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Original Article

Western medicine’s approaches to death and dying 
have changed over time (Anspach and Halpern 
2008; Glaser and Strauss 1965; Livne 2019). During 
the “golden age of doctoring” (Starr 1982), physi-
cians paternalistically dictated care for terminally ill 
patients, favoring aggressive life-prolonging inter-
ventions and sometimes not even disclosing to 
patients they were dying (Glaser and Strauss 1965). 
Doctors’ authority was challenged over the next four 
decades by patients, other professional groups, and 
social movements, who argued patients were entitled 
to open communication about dying without sub-
stantial medical interventions (Anspach and Halpern 
2008). This dovetailed with policy efforts to contain 
costs and particularly to limit end-of-life (EOL) 
expenditures perceived as ineffective (Livne 2014). 
This shift has come to be seen as a beneficial turn 
toward quality over quantity at the end of life by 
many in bioethics, social sciences, and clinical medi-
cine (Kaufman 2015; Livne 2019). Contemporary 

studies of EOL care identify greater intervention 
(e.g., hospitalization, intensive care unit [ICU] 
admission, cardiopulmonary resuscitation [CPR], 
and/or inpatient deaths) as evidence of lower quality 
care (Marik 2014; Mullins et al. 2021; Sallnow et al. 
2022), sometimes even labeling these interventions 
“inappropriate.” Greater use of these interventions 
among marginalized racial and socioeconomic 
groups are labeled disparities and a problem to be 
fixed.
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Abstract
Although most clinicians have come to perceive invasive life-sustaining treatments as overly aggressive 
at the end of life, some of the public and greater proportions of some socially disadvantaged groups 
have not. Drawing on 1,500+ hours of observation in four intensive care units and 69 interviews with 
physicians and patients’ family members, I find inequality occurs through two mechanisms complementary 
to the cultural health capital and fundamental causes explanations prevalent in existing health disparities 
literature: in valuation, as the attitudes and values of the socially disadvantaged are challenged and ignored, 
and in standardization, as the outcomes preferred by less advantaged groups are defined as inappropriate 
and made harder to obtain by the informal and formal practices and policies of racialized organizations. I 
argue inequality is produced in part because wealthier and White elites shape institutional preferences and 
practices and, therefore, institutions and clinical standards to reflect their cultural tastes.
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While there may be new consensus among clini-
cians against aggressive EOL care, recent surveys 
have shown a doubling since 1990 in the percent-
age of Americans who would prefer aggressive 
interventions if they had a terminal illness (Pew 
Research Center 2013). These attitudes vary by 
race and class. Only 20% of White respondents and 
18% of college graduates felt clinicians “should 
always do everything possible to save a patient’s 
life”—but 59% of Hispanic respondents, 52% of 
Black respondents, and 43% of respondents with a 
high school degree or less favored that (Pew 
Research Center 2013). Qualitative studies on EOL 
planning highlight differences in advance care plan-
ning and preferences stemming from differences in 
attitudes about death, religious beliefs, and fears 
about discriminatory treatment (Blackhall et  al. 
1999; Cain 2021). Rosoff (2013) found that hospi-
tal futility policies and related state laws dispropor-
tionally constrained decision-making for minority 
patients and families.

Unknown is how these dynamic and diverging 
preferences are enacted and influence inequality in 
EOL care. To understand this, with specific atten-
tion to the ways it might produce good or bad 
deaths and for whom, I conducted observations in 
four ICUs and interviewed patients’ family mem-
bers and physicians. I used abductive analysis to 
examine how differences in EOL communication, 
decision-making, and treatment were experienced 
by those involved and identify mechanisms leading 
to inequities in experiences.

Background
Theorizing Good Deaths and Obtaining 
Them
Existing theories provide leverage explaining how 
some systematic differences in health and health 
care develop. Socioeconomic status (SES) and rac-
ism are theorized as fundamental causes of health 
disparities because they shape access to varied 
resources for pursuing ideal health outcomes 
(Clouston and Link 2021); differential access to 
hospice services and advanced care planning by 
SES and race have indeed been found (Carr 2012; 
Silveira et al. 2011). Theories of cultural capital, and 
Shim’s (2010) cultural health capital (CHC) specifi-
cally, argue that differences in the interactional nav-
igation of institutions lead to unequal outcomes 
despite shared values (Bourdieu 1986; Shim 2010). 
Cultural capital suggests that certain cultural knowl-
edge and habits are seen as markers of status and 

competency and thus help individuals accrue resources 
and opportunities (Bourdieu 1986). Shim’s (2010) 
CHC theory provides rich description of how this 
unfolds in health care settings, explaining dispari-
ties through how patients interact with providers. 
Empirical studies find differential navigation of 
health care networks, styles of advocacy, and patient 
reporting impact whether and how quickly treat-
ments are obtained (Dubbin, Chang, and Shim 
2013; Gage-Bouchard 2017; Gengler 2020). 
Gengler (2020) observes parents of terminally ill 
children who feel knowledgeable enough to “cap-
tain” their children’s care and know “they did every-
thing” experience greater peace than parents with 
less CHC who rather “entrust” decisions to clini-
cians. However, fundamental cause and CHC 
research largely do not explain how institutions 
themselves develop definitions of “good” clinical 
practices, attitudes, and goals of care.

Contested “Good Deaths”
At the end of life, while all patients will experience 
the same objective health outcome (death), patients 
may desire different subjective experiences: to “be 
made comfortable” or “to prolong life as much  
as possible.” Also contested are the validity of  
cost considerations and moral arguments about 
what constitutes “a life worth living” (Cain and 
McCleskey 2019; Jenkins 2015; Livne 2019). We 
can examine at the end of life whether and how 
subjective differences in interpretations and valua-
tions shape care delivery and create inequalities 
through institutional practices, beyond the impact 
of patient CHC and resources.

I suggest that incorporating the sociology of 
valuation and standardization (Lamont 2012; 
Timmermans and Epstein 2010) with insights from 
Victor Ray’s (2019) theory of racialized organiza-
tions provides complementary tools to explain the 
alignment of institutions with particular cultural 
tastes. Ray (2019:35) theorizes that racialized orga-
nizations are meso-level structures that link racial 
schemas to resources and, in doing so, “help laun-
der racial domination by obscuring or legitimating 
unequal processes.” Occupational segregation is 
one mechanism through which power and agency 
are constrained for racial minorities in medicine 
(Nguemeni Tiako, Ray, and South 2022). Organizations 
expect conformity to norms of deeply White-
dominated spaces without naming Whiteness, and 
thus, “much racial inequality is produced through 
relatively passive participation in racialized organi-
zations” (Ray 2019:40).
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Valuation and standardization provide possible 
mechanisms of creating these racialized organiza-
tions. Valuation refers to the processes and judgments 
used to determine the worth of an entity (a treatment 
action or outcome, in this study). Standardization 
refers to how these valuations are legitimated by 
institutions (Lamont 2012; Thévenot 2009; 
Timmermans and Epstein 2010). Standardization 
refers not just to operationalizing a particular valua-
tion to an entity but also operationalizing processes 
that determine how value is assessed. Lamont (2012) 
hypothesizes inequities resulting from valuation and 
standardization are more likely in spaces with fixed 
hierarchies (i.e., when clinical judgment outranks 
other considerations; Hauschildt and De Vries 2020). 
Timmermans, with Berg (2003) and with Epstein 
(2010), argues that standardization processes are 
ubiquitous in medicine.

