Abstract

When parents learn that their infant or child is severely hearing impaired or deaf, they are
faced with life-altering decisions that have to be made fairly rapidly: how to raise a deaf
child in a hearing world is a complicated question for most parents. Foremost among these
questions are whether to teach their child ASL and raise them as culturally Deaf or utilize
hearing aids and cochlear implants and teach their child listening and speaking. In this
study, interviews with 33 parents who had decided to implant their deaf children with
cochlear implants, revealed that the decision-making process combined both practical and
emotional decision-making features. Interactions with powerful groups and individuals
such as cochlear implant manufacturers and surgeons, helped influence parents to choose
cochlear implants for their child. Considerations involving theories of normality,

medicalization, and stigma are addressed.



The Cochlear Implant Decision: How Parents Decide to Implant Their Deaf Children with
Cochlear Implants
It was a no-brainer for us. We knew we wanted him to speak and listen, no doubt
about it. We had no doubts. Very easy to make the decision, it was a no-brainer.
—Julie, mother of 12-year-old bilaterally implanted boy

Within hours of learning that their child was deaf, many parents in my study knew they
wanted their child to hear and speak, and, even if they didn’t know about the existence of
cochlear implants, knew that they would do anything possible to allow their child to listen and
speak. Mary said, “As we were driving home from the ABR [Auditory Brainstem Response test-
a definitive test for detecting deafness], | was on the phone to the surgeon. We went from
diagnosis to implant in 6 weeks.” Other parents were much more ambivalent about the decision
to implant their child or use ASL— they invited teachers of the Deaf into their home to teach the
whole family sign language, they signed up for sign language classes, and they connected with
Deaf communities. It wasn’t until someone told these families about the cochlear implant that
they changed their minds and went the route of the CI.

This article is about how parents make the sometimes— difficult decision to give their
child a cochlear implant. It answers the research question: how do contemporary parents’
decisions to get a cochlear implant for their children reflect the relationships between social
meanings of deafness, deaf technology, and social beliefs about normality?

Underpinning all of the interviews were undercurrents of medicalization, normality, and
stigma. The concepts of normality, medicalization, and stigma will be defined, explored, and
serve as anchors for this article. Although there are several ways to approach the definition of
normality, it is generally considered to be the statistical norm within a society, or as behaving in

the way that “nature intended” (Horwitz, 2016). Horwitz and Wakefield (1999; 2009; 2008),



conceive of normality as consisting of both biological aspects and social aspects. Indeed,
deafness is a biological fact and these two theorists depart from traditional medicalization
thought by highlighting the biological nature of social facts (Cotter, 2013). Medicalization is
when a biological process, behavior, or state falls under the purview of the medical establishment
and becomes considered a medical problem to be treated by medical professionals and medical
technology (Horwitz and Wakefield, 2007). Medicalization occurs when normal human variation
is transformed into treatable disorders (Conrad, 2007; Mayes, 2019; Warren, 1981). Stigma
theory describes the social processes of how people create” in-groups and “out-groups” and how
people with culturally undesirable characteristics are marked as having a “spoiled identity”
(Goffman, 1963). It is through these lenses that | will look at the history of deafness and deaf
technologies, including providing some insight into how these technologies have been marketed
and advertised, in the past, and into today.

In order to explore decision-making processes, | interviewed 33 individual parents or
couples between March 2014-December 2014 who had decided to give their deaf children
cochlear implants. Cochlear implants are a ripe location for studying decision—making
processes because parents typically invoke both logical/rational decision—making narratives and
emotional decision—making narratives, as well as invoke conceptions of what it means to be
normal. Deafness is in a unique position to explore people’s relationship to normality. One
reason for this is the fact that, in many people, cochlear implants can partially or completely
eliminate the appearance of disability. People can literally choose to belong to a cultural
disability community, in this case, the Deaf community, or to the apparently normal community
of those without deafness. Few, if any, other disability groups are able to offer their members a

choice to appear disabled or to not appear disabled. Based on the evidence presented in my



interviews, | argue that the cochlear implant decision-making process is logical/rational and
emotional.
NORMALITY

Different social groups construct the meanings of physical difference to fit competing
ideologies and interests (Zerubavel, 1999). When a condition or state is identified as abnormal or
disabling, corrective procedures and technologies are often offered to the afflicted individual(s)
to restore or gain normality. Identifying normality is so important to us because of the outcomes
for those labeled abnormal. People categorized as abnormal are, on the one hand, given special
accommodations and treatment (such as preferred parking spots), and on the other hand, are
stigmatized and outcast. As a society, we vacillate between accommodations and outcasting, and
these outcomes seem to depend on the perception of the labeler- and it is the labeler who
stigmatizes, or accommodates, so it is a vicious cycle. Because of the biological nature of
physical abilities such as hearing, specialists and laypeople alike forget the purely conventional
and social nature of disability classifications, and instead attribute a profound natural power to
these categories (Harkin, 1994, Lane, 1999). Bodies themselves are a highly contested space, in
which competing cultures vie for the right to define and sculpt that body (Harkin, 1994). The
concepts of normal/abnormal and disabled/abled exist as social constructs— people have to
define things as normal/abnormal— they are not “natural” states of being (Horwitz, 2016;
Zerubavel, 2020). Defining a body as disabled or abled does not occur in a vacuum, nor is it an
automatic classification; instead, it is always in contrast to the normal (or abled) that the
abnormal (or disabled) is understood.

