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Science is politics by other means.

• �Sandra�Harding,�Whose Science? Whose Knowledge? 
Thinking from Women’s Lives

For the ethnographer in a medical setting, health care workers 
are an exotic tribe. . . . At worst we are voyeurs seeking cheap 
thrills; at best we are witnesses reporting on the most profound 
dilemmas of  the human condition.

• Charles�Bosk,�The Fieldworker as Watcher and Witness
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 1

Introduction

MEDICALIZATION,�DEAF�CHILDREN,�
AND COCHLEAR�IMPLANTS

If  practices are foregrounded there is no longer a single 
passive object in the middle, waiting to be seen from 
the point of  view of  a seemingly endless series of  
perspectives. . . . The body, the patient, the disease, the 
doctor, the technician, the technology: all of  these are more 
than one. More than singular. This begs the question of  
how they are related.

• Annemarie�Mol,�The Body Multiple

How is any parent to know whether to erase or celebrate 
a given characteristic?

• Andrew�Solomon,�Far from the Tree

As I walked up to Jane’s home,1 Halloween decorations hung from 
the door, and fallen leaves, matted and damp, were strewn all over 
the ground. Once inside, we made tea and stood in her kitchen, 
brightly lit by an autumn afternoon sun. Drawings, magnets, and 
calendars covered the refrigerator. I leaned against the counter as 
she fed her youngest son, who was sitting in his high chair. We were 
waiting for her four- year- old daughter, Lucy, to come home on the 
bus from school. Lucy is deaf  and had recently received a cochlear 
implant (CI). She was in a program that focused on spoken language, 
relied on speech therapy, and was tailored for children with CIs. As 
we waited, Jane told me that Lucy was making amazing progress 
in her speech articulation and comprehension. She was smiling and 
almost breathless as she talked; it was clear that she was brimming 
with excitement about it. Our conversation then drifted into how 
Lucy had been in a different classroom previously, a sign language 

      



2� INTRODUCTION

program, before transferring to her program now. Her new educa-
tional placement is called auditory- verbal, and it is part of  the same 
school for deaf  children that she was attending. Jane observed that 
the number of  students in the sign language program had quickly 
dwindled in the past two years. More and more students were get-
ting CIs and transferring to the auditory classroom, she told me. I 
asked her why she thought enrollment in the sign language program 
was going down at Lucy’s school.

“Nobody’s talking about Deaf  culture,” she said.2 “With the tech-
nology that 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.”3 She was pointing 
out two factors at play: audiologists’ and other related professionals’ 
general acceptance of  the CI as a tool for learning spoken language 
and the erasure of  sign language as a viable option for deaf  children. 
Indeed, Jane celebrated Lucy’s speech development. After all, she 
had engaged in an untold number of  hours of  care, work, and labor 
to maintain it, and deeply hoped that Lucy would be able to master 
it. Yet she also agonized over the pressures she felt to restrict Lucy’s 
language input to only spoken English through the CI. She insisted 
that Lucy was still a deaf  child and sometimes used signs with her. 
Above all, she was extremely anxious about Lucy’s future.

Jane lives near New York City and is one of  ten mothers who 
participated in my study of  raising deaf  children with CIs. Her ex-
perience is embedded within a variety of  social changes that have 
occurred over the past three decades, and her story— as well as the 
stories of  the other families in this study— offers a glimpse into the 
world of  families who are raising deaf  children with CIs today. This 
book identifies the context shaping these families’ experiences. One 
important part of  this context is technological change and the pow-
erful influence of  medical knowledge (e.g., development of  the CI 
and CI- related clinical and educational programs). Another is the 
deeply divisive climate surrounding CIs; there has been an enor-
mous amount of  controversy over the device. Health policy changes 
(e.g., newborn hearing screening programs and state intervention 
services for children with disabilities) have also reshaped the trajec-

      



INTRODUCTION� 3

tory of  parenting a deaf  child. Finally, the larger cultural demands on 
mothers to rely on medical interventions in child rearing also affect 
the way parents respond to their child’s deafness.

Using observations and in- depth interviews, in this book I de-
scribe the institutional structure and culture of  CI- related interven-
tions for deaf  children. Some of  my fieldwork was conducted in a 
CI clinic and depicts the organization of  and particular therapeutic 
culture found in a CI center. Other times my fieldwork took place 
with parents in their homes, and as they took their child to school 
or attended parent events. In the following chapters is a detailed 
description of  families’ experiences of  the therapeutic culture sur-
rounding the process of  learning their child was deaf, deciding to 
get the child a CI, and navigating the multiyear process that precedes 
and follows surgery. Perhaps the most crucial aspect of  implantation 
is how much time it takes; it is not a onetime surgical event. Time is 
needed to prepare for the CI and to learn to use it. For parents, this 
long process is fraught with grief  and hope, persistence and frustra-
tion, and conflicting information and emotions. For example, they 
are aware of  the political battles and controversy over the use of  CIs, 
but such debates can be alienating because parents’ concerns differ 
strikingly from the political battles that play out over the device. In 
addition, professional advice for deaf  children changes over time; 
different professionals give different advice, parents draw from their 
own gut instincts, and yet sometimes their “nonmedical” knowledge 
is minimized in the context of  the clinic. And then there is the unpre-
dictability of  the outcome: parents may struggle for months or even 
years before observing spoken language in their child, and mastery 
does not always come.4 Thus, there is a continual tension between 
their present efforts and their hopes for their child’s future. In gen-
eral, clinical research is not too concerned with the struggles that 
Jane and other mothers described to me as they learned their child 
was deaf, made treatment decisions, and raised a deaf  child with a 
CI. This book documents those very struggles.

The families’ experiences in my study were powerfully affected by 
what I call ambivalent medicalization. Medicalization is an important 
sociological concept that describes how we understand conditions 
through medical language, medical thinking, or a medical framework. 

      



4� INTRODUCTION

Academic theories and studies of  medicalization tend to be concerned 
with how medicalization has power over people, especially through 
affecting their behaviors and influencing us to see differences between 
people not as neutral variations but as medical problems. However, 
studies have also shown that people experience medicalization in 
ambivalent ways (e.g., Blum 2011). On one level, I use the term am-
bivalent medicalization to include the sometimes ambivalent feelings 
that mothers in this study experienced (although more often than not, 
they were socialized to not be ambivalent). But on a deeper level, I use 
the phrase in conversation with theories of  medicalization. Overall, 
studies of  medicalization emphasize its power and therefore the lack 
of  agency that individuals have when they encounter it. But ambiva-
lent medicalization emphasizes that individuals are both empowered 
by and surrendering to the process of  medicalization. In this book, I 
argue that medicalization and biotechnological tools create new ways 
of  being, and that this has, simultaneously, both good aspects and bad 
aspects. That is, ambivalence is not just what people might experience 
as a result of  medicalization, but rather it is characteristic of  the pro-
cess itself. Some things are gained while others are lost, or as Riessman 
(1983) put it when writing about medicalization and women’s lives, it 
is a “double- edged sword.”

Ambivalent medicalization is a concept I develop here to account 
for all of  this, and it has broad application and a number of  features. 
Most importantly, it is a tool to close the gap between theorizing 
medicalization and the humanistic enterprise of  accounting for the 
experiences of  individuals in society experiencing it. First, it recog-
nizes the sheer triumphs of  medicine, the technoscientific feats we 
have available to us, and the possibilities and relief  these options 
often provide to people with all kinds of  diagnoses, from minor ail-
ments to those involving death, angst, and pain. But it also acknowl-
edges that there is an underbelly to medicalization. It often requires 
individuals to submit themselves to medical thinking and clinical 
logic that— despite the hope offered— can be fraught and difficult in 
day- to- day living. As I will show, medical interventions can have real 
benefit, and it soothes families to have a plan of  care in the face of  a 
troubling diagnosis. Sometimes families actively resist the pressures 
that come with these interventions, but most often families are being 
enculturated into medical thinking, and in the process they are told 

      



INTRODUCTION� 5

to accept some sets of  resources and reject others. The concept of  
ambivalent medicalization tries to capture both the gains and the 
losses that come with medical and technological advancement; for 
while some things may be attained through medicalization, other 
ways of  being or communities may be lost. Overall, it recognizes the 
capability of  medicine and the relief  it provides, attends to the ac-
companying profound social and ethical implications, accounts for the 
labor that medicalization often requires of  patients and caregivers, 
and grapples with the fact that medicine may not always yield the 
best— or even the intended— results.

Through interviews and observations, I show how ambivalent 
medicalization works as a set of  tensions, a nexus of  certain trajec-
tories and conflicting points of  view. First, tensions over whether 
deafness is a medical problem in the first place play out in par-
ents’ lives. But ultimately almost all parents tend to adopt a certain 
“script” about deafness. The different scripts for narrating and giving 
meaning to what it means to be deaf  serve as a backdrop for under-
standing the many issues surrounding deaf  children and CIs, as well 
as contribute to the ambivalence experienced by parents. Second, 
the availability of  CI technology, which is a neuroprosthetic, puts 
the development of  the brain at the center of  all interventions. The 
centrality of  the brain is the most significant feature of  the scripts re-
garding deafness that parents adopt. Third, in the past forty years or 
so, responsibility for the care of  children with disabilities has shifted 
from institutions to the home. I show the consequences of  this shift 
for motherhood, since it co- occurred with the rise of  medicaliza-
tion and mapped directly onto gendered patterns of  care work. As 
a result, tremendous pressures are put on mothers of  children with 
disabilities to proactively engage in medical interventions to “over-
come” them. Finally, socioeconomic status (SES) and cultural back-
ground play a significant role in which mothers do this work and 
how they are seen by clinicians.

Contextualizing�Deafness:�Different�Scripts�
Framing the “Problem”

Professionals in implantation and many in the general public most 
likely agree that deafness is a disability5 and should be fixed. For 

      



6� INTRODUCTION

example, audiologists work to measure the amount and kind of  
hearing loss a child has, recommend tools like hearing aids and CIs 
to correct or mitigate it, and coordinate with various cooperating 
intervention programs to support those goals. Parents are expected 
to bring their child to the clinic as needed, maintain the device’s 
functioning, and solicit speech therapy— and other services— for 
their child. There is little controversy among professionals over these 
basic expectations. These accepted norms around treating deaf  chil-
dren and the assumption that they should learn to hear and speak 
are, however, also a product of  a larger culture.

One way of  explaining this script about the meaning of  deafness 
is to go back to the sociological concept of  medicalization. In gen-
eral today, medical knowledge has come to dominate how we talk 
about, understand, and respond to many things in our society, our 
lives, and our bodies. Irving Kenneth Zola’s (1972) work originally 
conceptualized medicalization and argued that it was the expansion 
of  powerful medical knowledge into ever more areas of  life. Labeling 
something a medical problem is also a key feature of  medicalization 
(Brown 1995; Schur 1972). Peter Conrad gives a working definition 
of  medicalization as “defining a problem in medical terms, using 
medical language to describe a problem, adopting a medical frame-
work to understand a problem, or using a medical intervention to 
‘treat’ it” (1992, 211). As Conrad sees it, the essence of  medicalization 
is definitional, although this does not mean it is static. For example, 
he points out a variety of  conditions that were once seen as medical 
problems but have now largely been de- medicalized, such as homo-
sexuality. This is partly because of  the gay and lesbian movement’s 
fight to remove homosexuality from the purview of  medicine, and 
thus it was removed from the Diagnostic and Statistical Manual of  
Mental Disorders (DSM) in 1973 (Conrad 2007). Still, at the same 
time, other once “natural” aspects of  life— such as death, birth, 
and pregnancy— became more medicalized. Determining whether 
something is a medical problem is not the goal of  sociological work. 
Rather, the aim is to show how something is understood as a medical 
problem, how this norm is accepted or challenged, and the conse-
quences this has on people’s lives.

To that end, there is another script for deafness. In the 1970s, deaf  
people started distinguishing between the lowercase deaf, which 
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describes one’s audiological or hearing status, and the capitalized 
version of  Deaf, which refers to an identity of  being culturally Deaf  
(Padden and Humphries 1990). The beginnings of  the Deaf  cultural 
movement in the United States coincided with a variety of  new so-
cial movements in the latter half  of  the twentieth century, such as 
the civil, gay and lesbian, women’s, and disability rights movements. 
Many of  these movements championed a similar way of  thinking 
about difference. They took what society deemed a stigmatizing 
trait— often framed as a disease or a condition— as, instead, the basis 
for an identity, community, and culture to be celebrated. The Deaf  
cultural movement argued that deafness is not inherently pathologi-
cal but has been collectively made or constructed as such through 
history, the language we use to describe or label people (e.g., medical 
language), and systems of  power that privilege some people over 
others. Today there is extensive literature published on Deaf  cul-
ture, a culture with its own history, language, and way of  seeing 
the world. Much of  this work argues that being Deaf  is primarily 
about the use of  sign language to communicate and that cultivating 
Deaf  culture is of  paramount importance as a way to offer a counter-
discourse to that of  medicalization. Central to the Deaf  critique is 
that they are a linguistic minority, and, as the following chapters will 
show, the politics of  language are at the center of  any debate over 
implantation.6

During this same time period of  new social movements and the 
expansion of  Deaf  culture, the CI was being developed. As Stuart 
Blume explains in his book The Artificial Ear (2010), during the 1980s 
and 1990s, the CI moved from being an experimental innovation to 
being clinically feasible. Early on in its development, while still in 
the experimental phase, it was used in adults, who reported various 
levels of  benefit from the device. Blume (2010) and Mills (2012) both 
show how the adult CI users collaborated with the CI designers. But 
as the research side of  CIs gained attention, the device’s broader via-
bility needed further testing. Clinics needed to identify more candi-
dates to test these developments and improve upon them. Garnering 
broader participation required, however, a public message that res-
onated with potential CI candidates. And here there was a problem. 
The market for CIs in adults “grew far more slowly than had been 
anticipated. . . . Deaf  people were not coming forward in anything 
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like the numbers anticipated by professionals and manufacturers” 
(Blume 1997, 38). Indeed, Deaf  adults— who were part of  Deaf  
culture— simply did not view their deafness “in the same terms as 
medical and audiological professionals: as a loss of  hearing” (Blume 
1997, 39). To them, nothing needed to be fixed because their deafness 
was an identity, their language was American Sign Language (ASL), 
and they were part of  a culture. Thus, because of  these vastly differ-
ent scripts around deafness, adult CI patients turned out to be a less 
accessible market than they had hoped.

While Deaf  adults failed to be as interested in CIs as professionals 
had hoped, changes in the identification and diagnosis of  deaf  chil-
dren were making a new market for CIs possible. Various changes 
in legislation and health policy contributed to deaf  children being 
identified much earlier, which I explain further in the following chap-
ter. Then in 1995, the National Institutes of  Health (NIH) convened 
a consensus meeting of  specialists in fields related to CI, as well as 
representatives from the public. After reading reports, studying data, 
and hearing testimony, members of  the consensus group concluded 
that although the success of  implantation was highly variable and 
these variations were unexplained, the data also showed a trend in-
dicating that the shorter the duration of  deafness, the better the in-
dividual’s performance (e.g., ability to understand and/or produce 
speech) with a CI (National Institutes of  Health 1995). It was this 
fact that resonated most with the group. By 1998, despite protests 
by the Deaf  community and testimony by some of  its members, 
the age of  implantation was lowered to eighteen months. By 2000, 
it was lowered further by the Food and Drug Administration (FDA), 
to twelve months.

These two strands of  history— the rise of  the Deaf  cultural move-
ment and the development of  the CI— barreled toward each other 
on simultaneous timelines. Because of  this, deep controversy has 
surrounded CIs since their inception. Many who subscribe to the 
antimedicalization script about deafness are opposed to CIs. I call 
this antimedicalization view of  deafness and subsequent opposition 
to CIs the Deaf  critique. Those arguing against CIs still do so today 
by citing the value of  Deaf  culture and usually depend on an identity 
politics that, at its core, emphasizes Deaf  culture and the use of  sign 
language as a kind of  biodiversity (Bauman and Murray 2009). This 
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view asserts the legitimacy of  what Deaf  scholar Ben Bahan (2008) 
calls a “visual way of  being” and values the shared experiences of  
Deaf  culture and, most importantly, the use of  sign language.

By contrast, the view that deafness is a medical problem is the 
crux of  clinical approaches to deafness and a starting point from 
which clinical interventions begin. Because more than 90 percent of  
deaf  children have hearing parents and deafness in children is now 
identified much sooner, children under the age of  six (the demo-
graphic category used by the National Institute on Deafness and 
Communications Disorders [NIDCD]) are the fastest- growing group 
of  CI recipients (NIDCD 2015). That makes hearing parents the pri-
mary consumers of  CIs, not d/Deaf  persons. Even though some do 
not advocate for such a strict divide over CIs and Deaf  culture (e.g., 
Woodcock 2001) and there has been some documentation that the 
controversy over CIs has subsided somewhat, “opposition to pediat-
ric implantation among certain members of  the Deaf  community 
continues unabated” (Christiansen and Leigh 2010, 47). It is for these 
reasons that this book focuses exclusively on pediatric implantation.

This book focuses on the lives of  those parents who opt for im-
plantation because, despite the Deaf  cultural movement and its argu-
ments against implantation, the CI has shifted from the peripheries 
of  innovation to become the most advanced and commonly used 
neuroprosthetic. Today, the CI is the world’s largest medical device 
market, and, as of  2012, the FDA reports that approximately 58,000 
adults and 38,000 children in the United States have been implanted 
(NIDCD 2015). The most rapid growth in the industry has occurred 
during the past ten years.7 Cochlear, the largest CI manufacturer, 
reported that “fifty percent of  people implanted with a CI received 
it in the last five years, reflecting the exponential growth characteriz-
ing this intervention” (Cochlear Americas Corporation 2008, 1). Yet 
even as the Deaf  community laments the expansion of  implantation, 
those who advocate for CIs sound alarms about its underutilization 
(e.g., Sorkin 2013), illustrating that there are vastly differing view-
points on the device.

Rather than focus on trying to catalog these viewpoints, I show 
how when a child is diagnosed as deaf, parents find themselves in 
the middle of  two very different scripts on deafness and a fierce 
battle over language politics. The Deaf  critique of  CIs comes from 
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Deaf  experience and sees the problem as society’s intolerance of  
difference. But deafness is not often passed on genetically, so often, 
parents do not have this Deaf  experience to draw from. Indeed, it 
is genetic in less than 10 percent of  the cases, which is why more 
than 90 percent of  deaf  children have hearing parents (NIDCD 2015). 
Thus, because medical intervention is so heavily relied on in con-
temporary culture, parents primarily come to understand deafness 
via medical institutions that provide the diagnosis. This presents a 
starkly different script than the Deaf  perspective does, but parents 
must grapple with their own desires, expectations, and hopes for 
their child. Previous studies of  implantation have shown a strong 
correlation between parents’ status as hearing and their desire for 
their child to develop spoken language. And that desire for the ac-
quisition of  spoken language has been documented as the most sig-
nificant factor in the decision to implant.8

But how do these ways of  seeing deafness and these debates over 
which script to adopt figure into this book? After spending time with 
parents of  deaf  children with CIs, it became clear to me that these 
two polarized narratives about deafness, which are also seen in the 
public discourse about implantation, are inadequate. Parents do tend 
to adopt the medicalized script of  deafness, but they do so in a par-
ticular context that funnels them toward this script. Along the way, 
they may also experience moments of  ambivalence. In chapter 2, 
I show how the initial adoption of  the medicalized script happens 
through interactions and institutional protocols that I call anticipa-
tory structures. Many of  the professionals working in fields related to 
implantation who were a part of  this study actively encourage, and 
are complicit in, maintaining strict divides between these competing 
scripts of  deafness. In the following chapters, I will show how par-
ents are socialized into this medicalized script of  deafness, describe 
the language debates between speech and ASL, and examine the in-
creasing discourse about the brain.

Biotechnology�and�Disability

The simultaneous development of  the CI and the Deaf  cultural 
movement illustrates a paradox that has broader implications beyond 
just implantation: Public discourse about diversity and accepting dif-
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ference has steadily increased in the United States, yet the tools of  
science and medicine that are used to treat various conditions (which 
may very well be included under the umbrella of  diversity) have 
grown more sophisticated and available. We can now engage in at-
tempts to treat, find relief, look or feel more “ideal,” or pass on traits 
of  normalcy— which have social value— to our children. The families 
in this book made decisions that simultaneously reflected dominant 
norms regarding the use of  biotechnologies and regarding disability. 
These two sets of  norms cannot be disentangled from one another, 
yet both tend to be seen as “common sense” and often go unnoticed.

For example, we often think of  science, technology, and medi-
cine as neutral or objective endeavors and authoritative explanations. 
However, science and technology studies (STS) scholars have shown 
that rather than emerging from an objective or “natural” truth, 
science is collectively made through interactions. Sociologists of  
knowledge and STS scholars have long said that science and medi-
cine are social and that technological artifacts are not neutral tools 
but rather are embedded in and inscribed with social and political 
relations.9 More specifically, STS scholars Clarke and colleagues 
(2010) argue that medicine is now so interwoven with technologies 
that the process of  medicalization described by sociologists has 
been fundamentally altered into something else: biomedicalization. 
Medicalization is more about control over disease processes, while 
biomedicalization is about transformation through technoscientific 
means (Clarke and Shim 2011).

This technological shift and emergence of  biomedicalization have 
a number of  consequences, one of  which is that technologies and 
new scientific knowledge change how we understand conditions and 
construct those conditions’ meanings; that is, they are intertwined as 
sociotechnical systems. Increasingly, the effects of  technologies are 
being interwoven into sociological examinations of  medicine (Casper 
and Morrison 2010), and as I will show in chapter 4, the technology 
of  CIs contributes to an important shift in the definition of  deafness. 
Because the CI is a neuroprosthetic device, deafness has come to be 
redefined from a sensory (hearing) loss to a neurological (processing) 
problem. One result of  this is that the CI is then constructed as merely 
a tool providing access to the brain, which is the site of  the “real” 
treatments. These “real” treatments are the long- term therapeutic 
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endeavors parents engage in, which are focused on neurological 
training to transform the child’s brain into one that functions as much 
like a hearing brain as possible. In chapter 4 I show the profound 
impact of  this focus on the brain on how deafness is medicalized and 
what families who opt for the CI experience are expected to do.

While the development and expansion of  technologies trans-
formed the process of  medicalization into biomedicalization, norms 
around disability also shifted and were critiqued.10 This is due in 
part to the work of  the disability rights movement and the emer-
gence of  the field of  disability studies. Like the social movements I 
mentioned earlier, the disability rights movement argues for seeing 
disability not as a medical problem but rather as stigmatization or a 
social problem.11 Two models are put forth for analyzing disability, 
the medical model and the social model. In the medical model, a per-
son’s disability is an individual pathology, socially undesirable, and to 
be cured or mitigated using medical intervention. The social model, 
however, distinguishes between “impairment” (the physical condi-
tion of  the body) and “disability” (the social attitudes toward that 
body). Like technologies, bodies are inscribed with social meanings, 
and these meanings are made collectively. In the social model, it is so-
cial barriers, social attitudes, and unwillingness to accommodate dif-
ferent types of  bodies and needs that produce disability, not only the 
body or its condition. This model led to a counterdiscourse wherein 
disability became a point of  pride, provided a link to a broader dis-
ability culture, and offered opportunity for political action.12

These models of  disability ultimately critique the ideology of  
ableism. Ableism has been defined by a variety of  scholars, but here 
I rely on Campbell’s definition as “a network of  beliefs, processes, 
and practices that produces a particular kind of  self  and body (the 
corporeal standard) that is projected as the perfect, species- typical 
and therefore essential and fully human. Disability then is cast as a 
diminished state of  being human” (2009, 5). Interestingly, the Deaf  
critique of  implantation clearly echoes the social model of  disability 
and the description of  ableism, although the relationship between 
Deaf  studies and disability studies is a tenuous one at best. Indeed, 
some readers may even bristle at the categorization of  deafness as a 
disability in this book. Scholars in disability studies and the disability 
rights movement often include the Deaf  movement and “claim” the 
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d/Deaf  community as part of  their own constituency, but the Deaf  
community does not usually reciprocate and often rejects association 
with disability in favor of  Deaf- specific models of  culture and com-
munity around deafness.13 This is largely because of  the presence of  
language that accompanies deafness and how this profoundly shapes 
the particular experiences that Deaf  people have that are different 
from other disabilities. One example of  tensions between the Deaf  
and disability movements is found in Shapiro’s historical account of  
the disability rights movement, where he notes that for Deaf  persons 
“one of  the first great victories of  the disability rights movement— 
the mainstream education law— was a threat. It led to cuts in public 
funding for segregated deaf  schools” (1994, 100).

In this book, I approach deafness as a particular case of  disability 
and see the disavowal of  disability on the part of  the Deaf  com-
munity as merely reproducing discriminatory attitudes, in short as 
ableist. Delving into the particularities of  the Deaf  experience is 
indeed important, but it need not require distancing from disabil-
ity, and in fact may be made all the more richer in dialogue with it. 
Why is the goal of  Deaf  studies and the Deaf  cultural movement 
not to advocate for the flourishing of  all communities of  those 
whose bodies— and brains— fall outside the norm? One overlap can 
be found in studies of  autism and the relatively recent turn toward 
claims of  neuro diversity. The main claim of  the neurodiversity 
movement is again similar to the Deaf  critique of  CIs; autism is re-
stated as a form of  brain architecture that is simply another human 
variation, or an example of  neurodiversity, and should not be cured 
or otherwise fixed.14 Similar to the tensions that are explored in 
this book, the arguments over and meanings of  autism differ across 
stakeholders— from people within the neurodiversity movement 
and autism community, to professionals who espouse (and policies 
that support) medical interventions, to families making choices 
about which services and treatments to undertake. Furthermore, 
deaf  persons sometimes have other disabilities as well. But overall, 
I see the tendency of  Deaf  persons to eschew disability and the dis-
ability community as anathema to the work of  both movements.

In sum, in the past few decades, technology changed medicaliza-
tion into biomedicalization, and the disability rights movement began 
to frame disability as human diversity. These strands of  thinking in 
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STS, sociology, and Deaf/disability studies tend to share a critical 
view of  medicalization and biotechnologies. As a result, scholar-
ship in STS is often accused of  being antiscience or antitechnology 
(Bauchspies, Croissant, and Restivo 2006). In addition, Conrad (2007) 
has asserted that the sociological concept of  medicalization describes 
a neutral process, but nevertheless it is typically constructed as nega-
tive (Parens 2011), as most sociological studies tend toward focusing 
on the power of  medicalization over us and building a “symbolic 
case against medi cal hegemony” (Timmermans and Berg 2003, 101). 
Lastly, the social model of  disability and the Deaf  critique are both 
explicitly anti medicalization. Despite accusations of  being antiscience 
or antitechnology, however, these fields are not. What they share is 
a commitment to nuance, to critical thinking about the ways we use 
technologies and the ways we use scientific and medical knowledge, 
which is what draws them together so well. This is also why I empha-
size the ambivalence of  medicalization. It is not a neutral process; 
technology is not neutral, bodies are seen as in need of  transforma-
tion (especially disabled ones), and the social structures where these 
processes take place are cultural sites with norms and values.

The politics of  disability and the consequences of  biotechnolo-
gies have certainly been examined together before.15 However, the 
patterns I observe make explicit that setting up stark choices be-
tween models of  disabilities (in this case narratives of  deafness) and 
decisions about whether to endorse or critique medicalization are 
woefully inadequate. Others have already noted the limitations of  
the social model.16 As Shakespeare and Watson state, “People are 
disabled both by social barriers and by their bodies. This is straight-
forward and uncontroversial” (2001, 23). An excellent example of  
how this has already been studied in the family context is Lands-
man’s (2008) research showing that mothers of  children with dis-
abilities vacillate between these models without total allegiance to 
one or the other.17 Meanwhile, in public and academic debates on 
CIs specifically, many have disagreed for decades about which “side” 
is right; these tensions have been well documented in mass media 
(Davey 2011; Boggs 2010; Solomon 1994; Aronson 2001). In contrast, 
this book shows that there is a striking difference between theories 
of  medicalization, public debates over CIs, and families’ concerns as 
they raise a deaf  child.
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This gap between the debates over CIs and families’ experiences is 
far more aptly described by the concept of  ambivalent medicalization 
I outlined above. Previously, Parens suggested that we “try to articu-
late the difference between good and bad forms of  [medicalization]” 
(2011, 2), but ambivalent medicalization takes this idea a step further, 
allowing for both good and bad consequences of  medicalization to 
coexist and recognizes ambivalence as characteristic of  the process 
itself. It also allows for the politics of  disability and the politics of  
medicine to be considered together. For example, Kafer (2013) devel-
oped a political/relational model of  disability, and this model neither 
embraces nor rejects medical intervention but instead recognizes the 
simultaneity of  desires for cure or mitigation and being allied with 
the social and political struggles of  people with disabilities. By de-
ploying ambivalent medicalization then, I seek to capture the nuances 
of  the daily, lived realities of  families caring for a member with a 
disability and address the inadequacy of  the bifurcated models of  
disability and ways of  thinking about medicalization.

Emphasizing�the�Family�Context

Pediatric implantation, and any medical intervention for that matter, 
cannot be disentangled from family life. Today, social practices and 
policies regarding disability are very different from before. For exam-
ple, the disability rights movement fought to end institutionalization, 
the cultural practice of  putting a child born with a disability into an 
institution for the duration of  his or her life. As a result, the site of  
care for children with disabilities largely shifted to individual families 
in the United States starting in the latter half  of  the twentieth cen-
tury. This shift overlapped with the emergence of  biomedi calization 
and parents increasingly taking on a collapsed parent/patient role 
in efforts to care for their disabled child. Together these shifts signal 
that caring for a child with a disability is a private matter. Children 
are seen as “private property, and their economic and social burden 
is not shared” (Rothman 1993, 8). Engagement in curative techniques 
is the family’s responsibility.

This responsibility is highly gendered. It is well documented that 
child- rearing duties primarily fall on women, with a “persistent ide-
ology about the gendered nature of  care work” (Herd and Meyer 
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2002, 2). This is no different when it comes to children with disabili-
ties; it is most likely the mother who will be in the collapsed role 
of  parent/patient. Indeed, in my study it was almost entirely the 
mothers who were in the clinic attending appointments, and who, as 
in previous studies of  mothers of  children with disability, “provided 
the majority of  the therapeutic care, and were held responsible by 
professionals for that care” (Leiter 2004, 839). This is aptly illustrated 
in the following chapters, as clinical staff  consistently refer to the 
parents involved in implantation as “the moms.” And so this book is 
also a feminist endeavor to include women’s voices in the knowledge 
production related to CIs.18

Motherhood intersects with biomedicalization in particular ways. 
For example, one feature of  biomedicalization is how “the key site 
of  responsibility shifts from the professional physician/provider to 
include collaboration with or reliance upon the individual patient/
user/consumer” (Clarke et al. 2010, 65). Also, biomedicalization 
illuminates that health is a moral obligation that requires self- 
transformation (Metzl and Kirkland 2010; Rose 2006). In the follow-
ing chapters, I show how mothers’ obligations to transformation and 
collaboration are explicitly, consistently, and strategically invoked in 
the clinics, the supporting institutions, and the community of  par-
ents of  children with CIs. The message is clear: a “good” mother 
will do the long- term care work associated with implantation if  her 
child is deaf.

Scientific motherhood, or “the belief  that women require expert 
scientific and medical advice to raise their children healthfully” (Apple 
1995, 161), undergirds CI- related interventions in children. But the 
ethos of  scientific motherhood is often seen as common sense, rather 
than a historically and socially constructed belief. Indeed, the thera-
peutic duties mothers are expected to follow are dictated by health and 
intervention policy in the United States, which is founded on scientific 
knowledge (Leiter 2004). In this book, I show how today this duty is 
primarily defined by a focus on the brain and requires a commitment 
by mothers to capitalize on neuroplasticity.19 As a result, mothers are 
socialized into the idea that a regimen of  “neuronal fitness” for her 
child is the key to individual success (Pitts- Taylor 2010).

Notably, this shifts responsibility from the device to the individual 
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and, in the case of  pediatric implantation, onto the mother. While 
on the surface we celebrate the CI as a technological triumph, we 
are in reality demanding more and more invisible labor on the part 
of  mothers to achieve its successes and blaming mothers if  it does 
not work. As we increasingly depend on neuroscience as a trope of  
explanation, the site of  labor for mothers then goes deeper into the 
body, down to the wiring of  the brain. Thus, what unfolds in the 
following chapters is an exploration of  the neuroscientific narrative’s 
framing of  families’ individual responsibility to ensure the normalcy 
of  their child. This convergence of  scientific knowledge and individ-
ual, private responsibility assigned to mothers illustrates Dána- Ain 
Davis’s observations that when accounting for women’s experiences, 
“particular domains of  expectation unfold especially in relation to 
neoliberalism” (2013, 25).

While scientific motherhood is encouraged by institutions in-
volved in CI- related interventions, socioeconomic status and cultural 
background affect the extent to which mothers engage with and 
embrace the role. Numerous studies confirm the positive correla-
tion between “high levels of  family involvement” in interventions 
and outcomes in childhood development (e.g., Conger, Conger, 
and Martin 2010). Lower- class families have less social capital, fewer 
resources, and less time to participate in the ongoing intervention 
strategies. Indeed, class disparities have also been identified in pe-
diatric implantation.20 In chapter 3, I show that disparities in pedi-
atric implantation occur through two channels related to class and 
cultural background. The first is related to the biases professionals 
in implantation have regarding socioeconomic status and diverse 
cultural backgrounds. For example, audiologists are less likely to 
deem children of  lower socioeconomic status and immigrant fami-
lies as appropriate CI candidates (Kirkham et al. 2009). The second 
channel echoes Lareau’s (2003) observations that upper-  and middle- 
class families adhere to a different parenting style than working-  and 
lower- class families. These parenting styles have different attitudes 
toward institutions; in white and/or middle- class homes, Lareau ar-
gues, the “high intervention” parenting style reflects the values of  
formal institutions. This creates what Lareau calls a more “seamless 
overlap” between institutions and the home.
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The�Research�Setting�and�Study�Participants

This book is based on a multisited ethnography. Over the course of  
approximately six months, I conducted fieldwork in a CI clinic two 
or three times per week; interviewed ten parents in their homes; and 
observed school programs, parent support groups, and other parent 
events. To find a site where I could conduct clinical observations, I 
visited the website of  Cochlear, one of  the largest manufacturers 
of  CIs. Clinics where one can obtain a CI were listed by area. I then 
e- mailed the director of  every center listed in the New York City 
metropolitan area. The director at one of  the clinics, which I will call 
New York General, or NYG, replied. After an initial meeting about 
the goals of  my research, she approved my study idea.21

A few days later, the director of  the clinic at NYG, Sharon, asked 
me to give a presentation during lunch to the entire staff  of  the cen-
ter, about twenty people. I explained my interest in understanding 
how implantation was socially and institutionally organized and my 
focus on the parent experience. I also explained that I was a sociolo-
gist who would probably be “lurking about,” and that they should go 
about their usual professional duties. Indeed, I often simply accom-
panied audiologists throughout their day.

The NYG CI clinic is housed in a large hospital system and is part 
of  a hearing and speech center that treats patients with a variety 
of  audiological conditions. The clinic participants were the audiolo-
gists, surgeon, speech therapists, and social worker who work in 
the area of  pediatric implantation, as well as the parents who inter-
act with them. In the interest of  protecting those involved, I have 
changed the names of  all participants and the name of  the clinic 
where I conducted fieldwork.

NYG provided me with an identification badge similar to those 
worn by all employees. It bore the title “Volunteer.” I was assigned 
to the hearing and speech center and was given a desk and computer 
in the cubicle next to the secretary to the CI surgeon. I dressed pro-
fessionally at all times. I had access to the scheduling software, the 
patient database, and patient histories (which I accessed only after 
parents signed a consent form allowing me to do so). I had permis-
sion to sit in on staff  meetings and CI team meetings, and to talk 
to center staff  and be present during daily routines. The day- to- day 
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operations of  the clinic include an array of  services, but the focus 
of  this book is on the specific processes and appointments related 
to infant CI recipients, such as evaluation, candidacy, surgery, and 
aspects of  long- term follow- up care.

I also traveled to parents’ homes to conduct interviews. The in-
clusion criterion for the parents in my study was that they had a child 
under the age of  six who had been, or was about to be, implanted. I 
chose this age group to align with the NIDCD statistics showing this 
age range as the fastest- growing demographic of  CI recipients. I re-
cruited parents through the clinic and through parent events such as 
support groups, informal dinners, and advocacy trainings arranged 
by local hearing loss– related organizations. (For example, CI cor-
poration Cochlear sent representatives into schools to run parent 
trainings on how to best use the device.) Because almost all of  the 
parents in this study were recruited at NYG, I was able to interview 
audiologists and parents about the same clinical encounters and get 
multiple perspectives on one interaction.

The range of  time since implantation varied for the children of  
the parents I interviewed. Some had been implanted thirteen years 
prior to my interviews with their parents, while others underwent 
surgery during my time at the clinic. More uniform was the age of  
the child at the time of  surgery: averaging two years. Candidacy 
determination, pre- implantation appointments, surgery, surgical 
follow- ups, and multiple types of  long- term care take place over 
a period of  years. For a variety of  reasons, including the fact that 
implantation is a multiyear procedure, I could not follow parents 
through the entire process. Thus, the participants in my research 
were all at varying points of  the implantation and rehabilitation pro-
cess and were typically moving from one phase to the next. To give 
an impression of  the process, I offer stories from different parents at 
different stages. During observations and interviews, I used a digi-
tal voice recorder to record interactions and always had a notebook 
with me, where I wrote down field notes. All field notes, recordings, 
and interviews were transcribed and analyzed line by line for recur-
rent themes.

One of  the limitations of  this study is that the interactions de-
scribed here are those of  only one clinic, and therefore may not be 
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indicative of  national trends. Currently, there is no one nationally de-
fined protocol for CI clinics, although they typically follow U.S. Food 
and Drug Administration guidelines and CI manu facturers’ recom-
mendations (Bradham, Snell, and Haynes 2009). In fact, the variation 
across clinics is attributable to a lack of  established, national- level 
best practices. The American Academy of  Audiology (AAA) has pub-
lished advice about CIs, and the American Speech- Language- Hearing 
Association (ASHA) has published preferred practice patterns. How-
ever, those two resources “provide comprehensive discussion but not 
enough specificity to be considered as best clinical practices” (Sorkin 
2013, S9). As a result, implantation practices and CI information dis-
semination vary considerably within and across states (Sorkin 2013). 
Since I did not survey every other clinic in the country, I do not know 
to what extent the practices at NYG resemble practices at other clin-
ics. Future comparative studies would be beneficial. Nevertheless, 
I hope that this study can give a picture of  what some families ex-
perience and perhaps suggest additional important areas of  inquiry 
when establishing such standards of  practice.

How a CI clinic operates depends on its resources. The extent to 
which resources are allocated to CI programs depends on a number 
of  factors, such as whether the clinic serves a major metropolitan 
area and its proximity to educational programs. NYG has a particu-
larly rich supply of  resources because it is located in one of  the larg-
est health care systems in New York State and is in proximity to a 
number of  deaf  schools and programs in the New York City area. 
As such, it is most likely to be generalizable to clinics in larger cities 
with available CI community resources, such as schools.

A second limitation of  this study regards the sample size and uni-
formity. The parents I had access to are those whose children had 
received a diagnosis of  deafness and who were getting, or already 
had, a CI. I do not know what happened to parents of  deaf  children 
who did not opt for a CI, nor did I ever witness appointments where 
parents stated that they did not want a CI. Because families who did 
not get the CI were not in the clinic regularly, I did not have expo-
sure to them. When I asked the audiologists I worked with about 
this demographic that was hidden to me, they told me that typically 
it was the small percentage of  deaf  children who had deaf  parents 
that did not get the CI and simply did not need to come to the clinic. 
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This is not to say that deaf  parents do not ever get CIs for their deaf  
children (because they sometimes do), but rather that this limitation 
of  the study reflects the experiences of  the audiologists at this clinic 
and the clinic’s trends in implantation. As I take up in chapter 3, 
children receiving CIs are members of  predominantly white, middle- 
class families (e.g., Johnson 2006; Boss et al. 2011; Hyde and Power 
2006). Thus, my sample of  primarily white, middle- class mothers 
who frequented NYG reflects these trends. I acknowledge that there 
are variations in CI experiences beyond my sample, but the patterns 
I found in the overall structure and culture of  implantation offer a 
starting point for more broadly understanding the social aspects of  
pediatric implantation.

Dilemmas�in�Fieldwork

Ethnography is a method of  making a social world visible through 
deep description, attention to microinteractions, and interpretation 
of  the processes of  meaning making. All ethnographers must wres-
tle with their positions in the field; any ethnography is by definition 
full of  awkward social relations, and it is the job of  the ethnographer 
to navigate these (Hume and Mulcock 2004). But reflexivity— the 
awareness of  both the ways we shape the environment in which 
we conduct fieldwork and the ways in which our own experiences 
and biases influence interpretation of  data— takes a particular shape 
when researching controversial topics. One must think carefully 
about assumptions and critically about any claim of  neutrality.

In his classic essay “Whose Side Are We On?” (1967), Howard 
Becker argues that the sociological researcher can, in fact, never be 
neutral. Indeed, I have a background in the Deaf  community as a 
friend, advocate, and professional sign language interpreter for 
more than twenty years. This experience shaped the assumptions I 
had going into this research project, but it did not prevent me from 
seeing the complexities of  implantation. This was partly because I 
borrowed some of  my methodological strategy from grounded the-
ory, a type of  ethnography where one goes into the field without a 
specific hypothesis to prove or disprove (Strauss and Corbin 1990; 
Charmaz 2006). Because I had little idea of  what to expect when 
entering the clinic, grounded theory gave me an open orientation 
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wherein I adopted the tactic of  listening to and recording everything. 
In addition, I adopted the strategy of  “situating knowledge” from 
feminist theorist Donna Haraway. This required a commitment to 
mapping the tensions around a particular subject, understanding the 
views of  different stakeholders involved, and seeing things from dif-
ferent perspectives (Haraway 1988).

My overall strategy was not to prove one side of  the debate right 
or wrong but instead to show the people I studied and what mean-
ings the CI had for them. I also wanted to depict the study partici-
pants as complex individuals. Parents, for example, at times adhered 
to what they were told by persons in positions of  authority and at 
other times carved out their own systems of  meaning. No matter 
what their role, all participants struggled to do what they felt was 
best. But what is “best” is socially constructed. So in this book, I 
emphasize and critique the social, cultural, and institutional struc-
tures shaping these beliefs and actions in the first place, rather than 
critiquing individuals or their choices.

I cannot know how or if  my background affected the way study 
participants interacted with me or with others while I observed. Al-
though I disclosed my background in the Deaf  community to the CI 
center director before the study commenced, and she still welcomed 
me, I do not know to what extent that influenced my observations 
and interviews in the clinic. I also had to decide if  and when to dis-
close this background to parents. In general, I did not bring up the 
controversy over CIs, although participants in the study sometimes 
did, and I never gave an opinion on the matter.

