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Introduction 

The Process of Deep Brain Stimulation 

  

Drew, a 59-year-old Essential Tremor (ET) patient I interviewed, launched into a story 

before I had even had time to introduce myself.1 Loquacious and expressive, his eyes sparkled to 

have an audience. He also gesticulated as he talked, a habit which served to emphasize just how 

steady and tremor-free his hands had become as a result of the Deep Brain Stimulation (DBS) 

surgery. Drew excitedly explained to me that he was starting a new job at Lowe’s the next day, 

going back to work for the first time in several years. He described filling out the application and 

going to an interview, and dissected the differences between Lowe’s and Home Depot in terms 

of wood quality and customer service. While Drew planned to remain on Social Security 

Disability Insurance (SSDI) and only work part time for now, he smiled broadly when describing 

his renewed ability to engage with his life-long passion of carpentry post-surgery. 

 Drew’s journey to this point, however, involved not just a surgical procedure but also 

months of work and a series of decisions with uncertain and variable outcomes. Throughout their 

encounters with patients, the neurologist and neurosurgeon I observed repeatedly emphasized 

that DBS is “a process… not a magic bullet.” In order to even be eligible for the procedure, a 

patient needs to be referred to the DBS clinic by a physician, attend appointments with each of 

the eight or so providers in the DBS team, and be assessed as a “good candidate” for the surgery. 

Meanwhile, the DBS “surgery” is itself comprised of three different procedures: the placement of 

four screws in the patient’s skull to stabilize a platform to guide the placement of the DBS 

                                                      
1 All names have been changed to protect the anonymity of my interlocutors. 
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device, the placement and implantation of the device in the optimal location, and the insertion of 

the battery powering the device into the patient’s chest. 

 From there, in order for DBS to be therapeutically useful, the patient must collaborate 

with the neurologist over as many as six or seven months after the surgery to properly program 

the device and optimize it for the patient’s individual symptoms. Maintenance of the device 

continues for the rest of the patient’s life, as the battery runs out and needs to be replaced every 

three to five years depending on the settings. Over the extensive course of pre-operation 

consultations through post-operation recovery, the lives of DBS patients come in many ways to 

be defined as much by their treatment as by their illness. These specific examples represent just 

some of the facets of DBS the two physicians were referring to when cautioning patients 

interested in the procedure, as well as reminding those post-surgery, that “[DBS is] not an 

overnight thing, it’s not miraculous. It’s a process [of] several months. It’s a process.” 

 Just as the actuality of DBS surgery encompasses a broader-reaching set of experiences, 

each of these aforementioned steps includes one of many complex decisions making up the 

resolution to undergo DBS. Pre-surgery, patients and providers form expectations and goals for 

success and recovery, contending with high levels of uncertainty about to the actual outcome. 

They also need to decide whether to conduct the procedure unilaterally (on one side of the brain) 

or bilaterally (both sides) and which brain area they should target, choices which can effectively 

double the risks as well as benefits of the procedure. During the operation itself, physicians 

decide exactly where in the brain the DBS device should be placed, while afterwards they make 

choices about the device’s settings and side effects. Rather than a singular decision marked by 

the signing of a consent form, DBS decision making emerges as a multilayered and variable 

process requiring new evaluations at every point in the clinical process. 



 6 

Throughout the pages that follow, I engage in close linguistic analysis of how these 

decisions are made, particularly as it relates to the results and realities of physician authority. 

Broadly speaking, patient perspectives and autonomy share space with clinician paternalism and 

expertise in medical decision making. In the DBS clinic, decisions overwhelmingly occurred 

through dialogue and discourse, with constant negotiation between patients and physicians. Yet 

clinical communication proved not only central to DBS but understandably messy and 

contingent, one of the most critical pieces separating the hierarchical reality of the clinic from the 

ideal of an equal patient-physician partnership. The plurality of perspectives involved invariably 

led to conflict and disagreement, with the societal clout of biomedicine helping to promote 

physicians’ opinions while limiting the impact and influence of patients’. 

More specifically, I attempt to raise questions about the disconnect between the bases of 

physicians’ influence and the decision-making criteria they use in practice. Though deriving their 

authority in large part from widespread assumptions of their expertise and experience, 

knowledge and neutrality, I also saw doctors judge situations on the basis of arbitrary or 

subjective values while simultaneously acting as gatekeepers for patient autonomy. Furthermore, 

in each chapter I explore evidence for multiplicity and positionality in illness, destabilizing 

justifications for the primacy of medical authority and thus medical authority itself. Overall, my 

ethnographic data highlights the erasure of patient perspectives alongside the instability of 

physician authority, raising serious theoretical and practical concerns about the prioritization of 

physician opinions in neurological decision making. 

  

II. The Science Behind DBS 
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 Before considering more ethnographic material, this section will provide a brief 

explanatory overview of DBS neurosurgery to make subsequent discussions more intelligible to 

a broader audience. In short, the general objective of DBS is to use external electrical current to 

influence the pathological firing of neurons in the brain and thus ameliorate adverse symptoms.2 

The current is delivered through stimulating electrodes, which are surgically placed in brain in 

areas deemed relevant to the disorder being treated. The current can then be controlled using a 

handheld remote which, once properly programmed, lets the patient adjust the levels of the 

implanted device at will. DBS is currently used primarily for patients with intractable epilepsy 

and movement disorders, as well as selectively for those with severe major depression, chronic 

pain, and Obsessive Compulsive Disorder.  

The DBS clinic I worked with specialized in surgical treatment for movement disorders, a 

broad category of diseases characterized by “abnormal” or “pathological” movement. One well-

known example is Parkinson’s Disease (PD), which manifests as tremors, muscle rigidity, poor 

posture, and coordination problems, among other physical signs. The symptoms of PD are 

currently understood to be related to the degeneration of neurons in the substantia nigra, an area 

of the brain central for controlling and coordinating movement. These neurons produce a 

neurotransmitter called dopamine, which they use to communicate with different brain areas and 

eventually cause motion; when they no longer produce dopamine properly, a variety of 

Parkinsonian symptoms can result. By the time movement disorder patients consider DBS, they 

have invariably spent years managing one of these disabling illnesses through pharmaceutical 

interventions, such as dopamine precursors like levodopa. As one patient described it, “I can’t 

                                                      
2 The exact mechanisms of this process remain unclear and hypotheses vary, but a more 

comprehensive discussion is outside the scope of this project. 
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get no more [medications] so [my neurologist] said the next step is surgery.” As hinted at above, 

however, while patients were frequently “100%” and “good to go” with the procedure, the 

clinicians rarely considered DBS a straightforward “next step” for any patient. 

 

III. Social Sciences Literature on Decision Making 

 Much of the existing literature on medical decision making comes from bioethics, 

exploring a longstanding as well as “current concern with the boundaries of responsibility, care, 

and authority in Western medicine” (Kaufman 338:1988). Imperatives of autonomy play a 

critical role in traditional conversations about the consent and choice of lay patients, ideally 

requiring physicians to provide sufficient information with which patients can make their own 

decisions (Young 1999). In practice, however, considerations of physician expertise frequently 

prevail, whether explicitly or implicitly, in tension with the idealized view of “shared decision 

making” as “the future of medicine” (Moynihan 2013). Such tensions between physician 

expertise and patient independence are only further exacerbated by complications such as 

increased physician specialization, inter-physician disagreement, and definitions of competence, 

which I develop further in later chapters. 

Meanwhile, core anthropological and science studies concepts help complicate these 

assumptions about rational and objective knowledge creation, and the attendant authority it 

garners. Arthur Kleinman’s understanding of “illness narratives” emphasizes the value of 

listening to patients as well as of validating patient experiences as on par with biomedical and 

scientific portrayals in terms of lived experience (1988). Science understood as another “view 

from somewhere” similarly helps to level the assumed hierarchy of “truth” claims between 

patients and physicians, acknowledging that both bring particular perspectives to their 
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evaluations and choices (Haraway 1988). More recent social science critiques of current clinical 

decision-making processes include, for example, the concern that “evidence-based medicine” 

fails to take a sufficiently holistic approach and account for social and psychological factors, and 

thus wrongly assumes a universally and “clear[ly]” “appropriate course of action” (Bluhm 

136:2009). I expand on these discourses, offering further evidence for the integral role of 

positionality and subjective criteria in neurosurgical decision making alongside new examples of 

its manifestations and repercussions for the treatment of movement disorders and for physician 

authority. 

 

IV. The Hospital as Ethnographic Field 

The idea for this project emerged after I attended a lecture on the ethics of 

neurotechnology given by Dr. Arif, the neurosurgeon who ran the local DBS clinic. Listening to 

him speak on the high levels of variability in the outcomes of DBS, I was intrigued by the 

implications for decision making surrounding the procedure. After discussing his work more, I 

arranged to spend the summer conducting observations and interviews within the clinic, which 

he co-ran with the neurologist Dr. Bahri. Dr. Arif, an M.D./Ph.D., also headed a neuroscience 

laboratory at the hospital, and I became in many ways embedded within that team of four 

graduate and undergraduate students and two post-doctoral researchers. 

The DBS clinic itself was housed in the primary medical center of a medium-sized city in 

New England. The hospital, which I will call New England State Hospital (NESH) for the sake 

of clinician anonymity, serves patients from across its state. For the surgical treatment of patients 

with movement disorders, NESH boasts a well-known interdisciplinary team of scientists, 

physicians, and other clinic staff involved in the patient’s assessment and treatment who provide 
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a “holistic approach” to DBS care (NESH website 2017). This team includes not only a 

neurologist and neurosurgeon but also a speech pathologist, a neuropsychologist, a swallow 

specialist, and a physical therapist, who made treatment decisions in varying degrees of 

collaboration with patients and their families.  

 

V. Methods 

The data I present here and in the subsequent chapters came from three months of 

ethnographic fieldwork in the NESH DBS clinic. The majority of my data collection involved 

observing patients and providers, from the consultation rooms to the operating room, the waiting 

room to the break room. The monthly “clinic day” formed one major site for my observations, as 

referred patients would come to the neurosurgery department to meet with each of the six or so 

DBS team members who evaluated the patient’s eligibility for DBS. The patient coordinator 

would choose a patient she thought would be amenable to my project and, after obtaining their 

consent, I would shadow them for the day. I also attended multiple “roundtable” discussions, 

where after each clinic day the staff discussed their appointments with and opinions of each 

patient in detail. 

Much of my conversation with patients, meanwhile, happened in the periods between 

their appointments. Frequently they would have appointments scheduled for an hour that lasted 

about half that time, and I tried to liven the extensive waiting with my questions. I also 

conducted semi-structured interviews with six patients after the procedure. Despite my initial 

doubts, I never had a patient refuse to speak with me or refuse to let me observe them. Many 

were incredibly open, telling me about such intimate topics as their mental illness or allowing me 

to witness doctor consultations about memory loss and incontinence. 
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 However, my project also has substantial limitations, primarily given the time, access, 

and resource restrictions on my research as an undergraduate. Perhaps most notably, my study 

was conducted over just three months, though involving a little over twenty patients. Hospital 

requirements further affected my interactions with patients and providers. For example, as a 

result of the hospital’s rules on confidentiality and contact, I was unable to visit patients in their 

homes or even follow up with them outside of the clinic, limited instead to single sessions with 

each individual. Building rapport over such a short time-span proved difficult, particularly in the 

interviews. Because NESH uses a standardized consent form, I presented each potential 

interlocutor with a six-page document including information on recourse from physical injury, 

invariably invoking suspicion about what I said would simply be a conversation.  