Social scientists and humanities scholars have identified three general ways to understand

the competing categories of abnormal and normal. At one end is a pure social constructionist



approach that argues that abnormal and normal are only real in their consequences because they
have been socially defined as such (Berger and Luckmann, 1967). At its most basic level, social
construction theories contend that all systems of knowledge and ways of understanding are
reflections of culturally specific processes (Foucault, 1994; Foucault, 2009). Our world is
inseparable from the social processes that allow us to comprehend and organize that world.
Social constructionist scholars do not assume that taken-for-granted categories represent any
natural reality, but instead they reflect and respond to shifting social forces (Berger & Luckmann,
1967). Normality, therefore, is culturally created and there exists no universal normality in the
same way as there exists no universal morality (Benedict, 1934; Hacking, 1986). This article
relies on this definition of normality and is social constructivist in its approach.

Moving away from a pure constructionist perspective, an interactive approach
understands normality and abnormality to be a dialectic between the social and the biological
(Fleck, 1979; Hacking, 1986; Hacking, 1999) in such a way that the social understanding of
bodies informs the construction of physical bodies, and vice versa. This perspective explicitly
brackets the question of what is “real” and instead focuses on the dynamic between social and
physical bodies.

Lastly, on the opposite end of the continuum from social constructionism is a naturalist
approach that understands bodies to be a real, “hard” physical reality outside of the realm of the
social. This approach argues that the body has natural functions based in evolutionary processes,
and that the abnormal can be understood as harmful dysfunction (Horwitz and Wakefield, 2007;

Wakefield, 2007).



MEDICALIZATION

Sociologists have long been concerned with how diagnostic criteria of illness and
disability are created and transformed, and how determinations are made as to what is considered
to be illness or disability (Horwitz, 2002; Horwitz and Wakefield, 2006; Horwitz, 2007). In
particular, social constructionist perspectives describe the process by which certain symptoms
come to be seen as problematic, while others do not, and how human conditions are intimately
connected to concepts of deviance and abnormality (c.f. Szasz, 1960; Horwitz, 2002).

In one account of medicalization, Richie (2019) writes, “Medicalization occurs when an
aspect of embodied humanity is scrutinized by the medical industry, claimed as pathological, and
subsumed under medical intervention.” Medicalization of deafness first appears in history in the
1790s, when Luigi Galvani experimented with Galvanism to correct deafness (Lane, 1999). In
this attempt, Galvani used a medical treatment to address deafness, rather than a social or
cultural intervention, and so is considered among the first attempts to medicalize deafness.
However, his surgery failed, and so the event is considered an “attempt” at medicalization, but
not a successful one. Attempts such as this to medicalize deafness can be seen by those adopting
a cultural understanding of deafness as parallel to eugenics or genocide (Cherney, 1999;
Baynton, 1996; Lane, 2005).

Mauldin (2016), in her book about the medicalization of deafness writes, “We can now
engage in attempts to treat, find relief, look or feel more ‘ideal,” or pass on traits of normalcy—
which have social value— to our children.” In contrast to Mauldin’s findings, Pfister (2018), in
an article about deaf children of hearing parents in Mexico, comments that the parents in her
study eventually came to realize the goal is not to “fix” their children, but rather to adopt

communication technologies such as signed language to facilitate communication. In this



manner, Pfister’s (2018) subjects rejected the medicalization of deafness, and instead adopted a
cultural technology. Hayes and Hanold (2007) argue that medical and allied medical professions
contribute to the medicalization of people with disabilities. In the case of deaf children, this
would include the audiologist who conducts the first Auditory Brainstem Response (ABR), a
definitive test for deafness. In essence, it is this test, and these medical professionals, who first
medicalize the deaf child.

Medical technology is used to ameliorate abnormality. Ideas of what is normal- such as
the idea that hearing is normal- inform what problems of living are medicalized, and once a
problem has been medicalized, medical technology can arise that addresses the newly
medicalized problem. Medical technology cannot be used unless a problem has already been
made abnormal and medicalized. An example of this is found in the development of the erectile
dysfunction medication Viagra. In clinical studies the medication was found to improve older
male’s sexual performance, but, at that time, “erectile dysfunction” was not medicalized, sexual
performance degradation was regarded as a standard process of aging, and so the medical
establishment had to “create” the medical problem of “erectile dysfunction” in order to sell
medication for it, thereby medicalizing a previously-understood “normal” bodily process
(Carpiano, 2010).