I am acutely aware that readers will map their own cultural 
framework or allegiance onto the material presented in this book. 
Although I try to emphasize the complexity of  pediatric implan-
tation and what these families experience, it is apparent that I am 
critical of  the process of  medicalization. But I am equally critical of  
some of  the arguments from the Deaf  critique; that is, this book is 
grounded in the data my fieldwork generated, driven by an analysis 
of  the patterns I observed, and as a result presents a nuanced view on 
CIs that does not fully accept the terms of  either side of  the debate.

This is why I chose to title this book Made to Hear. With the title, 
I wanted to set a tone that reflected ambivalent medicalization— 
that is, encouraged shifting, various, and simultaneous meanings. I 
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thought of  myself  at work as an interpreter, trying to interpret or 
translate the meaning of  the English word made. When you inter-
pret from spoken language to American Sign Language, the actual 
English word does not matter or directly translate; what you inter-
pret is the concept that roots it. The English word made has multiple 
meanings, and in ASL there is a different sign for each of  these. For 
example, the title of  the book could be referring to made as in indi-
viduals rendered able to hear through the facilitation of  a device. Or 
it could be made as in being forced or compelled to engage in the act 
of  hearing. Or it could be made as in a belief  that we are created, as 
humans, to hear. You have the option to interpret made in any way 
you want and perhaps in multiple ways at once.

The�Chapters�Ahead

Chapter 1 emphasizes that implantation is a long- term process. I 
identify the five stages of  implantation, show how the children are 
diagnosed, and how the parents are inculcated into a medicalized 
script of  deafness through microinteractions and anticipatory struc-
tures. Chapter 2 is a continuation of  this theme but focuses on the 
emotional supports available to parents as they move into the second 
stage of  implantation. In this stage, each state initiates Early Inter-
vention (EI) services, a program that supports children with disabili-
ties from birth until the age of  three. Chapter 3 details how children 
move into the next stage of  implantation: candidacy. In this chapter, 
I show how audiologists’ assumptions about the impact of  a family’s 
class position and cultural background influence parents’ adherence 
to clinical recommendations. Chapter 4 focuses on the central role 
that neurological discourse takes throughout all of  the implanta-
tion stages. Chapter 5 further elucidates the interinstitutional con-
nections between clinics, CI companies, and schools. It shows that 
certain school programs have become an extension of  the clinic, 
especially as new education industries arise specifically to meet the 
needs of  implanted students. In the conclusion, I revisit the patterns 
I found regarding clinical socialization strategies of  mothers, the 
influence of  class on implantation, the role of  neuroscience, and 
the expanding markets in the CI- related education sector. In doing 
so, I make the case for the utility of  ambivalent medicalization as a 
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concept that better explains the patterns described in this book. I also 
identify questions we should be asking about implantation, suggest 
critical alliances that might help address issues in implantation, and 
comment on the continuing controversy over the device and schism 
between implantation and Deaf  culture.

Much of  the previous literature that explores social aspects of  
CIs explains why people have such differing opinions and often de-
fends one side of  the debate or the other. By contrast, this book 
offers a balanced look at both sides of  the issue, does not fully accept 
the terms of  either side of  the debate, and uses empirical data to 
construct an analysis of  the social aspects of  implantation. Families’ 
experiences and concerns are far different from the political argu-
ments. Indeed, the family is a key social site where meanings of  deaf-
ness and disability are assigned but also perhaps rewritten (Rapp and 
Ginsburg 2001). What does the medicalization of  deafness in families 
look like, and what meanings of  deafness propel these children into 
the future? By slowing down and pulling apart the moments in these 
families’ experiences, implantation is revealed to be long and ardu-
ous. What emerges is an ambivalent medicalization, one that both 
demands work of  parents and provides relief, allows for accepting 
some aspects of  one script and rejecting others, gaining some things 
while losing still others.

In our society, the Deaf  cultural script of  deafness tends to be dis-
missed as merely ideological, and professionals in the fields related 
to implantation tend to view both the Deaf  critique and the use of  
sign language as harmful. Meanwhile, opting for biotechnologies 
and medical intervention is generally held up as the correct choice, 
and mothers are expected to do the care labor that accompanies this 
medicalization, though not all have the socioeconomic resources to 
do so. Over the following chapters, I make clear that social factors, 
not technological prowess, may predict the outcome.

Medical knowledge about deafness and the deployment of  CI 
technology is socially organized and historically situated. The real in-
tervention of  this book is to show how the medicalized script of  deaf-
ness and scientific claims about the brain used by audiologists and 
other professionals in implantation are as equally cultural as Deaf  
cultural claims about what it means to be deaf. As in other studies 
of  controversial topics (e.g., Scott, Richards, and Martin 1990), pro-
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fessionals and educators, armed with scientific knowledge, refer to 
opponents’ claims as irrational, unscientific, and thus merely “ideo-
logical.” But the production, consumption, and characteristics of  
medical knowledge regarding deafness are also collectively made— 
that is, medical or scientific claims are also social claims. This book 
makes that process visible and by extension also argues that it can be 
collectively made differently. The two points that Jane alluded to that 
afternoon in her kitchen— that the CI is now largely embraced as a 
tool for treating deaf  children and that sign language is being erased 
as a viable option for deaf  children— do not have to go together. 
Technology does not determine what is done with it: we do.

Finally, I explicitly collected the stories of  mothers. This contrib-
utes to our understanding of  the nuances of  medicalization in con-
temporary life; it is also a feminist endeavor. Indeed, today families 
make choices about disability and biotechnologies in a contested en-
vironment. Mothering in particular is hard in this context. How do 
women live with the policies in place? How do current systems of  
implantation uphold the divides over the device and place increased 
demands on mothers? Investigating these and other questions is 
also a way to plan better; this inquiry has practical application for 
program evaluation, better- designed services, better policy making, 
and better meeting of  people’s needs. But the chapters also serve a 
reflexive purpose: they give us the opportunity to slow down clinical 
processes and interactions and to examine the consequences they 
have on people’s lives.
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A�DIAGNOSIS�OF�DEAFNESS

How�Mothers�Experience�Newborn�Hearing�Screening

The Other is— sometimes quite suddenly— 
 a member of  the family.

• �Gail�Landsman,�Reconstructing Motherhood and 
Disability in the Age of “Perfect” Babies

The routines of  clinical staff  and the lives of  the families who par-
ticipated in my study show that implantation is a long, emotionally 
draining, socially dynamic, and institutionally embedded process; 
that is, implantation involves a period of  years that spans from the 
process of  diagnosis to the long- term follow- up care needed years 
after surgery. Yet in popular culture, the CI is often seen as a miracu-
lous and instantly effective surgical cure for deafness. Many of  the 
most popular YouTube videos about the CI show it being turned 
on and someone “hearing for the first time.” But implantation is 
not a onetime event, nor is the person in those videos experienc-
ing the same kind of  hearing that hearing people do. We also tend 
to assume that implantation occurs immediately after diagnosis of  
hearing loss. This is also not true; CIs are not a “first- line” treatment. 
Current standards of  care require parents to try other methods of  
intervention first (such as hearing aids), and once a child is docu-
mented as having inadequate benefit from them, only then does in-
surance cover the CI and can candidacy for surgery be considered.1 
Even after surgery, however, a long- term commitment is required to 
learn how to use the CI.

Throughout implantation, the families in my study were social-
ized into the medicalized script of  deafness as well as into performing 
various kinds of  interventions. While there is no one CI story, every 
family experienced a point of  entry into this pattern of  socialization 
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followed by movement through five similar stages: identification, 
initiation of  intervention, candidacy, surgery, and long- term follow- 
 up care. Some children were identified as deaf  at birth and had this 
diagnosis confirmed within weeks, while others become ill, for ex-
ample, and were diagnosed later. But regardless of  how and when 
these children were diagnosed, it took time to socialize the families 
into the culture of  implantation and to prepare the child and family 
for the device and for the years of  habilitation after surgery.

Anticipatory�Structures

Because interventions are multifaceted and long- term, the protocols 
and structures of  the clinic remain consistent to facilitate the flow of  
parents from one stage to the next. I call these multiple strategies used 
by the clinic anticipatory structures. Anticipatory structures are per-
sons, practices, and protocols in the clinic that are already in place and 
are triggered by a particular event and deployed to reduce parents’ 
resistance to medical interventions. The main goal of  antici patory 
structures is to encourage and maintain compliance. They take many 
forms, like specific communication strategies used with parents, and 
staff cooperation with each other to provide different aspects of  care to 
the same family. They have various purposes, such as ensuring follow- 
 up visits and involving parents in the child’s care. Finally, information 
sharing and knowledge transmission (whether from professionals to 
parents or from parent to parent) cannot be untangled from emotional 
support. For example, I observed clinical staff  give medical— and at 
times highly scientific— advice while frequently describing what they 
were doing as emotional work. Clinic staff  routinely anticipate the 
needs, concerns, and worries of  parents throughout the implantation 
process. Thus, in addition to ensuring compliance, anticipatory struc-
tures also have a strong emotional component.

Compliance and self- regulatory behavior in patients, especially 
those with chronic conditions, are routine topics of  health research. 
Here, parents assume the patient role on behalf  of  their child. But 
there is a complex relationship between the term compliance, indi-
cating deference to medical power, and the term adherence, indicat-
ing that patients have agency or self- determination. For example, 
compliance is defined as “the extent to which a person’s behavior (in 
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terms of  taking medications, following diets, or executing lifestyle 
changes) coincides with medical or health advice” (Haynes, Taylor, 
and Sackett 1979, 1). But this implies that patients are only passive 
recipients of  medical advice who blindly obey expert suggestions. 
Critics think compliance suggests “that patients acquiesce to, yield 
to, or obey physicians’ instructions; it implies conformity to medi-
cal or medically defined goals only” (Lutfey and Wishner 1999, 635). 
Proponents of  adherence argue that it more accurately “captures 
the increasing complexity of  medical care by characterizing patients 
as independent, intelligent, and autonomous people who take more 
active and voluntary roles in defining and pursuing goals for their 
medical treatment” (Lutfey and Wishner 1999, 635).

But the debates about compliance and adherence in both social 
and medical science also illustrate one of  the central lines of  inquiry 
in sociology: What degree of  agency do individuals have as they live 
out their lives within social structures? The institutions that the fami-
lies in this study navigate are an example of  social structure; this shift 
to thinking about adherence mimics the shift to biomedicalization, 
where patients are seen as active participants in their own care. More 
specifically, how do families experience the process of  diagnosis and 
how do they use the clinic as they frame the meaning of  their child’s 
deafness? In what ways do these institutions work upon these fami-
lies to influence their utilization and framing?

In this chapter I delve into these questions by showing specific in-
stitutional processes, or anticipatory structures, that shape families’ 
experiences. For the most part, families are unaware of  the ways in 
which clinic staff  strategize their communication styles and antici-
pate families’ emotional response to the diagnosis. The following 
describes specific characteristics of  anticipatory structures during 
the first stage of  the process of  implantation: identification.

Newborn�Hearing�Screening

The CI clinic at NYG is part of  a larger hospital system, whose main 
hospital building is a short walk away. Both the audiology and oto-
laryngology (or ear, nose, and throat [ENT]) divisions are located in 
the CI center. The center’s building is newly renovated, and every-
thing inside is smooth and clean. The lobby is quiet and decorated 
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with soft, pastel colors that soothe the eye. Just through this lobby 
is a set of  glass doors that lead to the clinic’s waiting room. The 
new, modern furniture continues the cool color palette, except in 
the kids’ area in the waiting room. That area is bursting with bright 
colors and chock full of  large plastic toys, wooden blocks, and tiny 
tables and chairs.

One morning, I walked through the lobby and down the hall to 
meet Margaret, the newborn hearing screening (NBHS) program co-
ordinator. In every state in the United States, a NBHS program is in 
place to identify all newborns with a significant hearing loss. NBHS 
is a crucial part of  the stage of  identification, as failing a hearing 
screening is commonly the triggering event that activates the clinic’s 
anticipatory structures for possible CI candidates. NBHS programs 
were implemented after a 1988 Commission on the Education of  
the Deaf  report found that the average age of  identification for pro-
foundly deaf  children in the United States was two and a half  years 
old. At the time, hearing screenings, or tests that showed if  a child 
had a hearing loss, were rarely used. As a result, children would often 
live for more than two years without any language input at all.

Pre- NBHS stories reveal an abundance of  cases of  late diagnosis. 
Lane, Hoffmeister, and Bahan noted in 1996 that the mother often 
sensed something amiss. For example, over the first year of  a child’s 
life, mothers “[might have] successfully and enjoyably play[ed] patty- 
cake with their child, yet notice[d] that the child [did] not respond 
when urged to sing along” (Lane, Hoffmeister, and Bahan 1996, 32). 
Mothers might have repeatedly asked if  something was wrong with 
their child, but their concerns might have been dismissed by a doc-
tor, or they may have mistakenly been told that their child was de-
velopmentally disabled. Months would pass; “after repeated cycles 
of  suspicion that a problem exists, rejection of  the suspicion, and its 
re- emergence” (Lane et al. 1996, 33), finally the child would be taken 
for a hearing test.2

Today, identification practices are much different. After the 1988 
report, the Joint Committee on Infant Hearing ( JCIH) issued a po-
sition statement on the matter. The JCIH, composed of  representa-
tives from audiology, otolaryngology, pediatrics, and nursing, among 
others, recommended that children at a higher risk of  hearing loss, 
such as those who were jaundiced or had needed neonatal inten-
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sive care, be screened before being discharged after birth. In 1990, 
the Surgeon General challenged state and federal agencies to devise 
a plan to have all deaf  children identified before the age of  twelve 
months. By 1993, the National Institutes of  Health (NIH) recom-
mended that all newborns be screened before leaving the hospital. In 
support of  this, the JCIH wrote, “All infants with hearing loss should 
be identified before three months of  age and receive intervention by 
six months of  age” ( JCIH 1994).

NBHS programs are now federally mandated in every state by 
the national Early Hearing Detection and Intervention (EHDI) pro-
gram, which is housed under the Centers for Disease Control and 
Prevention (CDC). The federal EHDI program partners with state 
NBHS programs, which in turn partner with other state programs, 
such as Early Intervention (EI), a social services program created 
through legislation that provides therapy at home from birth to age 
three. NBHS programs’ goal is to promote communication from 
birth for all children, starting with early identification of  hearing 
loss. NBHS is only one example of  newborn screening changes in re-
cent years; numerous additional conditions besides hearing are now 
screened in newborns. Sociologists have already observed how the 
increased availability of  screenings ensnares parents into a flurry of  
new kinds of  medical decisions as they grapple with all kinds of  new 
information (Timmermans and Buchbinder 2012). Today, more than 
95 percent of  all newborns in the United States undergo hearing 
screenings, and hearing loss is the most commonly detected “birth 
defect” (American Academy of  Pediatrics).

As the NBHS coordinator, Margaret’s role was to supervise the 
technicians who administer these screenings to newborns, and meet 
and follow up with parents when a baby failed the hearing test. That 
morning, we left her office and made our way to the main hospital 
building to visit the nurseries. We arrived at the maternity ward, where 
nurseries lined a long hallway. The staff called this area “Well Babies,” 
the department where babies without any major complications or 
conditions were delivered. As we walked from the center to the main 
building, Margaret spoke of  her work and how much she enjoyed it.3 
Clearly she was passionate about what she did, and she had been doing 
it for a long time. She suggested we go check on her “girls,” meaning 
the NBHS technicians who make the rounds testing newborns.
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We went through an unmarked door next to one of  the nurser-
ies and entered a small equipment room, where we found Cheryl, 
the NBHS technician, or “screener,” on duty. She was gathering her 
equipment together on a two- tiered rolling cart. The metal cart was 
equipped with various machines and tools, stacks of  pamphlets, and 
a pile of  round, brightly colored “I had a hearing test” stickers. The 
stacks of  pamphlets were separated into two groups: one kind was 
for children who passed the screening, the other for children who 
failed it. Before we began making our rounds with Cheryl, Margaret 
told me that because it was late morning, the babies would be with 
their mothers. This meant it might be hard to find a baby to test.

Margaret explained that there were different kinds of  screening 
devices, and that the most commonly used one in the nursery is 
called an otoacoustic emissions (OAE) test. The small, gray OAE 
screening machine looked like a portable credit card machine, ex-
cept for the wire coming out of  it, which was attached to an ear 
probe with a rubber tip on the end. During an OAE, an earphone 
and microphone are placed in the baby’s ear. A sound is presented; 
if  the baby hears normally, the ear responds. This looks like an echo 
(or an “emission”) reflected back into the ear canal, detected by the 
microphone, and measured by the device. If  there is hearing loss, 
there is no emission. After the test, the machine produces a receipt 
displaying the results.

We were ready to roll out. Time was of  the essence. NYG is a large 
hospital that handles thousands of  births each year, and typi cally the 
screeners have only a forty- eight- hour window to work with: this is 
the amount of  time insurance companies cover for well babies to 
be hospitalized. Margaret explained to me that early morning is the 
only time to screen the babies because they spend overnight in the 
nursery. After that, they are given to the moms. She also told me that 
if  screeners miss that window, it is nearly impossible to get a screen-
ing in; having a baby is a celebratory event, and there are visitors and 
everyone is happy. If  there is “bad news,” she tells me she has to be 
very careful. But the upside, she says, is that EI is in place and ready, 
and it is NBHS that allows them to get children enrolled right away.

On a typical morning, the screener came in early and brought the 
babies to the testing room, because the tests require a quiet environ-
ment and a sleeping baby. If  they passed, they would get a brochure 
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and be done, Margaret said, then added that if  they failed the test, 
they would retest to make sure it was “a real fail.” Because state law 
mandates NBHS, Margaret and her team of  screeners are required 
to tell the parents the results. This is a highly managed moment. She 
advised that one should “never say fail,” and the word fail does not 
appear in the pamphlet. Instead, it is framed as not being able to get 
a passing result yet.

Margaret emphasized further not to say the word fail to parents 
and instead to go in, sit down, and ask the parents if  they could talk 
for a few minutes. This is when she would explain what it is the 
hearing screeners do and that they simply were not able to get a 
passing result yet. She also explained to me that she had developed 
ways to deliver this kind of  news without making moms “hysteri-
cal.” To do so, she would say that there were many normal reasons 
for not passing the test yet, such as fluid being in the ears if  it was 
a Caesarean birth. However, Margaret warned that she had to be 

The�front�pages�of �two�different�pamphlets�given�to�parents�after�the�
newborn�hearing�screening.�Pamphlets�published�by�the�New�York�State�
Department�of �Health.
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careful not to “blame” the C- section because then the mother might 
call her ob- gyn and complain. That could then get her in trouble 
with that doctor, and that was not something she wanted. She also 
told me that mothers always have the same questions for her; the 
first one always was, Is my baby deaf ? I asked her what she did then, 
and she demonstrated to me in a most wonderfully soft, reassuring 
voice how she explained that it was not at all what they were saying, 
and that it was probably just fluid, so they should come back to the 
center in a month for a retest. She also assured parents that things 
are usually fine, but it is always best to follow up.

After we took a walk through Well Babies without finding any ba-
bies to test, we went to the neonatal intensive care unit (NICU). The 
NICU is another testing environment altogether. Margaret described 
it as a place for very sick babies. She explained that she had to know 
when a baby could tolerate the test safely, and she noted the impor-
tance of  not antagonizing the nurses, who might have just spent 
an hour feeding a baby, who then throws up after being tested. At 
the NICU, there were babies in incubators with one- on- one nursing, 
some of  them extraordinarily fragile. Many were on respirators and 
in large, enclosed pods with lots of  wiring and tubing. Some of  the 
machines were taller and wider than I. These babies are not brought 
into the testing room; a technician comes through with the cart. As 
we moved through the unit, we first rolled the cart to one of  the last 
rooms, which holds the babies who are closer to being discharged. 
These babies are less fragile; there were about ten of  them. The tech-
nician walked around, checking to see if  it was a good time to test 
and whether the test had already been done. If  it had, there would 
be one of  those “I’ve had a hearing test” stickers on the top of  the 
clear plastic container the baby was encased in.

Again, there were no babies requiring testing at that moment in 
this room, so we moved into the newer wing of  the NICU. This 
section of  the NICU is completely different, with its all- glass walls, 
state- of- the- art technology, and computers everywhere. Each of  
these babies had his or her own room, or “pod,” and all were in in-
cubators. Because all the walls were glass, I was able to look into all 
the pods. In one of  them, doctors surrounded one of  the incubators, 
performing a surgery. We rolled the cart from pod to pod; as we did 

      



A�DIAGNOSIS�OF�DEAFNESS� 35

Cheryl checked charts to see if  it was a good time to test. We came 
upon one baby that was in the NICU as a precaution because the 
mother had had a temperature during childbirth. We made our way 
to the incubator. Cheryl, Margaret, and I all peered into the clear 
plastic little box. He was sleeping, and he was tiny. Next to him was 
a nurse sitting at the computer. Cheryl powered on the equipment, 
took the wire from the OAE machine that had the ear probe on it, 
and placed it in the infant’s ear for a few seconds. She then pressed 
a button on the machine; it lit up. A few seconds later it printed 
what indeed looked like a receipt: It read “passed” in black text at 
the bottom of  the paper. Cheryl placed a sticker on the baby’s name 
card at the top of  the box. She then placed a “your baby passed the 
hearing test” pamphlet in the crib with him.

After this, Margaret and I left the NICU to return to her office 
at the CI center. When I asked her what happened if  a NICU baby 
failed (as opposed to a “well baby”), Margaret said they tell the neo-
natologist but not the mothers, explaining that the mothers have 
a lot of  bad news to deal with and that the neonatologist has a re-
lationship with them that the screeners do not have. Margaret is 
clearly aware of  and negotiating a lot of  constituencies; she knows 
she has to manage the mothers and her own colleagues and to satisfy 
the law. She said that she had to put her head down and do her job, 
and that because the testing does not tell us anything about what 
kind or what degree of  loss, her job is only to convey whether the 
baby has passed or failed.

When a child does fail a screening, Margaret makes sure that the 
mother brings the child back to the CI center for a follow- up test, 
usually within three months. To assist in accomplishing this, when 
a well baby fails the screening, she promptly shares this information 
with their pediatrician. She explained to me that pediatricians are 
far more effective than her team is at ensuring that mothers bring 
the children back for further evaluation, because they have estab-
lished relationships with the mothers. This kind of  careful relaying 
of  information— anticipating emotions and managing mothers— is 
crucial to the clinical staff  in general. Forging a relationship with 
“the moms” (a phrase used by Margaret and many others in the 
clinic) is the most important and crucial step in identification and 
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the initial intervention: The possible need to engage in the long- term 
nature of  the implantation process means connecting with families 
and building trust.

This is why, when a child fails the newborn screening, Margaret 
employs the communication techniques that she demonstrated to 
me, such as speaking softly and in a comforting manner, not using 
the word fail, reassuring mothers that the child could probably hear, 
but that they should just come back and confirm. But Margaret also 
makes sure that the mother has an actual appointment paper for that 
follow- up appointment in her hands before she is discharged from 
the hospital after giving birth. And the effort does not stop there. A 
team of  secretaries assisting Margaret is devoted to making follow- up 
phone calls to these mothers, reminding them to bring their children 
back to the clinic. This is all an effort to stay on top of  parents. She ex-
plained that they really keep after them, and once they get the moms 
in the clinic, they descend on them, and “we’ve got ’em.”

Newborn hearing screening is the standard of  care across the 
United States; however, national data from a 2007 study show that 
approximately half  of  those failing the screening are “lost to fol-
low- up” (Russ et al. 2010). Although it may seem straightforward, 
the “system of  care for infants and young children in which the pro-
gram operates is surprisingly complex . . . experienced pediatric au-
diologists needed to perform diagnostic testing are in short supply; 
families, especially those in rural areas, frequently need to travel long 
distances to access definitive audiologic testing, which often requires 
several sessions” (Russ et al. 2010, S60). Thus, many families expe-
rience challenges in obtaining follow- up care, a pattern that is well 
documented (Honigfeld, Balch, and Gionet 2011; Yoshinaga- Itano 
2003a; Van Cleave et al. 2012). This is the context in which Margaret 
is working. Other studies have shown high variation in the kinds of  
attempts used by clinics across the country to decrease the percent-
age of  children lost to follow- up (Van Cleave et al. 2012). Some stud-
ies advocate for involving physicians in the process (Moeller, White, 
and Shisler 2006), while others focus on training parents through 
repetition of  the message to return for follow- up, providing clear 
objectives and tasks (such as setting an appointment date), and using 
concise and simple informational materials like pamphlets (Honig-
feld, Balch, and Gionet 2011).
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The New York State (NYS) Department of  Health, which ad-
ministers EI, was awarded a CDC grant to enhance the NYS New-
born Hearing Screening Program’s surveillance system in order to 
“decrease the number of  children who are lost to follow- up in the 
newborn hearing screening process” (NYS Department of  Health, 
Division of  Family Health Bureau of  Early Intervention 2013, 25). 
The stakeholders involved here are numerous, ranging from federal 
to state to hospital institutions, to health policy makers, down to the 
NBHS team Margaret manages. Margaret tries to anticipate all of  
the obstacles to parents’ returning to the clinic so that she can try 
to resolve them. She also uses microinteractional adjustments and 
emotional labor to anticipate parents’ reluctance and confusion.

Cultural�Values�behind�the�Practices

Rather than focus on the efficacy of  the practices themselves, I want 
to highlight how these observations of  the social organization of  the 
clinic show that anticipatory structures operationalize larger cultural 
values and formalize a particular script about deafness; that is, the 
professional practices of  the clinic draw from larger cultural nar-
ratives that assign negative meanings to deafness. The assumption 
that deafness is bad permeates Margaret’s interactions with fami-
lies as she uses strategies to manage the fear she anticipates families 
will feel and attempts to make sure that fear will not prevent them 
from following up. Pointing out that deafness is not inherently “bad 
news,” however, is not an argument against identification or new-
born screening practices. Rather, it is an acknowledgment that what 
identifying a child as deaf  means is not fixed; different people assign 
different meanings to this diagnosis.

Avoiding the word fail and framing a follow- up visit as a way to 
get the passing result is particularly telling. It tells us that deafness 
is assumed by clinic staff  to be negative and is immediately charac-
terized as undesirable. Douglas Maynard (2003), a sociologist who 
specializes in conversational analysis, argues that relaying news is a 
highly social event that uses a variety of  interactional techniques, 
including word choice and the suppression of  facial expressions. In 
such interactions, meanings are socially constructed to produce “a 
mutual sense of  some event- in- the- world as news and as having a 
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good or bad character” (Maynard 2003, 27). And yet the meaning of  
deafness is not inherently bad. Many Deaf  persons have expressed 
being thrilled when their child was identified as deaf. In 2002, the 
Washington Post featured a story about a Deaf  lesbian couple who 
had purposefully used a genetically deaf  donor to increase their 
chances of  having a deaf  child. “It would be nice to have a deaf  
child who is the same as us,” one of  the mothers states in the story 
(Mundy 2002).

However, the Deaf  cultural script is not the dominant script in 
society or in the clinic. As the following section shows, the mothers 
of  deaf  children I observed draw from the same cultural scripts as 
the professionals. They participate in the same latent script, a script 
only enacted upon their children’s failure of  the NBHS testing, one 
that draws on presumptive, shared meanings of  deafness. Margaret 
and other clinic staff  are not the only persons constructing deafness 
as a medical problem; families share those same assumptions, so the 
script makes sense to all involved. Furthermore, these encounters 
are highly emotional; these hearing parents did not expect their chil-
dren to be deaf, nor was deafness something for which they were 
prepared or to which they had prior exposure. Maynard also argues 
that bad news can be “interruptive (even disruptive) of  the ordinary, 
taken- for- granted world . . . [as it] necessitates a realignment to and 
realization of  a transfigured social world” (2003, 4). In interviews— as 
shown below— parents often described this moment as devastating, 
disorienting, and confusing.

This cultural and emotional work is sited within the institutional 
context. Even though health care institutions provide care, they are 
also places of  work with their own demands, institutional culture, 
and politics. The NYG hospital system, for example, handles one of  
the highest numbers of  births annually in New York State. Margaret 
typically has forty- eight hours to test a newborn, and she also has to 
manage the turf  and feelings of  her colleagues (such as the nurses in 
NICU and the pediatricians). She also has to manage the emotional 
reactions of  mothers and families, find ways to communicate failed 
tests, and ensure that mothers follow up with the audiologist. While 
performing emotional labor work, she also has to ensure the smooth 
machinery of  the institution. This is all necessary for her to be able 
to “keep her head down” and “do her job.”
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The social technologies deployed in this aspect of  the identifica-
tion phase are centered on efficiency, compliance, and anticipation; 
Margaret and her team of  screeners and secretaries deliberately styl-
ize the giving of  “bad news,” undertaking a tremendous amount of  
anticipatory emotional work. Expecting parental grief, denial, and/
or refusal of  follow- up testing are all important aspects of  Margaret’s 
task to ensure compliance. Similar anticipatory structures also con-
tinue in the next step.

Finding�Out:�The�Follow-�Up�Appointment

Sometimes the follow- up appointment confirms that a child has 
hearing loss, but it is actually much more common to find that the 
child does not have hearing loss. The figure varies annually and from 
state to state, but approximately only 25 percent of  children who fail 
the newborn hearing screening go on to be identified with a hearing 
loss. If  there is a hearing loss, the follow- up appointment is often 
where the loss is confirmed.

When parents bring the child back in to retest, they mostly likely 
come to the audiology clinic for an auditory brainstem response 
(ABR) test. The best description of  the ABR comes from Lisa, one of  
the audiologists in the clinic whom I observed during appointments. 
“ABRs are like EEGs or EKGs; they are just measuring electrical en-
ergy that moves from the cochlea to the brain stem— that’s why it’s 
called an auditory brainstem response test. It’s just like when you get 
one done on your heart and the stickies go on your chest. With the 
auditory system, the stickies go up around your ears.”

ABR tests are typically performed at the clinic follow- up appoint-
ment after the child has failed the NBHS. However, a child might be 
diagnosed later through an ABR as well, for example, after another 
precipitating event like a postnatal high fever or illness, or when a 
mother suspects a hearing loss. A failed newborn screening is not 
the only precursor to an ABR, but it often is one. I sat in on ABRs 
to understand how mothers and audiologists interact during these 
appointments. Sharon, the center’s director, provided me with in-
formation for my first observation of  an ABR test. This one was an 
NBHS failure from a nearby hospital for a baby born via Caesarean 
section. She told me that there was some question as to whether it 
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was a true failure. She told me that we were starting from scratch 
with this particular baby; all that was known at this point was that 
the child had failed the screening.

Sharon warned me that the tests could be difficult. “Often the 
mother will hold the baby [during the test], sometimes they do bet-
ter in the car seat if  they are sleeping, so we just leave them in that, 
or if  the mother wants me to hang the baby from the chandelier . . . 
I do whatever they want.” I quickly learned that the reason for this 
is that the child has to be in a natural sleep state for this test— which 
can take a long time. A natural sleep state is, of  course, not always 
easily attainable in infants, making this test even more emotionally 
stressful for parents. Meanwhile, audiologists sometimes seem espe-
cially annoyed by ABRs; the time they take sometimes backs up 
appointments, potentially disrupting work flow. Thus, before ABR 
appointments begin, tensions are typically already rising for both 

A�cross-�section�of �the�anatomy�of �the�ear,�including�the�cochlea�and�auditory�
nerve.�Illustration�by�Bruce�Blaus,�Blausen�Gallery,�2014.
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audiologists and parents due to the nature of  the test, its length, and 
the possibility that it could take hours to get a proper result.

I accompanied Sharon to the waiting room, where a woman sat 
with a pink stroller and her husband. She looked tired. After Sharon 
explained that I was conducting a study and would be observing the 
appointment and got her permission for me to be in the room, she 
explained that only one of  the parents could come with us. They 
conferred and decided that the mother should go with us. The three 
of  us walked the stroller down the long hallway to a room labeled 
“Electrophysiology.” The door is about eight inches thick, and the 
room looks like a giant vault. The entire room is soundproofed; the 
walls, floor, and ceiling are covered with carpet. There is a recliner 
for Mom, a table with a computer screen on it, a long countertop 
with various machines and computers, and a small chair by the door 
for me. The first thing Sharon explained was that nothing she did 
in this test would hurt the baby. She then put electrodes around the 
baby’s head and told the mother that the gel she was using to attach 
them was cold and was probably the most uncomfortable part of  
the process. When I sat in on other ABRs with two different audiolo-
gists, they also calmed mothers right away by assuring them that the 
test did not hurt. As Sharon attached electrodes, the mother said 
that she believed her daughter could hear because she seemed to 
respond to loud sounds. Sharon did not respond to this comment, 
staying focused on her task. She started with the right ear since that 
was the one that initially failed the NBHS. She asked me to turn the 
lights out. It was eerily quiet in this soundproof  room, illuminated 
then only by the computer screen. Sharon sat down at the computer, 
manipulating the data that appeared in the form of  moving and wav-
ing graphs and spectrograms. As though anticipating the mother’s 
questions, Sharon said she would not be able to tell her the results 
during the test. The audiologists at the other ABRs I attended also 
stated this up front. One audiologist immediately told the mother 
that she would not be able to tell her anything from the results until 
the very end. As I watched Sharon conduct the ABR, no one said a 
word; the only sound was the clicking of  the mouse as she arranged 
and rearranged the squiggling lines on the screen. I was sitting just 
several inches away from a tiny girl who was only a few weeks old. 
She had electrodes on her head and was breathing audibly, sleeping. 
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The mother looked exhausted, but we were all relieved that the child 
was sleeping peacefully. Over the course of  the test, when the baby 
cried out a little or moved about, Sharon reached over and gently 
rocked the stroller for a few moments until the infant fell back asleep. 
The mother peered steadily at the computer screen, as if  to try and 
decipher all the different colored lines. The anticipation was pal-
pable. Sharon stayed focused, clicking away, tagging points on the 
graphs and separating the lines.

About thirty minutes later, it was time to switch to the other ear. 
Sharon removed the miniature earphone from the baby’s ear and 
put it in the other. This time she connected the computer to the 
electrode attached to the other side of  her head. To do this, she had 
to turn the child’s head, and she very softly rocked her. The mother 
looked on, letting Sharon do the soothing at the moment. Another 
half  an hour later, after the second ear was finished, Sharon moved 
to another machine in the room to conduct tympanometry, which 
tests the middle ear, specifically the functioning of  the eardrum, or 
tympanic membrane.

When this was over, Sharon said she wanted to unhook her first 
from the electrodes so that Dad did not have to see her “looking 
like Frankenstein.” She went to get the father, and I sat alone with 
the mother. She smiled at me, told me she was exhausted, but that 
she thought the baby did really well. A moment later, the dad came 
into the room with Sharon and sat down. He anxiously asked how 
it was. “Good news: The baby hears,” Sharon announced. She told 
them she was picking up a mild hearing loss in both ears, but it was 
only slightly shy of  where “she should be normally.” They proceeded 
to talk about the possibility of  removing fluid from the ears to solve 
the problem, and about seeing Dr. Brown, the ENT doctor at the 
center (who is also the surgeon) at the clinic as soon as possible. It 
was after this appointment that I learned that audiologists are not 
medical doctors but allied health professionals who cannot make a 
diagnosis. Thus, all ABRs that indicate hearing loss must be followed 
up by a trip to the ENT for a diagnosis.

Before they left, Sharon asked them if  there was anyone in their 
family with a hearing loss. The mother said no and explained that 
they were puzzled by the possibility of  their daughter being deaf. 
The father worried that it was a permanent hearing loss. Sharon 
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explained that the clinic recommended hearing aids and that they 
needed to address the hearing loss early, and she also assured them 
that we were “getting ahead of  ourselves here.” She gave them Dr. 
Brown’s card and told them that no matter the outcome with ENT, 
to come back and see her. As Sharon stepped out, the mother looked 
at me, wide- eyed, and said how worried she had been that her daugh-
ter was deaf  and how relieved she was. I could see the relief  on her 
face and the tears in her eyes. She turned to her husband, and he put 
his arm around her, and they began to walk down the hallway.

The ABR tests can most easily be summed up as connecting wires, 
putting probes in the ear, pressing buttons on the computer, waiting, 
and repeating. But the tests do not always go smoothly. Sometimes 
the child wakes up and will not go back to sleep. When this hap-
pened, I saw parents— already exhausted from having a newborn 
and the stress of  the test— worn further and further down. I also 
witnessed audiologists grow increasingly frustrated as appointments 
got pushed back and the waiting room backed up. ABRs, already 
tense, are layered with competing tensions between the parents’ and 
audiologists’ needs.

In the cases of  ABR appointments where a child was crying and 
could not sleep, the audiologist left the room, headed to the shared 
audiologists’ office, and gave parents time and space to get the child 
back to sleep. These moments back in the office can be lively, as the 
audiologists’ offices are nestled together in a corner of  the center. 
They gathered to express frustration and vent. They made phone 
calls, filled out paperwork, and dealt with insurance issues for other 
patients. Sometimes they discussed giving up on the child and re-
scheduling the ABR, or if  it was an older child, having it done with 
sedation. An anesthesiologist has to be scheduled to attend an ap-
pointment with sedation. Sedation does pose a risk for the child, 
but in the interest of  convenience for the clinic’s daily operations, 
this is generally not seen as prohibitive. Audiologists’ concerns are 
efficiency, completion of  the test, and multitasking to serve other 
patients and handle a busy appointment schedule— all of  this while 
simultaneously parents are on the other side of  the vaulted door, 
experiencing emotional duress.

In an ABR that I observed with Holly, another audiologist, the 
child did not cooperate, so we left the room to give the mother a 
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chance to get her to sleep. As we walked down the hallway to wait, 
Holly told me that when the OAE was being done, I should look 
for blue. Blue, she told me, was a good thing and indicated normal 
hearing. I would see red, but then I should look just above that for 
the blue. Here was an odd moment for me as an ethnographer: I was 
now privy to information about the child before the parent would 
be. As I sat with Holly in the shared audiology office, I felt complicit 
with her. A few minutes later, Holly decided it was time to check 
back and see if  the baby was sleeping.

Upon entering the ABR chamber, we found that the baby still was 
not sleeping. The mother was quiet. Holly did not explain much, 
except that she was going to go ahead with the OAE. I watched the 
machine. I did not see any blue, but I was also not quite sure where 
I was supposed to be looking. A few moments later, Holly asked me 
to press the buttons on the machine as she sat across the room with 
the child, manipulating the earphones. She said she was going to 
put me to work and asked me to press a button. I pressed the start 
button on the tympanometer. A few moments later, I did this again 
for the other ear. Once again, I felt strange; on the one hand, I felt 
pleased to have some kind of  function, since I suspected that, as the 
ethnographer, I was seen to be taking up space and possibly annoy-
ing the clinic’s staff. On the other, I felt conflicted at the thought of  
participating in clinical routines that had the goal of  determining 
whether a child was “normal” or not.

When I observed an ABR with Lisa, the mother that day was 
more overtly anxious. She hovered over the screen and made sugges-
tions as to how to make the baby more comfortable. She offered to 
hold equipment for the audiologist, suggested how to position the 
baby, and wondered out loud whether they should start with a differ-
ent kind of  test. I noticed that Lisa simply did not respond to most 
of  her comments (a technique I saw often employed in all kinds of  
audiology appointments). Once Lisa got the ABR going, the mother 
fixed her eyes on the screen and kept asking whether her child could 
hear. Despite Lisa having told the mother that she would not give re-
sults during the test, the mother asked anyway; Lisa did not respond.

Finally, at the end of  the test, Lisa announced the results. She said 
that she still could not get him to pass the screening. She also told 
the mother that the test was indicating loss in the high frequencies 
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in the left ear, but that the right ear was responding better than last 
time. However, it still appeared to show a “severe to profound hear-
ing loss.” She told the mother that she would need to make sure and 
do more tests. The mother seemed confused and did not respond. 
Lisa continued that it was “always best” to go through life with two 
normal hearing ears. But the good news was that only one normally 
hearing ear was enough to develop speech and language. This was 
a tricky moment for many reasons. On the one hand, the results 
showed a severe to profound hearing loss, possibly in only one ear. 
But the results were still generally framed as simply not being able 
to get a passing result yet. Lisa gave the mother her e- mail address 
and said she would speak with the ENT and could be in touch with 
a plan later that afternoon. Then she left the room. I watched as Lisa 
walked down the hallway, and the mother, in a kind of  daze, packed 
up her belongings and readied herself  to leave. I was not sure what 
she was feeling in that moment. Did she feel hopeful since Lisa had 
said there was good news that one ear was not lost? Did she feel that 
the passing result would eventually happen?

Mothers’�Experiences�of �the�ABR

Since the parents in my study were those who eventually got a CI 
for their child, I wanted to know the answers to the question, What 
did they feel when they got the diagnosis in that ABR room? I visited 
Carol, a white woman in her forties who is a professor at a univer-
sity near her apartment in Queens. When I arrived, her hands were 
full of  sewing materials— fabric, thread, and so on. We walked into 
her kitchen, where she set the sewing items down on the counter 
while she prepared some tea. Then she asked if  we could move to 
the living room so she could finish the project she was working on. 
She plopped down on the couch, picked up a piece of  clothing from 
a pile of  baby clothes next to her, and grabbed her needle and thread. 
On her other side was a pile of  baby socks. She started to sew one of  
the socks into the top of  the baby outfit. “The implants have exter-
nal controllers,” she explained. “Your unit has the microphone and 
that goes on his ear, but because it’s a body- worn controller, because 
babies ears are smaller,” she said, “it sometimes falls off.” So, sewing 
socks into his baby clothes created a place to keep the external piece. 
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“It just slips right in,” she said, quite pleased with a big grin across 
her face. “Plus, because [the sock] is sewn into his shirt, then when 
he does pull it off  his head, we’re not going to lose it. So it just makes 
life a little bit easier.”

Carol recounted her NBHS and ABR story. Her son, Jeremy, had 
been screened at another local hospital, not NYG. When the staff  said 
that Jeremy had not passed the test, she asked what that meant. The 
staff ’s response was, “He probably has fluid in his ears. You know, it 
was a C- section.” Jeremy was tested three times. “By the time we’re 
leaving [the first time], we’re like, ‘Hmm, so he hasn’t passed that 
hearing test,’ ” Carol said. The screener told her, “It’s fluid, whatever, 
just make sure you go back.” They went back. Jeremy failed again 
a month later; the screener told Carol she needed to wait a little 
longer, perhaps there was still fluid. They went back again. He failed 
again. “So we made another appointment [at NYG], and, honestly, 
it never occurred to me, even though he kept failing, that— because 
you know what I thought they were going to tell us was ‘He has to 
have some sort of  procedure to clean out the fluid,’ or something 
like that.” On the morning of  the ABR appointment, it was the NYG 
director, Sharon, who conducted Jeremy’s test. Carol said that as she 
walked into the center, “It struck me. I thought, hmm, well, maybe 
this is something.”

