996) surveyed 165 physicians and
demonstrated that all of these doctors were ignorant
about their professional obligations under the Disabili-
ties Act as it pertains to d/hoh clients. Those phy-
sicians queried about their interactions with deaf
patients also noted that they had greater difficulty
communicating with those patients, had greater dif-
ficulty understanding deaf patients, and were more
likely to believe that their deaf patients did not trust
them in comparison with physicians queried about
their hearing clients.

The negative stereotypes held by many health care
providers about d/hoh individuals can affect patient
care in many ways. First, these beliefs may directly
affect health care delivery as doctors make decisions
about treatment plans for an individual patient and can
affect patients’ own beliefs about themselves. Second,
an indirect effect can also be felt when the doctor or
other health care providers share these inaccurate, po-
tentially stigmatizing beliefs with other health care
providers, medical students, the public, family mem-
bers, employers, and teachers. Finally, the opinions of
doctors and other health care providers are involved in
the allocation of scarce health care resources. If the
doctor has an inaccurate, negative perception of indi-
viduals with hearing loss, this may affect the way in
which monies are distributed, or for approval of health
insurance coverage for some treatments (Asch, 1998;
Duckworth, 1988; Hordon, 1994; Paris, 1993; Potts,
Katz, & Brandt, 1986).

Not surprisingly, many people with disabilities
complain that their health care providers seem unable
or unwilling to see them as people. The provider has a
tendency to focus on the disability and does not recog-
nize the individual, his or her interests and abilities,
and may even have difficulty assessing a patient’s health
problems or illnesses unrelated to the individual’s par-
ticular disability (Shapiro, 1993).

Deafness as culture. “Culture informs the meaning we as-

sign to behavior, the judgment we form of another’s ac-

tions, and the conclusions we draw about the quality of
others’ lives. . . . Like other minority groups for whom
English is not the native language, [deaf people] are
disabled only when they mingle with the majority cul-
ture” (Phillips, 1996).

Unbeknownst to most hearing individuals and
health care providers, there is a unique Deaf culture in
the United States. The Deaf community has developed
and supports its own traditions, values, behavioral ex-
pectations and definitions of politeness, social and po-
litical organizations, arts, churches, recreation centers,
print and electronic publications, and sporting events
(Charrow & Wilbur, 1989; Swanson, 1997). Further-
more, “Nonmanual behaviors, such as use of eye con-
tact and physical proximity, attention-getting maneu-
vers, greeting and parting rituals, and concepts of
privacy and confidentiality may differ significantly [in
the Deaf community| from behaviors in mainstream
American culture” (Steinberg, 1991).

Deaf culture has evolved in the United States since
the country was formed and is enthusiastically passed
on from one generation of Deaf individuals to another
(Padden & Humphries, 1988). As a result, the Ameri-
can Deaf community is “a closely knit group bound to-
gether by history, common experience and language”
(Israel et al., 1992).

The perspective of many Deaf individuals is often
very different from the society’s majority view of dis-
ability. Many deaf individuals do not believe that their
deafness should be corrected. Instead, the Deaf com-
munity feels it is a linguistic minority that is by its very
existence entitled to the same respect given to other
subsets of the American population (Padden &
Humpbhries, 1988). They know that deafness is more
than a physical pathology—it can be a “cultural phe-
nomenon in which social, emotional, linguistic and in-
tellectual patterns and problems are inextricably bound
together” (Schlesinger, 1969).

Many deaf individuals have learned to be wary of
hearing people in general, and health care providers in
particular. This perspective has developed from a life-
time of exposure to hearing people who perceive deaf
individuals as disabled, impaired, and otherwise unde-
sirable, and health care providers who typically focus
on the pathology of hearing loss. Although many Deaf
individuals understandably feel this distrust is “war-



ranted and adaptive behavior” (Phillips, 1996), hearing
people may view this same behavior as hostile or even
paranoid due to the hearing person’s lack of under-

standing of the experiences of many deaf people.

A meeting of two worlds. Groups of individuals, whether
citizens of different countries or members of different
medical subspecialties, often have different perceptions
of a single situation and adhere to different sets of cul-
tural norms. The diverse frames of reference may re-
sult in a health care provider and a patient who view
deafness and hearing loss through very different per-
spectives. Significant conflict may occur as they work
together simply and solely because they view the same
event differently (Pedersen, 1995).

“Culture . . . is a dominant influence that tends to
be underestimated because, in many respects, it is so
subtle” (Arnold, 1983). Arnold notes that both mem-
bers of the dominant culture and members of the mi-
nority group may each hold prejudiced attitudes to-
wards the other. If the health care provider fails to
recognize that some of the norms in Deaf culture are
different from those held by both the hearing majority
and the medical profession in the United States, the
provider may make inaccurate assumptions about the
Deaf patient that could adversely affect health care de-

livery.

Communication Between Providers

and Patients

Misunderstanding medical words or terms may in-
terfere with all aspects of health care, including his-
tory taking, diagnosis, treatment, and prevention
education. (Davis, Crouch, Wills, Miller, & Ab-
dehou, 1990).

Most providers have limited understanding of the
communication needs and preferences of deaf individ-
uals and tend to make erroneous assumptions about
speechreading, the efficacy of written notes, and the
English literacy skills needed in the health care setting.
Many doctors may also believe that as long as the doc-
tor understands the patient’s verbal remarks, the pa-
tient must understand all of the doctor’s speech. This
lack of understanding creates unreasonable and unat-
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tainable expectations and a consequent decrease in the

quality of care offered and received.

Recognition of inherent challenges in communicating with
Deaf individuals. Lass et al. (1986) wrote that there is a
“strong need for more information on and exposure to
hearing loss in pre-service academic training in pro-
grams in . . . medicine, and rehabilitation counseling as
well as in continuing educational programs for these
professional groups.” The authors surveyed 62 physi-
cians, and 33.9% of those surveyed stated they “had
never had a course that included discussion of hearing
and/or hearing disorders” during medical school. In
general, physicians who have had some exposure to
hearing loss have typically taken courses that focused
on the etiology, detection, and treatment of hearing
loss itself, rather than on broader cultural or communi-
cation issues (Committee on Disabilities of the Group
for the Advancement of Psychiatry, 1997).

During their medical education, few doctors re-
ceive training around communication or cultural issues
with deaf individuals. Ebert and Heckerling (1995)
conducted a survey of 102 internal medicine physicians
at one university medical center to examine their un-
derstanding of the communication needs of their
d/hoh patients. All respondents stated that they needed
to spend more time and effort when working with
d/hoh patients. Thirty-seven percent believed that
writing notes or speechreading offered the best ways to
communicate with deaf patients. Forty-one percent of
those surveyed said they relied on writing notes for
their deaf patients more than half of the time. Only
19% regularly employed an interpreter. Remaining
physicians used speechreading, gestures, or asked fam-
ily members to interpret for the patient. In a survey
of 165 doctors, the majority stated they had difficulty
communicating with and understanding their deaf cli-
ents (Ralston et al., 1996). Finally, in a survey of 87 deaf
people, 60% of whom were prelingually deaf, 59%
stated they understood their doctor “sometimes” or
“not at all” The patients also noted their health care
providers often wrote illegibly or wrote notes that were
beyond their literacy level (Zazove et al., 1993).