When a condition is medicalized, some people adopt the medicalized model of the
condition, and other people resist the medicalized label. Deaf culture is one such group that
largely rejects the medicalized model of deafness. This culture is notated by a capital “D,” (Lane,
1999) whereas deaf people who are verbal and listen using cochlear implants or hearing aids are
classified with a lowercase “d.” Most of the people who are Deaf use sign language (Lane,

1999). As 90% of deaf children are born to hearing parents, if even 80% of those children are



given cochlear implants, and not taught ASL and welcomed into the Deaf community, the Deaf
community fears the death of their community because of the dearth of new members. What
Deaf community members are fighting against is the “infirmity”” understanding of deafness— the
understanding that deafness is a medical and social problem that needs to be fixed through
technology.

Although the term “deaf eugenics” implies the reduction or elimination of deafness
through compulsory exogamous marriage and sterilization or through gene therapy (Lane, 1999;
Lane, 2005), the term “genocide” evokes a more active attempt to eliminate a group of people or
a culture. The word genocide recalls vast pogroms and systematic killing, however, the slow
elimination of a minority group can occur by the destruction of the distinct elements that bind the
collectivity, such as language, customs, and art forms (Lane, 2005). Because the medicalized
model of deafness aims to, in the words of one speaker at a National Academy of Sciences
meeting, “clear out the schools for the deaf” (qtd. in Erickson, 1990), and eliminate the need for
ASL, the loss of this language by either outright elimination or dialectizing it (Lane, 1999), could
result in the loss of the culture itself. In this way, language death, or glottocide, can lead to the
loss of cultural identity (Nicholls, 2005), and may represent the denial of the basic human and
civil rights of children to speak their native language (Lane, 2005; Nicholls, 2005). Technology
can be a medicalizing force, contributing to the demographic issues in the Deaf community.

The affirmation of the infirmity understanding of deafness leads to the search for new and
better technologies to address deafness, including stem cell research (National Institute on
Deafness and other Communication Disorders, 2009) and gene transfer therapies that aim to
ultimately eliminate the birth of deaf infants (Lane, 2005). These techniques are never neutral

and raise important moral and ethical questions (Bosteels et al., 2017). These advanced



techniques, if “successful,” will have the effect of regulating and, according to some deaf
advocates, eventually eliminating Deaf culture, language, and Deaf people (Lane, 2005).
STIGMA

The concept of structural stigma relates directly to issues regarding Deaf/deaf culture.
Structural stigma refers to how stigma is embedded in the social structure (Sukhera et al., 2021),
so that anyone who occupies that social space, will be stigmatized. An example here would be
ASL-using Deaf people in a hearing environment. By the very fact that they are deaf and using a
signed language, they are stigmatized, even if the rest of their social behavior is normative.
Structural stigma and discrimination are weaved together with the social fabric, and policy and
practice towards those stigmatized individuals are enacted. Stigma cannot be separated from
power structures, inequality, and resistance (Thomas, 2020). For example, medical stigma has
been found in the association between a cancer diagnosis and job loss (Shim et al.,2021) Stigma
as defined by Goffman is a relational and dynamic concept (Ruusuvuori et al., 2021). There have
been studies that demonstrate stigma against adults using hearing aids (Ruusuvuori et al., 2021);
no literature was found on stigma among children using cochlear implants. Goffman’s theory of
stigma includes deviance, and he identified several forms of deviance, one of which, “deviance
in presentation of the self in social interactions,” (Barmaki, 2021) is most aligned with the
concept of deafness as deviance, or something to be stigmatized.

There exists a rich literature on stigma and deafness. Scharp and Barker (2021) explore
the meaning of deafness for adults who use hearing aids. Stigma relating to the aids was
prominent in their interviews, however, they also discovered a theme of, “this is just my life.”
(Scharp & Barker, 2021). Other studies have found that deafness impedes social exchange and

relationships (Oleszkiewicz, 2021). Self-efficacy can be impacted by stigma, and those deaf
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people who experience the most stigma also have lower self-efficacy scores (Crowe, 2021). Deaf

people, like others with disabled bodies, must manage stigma (Lash & Helme, 2020). In one
study, parents of disabled children dismantle stigma by rewriting the narrative of being the

parent of a disabled child (Thomas, 2020).

PARENTS’ MEDICAL DECISION-MAKING PROCESS

I will broadly discuss parental medical decision-making scholarship, then will address

parental decision making in the case of cochlear implants which in part is influenced by hearing aid
and cochlear implant technology advertisements and websites.