In the ABR room, Jeremy slept on her lap. “I’m thinking, he’s not 
really making so many movements here. I’m wondering [about his 
hearing], but I don’t know,” Carol related. They sat through the ABR 
and then, “The poor woman, Sharon, says— and I say poor woman, 
because it’s kind of  a funny story. She says to me after it’s over, 
‘Jeremy has a severe to profound hearing loss.’ Now, understand that 
I know what that means now, but that didn’t mean anything to me 
then, really,” Carol said. In fact, Carol thought that such a loss might 
be reversible, since she was still under the impression that it was 
simply caused by a buildup of  fluid. “I understand what deaf  means, 
but I don’t know what ‘severe to profound hearing loss’ means in 
that moment.” Plus, Carol tells me, Sharon was whispering. “I’m 
thinking, I think that means he’s deaf, but it can’t mean deaf, because 
she’s whispering. You know, that’s what’s going through my mind. 
I’m thinking she’s contradicting herself, because I think she’s saying 
that he can’t hear anything. But then why would she be whispering?” 
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Carol continued, “I said, so you mean he’s deaf ? And she says yes. 
But [I ask] then why are you whispering?” Carol went on to relate 
that she suspected Sharon thought she was some kind of  “wiseass” 
for making that kind of  remark, but that that was truly what was 
running through her mind. Right after that moment, though, “I just 
got this kind of  gasp to myself, because one thought went through 
my mind: Oh my God, other little kids won’t want to play with my 
baby. It’s going to be so hard for him,” Carol said. All of  my par-
ent participants related this same terror of  the future and fear of  
lack of  acceptance of  their child. Multiple times parents conveyed 
to me their vision of  an isolated future for a deaf  child and similar 
sentiments.

To combat this fear, she said she thought to herself  right then: 
“I’ll teach him how to play baseball really well, then other kids will 
play with him. . . . We can teach him how to be a really good ath-
lete or be good at something, and then that problem’s solved. So 
I thought, OK, I’m good.” Then Sharon started talking about CIs, 
right there, after the diagnosis. Carol said that she just nodded and 
said “OK” and “all right” to everything she said. Even hearing about 
implants, however, did not mean anything to her in that moment. 
“I’m thinking, OK, I’m going to have to talk to you about this thing 
you’re talking about. I’m going to have to learn sign language. I’m 
going to have to do these things. Then I think, oh my God, I’ve got 
to tell my husband, who is sitting in the other room.”

At this point, Sharon went to get Carol’s husband. He came back 
to the testing room and became very upset. Carol remained calm 
and told him to go and make sure his parents, who were also in the 
waiting room, were also calm. Then, immediately, they all together 
met with the center’s social worker, Sonya, in Sonya’s office, down 
the hallway from the ABR room. Carol remembered, “She starts 
telling us about the CI and that he might be a good candidate, and 
we have this service and that service.” In fact, she felt Sonya was 
“incredibly helpful, she was really great, very knowledgeable, very 
calming. She gave us a lot of  information, saying we’re here for you; 
she was very supportive.” Carol knew that she needed to listen care-
fully to all the information so that she could perform the impending 
tasks. She also, however, emphasized to me how thankful she was 
that Jeremy was “just deaf.” She had concerns that because she was 
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forty when she had Jeremy, there could be something “wrong” with 
him. Carol said that she thought to herself  upon Jeremy’s diagnosis, 
“You’re telling me he’s deaf, but there’s nothing else? That you think 
that’s what’s wrong? So, OK, he’ll be deaf. You know, some people 
are left- handed, that’ll just be that. And the cochlear implant thing, I 
had no idea what she was talking about. I’m thinking sign language.”

In ten interviews with parents whose child had confirmed hear-
ing loss and went on to get a CI, every parent described the end of  
the ABR as the moment their child’s hearing loss was first officially 
communicated to them. The most common characterization of  this 
moment is devastation and grief  (although Carol’s account may be 
mitigated by her belief  that she was taking a risk by having a child at 
forty). Jane, Lucy’s mother, told me about Lucy’s diagnosis in an ABR 
with Sharon. “I went to pick up Lucy— and she was sedated— our 
eyes met, and Sharon said, ‘She’s deaf.’ ” Jane continued describing it 
as “one of  those flash moments with me in my life where I just— I re-
member making eye contact with Sharon . . . I just fell apart. I remem-
ber the wave of  grief.” Another mother, named Becky, described how 
an audiologist diagnosed her child as deaf  after an ABR. They had had 
to go back to the clinic and attempt the test three times because her 
daughter Amy would not sleep during the test, which had already in-
creased Becky’s stress. Then, Becky said, “They said that she was pro-
foundly deaf  in both ears . . . it was a big blow.” Like Carol, Becky was 
immediately given information about the CI. “I really didn’t know 
at the time [of  the ABR] about CIs. I had no idea.” The audiologists 
immediately explained the process of  implantation in full detail at the 
end of  the ABR session: “They explained everything . . . and they told 
us that the criteria was that Amy had to go through the hearing aid 
process first— which didn’t do anything for her— they told us you have 
to go through these steps first to see if  she qualifies. They gave us the 
number and the address and stuff for the implant surgeon. They really 
wanted us to see the surgeon.”

Anticipatory�Structures�in�Identification�Practices

The end of  the ABR test often offered a definitive answer as to 
whether the child was deaf; any confirmation of  hearing loss in an 
ABR was a crucial triggering event for future anticipatory structures 
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(which are explored in the next chapter). This is exactly why the 
clinic makes such efforts to ensure follow- up as soon as possible 
after the NBHS and to take care of  parents’ emotional needs during 
diagnosis. During this stage, professionals use various techniques, 
such as careful communication, future appointment dates, follow- up 
calls, emotional support through a social worker, and, during diag-
nosis, the dissemination of  highly technological information about 
interventions like the CI.

All clinic staff  acknowledged that parents are especially vulnera-
ble at the diagnosis stage. Many are sent into a tailspin of  grief, and 
as a result, the backstage work that organizes parents’ experiences 
from this moment forward becomes more complex. This reaction 
to a diagnosis of  deafness has been well documented elsewhere 
(e.g., Fjord 2001). As a result, the reach of  anticipatory structures 
from this point onward shifts far beyond just getting parents back 
to the clinic for a follow- up. The structures begin to web outward, 
including disseminating information, instilling new forms of  paren-
tal competence, and providing various sources of  emotional sup-
port. To execute these structures, parents are asked to schedule the 
next follow- up with the ENT doctor, as audiologists actually cannot 
make an official diagnosis. Thus, the protocol is to ensure that par-
ents leave the final ABR appointment having scheduled a future ap-
pointment with Dr. Brown, the clinic’s ENT doctor and CI surgeon. 
Parents are also sent directly to speak with Sonya, the social worker, 
or encouraged to contact her if  she is not available. As will be seen 
in the following chapter, her role becomes much more central, as she 
connects parents to the New York State EI program. This connection 
with EI then creates the cycle: the expectation of  future appoint-
ments, the providing of  emotional support, and the perpetuation 
of  the mother’s relationship with the clinic. As Margaret indicated 
earlier, the explicit goal of  the clinic staff  is to have the mothers 
come back to the clinic and to envelop them in the expectations of  
the medical script of  deafness, which may include CIs. Finally, in an 
effort to combat the panic that parents may experience upon hearing 
that their child is deaf, clinic staff  may immediately provide a deluge 
of  information on implantation.

All of  the parents in the study spoke to me about how they were 
given a lot of  information about the CI at the end of  the ABR or 
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very soon after. The way parents put it, they were given a “path”: 
a plan or a series of  steps to begin working through. It could mean 
that staff  believe they can mitigate that devastation by conveying 
how deafness is combatable through future medical intervention. 
But based on my conversations with audiologists, they also do this 
so that parents can get started right away on completing all of  the 
necessary steps before the CI is placed— in other words, to comply 
with the path set out before them. It is about orienting the parents 
to their new “reality,” as the chief  audiologist put it to me. Like the 
“bad news” that Margaret sometimes has to deliver, this unequivo-
cally sends the message that deafness should be corrected in a spe-
cific way. It also suggests that if  you do the work, it will be successful.

While anticipatory structures are present throughout this stage 
of  identification, they also precede it. This chapter focuses on clinic- 
specific anticipatory structures, but the broader NBHS protocols that 
were legislated in the 1990s can also be seen as broader anticipatory 
structures preceding and framing these clinical events. Programs like 
NBHS, although they operate on a much larger scale, have also been 
framed by scholars as biopolitical (e.g., Lemke 2011; Foucault 2010; 
Rose 2006), wherein science and scientific knowledge merge with 
normative ideas; that is, science and medicine are enacted on a popu-
lation level based on concepts that invoke our shared, latent script on 
what normalcy is. This is illustrated here by how concepts such as 
deafness and disability are categorized, responded to, and institution-
alized in formal, systematic ways by the state— and thus in the clinic.

Foucault argued that biopolitical regulation is achieved by fram-
ing certain conditions as health issues. Once the state deems some-
thing a health problem, then it becomes reasonable and rational to 
act upon it. As a result, citizens tend to assume that governments 
are responding to problems and/or preventing them from hap-
pening in the first place by focusing on early identification and/or 
anticipation. During this process, the problem is created precisely 
through how it is named and framed discursively, for example, in 
a medical framework and with medical language (Foucault 2010). 
Although Foucault and other scholars interested in biopolitics may 
not use the term medicalization, medicalization is clearly an aspect of  
biopolitics. Rather than examining this from a macroscale— such as 
population- level theorizing about biopolitics— this chapter focuses 
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on the microscale by showing how families live with preset policies 
and how they interact with institutional- level anticipatory structures 
in a clinic.

Latent�and�Neurological�Scripts

It is frightening for families to imagine the future for their deaf  child 
(a theme that recurs throughout the following chapters), and es-
pecially frightening to think about not being able to communicate 
with their child through spoken language like hearing parents of  
hearing babies do. Professionals anticipate this fear. Because parents 
and professionals are both part of  a larger society that has domi-
nant scripts about deafness and disability, both parties hold similar 
meanings around deafness. Thus, throughout the identification 
phase, parents and professionals both draw on similar latent scripts 
regarding deafness— scripts that do not include a knowledge of  the 
Deaf  community and the history and culture of  sign language, and 
perhaps interest in either of  those things. Unless parents of  deaf  
children are also Deaf, they most likely encounter deafness for the 
first time through the medicalized script that is currently formalized 
in our institutions.

Kathryn Meadow- Orlans and colleagues (2004) found that in the 
past, when deafness was often not diagnosed until much later, hear-
ing parents had spent time with their child and had already adapted 
visually without necessarily naming the deafness for what it was. Fjord 
found that after diagnosis, however, parents experienced a loss of  
competence, as she explains: “Before a diagnosis of  deafness, hear-
ing parents had already, and without knowing they were doing so, 
adapted to the visual needs of  their child.  .  .  . they were visually 
engaging their child, using gesture and touch that brought satisfy-
ing communication within the parent- child dyad” (2001, 133). When 
identification of  deafness occurs much earlier in the child’s life, the 
meaning of  deafness is not only made in a medical environment but 
also in new ways than before.

Today, this space of  adapting visually is often eliminated because 
of  the changes in legislation regarding NBHS and clinical practices 
that anticipate deafness from a much earlier point. As a result of  ear-
lier diagnosis, the opportunity to experience a “loss of  competence” 
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by mothers of  deaf  children is no longer available; instead of  losing 
one kind of  confidence, these mothers are early on systematically 
instilled with a competence that reflects scientific motherhood. With 
implantation floated as a future goal from the start, mothers are of-
fered a whole new scientific language and set of  practices centered 
on developing spoken language as well. The tensions between these 
types of  knowledges— the voice of  medicine/scientific knowledge 
versus mothers’ knowledge of  their children— continue to play out 
in the stages that follow. The consequences of  new techniques and 
protocols for hearing screening are thus ambivalent; we can now 
know if  a child is deaf  much earlier, and this is a positive change, 
but a particular script of  deafness also supplants mothers’ previous 
experience of  visually adapting.

Furthermore, not only is the meaning of  deafness made through 
a medicalized script, but it is also coconstructed through the tech-
nology of  the CI in a neurological script. Starting with the ABR, 
the brain is at the center of  diagnosis. As will become clear over the 
following chapters, neurological discourse is present from the begin-
ning and continues throughout the stages of  implantation. Parents 
begin their understanding of  deafness as a condition of  the brain, 
and discussion of  CI follows; the CI is billed as the interface through 
which to correct the frequencies that have gone astray or are miss-
ing. Thus, it becomes a programming “patch” of  sorts. If  the ABR 
indicates a missing signal, the equipment (the CI) is implicated; it is 
ready and waiting to be installed to provide access to the brain in 
order to supply the missing signals. As I argue throughout the rest 
of  this book, what accompanies this understanding of  deafness is 
the idea that the brain must be molded in an explicitly nonvisual way.

Understanding�Ambivalent�Medicalization�in�Action

There are no disagreements over whether a child’s deafness should 
be identified as soon as possible, but as I outlined in the introduction, 
there are different perspectives regarding the meaning of  deafness 
once identification occurs. The main idea behind the Deaf  cultural 
script of  deafness is that deafness is a language difference (a social 
problem) rather than a medical problem that needs medical inter-
vention. Deaf  studies scholars and Deaf  activists have developed a 
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term to encapsulate the history of  society’s systematic response to 
deafness: audism. According to the website of  Audism Free America, 
audism is defined as “attitudes and practices based on the assumption 
that behaving in the ways of  those who speak and hear is desired 
and best. It produces a system of  privilege, thus resulting in stigma, 
bias, discrimination, and prejudice— in overt or covert ways— against 
Deaf  culture, American Sign Language, and Deaf  people of  all walks 
of  life.” In this view, identification practices that lead parents to in-
tervention strategies that include the CI depend on “a particular cul-
tural orientation favoring its own sensory orientation in the world” 
(Valente, Bahan, and Bauman 2011, 248). In one of  two reports is-
sued by The Hastings Center, a bioethics think tank, each taking an 
opposing view on the bioethical debates over medical intervention 
with deaf  children and CIs, Crouch (1997) echoes the Deaf  commu-
nity’s calls to embrace diversity and cautions readers not to be overly 
confident in medical intervention. This perspective sees current 
identification practices as fundamentally flawed because medical 
professionals generally adhere to the latent medicalized script that 
deafness is bad, use negative terms and medical language to refer to 
deafness, and do not routinely refer families to Deaf  adults, Deaf  
community resources, or ASL resources.

But the opposing view that deafness is a medical problem is what 
drives the identification and intervention that commences in the 
clinic. The countering essay issued by The Hastings Center argues 
that early identification and implantation provides an invaluable op-
portunity to correct hearing loss via available technological means 
but also emphasizes identification and implantation as acts of  so-
cial and parental responsibility (Tucker 1998). If  parents do not opt 
for implantation and normalization through emphasis on learning 
speech, Tucker argues, then they should not receive support services 
and accommodations. The reasoning here is that opting for sign lan-
guage leans on the state for interpreting and educational costs. Not 
giving children a CI is constructed as limiting their opportunities and 
depriving them of  a basic sensory capability. Thus, the medicalized 
script of  deafness sees it as straightforward that deafness is a problem 
of  the child’s body and a condition that should be mitigated through 
medical intervention as quickly as possible.

One problem with the claims of  both of  these scripts is that they 
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are both too narrow. Ambivalent medicalization recognizes the ca-
pabilities of  medicine and the relief  it provides, while also acknowl-
edging the consequences of  this path. For example, hearing parents 
experience grief  over their child’s deafness; the diagnosis is often 
unexpected, unfamiliar, outside the realm of  their experience, and 
requiring of  a daunting skill set they simply do not have (for exam-
ple, most hearing people do not know sign language). As a result, 
parents routinely express fear of  deafness and of  it being something 
“wrong” or different about their child. Thus, in these clinical en-
counters, parents find it extremely frightening to have it suggested 
that their child is deaf  but also soothing to know that there is a set of  
actions that they can take to address the deafness. But the medical-
ized script of  deafness suggests actions that are limited to medical in-
tervention; these actions exclude the vast knowledge, resources, and 
experience of  Deaf  people themselves. So while families experience 
the benefits of  medical intervention— such as support services and 
emotional relief— the boundaries of  how they can frame deafness 
are highly monitored.

The medical viewpoint— with its clinical thinking, scientific lan-
guage, and demand for particular types of  ongoing, therapeutic 
labor designed to “overcome” the deafness— displaces other possibil-
ities and ways of  seeing. In the following chapters, we will see how 
this medicalized script of  deafness is turned into a broader and on-
going way of  life, as the demand to engage in scientific motherhood 
permeates the task of  raising deaf  children. Scientific motherhood in 
this context requires waiting for the next step of  the process, having 
faith that the ongoing and uncertain medical interventions will pay 
off  in the future, and often dealing with overwhelming amounts of  
care and technological know- how.
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2

EARLY�INTERVENTION

Turning�Parents�into�Trainers

Well, if  I’m lying on the floor having a panic attack, I’m not 
exactly making a healthy dinner.

• �Jane,�mother�of �Lucy

The maintenance and promotion of  personal, childhood, 
and familial health— regimen, personal hygiene, healthy 
child- rearing, the identification and treatment of  illness— 
are central to forms of  self- management that authorities 
seek to inculcate into citizens and hence appeal to their 
own hopes, fears, and anxieties.

• Nikolas�Rose,�The Politics of  Life Itself

During intervention, the next stage of  implantation, anticipatory 
structures extend outward from the clinic; as a result, they create an 
ongoing therapeutic culture. In this chapter, I show the organization 
and ethos of  this therapeutic culture at NYG, especially as it centers 
on the New York State Early Intervention Program (EI). Interinstitu-
tional cooperation between clinic, state, schools, organizations, and 
the parent community all act as backstage efforts to support parents. 
Although these groups execute anticipatory structures because of  
professional and institutional pressures regarding efficacy and com-
pliance, they also act from a sense of  the paramount importance 
of  tending to parents’ emotional needs. Thus, this chapter also fo-
cuses on some of  these “soft” aspects, such as how parents depend 
on other parents for emotional resources and support. Looking at 
the particular therapeutic culture at NYG, which is shared by profes-
sionals and parents, allows for understanding the larger structures 
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organizing this specific clinic, as well as how the experiences of  those 
participating in it are situated within a larger social context.

Early�Intervention�and�the�“Therapeutic�Mode”

At NYG, it is standard practice that diagnosis be followed up with 
an immediate consultation with Sonya, the social worker, and she is 
involved in a wide array of  services from that point forward. She is a 
therapist to the parents, facilitates their connection to other parents 
through support groups, and is generally available to them to tend 
to all aspects of  their emotional process over the long- term. Clinic 
staff  consider parents’ emotional well- being of  utmost concern; they 
discuss daily the ongoing need for parent counseling. And Sonya is 
an incredible resource; clinic staff  and parents all regularly praise her 
tremendous skills at being able to offer parents both information and 
comfort. She is the nexus that links the highly structured interven-
tion services in EI with the culture of  emotional support for parents. 
When I sat down with her, I could understand why she was so good 
at this role. She is a wonderfully organized person— no family would 
“slip through the cracks” on her watch, she would say. She has been 
doing her job for many years, and she has the most soothing voice I 
have ever heard. She is warm and friendly and makes a tremendous 
effort to help the people around her feel comfortable.

To address parents’ emotional needs, Sonya meets with them indi-
vidually as soon as possible (sometimes moments after diagnosis, as 
with Carol); she refers them to the center’s parent support group, or 
even elsewhere if  that seems better for them. But Sonya also works 
as a Service Coordinator for EI, which is administered by the New 
York State Department of  Health and provides home- based services 
to children under three years of  age who have a confirmed disability 
or delay. Regardless of  the etiology of  the hearing loss, families with 
a child who has a qualifying hearing loss are eligible for EI services.

These intervention services are highly structured and highly 
monitored. According to the latest national numbers from a CDC 
study, in 2012, 85 percent of  children identified with a hearing loss 
were referred to EI (CDC 2014). The implementation of  NBHS pro-
grams since the 1990s has dramatically increased enrollments in EI 
programs, and, in turn, enrollment in EI services is likely one of  the 
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contributing factors leading to a greater number of  children receiv-
ing CIs. Although this must be evaluated state by state, one study of  
the impact of  an EI program in Kansas notes: “The percentage of  
the [EI] caseload with profound hearing loss who received cochlear 
implants more than doubled from 1998– 1999 (42%) to 2005– 2006 
(100%)” (Halpin et al. 2010).1

At its core, EI claims to be a “parent- centered program.” EI is 
not only about providing speech or various therapies to the infants 
enrolled but also about assisting parents in a variety of  capacities, 
such as working to resolve access to transportation, food, child care, 
and additional medical services. EI is also training intensive. Speech 
and occupational therapists offer in- home “parent training” on how 
to practice daily therapeutic tasks with their child. Sonya explained 
that service providers and therapists— such as the ones contracted 
through Strivright, the Auditory Oral School of  New York— go into 
the home and train parents “in everything.” She continued, “In other 
words, you can’t think that if  you bring your child an hour a week 
for therapy that that’s going to be the fix.” In these trainings, parents 
are given a chart with goals and daily exercises, such as testing their 
children’s response to their name or their ability to localize sound 
(this kind of  work is dubbed “auditory training”). Sonya noted: “So 
we’re saying, you know, we need you to be an involved person. It is 
important to keep at this, you need to be on it.” However, she con-
tinued, “for whatever reason, [if] a parent doesn’t want to come back, 
I’ll try to help them. Maybe it’s a transportation problem, maybe it’s 
an insurance problem, maybe they’re just being resistant.”

When parents participate in auditory training, they are asked to 
create quarterly parent progress reports documenting their activi-
ties in accordance with the training plan. Parents return completed 
forms to their EI service coordinator (Sonya), who in turn provides 
the clinic with information to monitor the progress being made at 
home. The guiding philosophy of  these EI services for the deaf  chil-
dren is that they should receive speech therapy and auditory train-
ing. The goal is to train parents, through a therapist, to intervene in a 
therapeutic and scientific way that reflects the medical script of  deaf-
ness, and to do so on their own. Strivright, the Auditory Oral School 
of  New York, is one vendor that contracts with New York State EI 
services; Strivright representatives work directly with Sonya and are 
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used by some of  the parents in my study. According to the Strivright 
website, they send EI therapists to the home to provide auditory 
training approaches and therapies; they “continue to make miracles 
happen every day” (Strivright Auditory Oral School of  NY 2014). 
According to the National EI Longitudinal Study (NEILS), in- home 
speech therapy is New York State EI programs’ most common form 
of  offered therapy (NEILS 2007, 2). This means that Individualized 
Family Service Plans (IFSPs) primarily focus on speech therapy and 
on having parents work with their child to develop auditory skills. 
IFSP activities may include things like eye tracking behaviors, sound 
localization, and speech production patterns, which the following 
two chapters address in more detail.

Specifically, Sonya told me, the training plans and progress re-
ports were developed by EI programs as a way to “monitor what 
was happening in the home.” The reports provide the state with 
information about the child’s progress and parents’ compliance with 

Sample�page�of �a�Parent�Progress�Report�used�by�Early�Intervention�therapists.�
Published�by�the�New�York�State�Early�Intervention�Program,�2006.
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the plan. This monitoring yields information that is also directly 
available to clinic staff, so they are able to stay current with what 
happens at home after the child leaves the clinic. Because the plans 
are so parent centered, Sonya said, “very often having kids in EI helps 
people to get the implant because they’re in the therapeutic mode. 
They’re connected to us.”

EI therapists who communicate with Sonya help socialize par-
ents into their new social role as auditory trainers and enforce this 
therapeutic mode. Sonya, in her dual role as employee of  the center 
and EI coordinator, explained the significance of  this web of  coop-
eration in a simple statement: “They trust us.” Whether they are at 
the beginning of  diagnosis or months into their EI services, nothing 
is more important to parents than staying connected to EI and to the 
clinic. She continued, “They’re in the loop. They’re in the waiting 
room, they’re thinking about it. They come here for an EI meeting, 
and they’re in the waiting room, and they see a kid who’s implanted. 
Or they come to a parent [support] group, and they weren’t going to 
implant the kid, and they see a parent who brings a child and— ‘Oh! 
Look how good the kid is doing, can I have your phone number?’ 
You know how things work in the world when people are looking for 
information . . . and that’s exactly what happens in this culture. This 
takes time; this is not quick. This is not quick . . . But I think culture 
is what happens. I think there is [CI culture]. I’ve never seen articles 
with the word. But I think it exists, it just hasn’t been labeled yet.”

In this stage of  initiating intervention, parents are socialized to 
take on an active role, with attendant numerous expectations. They 
are expected to actively participate in EI- recommended therapies 
consisting of  specific, condoned actions promoting speech and audi-
tory training, and to demonstrate that they do so on a daily basis. But 
threaded through all of  this is also a particular ideology— indeed, 
Sonya raises the possibility that it is culture— that infuses these ef-
forts to ensure parental compliance. And compliance is central here; 
Sonya noted that she finds out if  parents are not complying and tries 
to ascertain whether they are just being “resistant.” This kind of  
shared, collective making of  what parenting a deaf  child looks like 
(and what being a good mother looks like) is actively and purposely 
cultivated between professionals and parents.

At the same time, these anticipatory structures located in the 
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clinic soothe parents, minimizing their anxiety. In EI programs, pro-
viding emotional support and socializing parents into intervention 
techniques are intimately and explicitly connected. One reason is 
that being put into a collapsed patient/parent role when you have 
a child with a disability is a specific experience. Parents of  children 
with disabilities have been documented with higher anxiety levels 
than parents of  children without disabilities, and thus access to emo-
tional support is crucial (Ingber and Dromi 2010; Leiter 2004). Offer-
ing informal support groups and encouraging parents to take active 
roles in their child’s treatment— specifically through participating in 
EI techniques taught to them by an EI therapist— have been shown 
to mitigate parental anxiety and stress (Moeller 2000; Sass- Lehrer 
and Bodner- Johnson 2003).

Every parent I interviewed talked about the positive and pivotal 
role the EI therapist had in the home, as well as how they came to 
depend on the therapist as a source of  information and comfort. 
Becky raved about her therapist, who worked with Amy at home 
“for years. . . . She was phenomenal, and she also had worked with 
a lot of  implanted children, and she had recommended [Amy’s 
school].” Ultimately, the EI therapist’s recommendation ended up 
leading to Amy’s educational placement once she reached school 
age. Becky said, “I gave them a call, I went down there, and they 
were phenomenal. They were a wealth of  information.” This is not 
unique; all of  the other parents relayed similar stories.

“It�Wasn’t�Therapy�for�Him.�It�Was�Therapy�for�Us.”

According to Carol, Sonya helped make the process of  instituting EI 
smooth, although Carol found dealing with the agencies that con-
tract with the New York State EI program, like Strivright, a little more 
difficult. “With Sonya, you’ve got to get all this therapy, and every-
body has to be approached . .  . social services, EI, etc. Sonya took 
care of  all of  that; she would set up every meeting, and she’s super 
organized.” Sonya helped Carol get EI services through Strivright to 
work with Jeremy. Carol recalled, “We looked to Strivright; Sonya 
said you can get speech therapy in the home or where he goes to 
day care, but we looked to get it in the home.” Carol and her hus-
band were, however, interested in having his services at a day care; 
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they wanted Jeremy to be able to receive services while socializing 
with other children. She said, “It was hard, because deafness has a 
lot of  other problems. For example, if  somebody’s bothering him, he 
can’t tell them to go away. So you get some other behavioral prob-
lems.” Plus, she explained, even though there is a variety of  agencies 
that contract with EI, these agencies may not travel to all areas of  
the city. She remembered one such interaction with Strivright: “In 
order to get you as the client, they say, ‘We’ll go here, we’ll go there, 
we’ve got people. Yes, do us.’ ” But once she signed on, they told 
her, “You’re signed up as a Strivright client. Now, let’s get you the 
therapist. No, I’m not going to [day care]. I can’t do Tuesdays. Blah, 
blah, blah.”

But, she said, it is complicated: “These are all independent con-
tractors, and I can’t blame them.” Even though EI had approved 
therapy in day care, it never happened. Once the therapist tried to 
come to Carol’s home; Carol became very unhappy with the sched-
uling difficulties. Ultimately, in contrast to the other parents in my 
study, she chose to go to the center and work with Gretchen, the 
speech pathologist at NYG, who also ran the support group. Al-
though EI ended up not taking place at Carol’s home, she still felt 
satisfied with the experience because she maintained strong ties to 
the center through frequent visits:

Honestly, when he was a toddler, it wasn’t therapy 
for him. It was therapy for us. We watched them play 
with Jeremy so we could learn to play. And, in fact, 
what I wound up doing is, my mother would come. 
My mother would come with me on Fridays to go see 
Gretchen. And that was one of  the best things I ever did, 
because my in- laws, as much as they love Jeremy, he’s 
just their world . . . they were devastated by the fact that 
he was deaf, which, actually, really angered me. But, 
you know, him being defective really bothered them. 
They couldn’t get over it. . . . They were convinced 
that he wasn’t going to be able to get a job when he 
grew up. . . . Making them go to [Jeremy’s] therapy 
too was the best thing I ever did, because they drank 
the Kool- Aid.
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Carol and her family worry about the future but experience relief  
through EI services. Sonya alluded to this process as well; she talked 
about how through experiencing speech therapy with EI service pro-
viders, parents become more accustomed to the therapeutic mode 
and “[settle] down” emotionally. But Carol, who later talked about 
her use of  sign language at home and conflicting feelings about the 
strictness of  auditory training, also seemed to see it with a degree of  
criticality, understanding it as “Kool- Aid.”

According to Sonya, there is a high correlation between parental 
level of  involvement with programs like EI and the likelihood of  par-
ents staying engaged for the long- term in the implantation process. 
One reason for this correlation— at least at NYG— is due to Sonya’s 
dual responsibility: enrolling and socializing parents into EI because 
of  her role as Service Coordinator for New York State, and provid-
ing emotional support for parents through their anxiety and grief  
because of  her role as NYG’s social worker. This creates a high level 
of  cooperation and coordination between the clinic and the state. 
Since the emotional experience is so hard, Sonya emphasized to 
me, counseling must go hand in hand with enrolling families in EI. 
She went to great lengths to ensure enrollment. She said, “There’s 
some people I’ve been phoning for five years and they keep calling 
me back . . . so you have to be, as Sharon says, tenacious. You have 
got to hold on. . . . My theory is, start with EI, have this nice therapist 
come to your house, it’s very nonthreatening. She’s going to play 
with the baby, but she’s really doing [spoken] language stimulation. 
So we get them in EI.”

Minimizing parental stress and anxiety is not the only reason that 
referral to and enrollment in EI programs is of  utmost importance 
from a clinical perspective. Because ongoing therapeutic efforts 
have been shown to increase the efficacy of  CIs (Geers, Brenner, and 
Tobey 2011), EI serves as an entry point into training parents to work 
with their children in particular, clinically significant ways; that is, 
EI socializes parents into the kinds of  interventions they should do 
with their child. In fact, “in the case of  children with hearing loss . . . 
parents with high motivation have been found to participate in their 
children’s early intervention programs and to cooperate with profes-
sionals” (Ingber, Al- Yagon, and Dromi 2010, 363– 64). Thus, while the 
anticipation of  parents’ emotional needs is an important part of  the 
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center’s comprehensive approach, their goal is also to encourage and 
maintain compliance in the medicalized script of  deafness.

Ideology�of �the�Therapeutic�Mode

The intervention stage is highly structured and monitored. The 
most crucial component is getting parents into what Sonya calls the 
“thera peutic mode.” The clinic achieves this by fostering a relation-
ship with parents through EI that is founded on emotional support 
and medical information, by offering grief  support, and by socializ-
ing families into a “parent- centered approach,” wherein parents as-
sume clinically sanctioned therapeutic duties as a part of  the child’s 
service plan. Then clinics provide case information to EI, which in 
turn also provides clinic staff  with case information through thera-
pist and parent training reports. In a previous study of  EI, Leiter 
(2004) concludes that because intervention occurs again and again 
over time, the “habilitative nature of  the EI program emerges as staff 
implement the child’s service plan during regular home visits” (839). 
This pattern exists in the data I collected as well; as Sonya said, there 
is no “quick fix.” Leiter argues that accumulation of  interactions in 
participating in EI over time constitutes the program’s habilitative 
nature. While rehabilitation is the process of  restoring what was lost, 
habilitation creates an ability that never was— or in the case of  deal-
ing with children, one that has yet to be developed.

The habilitation- related duties that parents take on with the deaf  
children I studied plainly demonstrate scientific motherhood and also 
explicitly invoke the future of  the child; that is, habilitation is bounded 
to the notion that if  parents exclusively use these therapies now, then 
their child will not be hindered in the future by their deafness. This 
is reflected in Strivright’s philosophy, which is “aimed at enabling our 
students to go on to live absolutely unlimited, successful lives with 
all social opportunities, academic choices, and career options open 
before them” (www.oraldeafed.org). Strivright’s approach “focuses 
on teaching children to speak and hear, not relying upon compen-
satory skills such as sign language or lip reading” (www.oraldeafed 
.org). They claim the child will be able to speak, hear, and use spoken 
language in the future, and that visual methods of  communication, 
like sign language, are “compensatory,” and therefore not in and of  
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themselves whole. This orientation to deafness reflects a broader pat-
tern where “scientific knowledge is the foundation for public policy 
in the US regarding child intervention programs for children with 
disabilities and informs the practice of  professionals who work in 
those programs” (Leiter 2004, 839). For example, according to the 
Ameri can Speech- Language- Hearing Association (ASHA) and the 
Joint Committee on Infant Hearing ( JCIH), EI services for deaf  in-
fants should be provided by professionals with expertise in hearing 
loss, including educators of  the deaf, speech- language pathologists, 
and audiologists. Furthermore, these organizations maintain that 
deafness that is adapted to with visual language is not only compen-
satory but also unscientific and therefore unhealthy.

Socializing parents into this general ideological basis of  EI during 
the intervention stage of  implantation and giving parents scientific 
information and purpose have been shown to increase their com-
pliance with EI and to decrease “levels of  pessimism about their 
children’s future” (Ingber, Al- Yagon, and Dromi 2010, 361). And this 
is exactly where temporal aspects of  intervention most powerfully 
emerge. Everything is oriented to the future: Divisions of  labor and 
the work flow in the clinic anticipate and respond to the latent emo-
tions of  parents, while stressing the urgency to undertake these in-
tervention tasks now for the good of  the child’s future. They also 
build on the known link between emotional and informational sup-
port, and efficacy and involvement in EI (Desjardin 2005). Rose’s 
(2006) concept of  ethopolitics describes how medical interventions 
appeal to our sentiments and beliefs in order to shape our conduct 
toward ourselves. I would add here that in the context of  scientific 
motherhood, this concept is extended toward those for whom we 
give care. Rose argued that ethopolitics encompasses a “moral econ-
omy of  hope in which ignorance, resignation, and hopelessness in 
the face of  the future is deprecated” (2006, 27). I observed the on-
going commitment required by EI to be actively solicited by direct 
appeals to parents’ beliefs about what is medically sanctioned and 
what would be best for their children’s futures.

The intervention stage illustrates a new social realm, both in the 
clinic and in parent communities, that is redefined by anticipation. 
This is not just about the anticipatory structures that organize clini-
cal practices and parents’ experiences but also about how the task of  
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raising and developing a deaf  child is reorganized. Before changes in 
CI technology, implementation of  NBHS, and the lowering of  the 
age requirement for implantation, deafness was not a condition that 
one could see in a newborn or infant. In the past, diagnosis was retro-
active, a lens through which parents could make sense of  the past, 
make sense of  what had already happened. But I argue that the changes 
to technology and policy that have restructured work flow into an-
ticipatory structures have also transformed intervention into an on-
going, future- oriented, scientific— that is, with medically grounded 
therapies and data- generating parent progress reports— enterprise.

Beyond�Decision�Making

The significance of  the therapeutic culture created by EI also sug-
gests that instead of  there being a onetime decision to implant, this 
decision is just one step in a larger story. In other words, the de-
cision to implant becomes a logical expression of  this therapeutic 
culture, transforming it from a pivotal, onetime moment into one 
more natural step in a larger process. Yet many previous studies of  
implantation focus on the decision making around surgery (e.g., 
Nikolopoulos et al. 2001; Christiansen and Leigh 2002; Li, Bain, and 
Steinberg 2004; Okubo, Takahashi, and Kai 2008). This chapter and 
the preceding one, however, show that families are being groomed 
for implantation in the months or years leading up to surgery. When 
I first began my research, I mistakenly thought I would witness a mo-
ment where parents decided to implant, or a moment where the CI 
seemed to work and the transition to being a CI user who spoke and 
listened well just “happened.” But this expectation was not based on 
what implantation turned out to be: a very long process in which 
events like the surgery are but one step. In his study, Blume finds 
what he calls a “blandness” in decision making about CIs, writing 
that the choice to implant is “more or less automatic for most par-
ents of  deaf  children in rich western countries” (2010, 171). These are 
the reasons why I am not focusing on decision making in this book. 
Clinical studies of  implantation to date have mainly focused on pa-
rental decision making about surgery, positioning implantation as a 
stand- alone surgical event rather than a piece of  a larger socializa-
tion process. These studies mark surgery as some kind of  endpoint, 

      



66� EARLY�INTERVENTION

rather than one stage in an overall implantation socialization process 
that is highly monitored and structured.

Parent�Support�Resources

Another key aspect of  this therapeutic culture is the emotional sup-
port and networking that occurs between parents. According to 
Sonya, support groups are one of  the most effective tools for both 
tending to parents’ grief  and ensuring their compliance regarding 
enrollment and socialization into EI programs. The CI support 
group at NYG provides emotional care to parents, fosters parent 
connections among them, and creates a sense of  community. All 
of  the parents I interviewed— and many more whom I observed at 
additional support groups outside of  the center— talked about the 
helpfulness of  not just support groups and organizations with par-
ent resources (namely, the Alexander Graham Bell Association),2 but 
also other hearing loss organizations and local school programs. The 
CI support group at the center is part of  what Sonya referred to as 
the center’s “comprehensive approach,” which acknowledges that 
implantation takes a long time and demands attention to the fami-
ly’s emotional life. She noted, “It’s comprehensive. What’s happen-
ing with the whole person, what’s happening emotionally? We’ve 
had people who were depressed. This [the CI] is not a quick fix.” 
These support groups do not just do emotional work; they also have 
a cultural role. She continued, “I’ve seen parents come full circle. 
In group therapy they say that when you’re really comfortable and 
you’re training the next newbie a year later, that you’ve made the full 
circle, you’ve come to terms with it because you’re helping the next 
person . . . you’ve become enculturated.”

The center runs multiple groups, but the parent group stands in 
stark contrast to the adults with CIs group. “The parent groups be-
come more therapeutic because it’s small and they open up,” Sonya 
explained. By contrast, the adult CI group at the clinic tends to be 
more informational, with speakers from CI companies and other 
adult CI users coming in to give talks. “They’re still a little cautious. 
They’ll say a little bit here and there, but they don’t want to come 
for therapy,” Sonya commented. In contrast, she said, “The parent 
group is really more therapeutic. People will cry, they’ll be sad.”
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Gretchen, one of  the speech pathologists at the clinic, has been 
working there for more than fifteen years. She runs the CI support 
group for parents and indeed described it as “heavier” than the oth-
ers. In the parent group, she observed, “people will express their 
personal feelings and their grief, and all their emotions, and that’ll be 
much deeper.” The parents who attend the group are those whose 
children have had audiological testing at the center, and they may 
be at various points in the process. “Some of  them are undergoing 
the core evaluation for Early Intervention. Some of  them are having 
to make decisions about whether they want home- based or center- 
based therapy,” Gretchen said. Gretchen and Sonya take a team 
approach to the parents: Sonya speaks to many of  them either in 
person or on the phone, then sends Gretchen a list of  parents need-
ing additional support— the ones Gretchen should be on the lookout 
for at meetings— and their contact information. All of  the parents, 
Gretchen said, wanted to come to the center’s support group but 
sometimes experienced obstacles. This situation informed the cen-
ter’s approach of  staff  keeping each other apprised of  the parents’ 
emotional states. “[The process of  implantation] is really hard, so 
some of  the parents drop by the wayside, which is why Sonya al-
ways gives me their names,” Gretchen explained. And the parents 
who are really struggling— those who are facing grief  or in danger 
of  not returning— are the ones Sonya stresses to everyone in the 
clinic to stay on top of. As we were talking, Gretchen’s memory was 
jogged: “Sonya just gave me a name again this morning, somebody 
that Sharon just saw and diagnosed . . . and then recommended the 
parent group immediately.” She rifled around on her desk, looking 
for the paper.

Gretchen has crucial help running the support group. She started 
this group many years ago with Nancy, a parent whom the clinic 
has dubbed “the old- timer.” As I spent more time at the clinic and in 
schools and parents’ homes, the active and central role that Nancy 
plays in so many people’s lives became clearer and clearer to me. 
Indeed, she had been the driving force behind the creation of  the 
support group more than a decade earlier. According to Nancy, 
in the late 1990s, when her daughter Anne was implanted, the 
center “didn’t provide what we needed and that’s why we started 
the group. .  .  . There was a lack of  support. There wasn’t enough 
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information going around.” So, in an effort to make the CI process 
easier on parents, Nancy and Gretchen started the group. According 
to Nancy, this was a strategic move. Since Gretchen is a professional 
with a certain role in the clinic, Nancy explained to me, she “may not 
be able to tell parents certain things.” But, she said, the great thing 
about a parent group is that “as a parent, I can tell them anything. 
We’ll be gentle about it. But there comes a point when you say look, 
getting the implant for your child is probably going to be the best 
thing you ever did, and you know what, if  it doesn’t work out, you 
still tried the best that was available.”

So, even though parents in the group are in various stages of  the 
process— for example, coping with diagnosis, or just about to face 
implantation surgery— they all have in common the fact that their 
child has already been identified and they are receiving EI services. 
When I asked Nancy about this process of  moving through the 
stages, she admitted that some parents struggled. However, she said, 
“It’s only because they are ignorant of  the facts.” The problem, as 
she sees it, is that “they assume that if  you’re deaf, you have to sign. 
We give them the statistics. More people who are hard of  hearing 
or deaf  are oral [use spoken language] than are using sign.” Parents’ 
response to this fact, Nancy said, is often surprise. She said, “That’s 
why I love bringing people to this!”

Once at the group, Gretchen told me, parents have “the oppor-
tunity to tell their story.” Many of  the parents I interviewed attend 
or attended this support group at one point, and used other support 
groups and resources as well. For example, Carol joined Hear Us 
Long Island, which is closer to where she lives. “I met mothers there. 
I talked to them. I needed to go to something where I could meet 
parents,” she said. As for the support group at the center, she went 
there much later: “You should be supportive [of  other parents] and 
show up. So we try and go.” The emotional support overlaps with in-
formation sharing. One time, Carol recalls, the group started talking 
about sports. “You find out how to keep that magnet on his head, if  
he’s going to be playing sports.” Parents also discuss the complicated 
educational system they must navigate. While Sonya provides them 
with a lot of  information on that subject, all the parents told me how 
beneficial it was to talk to other parents. Carol told me, “It really is a 
kind of  networking effect; that’s the biggest thing. . . . Me and these 
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two other moms got to be friends. We formed our own little girls’ 
night out, which was, basically, you know, we’ve got to get together 
and talk about the kids.”

