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ABSTRACT. This paper examines ethical issues related to medical practices with
children and adults who are membees of a linguistic and cultural minority known
as the DEAF-WORLD. Members of that culture characteristically have hearing par-
ents and are treated by hearing professionals whose values, particularly concern-
ing language, speech, and hearing, are typically quite different from their own.
That disparity has long fueled a debate on several ethical issues, most recently
the merits of cochlear implant surgery for pear children, We explore whether

. that surgeey would be ethical if implants could deliver close to normal hearing

for most implanted children; thereby diminishing the ranks of the DEAP-wORLD,
The ethical implications of eugenic practices with the bEAP are explored, as are
cthical quandaries in parental surrogacy for DEAF children, and their parallels in
wansracial adoption.

children have a serious sensory impairment that gives rise to a

disability and to social, educational, and linguistic handicaps.
From that perspective, childhood deafness should be mitigated or cor-
rected as far as possible. However, the disability construction of deafness
has been chiallenged by deaf communities in the U.S. and abroad for more
than a century {Lane 1984).

This article explores the disputed issues in the context of a recent de-
velopment in the surgical treatment of deaf children—cochlear-implant
surgery. Tt is our thesis that there is'something unique about childhood
deafness that challenges the value-laden claim that growing up deaf in-
volves a disability and that challenges, therefore, the appropriateness of
surgical intervention to mitigate that disability, Since this deaf point of

( : ONVENTIONAL WISDOM IN MEDICINE assumes that deaf
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view is less well known and is counterintuitive for many hearing readers,
we dwell on it more than the disability construction; however, our aim is
not to'advocate for either construction but rather to analyze the issues in
a way that illuminates broad questions of interest to medical ethicists.
Our discussion focuses primarily on the special nature of the deaf com-
muniry and CQQ‘%,M“MWMMMQMS-
While our analysis is theoretical, it has practical sighificance for contem-
porary medical (and other social) practices. The fundamental issue we
will address is whether childhood deafness should be treated, even if the
interventions were safe and totally effective. If there are significant ethical
dilemmas associated even with medical interventions that would provide
close to normal hearing, then present practices, which leave the deaf child
“severely hearing-impaired,” are open to more serious challenge.

The proper conceptualizations of discase, illness, and health comprise
one of the grounding problems of medical ethics and the philosophy of
medicine (Von Engelhardt 1995). How one understands normality,
pathology, and disability impacts on how one demarcates the nature,
scope, limits, and goals of medicine {Engethardt and Wildes 1995; Webb-
Mitchell 1995). The appropriate care, treatment, and respect for new-
borns with disabilities, for example, has served as a rich paradigm for the
exploration of thesc substantive quandaries, Of particular concern is a
fundamental standard of medical treatment that entails implementing,
withdrawing, or withholding treatment only when it is in the best inter-

. ests of the child (Grodin, Schwartz, and Todres 1982; Grodin 1995). How .

one determines interests is problematic, but primarily involves an analy-
sis of burdens and benefits from the child's perspective, A major difficulty

with implementing the best interests standard is its failure'to take.account
of individual, family, and societal interests, A parallel dilemma is deter-

mining who the appropriate surrogate is to make the burden/benefit analy-

sis on behalf of an incompetent patient, Historically, most of the bioethics -

literature concerning the treatment of what were called handicapped new-
borns has focused on various levels of mental retardation {e.g., Down
syndrome}, extremé prematurity, and major physical disabilities (¢.g., spina
bifida}. All of the conceptual issues just cited, however—grounding defi-
" nitions, appropriate care, best interests of the child, burden/benefit analy-
sis, and parental surrogacy—also arise when considering medical inter-
vention with deaf children. Moreover, as we shall explain, one additional
© ‘issue in the bioethics literature is fundamental here: contrasting cultural
* beliefs concerning medical practice. ' :
d S S REE PETERNI
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CONTEXT
The DEAF-WORLD

Some factual information provides the context for the ethical issues.
American Sign Language (ASL) is the primary language of an estimated
one million Americans {Schein 1989), Scholarly research, particularly in
recent decades, has revealed ASL to be a full-fledged natural language,
unrelated to English, with a complex grammar and art forms all its own
(Valli and Lucas 1995}, Research has also shown that the users of the
language are members of a tight-knit social structure and share a culture
with characteristic customs, values, and attitudes {Lane, Hoffmeister, and

* Bahan 1996; Padden and Humphriss 1988). Hereafter, we will refer to

the members of that culture as DEAF and to the culture itself as the DEAF-
WORLD; these are glosses of the signs in ASL with which those people refer
to themselves and their culture, respectively. We also follow bEAP-woORLD
practices in referring to children of any age as DEAF who have, for what-
ever reason, the physical constitution characteristic of this minority—
viz., they rely so much more on vision than on hearing that-they would
communicate most readily in a natural sighed language, (The issue is ex-
amined further in a later section.) The English terms deaf, hearing-
impaired, and deaf community are commonly used to designate a much
larger ém_i more heterogeneous group than the members of the DEAF-WORLD.
Most of the estimated 20 million U.S, citizens in this larger group com-
municate primarily in English or one of the spoken minority languages
(Binnie 1994); they do not identify themselves as members of the DEAF-
woORLD, nor do they participate in its organizations, profess its values, or
behave in accord with its mores; rather, they consider themselves hearing

- people with a disability. .