I suggest that in the context of coalescing atti-
tudes about good death among clinicians, processes 
of standardization reinforce the valuations of those 
with more power and agency within racialized 
health care organizations. In EOL care, the valua-
tion and provision of particular treatments is 
assumed to reflect valuations of particular goals, 
and this translation is conducted by clinicians. 
Standardized care pathways and norms around 
“appropriate treatment” that default to providing 
care aligned most with the values of White and 
wealthier patients are another manifestation of 
racialized, and conceivably “classed,” organiza-
tions. I suggest a derivation of Ray’s (2019) con-
ceptual work here: “Classed” organizations would 
similarly reproduce class-based inequities by prior-
itizing the opinions and experiences of higher-SES 
groups in treatment valuation and standardization.

In sum, past scholarship demonstrates that 
socially marginalized patients are less likely to share 
EOL valuations with their physicians and suggests 
that marginalized patients often possess fewer 
resources and less CHC in navigating health care 
institutions. I build on this work by arguing that clini-
cians tend to devalue aggressive EOL treatment 
goals and also interact differently with patients who 
value this different care in ways not fully explicable 
by patients’ or families’ ability to deploy material 
resources or CHC in negotiating treatments. In addi-
tion, I posit that aggressive treatment goals are often 
made pragmatically harder to implement despite 
patients’ material resources or CHC because stan-
dardization processes empower clinicians and con-
strain patients in demanding devalued care. Finally, I 
theorize that valuation and standardization reinforce 
health organizations’ racialization and reproduce 

class-based inequities by giving authority to elite and 
White values in EOL care.

Data and Method
Using Lutfey and Freese’s (2005) exploration of 
diabetes risk as a model, I conducted ethnographic 
observation and interviews to understand how dif-
ferences in EOL health care emerged and how these 
different EOL health care experiences were evalu-
ated. Lutfey and Freese (2005:1329) argue that 
through ethnographic observation, “one can see in 
individual interactions evidence of more systematic 
disadvantages.” I sought to identify the mechanisms 
that contributed to systematic disadvantages in EOL 
health care experiences. This study did not set out to 
establish if race and class differences in preferences 
and care exist, because population-level studies had 
already done this. Instead, I set out to explore how 
differences mattered in the care delivered, the inter-
actions patients, families, and physicians had, and 
how participants felt about what occurred. I sought 
to understand when and how differences became 
inequities in the context of EOL health care (Rathore 
and Krumholz 2004).

The Context: EOL Decision-Making  
in the ICU
Treatment decision-making in ICUs is complex, 
value-laden, and ongoing. The contemporary move 
toward advanced directives has failed to improve 
goal-concordant EOL care or the perceived quality 
of that care (Fagerlin and Schneider 2004; Morrison, 
Meier, and Arnold 2021). Many patients still experi-
ence acute health problems, and their preferences 
are unknown, nonspecific, or not documented. In 
the ICU, I could observe frequent and ongoing pro-
cesses of choosing (or not choosing) life-sustaining 
treatments and arguments made for or against such 
interventions.

Setting: Greenville and River City
“Greenville” (a pseudonym) was home to two hospi-
tals. College Hospital, the adult hospital associated 
with State University Medical School, and Truman 
Medical Center (TMC), a large Veterans Affairs (VA) 
hospital. Both were staffed by medical faculty and 
trainees from State University Medical School. 
Trainees included medical residents and “fellows” 
pursuing specialization in critical care medicine. 
During my observations, 86% of patients in the 
College Hospital Medical ICU were White, 7% were 
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Black, and 7% were from other racial-ethnic 
backgrounds. Most patients were from middle- or 
working-class backgrounds, and many had private 
insurance. The Medical ICU at TMC served veterans 
from across the state; 85% of TMC ICU patients were 
White, 13% were Black, and 2% were from other 
racial-ethnic backgrounds—few were high-income, 
although patients and their families varied in SES.

Nearby “River City” included two other hospitals 
in a for-profit health system. Memorial Hospital and 
North General Hospital were physically adjacent and 
were staffed by attending physician faculty employed 
by the River City Medical School and trainees 
employed by the for-profit health system. In North 
General’s ICU, 82% of patients were Black, 16% 
were White, and 3% were from other racial-ethnic 
backgrounds. Most patients were from poor- or 
working-class backgrounds, some lacked any insur-
ance, and very few had private insurance. Memorial 
Hospital’s ICU included more privately insured 
patients than North General; 79% of Memorial ICU 
patients were Black, 15% were White, and 6% were 
from other racial-ethnic backgrounds.

Ethnographic Observations in the ICU
To capture EOL communication and decision-
making, I observed more than 1,500 hours in these 
ICUs between June 2018 and February 2020. I 
focused on treatment decision-making for patients 
with terminal conditions who medical professionals 
defined as potentially at the end of life. I took 
detailed field notes on the decision-making 
processes and communication and attempted to 
approximate a verbatim transcript when possible.

All physicians and medical students on these 
units during observations agreed to participate and 
signed written statements of consent (N = 160). I 
received verbal consent from patients before 
observing them or family members in cases where 
patients could not participate in decision-making.

I observed clinical teams discuss over 500 
patients. While I took notes on all cases, my obser-
vations focused on the 40% (N = 203) for whom 
doctors discussed the risks and benefits of continu-
ing, starting, or withdrawing life-sustaining treat-
ments, either among themselves or with the patient 
or their family members. Demographic information 
for patients in the focused observation sample is in 
Table 1. I employed a sequential case study logic 
(Small 2009) in my observations; the endpoint of 
continued observation was saturation, where later 
cases or observations provide little or no new infor-
mation about the processes in question.

Interviews
To deepen insight into patients’ and family mem-
bers’ experiences, I approached for follow-up inter-
views 66 family members who had multiple and/or 
significant conversations with the physicians 
regarding life-sustaining treatments. I asked about 
perceptions of their relative’s care and how they 
made choices about treatment. Interviews took 
place after each site’s observation period—5 to 18 
weeks after patients’ ICU stays. All but one was 
conducted by telephone; all were recorded and tran-
scribed. Interviews were conducted with 39 patients’ 
family members (59% of those recruited). I also 
conducted in-depth interviews with 30 physicians 
about their experiences and approaches to life-
sustaining treatments. These interviews took place 
in person or by phone and were audio-recorded and 
transcribed (see the online Supplemental Appendix 
for additional information on data collection and 
interview sample demographics).

Data Analysis
All data were analyzed for themes and patterns 
(Emerson, Fretz, and Shaw 2011). I read through all 
field notes and interview transcripts, open coding 
and writing short memos about potential patterns. I 
analyzed how life-sustaining treatments were dis-
cussed and evaluated by physicians, patients, and 
family members, both across different patients and 
over time for the same patient. I used abductive anal-
ysis to identify variation between cases and then 
traced patterns to develop theoretical arguments 

Table 1.  Focused Observation Sample, Patient 
Demographics (N = 203).