Coping�with�Anxiety�and�Guilt

One afternoon, I arrived at Jane’s for our first interview while her 
daughter, Lucy, was at school. She answered the door while balanc-
ing pieces of  electrical wiring and a light fixture in her other hand. 
She was a little frantic, cleaning up as we walked down the hallway 
to the living room. I asked her how she was doing with everything; 
Lucy was supposed to have her implant surgery soon, and in antici-
pation of  this, she had transferred school programs from a signing 
classroom to one that uses spoken language. Due to her specific type 
of  hearing loss, which is progressive, she had not qualified for an im-
plant until age four. Jane felt overwhelmed with everything involved 
in the process.

The first thing she talked about was her support group and how 
much it helps soothe her emotional pain. “I understand the process 
of  grief,” Jane told me. She is an active support group member, hav-
ing made the full circle of  supporting others that Sonya spoke of  pre-
viously. She told me that “there’s a shift, and you won’t even notice 
it, and you’ll find yourself  being in support of  others.” She began 
attending support groups because “I wanted to know it was going 
to be OK. And without me being there [at support groups now] and 
telling these parents it’s going to be OK [she drifted off] . . . I make 
them comfortable, I tell them it’s going to be OK.”

She began to cry. “I haven’t had this in awhile,” she trailed off. 
“What haven’t you had?” I asked. She explained to me that she has 
had tremendous anxiety since Lucy’s diagnosis. It had resulted in 
her having panic attacks and experiencing numbness in her fingers. 
I worried that I should find her a tissue. As I looked around for one, 
she said, “I knew this [interview] was coming and I worked myself  
up a little bit. I tried to distract myself  with the lighting fixtures. 
But it’s necessary if  it helps other parents. . . . It’s good, it’s cathar-
tic.” She was sitting on the couch, her hands folded in her lap. She 
looked down for a few moments, quiet. I simply sat with her. Then, 
she looked straight up at me, tears in her eyes, and said, “It’s OK, 
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it’s OK to say I have anxiety. Maybe if  I speak up, maybe I’ll give it 
a voice, because you know parents are going through it, you know 
they are. Then maybe they can say it’s OK to talk about it. Then 
maybe they can heal a little faster, and they can be more beneficial 
to their children.”

When I visited another mother, Becky, at home one afternoon, 
we had coffee and sat in her living room. She talked about how her 
daughter, Amy, responded when she got the implant approximately 
a year earlier, at the age of  two. Amy had been diagnosed at eigh-
teen months of  age. When I asked Becky about some of  the emo-
tional struggles over the years with implantation, she told me how 
Amy would cry and cry and refuse to wear the CI after she had the 
surgery. She talked about how difficult it was to watch this. “I felt 
a lot of  frustration and pain.” She wanted to emphasize to me the 
“real story” of  CIs; that is, she wanted to make sure that I knew 
that there was a great deal of  difference between her experience 
and what she saw on the CI company’s promotional materials and 
those YouTube videos showing kids hearing for the first time. She 
dubbed this the false “Hallmark moment,” and she was angry about 
it. She wanted to talk about how CI corporations— and many videos 
available online— showed the child when the implant was turned on: 
They turned and looked at the speaker, at the sound of  the speak-
er’s voice. For Becky, and many other parents I spoke with, this felt 
like false representation. At worst, it was manipulative and, at best, 
woefully oversimplified. It was in the support groups, Becky said, 
that she found out that other parents feel this way too and share her 
experiences. Other parents do not have that moment either; they 
said, “Oh, I didn’t have that and it’s OK.”

But Becky also needed to share some of  the day- to- day battles she 
fought with Amy for months. Amy threw tantrums and had trouble 
adjusting to the feel of  electrical current from the device. This caused 
Becky to feel terribly guilty, and she struggled for years with these 
feelings of  guilt. These were extremely difficult experiences because 
she questioned herself  and wondered: How do you know what you 
are doing is right? These experiences kept her needing ongoing sup-
port, so she attended support groups at the NYG and also at Amy’s 
school. She described them as “absolutely helpful.” Parents told her, 
“It’s not just you,” assuring her she was not alone; apparently many 
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families deal with this same situation at home, but no one in the 
clinic really speaks about it. Becky commented, “The main thing 
that I got from other parents is: ‘We understand, we went through 
this. Try this, try that.’ Or they’d say, ‘This is what we did when my 
son or daughter didn’t want to really wear it.’ ” She also spoke of  the 
powerful camaraderie— and the need for it: “Let’s help each other 
out. Let’s be there for each other. Emotionally it helped me out a 
lot.” The main reason, she says, is “because I wanted to know what 
to expect next.”3

Parent�and�Professional�Networking�Events

On a cold January evening I headed to a parent support group hosted 
at a local school and sponsored by the Alexander Graham Bell As-
sociation (AGB). AGB also holds informational seminars and hosts 
various speakers on CI- related topics, but on this night, the organiza-
tion was explicitly holding an informal support group for parents to 
talk about anything they wanted. When I walked in, I found Nancy, 
the old- timer, greeting people. All kinds of  publications were sitting 
out on a table, such as Volta Voices, published by AGB, and other 
materials from CI- related conferences. There was a food spread and 
multiple tables. Slowly, parents trickled in and stood around infor-
mally in a circle. Some were there alone, others with their spouses. 
They timidly introduced themselves, asking each other what degree 
of  hearing loss their children had, if  they were implanted, and where 
they went to school.

Once I sat down at one of  the tables, I was joined by a couple who 
have a daughter who is deaf  but was not implanted. According to 
them, she does not speak well. As we were talking, I realized that 
in addition to parents, a lot of  clinical and educational professionals 
were in attendance, because I recognized them from other meet-
ings or events. As people got something to eat, milled about, and sat 
down and talked, the volume in the room went up. There was no 
formal structure to the meeting, but the professionals in attendance 
split into pairs, joined different tables, and sat down and started con-
versations. People became more comfortable and opened up more 
as the evening wore on. A speech therapist who had joined my table 
spoke about her work. When referring to a young implanted girl 

      



72� EARLY�INTERVENTION

she currently worked with, she talked about when the child was 
deaf, as if  her deafness was in the past tense, as though it had gone 
away because she was implanted and had learned to speak so well. 
The speech therapist then quickly corrected herself; she said that the 
child actually was deaf, but that she had forgotten, because the child 
functioned just as a hearing person would. She noted that some of  
the parents in the room had children that she had worked with in 
the past. She pointed to another family in the room and said that she 
had worked with their child as well. She offered to put the parents 
at the table in touch with them, assuring them that the community 
was really small. Other parents nodded in agreement that it was like 
a little universe.

Farther down the table, I heard one woman talk about how frus-
trating it is that people have a really good idea of  what Deaf  cul-
ture means because of  media coverage. But, she said, people do not 
know what it means to have a CI. A few times during my fieldwork, 
I encountered a similar positioning of  Deaf  culture as the domi-
nant idea of  deafness to combat. Many parents and professionals 
routinely expressed frustration that people often assume that deaf  
persons should learn sign language. This is one of  the ways Deaf  
culture is a sort of  implicated actor (Clarke and Montini 1993); it is 
positioned as something to be against, something to defy, something 
from which to differentiate. I thought about how when I attend Deaf  
events, often the same thing happens that happened that night at the 
CI support group. People come in and hug one another. Introduc-
tions center around where you are from, what school you attended, 
whom you know in common; the community is rich and expan-
sive. But in the Deaf  world, community members lament steady 
rates of  implantation as indicative of  a belief  that deafness should 
be corrected and that d/Deaf  people should not use sign language. 
From the Deaf  cultural perspective, the medicalized idea of  deaf-
ness (epito mized by the CI) is the dominant understanding— and this 
is what they want to combat. Either side perceives the other to be 
dominant. And furthermore, many (but not all) see these worlds in 
stark opposition. But do these communities need to be so separate?

As I sat with the parents who attended Nancy’s meeting that eve-
ning, people asked each other about the degree of  their children’s 
hearing loss and whether they had a hearing aid or a CI. The couple 
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sitting next to me talked at length about the emotional aspects related 
to dealing with their daughter, the one who was not implanted and 
did not speak well. The father explained that his biggest fear was that 
his child would be alone. The mother, with tears in her eyes, told 
me how her daughter kept asking her why she was not “normal.” 
As the meeting ended, she turned to me and said that her daughter 
did not speak well, did everything through the computer, and had a 
lot of  social relationships though text and e- mail. Both parents seem 
worried about the authenticity of  such interactions. But mostly, they 
were worried about their daughter being alone— a particular type 
of  “imagination work” that people often engage in regarding people 
with disabilities in general but especially regarding deafness.

Living�within�This�Therapeutic�Culture

In the past, deaf  children were often not identified until past infancy. 
But today, deaf  children are identified so much earlier that now an 
entirely new set of  opportunities to intervene is available, and those 
opportunities have been formalized through a variety of  interinstitu-
tional cooperation and anticipatory structures. These opportunities, 
however, also inundate families with specific duties, responsibilities, 
and forms of  labor that are legitimated through a medical perspec-
tive. The parents in my study use these resources and consume the 
services offered in the clinic and elsewhere. They are expected to in-
tegrate these practices into their homes and to use these services to 
maintain their emotional health and cope with the grief, stress, and 
anxiety that can accompany a diagnosis of  deafness. These highly 
structured duties form a therapeutic culture that provides parents 
with emotional relief  and support. They are kept extremely busy, 
and their progress is highly monitored; this medical script of  deaf-
ness is so deeply institutionalized and consistently reinforced that it 
also produces what one might call a community that serves parents’ 
emotional needs.

This community— or, per Sonya, “CI culture”— is primarily a 
therapeutic culture. Coming to terms with having a deaf  child was 
painful for the families in my study, but part of  the relief  for parents 
occurred because of  the anticipatory structures surrounding deaf-
ness and the technology of  the CI. The resulting therapeutic culture 
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gives parents hope for the future while simultaneously appealing to 
their anxieties about it. They are socialized into an ideology of  hope, 
where what Sonya referred to as “staying involved” and being “on 
top of  things” requires ongoing and intensive labor that attempts to 
render invisible in the future the child’s current deafness.

This culture is highly boundaried; there are strict borders be-
tween this therapeutic culture, dominated by a medicalized script 
of  deafness, and the Deaf  cultural script. These borders appear in 
discourse about what it really means to be deaf  and about which 
version is more dominant: Nancy focuses on exposing parents to 
the reality that they do not have to use sign language, while other 
parents and professionals worry that the Deaf  cultural script receives 
more media attention. But regardless of  which script of  deafness 
is “right,” each side perceives the other as being in opposition and 
as being the dominant script to push back against. This kind of  bor-
der work solidifies the therapeutic culture surrounding the CI. The 
culture has been built not only through the institutionalization of  
the medicalized script of  deafness but also through shared experi-
ence, membership in the resulting therapeutic culture, and a sense 
that one is struggling to be seen as a legitimate version of  deafness.

Finally, the patterns I observed further illustrate ambivalent medi-
calization. Parents socialized into a therapeutic culture are both in-
doctrinated into a particular ideology about deafness and experience 
relief, support, and purpose. Something is gained, while other pos-
sibilities of  seeing deafness are lost. The therapeutic culture expects 
mothers who are raising deaf  children to employ a particular set of  
techniques; mothers who do not participate in the scientific mother-
hood endorsed by the clinic are labeled “resistant.” Leiter (2004) 
argues that there is something “problematic” in putting these parent- 
centered programs into practice. She refers to it not as a thera peutic 
culture but as a therapeutic imperative. But this imperative also coex-
ists with something else, with parents’ drive to feel relief  and to be-
long to something larger than one’s own experience of  having a deaf  
child. Paying attention to these “soft” aspects of  intervention, such 
as the anxiety of  parents and the nuanced role of  emotion, reveals 
both an imperative and a reward, or a Foucauldian practice of  care 
for oneself  that is extended to one’s child (Foucault 1988).

Ambivalent medicalization attends to the capabilities of  medicine 
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and the emotional relief. It also points out the labor imperative and 
the resulting “subtle restructuring of  patients’ or professionals’ iden-
tities” that come with new technologies and practices (Timmermans 
and Berg 2003, 104). The availability of  the CI not only reconstructs 
deafness as a neurological problem— to be examined in chapter 4— 
but also changes families’ experiences due to shifts in state policy 
that make the device more available and initiate earlier and more 
organized interventions to anticipate the device. As the next chapter 
explains, class position affects how professionals work with families 
and how families move through intervention and into the next stage 
of  implantation.
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3

CANDIDATES�FOR�IMPLANTATION

Class,�Cultural�Background,�and�Compliance

For middle- class mothers, the boundaries between home 
and institutions are fluid; mothers cross back and forth, 
mediating their children’s lives.

• �Annette�Lareau,�Unequal Childhoods: Class, Race, 
and Family Life

Throughout the first two stages of  implantation— identification and 
intervention— parents are socialized into the therapeutic culture of  
the clinic. The next stage of  implantation is transition into candidacy. 
In this chapter I describe the determination of  candidacy, the bureau-
cratic steps involved, and the preparation for CI surgery. I include 
interviews with parents showing how they understand and experi-
ence the tasks related to candidacy, as well as data showing how au-
diologists and other clinical professionals assess parents’ compliance 
in these tasks.

The most significant features during the transition to candidacy 
stage are the powerful role of  social criteria in determining candidacy, 
and the part that class and/or cultural background plays in whether 
parents satisfy these criteria. Although the child’s audiological sta-
tus and ability to meet insurance requirements are a crucial part of  
determining candidacy, professionals also evaluate children socially. 
This social evaluation is largely based on parents’ behavior and re-
sources, which are influenced by class and cultural background. Be-
cause the therapeutic mode established in intervention carries over 
throughout the rest of  the implantation stages, parents are expected 
to have been engaged and continue to engage in sustained therapeu-
tic labor. Their consistent, ongoing compliance is expected in two 
main ways: following audiological recommendations of  hearing aid 
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use, and conducting the auditory training suggested in the EI service 
plan. Professionals also consider the parents’ emotional state, which 
they largely frame as parents “accepting reality.”

The extensive, invisible work done by parents as they reach for 
candidacy and prepare for surgery requires resources. Currently, there 
is a dearth of  information regarding either the socioeconomic status 
(SES) or race of  children who receive CIs, as well as a lack of  under-
standing of  the distinct effects of  class and race as individual vari-
ables. For example, twelve- month- olds are documented as the most 
rapidly growing population of  those receiving CIs, but there are no 
comprehensive data on their breakdown by social categories (Belzner 
and Seal 2009). However, Belzner and Seal, citing one study of  im-
planted children under the age of  eighteen (Stern et al. 2005), sum-
marized the existence of  racial stratification: “A higher proportion of  
White and Asian/Pacific Islander children and a disproportionately 
low number of  Black and Hispanic children receiv[ed] implants” 
(2009, 313). Stern and colleagues (2005) reported that white children 
are implanted at a rate three times higher than Hispanic children and 
ten times higher than black children. Additionally, it is noteworthy 
that most, though not all, of  the audiologists in my study are white; 
data show that more than 90 percent of  EI providers are also white, 
female, and monolingual (in English) and have an advanced degree 
(National Early Intervention Longitudinal Study 2007)

All of  the families in my study are also white and middle class, a 
sample that seems to reflect an overall trend, but without more data, 
this trend is unverifiable.1 When I attempted to find demographic 
data during fieldwork to analyze the populations of  children im-
planted at NYG and those implanted nationally, Sharon indicated 
that such data did not exist. In subsequent inquiries to Cochlear 
Americas, I was also told that these data were not available. Accord-
ing to Belzner and Seal, “Very limited attention has been given to 
race and ethnicity, socioeconomic status. . . . [instead there’s been] 
far more attention on the communication modality over the years, 
namely whether children use sign or speech” (2009, 313). (This focus 
on language outcome runs through all stages of  implantation, and 
I will more closely examine it in the next chapter.) Belzner and Seal 
conclude that although very little is known about the “influential 
dynamic of  socioeconomic status .  .  . [studies] are suggesting that 

      



CANDIDATES�FOR�IMPLANTATION� 79

SES is important in outcomes’ variability and measures” (2009, 311). 
For example, studies of  children with CIs in the United Kingdom 
“showed that the higher the SES, the more likely the implanted child 
used spoken language” (Belzner and Seal 2009, 330).2

I observed that the social criteria used to determine candidacy 
for implantation were influenced by the family’s class position and 
cultural background. However, because I worked with a small sam-
ple, this link is difficult to generalize. Nevertheless, it is useful here 
to reference previous sociological studies of  social class and families’ 
integration with formal institutions. In the past, a strong affinity has 
been found between the goals of  formal institutions in society (of  
which the processes of  medicalization and the therapeutic mode I 
describe here are examples) and the ethos that characterizes a white, 
middle- class parenting style (e.g., Blum 2007; Lareau 2003; Francis 
2012). This alignment results in certain families being more willing 
to adhere to sustained therapeutic labor and having the resources to 
do so. It also affects how audiologists and other allied professionals 
evaluate parents and how compliant they see them to be. As a result, 
class and/or cultural background may have a bidirectional impact on 
who becomes seen as a candidate for implantation.

In one direction, middle- class parenting style aligns with formal-
ized institutional social recommendations. Lareau (2003) outlines 
this phenomenon in her study of  the links between inequality and 
parenting styles. She found that white, middle- class parents see 
themselves as actively developing their children and engaged in what 
she calls “concerted cultivation,” a style of  parenting where parents 
“actively fostered and assessed their children’s talents, opinions, and 
skills” (Lareau 2003, 238), especially through organized activities. 
And in the case of  implantation, I would argue that families engage 
in concerted cultivation through organized therapies. There is a strong 
affinity between the logic of  concerted cultivation and medicaliza-
tion, something Blum (2007) identified as concerted medicalization.

Because institutions in society “firmly and decisively promote 
strategies of  concerted cultivation in child rearing . . . families that 
do not adopt a concerted cultivation approach tend to feel a sense 
of  distance from such institutional experiences” (Lareau 2003, 3– 4). 
All of  the parents in my study had been recommended to me as par-
ticipants precisely because the audiologists deemed them compliant: 
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They were perceived to have consistently integrated the clinic’s and 
EI therapists’ recommendations as they readied their child for im-
plantation. In short, they willingly practice particular methods of  
intervention from outside institutions, namely, the clinic and social 
service agencies, in the home. They took to the therapeutic mode 
and integrated it into their parenting routines.

In the other direction, however, audiologists’ perceptions of  par-
ents’ behaviors lead them to make assumptions about the viability of  
the child’s candidacy; that is, judgments about their class or cultural 
background may perpetuate inequalities in implantation. These as-
sumptions are not entirely unfounded, as it is well established that 
higher participation in EI services is associated with higher rates of  
implantation and better outcomes (Niparko et al. 2010). But in an 
earlier survey study of  audiologists in the United States specializ-
ing in pediatric implantation, Kirkham and colleagues found that 
audiologists identified an SES- related disparity and overwhelmingly 
“perceived an effect of  SES on post- implant speech and language 
outcomes” (2009, 516). In qualitative responses, audiologists “uni-
formly demonstrated . .  . that lower SES patient populations were 
more likely to experience reduced speech and language outcomes” 
(Kirkham et al. 2009). The study’s authors give two primary reasons 
to support their perception: (1) parental “shortcomings,” such as pa-
rental self- efficacy and adherence to recommended interventions, 
and (2) other external factors such as a lack of  resources or access 
to therapies (Kirkham et al. 2009). These kinds of  assumptions can 
result in a child not being deemed a CI candidate. Class and cultural 
background may manifest in the extent to which parents can or will 
engage in the invisible and ongoing labor required of  implantation. 
In this chapter, I show exactly what this assessment of  parents’ short-
comings looks like and how this shared ethos of  concerted cultiva-
tions comes to dominate assessments of  whether a child is a viable 
CI candidate.

Finally, parents’ immigration status or cultural background po-
tentially conflicted with audiologists’ imaginations of  ideal CI can-
didates. If  another language besides English was spoken at home or 
parents adhered to cultural norms from their home countries, this 
was seen as a deterrent to adequately socializing them into the script 
of  medicalization. Thus, families who “had culture” were potentially 
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seen as problem parents. Yet audiologists were not aware that the 
medicalized script of  deafness and the professional practices in au-
diology and other associated fields are also cultural and organized 
around collectively agreed- upon norms. The culture of  implanta-
tion, of  the clinic, and surrounding the technology— which Sonya so 
aptly referred to as CI culture in the previous chapter— is cordoned 
off  as scientific and objective and thus in opposition to culture. This 
opposition hearkens back to the competing narratives on deafness 
and demonstrates that “culture” as a larger category is operating 
here; that is, the assumption that Deaf  culture is incompatible with 
the CI is also applicable to other minority cultures.

Integrating�Sustained�Therapeutic�Labor

In working toward candidacy, families are told to focus on two im-
portant steps: implementing EI and/or other medically sanctioned 
educational recommendations over a sustained period of  time, and 
putting hearing aids on the child. Once families enroll in EI, they 
are able to access an assortment of  services and therapies as they 
acclimate to the therapeutic mode, and report these to their EI ser-
vice provider as part of  the “parent- centered approach.” They may 
have not only established a relationship with an EI therapist but also 
enrolled in infant/toddler programs at local schools with specialized 
education programs. In the case of  Morgan’s family, their relation-
ship with their EI therapist and participation in school programs 
were still continuing some four years after diagnosis. Long- standing 
parent- professional relationships like this are common in this sample.

I first met Morgan early on in my fieldwork at the clinic. He had 
been implanted at age two and a half. When I initially met him at 
age four, I was struck by how well he passed as a hearing child; had 
I not known he had a CI, I would have assumed he had been born 
hearing. In late August, I visited his home and spoke to his parents 
about his EI services. This was the first and only interview where 
both parents were present. As we sat in their living room, Julia told 
me how wonderful their EI therapist was: “She was really good as 
far as training . . . telling us what we needed to do.” Paul added, “Yes, 
her name was Marianne. I still have her number in my cell phone 
because there’s still so many people in my parish that say, ‘My kid 
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is delayed, do you know anybody?’ I’m like yes! I’ll scroll down and, 
you know, I’ll always use her. I’ll always recommend her no matter 
what. Marianne was fantastic, still is fantastic.”

Julia nodded in agreement while Paul continued. “Marianne came 
when he was three months old and started working with him. We 
also went to the deaf  school at three months old.” They both went 
on to tell me how much work was involved, with the high number 
of  phone calls and the time spent doing research in order to comply 
with all of  the demands of  implantation. But their EI therapist, Mari-
anne, had been a key source of  information for them. “She told us 
about [deaf  school program]. She actually gave us names of  other 
parents who were fine with her giving their names out. We spoke to 
them,” Julia added. And upon Marianne’s recommendations, Julia 
and Paul enrolled Morgan in the school’s infant/toddler program. 
“It all went very quickly.”

Julia had also tried to go to support groups, but she found all the 
parents to be speaking a lot of  medical lingo she did not yet under-
stand: “What type of  hearing loss it is, and what type of  genetics it 
was. When they were saying Connexin 26 [the gene associated with 
hereditary hearing loss] and we haven’t even done our genetic testing 
yet. We didn’t know what they were talking about. We just felt like 
between the speech therapist and [the school], they were educating 
us so let’s just stick with this for now.”

Both parents also attended workshops at the center. NYG peri-
odically brings in a speaker, or a “Cochlear representative,” which 
is usually a “successful” adult CI user who may be employed by the 
company, Cochlear, which manufactures CIs. Paul explained, “Be-
fore we had the surgery, those different workshops that we went 
to really helped us to understand.” Julia and Paul met one of  these 
representatives at a workshop at the center prior to the surgery. As 
Paul told it, “Both of  us met a guy who was thirty- six years old, and 
he was a Cochlear representative and he himself  had CI.” The work-
shop was also the same day that Julia and Paul met Dr. Brown, Mor-
gan’s surgeon, for the first time. Paul reflected on this: “He got up 
there, and he spoke and everything. He was 100 percent for cochlear. 
Wow. I spoke to him for a few minutes, and then I basically took all 
my time and gave it to Dr. Brown because I just thought Dr. Brown 
was very easy to talk to. I was blown away. He’s doing just fine, and 
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he’s talking and he’s doing great! [The representative’s] speech was 
fine. That made me feel really good to see that.” Meanwhile, the cen-
ter had helped Julia get all of  the EI services in place, and Marianne, 
the in- home speech therapist, was coming to the house twice a week 
“to be with Morgan” and to go over all the information. “Then fast 
forward right to his CIs, and he has continued on from three months 
old right through now at [the deaf  school],” Julia said.

Paul leaned forward to tell me his past routine of  accompanying 
Morgan to the deaf  school program on Monday mornings. “I re-
member going to [the school] at nine in the morning and being there 
until eleven. Because, see, it’s not just them doing it; it’s also teaching 
the parent that this is what you do.” He began to comment on what 
these therapy sessions were like, turning to the issue of  gender. He 
emphasized that he was always the only father in the group: “I’m 
not like a mushy gushy kind of  person. When I’m surrounded by 
women . . . women acting all mushy, gushy, I have a hard time with 
that. I openly admit that, I do. I have a hard time . . . I didn’t want to 
be mushy gushy. I couldn’t do it. So after awhile they said, ‘Oh you 
have to do this, Dad.’ ” Julia started laughing; they talked about how 
Julia would ask him how the sessions went when he came home 
afterward. Paul remembered, “I said it was so horrible. I had to do 
this stupid song about the teddy bear.”

Paul recounted all of  the women’s names, marveling at how sup-
portive of  parents the in- home as well as center- based EI therapists 
were. He especially remembered one woman, Kate, as particularly 
enthusiastic. “She’d run down to the cafeteria and she’d run back. 
‘Here’s coffee with milk. Please drink this. You’ve got to stay with 
me. I know you’re exhausted.’ ” In that program, he spent time with 
both a speech therapist and a “teacher of  the deaf.” Julia piped in, 
saying to Paul that all of  the professionals were “good at pushing 
us, like they did with you and the coffee, to push you beyond your 
comfort level. [Julia turned to me.] It’s not about your comfort, it’s 
about what [Morgan] needs.”

Julia and Paul willingly accept their prescribed roles, and they 
have the time and resources to engage in all the therapies, as well 
as the know- how required to create relationships and network with 
those in a position to help them. They network with others, con-
sume and integrate a variety of  interventions and services, and, most 
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importantly, see the task of  “working with” Morgan as not just the 
job of  professionals but also their job. Lareau (2003) emphasizes 
that middle- class parenting style correlates with attitudes toward in-
stitutions; in white and/or middle- class homes, there is more of  a 
“seamless overlap” between institutions and the home. Chapter 4 
documents some of  the moments challenging this seamless overlap.

Paul was unusual in the clinic, in that the task of  working with 
Morgan in a therapeutic way transcended his understanding of  his 
gender role. Before I met Julia and Paul for the first time, audiologists 
in the clinic took me aside and told me that I would be impressed 
with him. Paul was “one of  the good ones,” they said, for taking so 
much initiative in Morgan’s care. They loved it when he accompa-
nied Morgan to the clinic, and they directly praised him for it. I never 
saw such praise for mothers who brought their children consistently, 
while he was deemed an outstanding father for doing so. In general, 
this gendered pattern of  care is so prominent in the clinic that it feels 
unremarkable when mothers are there but utterly remarkable when 
fathers are. The only time fathers tend to show up in the clinic is just 
before and during surgery. The clinic staff  seem socialized to this 
norm; I never heard them critiquing fathers’ lack of  participation. 
These gender norms come up again in Jane’s story below.

Hearing�Aids�and�“Candidacy�Anxiety”

During the course of  these ongoing interventions, one of  the main 
factors used to determine a child’s CI candidacy is his or her mea-
sured benefit from hearing aids. While parameters for CI candidacy 
continue to evolve, most insurance companies require not just a cer-
tain degree and type of  hearing loss but also documentation that 
hearing aids provide insufficient benefit. Dr. Brown, the surgeon at 
NYG, emphasized that you must first see “if  they’re getting inade-
quate benefit from a hearing aid, and how you define inadequate 
benefit really depends on the age of  the patient.” As such, audiolo-
gists recommend hearing aids to facilitate auditory training and to 
provide amplification. Specifically, the child must be provided hear-
ing aids, and his or her response to them must be monitored during 
EI’s home auditory training activities. Dr. Brown explained that “a 
hearing aid is first- line treatment,” but CIs are not. With all the talk 
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of  implantation and with introduction to the idea of  CIs happening 
on the same day as diagnosis, most of  the parents in my study regard 
the hearing aids as a “hoop” to jump through for insurance compa-
nies in order to qualify for the CI.

As parents move along in the intervention phase toward candi-
dacy for the implant, what gets evaluated is the adequacy of  hear-
ing aids, along with parents’ performance as auditory trainers and 
overall participants in the therapeutic mode. Given the age range 
of  potential CI candidates— from newborn to later infancy to even 
five years of  age— there are key milestones to look for in order to 
determine how to proceed. Dr. Brown commented, “If  it’s an in-
fant, say they aren’t making any response to sound .  .  . or they’re 
not beginning to verbalize. You look at whether they’re babbling. If  
they’re a pretty young infant or an older child, are they developing 
any language skills at all?” Regardless of  the fact that each stage of  
infancy involves a different relationship to sound and language devel-
opment, all parents and audiologists use hearing aids’ lack of  efficacy 
to determine whether a child is a CI candidate. In other words, candi-
dacy is predicated on a lack of  access to sound and language, despite 
appropriately using hearing aids.

The parents I interviewed reported that they were anxious to pro-
ceed to candidacy; they wanted the time span between intervention 
and surgery to be as short as possible. Because of  the need to move 
through the stages of  implantation, however, parents expressed a 
constant worry about the “wasted time” between diagnosis and im-
plantation. Consider Jane, who had worried about Lucy being a “late 
implant.” Lucy, unlike the other children of  the parents in my study, 
who averaged under two years of  age, was not implanted until she 
was four years old. The delay was caused by difficulty in diagnosing 
Lucy’s type of  hearing loss. This had prevented approval from the 
insurance company and caused some hesitance on the part of  the 
surgeon and audiologists. “What worried me the most is Lucy is a 
late implant, and her speech is going to be . . . I just keep seeing all 
these one- year- olds [with CIs] [trails off] . . . The last time we saw 
Dr. Brown before surgery, I said, look, every time I come into your 
office my heart breaks. I see these little kids that are barely walking, 
and they’re getting CIs. I choked up and said, please, please [putting 
her hands together] let us be next, she’s four! And every day that goes 
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by is another day that we sacrificed her language. It’s more time that 
we’ve lost. It’s already late. Shit or get off  the pot already.”

Similarly, Carol also told me that once she and her husband 
learned about the CI, at the time of  Jeremy’s diagnosis, she had de-
cided that the CI needed to happen instantaneously. He had turned 
to her and said, “Well, we’ve got to get this cochlear implant.” Becky, 
too, recalled being told about the CI right after her daughter was 
diagnosed, and feeling sure about wanting it as soon as possible. 
Nancy, the old- timer, had also been ready for the implant from the 
moment she and her husband found out about it. But Jane had a 
long wait between diagnosis and candidacy; she even had to endure 
Lucy’s being deemed a candidate and then having her candidacy re-
voked. Lucy’s particular kind of  hearing loss is caused by Pendred 
syndrome, a genetic and progressive form of  hearing loss that usu-
ally appears just after birth. The hearing loss often occurs suddenly 
and in stages. Jane remembered, “Pendred is a rollercoaster. You’re 
up, you’re down. And I remember Annette, the chief  audiologist at 
NYG, saying, ‘I’ve heard of  this, but I’ve never seen it.’ ” There were 
times when Lucy seemed to have her hearing: “I could call her name, 
and she would respond with no hearing aids.” And then suddenly, 
Jane said, it would be gone. “And I knew when it was gone. At this 
point, all the doctors at the center knew. .  .  . They didn’t want to 
touch her. ‘Let’s watch her for a while.’ Watch her for a while?” She 
threw her hands up in the air in exasperation as she told me, “How 
can Lucy learn language if  one day she wakes up and I don’t know 
if  she’s hearing that day?”

Even more frustrating to Jane was that a second auditory brain-
stem response test (ABR) confirmed the extent of  Lucy’s hearing 
loss. Jane was ready. “She had auditory memory;3 I knew it could 
be salvaged.” And she felt that her case would be heard. She felt 
that she had a strong relationship with the center. “We were there 
every week because she ate the [hearing aid] mold; she found ways 
to destroy it.” And so Jane did all the things she had been told to do 
for Lucy; she got EI services at home, and she made sure Lucy wore 
the hearing aids. She took out a color- coded calendar notebook with 
various colors shading the days, each one representing a different 
type of  therapy. She felt extremely effective with getting “tons” of  EI 
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services, even if  she had to be confrontational to do it. “They [EI pro-
viders] know me. I’m the person if  you need something, it’s done. 
I’ve always been a good worker. . . . I had to fight for her. I went in, 
I went in very defensive, I went in ready to start a fight.” Jane has no 
problems intervening on behalf  of  her child.

But then Lucy seemed to be responding to the hearing aids again, 
so surgery still slipped through her fingers. It had appeared that Lucy 
was a candidate, but the testing results were conflicting. Jane got 
everyone together: Annette, the chief  audiologist; Monica, the pri-
mary pediatric CI audiologist; and Dr. Brown, the surgeon. “We 
were ready to do surgery, and then they decided not to,” Jane told 
me. One appointment in particular was extraordinarily stressful for 
Jane to recount: “We were picking out the color of  the processor, 
and then they were like, let’s not do that, and they shut the box. . . . 
Monica was showing us how it all works, and I remember: She shut 
the box. [She mimes the closing of  a box.] The box was wide- open, 
we were going over everything, and she said, it’s based on whatever 
hearing test we get today, that will be the deciding factor. Dr. Brown 
had said that if  it’s the same or better, we’re not going to touch her. 
But if  it’s worse, we’ll do surgery. And they brought Lucy back into 
the room, and Annette said, ‘It’s the same,’ and Monica shut the box. 
We were so close.”

At this point, Jane began to cry. “I was mad,” she said. She felt 
desperate to get Lucy’s hearing loss treated, and increasingly anx-
ious. She emphasized to me what a “big deal” that appointment had 
been for her and her family by telling me that her husband “had even 
taken the day off ” to accompany her to that appointment, which is 
not something that he had done before. “We left the appointment, 
and he said, ‘That was bullshit. I had to show up for that? I was sup-
posed to be signing a release form for her to have surgery. That’s why 
I took the day off.’ ”

Jane continued to fight for Lucy, she told me. “I had a couple of  
phone calls with Monica. . . . I finally got my wits about me, and I 
said, you need to figure out what is going on; we need to make a 
decision. Shit or get off  the pot. It’s been a year.” This time, she also 
threatened to leave NYG: “If  I come in one more time, I’m taking 
my paperwork and going home.” At this point, she said, she became 
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aggressive. The next time Lucy was tested, surgery was a go. And just 
three months after this interview, I sat with Jane and her husband all 
day at the hospital while Lucy received a second implant.4

Jane was able to get all the services, navigate the health care 
system, fight for interventions from the state, and feel capable and 
purposeful at using institutions to benefit her child. This reflects 
Lareau’s findings wherein we believe that “outcomes are connected 
to individual effort and talent, such as being a ‘type A’ personality, 
being a hard worker, or showing leadership” (2003, 7). I see this char-
acteristic in many of  the parents in my study, especially Nancy, the 
old- timer, who repeatedly told me her daughter’s implantation was 
a success because of  the hard work she put into it. Carol also ex-
plained to me that “you have to do your homework, and you have 
to do a certain amount of  work.  .  .  . and I’m an academic. I have 
time to get on the phone and put my phone on hold and wait, wait, 
wait, wait. I cannot imagine what somebody who doesn’t have their 
own private office, who’s working, doesn’t have time. I don’t know 
how you do it.  .  .  . I’m sure if  you dealt with any insurance stuff, 
you know, you’ve got to get to the point pretty quickly where you 
know your system better than they know their system. I mean, I got 
to that point pretty quickly, so I could be on the phone and say, ‘No, 
actually, I don’t need preapproval for that, and you’ve got to give me 
the [insurance] code.’ ”

Therapeutic�Labor�Now�Means�Hope�for�the�Future

The therapeutic and bureaucratic labor involved in working to-
ward implantation requires resources and cultural capital but also 
becomes a way to fight against anxiety. Jane, like Julia and Paul, 
enthusiastically integrated multiple interventions and services into 
her home and Lucy’s routine. The promises and imaginations of  
the future cast meaning onto the present tasks of  mothering (Gen-
tile 2011). And this looks different in the age of  implantation. In the 
past, parents were “not led to an overview of  the life- trajectory that 
is probable for their [deaf] child  .  .  . [nor] led to imagine possible 
futures” (Lane et al. 1996, 36). Today, however, parents are led to 
believe what their child’s future will be with an implant and encour-
aged to imagine it. Julia and Paul did so when they witnessed an 
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adult CI user. Other parents did so when reading Strivright’s claim 
of  the unhindered or “absolutely unlimited” future of  the child who 
receives intervention. Julia and Paul continue to do so when they re-
flect on all the work they do with Morgan. As a result, Julia said, “We 
have every reason to believe that he’ll be intelligent, independent, 
and high- functioning.”

This successful, implanted future, however, must be created in 
the present, where parents are told that the more they intervene 
and the earlier the child is implanted, the better. Yet the stages of  
implantation can be long, thus causing parents anxiety and mak-
ing their experience of  the time between diagnosis and implanta-
tion fraught. Many had wanted the CI as soon as possible and saw 
every thing before implantation as “wasted time,” without language. 
Some, like Jane, even began having panic attacks and experiencing 
other psychosomatic indicators of  anxiety. Although, as I will de-
tail later, there are also parents who are more hesitant and worried 
about commencing with surgery.

Another way to imagine a hearing future is envisioned through 
the Cochlear Americas marketing materials that are distributed to 
parents. They are printed on glossy magazine paper and include a 
promotional DVD titled “An Absolute Miracle!” I ordered my own 
copy from my contact at Cochlear. The main menu of  the DVD 
has three sections: “Real Life Stories,” “Learn about Cochlear Nu-
cleus 5,” and “See What the Experts Say.” There are four patient 
stories, two pediatric and two adult. All of  the featured families and 
patients are white and shown in middle- class, suburban settings.

One of  the pediatric stories features a young girl who lost her 
hearing at age seven and was subsequently bilaterally implanted. 
She is interviewed, talking and listening, passing for hearing. Her 
story includes the “Hallmark moment” of  initial stimulation (when 
the implant is first turned on) that Becky lamented in the previous 
chapter. There are also interviews with her teachers, who talk about 
how they no longer have to accommodate her in any way, that she 
is now just like all the other children. The second pediatric story 
features an infant, aged twenty months, who had been implanted 
five months prior. This story focuses on the parents’ experiences, 
telling the story of  “not passing” the NBHS, then following up with 
an ABR and being told that their daughter is profoundly deaf. The 
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parents are relieved to learn of  the availability of  the CI and assured 
that everything will be OK.

The surgeon in this case is also interviewed; she says that the 
parents need to make the decision for their child right away to en-
sure that the child can perform well later. She adds that if  they wait 
until the child is older, “They [will have] lost the battle.” The parents 
in this story describe the surgery as having gone well, with no com-
plications. They report that once the CI was turned on, their daugh-
ter started responding to environmental sounds. They talk about 
doing home speech therapy twice a week, even after surgery. The 
mother featured in the story emphasizes how crucial this is. This 
DVD is typical of  the information parents consume before implant 
surgery, and during a child’s candidacy appointment, audiologists 
ask parents if  they have viewed the DVD.

In their post- diagnosis anxiety, sometimes parents want their 
child to be a candidate when they are not. “There are inappropriate 
implant candidates,” Dr. Brown told me. Those are the “really hard 
evaluations” for Dr. Brown because it takes much more time to tell 
parents that their child is not an implant candidate when perhaps, 
on paper, he or she might look like one. In other words, the child 
might meet the requirements for type and degree of  hearing loss. 
But, according to Dr. Brown, this does not take into account the fact 
that one must be deemed a candidate not only audiologically but also 
medically. Dr. Brown illustrated the extreme level of  hope that par-
ents associate with the CI through this story:

For instance there was a child that we saw . . . that by 
audiological criteria they clearly met criteria to get an 
implant. And when I had done the imaging [MRI] on 
her, she had a normally formed cochlea, and yet the in-
ternal auditory canal that carries the hearing nerve from 
the cochlea to the brain had no auditory nerve running 
in it. . . . She has a cochlea. You can theoreti cally, surgi-
cally put the wire in, but you’re not going to have any 
central connection. So, I advised against implantation. 
It was a hard thing to say, but . . . we all, as parents, care 
about our kids and we’ll do anything for our child. . . . 
[They] got an implant for this child [at another clinic]. 
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And to this day, this kid has no response to the implant, 
is not getting anything, is nonverbal, and has no func-
tional results of  the implant. . . . The kid isn’t really sign-
ing, isn’t really communicating, has no oral language 
skills at all, and they’ve had an implant for a number 
of years.

It is not unusual for parents to have high expectations for the CI 
that are misaligned with its actual expected outcomes (Hyde, Punch, 
and Komesaroff  2010). When I asked the surgeon why parents often 
assume that the CI will always be successful, Dr. Brown answered, 
“The myth is, honestly, is human hope. That if  you can read about 
it, you can be in that best possible category and you’ll achieve it. The 
other thing is honestly, the marketing and literature for the CIs from 
the companies. They are such that they really lead you to believe 
that everyone can perform you know, fabulously with this, that there 
aren’t grades of  performance.”

Determining�Candidacy:�The�CI�Team

The audiological and medical criteria for candidacy are what Dr. 
Brown refers to as “hard criteria.” Audiological tests that determine 
the type and degree of  hearing loss and amount of  functional gain 
provided by hearing aids comprise one measure. Medical criteria 
include a full workup of  the child’s overall health and physiology, 
to make sure, for example, that the child has a cochlea (there are 
conditions where a child may be born without a cochlea or auditory 
nerve) and has no other precluding conditions. All of  this is part 
of  the standard process toward implantation candidacy and requires 
parents to schedule testing and imaging appointments, such as MRIs.

Clinic staff  have long been monitoring parents’ emotional states 
and compliance well before they undergo the transition into candi-
dacy and prepare for surgery. They accomplish this in one way by 
holding monthly CI team meetings to share a variety of  perspectives 
evaluating these soft criteria. When recommending a child for im-
plantation, the CI team considers the parents’ commitment, compli-
ance, and understanding of  the long- term requirements. They also 
talk about the EI service placement as well as educational placement 
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if  the child is older. All of  these structures and clinical staff  then 
work together to determine how well parents are being socialized 
into their new roles as effective parents of  CI kids.

One morning before the CI team meeting, we were gathering the 
folders on the children who were to be discussed that day. I asked 
Sharon if  parents knew that all of  the clinic staff  talked to each other 
about their cases. Often these meetings end up showcasing the dif-
ferent relationships that parents have with the audiologists, as com-
pared to with the speech therapist, the social worker, or Dr. Brown. 
In fact, Sharon commented that when the group got together to 
discuss cases, often Dr. Brown was surprised by what the audiolo-
gists reported that parents would say to them, and in turn they were 
surprised by what they learned that patients said to Dr. Brown.

Although it was routine for the staff  to talk to each other about 
the patients, formal CI team meetings were new at the center; I was 
able to sit in on the very first one. I was surprised by how many 
people attended. About ten of  the clinic’s staff  reviewed a printed 
list of  pediatric CI candidates. The staff  in attendance included Dr. 
Brown, Annette, Monica, Sharon, Gretchen, and Sonya.