Dear people obtain information primarily through vision—they are
“visual people.” Some, usually the offspring of DEAF parents, start their
acculturation to the DEAF-WORLD in infancy; some in childhood, often upon
placement in an educational program for DEAF children; and some never.
Once acculturated to the DEAF-WORLD, DEAF people know the language,
customs, attitudes, values, ang the like, of that culture, and they self-
identify as DW.Q' here is a “ninery percent” rule that captures four im-
portant statistics about the DEAF-WORLD: $0 percent of children born to
DEAF couples have normal hearing; 90 percent of DEAF people marry an-
other DEAF person; §0 percent of DEAF children have hearing parents; and
90 percent of children who might be candidates for cochlear implants
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because of their inability to hear even very loud sounds were born that
way or became DEAF before age one (Schein 1989; CADS 1992).

'" Being DEAF is highly valued in DEAF culture. DEAF people who espouse
those cultural values are glad they are DEAF, and they reject the suggestion
that they have an impdirment or 4 disability. (The ASL sign that trans-
‘lates, ronghly, as disability does not include being Dear.} This contrasts
“with the predominant attitudes of people with disabilities {although there
is diversity within both groups)KLeaders of the disability rights move-
“ment call for ambivalence about their impairmcn%ndividually they want
it valued, as a part of who they are;-at the same time, as the result of
‘poverty, war, disease, or accident, they ask that we regret the impairment
“and try to prevent it {Abbertey 1987; Lane 1995b}.XThe DEAF-WORLD is not
.ambivalent; its members characteristically think 4t is a good thing to be |
‘peat and would like to see more of it. Unlike most expectant parents with

_ groups, we areat liberty to revise our sbcia

disabilities, expectant DEAE parents characteristically hope to have chil-
dren with whom they can share their language, culture, and unique gxpe-_j

'ri;‘ﬁEEE'_—_thﬁ_is, DEAF children)Whereas people with disabilities seek, above
all, better medical care, rehabilitation services, personal assistance ser- '
-vices—e.g., help with personal hygiene, dressing, and eating—integration
. into society at large and independence, DEAF people do fiot attach particu-
lar importance to any of these services. Nor do they have any more con-
cern with autonomy and independent living than people in general; DEAF
- people cherish interdependence with other DEAF people. Integration of DEAF
“children into hearing schools and classes is anathema to the DEAF-WORLD.
' The specialized schools for the DEAF, especially the residential schools,
wére the setting in which most pEar adults acquired fluent {manual) lan-
‘gaage and socialization. It has been those specialized schools and, after
‘graduation, the DEAF clubs with their athletic, literary, political, and social
programs that have provided most DEAF people in America, despite their
having hearing parents, with the generational continuity that is essential
for a rich culture, o
What seems to lie at the heart of all chese differences between the values of
people with disabilities and those of the DEAF is that people with disabili-
ties in the U.S. are acculturated to mainstream American values while
DEAF views, although influenced by the hearing culture that engulfs the
DEAF-WORLD, are also shaped by the unique culture of the DEAF-WORLD it-
self. Indeed, the political agenda of the peAr-worLD—highlighting such
issues as education for DEAF children using the DEAF-WORLD minority lan-
guage and the provision of interpreters—more éloéélﬂ( resembles the agenda
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sends electrical signals to the implanted receiver via a‘transmitter mounted
behind the ear, and those signals stimulate the auditory nerve. The sur-
gery normally is followed by very ‘extensive speech and hearing therapy,
administered by speech pathologists, teachers, and, frequently, parents.
The research literature shows that the benefit in speech perception ob-
tained by the minority of children, those who lost their hearing after ac-
quiring English—an estimated 3 percent of children with profound hear-
ing losses? (CADS 1992)—is similar to that obtained by pdtients deafened
in adulthood: in many cases such children recover substantial ability to
recognize words by ear. However, for the estimated 86 percent born with
profound hearing losses who must acquire spoken language rather than
recovér some ability to perceive it by ear, the résults are different. There
has been no case reported in the scientific literature of child acquiring
spoken language as a result of implant surgery, although there are-anec-
dotal reports. Several medical centers around the U.S. have investigated
auditory word recognition in such implanted children. Their results con-
verge in revealing that the majority of implanted children who were born.
pEAF.are unable to follow instructions to take the test or get no words
correct on the test (without prompting), even after five years of implant
use and habilitative therapy (Lane 1995a). A few children do much bet-
ter, however, for reasons that arc unclear, o '

There is a consensus among audiologists {who evaluate the children’s
ability to hear speech, provide training, and “fit” the prostheses) and
otologists (who perform the surgery) that.children with cochlear implants
remain “severely hearing-impaired” (see, e.g., Horn, Noza, and Dalitsky
1991; Boothroyd 1993). This leads to a variety of concerns. For example,
the decision to have the surgery and habilitation may promote delays in
the child’s acquisition of ASL and therefore may delay the time when that
child has any full language at his or her command. Developmental mile-

stones for signed languages are similar to those for spoken languages, and
the

{Peti : Mayberry and Eichen -Tfimplanted children become
fluent neither in English nor in ASL, their intellectual, social, and psycho-
logical development may be compromised. However, we wish to explore
the ethical dimensions and arguments that arise in the dispute over child-
hood implants, to point out important considerations in the debate rather
than to advocate for or against implant surgery,and to examine what
light is shed on this issue by examining parallel cases’ For these purposes,

it is helpful to consider whether the surgery would be ethical if, contrary '
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sons Belonging to National or Ethnic, Religious and Linguistic Minori-
ties (1992}, are founded on a belief in the value of protecting minority
cultures. Programs that substantially diminish minority cultures are en-
gaged in ethnocide {Diamond 1970}, and may constitute crimes against
humanity, The United Nations Convention on the Prevention and Pun-
_ishment of the Crime of Genocide (1948) defines as genocide “any of the
following acts committed with intent to destroy, in. whole or in part a
national, ethnical, racial or religious group, [including] measures intended
to prevent births within the group.” While surgical programs that im-
plant large numbers of DEAF children do not have as their intent the de-
struction of DEAF-WORLD culture, both the U.N. Declaration and the Con-
vention express humankind’s interest in preserving and fostering minor-
ity languages and cultures and thus, once the minority language and cul-

ture of the DEAF-WORLD is recognized, alert us to the conflict of values
arising from those surgical programs.