These data provide evidence that physicians do not
know how to communicate clearly with their deaf pa-
tients. Furthermore, the inability to use fluent spoken



94  Journal of Deaf Studies and Deaf Education 4:2 Spring 1999

English may cause the provider to focus on communi-
cation efforts rather than on the patient’s illness or
health status (Woloshin, Bickell, Schwartz, Gany, &
Welch, 1995).

Provider communication training. During medical educa-
tion physicians devote countless hours to the mastery
of thousands of anatomical and technical words and
medical jargon. Virtually all of these words and phrases
are unfamiliar to lay people. In addition to providing
precise communication between health care providers,
the “special language” of medicine can be used as a lin-
guistic barrier between the professional and the reali-
ties and stressors involved in health care delivery
(Coombs, Chopra, Schenk, & Yutan, 1993).

This unique vocabulary can produce two problems
for deaf patients. First, as previously noted, most deaf
patients have a limited health care knowledge base.
Second, the health care provider has learned to use
complex words and phrases when explaining health in-
formation to patients. For example, doctors often use
the word “oxygen” but the word “air” is more straight-
forward and easier for the deaf patient to understand.

It has been shown that health care providers sig-
nificantly overestimate the average hearing patient’s
knowledge base of medical terms (Byrne & Edeani,
1984). If the difference between the staft’s estimation
of the hearing patient’s comprehension is so broad, it
is reasonable to assume that the deaf patient is even less
likely to understand various medical terms.

Doctors are typically not trained to communicate
or provide patient education using nonverbal means.
The ability to show or demonstrate information (e.g.,
drawing a picture of a viral infection) must be devel-
oped over time (Joseph, 1993). Unfortunately, this
topic is rarely covered during medical school and resi-
dency, even though teaching health care providers how
to communicate with their patients, both deaf and
hearing, using simple language and employing a num-
ber of different communication modalities (pictures,
models, drawings) would significantly improve com-
munication with all patients.

Providers also rarely receive training in available
assistive listening devices, including 1:1 communica-
tors and F'M systems. Most do not know how to use a
TTY and are unaware that a phone relay service exists

that allows communication between a voice telephone

and a TTY. Health care facilities that possess such
equipment may not have a related training program
to educate and inform staff. In those instances where
such programs do exist, the equipment may be so
troublesome to use (or so difficult to find) that the fact
that the equipment is owned by the institution is irrele-
vant (Lotke, 1995). Even those providers who are aware
that their office has assistive listening devices may re-
fuse to employ them. They may not wish to spend the
time necessary to find and assemble the equipment, or
may believe that reliance on these devices is proof that
the doctor cannot cope with a deaf patient indepen-
dently.

Speechreading. Most health care providers do not un-
derstand the limitations of speechreading. In a recent
survey 66% of the physicians surveyed estimated that
85% of all English words could be understood by deaf
individuals trained in speechreading. Another 6%
stated that 100% of English words could be speechread
(Ebert & Heckerling, 1995). In actuality, less than 30%
of the sounds used in English are visible on the lips.
Many words and phrases, with drastically different
meaning, look exactly the same on the face and lips.
Examples include no new taxes/go to Texas, suffering
much/son of a bitch, fifty/fifteen. In addition, almost
50% of the consonant sounds appear identical, includ-
ing f/v, t/d/k/g, and p/b/m.

The ability to speechread depends on a variety of
factors. Individuals who are postlingually deafened
tend to have better speechreading skills than those who
are prelingually deaf. People with greater residual
hearing, and those with better English literacy, also
tend to be better speechreaders (Joseph, 1993). In ad-
dition, it appears that some people are simply more
“gifted” in this area than others, much like some indi-
viduals are better visual learners than others.

Another factor that improves a person’s speech-
reading comprehension is the ability to predict the sub-
ject of a conversation. For example, when we stand in
line at the grocery checkout counter, we expect to be
asked “paper or plastic?” When one is in a strange envi-
ronment, or experiencing a health problem for the first
time, it is virtually impossible to predict both the vo-
cabulary and what questions or statements will be
made next.

Even under the best of circumstances speechread-



ing is a highly frustrating process that forces the indi-
vidual to exert tremendous effort and make innumera-
ble educated guesses about what one’s companion has
said (Hoyt et al., 1981). Under ideal conditions—a
well-rested individual with excellent English skills,
perfect lighting, no background noise, and a health care
provider who has a clear speaking pattern and remem-
bers he or she must constantly face the deaf individ-
ual—only 47%-83% comprehension can be achieved.
On average ~60% comprehension is achieved under
these optimal conditions (Davenport, 1977).

When deaf people are ill, tired, frightened, anxious,
or taking some medications, their understanding of
spoken English declines dramatically. Other compli-
cating factors include poor lighting, a speaker who does
not present clear lip patterns, and beards or mustaches
(Mohay & Kleinig, 1991).

In addition, many aspects of the health care envi-
ronment are not conducive to speechreading. For ex-
ample, staff members may be sitting behind a glass
pane at a reception desk, may cover their mouths or
turn away while talking, or exhibit other behaviors that
make speechreading more difficult. Staff may also be-
gin speaking to the deaf client without first obtaining
the individual’s visual attention. When conducting
procedures that require masks, it becomes impossible
to speechread. Background noises, which may impair
an individual’s ability to use residual hearing, also make
speechreading more difficult.

English competency requirements and expectations. The lit-
eracy requirements needed to successfully navigate the
health care environment are staggering in light of the
literacy skills of most Americans. The average hearing
adult in the United States reads at the ninth grade level
(Moore, 1996). Twenty million Americans are func-
tionally illiterate, reading at or below the fifth grade
level (Jubelirer, Linton, & Magnetti, 1994). These in-
dividuals tend to come from “high-risk” groups, in-
cluding the poor and elderly, the chronically ill, recent
immigrants, and members of minority groups. These
are also the same individuals who make up a significant
percentage of hospitalized patients in the United
States (Dixon & Park, 1990). Keep in mind that the
average deaf individual reads at or below the fourth
grade level.