Meanwhile, though integration into Dr. Arif’s team gave me access to patients, it also 

undeniably colored the way patients viewed my role as a researcher and ultimately my results. 

The post-surgery patients interviewed also represent a somewhat skewed population, given that 

they were returning to the clinic to participate in paid research for the neurosurgeon’s lab. 

Diagnostically, I focus my analysis on patients with PD and ET, the two most common 

movement disorders I saw during my time in the clinic; however, patients also arrived at the 

NESH DBS clinic with post-polio tremor, epilepsy, and other diseases which impaired motor 

functioning in some way related to the brain regions approved to be targeted by the procedure. 

Finally, my arguments are as well informed and indeed circumscribed by my own positionality 

as young and white, college-educated and upper/middle-class, queer and female-bodied. 

 

VI. The NESH Patient Population 
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Demographically, the patients I observed during my field work came from primarily 

working class backgrounds, with limited geographic mobility and formal education. Most of the 

patients described being on “disability,” by which they meant they were receiving SSDI benefits 

from the government because of their inability to work. Their former jobs included carpentry, 

house painting, and automobile manufacturing. One younger patient who was still employed 

served as a chef at an educational institution while another worked at a deli. Though I could not 

find quantitative demographic data about NESH’s patients, almost all of the patients I talked to 

were also receiving their health insurance through the federal government as a result of disability 

or their age or both. Only one patient told me they had graduated college, though most received a 

General Education Development (GED) degree. 

In addition, the majority of the patients I observed had lived their whole lives within the 

state, “born and bred.” When one couple living over state lines drove about three hours to come 

to NESH, Dr. Arif expressed curiosity.  “They have a DBS program [where you are from],” he 

added. This woman was the only patient I met to come to NESH from out of state, and her 

husband was originally from the community. Based on anecdotes and side comments from clinic 

staff, I understood NESH to be the somewhat smaller and less prestigious counterpart of 

Massachusetts General Hospital in Boston, which physicians assumed patients went to if they 

could afford to travel and were educated enough to want to. Furthermore, most of the patients I 

worked with were white, middle-aged men and women; given the racial homogeneity of my 

sample, I will ultimately say little about race in the following chapters, despite its importance to 

lived experiences in the United States. Males predominated, aligning with data that shows PD to 

be more prevalent among men, but I spoke with female patients too. Together, their narratives 
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and conversations form the central core of my data, augmented by physician perspectives 

coupled with the social sciences literature. 

 

VII. Chapter Summaries 

 I begin my argument by exploring the ways in which patient and provider understandings 

of temporality both shape and are shaped by their understandings of the movement disorder 

illness experience. Biomedical depictions of long-term symptomological progress intertwine 

with patient descriptions of fluctuations on the order of minutes and hours. Conflicting accounts 

of diagnostic development, meanwhile, lead to erasure of patient experiences in favor of 

physician accounts. These interactions offer insight into the importance of temporality to the 

illness narratives of patients and physicians, as well as the ways in which illness experiences 

prove fluid and multiple. 

 From there, I consider disagreement and discord between physicians, whose position as 

peers with comparable authority and expertise place unique pressure on the idea of organic 

medical knowledge as singular and objective. The dialogue in the operating room in particular, 

responding to ambiguities during surgery, illuminates what "scientific" and "evidence-based" 

decision making means in medical practice. Such negotiation helps reveal not only instances of 

instability and uncertainty in biomedicine but also the way in which physicians responded to, and 

were comfortable with, that reality. 

 The third chapter returns to patient-physician interactions, focusing on the ways in which 

doctors circumscribe patient participation the decision-making process. I consider physicians’ 

assumptions of patient incompetence as well as their use of subjective criteria involving social 

and economic valuation of deservingness when determining eligibility for DBS. Overall, I 
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conclude by considering the outcomes of the surgery alongside the process of learning to live 

with DBS, raising future questions for research on the role of patient perspectives and clinical 

authority in neurosurgical decision making. 
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Chapter 1 

Movement Disorder Times 

 

Sitting in the waiting room of the neurology wing, I made small talk with the patient I 

would be shadowing. Joanne is a small woman, fit and energetic in her mid-70s. She also has a 

severe head tremor, which she manages with dignity alongside some theatrics and salty 

language. When I asked her questions about her symptoms, she threw her hands up in the air in 

frustration and mimicked herself shaking all over her body. It’s a daily annoyance, she sighed.3 I 

have to time my medications perfectly, and then time everything I do to my medications. 

Like many late-stage Parkinson’s Disease (PD) patients, Joanne takes doses of 

carbidopa/levodopa medications for her tremors every four hours exactly.4 Once ingested, the 

pills take roughly an hour to “kick in,” as Joanne described it, and if she forgets or is slow to take 

her next dose her symptoms will return full force. Then, after another three hours “on the dot,” 

she starts “getting dyskinesia” or impaired voluntary movement again, experiencing the 

uncontrollable muscle spasms that characterize her form of PD. And while she adheres to this 

strict medication timetable using a reminder timer on her phone, an external clock is in some 

ways unnecessary; after all, “I can tell the time by my feet!” she exclaimed. 

For Joanne and other movement disorder patients, understandings of time and 

experiences of illness intertwine so completely as to co-produce one another. Here, the routines 

                                                      
3 I use quotation marks to designate direct quotes while I identify paraphrased comments by 

attributing them to their source but without quotation marks. 
4 Carbidopa and levodopa are the chemical precursors of the neurotransmitter dopamine, which 

PD patients lack because of the degeneration of dopamine-producing neurons in the movement 

areas of their brains. Ingesting these chemicals helps to return dopamine amounts to a more 

“normal” level and thus alleviate Parkinsonian symptoms. 
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of pharmaceutical treatment inscribe patient lives with distinct temporal patterns. Time passes 

for Joanne when her reminder timer rings, determining the point at which her pills are taken, her 

clock is reset, and her symptoms abate. She can also “tell the time” by her feet, making the 

recurrent increase and decrease of her symptoms integral to her understanding of the passage of 

time. Yet these temporal windows in turn shape that same illness experience; a patient’s 

descriptions of their symptoms on an hourly basis will look, sound, and feel quite different from 

an analysis over months and years, or over minutes. Joanne described experiencing her illness, 

and indeed daily life, through the discrete four-hour increments of time created by her 

medication schedule, exemplifying the feedback loop between illness experience and chronicity 

and illness again. 

While past anthropological research has often considered temporality’s role in making 

illness experiences “plural, changing, and uncertain,” the plurality and fluidity of time itself 

remains underexplored (Kleinman 2001:16). When coining the concept of an illness narrative, 

Arthur Kleinman discussed the ways in which the "long oscillating course of a chronic disorder" 

transforms an illness from a disconnected series of events into an interconnected life-long 

account (1988:7). This leaves open, though, questions of how that long-term time course is itself 

created by chronic illness, as well as how to respond to its potential clashes and incompatibilities 

with the mundane or the daily.  

This chapter’s discussion of time was inspired in part by the work of Kelly Ray Knight, 

who writes about the “multiple temporalities” at play in the lives of women who are pregnant, 

addicted, and poor (2015:70). Knight describes the lives of these women as governed by 

competing organizations or medical conditions, each making up their own “time zones”; for 

example, the need to satisfy their drug cravings operates on a daily time scale while the need to 
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be clean by the end of their pregnancy gives them a nine-month window (2015:8). I am 

interested here in what happens when understandings of illness in the hospital context, co-written 

by patient and physician, are analyzed with a focus on the multiple temporalities implicitly at 

work. Time in my fieldwork proved likewise flexible and malleable rather than universal – 

perhaps something closer to “times” – while creating conflicting perspectives on what is 

ostensibly the same disease. 

In the pages that follow, I consider the interactions between temporality and illness in the 

symptomology and diagnosis of movement disorders. When describing both of these subjects, 

physicians talked of progression over the course of years while patients emphasized shorter-term 

fluctuations or changes. Through such divergent views, time comes to comprise a critical 

component in the make-up of positionality. At the same time, the movement disorders I studied 

emerged as experiences in flux rather than fixed and singular entities, seen through those distinct 

yet overlapping temporal frames. Furthermore, conflicting narratives arose in certain cases when 

this multiplicity of times was applied to a single experience, specifically manifesting as a tension 

between the temporal frames (and differential authorities) of physicians and patients in which 

biomedical views ultimately won out. In sum, the chapter focuses in on moments where patient 

descriptions, defined by the cyclical rhythms of daily life, coexist as well as conflict with long-

term biomedical narratives of stable symptomologies and diagnostic progression. 

 

II. Symptom Times and Symptom Trajectories 

The symptoms of PD and Essential Tremor (ET), the two most common movement 

disorders I encountered, were measured by patients and physicians on a wide spectrum of 

temporal increments. Physicians commonly see their PD and ET patients every few months, 
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gauging their decline on the order of fractions of years. The biomedical literature they read 

primarily describes patients in broad, long-term strokes as they present for clinical trials lasting 

months to years to decades. On the other extreme, patients consistently accentuated the 

fluctuations that their bodies undergo over the course of hours and even minutes, affected by and 

affecting the activities they are able to engage in. The temporal scales applied by medical 

practitioners and patients shape and mold their individual understandings of PD and ET illness 

experiences. 

i. Parkinson’s as “Progressive” 

The biomedical, or biomedically-derived, literature presents descriptions of PD 

symptoms as necessarily and characteristically “progressive.” The Parkinson’s Disease 

Foundation (PDF) website opens its explanation of “what is Parkinson’s Disease?” with the 

description “[PD] is a chronic and progressive movement disorder, meaning that symptoms 

continue and worsen over time” (2017). Other websites offer almost identical descriptions, e.g. 

“Parkinson's disease is a progressive disorder of the nervous system that affects movement. It 

develops gradually, sometimes starting with a barely noticeable tremor in just one hand… 

Parkinson's disease symptoms worsen as your condition progresses over time” (Mayo Clinic 

Staff 2017). The epithet “progressive” appears alongside the disease label wherever PD is 

mentioned, in biomedical journals and clinic conversations as well as explanatory websites and 

pamphlets geared towards patients (see Dhall & Kreitzman 2016). 

