
Dying in a 
Racialized Society:
Black-White Disparities in Planning for Death



Objectives 
➔ Walk through the research process together

◆ Theorizing, developing questions and hypotheses, 
finding and managing data, & lots of confusion and 
headaches! 

➔ Understand racial disparities at the end of life from a Critical 
Race perspective

➔ Understand the core components of Public Health Critical 
Race Praxis

➔ Interpret and understand findings AND practical implications 
of research
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Racial Disparities in Health 
Care at the End of Life
Literature Review and Background



What is a “good death”? 

➔ Management of pain and symptoms

➔ Clear decision-making

➔ Preparation for death

➔ Meaningful time with family and loved ones

➔ Attention to spiritual and/or religious beliefs
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Steinhauser 2000



How does one “die well”? 

➔ Palliative or hospice care

➔ Physician-patient communication

➔ Aligning wishes and expectations with loved ones

Can be achieved through Advance Care Planning
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Advance Care Planning
Health care decision process that includes learning about the types of decisions that 
might need to be made and discussing/planning care for the end of life in the event 
one is unable to communicate care preferences

Better quality death (Detering et al. 2010)

Higher rates of hospice use (Bischoff et al. 2013; Nicholas et al. 2011)

Lower medical expenditures (Zhang et al. 2009)

Less emotional distress for bereaved family members (Teno et al. 2007)
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Racial Disparities in 
Health Care

Compared to whites, at the end of life 
Black Americans are: 

● More likely to use intensive, life-
sustaining end-of-life treatments 
(Caralis et al. 1993)

● More likely to die in a hospital or 
intensive care unit than a home or 
hospice (Barnato et al. 2009)

● Less likely to want palliative drugs 
(Barnato et al. 2009)

7



Racial Disparities in Advance Care Planning

White Americans more likely than Black Americans 
to:

➔ Discuss treatment preferences before death

➔ Complete a living will or advance care document 
(even controlling for prior knowledge)

➔ Designate a durable power of attorney for health 
care
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See Sanders et al. 2016 for a comprehensive review



What is driving 
race-based 
disparities in 
ACP? 
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Theory



Public Health Critical 
Race Praxis 
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Ford and Airhihenbuwa 2010

➔ Brings a CRT perspective into health 
disparities research 

➔ Guide for carrying out research 

➔ Four phases, or foci, of the research 
process 

➔ Ten guiding principles 
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Public Health Critical Race Praxis
Ford and Airhihenbuwa 2010

FOCUS 1
Contemporary Patterns 

of Racial Relations
Primacy of racialization 
Race as social construct
Ordinariness
Structural determinism 



FOCUS 1: Contemporary Patterns of Race Relations

Race Consciousness

➔ Shapes entire process
➔ Explicit attention to racial 

dynamics in the social world 

Race is Socially Constructed

➔ Socially determined traits 
grouped to form distinct “races”

➔ Challenges notions that race is 
natural or biological 

➔ However, race IS real in our 
social world 

Primacy of Racialization

➔ Socially constructed racial 
categories are the bases for 
organizing US society 

➔ Racial social systems (Bonilla-
Silva 1997) 13

Ordinariness of Racism 

➔ The presence of racism, and 
not its absence, marks 
society’s normal state

Structural Determinism 

➔ Macro-level, systemic forces 
drive population level 
inequities

➔ Structural nature of 
racialization allow it to persist 
across time and place

This Study: 

➔ What are key characteristics 
of racialization for the time 
period? → US’s contemporary 
racial social system & 
colorblind ideologies 

➔ Where do the groups being 
studied fall on the prevailing 
racial hierarchy?→ older 
Black and white Americans in 
the US

➔ Racism is ordinary and diffuse 
through society...including the 
institution of medicine →
history of exploitation & 
unethical medical 
experimentation, plus current 
interpersonal & systemic 
racism



Theory: What is 
driving these 
disparities? 
Socioeconomic differences 
between Black and white 
Americans or is racism a root 
cause of health care preferences, 
independent of SES?
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Class paradigm of racialized health care inequities 

Socioeconomic Status
➔ Class paradigm attributes Black and white Americans’ differentiated access to, control over, 

and use of flexible resources as the strongest predictor of racialized ACP disparities (Link! 
Fundamental Cause Theory)

➔ Evidence that SES, measured along multiple indicators, may play a key role in lower rates of 
ACP among Black Americans (Barwise et al. 2018; Carr 2012; Volandes et al. 2008)