Individuals who are functionally illiterate are likely
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to have tremendous difficulty in the health care setting.
It has been shown that an incredible 55% of all Ameri-
cans have reading skills that are “marginal for meeting
specific requirements of adult living. These individuals
would have trouble comprehending newspaper articles,
blue-collar and armed services work manuals, and anti-
dote instructions on a can of pesticide” (Davis et al.,
1990). Plimpton and Root (1994) note, “Half of the
adult population needs easy to read materials and the
other half who do not need them want them anyway.
People under stress have limited ability to understand,
and otherwise-able readers prefer their information
brief and concise”

Despite the poor literacy skills of so many Ameri-
cans, numerous studies have shown that the written
materials presented to hospitalized patients require an
average literacy level of at least the eleventh grade
level. These materials include vital information such
as surgical consent forms, prescription information,
health care proxies, Do Not Resuscitate orders, and
health education brochures (Jubelirer et al., 1994).
Davis et al. (1990) noted, “Patient education materials
and hospital forms are given to patients with little re-
gard for their ability to read them.”

Furthermore, as health care delivery in this coun-
try continues to change, a greater emphasis is being
placed on patient education in the hospital. As the vol-
ume and complexity of information patients are
expected to internalize have risen, the literacy re-
quirements have also risen (Dixon & Park, 1990). Com-
prehension of health care information by patients and
their families is a prerequisite to health education and
patient compliance.

Surveys of patient education materials show that
they also tend to be written far above the literacy skills
of the average American. For example, 51 of the patient
education books printed by the American Cancer Soci-
ety in 1992 were analyzed for literacy requirements.
More than half of their materials were written at the
twelfth grade level or higher. Only one was written be-
low the sixth grade reading level (Meade, Diekmann, &
Thornhill, 1992). Examination of patient education
booklets published by government groups and health
organizations showed that the average booklet required
a literacy level at the tenth grade level. Eighty percent
of the materials were written at ninth grade level or
above (Meade & Byrd, 1989).



96 Journal of Deaf Studies and Deaf Education 4:2 Spring 1999

A study by Davis et al. (1990) evaluated the letters
physicians sent to their patients. On average, the read-
ing level required to understand this correspondence
was above the sixteenth grade level. This is well beyond
the comprehension of more than half of the adults,
hearing and deaf alike, in this country. The authors also
evaluated local newspaper articles on health and well-
being, and found these articles required reading levels
between the twelfth to fourteenth grade level, again be-
yond the literacy skills of the majority of Americans.

One hospital studied 2,659 individuals who re-
ceived care at their institution. Forty-one percent of
those studied could not read prescription information,
more than a quarter were unable to read the appoint-
ment reminder postcard, and 59% could not read the
standard consent form (Moore, 1996).

Health care providers are often unaware of both the
literacy requirements of hospital and health education
materials and the illiteracy problems in the United
States (Dixon & Park, 1990). This may be due to the
fact that these professionals have unusually high per-
sonal literacy levels. The ability to read may be seen
by health care personnel as being such a basic part of
everyday life that the difficulties encountered by more
than half the people in the United States are not com-
prehended by the typical health care provider. In addi-
tion, these individuals may not realize how basic a
paragraph must be at the fourth grade reading level.
As a result, low literacy patients must contend with
both their reading difficulties and a health care system
that, in large part, does not seem to recognize that a
problem exists (Plimpton & Root, 1994).

Low literacy levels are a concern for deaf patients
for many reasons. One, the vast majority of deaf indi-
viduals cannot read the materials provided by their
doctors, health organizations, and commercially avail-
able health education materials. When ill or stressed,
even competent deaf readers, like all patients, will ex-
perience greater difficulty reading and comprehending
complex information (Plimpton & Root, 1994). Sec-
ond, they are at a distinct disadvantage when exchang-
ing written notes with their health care providers. In
addition to deciphering their doctor’s handwriting,
these patients may also struggle to understand the
meaning of the words they can discern (Schein & Delk,
1980). Third, a doctor who is rushing through the day

is likely to make fewer comments using pen and paper
than when interacting verbally with patients. So the
deaf person is forced to try and gain comprehension
about health care needs through a medium (written
English) that is very difficult for them, and with less
information than hearing individuals receive.

Finally, deaf patients with low literacy skills will
also find it more difficult to present their questions and
concerns to their doctor. Without a solid command of
the English language, it is difficult to ask complex
health care questions. Unfortunately, few providers
understand the literacy challenges faced by deaf pa-
tients, and may erroneously interpret the stilted ques-
tions and poor writing skills of the deaf patient as evi-
dence that the individual is retarded.

Instead, many health care workers expect deaf indi-
viduals to write notes in English that clearly express
the thoughts or questions of the individual and to read
lips perfectly. No other subset of Americans who use
English as their second language are expected to do
this, nor are they presumed to be retarded when they
fail at these efforts. Deaf individuals, on the other
hand, are expected to do both (Lotke, 1995).

Interpreters. The use of a sign language interpreter is
often the only way nonsigning individuals can commu-
nicate effectively with deaf people. However, health
care providers have historically been resistant to the
necessity of employing and using these professionals,
despite the Disabilities Act and other laws that man-
date use of an interpreter under certain situations.

Numerous potential problems may arise when con-
sidering or utilizing interpreter services, particularly in
three major areas: issues associated with the provider’s
perceptions or prejudice, issues of interpreter availabil-
ity and cost, and issues associated with other patient or
provider priorities, including confidentiality.

Health care provider ignorance or prejudice can
play a large role in whether an interpreter is used and
how successful the interpreting experience will be.
First, providers may not understand the extent of the
communication barriers. That is, the doctor may feel
that because deaf persons can sometimes make them-
selves understood by the staff, the patient must also un-
derstand everything that the staff says to the patient.
Second, some providers may feel they will be admitting



a professional failing of some sort by so publicly ac-
knowledging their inability to communicate with their
deaf consumers.

When an interpreter is hired, it is critical that phy-
sicians recognize the limitations of the interpreted
health care appointment. It cannot be assumed that the
presence of an interpreter guarantees adequate com-
munication between provider and patient (Steinberg
et al., 1998). Instead, the physician must regularly
check with the clients about their understanding of the
material being discussed and ask individuals to repeat
back to the doctor the instructions or other information
just provided.

Interpreter availability, and the cost of these profes-
sional services, can also be a barrier. Many physicians
and staff members do not know how to go about finding
an appropriate and qualified interpreter, how to work
with the interpreter once he or she has arrived, or how
to evaluate the quality and value of the interpreting
services rendered at the end of each visit. Some physi-
cians may feel that hiring an interpreter is an expensive
luxury; in some instances the cost of the interpreter is
greater than the fee charged by the physician for the
patient’s visit.

In other instances, the doctor may welcome the use
of an interpreter but insist that friends or family fill this
role instead of a professionally certified member of the
national Registry of Interpreters for the Deaf. In other
situations, it is impossible to locate a qualified inter-
preter when one is needed. Such events might include
visits to the emergency room, rural locations that do
not have nearby interpreter services, or competing de-
mands for a single interpreter.