The ever-present use of this label fashions a particular narrative arc for the 

symptomology of the disease, placing the patient on a clear path towards declining health. The 

authors here equate progress with “worsening” and degeneration. The fact that, as with many 

chronic illnesses, no cure exists for PD adds another layer of inevitability to this trajectory of 
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decline. While the interventions provided to patients help “manage the symptoms of the disease,” 

the disease itself continues unabated (PDF 2017). The neurosurgeon Dr. Arif put it bluntly when, 

in a conversation with a patient, he told them point-blank that even with pharmaceutical or 

surgical treatment “the disease continues to progress.” Conceptions of disease “management” in 

PD and ET closely mirror Joseph Dumit’s chronic disease paradigm where biomedicine views 

patients as “‘inherently ill’” (2002:125). Movement disorder patients, however, are not only 

inherently but increasingly ill. 

Moreover, biomedicine understands this symptomological degeneration to occur “over 

time,” specifically over the course of the patient’s entire life. PD symptoms play out “slowly” 

and “gradually” (PDF 2017). Changes occur over years and even decades, a long-term 

“continuation.” The Mayo Clinic website asserts that sometimes the first symptoms, such as 

tremor, seem “barely noticeable,” but eventually they spread to other body parts as well as 

increase in severity (2017). Indeed, because of this, the inevitable changes in symptoms must be 

monitored over longer increments of time in order to become medically visible and measurable.  

Here too, unlike with other chronic illnesses more commonly defined in terms of cyclic 

behavior and repetitive patterns, the long-term trajectory of PD remains an unbroken line. In 

Angela Garcia’s discussion of addiction as a chronic illness, medical providers consider patients’ 

return to treatment a “relapse,” one part of the “unending” cycle between relapse and remission 

(2008:719,726). While addiction stories do frequently include downward spirals (e.g. “hitting 

rock bottom” (E. Summerson Carr 2011:3)), just as likely are stories of acute suffering followed 

by rehabilitation - which can then either precipitate further drug use or a life in remission. In 

contrast, with PD the inevitable downward trajectory for the patient’s health defines the 
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biomedical framework through which physicians read symptoms, pushing patients forward on a 

straight and stable path. 

ii. Symptomological Fluctuations Over Minutes and Hours 

When considering symptom development over the course of their disease, patients also 

used progressive language heavily reminiscent of long-term biomedical views, even as they 

described their daily illness experiences in different terms. Because I worked with patients 

considering an invasive neurosurgical procedure as treatment for their movement disorder, most 

had unusually severe symptoms and had also been living with those symptoms for many years. 

“To be honest with you,” said Michael, an ET patient, “I’ve had [the tremors] for most of my 

life.”  Now in his late 50s, his tremors began in his teens, affecting his performance in high 

school but only causing him to seek clinical care recently as they grew more debilitating. 

Another patient, thinking back to six or seven years ago when he first noticed his symptoms, said 

that since then it has “continued to get worse and worse.” Interestingly, the biomedical literature 

on ET does not currently subscribe to the same kind of degenerative narrative as that of PD; 

nevertheless, based on anecdotal evidence, Dr. Arif expressed his certainty that ET progresses 

similarly and that the right research simply has not been done. 

Dr. Arif: “How do we know?” 

Neurologist, Dr. Bahri: “That PD progresses?” 

Dr. Arif: “That ET doesn’t. I wanna argue with that.” 

Long-term patient narratives for both PD and ET contained descriptions like “[my tremor] 

progressed ‘til it got worse and worse” and “I’m thinking I’ll just get progressively worse,” 

mirroring the language used on the websites cited above as well as in the descriptions of 

physicians. 
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 However, patients also detailed a frequent yet inconsistent ebb and flow of symptoms 

throughout the day, a level of variability unexplored by the biomedical literature. As with 

Joanne’s feet, movement disorder symptoms change on an hourly basis as a result of the patient’s 

place in their medication cycle. The biomedical literature on carbidopa/levodopa therapies 

acknowledges medication-related “inconsistencies” insofar as it considers them a problem or 

inefficiency that future research should ameliorate; however, I found no articles referencing 

these changes as a critical component of patients’ daily lives (Dhall & Kreitzman 2016:13). 

Additionally, though, patients discussed moments in which they notice subtle symptomological 

fluctuations even when their medications are working properly. “Actually even now, even now 

it’ll change once in a while,” Drew, an ET patient, said. “I’ll notice when my shakes [are] a little 

bit more.” Joanne described her head tremor worsening when getting her eyebrows dyed, while 

another patient talked about his tremor increasing while attempting to give a speech. The reality 

of medication wearing off is insufficient to explain away these subtler fluctuations described by 

patients, in part because of patients’ repeated references to both types of symptom changes. 

To fill this explanatory gap came a patient-crafted etiological account remarkably 

consistent across individuals based on interactions between symptom levels and mental or 

emotional states. Drew explained, “it depends on what’s happening that day, what’s on your 

mind.” Patients understand the tremor to increase in particular when the individual feels 

“anxious” or “worried,” such as in the case of a public presentation. Meanwhile, when Joanne 

was unable to complete an MRI because she began shaking so hard she exclaimed: “They say 

don’t shake, but of course that makes you shake more!” She attributed her variable symptoms to 

her “subconscious,” and the pressures that come from the expectations of others. Joanne also 

reported shaking if she even thinks of moving; “I start thinking about washing my kitchen floor, 
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I start shaking.” Her daughter agreed, “I think it’s because you anticipate it… because you think 

about it… It’s thought!” The physicians, meanwhile, expressed little interest in these stories, 

simply ignoring them or refocusing the conversation on more “relevant” concerns. After one of 

Joanne’s interjections, for example, Dr. Arif tried to ask, “does the medication help?” 

specifically inquiring about her dyskinesia. By turning the discussion towards physical 

complaints that fit into the expected symptoms of PD and ignoring those do did not, movement 

disorder physicians as well as articles effectively erase patient experiences of symptoms 

integrally tied to the minutia of minute-to-minute life. 

 

III. Diagnostic Times 

Meanwhile, movement disorder patients frequently take on multiple diagnoses before 

securing the “correct” label for their disease. In this section, I explore how patients and their 

doctors respond to this nosological instability, looking at the way each marshal and morph new 

temporal lenses to legitimize their understanding of PD or ET. Patients lamented the time wasted 

by misdiagnosis, bringing up days spent at the clinic and years spent receiving improper 

treatment. Physicians, meanwhile, collaborated to create a hierarchy of specialty that served to 

justify the extensive time necessary to achieve a stable diagnosis and swept away contradictory 

diagnoses in favor of the most “expert” one. In this way, the illness itself begins to influence the 

time-scales applied by and relevant to patients and providers, setting the stage for later 

discussions of patient devaluation. 

i. “Misdiagnoses” and Wasted Time 

Patients described a cycle of changing diagnoses, with each revision opening a new 

chapter in their illness narrative. Moving from one doctor to the next in order to obtain a 
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movement disorder diagnosis, patients reported being given contradictory labels by different 

medical professionals. John, a relatively young and heavily tattooed ET patient, said that “my 

primary care doctor said Parkinson’s [Disease], then sent me to a neurologist and he diagnosed 

me with essential tremor.” Another patient described his diagnostic process similarly: “My first 

diagnosis was Parkinson’s. And then I came to Rhode Island, because I wasn’t seeing, [my 

physicians] weren’t seeing the facial movements of Parkinson’s or anything else and [a doctor] 

he diagnosed me with post-polio tremors.” A “first diagnosis” was only the beginning, followed 

by “then” a second and even third. Competing diagnoses at least partially served to parcel illness 

narratives into identifiable chunks of months or years. 

Some patients then complained specifically about the lengthy amount of time it could 

take to get a “correct” diagnosis, both in terms of years as well as hours wasted. Though 

currently diagnosed with PD, Arnold lamented the seven years during which he lived 

“misdiagnosed” with ET. He told me that patients often do not find out “until much later” what 

their “real” diagnosis, having to wait years before physicians recognize their symptoms as the 

proper disease. Meanwhile, Arnold cautioned, “you are told that you have something else, or 

don’t actually have [the disease], which is what happened to me.” Though Arnold told me that he 

knew he had PD all along, it took multiple years to find a physician who “believe[d]” him. 

Another patient, who similarly remained suspicious of his primary care physician’s diagnosis 

based on his own research, continued to shop around for doctors as well. The only reason I got 

the correct diagnosis eventually, he argued, is because I went to a movement specialist. 

Patients also critiqued shorter-term aspects of the diagnostic process, protesting the tasks 

and questions physicians required as well as the extensive waiting. John dismissed the 

neuropsychological and neurological tests as “silly” and “repetitive,” saying he would “just go 
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along with it” so he could get treatment. “They made me go see a shrink. He kept asking me if I 

was suicidal. I don’t get that – are you suicidal? It makes no sense… That was kinda odd…” he 

continued. As I shadowed patients to multiple appointments with different providers, I realized 

too that patients were required to answer the same questions about symptom development, 

family prevalence, and so on in each of their clinical encounters. Similarly, when Dr. Bahri 

attempted to get a patient to cooperate with a standard test for tremor involving drawing a spiral 

on a piece of paper, the patient sighed, “not a spiral again. You don’t know how many times I’ve 

done it. Everybody has me do the spiral.” 

Clinic days were considered “long” by all involved, and patients repeatedly asked me why 

doctors kept running so late and how soon they would arrive. Appointments were scheduled for 

hour long blocks but frequently only took half an hour, allowing the doctors to catch up on case 

notes and other paperwork but leaving patients at loose ends; in this respect, alongside others, 

provider time was valued over patient time. John griped that “my bosses hate me for taking so 

many days off,” explaining that he had missed three full days of work this week in order to make 

his appointments: two for an MRI, because the clinic rescheduled the first appointment, and one 

for the clinic day today. One couple made a joke of the amount of time DBS appointments took 

out of their lives by smiling knowingly at the patient coordinator and joking that they visited so 

consistently “we’re going to get a room” in the clinic. 

ii. “Bad Neurologists” and Better Diagnoses 

 Doctors, too, recognized and discussed the high prevalence of diagnostic switches within 

the category of movement disorders. The experience is so common that the Parkinson’s Disease 

Foundation website assures patients, “making an accurate diagnosis of Parkinson’s — 

particularly in its early stages — is difficult… You may have experienced this frustration. 
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Perhaps it took years for you to receive a diagnosis” (2017). Nosological fluidity, moreover, has 

significant implications for neurological authority, which relies on the assumed existence of 

biological markers and other more “objective” criteria than physician observation in creating 

stable differential diagnoses. Physicians responded to the multiple diagnoses of patients by 

labeling them the mistakes of non-experts, using time to fashion a narrative of progress towards 

specialized, more “correct” knowledge. 

Physicians most frequently attributed misdiagnosis, at least on a superficial level, to “bad 

doctors.” In judging the competency of other physicians, the doctors I observed freely shared 

their opinions about colleagues at other hospitals or in other departments. In one conversation, 

Dr. Bahri referred to another doctor who told a patient not to consider Deep Brain Stimulation 

(DBS) surgery as a “bad neurologist,” jeopardizing the patient’s health in a potentially 

irreversible way. Another clinician, he said later, prescribed inadvisable and “really weird 

[medication] regimens.” That physician put one patient “on pretty high dose [of medication], 

[one] I wouldn’t even [prescribe]. So if [the patient] didn’t do well on his neuropsych testing, we 

probably know why…” Dr. Bahri laughed. 