Clearly, there is a tension, then, between concern for the individual
pef child who would benefit from a perfect implant and concern for the
DEAF-WORLD, which would be harmed by the widespread use of implants.
Granted that the parents of that child have a primary duty to pursue their
child’s reasonable best interests, do the hearing parents of the peaF child
also have an obligation to consider the destructive effects on the DEAF-
woRLD of parental decisions for childhood implant surgery? If the parents
do not have that obligation, does society at large have such an obliga-
tion? Consider a different case of tension between concern for the indi-
vidual and concern for the minority group. How should parents act if
they endorse busing for school desegregation in their town but believe
that their own child would be adversely affected by being bused? Suppose
we respond that parents must, in the end, weigh the consequences for
their own child more heavily than those for the minority culture, whether
the DEAF-WORLD or African Americans. How would this calculation be
affected by recognizing that the DEAF child's physical constitution would
otherwise have made him or her a member of the DEAF-WORLD? Does this

oblige the parents to place more value on the welfare of that particular
minority culture than the value that our common humanity leads us to
place on the protection of all minority cultures? - :
Consider white foster parents who have a Black child and hearing par-
ents who have a DEaF child. Both sets of parents have physical attributes
markedly different from their children, and in both cases the children
would become membets of minority groups different from their parents’

. Co wpgk oy
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 Perhaps the couple will respond that they can satisfy their concern for
the Black minority by doing all in their power to raise their child biracially
and biculturally. Hearing parents of a pear child cannot attempt to re-

or she would no longer have the physical constitution that s necessary to
be DEAF, Moreover, the parents Qmmmﬁmt
their child learns ASL; especially since he or she could never be a full-

. fledged member of the DEAF-WORLD, which would, in any event, bé mori-
bund. Consider instead then, a large-scale program that resettled in the
United States children from a culture whose survival is threatened by war
or disease or famine, Would such a program be ethical if it enhanced the
lives of the children at the expense of hastening the demise of their cul-
ture? If not, should government permit such a program? Should citizens
agree to serve as foster parents under those conditions?

...The Congress and the courts of the U1.5. seetn to have held both values
dear—the best interests of the child and those of the minority culture—in
legislating and adjudicating cases under the Indian Child Welfare Act of
&8. Passed at a time when the survival of Native American cultures
was considered threatened by very high rates of transracial adoption, the
act was designed to prevent the undermining of Native American tribes,
stating that “it is the policy of this nation to protect the best interests of
Indian children and to promote the stability and security of Indian tribes
..+ " The Supreme Court has ruled that lower courts must consider the

best interests of the particular Indian tribe as well as the best interests of
the child (Simon and Altstein 1992).

WHICH CHILDREN ARE DEAF?

The extent to which analogies from transracial adoption are helpful in
examining the case of pEAf children depends on how we analyze the rela-
tionship between the parent and the child. If we sec as the defining char-
acteristic of the relationship the biological ties between parent and child,
then it is not illuminating for the issue of DEAF children to conclude, for
example, that foster parents of a Black child have an obligation to defend
the interests of the Black minority. Hearing parents of the peaF child ob-
ject that they, unlike foster parents, are the child’s biological parents; this
child belongs not to another culture but to their own culture. Since it has
not yet made any ties to the DEAF-WORLD, they need not be concerned
about that world any more than any other person, In contrast, where