Madrigal et al. (2012), in a study about parental decision making in a Pediatric Intensive

Care unit found that parents prefer to make medical decisions in combination with the doctor, or
alternatively, prefer significant independence in the decision (Madrigal et al., 2012). Although this
data comes from studies in which children are significantly more ill than deafness, there is no
evidence that suggests that the medical decision-making processes are different between life-
threatening and “lifestyle threatening” conditions. In researching “voluntariness” in a study about
parental decision making for seriously ill children, male gender, non-white status, and lower SES
all contributed to a lower perceived voluntariness of the medical decision (Miller and Nelson,
2012). Voluntariness is perceived to be key in parental decision-making. If one feels forced to make
a decision, they may make the decision with less deliberation and less feeling of choice.

In a study of the parental decision-making process in circumcision, it was found that
parental education had no bearing on the decision-making process (Binner et al, 2002). For the
parental decision about giving their pre-teen daughters the HPV vaccine, trust in the medical
system was key (Allen et al., 2010). In a comprehensive review of parental medical decision

making, Carlton et.al. (2013) identified several factors that parents considered when making
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medical decisions for their minor children. Overall, their findings were that recommendations from
others were most often identified as influencing decisions, and that pragmatic issues, effectiveness,
and research evidence, were also very important in the decision-making process (Carlton et al.,
2013).

Other studies (Jackson et al, 2008; Lipstein et al., 2011) had similar conclusions as Carlton
et al (2013). Social factors, such as embarrassment, were also identified by parents as influencing
their decision-making, along with past experience and the outcomes of previous decisions. The
child's preferences for treatment and the parent's expectations or goals for their child, and parents’
emotions, beliefs, and values, have also been identified as factors influencing decision-making
(Lipstein et al., 2011). Parents need direct support and handholding in order to make decisions
regarding their newborn’s deafness.

Kluwin and Stewart (2000), in their study of parental motivations for seeking a cochlear
implant for their child, found that parents relied heavily on information from medical
professionals. If they sought help from medical professionals, they were much less likely to seek
information from other sources (Kluwin and Stewart 2000). However, other research has found
that parents do research on the Internet to make the cochlear implant decision, and that this
information was an important adjunct to information from doctors and professionals (Porter and
Edirippulige, 2007). Most parents found the decision process difficult and stressful, but some
found it easy because they perceived there was no other option for their child (Hyde et al., 2010).
Parents are often influenced in their decision-making process by their personal beliefs, attitudes
and values, at least as much as they are influenced by the data available to them (Li et al., 2004).
Kluwin and Stewart (2000; Christiansen and Leigh, 2002) also found that the most important

deciding factor in giving their child an implant was allowing their child to hear and speak like a
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hearing person. This speaks to parents’ desire for their child to be normal. Normal speech was
especially important for these parents (Hyde et al., 2010; Kluwin and Stewart, 2000). Most of the
parents in their study did not consider any other alternatives to the cochlear implants (Kluwin and
Stewart, 2000). Not all parents see the cochlear implant as positive, though. Andrew Solomon, in
his book about children who are profoundly different from their parents, writes about one parent
who said, “[we] decided to respect Emma for who she was rather than to fix her.” (Solomon, 2012).

Laura Mauldin, in her study about parents and cochlear implants (2016), quotes a parent
whose daughter is implanted with cochlear implants:

Nobody’s talking about Deaf culture. With the technology we’re being faced with,
it will never have the chance to evolve because it’s not big enough. It’s such a teeny tiny
little culture we don’t talk about it, and the reason we don’t is because the majority of
parents want their kids to talk.

With this excerpt, it is apparent that even the parents of cochlear implanted children predict
the upcoming death of Deaf culture, in part due to the increasing prevalence of cochlear implants
and the smaller number of people who use ASL. Mauldin (2016) concludes that parents are simply
anxious about their children’s future and want their children to have as much access to the English
language as possible.

In a study analyzing the factors that led to parents deciding that their children should have
cochlear implants, it was found that personal biases and opinions were the main factor leading to
oral-language based solutions, such as a cochlear implant (Li et al., 2004). In particular, a parent
who values hearing and speaking over sign language is more likely to select a cochlear implant (Li
et al, 2003). Kluwin and Stewart (2000) found that there were two types of decision-making
processes for parents choosing cochlear implants for their young children. The first type got all of

their information from a doctor or surgeon, and the other type first leaned about cochlear implants

from a family member or a parent with a deaf child and supplemented this information from
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research gained on the internet and from books (Kluwin and Stewart, 2000). Speech and language
development have been found to be important decision-making factors (Incesulu et al., 2003) in
other studies that examine the parental decision for cochlear implants.

Current literature has explored why parents decide to get a cochlear implant for their deaf
child and has examined some of the factors parents consider when making this decision. What is
lacking, however, is a discussion about normality and how thoughts about normality inform this
decision. In this article I am going to address this gap and explore specifically how thoughts of
normality affect the parental decision.