N

Race-ethnicity
  Black 90
  White 102
  Hispanic 6
  Asian or Middle Eastern 5
Gender
  Women 67
  Men 136
Age
  < 65 years old 87
  65+ 116
Total 203
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about observed variation (Tavory and Timmermans 
2014). Using multiple methods of inquiry helped to 
validate patterns across different perspectives and 
methods (Giacomini and Cook 2000). Additionally, I 
used member-checking with clinicians and other 
experts to assess these interpretations and further 
clarify the processes identified (Anspach 1997).

Results
In these observations, traditional mechanisms of 
health inequality were certainly at play. I will show, 
however, cases also demonstrated the production of 
inequality through other mechanisms. When physi-
cians and patients had differing valuations, physi-
cians often repeatedly questioned the patient and 
family’s values, assuming they misunderstood med-
ical information, or treated families with suspicion. 
Where physician values had coalesced around treat-
ment standards, nonaligned patient values were 
seen as causing arbitrary paradoxes and led to 
intense physician resistance and restrictions of care. 
Formal standards also imposed rigid distinctions 
between, for example, hospice and curative care, 
and formal policies that appeared value-neutral 
gave physicians power to override patient prefer-
ences. Finally, I show these processes could interact 
with fundamental causes and CHC to reinforce 
inequality but also operate independently of these 
traditional mechanisms.

Traditional Mechanisms
Inequalities in EOL health care trajectories devel-
oped through numerous pathways and at multiple 
points in patients’ ICU stays. Well-known mecha-
nisms—differences in flexible resources (e.g., 
money, social support) and the amount of CHC 
patients or their families possessed—explained 
some of these inequalities. For example, Mr. Crosby, 
an 80-year-old Black retired factory worker, was 
limited in his options for transitioning to comfort 
care due to a lack of resources.

Attending Physician: What we do in the ICU, that’s 
just prolonging life. Hospice is something you 
could choose that would allow you to have your 
symptoms managed outside the hospital. They 
won’t do things to prolong your life through 
artificial means, like dialysis, but will focus on 
managing your discomfort: any pain, any short-
ness of breath.

Mr. Crosby: That sounds real nice. I’d like to go 
home.

Attending Physician: You live alone?
Mr. Crosby: Yes.
Attending Physician:  You might need to receive 

hospice care in an inpatient unit or perhaps a 
nursing home. You might need more care than 
patients can receive at home.

Mr. Crosby: I just want to go home.

The ability to enact Mr. Crosby’s care preferences 
was hindered by the lack of social and material 
resources needed to supplement home hospice ser-
vices. After 10 days, the hospital social worker still 
could not identify a workable solution for home 
hospice.

By contrast, the family of Mr. Crest, an 83-old 
White retired office manager with a terminal cancer 
diagnosis, nimbly adapted to changes in his care by 
drawing on flexible resources they possessed as well 
as their familiarity with health systems. Mrs. Crest 
displayed a nuanced understanding of both his med-
ical needs and the transition of coverage between 
traditional insurance and hospice benefits, asking 
detailed questions about his care needs, such as 
nutritional supplement supply and equipment for 
managing his chest tubes, to make sure hospice 
would provide necessary supplies. The hospital 
social worker coordinated equipment delivery the 
same day Mr. Crest decided to transition to hospice 
care because Mr. Crest’s son received his supplies 
while his wife and daughter were at the hospital to 
coordinate discharge and emotionally support Mr. 
Crest. Thus, Mr. Crest and Mr. Crosby wished to 
have the same sort of death, but only Mr. Crest could 
access it because of his greater financial and social 
resources, his wife’s CHC, and her ability to coordi-
nate care to get him home faster than even the 
system expected.

In the aforementioned instances, patients and 
their families reached agreement with clinicians 
about appropriate treatment and had similar ideas 
about good deaths. When such concordance 
occurred, it led to more empathic care and facilita-
tion of nonmedical goals. Physicians evaluated 
these outcomes more positively. However, when 
patients or families disagreed with clinicians, new 
pathways to inequities emerged.

Differing Valuations
Patients and families whose values differed from 
their clinicians were more likely to experience inter-
personal and communication challenges with clini-
cians. In these instances, clinicians often assumed 
patients did not understand a treatment and its out-
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comes rather than believing patients simply had dif-
ferent values.

Clinician disbelief and constant queries.  The case 
of Mr. Haynes, a 65-year-old White retired truck 
driver, demonstrates how preferences for aggressive 
life prolongation—perceived as abnormal—led to 
conflict because his values did not align with those 
of his clinical team. Mr. Haynes was dying from leu-
kemia and experienced worrisome drops in blood 
pressure during his second day in the ICU. He was 
awake, able to participate in decision-making, and 
had close friends at his bedside daily. The resident 
treating Mr. Haynes explained to him that there 
were medications to raise Mr. Haynes’s blood pres-
sure, but they would not reverse his dying from can-
cer. They would require placing a central line, a 
large intravenous line through the neck. After the 
resident described the procedure, noting it would 
only give the patient a couple more days, Mr. 
Haynes said he wanted it.

During the procedure, the resident told me he 
asked Mr. Haynes at each step if he “was sure” he 
wanted this: “Why do you want me to do this? 
What will be different in one to two days?” Mr. 
Haynes replied, “I’ll have two more days.” As 
explained to me, the resident could not understand 
why Mr. Haynes would want to continue suffering, 
now with an invasive line, for two additional days. 
Mr. Haynes’s friends told me, “He knows he is 
dying, but we come [to the hospital] each day, and 
we talk, and watch shows [on television] together, 
and I just know he is scared. He is not ready to go.”

These exchanges revealed the difference between 
the resident and Mr. Haynes in the value they placed on 
two more days of life in the ICU. The resident remarked, 
“I don’t know why you’d want to be here [in the ICU] if 
you had no chance of leaving.” The resident saw a 
patient suffering and was unable to cure what was kill-
ing Mr. Haynes. He understood additional interventions 
as extending suffering rather than offering benefit. Mr. 
Haynes, however, was not ready to die—and found 
value in time in the company of his friends and family, 
even suffering from pain and fatigue.

A day later, due to a complication, the resident 
needed to move the line to the other side of Mr. 
Haynes’s neck. Again, the resident asked Mr. 
Haynes repeatedly whether he wanted the procedure 
to continue. After the resident’s third appeal for 
reassurance, Mr. Haynes, frustrated by repetitive 
questioning, requested the resident stop asking. 
Talking with the resident and fellow after the second 
line, the fellow observed, “He [Mr. Haynes] is just 
done having conversations. It makes sense, 

everyone coming to talk to you about how you’re 
dying. But, it’s like, you’re really dying, right now.” 
The fellow and resident felt Mr. Haynes’s frustration 
with these conversations was due to denial of his 
impending death. They reasoned by accepting life-
sustaining interventions, Mr. Haynes was denying 
his fate. Two days after the second line was inserted, 
Mr. Haynes told the resident he was tired and “ready 
to go.” He requested the central line be removed. He 
died the next day with his friends at the bedside.