there are cultures whose members have a characteristi ical constitu-
P n i e b
R LSRG l'-""; T
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tion, all the children with that con;titution tend to be seen as the rightful
ipients of that culture to some degree. . .
recglcarly, Black leaders believe that A.frican-A.mcncan chaLdren, fol: ex-
ample, have an African-American heritage from the -d_ay t t;y a;e born,
regardless of whether they are allowed to take possession pf at erlggc;
Accordingly, the National Association of Black Socml.Wo‘rk:lrs came ouh
opposed to transracial adoption on the gr'ounds tl'lalt it will epr::\: sucl
children of their heritage. We need not decide at this juncture :.vhe eritis
more important for these Black children to be adopted as q}ncl_dy as pos-
sible or to take possession of their heritage; t-hc relevant ?omt is .whcthcr
they do have such a heritage at birth, Likewise, does a visual cl?ﬂd—c;:nc
who relies primarily on vision—however raised, have a DEAF heritage. For
members of the DEAF-WORLD, the answer is clearly “yes.” They feel a strong
bond with that child; they may note that jt has “pEAF EYEs,” and, after a.il,
that the child’s life trajectory, given its constitution, will likely cause him
or her to become fully acculturated to the DEAF-WORLD, The DeaF child can
be deprived of the opportunity to acculturate to that ?vo,rld, as can the
Black child or the Native American child, but the child’s pofcntla.l for
acculturation to that world, which is rooted in his or her physical differ-
ence, remains, so we consider the child with that dlffgrpnpf: DEAF, Black,
or Native American right from the start, whether they are in fact able to
enter theirrespective cultures or not. This would explain why ad.ult Dlr.:«r,
Black, and Native Americans, for example, feel a strong c_motlona. in-
vestment in the welfare of, respectively, DEAF, Black and Native Amcncap
children, and identify and empathize \_.vith them, even whqn they are not
them,
rek;:li(ii\;Zgh some children are DEAF for he-rcdit?ry reasons, Iothers .becc:;nc
pEAF as a sequel to illness prenatally or in chtld.hood. thldrcn in other
cultural minorities do not acquire their‘distinctwcl physacal consntlutxonl
as a sequel to illness or in childhood, so an cxar’runauon' of the cu n_}.r;
" norms for membership in the DEAF-WORLD 1S particularly interesting. ihe
reasons for which the DEAF constitution arises are irrelevant for those normsc;
but the constitution itself is essentiaLhearing children of DEAF ad_ults, callt:l
“codas,” are not considered DEAF despite their fluency 1n ASL and accul-
caration to thE DEAF-WORLD, a situlation that is pcrhaps.comparablc to
Caucasians who are occasionally raised in a Native An.\encan culture bpt
are not considered Native Americans, However, as w:tllx other !anguagc
minorities, the characteristic constitution is importan_t__m_jhal..ll_[_!!f:dls-
poses the persgﬁ to communicate in the language and thus to participate
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in the life of the culture {Bahan 1994). If chat predisposition is under-
mined by long acculturation to spoken language and culture, as it would
be in a hearing adult who later is deafened, it seems that that person is not
considered DEAF on constitutional grounds alone and must acquire signed
langnage fluency and DEAF-wORLD cultural norms before the DEAF-WORLD
will view him or her as DEAF, o
Consider a contrasting view, namely that children who are so much
more reliant on vision than on hearing that they have severé difficulty
with oral communication nevertheless start out in mainstream hearing
society and become part of the DEAF-WORLD only when they are “placed in
that community by their parents or voluntarily decide to enter it" (Cohen
1994, p. 1). From this vantage poin, if the child is fitted with the perfect
implant early enough, the DEAF-WORLD is utterly irrclevant, and the child
should be considered formerly deaf not pear. However, we would not say
of, for example, Hispanic-American children that they start out in the
mainstream society and only become members of the Hispanic minority
culture when placed there by their parents or their own decision; rather,
we would say that the child “is Hispanic” and ha¢ an Hispanic heritage at
birth. Is that because Hispanic children normally have Hispanic parents—
is it the parents’ culture that is criterial in ascribing a cultaral heritage to
the child? No, since an Hispanic-American infant adopted at any age into
an English-speaking foster family is still viewed as an Hispanic-American
child. Likewise, a Native-American infant who is transracially adopted is
still considered a Native-American child. Suppose an embryo formed by
the union of two Native Americans were implanted in the womb of a
Caucasian woman, would the child to which she gave birth be considered
Caucasian or Native American? It seems that the cultural membership
ascribed to the child is not based on its parents' culture, but rather on the
' bﬁ!gurMMﬂ@nmgimlﬁ.pMﬂaLm&hup. What makes the
DEAF case unique among minorities, and therefore challenging for our ethi-
cal reasoning, is that these two criteria—the culture of the parents and

the culture that the child’s constitution predisposes him to enter—have
separated. -

THE EUGENICS DISPUTE ™ -

" DEeAF children and the DEAF-WORLD are not the only groups whose inter-
ests are affected by a policy authorizing cochlear implantation. The inter-
ests of parents, professionals, and the wider society are also at stake. This
becomes clearer in the dispute between hearing and DEAF cultyral values

. 'l.‘.‘,.:'it:" Y
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would porcntiall)f give their child a more open future. What is more ethi-
cally disquieting than people coupling to have children like themselves

are eugenic social .policies that favor some cultural groups—especially -

majorities—over others. o , .
Contemporary efforts to regulate childbearing by pear people have a
long history, Alexander Graham Bell was the leading figure in the last
“century in efforts to stop DEAF reproduction through model sterilization

laws, campaigns to dissuade DEAF adults from mairying and procreating,

and efforts to discourage DEAF socializing and education in the company
of other DEAF people (Lane 1984). In 1992, Boston University researchers
announced that they had identified the “genetic error responsible for the
most common type of inherited deafness” (BU Team 1992}, The director
of the National Institute on Deafness and Other Communication Disor-
ders (NTDCD) called the finding a “major breakthrough that will im-
- prove diagnosis and genetic counseling and ultimately lead to substitu-

tion therapy or gene transfer therapy” (BU Team 1992, p. 6). Thus a new

form of medical eugenics applied to DEAF people was envisioned, in this
case by an agency of the U.S. government. ‘ . :
The primary characteristics of DEAF people with this genetic background
arc numerous DEAF relatives, facial features such as widely spaced eye-
brows, and coloring features such as differently colored eyes, white fore-
lock, and freckling. For such characteristics to be viewed as a “genetic
error,” rather than'normal human variation in physiognomy, coloring,
and the like, some of the common features must clearly be constiued as
signs of a disease or infirmity. In fact, according to a leading medica!
geneticist, the “sole detrimental featute” of the syndrome described is
that some of these people have the physical constitution of DEAF people
(Fraser 1987). Within the culture of the DEAF-WORLD, then, this cannot be
and is not a disease. In its National Strategic Research Plan, the NIDCD
states: “The insértion of geretic material into cells to prevent or amelio-
raté hereditary hearing impairment may soon become a possible treat-
ment option.” (NIDCD 1992, p. 34.) The Institute acknowledges that
“many deaf individuals believe that deafness is not a disorder but a cul-
turally defining condition™ (1989, p. 40; original ital.). Because the state-
ment makes this a matter of individual belief among pEAF people, rather
than the tenet of DEAF culture that it is, and because the statement makes
n6 mention of what hearing people believe, thé implication is that the
* authors of the statement and other such authbfiﬁéﬁ haye'a different and
perhaps more objective view of the marter. Thc:s'_t;t:i‘:rhcnt' goes on to say,
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CULTURAL DISAGREEMENTS ON MEDICAL PRACTICE