INTERVIEWS

In 2014 | conducted 33 semi-structured interviews with the hearing parents or parent of
children with cochlear implants. In all but two families I interviewed the primary caretaker
which in all cases was a mother. In the remaining two interviews, | interviewed both parents
together. Because of the relative scarcity of families with children with cochlear implants, and
the difficulty in connecting with these families, I used a convenience sample, and | did not
stratify it in any way. The only requirement for parents to be interviewed is that they had at least
one deaf child who had been implanted with at least one cochlear implant. Although this is a
small sample, the findings are transferable to other families with the same sociodemographic
characteristics as those in my study. By the time | had interviewed 33 families, | had reached the
saturation point, that is, 1 was not learning much new information from the later interviews. This
tells me that, at least for white Americans, which comprised my entire sample, that their voices
and stories are representative of other people in the same sociodemographic categories.

| used several different methods to recruit these families. First, | contacted the Alexander

Graham Bell association, which is the leading oral and cochlear implant non-profit group in the
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country and asked if they would be willing to post my study ad in their national newsletter,
which they agreed to do. Secondly, | contacted all the oral deaf schools in the country and asked
them to publicize my study. This was done by sending letters to all the schools and then
following up with a phone call about two weeks later. Lastly, | posted my ad in open Facebook
groups aimed at parents of children with cochlear implants. Due to the nature of the sample
being spread out all over the US, all interviews, except for the two families located in Portland,
Oregon, were conducted, and recorded, over the phone. For the two parents | interviewed in
Portland, both interviews took place in outdoor cafes of the participants’ choosing. Each
interview, whether in-person or over the phone, lasted between 45-90 minutes. Each interview
was audiotaped and transcribed by a professional transcriptionist.

Originally when | began my research, | planned to not only interview parents who had
chosen cochlear implants for their child, but to also interview parents who had chosen ASL or
another signed or manual language (such as Signed Exact English— SEE, or Cued Speech) for
their children. | wanted to understand how Deaf and hearing parents who chose ASL for their
children understood normality and the meaning of deaf technology. To recruit subjects whose
children used ASL, | posted a recruitment ad on Facebook groups for parents of Deaf children.
Concurrently, | sent letters, and made follow up phone calls, to all 34 of the US ASL schools,
using the same process | used when contacting the cochlear implant/oral schools. However, the
response | received from the ASL schools and Facebook groups was profoundly different than
the response received by oral schools. By and large, the oral schools were happy to participate,
and went out of their way to advertise the study to parents. However, in the ASL group, not a
single school responded to my request. It was the same situation with the Facebook ads— not a

single parent responded to the ads. This one-sided sample was discouraging, and | think it limits
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the generalizability of the findings to only families of deaf children, and not Deaf families.
Understanding how Deaf families understand the concepts of normality, medicalization, and
stigma would shed light on how a distinctly “abnormal” group (by a statistical conception of
normal)- ASL-using Deaf people- explain normality in the face of using a non-typical
communication method. One can learn a lot by studying the absence of a phenomena, in this
case, not implanting children with cochlear implants. It is possible that the existential threat felt
by some Deaf people, specifically the demographic problem presented by cochlear implants, led
Deaf educators or parents to resist being the subject of research. Research conducted by people
already imbedded in Deaf culture— either by virtue of identifying as Deaf, or close friends,
family members, or interpreters (Mauldin 2016) of Deaf people will probably have a greater
chance of conducting research with Deaf families. However, even with the lack of ASL-using
families, my interviews with hearing parents of children who use cochlear implants provide
insight into how some people understand normality, medicalization, and stigma as it relates to
deafness and technology.

Overwhelmingly the sample was female, and white. Only two participants were male,
and none of the participants were non-white. The lack of diversity in the sample does not
necessarily reflect a lack of diversity of children receiving cochlear implants. Medicaid, which
disproportionately covers families of color, covers cochlear implants in most cases, so low
SES/racial intersectionality should not have affected the lack of diversity in the sample.
However, the oral schools are all private pay, with few scholarships available, so low SES/racial
intersectionality in the sampling universe (all children who attend oral schools), may have played
a part in the lack of racial diversity within the sample. Increasing racial diversity, by targeting

children who use cochlear implants and attend public schools should be a focus of future
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research. When asked to report their social class, 24 participants responded, “middle class,” three
defined themselves as “lower middle class,” and six defined themselves as “upper middle class.”
I used the respondents’ own language to define their social class and did not probe any further
about their characterization. All names are pseudonyms.