During those times, the physician may insist—or
be forced—to use family, friends, volunteers, or hospi-
tal employees with some degree of sign language skill.
All of these options are fraught with numerous com-
munication and ethical problems. For example, these
individuals frequently have only limited signing skills
that may result in reduced quality of care. And individ-
uals who have a personal relationship with the patient
may intentionally or unintentionally omit, reframe, or
rephrase the information being provided by the doctor
or the patient. This might be done to avoid publicizing
information that may embarrass the family, or to “pro-
tect” the patient from bad news. In another scenario an
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abusive husband who is translating for his wife may not
relay her explanation of recent injuries. The resulting
poor level of communication and violation of the
patient’s confidentiality is unacceptable (Mohay &
Kleinig, 1991; Phelan & Parkman, 1995; Woloshin
et al., 1995). Finally, in all instances the lay-person who
is functioning as an interpreter may be affected by the
news he or she is conveying in positive and negative
ways (Haffner, 1992).

Numerous instances have been published in which
young hearing children have been forced to interpret
for their deaf parents. In these instances both the par-
ents and the doctor may be unwilling to provide clear
and accurate information as they try to avoid embar-
rassment or protect the child. In other situations a
youngster may be expected to translate, and then ex-
plain, complex medical information that they simply
do not understand and that may also come with sig-

nificant emotional stress.

So there I was. I don’t know. Probably five or six.
And the doctor is saying, “Tell your mother she
needs a mastectomy.” I didn’t know how to spell it.
[Starts to cry.] And I didn’t even know what it
meant. And my mother is looking at me like,

“What? What did he say? (Preston, 1994, p. 146)

In another instance a young hearing child was asked
by the doctor to witness his mother’s exam and then
interpret information about feminine hygiene that was
both confusing and embarrassing to the boy. In this in-
stance the physician demanded the child interpret be-
cause the doctor was “too busy” to write notes (Schein,
1989, p. 183).

Schein (1989) also notes that a doctor’s desire to
protect patient confidentiality, or a patient’s desire to
keep medical visits private, may affect interpreter use.
Doctors may feel that bringing a third person into the
doctor/patient communication loop will violate a pa-
tient’s confidentiality. Other physicians may be reluc-
tant to include a third person in the exam room when
working with deaf patients, for fear that the interpreter
might be used as a witness for the defense should the
patient ever sue for malpractice.

At other times, the doctor may feel an interpreter
is necessary, but the deaf patient may not want one.
The local Deaf community, and the pool of interpret-
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ers, is small in most areas of the United States. If a deaf
client has had prior interactions with an interpreter, or
expects to see one again in social or professional situa-
tions, it is impossible to provide the deaf individual
with the same sense of privacy as that routinely given
to hearing individuals (Nemon, 1980; Steinberg, 1991).
The deaf patient may not wish the interpreter to learn
about details of his or her health care for fear of embar-
rassment or gossip. This situation may also encourage
some deaf people to keep silent about worrisome health
concerns or fail to seek care at all.

Despite the misconceptions or concerns a doctor
may have about using an interpreter, several studies
and anecdotal reports have shown that deaf people be-
lieve communication with their doctor is improved
when an interpreter is involved (Hoyt et al., 1981; New
York State Assembly, 1994a, 1994b; Schein & Delk,
1980). Other studies have shown that those patients
who have access to an ASL interpreter when using
health care services are more compliant, engaged in
more health maintenance activities, and were more sat-
isfied with their health care experiences than deaf indi-
viduals who accessed health care services without an
interpreter (MacKinney, Walters, Bird, & Nattinger,
1995).

Outcomes

Individuals (deaf or hearing) who have limited health
education, limited opportunity to practice autonomy
and initiative in health care settings, limited under-
standing of the health care delivery system, and limited
understanding of physician instructions are less com-
pliant. This situation probably results in more nega-
tive outcomes and higher cost for both the patient and
the provider, and it may reduce a deaf patient’s desire
to seek medical attention in the future (Mohay &
Kleinig, 1991).

Health care providers who harbor conscious or un-
conscious biases against deaf individuals, lack proper
training to work effectively with them, and do not un-
derstand their patient’s perspective cannot provide
good health care. The individual disincentives faced by
providers when offering care to deaf consumers, and
the barriers that effectively prevent many deaf individ-
uals from accessing appropriate care, also have a major

impact on the outcome of health care services provided

to d/hoh people. All of these issues are addressed below.

Unable to access proper services. Poor communication be-
tween health care providers and patients can have nu-
merous short- and long-term consequences. Patients
may be unable to access preventive care and physical
and mental health care programs entirely (Briccetti,
1987; New York State Assembly, 1994b; Pollard, 1994).
Even those deaf individuals who can access health care
services may delay seeking care until their health prob-
lems are severe due to the difficulties encountered in
the health care setting. Then, treatment will be more
expensive, more complicated, and carry greater risks
for the patient. Furthermore, had treatment been
sought sooner, a better outcome may have resulted.

In those instances when the deaf patient met with
appropriate health care providers, the patient may still
become sicker because he or she did not understand
the doctor’s treatment plan or prescription informa-
tion. Patients may also pass on infectious diseases be-
cause they did not take their prescriptions properly or
did not understand how to avoid infecting others.

In addition, physicians can also make incorrect di-
agnoses, or miss a medical condition entirely because
they did not understand a patient’s description of the
problem. Doctors may order unnecessary, potentially
risky, and expensive tests to make up for their lack of
patient information. Physicians may also provide treat-
ment to a patient without his or her full understanding
or consent (Fein, 1997).

Noncompliance. Put simply, “Patient comprehension is a
prerequisite to patient compliance with medical in-
struction and health education” (Jubelirer et al., 1994).
A survey by Nemon (1980) has shown that poor com-
pliance with treatment and follow-up care by deaf indi-
viduals was often due to the patient’s poor initial un-
derstanding of what was expected of him or her. Patient
instructions or behavior changes recommended by the
physician that are not understood by the patient cannot
be followed. Communication barriers, including low
literacy skills, may be closely linked to lack of compli-
ance (Meade et al., 1992).

A survey by MacKinney et al. (1995) has shown
that those deaf individuals who reported increased sat-



isfaction with their physician/patient communication
(through use of a qualified interpreter) also reported
greater levels of patient compliance. Deaf people who
were able to communicate more easily with their pro-
viders were also more likely to engage in health care
screening tests (Pap smears, mammograms, rectal ex-
ams) than deaf individuals who could not employ the
services of an interpreter. This trend occurred even
though those who had better communication were, on
average, poorer and more isolated than the control
group.

Studies have shown that hearing patients with low
literacy skills are at greater risk for poor health, per-
haps because these individuals have difficulty under-
standing how to use our health care system. Those who
do access care may not understand the information
provided, which may result in either over- or underuse
of medications or health care services. Either outcome
is likely to increase the fiscal costs of the medical care
received and reduce the health benefits the patient
might gain (Weiss et al., 1992). It seems likely that deaf
patients with equally low literacy skills are at an even
greater disadvantage than their hearing counterparts.