i ' empts to
Mainstream American culture is gcncrally-wcll-dlsposcd to attemp

mitigate disability with high technology, and cochlear implants in par

icular have been prescntcd in the mgdia asa \.':ry poslt_lvle devgl!c;:::;;‘m;
Lane. 94}, Many people see such measures aimed atgivingaDd A ehie
‘ (Laﬂ_e . l:;:ncﬁcZnt. However, speech and hearin‘g are not value _ mnw
oy alfs he DEAF-WORLD, which resists efforts to m_cjulcate them }';n oA
cul_t:rc o td"',_,l.;lults. Sﬁpp:)se we grant the earliet gfgqucnt that the Dval-
?hd i anmembe:r of the pEAF-woRLD and therefore .!ha,t DEAF-WORLD. !
mfalllt v tanding along with the values of that th‘@t’,h“"%-%“?ﬂ'
::St u:vf:t:ther assume that the implant surgery i'-:“?t;‘ rr;:tt?r t:h es:; wg _
life or of alleviating great suffering..(Although membership In

worLp undoubtedly brings disadvantages as well as advantages, there are

o .
countless happy and successful DEAF adults.) Is there 4 way to choos
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between the opposing cultural views of what constitutes proper medical
practice in this case? Is it unethical for the surgeon in our hearing culture
to proceed to operate on the bear child? Is it ethical for a plastic surgeon
to reduce the Negroid features of a Black child, dssuming the operation
entails low risk and the parents request it? If the édr surgeon has an ethi-
cal obligation to provide prostheses to DEAF children, supposing the sur-
geon believes them to be a potentially effective treatment, is it unethical
for DEAF parents to refuse such a treatment for their DEAF child, as they
assuredly do? If it is ethical to change the makeup of a child born pear 0
the child has a makeup more like its hearing parents and considered bet-
ter in hearing culture, is it ethical to change the makeup of a child born
hc}irﬁflg $o that the ‘child has a makeup more like its peAF- parents and
considered better in DEAF culture? ) o
~'Consider the argument of some hearing parents who favor implant
surgery for their child that the surgical procedure is readily reversible—
the extetnal equipment could simply be put aside—so their child could
always choose to bé DEAF at 3 later date. Therefore, in approving the sur-
. gery, they maintain, they are not choosing for their child, they are creat-
ing the conditions that will allow their child to choose. However, with a

“successful implant it séems likely that most users would not become ac- o

, cu_ltlifra_tcd to the m%'-'v@v'om;so in choosing implant surgery the parents
have'indeed chosen their child’s culrural ‘membership. Moreaver, the
famill’s evident embrice of the disability mode! combined with their child's
laté, 4nd Ehcrcfore‘iﬂibaircd,:'l_nastcry of ASL would create further barri-
ers to a true choice, True, given the present imperfect implants, implanted
DEAF children are moré motivated to acculturate to the DEAF-wORLD, al-
though therapeutic efforts aim to avoid that by favoring speech over ASL
and mainstream classes over education with other DEAF children. In seek-
ing to give their children the choice of two worlds, parents may place
them in the predicament of many hard-of-hearing children, too hard of
hearing to move readily in their parents’ hearing culture, but too hearing
in their values and commuinication to move readily in the pear-womrp, It
seéms aé problematic to raise a child in two different “worlds,” with two
opposed constructions of the child’s fundamental nature, as it istoraisea
child in two contrastirig religions simultaneously, aiming to allow the child

‘to exercise choice later as an adult,” - A ‘

‘Dear people live in a hearing society and Amefidan society makes spe-
cial allowance for their fuller particip_ation"—-allb\'i"_é?iécs"";héh as provi-
sion of interpreters; cash paymients for disabiliry":'gbétial"ééuéation' pro- -
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woRLD opposes childhood impl?nta:on‘
in principle—i.¢., presumably, even with pc.rfect implzr.nts:c_ic:):;]sc :t :r: ;;l

ine i al claim to the provision of interpreters and othet | p o
rovisio m?o;ndecd if it insists there is no disability in b'cmg culeur hy
l;'mws'mil;lscthical tb’acccpt benefits provided under I?glsl‘anon .su.ch as tn:
iii}::ans with Disabilities Act? What should ::;2:! n;l;lf:‘l”tz :ihoaltf ::.; ;:ff; X

icipation in the society are prov : :

f:r\::;lsc ritp:;t;;:sl::as??;o:; t-‘.Il;c Dwzvoaw have particular clalmf(')t:- rl::::

reting services since, unlike other non-English spca.ke:.lis, Ino;:) :s :hc e
Ecrs cannot in principle acquire spoken la‘nguagc:? Sm.u ar y,r e
worLD have a special claim on bilingual education {in Eng lsb ';tmu;
which it-strongly favors. If so, is the claim flawed that to be cu