Transcribed interview data were loaded into the qualitative data analysis software Nvivo
and the data were open coded (Strauss and Corbin 1998). Open coding allows the data to “speak
for itself,” and the method follows the trails left by the data. Open coding (Strauss and Corbin
1998) led to the formation of 412 preliminary codes, and subsequent coding focused those codes
into eight themes. Themes that emerged from the data using this method were: decision easy;
decision difficult; rational decision; emotional decision; how to achieve normality; other parents
influence decision; other deaf children influence decision; powerful group influence decision.
DECISION MAKING

Over a wide range of topics, parents in my study kept coming back to three key concepts:
normality, risk analysis, and being a good parent. Game theory shows decision—making is
generally considered to be the result of a cost-benefit calculus (Li, Xin, et al 2018). However, |
argue that dispositional factors such as the need to be “normal” and the desire for material
success for one’s children moderate the cost-benefit calculus.

Normality

Parents often cited the fact that the Deaf world is totally different from the hearing
community, and if they had made the decision to teach their child ASL and send their child to
Deaf residential schools, their child would be in different community than the rest of the family.
Being an active part of a family and the community was important to parents. Dana said “We’re

all hearing. I wouldn’t want a child who could only speak and understand Chinese, and that’s
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what ASL is like. Chinese.” “We wanted listening and speaking, and we would do anything to
get her there,” Julie explained. She went on to say, “We only knew hearing people, and we
understood how hearing people go about their daily lives. We had no idea how a deaf person
would make a life for themselves in a hearing world.” As Dani, the mother of a 1-year old son
with a unilateral CI said, “I’m hearing. My entire family is hearing. Why would I want to have a
child that is living in a different culture that I do?”

All the parents in my study decided that speaking and listening is the route they wanted
for their children. Marcia stated, “I wanted her to have a normal life, and if that meant ASL, then
it meant ASL. But ultimately a normal life is not ASL.” Parents try to project into the future
about what their lives would be like with a cochlear implant or with an ASL-using child. Bonnie
said, “If she used ASL, she would be totally isolated from the rest of our family. She would go to
a residential school and she wouldn’t know us. With the cochlear implant, she’s a functioning
part of our family.” Sarah said, “We always knew we wanted him to speak and listen, to give
him the most chances in life.” In Sarah’s case, the cochlear implant means options- the implanted
child will have more “chances” in life than the non-implanted child.

Throughout the discussion of normality, success in varying environments- from
childhood sports, to choosing a college, to choosing a marriage partner and ultimately parenting
their own children, was raised as an important feature of the decision making process. In sum,
normality equaled success— ““successful” college experience, for example, is code for “normal”
college experience. When parents say they want their children to be successful, my data suggests
that they are also saying they want their children to be normal. Julie said of her 12-year-old son:

If it weren’t for the Cls, he’d have no friends. The immediate family, sure, we

would have learned ASL, but grandma and grandpa, and cousins and aunts and uncles,
are not going to learn ASL. So, he wouldn’t have the full experience of family.



18

This quote demonstrates that an important reason for Julie getting her son cochlear
implants was to eliminate that sense of isolation, which has been a prominent feature of the
perception of deaf life, since at least the 1700s (Baynton, 1996). We saw isolation/connection, in
the hearing aid and cochlear implant advertisements of the last chapter.

When asked why they implanted their children, parents in my interview study cited “I
want him to be good in school,” and “I want him to go to whatever college he chooses, not just
Gallaudet.” Material and social success were key for these parents, who saw ASL as “Difficult.
Deaf people have a tough row of it, hard to get anything accomplished,” according to Judi, the
mother of a 7-year-old unilaterally implanted son. Suzanne, the mother of a 13-year-old girl who
is bilaterally implanted, said, “I want her to have a normal and successful life.” In Suzanne’s
case, normality=success, and she views the cochlear implant as the best way to obtain normality
and success. Janet said, “He has to be able hear to do well in school. ASL just won’t give him
that.”

Being a good parent

In this study, all but two of the respondents were mothers, and mothers demonstrated
intensive mothering (Hayes 1996). For example, Mirena, the mother who drove two hours each
way with her hearing 2-year-old son to take her deaf daughter to a well—known oral school,
demonstrated intensive parenting, in that all of her daily effort went towards her daughter’s
schooling. Other mothers mentioned having to go out of state several hours away to cochlear
implant centers and audiologist appointments. Louise said, “I need a secretary just to keep track

'5’

of all of Benji’s appointments! And a chauffeur would be nice!” In most of the families in my

study, mothers had an unequal burden in managing their deaf child’s appointments and other
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needs. Veronica quit her job as an advertising executive in order to manage the needs of her deaf
daughter, and soon found herself volunteering in deaf organizations.

When parents imagine their child’s life with a cochlear implant, they imagine a life that is
very much like their own. Sammi said, “She’ll go to a normal college and marry a hearing man.
We’ll have a real relationship with her and her family.” Sammi emphasizes parent-focused
elements of the cochlear implant decision— parents are concerned about their relationships with
their adult children (and grandchildren), but it also focuses on the parent’s desire for themselves,
not only on what is best for the child. This is notable because the concept of good parenting,
which is underscoring all these decisions— parents want the best for their children—, is
imagined as totally selfless and focused entirely on the wellbeing of the child. These quotes
demonstrate that the parent is focused on their own outcomes, not just the child’s, and outcomes
relating to what makes a good family.