◆ Quantitative multivariate models

◆ Key measures of SES include education, health literacy, income, assets, home ownership

15See Sanders et al. 2016 for a comprehensive review



Racism as a root cause of HC disparities

Racism uniquely shapes Black Americans’ health care preferences for end-of-life care

➔ Disparities in health care may be rooted in care preferences shaped by racialized sociohistorical 
context

◆ Historical and personal experiences of racism in the healthcare system (Smedley 2003; 
Washington 2007)

➔ Lead to justifiable concerns about unequal treatment and inadequate care at the end of life

◆ Distrust in medical care providers (Sewell 2015)

◆ Fear of not receiving adequate health care (Waters 2001)

◆ Black Americans justifiably fear unequal treatment and may be less likely to believe their 
wishes will be respected at the end of life (Bullock 2006; Caralis et al. 1993; Huang, Neuhaus, 
and Chiong 2016)
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Research 
Questions

➔ Are Black Americans less likely 
than whites to formally plan for 
death?

➔ Is this primarily due to 
socioeconomic inequalities 
between these groups? 

➔ Does racism remain a root cause 
of health care disparities at the 
end of life, independent of SES?
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How can we 
answer these 
questions? 
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Methods and Data
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Public Health Critical Race Praxis
Ford and Airhihenbuwa 2010

FOCUS 2
Knowledge 
Production

Social construction of 
knowledge
Critical approaches
Voice

FOCUS 3
Conceptualization & 

Measurement

Race as a social construct
Intersectionality



FOCUS 2: Knowledge Production 

Race Consciousness

➔ Explicit attention to racial 
dynamics in the social world 

➔ Shapes entire process

Social Construction of Knowledge

➔ Culture and power shape 
knowledge production

➔ Research is inherently 
subjective and linked to the 
social context in which it is 
conducted 

Critical Approaches

➔ Calls for interrogation of 
dominant cultural norms and 
assumptions

➔ Interrogate one’s own social 
position--our worldviews 
shape our assumptions and 
influence our research 
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Voice 

➔ Privileging of marginalized 
persons’ contribution to 
discourses

➔ All people possess 
experiential knowledge 
informed by their social 
locations

This Study: 

➔ How can we capture 
racialized context?
◆ Theory 

➔ Knowledge → Is whiteness 
set as a norm in medical 
research?
◆ Watch for this

➔ How does my own social 
position influence this 
research?
◆ Conscious reflexivity 

➔ How can this study amplify 
voices of Black scholars? 
◆ Center and cite work of  

BIPOC scholars  



FOCUS 3: Conceptualization and Measurement

Race Consciousness 

➔ Explicit attention to racial 
dynamics in the social 
world 

➔ Shapes entire process

Race as a Social 
Construct
➔ Challenges notions that race 

is natural or biological 

Intersectionality 

➔ Acknowledges the 
interlocking nature of social 
categories (race, gender, 
etc.) and the forces of 
social stratification that 
maintain them (racism, 
patriarchy, etc.)
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In this Paper:

● How to conceptualize and measure race
○ Conceptualization guided by CRT and Black scholarship
○ Operationalize by centering participants’ voice (self-

identified race)
● How do we account for intersectionality? 

○ Moderation models 
○ Interactions between race and SES



Hypotheses

1) Race is associated with ACP, independent of 
SES

2) SES will not largely mediate, or explain, the 
relationship between race and ACP

3) Race will moderate the relationship between 
SES and ACP, such that Black Americans 
across the SES spectrum are less likely than 
all SES categories of whites to engage in ACP
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““Categories of people divided by physical 
type, based on appearance or descent and 

real or putative characteristics, that are 
named, defined, and ordered by a racial 
ideology originating in Europe in the 18th 

and 19th century” 
Dixon and Telles 2017: 406
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Race 
➔ A symbolic category misrecognized as a natural 

category

➔ Fluid, dynamic, and malleable--meanings change 
across time and place

➔ Organizing principle of society, structuring social 
relations along racial lines

➔ Structurally entrenched & reproduces advantage 
and disadvantage

Bonilla-Silva (1997); Desmond and Emirbayer (2009); Omi and 
Winant 1994; Weiner (2012)
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Study Design
Cross-sectional* design 