The ongoing changes in health care delivery in this
country are placing increasing emphasis on brief hospi-
tal stays and the patient’s ability to independently exe-
cute preventive and health maintenance procedures
that have been learned through health education mate-
rials or conversations with providers. Deaf individuals
are at a disadvantage when asked to assume a growing
level of responsibility for their own health care through
the use of written materials or in conversation with

nonsigning physicians.

Individual disincentives to provide care. Individual health
care providers may experience a number of disincen-
tives when deciding whether to provide care to d/hoh
patients. These disincentives include scheduling, fi-
nancial, psychological, educational, and attitudinal
challenges.

To begin, many doctors realize that they need to
spend more time working with the average deaf patient
in comparison with the average hearing patient. Time
is needed because physicians often need to provide deaf
clients with longer explanations of their diagnosis,
treatment, and follow-up plans than are provided to
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hearing patients, and the communication barriers take
time to be circumvented. Most doctors cannot afford
to spend a great deal of time with any patient.

Moreover, those doctors who bill their patients on
a fee-for-service basis are essentially penalized when
taking on individuals who require more time (DiPietro
et al., 1981). For example, if a doctor could see two
hearing patients in the time it takes to see one deaf pa-
tient he or she would make twice as much money.

Some doctors receive a set fee per HMO member
enrolled in their practice, regardless of the number of
times the patient visits the doctor. Those patients who
require additional time or services due to communica-
tion barriers or serious illness are less desirable to the
physician, who is reimbursed for the total number of
patients served, as these individuals require more of
the doctor’s valuable time and staff resources. The pa-
tients who rarely access health care services and pose
no time-consuming problems for the doctor provide
greater profit for the physician.

Other financial disincentives include the cost of in-
terpreters. In a routine office visit in a fee-for-service
setting, the patient may pay the doctor $50. If the doc-
tor needs to pay an interpreter $60 or $70 for services
during the visit, the doctor has lost money by seeing
the deaf client. Although the Disabilities Act instructs
health care providers to consider the cost of interpret-
ers as another cost of doing business—and notes that
these costs should not be directly compared with the
fees generated by the patient’s visit—it is easy to see
that such a comparison can be made almost without in-
tentional thought.

Deaf or hard of hearing women who belong to
lower socioeconomic brackets or have poorer health in-
surance are at higher risk for health problems. These
problems include higher-risk pregnancies and a greater
chance of delivering a baby with health problems.
Some doctors may be unwilling to pay the higher mal-
practice costs associated with providing obstetrical care
to high risk women (Nosek et al., 1995).

In addition, some physicians may experience psy-
chological barriers to providing care to d/hoh indi-
viduals. It is common for health care providers who
have little or no experience to deaf individuals to run
through a series of feelings (“shock-withdrawal-
paralysis”) when suddenly forced to work with a deaf
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consumer. Health care providers may be so uneasy they
may be unable to give their full attention to the deaf
patient or may provide ineffective help to the client
(Schlesinger & Meadow, 1972).

Finally, working effectively with deaf clients re-
quires education. The health care provider and staff
must understand how to communicate with d/hoh in-
dividuals, how to use the state relay service, how to hire
a qualified interpreter and then learn to work with him
or her. Few doctors are even aware that learning these
skills is critical to the doctor/patient relationship.
Those who wish to learn may have a hard time ac-
cessing the needed information, as few resources exist
for health care providers to learn about these nonmedi-
cal features of life with hearing loss.

Systemic barriers. In addition to the individual disincen-
tives to provide care, a number of systemic barriers also
reduce the typical deaf patient’s access to health care
services. These barriers include issues concerning
awareness, insurance, interpreter, access, geography,
education, service, systemic bias, and communication.

First, individuals with limited health education
may be unaware of the availability or importance of
health screening tests. If one does not know that mam-
mograms, prostate exams, and Pap smears can identify
serious health conditions when they are in their earli-
est, most treatable, stages, the patient will not consider
seeking these services (Nosek et al., 1995).

Second, many deaf people are un- or underem-
ployed. This may require them to pay more for health
care services than those individuals with traditional
benefits from a good job. Deaf individuals with little or
no income may also postpone or fail to seek care due to
the cost.

Third, there is a shortage of qualified sign language
interpreters, particularly those with training in medical
interpretation, in the United States. In rural areas no
professional interpreter may be available at all. This
forces the deaf patient to access care with poor commu-
nication with the doctor (using written notes and ges-
tures) or to ask family or friends to interpret.

Fourth, deaf individuals have great difficulty even
accessing some doctors’ offices, health information ser-
vices, and related individuals and services. Many offices
and health care institutions now employ complex tele-

phone menus (“Press 1 for New Appointments, Press 2
for a Nurse, Press 3 .. .). Deaf individuals are forced
to use the state relay service to access this information.
However, by the time the relay operator has typed all
of the telephone menu’s options to the deaf caller, and
the caller has responded with her answer, the window
of opportunity to enter a preference has passed and the
caller has been disconnected from the doctor’s office
phone line for lack of response.

The same problem is true if the deaf individual is
attempting to reach government health education ser-
vices at the local, state, or national level (e.g., NIH, the
local public health department, and so on) or access pa-
tient advocacy organizations. The use of telephone
menus and typical lack of training of most phone oper-
ators working in health care settings make use of the
phone as a tool to gain information very difficult.

Fifth, geographic realities can pose significant bar-
riers to service delivery. Deaf individuals may travel
great distances to receive accessible health care. This
effort typically takes them outside of their insurance
carrier’s local cachement area, and the patient’s “out of
town” status typically makes him or her ineligible to
benefit from the sliding scale fees that may be available
to local health care consumers at community clinics
(Pollard, 1994). In addition, if a health care provider
is pulling in deaf clients from a large geographic area,
the time needed to work out the necessary paperwork
per client will be greater for these consumers than the
time expended for local deaf or hearing clients (Schle-
singer & Meadow, 1972). This additional time costs
money.

Sixth, the limited deaf education received by health
care providers and health program administrators
poses a significant barrier. For example, it is unlikely a
state or regional health care compliance officer, or pa-
tient advocacy board, has the necessary background on
hearing loss and Deaf issues to incorporate those con-
cerns into their programs. Nor do these groups tend to
include d/hoh professionals in delivery of services. As
a result, the communication needs and preferences of
d/hoh clients cannot be incorporated into the organi-
zation’s programs, services, or advocacy efforts, and
both present and future programs cannot effectively
meet the needs of d/hoh constituents.

Many physicians lack an understanding of the Dis-



abilities Act and their obligations under this civil rights
legislation. Without education and compliance in this
area, entire health care systems can be inaccessible to
the deaf consumer. In addition, these providers typi-
cally do not know how to advertise their programs or
services to members of the Deaf community. As a re-
sult, many deaf persons may be unaware of their treat-
ment options in both traditional and alternative med-
icine.