Physicians often described life-sustaining treat-
ments for terminally ill patients as “less than ideal” 
or of “little to no value.” One attending physician 
described continuing use of vasopressors as provid-
ing no “mortality benefit” and therefore “futile treat-
ment.” When I inquired why physicians would 
prescribe the medication if there were no benefit, the 
physician explained “vasopressors are only useful as 
bridge to another life-saving therapy. If no addi-
tional therapy can be provided, vasopressors are a 
bridge to nowhere.” This phrase was used often for 
therapies that would not reverse the primary cause 
of the patient’s dying (e.g., heart failure or cancer). 
Such therapies did have a physiologic effect and 
could sometimes extend patients’ lives for days—
but this was not considered a mortality benefit 
because patients would still die. Providing therapies 
physicians felt were futile was often described as 
bad medicine and imbued with negative moral 
weight. This meant some patients’ and families’ val-
ues were also judged and invalidated by the clinical 
team because those families’ wishes did not align 
with the valuations embedded in clinicians’ judg-
ment. Mr. Haynes experienced this valuation differ-
ence and perceived this judgment when his values 
were repeatedly questioned by his ICU team.

Clinician suspicion and resistance.  During Mr. 
Glendale’s ICU stay, in addition to interpersonal 
conflict, we see how nominally value-neutral but 
intentionally coercive processes can be deployed to 
prioritize the clinicians’ values about appropriate 
treatment. Mr. Glendale, a 65-year-old Black dis-
abled man, presented to the ICU following a cardiac 
arrest at the nursing home where he resided. He was 
placed on a hypothermia protocol in which doctors 
strategically cool a patient’s body hoping to reduce 
brain damage. After three days, neurology con-
cluded Mr. Glendale was not brain dead but none-
theless had a very poor neurologic prognosis. A 
family meeting took place six days later, and his 
family was told Mr. Glendale was not brain dead but 
would not wake up; hospice care was recommended. 
The family asked for a few days to discuss and 



Hauschildt	 227

decide. During this time, clinician suspicion and 
resistance toward the family’s goals became a driv-
ing force in interactions with his family.

The next week, the resident told me he called 
the family at least once a day, but they did not return 
his calls. The attending physician noted “they were 
supposed to get back to us on Monday. It’s been 
three days. He’s just occupying a bed in ICU.” The 
team consulted the hospital’s clinical ethics service 
to consider removing decision-making power from 
Mr. Glendale’s family. In the afternoon, the resident 
learned that palliative care spoke with the family, 
and they had decided Mr. Glendale would want to 
have a tracheostomy and be transferred to a long-
term acute care facility. The resident remarked, 
“The family can’t make us do something, just 
because they ask for it. Also, he is using a lot of 
resources, so we’ll have to discuss on rounds.”

The following day, Friday, the surgery team 
called the patient’s sister to obtain consent for the 
tracheostomy, and she asked them to wait until 
Monday, her day off, so she could be present during 
the surgery. The same day, the ICU team unilater-
ally changed the patient’s code status to do-not-
resuscitate (DNR) based on the ethics consultant’s 
recommendation. Over the weekend, a new fellow 
on the ICU service told the family about the team’s 
DNR decision and recommendation against a tra-
cheostomy and percutaneous endoscopic gastros-
tomy (PEG) tube. The family were distraught.

Brother: That’s not what he wants. They started all 
of this by asking what he wants and now you’re 
just deciding what you want to do.

. . .
Sister:  You called just a few days ago and you 

offered a trach[eostomy] and PEG.
Fellow: A trach and PEG is not being offered.
Sister: They did call and ask, on the phone—
Fellow: To talk about a trach and PEG.
Sister: No, they asked for my consent.

Disagreement between the medical team and 
Mr. Glendale’s family persisted. The team ques-
tioned the family’s beliefs about Mr. Glendale’s 
wishes and their motives. For example, an earlier 
request by the family to have guardianship for-
mally assigned to them so they could pay Mr. 
Glendale’s bills was interpreted with suspicion by 
the team, who suggested the family wanted to col-
lect Mr. Glendale’s Social Security checks. A few 
days following the fellow’s meeting, a different 
attending physician took over ICU service and met 
with the family.

Sister:  This is the third family meeting. I’m very 
irritated. I already talked to the chief of staff. 
And for me to keep going over the same thing, is 
very irritating.

Brother-in-law:  And we keep hearing different 
things.

. . .
Brother-in-law: Do you see how this comes across? 

Like you’re railroading us. This should be our 
decision. I have never seen a hospital try so hard 
to take his life and control this man’s body, and 
let’s not pull any punches here—you are talking 
about ending his life.

Sister: He is still here. Please let us do what we want 
to do, and we will take him away.

The ICU attending physician ultimately agreed to take 
the family’s wishes to the Chief Medical Officer, who 
told the ICU team to do the tracheostomy so Mr. 
Glendale could be transferred elsewhere. Although the 
Glendale family eventually received the treatments 
they wanted, they did so by deflecting many efforts to 
dissuade them. While others in the hospital had at one 
point offered different treatment, the values of Mr. 
Glendale’s ICU clinicians had a substantial impact on 
this experience in the hospital. When his family 
described Mr. Glendale’s wishes for aggressive treat-
ment, even with a very poor prognosis, they were dis-
believed and clinicians viewed the family with active 
suspicion. Communication between the team and Mr. 
Glendale’s family broke down multiple times, and 
physicians assumed these breakdowns meant his fam-
ily did not care about his well-being, rather than con-
templating that they may have felt berated and ignored.

The cases of Mr. Haynes and Mr. Glendale high-
light how outcome and treatment valuations can differ 
between patients and providers. When these valuation 
differences occur, physicians often expressed distrust 
of patients’ or surrogates’ choices and revisited deci-
sions often. Patients and families experienced these 
endless queries as challenges to their values, and some 
developed real fear they would be denied care.

Converting Values into Standards
Physicians’ values regarding appropriate end-of-
treatment could also lead to more rigid treatment 
pathways, could be codified as formal hospital poli-
cies, and were used to define appropriate medical 
treatment.

Translating values into treatments and valuation 
inflexibility.  There is no trivial process in which values 
become treatment plans, although clinicians often act 
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as if that were so. The ways in which some values 
have been translated into “standard” treatments may 
lead clinicians to perceive patients as having contra-
dictory values—not because the values are inherently 
contradictory, but because standardized translations 
of those values remove the nuance present in the 
patients’ and families’ articulations. Mr. Todd’s case 
demonstrates how such standardized translations led 
to some of his wishes remaining unaddressed when 
physicians interpreted them as contradictory. A 
77-year-old Black retired autoworker, Mr. Todd came 
to the ICU multiple times. He was alert and making 
treatment decisions and was eventually discharged to 
the rehabilitation unit. However, two weeks later, he 
returned to the ICU, again needing higher-level oxy-
gen support. The resident reevaluated Mr. Todd’s 
code status and the likelihood he would need intuba-
tion. Mr. Todd said he desired intubation if needed 
and would also want resuscitation attempted. Later, a 
respiratory therapist stated he was “not excited” 
about intubating Mr. Todd given his comorbidities, 
including severe pulmonary hypertension. The thera-
pist also suggested Mr. Todd likely would not survive 
the intubation itself.