The parents in my study agonized over the idea of being a good parent and helping their
children meet their full potential. Mary said,

It’s such a major responsibility, to give someone else basically brain surgery so
they can hear. Big responsibility. But even bigger responsibility if you chose to not let
that child hear. You are damning them for the rest of their life to a life of silence. It was
just the right thing to do. If he decides to go ASL when he’s a teenager, then that’s his
choice, and we made it possible for him to make that choice.

Mary’s commentary reflects notions of what it means to be a good parent. In her
conception of “good parenting,” a good parent gives their child all possible options, so that child
can chose among options when they are older and can make autonomous decisions about their
communication preferences.

The emotional-centered decision-making approaches focus in part on “being a good

parent.” These parents perceive that pursuing normalizing technologies for their children will set
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their children up for a good future, and that as good parents, they are obliged to do anything in
their power to help give their child a good future. Of note is that most parents who used rational
decision-making approaches to make the decision cited how they would feel if their child was
functionally deaf— e.g., was not able to communicate with the family. Alternatively, those who
relied more heavily on emotional centered approaches imagined their child in the future going to
college, getting married, having children of their own. Marge, the mother of a 3-year-old
bilaterally implanted daughter, used an emotional decision-making strategy and said, “I just
imagined her being in high school and not having any friends and only have two college choices
to go to. I wanted her to have all the choices in the world, not only two.”

Parents want to have rewarding relationships with their child, and while, on one level,
that is a practical concern, it’s also a very deep emotional concern. The parents in my study, such
as Julie and Mary who made the cochlear implant decision while driving home from the
audiologist’s office after getting the diagnosis, made the decision to go oral from a gut,
emotional place. They knew instinctively that they wanted their child to speak and listen. These
were not rational, practical choices— these were decisions made from the heart, not the head. |
conceptualize rational decision-making as one that relies on a risk/benefit analysis (which is
explored in the below section) and is borne out of logical reasoning. | understand emotional
decision-making as one that is based on intuition, feelings, and emotions, and does not focus
entirely on rational thought. Of course, the cochlear implant decision, for most parents, is a
combination of rational and emotional decision making. As an example of emotional decision
making, Mary said, “After I called the surgeon, we were still 30 minutes from home, I cradled

Joseph in my arms and cooed to him. You will soon hear my voice my precious baby, I said.”
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Risk Analysis

Amy, the mother of a 15-year-old son with bilateral implants said, “We knew it was
risky, but we wanted him to have every opportunity provided to him in college and a job and a
romantic partner. We wanted him to have a normal life, so it was worth the risk.” Not all parents
used this cost-benefit analysis that we see in Game Theory. Corrine, the mother of a 3-year old
bilaterally implanted daughter, said “It wasn’t about trading this for that. It was the end
decision.” In this case, Corrine specifically is not making a risk-benefit analysis, instead, she
states that the cochlear implant is the end result she wants, regardless of the risk involved. In this
stage, parents must determine how relatively important factors such as “isolation from family” or
“risks from surgery” are. Each decision outcome has risks, and parents must decide how salient,
probable, and likely those risks are. Jill’s statement weighs two risks: isolation from family vs.
risks from surgery. She said,
It’s major surgery and I didn’t want my baby to have to go through that unless it
was absolutely necessary. We learned baby sign and tried signing to her, but it soon
became clear that my extended family wasn’t going to learn sign so if she was going to
have a relationship with them, she needed to speak and listen.
In this example, Jill explored multiple communication methods for her deaf daughter, weighing
the pros and cons of each (ASL vs. cochlear implant). This rational process compared two
options, major surgery vs. relationships with family. In her conception of good parenting, a good
parent weighs all options and makes the final decision based on facts and projected outcomes,
not emotions.

Parents talked of their children having “dark futures” if they didn’t have cochlear
implants, and they talked about the loss to the family if the deaf member could not communicate

with the rest of the family. When the topic at hand involves cutting into the skull of an infant or

young child, and when the alternative is believed to be a sad and lonely future, emotions are
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running high. Certainly, rationality plays a part, but I interviewed no family members for whom I
think the decision was entirely rational. Mary said, “This was not logical. Cutting into my
daughter’s head was not logical. But at the same time, it was the only decision that made sense.”

Parents use experiential knowledge of deafness to imagine what their children’s life
would be like with or without the implant. For example, Sammi said,

We imagined that she would have to go to a Deaf college and marry a Deaf man,
and we would not ever be able to really communicate with either one of them, because
they would be ASL focused. It would be total isolation for everyone.