Sharon started going down the list of  patients, and for each 
one, the group discussed a surprisingly wide range of  issues that 
each child’s family was dealing with. The team considered much 
more than just audiological and medical workups when discussing 
whether a patient should be implanted, and it was by sitting in on 
these meetings that I learned the complex dynamics and social cri-
teria that contribute to determining candidacy. Discussions included 
which institutions the family was working with, which services they 
were receiving, whether the parents understood how to advocate 
for their children and form connections with institutions, and how 
well they were navigating social services systems. In other words, 
clinic staff  were evaluating whether parents were engaged in con-
certed cultivation and achievement of  that seamless overlap between 
home and intervention services. Lack of  this achievement renders 
the child’s candidacy questionable.

These meetings cover all spheres of  a child’s life— medical par-
ticulars, home, and school— all of  which are considered “medical” 
information for the purposes of  determining candidacy. When Dr. 
Brown brought up the first patient, the discussion switched momen-
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tarily to briefing the rest of  the staff  on the etiology of  the child’s 
hearing loss, the possible surgery and initial stimulation dates (initial 
stimulation occurs about four weeks after surgery), history of  hear-
ing aid usage, and patterns of  hearing loss and functional gain. But 
after this, the audiologists went back to discussing the child’s home 
environment. Monica stated that his parents are Spanish speaking, so 
that is a “double whammy.” When I followed up with Annette about 
this comment later, she explained that exposure to spoken language 
with the CI is crucial, and that it must be consistent. Thus, there is 
not only an imperative for spoken language but specifically spoken 
English: English is spoken at school and in intervention services, and 
the team perceives speaking Spanish— or any other language besides 
English— as muddying that exposure process. The team decided to 
“wait and see” with this patient.

The next case brought up the question of  whether the parents 
could demonstrate consistency and the ability to manage the techni-
cal aspects of  the CI equipment. Because of  the child’s educational 
placement in an auditory- verbal classroom where spoken language 
was the focus, the staff  were confident that use of  the CI would 
be enforced during school hours. But they worried about whether 
the CI would be used at all times at home. Dr. Brown posed the ques-
tion of  whether they can know if  the CI will be turned on during the 
weekends. Monica agreed; they would need the consistency. Monica 
added that they would also have to make sure someone checked 
the equipment regularly to ensure its programming was correct. 
But Gretchen felt the child should be implanted, saying that she had 
showed the child the audiogram to show functional gain with a CI 
compared to a hearing aid, and she felt he understood what good 
hearing meant and that a CI would be beneficial. Dr. Brown decided 
that there needed to be a big meeting with the family to discuss the 
many questions she still had regarding the patient. Dr. Brown was 
“uncomfortable” moving forward with the CI.

Assessing�Emotions�and�“Accepting�Reality”

Evaluating the social criteria for candidacy also includes consideration 
of  parents’ emotional state. During their encounters with parents, 
audiologists look for a process they often call “accepting the reality” 
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of  a child’s hearing loss. Time and again, I heard audiologists at the 
center talking about the absolute necessity of  parents “accepting their 
child’s hearing loss.” This is not resignation to deafness. Rather, the 
acceptance audiologists speak of  is parents’ accepting that they need 
to work to overcome it. For audiologists and other clinical staff, it is 
socially unacceptable not to choose the implant. In other words, what 
audiologists call “acceptance of  reality” is code for whether parents 
had appropriately emotionally processed the child’s diagnosis and 
accepted their recommendations for intervening audiologically to 
mitigate, alter, or circumvent that biological reality. Parental failure 
to move through those emotions and participate in biotechnological 
intervention— in this case, implantation— constitutes a failure to “ac-
cept reality.” This is similar to Anspach’s (1997) observations that phy-
sicians’ habits of  “psychologizing” parents making decisions about 
their child’s medical care resulted in diminishing parental authority 
and undermining their status as rational decision makers. Decisions 
based on conflicting cultural norms are also implicated here, such 
that differences in families’ cultural backgrounds are medicalized 
through a psychological discourse. This holds up the medicalized 
script of  deafness as acultural and “objective.”

Annette, the chief  audiologist at the center, explained, “So you 
have those families where there’s no question about it; how could 
you think I wouldn’t do this? I can say it tends to be routine with 
normal hearing parents with deaf  children.” “Normal” parents de-
cide to implant. This decision to implant is assumed as a given as par-
ents participate in the interventions leading up to official candidacy 
evalua tion. And this participation, Annette said, was “acceptance, re-
ally believing it.” She also said that in noncompliant families, “denial 
is the big common denominator. . . . We’ve all had these families. It’s 
probably a handful, but some stand out more than others.”

When parents reject the idea of  hearing aids, refuse to put them 
on their child, or do not actively participate in EI, they are often 
said to be in denial. Discussing a particular case with me where the 
child did not have any language, Annette became exasperated as 
she told me, “The fact that he’s not talking, would you rather people 
think he’s just stupid or mentally retarded? That’s better?” Over and 
over again she said she just does not understand. “At what point can 
you keep this a secret? I don’t get that. .  .  . I don’t understand the 
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thought process down the road when they do that. I tell them, you 
should put the hearing aid on him, but I can’t go home with them 
and say do this. But at what point can you still keep this a secret?”

This kind of  ongoing denial, she said, is rare but does happen. 
Sometimes it takes years, but she and Sonya “stay on” the families; 
eventually they may come around. She postulated some of  the rea-
sons for parents’ denial, suspecting perhaps the stigma associated 
with hearing aids. “I think that’s huge. That’s huge! ‘They’re going 
to make fun of  him.’ What do you think is going through a parent’s 
head when you tell them their kid is hearing impaired?” Similar to 
what many of  the parents told me, she said what she imagined they 
were thinking: “They’re going to pick on him at school. And their 
first thought is: Will my child be able to speak? Will I be able to 
communicate with him? And when he goes to school, he’s going to 
be tortured.”

Other times, Annette told me, parents have to become desperate 
in order to get “on board.” She described one family to me she was 
excited had finally made an implant candidacy evaluation appoint-
ment. “He [patient] is starting to sign, and they can’t communicate 
with him. So if  they get a CI— well, now they’re ready to get a CI 
like yesterday! They want to know how fast he’ll start talking.” This 
statement alone implies that (1) it is acceptable for parents not to com-
municate with their child in sign language, even if  that is the language 
the child uses, (2) the child’s use of  sign constitutes a sense of  urgent 
intervention to reverse that trend, (3) if  the child were implanted, he 
would learn to use spoken language, and (4) by wanting the implant, 
the parents are “normal,” compliant, and “accepting reality.”

But what about those parents who do not accept reality? The au-
diologists refer to them as the “difficult moms.” During a discussion 
with Monica about one of  her “difficult mom” cases, she told me 
about a child who is almost five years old. The mother had had a 
“very difficult time just even accepting the hearing loss. It took her a 
long time before she would get to the point where she would allow us 
to fit her child with hearing aids because she was still going through 
acceptance.” I tried to clarify what Monica meant by that, and she 
told me, “She couldn’t really understand why sometimes [her daugh-
ter] would hear a sound and be able to turn, but she wasn’t talking. 
That was probably because she did have some residual hearing, and 
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so she could hear louder sounds. But she didn’t have enough hear-
ing to understand speech. That took an awful lot of  parent educa-
tion from not just myself, actually, from a lot of  people, the social 
worker, other audiologists, Dr. Brown. It took a lot to get her to 
the point where she would accept the hearing aids.” She surmised 
that it was difficult for this mother due to a mixture of  denial and 
being unable emotionally to handle the situation. “She [patient] was 
actually evaluated for an implant three separate times. We’ve been 
wanting to implant that particular child for years already.” Recently, 
the child had finally been fitted with hearing aids and “placed in an 
appropriate school program, getting a lot of  services.” But Monica 
and the rest of  the staff  felt that she had reached a plateau. Monica 
explained, “There’s a plateau that you reach in terms of  the clarity 
of  the speech because she didn’t have access to as much hearing as 
an implant could provide her with.”

The problem, as Monica saw it, was that the mother did not under-
stand that while the hearing aids were good, the implant was better: 
“She’s coming along, but we knew she would do better with an im-
plant. But it took again, like I said, we went through three [official 
implant evaluation appointments], before the mom would sign the 
[paper].” These evaluation appointments, which comprise a battery 
of  hearing tests and discussions with the parents, took place over the 
course of  a year and a half. “It took Mom a long time. The school was 
pushing, trying to get her to take the implant.” In some cases, the 
difficult part for parents is the idea of  surgery. She continued, “Some-
times that end of  it is more of  a difficult hump for people to get over 
because they are afraid of  the surgery, afraid of  the anesthesia. . . . 
But Mom is coming through, she’s definitely making progress with 
the implant. She just had a tough time, but she’s coming around.” 
This frustrated Monica because she and so many other professionals 
working with the child had been pushing for the CI from the begin-
ning. “But everybody is different. It depends on what their frame of  
mind is when they start the process; if  they’ve accepted the hearing 
loss or if  they haven’t.” But other parents “would be on our doorstep 
every day if  we let them, so there’s a huge, huge range.”

Monica stressed that it was not just the audiologists who pushed 
for the CI. “Everybody on that child’s team does the same thing, 
and the parents learn over time. School plays a very big role in that 
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because the child is there at school the majority of  the time and they 
offer a lot of  parent education and working with the speech patholo-
gist. The school is one issue; we on the other hand, we have a whole 
parent education meeting here actually. . . . The support group is run 
by Gretchen, and its role— well, it comes back to parents accepting 
the hearing loss.”

For Annette, difficult moms were those who are “hard to get on 
board”; she emphasized to me that this is usually a cultural issue. 
Often, she can predict which families will present difficulties. She 
said, “Most of  the families that don’t implant are parents who are 
deaf  themselves. . . . I can say, ‘If  you’re interested, we can talk about 
the CIs,’ but those are the families where [they say], ‘If  my child 
wants to get implanted, when they’re old enough to ask for it, then 
we’ll consider it.’ ” She does not expect them to engage in EI ser-
vices, hearing aids, and implantation.

“Culture is big, but you know that already because you know the 
Deaf  culture,” she commented. But Deaf  families are not the only 
ones she experiences as “difficult.” While most “normal” parents 
do implant, she said, “the outliers are the ones who tend not to be 
American . . . they tend to be foreign- born parents who have more 
cultural issues that start to come into play.” She recalled a family 
from Russia she had recently been trying to work with, surmising 
that “having an impaired child or putting or  .  .  . having to put a 
hearing aid or a CI is so obvious.” Once she had identified the baby 
as deaf, “They didn’t even want to talk to me, and they left me a 
message telling me to leave them alone. .  .  . I have another Israeli 
family . . . they picked up and literally, I swear to you, they moved to 
Israel to get away from me.” But she told me that the story ended 
well because the parents moved back, and after a long deliberation, 
they finally decided to get a CI for their daughter: “She’s talking now, 
so everything’s fine.” In her experience, “culture is big,” and those 
who do not implant tend to be “parents who are not native [English] 
speakers and parents who are not born here.”

Audiologists deemed accepting reality as good parenting that res-
onates with white, normative, and middle- class ideals of  developing 
one’s child and emphasizes becoming an “independent” and “func-
tioning” adult who can pass for hearing. Acceptance of  reality for 
audiologists also means participating in culturally accepted ways of  
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overcoming deafness. This echoes Rose’s assertion that in a contem-
porary, biomedicalized society, “individuals are enjoined to think of  
themselves as actively sharing their life course through acts of  choice 
in the name of  a better future; ‘biology’ will not easily be accepted as 
fate or responded to with impotence” (2006, 26). While Rose speaks 
about individuals compelled to intervene upon their own bodies, 
what I have shown here is how this is classed, based on an ideology 
of  ableism (or what Deaf  studies would distinctly call audism), and 
intersects with expectations of  scientific motherhood. Furthermore, 
I have also demonstrated how framing resistance to medicalization 
as “cultural” reinforces the category of  medical as outside of, or in 
opposition to, culture; that is, our compulsion to intervene upon and 
normalize bodies is rational, while not doing so is constructed as 
irrational either through psychologizing discourse about the parents 
being in denial or through attributing it to having a different culture.

Preparing�for�Surgery:�The�Evaluation�Appointment

Summer is prime time for children to get CIs. If  they are school- aged, 
implanting them in the summer allows— without disrupting class-
room attendance— time for the surgery and ensuing months of  heal-
ing that follows before the device’s initial activation. This scheduling 
also provides time for the child to acclimate to the flow of  electrical 
current and the changing “maps” or frequency settings, a process I 
will describe in more detail in the next chapter. No matter the chil-
dren’s ages, summer is also better for surgeries since the warmer 
months mean fewer ear infections.

One particular day, a pediatric implant evaluation appointment 
(PIE) was on the schedule. PIE appointments are what Monica and 
Annette alluded to earlier, and they are long. That day, four- year- old 
Louis was coming in; Lisa, one of  the other audiologists, and Monica 
and I discussed the case before he arrived. Lisa noted, “We did a se-
dated ABR a year ago and indicated that the loss was appropriate for 
hearing aids, but now we may recommend a CI— something must’ve 
changed.” Monica nodded her head in agreement, “Right, we aren’t 
sure if  he’s even a candidate for CI, so will do aided tests today and get 
a history from the mom. This appointment is PIE, and we won’t know 
until we get the test results if  he is [audiologically] a candidate for CI.”

      



CANDIDATES�FOR�IMPLANTATION� 99

The first thing Lisa and Monica did was ask the patient’s mother, 
Sylvia, if  she had read all of  the materials on the CI they had given 
her and watched the DVD from the CI company. She had. Then Lisa 
and Monica asked Sylvia how often she used the hearing aids with 
her son, what brands and settings she used, and if  she had already had 
all the medical imaging done. She had; the CAT scans and MRIs had 
not shown anything that would preclude surgery. Lisa and Monica 
asked about Louis’s current educational placement and overall his-
tory. Sylvia said he was set to transition into regular school in the fall 
and noted that for some time he had seemed to have residual hearing 
and auditory memory. Louis was receiving speech/language therapy.

In PIE appointments, the clinic determines candidacy by seeing 
how much benefit hearing aids are providing. In these appointments, 
we used evaluation rooms that had an enclosed sound booth; one 
audiologist sat on one side, while the patient, the mother, and the 
second audiologist sat on the other side. A small window joined the 
two rooms; everyone on both sides could see each other. Lisa and I 
went into the booth with all the testing equipment— panels of  ma-
chines with various knobs and levers— while Monica sat with Sylvia 
and Louis on the other side of  the window.

Lisa proceeded to present tones at varying frequencies and deci-
bels, while Monica determined his response. They measured the 
difference that the hearing aids made in both ears in order to deter-
mine the functional gain. Meanwhile, Sylvia filled out a question-
naire that asked questions about how Louis functions with the aids 
and about the behaviors she noticed. The answers were scaled; this 
information— along with results from the functional gain testing 
and Gretchen’s speech/language development reports— were con-
sidered in the audiological criteria for implantation.

During a break in the testing, Monica came back to the booth to 
look at some of  the results with Lisa. I asked Monica if  she thought 
that he should get an implant; she said, “Yes, based on the amount 
of  benefit he’s getting from aids.” We then moved from the testing 
booths into one of  the appointment rooms with observational mir-
rors. I sat behind the mirror and watched as Monica sat down with 
Sylvia and said, “Let’s go over things. If  we can raise the level of  
amplification, which is maxed out right now with hearing aids, we 
can give him more access. He’ll do better with a CI. It will also help 
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with his behavior; he has to work really hard to hear, and with a CI 
he won’t have to work so hard.” Monica emphasized that they only 
had partial information at the moment: Sylvia would need to bring 
him back in for additional speech perception testing. But she assured 
Sylvia, “Yes, I think he can benefit from the CI, but it’s not just my 
decision.” Monica described the CI to Sylvia, showing her one that 
they keep on hand as an example.

“Audiologically,�This�Patient�Is�a�CI�Candidate.”

After this appointment, I looked through some of  the medical re-
cords of  CI patients that are part of  my study. As I did so, I saw the 
phrase “Audiologically, this patient is a CI candidate.” Although I 
had begun to understand there was more to being a candidate than 
just audiological evaluation (for example, I also knew that medical 
clearance had to be determined through MRIs and other imaging 
techniques, like CAT scans), I still wanted to know more about the 
social criteria that had come up during the CI team meetings.

I asked Shelly, another audiologist at the center, if  she had a few 
minutes to explain candidacy to me. She replied, “You qualify au-
diologically if  you have the audiogram for an implant, the horrible 
speech, and you’re medically intact to have an implant. But if  you 
don’t have the support system at home, or you don’t keep hearing 
aids on, then you won’t succeed with it. Then that’s where it gets to: 
Are you a candidate or are you not?”

She explained further, saying that there are social factors to con-
sider. Unlike the “double whammy” comment I had heard in the CI 
team meeting, however, Shelley told me this story that illustrated 
her belief  that speaking another language should not disqualify a 
child from candidacy:

In New York, we have so many cultures. I remember 
being in CI class in my online program for my doc-
torate. I had to do a group project, and I was placed 
with people from Kansas, Wyoming, everywhere but 
New York. We were given cases, and we had to pick 
who was a candidate for an implant. There was a little 
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Korean family, and the mother only spoke Korean, and 
the father was in denial about the implant. Dad is in 
denial. Mom is ready to go forward with the implant. I 
said, yes. I got yelled at by everyone in my group. “They 
don’t speak English!” I said, “You’re from Kansas. No 
one speaks English when you come to New York, you 
learn that’s how it is.” They wouldn’t listen to me. We 
get the project back. We got that question wrong. I was 
right, he was a candidate. The teacher said just because 
he doesn’t speak English doesn’t mean he can’t get an 
implant. And what happened with this case was, she 
said, he got an implant, Mom took classes and learned 
English, and Dad got like therapy to realize his kid had 
a hearing loss.

Family context clearly plays a role in decision making about candi-
dacy, but that role is not always clear- cut, and as in Shelly’s story, it is 
not nationally uniform or agreed upon either. “It’s a whole big bat-
tery of  pieces if  you think about it,” she told me. As I looked further 
into this, I found that there are currently no national guidelines for 
determining candidacy, and this is a cause of  great concern for pro-
fessionals in the field (Sorkin 2013). “With the lack of  evidence- based 
standard of  care, patients are seen as- needed by the audiologists and 
the schools or early intervention systems are responsible for develop-
ing and implementing the aural (re)habilitation program” (Bradham, 
Snell, and Haynes 2009, 32).5 Thus, CI candidacy assessment varies 
from center to center, but the FDA guidelines call for medical evalu-
ation and “audiological testing at two points in time to demonstrate 
degree of  hearing loss and (lack of ) auditory development” (Brad-
ham, Snell, and Haynes 2009, 35). In other words, the audiologi-
cal criteria for a CI include documenting a sustained period of  time 
where there is a lack of  language and/or the lack of  access to sound. The 
American Speech- Language- Hearing Association (ASHA), however, 
additionally recommends asking the following: “Do the necessary 
supports exist in the individual’s psychological, family, educational, 
and rehabilitative situation to keep a cochlear implant working and 
integrate it into the patient’s life? If  not, can they be developed?”
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The�Pre-�Op�Appointment

One morning in July, Jim and Tina sat in the waiting room with 
their daughter, Amanda. She was twelve months old. This was the 
final appointment with Dr. Brown before Amanda’s surgery; hence, 
it was less remarkable that both parents were present. Jim and Tina 
are a white, middle- class couple in their thirties. When the ENT re-
ceptionist finally called them back, I helped them gather their things, 
and then we all squeezed into Dr. Brown’s small exam room.

Dr. Brown greeted them, saying that this is it, the last time they 
will see each other before the surgery. They had pushed the surgery 
back one month to wait for the newest version of  Cochlear Ameri-
cas’ Nucleus Freedom, which was sitting in a box on the counter. 
When Dr. Brown pulled it out, we saw it was white and included 
upgraded software and a remote control. It looked like an iPod.

Dr. Brown explained again the reason for waiting that extra 
month, saying, “The difference between a new internal [piece], and 
the reason it’s significant in someone her age, is do you see the height 
of  the two implants?” Dr. Brown held them both out, then continued, 
“This one [the newest one] is a lot flatter. One of  the problems with 
the Freedom used to be that it used to stick up a fair amount from the 
scalp. This [new one] has a much lower profile. What happens is it lies 
much closer to the skull, and it doesn’t protrude as much.”

Dr. Brown gave the new internal piece to Jim and Tina to exam-
ine. “If  you want to feel the two, there’s a big difference, because 
in an infant, you actually have to drill all the way through the skull 
down to the dura, which is the linings of  the brain.” But the newer 
model is different. The old model “actually presses into it because of  
the profile, whereas this newer one, what’s protruding from under-
neath is a lot less,” Dr. Brown explained.

Tina asked Dr. Brown if  that was the only difference between the 
two models: “There’s no real upgrade in terms of  the electronics 
themselves?” From a surgical standpoint, Dr. Brown told them, there 
was not a significant difference. “Drilling a well is drilling a well, and 
I’m just going to change its shape a little.” And regardless, all of  the 
rest of  the surgery’s procedure was identical. “It’s the same in terms 
of  the mastoidectomy, going over the facial nerve into the middle ear 

      



CANDIDATES�FOR�IMPLANTATION� 103

opening, the inner ear, that’s all the same. Opening the cochlea and 
putting the implant in is the same; all of  that is unchanged.”

Jim and Tina looked at each other and nodded. They were calm 
but inquisitive. Dr. Brown asked them whether Amanda had had any 
recent ear infections. She had not. Dr. Brown lifted Amanda up onto 
the examination table, exclaiming, “Oh, you’re a wiggly worm- and- 
a- half !” Amanda started crying. Her hearing aids were on, and Dr. 
Brown wanted to look in her ears. “Oh! I’m sorry,” Tina said, “I’ll 
take your hearing aids out. How can we look in there, if  those hearing 
aids are in?” Dr. Brown looked into Amanda’s ears and asked if  they 
had made their appointment for the initial stimulation. They had. 
Dr. Brown complimented Amanda in a high voice, “You’re so good!”

When Dr. Brown was done examining Amanda, Tina put Amanda 
on the floor to play while the three adults reviewed the surgery de-
tails. “Basically, the incision is pretty much the same. It goes from 
here to about here,” Dr. Brown ran a finger behind the ear, motion-
ing from the top to bottom. And continued, “She’ll wake up with a 
head wrap dressing on her head. If  she feels great, she could go home 
the same day. If  not, certainly, most people I keep twenty- four hours. 
Parents that want to go home the same day, that’s fine.” Dr. Brown 
explained that for the next three days, the incision could get wet, but 
there could be no scrubbing: “It’s critical to keep her fingernails as 
short as possible. You don’t want her scratching at that wound. If  she 
scratches that, she could introduce a local infection. That’s one of  
the biggest issues in young kids.” Jim and Tina nodded.

During the surgery, the implant is tested to make sure it is work-
ing, and it is examined by X- ray. “The X- ray tells me the position, that 
I like it, that’s in the cochlea, that I don’t have concerns about where 
it is,” Dr. Brown said, before reviewing all the risks associated with 
the surgery. These included the standard risks with anesthesia, the 
possibility of  facial nerve damage that could result in paralysis, and a 
higher rate of  contracting meningitis. Parents did worry about anes-
thesia, but none of  the parents I interviewed particularly emphasized 
this fear. Complications like meningitis are rare and prophylactically 
treated by vaccinating children before surgery. Similarly, surgeons 
avoid facial nerve damage by using a monitor during surgery. “I will 
use a monitor. It tells me where the nerve is and how to work around 
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it safely. I’ve never injured a facial nerve,” Dr. Brown assured Jim and 
Tina. The parents nodded, looked at each other, and said OK.

Surgery�Day

I met Jane and her husband at the hospital around seven on an Au-
gust morning. It was Lucy’s surgery day. Jane and I had talked the 
day before; I had called her after I had seen Lucy’s surgery scheduled 
on the computer. An hour after our phone call, Jane said, the clinic 
had called her to give the instructions regarding not letting Lucy eat 
or drink anything. Everyone in the center was talking about Lucy’s 
upcoming surgery because it had been such a long time coming. In 
the waiting room that morning, I met Jane after she and her husband 
had taken Lucy back to the OR. “They are drilling a hole. They are 
touching the brain stem. It is minor brain surgery. It is scary. I know 
Dr. Brown has never [harmed the facial nerve], but her face could 
be paralyzed. What if  we did this and it wasn’t the best thing to do? 
What if  the electrodes don’t take?” Jane worried.

She sank down on the couch as a TV blared out CNN. I had 
brought some snacks and offered to get coffee while we waited. “We 
got here at 5:45 this morning!” she told me. She looked extraordi-
narily tired. “At least you know how my anxiety manifests,” she said. 
She looked down at her hands and touched her own fingers. I asked 
her if  she had eaten anything, but she had not. Her husband had 
forgotten the sandwich that she had wanted. Nothing else sounded 
good to her. “I love my husband, but I think he was born with a de-
fect when it comes to emotional support,” she said. Meanwhile her 
teenage son was at home with the other two young children. She 
paced. “My head is there [at home], but my head is here too.”

While we waited, Jane told me that Dr. Brown had had to call 
Cochlear Americas that morning because Lucy was having the Nu-
cleus 5 internal implanted. “But I ordered the old external, nothing 
internal has changed, but there is no FDA approval on the new bat-
tery,” she told me. I was puzzled. Why did that matter? “If  you get 
that one [the newer model], you are spending zillions of  dollars on 
batteries. . . . The CI uses three batteries. They have to approve every 
part of  it, the coil, every piece. If  you buy a package of  batteries for 
$195, it will only last a few weeks. That’s why I went with the old 
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unit that has FDA approval on rechargeable batteries; they’re much 
cheaper and have a one- year warranty,” Jane said. She was already 
in the know and navigating the equipment— one more step in her 
mastery of  all the complicated pieces of  implantation. A couple of  
hours later we were called to the recovery room; Lucy was success-
fully out of  surgery.

Concerted�Cultivation,�Language,�and�Good�Parenting

While these audiologists never explicitly discussed class status, their 
suggestion that “normal” parents implant indicates tacit approval of  
particular parenting styles. In this case, a parenting style that aligns 
with concerted cultivation is one that shares the same value system 
as the institutions responsible for serving deaf  children, which may 
explain why my sample of  highly compliant families is overwhelm-
ingly white and middle class. Suggesting that other cultures, class 
statuses, or value systems do not align with the high- intervention/
concerted cultivation values of  the clinic offers a more complex so-
ciological picture that sharply contrasts with audiologists’ assump-
tions that those who do not opt for implantation simply do not 
“accept reality.”

Without necessarily situating Lareau’s work within the context 
of  parenting a child with a hearing loss or even of  deaf  education, 
we can see that her findings turn out to be quite relevant in explain-
ing the class or cultural background disparities in implantation. For 
example, she finds that language is an axis of  differentiation across 
social classes. Middle- class families have a relationship with language: 
“they enjoy words for their own sake, ascribing an intrinsic pleasure 
to them. .  .  . parents use language as the key mechanism of  disci-
pline” (Lareau 2003, 107). By contrast, she finds, poor or working- 
class families use language for more functional purposes.

But what happens to these kinds of  language usage patterns 
when they are disrupted by hearing loss? These very patterns and 
relationships with language that appear in middle- class families in 
Lareau’s study also frame the willingness of  the parents in my study 
to engage in sustained therapeutic labor for the sake of  their chil-
dren’s futures. In middle- class families, language skills are seen as 
part and parcel of  middle- class life; that is, using language to your 
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advantage, along with skills in negotiations, “is an important class- 
based advantage” (Lareau 2003, 111).

Although sign language is linguistically equal in that it is as le-
gitimate a language as any other, its status as a minority language 
misaligns it against broader patterns of  language use in middle- class 
homes. Thus, a high- intervention parenting style that could result 
in making the child’s deafness invisible through implantation and 
enough auditory training becomes what parents envision for their 
child’s future. Imagining a child who is not implanted and does not 
use spoken language (and instead uses sign) is incompatible with 
such middle- class values. In the following chapter, I turn to how ac-
ceptance of  a “new reality” after implantation is centered around 
the brain.
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THE�NEURAL�PROJECT

The�Role�of �the�Brain

The human brain does not discriminate between the hands 
and the tongue. People discriminate, but not our biological 
human brain.

• �Laura-�Ann�Petitto

Neurons that fire together wire together.

• Hebb’s�Law

The brain is the focus of  all stages of  implantation. Implantation 
professionals assert that “identification of  newborn hearing loss 
should be considered a neurodevelopmental emergency” (Flexer 
2014). This focus on the brain is occurring in a broader social con-
text wherein neuroscientific explanations are particularly popular as 
a field of  research. In 2013, President Obama unveiled the Brain Re-
search through Advancing Innovative Neurotechnologies (BRAIN) 
Initiative. BRAIN aims to map every neuron of  the human brain. As 
a result, neuroscience is also an increasingly powerful trope of  ex-
planation in society and a subject of  sociological inquiry (Pickersgill 
2011; Pickersgill, Cunningham- Burley, and Martin 2011; Vidal 2009; 
Vrecko 2010; Rose and Abi- Rached 2013).

The neuroscientific explanation of  deafness, however, emerges in 
relation to prosthesis; the body and the technology are bundled and 
inscribed with social relations together ( Jain 1999). In the previous 
chapters, I showed that deafness is not inherently or naturally a prob-
lem but coconstructed as such through a medical script of  deafness 
intertwined with the technology of  the CI. In this chapter I focus on 
how the meaning of  deafness is constructed specifically in relation 
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to the brain. As a result, the definition of  deafness is redefined from 
a sensory (hearing) loss to a neurological (processing) problem.

As deafness is framed as a neurological problem, the CI is simul-
taneously framed as the answer to gaining access to the neuronal 
structures in the brain so that they may be shaped. The potential to 
shape one’s brain, the emergence of  the CI, and this redefinition of  
deafness ultimately shift responsibility from the device to the individual; 
that is, the CI provides access to the brain, while the “real” treatment 
emerges as something else, namely, long- term therapeutic endeav-
ors focused on neurological training required of  mothers. And these 
endeavors begin from the moment of  identification; they frame in-
terventions to prepare the child’s brain for the CI later as well as 
shape the interventions once surgery is complete.

This capacity to shape neuronal structures and neural pathways 
that is prioritized in implantation is known as neuroplasticity. The 
idea of  plasticity fits seamlessly with the therapeutic imperative and 
concerted cultivation parenting style. It triggers an ensuing responsi-
bility on the part of  mothers to train their child’s brain and to ensure 
proper development of  the “right” synaptic connections for spoken 
language. But it is important to note that only certain narratives of  
plasticity are typically deployed by professionals in relation to CIs. 
Plasticity is not just about being able to change neural pathways or 
synaptic connections; it also refers to the brain’s capacity to adapt, 
respond, and change as needed. The narrative of  plasticity in im-
plantation is that the CI allows you to shape a deaf  child’s brain into 
one that has capacities similar to a hearing person’s; that is, the CI 
allows you access to the brain in order to cultivate auditory path-
ways for spoken language despite the fact that the child is deaf. This 
narrative of  plasticity does not, however, allow for the possibility 
of  auditory language and visual language pathways to be created 
simultaneously, even though the brain is biologically able to do so. 
As Fjord also found in her fieldwork, “US professionals in pediatric 
implants (not neurologists) [saw] signed languages ‘hard- wiring’ the 
brain against the capability to learn spoken languages” (2010, 87). As 
a result, it is common to suggest that parents prevent their child from 
being exposed to sign language. And yet, “contrary [to] frequent as-
sumptions . . . there is no published evidence that sign language in-
terferes with spoken language” (Knoors and Marschark 2012, 294).
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The mantra in audiological practice that sign language is an im-
pediment to speech acquisition has been around for some time, 
although the exact origins of  this belief  are unknown. Douglas 
Baynton’s historical account of  sign language in America found that 
as early as 1900, those who favored teaching deaf  children to speak 
referred to instilling “habits of  speech in the young,” lest the “fatal 
habit” of  signing take over (1998, 64). Today, however, the cultural 
preference for spoken language is articulated through the author-
ity of  neurological discourse, as Fjord’s (2010; 2001) fieldwork in the 
United States in the mid-  to late 1990s documents, and as the data 
described here, which were gathered in 2009 and 2010, also show. 
Thus, this has been and continues to be a persistent ideology in au-
diological practice.

All of  this results in the displacement of  failure from the device 
onto mothers’ labor and a greater demand for adherence to audi-
tory training and spoken language– only protocols characteristic of  
the medicalized script of  deafness. Pitts- Taylor discussed this re-
sponsibility for “neuronal fitness” in the contemporary neoliberal, 
bio political context: “The ideal subject constructed here should see 
herself  in biomedical terms and should relate to her body at the mo-
lecular levels. . . . brain potentiality represents a competitive field in 
which one’s willingness to let go of  sameness, to constantly adapt, 
and to embrace a lifelong regimen of  work on the self  (and on one’s 
children) are the keys to individual success” (2010, 644). Thus, the ex-
tension of  technological capabilities— these kinds of  ever- deeper pos-
sibilities of  shaping and developing minds and synapses— comes with 
an expansion of  obligations for mothers. These capabilities are both 
obligation (ongoing, often invisible therapeutic labor) and possibility 
(for some of  the implanted children I observed do appear to speak and 
listen like hearing children). In this chapter, I look back on the steps 
leading up to surgery through the lens of  neuropolitics, make explicit 
the role of  the brain in long- term habilitation efforts, and show how 
all of  this cannot be untethered from the politics of  language.

Connolly defines neuropolitics as “the politics through which cul-
tural life mixes into the composition of  body/brain processes and 
vice versa” (2002, 14). Too often, “cultural theorists reduce body poli-
tics to studies of  how the body is represented in cultural politics. They 
do not appreciate the compositional dimension of  body- brain- culture 
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relays” (Connolly 2002, 14, original emphasis). For this reason, I ap-
proach the parent- child interactions in implantation as “body- brain 
culture relays” that take place in a cultural realm— that is, the clinic is 
a site of  cultural production— that constructs deafness in neural terms. 
These relays occur out of  a desire for and belief  in the mutability 
and transformability of  the brain and directly attend to the compo-
sitional dimension of  perception; that is, perception is made through 
specific techniques of  caregiving deployed through CIs.

The brain is integral to the very explanation of  how sound, hear-
ing, and the CI work. When a sound is made, sound waves travel 
through the air. The shape of  the ear works as a cone that fun-
nels these sound waves into the middle ear. The middle ear begins 
with the tympanic membrane, or eardrum; the eardrum is hit by 
these waves and vibrates the tiny bones behind it. After the outer ear 
picks up acoustic sound waves and sends them through the middle 
ear, they enter the cochlea, a tiny, snail- shaped organ in the inner 
ear. This organ, made up of  spiraled canals, is lined with tens of  
thousands of  tiny hairs called “hair cells.” Here, acoustic waves con-
vert to electrical signals, which are sent to the auditory cortex of  
the brain. The brain processes that information through synaptic 
connections, creating and depending on neural pathways to give the 
sounds meaning.

The CI takes over the job of  the hair cells. The external compo-
nent of  the CI looks a bit like a regular hearing aid; a tiny microphone 
and processor— called a “behind- the- ear” unit, or BTE— sit on the 
back of  the ear. The BTE has a small wire that connects to a round, 
magnetized transmitter coil. This coil sits on top of  the skin, hover-
ing over the internal component that has been surgically implanted 
behind the ear. The microphone on the BTE picks up sound waves 
and sends them to its microprocessor. Then, this signal is transmit-
ted through the skin via the coil to the internal component. The 
internal component, surgically implanted by drilling a well into the 
skull and nestling the implant in place, processes this information; 
it is connected to a set of  silicon- covered electrodes threaded into 
the circular canals of  the cochlea. The internal piece sends a digital, 
electrical signal— a band of  ones and zeros— to this electrode array, 
firing an electrical signal directly to the auditory cortex in the brain.
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To be sure, there were methods of  treating deafness before, 
but the technology of  the CI has changed them. The neurological 
language that describes how the CI works refocuses the site to be 
worked upon to overcome deafness. The discourse is one of  codes 
and circuitry that conjures the brain. The development of  a neuro-
prosthetic treatment has opened up the realm of  the brain, suggest-
ing that the brain is the location of  difference and that, therefore, if  
worked upon hard enough, that difference can be made invisible.1 
Although the neurological aspect of  implantation has thus far been 
implicit, I turn now to how this focus on the brain has explicitly or-
ganized the social relations I observed from the very beginning, and 
how it has implicated the brain in ongoing postsurgery habilitation 
efforts. As Jane once told me when I asked her about life after Lucy’s 
surgery, “This is where the rubber meets the road.”

Internal�and�external�aspects�of �the�
cochlear implant.
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First�Stop:�The�Brain

On one of  my first days of  fieldwork at NYG, I sat in on a general 
ENT staff  meeting. That day, a well- known visiting CI surgeon lis-
tened to residents as they presented tough cases. During this meet-
ing, the surgeon explained to residents that implantation was much 
more than mere equipment; some synchrony had to happen “up 
north.” Afterward, I met with Annette, the chief  audiologist, for 
more information about this comment. She explained that implant-
ing the device is not the treatment but rather a necessary step that 
precedes the training of  the brain— and that this training of  the brain 
is the “real” treatment. This is why the brain— through an ABR test, 
for example— is often the first object of  testing for infants who go 
on to be implanted. It is also why complete workups with MRIs and 
CAT scans are required before implant surgery, to be sure there are 
no other organic neurological impediments that would contraindi-
cate CI candidacy and success. To train a brain, it must be in good 
working order; the “circuitry” should be in place and functional.

The ABR test is a neurological point of  entry for patients who 
start the trajectory of  implantation. We begin with measuring neu-
ral functioning; the CI lies in wait as the interface that corrects the 
missing frequencies, a neural programming patch of  sorts. If  the 
ABR indicates a missing signal, the equipment (the CI) is immedi-
ately implicated; it is ready and waiting to be installed in order to 
allow access to the brain and supply the missing audio signals. The 
Cochlear Americas promotional video features an audiologist who 
says of  a patient, “She had all the wiring in place”— implying that the 
patient just needs the CI to use it. This patient’s mother follows up 
by explaining that her daughter’s brain learned how to hear once the 
implants were turned on.

Neurological discourse is present from the beginning and contin-
ues throughout every step of  the implantation process, framing each 
task at hand for parents. For example, when discussing a child who 
had hearing aids but was soon to get a CI, one of  the audiologists 
explained to the parent that “he has damage, so information isn’t 
getting sent to brain . . . but the CI is a sophisticated computer that 
holds four programs, or ‘maps.’ The computer changes these pro-
grams to code, which is then sent through the coil, which communi-
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cates with the internal piece, and this fires and sends information to 
the nerve. . . . We send you home with four maps so that you gradu-
ally turn it up more and more. You have to get used to the electrical 
stimulation, so you may not be able to hear speech in beginning. He 
will have a lot of  appointments at first, as we bring up the CI. We do 
it a lot; it will be fine.”

At the same time, however, I observed that the CI was down-
played as merely access equipment even as it is promoted as an 
answer to particular types of  deafness. “Failure” of  the implant is 
understood only in terms of  the functionality of  the device itself  
and considered largely avoidable. Framing the CI as merely an ac-
cess device neutralizes the notion of  its potential failure. During Jim 
and Tina’s final clinical appointment with Dr. Brown before surgery 
(described in the previous chapter), Jim asked, “So what’s the failure 
rate?” Dr. Brown responded by asking, “You’re talking about imme-
diate failure versus later on failure?” The father clarified that he was 
asking about both. The surgeon explained:

So immediate failures, there really isn’t, OK, because if  
you put in the implant and we’re not getting responses 
off  the electrodes and we’re not getting the— you know, 
the X- ray doesn’t look right, I’m going to put in my 
backup implant. I always have more than one around 
[in the operating room] for the instant, you know, 
maybe if  it’s an off- the- shelf  failure. Maybe that implant 
didn’t work. That’s why we test. That’s why we want to 
know before we close up [the surgical site] and say, you 
know what, this implant is a good implant. That’s the 
whole point of  doing the NRT.2

For Dr. Brown, whether the implant works is not a question of  long- 
term results (those were questions of  the brain and of  the labor un-
dertaken to train it, not the CI) but rather a question of  whether the 
device is operational. The first support group I attended, where I 
met Nancy, the “old- timer,” she put it quite succinctly: “I don’t know 
that there are many children that the CI did not work for, and often 
it’s the case that the implant works fine, but it’s the parents who 
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don’t do what’s needed.” So the CI is constructed as only a conduit 
to the brain that provides an auditory signal through technical speci-
fications. It delivers a simulation of  sound; it makes one technically 
able to hear. The rest of  the work lies at the other end of  the elec-
trodes’ signals: the brain.

After surgery, a child is typically sent home the same day, or at the 
latest, the following day, with the incision left to heal for about four 
weeks. Once the incision is healed, the parents bring the child back to 
the clinic for the activation— or “initial stimulation”— appointment. 
This is referred to as the “initial stim” date. At this appointment, the 
external components of  the CI— known as the behind- the- ear, or 
BTE, unit, which has a wire with a small magnetic coil at the end of  
it— are connected to the internal parts. The external coil, which is 
also a transmitter and passes the signal across the skin, is placed on 
top of  the device implanted and stays attached because it is magne-
tized. The magnetized coil acts as a radio transmitter and is attached 
to the BTE by a wire.

When the implant is turned on, sound waves arrive at the BTE’s 
micro processor, which takes this information and translates it into a 
digitized signal made up of  ones and zeros. This information then trav-
els through the magnet and into the electrodes snaking through the 
inner ear. This digital signal then fires up from the electrodes to the au-
ditory cortex of  the brain. The number of  electrodes varies, depend ing 
on the model of  the CI; during my research they had twenty- four. In a 
hearing person, the hair cells, which number in the tens of  thousands, 
communicate electrical signals to the brain. By contrast, an implanted 
person gets information from, at the most, these twenty- four channels. 
The sound that arrives at the brain does not arrive as a discernable sig-
nal, however. To a brain that has not had access to sound before, it is 
foreign input, data without a codebook. Later in this chapter, I will talk 
more about the ways this signal travels through the brain.

Mapping

The precise configuration of  this digital information (e.g., which fre-
quencies and at which levels are extracted from space and transmit-
ted through the CI) vary from patient to patient. They are dictated 
by the microprocessor’s program settings, which are called “maps”; 

      



THE�NEURAL�PROJECT� 115

CIs hold four different possible maps, often referred to as P1, P2, P3, 
and P4. The CI user can use different maps in different settings, such 
as one for loud environments, one for one- on- one conversations, and 
so on. Maps are tailored to each child’s optimal usage in an appoint-
ment dedicated to mapping.

Making sure that the device is properly mapped is one important 
aspect of  implantation. It is also one of  the ways that parents are 
judged in terms of  how “on top of  things” they are. All patients must 
have a certain level of  hearing loss unaided to be considered severely 
or profoundly deaf, but each child’s loss is different. Decibel levels 
and frequency thresholds are unique to the individual. The CI, if  
configured properly, is tailored to mitigate the difference between a 
“normal” audiogram and an atypical one, and no one child may have 
the same audiogram or comfort levels as another. Mapping involves 
setting thresholds, known as T- levels, which are the softest sounds 
the CI user can hear. The other component of  mapping involves ad-
justing the comfort levels, or C- levels, which helps the CI user avoid 
overstimulation or even discomfort.