DEAF is not to have a disability?

grams, and more. When the DEAF-

PARENTAL SURROGACY

Parents are given great, but m;; unl(i!mx.t:ii,n r::;:lt :t};lelc:g:}i :Et:}iﬁi?:;n
i ing deci .
;ggt%rsll';' g: ;r;;:ni(s“:::;r:;llr;ahaveg the reasonable best interests of ;3::-
children at heart, but also they likely wnll‘bp a.ffcctcc'l moizec;h;nc:’rxpctmt
adult by their parental decisions, and their children s va S o
adults are likely to resemble their own. H?wever,l it is O,-Eblc 0 dueston
hether a DEAF child’s values as an ddult will closely reseml chose o s
heari ents, and it is arguable.whether others do not a s0 hz >
?‘53““8 P:‘ ;takc' in the rearing of the child. On the first count, is it ;l:r i-
lm[lmr'mnblin that in choosing the implant surgery for their child, eakr-
‘.:ai Y trouts ari making a choice that their child probably would.m()lt '“;ao:f
{nghpar}:n‘ e were postponed until the child were old eno].xgh to 1ud gcf X
ooeee e cannot be certain that a particular DEAF child w?ul refus
?Ourlscr:t:v:rgcry if mature cnough to express an informed choice, nc;r{ ;.lrf
we s 3::1 be totally certain that the child'will enter the Dw-wouizilﬂdmn
cver do know what most people believe who were once DEAF
e are no noId cnough to make a considered decision, and they ak:;e
- af; ll-lmi"rll cl’ opposed. Is the parents’ surrogacy also weakened .byt. e
°"'°fwh iThchngcry promises a solution to their own communlcatlvz
'faCt t sz with their child? It is extrbmely rare for parents who have a gofc:) ;
Tﬁiand of a signed language to consent to cochlear implant surgery
¢ . ‘ |
thefl‘F Clﬂid;;:'parcntal commitment to the best interests of the Cl‘}l[d frl;aov.cvz
not 1onr:‘lyyf,rom biology but also, as with foster parents, from rearing.
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parental commitment also flow from a geriuinely concerned community
to which the child will ultimately belong—absent any special interven-
“ tion? Does a Native American tribe have parent-like moral authority when
-'it comes to the proper rearing of a transracially adopted child from that
tribe? Does the DEAF-WORLD have such authority with respect to the rear-
‘“ing of DEAF childrén? No one has proposed transferring legal authority
-from the hearing parents to DEF adults (Balkany; Hodges, and Goodman
"1996, notwithstanding). The question is, rather, how great is the parénts
“dbligation to consider thesé voices that emanate from a culture more con-

‘né¢ted with their child than with themselves? . ¢

CONCLUSION

 This paper has examined some features of the DEAF-WORLD a5.a para-
“digm to explore the grounding questions of disease, disability, and what
j'f?d:risfirut'es the best interests of the child. We have shown the parallels and
“discontinuities of comparing people in the DEAF-WORLD to people in main-
.:"_'str’_i':'am society who have disabilities. We have- raised serious questions
- about the appropriateness of a disability model and surgery based on that
“model in view.of DEAF people’s membership in a specific culturdl group.
HUltimately, how we treat this problem will say a great deal about what
* “kind of society we are and the kind of socicty in which we wish to live.
Difference and diversity not only have evolutionary significance but, we
%}'Gq’ﬁld argue, are a major part of what gives life its richness and mcanin?
: We have examined ethical tensions that arise even when positing a perfe
E_’ééxérhlc‘ar‘ implant, leaving to other fora the debate about burdens and
‘_'b'eri'g:‘fits'_ of the present prostheses, which are far from perfect, Ultimately,
“addressing ethical quandaries surrounding the use of cochlear implants in
chj[drcn_will require not only a commitment to continued open and ex-
: Cpli_c'it dialogue, but also attention to the requisite concern for the respect
i'@ﬁé’{}iignjty‘of all who contribute to that discourse.-
“The'aurhors of this paper, who are hearing, acknowledge the assistance of Dr. Benjamin

Bahan, who is pear, Chair, Department of Deaf Studies, and Associate Professor of Deaf
Studies and of Linguistics, Gallaudet University. ot o
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1. {:Illustrative position papers are available from: National 'Assdc'iatio'.n.of the
" ¥ Deaf, 814 Thayer Avenue, Silver Spring, MD 20910; Les Sourds en Colére,

LBP 322, 75122 Cedex 03 Paris, Franc:;‘C_anadi:i’ﬁ Culrural Society of the
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Deaf, #144, 11337 61 Avenue, Edmonton, Ontario TéH INS;:J:;::,Dgz
Landsforbund, Postboks 704, Fe;umarkgadc 1,DK 1200270 L:k,'md o
e S Do et od oo Do
: Norges Daveforbund, ox , B ' cher
‘:}e:;:zj:rﬂgmenbund, Paradeplatz 3, ?3:0 gn$:$ggi:2y; f‘l:::l:v !;:?d
eration of the Deal, Proceedings of the ss of :

i 2. Austria, 10-15 July 1995: World Federation
F:‘::g:‘foflt;; Ié;‘:f;:::‘:: I:cirant, P-01210 Femley-Voluire, France; Na-
Sional Insti;utes of Health Consensuis Development_Con!crenccdSut;c];nf?;z
Cochleat Implants in Adults and Childcen, 15~17 May 199{):81;; 'erme:lm
ing, Room 618, 7550 Wisconsin Avenue, Bethesda, MDOZ pr'i,me i
Academy of Otolaryngology-.l-lcad and Neck Surgery, One |

ia, VA. ‘ ‘

2. :::::x;h hearing losses termed “profound” require at least 90 d?,ﬁ::::;
sound pressure level than the norm in arder to detect pur: Btcme:: le&cn
frequencies. Those with “severe” losscs require 70}0 8% ‘mo e e
with losses that place them in either category rouune!y re;:cw? sp “
placement and specch, hearing, language, and educationai assistance.
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Dena S. Davis