Seventh, few services specifically target deaf indi-
viduals. These problems can be particularly acute when
a continuum of care is needed. For example, a deaf in-
dividual who is receiving inpatient mental health ser-
vices may improve and be ready for outpatient care, a
halfway house, or other support programs. However, if
appropriate services are not available when the patient
is ready for discharge from the hospital, it is unlikely
he or she will be discharged. As a result, the entire sys-
tem backs up. Deaf patients are not discharged from
the hospital because there is no place for them to go.
Deaf individuals in need of services cannot be admitted
to the hospital because the beds are full (Pollard,
1996b).

Eighth, there is some evidence that in mental
health services deaf patients are diagnosed with certain
conditions far more often than hearing individuals, and
in such a way as to suggest clinician bias rather than
true psychopathology. In addition, deaf individuals re-
ceiving services at community mental health centers
were far more likely to receive services that required
little communication than the more difficult, but some-
times more appropriate, assessment and treatment ser-
vices (Pollard, 1996b). Similar biases likely exist in
physical health care delivery, but it appears no studies
have yet been done to test this theory.

Finally, communication bias also plays a large part
in creating barriers to health care services. The liter-
acy and communication requirements of anyone at-
tempting to access health care services in a large medi-
cal center are significant. The individual must be able
to read and comprehend directional signs, maps,
patient rights placards, consent forms, and the other
written materials used incessantly in the health care
system.

The use of auditory cues or exchange of verbal in-

formation also occurs regularly in the medical setting.
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Sources of information typically consist of public ad-
dress system remarks, receptionists who speak through
glass windows or look away from the consumer while
simultaneously answering questions and doing other
work, and information desk staff who have little or no
training in communicating with people with hearing
loss. The nurse or physician’s assistant calls the name
of the patient in the waiting room when it is time to see
the doctor. The pharmacist calls out the names of those
whose prescriptions are filled. Hearing patients use the
intercom system built into their hospital bed to receive
information from or to contact their nurses. The x-ray
technician tells patients when to hold their breath and
when they can breathe during an x-ray (Mulley & Ng,
1995). None of these methods, written and auditory,
works for the majority of deaf clients, but few if any
medical centers have developed appropriate alterna-

tives.

Next Steps

Improvement in health care delivery to d/hoh individ-
uals is needed in the areas of health outcomes for
d/hoh individuals, education, systemic issues, and re-
search for ethical, legal, financial, and resource allo-
cation reasons. Educational efforts should include
provider, patient, and health professions students. Sys-
temic changes to remove barriers to service delivery are
needed at all levels, from the local doctor’s office to na-
tional health care planning boards. The development
of appropriate, low-literacy health education materials
is also critical for many deaf and hearing individuals in
this country. Finally, additional research is necessary to
better understand the current treatment and services
being offered to d/hoh individuals, their baseline
health status, their unmet health care needs, and the
cost of providing accessible care in relation to the long-
term impact of not doing so.

Ethics. Zazove and Doukas (1994) have written a semi-
nal and much-needed article on the ethics of health
care delivery and deaf patients. This article is used as a
basis for the following discussion.

Health care delivery in the United States is ex-
pected to stand up to four ethical tenets. This series of

beliefs includes the concepts of nonmaleficence, auton-
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omy, beneficence, and justice. In Latin nonmaleficence is
conveyed by the phrase “primum non nocere,” or “first,
do no harm” (Spike, in press). Physicians are expected
to remember that heroic efforts are not always appro-
priate, and the wishes of the patient must always be
taken into account when evaluating the costs and bene-
fits of treatment. This cannot be done if the doctor is
unable to learn about the deaf patient’s personal treat-
ments goals and priorities.

If autonomy is offered in a health care relationship,
the liberty of each individual is respected. To exercise
their right of autonomy, patients must be able to pro-
vide truly informed consent. To do this, patients must
understand all of the pertinent information about their
health condition, available treatments, and the proba-
ble risks and benefits of each treatment option. If a pa-
tient is so informed, he or she can make a decision
based on his or her own values and beliefs, free of coer-
cive influences from any source.

The concept of informed consent consists of two
parts: technical consent and phenomenological con-
sent. In technical consent the patient understands the
treatment services being offered and the potential risks
and benefits of the treatment. Phenomenological in-
formed consent requires that a patient has made a deci-
sion without “undue bias based on ignorance or un-
founded beliefs about life” if he or she refuses the
treatment (Pollard, 1996a). That is, does the patient
understand what the likely outcome will be at the so-
ciological, psychological, and physical levels if one does
nothing about a particular health condition, and what
effective adaptations can one make if one chooses to
do nothing?

For example, most hearing parents of deaf children
have limited understanding of deafness, Deaf culture,
and life with hearing loss. When deciding if CI surgery
is appropriate for their child, parents are often making
this decision without phenomenologically informed
consent. That is, they may not fully understand what
their child’s life will be like if they choose a path that
does not include surgery. The same would be true of
an adult who is late deafened and elects to receive a CI
without receiving information about other adaptations
or options.

Zazove and Doukas (1994) note that the communi-
cation barriers experienced by the vast majority of d/

hoh individuals prevent them from providing informed
consent. Furthermore, it is difficult for a deaf patient to
develop and maintain a confidential relationship with a
health care provider due to the involvement of inter-
preters. Both of these factors may violate the patient’s
right to autonomy.

The ethical concept of justice has been achieved if
a society has fairly and equitably distributed the costs
and benefits of life among its members. That is, no one
individual should receive more benefit, or more harm,
than any other. However, it has been shown that d/hoh
people do experience a lower level of self-reported
health, more medical problems, greater difficulty ob-
taining accessible health care, and an inequitable distri-
bution of federal monies and health care resources than
the hearing population.

If beneficence has been achieved, the health care
provider has made sure that each patient has received
the maximum benefit and the minimal amount of harm
possible for the greatest possible “net gain.” If, for ex-
ample, services have been delivered by a health care
provider who did not gain informed consent from the
client, or if the provider has failed to get a complete
medical history from a patient, then beneficence was
not achieved. In fact, the majority of physicians are un-
able to provide health care services for their d/hoh
consumers that meet the minimal ethical requirements
of the profession. The correction of this situation re-
quires action at the individual, organizational, regional,
state, and national level.

Education. The need to improve the educational level of
all health care providers and administrators, current
and potential patients, and students in the health pro-
fessions is critical (Ralston et al., 1996). The majority
of health care providers offer care to d/hoh patients on
an infrequent basis. When this situation unexpectedly
presents itself, the treatment team may be over-
whelmed with the initial communication barriers (Pol-
lard, 1996b). A more relaxed approach, beginning with
education during health care training and followed by
ongoing continuing education credits to receive up-
dates in this field, is more likely to provide both pro-
vider and health care consumer with a more enjoyable
relationship, and the delivery of higher quality health

care services.