Mr. Todd’s nurse soon told the residents that Mr. 
Todd was asking for food. One resident replied, 
“Mr. Todd cannot eat anything, including broth.” 
The nurse described Mr. Todd as very hungry and 
whimpering and asked the resident to explain to Mr. 
Todd their decision to withhold food. The resident 
said, exasperatedly, “Tell him he can have food if he 
goes to hospice!” A nearby medical student seemed 
surprised (as was I), and the resident clarified, “He 
is at a massive risk for aspiration and if his goal is to 
live, [food] is not compatible. He needs to display 
some internal consistency with his goals—he wants 
us to intubate him and keep him alive, then he 
can’t eat something and aspirate.” The resident’s 
translation of values into treatments employed orga-
nizational logics that often viewed curative and 
comfort-focused goals as contradictory and led to 
treatments being similarly bifurcated.

I asked if patients thought these things were 
contradictory—wanting to live and also not be 
hungry—and the resident replied, “I think most 
don’t. It is the most frustrating part of being a doctor. 
We are doing a lot to keep him alive.” The resident 
felt he was doing his best to prolong Mr. Todd’s life 
and was frustrated Mr. Todd would want to eat—
increasing his risk for needing an aggressive inter-
vention—when his clinicians were “doing a lot to 
keep him alive.” The resident’s focus on Mr. Todd’s 
desire for life prolongation led the resident to see 
Mr. Todd’s desire to eat as contradictory rather than 

see Mr. Todd’s perspective, which included separate 
but common human desires: to live, but also to 
relieve discomfort from hunger and enjoy the plea-
sure of food. Operationalizing values via standard-
ized treatment pathways, in which patients who 
wanted to “try to live” should not also receive (or 
desire) some comfort-focused treatments, was not 
unusual. Some physicians described requests for 
pain medication from patients who would accept 
intubation as contradictory—if they wanted to do 
everything possible to live, including being intu-
bated if necessary (which most physicians saw as 
objectively unpleasant and to be avoided), they 
should not receive medications that might depress 
their respiratory function, which many pain medica-
tions do.

Physicians often acknowledged that most patients 
fell somewhere between solely valuing comfort and 
solely valuing life prolongation. However, when it 
came to providing treatments, institutional processes of 
operationalizing specific treatments as manifestations 
of specific values made it difficult for them to manage 
patients without a singular goal. When patients had 
more complex goals or had goals physicians were try-
ing to change, patients sometimes did not receive treat-
ments they wanted and perhaps needed.

Valuations become informal standards.  Treatment 
also became constrained when informal standards 
developed around physicians’ values of not “being 
overly aggressive” or “providing futile care,” as in 
the case of Ms. Rosset, a Black 48-year-old phar-
macy technician with metastatic breast cancer. Ms. 
Rosset came to the ICU delirious. The resident 
explained to Ms. Rosset’s parents, who remained at 
her bedside for hours each day, that cancer metasta-
ses in her liver could be causing liver failure, so tox-
ins built up that affected her brain, or alternatively, 
that she could have an infection and that they were 
treating what they could. Ms. Rosset’s parents 
shared that her teenage son was on a school trip, and 
they did not want to tell him about the possibility 
her cancer had advanced until he returned.

After a few days, Ms. Rosset was intubated and 
stopped producing urine as her kidney function 
deteriorated. During rounds, the resident suggested 
that they consult nephrology, but the fellow dis-
agreed, saying, “No, I don’t want her to get dialysis; 
she needs hospice.” Over the next weekend, Ms. 
Rosset’s potassium began to increase dangerously 
because of her kidney failure.

Nurse: I think we may need to start dialysis.
Fellow: We’re not offering it.



Hauschildt	 229

Nurse: I thought we were trying to keep her alive 
until Wednesday?

Fellow: Yes.
Nurse: Do you think she will make it?
Fellow: I do not.

Despite Ms. Rosset’s kidney failure and her family’s 
desire to prolong her life, the physician team would 
not offer dialysis, even to reach the family’s goal of 
having her live until her son’s return. This example 
illustrates how physicians would sometimes con-
strain treatment options, including not seeking con-
sultation that might offer additional treatments, to 
adhere to perceived professional and organizational 
norms to avoid inappropriate care (e.g., wasting 
resources, prolonging dying, providing futile care). 
As valuations of particular EOL care become nor-
mative within an organization as “good” or “bad” 
care, physicians come to see and informally enforce 
restrictions on treatments believed to be “objec-
tively not in the patient’s interest” regardless of the 
patients’ stated goals or desires for said care.

The morning of her son’s arrival, a newly on-ser-
vice ICU attending physician spoke to the family on 
rounds, hoping they would be ready to withdraw life 
support and transition to comfort care. However, Ms. 
Rosset’s parents stated they were not ready yet and 
requested dialysis. When they were told it would not 
be offered, her mother asked how long they could 
continue what they were currently doing, and upon 
being told “her heart would eventually go out,” her 
parents said they would like to “just wait it out.”

After the meeting, the team discussed being sur-
prised by the family’s desire to continue treatment. 
The attending physician said he felt “uncomfortable 
not having nephrology as an ally” in their dialysis 
decision. He asked the resident to see who was on 
call for nephrology service. When informed of the 
name, the fellow warned, “They burned us on 
[another patient], they recommended CRRT [dialy-
sis].” The resident asked if he should consult 
nephrology, and the attending physician declined, 
saying, “No, because I don’t want them to offer 
[dialysis] (laughs).”

When I interviewed Ms. Rosset’s mother, she 
reported being hurt by the attending physician’s 
attitude and comments. She explained her rationale 
for her choices:

I told him I was going to wait, because the way 
he was talking—he wanted to pull the plug—and 
I told him no . . . I didn’t want it to be on my 
conscience that if I had them remove it, then 
maybe she would have lived longer. I didn’t 

want that to be in the back of my mind. She 
always thought that she would come through it, 
and I did too. I didn’t want to have no doubts in 
my mind. If she was thinking that everything 
was going to be all right, I wanted to be on the 
same page she was.

In Ms. Rosset’s case, her parents valued treatments 
for reasons the ICU did not also value: the allowing 
for her son’s return, avoiding feeling Ms. Rosset 
might have lived longer if they had not given up, 
and honoring their daughter’s values. While the cli-
nicians allowed Ms. Rosset to remain on the ventila-
tor until she died, they did not offer dialysis even 
when they felt without dialysis she was unlikely to 
survive until her son’s return. Ms. Rosset’s family 
attempted to fight the imposition of a standardized 
“good death” they felt she would not want, reveal-
ing the varied impacts of differing valuations in 
emotionally charged interactions.