Yet “bad” in these cases referred not only to a general incompetence but specifically to a 

lack of knowledge, which the doctors further equated with a lack of specialization. For example, 

based on anecdotal evidence, they considered a PD to ET diagnosis shift the most common 

alteration. As one of the graduate students explained to me, these label changes occurred 

predominantly because of a lack of awareness of ET, causing ET patients to be more likely to be 

misdiagnosed – often with the better-known diagnosis of PD. Dr. Arif made a similar point about 

surgery as well, saying “[DBS is] my specialty. We have subspecialties. Problems that happen 

with someone who has seen a couple of DBS surgeries in med school and says I can do it. That’s 
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where you get the problems. It’s my subspecialty, it’s what we do.” Patients were understood to 

seek out specialized care over time, as a natural development. The clinicians assumed and 

created a telos of increasingly better diagnoses involving the work of multiple layers of 

physicians of increasing specialization. 

While offering critiques about wasted time, patients also engaged in extensive and time-

intensive work to secure their diagnostic labels through repeated expert and clinical assessments.  

One patient said, “I thought I had carpal tunnel. So I went to my primary care doctor, and they 

recommended I see a [specialist]. So I went to see… a neurologist. He said I don’t think you 

have carpal tunnel. He sent me for an MRI, and that’s when he said I think you have 

Parkinson’s.” That specialist’s diagnosis was not enough for this patient, however, who went on 

to have her PD diagnosis confirmed by “four or five docs [who] said I had it.” The number of 

doctors became a correlate for legitimacy, since one alone seemed to be insufficient to assure 

accuracy. This patient also entered into clinical trials to find “isotopes in the brain” correlated 

with PD to be used for diagnostics. The wife of yet another patient asserted that while “we were 

seeing a regular neurologist,” her husband “needs to go to a movement specialist.” For this 

couple, a first-order specialist, a neurologist, was insufficient; they felt the need to have the 

opinion of a movement disorder specialist. 

   

IV. Case Study on Conflict 

Movement disorder times are interesting theoretically because of the implications for 

illness narratives, but further have clinical relevance in terms of diagnosis and treatment as well 

as physician authority over that illness experience. I argue above that my interlocutors 

approached movement disorders not only from different positionalities – as patients or 
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physicians, upper-class or lower-class, women or men – but also from different conceptions of 

chronicity, using different time scales. Depending on the time-period considered, the “same” 

disease phenomena emerged substantially altered and even distorted. While this multiplicity of 

temporal views has the potential to coexist and even combine to create more complete illness 

narratives, physician views of progress frequently threatened to overpower and erase patient 

experiences. Biomedical narratives of symptomological and diagnostic stability based on a long-

term temporal lens ended up prioritizing physicians’ investments and conceptualizations of time 

over patients’. 

 For John, his symptomological variation fed directly into diagnostic instability, and 

ultimately into the de-legitimization of those symptoms as the physicians tried to get them to 

conform to and confirm an existing diagnostic label. In his one-on-one clinic appointment with 

the neurosurgeon, John explained that he had received dual diagnoses of PD and ET, from a 

primary care physician and a neurological specialist respectively. Dr. Arif mused, “Okay, well 

I’m trying to figure out, because your tremor is a little unusual. I can see why the doctor 

diagnosed you with Parkinson’s, because it’s in between Parkinson’s and ET.” He then 

conducted another physical examination, instructing John to draw spirals on a piece of paper, the 

classic test for distinguishing a tremor. “Well that looks like ET to me,” Dr. Arif decided. Later 

in the interview, however, he reneged yet again: “Well, [your tremor] is a little bit unusual for 

ET, because it’s there when you’re sitting still.” He then discussed ways in which a tremor that 

appears to be a sole tremor can turn into PD, a clear reference to the blurry line between to two 

disorders in service of explaining his own confusion. 
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 During the roundtable discussion, the neurologist Dr. Bahri then offered his own opinion, 

decidedly asserting that the patient in question had ET and that the unusual symptoms were 

simply “embellishment.” 

Dr. Arif: “He’s a bit interesting because he was diagnosed with PD then ET… he does 

have a tremor at rest, but maybe it’s postural? Certainly his spirals looked like ET.” 

Dr. Arif to Dr. Bahri: “Is there a possibility this is early PD, going to develop into?” 

Dr. Bahri: “No.” 

Dr. Arif, surprised: “Okay, that’s easy.” 

Dr. Bahri: “There was embellishment.” 

Dr. Bahri to the rest of us: “People who have mild tremor will intentionally make it seem 

worse, to be taken seriously. When you ask about if they have tremors in a particular 

situation, say sitting, they just say yes because they are worried they wouldn’t be a good 

candidate [if they don’t]. So they say yes to everything.” 

Dr. Arif: “How could you tell?” 

Dr. Bahri: “So [the tremor] was really irregular. And when he was like this [Dr. Barhi put 

his hands down on table] it was like this [shaking his arms but not his hands]. Could be 

transferred tremor, but…” He shrugged and smiled, indicating he considered this option 

to be unlikely. 

The patient coordinator whispers to me and the graduate students: “Liar!” 

 In this scene, the doctors’ understanding of symptomological stability, integrally 

interwoven as we have seen with the temporal frameworks of biomedicine, collides with the 

patient’s in an unusually explicit way. Again, Dr. Bahri’s understanding of symptoms as 

necessarily stable or regular, even over the course of minutes, correlated clearly with long-term 
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biomedical views of progress. The patient’s “irregular” presentation, meanwhile, signaled that 

the symptoms could not be real and must be performed. Patients were sometimes seen as 

trustworthy and sometimes not, sometimes right and sometimes wrong, "sometimes crazy, 

sometimes lucid - a distinction that often depended on the pressures of temporally bound social 

circumstances" (Knight 2015:71). Thus although the different timescales explored in this chapter 

remain compatible in theory, when paired with assumptions of physician legitimacy and 

authority “biomedical time” can contribute to the erasure of patient experiences. The 

coordinator’s exclamation of “liar,” signaling doubt of the patient in the extreme, exemplifies 

that tension. In this way, then, the temporal lenses presenting narratives of long-term progression 

and short-term fluctuation prove far from neutral in their interactions with illness. 

Diagnosing John, moreover, involved further invalidating symptomological and temporal 

variation by adhering to a similarly long-term narrative of diagnostic progress. While at first, Dr. 

Arif admitted that the patient’s symptoms seemed “in between” PD and ET, in the end he 

acceded to the neurologist’s opinion. Knight describes ways in which governmental and 

biomedical policies try to “erase complexity” and “stabilize” women’s lives by “reifying 

problems as time-limited events” (2015:10). Here, movement disorder illness narratives are not 

necessarily time-limited but rather time-prescribed. Prescriptions on the pacing and flow of 

narrative end up limiting the inclusion of certain types of information, and delegitimizing certain 

descriptions as somatization and embellishment. Doctors further compensated for diagnostic 

disagreement and avoided contradictions through deference to those with more “expertise.” 

Expert knowledge gained legitimacy over self-knowledge as authoritative in the diagnostic 

process, contributing to a hierarchy of temporal lenses. 
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V. Conclusion 

Overall, ideas of temporality and understandings of illness came to be linked inextricably 

in the illness descriptions of the movement disorder patients and physicians I observed. Patient-

centered accounts of temporality remain central to as well as expand upon the traditional well-

established conception of illness narratives. Similar to Ian Hacking’s “looping effect of human 

kinds,” whereby psychopathologies change because of interactions with the ways they are 

described and the implications of those descriptions, temporality influences illness as it itself 

changes (1999:59). While Knight’s "multiple temporalities intersect and collide" in ways similar 

to movement disorder times, here those multiple temporalities are being applied to the same 

disease phenomena (2015:70). This multiplicity of temporal lenses helps explain and perhaps 

even requires the existence of a multiplicity of illness experiences making up a single disease 

category. In sum, tensions abounded in the conversations I observed regarding illness and time - 

between different temporal frameworks, different understandings of symptomology, and 

different diagnostic trajectories and definitions of progress. 
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Chapter 2 

Physician Dialogue and Disagreement 

 

 The neurosurgeon and neurologist sat at the head of the conference table, engaged in an 

intense back and forth about whether the Deep Brain Stimulation (DBS) neurosurgery for this 

particular patient should be unilateral (in one side of the brain, thus helping with symptoms on 

one side of the body) or bilateral (in both hemispheres). The neurologist Dr. Bahri had brought 

up the possibility of a unilateral procedure, arguing that the patient’s “symptoms seem to be 

mostly one side…” Based on his clinical training, he frequently expressed the opinion that “[we] 

wouldn’t want undue risk” by making the procedure bilateral if the patient does not have 

severely disabling symptoms on both sides of their body. However, the neurosurgeon Dr. Arif 

rejoined, “I would do bilateral.” As he stressed, Parkinson’s Disease (PD) progresses rapidly and 

we don’t want to have to do surgery again later. It’s better to just do both at once. Plus, “[the 

symptoms on] both sides [of the patient’s body] were bad.” As I heard Dr. Arif tell one patient 

previously, he generally believed that “if it were me or my dad… if you’re going through all of 

that [i.e. the testing, the surgery, the recovery] unless there is a good reason to [not] we’d always 

do bilateral.” 

 As this introductory anecdote exemplifies, dialogue and disagreement dominated the 

staff-only roundtables about patients considering DBS. One physician would consider an option 

too risky, while the other would think it clearly beneficial. Medical anthropologists have 

extensively studied the power of physicians as experts and the hierarchical nature of medical 

authority, particularly as it relates to the relationships between physicians and lay individuals or 
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communities.5 In a variety of ways, medical paternalism and clinician authority more broadly 

rest heavily on assumptions of physician expertise, both in terms of experience and more 

recently the ability to interpret complex evidence. Ideas of objectivity and standardization, key to 

what Robert Merton calls the “ethos of science,” have also come to be hallmarks of “good 

biomedicine” (1974:268). Clinical trials put medicine into hypotheses that can be tested and 

disproved, similar to Karl Popper’s definition of science as necessarily “falsifiable” (1963:33).   

“Evidence-based medicine” (EBM), a popular movement claiming to base clinical decisions on 

scientific evidence, espouses similar goals. Even amongst physicians, markers like degrees of 

specialization or years of experience serve to separate and elevate certain opinions over others, 

as seen in the previous chapter. 

Because of the particular context of their interactions, however, the physicians I observed 

were unable to fall back on the standard decision-making supports of either biomedical evidence 

or clinical expertise to justify their opinions. The neurosurgeon and neurologist were self-

acknowledged peers, and rarely did one defer to the other on the basis of uneven knowledge. 