Providers and administrators also need a better un-
derstanding of the Disabilities Act and their responsi-
bilities and obligations under this civil rights legisla-
tion. In addition, these professionals need a better
understanding of the impact of hearing loss on both the
day-to-day lives of individuals and its impact on health
care delivery.

Current and potential d/hoh patients also need a
better understanding of their rights and responsibili-
ties under the Disabilities Act, improved health care
knowledge (Berger, Inkelas, Myhre, & Mishler, 1994),
improved ability to advocate for services in the health
care system, improved awareness of service options,
and better health insurance coverage of services and
devices related to hearing loss. Improvements in health
education might be obtained by including decision-
making skills, health maintenance and preservation
techniques, and general health information at all edu-
cational levels. Programs for older students should in-
clude specific information about reproduction, family
planning, and STDs (Durkin & Coryell, 1984). In ad-
dition to formal health education, many deaf individu-
als may benefit from assertiveness training to counter-
act the prejudice and stigma developed and maintained
by mainstream society (Smith & Kirkpatrick, 1985)
and health care providers.

Increasing the number of d/hoh individuals who
are themselves health care providers and researchers
will also help. Greater access to the profession by these
subsets of our community would educate the profes-
sional’s colleagues and patients in a way that cannot be
obtained in any other fashion, and it is likely to improve
the quality of care offered to d/hoh individuals.

Studies have shown that medical and nursing stu-
dents may be better able to adjust their attitudes toward
people with disabilities than health care providers at all
future career stages (Najman et al., 1982). When prop-
erly designed, educational programs have been shown
to positively affect the attitudes of students towards in-
dividuals with disabilities (Donaldson, 1980).

Some evidence supports the idea that students who
understand both their own value systems and the ways
in which patients may not adhere to the same set of
beliefs, are able to reduce the intensity of their negative
responses to patients perceived as being different from
the students’ accepted norm (Klein et al., 1982). By
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making students aware of the prejudices and stereo-
types that they may have unconsciously internalized,
and by helping them to understand the perspectives of
individuals who are different from themselves, poten-
tial barriers to health care delivery can be avoided en-
tirely (Johnson et al., 1986; Smith & Hasnip, 1991).

Students in the health care fields, including medi-
cal students, nursing students, social workers, and oth-
ers, may be the best place to begin improving health
care delivery to d/hoh individuals. By including d/hoh
issues that go beyond the typical pathology of hearing
loss in medical education, an entire generation of fu-
ture providers can be taught to hold more positive atti-
tudes towards people with hearing loss.

Exposure to deaf individuals in a respectful and
egalitarian setting may also increase the students’
awareness and understanding of the abilities, rights,
and general preferences of people with hearing loss.
Educational programs have been offered at the Univer-
sity of Rochester School of Medicine for students and
health care providers that were produced by a commit-
tee of medical students and deaf advocates. These pro-
grams were very well received by the students and sig-
nificantly increased the participants’ understanding of
hearing loss and the impact of communication barriers
in the health care setting (Harmer, 1997; Richards,
Harmer, Pollard, & Pollard, in press).

Identification of those individuals who function as
health care resources in the Deaf community is also
important. Productive working relationships may be
formed between these well-respected individuals and
health care providers to improve the quality of health

information reaching the Deaf community.

Systemic changes. The inclusion of d/hoh individuals in
all aspects of health care delivery and medical educa-
tion—as patients, colleagues, faculty, and deans—
could provide a tremendous education for students,
patients, and faculty (McCrory & Marrone, 1984,
Pernice & Lys, 1996; Pollard, in press). The inclusion
of d/hoh individuals in the development and execution
of health care programs is probably the fastest and
most efficient way to ensure that issues pertinent to
these communities are included in future health care
delivery programs.

Other needed changes include development of ap-
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propriate health education materials, the purchase and
maintenance of assistive listening devices, and training
of staff to use the equipment. Concentration of services
in areas with a large deaf population—which also
freely admit deaf individuals and health care providers
from more sparsely populated regions—and advertise-
ment of these services to potential clients through deaf-
supported organizations and publications, are also im-
portant.

Development of appropriate patient education ma-
terials is crucial (Jubelirer et al., 1994). These efforts
should include production of low-literacy written ma-
terials for all levels of health care delivery (educational
materials, intake questionnaires, consent forms, patient
rights, etc.); captioned videos; models, flip charts, pic-
ture books, and other visual aids; and sign-language in-
terpreted videos and educational programs (Lawson,
1985; Meade & Byrd, 1989). The appendix provides
examples of patient education materials at their origi-
nal literacy level and after revision to accommodate the
lower reading skills of most Americans.

Other systemic changes include the inclusion of d/
hoh issues in staff training programs, development of
low-literacy signage throughout medical centers, use of
nonauditory cues to inform patients when their pre-
scription is ready or the doctor is ready to see them,
and a reduction in background noise to improve the
ability of hard of hearing individuals to understand
what has been said (Mulley & Ng, 1995). The installa-
tion, and training of staff to use, TTY equipment and
relay services is also important.

Instead of including interested deaf individuals in
programs developed for the general population, at
times it may be necessary to develop public health edu-
cation programs targeted for the deaf population. This
group of individuals may require a slower review of the
target material, educational materials written at a lower
literacy level, and more background information than
is offered to the typical hearing group. Offering a spe-
cial class that addresses all of these issues, and simulta-
neously develops informal support networks, may be
the most effective way to present health information
(Baranowski, 1983).

Whether a program is offered to a largely hearing

audience with one or two deaf participants, or an audi-

ence that is mostly deaf; it is critical that these services
are delivered in a culturally appropriate way. An ex-
ample of appropriate programming would include two
genetic counseling programs specifically developed to
meet the needs of individuals who have an interest in
learning about the inheritance patterns of hearing loss.
Approximately half of all cases of hearing loss are
caused by genetic factors, and one-third of these condi-
tions can also carry significant medical problems. In
addition, many deaf parents hope to have deaf children,
while hearing parents with one deaf child may wish to
learn the chance that other children will also have a
hearing loss. Therefore, these programs must be de-
signed to provide complex information in a neutral
manner that demonstrates cultural sensitivity toward
the diverse preferences of both Deaf and hearing so-
ciety.

In these genetic counseling programs, individuals
who sought counseling services were given their choice
of communication mode (various sign languages,
speech reading, or speech). After the client’s medical
history and the history of the extended family were
taken, the individuals were told, when possible, the
cause of their deafness (or the deafness of their parents
or children). When possible, they were also informed
of any health concerns or medical conditions that may
also be associated with inherited forms of deafness.