“Bridges to nowhere”: Treatment frames as informal 
standards.  Concerns over providing treatments that 
were “bridges to nowhere,” a phrase used often to 
refer to treatments that would not cure underlying 
disease, led ICU physicians to avoid these treatments 
even when it was not always clear at the time these 
treatments would be ineffective. Physicians did not 
want to be perceived as wasting resources, prolong-
ing the dying process, or providing futile care—all of 
which were understood as contrary to patients’ inter-
ests regardless of what patients said. They thus 
enforced among each other informal standards priori-
tizing a particular “good death” and used nominally 
value-neutral processes, such as requesting consulta-
tions (or not) that made that kind of death easier and 
other kinds of death harder. Phrases such as “bridges 
to nowhere” cue team members to use specific frames 
in evaluating the efficacy and benefit of treatments.

ICU physicians also passed judgment on other 
colleagues for being too optimistic, insisting the 
ICU continue life-sustaining treatments, or encour-
aging patients’ families to continue treatments. One 
attending physician described agonizing over the 
care of a cancer patient he had recently treated and 
frustration with the oncologist’s approach:

Attending Physician: [The patient] was on the maxi-
mal doses that we use here, for propofol, fen-
tanyl and Versed, and he was still awake and in 
pain . . . having him go through that every day, 
that was a tough one. . . . Unfortunately, oncol-
ogy wanted to give him some time to see if he 
made it through this and the family was there.
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The oncologist’s acknowledgment of the patient’s 
likely poor prognosis but desire to continue life-
sustaining treatments caused moral distress for the 
ICU physician, who was tasked with overseeing 
these interventions. This case, and others like it, 
served as warnings about being overly optimistic 
and providing potentially futile care.

More experienced physicians acknowledged 
that the opposite also occasionally occurred when 
junior physicians, with little experience with very 
sick patients, pushed patients and families to 
decline life-sustaining treatments that may have 
been beneficial.

Attending Physician:  We’ve seen times where, 
especially, less experienced trainees who may 
not be aware of what fully to expect of the clini-
cal course may start to make recommendations 
to not pursue therapy that may frankly actually 
be beneficial . . . we have to be very careful not 
to be in a position where we’re recommending 
people not get things that could help them live 
the way they want to live. . . . As opposed to say-
ing, “Oh my God, this person is sick. I think 
they're going to die. I wouldn’t want this for me, 
so I'm going to recommend that we don't do 
this.”

However, most physicians expressed greater 
concern about the dangers of overly optimistic 
prognostication and subsequent treatments. In my 
observations, there was only one instance in which 
an attending physician or fellow expressed concern 
that a resident had painted an overly bleak picture of 
a patient’s prognosis; even then, they did not revisit 
the decision to withdraw life-sustaining treatment.

Standardization through formal policies.  Formal 
hospital policies also codified cultural valuations of 
treatments. Futility policies provide guidelines for 
when physicians could refuse to provide or could 
withdraw a particular treatment. Most commonly, 
these hospital-specific policies stated such an action 
was allowed if two physicians agreed the treatment 
was futile. This policy was invoked in the case of 
Mr. Glendale, described previously, to refuse to 
provide CPR if he suffered another cardiac arrest. 
While such policies often defined futility as provid-
ing no physiological benefit, some hospitals used a 
broader definition of futile care termed nonbenefi-
cial care. These policies defined nonbeneficial 
treatments as those that may provide a physiological 
benefit but for which the benefits did not outweigh 
the costs—as assessed “from the perspective of two 

physicians.” Such a policy could be used to deny a 
patient intubation, dialysis, or other life-sustaining 
treatments that required significant resources but 
would not address patients’ underlying illness, 
although many would indeed sustain that patient’s 
life for some time.

Physicians explained how these polices were 
used to make patients DNAR (do not attempt 
resuscitation) or to remove life-sustaining thera-
pies, such as mechanical ventilation. After Mr. 
Mosley, a 58-year-old Black man, suffered a car-
diac arrest and was resuscitated after 30 minutes of 
CPR, an ICU fellow remarked, “This state really 
protects doctors; we don’t have to provide care that 
is futile.” When discussing whether Mr. Mosley 
should receive a tracheostomy and PEG tube, 
given that he had not regained consciousness, the 
fellow replied, “People don’t know what futile is. 
It doesn’t mean they’ll die either way. It could also 
mean—there is no benefit. I don’t have to make 
someone a vegetable.” In an interview, another 
physician described this dynamic more bluntly:

Attending Physician:  Your positive rights, your 
right to demand treatment, are limited to those 
that I deem as the ones likely to benefit. If you 
and I have a disagreement on what's going help 
you, at the end of the day, I’m the physician. I 
get to say what I think. You can find another 
doctor if you want to get a second opinion, by all 
means, but you can’t force me to provide treat-
ment that isn’t going help. . . . We have this fun-
damental disagreement, and I win.

In another instance, while a resident was train-
ing a medical student in having code-status discus-
sions, he remarked, “I don’t think CPR should be 
offered if the chance of success is exceedingly 
small.” When I asked whether CPR would be futile, 
even with very low odds of success, given not doing 
CPR would result in death, the resident said, “There 
are things worse than death.” Multiple doctors 
feared resuscitative efforts would bring someone 
back, but only for a brief time (hours to days), to a 
minimally conscious state, or would “make the per-
son a vegetable.” How physicians valued these pos-
sible outcomes influenced whether they considered 
CPR to cause more harm than benefit and therefore 
its futility. Assessments of futility incorporated the 
clinician’s valuations of outcomes, such as a pro-
longed hospitalized dying, and their valuations of 
risk, such as a 20% likelihood of a desired outcome. 
These policies then standardized physicians’ valua-
tions as the metric to be used in evaluating futility.
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Internal Medicine Resident: As a health care profes-
sional, we might feel that the potential benefits 
are not worth the potential harms. Because the 
potential harms are a very high chance for this 
patient, and the potential benefits are very low 
for this patient. Whether or not to offer it in the 
first place is something that we negotiate.

It became clear hospital policies reflected organiza-
tional and individual clinician values while appear-
ing procedurally “value-neutral.” Processes of 
valuation and standardization impacted the experi-
ences of patients similarly in all four hospitals. 
Across hospitals, physicians’ attitudes toward 
appropriate EOL care for patients were similar, and 
similar structures, such as futility policies and ethics 
consultation, were invoked when clinicians dis-
agreed with patients and families.

Formal standardization through hospice care path-
ways.  Rigid distinctions in care pathways were also 
formalized. Patients enrolling in formal Medicare 
hospice benefits are no longer eligible for curative 
treatments for their terminal illness or related condi-
tions. On top of formal coverage limitations are also 
perceived limitations, which are dependent on hos-
pice providers’ interpretations of “related condi-
tions” and covered services. The daughter of Mr. 
Wilden, an 84-year-old White man, described her 
father’s devaluation of hospice and palliative care as 
based on what he felt were broader treatment limita-
tions implemented in his wife’s care when she 
changed her resuscitation status.

Daughter: Once they had my mother change her 
wishes to DNR, then that DNR, in our opinion 
and in my father’s eyes, became do not treat 
rather than do not resuscitate. Then my mother 
passed away because they quit giving her 
antibiotics and so forth . . . [that] was very 
upsetting to my father.

Mr. Wilden’s daughter also described her mother’s 
death at home as without sufficient pain manage-
ment, leading to her father further avoiding pallia-
tive care and hospice suggestions.