In the case of the parents in my study, they almost all imagined life as a Deaf child using ASL
negatively. Brooke said, “ASL is like a prison. No way out. If Sam used ASL he would be
trapped in his own little world. It’s not like the guy at the grocery store or library signs [with
ASL].” Other parents imagine life with ASL more romantically but conclude that cochlear
implants are the best approach for their family. Susan said,

ASL is beautiful, just beautiful. I’d love to be fluent in it, but [ know I never
would be. So, we had to choose Cls because we knew the whole family— grandparents,
aunts and uncles, would never learn ASL. But I look at people signing with envy— I"d
love for me and Samantha to be in that world.

Susan’s ambivalence between ASL and cochlear implants is notable because she was one
of only two parents (Jill, quoted above, is the other one), that considered ASL for their child.
Both ultimately decided on cochlear implants because of issues relating to family and
community communication. This demonstrates the critical importance of communication to these
families, which I explore in more detail in the next section of this chapter.

CONCLUSION
In this article I discuss factors of the decision-making process for parents deciding to

implant their deaf child with a cochlear implant. There are several powerful groups that influence

parents to choose cochlear implants for their children, and these groups have disproportionate
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power as opposed to the factors that could influence a parent to choose ASL for their child.
Parents rely on social norms and the authority of experts to make this decision. Based on my
analysis of my interview data, four main themes emerged: normality, the concept of being a
“good parent,” risk analysis, and communication.

Normality

Parents utilized conceptions of normality in their discussion about how they made the
decision to give their deaf child a cochlear implant. By and large, these discussions were
couched using the language of the Harmful Dysfunction model of normality (Wakefield, 2007).
In this model, every body part has a function, and if that body part is not working properly, then
it may be considered a “harmful dysfunction.” However, this model is not entirely biological in
nature, there is also a social component, which makes it ideal for studying physical phenomena
that are also social in nature. In this case, the ears are “dysfunctional,” but the social component
is what makes it “harmful.” If families are not able to operate in a typical way, if students aren’t
able to go to school in a typical way, if relationships to others and to the world around the deaf
child are impacted, then this would be considered a “harmful dysfunction.” In the interviews,
parents utilized all the conceptions of normality. For example, some parents focused on other
people— “other people” do not use sign language, therefore, their child, if signing, would be
isolated. This is an example of the social construction paradigm of deafness. Other parents talked
about the fact that their children’s ears were “not working properly” and a cochlear implant was
the solution to this dilemma. This construction falls in line with the Harmful Dysfunction model
of normality. No parent utilized the interactive approach to normality, which would have paired
physical realities with social norms— parents used the Harmful Dysfunction model instead,

which is similar because it includes both the medical and the social.
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Medicalization

| treat medicalization in a novel way in this article, because not only do | discuss
technologies that treat deafness, which is not a unique contribution (Mauldin, 2016), but I also
focus on concepts of morality, especially in the context of what it means to be a “good parent,”
and how morality is intertwined with technology to create a form of moralized technology to
treat deafness. This morality is now medicalized— one must do the right, “moral” thing for deaf
children, and that means medicalizing their disorder and treating it medically. In this way,
medicalization becomes a moralizing force. For example, the parents in my study who said they
“had no choice” are using the language of morality. In this example, morality, and the concept of
being a “good parent” are medicalized concepts— the only right, moral way to be a good parent
is to give your child a cochlear implant.

Stigma

Stigma is closely related to normality and medicalization. Stigma, or, having a spoiled
identity (Goffman, 1963), is one result of not being normal. In many domains— from criminal
background to medical illness (Goffman, 1963), one can develop a “spoiled identity” that leads
to stigma. Medicalization, on the other hand, can either ameliorate or cause stigma. In some
situations, once a condition becomes medicalized, more, and better treatment of it can occur. For
example, when erectile dysfunction was medicalized in the 1990s, it gave millions of men a
voice to express their sexual problems (Conrad & Leiter, 2008), and a solution to those
problems. On the other hand, when postpartum mental health disorders were medicalized in the
2000’s (Dubriwny, 2010), not only did it open up treatment options to women who suffered
severe postpartum symptoms, it also medicalized a very normal experience that many

postpartum women experience— mild to moderate postpartum depression. All of a sudden, in
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both of these examples, medical science took normally occurring bodily and emotional
experiences (decrease in sexual ability as one ages, and postpartum depression), and turned them
into medicalized problems.

Parents in my study were very specific about the fact that they believed cochlear implants
would lead to academic, professional, and personal success. They weaved narratives of
normality, medicalization, and stigma through their stories. Normality is an important lens from
which to see stories about disability and ability, as well as medical correction. As medical
science continues to advance, more and more conditions will become medicalized, leading to
more and more people taking advanced medical treatments to address problems that were
previously considered “problems with living” that are now considered “medical problems” that

can be treated with advanced science.
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