In addition to providing information in the client’s
preferred language, the culturally biased words such
as “risk,” “affected,” “abnormal,” “normal,” and “mu-
tant” were replaced with more neutral terms such as
“chance,” “hearing,” “deaf)” and “changed.” Further-
more, all of this information was conveyed using visual
aids and specially designed materials that met the di-
verse learning styles, languages, and literacy levels of
the client population (Arnos, Cunningham, Israel, &
Marazita, 1992; Jensen, 1985).

In other areas, the Disabilities Act requires hospi-
tals and other large medical centers that have such
amenities as pay telephones or phones in patients’
rooms to offer equally accessible TT'Ys and other ser-
vices to deaf consumers. Unfortunately, many institu-
tions are unaware of their obligations in this area, do
not know how to meet these requirements, or inten-

tionally choose to ignore them in the hopes that any



deaf consumers who receive care there will not have
the fiscal resources or psychological strength to com-
plain or sue.

The lack of action in this area leaves many institu-
tions exposed to serious legal risk and deprives d/hoh
clients from accessing a comparable level of care. It is
possible to purchase relatively inexpensive kits of mate-
rials from major commercial vendors that include
TTYs, visual alert systems, and other nonauditory-
dependent equipment that help meet the obligations of
the act. To fail to do so due to ignorance or intentional
neglect seems foolhardy in light of the numerous suc-
cesses d/hoh individuals have had when suing non-
compliant institutions. In addition, ignorance is not a
valid excuse for failing to meet the law’s requirements.

Using modern technology, sign language inter-
preter services can also be concentrated in a major city
and simultaneously provided to a large number of out-
lying areas. This is possible through the use of com-
puter technology and telemedicine. In one example of
direct delivery of health care services, the South Caro-
lina Department of Mental Health uses telemedicine to
expand its offerings of mental health services to sign
language-using individuals. The department has only
one psychiatrist on staff who is fluent in ASL, yet its
actual and potential clients are scattered across the
state.

Prior to the development of telemedicine technol-
ogy, the doctor spent hours each day driving from one
client to another. To resolve this problem, the depart-
ment purchased a number of computers with video
cameras and installed them in the doctor’s home and
community mental health centers across South Caro-
lina. By sitting in front of the computer’s video camera
in her home, the doctor can now carry on live con-
versations, in sign language, with clients who are us-
ing the same equipment at their local mental health
center. The technology has allowed the department to
use staff time far more efficiently, while saving money
and providing more services to their clients (Craft,
1996).

Telemedicine technology can also be used to pro-
vide sign language interpreter services to individuals in
remote locations. For example, an ASL interpreter,

based in a regional medical center, can provide inter-
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preter services for deaf patients and their health care
providers located in remote hospitals. The deaf patient
and hearing health care provider might gather at one
monitor in the emergency room of a rural hospital,
while a sign language interpreter with experience in
medical interpreting is able to work from his or her
office in that region’s most sophisticated medical cen-
ter. The deaf patient would sign to the interpreter, the
interpreter would convey the patient’s remarks to the
physician verbally, and then relay the physician’s spo-
ken remarks in sign language back to the deaf patient.
Telemedicine can allow even rural hospitals to meet the
requirements of the Disabilities Act without incurring
the costs of a part-time interpreter, removes travel ex-
penses for interpreters entirely, and provides highly
trained sign language interpreters 24 hours a day,
7 days a week to an entire region (Pollard, 1998).
Taken a step further, telemedicine technology can
be used to connect individuals at three locations. A
group of deaf individuals who have gathered at the lo-
cal deaf club can be “plugged in” to a physician sitting
in an office and the sign language interpreter located at
a distant hospital. Formal health education programs
could be delivered on a regular basis that allow all of
the individuals (patients, providers, and interpreters)
to remain in a convenient and comfortable environ-
ment. These programs could consist of a professionally
developed curriculum, or could be as simple as bi-
weekly or monthly “ask the doctor” forums. Other
health care professionals already at the local hospital,
including dieticians, pharmacists, and social workers,
could also be scheduled to make regular appearances

through this technology.

Research. There is tremendous need for increased re-
search on health care delivery to d/hoh individuals.
The quality and quantity of professional journal ar-
ticles addressing this topic has been rising steadily in
recent years (e.g., Asch, 1998; Baker-Duncan et al.,
1997; Barnett, 1999; Committee on Disabilities, 1997
Crouch, 1997; Gannon, 1998; Guthmann & Sandberg,
1998; Steinberg et al., 1998; Swanson, 1997; Wu &
Grant, 1997; Zazove, 1997), but this is not enough.
Randomized surveys of the current health status and
healthcare utilization by d/hoh individuals are critical.
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Assessments of the barriers to service, from the per-
spective of both consumers and providers, are also
badly needed. In addition, the fiscal costs of providing
accessible care should be compared with the long-term
costs of failing to respond to the needs of deaf individu-
als, to demonstrate the potential cost-effectiveness of
different service options.

Other pertinent research areas include develop-
ment of simple, effective ways to identify the literacy
requirements of a hospital’s written patient materials
and ways to quickly improve the quality of written
communication between deaf individuals and hearing
providers (Davis et al.; 1990). Research on the needs
of minority families with deaf children, including their
perceptions of hearing loss and health care services
offered, coping strategies employed, and the interac-
tion between individual cultures and deafness are also

important.

Closing. Hundreds of thousands, if not millions, of
d/hoh individuals across the country lag far behind
hearing people in their health status, access to, and use
of health care services. Health care providers, deaf and
hard of hearing health care consumers, health profes-
sions students, and advocates must become familiar
with the basic issues surrounding health care delivery
and this population. This is necessary so that the
health care needs of deaf patients can be met, and the
legal, ethical, and moral obligations of those who have
pledged their professional careers to serving others and

doing no harm can be maintained.

Appendix
Examples of Simplified Text

Excerpt from a consent form for HIV testing: “A positive
HIV test indicates that you are infected with HIV and
that you can pass the virus to other people. Inaccurate
positive and negative test results occur occasionally.
For this reason, a negative test result does not guaran-
tee that you are not infected. Rarely, a positive test re-
sult is inaccurate and indicates that you are carrying
HIV even when you are not” (Plimpton & Root, 1994).

A modified consent form: “A positive HIV test most likely

means that you have the HIV virus and can pass it on
to others. Sometimes the test results are wrong. If your
test is positive, there’s a very small chance you don’t
really have the virus. If your test is negative, there’s still

a chance you may have the virus” (Plimpton & Root).

Consent to operation: original (25th grade level): “1 con-
sent to the performance of operations and procedures
in addition to or different from those now contem-
plated, whether or not arising from those now contem-
plated, whether or not arising from presently unfore-
seen conditions, which the above-named doctor or his
associates may consider necessary or advisable in the

course of the operation” (Davis et al., 1990).

Revised (sixth grade level): “1 agree to other operations
or treatments. My doctors may learn more in surgery.
They may think I need other treatments. My doctors
will decide in surgery. I agree to let them do the things
they think are necessary” (Davis et al., 1990).
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