Interactions between Valuation, 
Standardization, and Existing Theories 
of Disparities
Traditional mechanisms of inequality production 
could interact with valuation and standardization 

pathways to amplify inequalities. Mr. Ortiz’s case 
provides an example of how CHC could interact with 
standards of care. Mr. Ortiz, a 70-year-old Hispanic 
man being treated for liver cirrhosis, and his family 
advocated for aggressive treatment yet generally 
accepted his physicians’ treatment recommendations. 
When physicians communicated they were not using 
dialysis despite his acute kidney injury, his daughters 
did not question this decision. Although they resisted 
multiple efforts by the clinical team to transition their 
father to comfort care, their limited CHC prevented 
their recognition of the ways in which treatments 
were already being limited.

The role of marginalized experiences in valuation.  
Differences in valuation between patients and phy-
sicians—such as how serious hospitalizations were 
and how strenuously they be avoided—emerged 
among poor White patients, too. The lived experi-
ence of poverty and the lived experience of chronic 
illness led to differing valuations that were instead 
interpreted by physicians as failures to process 
information. Mrs. Cleary, a 55-year-old White 
woman, had been transferred from a rural hospital 
when it became clear she needed ICU respiratory 
care. When I asked Mr. Cleary, a retired truck driver, 
about the choices he made for his wife, he said:

Mr. Cleary: She had said if she was ever gonna be in 
a coma, “Don’t kick me to the curb ’til I got a 
chance to come back.” . . . I was like, “What I 
want—only thing Debbie said was, ‘If there’s a 
shot at me comin’ back, yeah, let’s do every-
thing we can.’”

Mr. Cleary revealed his wife had struggled with 
illness for a long time, after contracting hepatitis C 
from a blood transfusion in her 20s. Detailing his 
and his wife’s medical history, he described how 
they both came to see hospitalizations as regular, 
but survivable, occurrences. Given their rural 
home, he did not find value in always being at bed-
side; regrettably, hospital staff instead interpreted 
Mr. Cleary’s requests for more information before 
“giving up” and his absence from the hospital as 
incongruent and evidence he “wasn’t getting it”:

Mr. Cleary: I think some of these hospitals feel like, 
“Well, if you’re that interested why don’t you 
just come here?” I’m like, “A) I’m old, and B), 
why come there every day, drive an hour and a 
half to a hospital and an hour and a half home 
when I can just call you?” . . . That’s just how we 
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are. We ain’t gonna do nothin’ but be a pain in 
everybody’s [expletive]. Stay home.

Mr. Cleary’s care entrusting behavior and percep-
tion he would be underfoot and bothersome in the 
hospital reflected a lower level of CHC that exacer-
bated clinicians’ frustration with his desire to con-
tinue aggressive treatment.

Resources, values, and the limits of CHC.  Mr. 
Parker’s case is an example of how the availability 
of flexible resources shaped families’ values and 
decisions and the limits of deploying CHC when 
patient and family valuations differed from clini-
cians. Mr. Parker, a Black 84-year-old retired 
teacher, had dementia and lived in a nursing home. 
While visiting him, his daughter found him vomit-
ing and lethargic. She brought him to the hospital, 
and he was admitted to the ICU with sepsis. The 
team treated Mr. Parker’s infection, and he improved 
dramatically in a few days.

The ICU and palliative teams both had multi-
ple meetings with Mr. Parker’s daughter and 
repeatedly expressed concern Mr. Parker would 
continue to get infections and his daughter would 
continue to bring him back to the hospital. The cli-
nicians felt allowing an infection to “take its 
course” would be in Mr. Parker’s best interest, 
sparing him from worsening dementia. Mr. 
Parker’s daughter, herself a nurse, felt obligated to 
treat reversible health problems. Similar to other 
patients and families confronting inadequate care 
in nursing homes, Ms. Parker felt his care and 
environment were often better at the hospital than 
at his nursing home, conflicting with clinicians’ 
views of hospitalization as inherently worse. 
Acutely aware of the need to deploy CHC, Ms. 
Parker described using medical jargon and phras-
ing when she felt she was not heard but also 
explained its costs, saying, “That’s when I tend to 
act more like a nurse, when [they’re] not listening 
. . . I don’t want to be the nurse; I want to be the 
daughter and a concerned family member.”

Valuation, standardization, and social advantage.  
Finally, Mr. Wilden’s case, described earlier around 
resistance to hospice, suggests that even material 
resources and CHC cannot always overcome the 
momentum of valuation and standardization. Mr. 
Wilden had a PhD and his daughter a JD; at 55, she 
was retired from her legal career and possessed full 
legal documentation of his care preferences. Her 
interactions with clinicians avoided euphemisms, 
and yet her ability to describe her father’s wishes 

did not mean they avoided judgment and hassles 
across multiple hospitalizations.

Daughter: We do have [durable power of 
attorney] paperwork, and I have given it to them 
several times at the hospital [but when they 
request to speak with my siblings, again] . . . do 
I drive home, or do I just say, “Look, let’s call 
my siblings and save myself two hours.”

She described repeatedly sensing “that air of not 
wanting to treat, regardless” and experiencing disbe-
lief from providers. Valuation and standardization 
are mechanisms of inequality because those most 
likely to experience consequences are from margin-
alized groups—but anyone who desires treatment 
perceived as inappropriate can face negative impacts.

Discussion
Today’s Good Death
Clinicians often believe it is best to limit life-sus-
taining treatments and decrease interventions as the 
end of life approaches. By contrast, I observed 
numerous patients and families wish to live as long 
as possible and see value in trying treatments with 
low odds of success, consistent with survey data. I 
find that cultural attitudes toward less aggressive 
intervention for terminally ill patients have become 
incorporated into and are framed as clinical judg-
ments, evidenced in the ways doctors talk about 
“appropriate” EOL care and the formalization of 
these attitudes into standards and hospital policies. 
The good death preferred by most clinicians is char-
acterized by a valuation of comfort and control over 
the circumstances of dying, evidenced in the per-
ception that life-sustaining interventions and even 
simply being in the ICU are inherently undesirable. 
While clinicians sometimes acknowledge patients’ 
different values, clinicians mostly believe their own 
perceptions of appropriate care are defined by their 
clinical knowledge rather than cultural—and thus 
classed and racialized—preferences.

Clinical attitudes and practices toward death and 
dying have shifted to advance a new form of good 
death (Livne 2019; Marik 2014). For many, the 
emergence of an alternative to aggressive care at the 
end of life is indeed a much-needed choice 
(Kaufman 2005), and medicine’s shift toward the 
promotion of palliative care and withdrawal of 
intensive technologies is seen as positive and a pre-
sumed move toward patients’ values. Earlier schol-
ars have examined the lack of patient agency and the 
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uncritical use of high-technology treatments and 
interventions (Fox 1981; Glaser and Strauss 1965). 
This earlier research sought to “improve experi-
ences of death and challenge the power of profes-
sionals” (Howarth 2007:426). However, current 
narratives of good deaths also privilege the cultural 
tastes of White, middle-class, and college-educated 
individuals over others (Cain et  al. 2018; Hart, 
Sainsbury, and Short 1998; Zaman et al. 2017), and 
new policies reassert medical authority in decision-
making (Hauschildt and De Vries 2020).