Cochlear Implants and the Claims of Culture?
A Response to Lane and Grodin

ABSTRACT., Because ! reject the notion that physical characteristics constitute
cultural membership, [ arguc thar, even if the claim were persuasive that deafness
is a culture rather than a disability, there is no reason to fault hearing parents
whao choose cochlear implants for their deaf children.

Michae! Grodin (1997) for their provocative and hard-hitting ar-

ticle. By positing a situation in which cochlear implants are risk-
free and effective, they have constructed the strongest case possible for
the use of such implants and thus have challenged themseltves to make the
most robust and uncompromising argument for the position that DEAE
people are not disabled, bur rather are members of a linguistic/culrural
minority, and that parents act wrongly when they seck to converr deaf
babies into hearing ones. '

1 will respond under three headings.

I ET ME BEGIN BY expressing my gratitude to Harlan Lane and

1S DEAFNESS 1S A DISABILITY?

I cannot accept the claim that deafness is not to be perceived as a dis-
ability. The peAr-woRLD of which the authors speak has created a rich anc
unique culture, and [ am happy to assent to the claim that that culrure i
qualitatively, though not quantitatively, equal to that of the hearing world
It also is true that a great deal of what “disables” the deaf in our presen
world is socially constructed and could be substantially ameliorated by :
more caring maiorifyCBut there is a difference between valuing the cul
ture that the DEAF-WORLD has built and equating deafness with culture:

One of the defining differences between culture and disability is th

option that human adults have to choose the extent to which they ider.

l Kennedy Instituts of Ethice Journal Vol. 7, No. 3, 153-258 © 1997 by The Johns Hopkins Universiry Press )
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tify with and participate in their culture, As the authors state, many people
who are physically deaf are not members of the pear-worLp (p. 233).
Some hearing people are more at home in the peAF-worLD and more flu-

ent in American Sign Language (ASL) than are many deaf people (Cohen -

1995). Despite the many positive aspects of the peAr-woRLD and despite
the fact that pEAF and deaf people may, on average, lead lives as happy
and productive as those of hearing people, I maintain that the inability to
hear is a deficit, a disability, a lack of perfect health, A heafifig person has
a choice about whethiér to participate in DEAF culture, by learning ASL,
attending social and cultural events, and so on. A nonhearing person,
however, is irrevocably cut off from large areas of the hearing world.
Even if I were to follow Lane and Grodin's generous example and posit
an ideal educarional environment for the deaf, most prelingually deaf-
ened persons would not be able to communicate effectively orally, with
obvious social and vocational consequences. {I can anticipate an obvious
response, that hearing people are equally disadvantaged because they can
never be fully accepted in the DEAF-wortD, But if that is true, it is because

DEAF people are prejudiced against them, not because they are disabled
from learning the necessary skills.)

IS CULTURAL MEMBERSHIP PHYSIOLOGICALLY DETERMINED?

I reject the notion that physical characteristics, hereditary or congeni-
tal, constitute cultural membership. Culture, the “body of customary be-
liefs, social forms, and material traits constituting a distinct complex of
tradition of a racial, religious, or social group” (Webster’s International
Dictionary 1993), is passed on by people, not by genes. A child born into
an Ashkenazic Jewish family, for example, partakes of that culture be-
cause her parents pass it on to her, in exactly the same way as they would
pass it on to a child whom they adopted at birth (or as an embryo). Should
this coupie happen to have both a biological child and an adopted one;
they would not consider one child to be “more™ Jewish than the other.
This is as silly as saying that Madeleine Albright is “really” Jewish, The
opposite notion seems to me deeply racist and genetically determinist. .

There are, of course, some counterexamples to my claim, as Lane and
Grodin point out. In one type of counterexample, one acknowledges that
a white couple raising an African-American child has an obligation to
give the child a clear and proud sense of her black identity because, what-
ever they do, the child will be treated by others as a black person and
therefore she needs a proud racial identity as a buffer against racism. In
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another type of counterexample, one might argue thata c'hxld wuh,, sa)ii
an Italian genetic ancestry should know somcthmg.about his parents’ an
grandparents’ culture, feel proud of the accomplls}_\ments (.)f hI.S anc:s-
tors, and so forth, But neither of these arguments fits the situation of a
deaf child born to hearing parents, Deaf children v:._rho are firted w:fh
perfect cochlear implants will not be treated by others as deaf, and chil-
dren of hearing parents obviously dg not have deaf .anccstors. .

My point is that even if I were to accept the claim that deafne_ss is a
culture rather than a disability and even if there were no downsides 1o
being deaf, there is no reason to fault hcaring.parents who, reasonably
enough, prefer to have children who share their fanguage and guage an culture—
and those of their siblings—and who do not require huge investments of
parental resources to learn sign language, to pay for special schools and
equipment, and so on.