➔ *though it does use some 
time-variant data 

Health and Retirement 
Study

➔ Nationally representative 
probability sample of older 
adults in the US

➔ Prospective cohort study

➔ Exit interviews with proxy 
respondents

➔ Waves 2006-2016

➔ N = 3,551

Analytic Methods

➔ Descriptive statistics and 
hypothesis testing

➔ Main effect and 
moderation models using 
multivariate logistic 
regression

➔ Stata version 16.1
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Data
Dependent Variable 

➔ Completion of a written 
advance directive 

➔ Dichotomous: yes (1) or no 
(0)

Control Variables

➔ Self-identified gender, 
relationship status, age, 
cohort, Medicare eligibility, 
receipt of life-prolonging 
care, receipt of palliative care

Independent Variables

➔ Self-identified race = non-
Hispanic Black (1) or non-
Hispanic white (0)

➔ Respondent’s level of 
education

➔ R’s mother’s level of 
education education

➔ R’s father’s level of education

27



Findings
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Descriptive Statistics  
N = 3,551



30
Logistic regression models predicting association between race, SES, and completion of advance directive 
N = 3,551

H1: Race is 
independently 
associated 
with ACP, 
independent 
of SES

H2: SES does not 
mediate, or explain, 
the relationship 
between ACP and 
race

H3: Race moderates 
the relationship 
between SES and 
ACP. Black 
Americans are less 
likely than whites to 
engage in ACP 
regardless of 
education
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Discussion 
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Public Health Critical Race Praxis
Ford and Airhihenbuwa 2010

FOCUS 4
Action

Critical approaches
Disciplinary self-critique
Intersectionality
Voice



PHCRP Focus 4: Action

Race Consciousness 

➔ Explicit attention to racial 
dynamics in the social world 

➔ Shapes entire process

Intersectionality 

➔ Acknowledges the 
interlocking nature of social 
categories (race, gender, etc.) 
and the forces of social 
stratification that maintain 
them (racism, patriarchy, etc.)
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In this Paper:

● Is whiteness being centered in end-of-life scholarship?
○ Is formal ACP the best way to plan for death?
○ Are there other ways to “die well”? 

● How can these findings serve the affected community? 
○ Where to publish 

● What forms of intersectionality does this research miss?
○ Gender? Sexuality? Disability status? 

Critical Approaches

➔ Calls for interrogation of 
dominant cultural norms and 
assumptions

➔ Interrogate one’s own social 
position--our worldviews 
shape our assumptions and 
influence our research 

➔ Disciplinary critique Voice 

➔ Privileging of marginalized 
persons’ contribution to 
discourses

➔ All people possess 
experiential knowledge 
informed by their social 
locations



Discussion
There is a need for critical race theory in health research 
across the life course

Distrust stemming from the ubiquity of racism 
throughout US society and in the medical field, 
reflected in a history of racist exploitation and 
unethical experimentation, may hold significant 
sway of Black Americans’ attitudes and behaviors 
toward end-of-life care and planning

Currently, end-of-life scholarship is largely influenced by 
white racial framing (Elias and Feagin 2016)

Reflected in the push for a formal, written method 
of ACPStudies show that Black Americans may 
prefer family-centered end-of-life care 
conversations 36



Limitations 

➔ Measurement of SES

➔ Qualitative data to amplify voice

➔ Other forms of intersectionality (especially 
region and health status)

➔ Additional contextual factors (e.g. COVID-19)
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Thanks!
I would LOVE to hear your thoughts, questions, input 

and/or anything that stood out to you!

You can also reach me at:
jennifer.lenore.mcdonnell@emory.edu
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Critical Race Theory 

1) Race is socially constructed
2) Research must employ race consciousness
3) Racialization is a hierarchical process
4) The ultimate goal is not only to understand, 

but to eliminate racialized inequities
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Instructions for use

EDIT IN POWERPOINT®

Click on the button under the 
presentation preview that says 
"Download as PowerPoint template". You 
will get a .pptx file that you can edit in 
PowerPoint. 

Remember to download and install the 
fonts used in this presentation (you’ll find 
the links to the font files needed in the 
Presentation design slide)

EDIT IN GOOGLE SLIDES

Click on the button under the 
presentation preview that says "Use as 
Google Slides Theme".

You will get a copy of this document on 
your Google Drive and will be able to edit, 
add or delete slides.

You have to be signed in to your Google 
account.

More info on how to use this template at www.slidescarnival.com/help-use-presentation-
template
This template is free to use under Creative Commons Attribution license. You can keep the 
Credits slide or mention SlidesCarnival and other resources used in a slide footer.
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