Mechanisms of Inequality
Across settings, socially advantaged groups more 
deftly navigate interactions with institutional play-
ers and accrue advantages toward preferred out-
comes. Looking at how parents of children with 
serious illness navigated health care providers, 
administrators, and insurers, Gage-Bouchard (2017) 
and Gengler (2020) demonstrate that certain styles 
of interaction are more effective in eliciting positive 
responses from physicians and in obtaining efficient 
and effective care, and similar patterns are also 
noted outside of health care, including in schools 
(Calarco 2018) and criminal courts (Clair 2020). 
Shim’s (2010) theory of CHC clarifies how the 
interactional styles of patients and families play out 
at the end of life, such as when Mr. Crest’s wife’s 
familiarity with hospice benefits enabled her to 
ensure coverage of all of Mr. Crest’s needed sup-
plies and care.

Yet CHC is not omnipotent (Gengler and Jarrell 
2015). Ms. Parker’s background as a nurse and Mr. 
Wilden’s daughter’s law degree provided ample 
CHC but were insufficient when coupled with a 
desire to extend their fathers’ lives with terminal 
conditions. Valuation and standardization provide 
mechanisms for understanding how the treatment 
preferences of patients are ultimately seen as inap-
propriate and even prohibited in the name of 
patient-centered care. Moreover, these processes 
reproduce racialized and classed patterns in whose 
treatment preferences are devalued. My findings 
demonstrate how processes of valuation and stan-
dardization among clinicians and within racialized 
and classed organizations account for the emer-
gence of additional inequality in EOL communica-
tion, decision-making, and outcomes in ways past 
literature has not fully explained.

In these data, the determination that less 
aggressive treatment should be prioritized left 
those who favored life-sustaining treatments more 
likely to experience tension, conflict, or distrust in 

their interactions with physicians and less able to 
receive the interventions they desire. Timmermans 
and Epstein (2010:84) emphasize “every standard 
inevitably implies an evaluation at the expense of 
some other, and often obfuscated, devaluation.” In 
valuing good deaths characterized by symptom 
management, hospice, less time in the hospital, 
and the chance to return home, physicians devalue 
“doing everything” to maintain hope or faith or 
simply prolong a patient’s life—as in the cases 
Ms. Rosset and Mr. Haynes. The organizational 
standardization of specific values is evident in 
how physicians speak about futility and their 
application of rigid treatment pathways, as in the 
cases of Ms. Rosset, Mr. Ortiz, and Mr. Todd. 
Limited institutional tolerance for diverse values 
inevitably discounts marginalized perspectives 
(Lamont 2012).

Race, Class, and Marginalized 
Perspectives
Organizationally devalued preferences are not ran-
domly distributed (Cain et al. 2018; Pew Research 
Center 2013). Patients who were mostly White, col-
lege educated, and middle-class or higher were 
more likely to share the preferences of their physi-
cians for comfort-and-control-focused EOL care. 
Individuals with marginalized backgrounds were 
more likely than advantaged peers to favor treat-
ments physicians considered aggressive, including 
being in the ICU, being mechanically ventilated, 
and delaying death through all possible means. The 
different valuations of treatment made by many 
marginalized patients are not only different tastes 
but also informed by the material resources they 
possess (Abramson 2015) and the implications of 
those resources for the types of comfort and control 
they can provide, as it was for Mr. Parker; the fre-
quency and depth of their experiences with illness 
and pain (Cockerham, Hamby, and Oates 2017), as 
it was for Mr. and Mrs. Cleary; and ongoing (and 
often racialized) experiences of trust and conflict in 
medical spaces (Ashana et  al. 2022; Hansen, 
Hodgson, and Gitlin 2016; Jaiswal and Halkitis 
2019; Smith 2010), as it was for Mr. Glendale and 
Mr. Parker.

The hospitals’ valuation and standardization of 
“good deaths” preferred by those with the most 
power represent organizational mechanisms 
through which unnamed Whiteness and wealthi-
ness become obscured or decoupled from expecta-
tions, processes, and decision-making resulting in 
clear racial and SES inequities (Lamont 2012; Ray 
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2019). For example, hospital futility policies and 
unilateral “do-not-resuscitate” orders, whose use 
expanded during the COVID-19 pandemic, are 
disproportionately used to deny agency to patients 
and families who are already profoundly margin-
alized in health care spaces (Rosoff 2013). The 
idealization of home hospice is another example 
of how EOL care often ignores the experiences of 
marginalized groups (Russell et  al. 2017). 
Throughout these data, we also see examples of 
attending physicians excluding from care or con-
sultation those who they do not trust to enforce the 
deaths those attending physicians value as good. 
In this way, we see processes of valuation and 
standardization working both against some 
patients and to police professional practices in 
ways that suggest credible mechanisms by which 
Ray’s (2019) racialized organizations also enforce 
Whiteness at the interactional level.

Limitations
There are limitations to this study’s methods and 
data. First, observations were conducted in a single 
geographic region, and there may be geographic 
heterogeneity in patient/family and provider inter-
actions and in clinical practices. However, when I 
queried clinicians, they did not note differences 
about life-sustaining treatments compared to other 
institutions where they trained or practiced. 
Differences across regions, especially those with 
distinctive legal frameworks such as New York, 
should still be explored. Second, data elicited 
directly from patients in this study is limited because 
I did not explicitly seek out conversations with 
patients. Religion beliefs and practices, which can 
also be racialized, were not explored explicitly in 
this analysis, although patients and physicians held 
a variety of religious/spiritual beliefs. Given this 
article’s focus on interactions between patients/
families and providers, I have largely not discussed 
how training and professional development contrib-
ute to valuation practices, or biases, among clini-
cians. Finally, data collection was completed just 
prior to the start of COVID-19 pandemic in the 
United States. COVID-19 has had a disproportion-
ate impact on low-income and marginalized groups 
and a worrying effect on family visitation and com-
munication (Valley et al. 2020).

Conclusion
These findings demonstrate the reproduction of 
inequality in health care may occur through two addi-
tional mechanisms: in valuation, as the attitudes and 

values of the socially disadvantaged are challenged 
and ignored, and in subsequent standardization, as the 
outcomes preferred by less socially advantaged 
groups are defined as undesirable in formal hospital 
policies. Furthermore, these mechanisms can be seen 
as evidence of the ways in which organizations are 
racialized and classed and allow inequities to repro-
duce even while espousing commitments to diversity 
or patient-centeredness (Ray 2019). Other research, in 
medicine and beyond, has often focused on how indi-
viduals’ institutional knowledge and cultural disposi-
tions allow them to accrue advantage or fall further 
behind (Calarco 2018; Clair 2020; Gage-Bouchard 
2017). My research extends our understanding on 
inequities, focusing on how organizations and institu-
tions themselves reflect the values of socially advan-
taged groups. I demonstrate that medical institutions 
reflect the preferences and attitudes of the socially 
advantaged. Inequality is reproduced not just because 
socially advantaged individuals know the rules of the 
game but also because they design the rules to support 
their values.
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