Further, in the conversation above, neither Dr. Arif nor Dr. Bahri brought up the statistical 

likelihood of having to do a second procedure based on the extent of the patient’s current disease 

presentation. Not only is such evidence unavailable in the biomedical literature, but the kind of 

question posed would be hard to answer statistically given its basis in a subjective evaluation of 

how “bad” the patient’s symptoms are in relation to daily life and whether they “deserve” 

surgery as a result. Physician references here were not only anecdotal but also cultural, 

                                                      
5 In my fieldwork, for example, I saw Dr. Bahri call staff members by their position rather than 

their name (e.g. “hey, speech”) despite ubiquitous nametags and months of working together, 

while at the same time offering respect for their opinions when related narrowly to their area of 

expertise. 
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embedded in training and experience as well as societal norms. Many science studies writers 

have also fought against ideas of scientific objectivity and its attendant simplification of the 

decision-making process. Donna Haraway calls it the “god trick,” asserting that only an 

omnipotent being could really see from everywhere at once and not be limited by their particular 

point of view (1988:584). 

This chapter provides further evidence for the complex nature of clinical communication 

by exploring the extensive physician negotiation undertaken at every step of the DBS process, 

from the first time a patient presents in the clinic to the six hours in the operating theater itself. 

Close linguistic analysis of these moments will delve into how such explicit disagreement 

occurs, recognizing subjective elements as an integral part of medical decision making. I also 

draw connections to physician authority, destabilizing the understanding that physicians do and 

should make decisions because of their command of biomedical knowledge. From there I 

consider the comfort of physicians with high levels of ambiguity and subjectivity of medicine in 

practice, as well as popular and biomedical media portrayals of the DBS procedure which 

espouse a very different ideal. Together, these conversations provide insight into the patterns of 

medical negotiation as well as the messiness of clinical decision making, identifying space for 

interpretation and uncertainty within medicine and medical science. 

 

II. Clinical Bartering 

As disagreement between self-acknowledged peers necessarily elides deference, the 

physicians instead relied on distinct conversational tactics and justifications for their authority 

over one another. During one roundtable discussion, Dr. Arif and Dr. Bahri offered conflicting 

opinions about which brain nucleus would be a better implantation, or “target,” location for the 
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DBS for the patient being discussed. Reading from his notes, Dr. Bahri said that he would 

suggest the Globus Pallidus interna (GPi).6 Dr. Arif rejoined, “Well I thought [Subthalamic 

Nucleus (STN)]… I thought STN was better for dyskinesias.” Dr. Bahri: “Um… no… 

particularly if the dyskinesias are on meds. And falling 1-2 times per day – [that’s] high risk… 

So I don’t know how much better we could make her with STN than GPi, but I’m afraid we 

could make her worse…” Dr. Arif brought up another possibility – that “the falling is because of 

the dyskinesias” rather than signifying an external balance problem – asking “is that a reasonable 

interpretation?” Dr. Bahri agreed, but in turn referenced a previous patient where the same 

questions had been asked. While “this one’s more of a 50:50 than the last patient,” Dr. Bahri 

heard that he had a lot of problems since his STN DBS surgery and was now in an assisted care 

facility. 

Dr. Bahri: “I mean, that’s an n of 1, but… that’s the kind of thing I hear.” 

Dr. Arif: “Fair.” 

Dr. Bahri: “Give me GPi this time and I’ll give you STN next time.” 

Asserting that he and Dr. Arif should simply take turns making contentious decisions, Dr. 

Bahri helped them both save face but simultaneously dissolved any remaining pretense of a 

scientific debate over appropriate outcomes. The idea that one should defer now and the other 

later maintains equality of authority, and of footing (Goffman 1979). Indeed, given the 

underlying premise of equal expertise, perhaps the decisions made by both Dr. Arif and Dr. 

                                                      
6 The GPi and STN are the two “leading contenders” for the target location to implant the DBS 

device for PD patients (Williams, Foote & Okun 2014). According to Williams, Foote, and 

Okun, “advantages of the STN target include more medication reduction, less frequent battery 

changes, and a more favorable economic profile. Advantages of GPi include more robust 

dyskinesia suppression, easier programming, and greater flexibility in adjusting medications,” 

but future research also needs to be conducted (2014).  
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Bahri would have an equally “successful” outcome for the patient. Regardless, however, this 

superficial consensus comes with a cost, able to exist only alongside the erasure of any 

possibility of one “True” answer. Instead of being proven right or earned through evidence, the 

target selection decision becomes something to be “given.” And in order to keep the compromise 

equal, the decision-making position is actually bartered, given to one person “this time” and 

another the “next.” 

Clues from earlier in the conversation, about the evidence presented, further weakens any 

argument that this exchange was a search for consensus. Given current understandings of 

biomedicine as based firmly in evidence from the biological sciences, ideal science heavily 

informs ideal medicine. “Evidence-based medicine” predominates, in which “evidence” without 

a qualifier is understood to mean “scientific evidence.”  Here, however, randomized controlled 

trials and optimization make way for opinions prefaced by an “I thought” or an “I don’t know.” 

The most important piece of evidence, which seems to push the conversation towards 

compromise, is anecdotal, based on “an n of 1.” 

Furthermore, although the physicians saw themselves as providing simple albeit strong 

“recommendations” about whether a patient should undergo surgery, this conversation made few 

pretensions towards patient (or even staff) inclusion and involvement and instead took place 

solely and unabashedly between M.D.s. In this case, the messiness of medical decision making 

was resolved not through a consensus of peers marshalling supported arguments, but through an 

interpersonal negotiation with an ultimately arbitrary conclusion. And while the DBS procedure 

is relatively new and research remains to be done, I am trying to make a point about the evidence 

considered by physicians and evidence-based medicine more broadly, as justification of 

physicians’ decision-making power over that of patients’. 
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III. Surgical Ambiguities 

In the operating room, meanwhile, a similar inability to access clear evidence led the 

physicians to rely on their own skill as authoritative. Despite the potential primacy of the 

neurosurgeon, the realities of the process of finding the surgical site continue the constant and 

equal clinical dialogue between the two physicians, reliant on individual opinions beyond and 

outside biomedical evidence. Certainly, Dr. Arif alone conducted the cutting and drilling often 

considered the essence of “surgery.” Dr. Bahri only arrived roughly an hour into the procedure, 

after Dr. Arif had marked the incision sites with ink, checked his measurements, cut away the 

skin and membranes, and drilled through the skull, scattering fragments of bone into the air and 

exposing the patient’s brain. However, identification of where in the brain the optimal target was 

located required intense listening to and interpretation of three recording electrodes placed in 

each side of the patient’s brain to be operated on. The electrodes are connected to a computer 

monitor, which provides the visual as well as auditory representations of the neuronal firing, 

which the physicians use to get information about placement. Though in the moments after their 

initial placement the recording electrodes only pick up a small amount of static, soon the 

monitors light up with spiking patterns and sound with the steady “pop” of neurons firing. 

The process of manipulating and analyzing the recordings is lengthy and complicated, 

involving the constant input of the neurosurgeon and neurologist. The physicians used their 

understandings of the characteristic frequency of firing and other unique aspects of neuronal 

excitation patterns to identify different types of cells, and by proxy different brain areas known 

to contain differing densities of those cell types. They also look for neurons exhibiting evidence 

of somatotopy, when certain parts of the structures of the brain are mapped such that their 
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activation corresponds to specific points on the body; for example, touch information from all of 

the fingers on one hand map onto neighboring brain areas in sensory cortex (a part of the brain 

involved in processing touch information). Thus, identifying somatotopy gives the doctors more 

information about where in a brain structure the electrodes are currently located. “Drive down,” 

Dr. Bahri asked. No, wait, this could be good, Dr. Arif cautioned. “This is GPi. It’s more regular, 

less bursty.” The post-doctoral researcher whispered to me, “we do a lot of this by feel.” The 

neurons continued to “pop” constantly as the post-doc manipulated the electrodes up and down, 

up and down a bit more, based on the near-incessant instructions of the neurosurgeon and the 

neurologist. The physicians listened closely throughout, offering comments and suggestions to 

each other in bursts of back and forth across the room. 

However, the evidence for somatotopy remained frequently ambiguous, with 

disagreement about what was heard. Even when Dr. Bahri and Dr. Arif agreed, they would 

describe the firing patterns as “inconsistent,” “a little weird,” or “a little peculiar.” The doctors 

also described hearing “mild” or “subtle shoulder” somatotopy. Occasionally, they even 

explicitly expressed divergent opinions, though because the patient remained awake during the 

surgery they took pains to keep their conversations positive and patient-friendly. For example, 

once as Dr. Bahri stood over by the patient’s bedside moving the patient’s wrist and then elbow 

back and forth, he said that there was definitely some somatotopy there. Really? I didn’t hear 

anything, Dr. Arif replied. (For what it is worth, neither did I.) Dr. Arif moved the electrode back 

again as Dr. Bahri proceeded to redo the physical tests on the patient, until the neurosurgeon was 

convinced that he too had heard the increase in firing rate signaling somatotopy. More typically, 

the team would have to frequently proceed without consensus, as it was often hard to replicate 

sounds because cells die rapidly after being pierced with the electrode. 
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Further ambiguity came from the limits of the evidence available in the OR in terms of 

visual representations. Much learning about the brain, both academically as well as surgically, 

comes from pictures taken with various imaging technologies and printed in books. Barry 

Saunders, for example, writes about the “manifest cultural potency of medical images,” both 

inside and outside of the clinic (2008:12). Yet in the OR sound predominates, allowing the 

neurosurgeon to watch the patient’s brain as well as hear their neurons and work on multiple 

scales of observation simultaneously. Furthermore, though repeated, high-quality scans are made 

in the weeks prior to the surgery, the brain regularly shifts as much as one to two millimeters – a 

significant amount when regions of brain nuclei are separated by comparable distances. As a 

result, the neurosurgeon explained, “the planned target often ends up being below the intended… 

with shift and stuff,” rendering past, static images unhelpful. 

Despite the complexity or even ambiguity of the sounds and the amount of negotiation 

clearly required throughout the process of deciding where to place the therapeutic electrodes, the 

physicians remained comfortable trusting their own skills in the process. Haraway argues that 

“the only people who end up believing… the ideological doctrines of disembodied scientific 

objectivity… are nonscientists” (1988:576). Here, too, the clinicians in practice learn to rely on 

their own skills, whatever lay understandings of surgery or scientific depictions might imply. In 

the same vein as Haraway’s arguments for an epistemology that acknowledges positionality, 

physicians assert the importance of their individuality and skill against the standardized and 

more objective technologies being developed. I noted a difference, as well, between the opinions 

on new technology between the doctor and the scientists, not in terms of goals so much as 

priorities. The post-doctoral researcher explained to me that “we have [researchers] working on a 

more quantitative way but right now we do it by debating about whether we heard something or 
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didn’t, so. The utility is a bit suspect as well, so remind me and we can talk about this at lunch,” 

so we could talk more freely about this uncomfortable reality outside of patient earshot. He 

added, shaking his head: “You’ll find the microelectrode recording is very high precision, but 

less so to choose the final target.” The physicians seemed more comfortable trusting their own 

authority, which they justified based on skill and instinct alongside biomedical evidence. Even 

the neurosurgeon, an M.D./Ph.D. running his own scientific research program, expressed trust in 

his ears over numbers, similar to his previous trust in strength of a story of a single patient.  