Mapping is the most important aspect of  maintaining optimal 
CI functionality, but children cannot provide the user information 
needed, due to the complex nature of  the concepts— most infants 
undergoing mapping do not have any means of  communication 
(Mertes and Chinnici 2011). Thus, the pediatric population requires 
a bit of  guesswork. Adult patients’ subjective descriptions of  T-  and 
C- levels have helped audiologists develop methods of  programming 
maps for children. But it is still a process of  trial and error that can 
take months and years, one that requires constant tinkering.

While maps must be carefully calibrated or configured in the audi-
ologist’s office, it is mothers who have to follow the prescribed map-
ping plans at home, as well as help determine if  they are working or 
accurate. This can be quite difficult. The process of  mapping begins at 
the initial stim appointment, with a series of  initial, low- level signals 
designed to slowly acclimate the child to auditory information and 
electrical stimulation. The initial mapping sessions are close together. 
One afternoon at Jane’s house, she opened up her weekly planner for 
me. She flung it down on the kitchen counter while we talked about 
Lucy’s acclimation to the implant. She had recently emerged from 
the thick of  the initial mapping sessions. Each day in her planner was 
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covered in letters and numbers; she had used different colored pens 
to differentiate the numbers scrawled on each day.

“Mapping is a lot less now than it was in the beginning,” Jane ex-
plained. In fact, when Lucy was first “turned on,” they were at the 
audiologist about once a week: “Oh god, she was flying through the 
programs!” Each time they went, the program changed; Jane had to 
write it down, track Lucy’s response, and know when to “bump” to 
the next one, gradually increasing Lucy’s levels of  stimulation. Jane 
said, “You have to write the programs down every time you bump her 
up. See? [She pointed at list of  numbers.] P3, P1, yeah, I had to write 
it down.” She let out a heavy sigh. She had been carrying around 
the calendar with her for weeks and brought it with her to every 
appointment: “I have to bring in all this [paperwork, calendar]. In the 
beginning I had to know because the appointments were so close 
together. So like, OK, today is P1, tomorrow is P2; she already moved 
through all programs! There are four: P1, P2, P3, and P4. You have to 
be through to P4 before you come back for the next mapping. And 
[she started talking faster, not quite catching her breath] we moved 
through it, and I haven’t had to write anything down because she’s 
been on P4 and we go for a mapping on the fifteenth at ten a.m.”

While audiologists focus on getting the maps technically right, 
parents have to constantly manage the programs and determine if  
they are effective and comfortable for the child. This is stressful and 
anxiety producing and usually dependent on intimate knowledge 
and observations in the home or other daily environments. For ex-
ample, perhaps the child prefers P2 in certain contexts, while seem-
ing to do better with P3 in others. Each child’s level of  tolerance is 
not uniform. (Tolerance is usually the word audiologists and parents 
use to describe moments when they realize the CI is on too high or 
the C- level needs to be adjusted— the child winces or cries.)

To complicate matters, depending on the age and school place-
ment of  the child, there are always new situations or spaces that in-
dicate CI reconfiguration.3 For example, if  there is an FM system at 
the child’s school, the map will need to be adjusted for the frequency 
variation in this kind of  input. Jacks that wirelessly receive a signal 
directly from the FM system can be attached to the BTE so that the 
input from the FM system can be sent directly to a child’s CI. Every 
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space is potentially a new map reconfiguration, every space a poten-
tial source of  anxiety.

Reading and interpreting the child’s reactions over time, often 
through means that are much harder to delineate, are how parents 
learn the child’s needs and preferences. Usually, parents told me, prob-
lems would manifest in other behaviors. Perhaps when the programs 
are changed, the child struggles with bed- wetting, has problems toi-
leting during the day, throws tantrums, shows a lack of  attention, or 
cries. This is a frustrating guessing game, and parents often told me 
their concerns about such behaviors. Since the CI is a one- way device, 
it does not respond to the brain’s modulations or needs: it can only 
fire a preprogrammed signal (Chorost 2011).

Mothers often pick up on the need for mapping changes by as-
sessing their children’s behaviors and emotions. It can be especially 
hard at the beginning of  CI use, just after the initial stim. Becky 
described what happened when her daughter Amy had her implant 
turned on: “It was a whole other story because Amy was terrified. 
She did not want to wear the implant. . . . She rejected it. She ripped 
it off  her head. As much as I put it on, she was pulling it off. It was 
a battle for a good few months— a good few months.  .  .  . [School 
was] enforcing it. I was enforcing it at home. As hard it was. She had 
tantrums and everything. But then she started to tolerate it. It got a 
little bit better and a little bit better.”

A few months later, after Lucy had been implanted and had been 
in her new auditory/oral school program for about a month, Jane 
told me she was concerned: “Lucy is almost five years old, and she 
just started shitting her pants. That’s something psychological.” In 
support groups or on online forums, parents often swap stories of  
what works for their child, or patterns of  behavior they notice, and 
how to tweak the device’s settings. Jane was beside herself; although 
her level of  anxiety had subsided so that her fingers were no longer 
tingling as she talked about it, she was worried. But other days Jane 
was exuberant; in between displaying these behavioral issues, Lucy 
impressed her teachers with her speech articulation. Meanwhile, 
Jane still frequented these parent support groups and online forums, 
which often focused on tips for managing or configuring the device, 
as well as dealing with other behaviors.4
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Auditory�Training�as�Neural�Self-�Governance
The task of  auditory training— both before and after surgery— 
remains the primary therapeutic intervention. While parents have 
to monitor the technical aspects of  mapping, an implanted child’s 
neurons must also learn to perceive and decode the signal as not 
just sound but meaningful information. Audiologists and edu-
cators often refer to auditory training, or the process of  creating 
these meaningful synaptic connections, as creating “the right neural 
pathways for language.” Chorost, an adult CI recipient, writes that 
“training makes an enormous difference. Research in neurobiology is 
showing that the right kind of  training has directly measurable ef-
fects on people’s brains” (Chorost 2006, 173, original emphasis). The 
brain learns and creates meaning by connecting neurons together. 
Thus, the CI is held up as a method of  retrieval, a way to cultivate 
the latent hearing brain inside.

Mothers are expected not only to maintain proper maps on the 
device but also to consistently expose their children to the auditory 
signal by keeping the CI on at all times. The idea behind auditory 
training is that consistent presentation of  the auditory signal paired 
with particular therapeutic techniques will create the “right” neural 
pathways for language in the child’s brain. But how are these neu-
ral pathways constructed? Hebb’s Law states that “neurons that fire 
together, wire together.” The brain is composed of  billions of  neu-
rons. The neuron’s job, with its many branches that reach out and 
communicate across synapses to other neurons, is “to accept spikes 
of  electricity— called action potentials— from its dendrites. Depend-
ing on that input, it ‘decides’ whether to send an action potential of  
its own to other neurons. . . . A neuron is basically a tiny deciding 
machine” (Chorost 2011, 75). The goal of  implantation is to send a 
signal to the neurons in the auditory nerve, and then (through long- 
term auditory training) to manage and control the decisions that 
these neurons make. In other words, the goal is to intervene so that 
neurons make “good decisions” that create connections between 
certain neurons:

[Neurons] constantly send out new projections that 
touch other neurons. This happens most promiscuously 
in the infant brain, but it happens in brains of  all ages. 
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At the initial contact, the connection— the synapse— is 
quite weak; the dendrite can easily detach and hunt for 
another neuron. But if  signals pass through the synapse, 
the connection becomes a little bit stronger. Pass signals 
through many times, and the connection becomes very 
strong and ultimately permanent. (Chorost 2011, 40)

For anyone familiar with neuroscience, this is not novel. For any-
one familiar with implantation, this is why auditory training, which 
works upon these synaptic connections, is said to be of  crucial im-
portance. “Neuroscientists generally agree that the brain is an active 
co- creator of  perception, not merely its recipient” (Chorost 2011, 43). 
While biological factors affect how neurons behave, the direction 
of  neurons’ decisions during auditory training is purposeful and so-
cial. Parents are taught to undertake this task through highly orches-
trated and structured exercises.

EI�as�Neural�Anticipation�and�Discipline

EI techniques used in the home are structured by neural anticipa-
tion and built around the eventual arrival of  an auditory signal. In 
other words, EI is a conduit for instilling neural discipline. And it 
is a coconstructive effort happening through the body- brain- culture 
relays between the parent and child that are integrated into daily 
life. The caregiving techniques that mothers incorporate through 
EI and auditory training can be understood through two critical 
characteristics of  neuropolitics: relational techniques of  the self  and 
micropolitics (Connolly 2002). Relational techniques of  the self  are 
“choreographed mixtures of  word, gesture, image, sound, rhythm, 
smell, and touch that help to define the sensibility in which your per-
ception, thinking, identity, beliefs, and judgment are set” (Connolly 
2002, 37). Micropolitics refers to how these techniques are “orga-
nized and deployed collectively by professional associations, mass 
media  .  .  . charitable organizations, commercial advertising, child 
rearing” (Connolly 2002, 38). Indeed, the micropolitical aspects of  
these relational techniques of  self— such as child rearing— illustrate 
the “critical functions the institution performs in organizing attach-
ments” (Connolly 2002, 38).
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For example, when I sat with Julia and Paul, Morgan’s parents, 
Julia explained how Marianne, their EI therapist, worked with Mor-
gan “before he could even hear, just to build the patterns.” When ex-
plaining these patterns to me, she reached over the couch and picked 
up a stuffed teddy bear. She squeezed it, making it squeak.

“If  I do this [she squeezed the bear], I’m looking for you [she 
pointed to me] to look here [she pointed to the bear]. I’m showing 
you a stuffed animal, and I’m squeaking it, and even though you 
can’t hear it, because I want you to [hear]— once you can hear— 
relate that there’s a sound. I know what that is, it’s like building a 
total teaching method. And I just thought that was phenomenal 
how— I don’t know, as a teacher I wonder if  I would be able to sus-
pend that ‘Well, he can’t hear me anyway’ kind of  thing. But they 
worked just as hard with him.”

The way she understands it is that they have to build patterns 
of  meaning. She told me how she often mimed being able to hear 
something. She mimicked for me what she saw the therapist do and 
what she understood she should do at all times. She held out the bear 
making noise, then took it away. She said, “Then Marianne would 
be like ‘I hear it,’ and [Morgan] couldn’t hear it, but then she’d bring 
it back.” She was teaching him how to hear by providing “the visual 
that will eventually go with the oral.”5

Julia acted out other ways she had been taught to work with her 
son as part of  the therapy to train him for the auditory signal the CI 
would give him: “Everything was an opportunity— like I hear a knock 
at the door. Knock, knock, knock! Do you hear it? [She cupped her 
hand behind her ear.] It’s all animated, you know? Getting them ex-
cited. I hear the phone ringing! Did you hear the phone ring? [Again, 
her hand went behind her ear.] Let’s go see! [She waved her arm.] 
Someone called on the phone! If  someone called on the intercom, 
it was like I hear that! Do you hear that? It was all really dramatic.”

By engaging in the prescribed EI activities on a daily basis, Julia 
felt that she was making neural connections in Morgan’s brain be-
tween an abstract, as- yet- unknown- to- him stimulus (the sound of  
the door, the squeaking of  the bear) and responding and attending 
to it. She anticipated the CI signal; she laid neural groundwork that 
would later be paired with auditory information once he was im-
planted. She was creating neural possibilities by presenting a ghost 
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stimulus and laying the tracks for future neural pathways. This is 
the daily, sustained therapeutic labor that all parents are expected 
to perform and is part of  evaluating a CI candidate’s probability for 
success. Again, as Nancy told me the very first time I met her, “I 
don’t know that there are many children that the CI did not work 
for; often it’s the case that the implant works fine, but it’s the parents 
who don’t do what’s needed.”

Hearing�versus�Listening

Once maps are configured after the initial stim date, the CI can de-
liver more information to the brain. However, hearing this infor-
mation and understanding it are two very different things. In every 
single clinical appointment I observed, audiologists used the phrase 
“good listening.” I soon found out that “hearing” is passive, whereas 
“listening” is the result of  purposeful and active work. This is the 
work of  auditory training, which results in that good listening.

During a lull in appointments one afternoon, Monica and I sat 
down in her office to talk. Earlier that day, I had observed an appoint-
ment where she had tested a recently implanted child for her re-
sponse to specific tones and frequencies and asked her mother about 
her daughter’s responses at home to what audiologists call “envi-
ronmental sounds.” These are sounds occurring around us all the 
time— a doorbell, a telephone, the hiss of  a radiator, someone call-
ing your name. “You can hear a whole bunch of  things, but you’re 
not going to understand what you are listening to until you start to 
attach meaning to a sound,” Monica said. I offered a scenario of  the 
doorbell ringing. She responded, “Right, and they go like this [she 
looked around] and [the child] heard it, but it doesn’t mean anything. 
We try to educate parents and say, if  you see a behavioral response 
to a sound, figure out what that sound is, and then show your child 
what that is. Those are the very beginning tasks to kind of  get them, 
you know, acclimated to listening and identifying.”

Hearing is the idea that sound waves travel across space and 
time and enter the brain through the CI. Hearing does not require 
meaning, because it occurs without conscious neural work. “There’s 
a difference between hearing and listening,” Monica commented, 
“because your ear truly is just a receptacle to pick up sound. It’s your 
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brain that allows you to understand what your ear is feeding it. It’s 
really your brain that allows you to understand what’s being said.” 
This is where auditory training comes into the picture; engaging in 
this training creates the neural pathways that eventually give mean-
ing to sounds.

Distinguishing between hearing and listening is also how audiolo-
gists shift responsibility of  “success” from the device to the brain, 
and thus also to the parents training that brain. Monica explained, 
“With a lot of  parents, we’re trying to teach them to start identify-
ing if  a child hears something, then start to identify what the sound 
is, and attach meaning to that.” The EI parent training discourse 
also emphasizes good listening. Jeremy’s mother, Carol, had taped 
EI materials to the refrigerator. There was a paper with instructions 
for parents to always put their hands by their sides to avoid signing or 
gesturing. It reads, “Glue your hands to your sides” and “Make your 
child accountable for listening.” As I observed appointments, I found 
that “good listening” referred not just to the process of  attending to 
sound and attaching meaning to it but doing so without relying on 
any visual or gestural cues. This second piece is crucial to the politics 
of  sign language, which I expand on in the next section.

The concept of  good listening also appears in mapping sessions 
focused on configuring each of  the four programs. For example, 
when a child positively responds to environmental sounds or tones 
during the mapping session, the audiologists cheer and say, “Yay! 
Good listening!” The language of  “good listening” also subtly masks 
an assumption of  noncompliance: when a child did not respond, it 
was routine for audiologists to say, “It doesn’t mean she’s not hear-
ing, it’s just a matter of  getting her to listen.” Or “Oh, she just isn’t 
going to tell me today.” Meaning, if  a child does not actively listen, 
perhaps that is a result of  simply being uncooperative. This judg-
ment of  uncooperativeness may also be transposed onto the parents.

Finally, the ability to listen indicates the success of  the CI. An-
nette, the chief  audiologist, explained that the CI does not work in 
children who seem to have no concept of  sound. One of  the first 
things audiologists test to determine a child’s progress is whether the 
child can recognize environmental sounds or respond to the sound 
of  their name. Some, she said, were implanted but had never been 
able to do this. “But we put them in the [testing] booth, and we can 
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document that they have access to sound. But it’s like their brain 
doesn’t know what to do with this information,” she told me, “so 
we can get what we call functional gain testing and at each specific 
frequency . . . just tones . . . but they don’t seem to be doing any-
thing with that information.” In this situation, the problem may be 
pinned on an auditory processing disorder, which is not considered 
a hearing impairment.6 In these cases, the question that remains for 
audiologists is a neurological one. “We don’t know if  there’s audi-
tory processing. We know the information is getting to their brain, 
but what is their brain is doing with that information— that’s the big 
question mark,” Annette said.

Neural�Vigilance

All stages of  implantation and the notion of  “success” are wrapped 
up in two aspects that cannot be untethered: the brain and language. 
Two lines of  thought regarding good listening and the discourse on 
neural pathways converge: (1) continuous, consistent auditory train-
ing creates auditory pathways for spoken language, and (2) sign lan-
guage is “risky” because it impedes the formation of  these pathways; 
parents are consequently encouraged to avoid it. Managing neural 
pathways requires vigilance, as visual stimulus is the easiest sensory 
input for deaf  children. Audiologists and educators build upon the 
neurological understanding of  deafness, reinforcing this message of  
neural risk. The mantra that sign inhibits speech continues, just in 
neurological form. For example, Clark, one of  the developers of  the 
CI, states, “It is important for a child to develop an auditory- oral 
language with a cochlear implant first because the neural connec-
tivity demands early exposure” (2003, 695). Furthermore, he added, 
“this exposure will be impaired if  there are opportunities to focus 
predominantly on visual language and if  it is available with total 
communication” (2003, 696). The basic goal of  implantation is inte-
grating the CI’s neuroprosthetic functions in a sustained, continuous 
way, so as to train the child to be able to successfully use spoken lan-
guage. To achieve this, professionals across institutions (audiologists, 
teachers, speech therapists) are advised not to let exposure to sign 
impair these synaptic connections.

One morning I observed a mapping appointment with Kelly and 
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her son, Nathan, who at the time was approximately three and a half  
years old. He had been implanted about eighteen months prior, at 
age two. We all went back to the appointment room, where Monica 
and Annette hooked up Nathan’s CI to the computer sitting on the 
desk with a variety of  different colored wires. Annette sat with 
Nathan at a table as they played with building blocks; but really he 
was being trained to move the blocks into the bucket one by one as 
he heard tones at different frequencies. “We’re going to do good lis-
tening now,” Annette said. While Annette sat with Nathan, Monica 
sat with her back to them, looking at frequencies on the screen and 
clicking on different settings to adjust the CI.

As they went through their mapping routine, Monica noted out 
loud that Nathan was getting services at a deaf  school nearby with 
a CI program. “He sounds great,” she said. Monica turned and reit-
erated to Kelly, “His speech is great!” Kelly answered, “That’s what 
they say.” Monica continued to click on the screen. Nathan moved 
the blocks. I observed Monica and Annette in mapping appoint-
ments many times. Because they had worked together for so long, 
they were able to communicate with each other with just a look. 
They often conducted these appointments in sync, like clockwork.

Kelly cautiously asked, “So, his school is against signing for him?” 
Monica nodded her head without turning around. “Yeah, he’s oral, I 
understand why they’re saying no. They don’t want him to regress.” 
Kelly leaned forward and said, “But when his implant is off, like in the 
morning before it’s on, I’d love to be able to communicate with him, 
to tell him he’s going to school or something.” Annette kept play-
ing with Nathan at the table, entertaining him so Kelly and Monica 
could talk. “You could just do the sign for ‘school’ with him,” Monica 
said. She then proceeded to show Kelly the sign (although the sign 
she showed her was wrong— it was actually the sign for “learn”). 
Kelly attempted to mimic it, and then Monica added quickly (re-
ferring to me), “Laura will know. How’s his balance?” Kelly said it 
was definitely better. Monica asked, “Any other concerns?” Kelly 
answered no, and that she was happy with how well he was doing.

During a subsequent interview in her home, Kelly told me that 
she had asked about signing with him because in the morning, be-
fore putting on his implant, her son asked her questions. She has a 
two- story house, and when she goes upstairs to wake him, the CI is 
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still charging down in the kitchen. “I want to answer him and tell 
him he is going to school,” she said, but he does not understand her 
without the CI. “That was the only reason why I thought maybe 
sign would come in handy,” she said. She also explained that signing 
involves different neural pathways and the oral program he is in at 
school is against signing because “they feel like he can hear, so they 
want everything to be just oral . . . so, maybe when he gets a little 
older and he can . . .” She trailed off, then continued, “I don’t want 
to bombard him too much right now.”

Other parents in other appointments raised similar concerns 
about communication. Usually they noticed their child’s frustration 
at being unable to communicate but cited the strictness of  their au-
ditory/oral educational programs as their reason for not “indulging” 
visual communication. Jane once commented to Monica during an 
appointment for Lucy, “I’m not ready to see any type of  [behavioral] 
regression go further because somebody decided to draw the line be-
tween signing and auditory/oral only.” Regardless of  how the parents 
responded about signing, in these situations Monica and Annette 
typically did not directly address these concerns. They would, as 
Monica did above, stick to their task of  mapping and emphasize the 
importance of  “getting the maps right.”

One day I asked Annette, who routinely works with implanted 
children, about how you know if  the implant is not working for a child, 
since in the appointments I observed and the parents I was encour-
aged to include in my study were those for whom, by all accounts, 
the CI “worked.” She said, “If  your criteria for ‘it worked’ is that 
they are oral communicators, then [if  they aren’t speaking] it didn’t 
work . . . and we want them to be oral communicators, obviously.” 
She did, however, reluctantly say that the implant does not always 
work, and those for whom it does not work should be given access 
to sign. That is, if  the neural processing is not occurring, then there 
are no linguistic battles to be fought between CIs and sign language. 
Clinicians often told me that these kids, the “failures,” need “some 
kind of  visual information.”7 If  auditory neural pathways are simply 
not going to form, there is no need to disallow exposure to visual 
language. However, this surrender further reproduces the stratifica-
tion between the “failures” who need sign language (where failure is 
located in the patient, specifically the brain, and illustrated through 
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their use of  sign) and the successes who do not (where success is 
illustrated through the patients’ performance of  spoken language).

“No Sign! No Sign! No Sign!”

The making of  neural connections is also highly monitored and con-
trolled because some neural pathways are deemed more acceptable 
than others. For deaf  children, if  their neurons were left to their 
own devices, they would most likely opt for sign language since it is 
a stimulus that can be presented naturally (unmediated by a neural 
interface like the CI) and is already socially embedded as language, 
ready- made for uptake through vision. But often, the use of  sign is 
seen as “the easy way out” or a neuronal crutch; it is also indicative 
of  a parent’s or child’s abilities and/or lack of  commitment to audi-
tory training.

Carol, Jeremy’s mother, related in an interview that there are “a 
lot of  speech therapists and people out there that really feel that 
if  they don’t make it strict auditory/oral only, that the child won’t 
learn [speech].” She lamented the divide in the professional world 
of implantation. Even though, as Jane mentioned in the first chapter 
of  this book, “the majority of  parents want their kids to talk,” par-
ents are told that this desire cannot coexist with learning sign as well. 
Looking back, Carol thinks that it might be “the one thing where we 
made a mistake when you decide to go this [auditory/oral] route.” 
After implantation, she had enrolled Jeremy in an  infant/toddler 
program at the deaf  school tailored for CIs. She had the EI signage 
up in her house that said, “Glue your hands to your sides! Make 
your child accountable for listening.” She was vigilant, as she had 
been told to be. “I’m sure you know by now, there’s a whole political 
auditory/oral thing,” she said to me. I asked her what this looks like; 
she described it as “no signing, cover your mouth, no reading lips.” 
Good listening means learning to hear and listen without visual in-
formation, including lip reading, she said, “So they said don’t sign, 
don’t sign.” She asked repeatedly if  she should learn sign, and every 
time the response was “No, don’t sign.” She had figured that the 
professionals knew what they were talking about. But now, she said, 
“I think that was a mistake.” Jeremy, implanted at eight months, 
now suffered at two years from frustration: “He’s two, which means 
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he has the desires, the cognitive abilities, the wishes, the motiva-
tions, and the goals of  a two- year- old. Other two- year- olds say me, 
mine, mommy, milk, go, no, yes. My baby could say nothing, and 
he doesn’t even know how to form the words, let alone even think 
about getting them out. But, you know, I was told no, no, no, no! No 
sign, no sign, no sign!”

Carol was suspicious of  the claim that learning to speak must 
necessarily exclude sign language. She described how she thought 
long and hard about it, and came to the conclusion that excluding 
sign was wrong: “I think this is all garbage. This whole political di-
vide between the talkers and the nontalkers. I’m not having any part 
of  it.” She did not give explicit neurological reasons for this belief  
but emphasized the importance of  communication for safety: “I’m 
going to teach him sign for the words I need to teach him. So when 
he’s in the bath, he knows ‘sit down.’ I can’t have him standing in the 
tub. He knows [she signed] ‘careful.’ He knows [she signed] ‘stop.’ ”

Carol described how she and some of  the other mothers at 
Jeremy’s infant/toddler program at a local deaf  school dealt with the 
therapists and educators. “Everybody spouts the same party line, but 
some people clearly believed it more than others. . . . Some people 
are belligerent about it, though. There’s a woman, actually, [name], 
who’s a consultant at [child’s school]. She’s very good, and she really 
knows what she’s talking about. And she’s incredibly well respected. 
But, I have to say, she’s not parent friendly at all. The first couple 
times I met her, I thought, you know, I’ve got no use for you. I don’t 
need you pointing your finger at me.”

She found allies in other mothers who felt the same way she did. 
They banded together; a few of  them together decided that they 
“weren’t crazy about her,” and thought of  ways to appease her 
while she was watching. This was how they developed techniques 
for “dealing with her,” Carol said, adding that it was all because the 
educator would tell them, “You’re harming your child” if  you signed 
with him or her. I interrupted Carol to ask her to clarify why she 
used the word harmful to describe exposure to sign. She said, “Be-
cause they’re not going to be able to communicate [with spoken 
language] as well as they possibly can and they’re going to suffer 
from that.” While Carol understood where this woman was coming 
from, she said, “I have to live with that child every day.”
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When I spoke to Becky, Amy’s mother, about this experience, 
she told me something similar. She too described how she struggled 
to get information across to Amy early in the implantation process. 
Amy had now been implanted for a number of  years and was, by all 
accounts, doing well in her speech development. However, Becky 
also turns to sign when Amy is frustrated and unable to commu-
nicate. “Once we started learning sign, that was a blessing because 
then she started to be able to communicate with us,” Becky related. 
She went on to say that Amy did really well with sign and picked 
it up very easily. “And I loved it, because to me, I was able to com-
municate with my daughter. I didn’t care how I was able to do it, as 
long as I was able to do it. We finally understood each other. Our 
frustrations went away. She just was so happy, and I was so happy— 
and I loved it!”

This is not to say that Amy uses sign language now as her pri-
mary mode of  communication. She does not. As she underwent the 
process of  implantation, she began to develop speech. But Becky’s 
major concern was that so many parents “were against sign and even 
against lip reading! They didn’t want their child to— they’ll do this 
when they talk [covers her mouth with her hand]— they don’t want 
their child to read lips either. I don’t care if  Amy reads lips!”

Gray Areas: Rewriting the Script

From the mothers’ accounts above, it is clear that the pervasiveness 
of  anti– sign language rhetoric in professional circles does not dic-
tate their behaviors entirely. In the intimacy of  their homes, they 
expressed a lack of  total allegiance to one side or the other. For ex-
ample, after a couple of  months of  being implanted, Lucy was doing 
quite well at school in her new auditory/oral placement. In fact, 
when I went with Jane to a school meeting one afternoon to listen 
to a Cochlear Americas representative explain how to “get the most 
out of  the CI,” Jane gleefully told the other parents and teachers we 
ran into how well Lucy was producing her “Ling 6.”8 But this does 
not mean Jane is against sign language. Earlier that day at her house, 
Jane had told me matter- of- factly where she fit on the language di-
vide. “I’m the parent that says, ‘We’re OK with gray. We’re all right 
with that.’ But there are a lot of  speech therapists and people out 
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there that really feel that if  they don’t make it strict auditory/oral 
only, that the child won’t learn quickly. And I kept saying, ‘Look, if  
you’re going to learn French as a second language, I don’t tell you to 
stop speaking English just because you’re learning French, so you’ll 
learn it faster.’ It doesn’t make sense to me. So that’s where we are 
right now. We’re stuck in this— I want to be gray, and they want to 
[be] black or white,” she said.

Jane’s version of  plasticity is one that is capable of  bilingualism; 
she believes in the ability to shape Lucy’s auditory pathways, and 
she believes this can occur even in the presence of  sign.9 Jane knows 
this is not acceptable to the audiologists, therapists, and educators. 
But she has a strategy. I observed her in audiology appointments 
with Lucy, telling Monica that she used sign with Lucy and why. She 
also told me that she decided to be very up front with her child’s 
educational team. She explained to me, “I tell them that I’m doing 
this [signing at home] and have them work with me on that aspect, 
as opposed to lying to them. . . . You know what? Yes, we do use sign, 
that’s how we handle our situation.” Jane was the only parent I saw 
directly confront a professional about how to work with Lucy.10

Still, the overall culture of  implantation is characterized by par-
ents who “don’t want their children to learn sign language,” Jane 
said, “Why do you think there’s only three kids in that [signing] class? 
It’s the same three that were there last year. [Hearing] parents of  
deaf  kids don’t ever learn sign language.” She told me she thought 
this was problematic. Even if  parents want to deviate from the strict 
auditory/oral approach that focuses on good listening, there is no 
formal infrastructure to do so. Jane told me that Lucy’s school is 
supposed to offer weekly sign language classes for parents, “But no-
body takes the sign language classes. So the sign language classes got 
cut down to . . . I think I had three classes at the school [in a year].” 
She said she went to the principal and criticized the school for not 
following through. The result was that she got extra hours of  home- 
based services: “Apparently they’ll be giving me some extra hours 
this year [for sign language instruction]. Five hours a year, so that’s 
five sessions. It doesn’t seem like a lot, does it?”

Despite these stories of  parents not necessarily following profes-
sional advice to consistently and only use good listening to develop 
spoken language, there are many parents who do. Nancy is a prime 
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example, and the way she frames the experience is one of  sacrificing 
clear communication in the immediate moment for better spoken 
communication in the future. Nancy strictly adheres to auditory 
training recommendations, even when it is difficult, she said:

I didn’t doubt [the success of  the CI], but my husband 
doubted it. We were in a store, I remember this, and 
Anne wanted something. We were going through the 
aisles in the store, and she just kept pointing and point-
ing. I said, Anne, that’s it, we’re going, we’re getting out 
of  here. She was screaming. My husband said, ‘See? She 
needs some kind of  sign language, she can’t communi-
cate!’ I said no. I said, ‘It has absolutely nothing to do 
with her communication. She’s just stubborn.’

There is tension here, in all of  these mothers’ stories: the tension 
between the commitment to neural discipline and auditory training 
that is asked of  mothers for the sake of  the child’s future, and the 
immediate communication frustrations that can be solved with sign 
language.

Precarious�Plasticity

In pediatric implantation, deafness is predominantly articulated in 
neurological terms, mediated by a specific understanding of  how 
the brain works, and framed in relation to the CI, a neuroprosthetic 
device. Looking at the data in a way that reflects Connolly’s (2002) 
emphasis on micro- interactions— or what he frames as body- brain- 
culture relays— the neuroscientific becomes more than a discur-
sive feature. Through specific, sanctioned relational techniques of  
self, CIs are central to and the instrument by which new layers of  
meaning around disability, perception, and care work are being con-
structed through a particular form of  neuro self- governance.

But I observed a curious phenomenon of  contradictory neuro-
plasticity. On the one hand, neuroplasticity is the foundation of  im-
plantation and auditory training. The very principle that synaptic 
connections can be built with the implantation of  a prosthesis com-
bined with carefully crafted exercises is exactly what gives parents 
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faith in being able to create auditory pathways in their child’s brain 
despite the fact that she or he is deaf. But on the other hand, it is 
a precarious plasticity, even a vulnerable one. The auditory neural 
pathways are subject to assault, open to attack. The “wrong” stimu-
lus (visual language) could derail them, and thus parents are told not 
to use sign for fear of  causing their child future (neural) harm. This 
is in direct contradiction with neurolinguistic research for a number 
of  reasons. First, in her review of  the field, Baker (2011) outlines the 
evidence from a variety of  studies (e.g., Mayberry and Lock 2003; 
Mayberry and Eichen 1991) that both sign and speech facilitate mas-
tery of  one another. Second, delayed access to linguistic input (such 
as the time between diagnosis of  a hearing loss and receiving and 
learning to use the CI) and language acquisition of  any kind can have 
negative consequences across a variety of  developmental spheres 
for deaf  children (e.g., Meadow- Orlans et al. 2004; Humphries et al. 
2012). Third, linguists have found bilingualism— the norm in most of  
the world outside of  the United States— to be beneficial; this appears 
to hold true in the case of  bimodal (visual and auditory) bilingualism 
in CI recipients (Davidson, Lillo- Martin, and Pichler 2014). But much 
of  the literature written in the fields associated with implantation, 
such as otolaryngology and audiology, makes quite the opposite ar-
gument about bimodal bilingualism in children with CIs. For exam-
ple, one review in the field of  implantation notes that the “primary 
goal of  cochlear implantation is open- set auditory- only speech un-
derstanding in everyday listening environments” (Peterson, Pisoni, 
and Miyamoto 2010, 238). Authors of  the review cite plasticity as an 
area for future research, argue for a neurobiological basis for pre-
dicting CI success,11 and contend that “communication mode post- 
implantation has also been frequently reported to be a factor that 
contributes to final speech and language outcome, with oral- only 
communication producing speech and language results superior to 
those observed in children who use a combination of  signing and 
spoken language” (2010, 241). And yet a recent study in Iran com-
pared speech development in two groups: children with CIs who 
have hearing parents, and children with CIs who have Deaf  parents 
who used sign language with them in addition to implanting them 
and exposing them to spoken language. The results showed that 
“second- generation deaf  children exceed deaf  children of  hearing 
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parents in terms of  CI performance. . . . Encouraging deaf  children 
to communicate in sign language at a very early age, before CI, im-
proves their ability to learn spoken language after CI” (Hassanzadeh 
2012, 993).

Two things are worth noting here related to the cultural aspects 
of  science and medicine. The first is that research being done by 
those sympathetic to the Deaf  critique and interested in research-
ing sign language is often seen as “ideological” or outside the main-
stream of  implantation research. It is also sometimes published only 
in deaf- specific journals rather than mainstream science journals. 
The second is that those sympathetic to the Deaf  critique and doing 
research promoting the use of  sign language in children with CIs 
do not advocate for sign- only; rather they advocate for bilingualism, 
whereas those in the fields of  implantation often maintain a strict, 
monolingual, anti – sign language position.

I contend that the neuroscience deployed in the profession of  im-
plantation and the discourse about it that trickles down to parents 
reflect normative values about language and deafness in the scien-
tific fields associated with implantation, not the actual functional 
limi tations of  the brain. Whether all deaf  children should learn sign 
language is not the question I seek to answer here; rather my aim is 
to show how the concept of  neuroplasticity is being used to justify 
prosthesis and promote neuro self- governance, yet it is simultane-
ously rejected in order to exclude the coexistence of  sign language. 
This contradictory version of  neuroplasticity points to the cultural 
work it does; neuroscience and audiological practice are not acul-
tural, but they are shrouded in medical discourse and thus seem so. 
Whereas arguments against implantation invoke culture explicitly, 
the Deaf  culturalist critique of  CIs emphasizes the role of  sign lan-
guage and culture, as well as the importance of  Deaf  identity and 
community. In my fieldwork, I found that many professionals dimin-
ish the “culture” aspect of  Deaf  arguments against CIs and view this 
critique as dismissible on the grounds of  being “merely ideological.” 
Some even refer to the claims of  those opposed to CIs as efforts to 
“indoctrinate” children into Deaf  culture. As Nancy told me, “This 
Audism group [Audism Free America] is older [Deaf] people who 
are trying to indoctrinate young people.” The Deaf  discontent here 
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is reframed as purely “cultural” (as opposed to scientific) and, given 
her use of  the word indoctrination, even insidious and harmful.

And yet these professionals (and indeed even other parents) de-
ploy certain neuroscientific knowledge to accomplish their own 
socialization and enculturation processes. The neural arguments in 
implantation and follow- up care are thus equally cultural. But the cul-
tural and ideological work that is accomplished through neurologi-
cal discourse is done so in the guise of  being objective. Exposing the 
contradictory notions of  neuroplasticity as cultural work in the form 
of  scientific discourse stands to be a crucial point on which to build 
more effective critiques. But it can also be an opportunity for facili-
tating more fruitful conversations across these contentious divides.
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5

SOUND�IN�SCHOOL

Linking�the�School�and�the�Clinic

The CI is a technoscientific object with a social infrastructure that 
stretches across multiple, coordinating institutions that systematize 
its usage. In this chapter, I show how the social structure and thera-
peutic culture around CIs that I described in the preceding chap-
ters also appear in schools serving students with CIs. As a result of  
coordinated efforts surrounding implantation, deaf  education in-
creasingly relies on new service sectors, professions, and industries 
emerging from the CI and related technologies.

I use observations from one deaf  education program as a case 
study to illustrate the cooperation between industries related to new 
professionalization techniques for educators who work with deaf  
children, schools, and CI centers. While children receive implants at 
various ages, educational placement and practices are categorized 
here as part of  the final, ongoing stage of  implantation: long- term 
follow- up care.

The observations presented here are not intended to resolve any 
of  the larger, ongoing debates about deaf  education that have been 
researched and argued over for decades. Instead, my data suggest two 
significant themes. First, the medical script of  deafness is not only 
adhered to in CI- related education contexts but also is generative of  
new CI- related industries and professional practices that are used 
in schools. Second, the neuroscientific understanding of  deafness 
accompanying implantation actually maps onto and reproduces the 
same historic divides in deaf  education regarding which language to 
use as a method of  instruction. Namely, as a result of  implant tech-
nology, there is a new set of  stakeholders in deaf  education, and 
the deaf  education classroom has been further transformed into an 
arm of  the clinic. Finally, the cultural values surrounding implanta-
tion are expressed in an oral education philosophy grounded in the 
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school’s ability to produce hearing and speaking individuals who will 
be “independent,” good workers in the future.

Historical�Context

Deaf  residential schools have traditionally been “manual,” meaning 
that they use ASL as the primary mode of  communication both so-
cially and in instruction. Indeed, the history of  ASL began when the 
U.S. educational system became concerned with teaching deaf  stu-
dents. Thomas Gallaudet and Laurent Clerc, two Parisian educators 
of  the deaf, assisted in establishing deaf  education and standardizing 
a signed language of  the deaf  in the United States. They founded the 
first deaf  school— the American School for the Deaf— in Hartford, 
Connecticut, in 1817. At that time, sign language was considered to 
be the “natural language” of  deaf  persons; the residential school was 
the primary site for cultivating a common language and the Deaf  
community (Van Cleve 1989; Burch 2002).

Through the mid- nineteenth century in the United States, ASL 
was the standard medium for educating deaf  students and was ro-
manticized as natural and beautiful (Baynton 1998; Lane 1989). 
However, in the late nineteenth century, the pendulum swung. 
Alexander Graham Bell began pioneering alternative methods of  
education that focused on teaching the deaf  to hear and speak; 
Science and Technology Studies scholar Mara Mills demonstrated 
that these methods became available largely because of  technologi-
cal changes that allowed for more sophisticated audiometry, or the 
ability to measure and quantify hearing (2012). After this, “oralism” 
took hold in American deaf  education. Oralism is an instructional 
method of  teaching deaf  children that excludes sign language, based 
on the philosophy that “all or most deaf  children should be taught 
this way exclusively” (Baynton 1998, 13, original emphasis).1 Much 
of the history of  deaf  education has been repeated cycles of  oralism, 
then a cycle back toward manualism, and so on. Today, manualism 
is typically called Total Communication (TC), oralism is typically 
referred to as “auditory- oral” or “auditory- verbal” (AVT), and these 
programs are generally mutually exclusive. There are other terms 
too; deaf  educational programs that use sign may be categorized 
as “bilingual/bicultural” programs, and auditory- oral or auditory- 
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verbal programs are often collectively referred to as “listening and 
spoken language” (LSL).2

One of  the most significant consequences of  implantation for 
deaf  education is the declining number of  deaf  children enrolling in 
TC programs and the increasing number enrolling in AVT programs.
Prior to the 1990s— a time when childhood deafness may have been 
identified at a later age and CIs were rarely used— parents often, 
though not always, sent their child to residential schools, where the 
child learned ASL. Parents might also have sent their child to a local 
specialized deaf  education classroom or program if  one were avail-
able. But “CIs and neonatal screening have catapulted the deaf  child 
into the auditory- verbal camp” (Luterman 2004, 18). In their analysis 
of  demographic trends in deaf  education, Mitchell and Karchmer 
summarize: “It is now becoming much more common for young stu-
dents to receive cochlear implants. . . . we estimate that, for students 
6– 11 years of  age with severe to profound hearing loss, the preva-
lence of  students with cochlear implants has increased from less 
than fifteen percent in 1999– 2000 to more than twenty- two percent 
in 2002– 2003 ( just three years’ time!)” (2006, 100). They are including 

School data from the Gallaudet Research Institute Annual Survey
� �2000–2001� 2009–10� 
 (%) (%)

Deaf �students’�use�of �cochlear�implants�

� Students�with�cochlear�implants� 7.4� 15

� Students�with�bilateral�implants� NA�� 23.6�

Communication�mode�in�teaching

� Spoken�� 45.4� 67.3

� Sign� 53.2� 28.5

� Sign�interpreter�� 22.4� 14.2

Communication�mode�at�home

� Spoken� 71.7� 71.6

� Sign� 28.3� 23

Note:�The�data�were�published�in�2003�(N�=�43,416)�and�2011�(N�=�23,731).�
Data�were�not�gathered�for�students�with�bilateral�implants�in�2000–2001.
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data for non- school- aged children in their 22 percent estimate, but as 
table 1 shows, implantation in school- aged children increased from 
almost 7.5 percent in 2000 to 15 percent by 2009. Furthermore, since 
implantation has become a more routine practice, “some states 
have documented that parents are choosing the listening and spo-
ken language outcome [educational placement] [in] as high as nine 
out of  ten cases” (Murphy 2009, 22). Compare this to 1997, when 
only 16 percent of  elementary and secondary students with hearing 
loss were aiming for spoken language acquisition (Murphy 2009). 
“Today seventy- three percent of  elementary and sixty- eight percent 
of  secondary students are learning through spoken language. That’s 
a dramatic shift to occur over just one generation” (Murphy 2009, 
22). Many in the Deaf  community lament these shifts, and their out-
cry, covered, for example, in the New York Times, has prompted such 
questions as “Will sign language and the nation’s separate schools for 
the deaf  be abandoned as more of  the deaf  turn to communicating, 
with help from fast- evolving technology, through amplified sounds 
and speech?” (Davey 2011).

These shifts are occurring not simply because CI technology is 
available but rather because of  the complex social organization that 
surrounds this technology. That is, in addition to the therapeutic 
culture that surrounds CIs, structural and economic factors, such 
as the development of  related industries and highly specialized edu-
cational strategies, have emerged from the CI market. For exam-
ple, new educational and speech therapy methods are offered (for 
a fee) by organizations like the Alexander Graham Bell Association 
(AGB), which certifies teachers in new types of  oral educational 
methods that are informed by clinical practices in implantation and 
a commitment to spoken language acquisition only. The therapeutic 
culture surrounding CIs— and especially the neuropolitical aspects 
of  it— maps onto long- standing educational divides and serves to 
rearticulate past arguments for oral education in more sophisticated 
technoscientific terms.