PRESERVATION OF MINORITY CULTURES

Lane and Grodin raise the question of whether, since the t‘prt?scrvation
of minority cultures is a pood,” parents have an ethical obligation not te
choose cochlear implants for their nonhearing child, because converting
their child from deaf—and therefore potentially DEAF—to ?\ear:ng dimin-
ishes the population strength of the pEaF-woRLD. 1 perceive three argu

ainst this claim.
mc;irrss:gcven if deafness is a culture rather than a disabilicy, | thi'nk tha
the authors are, quite simply, asking too much. Raising a DEAF child wel
requires an enormous commitment of time, money, and energy. Paren;s
who nsually are not expecting their new baby.ro be deaf, must learn A I_
quickly in order to communicate with their child early so t_hf;t language 1\
mastered at the appropriate developmental stages. %n addition, they ma:
need to pull up stakes and relocate to a community that can c;\ffer Eih'
appropriate services. If they adopt the DEAF values thfit the“aut ors de
scribe, integration of their child into hearing schools w-|11 be. anathema,
and they probably will have to send their child to a rgsndennal school at
much earlier age than they would normally conter‘nplrafc. If cochlear im
plants in the first year of life presenta risk-free alternative, it seems unre
alistic to expect parents to choose this enormous burden for reasons ur
related to the welfare of their child. (Especially since, as tl?c aut.hors sug
gest, it is not wrong to seek to cure such deafness-c'ausmg diseases a
meningitis even if doing so will reduce the pEAr popl.:lanon.) Furrhermorf
hearing parents might plausibly worry that they will not be successful i
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raising a happy and productive peaF or deaf child; how much simpler,
then, from the perspective of the child's own well-being, to choose the
implants.

Second, as the authors point out, there are many more “deaf” people
than there are “DEAF” people since many “visual” people fail to become
successful members of the DEAF-WORLD or choose not to do so. Thus, there
is no certainty, perhaps not even a likelihood, that the child in question
will make that step, and without that likelihood all of therarguments about
not diminishing minority cultures fall flat.

Third, against the authors' positive depiction of the DEAF-WwORLD, one
needs to think seriously about the limited opportuniries that exist for
even the most positively acculturated DEAF person. Marriage partners,
conversation partners, vocations, and avocations are severely limited. Yes,
one can think of cultural minorities about whom the same could be said—
¢.g., the Amish or very Orthodox Jews—but these children can change
their minds as adults and a significant percentage do so. As1 have argued
elsewhere, every child has a “right to an open future” {Davis 1997; the
concept is Joel Feinberg's) in which she can choose her mate, her voca-
tion, her religion, her reading material, her place of residence, and so
forth. Because deafness severely limits the child’s future in an irrevocable
fashion, I cannot agree that parents act wrongly in “curing” a child’s
deafness.! Furthermore, if deafness is not a culture but a disability, then
the authors' claim becomes even harder to sustain, even if that disability
were the entry ticket to a rich and happy culture,

Against these arguments, the authors suggest that the parents of a deaf
child have a special connection to the pEAF-woRLD, which grounds a unique
obligation to be concerned for the continuing strength and flourishing of
the peAF population. They suggest that this special concern may be pow-
erful enough to tip the balance when parents are weighing their obliga-
tions to the child’s best interest against their moral concern for the flour-
ishing of minority cultures. This suggestion seems false, We all have obli-
gations to be concerned about the situation of vulnerable minorities. Those
of us in the majority group who have family members in the minority
population arguably have a special awareness of the minority situation,
but not therefore a unique obligation. It is not, after all, considered a
valid moral argument to say, “Why should I care about the flourishing of
the peAF population? No one in my family is DEAFI” Some years ago, when
my only child was quite young, I would occasionally—mostly to be pro-
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vocative—respond to persons who questioned my active commitment -
gay rights by saying that, after all, my son had approximately a'10 p-.
cent chance of turning out to be gay, and I needed to enhance his chan
of having a just and pro-gay society to live in. But in retrospect, t}-
seems nonsensical; now that my child has turned out to be heterosexu .
I certainly do not think that I have any less reason to continue my weit,
for gay rights.

In conclusion, I cannot accept the foundational claim that deafnes:
primarily to be understood as {potential) membership in a cultural a- «
linguistic minaority, rather than as a disability. But even if | were ro +.
persuaded to that claim, I do not agree that the needs of that culture — -
continuing population strength trump a hearing family’s plausible assun;
tion that by giving their baby normal hearing, they have increased |.
chances for a happy life and also for a much more open future.

Like the authors, | end with more questions, By limiting myself to Li- ...
and Grodin's challenge, I have made only a very narrow claim: thar he. .
ing parents do not act wrongly when they choose (safe and effective} .
chlear implants for a deaf baby. Questions abound for future dialog
Do hearing parents therefore act wrongly if they décide against implar: <
Ought this to be considered neglect and grounds for the state to stef
and insist on implants? What about parents who are deaf or DEAF? |
wrong for them to choose implants for their children? Wrong for then -
refuse implants? Wrong for them to seek genetic counseling to maxim
their chances of having deaf children? Wrong for them deliberately i
expose themselves to rubella, for example, in order to change a hear..~
fetus to a deaf one? If we accept the disability premise, these will be tor- ..
questions with which to grapple.

The author of this arricle is hearing.
NOTE

1. Lane and Grodin note that most DEAF adults are opposed to the notio.
‘cochlear implants and infer from that that bear children would refuse
plant surgery if they were old enough to be consulted. But, of course, in -
view, children are not born pEAF, merely deaf. Further, it makes as movt-
sense to ask ordinary hearing people now if they would have wanted
plants had they been born deaf as it does to ask Dear people that questi -
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