 

IV. Representations of DBS 

This section will compare and contrast these experiences of the DBS surgical process to 

biomedical depictions of the procedure, considering places where reality diverges from 

representation and what this says about biomedical ideals. As described above, the physicians 

spend the majority of the six-hour procedure focused on “finding,” or rather deciding upon, the 

appropriate location to implant the simulating electrodes. Yet descriptions of this search for the 

surgical site are virtually absent in the biomedical literature, which focuses on providing 

evidence for which target to choose alongside limited and technologically-focused descriptions 

of how to identify that desired site in practice. These biomedical articles emphasize the 

importance of science and standardization in how we conceptualize surgery by erasing the roles 

of skill and subjectivity in medicine. 

Beyond the basic science, the biomedical literature on DBS focuses primarily on 

experimental evidence about surgical results while glossing over the process of how to identify 

that target. Moving away from reviews, the literature quickly becomes highly specific, 

addressing subtopics within the field of PD treatment. Notably, one of the most vibrant 
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discussions about DBS and PD on PubMed centers on debates about “target selection,” i.e. 

where in the brain to place the stimulating electrode(s). Kenneth Follet et al.’s “Pallidal versus 

Subthalamic Deep-Brain Stimulation for Parkinson’s Disease” and Valeria Anderson et al.’s 

“Pallidal vs Subthalamic Nucleus Deep Brain Stimulation in Parkinson Disease” provide 

examples (2010; 2005).  However, the focus remains on p-values and statistical significance, on 

seeking out and comparing which target is better for which patient, without acknowledging how 

the surgeon is supposed to get there, let alone the role of individual “skill.” The “target” area 

itself, meanwhile, is conceptualized as an easily found spot rather than an ideal that ends up 

being labor- and expertise-intensive to find. The consistent absence of descriptions of the process 

of finding the surgical site says just as much as any of the brief descriptions I was able to find. 

Separation of clinical complexities from the clarity and “objectivity” of the literature strengthens 

biomedical claims by excluding physician subjectivity and methodological variability, 

prioritizing the “what” as opposed to the “how” of medicine. 

Even when the particular role of the electrode-placement process in DBS surgery is 

described in detail, the role of methodological variability or individual expertise in this process 

remains opaque, exposed only as justification for new technological improvements. As one paper 

acknowledges, “patient selection is perhaps the most important predictor of a good clinical 

outcome for DBS in [Parkinson’s Disease], aside from proper electrode placement” (Larson 

2014:486). Another article similarly states that “the success of surgery depends on accurate lead 

[electrode] placement in the target nucleus,” again recognizing the importance of this part of the 

surgical process (Strauss, Kalia, & Lozano 2014:189).  

Furthermore, these articles not only recognize the importance of the process and certain 

details about it but also that proper placement can be difficult and even ambiguous. Paul Larson 
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then goes on to describe the variety of problems with current methods reliant on recording 

electrodes, stating that it is “difficult for some [patients] to tolerate,” “time consuming, 

technically demanding,” and “requires multiple brain penetrations” (Larson 2014:471). And, as 

Ido Strauss, Suneil Kalia, and Andres Lozano put it, this type of electrode recording “adds to the 

complexity of the procedure, requiring special equipment and expertise, and significantly adds to 

intraoperative time” (2014:189).  

Yet these articles detail these clinical realities as problems with current methods in order 

to present alternatives, such as the use of MRI for “direct visualization of the STN [Subthalamic 

Nuclei] or GPi [Globus Pallidus Interna] as the sole method of targeting” (Larson 2014:471). 

The point appears to be less that the recording electrode process is difficult and more that it can 

be done “better” now, negating the need for clinical skills with the use of more exact, more 

sophisticated technologies. In addition, each of these new methods is clearly visual, emphasizing 

“direct visualization” of the relevant brain areas rather than the more ambiguous and thus “less 

scientific” practice of listening to neurons.  

Lastly, note the addition of the requirement of “expertise” to the list of cons for this 

method of electrode placement. The implication of MRI as the solution is that, rather than rely on 

individual expertise, technology offers a solution that is more standardized and more objective, 

and therefore more trustworthy. Focusing on the role of standardized technology over individual 

skill, the writing highlights quantitative differences in procedural outcomes but only glimpses of 

those procedures in practice. Though some of the articles describe different options for 

identifying the target site and acknowledge the importance of physician expertise, they also 

continuously offer solutions to the “problem” of reliance on individual skill by promoting the use 

and development of new technologies. By placing emphasis on different parts of the surgical 
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process, the biomedical literature on DBS also places emphasis on statistics and standards rather 

than dialogue and individual expertise throughout, an idealized picture of evidence-based 

medicine. 

 

V. Conclusion 

Denielle Elliot writes that anthropologists “trespass[s] unevenly” on the lives of different 

individuals, bringing up the accessibility of the homes of upper-class professionals as opposed to 

homeless addicts (2014:153). This chapter was in part inspired by her call to apply our energies 

more equally and engage in a more intensive “studying up” (Nader 1972). The conversations of 

the physicians I observed presented a lack of hegemony within biomedicine, between physicians 

and research(ers) and also providers themselves. Their authority as decision-makers relied on the 

ideals of objectivity espoused by representations of DBS, yet the reality in the operating room 

and clinic proves full of ambiguity. In the end, seemingly arbitrary decisions made by physicians 

bring up underlying ethical implications for patient autonomy and consent, raising questions 

about why their opinions in these situations should continue to be given such influence. I saw 

physicians make many medical decisions regardless of whether expert knowledge played a role, 

instead justifying their choices on the basis of assumed authority, and extensive negotiation. 
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Chapter 3 

Patient Autonomy in Practice 

 

During their informational meetings with movement disorder patients interested in Deep 

Brain Stimulation (DBS) neurosurgery, the neurosurgeon and neurologist both took pains to 

consistently emphasize the patient’s own role in deciding whether to undergo the procedure. 

“You make your decision. It’s all your decision,” the neurologist Dr. Bahri assured one patient 

who asked how the doctors would decide whether he was eligible for DBS. Although the 

clinicians and staff did evaluate the potential risks and benefits of the procedure for each patient 

in a private provider-only roundtable discussion, their job was to “make a recommendation… 

[not] a decision. This whole clinic is set up to help you [the patient] make your own decision,” 

Dr. Bahri continued. The neurosurgeon Dr. Arif made similar comments, urging patients to 

consider the “real risks” as well as benefits themselves. Through these assertions, the two 

physicians privileged patient autonomy even beyond traditional ethical guidelines mandating 

patient involvement and current medical discourses promoting “shared decision making” and 

doctor-patient collaboration (as from the Salzburg Statement 2010). 

 At the same time, however, DBS decision making remained heavily predicated on 

assessments by the physicians, who acted as gatekeepers of two key qualifications: patient 

competence and patient risk level. A fully competent, low-risk patient, for example, would be the 

most likely to be granted almost radical autonomy by the clinicians. Meanwhile, for Diana, an 

older PD patient, the physicians’ interpretation of her (in)competence led them to deny her the 

option of DBS outright. Diana came to the clinic exhibiting a particularly “disabling” tremor.  

Dr. Bahri described her as “shak[ing] like a[n]… earthquake,” and she remained wheelchair 
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bound even at the highest possible dose of medication. However, although the physicians felt 

that “from a motor point of view she could definitely benefit from DBS,” they worried about 

whether Diana could “even fully understand the risks” well enough to make an appropriate 

decision regarding the procedure. Multiple practitioners agreed that she was “a pretty poor 

historian,” implying that she exhibited a lack of awareness of her own medical history as well as 

current medical situation.  

In addition, Diana was deemed at high risk for cognitive and speech-related decline 

following surgery. Ultimately, Dr. Bahri asked Dr. Arif: “Would you operate on her, if she 

listened to the risks and agreed?” 

Dr. Arif: “I’m not sure she can really understand the risks. If there’s ever someone we 

just say no to it’s her. You know usually we read them the Riot Act, read them the risks 

and it’s their decision. But I think we just tell her no.” 

Dr. Bahri: “Okay, definitely no surgery.” 

Dr. Arif shrugged, concluding: “If she goes up to Boston we can see if we made the right 

decision.” 

A label of incompetence here undergirds not only the installation of medical paternalism, as 

might be expected, but also basic eligibility to receive treatment. Patients labeled “incompetent” 

as well as those labeled “high-risk” have the decision to forgo surgery prescribed by their 

physicians.  

Biomedicine as a field as well as its critics have long expressed ambivalence surrounding 

patient autonomy, recognizing both its necessity and its dangers, its difficulties and its potential. 

On one hand, patient autonomy is still understood as “one of the most prominent ethical 

principles endorsed by health professions to guide today’s health professionals in their 
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therapeutic alliance with patients” (Ells, Hunt & Chamber-Evans 2011:83). However, as one 

report published as recently as 2011 was subtitled, “depending on the kind of medical decision 

the patient is making, a clinician may have expertise vital to the patient's best interests - and even 

if she doesn't, she may still know what is best” (Groll 27). In practice, even the physicians I 

worked with who expressed a desire to privilege patient autonomy implicitly undermined that 

goal through strongly-worded “recommendations” given disproportionate authority by their 

position as experts, through an emphasis on complex medical and scientific evidence that only 

they could interpret, and – as will be the focus here – through their evaluations of patients’ 

decision-making ability and surgical risk level. And while not all cases were as explicit or 

extreme as Diana’s, physician actions frequently impinged on patient decision making by 

degrees. 

This chapter will examine how clinicians defined and assigned competence and risk, 

thereby exploring the ways in which such expert evaluations create a disconnect between a 

rhetoric of autonomy and the realities of medical decision making. I begin by exploring the 

construction of the concept of “competence” in the clinic, arguing that physician usage of 

markers like comprehension and realism in their evaluations end up translating into agreement 

and compliance. “High” and “low” risk assessments included similarly value-laden judgments of 

social and economic worth that extend far beyond biological factors. With both labels flexible, 

fluid, and far from neutral, I question physician gatekeeping of patient decision making even as I 

acknowledge medical expertise. From there, I lastly consider ways in which patients asserted 

their own opinions, acknowledging their ability to counter-evaluate the competence of their 

physicians. I also want to be clear early on that I am not arguing that the physicians I observed 

necessarily intended to curtail patient involvement, although situations did arise where they 
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explicitly made that choice, nor do I mean to suggest that patients who want DBS should have 

unfettered access. Physicians themselves are constrained by their own legal and professional 

liabilities relevant to determining patient eligibility. Rather, my goal is to explore how and why 

physicians made judgment calls about patient participation in the DBS decision-making process, 

focusing in on their interweaving clinical and social justifications for medical paternalism. 