Linking�School�and�Clinic

Nancy’s insights helped me make the link between NYG, AGB, and 
a local deaf  education program. Her daughter, Anne, had been im-
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planted more than fifteen years ago, which was partly what had 
earned Nancy the moniker of  “old- timer.” In one of  our interviews, 
Nancy told me how different her experience of  Anne’s implantation 
had been compared to contemporary parents’ experiences of  their 
children’s implantations. She said that when she got Anne her CI, it 
was the 1990s, and CIs were not as routine then: “Oh, it’s not like 
it is today!” For six months, Anne had to wear an FM system; her 
hearing aid was linked to a microphone and a transmitter. “There 
was a whole protocol you had to follow,” Nancy said. “Then, you 
had to exhaust all possibilities. Parents had to go through psychologi-
cal testing because they said on the street somebody might come 
up to you and say you maimed your child, what would you say to 
that? The Deaf  community at the time was dead set against it.” In 
fact, she said, if  a Deaf  person saw you with your implanted child, 
“They would actually accost you, and say you maimed your child, 
how could you do that?”

Nancy had status in the CI community because of  her unwaver-
ing commitment to auditory training, as well as her long- standing 
relationships with professionals at various CI clinics, schools, and 
organizations. She had energy; she advocated for children with CIs 
in a variety of  ways and effectively lobbied for support services for 
deaf  children in oral educational programs. She was also something 
of  a guru to other parents. I first met Nancy at the support group at 
NYG, where she told me that the CI always worked, but the prob-
lem was that parents did not always “do what was needed.” Another 
time, I met up with her at an AGB- sponsored parent support group 
at her local school, which has a deaf  education program. She had or-
ganized the event, and from the start of  the evening, she held court. 
She was knowledgeable, passionate, and generous with her time and 
her resources. She provided guidance and advice to the “newbies,” 
parents with newly diagnosed or implanted children, once again il-
lustrating that attending to parents’ emotional needs breeds com-
munity and institutional connections. On any given day, Nancy is 
strategizing ways to make implantation better, to make the commu-
nity better organized, and to make educational programs and their 
links to clinics stronger.

I arranged with Nancy for her to escort me to a CI- tailored Audi-
tory Verbal Therapy (AVT) program near her home. I chose this site 
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because Nancy was a natural point of  access to it while I was in the 
field, and also because it had recently received some press coverage. 
This coverage describes it as one of  the nation’s strongest programs 
in oral education of  deaf  students.

Nancy is a white woman in her early fifties; her home is nestled 
in a middle- class, residential, and suburban area near New York City. 
When I arrived at her home, the phone started ringing as soon as she 
ushered me in the front door. It was one of  her colleagues at AGB 
calling. They were collaborating on a CI- related conference that par-
ents and professionals could attend. She discussed the information 
for the brochure and hung up; the phone promptly rang again. She 
discussed more details with another colleague, then told me about 
her AGB community listserv and regional contacts in various under-
graduate programs for audiologists and speech- language patholo-
gists. She sometimes visits these programs to give presentations on 
how important oral education is, emphasizing that not all deaf  chil-
dren need sign language, as many seem to think. I asked her how she 
knew so many people and had so many contacts. “When you’ve been 
in it this long, you know everyone,” she said.

I asked her to explain further how interconnections between edu-
cational programs and the clinic happen. She commented, “It de-
pends. Sometimes Sonya [the NYG social worker] will call me and 
say, ‘Can you speak to this person?’ A lot of  them meet me at the 
support group. From the school, Linda [the principal] will tell par-
ents to call me.” She explained how important it is that the school 
double as a site for AGB- sponsored dinners (which I described in 
chapter 2) for parents: “We have AGB meetings at the school because 
most hearing impaired kids will get services from these schools,” 
she said. “I’m at the dinners that we do, I’m at the meetings, I’m at 
the open houses, you know, so . . . and even some of  the teachers 
here have called saying they have a family that has some questions, 
‘Would you mind speaking to them?’ ” Nancy also works as a fund- 
raiser for other schools that provide oral education methods. We 
continued our conversation as we drove to meet Linda, the principal 
(who was also active in AGB). As we pulled up, Nancy said, “It’s a 
pretty small community.”

The school looked like any other elementary school, with col-
ored pieces of  paper on the walls with drawings, and teachers’ voices 
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spilling out into the hallway as they conducted their classes. There 
are eighty children at this elementary school, and more than half  of  
them have a CI. The Department of  Education is trying to prepare 
for the continually rising numbers of  students whose parents want 
these kinds of  services, and this is one of  the programs they have 
been paying attention to as they develop ways to cope with the de-
mand. Nancy led me to Linda’s door, and the two of  them greeted 
each other warmly; they hugged and said hello with an easy rapport. 
Nancy introduced me to Linda. The three of  us walked through the 
hall, peering into rooms, as they both explained the setup to me.

One of  the first things Linda told me is that there is an increasing 
number of  children with a CI on one ear and a hearing aid on the 
other, and also that the incidence of  bilateral implantation in her stu-
dent population is rising. This increase in her student population mir-
rors a broader trend toward bilateral implantation, which has been 
confirmed by researchers (e.g., Brown and Balkany 2007). Indeed, in 
this school, students increasingly use hearing aids and CIs together. 
The school audiologist said that they have more kids with CIs than 
hearing aids and that this increase has occurred in recent years.

All of  the children in this program had hearing aids and/or CIs 
and were using spoken language. In the first classroom we came to, 
we stopped and observed the teacher, who had a variety of  empty 
plastic film canisters filled with different items. The task at hand was 
to shake the canister and based on the sound it made, determine 
what was inside. There were about eight students in this room with 
CIs. I watched as one implanted child— through spoken language— 
guessed correctly: pennies. I immediately noticed that the teacher 
wore a microphone, and the room had speakers mounted at various 
points, approximately one on each wall close to the ceiling. In the 
1990s, oral programs depended solely on sound field systems, which 
consisted of  a microphone, a “base station,” and multiple speakers. 
The teacher wore a microphone, which took the acoustic signal and 
sent it to the base station, which then transmitted the signal to the 
speakers located throughout the room. This ensured that the audi-
tory information was distributed equally to all areas of  the room, 
thereby immersing all the children in the “sound field.”

Linda explained, “About five years ago, they switched over to 
personal FMs. . . . Now a personal FM is one where the teacher is 
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wearing the mic and the children have their own FMs in their im-
plant.” These personal FMs, which operate through radio waves, 
can be used with either hearing aids or CIs. For the children in this 
classroom who had CIs, an individualized signal was transmitted di-
rectly into the child’s CI microprocessor through a special jack that is 
mounted on the CI’s BTE unit. Linda said, “So you’re seeing both— 
you’re hearing through the sound field, but the children also have 
direct input [to the auditory nerve].” This individualization of  FM 
technology through the use of  wireless jacks mounted on the CIs 
means that the classroom equipment can be tailored to meet each 
student’s particular audiological needs simultaneously. That is, the 
maps in each child’s CI, which are defined by medical professionals, 
take the signal from the sound field and translate it into a set of  ones 
and zeros that reflect the features of  the child’s own specific hearing 
loss. “So it’s very tailored . . . that’s going to depend on the type 
of  hearing loss they have and the audiological recommendations,” 
Linda continued, “I was happy we were individualizing, and that we 
had the sound field, and each child had his own system.”

CI�Center�and�School�Partnerships

Because of  this individualization, each child’s specific hearing loss 
has to be medically monitored in the classroom. This is why local CI 
centers play such an integral role in this CI program; in order to medi-
cally monitor and customize all the CI- related assistive technolo gies, 
CIs need to be mapped to the educational space. Recommendations 
for classroom adaptations and CI configurations for each student 
come directly from the clinic, turning the school into yet another arm 
of  the clinic and extension of  medical practice. Hence, the classroom 
is a prescribed environment. Some implant centers will “send their 
people here to do mappings for the kids,” Linda said. This collabo-
ration is one of  the program’s pioneering efforts that has caught the 
attention of  so many in the field of  oral education for the deaf. “So 
you can choose to— if  you were implanted at NYG, you can choose 
to go there to have it done. Or you can make the arrangements when 
the person comes here, to do that,” she described. Audiological ser-
vices at the school are sophisticated: “These are the actual audiolo-

      



SOUND�IN�SCHOOL� 143

gists from the implant centers. They schedule time to come here, and 
they do the mappings onsite. . . . It’s a partnership.”

When we walked into the audiology office at the school, the first 
thing I noticed was the entire wall full of  tiny clear plastic drawers. 
These drawers were filled with a vast number of  variations of  cables, 
coils, jacks, spare parts, electro- cords, electromagnets, and batter-
ies. Linda explained that the audiologists have to be able to replace 
any part of  any child’s hearing aid or CI at any given moment. She 
reflected, “It used to be, everybody had one [hearing aid] ear, and 
you just made the molds and that was education of  the deaf.  .  .  . 
That was the old style of  deaf  ed.” But when Linda took over this 
program, the first thing she instituted was a full- time audiologist so 
that every child could have his or her personal system, which “is a 
prescription from the center audiologist.” She wants the school to 
be much more precise and much more tailored to the students, so 
that their educational/communication method reflects their medi-
cal prescription: “Obviously it meant a huge paradigm shift, from a 
generic application system to customizing the FM or sound field or 
systems to the hearing aids or the CIs . . . and the whole idea is that 
you want it to be customized as precisely as possible.”

Staff  crossover is not the only cooperation between implant 
centers and schools. Economic links between the clinic, home, and 
school are sustained in other ways. For example, CI companies like 
Cochlear (as well as Med- El and Advanced Bionics) fund organiza-
tions like AGB in various ways, such as by supporting their annual 
conferences, among other initiatives and programs. Archbold (2006) 
outlined the many organizations that work together as liaisons be-
tween CI corporations, education professionals and associations, as 
well as health care entities in the education of  children with CIs. 
Thus, my observations of  Nancy— who volunteers her time with 
AGB and participates in many activities, like providing parents with 
community through dinners, information sessions, and smaller re-
gional conferences, as well as organizing parent volunteers to reach 
out to other parents— are not anomalous but rather a product of  
larger economic cooperations.

The CI team meetings I sat in on also reflected these coopera-
tions, where professionals termed “educational consultants in a 
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medical model” worked with NYG on each child’s case. These con-
sultants visit the children’s current educational placements to assess 
the accommodations. This assessment is part of  the rubric used in 
determining CI candidacy and ongoing efficacy of  the implant. In 
these CI team meetings, each child’s school placement is discussed 
in depth.

Teachers�of �the�Deaf

As children pass from one grade to the next within the CI program, 
they are eventually integrated into the “regular classrooms” that 
share a building with the CI program. Linda labeled these “collabo-
rative classrooms.” The idea behind these classrooms, she explained, 
is that there are two teachers assigned to the room, where a mix 
of  hearing and implanted students are taught cooperatively; that is, 
Linda clarified, it is “a mixed classroom with both a teacher of  the 
deaf  and a regular education teacher.”

The term teacher of  the deaf is an entry point to illustrate how im-
plantation has not only generated new stakeholders and educational 
industries but is also expanding and/or redefining professional roles. 
Historically, teachers of  the deaf  are teachers trained in ASL so they 
can work with deaf  students. Thus, when I first heard the term teacher 
of  the deaf, I imagined one who would be easily identifiable by his or 
her use of  ASL. When we observed the first classroom, I saw that 
there were indeed two teachers in the room. However, no one in the 
room was using sign language. All of  the children appeared to use 
spoken language to communicate at all times in the classroom, as did 
both of  the teachers. While observing the collaborative classroom in 
action, I was unable to distinguish between the children with CIs and 
the hearing children. Additionally, I could barely distinguish between 
the teachers of  the deaf  and the regular education teachers.

As we stood in the back of  the room, Nancy and Linda beamed 
at me, watching me as I tried to figure out which teacher was the 
teacher of  the deaf  and which one was the regular education teacher. 
Linda explained to me, “See, they [the teachers] are sharing and sup-
plementing and modifying and accommodating and doing all the 
things to make this a successful placement [for a student with a CI].” 
Linda noted, “Many times, when I’ll point these classrooms out, I’ll 
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ask, ‘Who do you think is the teacher of  the deaf ?’ . . . And 99 per-
cent of  the time they don’t know.” In a collaborative classroom, the 
CI provides a student access to spoken language, with the educa-
tional infrastructure supporting it that can enrich and reinforce this 
language constantly. To illustrate, Nancy explained:

One time I brought someone here, when [her daugh-
ter] was in second grade. The teacher of  the deaf  was 
explaining something . . . and as she explained it, she 
said, “OK. Now we’re going to look at this door. And 
I’ll just give an example. The door is open. What’s 
another word for ‘open’? ‘Ajar.’ ” . . . They just pull out 
much more vocabulary— they make the connection 
with language, so that in reading, in math, whatever 
they do— it’s really language enriched. . . . The teacher 
of  the deaf  also makes sure that when a certain concept 
is being taught— maybe she’ll have visual supports, like 
charts and pictures and things . . . and add more to the 
multisensory feel of  the classroom.

In this context, students are immersed in what Linda and Nancy refer 
to as an “integrated environment,” and they benefit from a smaller 
student- teacher ratio. Not only are there two teachers in each class-
room, but “the curriculum is the standard state curriculum, with just 
whatever legal mandates are available for the hearing- impaired and 
deaf, within the classroom— extra time on tests,” Linda said. Nancy 
spoke up here with a point that she stressed as extremely important 
to her: “They do not dumb down the curriculum for these kids. My 
daughter takes the regular, standard state test. . . . They’re not saying, 
‘Oh, poor deaf  kid.’ You know?” She continued, “In the old days, 
[deaf  students] were so segregated, and there are still programs— 
like [local deaf  school that uses sign language]. When you go into a 
classroom there, the teachers of  the deaf  have no idea what the gen-
eral ed expectations are for the children at that grade level because 
they’re not immersed in it. It’s not their fault.”

The teachers of  the deaf  who I observed in the collaborative 
classrooms are teachers who have been trained in specialized deaf  
educational practices known as listening and spoken language (LSL). 
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LSL certification can be obtained from the AGB Academy for Listen-
ing and Spoken Language, which is a corporate subsidiary of  AGB, 
established in 2005. Their goal is to train enough deaf  educators, 
speech language pathologists, and other support service providers in 
LSL techniques so that a certified professional is available to students 
in all geographic areas across the United States. According to their 
website, “The AG Bell Academy for Listening and Spoken Language 
is the global leader in certification of  listening and spoken language 
professionals” (http://www.listeningandspokenlanguage.org).

There are two types of  certifications available to become an LSL 
Specialist (LSLS). The first type is the LSLS Certified Auditory- Verbal 
Therapist (AVT), which certifies those who work in one- on- one ther-
apy sessions with children and their families. The second is an LSLS 
Certified Auditory- Verbal Educator (AVEd), which is for those who 
work with children in individual, group, or classroom settings. Thus, 
the speech therapists who work with students outside of  the class-
room are typically certified in AVT, while the teachers of  the deaf  
I observed in the collaborative classrooms are certified as AVEds. 
AGB partners with and receives funding from CI corporations. They 
certify various professionals who work with children with CIs and 
who collaborate with CI companies, clinics, and schools. These cer-
tification programs for the professionalization and specialization of  
teachers to work with children with CIs are just one example of  
some of  the new markets that implantation practices have created.

The�Linguistic�Divide:�“Completely�Separate”

Neurological arguments over “real estate” in the brain directly cor-
respond with the school buildings’ physical layout and the school’s 
conceptualization of  the relationship between the oral and manual 
education programs for deaf  students. That is, at this school, the TC 
and auditory/oral programs are professionally, geographically, and 
ideologically separate. The building containing the CI classrooms 
and collaborative classrooms is literally separated from the TC build-
ing by a street and a five- minute walk across a field. As Nancy, Linda, 
and I walked over to the TC section, Linda explained that the TC 
section did not employ the same technologies or methods that we 
had just seen in the CI and collaborative classrooms. She empha-
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sized to me that the programs did not have crossover: “They are 
completely separate.”

There were about half  as many students in the TC program than 
in the AVT/CI program. Linda recalled her experience of  setting 
up the programs: “I was doing in- service with staff  from auditory/
oral, and the TC staff  felt like they were left out. I would provide in- 
service for the TC staff, and the auditory/oral teachers would feel 
left out. So I recognized that you really cannot have both modalities 
in one program.”

But the separation of  the programs is an administrative decision 
that reflects assumptions about the neurological capacities of  the 
implanted children versus the nonimplanted children. For example, 
the way this school program is organized reflects larger professional 
assumptions that children with CIs in the collaborative classrooms 
would be harmed by exposure to ASL. Interestingly, even though 
pediatric implantation in the United States continues to increase, the 
number of  students in the TC program at this school also continues 
to increase. When I asked Linda to explain this, her answer partially 
reflected that her program was in proximity to New York City. She 
said, “We have so many families coming in from other countries. . . . 
And the children are seven and eight years old. . . . They have missed 
the auditory development stage, which is zero to six. That’s the criti-
cal stage for learning to listen through the auditory channel. If  you 
miss any portion of  that, it’s very difficult to catch up . . . it’s very 
difficult to expect a child of  seven and eight to catch up auditorily. 
So, we give them sign language.”

This echoes two points from chapter 3. Firstly, as Annette demon-
strated in the chapter’s discussion of  candidacy, professionals in im-
plantation acquiesce that some children are or will be CI failures 
because of  biological factors (e.g., age) and social status or cultural 
background. As a result, they believe that there is no reason to deny 
exposure to ASL for children who emigrate at age seven or eight; 
their brains are already a “lost cause” since their age has impeded the 
process of  auditory and neurological training. Furthermore, chil-
dren in immigrant families may not be seen as ideal CI candidates 
in the first place due to the language barrier. Professionals see the 
ideal CI candidate as one who is as young as possible and parented 
by English speakers.
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The social organization of  deaf  education is a direct outgrowth 
of  clinical thinking, particularly in relation to the neurological nar-
rative I have described in the previous chapters. Finally, while the 
separation (and even hostility) between TC and AVT programs is 
not new, what is new is how it is being rationalized systematically in 
relation to neurological capacities and CI technology.

Supply,�Demand,�and�the�“Real�World”

In an interview with Nancy shortly after visiting the school together, 
we talked about the controversy and opposing views over which lan-
guage to use when educating implanted children. She brought up 
the topic by telling me a story. She had recently attended a panel dis-
cussion with various professionals and educators on the topic of  CIs 
and sign language. “Why would you get an implant and still sign?” 
she asked. She was baffled, “I could see all the professionals down in 
the bottom row who were still supporting sign.” She explained that 
she had no idea what use sign would be if  a child had a CI: “They 
said, sign is the natural language of  the deaf.” She then told me that 
Linda, the principal of  the school, her friend, and a CI user herself, 
had attended this event with her. When advocates for sign said that 
sign was the “natural” language of  the deaf, Nancy said that Linda 
looked over at her and angrily told her that English was her natural 
language, not sign. “Cultures evolve, and with technology it evolves 
faster,” Nancy added. “So yes, you have a culture, but why not in-
tegrate everything into that culture if  it’s something that can make 
the culture better? It’s not making the culture worse, it’s making the 
culture better. . . . Don’t they understand their numbers are going 
down?” Nancy asked.

Furthermore, she stated, more and more parents are demand-
ing that schools be able to provide CI- tailored education, such as 
through the program we visited, and LSL- certified teachers. “This 
is a case of  supply and demand. Parents are demanding this, and 
you’re going to have to supply it,” Nancy said. Earlier that day, Linda 
had also explained to me that “in life, as an adult, when it comes 
time to get employed, that is going to be their gift. The fact that 
their speech and language and their ability to converse is one of  their 
strongest areas— that could have been taken away, if  they had not 
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had that option [to learn spoken language].” Nancy also shares this 
perspective: “My child is going to learn to deal with what we call the 
real world— because you can’t have an interpreter next to you all 
the time and you can’t live in that little community all the time. You 
have to get out.”

As children move through the postimplantation stage of  long- term 
follow- up care, educators perpetuate through oral education programs 
the same therapeutic culture instilled in families throughout the prior 
stages. One way this therapeutic culture translates into educational 
settings is through fully embracing the values of  the hearing world. 
“The way that the CI school program is run, the philosophy, what 
they do with the kids, how they move them along, no hand- holding, 
no coddling. This is the real world, ” as Nancy had put it. And I had 
heard this sentiment about the “real world” echoed throughout parent 
interviews as well. Carol, like all the other parents in my study, spoke 
of  this “real world” element but usually talked about it in relation to 
opportunities. “The language of  our world right now is spoken. I want 
him to have opportunities, I want him to have that spoken language,” 
Carol told me. Carol and Jane both talked to me about the increasing 
enrollments of  deaf  children in AVT programs. “It is going up, up, up, 
but the enrollment for the TC kindergarten through eighth grade is 
going down, down, down,” Carol said.

Carol and Jane expressed sympathy toward the Deaf  community 
regarding these changes. However, they, and other parents, repeat-
edly stressed the “opportunities” they sought to provide their child 
by having them learn to speak. Every imagination of  their child’s 
future was in terms of  his or her ability to hear: their ability to be 
educated, successful, independent, and happy. Because, to them, this 
all depends on the ability to hear, the child’s future hinges on im-
plantation and the task of  successfully acquiring spoken language. 
Morgan’s father, Paul, expressed a similar sentiment. When talking 
about why he felt strongly that getting a CI for Morgan was the right 
thing to do, he said, “Let me ask you a question: Suppose he’s out 
with his friends and he tries to hail a cab in the city. Could he do it? 
No. Could he tell the guy Forty- Fourth and Broadway? No. Could he 
hear what the guy is saying back and forth? No, he can’t. He would 
need to hear in this world, just like you do, you can hear in both ears. 
Get a CI and you have hearing.”
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Nancy used market discourse to talk about how families navigate 
institutions and advocate for CI programs for deaf  children. At the 
heart of  the “demand” side of  the equation is the desire parents have 
for their child to succeed in the “real world.” This conceptualization 
of  the “real world” and wanting to provide their children with all 
the opportunities possible not only reflects middle- class parenting 
styles and concerted cultivation but also an assumption that d/Deaf  
people who use sign language to communicate experience inepti-
tude and isolation. This conceptualization incorporates considerable 
imagination about deaf  people being unable to communicate with 
people in everyday contexts (a taxi driver, for example), which is gen-
erally easily worked around: Someone could easily type an address 
on a phone screen and show it to the driver or perform other such 
minor adaptations. This conceptualization also sees sign language as 
a limitation or social restriction rather than a shared language and 
entry point into other communities. Finally, this conceptualization 
destabilizes the idea of  what is a “natural” language for deaf  children 
in communities where hearing and listening are valued, because 
technologies like the CI mean that what is “natural” for deaf  chil-
dren is actually flexible and carefully coconstructed through social 
interactions and technological artifacts (Law and Hassard 1999).

The general ethos toward signing that I observed in the CI com-
munity is that sign language renders deaf  people unable to be “inde-
pendent” in the world and that spoken language is liberatory. There 
are indeed far fewer people in the world who know sign language 
than spoken language, and concerns about the ability to communi-
cate with anyone at any given time are legitimate. But the assump-
tion that deaf  persons cannot function in day- to- day life goes beyond 
such a concern and reflects broader ideology about disability and dif-
ference. As sociolinguists studying language promotion, languages 
of  marginalized groups, and language suppression have noted, the 
status of  a language often indicates the status of  the group who uses 
it (Milroy 2001; Garrett 2010). “It is generally difficult to distinguish 
attitudes to language varieties from attitudes to the perceived groups 
and communities members who use them. Language varieties and 
their forms are often not simply characteristic of  a community, but 
even enshrine what is distinctive in the community and in a sense 
‘constitute’ that community” (Garrett 2010, 16). In other words, as-
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sumptions about sign language cannot be separated from assump-
tions about what it means to be a Deaf  person in the world.

Finally, just as sign language is a core cultural value of  the Deaf  
community, being able to listen and use spoken language is a core 
cultural value that binds the CI community. CIs and spoken language 
are seen as progress from the unmediated forms of  deafness char-
acterized by the use of  sign language. Sign is analog, outdated— 
indeed, indicative of  a technological ghetto— and relegated to use by 
those who are not committed to or are unable to succeed at auditory 
training. But the meaning of  sign and the meaning of  spoken lan-
guage in culture are not a given. Rather, they are socially constructed 
and based on hierarchies of  bodies and abilities.

Deafness�as�a�Thing�of �the�Past?

The educational placement of  a child after implantation is ongoing 
and long- term. The therapeutic culture of  the clinic and EI trans-
lates into the school setting; families demand CI- related services, 
new professional sectors and economies emerge, and the resulting 
community of  parents and professionals coalesce around the cultural 
values of  listening and speaking. In sum, the goal of  implantation and 
the accompanying educational programs that service implanted chil-
dren is not to socialize a Deaf  child. Rather, the goal is erasure of  the 
“deaf ” qualifier entirely, particularly through training the child’s brain 
in only spoken language. That is, the neural project of  implantation 
involves working to mitigate deafness to the point that it becomes no 
longer able to be perceived by others. As Linda told me that day while 
observing the implanted children in their collaborative classrooms, 
“We think that deafness is going to be a thing of  the past someday 
in the future.” However, because of  disparities in implantation and 
the immigration of  deaf  children who are “too old” to be deemed CI 
candidates, the disappearance of  deafness may be feasible— if  it turns 
out to be true— only for white, middle- class children.

The integration of  medical devices for hearing into the classroom 
is not a novel result of  CIs. Previous oralist, medicalized educa-
tional strategies tried similar technologies (i.e., Mills 2012). How-
ever, emergence of  the CI has resulted in a new, neuroscientific, 
and customized iteration of  classroom integration, characteristic of  
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biomedicalization. Like other types of  enhancement technologies, 
the CI’s ability to be customized is based on it being seen as “more 
powerful, precise, targeted, and successful— powerful because they 
are grounded in a scientific understanding of  bodily mechanisms” 
(Rose 2006, 20). The discourse of  biomedicalization creates faith in 
the CI’s precision and success; this discourse relies not just on sim-
ple normalization techniques but also on complex systems meant 
to achieve customization. But indeed, the CI appears to “work”; as 
I observed in multiple classrooms at the school, implanted children 
spoke and interacted like any other hearing children. Although I do 
not discuss outcomes or the efficacy of  these programs here, they 
are certainly a rich and needed site of  research and analysis. But what 
is clear is that the orientation toward CI technology, the promotion 
of  customization, and the emergence of  related markets result in 
classrooms that blend seamlessly into the ideologies of  the clinic.
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Conclusion

THE�POWER�AND�LIMITS�OF�TECHNOLOGY

As “choices” become available, they all too rapidly become 
compulsions to “choose” the socially endorsed alternative.

• Ruth�Hubbard

One afternoon, Jane and I drove to Lucy’s school for a parent work-
shop that was being given by a representative from Cochlear on how 
to maximize the CI’s potential with tips on operating the equipment. 
Now that Lucy had gotten her CI and was in the auditory- verbal 
classroom, Jane was taking advantage of  every opportunity to learn 
how to use the device. On the way, she told me about other resources 
at the school. For example, an ongoing parent group trained par-
ents to work with their implanted children. She called it a “training 
ground,” because the group teaches that “everything is an opportu-
nity to do language development,” such as making crafts at home or 
getting ready for holidays. She continued, “What I’ve learned from 
[the group] is, I don’t scream at my kids to get the hell away from me 
because I’m making dinner, but I include them in on what I’m doing 
to increase the language opportunities that are available. That’s the 
core of  everything . . . during bath time, cooking time— bring them 
in, have them help. It’s starting to become very natural. I don’t just 
ask where the toothpicks are. I say, ‘Lucy, go over and ask that man 
where the toothpicks are,’ and I’m behind her to correct her. Plus, 
it’s socializing her, stepping out of  her shell, learning complete sen-
tence structure.”

When we got to the school, we joined a room full of  women. 
About ten mothers and a couple of  classroom professionals who 
work with children with CIs all sat around with notebooks and pens, 
ready to hear what the Cochlear representative had to say about 
switching between programs, adjusting settings, maximizing battery 
life, and the like.
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Later that day, after the meeting, we talked about what it was 
like to raise a child who is different. Jane concluded that when you 
have a child with a disability, or who is different in some way, the 
automatic response from other people in the world, she said, is judg-
ment: “If  there is something wrong with my kid, then there’s some-
thing wrong with me.” She went on to say that people do and will 
continue to look at her and judge her. “This is based on years of  par-
ent support groups . . . but the impression I get from many parents 
is that their children are a direct reflection of  them and that people 
will judge them, and people don’t want to feel judged,” she com-
mented. Norms concerning disability and difference, the availability 
of  biotechnologies to mitigate disability, and the expectations put on 
mothers to utilize medical interventions are powerfully intertwined.

The parents in my study are committed to auditory training and 
accept the therapeutic culture of  implantation, but that does not 
mean that they think of  their children as hearing. All of  the parents 
have reiterated to me in interviews that they understand that their 
child is still deaf, even though he or she has been implanted and is 
using spoken language. Kelly— who had asked Annette and Monica 
about whether she could sign “school” to her son Nathan— reflected 
on her understanding of  her son’s deafness. Nathan had been im-
planted for more than two years, and his speech, by all the audiolo-
gists’ and teachers’ accounts, was excellent. She said, “[The people 
at] NYG are right— he’ll just grow up to be a child with a hearing 
loss. It’s not going to be who he is. He’s just a child with a hearing 
loss . . . if  he asks me, I’ll be upfront. You’re deaf. That’s fine. I’m not 
trying to undo the fact that he’s deaf. It’s just that I’m trying to help 
him. If  I can help him here, then why wouldn’t I? I’m not ashamed 
of  it. I just did this to help him.”

Jane emphasized that Lucy had not been made into a hearing child 
by being implanted: “OK, yeah, you fixed her hearing. And? What 
about when she loses the equipment? How about when the batteries 
are dead, and it’s gone for four hours? How are you talking to her? 
I am still very proud of  myself  for maintaining the sign language. 
We are still using it at home. There are times when I absolutely am 
not, but when I need to clarify something with her, I go back and, yes, 
I pair [speech and sign]. I never stop talking, ever. Sometimes I’ll talk 
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without the sign and I’ll only use the key words [in sign]. . . . I have to 
worry about safety. I still have to raise a child. I understand that she 
has to learn to speak. But I still need to be able to sign ‘stop.’ ”

For the parents who had experienced all five stages of  implanta-
tion and were now living through the years of  follow- up care and 
maintenance of  the CI, having their child use the device, managing 
its functionality (such as battery power and reconfiguring the maps 
as needed), and engaging in constant auditory training had become 
part of  their lives. The families in my study were largely compliant 
with the expectations of  professionals. The technology and its de-
mands were integrated into family life and child rearing, illustrative 
of  what Timmermans and Berg (2003) suggested is a “subtle restruc-
turing” of  identities that occurs because of  the medical technologies 
available today. However, the children in my study have mostly been 
just placeholders— talked about, referenced, and for whom decisions 
are made— and yet we know little about how they will feel about the 
CI and their experiences as deaf  children. Future studies of  children 
with CIs as they grow older will be crucial to undertake.

The�Power—�and�Limits—�of �Technology

The experiences of  the families in my study are partially shaped by 
different viewpoints, or scripts, regarding deafness. Some who 
adhere to the Deaf  cultural script believe that being deaf  is more 
akin to belonging to an ethnic group with its own language. They 
may identity as Deaf  and argue that the Deaf  community is best 
understood as a unique minority linguistic group. They categorize 
deafness as a social difference better understood within the broader 
framework of  diversity. They also believe that deaf  children should 
be communicated with in sign language because it is accessible to 
them and a ready- made, well- established language with a thriving 
community and culture. From this viewpoint, children should be 
signed to because sign provides an immediate access to the world 
around them, a way to communicate without medical or techno-
logical intervention, and a conduit for fostering Deaf  identity and 
community. This view rejects deafness as a problem that requires 
medical or biotechnological intervention. It holds up sign language 
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as a social technology that answers any challenge that deaf  persons 
might face. It deplores— though not universally— hearing parents’ 
pursuit of  pediatric implantation.

By contrast, the other view of  deafness is as a condition that war-
rants medical and biotechnological intervention, and the embedded 
goal of  this intervention is to render the condition inconsequential. 
Professionals and hearing parents, who represent the majority of  
those who work with and encounter deaf  children, acknowledge the 
existence of  a Deaf  community; however, they most likely do not 
integrate or agree with the community’s views on deafness. Instead, 
the goal is to overcome deafness through a CI, to render it as invisible 
as possible, and to achieve this through the accompanying therapeu-
tic child- rearing practices. To explain deafness, they turn to scientific 
discourse and medical knowledge, rather than the Deaf  community’s 
discourse of  Deaf  identity and community. Those who subscribe to 
this medicalized script of  deafness may not accept sign language as a 
viable option for communication, unless implantation is not feasible 
or successful. While they acknowledge sign language as a full lan-
guage, they generally see it as compensatory, neurologically risky, or 
indicative of  a lack of  commitment to or success of  auditory training.

These different scripts of  deafness mark the contours of  the politi-
cal divides over the technology of  the CI. Those who adhere to the 
Deaf  cultural script are less likely to support the use of  CIs, while 
those who adhere to the medical script of  deafness are more likely 
to support them. These two sides of  the debate over CIs have often 
played out in polarizing and antagonist rhetoric, although it is cer-
tainly not a black- and- white issue; people may take a position some-
where between these two extremes of  the debate. In this book, I have 
focused on the features of  parents’ experiences and the social tech-
nologies used by professionals in pediatric implanta tion to ensure 
parents’ compliance, rather than proceeded from the starting point 
of  trying to determine whether the CI is a good or bad tech nology. 
By stressing the importance of  family context, and the pressures 
on mothers in particular, I have shown how fami lies’ experiences 
of  CIs are shaped by the politics around them but are also quite 
different from and more nuanced than the political debates— and 
even challenge the strict narratives of  compliance that professionals 
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advocate. Professionals may encourage strict divisions between sign 
and spoken language, and thus between the CI and the Deaf  com-
munity, but parents sometimes incorporate features of  both scripts. 
Furthermore, the five stages of  implantation that occur over nu-
merous years— identification, intervention, candidacy, surgery, and 
long- term follow- up care— are marked by anxiety, thera peutic labor 
imperatives, neural narratives, and hope for the future. Implantation 
is not a onetime decision to adopt a device but rather an ongoing ne-
gotiation between the different sets of  expectations that accompany 
raising a deaf  child.

Given the distance between the political debates and the patterns 
of  the families’ experiences in my study, I do not fully accept the 
terms of  either side of  the debate and challenge both viewpoints. 
Both sides of  the debate focus overmuch on the technology of  the 
CI. To begin with the pro- implantation side: Some who support the 
use of  CIs may overstate its capabilities or maintain a tremendous 
amount of  faith in the device.1 But as I have shown throughout the 
book, social factors play a greater role in outcomes than technologi-
cal prowess. As such, these factors deserve more scrutiny, especially 
given that the outcomes of  implantation have been routinely docu-
mented as highly variable (particularly related to what Chang et 
al. [2010] called “downstream disparities”). And to turn to the anti- 
implantation side: Deaf  culturalists have expressed skepticism about 
the technology since its outset. However, some have claimed that 
opting for the CI determines a child’s community membership in the 
hearing world. But in this book, I have shown that CIs do not deter-
mine who a person becomes; rather, social technologies (such as the 
anticipatory structures and therapeutic culture that surround the CI) 
and structural position (like race, family status, ethnic background, 
or class) collectively shape individuals’ experiences and identities 
alongside the technology. These are social and cultural arrange-
ments that have been made, and depending on one’s view regarding 
the power that individuals have to shape society and vice versa, they 
can be unmade or reconfigured. Deterministic claims about the CI— 
either as a miracle device that will eliminate deafness completely or 
an evil technological artifact that will destroy Deaf  culture— should 
be approached with caution.
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The�Cultural�Work�of �Medicine�and�the�Ideology�of �Ableism

Professionals involved in implantation actively and purposefully so-
cialize parents into a set of  values concerning hearing and speaking. 
They also sometimes dismiss the Deaf  critique as merely ideologi-
cal, even as they are making ideological claims of  their own. As a 
result, medical advice is consistently reified as objective and acultural 
precisely because arguments against implantation are cast as merely 
cultural phenomena that undermine the goals of  medicine. But the 
intervention of  this book is to show that the socialization process 
in implantation and the norms regarding CIs in the medical sphere 
are equally cultural; it is just that the cultural claims are more in line 
with dominant social norms concerning disability. It is often hard, for 
a variety of  reasons, to see medicine operating as such. Most people 
are unaware that scientific claims and medical knowledge are also 
cultural; for example, I showed that the pro- implantation arguments 
that make claims about the neurological capabilities of  children’s 
brains reflect cultural values, not actual, neurobiological limitations. 
It is easy to forget that medical and scientific knowledge is cultural; it 
is shrouded in objectivity, and beliefs about disability circulate in its 
shadows. And while I make no claim as to the goodness or badness 
of  CI technology, I do reject the claim that medical or neuroscientific 
knowledge is acultural or ahistorical. Instead, I claim that medical 
knowledge about and neuroscientific explanations of  deafness are 
as equally cultural as the Deaf  viewpoint. And the cultural work of  
medicine and the cultural de/valuing of  disability are two sides of  
the same coin here; normative values regarding hearing and speak-
ing that undergird implantation practices are exactly that, value sys-
tems that we take for granted to be “common sense.”

However, the Deaf  critique too narrowly argues for making deci-
sions about deaf  children based on Deaf  experience and fails to take 
into account other, powerful social processes occurring for families 
with a deaf  child. It is not that Deaf  experience should not be con-
sidered an authoritative account of  living with deafness. It should. 
But by only relying on Deaf  identity politics, the Deaf  critique fails 
to incorporate women’s parenting experiences and acknowledge the 
pressures that society puts on women to engage in scientific mother-
hood in order to perform as “good” mothers. Deafness occurs within 
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the context of  family systems, and there are many ways in which a 
child experiences deafness and grows into a deaf  adult. As it cur-
rently is articulated, the Deaf  critique does not always adequately 
tend to the grief  that families experience when their child is not 
what they expected, particularly when that expectation pertains to 
the experience of  disability. On this latter point, the Deaf  critique of  
implantation has been mostly unwilling to engage with the politics 
of  or theories about disability on a broader conceptual level. This is 
not only ableist but also an impediment to productive dialogues with 
communities of  parents and disability rights allies. In short, I am 
arguing that both sides of  the debate over CIs and both scripts about 
deafness are affected, albeit differently, by an ideology of  ableism.

The ideology of  ableism and its will toward normalization en-
hance the power of  medicalization and the seduction of  a technolog-
ical fix. And it is on these systems of  meaning that I focus my critique 
in this book, not actions of  individuals or families’ choices. That is 
why throughout this book, I primarily focus on the power that the 
process of  medicalization has in facilitating parents’ adoption of  the 
medical script of  deafness. To do so, I show specific structural and 
cultural aspects of  this socialization. Established social technologies 
shape how parents receive and interpret information about their 
child’s deafness; anticipatory structures in the clinic inculcate them 
into a particular way of  thinking about deafness; neural narratives 
about building the correct synaptic connections structure daily in-
teractions with deaf  children; ongoing institutional cooperations 
provide emotional support and ensure compliance; and emergent 
professional markets in the education sector extend clinical thinking 
beyond the clinic and into schools.

Ambivalent�Medicalization

While this book examines the particular case of  CIs, it also addresses 
larger questions about society’s relationship to medicine and medi-
cal knowledge. Most studies of  medicalization focus on making the 
case that medicalization is powerful and positions the individual as 
subject to it. Others may characterize medicalization as a “neutral 
process.” Undoubtedly, the power that medicalization yields over 
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individuals was clearly described in this book. But this relationship to 
medicalization is not as simple as individuals being overpowered by 
a larger system. I would not make that claim; it is more complicated 
than that. In a highly medicalized society, we both surrender to and 
may be empowered by medicalization. That is, medicalization is not 
neutral; it is ambivalent.

One of  the ways this ambivalence is illustrated is by looking 
closely at disability within a family context and acknowledging the 
range of  experiences mothers go through. During the stages of  im-
plantation, parents experience many emotions, including relief  from 
knowing they are participating in interventions, hope in the technol-
ogy, and even community through their connections with parents 
who share their experience. Yes, there is grief  in diagnosis, but there 
is also relief  to be had when you are given a plan for action. There 
is faith in the interventions but also doubt and at times a need to 
resist, to sometimes use sign language despite being told not to. The 
therapeutic labor also sometimes pays off, and mothers experience 
social rewards when living out the narrative of  overcoming deafness. 
And there is no doubt that many mothers were proud to be a part 
of  the CI community and even, as Jane and Nancy did, experienced 
deep self- fulfillment through mentoring other parents. Meanwhile, 
national organizations and support groups provided spaces for chil-
dren with CIs and their parents, generating what some might call a 
“CI culture.” While I showed mothers’ willingness to perform the 
labor, I also showed the imperative to do so that the clinic places 
on them. While mothers were socialized into one community, they 
were also told to reject another. And who is to say one community 
is “better” than the other, and how do we measure that? Thus, the 
process of  medicalization and the availability of  new technologies 
like the CI are fraught with gains as well as losses. This is ambivalent 
medicalization in a nutshell.

The ambivalent social consequences that occur because of  medi-
calization include gains and losses that occur on broader, societal, and 
community levels; ambivalence is not limited to the level of  individ-
ual experience. For example, the institutions and structures in place 
to identify and intervene upon discovery of  hearing loss in children 
are extensive and occur earlier in a child’s life than ever before. This 
has changed how early deaf  children are identified and improved in-
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tervention services, but it has also reshaped how families respond to 
deafness and how the clinical practices surrounding the CI are imple-
mented, and has increased the therapeutic labor required of  moth-
ers. Earlier identification is better, no matter how it is responded to. 
But while medicalization has resulted in deafness being identified 
earlier, it has also depoliticized it. Much of  the political controversy 
over CIs does not touch these families’ lives, precisely because they 
are surrounded by a host of  formalized programs that adhere to a 
medicalized script. Today, each state runs federally mandated new-
born screening programs, and they run these NBHS programs in 
conjunction with hospitals that refer children to audiolo gists for 
follow- up testing. The technologies deployed during this process— 
such as OAE testing, ABR testing, and CIs— work in tandem with the 
social technologies in place to surround parents and anticipate their 
emotional responses to the news. Newborn screeners and audiolo-
gists carefully deploy communication strategies. The medicalized 
script of  deafness is both discursively produced by experts in this 
space and reflective of  larger cultural values concerning disability 
and deafness. That is, mothers and medical professionals bring with 
them their own latent scripts about deafness and disability and thus 
also contribute to the production of  deafness in interactions. In ef-
fect, the way implantation is structured today renders controversies 
over CIs and the arguments against them by the Deaf  community 
largely moot and neutralized.

From a broader sociological viewpoint, the organization of  im-
plantation and the development of  the CI demonstrate the possi-
bilities that medicine offers as well as the labor it demands. This is 
the central tension of  ambivalent medicalization. For example, the 
therapeutic culture surrounding CIs holds the possibility of  relief  for 
parents through a promised narrative of  overcoming deafness, but 
it also demands their labor in exchange (not to mention that it will 
alter the Deaf  communities of  the future, a point I will take up again 
later). This labor is not only gendered but directed at a specific site in 
the body: The redefinition of  deafness from a sensory to a neurologi-
cal problem displaces the responsibility for “success” from the device 
to the mother, and specifically her ability to “train the brain.” Fami-
lies (primarily women) are responsible for overcoming their child’s 
disability and for engaging in (neuro)scientific motherhood to raise 
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their children. As a result, when mothers are thrust into these mo-
ments by a failed NBHS or an ABR diagnosis, they experience a range 
of  conflicting and ambivalent emotions about the situation, such as 
anxiety and hope or grief  and relief, and about the labor they must per-
form. And even as power is wielded over the individual mothers in 
this study, there is also agency in their actions, as the promise of  the 
CI technology offers a chance to participate in a narrative of  disabil-
ity whereby normalcy is restored or achieved (Frank 2013).

The institutionalized and highly structured labor in which parents 
are expected to engage requires hope. This hope is sustained over a 
number of  years by carefully structured and institutionally formalized 
practices that address the “soft” aspects of  implantation. This includes 
opportunities to attend support groups and therapy with the clinic’s 
social worker and parent communities, managed or orchestrated by 
the health care system within which families find themselves and 
learn to navigate. So while it is demanding and must be surrendered 
to, medicalization also generates new social worlds. Through these 
social structures, parents create community and share a common ex-
perience, coming, as Jane said, “full circle” in giving support to other 
parents when it is needed. They might have started in grief, but over 
time (especially if  the CI “worked”) they share their experiences with 
others and provide support. Indeed, some even referred to it as “CI 
culture.” And yet, sometimes parents resist the imperatives placed on 
them to restrict their child’s exposure to sign language, question their 
denial of  visual language and cues, and rewrite the script of  deafness 
to include aspects of  sign in their daily lives.

Medicalization sparks questions about larger social and ethical im-
plications that, depending upon your own politics or philosophy, are 
either good or bad. These implications can play out on a number 
of  levels. Some consequences occur at the level of  the individual 
or family. For example, the anticipatory structures and therapeutic 
culture of  implantation likely prevent the possibility of  mothers be-
lieving that they can raise a healthy deaf  child outside the medical 
gaze. This is a powerful social process that changes the experience 
of  motherhood. For example, mothers who begin from a state of  
grief  at diagnosis are immediately surrounded by structures that an-
ticipate their emotional needs and individuals who share a united 
message. This message primarily advocates against sign language, 
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even as mothers may struggle to communicate with their children 
and question their own abilities to maintain their children’s safety 
and understand their desires or needs. Clinical staff  and state EI ser-
vice providers supply emotional support, but they also supply a spe-
cific narrative and path. This path is predominantly characterized by 
an allegiance to the future; interventions now that focus on speech, 
even if  the child is deaf, are framed as paying off  later, as ways to 
ensure independence, success, and normalcy. At best, this process at-
tempts to rigidly structure how mothers interact with their children 
and, at worst, may undermine mothers’ trust in their own instincts 
and desires to communicate in the present.

The anticipatory structures and therapeutic culture of  implan-
tation also socialize mothers to value the goal of  vanquishing their 
child’s deafness through biotechnological means— a goal to be 
achieved through their own labor. This, however, depends on ableism 
and the goals of  normalization, which means upholding the objec-
tive of  fitting the body to social norms rather than asking society to 
accommodate differences. On the one hand, this devalues different 
ways of  being and depends on the exclusion of  sign language. On the 
other hand, the project of  normalization is rewarded in part because 
it provides access to a specific set of  institutional and therapeutic re-
sources and children with advantages in the future. Throughout this 
process, hope is fostered because there exists the possibility that the 
CI will “work,” and that the deaf  child can eventually pass as hearing 
with the CI coupled with successful long- term therapeutic labor. In 
this regard, a child might grow into a deaf  adult and into a commu-
nity of  CI users or the hearing world. Nancy, in one interview, talked 
to me about her daughter Anne’s best friends from the annual AGB 
conference; they all had CIs. This introduces another set of  social im-
plications regarding the creation of  new identities and communities. 
Because of  the growing numbers of  implantees, it is possible that 
the Deaf  community may dwindle as a new CI community emerges. 
Philosophers and d/Deaf  persons alike have questioned the ethics 
surrounding this possibility, while others promote a “deaf  futurism” 
that embraces ever- expanding ways and experiences of  being deaf.2

When mothers adhere to medical advice and succeed at audi-
tory training, they speak about their achievement at being a good 
mother because they have done the work. Accordingly, parents such 
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as Nancy believed that the CI is not to blame if  a child does not learn 
to hear and speak. Instead, such failure indicates that the mother 
has not done enough. That is, a child’s success with the CI demon-
strates the mother’s capability, and, in the biopolitical era where 
health is a moral obligation, perhaps even her morality. For middle- 
class mothers in particular, this kind of  high- intervention, therapy- 
oriented mothering fits into their expected parenting style. Thus, for 
the mothers in this study, their child’s success shows whether they 
have managed to do the work, to meet the therapeutic demands, to 
master the technology, navigate the institutions, and demand the 
services. Clinic staff  reinforce the value of  this social role, labeling 
those who do not do the work as “difficult moms” and claiming that 
most “normal” parents, who share a concerted cultivation style of  
parenting, decide to implant.

Finally, medicalization produces a range of  intended and unin-
tended consequences and tensions. These consequences and tensions 
may be simultaneously both positive and negative, and, as all of  
these examples have shown, they span a broad range of  social 
spheres. They may occur at the site of  health care delivery, such as 
the tensions between tending to families’ needs and managing their 
emotions in order to maintain efficiency and optimize implanta-
tion outcomes within the day- to- day operations of  the clinic. On a 
broader scope, medicalization and new technologies redefine what 
“good mothering” looks like in the context of  having greater treat-
ment options. More often than not, the pressure to utilize all options 
available reveals dominant cultural narratives that deem some bodies 
acceptable— those that can hear and speak— and others not— those 
that do not hear and that use sign language.

At the same time, individual families experience the benefits from 
implantation— many of  the implanted children I encountered can 
pass as hearing, and all of  the parents are pleased with the outcomes 
they have experienced so far. This provides relief  to parents whose 
children are doing well in spoken language development. As Julia 
and Paul said of  Morgan, they have every expectation that he will be 
an independent, functioning adult. In middle- class American fami-
lies, this is one of  the most dominant narratives of  what successful 
parenting looks like, and thus they feel validated in their choices and 
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proud of  their accomplishments. For the most part, however, par-
ents are unaware of  being socialized, and professionals are unaware 
of  operating from their own value systems. The medicalization of  
deafness is largely taken for granted as common sense. But in this 
book, I have pulled apart these moments in the clinic, in the school, 
and in families’ lives. Slowing down interactions and subjecting them 
to sociological analysis reveal that middle- class hearing parents share 
with the medical establishment an ethos of  parenting and a set of  
values about disability and language. This allows for a seamless over-
lap of  framing their child’s deafness and carrying out the task of  
implantation. What effect might this have on future d/Deaf  com-
munities? Adherence to implantation techniques and fulfillment of  
labor imperatives by mostly white, middle- class families may repro-
duce social inequalities and leave intact normative narratives of  dis-
ability and mothering.

Reproducing�Inequalities
Class and Cultural Background
Disparities and a middle- class bias in implantation have been identi-
fied for some time (e.g., Luterman 1991). Rates of  implantation for 
white children and Asian children have been previously documented 
as five times higher than Latino/a children, and ten times higher 
than black children; similarly, rates of  implantation in areas with 
above- median income are higher than those in areas with below- 
median income (Hyde and Power 2006; Holden- Pitt 2000). These 
same disparities in implantation have been observed in the United 
Kingdom as well (Fortnum, Marshall, and Summerfield 2002). None 
of  these studies has identified precise causes for these differences, 
although Chang et al. (2010) later conducted a study that found no 
disparities in access to CIs but rather in the subsequent long- term fol-
low- up care and therapeutic labor required. Boss et al. (2011) present 
similar patterns in class disparities but conclude with a call to more 
clearly identify and understand this process.

I propose that these disparities are not only structural but also 
cultural. In this book, I have relied on previous research by Lareau 
(2003) that describes how parenting styles and parental relationships 
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with institutions differ across class statuses. In the preceding chap-
ters, I have shown the importance of  the long- term feature of  im-
plantation; it is a complex, ongoing, and institutionally embedded 
process. The labor demands characteristic of  the therapeutic culture 
of  implantation, the resources needed to navigate the various co-
operating institutions, and the high- intervention style of  parenting 
required most closely align with the middle- class parenting style that 
Lareau identifies as concerted cultivation. While the uniformity and 
size of  the sample for this study preclude the ability to draw conclu-
sions across categories, the qualitative description of  the social or-
ganization of  implantation gleaned here nevertheless suggests that 
the values of  concerted cultivation permeate the various systems 
that serve deaf  children today; that is, the downstream disparities 
are caused not just by structural variables but also by cultural ones.

Such disparities indicate that the medicalization of  deafness and the 
advent of  the CI do not result in “solving” deafness. Rather, the tech-
nological fix of  the CI results in reproducing preexisting inequali ties. 
Thus, understanding disparities in implantation is important for im-
proving outcomes across demographic groups. But it is also important 
to acknowledge that CIs are not a panacea and that they can exac-
erbate inequalities within deaf  communities. Because of  disparities 
in implantation, a new deaf  underclass— marked by the use of  sign 
language or underdeveloped language— may emerge in the future.

The results of  my study and others suggest that because of  the 
demanding nature of  implantation, specific groups of  deaf  persons 
may emerge as particularly disadvantaged in the future: poorer, 
nonwhite children for whom the CI “fails” because of  inadequate 
resources (e.g., economic or rural/urban divides) or an inability to 
comply with long- term therapeutic labors (especially if  sign lan-
guage is discouraged from the outset, then they may end up without 
any language at all, which creates additional developmental prob-
lems) and immigrant families whose children do not receive CIs or 
receive poor follow- up care. As I also showed in this book, these 
disadvantages occur not only because of  differences in parenting 
styles but also because of  biases that professionals in implantation 
may have against non- middle- class parenting styles, non- English- 
speaking families, and Deaf  families.
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Ability/Disability

Another social category of  inequality is disability. Disability studies 
scholars have long showed how rather than being strictly a medical 
or bodily characteristic, disability is also a vector of  social discrimina-
tion and a social category of  difference. Moser wrote that normali-
zation efforts directed toward those with disabilities are “constantly 
counteracted by processes that systematically produce inequality 
and reproduce exclusions” (2000, 201). Throughout this book, I have 
shown how the promise of  CI technology for parents is tethered to 
the possibility of  “overcoming” their child’s deafness. That is, medi-
cal technologies such as the CI are often meant to transform disabled 
bodies into “competent normal subjects” (Moser 2006, 375). I have 
also shown how “success” in the context of  implantation is depen-
dent on the ability to transform the brain. Sign language users are 
often the “failures” relegated to the Deaf  world. Thus, a technology 
meant to equalize instead reinforces social hierarchies and recon-
firms and reproduces the very categories it seeks to dissolve.

The�Neuroscientific�Reconstruction�of �Deafness

One of  the most salient features of  implantation is the centrality 
of  the brain. Neuroscientific discourse influences everything about 
how we think about deafness: where the “problem” of  deafness is lo-
cated, what gets researched, how we set up schools, what mothers are 
expected to do, and how communities on either side of  the scripts 
of  deafness see each other. Neural narratives about deafness directly 
map onto and reinforce social divides. Neuroplasticity is character-
ized in specific, if  inaccurate, ways in order to accomplish this: On 
the one hand, the brain is passive and must be trained by parents, 
and on the other, it can also be unruly and out of  control. The latter 
claim is made particularly in relation to sign language exposure; if  
a child is allowed to sign, then his or her visual pathways can form, 
preventing auditory pathways from forming.

The discourse on the brain and language in implantation is unten-
able. Because science accomplishes cultural work, it is unsurprising 
for one side of  a debate to make scientific claims that support its own 
position. It is also not unusual for communities of  scientists to pay 
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attention to some research and not others. While I am critical of  the 
use of  neuroscientific discourse to achieve cultural ends, here I turn 
to the possibilities of  using some counterneurological arguments 
precisely because they do have power.

It is a commonly held belief  that early childhood exposure to two 
different languages is detrimental. As I have shown over the previous 
chapters, this belief  is especially powerful in the context of  bimodal 
(sign and speech) bilingualism, deaf  children, and implantation. It 
is so pervasive that it structures clinical practices, EI practices and 
therapies, and school systems that serve deaf  children. But research 
on bilingualism has shown for more than three decades that the best 
time for language acquisition is birth to age five and that “if  a child 
has two languages exposed to them during that period, rather than 
being confused or delayed, the human brain takes the neurotissue 
that has been biologically endowed for processing language and 
grabs it and sets it up and begins to build these pathways in two 
discrete systems” (Petitto 2014).

In perhaps the greatest irony, trends in using Baby Sign Language 
(www.babysignlanguage.com) and other similar programs claim 
that teaching your hearing baby sign language will boost his or her 
overall language development. And yet the clinical ideology about 
exposing deaf  children to sign is so powerful that it is common prac-
tice to withhold sign language from deaf  children. But recent studies 
“tested the hypothesis that if  a young child has cochlear implantation 
that you should not expose a child to sign language because . . . it will 
hurt auditory tissue development” (Petitto 2014). Results showed 
that implantees who received early exposure to sign language had 
entirely normal auditory tissue development. In other words, “sign 
language exposure did not hurt the development of  auditory tissue 
or . . . cause it to be deviant in any way” (Petitto 2014). Furthermore, 
other linguists have found that bilingualism— the norm in most of  
the world outside the United States— is beneficial, which appears 
to hold true in the case of  bimodal (visual and auditory) bilingual-
ism in CI recipients (Davidson, Lillo- Martin, and Chen Pichler 2014; 
Lyness et al. 2013; Hassanzadeh 2012). But literature written in fields 
associated with implantation, such as otolaryngology and audiology, 
argues quite the opposite about bimodal bilingualism in children 
with CIs.3
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As it stands, the current version of  neuroplasticity in implanta-
tion results in children without easy access to language until surgery 
(which can be a year or more), contributes to the political divisions 
between language choice and communities, and maintains the 
controversy over their use. Relying on such neural narratives also 
demonstrates our cultural affinity for reducing the social complexi-
ties of  deafness (and many other things for that matter) to the firing 
of  neurons. Even as I have been critical of  the way professionals 
in implantation have deployed neuroscientific knowledge to achieve 
cultural ends, it is advantageous and crucial for those advocating sign 
language exposure to begin or continue to deploy neuroscientific 
claims of  their own, which could provide further opportunities for 
deepening the debates. And this is a crucial task, as the separation 
between the Deaf  and CI communities is also untenable.

What�Questions�Should�We�Be�Asking?

An era in which bodies are increasingly able to be reshaped, brain ar-
chitecture specifically worked upon, and disabilities mitigated through 
medical intervention produces important new questions that should 
be asked. For example, how can a consciousness about the experi-
ence, culture, and politics of  disability be included? In the specific 
case of  raising children with disabilities, Gail Landsman’s (2008) 
study of  mothers of  children with developmental disabilities showed 
that they engaged with both the social and the medical model of  
disability. Feminist disability studies scholar Alison Kafer writes that 
her political/relational model of  disability “neither opposes nor val-
orizes medical intervention; rather than simply take such interven-
tion for granted, it recognizes instead that medical representations, 
diagnoses, and treatments of  bodily variation are imbued with ideo-
logical biases about what constitutes normalcy and deviance. . . . it 
recognizes the possibility of  simultaneously desiring to be cured of  
chronic pain and to be identified and allied with disabled people” 
(2013, 6). This model of  disability most aptly fits with the ambiva-
lence of  medicalization that I have argued here, one that leaves room 
for both the good and the bad consequences of  medicalization and 
removes the necessity of  making stark choices, for example, between 
scripts of  deafness and models of  disability.
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In the case of  deafness, hearing parents are the primary consum-
ers of  CIs, and they will continue to implant their children. First, 
then, the imperative here must be to figure out a way to assist those 
with disabilities who are using medical technologies in living well 
with them while not making them feel bad about themselves.4 
Thus, we might ask, what might be gained by implanting children 
and assuring them that their deafness is acceptable and even worth 
celebrating by exposing them to the possibilities of  sign language 
and the values of  the Deaf  community? What might be gained from 
embracing mothers’ choice to implant and inviting them into the 
Deaf  community?

Second, mothers struggle to communicate with their children 
before they begin to acquire spoken language, when the CI is un-
available or turned off, and when there is a safety concern and sign 
is the most expedient mode of  communication. But the therapeu-
tic culture of  implantation described in this book is often hostile to 
sign language. Some questions to ask about this include the follow-
ing: Is the monolingualism that the CI community advocates a best 
practice? Would an end to the anti– sign language rhetoric decrease 
disparities in language development? Would it ease the stress that 
mothers feel when trying to communicate? What benefits would this 
have? Furthermore, how might best practices be defined when there 
is a lack of  adequate data on implantation outcomes and even a com-
prehensive understanding of  what outcomes might be measured?5

Kermit (2012) makes a compelling case that there is a continuum 
of  the Deaf  critique and that professionals should heed the concerns 
that appear in what he terms the moderate Deaf  critique in order to 
answer such questions.6 For example, in considering the usefulness 
of  some Deaf  persons’ concerns and explaining the moderate cri-
tique, he writes, “It is not the cochlear technology in itself  they view 
as problematic, but rather the subsequent rehabilitation process. Be-
cause they themselves have experienced what they describe as harm-
ful effects, which relate above all to the idea of  normalization, they 
have articulated worries for the new generations of  deaf  children in 
need of  rehabilitation following cochlear implant surgery” (Kermit 
2012, 367). In taking such a view, the question to ask, then, is less 
about evaluating whether getting a CI is a good choice, and more 
about asking what the possible consequences and outcomes of  im-
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plantation might be. Part of  such a moderate critique understands 
the desire for spoken language but also “[doubts] that ‘spoken lan-
guage’ is a satisfactory measure for evaluating the ultimate outcome 
of  implantation” (Kermit 2012, 368).

I have two suggestions for a more comprehensive evaluation 
based on a moderate Deaf  critique and the results of  the research 
presented in this book The first suggestion is that there should be a 
holistic focus on language and authenticity that involves recognizing 
both speech and sign as equal and acceptable modes of  communi-
cation. This would lessen pressures on mothers, as well as indicate 
to children that whatever form their communication takes is accept-
able. It would also allow children to have immediate access to lin-
guistic input, thus eliminating the language deprivation that may 
occur between diagnosis and the auditory training that begins after 
implantation. This need not be seen in opposition to preparing for 
and receiving a CI. The second suggestion is longitudinal: This study 
did not focus on the experiences of  children with CIs, but as the 
cohort of  those who are experiencing these relatively new interven-
tions grows into young adulthood, researchers should gather their 
stories. How do children integrate this level of  medicalization from 
such a young age and see themselves as a result of  it? To date, only 
a handful of  studies have attempted to gather such data. In the past, 
the common narrative of  Deaf  persons’ experience was of  being 
without any language at all until they found ASL and were exposed 
to the Deaf  community. But today, the narrative of  deaf  childhood 
is different. Two small studies examined the experiences of  chil-
dren with CIs, one in the United Kingdom (Wheeler et al. 2007) and 
the other in Sweden (Preisler, Tvingstedt, and Ahlstrom 2005). In 
the  former, some of  the children talk about using sign with deaf  
people and speech with hearing people. In the latter, they all identify 
as bilingual and bicultural. But as Fjord’s (2001) previous compara-
tive study of  the culture of  CI clinics showed, the United States is 
particularly insistent about monolingualism in English, while Scan-
dinavian countries are not. What we do not know yet is how the CI 
technology influences how children view themselves and the identi-
ties and communities that they grow into.

I ask these questions from a position that advocates at least the 
possibility of  using sign language with deaf  children, regardless of  

      



172� CONCLUSION

implantation status. Implantation and a familiarity with sign do not 
have to be separated. As seen in my study, ideology keeps them 
separate now, but the audiologist David Luterman, who has over 
fifty years of  experience with deaf  children, states that “a variety 
of  approaches are needed . . . the child will tell us which is the best 
way for him or her to be taught. More research needs to be con-
ducted so we can match the child to the methodology sooner. At 
the present time it is more trial and error” (2004, 18). He goes on 
to validly criticize the Deaf  critique of  implantation, stating that it 
is out of  step with larger cultural norms and that hearing parents 
are significantly impaired in their ability to be language models for 
their children in ASL since it is a language they do not know. These 
are valid points but not insurmountable obstacles. Better access to 
sign could provide parents and children a means of  communication 
no matter where they are in the CI process, reduce mothers’ stress 
and increase parent- child bonding, connect more individuals across 
communities, mitigate spoken language acquisition disparities, and 
engender more nuanced views about the role of  CIs in society and in 
the Deaf  community. This is not, like the implantation- related rheto-
ric, a plea for monolingualism but rather a position that advocates 
bilingualism in implanted children. However, it should be noted that 
I do not see bilingualism as a panacea for disparities in implanta-
tion; various other social spheres would need to be addressed. For 
example, Knoors and Marshark (2012) give a nuanced discussion of  
findings around bilingual/bicultural education, and they also cite the 
difficulty of  having hearing parents be a language model for their 
children when they themselves do not know sign language. Never-
theless, they argue, the benefits of  access to sign for deaf  children 
are myriad, especially in the sphere of  psychosocial development. In 
other words, various social changes would have to occur to address 
the complexity of  these issues, and cooperation across the divides 
over implantation would be necessary. Such an integrative approach 
to implanted children would also require change on the part of  those 
on both sides of  the debate. And while this book has focused on au-
diological practice, this approach would also need to include the ex-
treme ends of  the Deaf  critique of  implantation and would require 
the Deaf  community to be more open to individuals who use CIs, as 
well as to the parents who chose them for their children. The key to 
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the survival of  the Deaf  community is in realizing the many different 
ways one can be d/Deaf.

Critical�Alliances

One of  the first things I noticed in doing fieldwork at a CI clinic and 
with families who have an implanted child is the lack of  overlap with 
the Deaf  community. Given the history of  the fierce debates over the 
CI, this is unsurprising. This divide should be dismantled; as Bauman 
(2008) states, the division between sign language and CIs is a false 
dichotomy. Nevertheless, the empirical data from fieldwork, albeit 
from one clinic, demonstrate that it is a powerful and entrenched 
divide. And yet over the years, I have given numerous talks on this 
subject in different cities, and each time professionals who work in 
CI clinics or are educators have told me about how different their 
clinic, school, or community is from the one I studied. This indicates 
the dire need for (1) a greater understanding of  how clinics across the 
country are structured and what their therapeutic cultures look like, 
and (2) a more uniform set of  recommended practices based on such 
research, a need also highlighted by leaders in implantation (e.g., 
Sorkin 2013). Those who adhere to the Deaf  moderate critique and 
professionals and researchers in implantation may find some com-
mon ground in such endeavors.

Another critical alliance could be formed between the Deaf  com-
munity and mothers of  deaf  children with CIs. Both communities 
should pay attention to women’s stories, because, as this book has 
shown, it is the mothers of  deaf  children with CIs who must live 
out medical, clinical, and educational policies that get made. For ex-
ample, some mothers have shared with me that there are vast on-
line communities of  those with deaf  children who have CIs, and 
the women in these communities are innovative and adept at living 
in the gray areas between the dichotomous debates that play out 
in the public sphere. Their voices were not part of  this study, but 
what would happen if  the covert bilingualism that some mothers 
encourage with their implanted children was accepted and studied 
further? Given the rates of  implantation, the increasing number of  
children who have CIs, and the diminishing amounts of  resources 
going to traditional sites of  Deaf  cultural production (such as Deaf  
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residential schools), these families are some of  the emergent sites 
for Deaf  cultural production. These are the critical alliances that will 
need to be built in the future.

Families�and�Social�Structure

When a child is born today, protocols and institutions are in place 
to immediately evaluate his or her health. Mothers most likely give 
birth in a hospital system, most likely with every expectation that 
their child will be able to hear. When a child is found to be deaf, 
however, families are surrounded with a set of  anticipatory struc-
tures that funnel mothers through a set of  steps. The data show that 
if  the child meets the audiological and social criteria for a CI, he or 
she will most likely receive one. Today, more parents are choosing 
implantation for their deaf  children than ever before.

Processes of  medicalization are so pervasive that disability, and 
specifically deafness, is made in relation to technology and scientific 
knowledge. But families of  different classes or cultural backgrounds 
encounter these systems differently. Mothers are increasingly thera-
peutic laborers; as technological interventions increase, so do the 
labor demands. And in the era of  the brain, mothers understand 
their duties in neuroscientific terms. The site of  their labors has gone 
deeper into the body, down to the wiring of  the brain. It turns out 
that medicalization is not “all good,” nor is it “all bad.” Rather, it 
is ambivalent; demanding and rewarding, and with limitations and 
possibilities. However, the shape that these possibilities and limita-
tions take is influenced by social factors. This shifts the discussion 
from whether the CI is a good or a bad technology to instead exam-
ining how it is implemented and who benefits. By gaining a better 
understanding of  these processes, such as of  the structural and cul-
tural aspects of  implantation that I have described in this book, we 
may begin to more adequately address deafness in children today.
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NOTES

Introduction

 1. All names have been changed to protect the identity of  the study 
participants.
 2. The word deaf defines an audiological state, while Deaf indicates a 
cultural identity stemming from this state. Being “Deaf ” is an identity pri-
marily characterized by one’s use of  American Sign Language (ASL) and 
embodiment of  a set of  distinct cultural values (Padden and Humphries 
1990). Throughout this book, I use deaf  and Deaf  where appropriate. To 
be inclusive of  both terms, or when referring to their coexistence, I use 
“d/Deaf.”
 3. When the dialogue in this book is placed in quotation marks, it was 
taken directly from interviews and observations that were recorded on a 
digital voice recorder. However, not all interactions were recorded and di-
rectly transcribed. Sometimes I did not have permission to record. In those 
instances, I reconstruct the dialogue— without using any quotations— from 
the extensive notes I took during the interactions. Thus, if  there are no quo-
tation marks around dialogue or if  quotation marks appear only around a 
very specific phrase that I wrote down word for word, then it was taken 
from my field notes and not a recorder.
 4. There is much literature on outcome predictors in pediatric cochlear 
implantation, although results are still variable. Nevertheless, my focus is 
on the parents’ experience of  this unpredictability because implantation is 
not equivalent with immediate spoken language acquisition.
 5. Disability is a broad and wide- ranging category and thus an umbrella 
term. According to the World Health Organization (WHO), disability is a 
complex social and embodied phenomenon, one of  whose characteristics is 
that activities of  daily life are limited (WHO 2014). The WHO categorizes 
deafness as a “sensory disability,” as does the Americans with Disabilities 
Act (ADA 1990) and the United Nations Convention on the Rights of  Per-
sons with Disabilities.
 6. For some examples of  works that outline the Deaf  cultural perspec-
tive and critique of  culture, see Bauman’s (2008) edited collection showcas-
ing work in Deaf  studies, Bragg’s edited collection (2001), the now classic 
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texts by Padden and Humphries (1990) and Lane (1989), and Ladd’s deeply 
theoretical work (2003).
 7. Campbell (2009) also provides an excellent critical analysis of  the 
marketing of  cochlear implants to families in a chapter of  her book Con-
tours of  Ableism. 
 8. Many studies of  decision making have been undertaken, including 
Nikolopoulos et al. (2001), Christiansen and Leigh (2002), Li, Bain, and 
Steinberg (2004), and Okubo, Takahashi, and Kai (2008). Christiansen and 
Leigh’s (2002) excellent book Cochlear Implants in Children: Ethics and Choices 
is based on interviews with parents about numerous other aspects related 
to pediatric implantation, such as decision making, variability in outcomes, 
language development, and education.
 9. See Callon, Law, and Rip (1986), Kuhn (1996), Latour (1988), Sismon-
do (2008), Law and Mol (2002), and Winner (1980) for examples.
 10. The larger questions then are these: Given the medical technologies 
available to us today, to what extent should we use them to make our chil-
dren mirror the norms of  society? Should we embrace differences, includ-
ing disabilities, or “correct” them? In his edited collection Surgically Shaping 
Children, Erik Parens (2008) brings together scholars from a variety of  fields, 
including disability studies scholars, bioethicists, parents, and people with 
disabilities. What emerges from this collection of  essays is the idea that 
once the scholars examine each individual condition in depth, their judg-
ments about whether to medically intervene vary for complex reasons. Cer-
tainly, we have only begun to encounter and consider the ethical problems 
and social implications of  powerful medical technologies, and it is outside 
the scope of  this book to try and resolve them. However, I follow Parens’s 
(2008) strategy of  going about this task of  thinking through the larger ques-
tions by narrowing the scope. In this way, by examining the specific tech-
nology of  CIs, the specific condition of  deafness, and the interactions and 
practices taking place in a CI clinic between professionals and parents, we 
can perhaps chip away at these larger questions.
 11. A number of  other issues, such as deinstitutionalization, community 
participation and integration, education, work, transportation, and hous-
ing, emerged from the Independent Living Movement, as did a general 
demand for less stigmatizing social attitudes (Shapiro 1994). As a result of  
this movement, the field of  disability studies emerged and focused on the 
political aspects of  disability in the 1970s in both the United States and the 
United Kingdom (which also currently has an active disability rights agenda 
and movement). See the National Council on Independent Living website 
at http://www.ncil.org for a detailed history and philosophy of  the move-
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ment and its social justice work, especially around deinstitutionalization. 
Also, see the grassroots U.S. organization ADAPT (http://www.adapt.org).
 12. These ideas have been articulated across disciplines, such as in social 
science, memoirs, women’s studies/feminist theory, and disability studies. A 
brief  sample here from these disciplines includes Clare (1999), Linton (2007, 
1998), Mairs (1997), Saxton (2000), Wood (2014), Kafer (2013), L. Davis (2013), 
Hall (2011), Barton (1996), Corker and French (1999), and Oliver (2013, 1990).
 13. This separation of  deafness and disability and the articulation of  a 
Deaf- specific model can be seen in texts such as Lane (2005), Eckert (2010), 
Hauser et al. (2010), Reagan (2002), and Ladd (2003).
 14. While I do not take up a neurodiversity approach explicitly in this 
book, it could nevertheless be extremely relevant in future discussions of  
implantation since, as I detail in chapter 4, the brain is the primary site of  
“work” in implantation. See Harmon (2004), Savarese and Savarese (2009), 
and Sinclair (1993) for further reading.
 15. There is much scholarship on the intersections of  medical or tech-
nological capabilities and the implications for disability, for example, Roth-
man (1993), Saxton (2000), Colligan (2004), Rapp (2010, 2000), Landsman 
(2008), Moser (2006), Parens (2008, 2000), Parens and Asch (2000), and 
Scully (2008).
 16. Increasingly, scholarship in disability studies is taking on the limita-
tions of  the social model (e.g., Shakespeare and Watson 2001; Shakespeare 
2006; Siebers 2008; Kafer 2013).
 17. Shakespeare and Watson (2001) critiqued the social model for be-
ing too naive. Shakespeare (2006) later developed what he calls a “critical 
realist” model of  disability, while Siebers (2008) developed the concept of  
“complex embodiment.” Both of  these models tried to integrate the re-
alities of  embodiment and give the body some role in the experience of  
disability. While the social model has been profoundly important, Shake-
speare’s critical realist model is more resonant for me, where “impairment 
is not the end of  the world, tragic and pathological. But neither is it irrele-
vant, or just another difference” (2006, 62). The social model tends to deny 
embodiment to the point where if  you study aspects related to medicine, 
then your work would be relegated to the medical model. There were some 
unintended consequences in disability studies because of  this split between 
the two models: (1) the realm of  the medical was somehow construed as not 
social, and (2) like early feminist theory, the focus on political struggles was 
predicated on theorizing the body away. Perhaps alarmingly to some, I have 
focused on medicine in this book, considered parents’ accounts of  their 
child’s marked body, and investigated what it means to care for them. I want 
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to understand disability by turning a sociological and ethnographic eye to 
bodies and their caregivers in clinic and home and to the very practices that 
are widely viewed as “medical.” I am not advocating that medicine should 
be used to alter individual bodies but rather pointing out that (1) there is 
a difference between situating bodies as deterministic and acknowledging 
them as influential, and (2) the medical and scientific realm is social.
 18. An excellent edited collection on the topic is Lewiecki- Wilson and 
Cellio’s (2011) book Disability and Mothering.
 19. Fjord’s comparative study of  CI clinics (1999 and 2001) showed how 
the scripts around implantation included the brain and are organized differ-
ently in different cultural contexts, providing useful cross- cultural models 
for understanding how implantation practices differ across the world. Such 
studies deserve greater attention and development.
 20. See Moeller (2000), Belzner and Seal (2009), Chang et al. (2010), 
Stern et al. (2005), Conger, Conger, and Martin (2010), and Yoshinaga- Itano 
(2003b) for further reading.
 21. I want to draw attention here to the difficulty of  doing ethnographic 
fieldwork in a clinical setting. Sociologists Anspach and Mizrachi argue that 
medical ethnographers push the ethical limits of  ethnography and note that 
the relationship between the academic fields of  medicine and sociology is 
antagonistic, asserting that sociologists are “perennial irritants to those we 
study” (2006, 714). The well- known medical sociologist and ethnographer 
Charles Bosk also writes that “we betray our subjects twice: first, when we 
manipulate our relationship with subjects to generate data and then again 
when we retire to our desks to transform experience to text” (2001, 206).

1.�A�Diagnosis�of �Deafness

 1. Hearing aids are generally not covered by insurance, but as I will 
discuss later, CIs are. According to the American Speech- Language- Hearing 
Association, hearing aids are sometimes covered by private health plans but 
not usually in full. They are, however, often covered for children through 
Early Intervention programs. There are also tax credits available for them. 
In general, hearing aids are not covered, although audiologic testing and 
evaluation for them is. For more information, see http://www.asha.org/
public/hearing/Health-Insurance-Coverage-for-Hearing-Aids.
 2. I also want to acknowledge Kathryn P. Meadow’s early sociological 
work (1968) on this topic where she also showed that deafness was “invisi-
ble” until much later in the child’s life and described the effects that this had 
on parents.
 3. At the request of  Margaret, a digital voice recorder was not used 
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during interactions with her. Therefore, all of  the reported dialogue with 
this subject was taken from the extensive notes I took during our conver-
sations and not directly from recordings. Any errors in reporting what was 
said are my own.

2.�Early�Intervention

 1. In a status report for the state of  Connecticut, almost 80 percent of  
children diagnosed with a hearing loss through NBHS were subsequently 
enrolled in EI services (Honigfeld, Balch, and Gionet 2011). New York State 
(NYS) specific data are thus far unavailable. However, the NYS Department 
of  Health released a report stating that with CDC funding they will now 
begin to collect data: “This will be the first time that NYS has collected 
individualized data on newborn hearing screening results as well as results 
on follow- up for those infants who do not pass their newborn screening. 
Both the EHDI information system and the early intervention system con-
tain fields that will facilitate linkage and allow analysis to decrease the loss 
of  follow- up of  infants with suspected hearing loss” (NYS Department of  
Health Division of  Family Health Bureau of  Early Intervention 2013).
 2. In the late nineteenth century, Alexander Graham Bell pioneered al-
ternative methods of  education that focused on teaching the deaf  to hear 
and speak. Today, the Alexander Graham Bell Association (AGB) is the pre-
eminent national organization for people interested in the oral education 
of  the deaf. AGB has numerous local chapters in each state, providing re-
sources, conferences, and social networks. See their website, http://www 
.listeningandspokenlanguage.org, for more information.
 3. Parents also spoke of  extensively using online groups. One of  the 
most popular listservs, with thousands of  members, is the Yahoo group 
called CI Circle. Other websites, like http://www.mymagicfairy.com and 
http://www.cochlearimplantonline.com, are also popular. There are also 
numerous Facebook groups for parents of  children with CIs.

3.�Candidates�for�Implantation

 1. The minimum income reported by families in my study is $60,000 a 
year, and the maximum income reported is $120,000 a year.
 2. Based on data available, white children from higher SES backgrounds 
who are approximately twelve months of  age are implanted at the highest 
rate. Conversely, EI demographics (across all disabilities) indicate exactly 
the opposite trend. There is an “overrepresentation of  low- income children 
among EI recipients” in general (NEILS Report 2007, 2– 6).
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 3. Parents and audiologists often talk about auditory memory in a way 
that suggests that a child who once had hearing and processed informa-
tion auditorially would retain this ability despite hearing loss, and be better 
equipped to “decode” the signals the CI provides.
 4. Receiving implants in both ears is called bilateral implantation. This 
practice is becoming increasingly common, especially as bilateral implanta-
tion has been documented to produce better spoken language results (e.g., 
Lovett et al. 2010; Tait et al. 2010; Boons et al. 2012).
 5. This lack of  evidence- based or outcomes data– based practice should 
clearly be questioned and critiqued. Part of  the work here then is to show 
what practices are being undertaken, how they are being undertaken, and 
to what extent claims are made even in the context of  “highly variable” and 
unknown outcomes.

4.�The�Neural�Project

 1. So, is this where deafness can be “found”? Feminist theory has long 
grappled with such questions of  whether difference is biologically located. 
In her work on feminist inquiry and neurobiology, Elizabeth Wilson asserts 
that feminist scholarship— in further parallel with disability studies— “relies 
on theories of  social construction; in defiance of  biological models” (2004, 
13). I contend, like Wilson suggests of  feminist theory, that disability and 
Deaf  studies can be “deeply and happily complicit with biological expla-
nation” (Wilson 2004, 14). We should be open to neurobiological data in 
particular, which “need not be at the expense of  critical innovation or po-
litical efficacy” (Wilson 2004, 16). Neurological discourse is so prominent 
in this study— brains, neurons, neural pathways, circuitry— and it raises the 
specter of  how social organization flows from our understandings of  and 
narratives about the neurobiological, just as much as our socialization and 
politics influence our understandings of  biology.
 2. NRT refers to “Neural Response Telemetry,” a method of  testing 
that electrical signals are reaching the auditory nerve.
 3. Interestingly here, the CI does not only hold maps, but in a sense it 
also spatially maps the contexts the users enter. A square room bounces fre-
quencies in certain ways, a round room in another. It is a dynamic between 
the body, prosthesis, and space.
 4. They also often get creative in getting around some of  the CI’s limi-
tations, namely, that it cannot get wet. Many parents mentioned popular 
YouTube videos that taught them how to use vacuum sealers meant for 
food storage as a means of  encasing the CI in airtight plastic so that a child 
could wear it while swimming.
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 5. Throughout this manuscript, participants use the term oral, which 
in this context refers specifically to spoken language; that is, the oral in-
formation refers to spoken language input and output. The use of  oral 
in this manner is consistent with a long- established language about “oral 
education” of  the deaf, which refers to an approach to communicating with 
deaf  children exclusively through speech (Baynton 1998). Thus, children are 
labeled as “oral” if  they use speech or are in a speech- centered program. 
This term is often paired with auditory (i.e., “auditory/oral”), which refers 
to the aural aspects in this educational and communicative approach.
 6. Auditory processing disorders can occur in children with normal 
hearing abilities and be treated through auditory training. See the American 
Speech- Language- Hearing Association at http://www.asha.org.
 7. These “failures” are difficult to access; they may not be in the clinic 
for regular mapping and were not referred to me, nor would they be im-
mediately identifiable (interventions take years to assess). This points to a 
hidden population in need of  being understood more deeply.
 8. The Ling- 6 sounds “represent various different speech sounds from 
low to high pitch (frequency).” According to the Cochlear Americas web-
site, they help to test your child’s hearing and check that they “have ac-
cess to the full range of  speech sounds necessary for learning language” 
(cochlear.com).
 9. Hyde and Punch (2011) also found that mothers used sign “unofficial-
ly” with their implanted child both for the practical reasons of  enhancing 
communication and the social reasons of  introducing their children to the 
Deaf  community and giving them the opportunity to develop a Deaf  iden-
tity even though they were implanted.
 10. The use of  sign in the home does not necessarily mean they had 
mastered sign language. I never observed anyone signing with a child, so I 
am unable to comment on the level of  fluency they had. However, I want 
to draw a careful distinction here between knowing ASL and knowing a few 
signs that can be used for a limited number of  specific concepts.
 11. Focusing strictly on neurobiological characteristics to predict CI out-
comes would be a mistake; as I have shown repeatedly throughout this 
book, social factors may be far more predictive than neurobiological ones.

5.�Sound�in�School

 1. In some cases, deaf  children at residential schools were punished for 
using sign language both in and out of  the classroom. For striking personal 
accounts of  this, see Cyrus et al. (2005) and Oliva (2004). For a more his-
torical account, see Lane (1989) and Longmore (2003). Wrigley (1997), Lane 

      

http://cochlear.com
http://www.asha.org


186� NOTES�TO�CHAPTER�5

(1995), and especially Baynton (1998) also show how Deaf  persons and their 
“natural language” came to be seen as similar to the massive waves of  im-
migrants entering the country at the time, a notion that linked the projects 
of  colonialism and the marginalization of  deaf  persons.
 2. See Jones and Ewing (2002) for an overview of  deaf  education pro-
grams in the United States.

Conclusion

 1. Not all professionals in implantation overstate the CI’s capabilities. 
For example, Hyde and Power (2006) caution overstating the device’s ca-
pabilities and clarify that the CI does not make a deaf  person becoming 
hearing. Furthermore, they also acknowledge the effects that rising rates of  
implantation will have on the Deaf  community and point to the possibilities 
of  having it “both ways”— that is, being able to communicate with both 
hearing and deaf  persons— if  one is implanted.
 2. Ethical and bioethical consequences have most recently been astute-
ly articulated by Teresa Blankmeyer Burke (2006) and Jackie Leach Scully 
(2008). But others (e.g., Sparrow 2005; Hintermair and Albertini 2005; Lane 
and Bahan 1998; Ladd and Lane 2013) have also explored the ethical and 
political questions regarding Deaf  communities that changing technologies 
raise. Meanwhile, Mills (2012) outlines Chorost’s (2006) vision of  a more 
transhumanist, deaf  futurism, and Friedner (2010) and Friedner and Helm-
reich (2012) speak to the possibilities for new d/Deaf  biosocialities that are 
possible vis- à- vis implantation.
 3. More recently, studies have shown the results of  model bilingual pro-
grams and put forward new models for seeing deaf  children in the context 
of  families (e.g., Snoddon and Underwood 2014; Snoddon 2012).
 4. Thanks to Harilyn Rousso for her helpful discussion with me on this 
question and for the tremendous memoir (2013) that sparked my questions 
on this topic.
 5. Some research, such as that of  Lin et al. (2007), is working toward 
building assessment tools and scales for measuring spoken language. Geers 
(2006) and Geers et al. (2011) have also conducted extensive research on the 
topic, but implantation is still relatively new.
 6. Some teams of  Deaf  researchers are already making headway in 
such important work that advocates for more inclusive policies to reduce 
harm to deaf  children (e.g., Humphries et al. 2012).
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