 

II. Constructing Competence 

 In the theoretical literature on patient autonomy, the validity of the patient’s perspective 

and opinion is, perhaps understandably, often predicated on considerations of “competence” (see 

Young 2012:531). Even in the more contemporary and liberal shared decision making 

framework, if a patient is deemed incompetent they no longer have the right to accept or deny 

care. Yet definitions of competence and methods of evaluating that concept on the ground in the 

clinic proved remarkably fluid, with serious implications for how it should be used to curtail 

patient autonomy. Here, I present evidence that physicians implicitly employed a variety of 

heuristics, including patients’ “understanding” of the “facts” surrounding the risks and benefits 

of the DBS procedure, to question and undermine patients’ competence to varying degrees. I also 

look at the way physicians used family members to corroborate patient stories, giving them an 

assumed level of competence that reveals patient competence in contrast to be automatically 

suspect. 

i. Evaluating Expectations 

The physicians used markers like “realistic expectations” or a sufficient “understanding” 

of DBS to evaluate patient ability to make a decision about undergoing surgery. One patient, for 

example, drew the skepticism and then concern of the neurosurgeon with her insistent desire to 
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see the benefits as outweighing the dangers of the procedure. When Dr. Arif outlined the 

“potentially very serious” risks of infection, hemorrhage, and stroke to PD patient Joanne, she 

dismissed them by saying, “I went for back surgery and they said all the same things.” Dr. Arif 

tried translating the percentages into a metaphor, arguing that “[it seems like a small percentage] 

but if I told you that one out of every 200 times you crossed the street you’d be hit by a truck 

you’d be terrified to cross the street!” She rejoined with, “you don’t know what’s going to 

happen. I’d rather take the chance than be miserable every day.” Each time the neurosurgeon 

would attempt to present a counterpoint to her enthusiasm, Joanne continued to find optimistic 

reinterpretations. 

Dr. Arif: “You know, some people, [DBS] can affect their thinking and their mood a little 

bit. Dr. Bahri can try to program around some of these things [but it doesn’t always 

work].” 

Joanne: “But if you don’t get the surgery you’re going to progress to the bad anyway.” 

Dr. Arif: “…the disease continues to progress [even with the surgery].” 

Joanne: “But I think by the time you start getting worse again maybe they’ll have found 

something else.” 

Dr. Arif: “Well, okay…” 

In this exchange, understanding effectively became synonymous with agreement or compliance 

with the physician’s interpretation. Dr. Arif pushed Joanne towards a negative reaction to the 

statistics he cites, a reaction he considers appropriate and reasonable. While he never told her she 

was wrong, per se, his consistent rebuttals clearly broadcast his opinion on the correct response. 

His use of the metaphor further interpolated the patient as a “lay person” and perhaps even an 

uneducated one, needing complicated numbers to be translated into relatable daily scenarios like 
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crossing the street. Joanne’s own understanding of the surgery – that she wants to have it, that it 

poses the same level of risk as back surgery – was simultaneously invalidated and then used as 

evidence to invalidate her perspective. Through these interactions, physicians constructed the 

label of competence with patients having little say as to the ultimate outcome. 

Although physicians most frequently found fault with patients they felt were overly 

enthusiastic or overly optimistic, they also dismissed patients who expressed concerns about 

issues they considered irrelevant to deciding about DBS. One patient was particularly concerned 

that she would “have screws in my head.” In response, her husband just laughed while Dr. Arif 

brusquely replied “they’ll come out” and then went back to discussing the “real” risks of the 

procedure. Another found the idea of the wires running from the brain down her neck “odd” and 

“creepy,” while others tended to fixate on the fact that their heads would need to be shaved for 

the procedure. However, despite hearing patients voice these worries, the doctors did not deem 

them a pertinent part of the risk-benefit calculus used to determine patient eligibility; instead, if 

the physicians thought a low-risk patient with much to benefit from the procedure seemed 

uncertain on the basis of such considerations, they would try to further what they saw as the 

patient’s best interests by encouraging them to think about different (better) criteria. As above, 

patient “irrationality” again came to be part of the reason to simply provide a stronger suggestion 

one way or the other as to what the patient should do, or even to effectively decide for them. 

ii. Patient Self-Awareness and the Role of the Family 

Patients’ ability to recognize and “accurately” describe their own symptoms was also 

considered a cornerstone of competent behavior, which the physicians based heavily on 

testimony from family members. Many patients came to the clinic with spouses or children, 

usually because of their inability to transport themselves since certain appointments required 
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them to be off their medications. I was surprised, however, at the frequency with which the 

physicians called on family members to corroborate patient accounts. After one patient’s 

daughter described her mother’s situation similarly to the patient herself, the neuropsychologist 

Dr. Baker stated during the roundtable, “I think [the patient’s] self-perception of how severe [her 

symptoms are] is really how it is.” Interestingly, this patient lived apart from her daughter, who 

only saw her mother sporadically. Thus the daughter’s authority seemed to be based not on the 

amount of time she spent observing the patient or a more complete understanding of the 

presentation of the patient’s symptoms, but simply her status as “non-patient.” In another case, 

Dr. Arif simply bypassed the patient altogether, asking the patient’s spouse “do you feel like his 

problems are mostly physical, or mentally too is he [declining]?” and automatically prioritizing 

her opinion of the situation above the patient’s own view. 

Cases of disagreement between patients and their family members revealed a particularly 

clear provider prioritization of non-patient truths, underwritten by a gender dynamic allowing 

female patients even less of a voice. Whenever Alice, a PD patient, tried to answer questions 

during her appointments with Dr. Arif and Dr. Baker, she had each of her comments either 

confirmed or denied by her husband. For example, when she said, “once in a while I have to 

search for a word, but not really,” her husband shook his head and argued that “she speaks very 

fast, running together so you can’t tell what you’re saying. She can’t verbalize.” Dr. Arif, 

meanwhile, directed the majority of his explanations of the procedure to the husband, while 

Alice remained virtually silent and disengaged throughout the entire second half of the 

appointment. 

The physicians did concurrently seem to be aware of the burden of care shouldered by 

potentially ambivalent relations. In another case, for example, Dr. Bahri mentioned having the 
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sister of the patient act as decision maker in place of the patient. Yet Dr. Arif worried that he was 

“not sure [I] trust the sister,” because “the sister feels a lot of the burden [of care] too.” 

Unfortunately, however, this tension was never made explicit during discussions that relied on 

information from family members as the basis of evaluating patient competence. Providers 

simply placed trust in relatives by virtue of not being the patient, fashioning a strange dynamic 

whereby “patient status” became equated with baseline assumptions of incompetence. Overall, 

the ethical weight of allowing all eligible patients the power of autonomous decision making 

adds to the importance of recognizing the assumptions underneath the physicians’ evaluations of 

competence as well as the sheer existence of this barrier to fully-realized patient autonomy. 

  

III. Evaluating and Valuing Risk 

 The second major criterion for DBS eligibility involved “risk level,” again entirely the 

purview of providers. Patients were labeled “high,” “medium,” and “low” risk by providers in 

private discussions without the ability to contest or confirm those interpretations. Moreover, 

physicians based these evaluations on normatively-laden ideas about economic productivity and 

mental health. Proving the concept of “risk” malleable, based not only on expertise but social 

norms and physician values, helps to destabilize its use as one of the bases of medical 

paternalism. 

i. Having the “Right Reasons” 

 Economic factors heavily mediated physician recommendations regarding treatment, 

generally defining the level of “deservingness” of each patient. Almost all of the patients I spoke 

with were on Medicare or Medicaid and Social Security Disability Insurance as a result of their 

movement disorder, and many expressed discomfort and shame at their lack of employment. 
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John repeated multiple times that he did not want to be “on disability,” as the patients 

ubiquitously referred to governmental assistance. At the same time, the physicians in many ways 

bought into and thus reinforced this stigma, making it their priority to get patients back into the 

workforce and using this as a critical criterion to determine eligibility. As Dr. Bahri told one 

patient, he believed that “the best time [the get surgery] I think is when you’re working. Because 

you’re contributing to society, you’re getting income…” Here, channeling classical capitalist 

economics, Dr. Bahri equated “contributing to society” with “getting income” and working a job. 

Similarly, Dr. Arif said that “if you were older and told me you just wanted to be able to play 

golf [I’d be less inclined to offer you DBS].” In what may seem to be an inversion of the usual 

class-based hierarchy, the physicians considered the wealthy and retired as less deserving of 

treatment; however, these comments went hand in hand with physician comments to patients, 

who were assumed to do manual labor or other trade-based work such as carpentry or painting, 

about “needing your hands” more than white-collar workers sitting at computers. 

Even further, equating economic productivity with worthiness and deservingness served 

to manipulate and sometimes mitigate risk level. For example, the physicians were more willing 

to consider surgery for a high-risk patient who had a “productive” motivation for seeking 

treatment, such as returning or continuing to work. John, the heavily tattooed painter with a 

difficult-to-diagnose tremor from Chapter 1, emphasized that he wanted to “keep working” and 

“wouldn’t like to be laid up on disability.” Despite calling John’s tremor “unusual” and 

acknowledging that “with an unusual tremor [it] sometimes responds great, sometimes less,” Dr. 

Arif also expressed approval of John’s reasons for seeking surgery. “Well, I think you have the 

right reasons for doing [DBS] and I think we could help you,” he said. During the roundtable, 

Dr. Bahri reiterated this point, saying that although there may be risks “he’s working, he wants to 
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keep working, that’s great. That’s what we like to see.” Agreement with patient motivation 

played a substantial role in physician evaluation of treatment options, here helping them 

overcome doubts about an uncertain case. 

ii. “Psychosocial Stress” and Comorbid Mental Illnesses 

 Another “risk factor” considered, with explicit connections to competence, is patients’ 

mental illness and social support structures. Many movement patients have comorbid mental 

illnesses, with depression the most common.7 In fact, so many PD and ET patients are diagnosed 

with depression that a psychiatric diagnosis is almost assumed by patients. One patient who had 

been prescribed the antidepressant Paxil when she was diagnosed with PD even “just figured it 

[depression and PD] was hand in hand.” Concerns about mental health are relevant to the DBS 

surgery because patients with preexisting mental illnesses are considered more susceptible to or 

at higher risk for mental health complications afterwards. As Dr. Baker put it, “so we know 

Parkinson’s affects your body and movement, but it also… it can affect your thinking.” 

Furthermore, “the surgery is on the brain in places related to behavior,” which she used to 

explain and justify asking patients questions like “[Do you have a] history of impulsivity? Poor 

decision making? Gambling?” 

 However, mental illness was used to justify treatment decisions not only based on 

potential physical risks but also simply general feelings about appropriateness. One patient 

showed multiple “red flags” in terms of his mental health, including a “worr[ying]” history of 

depression reaching back to his 20s. He just “seemed like an anxious person,” one staff member 

said. In addition, the neuropsychologist felt there was “a lot of psychosocial stress going on with 

                                                      
7 According to the Parkinson’s Disease Foundation website, “up to 60% of the people with the 

disease” are affected by depression (2017).  
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his marriage” and the neurologist too said that “it sounds like home isn’t that great.” Though he 

was deemed cognitively at low risk, the team was substantially worried about his mood and his 

lack of social support. Just as with Diana, Dr. Arif suggested that though “medically he might 

benefit… I don’t know that socially and cognitively [he will].” In the end, the team decided to 

“get him optimized psychiatrically” and reassess. This concern, however, came not only from 

potential cognitive decline post-procedure but also that the patient would simply not have the 

familial network they felt would be optimal or necessary to help him with his appointments, 

physical recovery, and so on. Anthropologists often champion holistic approaches to medicine 

incorporating a range of non-biological elements of patients’ lives; however, in this case at least 

the patient’s “confession” of psychosocial stressors outside the scope of the procedure was used 

to penalize rather than to assist the patient or meaningfully change their situation (Bridges 

2001:59). It also ignored the (highly likely) possibility that depression co-occurs with PD not 

because of an underlying biological connection or degeneration in the same brain area but rather 

because of the daily stressors and stigma of living disabled in the United States. 

 

IV. Patient Perspectives, Patient Resistance 

 Despite the extensive physician gatekeeping described above, patients also responded to 

and even resisted discussions of their incompetence or ineligibility. By defining certain markers 

of pathology as “normal” for them, patients forced providers to more explicitly face their 

judgments of high risk or incompetence. Secondly, instead of negotiating with their current 

physician, patients also held the power to discount one expert opinion in favor of another. 

Though patients were effective to varying degrees, I wanted to juxtapose the previous 
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conversation with patient perspectives to affirm ways patients re-asserted their own autonomy 

inside and outside their interactions with these two physicians. 

i. “Normal” Mental Decline and Mental Health 

Patients tried to assert their own definition of “normal” cognitive or mental states to 

distinguish themselves as low-risk and high-competence, even as family members or clinical 

providers offered narratives of pathology. In her interview with Dr. Baker, PD patient Alice tried 

through her language about normalcy to negate her husband’s comments. 

Dr. Baker: “[How is your] mood?” 

Alice: “Pretty good. Things are going all right.” 

Alice’s Husband: “She gets frustrated, when she can’t do things.” 

Alice: “I cry a lot, but I’ve always been a crier… that’s just me.” 

Though her husband seemed to disagree, Alice’s perspective was that she was “pretty good” and 

“all right.” Even though she may cry “a lot,” possibly more than average, that was how she has 

“always” been. This understanding created continuity between her current self as a PD patient 

and her past self as a “healthy” individual. Her assertion that “that’s just me” grasped at the same 

distinction, seeking to individualize the standard used to distinguish normal from pathological 

and thus normalize her “symptoms.” Other patients, too, compared themselves to normal or 

“average” in order to soften potential cognitive decline. One patient asserted, “I forget stuff, but 

average people forget things.” However, this comment was interpreted by Dr. Daniels as “okay, 

so minor forgetfulness.” 

ii. Opting into a Different System 

 Patients hold the power to evaluate their doctors as well, forcing physicians to prove their 

skill and trustworthiness. When asked to describe why they chose one physician over another, 
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one patient’s spouse said of the NESH psychiatrist that the patient “likes him a lot, and she feels 

very comfortable with him.” With mental health issues in particular, patients simply disagreed 

outright. As Joanne indignantly proclaimed to the neuropsychologist, “I’m not depressed, I’m 

aggravated.” John argued similarly, “I’m not depressed, I’m just tired all the time. I’m on so 

many of them [medications], I’ve got a suitcase.” He continued, “It’s all these pills. I got no 

energy, a lack of ambition. I’m hoping I can get off of these things. Go back to normal again. Get 

up, go to work, eat, get up and do it again.” John actually seemed to be attributing these 

symptoms to side effects of the medications for his physical illness. 

If negotiation is unsuccessful, patients can ultimately seek advice or even care from 

alternative physicians, pitting expert opinions against each other or simply finding one they agree 

with. Arthur, a spry but white-haired PD patient, went to a different hospital to get DBS after 

being told by the New England State Hospital (NESH) that he “was not a good candidate and 

couldn’t have the surgery there.” When I pressed him on what the NESH physicians thought was 

risky, he described having “white spots” on his brain that they were concerned about. He also 

said that he “didn’t like the doctor” who was doing DBS at the hospital at the time (a different 

neurosurgeon who retired and was replaced with Dr. Arif). Physician competence was tied up 

with patients’ in an interrelated way, forcing physicians to consider patient commentary to a 

certain extent (Fitzgerald et al. 2005). Limitations undeniably remain, however, based largely on 

constraints of patient privilege, geographic mobility, and confidence to stand up to figures 

deemed authorities.  

 

V. Conclusion 
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Clearly, and perhaps reasonably, the ideal of patient autonomy ends up warped and 

distorted by the realities of clinical practice. Based on these anecdotes analyzed, it is likely 

unsurprising that members of the interdisciplinary team frequently slipped in their language and 

described to patients what would happen “if you do get selected for the surgery.” However, 

given the critical ethical importance of patient autonomy as well as the physicians’ own stated 

desire to preserve and support it, it remains necessary to explore exactly how that break-down 

occurs – and in particular the way in which DBS for PD and ET adds new insights to the current 

literature. Despite promises of autonomy, the twin physician evaluations of patient risk and 

patient competency prescribed the final decision for the majority of patients interested in DBS. 

Furthermore, such evaluations proved to be more accurately described as subjective 

interpretations, based on assumptions of incompetence and capitalist values, psychosocial 

evaluations and definitions of realistic expectations. In the end, these examples indicate that 

subtle and implicit judgements by the physicians can have outsized effects on patient autonomy, 

with implications for medical ethics, decision making, and treatment. 
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Conclusion 

Learning to Live with Deep Brain Stimulation 

  

As our interview came to a close Drew gave me a heated rendition of a police officer who 

would not believe that his balance problems were a side effect of a medical procedure rather than 

drunkenness. Alongside slurred speech and cognitive declines, worsened balance is one of the 

most common side effects of the Deep Brain Stimulation (DBS) neurosurgery. After the surgery, 

Drew fell repeatedly and struggled with his posture. And one day, he told me, I was pulled over 

by a police officer who thought I was driving drunk! I was just driving to the store or something, 

when I heard the sirens. The cop gave me the breathalyzer test three times because he couldn’t 

believe I wasn’t drunk. Finally, I had to turn off my DBS just to show him what I looked like 

without it, and when he saw my tremor he finally believed me. “That’s why I asked Dr. Chang to 

give me a letter, saying you know with the tremors and the [DBS] I have slurred speech, and off 

balance,” Drew concluded. “I always keep copies of the letter with me, in my car, in my wallet, 

just in case this happens again,” he added. 

DBS altered the symptoms and lives of movement disorder patients in ways both 

desirable and frustrating, predicted and unforeseen. Drew did present an overall generally 

positive view of the procedure. “The DBS made a big difference,” he said, describing how it had 

transformed his hands from “shaking quite a bit” to “much better.” At the same time, however, 

his story highlighted some of the difficulties of adjusting to life post-surgery, even if it worked as 

well as could be expected. Despite the extensive planning and deliberation considered in the 

previous chapters, physicians had difficulty avoiding the side effects of the device which come 

alongside the benefits. This section puts the decision making from the previous chapters back 
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into perspective through connection with clinical outcomes, considering patient-physician 

discourse in the months after neurosurgery. 

i. Success and Side Effects 

The results of DBS were highly variable across individuals and uncertain in their 

manifestations. Although the neurosurgeon tried to find the optimal spot during the time in the 

operating room, the results of the procedure were often equally determined by the neurologist’s 

dedicated programming efforts in the months afterwards. As one patient told me, “I thought I 

was going to come out of the surgery completely healed.” Instead, he continued, that wasn’t the 

case, “because you’ve got to… see Bahri to program it and everything, you know. And I’m still 

not there yet, but I’m closer.” Another made a similar point, saying that it “took a little bit of 

programming to get it better. Symptoms came back after the surgery, but then with programming 

all worked out.” Despite its inclusion in the informational interviews pre-surgery, patients 

remained consistently surprised at how long the programming process takes, on average six to 

eight months per side. As ET patient William put it, “I was very interested in [DBS]. I thought it 

sounded amazing. But, you know… it was good,” in large part because of the programming. 

The post-operation balancing of side effects through programming presented perhaps the 

greatest challenge to the DBS team outside of determining eligibility, leaving the unluckier 

patients to choose between their original disabling symptoms and uncomfortable new ones. At its 

most basic, programming the DBS device involved turning it on at a healthy non-harmful rate 

and then fine tuning the current to find the best results for an individual’s symptoms. However, it 

frequently took months of back and forth to satisfy the patient and mitigate side effects, which 

tend to increase as the therapeutic benefits and thus electrical current increase as well. Some 

patients even had two settings for their device: one for talking, for example, when they want 
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more control over their facial muscles (i.e. low current, low side effects and low therapeutic 

effect) and another that alleviates tremor (i.e. high current). “Well, we have patients who say ‘I 

love when my tremor is gone’ but sometimes at a dinner party I want to be able to talk more 

clearly instead, so they’ll get two settings, and when they’re at the party they’ll turn their DBS 

down,” Dr. Arif explained. However, as he then admitted, “of course, it’s harder if you want to 

do both, eating and talking [at the same time].” 

As a result, trade-offs become a critical part of learning to live with DBS alongside 

understandings of “success” as more narrowly defined. For example, one older patient said that 

“right now my speech is really bad,” far worse than before the surgery, and “my balance isn’t 

great” either. However, “I talked with my wife last night about it, and she says it just sounds like 

you’ve had a stroke, so I’d rather not shake.” Meanwhile, as Dr. Arif echoed the sentiment of 

many patients by stating that “the most important thing is to get rid of the tremor.” Even for 

those who were unhappy, their complaints centered around tremor as well. One patient argued 

that “the results for me I don’t think were that great,” because they had been expecting 

“complete … not having any tremor at all” when in reality it was “maybe 50% better.”  

ii. Conclusion 

 In the end, the results of the DBS neurosurgery remained as messy and collaborative as 

every other part of the process. The multiplicity of options and considerations surrounding the 

results of the procedure simply confirms DBS surgery as an extensive process of discourse and 

negotiation, balancing and subjective considerations. From months before the procedure to many 

after, patients and physicians alike considered a multitude of options, working towards 

alleviating uncomfortable and disabling symptoms for movement disorder patients. Furthermore, 

as described in other chapters, conflict as well as collaboration occurred throughout this process. 
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Just as side effects warred with symptom management in programming the device, patient 

understandings of temporality and trajectories ended up deprioritized by physicians and patient 

autonomy was limited based on physician evaluations of motivation and productivity. At the 

same time, despite the fact that physicians are given the authority to make these calls on the basis 

of expertise and knowledge of biomedicine, differential illness narratives and subjective 

definitions of competence came together to destabilize biomedicine itself as providing objective 

and singular answers. Failing to make decisions on the basis of either objective evidence or 

patient perspectives, physicians have a weakened ability to justify their decisions over those of 

patients in the scenarios I described.  Overall, my ethnographic data bring together the voices of 

patients and physicians involved in DBS for movement disorders to analyze the process of 

clinical decision making, concluding that the criteria used as well as the illnesses treated prove 

dependent on positionality and ultimately subjective. 
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